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Abstract

Context: The purpose of this research was to examine if the educational approach (the Approach) adopted at Kilnbarn Residential Special School (the School) secured the developmental learning pathways for its pupils. All pupils were diagnosed with Autistic Spectrum Disorder (ASD), Severe Learning Difficulties (SLD) and many had single or multiple comorbid conditions. The research sought to understand how their parents could be substantive partners and co-creators in the design, modification, and implementation of the Approach. It was a unique feature of Kilnbarn’s Approach to fulfil the potential of parents to be co-creators and co-therapists in their child’s progress.

Objective: The case study became one of the instruments in which to test the School’s effectiveness in meeting the needs of its pupils. It enabled a review of the School’s methodology, curriculum and organisational practices. The Approach was designed to provide secure developmental learning pathways for its pupils, improving their quality of life and independence. 

Method: The case study design, was chosen as it was considered the most appropriate research model. A Parents’ Questionnaire, distributed annually over 3 consecutive years (2004-6) was the evidential basis for this study. Interviews and collected data were used to analyse and evaluate the progress of the School through parents’ eyes.

Results: The combination of parents working with professionals to maximise the culture of “technical eclecticism” seems to be, in the light of this case study, best suited to the needs of children diagnosed with autism, SLD and comorbid conditions. The child should be immersed in a consistent approach across all areas of their life. Improvements in well-being, communication and joint action routines, sleep balance, a healthy diet, physical exercise, incontinence and behaviours was observed.

Conclusion The study identified that parents could be substantive partners and influencers in the design and modification of the Kilnbarn Approach. The Approach secured developmental learning pathways for its pupils and appeared to improve their quality of life. Parents as co-creators and co-therapists had regained ownership of their child’s quality of life, learning outcomes and personal development. From the experience and unique evidence of this case study schools should utilise and profit from the mass resource of their parents. It has been shown that the Kilnbarn Approach was, during the research, an effective and suitable intervention for the many children it served. It is hoped that further studies in this field will explore the concept of a “technical eclectic” approach that further validates and brings together interventions that are conceptually grounded and incorporates evidence-based focused intervention practices.
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Introduction


Kilnbarn Special School was a residential educational facility for pupils between 4 to 16 years of age who were diagnosed with autism, severe learning difficulties and complex needs. The privately-owned school was established less than 20 years ago (at the time of writing) in a period building with extensive grounds. The pupil population grew from 3 to 57 pupils during its first five years. 

As the Principal, the brief was to provide an outstanding residential special school that secured the education and well-being of its pupils through an environment that was of the highest aesthetic quality. The design was centred on children who specifically demanded a residential placement and whose requirements were not currently being met by their Local Education Authority (LEA) or other specialist. The Approach was first published in the first Autumn of the School’s inception and incorporated a detailed training programme. 

During the first three years of the School’s opening it became apparent that the children’s learning needs were becoming more complex and challenging with additional comorbid conditions playing a major obstacle in the development of its pupils. It was believed at this time that a longitudinal study was required to evaluate the effectiveness of the Approach to identify whether further developments were necessary to meet these challenges that were presented by its increasing pupil cohort. 

This case study’s aim therefore was to develop an educational theory which illuminated what emerged over that gestation and the modifications and developments of the School’s education practices and modus operandi (the Approach). A Parents’ Questionnaire, distributed annually over 3 consecutive years (2004-6) was the evidential basis for this study. The collected data provided an opportunity to analyse and evaluate the progress of the School through parents’ eyes.

The case study became a major tool in testing the School’s effectiveness in meeting the needs of its pupils. It enabled a review of the School’s methodology, curriculum and organisational practices. The Approach and the formation of the School Improvement Plan were directly influenced by the Parent Questionnaires completed over the three years. When the results of the collected data or commentary were insufficient, lacked detail, or were ambiguous, formal group and semi-structured individual and group interviews were conducted. As Bassey (1999), highlighted, to achieve change it was necessary first to understand and evaluate what was happening in the organisation. Only then could appropriate changes be introduced. Finally, in order to complete the process a re-evaluation must take place to clearly ascertain the new situation. Further discussion on the case study’s methodology can be found in Chapter 4.

The Approach (Anon, 2002a) was designed to provide a toolkit to support children, severely challenged by their autism, in achieving the highest level of independence in school, at home, in the community and when making the transition into adult life. Using a carefully combined selection of methodologies and current best practice the Approach was adapted to meet the unique needs of the pupils. It focused on supporting and encouraging communication, independent decision-making, mastering social, vocational, and life skills, developing self-care and the ability to manage their own behaviour. Emphasis was placed on creating meaningful and functional learning opportunities which would build on each student’s strengths and interests. The pedagogy was designed to encourage a person-centred approach that could be applied across all settings with consistency throughout the waking day. The Approach is further examined in Chapter 3.

The Kilnbarn Prospectus (2002) stated that this modus operandi was rooted in the integration of evidence-based research and education practice. In addition, the prospectus stated that to enhance the model’s efficacy input would be sought from family members, caregivers and staff. Within this case study, the author examined the particular influence of parents in the design and evolution of the Kilnbarn Approach. The Discussion chapter examines whether parental involvement and the changes made were beneficial to the families, their children and staff.
 
Within this unique partnership of education practice and evidence-based research the study explored how successful the School was in honouring the complexities of each child’s specific daily needs, and how it reached a balance between research, theory and practical day-to-day application. The main focus of the Approach was to improve the quality of life of the children attending the School. Perhaps most important, was to empower and enable each child to become a positive and active member of their family and also, wherever possible, the community in which they lived (Anon, 2002b). 

When the School opened, there was little consensus between researchers and practitioners as to the most appropriate educational strategy for children with Autism Spectrum Disorder (ASD), severe learning difficulties and complex needs (Howlin, 1998). The debate brought about a publication of ‘good practice’ strategies (Autism Working Group, 2002), that although welcome, gave limited guidance and was non-specific in nature. As autism is a spectrum disorder with a large diversity of symptoms, it is not surprising that little guidance was available to the School. 

The present case study was designed to scrutinise the complex makeup of each child and to consider whether the interventions selected were effective and efficient in meeting the child’s specific needs. It is not the intention of the study therefore to concentrate on the curriculum, but to examine the child’s life and how they interact and access the meaning and intentions of their existence. It was intended that any insights gained in interpreting and understanding the pupil’s mode of access to the world would inform the intervention and teaching methods, the Approach, of the School. It was hoped that setting this study within a relevant theoretical context and by drawing on related studies within the field, the outcomes of this case study might have an application, wider than the 
establishment in which it was set.

[bookmark: _Toc452904986]1.1	The Pupils

All the pupils at the School were diagnosed as having autism and severe learning difficulties. Several of them also had epilepsy and gastro-intestinal conditions. All the pupils had sensory and perceptual processing differences commensurate with autism. The pupils employed expressive and communication means that were significantly different to their mainstream peers, using a variety of augmentative communication processes to enable them to interact and be understood. All had very few spoken words and did not typically display a strong desire to communicate their intent. Some children possessed a small vocabulary of meaningful words and phrases, but often tended to be expressed as echolalia. 

Many of the pupils displayed distressed behaviour that could often be difficult to predict or manage. A number of the pupils were physically challenging, being aggressive to staff, parents and peers. Some children displayed self-injurious behaviour that could at times be exceedingly distressing to the child and those they were close to. All children had a strong preference for routine and most were dependent on structure and stability throughout their waking day. The majority of children were from counties within the UK with three children’s parents residing abroad. Most of the pupils were white, with a small number of black and Asian British children, one Greek British pupil and one French child.

The study was specifically set in one school with a particular population and many of the findings are likely to be idiosyncratic to this unique setting.

[bookmark: _Toc452904987]1.2	The Staff

The School at the time of the study employed approximately 180 staff, of which two thirds were Residential Support Workers. Education, Administration, Domestic and Ground Staff constituted the remaining third of the staff population. About 80% of the staff group were female.

The Residential Support Workers worked a shift system on a rotational basis whilst the rest usually worked fixed and regular hours. Teachers at the School all had a professional qualification, whilst the Residential Staff mainly had been employed without any relevant certification. All staff were given the opportunity to attend various courses and acquire qualifications commensurate within their positions. Many of the Residential Support Workers have had some experience in care work either with children with special educational needs or in children’s homes. For some this was a new, exciting and often challenging vocation. The School had a strong commitment to implement excellence in staff training and development.

[bookmark: _Toc452904988]1.3	The Parents

All parents whose children attended the School had a Statement of Special Educational Need (SEN). Children at the School were classified as having special educational needs if they had a learning difficulty which called for a special educational provision to be made for them (DfES, 2001b). A Statement is a document which sets out a child's SEN and any additional help that the child should receive (DfE, 1994). 

A small number of parents whose children attended the School, disagreed with the conclusions the LEA reached as to their child’s specific needs and provision obligations. The Audit Commission raised concerns regarding the success of the Statementing process for some parents:

“Statutory assessment is a costly and bureaucratic process, which many parents find stressful and alienating. Statements often provide little assurance to parents, lead to an inequitable distribution of resources and may provide resources to schools in a way that fails to support inclusive practice.” (Audit Commission, 2002, p.14)

If a disagreement could not be resolved the parents would be required to take the LEA to a Special Educational Needs Tribunal (SENT). This was superseded in 2005 by the Special Educational Needs and Disability Tribunal (SENDisT, 2005)

Parents whose children attended the School were of mixed Socioeconomic Status (SES) (Mutchler and Burr, 1991). Of the 15 pupils whose parents submitted a questionnaire consistently over the three-year study (See Appendix G), six received a placement through a tribunal (SENT or SENDisT). The cost of attending a tribunal was considerable and often prohibitive. Indeed, only one of these six parents funded their application without financial debt or external support. Three had to re-mortgage the family home in order to attend the SENT/SENDisT and two received funding and legal support from a national charity.

Ten pupils were either excluded or concerns were raised by their previous school that the provision could not meet their Special Educational Needs. This was due to severe challenging behaviours. Three pupils were removed from their previous school prior to a permanent exclusion being served. In addition to students receiving a Statement of Special Educational Needs all students were classed as ‘looked after’ (Department of Health, 1998) and their progress was reviewed twice yearly by Social Services. For many parents whose children were excluded, the deep routed causes and long term negative effects required increased supportive relationships with parents and stresses the importance of collaboration between, social work professionals and the School residential staff (Brodie, 2000)

Parents were often well informed, with significant in-depth knowledge and understanding of the idiosyncratic nature of their child’s autism. This could be demonstrated positively in assisting individual staff in their search to find the most successful programme for their child. Others would be less constructive and at times created challenges for their key workers and teachers. The need to focus this energy more positively and constructively brought about the formation of a parent group, which later became the parent focus group, who supported the study. The study investigated whether parental skills and knowledge, acquired in raising a child with autism, could be used to support the design and implementation of an intervention for children with autism.

[bookmark: _Toc452904989]1.4	The Approach

The Approach was believed to utilise good practice from several accredited educational methodologies: Treatment and Education of Autistic and Related Communication Handicapped Children (TEACCH) (Schopler, Mesibov and Hearsey, 1995), Daily Life Therapy (DLT) (Higashi) (Kitahara, 1984a) and the Picture Exchange Communication System (PECS) (Jones, 2004). These were selected on the basis of their efficacy, ethical solidity and compatibility. 

Each model was perceived to be in accordance with the principles and aims of the Approach. The curriculum was rooted in these established educational tenets: (1) all children were capable of learning; (2) all children had a right to an education; (3) individuals learn differently and at different rates; (4) learning occurs most effectively in a setting where the pupil feels secure and where distress and anxiety is minimised; (5) learning occurs most effectively when the individual is motivated, and; (6) children are motivated to learn by positive reinforcement. 

The emphasis in the Approach was placed upon: (1) communication skills and building relationships with others; (2) skills for independent living; (3) approaches to reduce certain mental states (anxiety, stress and depression) that would support the reduction of maladaptive behaviours. This sprung from a conviction that the curriculum for students with autism should not solely be concerned with the acquisition of bits of knowledge or learning compensatory functional skills; it should be about obtaining useful skills for adult life that assist the young person in being an effective and independent learner whether in school, the home, or wider community.

1.5 [bookmark: _Toc452904990]The Importance of the Study

The parents’ role in their child’s development was crucial if the child was to progress sufficiently to become an independent member of society. The effective partnership between parents, school staff and external professionals was paramount for the success of the child’s future. Indeed, without confidence, trust and respect, given by all parties the child’s future could easily have been jeopardised. 

Data suggests that many parents would have preferred their child to go to a local day special school and have support from their LEA, local Child and Adolescent Mental Health Services (CAMHS) and social service teams. The required need for a residential provision was in part due to the lack of health and social service provision and/or the required education provision necessary for their child to remain in their local community. The available literature, although relating to children with Emotional Behaviour Difficulties (EBD) and therefore not specifically pertaining to those diagnosed with ASD and Severe Learning Difficulties (SLD) with comorbidities, indicated that boarding provision was expensive, difficult for staff and challenging to run effectively (Cole, Visser and Upton, 1998; Ofsted, 1997). Residential facilities were also described as the most marginalising and segregated form of provision (Topping, 1983), indeed one Head Teacher described them as the dinosaurs of the education system (Cole, 1986). 

The 1981 Education Act (Welton, Wedell and Vorhaus, 1982) included an attempt to adopt a more integrated approach, enabling pupils to access mainstream schools. Despite this, residential special school provision for ASD pupils increased in the years subsequent to it. Indeed, they remained in high demand (Cole et al., 2003), with other researchers highlighting the positive benefits such provision provided (Cooper, 2013; Cole, Visser and Upton, 1998; Grimshaw and Berridge, 1994; Cooper, 1993). Cooper (1993) suggests that the residential experience for children has many positive outcomes including improved self-image, a respite from conflict within the home environment, high quality/staff to pupil relationships and the process of re-signification. It is clear from the literature that children attending residential special school provision had outcomes that were generally considered positive and supportive to their pupils (Emerson et al., 1996)

For many parents, the ability to actively participate in their child’s education was a prerequisite for their acceptance of an offer to attend the School. Evidence gathered at the parental pre-placement interviews reveals that their primary intent on application was to increase the functional independence and quality of life of children, and where appropriate reduce core limiting features of their child’s autism (Myers and Johnson, 2007). 

Literature connected to parental education identified specific techniques and procedures they can use to work with their children (Symon, 2005; Brookman-Frazee and Koegel, 2004; Kaiser, Hancock and Nietfeld, 2000; Lutzker and Steed, 1998). Within these programmes, the parents were taught model techniques which then could be disseminated to other family members (Symon, 2005). Studies concluded that parents were effective in implementing techniques, especially in the area of language development, and in reducing their child’s challenging behaviours (Symon, 2005; Koegel, Koegel and Surratt, 1992). Parents believed an opportunity to collaborate with staff at the School would better enable the achievement of positive outcomes for the children. As this collaborative approach was adopted at the School, the case study needed to assess the degree to which the quality of this relationship improved a child’s ability to achieve. Not only this, the study needed to examine whether the quality of this relationship, that is, between parents and staff, led to accurate parental perceptions of their child’s achievements.

During the pre-placement stage of the admission process there were a number of concerns raised. Firstly, some parents believed that the distance between the School and their home would preclude them from visiting their child on a regular basis, and that being apart from their child to such a degree could be detrimental to the mother/father relationship and the family unit in general (McGill, Tennyson and Cooper, 2006). These parents were concerned that placing their child in a segregated residential environment, at some distance from their home, would make the child’s re-integration into the local community increasingly difficult (Pilling, McGill and Cooper, 2007; Abbott, Morris and Ward, 2001).

Secondly, the parents believed that reduced contact with the families could increase their child’s vulnerability to abuse and neglect. The personal characteristic (reduced communication, intellectual impairment and challenging behaviours), their social situation (limited family contact and lack of an independent advocate) and their social isolation have all be associated with abuse (White et al., 2003; Rusch, Hall and Griffin, 1986) 
Despite these concerns the parents could not foresee any alternative to the School provision and believed that such a provision was the most appropriate opportunity their child might receive.

One of the reasons to conduct the present case study was the view that children arriving at the School, were presenting significant disabilities in addition to their diagnosis of autism and their special educational needs. These disabilities were presented either in the child’s maladaptive behaviours or through observed anxieties. These anxieties for many children were perceived to affect their mental and physical health and their future well-being. The need to evaluate interventions used at the School against learning outcomes and attainment became essential. Despite a good Ofsted report (2002) which showed children making substantial progress, it was apparent from data that maladaptive behaviours (for example, screaming, crying, dropping to the ground, and self-injurious behaviour) were not reducing as expected. In addition, many parents who did not have day to day contact with their children were beginning to feel deskilled when their children arrived home for holidays and weekends.


1.6 [bookmark: _Toc452904991]The Research Questions

The focus of this study seeks to address the following five questions: 

1. Were parents substantive partners and influencers (co-creators) in the design and modification of the Kilnbarn Approach?
2. Were parental perceptions of progress and pupil attainment valid?
3. Does the Kilnbarn Approach secure developmental learning pathways for its pupils and were these pathways sufficiently rigorous to improve their quality of life?
4. How was the programme’s efficacy monitored and evaluated?
5. What intervention strategies might be more effective and suitable to implement?
It is the intention of the author through this study to address these questions.


1.7 [bookmark: _Toc452904992]Ethical Considerations

The primary concern was whether the benefits of the case study could justify the immense disruption to staff and children. It became apparent, early in the study that for the research commentary and data from the questionnaires had increased the researcher’s time within the School and residencies. This in turn required senior staff and managers to become more involved due to minor parental and staff conflict. The questionnaires raised questions that ethically could not be ignored. There were no safeguarding concerns raised throughout the study. This is further discussed in Appendix H.

The matter of confidentiality remained and whilst the dignity and rights of the children were protected, their consent had to be assumed rather than granted. Assumed that is, on the basis of the agreement with their parents. The parents, as it were, gave consent on behalf of their children. All data was written up without identifying individuals involved and pseudonyms were used to protect identities. Permissions were granted in advance to use the questionnaire data and to ascertain whether the parents wished to be interviewed. At each stage parents were given the option to remove themselves from the research whenever they desired to do so.

Consideration needed to be given to the rights and well-being of staff. The questionnaires cited staff competencies, skills, knowledge and experience. The questionnaires were coded and a thematic representation was created. This provided the opportunity for senior staff to gain an insight into staff support and guidance through a whole school approach. It had been discussed and agreed that if safeguarding issues were to arise then these would be dealt with directly. As mentioned there were no safeguarding concerns raised throughout, and subsequent to, the study.

If the evaluation of the School’s Approach was to have credibility, that is, it was to provide a sound basis for action, it must be as free from bias as possible. The researcher left the School prior to the thesis being completed. Following negotiations, it was agreed that the thesis could be completed but under certain restrictions. These will be further discussed in Chapter 4 and Appendix H. 

1.8 [bookmark: _Toc452904993]Research Method and Design

The author concluded that the research, based at it was on perceptions, needed to have a number of means of gathering information in order to strengthen (or not) the reliability of the perceptions themselves (Creswell and Clarke, 2008). Such mixed methods needed also to produce qualitative and quantitative data of sufficient breadth and depth to support substantive conclusions (Creswell, 2013). 

The School wished for conclusions in which it could be confident, that is, confident to adopt them as part of its Approach. This may indicate a framework of Action Research, in which results are continually and immediately leading to developments in the subject of study. The researcher determined that although the results and subsequent conclusions were going to lead to changes in the School’s Approach the research would be conducted over a specific, and therefore limited, time period. Not only this, the study, once conducted, would require analysis, interpretation, and comparison with extant literature before conclusion could be drawn that would lead to changes in the Approach. The researcher thus adopted a case study framework as the most effective research design.

Mixed methods research itself has both a methodological and philosophical orientation. 

“As a methodology, it involves philosophical assumptions that guide the direction of the collection and analysis and the mixture of qualitative and quantitative approaches in many phases of the research process. As a method, it focuses on collecting, analysing, and mixing both quantitative and qualitative data in a single study (p.5).”

They further suggest that:

“Its central premise is that the use of quantitative and qualitative approaches, in combination, provides a better understanding of research problems than either approach alone (p.5)

Thus the mixed methods approach through a case study allowed the researcher to focus on a “case” and retain a holistic and real-world perspective (Yin, 2013). In addition, it provided a framework to realise discussion and debate. It encompassed three purposes: exploratory, descriptive and explanatory, questioning and analysing the content methodically. As Cohen and Manion (1989) suggest:

Unlike the experimenter who manipulates variables to determine their causal significance or the surveyor who asks standardised questions of large, representative samples of individuals, the case study researcher typically observes the characteristics of an individual unit – a child, a clique, a class, a school or a community. The purpose of such observation is to probe deeply and to analyse intensively the multifarious phenomena that constitute the life cycle of the unit with a view to establishing generalisations about the wider population to which that unit belongs.
(Cohen and Manion, 1989, p.124-125)

In light of the case study questions an inductive methodology was required to reflect the dynamic, results-led development of a theoretical basis to the research. Just as the Approach itself was adapted in the light of information gathered, so the theoretical basis and research questions of the case study also needed to change to reflect the ‘live’ nature of the research, conducted as it was over three years and concerning as it did adaptions to the programmes, therapies, etc., suited to each child. Grounded Theory, concerning as it does the systematic emergence of theory from systematic research, was selected for the analysis of the data collected. Grounded Theory is a systematic research approach involving the discovery of theory through data collection and analysis (Engward, 2013). It provided the researcher with the opportunity to systematically collect and analyse the data to generate theory and patterns of human behaviour in a social context. Such an approach focused on meaning and understandings in natural situations (Silverman, 2013). The case study was led and guided by the experiences of people in the enquiry and the findings reflected patterns within these experiences. The value of Grounded Theory avoided making assumptions but adopted a more neutral standpoint in a social context (Simmons, 2006). 

Thus the case study investigated, described, explored and explained whether the model adopted provided a secure and developmental pathway for its pupils and whether parental contributions did assist in the design and modification of the Approach. The mixed methods research incorporated the used Grounded Theory to explore the programme components, their implementation and their effectiveness. Using Grounded Theory within this case study enabled the research to be sensitive, flexible and yet systematic when examining the particular parental comments within this natural setting (Cohen et al., 2011; Chenitz and Swanson, 1986). Given that the case study explored in depth, through the questionnaire and interviews, parents’ perceptions and expectations of their children’s progress at the School, the Grounded Theory approach was considered the most appropriate method of research (Glaser and Strauss, 2009).

Glaser, Strauss and Strutzel (1968) were critical of a positivism and symbolic interactionism (Suddaby, 2006).They believed that quantitative research was being used to confirm existing theory rather than to test or challenge it, and that critique based on qualitative data consisted of lengthy descriptions and minimal production of theory (Glaser and Strauss, 1967). Grounded Theory enables patterns in the data to emerge to explain the research questions. In order for this to happen it requires data collection and analysis to occur concurrently, rather than in a linear sequence. “One of the unique features of Grounded Theory analysis is the dynamic interplay of data collection and analysis”. (Payne, 2007, p.68). 
 

The case study was conducted throughout a three-year longitudinal study. The aim was to attempt to gain a more precise understanding of the required design of the research instrument and whether modifications to the design were required. The pilot study (Phase one) attempted to understand the very specific needs of the participants and how they might interpret the questions presented within the questionnaire (Appendix A). Samples of the questionnaire were distributed to three different groups: (1) three parents whose children attended the School; (2) three staff members whose children had been diagnosed with autism but did not attend the School, and; (3) two parents (not connected to the School) who had typical, normally-developing children attending the neighbouring primary school. 

The responses enabled the researcher to review and reformat the questionnaire allowing the study’s participants scope to explore their perceptions of the School’s Approach and whether the model was sufficiently rigorous to improve their child’s pathways to learning and quality of life. As suggested by Engward, (2013) the researcher needs to be open during the research process allowing issues of importance to be exposed during data collection and analysis, which can influence the enquiry. Central to this were the previous assumptions and experiences of the researcher which could influence the direction of the enquiry (Dey, 2007). Within the second phase, both self-completed, open-ended questionnaires and semi-structured interviews were devised as data collection instruments to fulfil the research objectives. These objectives were: 
· to identify whether the School’s Approach was effective and efficient in securing the development of its pupils; 
· to identify whether the pupils’ communication, independent skills, relationships and behaviours had improved during the three-year study; 
· to identify whether parental perceptions of pupil progress and attainment were valid; 
· to identify if parents were contributors in their child’s development (co-therapist) and the design and implementation of the programme (co-creator); 
· to identify if further intervention strategies could increase the effectiveness of the School Approach and so increase the progress and development of its pupils. 

The Parent Focus Group was brought together immediately following the first year’s collection of data, in order to explore the themes generated from the questionnaires and subsequent one-to-one interviews, thus providing further substance to the data collected. The combined information received was then scrutinised and benchmarked against pupil assessments and documents held by the School. 

Once the raw data was gathered from these four sources it was analysed through a triangulation process. Then, with inductive and deductive thinking, the data was assigned through open, axial, and selective, or secondary, coding. This practice continued in parallel with new data being collected, thus allowing theoretical sampling (Corbin and Strauss, 2014).

During the three-year period of data collection, memos were written to compare and contrast the information received including data sampling (Glaser, Strauss and Strutzel, 1968) and this led to the production of a substantive theory (Bryant and Charmaz, 2007).

The aim of the study was ‘process oriented’ in that it was concerned with evaluating a process that promoted learning. The study could also be considered ‘development oriented’ in that the findings were expected to inform actions that improved the quality of the provision and identified priorities for future development (Cohen et al., 2011).


1.9 [bookmark: _Toc452904994]Outline of the Thesis

The thesis was divided into seven Chapters. Chapter 2 examines the associated relevant professional literature, exploring four main topics, (1) the history and causes of autism, its prevalence and diagnosis; (2) special educational needs and adult outcomes in autism (3) parental stress, and; (4) education strategies adopted by the School, including the three main contenders, (1) TEACCH; (2) Daily Life Therapy, and; (3) the School’s communication programme. Chapter 3 comprises in some detail of the relevant approaches used at the School. Chapter 4 examines the research paradigm used for this thesis and explores the Approach to the data collection methods. Chapter 5 investigates the results from the questionnaires, parent interviews and documentary evidence. This chapter is divided into six subsections: (1) Demography; (2) Communication; (3) Life-long Independent Living; (4) Relationships; (5) Behaviours, and; (6) Parents’ Overall Perception of the Approach. Chapter 6 draws together the main findings of the study and evaluates the outcomes against the research questions. Chapter 7 concludes this thesis and provides a summary of the main findings, limitations and contributions to the field of autism.

[bookmark: _Toc421535780][bookmark: _Toc452904995]1.10	A note on language and confidentiality

One of the challenges presented during the writing of this thesis concerned the kind of language used. The author has sought to consider how a reader may remain as engaged and interested as possible. One decision taken was to use some words interchangeably, as indeed they are used within ASD circles in general. The author wishes to highlight these to enable the reader when considering new terminology, its meaning and reference to a new and unknown item. Two examples recur throughout the thesis. The first relates to what the School was developing as a new and unique form of educational facility for children diagnosed with ASD, SLD and comorbidities. This has been referred to using the terms approach, intervention(s), model and provision. All of these terms refer to the same thing, recorded most frequently as ‘the Approach’. Second, and in a sense simpler, is that pupil(s), child(ren) and student(s) have also been used interchangeably. Again, these refer to the same thing, the people attending the School.

Some of the evidence provided within the thesis was extracted from the School’s policy documents, published prospectus, marketing materials and documents submitted to the Trustees and Governors. These documents are confidential: the author will cite the documents but there will be no further references within the Bibliography.




[bookmark: _Toc452904996]Chapter 2

Literature Review 


[bookmark: _Toc452904997]2.1		Introduction

Chapter 1 provided an overview of the research taking place at the School and briefly its position within the special needs arena. Though there were other institutions offering education and residential places for children and young people with autism, there were at the time, no other interventions providing a similar model to that developed during Kilnbarn’s gestation. 

The School combined several interventions, including the Treatment and Education of Autistic and Related Communication Handicapped Children (TEACCH) model (Schopler, Mesibov and Hearsey, 1995), Daily Life Therapy (Higashi) (Kitahara, 1984a) and the Picture Exchange Communication System (PECS) (Jones, 2004). Merging together different combinations of intervention, was not particularly encouraged at the time of the study, despite their compatibilities (Lazarus and Beutler, 1993). In addition, to further combine the role of the parent as ‘co-therapist’ (teacher) and ‘co-creator (influencer) had not occurred within the education arena in such a format.

The Literature Review seeks to locate the case study within the context of previous research completed in the field. Though the information is fallible, dependent on the context and is never completely final (Engward, 2013), to locate the study in such a way means it can be a contribution to knowledge and practice in this field.

Due to the simultaneous collection and analysis of data in a Grounded Theory approach, reference to previous literature as part of the study is considered highly problematic by some researchers. Indeed, it has become a divisive issue among some of them (Dunne, 2011).

Although engagement with literature prior to primary data collection is characterised in most research strategies Glaser and Strass (1967), originators of the Grounded Theory approach argued against this. They believed that previous research could unduly influence the objectivity of the researcher’s ability to be objective in respect of the particular case study. This undue impact could manifest throughout the research process, from data collection through analysis, to findings, conclusions and recommendations. A pure Grounded Theory approach would instead draw its research paradigms from the particular case concerned. 

One mechanism proposed to counteract the possibility of a negative impact from early engagement with the literature was that of reflexivity (Robson, 2002, p.22). Reflexivity is the process by which a researcher understands how they are, and have been, influenced by previous research, indeed as the latter impacts upon the gathering and interpretation of data the need for reflexivity forms a crucial part of the research process (Heath, 2006).

The School’s provision, the children it supported and the Approach to learning formed the basis of the Literature Review as it determined the previous research necessary to examine. It begins with an emphasis on the history of autism (2.2) causes; (2.3) and prevalence of the disorder; (2.4) and a description of how children at the School have been diagnosed (2.5). The literature review then discusses parental involvement in their child’s up bringing identifying the developments in Special Educational Needs (SEN); (2.6) and how parents have become involved in their child’s education.

To gain some insight into developmental pathways and their effects on the quality of life of individuals, 2.7, explores the outcomes for adults with autism at the time of the School’s inception. This section also explores related factors that might predict the outcome of a child in later life (2.7). Central to this case study, (2.8) looks at the role of parents, in particular from the point of view of the stresses they undergo, not only in caring for an ASD child (or children) but in deciding what interventions were most suitable for them. Here we can see how parents may acquire knowledge and skills, enabling them to support their children and become possible influencers for the programme. The process from referral to the child’s first day at the School will be discussed (2.9) which brings an understanding of the complexities of preplacement assessments and their consequences. Given the diversity of educational, medical and care requirements amongst this cohort it was essential for the School to bring together a number of approaches and form what became a unique pedagogy (the Approach). A report then follows on the design of the Approach (2.10) and a discussion of the adopted intervention’s limitations. The thesis will not explore in detail curriculum requirements but develop those themes that allowed children to access the curriculum through school-based educational strategies. The Literature Review concludes with an analysis of three interventions considered the foundation of the Approach (2.10, 2.11 and 2.12).

[bookmark: _Toc452904998]2.2	Approach to the Literature Review

The function of the Literature Review was to gain a broad understanding of the field presented in this study. The initial emphases on exploring issues, developing ideas and identifying gaps in research were undertaken using a traditional scoping review method (Webster and Watson, 2002). A good traditional literature review will usually consider research evidence in the light of an established theoretical framework because a theoretical context can enable a meaningful synthesis and interpretation of research findings (Jesson, Matheson and Lacey, 2011). Due to the sheer volume of research on autism over the past three decades however, the traditional review approach became unmanageable. Critics have even suggested that a literature review, when such a volume of material is involved, may not produce a reliable basis for the development of a sound conclusion, especially in relation to health and social care (Petticrew and Roberts, 2008). 

Two discrete approaches were adopted to engage with the existing empirical research and existing theoretical concepts. Prior to the commencement of the data collection process, an exploration of existing empirical studies relating to ASD, parental involvement in school programmes, interventions for children with autism was conducted, in order to identify what work had been done, which issues were central to the field and what knowledge gaps existed. This is described as the “geography of the subject” (McMenamin, 2006, p.134). This early review provided an important and necessary element in the progression process of the thesis. As a professional in the field of ASD the author already had existing theoretical knowledge. The author deliberately did not impose a theoretical framework on the study at the onset. Despite the “theoretical agnosticism” (Henwood and Pidgeon, 2003, p.350)) this approach does not advocate that the researcher ignores existing theory.

As the data analysis progressed and ideas and tentative hypotheses emerged the use of a theoretical context that unpinned the study was necessary to progress the analysis of the research. Simultaneously, new theories emerged helping to explain or contradict the ideas emerging from the research, which in turn supported the quality, rigour and perceptiveness of the analysis. A literature review was conducted annually and completed during the final analysis process and did not follow the traditional “literature review > findings >discussion” structure.

Relatively-speaking, there is a dearth of literature on evidence-based interventions. In order to best utilise the scarcity of such research the coding system developed by Stephenson, Carter and Kemp, (2012) has been applied. This enabled the identification of what scientifically-proven, evidence-based literature was most pertinent to this study. Not only this, the lack of available comparative research meant single case study articles had also been collected. These required especially detailed analysis to ensure that they did not misrepresent the overall balance of available research evidence. 

A number of the research documents and manuals reviewed were produced by schools, charities and Government offices. Few, if any, contained references. Consequently, the application of a systematic protocol to social science and cross-disciplinary literature was difficult to achieve:

“There are a number of challenges to be overcome: poorly defined topics; inconsistent use of keywords and controlled vocabulary; abstracts that do not effectively communicate the content of the paper or are not accessible in bibliographic databases; and resource and technology problems. Moreover, this is before any attempt to appraise the quality of the qualitative and quantitative information retrieved.” (Curran et al., 2007)


Whether comparative research or single case study it was clear that there was considerable variation of quality and accuracy in terms of design, execution, analysis and reporting. It was important therefore to clearly distinguish between literature that suggested, for example, a cure for autism without substantive clinical trials, and a clear, scientific, evidence-based study that had been replicated by peers (Wong et al., 2015). 

In conclusion, this section has attempted to provide the reader with an understanding how the existing Literature Review supports or undermines a particular theoretical approach. It was acknowledged that the volume of literature within the field of autism was unmanageable. Yet, the extent of that conducted within the sphere of ASD, SLD and comorbidities, addressed as they were by an array of interventions (adopted at the School), was limited and therefore manageable. The author concluded that such relatively insignificant precedents in literature allay the concerns accompanying Grounded Theory. Though too close an acquaintance with previous studies can unduly influence the adoption of a particular technique (Payne, 2007; McCann and Clark, 2004) they are not of sufficient number and therefore of sufficient strength to merit such concern in this case.

Further to this, the author concluded that the call for abstinence (Glaser and Strauss, 1967) from reading within the substantive area prior to data collection may have been detrimental to the study. Rather than being a distraction from the overall quality of the research (Dunne, 2011) it was instead an advantage to have such prior professional knowledge. Indeed, the author argued that undertaking an early and continuous literature review throughout the longitudinal study was only of benefit to it. 

This conclusion is further supported through what literature does exist, as it: provides a rationale for the study and justifies a research approach (McGhee, Marland and Atkinson, 2007); ensures the study is new to the field (Chiovitti and Piran, 2003); helps contextualise the study (McCann and Clark, 2004), and; clarifies the rationale of concepts and theory development (Henwood and Pidgeon, 2003).

[bookmark: _Toc452904999]2.3	The History of Autism

It was in Kanner’s 1943 paper, entitled ‘Autistic Disturbances of Affected Contact’, that the first use of the term autism occurred and the symptomology described (Kanner, 1944; Kanner, 1943). He listed the key elements of “extreme autistic aloneness,” (p. 248), abnormal speech with echolalia, pronominal reversal, literalness, an inability to use language for communication, monotonous, phenomenal memory and repetitive behaviour with an “anxiously obsessive desire for the maintenance of sameness.” (p. 250)

At the same time Asperger (Frith, 1991; Asperger, 1944) described older children who were seen to have naïve and inappropriate social interactions; but were seen to have good speech which was used to communicate their own special interests (Smith, 2002). They tended to have poor motor coordination and were engrossed in restricted interests. Often the young people were described as of borderline, normal or superior intelligence but in many cases they had specific learning difficulties (Attwood, 2007).

Both Kanner and Asperger’s papers captured the imagination of researchers. As (Wing, 1997) suggests, their exemplary ability to describe their observations of the children in vivid detail, may have given them a unique standing with their research peers. Although Kanner and Asperger believed the syndromes were both exclusive it is now apparent that many children have a mixture of features from both conditions (Attwood 2007). The description of pupils attending Kilnbarn School invariably leans towards Kanner’s description of the children in his study and the accounts described by their parents.

There is perhaps however one significant difference. Kanner, throughout his commentary, suggested that one further fact stands out. He concluded that in the whole group “there are very few really warm-hearted fathers and mothers.” (p. 250) Kanner also observed that parents and grandparents were 

“persons strongly preoccupied with abstractions of scientific, literary, or artistic nature, and limited in the genuine interest in people.” (p. 250) 

Kanner reflected on these observations of the parents and questioned the extent to which they had contributed to the condition of their children (Kanner, 1944).

Kanner was well aware of the potential consequences of his conclusions. They pointed to the mother being cold and lacking the ability to nurture the child (Sanua, 1990). In a follow-up study Kanner expressed the view that he was often misquoted, indeed he stated that making parents feel guilty for their child’s autism was not only erroneous but added insult to their distress (Kanner, 1971). Before leaving this topic however, it is important to identify how misinterpretation of Kanner’s initial observations did precipitate unhelpful educational practice.
 
In 1967 Bruno Bettelheim published “The Empty Fortress: Infantile Autism and Birth of the Self” (Bettelheim, 1967). It continues to affect the view of autism today. The book describes Bettelheim’s ‘successful’ treatment of three children (believed to display severe autistic traits) at the University of Chicago’s Orthogenic School. The methods used to create such a change were the application of psychoanalytic theory and milieu therapy. Bettelheim maintained that children who previously exhibited extreme antisocial behaviour at the School were, in some cases, completely cured. As a result, this hypothesis, that a child’s relationship with their “refrigerator mother” was the cause of autism became the accepted explanation. Successful treatment therefore was psychoanalytic in nature and was subsequently adopted by some professionals (Severson, Aune and Jodlowski, 2008). 

Clearly, Bettelheim’s work was developed on Kanner’s observation of faulty parenting (Kanner, 1943, p.250). It concentrated on re-establishing the parental bond through what was believed a safe and secure environment. Safe, secure and, essentially, separated from the family’s influence. In the process Bettelheim alienated many researchers, professionals and family members and his work is now in disrepute amongst practitioners (Happé, 1995; Schopler, Mesibov and Hearsey, 1995). His approach to children with autism has been described as harmful (Smith, 1996). This case study develops an opposite opinion to Bettelheim, questioning whether parents are substantive partners (co-therapists) and influencers in the design (co-designer) of the Approach.

The final approach in the history of autism that is pertinent to this study, indeed it became central to the cultural construct of autism, is the Triad of Impairment (Felce and Kerr, 2013; Wing and Potter, 2002; Wing, 1981). Wing and Gould (1979) were the first to recognise that autism and severe learning difficulties (SLDs) could and could not occur together. People with SLDs were initially described as mentally retarded. This judgement of mental retardation had three qualifying characteristics: significant impairment of intelligence (defined by having an IQ lower than 70); severe lack of social functioning and; lack of capacity for self-care. If these characteristics were present from birth or early life SLD was the assignation given (Gillberg and O'Brien, 2000). Wing and Gould (1979) identified a distinctive group of children whom they classed as autistic but who did not display SLDs as defined above. These children were clearly different from others with SLD. What they did have in common were three distinct elements, known as the “Triad of Impairments”. This triad, they considered, characterised autistic functioning (Wing and Gould, 1979), a different category of operation than that of SLDs even though the two were found in the same person. 


The Triad of Impairment is central to the diagnosis of ASD and all specific sub-categories within the spectrum, including Pervasive Developmental Disorder and Asperger’s Syndrome (Matson and Konst, 2014; Wing, Gould and Gillberg, 2011; Baron-Cohen et al., 2009). The Diagnostic and Statistical Manual of Mental Disorders (DSM IV), influenced by the Triad of Impairments, was the major instrument-model used to diagnose children at Kilnbarn School. (American Psychiatric Association and American Psychiatric Association. Task Force on DSM-IV, 1994)
 
Cashin and Barker (2009) believe that the triad in autism is more accurately identified as: visual as opposed to linguistic processing; lack of abstraction and; lack of theory of mind. Their view is that Wing’s Triad of Impairment is a valuable construct but does not provide the cognitive processing paradigm that allows for the development of interventions based in empirical research and that utilise the most appropriate therapeutic tools (Cashin et al., 2012). Cashin and Barker suggest that the Triad of Impairment in autism should be reviewed and incorporate visual processing, impaired abstraction, and impaired theory of mind (Cashin and Barker, 2009).

[bookmark: _Toc452905000]2.4	The Causes of Autism

Autism was first described by Kanner (1943) as a complex, biologically-based disorder of the brain. Abnormalities in communication, repetitive behaviours, cognitive and social inflexibility were the main features observed (Mandell, Novak and Zubritsky, 2005). The causes of autism continue to undergo intense inquiry. Despite this, researchers have not yet been able to identify any specific bio-chemical indicator or distinctive neuroanatomical abnormality that defines autism (Landrigan, 2010). A diagnosis of autism remains based therefore on clinical and behavioural assessments (Melling, 2012). As discussed, cases of autism may vary from mild through to profound with additional features and comorbidities. To illustrate this variety further, over 50% of children with autism have intellectual disabilities whilst a third of the autistic population suffer brain seizures prior to adolescence (Landrigan, 2010; Rapin and Dunn, 2003; Tuchman and Rapin, 2002).
 
A small number of children with autism (10-15%) have additional comorbid disorders that may affect the child’s nervous system (Fombonne, 2005). Evidence exists that disorders of the gastrointestinal system are no more common in children with autism than with a typical child in the general population (Filipek et al., 2000). Although verbally accepting such evidence, parents in this study continued to believe that there was a higher incidence of gastrointestinal disorders in their children (Parent Focus Group March 2006). Mothers were convinced of the higher incidence of constipation, feeding issues and food selectivity in comparison with non-autistic peers. Ibrahim et al. (2009), believed that such symptoms have a behavioural aetiology, and proposed that a neurobehavioral rather than a primary organic gastrointestinal aetiology may account for the belief, by mothers, in the higher incidence of gastrointestinal disorders in children with autism (Ibrahim et al., 2009).

There is evidence to suggest that genetic factors have a key role in understanding the causes of autism. These findings were first published in 1977 when a study showed that the concordance rate in identical twins was very much higher than in non-identical twins (Folstein and Rutter, 1977). These findings were subsequently replicated (Bailey et al., 1995). It is clear from the literature that the genetics of the disorder were complex and that multiple genes in interaction probably account for the hereditary elements underlying the condition (Abrahams and Geschwind, 2008). As suggested by Landrigan (2010), genetic factors may, however, only represent a small fraction of the cases described in the present literature (Abrahams and Geschwind, 2008).

Three mothers believed that their child’s autism may have been caused by a genetic disorder. One mother candidly cited her own tendencies to be inflexible and her difficulty in building strong professional relationships with her work associates. She also found making or keeping friends equally difficult. The other two mothers described their partners as “being odd and different,” emphasising that they found communicating and socialising extremely difficult and tedious. Both mothers agreed that their partners were very successful and skilful in their business life and interests. Interpersonal relationships, especially for one, who was a manager in a large information technology industry, were particularly stressful and had been a root condition for a number of episodes of depression (Parent Focus Group March 2006). The mothers further emphasised their feelings of anxiety and stress of having to care for a child with ASD and severe and complex needs, and highlighted the coping mechanisms they had used to alleviate their symptoms. Having such a child had placed significant strain on the family unit. Though deeply convinced of the reality of their experience, the mothers were unable to substantiate this (or globalise it, as it were) by referral to research.
 
The most distressing area of concern raised by parents within the study (Parent Focus Group, March 2006) was the relationship between the administration of the Measles, Mumps and Rubella (MMR) vaccine and the onset of autism in their child (Wakefield et al., 1998). Many parents considered that the MMR vaccination had caused the ASD and were weighed down with compunction as a consequence. Three sets were even involved in the Wakefield study that led to such a view becoming prevalent (Wakefield et al., 1998). There is sound epidemiological evidence however that suggests the MMR vaccine was not an environmental risk factor for autism (Leask, Booy and McIntyre, 2010; Abrahams and Geschwind, 2008). It will no doubt come as considerable succour that research has subsequently proved the Wakefield study unsound. (See Appendix D)

In conclusion, it is possible to deduce from the research that genetic factors were implicated in the causation of autism (Abrahams and Geschwind, 2008). Indirect evidence also suggests that environmental factors may, in their biological impact, also contribute to autism. Such studies have demonstrated a sensitivity of the brain to external exposure from lead, ethyl alcohol and methyl mercury. Given the paucity of research in this field and the complexity of conditioning factors further investigations are required in order to begin to ascertain the significance of environmental influences upon the development of autism (Landrigan, 2010). Parents gave detailed accounts of their experiences and indicated vast knowledge and a particular skill base around their child’s particular needs and ASD. 

[bookmark: _Toc452905001]2.5	The Prevalence of Autism

The UK National Autistic Society has estimated that autism affects around 700,000 people, or more than 1 in 100 of the UK population (NAS, 2014). Within the UK there is no national register or count to identify the numbers of people with autism. Local Authorities still do not have reliable numbers of children in their care who fall within the autistic spectrum. Heterogeneity within autism and related disorders is widely acknowledged (Eagle, Romanczyk and Lenzenweger, 2010) and it is not surprising therefore that Local Authorities find it difficult to collate reliable figures.

[bookmark: _Toc451617208]Table 1 – Estimated ASD Population figures for the UK and England based on the 2011 census 
(These estimates were calculated by applying the prevalence rate of 1.1% to the population figures (NAS 2014).

	Country
	Total population 


2011 
Census
	Estimate
 of population with ASD
	Children 
0-17 


2011 
Census
	Estimate
 of 
population 
of children 
0-17 
with ASD
	Children 
school 
Age 4-16 

2011 
Census
	Estimate
of 
population
of children
4-16 
with ASD

	
United
Kingdom

	
63,182,175
	
695,004
	
13,453,710
	
147,991
	
12,509,710
	
137,609

	
England

	
53,012,456
	
583,137
	
11,336,960
	
124,707
	
11,001,093
	
121,012




Using the calculations in Table 1 over 695,000 people in the UK may have ASD. Within England 583,137 people may have autism, of which 121,012 are of school age. 

Baird, et al, (2006) conducted a study within the South Thames Valley area. Their study found the prevalence of childhood autism was 38.9 per 10,000. The figure for those with ASD and above school age was 77.2 per 10,000. The total prevalence report was therefore 116.1 per 10,000. These results show that the prevalence rate was substantially greater than had been previously recognised. This highlighted the need for health, education and social care services to recognise this 1% of the School age population in the content of their delivery (Baird et al., 2006). For example, at the time of the study children were assessed for autism only if they were considered at risk through the Special Educational Needs (SEN) register. This would have missed all those children with ASD but not on that register.

A UK school-based population study (Baron-Cohen et al., 2009) surveyed all mainstream, special and private schools within the Cambridge area. Children were tested with the Autism Diagnostic Interview – Revised (ADI-R) (Lord and Jones, 2012) and Autism Diagnostic Observation Schedule (ADOS) (Lord et al., 2000) protocols. The estimated prevalence of autism in the study accorded with previous estimates, converging at around 1%.

Blumberg et al. (2013) reported on data regarding the prevalence of ASD as reported by parents whose children were of school age (6-17 years). In 2007 a prevalence report, commissioned by the National Survey of Children’s Health (NSCH) (Kogan et al., 2009), and Blumberg compared these figures with his later study (Blumberg et al., 2013). The results showed that the prevalence of parent-reported ASD among children of 6-17 years was 2.0% in 2011-2012. This was a significant increase from the 2007 (1.16%) study (Kogan et al., 2009). The increase was greatest amongst boys and especially those between the ages of 14-17. It was reported that children diagnosed in or after 2008 were likely to have a milder form of autism than those diagnosed before 2007. The report concluded that the prevalence increase was the result of diagnoses of children with previously unrecognised ASD (Blumberg et al., 2013).

Evidence suggests that the diagnosis criteria for ASD are more commonly known than previously estimated (Blumberg et al., 2013; Brugha et al., 2009; Baird et al., 2006; Fombonne, 2005; Filipek et al., 1999). A recent approximation puts ASD prevalence at 116 per 10,000 children aged 9 to 10 years (Baird et al., 2008). This reveals a marked increase compared with an estimate of 20 per 10,000 less than two decades ago (Aitken, 2001). To what extent was there a real underlying increase in prevalence rather than changes in the diagnostic criteria or improvements in its identification is unclear, but there is undoubtedly a greater awareness of ASD today (Lawton, 2005; Wing and Potter, 2002; Aitken, 2001; Le Page, 2001).

[bookmark: _Toc452905002]2.6	Diagnosis

This section describes in some detail the symptoms and comorbid conditions associated with children within the study. Many children at the School were diagnosed with autism in the early 1990s. During this time the US Department of Developmental Services published a report suggesting that there was a 556% increase in the prevalence of autism between the years 1991 and 1997 (Stokstad, 2001). The likely explanation for this was the heightened awareness of ASD amongst physicians making diagnoses alongside the implementation of broader criteria for diagnosis (Fombonne, 2005). As discussed, autism is a behavioural syndrome defined by the presence of Wing’s Triad of Impairment (Wing, 1981). There is evidence that might suggest from family and twin studies that for a sub-group, the aetiology is mainly genetic (Bailey et al., 1995).
 
Autism Spectrum Disorders are life-long neuro-developmental disorders characterised by impairment in reciprocal social interactions; impairment in verbal and non-verbal communication skills; and restricted repetitive and stereotyped patterns of behaviour. These impairments appear during the first three years of life (American Psychiatric Association, 2000). The spectrum includes conditions such as Autistic Disorder (AD), Asperger Syndrome, Atypical Autism, and Pervasive Developmental Disorder Not Otherwise Specified (PDD-NOS). Many individuals affected by autism have additional diagnoses, most often intellectual impairment but also other physical, behavioural and emotional problems.

There have been some significant changes to the Diagnostic and Statistical Manual of Mental Disorders (DSM) IV to DSM V. DSM IV refers to the basic Triad of Impairment, reported by Wing (1981) as impaired social interaction, impaired social communication and restricted patterns of behaviour. As mentioned before, the majority of children within this study were diagnosed under the DSM IV criteria (American Psychiatric Association and American Psychiatric Association. Task Force on DSM-IV, 1994).The transition to DSM V now reflects the professional consensus that the four previously separated disorders listed above are in fact a single condition with different levels of symptom severity (American Psychiatric Association and American Psychiatric Association, 2013).
 
DSM V now characterises autism as: (1) Deficits in social communication and social interaction and; (2) Restricted repetitive behaviours, interests, and activities (American Psychiatric Association and American Psychiatric Association, 2013). This change has been far from unproblematic as concerns have been raised about the move away from the Triad of Impairment. It is believed by some that DSM V has overlooked a number of important issues including social imagination, diagnosis in infancy and adulthood and that girls and women with autism may continue to remain unrecognised or misdiagnosed under the new criteria (Wing, Gould and Gillberg, 2011). The revision of ASD criteria in DSM V as formulated for the Diagnostic Statistical Manual (DSM) for Autism Spectrum Disorders is shown in summative form in Appendix E

Autism is a heterogeneous condition in which no two children so assigned have exactly the same profile. It is generally accepted that the time of an ASD diagnosis occurs much later than the onset of the disorder (Yirmiya and Charman, 2010; Ozonoff et al., 2008). In addition, the period of time over which parents in the study acknowledged that their child had exhibited early signs of a developmental disability or symptoms of ASD were of a long duration. Detecting such early signs of ASD can be difficult for parents and professionals alike as to date no specific symptomatic signs have been identified (Rogers, 2009).
 
Parents of children at the School observed three main characteristics prior to their child’s diagnosis:

1. A significant delay or failure in acquiring useful language skills. Some parents reported significant echolalia (especially when the child felt stressed), unusual facial expressions, and extreme and bizarre gesturing.

2. Many children had a strong tendency to avoid social contact, especially to avoid reciprocal interactions, such that the child was said to be ‘aloof’, ‘withdrawn', and at times living in a world of his/her own. Parents noticed that their children often lacked eye contact or respond inappropriately to affection and touching.

3. Their children tended to exhibit very specific stereotypical behaviour characterised by rigidity and the rejection of alternatives. A large number of parents described their children as displaying serious behaviour problems either causing injury to themselves, their parents or their siblings. Parents often reported that their child's relationship to objects was observed as abnormal. Parents commented that changing a route to the shops/library, moving furniture in the house, or indeed simply putting a vase in another place conditioned anxiety and confusion in their child. Often, this resulted in serious behavioural management issues. (Appendix D, Parent Focus Group 2005)

According to studies that rely on retrospective parental reports, regression or loss of skills can be seen in 15%-30% of cases, often during the first 12 to 24 months (Baird et al., 2008; Lord, Shulman and DiLavore, 2004). Seven parents in the 2005-06 study at Kilnbarn confirmed their children had also lost skills in language with four identifying their children were less social and often refused to play. These parental reports correlate with studies that might suggest that play, social, and in some cases motor skills could be lost or plateau (Ozonoff, Williams and Landa, 2005). It is apparent from the Parent Questionnaires (Appendix B) and Interviews that children at the School exhibited a range of patterns – some children showed symptoms before their first birthday and then lost skills while others show no such signs but regressed in their second or third year (Ozonoff et al., 2011). Only in a small number of cases was regression associated with the onset of seizures, indeed three children were reported as having their first observed epileptic seizure after arrival at Kilnbarn (Berg et al., 2001).

ASD and epilepsy co-occur in approximately a third of individuals with ASD. The complexity of such co-occurrence continues to burden research on the diagnosis, neurobiology and management of children with the conditions. Over the past 40 years of observation has highlighted a strong association between intellectual disability and the higher prevalence of epilepsy in individuals with ASD (Jordan, 2013; Melling, 2012; Hadwin et al., 1998). In addition, there is evidence of two peaks within childhood when the onset of seizures were most likely: early childhood and adolescence (the latter then often continues through into adulthood). In adolescence the onset of seizures may be unique to individuals with autism (Tuchman, Cuccaro and Alessandri, 2010). 

When Kanner (1943) first identified the new syndrome of autism, he suggested that all children were fundamentally intelligent, but that their intelligence might be masked by autism. Indeed, autism is likely to reduce a child’s level of educational outcomes. Whilst this could lead to consistent difficulties throughout a person’s learning career autism itself is not considered responsible for producing general intellectual impairment, ‘severe learning difficulties’ or ‘profound multiple learning difficulties’ (PMLD) (Jordan, 2013). In their Camberwell study Wing and Gould (1979) first recognised and demonstrated that autism and severe learning difficulties could occur simultaneously. 

Kilnbarn School’s pupil population had both a diagnosis of ASD and label of severe learning difficulties. Each child underwent assessment by clinicians prior to their entry to Kilnbarn and the resultant developmental age and IQ reports drew homogenous conclusions. In the case of each child both developmental age and IQ were significantly lower than those of their peers within a mainstream primary or secondary setting. 

Clinicians also reported deficits in working memory skills, a conclusion upheld and supported by previous literature (Mesibov and Shea, 2011; Sicile-Kira, 2004; Jordan and Jones, 1999; Hulme and Mackenzie, 1992). Children, as in the case study, had with a label of SLD have marked difficulties with a wide range of cognitive tasks. Children also experienced profound limitations in verbal working-memory tasks. These memory problems were associated with an inability to rehearse information within an articulatory loop (Kjelgaard and Tager-Flusberg, 2001). Training children to rehearse material has been shown to help alleviate such problems (Happé and Frith, 2006; Mesibov et al., 2004a; Roberts, 1999; Larkin and Gurry, 1998).

The developmental age and IQ limitations identified in the reports did fall within the same core profiles. The advantage of this is to enable relatively greater reliability in the management of data into distinct streams. This in turn provided a more secure foundation from which to assess and draw conclusions as to the most appropriate way forward, not only for each child but for children of a similar level of ability. 

Though differing somewhat on an individual level, all children therefore received the diagnosis of ASD. Indeed, the term 'autistic spectrum' is often used precisely because the condition varies in severity from person to person (Uddin et al., 2013; Feinstein, 2010). Baron-Cohen et al. (2009), preferred the use of the term ‘Autism Spectrum Condition’ (ASC) rather than ‘Autism Spectrum Disorder’. They suggested that it is less stigmatising and reflects an important reality that whilst individuals with ASC have disabilities which require a medical diagnosis they also have significant areas of cognitive strength (Baron-Cohen et al., 2009). Their research implies that autistic traits are continuously distributed in the population rather than there being a subset of a completely different order. Those diagnosed with ASC or ASD are therefore different in degree, not in kind (Baron-Cohen et al., 2009; Scott et al., 2002).

Children at Kilnbarn typically had severe difficulties in the acquisition of verbal and non-verbal communication, academic competency, social interaction, and leisure and play activities. To varying degrees, they exhibited repeated body movements; unusual responses to people, obsessive attachment to objects and a resistance to change in routines. In some cases, challenging behaviours were also present.

As noted, all children at Kilnbarn arrived with a diagnosis of autism. Often this diagnosis had been with them since an early age – usually from two or three years of age. Children who attend Kilnbarn School have additional disabilities which may include such conditions as epilepsy and gastrointestinal disorders. 

[bookmark: _Toc452905003]2.7	Special Educational Needs 

During the 1970s many special schools were established to educate children with disabilities. Though there was regional variation, within the United Kingdom as a whole approximately 2% of children attending school at that time had access to education within a mainstream provision or special school (Jordan, Jones and Murray, 1998). The 1981 Education Act legislated on the identification and assessment of children with Special Educational Needs (SEN) (Hannon, 1982; Welton, Wedell and Vorhaus, 1982). A child is defined as having SEN when “he or she has a learning difficulty which calls for special educational provision to be made for him or her” (DfES, 2001b, p.6). Subsequent Acts refined and extended provision leading to a Code of Practice in 1994 (DfE, 1994) which was revised in The Special Educational Needs Code of Practice (DfES, 2001b). Produced to accompany the Code of Practice was the DfES SEN Toolkit. It provided, in 12 documents, examples of good practice and procedures (DfES, 2001a).

At the time of writing the changes to the SEN Code of Practice 2001 were in the process of transition (DfES, 2001b). In 2014 the UK parliament passed into legislation a Children and Families Act. The main change pertinent to this study is the extension of coverage to include all those between the ages of 0-25. Previously, The Special Educational Needs Code of Practice (2001) sought to meet the needs of those falling within school age years. The new guidance relates specifically to disabled children and young people. Significant changes will come into being. Most importantly perhaps, the planning and commissioning of provision will require a closer relationship between parents, education, health and social care teams. For children similar to those attending Kilnbarn School, who have complex needs, this will mean a new, coordinated assessment process will be conducted, introducing the new Education, Health and Care Plan (EHC) (DfE, 2015; DfE, 2012)

The 1981 Education Act and subsequent Acts were designed to bring about changes to services for children and parents. In 2001, 22% of pupils in England were identified by their school as having SEN. Not all children would be entitled to a Statement of Special Educational Needs but from those identified there was a 10% increase in Statements issued between 1997 and 2002 (Audit Commission, 2002). In October 2010 it was estimated that there were 1,690,000 pupils in England who were identified as having a special educational need. In comparison, 2010 saw 20.5% of school aged pupils given Statements compared to 22% of school age pupils receiving one in 2001 (DfE, 2012). This was in part due to the change in Government policy, the increased expertise and knowledge of staff within mainstream provision and the belief that children with SENs should have access to their local mainstream provision (Altman, 1981). 

The most significant aspect of the 1981 Act, and its subsequent amendments, was the introduction of the statutory assessment procedure for the identification and assessment of children. The procedure has made the whole process more explicit and accountable, especially for parents (Farrell, 2001). Before the Act parents were excluded from seeing reports on their children and yet considered a significant person(s) who would contribute to the assessment process (Wolfendale, 1993; Adams, 1986). 

There have been a number of studies identifying parents’ views and their degree of satisfaction with the assessment procedure. Three main themes were identified in the O’Connor, McConkey and Branden (2005) study. These, along with subsidiary themes noted in this 2005 research are quoted below.

1. Time taken: this involved the need to reduce the amount of time taken to complete the assessments and to issue a final statement. 
2. Greater communication and involvement with parents: this included more contact with parents during the assessments, more feedback from professionals to parents and greater consideration being accorded to parental views. 
3. Clarity of information provided: examples given by parents included an explanation as to why the assessment was needed, results of assessments being presented clearly and in full, information about all services available, use of unambiguous terminology and information on parental rights.

Another six subsidiary themes emerged from the analysis, and although mentioned by fewer parents, they do offer important insights:

1. Earlier intervention: certain parents commented that the process should have been started when their child was younger. 
2. Failure to deliver required outcomes: comments centred on recommendations not being carried out, lack of professional resources in schools and therapies, statements not reflecting all the child’s needs and lack of recognition that the statement is a legal document. 
3. Procedures: some parents’ comments concerned the procedures involving too much paperwork and being overly bureaucratic, the assessment procedures being neither relevant nor streamlined to the specific learning needs of the child and the need for less formal procedures over a longer time period. 
4. Professional attitudes: comments included the need for greater training and awareness of school staff, professionals not being contactable or unhelpful, too clinical or rude, or too many professionals being involved, together with a need for greater openness among professionals. 
5. Support for parents: comments highlighted a need for better support for parents, the need for parents to have an independent person to talk to, together with their feeling of being isolated and alone and the process being stressful and confusing. 
6. Sensitivity to parents and children: comments concerned a need for greater sensitivity to the impact of the process on parents and children, taking account of family circumstances, and the need for having a statement being less stigmatized.” (O'Connor, McConkey and Brendan, 2005, p.264)

Due to the arrival of the Statement many special schools and local provision supporting children with SEN were redefined and facilities built or extended (Autism Working Group, 2002). For SEN teachers in mainstream and special school who taught children with SEN good practice standards were published to enable teachers acquire the knowledge and skills to meet the challenges of children with different categories of need (Autism Working Group, 2002; Bines, 2000).

As well as bringing benefits to parents the Code of Practice brought about a number of positive changes at the time (circa 1995-2002). The clarity and unanimous evidential base of the assessment process led to LEA staff deciding on a child’s future education as members of a multi-disciplinary team. Agencies coordinated their practices and worked more effectively together to meet the needs of the pupil (Sicile-Kira, 2004; Farrell, 2001).

From 1983, when the Act was implemented, parents have been involved in decisions regarding their child’s education (Macfarlane, 1985). The Statement of Special Educational Needs forms a legal contract between the parents and the LEA. The LEA often found themselves in conflict with parents over a number of concerns relating to the establishment in which children had been placed. The latter included a dedicated autism unit; a specialist residential school, and; whether the approach and resources of the facility could meet the child’s special educational needs. Parents wrote about these difficulties and personal experiences which have been published to assist other parents following a similar process (Sutcliffe, 2006; Jackson, 2004; Park, 1995). In order to arbitrate in disputes between parents and LEAs an independent panel, the Special Educational Needs Tribunal, was established in 1994. Since its inception until 2005 over 20,000 cases had been registered with the Tribunal (SENDisT, 2005). From just under half of the appeals registered just under half (49.1%) of those had been in relation to the content of the Statement of Special Educational Needs. The vast majority (23.1%, 2004/05 figures) were in relation to children with ASD (Oliver and Clements, 2007). Within Kilnbarn School five parents were successful in obtaining a place through SENDisT. Parents were required during the tribunal to express clearly the needs of their children and often provide detailed arguments in favour of one provision or intervention against another.


[bookmark: _Toc452905004]2.8	Young Adult Outcomes of Autism

Autistic Spectrum Disorder is usually described as a lifelong condition affecting communication, relationships, adaptive skills, and academic and vocational attainment (American Psychiatric Association, 2000). It is apparent from the cohort of children at the School that ASD can manifest widely variant capacities. Outcomes for those with an IQ below 50 were often considered poor within the literature (Howlin et al., 2004). Eaves (2008), also suggests that most of the literature focuses on the identification of assessment, and treatment for, children with ASD. Few compare adult outcomes against educational treatments, educational approaches, and the use of assessment protocols (Van Bourgondien, Reichle and Schopler, 2003). Many were conducted with higher-functioning individuals and not those students who might be eligible to attend Kilnbarn School (Eaves and Ho, 2008).
 
There have been a number of research studies that examine the outcomes of adults with ASD. Though using various sample sizes, time of follow-up, population and criteria, nearly all have produced similar results to Kanner’s (1997) study. Most outcome reports suggest that the majority of individuals with ASD have a “poor” to “good” result (Henninger and Taylor, 2013). 

Does widening the scope of enquiry to look at children with a diagnosis not only of ASD but also severe and complex educational and medical needs make the picture any clearer? The implication is that it does not, indeed these comorbid factors complicate the measurement of outcomes just as they complicate the lives of the individuals and all those involved in their care. 

Billstedt, Gillberg and Gillberg (2005) reported on a large sample of children with ASD. Almost half of the children in the study had childhood IQ’s below 50. If we compare this cohort with the population at Kilnbarn we see similar characteristics. The report suggests that outcomes were very poor for 57%, poor for 21%, restricted but acceptable outcomes for 13% and 8% had a fair outcome – none had good outcomes. The study identified one individual as independent with three others gaining independence but classed as “isolated”. Those with epilepsy were considered to have poor or very poor outcomes. Over 50% had additional medical conditions, self-injurious behaviours and aggressive behaviour (Billstedt, Gillberg and Gillberg, 2005). Ellison, Clark and Langford. (2005), found similar results through a smaller sample where most young men (mean age 22) were living at home, 63% had 1-2 friends and 41% were unemployed. It was reported that Speech and Language Therapy (SALT), behaviour therapy and medication had supported their “skill building” (Ellison, Clark and Langford, 2005).

Howlin and Goode, (1998) suggest that there were three related factors that predict outcomes in later life. First of all, there’s the extent of early language development. Children having useful language by the age of 5 were seen to do better than those without, or having minimal, language ability. The degree of a pupil’s disabilities was a second factor. Those with an IQ below 55 usually remained highly dependent into adult life. Thirdly, the amount and quality of education received was seen to contribute to the predicted outcomes. It was reported that this could be confused with language and IQ and was not, in isolation, a reliable outcome predictor (Howlin et al., 2004; Howlin and Goode, 1998).
 
A study by Rutter, Greenfeld and Lockyer (1967) was one of the first attempts to explicitly define criteria for adult outcomes. It provided ‘good’, ‘fair’, ‘poor’ and ‘very poor’ descriptors, using what was called the Overall Outline Rating (OOR) scale (Rutter, Greenfeld and Lockyer, 1967). Research using these descriptors during the late twentieth century suggested that outcomes for adults with autism were generally poor (Gillberg and Steffenburg, 1987; Lotter, 1974). Two further studies using Rutter, Greenfeld and Lockyer (1967) criteria did find more positive results (Engstrom, Ekstrom and Emilsson, 2003; Larsen and Mouridsen, 1997), however in both cases children with Asperger’s were identified as part of the study. It is well-known that some children with Asperger’s were high-functioning students and would have potentially therefore distorted the results of such studies. Looking at the literature as a whole Henninger and Taylor (2013) concluded that the criteria for outcomes from the mid-1990s to early 2000s were unclear and potentially unreliable.

The move to a more reliable model for measuring outcomes for adults began with the addition of more dimensions (Halpern, 1993). Halpern (1993) advocated the consideration of four perspectives from which to draw such reliable conclusions: (1) subjective versus objective; (2) personal choice versus universal entitlement; (3) personal needs versus social expectations and; (4) personal intervention versus social policy development. At the basis of these four perspectives is Halpern’s (1993) view that it is not only necessary to use social norms and expectations as a basis for measuring outcomes in adult life but also the individual and his family’s particular goals. To illustrate this, we will look at the example of a young person in his final year who resided in one of the accommodation units within Kilnbarn School. The OOR criteria may assign the student an outcome of poor in respect of independence living. The individual, his carers and parents however might consider he has reached optimal levels of objective independence with the support of that setting and therefore disagree with the findings of the OOR. 

Rather than comparing personal ability to social expectations, an alternative is to root the criteria for assessing outcomes in the particular person-environment relationship. This could provide more dynamic and complete outcomes of the individual moving into adult life (Henninger and Taylor, 2013). Taylor and Seltzer, (2010) suggest that outcome criteria based on the student’s objective level of independence combined with their personal levels of independence, which might be further interpreted by a carer or parent, could be congruent with his or her desires and/or functional abilities (Taylor and Seltzer, 2010).

Quality of Life (QoL) is defined by the World Health Organisation (WHO) as the individual’s perception of their position in life. This perception emerges from the dynamic relationship between the culture in which they reside, with its attendant value systems, and their personal goals, expectations, standards and concerns. It provides a multifaceted analysis of the individual’s physical and psychological state, level of independence, social relationships, personal beliefs and their relationships to features of the environment (WHO, 1995). In the past QoL research has been centred on three main characteristics: living or working conditions; academic achievement; psychiatric functioning. QoL represents a more comprehensive, multidimensional, and in this case more appropriate outcome measurement that takes into account subjective variables such as well-being and satisfaction (Billstedt et al., 2011). The core data for the thesis was the interpretation of the quality of life of individuals as perceived by parents (often in reality mothers), staff and the researcher. The School placed Quality of Life at the heart of educational/physical care and practice.

[bookmark: _Toc452905005]2.9	Parental Stress

Research studies show that parents of children with autism experience significantly more stress episodes and mental health problems and were more susceptible to negative outcomes than parents of children with other disabilities (Sanders and Morgan, 1997). Studies suggest that low functioning, non-verbal, odd behaviours, self-abusiveness, seizures and significant challenging behaviours caused the most anxieties in parents of children with autism (McStay et al., 2014; Rivard et al., 2014; Harper et al., 2013; Dabrowska and Pisula, 2010). However, a recent study argues that the child’s hyperactivity that was significantly related to parenting stress, overruling measures of autism severity and the child’s quality of life (McStay et al., 2014). No research was found on parental stress factors and securing educational provision for children with autism.

Before exploring school based education strategies (2.7) it is important to briefly look at the quality of life of parents. From the questionnaires and parent interviews there were many anecdotal descriptions of parents living with stress and anxiety. As described by parents and substantiated by research, often stress levels in parents were described as occurring on a day to day basis arising from parenting, their confidence in handling their child’s major difficulties, and the frequency of being stretched beyond their limits (Sharpley, Bitsika and Efremidis, 1997). Evidence further suggests that mothers with children with ASD may experience greater levels of distress than mothers of children with other disabilities (Gallagher and Bristol, 1989). 

There is little doubt that parenting a child with autism is extremely demanding. Studies suggest that there were three factors that may increase the stress of parents: (1) the permanency of the condition; (2) the lack of understanding autistic behaviour by society and; (3) the very low level of social support (Gray and Holden, 1992). It would also appear that the rate of a child’s maladaptive behaviour is a predictor of parental psychological well-being (Abbeduto et al., 2004). Parents did believe that meetings with other parents either on a formal basis or informally, helped in coping with their child’s specific needs and that being with parents of similar concerns reduced their anxieties (Appendix D, Parent focus group, March 2005). It is suggested that stress levels can be moderated by social support and coping styles (Dunn et al., 2001).

Recent studies have examined the extent to which parents experience fatigue and its relationship to other aspects of well-being. One study in comparing mothers of typically developing children against mothers with ASD found that mothers with ASD had significantly higher levels of fatigue. They identified factors that would be associated with high level of fatigue as having poor sleep patterns, high need for social support and poor quality of physical exercise. In the study fatigue was shown to be directly associated to other aspects of well-being including stress, anxiety and depression (Giallo et al., 2013).

Parents did cite times when comments by the general public increased their levels of stress, especially when a child was displaying conventionally unacceptable behaviour in public. As the child does not look disabled allowances for anti-social behaviour receive little favour. This difficulty in navigating social ‘outbursts’ is documented within literature relating to families among whom is a child with autism (Jackson, 2004; Park, 1995).

[bookmark: _Toc452905006]2.10	School-based Education Strategies

The Kilnbarn School approach to children with autism presumes that children who fall on the autistic spectrum have a particular learning style that is connected to the culture of autism (Mesibov, 2010). When the School was first being considered the Green Paper on Special Educational Needs (SEN) had been published (Department for Education (DfEE), 1997). It suggested that an effective curriculum was, broadly-speaking, a common curriculum that catered for all pupils. 

Initial marketing of the School presented a challenge for the professionals designing the intervention. It must cater for children with ASD and other developmental disabilities. At the time were available a variety of interventions, treatments and cures, some of which could not be applied simultaneously. How were they to be evaluated? National and local media reported almost weekly on the autism condition. Uplifting and tragic personal case histories of families living with their child with autism were brought to the attention of the general public (Jones and Harwood, 2009; Offit, 2008; Smith et al., 2008; Rapin and Tuchman, 2008). The Daily Mail published an article (circa March 1999) on Kilnbarn, its Founder, her child and the expected opening of the School. As a direct consequence nearly 130 enquiries and requests for further information were recorded, from parents eager to place their child at the School.

For many years LEAs and parents have been placed in the uncomfortable position of having to make reasoned decisions as to which school and intervention to pursue. Conflicting claims made about the many interventions only exacerbated the predicament. (Wong et al., 2015; Feinstein, 2010; Sicile-Kira, 2004; Hadwin et al., 1998). Such countervailing claims continue to this day, now of course often sourced by parents and professionals from the internet (Stephenson, Carter and Kemp, 2012; Metz, Mulick and Butter, 2005; Simpson, 2005). Both, though particularly parents, can become desperate to find a cure or the appropriate provision for ASD as it manifests in their child/pupil. The plethora of information available often only increased the difficulties faced. Cognisant of this context the designers of the Kilnbarn Approach realised that their school should address the well-being of pupils, families, carers and staff alike.

It was apparent from a number of authors that the constituency of what was considered effective pedagogy for pupils perceived as having SEN was very wide (Westwood, 2007; Dart, 2006; Norwich and Lewis, 2001; Dyson and Millward, 2000; Needs, 1978). Norwich and Lewis (2001) questioned whether there is an effective pedagogy for particular groups of pupils and if styles of learning are the same across each specific subject area. Their main concerns were the labels that were applied. Norwich and Lewis (2001) found that Moderate Learning Difficulties (MLD), Severe Learning Difficulties (SLD), Specific Learning Difficulties (SpLD), Profound Learning Difficulties (PMLD) were labels applied inconsistently by researchers and practitioners. Indeed there appears to be long-standing discontent with category-based systems for describing different types of SEN (Florian, 2007). Despite this the terminology still exists.

The 2001 Code of Practice (DfES, 2001b) attempted to remove the categories and simultaneously contain advice on what to look for when describing a child’s difficulties under one or more different labels. It would seem therefore that there were both benefits and disadvantages to labelling or categorising a child’s SEN. Kilnbarn School itself became well-known for providing an environment for children and young people diagnosed with autism and categorised as having SLD with complex medical and behavioural needs (Appendix F, Head Teacher 2005). In support of applying labels Farrell (2001) suggests:

In some instances a category or label can represent a clearly defined set of conditions that help us to get the overall picture of a child. (Farrell, 2001, p.4)

To ascertain the type of disability or ‘label’ (MLD, SLD, SpLD or PMLD) the School management team and the Pre-Placement Assessment Team used the data formulated through the Statement of Special Educational Need (SEN) (DfE, 1994). In considering whether a child is suitable for placement a school draws on The Statement of Special Educational Needs provided by the LEA. This is the main evidence provided by the LEA in support of their case for referral. The Statement of Special Educational Needs would be compiled through a multi-agency approach (DfES, 2001a). It presents opportunities for professionals (medical, education and social services) to give their opinion on the individual child’s needs and suitable placement. These comprehensive reports were then summarised by a LEA SEN Officer within the LEA who would compile the Statement of Special Educational Needs. The Statement was divided into six main parts:

“Part 1: Gives general information about the child;
Part 2: Gives the description of the child’s needs;
Part 3:	 Describes all the special help to be given for the child’s needs;
Part 4:	 Gives the name and type of school that the child should go to;
Part 5:	 Describes any non-educational needs that the child has;
Part 6:	 Describes how the child will get help to meet any non-educational needs.” (Silas, 2005, p.1)
Kilnbarn School’s Preplacement Assessment Team identified a number of children falling outside the specified label of SLD. The Head Teacher (2004) believed that this was in part due to the School receiving children from numerous Local Education Authorities, whose variables in the classification of learning difficulties could be seen as diverse. This suffered further complication when a child’s referral papers described the individual as having multiple diagnoses, which might infer that autism was a secondary diagnosis to the child’s primary diagnosis. The Head Teacher (2004) described four children referred between January 1999 and September 2000 whose primary needs might suggest autism as a secondary diagnosis. These included a young man (Key Stage 2) who was deaf and blind, a girl (Key Stage 1) with cerebral palsy, a young man (Key Stage 3) from a secondary school with a diagnosis of Asperger’s Syndrome, Obsessive Compulsive Disorder (OCD) and Bipolar Disorder, and a young man (Key Stage 2) with a diagnosis of Down’s Syndrome and a label of PMLD. It was reported that such referrals presented both professional and emotional challenges to the School’s Preplacement Assessment Team (Head Teacher, 2005, Appendix F).

The Head Teacher (2004) stated that the use of the Childhood Autism Rating Scale (CARS) (Schopler, Reichler and Renner, 1988) provided the Pre-Placement Assessment Team with a procedure to help differentiate referrals to the School with autism from those with other developmental delays and intellectual disabilities (Ozonoff, Goodlin-Jones and Solomon, 2005). He also stated that the CARS provided a unique tool to illuminate the student’s needs and requirements. This tool was adopted and used from autumn 1999. It enabled the Preplacement Assessment Team to screen the child against their diagnosis and to distinguish the child’s autism from mild, to moderate, and through to severe. There are fifteen areas that make up the rating scale:

i. “Relating to People
ii. Imitation 
iii. Emotional Response 
iv. Body Use
v. Object Use 
vi. Adaptation to Change 
vii. Visual Response
viii. Listening Response
ix. Taste, Smell and Touch Response and Use
x. Fear or Nervousness 
xi. Verbal Communication
xii. Nonverbal Communication
xiii. Activity Level 
xiv. Level and Consistency of Intellectual Response
xv. General Impressions”

(Mesibov et al., 1989; Schopler, Reichler and Renner, 1988)

To identify the severity of the child’s autism each of these fifteen elements were observed and discussed with the parent or carer, as well as others who were familiar with the child. After these observations had taken place, the parent or care-giver was interviewed using the same fifteen areas. This data was reviewed before scoring the child from a seven-field scale. Those children who accumulated 30-36 points were classed as being mildly-moderately autistic. Those who fell between 36-60 points were classed as severely autistic. Appendix G provides data for the fifteen pupils whose parents completed the questionnaire over a three-year period. It was reported that the family and LEA received either a verbal or written report on their/each child (Head Teacher 2005).

To ensure that the data received was valid and timely staff from Kilnbarn School visited the referring school and parental home in order to review the situation. The following two lists delineate the elements that Kilnbarn would need to be clear upon in order to accurately assess a child.



Preplacement Assessment Criteria

Referring School (Preplacement Assessment)
· Pupil’s learning difficulties (specific and general)
· Pupil’s relationship with the class teacher and other staff within the School
· Emotional behavioural difficulties
· Safety and vulnerability
· Medical needs (including medication)
· Health needs, including diet and feeding, dressing, toileting, hygiene
· Physical needs (Physiotherapy and Occupational Therapy (OT) input)
· Sensory needs (Sensory diet, OT and Speech and Language Therapy (SALT) input)
· Other therapy input
· Accessing the community
· Communication systems used with the pupil
· Any causes for concern
· Use of the Individual Education Plans (IEP), intervention timetables and provision maps
· Pupil input when setting the IEP
· Target setting and pupil progress (work sampling and assessment data)
· Approach used to access the curriculum and non-curricular activities
· Whole class/group teaching
· Use of differentiated teaching/resources/specialist equipment
· Bilingual support
· Attendance

Home Visit – Parent interview
· Description of their child
· Child’s accomplishments and skills
· Child’s progress and future development
· Child’s relationship with parents and other family members
· Why Kilnbarn School?
· Child’s learning difficulties and needs (specific and general)
· Emotional stability and/or behavioural concerns
· Safety and vulnerability

Medical needs (including medication)
· Health needs, including feeding, dressing, toileting, washing/hygiene, and sleeping
· Day and night regime
· Specialist diet
· Physical needs
· Sensory needs
· Therapy (SALT, OT, Music Therapy, etc.)
· Accessing the community
· Communication systems used at home
· Family coping mechanisms and support required from Kilnbarn School
· Stress levels of parents
· Any concerns
(Head Teacher 2005)

The information gathered from the CARS together with data collected at the visit to the parents and referring school was collated. If appropriate there then followed a placement offer, with recommendations and fees communicated to the referring authority (Head Teacher 2005).

The School reported that some two in five referrals required considerable discussion given the complexities of the categorisation or label of need. It was evident from the reports and data provided that during the period 1999-2003 there were misinterpretations, and a widening, of the classifications or labels of learning disabilities. The main confusion arose in the distinction between the label of Moderate Learning Difficulties (MLD) and the label of Severe Learning Difficulties. On two occasions Key Stage 3 adolescent boys were referred with a diagnosis of autism and a label of SLD. Following further examination of the data and telephone interviews with the present school it became apparent that both boys had a diagnosis of autism and a secondary diagnosis of Asperger’s Syndrome. The SLD label was applied in one case because his Social Worker had described him as a “fire-raiser.” The second boy was diagnosed with SLD due to exhibiting severe challenging behaviours and considered by his psychiatrist as having Depression. Central to the argument of (Szymanski and Trueba, 1994)) was that difficulties faced by people with disabilities were not the result of the functional impairments themselves but rather a consequence of crudely or erroneously applied classifications by well-meaning professionals in the education and rehabilitation field. They argue it is necessary for professionals to acknowledge the limitations of the classification scheme and embrace a more dynamic concept of mediate action. Professionals must:

“realise that people with disabilities, the professionals who serve them, the interventions provided by those professionals, and the social and cultural contexts of the interventions are all interconnected and cannot be analysed separately.” (Szymanski and Trueba, 1994)

A further complication for the pupil with autism whilst in a generic special school was that they may have received a disjointed programme that potentially hinder their ability to access the curriculum and learn efficiently (Head Teacher 2005). This is not new, as Hobbs (1980) concluded the approaches used to classify and place children was a “… major barrier to the efficient and effective delivery of services for them and their families.” (Hobbs, 1980, p.274)

We have been examining the classifications or labels associated with Special Educational Needs and disabilities. To conclude this section, there is also the necessity to review the UK’s response to the appropriate use of interventions within UK schools.

In 1998 The Department of Education and Employment in England and Wales (DfEE) commissioned and published a report evaluating the current research into educational interventions for children with autism (Jordan, Jones and Murray, 1998). The review examined the research outcomes on the interventions and evaluated their claims of success. Its key findings identified most approaches had some evidence of effectiveness, but this was variable in quality and no approach had been entirely successful in producing a methodologically sound evaluation.
 
Jordan and Jones (Howlin, 1998)further explored her findings in the following year and concluded that there was no real strong evidence that one approach is better than another (Jordan and Jones, 1999). It was suggested by Jordan that early, intensive education that involved the parents and included the direct teaching of essential skills, with opportunities for planned integration in mainstream provision, could produce significant positive changes. Jordan pleaded for consistency in methodology and tabulation across the research field. She believed this gave, through meta-analysis, a platform for valid comparisons between studies and conclusions to be drawn that established the extent of an approach’s efficacy (Jordan and Jones, 1999).

Further studies also highlighted that there was evidence for the effectiveness of parental-mediated interventions, particularly in child-parent interaction (Oono, Honey and McConachie, 2013; McConachie and Diggle, 2007; Drew et al., 2002). These and other studies suggest that the quality of such interaction was likely to improve language comprehension and reduce autistic severity. Evidence that such interventions may reduce parent stress was inconclusive. Parental Focus Group (2005) could indicate that parental-mediated early interventions may have benefitted a small number of children in acquiring specific skills and language in their first year at Kilnbarn (Moore and Goodson, 2003).

[bookmark: _Toc452905007]2.11	Designing the Approach

From interviews with senior staff and parents the education of children with ASD posed a significant challenge to parents and professional alike. How would they select the appropriate intervention that would meet a child’s specific needs? For senior managers, attempts to meet the needs of the first cohort entering Kilnbarn School were hampered by the limited research available on the strategies and treatments. Howlin (1998) concluded that no single mode of treatment was likely to be effective for all children. She believed that an intervention would need to be adapted to individual needs and the value of approaches that involve a functional analysis of problems further explored (Howlin, 1998). Professional reliance on untested methods and dependence on strategies that had limited evidence could have resulted in unrealistic and unreasonable expectations. This would certainly have hindered the progress and attainment of children attending the School (Simpson, 2005). As the numbers of children identified with autism continued to grow, numerous interventions, treatments and cures became available for children with ASD and other disabilities (Eikeseth, 2011; Simpson, 2005; Odom et al., 2003). Professionals at Kilnbarn experienced a greater demand for providing high quality educational and clinical services to its pupils from parents, LEA officers and clinicians alike. Here we identify the literature that takes account of the design of the Approach and whether the interventions chosen were credible and rigorous enough to improve the quality of life of the pupils.

As a way forward it was agreed by the Trustees and Senior Managers of the School that it was important to adopt proven practices that were evidence-based. Despite the confusion around the most efficacious models and practices stakeholders often held very strong opinions of which particular approaches would yield the most positive outcomes for their child. The Comprehensive Treatment Model (CTM) adopted would therefore need to be developed to the point where the School could implement them with few adaptions. This would satisfy parents holding such strong views and simultaneously permit the staff to adapt them flexibly in dependence upon the proven research and the changing needs of the child (Appendix D).

High quality research practices are required before an intervention strategy can be considered an evidence-based practice (Odom et al., 2010). An evidence-based practice is defined as an instructional strategy, intervention, or teaching programme that has received consistent positive results when experimentally tested (Mesibov and Shea, 2011). “Quality” research can be defined as incorporating experimental, single-subject research or quasi-experimental design, is replicated multiple times, and is peer-reviewed in professional journals. It excludes evidence from anecdotal reports, case studies, magazines, general media and non-referred journals (Boutot and Myles, 2010). The concern expressed by researchers was that children with autism are too heterogeneous for there to be one comprehensive intervention programme that is both practical and instructive (Charman et al., 2004; Jordan and Jones, 1999; Howlin, 1997). It is necessary for any treatment programme to be flexible enough to take account of any child’s patterns of language and cognitive development, social relationship patterns and social skill acquisitions, behaviour, interests and co-morbid conditions. Such a “technical eclectic” (Lazarus and Beutler, 1993, p.382) approach has been argued to benefit children with ASD, if it was “conceptually grounded, incorporates evidence-based focused intervention practices, and is well implemented.” (Odom et al., 2012, p.270).

Randomised Controlled Trials (RCTs) were a strongly-preferred means of evaluating the success of treatments (Mesibov and Shea, 2011). An RCT has two criteria. Firstly, it involves the manipulation of a variable. Secondly, and in parallel, all other factors were neutralised through the random assignment of subjects to treatment or control groups. RCTs were recognised as the most appropriate method for questioning causality in the physical sciences and agriculture (Maxwell, 2004). In the specific area of autism, RCTs may not be appropriate or practical for determining which aspects of an education programme were clinically meaningful given the diversity of the Autism Spectrum Condition (Burack, 2004; Charman et al., 2004; Charman et al., 2003; Odom et al., 2003). Berliner (2002) has a different perspective:

The distinctions between hard and soft sciences are part of our culture. Physics, chemistry, geology, and so on are often contrasted with the social sciences in general and education in particular. Educational research is considered too soft, squishy, unreliable and imprecise to rely on as a basis for practice in the same way that other sciences are involved in the design of bridges and electronic circuits, sending rockets to the moon, or developing new drugs. But the important distinction is really not between the hard and the soft sciences. Rather, it is between the hard and the easy sciences. Easy-to-do science is what those in physics, chemistry, geology, and some other fields do. Hard-to-do science is what the social scientists do and, in particular, it is what we educational researchers do. (Berliner, 2002, p.18),

In recent years, standards in evaluation have increasingly been centred on ‘evidence-based practice’ in psychology and ‘scientifically-based research’ in education. Such concepts have raised concerns for autism treatment and special needs education (Mesibov and Shea, 2011). Miller et al. (2012) researched referral sources that parents of children with ASD (n=400), used to determine educational treatment. The research showed that professionals within the non-medical field and autism books were the most popular sources of information. Less than half of the parents surveyed chose a treatment or approach that was either evidence-based or scientifically supported. Even within the most experienced group of professionals (the educators themselves) recommended treatments had little scientific support (Miller et al., 2012).

In an internet survey of treatments used by parents in the USA, of the 111 listed treatments, on average, parents were found to use seven different treatments. Speech and Language Therapy (SALT) was the most common, followed by visual schedules, Sensory Integration, and Applied Behavioural Analysis (ABA). From the 552 parents who responded, 52% were currently using at least one medication to treat their child, 27% were implementing a special diet, and 43% were using vitamin supplements. The results of this study support that of other research, namely that many treatments used lack empirical support (Green et al., 2006).

A second Internet survey, that examined parental reports on the use of treatments and therapies for children with ASD (n=479), reported on the pharmacological (drug), diet, and behavioural/educational/alternative therapies parents had tried and continued to use (Goin-Kochel, Myers and Mackintosh, 2007). The number of treatments tried by the parents was similar to that of the “Internet survey of treatments used by parents of children with autism” (Green et al., 2006). Green et al (2006) further reported that children with Asperger’s Syndrome had been administered significantly more drug treatments than those with autism, whilst those in the latter group had been given more behavioural/educational/alternative therapies. A census of Kilnbarn School’s population revealed similar results. Most parents had been instrumental in discovering a variety of interventions or questioning an intervention’s appropriateness. A small number had in the past been treated using Holding Therapy techniques and Auditory Integration.

Due to the relationship between autism and SLDs 74% of the population studied at Kilnbarn (2005) received medication on a regular basis. Antiepileptic drugs (AEDs) were indicated for 32% and 24% were on combinations of AEDs and psychotropic medication to reduce aggression, irritability, hyperactivity and repetitive behaviour. The remaining children (18%) were on drug regimens to alleviate other symptoms connected to irritable and/or inflammatory bowel, diabetes and skin conditions. (Medical Data, 2005)

In 1999, when the School Approach was in its initial stages of development, policy makers, practitioners and parents continued to be unclear as to the most appropriate programmes for their children and on which to base placement decisions (Howlin, 1998), (Parent Group Discussion 2006). Howlin (1998), suggested that interventions would require both adaption and modification to meet the individual needs of children with autism. In 1999 Kilnbarn brought together a group of education treatments/methods that made up the Kilnbarn Approach: Evolving through Evidence. A fundamental aspect of this evolution was the reports of parents invited to express what they observed, felt, and experienced in relation to their child’s development following interventions.
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	Interventions with strong support
	Sources of rating

	
There are no Interventions listed within The Kilnbarn Approach Document (2002) that fall within Intervention with strong support


	

	Intervention with marginal support
	Sources of rating

	
Assisted Technology (2.13)

Augmentative alternative communication (2.13)

Picture Exchange Communication System (PECS)



Social Stories



Treatment and Education of Autistic and related Communication Handicapped children (TEACCH)
(Structured Teaching) (2.11)


	
(Tjus, Heimann and Nelson, 2001)

(Simpson, 2005)

(Heflin and Simpson, 1998)
(Perry and Condillac, 2003)
(Roberts and Ridley, 2004)

(Heflin and Simpson, 1998)
(Perry and Condillac, 2003)
(Rogers and Vismara, 2008)

(Heflin and Simpson, 1998)
(Heflin and Simpson, 1998)
(Simpson, 2005)


	Intervention with weak support
	Sources of rating

	
Higashi/Daily Life Therapy (2.12)


Music Therapy


Sensory Integration

	
(Heflin and Simpson, 1998)
(Roberts and Ridley, 2004)

(Perry and Condillac, 2003)
(Roberts and Prior, 2007)

(Case-Smith and Bryan, 1999)
(Heflin and Simpson, 1998)
(Perry and Condillac, 2003)


	Intervention with no evidence-base
	Source of rating

	
There are no Interventions listed within The Kilnbarn Approach Document (2002) that fall within Intervention with no evidence base


	




Table 2 provides the reader with an overview of approaches used at Kilnbarn School between 2002 and 2006. For the reporting of empirical research, the coding system developed by Stephenson, Carter and Kemp, (2012) was adopted. This study brought together two distinct features. First of all, it examined the quality of the information documented with regard to education and therapeutic interventions on the National Autism Association’s (NAA) websites. Secondly, rankings derived from current research were compared to those available on NAA websites to determine whether the information was consistent with current research. Each intervention was coded to enable the reporting of up-to-date empirical evidence. Four possible codes were adopted:

(1)	Positive, where empirical evidence reporting mainly positive support was presented (Interventions with strong support);
(2)	neutral, where (a) both positive and negative findings were reported, or (b) it was reported that there was no research available, or (c) the existence of research was noted, but no indication of the findings was given (Interventions with marginal support);
(3)	negative, where empirical evidence predominantly failing to support the intervention was presented (Interventions with weak support); and
(4) 	none, where no reference was made to research findings (No evidence-base). (Stephenson, Carter and Kemp, 2012, p.13)

The chapter will now explore the main three approaches that were adopted at Kilnbarn, if you like the core elements of the Kilnbarn Approach. Two of these (TEACCH and Communication Programmes) fall into the category Interventions with Moderate support. The third model, Daily Life Therapy, was categorised as an Intervention with Weak Support.
[bookmark: _Toc452905008]2.12	The TEACCH Approach (Treatment and Education of Autistic and related Communication Handicapped children) and the Culture of Autism

Some of the insights and methods of Structured Teaching (TEACCH) were central to the Kilnbarn Approach. Mesibov promulgates the value of TEACCH thus:

“Structured teaching is an important priority because of the TEACCH research and experience that structure fits the "culture of autism" more effectively than any other techniques we have observed. Organising the physical environment, developing schedules and work systems, making expectations clear and explicit, and using visual materials have been effective ways of developing skills and allowing people with autism to use these skills independently of direct adult prompting and cueing. These priorities are especially important for students with autism who are frequently held back by their inability to work independently in a variety of situations. Structured teaching says nothing about where people with autism should be educated; this is a decision based on the skills and needs of each individual student. Some can work effectively and benefit from regular educational programs, while others will need special classrooms for part or all of the day where the physical environment, curriculum and personnel can be organised and manipulated to reflect individual needs.”
(Mesibov, 2010, p.1)

Before looking in more detail at the structured teaching programme, introducing some of the literature on it and indicating its compatibility with the Kilnbarn Approach it is worth exploring in more detail what Mesibov (2010) highlights as “the culture of autism.” What is meant by this and how is the culture or world of autism different from that of the general population? 

Mesibov, et al. (2004b) helpfully guide us through this terrain. They proposed that the thinking of people with ASD is different from the general population. The former find the ability to derive patterns of meaning that connect various discrete experiences extremely difficult. Mesibov, et al. (2004b), suggest that individuals with ASD can be a player within their environment, obtain skills and many acquire functional language, but they suggest such people have limited capacity to understand what many of their experiences mean. It becomes increasingly difficult for the person with autism to make connections between different events, emotions, or thoughts. For children at Kilnbarn it might be argued that the world consists of a series of unrelated, discontinuous stimuli, even demands, the link between which are unknown.

In accepting the thesis of Mesibov, Shea et al (2004b), at least one question, for this case study, requires examination. How did the impairment of ASD relate to other cognitive difficulties present in children attending Kilnbarn? Observations of teaching staff take us some way in understanding the ‘worlds’ of the student cohort. They reported a tendency amongst children to observe particular details. For example, they would frequently notice when objects have moved or if there is a tiny mark on the carpet. In some cases, they were completely distracted by sensory details such as flickering lights, the sounds of fans or subtle noises emitting from the fluorescent lighting. This detail-focus style exhibited by children at the School has in the literature been described as “weak central coherence” (Plaisted, 2001). That this dominance of detail-focus is prevalent to the detriment of global processing is however less clear (Happé and Frith, 2006; Happé, Briskman and Frith, 2001). Though offering some insight therefore our question requires further consideration.

The lack of global processing may indicate why it is that children with autism, relatively speaking, become easily distracted. Often their attention switches rapidly from their intended behaviour to another sensation. Evidence suggests that this can be both auditory and visual (Murphy et al., 2014; Burack, 1994). Present research is attempting to prove that those with ASD have difficulty in interpreting facial cues and that this in turn contributes to the hindrances recognised in social communication. It is at least suggested that there is a significant relationship between the ranges of an individual’s functioning abilities and the degree of face capture or distraction.

Pupils at Kilnbarn School had, relative to their mainstream peers, greater difficulty with symbolic or abstract language concepts. This is in part due to the additional learning difficulties (O’Brien and Barnard, 2002). In addition, within the world of autism words have simply one meaning (Schopler, Mesibov and Hearsey, 1995). Children at the School would therefore generally interpret rules and expectations in a concrete/rigid/literal way. Where rules were appropriate (following instructions to brush one’s teeth for example) this would not pose too much of a problem, but it made navigating within the shades of grey that characterise meaningful social relationships problematic to say the least (Mesibov and Howley, 2003; Schopler, Mesibov and Hearsey, 1995).

The world of autism can also be different in quite unique ways. The literature is often indebted to anecdotal evidence provided by those with ASD for such insights into their world. Temple Grandin (1995) for example has commented on a (relative) visual bias to her interpretation of the world that offered advantages in comparison with her non-autistic colleagues (Grandin, 1995).

“My mind works similar to an Internet search engine, set to locate photos. All my thoughts are in photo-realistic pictures, which flash up on the ‘computer monitor’ in my imagination. Words just narrate the picture. When I design livestock facilities, I can test run the equipment in my imagination similar to a virtual reality computer program. I did not know that this was a special skill until I started interviewing other people about how they think. I was surprised to discover that the other non-autistic equipment designers could not do full motion test runs of equipment in their minds.” (Grandin, 2010, p.141)

Teachers reported (Key Stage 2 Teacher interview 2004; Key Stage 2 Teacher interview 2005) that integrating multiple pieces of information when organising tasks or sequencing activities was particularly difficult for their students. To organise themselves required the integration of several elements to achieve a predetermined end. Teachers clearly observed that pupils, though differing in degree, did not on the whole possess this ability to an effective extent. The sequencing process always required an adult to prepare the tasks. Activities such as making toast, spreading butter, and finally jam could create frustration. Often, if left alone children would prepare the toast in the wrong order, applying the butter first for instance. Similar situations were observed when following a physical activity. One child was seen putting his shoes on and then observed thinking about how he should now put his socks on. For some children there was success when organising simple tasks and sequencing the events to create the desired end result. Children with autism show us that while they have mastered the desired steps, they cannot understand the relationship between the task and the process of following the steps to achieve the final outcome (Hume and Odom, 2007; Charitos et al., 2000).

The Head Teacher (2005) stated that the children would often have difficulty integrating information and understanding what was expected of them. As a consequence, children could become overly dependent on their teacher or key worker. The Head Teacher cited a number of situations where this had occurred. In one example, a young man of 13 would be given a task at his Work Station. The task was an achievable task and broken down into sequenced stages for him to eventually complete the desired activity. At the end of each stage the young man would sit and wait until the teacher either looked up and nodded or came over and provided a verbal prompt. This occurred throughout the task.
 
It has been argued that this type of behaviour is often due to children needing others (in this particular case an adult) to initiate and complete an activity (Shabani et al., 2002). Often this behaviour is found when children were given a new task to complete or asked to complete a familiar task in unfamiliar areas of the School or out in the community (MacDuff, Krantz and McClannahan, 2001). This dependency upon supportive prompting can also problematise the generalisation of skills that have been learned within the classroom so that they can be applied in other environments. More able children within the School who have greater language ability might learn by rote the wording of a rule but not comprehend the underlying principle and therefore find difficulty in applying it in other situations (Mesibov and Howley, 2003; Gaylord‐Ross et al., 1984).

The children at Kilnbarn also displayed exceptionally intense and determined behaviours when seeking out things they desired. Such behaviours could manifest in relation to favourite objects or experiences, or through a repetition of well-established behaviour patterns. These behaviours could be said to resemble symptoms of obsessive compulsive disorder (OCD) (Loth, Gómez and Happé, 2008; Mesibov et al., 2004b).

Closely connected to strong, impulsive behaviour is the excessive anxiety symptoms children with autism display. Many of the children at Kilnbarn appeared to be in a high state of anxiety for most of their day (indeed life). As the Head Teacher suggests these anxieties often resulted from unclear expectations or from an environment that is unpredictable or overwhelming (Head Teacher 2005). Research suggests that these anxieties often occur later in life, particularly during adolescence (White et al., 2009). From the Parent Questionnaires, interviews and research it is clear that there is a significant increase in anxiety during adolescence (Hartley, Sikora and McCoy, 2008; Lotter, 1966). Seemingly in contradistinction however it has been argued that throughout their lives, and particularly in childhood, those with autism exhibit levels of stress in certain situations that a more able mainstream peer may find less threatening (Shea et al., 2004).

It is certainly well-known that sensory processing systems in children and adults with ASD are unusual (Schopler, 1966). First person accounts have reported a number of anomalies, including insensitivity to pain and atypical responses to auditory, visual, tactile and olfactory stimuli (Iversen, 2007; Ross and Jolly, 2006; Park, 1995). Studies show that sensory abnormalities were a pronounced problem with children with autism (Leekam et al., 2007).

Whilst a review of the literature, referral to the cohort at Kilnbarn, testimony of staff and ASD persons doesn’t give us a complete picture, nor indeed answer the question posed above, it does help render more transparent the world, or culture of autism to which Mesibov, et al (2004b) referred. Clearly, those with ASD experience considerable disabilities compared with non-ASD peers. Whilst a review of the literature, referral to the cohort at Kilnbarn, testimony of staff and ASD persons doesn’t give us a complete picture, nor indeed answer the question posed above, it does help render more transparent the world, or culture of autism to which Mesibov, et al (2004b) referred. Clearly, those with ASD experience considerably more disabilities compared to their non-ASD peers. The child’s ability to sequence tasks, to become easily distracted, to focus on particular details at the cost of a global picture, to miss an underlying principle and become fixated on one way of doing things, make the task of living successfully very difficult. Though there’s considerable variation within the spectrum, those with ASD seem less well-equipped for the modern worlds of work, home, and play.

Division TEACCH was founded in 1972 at the University of North Carolina. The programme was delivered State-wide and was community based. The centres provided screening and diagnostic services, group and individual treatments for children with autism, their parents and siblings. 

Interventions used within the TEACCH Centres in North Carolina include: structured teaching; communication training; leisure and social development; social skill development; stress reduction (Schopler, Mesibov and Hearsey, 1995; Lord and Schopler, 1994). To enhance the provision available for school age children classroom and study opportunities were created within a number of state sector schools who served the autism population (through inclusive practices). Home-based consultations were also provided for those children who, due to their particular needs, were unable to access school-based provision (Lord and Schopler, 1994).

Structured Teaching has two complementary goals: (1) to increase and develop the individual’s skill base and; (2) to give the child with autism the opportunity to gain concrete meaning within the environment they are accessing (Panerai, Ferrante and Zingale, 2002). Structure can be a pre-requisite to the healthier functioning of an individual with autism as it is believed their difficulties may manifest themselves in conceptual and organisational skills. Rutter and Bartak (1973) observed:

“By a structured situation we simply mean one in which there is a task orientation such that the adult determines what the child should be doing…. Whereas the normal child may well be able to profit by opportunity to discover things for himself, the autistic child’s handicaps impede him in his in this and he needs to be taught how to make use of opportunities. Structure carries no implications of rigidity or of rote learning…. Nor does it carry any implications of ‘discipline’ or ‘forcing’.” (Rutter and Bartak, 1973, p.257)

The TEACCH programme has a global approach based on close collaboration between parents and professionals (Schopler, 1994). The salient feature that distinguishes TEACCH from other approaches is its inclusive multidisciplinary nature that is based on interactions between service provision, parents and the community (D’Elia et al., 2014). Mesibov (2010) argues that helping children with autism feel better about themselves and building competencies rather than curing autism is a philosophy that differentiates TEACCH from other approaches.

Evidence for the effectiveness of the TEACCH approach has been demonstrated by several studies focusing on children. They reported progress in social play (Francke and Geist, 2003), self-help care, perception, motor activities and cognitive performance (Panerai, Ferrante and Caputo, 1997)

School-based programmes have also been investigated and significant improvement in measures of perception, fine motor and gross motor skills, social adaptive functioning and developmental abilities were documented. These improvements were observed in different education and clinical settings and at different levels of intensity (Probst et al., 2010; Volkmar and Wiesner, 2009; Rogers and Vismara, 2008). Three types of settings were described: special school classrooms; mainstream inclusive classroom where the child works mostly alongside his peers and; the home. The intensity of the treatment was defined by the number of hours per week the child received (and the overall period of treatment time), the curriculum, evaluation of progress, planning and coordination (Roberts and Prior, 2007).

As previously alluded to there is a scarcity of controlled clinical studies which discuss the effects of a high intensity programme, provided at Kilnbarn school, which delivered a TEACCH programme for its pupils above 20-30 hours per week (Probst et al., 2010). There is however considerable evidence on the substantial benefits of the TEACCH programme for low to medium intensity, that is, of less than 20 hours per week (Probst et al., 2010)

Further claims of success have been reported within the TEACCH programme when it is implemented, concurrently, over different settings. Panerai et al. (2009) stated that a combination of TEACCH school-based and home-based interventions resulted in improvements in gross motor skills, cognitive performance and less maladaptive behaviour (Panerai et al., 2009).

Although many of these studies suggest significant improvements a number of questions still remain (Roberts and Prior, 2007). There is wide agreement between researchers that on entering intervention programme children should receive a comprehensive, multidisciplinary diagnostic assessment based on agreed national and international criteria. An intervention should begin as early as possible in a child’s life and Individual Education Plans (IEP) should be instigated in consultation with parents and other professionals. To guarantee their evidential validity IEPs should be reviewed and revised on a regular basis in light of the child’s progress and educational needs. A high intensity programme, such as that at Kilnbarn School, should be at least 20 hours per week over a two-year period, continuing into and through the School age years (D’Elia et al., 2014).

As suggested by Roberts and Prior (2007) there is a need for systematic and controlled studies to be conducted by independent researchers to evaluate the medium and long term benefits of the TEACCH programme on children. There is also a need to identify the different components of the TEACCH programme that are crucial in the reduction of autistic symptoms which reach agreed clinically-significant outcomes (Ospina et al., 2008). Due to the lack of research and study of such questions the TEACCH approach has been placed in the Intervention with ‘marginal support’ category in Table 2.

A further description of the TEACCH programme adopted at Kilnbarn School can be found in Chapter 3.



[bookmark: _Toc452905009]2.13	Daily Life Therapy (DLT)

Daily Life Therapy (DLT), “Seikatsu Ryouhou”, was founded by the late Dr Kiyo Kitahara in Tokyo in the 1960s. The DLT approach emerged organically from Dr Kitahara’s experiences teaching children with autism in a kindergarten class. Kitahara described Daily Life Therapy to have three main elements: establishing a “rhythm of life” (p.13); stabilising the child’s “weak emotion” (p.15) through a programme of physical training; removal of the child’s “spirit of dependence” (p.15). DLT emphasised group education and fostering the child’s intellectual development through a continuous repetition of the same actions (Kitahara, 1983). The practice of DLT:

“… appears to be founded in Eastern philosophy, which accepts a relationship between an individual’s mind, body and spirit, and Japanese pedagogy, which focuses on group education and group performance.” (Quill, Gurry and Larkin, 1989), p.626)

Kitahara’s belief in the value of group dynamics led to a schooling structure that incorporated physical education, art, music, academic learning, the acquisition and development of communication, and daily life skills to promote social independence. Roberts (1999) suggested, in support of Kitahara’s perspective, that because autism should be thought of as a way of being rather than a disease or illness, the focus on teaching the whole child through group dynamics counteracts the tendency to think of autism education as one of correcting deficits. Indeed, this ‘whole child’ approach has been reviewed (Roberts, 1999) to clarify that the primary focus of DLT, using group dynamics, is on establishing some stability of emotions through the pursuit of independent living and the development of self-esteem.

The second foundation on which DLT was constructed involved extensive physical exercise in order to establish a rhythm of life (Kitahara, 1984a). Others have noted that many of these exercises are common to the principals of sensory integration (Parham et al., 2007) and vestibular stimulation, both of which develop coordination and cooperative group interaction. The DLT Manual (Roberts, 1999) refers to a second positive effect of vigorous exercise, that it releases endorphins, as of value in the pacification of anxiety – a condition to which many ASD children are prone. The Manual also uses a third argument in support of this aspect of DLT, citing numerous research studies that claim physical exercise reduces self-stimulating behaviours and aggression (Elliott Jr et al., 1994; Allison, Basile and Bruce MacDonald, 1991; Dunlap, 1984; Watters and Watters, 1980). The final foundation of DLT is the stimulation of the intellect through the areas of language arts, mathematics, social sciences and the special interests of the children (Roberts, 1999; Kitahara, 1984a).

Daily Life Therapy, as practiced in Japan and Boston Higashi Schools, has claimed unprecedented progress for children with autism (Roberts, 1999; Kitahara, 1984a). Kilnbarn School was expected to partner with the two schools and be formed from the principles of DLT. Initial indices were favourable to such a partnership. Both schools, it was assumed at the time, drew on a similar pupil cohort of autism diagnosis and severe learning difficulties accompanied with other complex behavioural and medical needs. Both schools also provided day and residential facilities. Despite such ostensibly favourable conditions discussion between the two organisations brought into light how complicated and ultimately incompatible such a partnership really was.

For example, designers of the Kilnbarn Approach increasingly recognised ethical concerns that derived from the assumption, in DLT, that normal functioning and age appropriate behaviour can be trained. The Manual also propounded the view (Kitahara, 1983) that autism leads to the appearance of severe learning difficulties and did not, or at least not to a sufficient degree, recognise a dual disability.

Designers also realised the extent of the rigidity of the DLT approach, which created a lack of emphasis on individual development and was supported by sparse living conditions (Bignell, 1991; Quill, Gurry and Larkin, 1989). There had also been reports in the early nineteen nineties of abuse (Cook et al., 1993). Parental accounts generally suggested that, in the short term, behavioural difficulties decreased and compliance improved. Fewer reports however suggested that social communication skills had improved (Howlin, 1997). 

By 1999, when Kilnbarn School’s Approach was at a crucial stage of development, there had not been any long-term or comparative outcome evaluations conducted on children attending the Higashi School. There were reports that some components of the programme could be useful (Howlin et al., 2004; Bignell, 1991; Quill, Gurry and Larkin, 1989) but these provided insufficient evidence for Kilnbarn to adopt DLT as the basis for its modus operandi.

DLT is supported by numerous parent testimonials but these lack objective validation (Gardiner, 1997). One study (Hardy, Henrichs and Edwards, 1991) with a comparison group (not controlled) showed differential improvements in children immersed in DLT. Another study (Richardson and Langley, 1997) did have a control group but as suggested by Jordan (1998), the data derived from the parent and teacher questionnaires was inadequate as it identified opportunities for bias (Jordan, Jones and Murray, 1998). In short, there is very little scientifically-valid and reliable evidence to show that the DLT programme is an effective approach (Howlin, 1997).

Although designers of the Kilnbarn Approach did not replicate DLT in its provision, the initial inspiration that provided the Founder’s vision for the School, inspiration derived directly from a visit to Higashi in 1997, was still integrated into its Approach. For example, the founding Principal adopted a number of techniques and methods used at the Boston Higashi School – these will be discussed further in Chapter 3. 

[bookmark: _Toc452905010]2.14	Communication Programmes

The Picture Exchange Communication System (PECS) was developed by the Delaware Autistic Programme (Bondy and Frost, 1994). PECS uses visuals which are similar to those used in the TEACCH programme. PECS starts with a child using a symbol/sign to request an object rather than verbally labelling the object. It requires a constant interaction between the adult and child, encouraging the child to initiate the communication rather than responding to a prompt. The aim is for children to acquire key communication skills, especially in the initiation of communication (Bondy and Frost, 1994).The PECS system is used across the USA and in many other countries around the world.

PECS was the main programme used by the Speech and Language Therapist (SALT) at the School. Of children arriving in 2002 85% had been exposed to a variety of communication methods. Only 13% of them used signing (an alternative to PECS) as their unique communication form. All children entering the School who used signing as their main form of communication were trained in Makaton sign language (Grove and Walker, 1990).

The majority of studies have reported significant improvements in communication with the use of PECS (Son et al., 2006; Jones, 2004; Tincani, 2004). Nearly all of these trials are single or small-scale case studies and very few of them include control groups (Perry and Condillac, 2003). In other words, although the Approach was rooted in evidential support in this instance it again did not prove satisfactorily conclusive. What it did make clear however was the need to draw on the whole knowledge corpus available. This meant engaging professionals and, uniquely in the case of Kilnbarn, parents. 

Both parties differed in their views as to the benefits of using either PECS, sign language or both methods simultaneously. In the first year of this case study (2004), parent focus groups and professionals deliberated over whether to employ a single communication system. Many were in favour of combining PECS with some aspects of the visuals of TEACCH and abandoning any form of sign language. During the last year of the study (2006) however they chose to provide an augmentative communication method that combined PECS, TEACCH, and signing. This decision was taken in part due to more children arriving at the School who had received this previously. By the conclusion of the case study this augmentative approach was certainly believed to help children access the School environment, home and communities where they lived (Head Teacher 2006), (Parent Focus Group 2006).

Parents and professionals believed that an augmentative approach recognised individual differences in children’s physical dexterity, perceptual abilities, and cognitive skills. Such individual differences were perceived to suffer under the imposition of a single system. Combining programmes meant that children could become increasingly skilled at utilising the individually-appropriate method of communication at any given time (Shaw-Cosman, 2008; Tincani, 2004).

Between 2002 and 2006 significant developments were being made to speech generated devices. In a recent study four children were given three modes of communication: manual signing; PECS; a variety of speech generated devices. All of the children learned to make specific requests using at least one of the three modes of communication. As with other studies (Shaw-Cosman, 2008; Tincani, 2004) it’s been identified that children’s preferences were dependent upon their physical and cognitive abilities so there would be little point persisting with the training of a child to use Makaton if they weren’t physically able to sign. Recommendation followed that further research should consider how professionals may implement a common protocol that clearly distinguishes between the applicability of different modes of communication. Doing so is a pre-requisite of ensuring that access is made as efficient and helpful for the participant as possible (van der Meer et al., 2012).

[bookmark: _Toc452905011]2.15	Conclusion

The Literature Review conveys the current and historical works pertaining to the field of autism and how these have influenced the development of the Approach. It further reveals the very limited areas of agreement amongst practitioners and clinicians in the field of autism. The search through the literature has also accentuated some important issues that have previously not been considered before this study. Never before has literature examined to this extent the incorporation (as a partnership) of the perspectives of the pupil’s parents it serves. There are a large variety of approaches for educating and supporting children with autism but very little consensus around which programmes and methods are the most suitable for its population. The process of securing an education provision that meets the challenges and needs of its pupils has exposed the fragility of the evidence available. Kilnbarn provided what at the time was a unique means of arriving at an Approach: incorporating the perspectives of parents as partners in provision. The present case study offers to the existing body of literature an examination of this input of parents and how it determined the ways in which the needs of children were met. 

To begin, the chapter considered the history of autism and recognised that the term autism was first described by Kanner in 1943. Again, we need to acknowledge the tension that arose when Kanner suggested that very few fathers and mothers had a warm heart towards their offspring and that they were often preoccupied with abstractions of a scientific, literary or artistic nature. This view was ostensibly given evidential weight by Bettelheim, whose work subsequently fell into disrepute amongst professionals. Bettelheim’s thesis discussed the relationship between the child and their “refrigerator mothers” and this led to a treatment programme that segregated parent from child.

The senior team were mindful of the history of autism diagnosis and treatment, of the numerous approaches and reported cures that were available to parents and the flimsy evidence that could be used in support of them. They agreed that their educational home for children with autism, severe learning difficulties and complex and challenging needs, must be constructed from an organic, evolving evidence base.

The history section concludes with a discussion on the Triad of Impairments which was at that time central to the process of diagnosis and a realisation that children with autism could also be diagnosed with severe learning difficulties.

It has been suggested that autism is a biologically-based disorder of the brains development. Genetic factors are clearly implicated in its causation. These only account however for a small fraction of cases. There have been some significant developments in research into the causes of autism, yet credible evidence, as was once proposed the MMR vaccination causes autism has since been disproved. The need to combine neurobiological research, toxicological screening and epidemiological studies may in the future realise the potential connection between biological and environmental causes.

From the number of children being referred to the School during the study (2004-6) there would appear to be an increase in those being diagnosed with autism. Given the evidence of more thorough and reliable diagnostic tools, the public recognition and understanding of autism and the significant developments provided for those with special needs since the 1981 Education Act, it is understandable why such increases have occurred.

Despite these developments evidence-based scientific research into the most appropriate interventions for children with autism has significantly fallen behind. The autism intervention research literature is relatively sparse and this is particularly noticeable in the area of treatments and education for adolescents and adults. Research on interventions for young children appears to dominate the field. Definitions to determine whether an intervention is evidence-based are broad and too flexible. The rankings presented in this study were adopted from Stephenson, Carter and Kemp, (2012). They show that the approaches used at Kilnbarn School either fall within the category “marginal support” or “weak support”. Applied Behavioural Analysis (ABA), an approach not used at Kilnbarn School, is the only intervention that consistently receives the category “Interventions with strong support” (Stephenson, Carter and Kemp, 2012). This will be explored further in the Discussion chapter. 

It is not surprising that the current state of evidence based research within the education and clinical sector does not match the aspirational standards endorsed by researchers and policy makers. The autistic population is heterogeneous in nature, the costs associated with research are prohibitively expensive, and the attachment of professionals to their particular treatment. 

The Literature Review has attempted to explore the research questions and shine a light on the elements that constituted the School’s Approach. 

The chapter continued by exploring a brief history of autism. It highlighted the work and influence of Kanner and Asperger in particular. This was followed by a look at the causes of autism and its prevalence within the UK. Although all children in the study had a diagnosis of autism the author has used this section to give the reader a deeper understanding of its manifestation in children, and in particular those children who attended Kilnbarn School.

It could be easy, given the complexities associated with ASD, to forget that parents can experience significant pressures not only in caring for their child/children but in assessing the type, duration, and approach of educational provision. It was important therefore, and especially in this study, to spend some time looking at the difficulties parents face in navigating the autistic terrain. The relative absence of evidence-based research, the tendency of institutions to concentrate upon a particular intervention model, and the increase in information sourced via the Internet only increases the conditions for confusion and stress. The process of placement at Kilnbarn, if occurring in the context of a parental appeal via a SEND or SENDisT would see parents becoming enmeshed in complicated legal processes involving a number of parties. Some parents went to great lengths to get their child placed at Kilnbarn. In some cases, this process added to those pressures to the extent of jeopardising their mental and physical well-being (Parent Focus Group 2005). 

The School therefore became a sanctuary, not just for the child but also for some parents. With a child in residential care their lives inevitably, for many, centred on Kilnbarn. The Approach was a major attraction to parents as at Kilnbarn the barriers to involvement were at least to some degree taken down: parents were both invited to offer their perspective, participate in delivery, and shape the programmes themselves. 

The Chapter concludes by describing the design of the Approach. It highlighted that although the evidence base for the interventions adopted was not considered strong for each intervention when considered individually, some research does indicate that an eclectic model can be beneficial for those children with such diverse and complex needs. There is very little literature upon such a combined approach. Odom et al (2012) argued that for such a model to be effective interventions need to be evidence-based and implemented with thorough fidelity to the intervention. These must also to take place within a “contextually grounded” scheme that transforms what may be seen as distinct techniques into a single CTM. Indeed, this current study proposes that Kilnbarn’s Approach was such a CTM. Further research would be welcome and is required to give credence to this proposition (see Discussion).

The next Chapter goes someway to looking at this approach in greater detail, as it was implemented on a day-to-day basis. It therefore provides the reader with the opportunity to scrutinise the complex makeup of the child against the interventions adopted at the School and on what basis staff and parents adapted the Approach to meet changing needs.


[bookmark: _Toc452905012]CHAPTER 3

The Approach Adopted at Kilnbarn School


[bookmark: _Toc452905013]3.1	Introduction

This Chapter explores the philosophy behind the planning of the methodology that became the Kilnbarn Approach and briefly captures the energies and passions created by its Founder and staff to bring such an organisation into a reality. The aim of the chapter is to explore the Kilnbarn School Approach through its documentation and staff members employed at the time of the study. Kilnbarn School was recognised as designing an innovative and comprehensive treatment model (CTM), 'The Kilnbarn Approach: Evolving through Evidence' (Kilnbarn Approach, Edition 2). This Approach encompassed the education and the residential living requirements of children with autism (Prospectus, Edition 2). The team believed these children required an approach which enhanced the child's specific learning, independence, and social needs, and can support their complex and challenging behaviours, physical and intimate care needs. The Approach was designed with the intention that it transfer across environments. It was expected to support the home, respite care, future placements and day schools, (where children were transferred for inclusion in mainstream settings) (Kilnbarn Approach, Edition 2). The case study investigated these claims during the period 2004-2006 by providing questionnaires to parents and staff and receiving documentation provided by the School.

The School achieved ‘Final Registration’ and was seeking 'Non-Maintained Status' following a highly successful visit by the Her Majesty’s Inspector of Schools (HMI) and an Ofsted Inspection. Both visits commended staff on the progress the School had made within four years and the high standard of education offered to each pupil. It was suggested (Trustee minutes) that this important milestone and recognition enabled the School to fully market its expertise and enter a new phase of development.

The Approach was believed to be designed to provide secure developmental learning pathways for its pupils, improving their quality of life and independence. It was also designed to increase parents’ role such that they became substantive partners in the creation and implementation of the Approach. This involved drawing responses from parents as to their perceptions of the whole CTM. The following research questions explore these assertions:

· Were parents substantive partners and influencers in the design and modification of the Kilnbarn Approach
· Does the Kilnbarn Approach secure developmental learning pathways for its pupils and were these pathways sufficiently rigorous enough to improve the quality of life 
· How was the programmes efficacy monitored and evaluated?


From many hours of observation and discussions with staff, parents and those involved in the creation of the School, the provision could be seen as a unique and stand-alone development that would be far from easy to replicate (Parent Focus Group 2004; School Annual Report). The financial cost of refurbishment, exceeding £18 million, precludes many organisations even considering the adoption of such a venture in its entirety. In ordinary circumstances a venture that attempted to bring together all of the elements found at Kilnbarn would not be possible.

The design of the methodology adopted by the School was also unique but at heart would be transferrable to other contexts. The initial plan for The School was to adopt the Higashi Model called “Daily Life Therapy” (Kitahara 1983) (see Chapter 2). Following a sudden breakdown in the relationship between those negotiating on behalf of the School and the Directors of the Musashino Higashi Gakuen School in Japan, Kilnbarn found itself bereft of an approach only nine months before opening. A small team led by the Head Teacher, outside consultants and academic staff worked together to create a methodology that combined a number of interventions and formed what became known as The Kilnbarn Approach: Evolving through Evidence.
 
This chapter describes the main elements of the Approach. It begins with a brief historical perspective followed by an outline of the vision and beliefs of the organisation. In constant reference to these beliefs the methodology was built and revised annually. As it was a parent who conceived and brought to fruition the initial philosophical framework of the School, parental input became an important factor in its development. Finally, the Chapter explores, through staff experiences and The Kilnbarn Approach document (2003), the major programmes adopted and how these practices were merged to bring together the Approach discussed in this chapter.

[bookmark: _Toc452905014]3.2	Historical Perspective

The vision for Kilnbarn School was first seen by a mother of an adult with profound autism following a visit to the Boston Higashi School. Her first visit to the Boston school brought intense feelings of optimism and a realisation as to how she might be able to establish such a facility in England:

“A large, important-looking red-brick building in flat, spacious grounds, The Boston Higashi School seemed as full of confidence, purpose and order as a high-achieving Ivy League private school. Everything was light and spacious and in good repair, with an approach to design and décor that combined minimalism and warmth.” (Anon)

She was struck by the exemplary behaviour of the Higashi School’s students something she believed she had not witnessed here in the UK.

“… they seemed so well-adjusted and calm that I assumed that – obviously – they must have come from a much less challenging point on the autism spectrum than (my son). Then our guide told us what some of them had been like when they first arrived, and I realised that many of these children had once been every bit as challenged and challenging as (my son). But there had been something in their education here that they had responded to.” (Anon)

The Boston Higashi School’s vision and methodology captured the imagination and desires of the Founder, the catalyst that integrated her unique drive, passion and understanding of autism that eventually became encapsulated within the Kilnbarn Approach. A suitable location was found and work began channel her personal need to open a school that would support children and young people who were similarly disabled as her son.

The refurbishment was considered of paramount importance. It brought together two elements: The Founder’s wish for a unique, contemporary design and; statutory requirements. The elements when mixed did on occasion react against each other so a Steering Group was formed to consider the practical implications and potential of such an undertaking. The reality of a purpose-built school stamped with an aesthetic mark far beyond the merely functional was worked out. 

As discussed, eight months prior to the opening of the School, following a complex array of legal negotiations between the Higashi Hope Foundation in Japan and Kilnbarn School the relationship between the two abruptly ended. A newly formed approach was required and would if the project was to continue, be created through a small team of appointed professionals and the steering group. The Kilnbarn Approach would be:

“... an eclectic, dynamic approach that was plainly Higashi-inspired but, at the same time, is very much a bespoke system in its own right, adhering to the best UK educational practices.” (Anon)

The main elements of the Approach the School adopted will be discussed using interviews with staff and the author’s personal observations. The first draft of the methodology (1999, anonymised) was revised and published internally during 2003, with revisions in 2005 and 2007 when it was entitled the ‘Kilnbarn Approach’. As the Founder stated:

“The School’s goals – to build communication, to reduce challenging behaviours, to develop appropriate sleeping, eating and toileting patterns and to equip students with a “toolkit” of transferable life skills (along with some appropriately modified knowledge of the National Curriculum). Some pupils should be able to move on after four or five years to local units; while the general aim is for students who stay till age 19 – especially those who started early – to find simple paid employment afterwards. In short it should be a thriving organisation, with a world-wide reputation as a model of good practice in the education and care of children with autism.” (Anon)

The Kilnbarn Approach brought together the philosophy of the School, incorporating examples of good practice, believed at that time, to be commensurate for the successful development of children and young people with profound autism, behavioural and medical needs. The document outlined the attitudes and beliefs concerning the pupils and their relationship with staff, parents and professionals. It explained how the aspirations and intentions for the pupils were to be implemented within the day to day activities of the School. As such the Kilnbarn Approach was used across the School as a reference point for all documents and professional practice.

On a yearly basis the methodology was scrutinised by the senior management team, a group of selected staff (n=3), a Trustee, three parents and an external advisor. An evaluation of the progress and attainment made by pupils both in the education and residential department were examined and substantiated. From the School’s self-evaluation the School’s practices were remodelled and a School Improvement Plan formed.

The term 'School' referred both to the academic and the residential setting at Kilnbarn. This nomenclature reflected the organisation’s view that the methodology was a ‘whole school’ approach to learning which emphasised that learning could occur across all environments within the School, home and community. The document also recognised that the School was uniquely placed to take advantage of strong links and relationship between staff, pupils, parents and the wider community.

All pupils at Kilnbarn School were diagnosed with Autism Spectrum Disorder (ASD). The pupils had a range of complex learning difficulties and associated conditions. One in five children were non-verbal and over half of the population demonstrate extreme challenging behaviour. These challenging, extreme behaviours could manifest themselves in a number of ways including; self-harm, aggression to others, destruction of property, non-compliance, stereotypical behaviours and socially inappropriate behaviours. Those students with such behaviours had significant difficulty in learning new skills and utilising skills once learnt in a variety of situations. It was suggested that many of the pupils required considerable support with very basic skills such as using the toilet, dressing and eating independently.

The Kilnbarn Approach was believed to be the most effective means of addressing the impairments that affected their pupils' abilities to communicate, interact socially and think flexibly. It was believed that the strength of the methodology lay in its acknowledgement that children and young people with autism think and learn differently from their peers. Although they share some common characteristics, they are fundamentally individual and unique from one another. Particular care was taken to ensure the methodology was suitable for pupils across all age ranges and provided them with the tools to be able to live and work in the wider community, albeit in a sheltered environment. The document states that the Approach was based upon “best practice taken from several well-validated compatible pedagogies” (Anon, 2002a, p.2)

[bookmark: _Toc452905015]3.3	Vision and Mission

Kilnbarn School’s vision stated that:

"Our core purpose is to empower children and young people with autism, through education and training, so that they are able to live fulfilling and productive lives." (Anon, 2002a, p.3)

The Mission statement further highlighted the intention of the School to become known as a leading provider:

· “We will establish ourselves as leaders in the education and training of children and young people with autism who have complex needs and challenging behaviour
· We will maintain and grow our distinctive and innovative approaches through tried and tested methods underpinned by a research-based approach.
· The integration of our pupils and students back in to the local community will continue at the heart of our work.
· We will value and celebrate the achievements of everyone in our organisation
· We will be recognised as contributing significantly to the life of our local community through our employment opportunities and through supporting the work of local schools and organisations working with people with autism.
· We will share our expertise through the development of income generating services which will further our mission.” (Anon, 2002a, p.5)


[bookmark: _Toc452905016]3.4	Attitudes and Beliefs

Kilnbarn School were convinced that their pupils benefitted from exceptional care and education. This case study examines their philosophy and attitudes behind their assumptions. They state that:

· “We have high expectations of our pupils to fulfil their full potential in all areas of their lives and we positively celebrate their achievements and progress 
· We believe in equipping our pupils with the necessary skills, so that they can enjoy full and productive lives whilst at school and later as adults
· We maintain that learning can occur in all settings and we plan for and value the opportunities afforded by residential, education and other settings
· We appreciate that each of our pupils' families have made major accommodations and sacrifices in placing their children with us and we respect their central role in the education and the well-being of our pupils. We work in partnership with the families of our students
· We aspire to integrate our pupils into mainstream life as fully as is appropriate to each individual
· We believe that each pupil has the right to as high a level of independence as possible and actively encourage their self-reliance.” (Anon, 2002a, p.7)

These attitudes and beliefs had several important implications for practice. These will now be considered in some detail in the following sections. 

· Pre-requisites to leaning 
· Waking Day Curriculum 
· 14 to 19 Department 
· Delivery of the Approach

[bookmark: _Toc452905017]3.5	Pre-requisites to Learning

Kilnbarn School’s Mission Statement outlines the vision of a curriculum designed not merely to serve the means of knowledge acquisition or the attainment of compensatory functional skills; it was also created to develop effective independent learners.

The Founder and founding team believed that ASD can affect a pupil’s ability to sense incoming stimuli; to organise themselves effectively; to understand language and use it to communicate; and to relate socially with others. They contended, in their initial vision for the School, that disturbing behaviours and unexplained tantrums can be the result of an inability to communicate even basic needs and wants. The School supported the notion that severe auditory processing problems, along with social, sensory, and communication deficits make it hard for their pupils to benefit from traditional special educational needs teaching methods.

The document states that during the first and second year following admission there should be the opportunity for students to acquire the skills that will enable them to communicate, reduce or eliminate certain behaviours, relate effectively to others and be effective learners. These skills are described as the ‘Pre-requisites to Learning’ and are also considered as a ‘tool kit for life’. Before describing further, the Approach to learning provided at the School, a brief description of what was termed the ‘waking day curriculum’ provides a useful context in which to situate such individual methodologies.

[bookmark: _Toc452905018]3.6	Waking Day Curriculum

The Waking Day Curriculum offered each student the opportunity to live within a structured routine. This would enable them to develop the appropriate sleeping, eating and toileting patterns necessary for independent living. The students’ programmes of learning was streamed into group and individual activities with both placing a strong emphasis on communication (both spoken and pictorial), daily living skills, physical activities and academic work. The individual needs of each pupil were addressed through a personalised programme of education and care, with an emphasis on learning being transmitted from pupil to pupil. The Head of Department of the Primary and Middle School (2005) states that:

“The programme firstly develops those essential skills that are the pre-requisites to learning and then progresses the pupil on to a rich and varied range of experiences and opportunities. Through this, generalisation of skills learnt through appropriate planning are transferable into the home and local community through both home visits and frequent community outings.” 

When talking to staff across the academic and residential environments the term “pre-requisites to learning” was often used. Staff believed that to understand how children with autism learn, they must first be cognisant of the core deficits that define autism and impede the development of the fundamental skills essential for successful learning to take place. These skills were believed to fall into two main categories. The first describe some of the unique characteristics that were believed to impede the development of students with autism, described below as:

Learning deficits
· Attention difficulties
· Difficulties with learning by observation and imitation
· Auditory processing deficiencies
· The inability to generalise 
· Difficulties with task/event sequencing
· Uneven patterns of strengths and weaknesses
· Problems with organisation and planning
· Difficulty with time concepts and making transitions 

The second set of skills brought out physiological and psychological dimensions - pre-requisite for learning success:

· Nutrition
· Physical fitness
· Sleep 
· Physical health
· Mental well-being
· Addressing behavioural issues
· Adaption to make learning easier
· Addressing sensory differences
· Addressing social deficits

The Primary and Middle School curriculum was organised under seven main headings that reflected National Curriculum (Dearing, 1994) developmental areas at the time:

· Communication
· Mathematics
· Personal and Social Development
· Knowledge and Understanding of the World
· Physical Development
· Creative Development
· Vocational Training


[bookmark: _Toc452905019]3.7	The Department for 14-19 year olds

The document suggests that the focus of the 14-19 Department was twofold. First, it must ensure that students graduate with the skills needed to lead as independent a life as possible. Second, and of course closely related, is that the Department must prepare pupils for life outside the security of Kilnbarn. To this end the School offered a wide range of vocational courses and independent living skills. This, it was thought, would enable the most comprehensive access to successful living in the world beyond Kilnbarn. The Head of 14 to 19 Department (2006) states that:

“Students have the opportunity to access subjects such as horticulture, art and craft, daily living skills, weekly food shopping, woodwork, Personal Social and Health Education (PHSE), physical exercise and Leisure and Creative Arts. The students are also given the opportunity to gain a nationally recognised certificate of achievement through an ASDAN module. The students are also encouraged to take responsibility for their personal belongings, personal hygiene, cleanliness and where able their pocket money.” 

The Head of Department was keen to describe other responsibilities students held that provided services for school staff and other pupils. Dependent upon their abilities this might include managing the tuck shop, making resources and cleaning areas of the School. Students were provided with the opportunity to go into the community, to local events and fetes, and to have the opportunity to work in local shops, offices and a local nursery for children.

[bookmark: _Toc452905020]3.8	Delivery of the Approach – Resolving Learning Deficits

Specific approaches were adopted at Kilnbarn to create the best conditions for learning and to counteract those characteristics believed to impede students’ development (see section 3.6 above). They formed part of the ‘tool kit’ as described by senior managers. To begin, adaptions to the TEACCH approach will be described by highlighting five areas adopted by the School. 

[bookmark: _Toc452905021]3.8.1	Structured Teaching 

The TEACCH approach (structured teaching) was the main intervention used in the delivery of the curriculum at Kilnbarn. Structured teaching refers to the physical organisation of the learning environment and involves the use of schedules (timetables), individual work systems and routines. These strategies were observed to help the pupil understand the events and activities in their day (Virues-Ortega, Julio and Pastor-Barriuso, 2013). This in turn, it was suggested, reduced pupils’ stress and anxiety. (Appendix F, Head Teacher, 2005)

Structured teaching was adopted within the education department, residential accommodation and where appropriate in the home settings. It is systematically based on the needs, skills and deficits of autism. It is a system to allow the organisation of the living, education, work based and community environments, developing appropriate activities and helping pupils understand what was expected of them and how they might function effectively. Focusing on pupils’ considerable visual skills and their reliance on routine, structured teaching has been used effectively in the TEACCH programme for the past twenty years (Mesibov et al., 2004a).

The Head Teacher suggested that studies regularly demonstrate that structured teaching brought one of the most positive outcomes for pupils with autism and is substantiated in the literature (Virues-Ortega, Julio and Pastor-Barriuso, 2013; Mesibov and Shea, 2010; Mesibov et al., 2004a). The Head Teacher further suggests that:

“Through the TEACCH programme structured teaching provides the kind and amount of structure that is required to enhance pupils' development. Structure helps the pupils organise themselves and respond more appropriately to their environments. Advantageous to most of us, structure is essential to the functioning of pupils with autism because of their deficits in organisation and their inability to understand and successfully manage themselves without assistance, direction, and support.” (Head Teacher, 2005)

The next section explores further the Head Teacher’s and his team’s views on TEACCH, identifying the types of structure that have proved useful within class and residential settings.

[bookmark: _Toc452905022]3.8.2	Physical Organisation

The physical layout of the classroom and living environments was stated as important for the pupils.
 
“The use of consistent, visually clear areas and boundaries for specific activities enable pupils to better understand their environments and the relationships between events.” (Head of Care, 2005)

The staff were expected to consider carefully the objectives they wished to achieve in their classroom, bedroom, and lounge environments and then designate a specific area to each major activity. The basic curriculum or life skills areas plus the needs of the individual pupil was a major determinant of the environment structure.
 
“A child often finds difficulty in differentiating between dissimilar events and seeing how distinct activities relate to one another.” (Key Worker, 2004)

Underpinning the Kilnbarn Approach is the view that a clearly organised classroom or residential area highlights specific activities and reinforces important concepts. An example of this was observed within the classroom where a visually clear location in which individual work was always conducted. The Deputy Head of Education suggested that:
 
“A child will learn and expect that this area is specifically for work related activities on an individual basis. (2004)

A residential manager stated that:

“Within the residential environment to physically organise the lounge into play, snack and a relaxing areas, demarcate the areas which in turn supports the pupil's understanding of which activity should take place within a particular area.” (2004)

A key worker added:

“For some pupils, such systems may enable the young person to organise their own environments.” (2004)

The physical structure of the room was believed to help the pupil focus their attention on the most relevant aspects of their tasks. Observations showed that pupils with autism can easily be distracted by sights and sounds, making it difficult for them to identify or attend to relevant cues. Blocking out as many extraneous sights and sounds as possible helps the pupil focus on the most relevant dimensions of their activities. Window blinds, dividers, bookshelves, the distribution of work areas around the classroom, and minimal use of decorations on the walls near individual work areas was seen as ways to minimising visual and auditory distractions.

Appropriate classroom structures vary, dependent upon the age of the children in the class. For younger pupils, the pertinent learning areas generally were play, individual and independent work, snack, and self-help skills. In some classes there was a group area for teaching pre-vocational skills. As the Head Teacher stated:

“From the time the pupil arrives at the School we look to see what their futures might hold. This is of course very difficult, but an essential part of the School’s work. So when a child arrives at six or seven, we form a view as to his or her potential for when they become adults. We do not wait until the student reaches fourteen before assessing his or her potential.” (2006)

Observations suggest that for the older student, areas similar to those for younger pupils were relevant but these could be emphasised and become more age appropriate in design. The language and displays would also change. Each classroom despite the School having a fixed methodology were seen as unique and shaped by the pupils and staff. Rooms visited, dependent upon age and ability would have include a leisure area, a workshop, food technology, self-help and grooming area. In nearly all classrooms a transition area was available, where each pupil schedule was placed. In two older classrooms, students had their schedules or timetable adjacent to their personal work areas. Where transition areas were available pupils were seen to go to the area to learn what the next activity would be. 

“The transition area is a concrete way of introducing consistency into the many changes that occur during the day and night. This is particularly useful within the residential environments. It provides greater flexibility and encourages the pupil to cope with change” (Head of Care, 2005)

The amount of structure needed by each pupil was determined by their individual special needs. As the pupils learned to function more independently, the amount of physical structure was reduced dependent on the pupils and staff confidence to remove physical supports. One Residential Support Worker (2004) suggests:

“I have worked with my student for the past 18 months and he has really fitted into the structure of the School. Over the past few weeks I have been wondering if I can start to reduce the structure. Certainly at home he can cope without a schedule because quite often it is very routine what he does. I am a little nervous as when he meets new situations his behaviours return if he becomes the slightest bit anxious.” 

[bookmark: _Toc452905023]3.8.3	Schedules

Schedules were another essential part of the pupils' lives at Kilnbarn. The Head Teacher (2005) believed that:

“To explain to each pupil which activity occurs during the day and in what sequence, schedules, like the physical structure of their environment, help our pupils understand differences between discrete events and their relationships to one another. Schedules also help students anticipate and predict activities.”

The schedule was seen to be visually clear, ensuring that the pupils understood what the adult was attempting to communicate throughout the waking day, when they may occur, and how they would relate to each other.

Observations showed how schedules would also be used outside of the classroom. In some cases, schedules were shown to depict weekly events or help the pupil understand when they would be returning home either for a weekend or at the end of term. In one observation within the residential environment a pupil was shown a series of visuals that identified when he would be returning home. After being shown the visual by a member of staff, he returned pointing and counting the days before he returned. It was suggested by his Key Worker that providing him with a visually clear understanding of when he would be going home helped reduce his anxiety and negative behaviours. Whilst attending this residential department, the young man was observed to look at his schedule frequently.

One key worker (2004) stated that:

“Often problems that occur during transition periods seem to diminish once meaningful schedules are used to enable the pupil to anticipate a transition. In addition, some of our pupils can be motivated to complete a difficult or arduous task once they can see on their schedule that a more enjoyable activity is to follow.” (Key Worker, Residential Key Stage 3)

There were two types of schedules used simultaneously at Kilnbarn: the general room schedule and the individual pupil schedule. The overall room schedule which was found in both the Education and Residential environments outlined the day for the entire group or class. This would often include general work times, break times, group activities and educational visits. The general room schedule was relatively consistent from week to week except when there were special events or community training programmes that would require adjustment and change. 

The general room schedule was usually posted for everyone to see and use. It was often reviewed early in the morning or just before bed in the Residential Department or when a pupil arrives at the Education Department to provide an overview of the day's events. It did not indicate specific work activities for the individual pupil. This schedule showed when pupils were working and when they were engaged in other projects. Work times were observed to include independent pre-vocational work, individual training or self-help skills, domestic chores, or jobs around the School

The individual schedule observed helped the individual understand what they would be doing during the activities listed on the general schedule. Individual schedules ranged from those created and administered by the teacher or key worker to those made-up and followed by the pupils themselves.

Those pupils who were seen to be reading used a schedule either with the written word alone or with the written word and symbol(s). All students were seen to carry around a communication folder whilst transitioning. For those pupils who were non-verbal, schedules were designed to enable the individual to gain meaning and interact with staff dependent upon their specific disabilities. The symbols created were of picture form, designed either as line-drawings, coloured drawings and/or photographs. Often the School schedules were based on the Bliss Symbol system or the Picture Exchange Communication System (PECS). Meeting were regularly timetabled by the Speech and Language therapist (SALT) to ensure symbols across the School were consistent and meaningful to the pupil. Some schedules were seen to require two or three activities to be completed within a time period while others required only one completed activity before a break or reinforcement. Each schedule for the individual pupil was balanced, alternating the task from a desirable to a less enjoyable activity and physically demanding to less active pursuits.

“Schedules can help the pupils predict and, in a limited way, control their environments. In some cases, children have begun to comprehend and express themselves through using the schedules. Indeed, many are able to recognise and interpret new symbols. One student during a community trip to a local village noticed a warning red triangle sign of a duck and then related to the sign to ducklings in the village pond.” (Head of Department. 14 to 19, 2005)

Symbols and schedules appear to be a main feature of The Kilnbarn Approach. Through the information gathered from the interviews, staff believed that such practices had a substantial, positive effect on the child’s understanding, communication, and development.

[bookmark: _Toc452905024]3.8.4	Individual Work System

“Whereas a schedule gives each pupil the sequence of events during the day, a Work System informs the pupil of the activity they should complete in their independent work areas.” (Head Teacher, 2005)

The Kilnbarn Approach document expresses that the Work System was central if the pupil was to learn how to work independently and with minimal supervision. The Work System was seen to help the pupils know what was expected of them during their work activities, to organise themselves systematically, and to understand how to complete their tasks.

“The individual Work System communicates four pieces of information to the pupil:

· What work they are supposed to do
· How much work there is
· How they will know when they have finished
· What happens after the work is completed?

The Work System is presented visually on a level that each pupil can understand.” (Head Teacher, 2005,)

It was suggested that the Work systems can be developed for pupils at all levels of functioning. The visual structure of the Work System emphasizes the tasks permitting a finite number of materials to be used. The materials were observed to create distinct end points, clarify what was expected and provide information on how they should be completed.

Observations suggest that a Work System for the lower functioning student might use pictures, symbols, colours, numbers or objects. One pupil was seen to have a work system consisting of three circles of different colours going from top to bottom. Each circle corresponded to a circle on a box containing a task. The pupil was able to match the colour on the work system table to a box with the same coloured circle. The Class Teacher (2004) explained that:

“Mark is able to know how much work had to be done by the number of coloured circles from top to bottom on the work station table. He is good at working systematically through the tasks with only occasional verbal prompts. Once the work is completed and all the coloured circles have been removed a final symbol is available to tell him what he will be doing next. For Mark, a stickle brick was attached to the card telling him to go with his support worker to the play area where he can play with a tray of stickle bricks.”

It was believed that the Work System makes the concept of 'finished' concrete and meaningful. As the Deputy Head Teacher (2004) explains:

“This is an important advantage for our pupils with autism. Often, not understanding the concept 'finish' makes work and chores tedious and laborious. For the pupil to know how much work one has to complete and having a sense of how and when it will be accomplished can mean the pupil working steadily or not.”


[bookmark: _Toc452905025]3.8.5	Visual Structure

All pupils observed had some degree of difficulty with communication and understanding or following instructions. 

The Head Teacher (2005) states that:

“Children seem to be most productive when tasks are presented to them visually especially when home within the residential department. Although there is a Key Worker for each child, due to shift patterns a number of staff work with any one child. This is less likely in the School where there is more consistency within the classes. Visual structures can help the child be more consistent, focused and intent on the work being carried out.”

Kilnbarn identified three ways in which Visual Structure could be used. This is discussed under the headings of, Visual Clarity, Visual Organisation, and Visual Instructions:

Visual Clarity
Tasks with visually distinctive materials and patterns helped pupils identify the most important features of those materials. A sorting task would be observed to have visually clear shapes or colours that would be motivating and appealing. If a floor is to be cleaned, scattering extra dirt makes it easier to understand the purpose of the chore which magnifies the difference between clean and dirty. One child was observed to clean the inside of a window. Prior to the exercise the window was wiped with a chalky substance which stained parts of the window. The Head of Department (14-19) believed that:

“… for the older student, visually clear tasks and materials help them learn effectively and function independently. Staff soon realise that what is visual is concrete and therefore easier when teaching students to learn and understand. Visually clear materials also help the pupils in the department to focus and extend their attention span. Staff understand that when instructions are presented verbally, the student has to listen to the relevant information at the time it is presented. With visual materials, the student can look at the instructions as often as they wish. Visual cues can be a helpful way to label parts of the classroom that are important for the pupils to identify. Colour coding individual materials or clothes can be a nice way of highlighting where the materials need to be placed or what towels they should be using or where they should sit during snack or mealtimes.” 

Visual Organisation
The Kilnbarn Approach document stated that visually organised materials can facilitate increased learning and understanding of their pupils. The Speech and Language therapist suggested that a common problem amongst the pupils at the School is an inability to modulate incoming stimuli. She further stated that children with ASD can easily be overwhelm by sensory input, resulting in confusion and misunderstanding, simplify, or otherwise organise what is perceived through their senses. 
The Speech and Language Therapist proposed that:

“Visually organising materials or personal possessions can help pupils at the School process information more efficiently.”

A Key Worker of an older student stated that:

“Visual Organisation can help my students (14-19 residency) understand more what to do in a particular task. If I ask Simon to clean a window, he can often be seen to be immobilised, unable to decide where or how to begin. Dividing the window into four visually distinct square makes the space smaller and more manageable. He is then more able to complete the task with very little help. He becomes engaged and seems proud of his achievement.” 

The Methodology document suggests that vocational activities broken up into small steps, often ensures that the pupil completes the task that was previously complex and often impossible to achieve.

[bookmark: _Toc452905026]3.8.6	Routines

A further common characteristic of behaviour observed in children attending Kilnbarn was their anxiety when presented with change and their often-intense interest in repetitive activities. The Head Teacher (2005) indicated that:

“Much of this self-stimulating repetitive behaviour is employed by our pupils as a way of imposing some control on an often confusing, ever changing environment. At times of stress (typically transition or change in routine), the use of highly predictable, repetitive interests can often serve to reassure our pupils. We manage and limit the changes that our pupils are presented with, so that change is presented at a tolerable level for them. We acknowledge that repetitive behaviours serve a purpose for our pupils.”

The Kilnbarn Approach document maintains that productive routines can be systematic ways of carrying out assignments. 

“Often our pupils are seen to struggle with an understanding of what a ‘situation’ requires and effectively organising themselves. It is important, however, that the routines can be consistent enough to compensate for the pupils' problem solving deficits but flexible enough to be useful in a variety of situations.” (Anon, 2002a)

The first routine taught, ‘first work, then play’ was described as an “essential pre-requisite to learning” (Kilnbarn Approach, 2002) and was used across the School and within the home environment. It was believed that this routine can enable the child to realise that actions affect their environment and have consequences in their lives. The use of ‘first work, then play’ routines were evidenced in a number of Annual Review meetings where teachers, residential staff, work partners and families appear to use the Approach with some success (Jane, Annual Review; 2003, Ryan, Annual Review, 2003). The most common description used was where a child was required to complete and initial task which once complete enabled the child to move onto a more motivating and rewarding activity. The most common description, was where a pupil was given a card showing the initial task (which may be challenging and require some concentration and focusing), followed by a more “fun activity” (2002, Teacher, Key Stage 2) that was more rewarding and enjoyable. An example of this was described by a Key Stage 4 (2005) teacher:

“Ryan is diabetic and requires a blood glucose test followed by an insulin injection. He carries his ‘first work, then play’ card with him to the Medical Room. The left-side of the card is a photograph of the nurse, the right-side a photo of Elton John. He carries the card when transitioning often pointing to the two pictures. He is aware that once he has had the test and injection he will be able to sit and listen to ‘A Song for Guy’ (John and Taupin, 1991) .This appears to have helped his mother and Ryan when he needs his injection and seems to reduce some of the stress levels that were occurring before he came to Kilnbarn.”

A Key Stage 2 teacher cites an example of this technique used with a child who uses symbols as a means of communication to attempt to control her student’s restlessness and class disruption prior to lunch: 

“Jane becomes more agitated around lunch-time as she loves her food. She finds it difficult to concentrate and will constantly be trying to collect her coat to go to the dining room which is very disruptive to the other children in the class. Using a ‘first work, then play’ symbol which depicts the activity she needs to finish and what is next (dinner) she is able to focus more on the activity in-hand. If she requires further reinforces we will use a count-down clock that tells her when the next activity will start” (2003, Teacher, Key Stage 2)

Left to Right and Top to Bottom were other routines that have been introduced at the School. They have been reported to have “long lasting and far reaching consequences” (2003, Teacher, Key Stage 2). 

“Pupils can become immobilised when confronted with a new task or unfamiliar demand. Learning to approach all assignments in a left to right, top to bottom sequence gives our pupils a systematic approach to a multitude of tasks such as collating, washing dishes, mopping the floor, sorting, reading and writing.” (Deputy Head Teacher, 2004)

It was reported that the pupils at the School often develop stereo-typical ways of approaching certain tasks. Such behaviours were described by a member of staff as being “amazingly steadfast though not generally productive.” (2002, Teacher, Key Stage 2) 

One teacher described how a child in her class would need to touch the side of the mini-bus five times before entering. Another example showed a student who found difficulty in ending an enjoyable and self-rewarding task if it was not fully completed:

“Malcolm, was given as part of work experience the task of filling a clear plastic envelope bag with six Christmas cards and envelopes to be sold to parents at the Christmas Concert, Once placing the cards and envelopes into the bag he would seal the plastic envelope and place it into a finished tray. The teacher had not realised how stuck he was in this activity until she tried to transition him. He became quite aggressive and fixed in his routine”. (2004, Deputy Head Teacher) 

The Kilnbarn Approach document suggests that teachers should design routines throughout the day for their pupils. It notes, that these routines should be carefully considered in the light of the child’s needs and possible obsession or rituals. The document states that:

“By proactively developing productive and flexible routines for them in important situations, their routines can be changed from a distracting liability to a valuable asset.” (Anon, 2002a, p.7)

The Head Teacher describes how pupils' reliance on predictable routines can be increased to a point generally considered too restrictive for non-ASD peers. This was not to control the pupils, far from it, but support their development:

“Our pupils require a highly structured day during their waking hours. Given that the majority of our pupils attend the School's residential programme, they sleep and eat at specific times, exercise on a fixed schedule and engage in all activities on a pre-defined schedule. To assist the pupils through the daily routine there is a series of specific routines that are associated with all transitions from one activity to the next. For example, pupils may perform circuit activities which could include running, walking and exercise regimes” (Head Teacher, 2005)

[bookmark: _Toc452905027]3.8.7	Learning Through Imitation

The Kilnbarn Approach (2002) suggests that the capacity for students to imitate was an important development achievement. It also states that pupils at Kilnbarn often find imitation particularly difficult to achieve. It suggests that looking at the School population, some pupils may engage in verbal imitation as a means of a communicative strategy as in echolalia, they rarely imitate motor behaviours spontaneously. Therefore, it was believed that within the School, pupils were seen to show poor performance in areas of motor imitation tasks including body imitation, sequential movement patterns and imitations of gestures and gross motor movements. 

Learning through imitation was a central aspect of The Kilnbarn Approach. A large emphasis was placed upon gross motor imitation, visual motor imitation and verbal imitation for the acquisition of certain skill areas. Gross motor imitation was integrated into the physical education programmes and the routines associated with motor exercises. Visual motor imitation was fostered through art and music lessons. Verbal imitation of speech and song was incorporated in many activities and lessons and was supported by a Music Therapist and the Speech and Language Therapist. Pupil to pupil learning through imitation was ongoing within the Residential Departments and was believed to have assisted pupils in such activities as dressing and grooming.

[bookmark: _Toc452905028]3.8.8	Reinforcers

Within the Kilnbarn Approach (2002) ‘reinforcers’ were another way of structuring tasks. It was suggested that this can be achieved “through a combination of praise from others, intrinsic satisfaction and remuneration.” It was suggested that many children within the School needed to be taught to be motivated. Emphasis was placed on the teacher and key worker to discover what was motivating for their pupils and then teach them to work for a variety of incentives. As the Document states: 

“… reinforcers can include many different items or activities. Some students can be motivated by food or toys; others motivated by preferred activities. Some students may be motivated by earning money or tokens throughout the day and trade them for reinforcers later on in the evening. Some of the pupils may be motivated simply by achieving the task in hand. Whenever possible the type of reinforcer should be a natural consequence of the activity. Reinforcers should be used systematically if they are to be effective teaching and learning tools. The frequency as well as the time of reinforcement should be individualised; some pupils need continuous reinforcement whilst others only need intermittent reinforcement. Reinforcements should immediately follow the behaviour or skill being learnt, at least initially, so that the relationship between the two is clear to the student. The teacher or key worker can determine through assistance from the Psychological Team if the type and frequency of reinforcement are effective by assessing pupil interest and progress in the behaviour being reinforced.” (Anon, 2002a, p.16)

[bookmark: _Toc452905029]3.8.9	Consistency

The Head Teacher believed that pupils responded most effectively to learning opportunities and to maintaining manageable stress levels if those around them react in a manner that was consistent and generally predictable. He believed that it was important that staff maintain compatible routines and that communication methods and expectations of the pupils were consistently applied. He acknowledged, however, that the residential setting and school were different environments, both having “distinctive different flavours”. He did believe that while it was appropriate that the residential and education environments differ, policies, procedures, management techniques and communication systems were constant throughout the School.


[bookmark: _Toc452905030]3.8.10		Physical Exercise

It was believed that Physical Exercise would the “cornerstone” of The Kilnbarn Approach. The physical education programme, derived from the Higashi Model of Daily Life Therapy, was planned to address the following characteristics common to the pupils:

· “Excess energy
· Reluctance to play
· Difficulty adjusting to groups
· Imbalance in development” (Anon, 2002a, p.18)

Many of the pupils had behaviours that may be seen to be hyperactive. These may have been related to anxiety, emotional excitement or agitation. In hyperactivity movements tended not to be planned or purposeful. Often they would be described by staff as “stimming”, which might include rocking (back and forth/side-to-side), head banging, repeatedly feeling textures or squealing. Most pupils had difficulty in relating to their peers and engaging with them. They were observed to lack interest in their surroundings and curiosity about toys. In such hyperactive periods, staff, friends and family found it very difficult to ‘break through’ and communicate with children. 

Due to these limitations pupils tended to have great difficulty in understanding how to work dynamically in group settings. Often they were seen to be fragile, anxious, and extremely dependent on their teachers and carers. Many had a tendency to monopolise attention and to be self-interested. These habits could significantly hinder pupils' learning. In addition, students did not appear to exhibit the same physical stamina and range of physical abilities as a mainstream peer.

The physical education programme was believed to provide pupils with the opportunity to play. Play was seen as a bridge to social development. It was believed that pupils learn and grow from play because it is rooted in enjoyment and relative mental and physical ease. This fosters a more unselfconscious curiosity and interest in immediate surroundings and potentially therefore new things. This interest is a precursor for knowledge acquisition as new activities, in which toys and objects can be operated, independent of staff and parents, help children to ‘find’ new ways of doing things, and even new ways being in relationship to their external world. The Approach adopted was based in the idea that play therefore makes an important, if not vital, patterning contribution to children becoming independent and fulfilled individuals. 

Within this approach there was an emphasis on developing the pupils' physical stamina. This was thought to develop the inner child's routine and establish 'a rhythm of life' (Higashi approach) that produces sound health and emotional stability (Kitahara, 1984b; Kitahara, 1983). At Kilnbarn pupils were regularly seen to exercise in order to pacify hyperactivity, re-establish focusing and attention skills and helpfully contribute to a more regular sleep pattern.

The Founder and her team believe that a major hindrance to educating pupils with autism was their high rate of unproductive activity and stereotypic behaviour. This interferes with their ability to display appropriate behaviours and stay on task. The School referred to medical research which proposed that pupils with autism may be in a physical state of chronic hyper-arousal, releasing levels of beta-endorphins (Corbett et al., 2006; Tordjman et al., 1997). It further cites behavioural research that found the implementation of physical exercise routines in the life of autistic pupils was a positive means to reduce self-stimulating behaviour, reduce out-of-seat behaviour, and increase appropriate play and academic responses (Quill, Gurry and Larkin, 1989; Kitahara, 1984a). 

The Kilnbarn Approach incorporates the use of vigorous physical exercise as a central feature of the curriculum. The programme was dominated by running and other highly vigorous physical functional exercise. Regular swimming sessions were also timetabled. It believes that:

“… certain undesirable behaviours may be naturally decreased through the natural release of beta-endorphins and therefore exercise facilitates their ability to attend and learn.” (Anon, 2002a, p.24)

[bookmark: _Toc452905031]3.8.11		Line-up

When pupils were observed to leave their classrooms or to move across the site, the teachers and key workers would ask the children to 'line up'. It was suggested (Daily Life Therapy) that the use of line-up was an effective means of ensuring a pupil became aware of their peers and gave them an activity to concentrate on whilst awaiting further instruction or movement (Kitahara, 1984b, p.58). The method for lining up was taken from The Kilnbarn Approach (2002):

“The pupils line up in single file from in front of the teacher or key worker.
Distance in front and behind are determined by the teacher or key worker to ensure that the pupils are standing correctly and not too close to their peers. 
Any adults who are taking part in the transition should also line up.
Lining up should occur when pupils leave their classrooms or residential environments or any other environment where they are transitioning from place to place. Pupils are also asked to line up at any obstacles or gates to ensure that they are placed in a position of security and awareness.
Whilst out in the community, during shopping activities or queuing, children should line up.” (Anon, 2002a, p.24)

[bookmark: _Toc452905032]3.8.13		The “At Rest Stance”

In addition to “Lining Up”, pupils were also taught the “At Rest Stance”. The “At Rest Stance” was achieved by having the legs one hip-width apart, holding the hands gently behind the small of the back and lifting the chest. Pupils can channel their physical energy into a relaxed, upright, position, allowing them to breathe with greater freedom (Kitahara, 1984b, p.56). For some pupils this process has been so successful that they will spontaneously move into the “At Rest Stance” when feeling anxious or becoming irritable. 

[bookmark: _Toc452905033]3.8.14		Group Instruction

Within Kilnbarn’s cohort of pupils there was a tremendous diversity – the need for individualised assessment and educational programmes was essential. Staff concluded a balance was required between individual instruction and group instruction. Reliance on individualised instruction alone could limit the amount of teacher/pupil instructional time and opportunities for social integration. Group instruction requires a little more discussion, consisting as it does of two formats: Small Group Instruction (SmGI) and Sequential Group Instruction (SeGI). The attempt to bring together individual and group instruction in the form of Tandem Individual-to-Group Instruction (TIGI) was then outlined before adopting a specific DLT technique.

Group teaching with pupils with severe disabilities alone can show some benefit, especially in developing physical techniques and social relationship strategies. Investigations into the use of SmGI techniques for pupils with autism have found that group instruction may have a disruptive effect on the learning of some of the participants and that observational learning from peers was low. Studies of SeGI, where each child is taught a language or academic task individually in a rotating fashion within a group found that autistic pupils generally stopped responding whenever the teacher attended to a different pupil. 

TIGI has been successfully implemented with autistic pupils. Within this model the teaching situation begins with individual instruction, continues using individualised instructional materials and gradually increases group size through "systematic operant procedures that increase unsupervised on task behaviour.” These small research projects indicated to the staff at Kilnbarn that adopting a ‘continuum’ approach to small group activity might be appropriate.

Daily Life Therapy involves a prioritisation of the advantages of group instruction. In DLT the group functions as a single unit and the performance expectations were uniform across the group throughout the day. Inherent in this group process is the underlying premise that individual pupils will gather information from each other as well as the teacher. The approach used at the Higashi School in America could be categorised as a concurrent/sequential group instruction model. The pupils were seated at individual desks that face the teacher. Group instruction is given and group responses were expected. These responses, verbal or motor, were modelled by the teacher. Once an instruction is given, assistance in the form of physical prompts, non-verbal prompts or verbal prompts is given, dependent upon the pupil's special needs. Within Kilnbarn instructions through group orientated activities tend to happen in the form of the tandem approach. An example of this is seen during snack activities when pupils on an individual basis were learning the skills required to eat appropriately and choose the required items from a pre-planned list of foods. The pupils respond on an individual basis, gradually increasing group size through systematic operant procedures. A single pupil is also encouraged to support the group by asking them for their choices and bringing them to the individual pupil. The pupils' abilities to maintain self-control is encouraged and uniformity is inherent in the group patterning, the high level of predictability of behavioural expectations and the intensity of the adult prompting, supports the process and often ensures success. Observations also suggest that the behavioural expectations were made explicit by the group at every moment. The pupils quickly become integrated into the group dynamic.

[bookmark: _Toc452905034]3.8.15		Picture Exchange Communication System (PECS)

People with autism typically have a preference for visual rather than auditory cues. The Kilnbarn Approach therefore utilised this strength in the way in which it presented information and gave instruction. PECS teaches the pupil to discriminate in understanding the world around them through individual symbols that were clear and recognisable. These symbols were then used to attach meaning to conversations and link it to their own personal wants, likes and feelings. Pupils were also taught to comment and answer direct questions. PECS was successful with some pupils in their development and understanding of communication Indeed, some parents commented via the questionnaires that it was as a consequence of PECS that their child made sounds and began to formulate words for the first time.

[bookmark: _Toc452905035]3.8.16		Sensory Integration

Occupational Therapists believed that many pupils had damaged or dysfunctional sensory systems. For some pupils one or more of their senses were over or under reactive to stimulation. Rocking, spinning and hand flapping, common behaviour among children with autism, were believed to stem from these sensory problems. It was believed that the problem stems from a neurological dysfunction in the central nervous system. Sensory integration focused on the three basic senses - tactile, vestibular and proprioceptive. These three senses were interconnected and were critical to basic survival. Often the pupils found it difficult to experience, interpret and respond to different stimuli in their environments. Sensory integration provided them with an opportunity to re-establish an understanding of their sensory experiences through a designed individual programme carried out by the Occupational Therapist.

[bookmark: _Toc452905036]3.8.17		Managing Challenging Behaviours

The positive handling and management of challenging and inappropriate behaviour was an important pre-requisite for the integration of children into the community. All pupils had social skills targets on their Individual Placement Plans (IPP) and complementary targets on their Behaviour Management Plan (BMP).

Behaviour Management Plans were written for pupils whose behaviour was at times either socially inappropriate (for example, undressing in public) or gave rise to physically challenging behaviour (for example, biting, hitting). The aim was to teach pupils to manage their own challenging behaviour by substituting more appropriate behaviour (for example, shaking hands rather than hitting out to get attention). The School policy was to teach new behaviours through a positive reward system. The School actively did not allow pupils to be punished for challenging behaviour. On occasions, some pupils were restrained for a short time if their behaviour made them or others unsafe. On those occasions qualified staff used a systematic scheme of holds and strategies designed to make the situation safe and to restore calm. The system used at Kilnbarn was Team Teach (Hayden and Pike, 2006).
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Pre-placement
Requests for pupil placements at Kilnbarn were received directly from the LEA. Each LEA was seen to differ in their policies on the number of children with ASD they would fund and place through an out-of-county residential or day provision (Norwich and Lewis, 2001). Each request was scrutinised by the School’s Admissions Panel. If the request was granted the child and parent/carer were invited to spend a morning at the School. This visit allowed the assessment team to meet and discuss the child’s special educational needs. Observations were conducted and parents and the LEA were informed of the Admissions Panel’s decision.

The Assessment process
On admission a baseline assessment was conducted to gain more clarity of a child’s abilities and specific needs over a four-week period. Data was collected from the Annual Review process and previous placements. 
Information gathered led to the setting of targets on both the pupil's Individual Education Plan (IEP) and the Individual Care Plan (ICP). Where necessary a Behaviour Management Plan was instigated in collaboration with parents, the therapist, keyworker, head of department and teacher. These plans were designed to provide targets which were presented in small achievable steps. 

Pupils' progress was also monitored by a variety of standardised and non-standardised observations and checks. This data, in addition to informing the Individual Care/Education Plans, was used to determine emerging skills. These observations identified clear pathways in which emerging skills were utilised to further develop specific programmes for the pupil.
Kilnbarn School believed that pupil progress, wellbeing and developing independence was evidence of considerable success. Data supporting these finding were available through Social Services and Ofsted Inspection reports.

The School believed that through this evidence the Kilnbarn Approach was an extremely effective method of meeting the needs of children and young people with autism. The Approach was believed to significantly enhance the potential of the pupils to lead purposeful, happy lives in the wider community.

[bookmark: _Toc452905038]3.9		Organisation of the School Community

The Kilnbarn Approach was the philosophy and practice that underpinned all aspects that addressed each pupil’s educational needs and their social, mental and physical wellbeing. This was achieved by combining autism knowledge and best practice with a person-centred approach which enabled the individual at the School to self-manage their own behaviours, communicate and develop independent living and social skills. Through an extended staff compliment and a close partnership with parents, consistent practice was reported to have been achieved.

[bookmark: _Toc452905039]3.9.1		Staffing

In order to implement the Kilnbarn Approach a high staff: pupil ratio was evident which was required to catering for this group of pupils. Effective communicate was proved to be essential between the staff, and between the staff and parents. During the study the School used a key worker system and maintained communication with parents via regular meetings and daily written reports in communication books. These went home at regular intervals and parents were encouraged to contribute to them.

The School was believed to be committed to a high quality of training for their staff. This was recognised by the School achieving the Investor in People award. The School created a supportive environment for its staff, seeking both to support their well-being and professional development. An element of the Approach was to positively encourage the active participation of staff in all aspects of life at the School. 

In order for the aims of the Kilnbarn Approach to be realised, staff were expected to share an understanding of the aims of the Approach and to be in agreement with its practices and principles. The Kilnbarn Approach placed great emphasis on the systematic and ongoing training and development of its practitioners. All staff were expected to reliably deliver the Waking Day Curriculum in order to ensure consistent practice across the School. Additional training was provided during term time where necessary, as identified below:
 
Introduction to autism 
· An introduction to the aims, principles and practice of The Kilnbarn Approach and TEACCH 
· Positive behaviour management (Team Teach) Child Protection 
· Health and Safety Communication 
· Administration of medication Child development 
· Working with parents 

Intermediate Level
· Application of The Kilnbarn Approach throughout the School 
· Training in observation, communication, behaviour, setting learning outcomes, evaluation of progress, record keeping and reporting 
· Staff appraisal, supervision and support for individual development 

Advanced Level
· Accredited training (NVQ, Diploma/Certification) 
Participation in delivery of training and assessment 
· Ongoing application of The Kilnbarn Approach across the School 
Curriculum development 
· Training and staff development will involve a staff member in a combination of activities:
· Mentoring and coaching 
· Attendance at in-house training, talks, presentations, workshops 
· Attendance at off-site talks, presentations, workshops 
· Utilising online training and/or information Enrolment on nationally accredited courses Setting personal development goals 
· Personal study, utilising staff library/other sources of reference Delivering presentations, assisting in training others.

In order to facilitate the training and staff development, ten days each academic year was set aside as non-contact staff training and preparation. An induction process was conducted for each new staff member, during the first few weeks of employment covering essential training, hands on experience, reflection and assessment. Staff appraisals and mentoring provided the structure for ongoing staff development. The staff were positively encouraged to develop their expertise in their work and areas of particular responsibility were recognised.

Research
Kilnbarn School believe it had an important part to play in learning from and contributing to the wider research community in the field of autism. Kilnbarn supported ethical research that promoted, knowledge and good practice in the field of autism. The School was active in developing proactive community involvement that provided contemporary research, conferences, training and support for parents, professionals and interested parties. 

[bookmark: _Toc452905040]3.9.2		Parents and community

The overall purpose of the Approach was to ensure that the pupils could apply the skills taught on-site when they were out in the wider community, in order to take on the roles and responsibilities of citizenship to an appropriate level. 

The pupils enjoyed a wide range of activities designed to promote their integration into mainstream society. Swimming, ice skating, bowling, horse riding and going to movies were examples of such activities. The School actively sought opportunities for reverse integration by inviting pupils from local schools and youth groups to use our facilities and to work alongside the pupils in the School. 

A close partnership and collaboration between parents and the School was required to allow the pupils to grow and progress. Mutual respect and co-operation between staff and parents was expected. This facilitated by ensuring that parents were listened to and were active partners by being consulted on all matters regarding children's education and welfare. 

Opportunities were offered throughout the year for parents to meet their child's teacher, keyworker, therapists and medical team. Each term parents receive details of the School's programme of events and were invited to take part in training specifically provided to meet their child’s and family’s needs. All parents were invited to the Statutory Annual and Social Services Review for their child's special educational needs. There was also a siblings group for the brothers and sisters of pupils and students at Kilnbarn School who met termly. 

The School’s strategies maintained and built on this open dialogue by: 

· Termly meetings between staff and parents 
· A minimum of one telephone call a week between staff and parents, and a weekly telephone call by each pupil to their parents 
· Open access to all records relating to the parent's child
· Consultation on individual placement plans 
· Preparation for and involvement with education and Social Services Reviews 
· Joint writing of communication books
· Appointment of a key worker with special responsibility for home/school liaison

[bookmark: _Toc452905041]3.9.3		Community Links and Integration

In addition to building links with the families, the School actively promoted links with the wider community. The Friends of Kilnbarn School was an example of this. The School participated in arts and recreational events such as the Open Gardens Scheme, The Open Studios Scheme and the County Show. There was opportunity for joint use of the facilities, for example, as part of the Duke of Edinburgh Award Scheme.

[bookmark: _Toc452905042]3.10		Move from 38-week to 44-week Provision

The case study identified a growing need by parents to consider extending the existing 38 weeks to a 44-week residential and day provision. In 1999 the then Trustees and Founder agreed the School should cater for pupils whose parents wished to support their child within their own home, for the duration of the 14-week holiday period (38-week term). It was agreed unanimously at that time the School would not provide a 52-week placement as it was believed that a different ‘client group’ of pupils would be referred. It is important to note here that the children expected to attend would have a diagnosis of autism, severe learning difficulties and complex medical and behavioural needs. 

It was reported that within the first three years (1999 to 2002) of setting up the School it became apparent that pupil referrals were moving towards the more extreme child with autism, including severe and complex learning difficulties as well as significant challenging behaviours. The referral age had also increased to 9+ years. Initially to meet these increasing complex needs and to encourage an earlier intervention a marketing strategy was developed which encouraged a younger group of children to be referred. This resulted in a number of children being admitted between the ages of 4½ to 7. 

The next 3 years (2003 to 2006) and during the period of the case study, a change in LEA referrals was seen identifying the most complex needs of pupils. This changed the pupil need profile of the School and highlighted a demand for the School to consider moving to a 44 week termly provision. The complexity of need required class sizes to reduce and further investment in the School and residential accommodation was required and a funding appeal launched. Furthermore, for those students who were progressing towards a semi-independent life (2004), the opportunity to develop independent living through the Ellis Community Project was realised in September 2005. The present case study was influential in germinating and achieving these major developments through a professional/parent partnership. 

With the increase in more extreme cases being referred and admitted, the need for parental support during the holiday periods also increased. In October 2001 the first pupil moved from Kilnbarn School (38 weeks) to a provision providing a 52-week placement. Since then, it was reported, 2 to 3 further pupils moved to such a facility. In June 2004 a SEN Tribunal instructed the School to consider providing a provision that might support a child (from the School) and his parents during the holiday periods within the home environment. The senior management team investigated the possibility of a ‘home alone’ facility for the pupil and his family. Following much searching by the team it was reluctantly concluded that a ‘home alone’ provision for some parents contracted through their LEA would not be a sustainable proposition. Safety of staff, proximity of home and financial viability became the three major concerns raised. 

In 2004 the Parent Focus Group encouraged Kilnbarn School to consider extending the residential provision within the School. The group believed that as their child grew they would require graduated support from the School in terms of training and ‘respite’. They emphasised that moving from a 38 to 52-week placement would minimise their contact with their child and would inevitably result in the family becoming deskilled and less able to manage their child’s behaviour during an occasional home visit or holiday. Despite this, parents within the study were already concerned that their skill base was not substantial enough to meet the specific behavioural needs of their children. 

Given these concerns, the Governors and Senior Management at that time decided to investigate the possibility of providing a provision that might meet both parties’ needs whether through external or internal support. As a result, a concentrated training programme was devised and implemented supporting both groups and individuals who needed specific attention. The programme provided Speech and Language Therapy, PECS, Structured Teaching, supporting the child’s sexual needs during puberty, Team Teach and general social skills training. Parents were also given support and advice in communicating their needs and wants to Local Authorities. These comments showed the heightened need for the training of parents as well as, in selected cases, support when parents attended or communicated with LEA representatives.

The 2004 Parent Questionnaire highlighted the need for support, 57% of parents completing the questionnaire asked for staff to support them in the home, while 60% of parents believed that regular training should be provided by the School. A 52-week placement provision had a mixed response, 27% were in favour with 27% feeling that this would be an inappropriate progression for the School. Four parents believed that a 40 to 48-week school provision might be more acceptable and keep the ‘homely’ atmosphere.

In the same year the staff were asked to complete a survey for the School’s Human Resources Department. Staff were again asked whether the School should provide additional residential facilities. 76% of staff did not want to see the School move from a 38 to 52-week provision whilst 59% believed the School should plan to provide a respite facility. A year later 2005 Staff Survey was comparative, with 73% of staff saying no to the move from 38 to 52 weeks. There was an increase in staff (70% compared to 59% -2004-05 figures) who believed that the School should plan for a respite facility in the future.

In summary, it is quite apparent that both parents and staff did not wish the School to move from a 38 to 52-week placement. There was a clear consensus by both parties that the School should consider providing a respite facility. Following a Trustee Meeting, it was unanimously agreed that an extension to the present provision should be considered and acted upon. In 2006 the School moved from a 38-week provision to a 44-week provision. 

[bookmark: _Toc452905043]3.11		Medical and Therapeutic Provision

Kilnbarn provided a rich source of therapists to support the pupils. These included: Speech & Language Therapist, Music Therapist and Occupational Therapist. the School provided a Diagnostic & Assessment Centre, a Clinical Psychologist and an Assistant Psychologist who supported the School through behaviour management programmes, sleep, and social skills management. The Department was also active within the Admissions and Pupil Transfer. The School further employed two full-time qualified Registered Sick Children's and General Nurses who were responsible for the medical care of our pupils. There was also a weekly surgery supported by the local GP practice and regular visits from a paediatrician and psychiatrist. 

The support and advice of a Clinical Psychologist and a Psychology Assistant informed the work in implementing a positive approach to managing challenging or inappropriate behaviour. In addition to this work the Psychology Department also carried out assessments to determine admissions and to contribute to the review process of the pupils.

The Speech and Language Therapy (SALT) Department was staffed by two fulltime Speech and Language Therapists and provided communication therapy for all the students. The department’s goals were to develop pupils' non-verbal and verbal communication abilities as well as their capacity for effective social interaction, appropriate attention placement, and increased and accurate understandings. The therapists assessed and observed students and developed individualised communication programmes for each child. Therapy was delivered by the SALTs in small group sessions. In addition, the SALT’s work with the education and residential staff to develop communication enabling environments for the pupils. They further developed resources to facilitate communication, learning and socialisation and to support the Waking Day Curriculum. The SALTs were involved in new and ongoing staff training programme and parent liaison and training. 

The Occupational Therapist focused on the following:

· Sensory Integration
· Gross Motor Skills
· Fine Motor Skills
· Activities of Daily Living
· Play development

Since opening in August 2001 the Medical Department and its work expanded rapidly. The Department became responsible for the health and welfare of all the students at Kilnbarn School. The students were registered with the School Doctor, who would then refer children to local services as required. Many of the students had additional medical needs, such as epilepsy, asthma or anaphylactic reactions to nuts or wasp stings. The children require a variety of medication and all staff were trained in the administration of all medications. Parents were also trained and supported by the department during weekends and holidays whilst the children were at home.

The Medical Department liaised closely with other members of the multi-disciplinary team, both within School and outside in the community. Parental support appeared to be a priority for the team

[bookmark: _Toc452905044]3.12		Psychology Provision

The Psychology Department at Kilnbarn was involved in five key areas:

· Behaviour management 
· Training new staff 
· Pre-placement assessments 
· Psychological assessments Ethics Committee

The majority of the work of the Psychology Department was in the analysis of the functions of challenging behaviour and designing interventions for challenging behaviour. Both analysis and intervention were collaborative in that they require input from a number of members of staff. To determine the function of behaviour, information was collected from written records, observations and video tape recordings. Collating that information enabled the function of the challenging behaviour to be determined. The function of the behaviour was often concluded through a simple inspection of the collated data, but often a more sophisticated statistical or quasi-experimental approach was required.

In general, there were four functions: task avoidance, sensory stimulation, attention and seeking or a request for personal space.

Having established the function, the Psychologist would then work with key staff, specific to that student, to agree school-wide strategies to be implemented each time the behaviour manifests itself. The strategies were recorded in the student's Behaviour Management Plan (BMP). The BMP incorporated the principles of TEACCH, Structured Teaching, PECS and Team Teach. Strategies that may have been included: guidance on the use of minimal language; verbal or physical prompts; avoiding eye contact or other social attention; redirecting to the task at hand; ensuring a child's personal space is not invaded; visual materials for communication and social stories. In general, the Psychology Department attempt to ensure that a non-aversive strategies were used for BMPs.

Data regarding the levels of behaviour were collected weekly and were entered onto an Excel spreadsheet. This enables a variety of analyses to evaluate the efficacy of the BMPs. The data was also incorporated into reports for behaviour management meetings (where escalations in a particular behaviour may be discussed) and Annual Reviews.

The Psychology Department in 2004 had started to carry out annual assessments of students' progress using the PEP-R (Psycho-Educational Profile - Revised) (Mesibov, Schopler and Caison, 1989). This allowed the department to identify a student's overall developmental age, as well as splinter skills in 7 key areas of development. The PEP-R information was used in the development of Individual Education Plans.
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This chapter provides the reader with an understanding of the philosophy behind the planning of the Kilnbarn Approach. The Kilnbarn Approach was designed to provide an intervention that would secure the developmental pathway of the child and so increase their QoL. The chapter has not explored the academic achievements, but approaches that focus on an array of teaching principles and treatment practices that may support a child attending the School. Evidence has already shown how parents in partnership with staff have been influencers in developing the provision. The goal of this study was to use the comments and data provided by the parents to test the School’s effectiveness and quality of its provision and in turn allow for a systematic and consistent implementation of the programme. This will be further discussed within the results chapter. The next chapter will explore the research paradigm and provides an overview of the formulation of the present case study.
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Methodology

[bookmark: _Toc452905047]4.1	Introduction

The purpose of this research was to examine if the Kilnbarn Approach (the Approach) secured the developmental learning pathways for its pupils and how parents were seen to be substantive partners and influencers in the design and modification of the Approach. The research further investigated whether the developmental learning pathways were sufficiently rigorous enough to improve the Quality of Life (QoL) of the children at the School. 

The TEACCH approach considers parents to be ‘co-therapists’ in improvements to their child’s QoL. Kilnbarn School sought to extend this role of parents as co-therapists such that they also became co-creators of the therapeutic intervention itself (the Approach). In order to effectively assess the contribution of parents as co-therapists and co-creators this study employed a mixed methods research design (Creswell, 2013) combining qualitative and quantitative means of gathering data. A questionnaire, one-to-one interviews, and a parent focus group were used to elicit parent’s perceptions of their child’s development and overall progress. The author considered that this would result in findings, conclusions and recommendations that reflected parents’ particular contribution to the Approach.

A case study model of research was considered most appropriate as it would occur over a specific period of time with recommendations included at a future point. Case study research is defined as “the in-depth study of instances of phenomenon in its natural setting and from the perspective of the participants involved in the phenomenon.” (Gall, Borg and Gall, 1996, p.545) This definition explores the natural setting and makes sense of phenomena in terms of meanings people bring to them, and is echoed by Denzin and Lincoln (1998). The ‘people’ consisted of 54 individuals diagnosed with ASD and SLD, the ‘natural setting’ was a residential special facility: Kilnbarn School. The Approach adopted at Kilnbarn utilised an array of interventions to secure developmental learning pathways for its pupils. The research activities, and therefore case study, was conducted over a three-year period in the life of Kilnbarn School.

Within the sphere of case study research there are numerous methods of data collection available. On the basis of the research questions a number of these methods, as discussed in detail above in detail, were adopted. Also discussed were the limitations these methods may incur upon the reliability of findings, conclusions, and recommendations. Grounded Theory (Glaser & Strauss, 1967) was chosen to bring a dynamic interplay between data collection and analysis (Payne, 2007) . This chapter, the Methodology, explains the design and construction of the Approach as well as discussing the measures used to provide informational perspectives that led to gaining a deeper understanding of the case. 

The School placed less emphasis on academic achievement but rather on an array of teaching principles and treatment strategies that provided the platform for increasing a child’s self-worth, physical well-being, and acceptance as members of mainstream society. The goal was to use the feedback presented by parents to modify and develop the School’s Approach for the increasing benefit of its pupils. It therefore adopted evaluative programmes for all stakeholders as a means of forming the curriculum. There were five research questions:

· Were parents substantive partners and influencers in the design and modification of the Kilnbarn Approach?
· Were parental perceptions of progress and pupil attainment valid?
· Does the Kilnbarn Approach secure developmental learning pathways for its pupils and were these pathways sufficiently rigorous enough to improve their quality of life?
· How was the programme’s efficacy monitored and evaluated?
· What intervention strategies might be more effective and suitable to implement?

The parental dimension of this programme was focused on three annual questionnaires. These would be followed with one-to-one and group interviews (Parent Focus Group). The data collected from the questionnaires was then analysed. The rich data brought alive parent’s personal views of their child’s progress, attainment and quality of life. The case study became a significant tool in the testing of the School’s effectiveness in providing a provision for children with a diagnosis of autism, severe learning difficulties and comorbid conditions. The study concentrated on the quality of learning, the behaviour mechanisms and the systematic consistent delivery of programmes across the School and home environment.

[bookmark: _Toc452905048]4.1	Mixed Methods research

The mixed methods methodology framed and guided the current study. It is described by Creswell (1999), and Creswell and Plano Clark (2013) as being a research design that incorporates both philosophical assumptions and methods of enquiry. The methodology involved collecting, analysing and cross-referencing qualitative and quantitative data. Creswell and Plano Clark (2013) suggested that having this combination of qualitative and quantitative data sources provides a better understanding of the problem than either approach alone. Denzin and Lincoln (2003) also believed that effective evaluation should not be based on one source but should combine the two. They believed that researchers who blended both paradigms were most likely to “represent the best worldviews” (Lincoln and Denzin, 2003, p.267). Although there are many differences between qualitative and quantitative research, there are similarities. Both methods employ empirical observations as means of collecting data. In addition, safeguards are employed in order to minimise confirmation bias and other sources of invalidity (Sandelowski, 1986). All research in the social sciences attempts to permit assertions about human beings and the environment in which they live and develop (Biesta and Burbules, 2003). As Johnson and Onwuegbuzie (2004), suggest:
 
“In the social and behavioural sciences, this goal of understanding leads to the examination of many different phenomena, including holistic phenomena such as intentions, experiences, attitudes, and culture, as well as more reductive phenomena such as macromolecules, nerve cells, micro-level homunculi, and biochemical computational systems.” (Johnson and Onwuegbuzie, 2004, p.15)

Creswell and Plano Clark (2013), use Crotty’s (1998) examination of meaning and perspective in the research process to emphasise the determining importance of philosophical perspective. Indeed, they suggest that it philosophical assumptions are necessary to permit a researcher to gain knowledge about their subject. With this knowledge the researcher can then begin the process of developing a proposal or designing a study. The philosophical assumptions form the basis of the researcher’s theoretical “stance” (p.38). This “stance” or “lenses” then inform the methodological approach adopted (in this case mixed methods), which in turn determines the procedures or techniques used to gather, analyse and interpret the data. The “stance” informing the methodological approach of this case study is Grounded Theory.

Creswell and Plano Clark (2007) also describe such philosophical assumptions as “worldviews” (p.39), of which they enumerate four: Postpositivism; Constructivism; Advocacy and Participatory; and Pragmatism. These should be looked at not as rigid categories but organising frameworks. The current study utilises the Pragmatism worldview. It draws on ideas including “what works”, uses diverse approaches, and values both objective and subjective knowledge. Some social scientists (Tashakkori and Teddlie, 2010), link mixed methods research and Pragmatism, arguing that the research question should be of primary importance and that the forced-choice dichotomy between Postpositivism and Constructivism should be relinquished. They further suggest that metaphysical concepts such as truth and reality should be abandoned and that practical and applied research philosophy should guide methodological choices. Johnson and Onwuegbuzie (2004), also support the Pragmatism worldview, arguing that it is productive because “it offers a practical outcome-orientated method of inquiry that is based on actions and leads, iteratively, to further action and the elimination of doubt; and it offers a method for selecting methodological mixes that can help researchers better answer many of their research questions.” (p. 17) Pragmatism is not without its limitations, however. Johnson and Onwuegbuzie (2004) recognised that it may promote incremental rather than fundamental structural change within a school environment. Equally, what is meant by usefulness or workability within this particular study could be vague unless explicitly addressed and acted upon throughout the three-year period.

The main reason for adopting mixed methods research in the current study is that in using both quantitative and qualitative approaches a more comprehensive account of the case can be realised. Were only one form of evidence used the validity of the findings would be reduced. To use both forms therefore provided a clearer picture of the phenomena. It helped parents communicate their perceptions in multiple styles of expression, revealing with greater clarity their ways of thinking, indeed their worldview. Again this mixed methods approach was appropriate as it allowed the researcher to see how parents combined inductive and deductive reasoning. The variety of findings brought the research closer to the sometimes complex reality of the perceptions parents had of their child’s progress. The mixed methods approach therefore strengthened any conclusions and recommendations for future action drawn as a consequence of the research.

The first method of data collection was a questionnaire that could be mapped with a Likert rating scale (quantitative data collection) and open-ended questions (qualitative). The questionnaires were followed by one-to-one interviews (qualitative) and parent focus groups (qualitative). These three methods were then cross-referenced against a variety of documentation, held by the School, on each child’s diagnosis, assessments, and special educational needs (quantitative and qualitative). The mixed method research process comprised eight distinct steps: (1) determine the research question; (2) determine whether a mixed design is appropriate; (3) select the mixed method research design; (4) collect the data; (5) analyse the data; (6) interpret the data; (7) legitimate the data, and; (8) draw conclusions. Two steps within the above process require further exploration; purpose (step 2), and data analysis (step 5). 

As noted by Greene et al., (1989), there are five major reasons (step 2) to undertake mixed methods research: (a) triangulation (that is, seeking convergence and corroboration of results from different methods to assess the phenomena presented); (b) complementarity (that is, seeking enhancement, illustration and clarification of the results from one method (questionnaires – Likert rating scale)) with results from another method (questionnaire – open ended questions); (c) initiation (that is, discovering paradoxes and contradictions that lead to refining the research questions); (d) development (that is, using the finding from one method to help inform the other method), and; (e) expansion (that is, seeking to expand the breadth and range of research by using different methods for different enquiry components (p.259).

The mixed model research process incorporates a seven-stage conceptualisation of the data analysis process (step 5) (Onwuegbuzie and Teddlie, 2003). These include: (a) data reduction (the process of reducing the dimensionality of the qualitative data); (b) data display (involves describing pictorially the qualitative data); (c) data transformation (where quantitative data is converted into narrative data that can be analysed qualitatively); (d) data correlation (here the quantitative data is correlated with the qualitative data or the qualitative data is correlated with the quantitative data); (e) data consolidation (wherein the quantitative and qualitative data are combined to create new or consolidated variables or data sets); (f) data comparison (involves comparing data from the qualitative and quantitative sources), and; (g) data integration (the final stage, whereby both quantitative and qualitative data are integrated either into a coherent whole or separate sets). 

Although such an approach, as described by Onwuegbuzie and Teddlie, (2003), provided a substantive basis for the data analysis process, the author incorporated an additional theoretical tool to navigate through it. Grounded Theory was adopted as the main means of generating theories regarding social phenomena from the data collected. The aim was to develop higher levels of understanding that is ‘grounded’ in, or derived from, a systematic analysis of the data. The researcher sought to examine the background assumptions (“sensitising concepts”, (Blumer, 1986)), or worldview of the parents, yet to do this with a nuanced acquaintance of the literature that neither developed restrictive hypotheses nor influenced the findings, conclusions, and recommendations for future action. Rather, these all emerge, are ‘grounded in’, the phenomena themselves.

There were a number of key features to the study and in particular with its design and data analysis. Mixed methods necessitated consistent comparison of the received information (triangulation). An issue of interest in the data would be noted and compared with other examples of similarities and differences. This frequent and regular process of triangulation meant that emergent theoretical constructs were continually tested and refined ((Lingard, Albert and Levinson, 2008). This iterative study design required simultaneous data collection and data analysis, where analysis informed the next circle of data collection. Within this study, the return of questionnaires consisting of both quantitative and qualitative data were analysed. The veracity of the information gained was augmented (or not) through the process of individual parent interviews. Further clarification was sourced through the focus group participants. A cyclical method of data collection and analysis occurred each year and informed the next year’s cycle of data collection, beginning with the questionnaires. 

For example, the parent focus group had the function of further clarifying responses to the questionnaires and in the one-to-one interviews. Not only this, the environment specifically supported parents to communicate more openly than either of the other methods. Indeed, it even helped to clarify their perceptions of their child’s progress to themselves. Had the introduction of the parent focus group not been realised, the study would have suffered a subsequent loss of significant and detailed information that would in turn have affected the following year(s) of study. Whilst the author acknowledges that a parent’s perceptions may be inappropriately influenced by those of other parents in the focus group, triangulating the collected data with the questionnaires and one-to-one interviews helped mitigate this potential. The next section further explores Grounded Theory and its use within the present study.

[bookmark: _Toc452905049]4.2	A Review of Grounded Theory

Grounded Theory is an inductive approach to research that generates a theory or conceptual understanding based on the data. It is a means of systematically collecting and analysing the data to generate theories regarding patterns of human behaviour within a social context. According to its founders, Grounded Theory constitutes an innovative methodology, facilitating “the discovery of data” (Glaser & Strauss, 1967, p.1). This implies that the researcher is not focused on testing hypothesis taken from existing theoretical frameworks, but rather develops a new ‘theory’ grounded in empirical data collected from the field (Dunne, 2011). Strauss and Glaser’s (1968) methodology was based on using systematic qualitative procedures to develop theoretical analysis. It was suggested that Grounded Theory moved qualitative research forward from a descriptive framework to a more explicit, conceptual and theoretical framework (Charmaz, 2014; Goulding, 1999). Payne (2007, p.68) suggests that “one unique feature of Grounded Theory is the dynamic interplay of data collection and analysis.” As discussed earlier, within the Literature Review, the most challenging issue related to how and when existing literature should be used during a Grounded Theory study.

Grounded Theory has become increasingly popular within academia. Studies have revealed some debate over the two main existing approaches. Glaser and Strauss, as founders, have taken Grounded Theory in two different directions. Glaser’s (1999) study favoured a more classical approach, where data was analysed inductively through a framework of stages to generate new knowledge. This systematic procedure has two stages: substantive coding and theoretical coding. Substantive coding, or open coding, refers to the initial stage of data gathering, where no preconceptions existed and the researcher was open to the data received. Substantive coding would then lead to selective, or core coding. This is where the researcher is confident they have discovered the core, reliable patterns in the coding as a whole. On this basis they undertake selective, or core coding, and only then would this lead to theory generation (Glaser, 1968). 

Strauss and Corbin (1990), introduced different terminology which made the coding procedure more complex, believing that it would make Grounded Theory more measurable. In their scheme the data analysis process now included three phases: open coding; axial coding, and; selective coding. Open and selective coding were comparable to Glaser’s framework (Glaser, 1968). The axial coding in Strauss’s method consisted of a set of complex deductive and inductive procedures. The aim of these procedures was to create categories by making comparisons and asking questions (Corbin and Strauss, 1990). This rather technical process was achieved by developing a coding paradigm involving conditions, context, actions/interactional strategies and consequences (Corbin and Strauss, 2014). These changes by Straus and Corbin (1990) to the coding process was considered by Glaser (1992) however, to alter the original premise of Grounded Theory. Indeed, it did so to an extent that it resulted in a different research methodology that forced data to fit into the coding process rather than allowing coding to be grounded in the data (Glaser, 1992).

Grounded Theory provides a methodology to develop an understanding of social phenomena that was not pre-formed or predicted by existing theory and paradigms (Engward, 2013). The Grounded Theory approach is part of a qualitative framework, hence the reason for the choice of this methodology for the study. As mentioned, the focus of Grounded Theory was to enquire what happened in a social context and to uncover patterns that participants may or may not be aware of. The generated data is categorised, or ‘selected’. The resultant patterns in the data therefore help a researcher understand the phenomena in question. It was suggested that where empirically-based research literature was limited, the Grounded Theory approach was more applicable, as this provides the researcher with a broader area to research and generate new knowledge (Goulding, 1999).

Examination of the literature that relates to this study (see above) the researcher concluded that had been completed. Few studies examined the role of parents as substantive partners and influencers in the design and modification of an education intervention (the Approach) that brought together a “technical eclectic” model. In order to abridge this lack of knowledge in the field the researcher adopted a Grounded Theory approach to gain an insight into the role parents can play in achieving positive outcomes for their children, all of whom were diagnosed with ASD and SLD. Within this study, the researcher was influenced by his knowledge, experience and professional position. This might lead to the researcher adopting, or being influenced by, pre-existing theories or worldviews that would limit their sensitivity to the data itself. The researcher has argued however (see above), that rather than limit their sensitivity this was enhanced, enabling parents to communicate openly and with confidence, and thereby eliciting the most reliable and accurate account of their perceptions of progress (Goulding, 1999).

The data collection process was central to the research, providing the ‘ground’, or basis, for all the followed. The researcher did not wait until all the data had been collected, indeed, being a longitudinal study, to do so would mean that all results would not have emerged until after its conclusion in the third year. Rather, the analysis commenced immediately and continued in parallel to allow data sampling. The research followed the example of Creswell (2013), who identified that in using Grounded Theory boundaries were not limited as in typical research methodologies. According to Charmaz (2007), the quality and credibility of the any study begins with the data. The data collection stage was an essential pre-requisite in which rich data was collected for analysis. For the author, the pilot stage of the questionnaire illuminated the need to have a precise and well-generated vocabulary that allowed the parents both a clear understanding of the question and a flexibility to be creative within the commentary.

Grounded Theory also gave the researcher the opportunity to further explore certain commentary that required expanding and interpreting. Semi-structured interviews and parent focus groups provided a forum to enable this to take place. In addition, field notes and school documentation (unobtrusive measures) assisted in testing theoretical sampling. As Bell (2010), states, research approaches usually depend on more than one method to enable the researcher to collect the required data to fulfil the research objectives. The analysis raised questions, suggested relationships, highlighted gaps in existing data and revealed information the researcher was unaware of (Bryant and Charmaz, 2007). Once the questionnaires were returned further analysis occurred and questions created which, through the medium of interviews and parent focus filled gaps, clarified uncertainties, and tested the emerging theory (Charmaz, 2014).

Due to the extensive nature of the research, memo-writing was a key feature of the approach. Goulding (1999), suggested that memos provide a bank of ideas that could inform the next steps in the study. Data interpretation (as mentioned) started early, allowing the gathering of data and interpretations to go hand in hand. The researcher had the opportunity to triangulate and categorise the data collected, developing themes for further examination in the interviews and parent focus groups. Moving between the different elements of the study the researcher was able to continually improve all the methods in order to render the data collected more reliable and accurate. Memo-writing was central to this process.

Theoretical sampling was another major element of Grounded Theory. It involves the researcher becoming ‘saturated’ with data, which upon analysis reveals gaps and an opportunity to re-evaluate the data collection method. This is necessary so as to gain further data that may clarify and refine the key research categories, and even allow new ones to emerge. Due to this emergent process, sampling became even further saturated, but with a significant difference from non-Grounded Theory approaches, in that the theories being developed were derived from, and can be substantiated by, the data. (Engward, 2013).

Grounded Theory presents a number of strengths that have been discussed, however it is not without its detractors. For instance, the sheer number of different versions of the Grounded Theory approach might confuse researchers, especially in relation to methods and procedures (Coyne and Cowley, 2006). We have already discussed Glaser’s (1992) concerns of the potential for axial coding to become a means of forcing data to shape a theory rather than letting theory emerge from data. Cognisant of such drawbacks, the researcher felt well-equipped to adopt Grounded Theory effectively in the context of a mixed methods approach.

[bookmark: _Toc452905050]4.3	The Research Design

Through the mixed methods approach the case study design, alongside Grounded Theory, was considered the most appropriate research model. The methods employed allowed the data to be explored and evaluated to understand whether parents were substantive partners and influencers in the design and modification of the programme. 

The case study design allowed the use of this combination of qualitative and quantitative evidence to be investigated. This brought a new perspective to the detailed observational evidence that marks most forms of qualitative case study research (Clifford, 1973). The case study design is sensitive and allows description, diagnosis and expression of complex situations from different viewpoints (Stenhouse, 1979). Yin (2013) describes a twofold definition of a case study:

“1. A case study is an empirical enquiry that:
Investigates a contemporary phenomenon (the “case”) in depth and within its real world context, especially when the boundaries between phenomenon and context may not be clearly evident.” (Yin, 2013, p.16)

The quality of a researcher’s design is primarily around questions such as “why” and “how”. The “why” question deliberates the phenomenon or person and the “how” question looks at the effects, focusing on the children and responses from the parents and staff (Yin and Davis, 2007; Hatch, 2002).

The study was centred on the combination of existing conditions prevailing for its children and not on any one single disability. The main influencer may not necessarily be the primary condition (ASD) but a combination of related factors. Indeed, the School was set up, not simply to admit children with a diagnose of autism but a combination of debilitating disorders that included autism as a substantive condition associated with their level of needs 

The present study examines a real-world case and it is presumed that to gain an understanding of the case important contextual conditions will need to be explored (Yin and Davis, 2007). The questionnaire was the main instrument used in the research. It was designed deliberately to create a sense of structure for those participants taking part. The information gained through the qualitative and quantitative data provided the research with significant detail that was both illuminating but at times ambiguous and required further scrutiny. The questionnaire alone would not have provided sufficient contextual information to gain an accurate insight into the case. Emphasis on secondary methods were also employed to support or disprove the hypothesis. Yin believed that in his second point:

“A case study enquiry: Copes with the technical distinctive situation in which there will be many more variables of interest than data points, and as one result relies on multiple sources of evidence, with data needing to converge in a triangulating fashion, and as another result benefits from the prior development theoretical propositions to guide data collection and analysis.” (Yin, 2013. p.17)

The case study does not apply a specific research technique, but provides the opportunity to combine different research methods, so as to organise the information and data to conserve the unique nature of the case being studied (Engward, 2013; Cohen et al., 2011; Coyne and Cowley, 2006). Within this study, several methods for collecting data and information were used bringing together questions and comparative results. Emphasis was initially placed on the annual questionnaire which in turn produced additional questions which could then be further explored through semi-formal interviews and data analysis. 

The author was employed by Kilnbarn School (being an inner researcher) and, as a member of the senior management team had significant influence upon the Approach. The author’s role involved contact with parents and this may have influenced their responses. To attempt to mitigate the effects the author was supported in the data collection process by a school administrator. One of their tasks was to anonymise the questionnaires if required. Further to this, the administrator corresponded with parents reducing the need during the initial stage of the research to reduce bias.

For Bassey (1999), an educational case study is an empirical enquiry which is conducted within a localised boundary of space and time. That enquiry focuses on specific areas that may include certain education activities, programme design and communication with parents. Inherent in this, is that the participant’s well-being (children, parents and staff) was central. Despite this, in order to allow the judgements from the evidence to be credible sufficient depth of research was required:

“(a)	to explore significant features of the case
 (b)	to create plausible interpretations of what is found
 (c)	to test the trustworthiness of these interpretations
 (d)	to construct a worthwhile argument or story
 (e)	to relate the augment or story to any relevant research
		in the literature,
 (f) 	to convey convincingly to an audience this argument
 or story
 (g) 	to provide an audit trail by which other researchers
may validate or challenge the findings, or construct
alternative arguments”
 (Bassey, 1999, p.58)

The research design allows concurrent use of qualitative and quantitative tools, to enable the phenomenon being studied to have life and breadth. 

[bookmark: _Toc452905051]4.4	Research Methodology Rationale

There were several reasons to justify the use of a case study for this research. Case study research is most likely to be appropriate for “how?” and “why?” questions (see above). A more quantitative approach would be limited in providing valid conclusions in this context due to the discontinuity between, and subtlety of, individual parent feedback. The case study approach allows for the researcher to be exploratory, sensitive and flexible to the incoming data and through perceptive questioning elicit valuable information upon particular subjects pertaining to their child’s education.

Five specific questions guided this study:

1. Were parents substantive partners and influencers in the design and modification of the Kilnbarn Approach?
2. Were parental perceptions of progress and pupil attainment valid?
3. Does the Kilnbarn Approach secure developmental learning pathways for its pupils and are these pathways sufficiently rigorous enough to improve their quality of life?
4. What intervention strategies might increase the efficacy of Kilnbarn’s Approach?
5. How was this efficacy evaluated?

“How” and “what” questions such as those above are well suited to qualitative analysis because of their explorative nature and that they require significant flexibility on the part of staff and those usually responsible for designing an Approach (Creswell, 2013). 

Indeed, some staff at the School found the partnerships between themselves and parents personally stressful and principally disturbing. Some staff considered mothers in particular as lacking the necessary knowledge or skill base to reach valid conclusions and clearly articulate their beliefs. They soon began to realise however that parents were storehouses of experience and in-depth knowledge to the extent that staff understood their input would only benefit the Approach. Indeed, in many cases it was the inclusion of parents, that led to the revelation of idiosyncratic behaviours and unusual mannerisms that manifested in a child. This case study took place therefore in the “natural environment” of Kilnbarn’s operation and lends itself therefore to qualitative methodology (Cohen et al., 2011).

The development of the School’s approach was the first stage in the development of the model. Information was drawn from two sources and analysed to acquire an initial understanding of the special needs of the children who would be attending the School. Information from the Local Education Authorities were detailed and provided substantial evidence to acquire the level of need the School would need to cater for. This information was further developed through specific discussions with the founder and her intentions for the School. The information was analysed and placed into thematic drawings that compared the child’s needs against the interventions available. Through the intervention steering group a document was produced and training requirements for staff planned (Anon, 1999). This document was subsequently revised 2002 and the second edition became the platform for this study (Anon, 2002a).

It is reported that since the opening of the School weekly parent groups were arranged, providing time to discuss day to day issues with the School, parent training and having an opportunity to meet with staff. Often weekly boarding parents would attend with a larger group arriving at the end of term. As the School moved into its second year, a number of parents revealed their own careers including, a vocational researcher, intervention designer, and medical practitioners. Very few parents were disinterested in their child’s development and were proactive in their enthusiasm and commitment to support their child’s progress. A focus group was formed to review the present approach and a revised document was published (Anon, 2002a). It became apparent that many parents wanted to be involved in the focus group but those parents whose children were termly boarders were often too far away to commute to weekly meetings. The author decided to provide a longitudinal study over a three-year period to ascertain the views of all parents.

[bookmark: _Toc452905052]4.5	Research Sample

Prior to the distribution of the questionnaire a pilot was conducted within the School. This involved questionnaires being distributed to a sample of participants. The first sample was five parents whose children attended Kilnbarn School. The second sample was a group of three staff members whose children had been diagnosed with autism but did not attend Kilnbarn School. The third sample was distributed to two parents who had typically normal developing children attending the neighbouring primary school. Parents who received the samples across all three pilots were either invited into the School or received a telephone interview arranged by the School administrator for their opinion of the pilot questionnaire (Appendix A).

[bookmark: _Toc452905053]4.6	The Process of Gaining Permission

Permissions were required from a number of sources. Firstly, the Trustees of the School were informed and a proposal forwarded to the School’s ethics committee. Following a full Trustees meeting permissions were given for the study to proceed. From the research sample a number of comments had been made by parents regarding anonymising the questionnaires. It was agreed at the parent focus group meeting that a declaration would be required to allow parents to be anonymised (See Appendix B). Parents were asked to sign a declaration and make known their views. The details relating to parents who wished to be anonymised were removed from the sheets and stored in a confidential file. After the first year’s questionnaires were returned, it was reported that only one parent wished their child and family name to be hidden. Brunel University Ethics Committee were also notified of the study.

In 2009 the author left Kilnbarn School. Trustees presented a contract that specified that the School’s name, its children and parents, staff and Trustees should not be identified. The contract also stipulated that any evidence that was the property of the School should be returned forthwith including all original parental questionnaires, staff and parent interviews. The author had already created the information through SPSS and had gathered sufficient data to avoid termination of the thesis. All SPSS files were also returned to the School. The School name was changed to Kilnbarn. Information and quotes gathered from staff interviews were allowed to be submitted but with the stipulation that all would be anonymous. The 15 children reported as the cohort whose parents who completed the questionnaire consistently across the three years have received new names in the text. The contract stipulated that if the thesis was to be submitted in 2010 it would be held for a period of five years unpublished under the guardianship of the University. 

Following the gaining of permissions from the Trustees of Kilnbarn School in 2002 all children’s parents attending the School received the first questionnaire. The parent focus group and staff groups met twice a year following the analysis of the questionnaires. Individual parents were also contacted to clarify content and if concerns had been raised, discuss these further.

[bookmark: _Toc452905054]4.7	Development of the data collection method

The data collection method comprised of four methods: questionnaires sent annually for three years; focus group interviews that took place six times over the period of the study; individual parent interviews, staff group and individual interviews; the children’s school files and data. The use of multiple sources provided the opportunity to address a broader range of historical and behavioural issues. It also presented opportunity for the development of lines of inquiry. Here the intersection of different reference points was used to calculate the precise location of the object, enabling concluding commentary to be more convincing and accurate (Yardley, 2008). By developing convergent evidence (Fig. 1), data triangulation strengthens the construct validity and reduces bias and disadvantages that might be associated with different types of data collected (Creswell, 2013).
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Figure 1 – Model of Convergence evidence	

Data triangulation was an important part of this as the case study findings will have been supported by more than one single source of evidence. It was apparent that without such opportunities many of the research questions may only have been partly explored. Parental descriptions and detail were far more revealing during the parent focus group meetings and the individual meetings with parents. Equally, staff prepared significantly before being interviewed providing detailed accounts of the children, the provision and interventions. It must be noted here that many of the quotes provide were influenced or repeated from the text of a recently published TEACCH manual (Mesibov et al., 2004a)

[bookmark: _Toc452905055]4.7.1	Development of the Questionnaire

The questionnaire was the main data collection method in the study. It was a medium that gave all parents at the School the opportunity to participate. The self-completing open-ended questionnaire was designed to allow parents the opportunity to express their perceptions and expectations of the effects of the provision: 

· on their children’s progress and development
· on the family unit and home life
· on the quality of the intervention and the organisation

The questionnaire was believed to be the least intrusive and threatening medium for the parent. It was stipulated that their informed consent was required and that they had the right to withdraw from the process at any stage. The disadvantage of the questionnaire was that the researcher was ignorant of many of the factors influencing the choice of response to the question. There was no opportunity to repeat forms of the same question to gain further accuracy. Indeed, this technique can be less than helpful as changing the wording of the question might have substantial effects on the response. This was further highlighted when two parents suggested that there was need for caution when formulating the questions as their partners were “literal in their thought” and could misunderstand the context or direction the question might be leading. Using the questionnaire, it was impossible to determine whether the respondent was giving serious attention to the questions and if they required further clarity or explanation. The advantage to interview was that it provides person to person interactions and involvement which was likely to enhance the quality of the data received (Robson, 2002). 

The preliminary design stage incorporated a flow chart technique, to plan the sequencing of the main themes. The themes were designed by identifying the main requirements of a child’s learning that would enable them to be as independent as possible. The overall title of the first section was Progress and Development. It brought together four main themes: (1) language and communication; (2) self-help and social skill development; (3) relationships and; (4) behaviours. The second section, Strengths and Weaknesses of Current Arrangements covered: (1) attraction to the School; (2) concerns you have in your child’s mental and physical health; (3) significant benefits of the provision; (4) areas of the School provision that require further development and; (5) how has your home life been affected by your child attending the School. Section 4 explores previous education provision the child had received and the final section, 5, identifies previous and present external support given by the LEA and other organisations. This also included the reason why parents considered a residential provision against a LEA service. (Appendix B and C)

The questionnaire was devised using a variety of approaches. In section 1-4 a statement was produced eliciting a response from the parent. The parent would then decide through the use of a Likert Scale (Göb, McCollin and Ramalhoto, 2007; Likert, 1932) the possibility of five responses ranging from “significant positive progress” through “No Change” to “Regressed”. From previous feedback from parents who suggested that some parents were literal thinkers, required the response narrative to be precise and only measure one element at a time (Oppenheim, 1992). As described by Cohen, Manion and Morrison (2005):

“Rating scales are widely used in research, and rightly so, for they combine the opportunity for a flexible response with the ability to determine frequencies, correlations and other forms of quantitative analysis. They afford the researcher the freedom to fuse measurement with opinion, quantity and quality.” (Cohen, Manion and Morrison, 2005, p.253)

After formalising a draft this was distributed to those who had agreed to pilot the questionnaire. A small number of modifications were made to the Questionnaire, these included, (1) the formatting of the questionnaire to provide more space for the participants to write commentary and; (2) removing technical words and professional classifications. In the second year (2005 Questionnaire) a small number of modifications were made to give more direction when completing the parental commentary. Personal hygiene was added to the 2005, self-help and social skills section.

Across the three years, 93 questionnaires were returned; with 30 in the first year (2004), 36 in the second (2005) and in the third 27 (2006). All families attending the School received a copy of the questionnaire. In year 1 there was a 52% return, year 2 a 63% and year 4 a 50% submission. From these no questionnaires were discarded. In one case a number of questions had been missed, this was rectified and resubmitted. This sample represented perceptions of around half of the School parent population. Therefore, the questionnaire sample cannot be regarded as representative for all the families attending the School. It must be emphasised that this is an inherent limitation of using this method as a research tool. Another factor that might be considered was that from out of the 93 responses received over the three-year study, less than half (45 submissions) of those submitted were completed consistently over the three-year period. Although a small number, this subgroup was used to identify progress within this case study. The group have been named cohort (15) for reference.

The results were nevertheless sufficiently robust to provide indicative outcomes. The data was coded and analysed using SPSS software (Marija, 2002). Themes were developed through the open coding technique to provide an initial view on the state of the School, through the eyes of parents. The information was used by the School’s senior management team to modify and develop the whole School Improvement Plan (SIP). Information gathered was also circulated to the training department for their deliberation and adjustments to the staff development programme. The Trustees each year presented the findings to the parents and staff.

The data was processed through Grounded Theory coding methodology which reduced the mass of information presented. Prior to the decoding process three main tasks were required (1) that participants had completed and answered all questions; (2) that all questions have been answered accurately and; 3) that the initial coding process had been accomplished uniformly (Moser and Kalton, 1971). The coding was then used to analyse the results. Likert scale (Göb, McCollin and Ramalhoto, 2007; Likert, 1932) was decoded using the SPSS coding package. 

[bookmark: _Toc452905056]4.7.2	Data Collection and Analysis in Grounded Theory

Grounded Theory methodology advocates using a variety of coding techniques. Open coding or line by line coding was used to identify phenomena. A list of themes or categories were generated that were considered of significant importance by the respondents’ replies in the questionnaires. Conceptual labels were then assigned to the participants’ words and statements. The detailed and meticulous process of line by line coding was deemed important as it allowed a closer scrutiny of the text that brought out new and unfamiliar ways of data interpretation. This process of breaking down, examining, comparing, conceptualising and categorising the data, tested the researcher’s assumptions and pre-conceived notions. Bryant and Charmaz (2007) support this view, believing that coding is an important link between collecting data and developing theory but also as a connection between the researcher’s worldviews and empirical reality.

The next stage in the coding process, axial coding, was introduced by Strauss and Corbin (1998). They defined it as “the act of relating categories to subcategories along the lines of their properties and dimensions” (p.123). The aim of axial coding was to add depth and structure to the existing categories. Through this process of coding the questionnaires, the researcher was able to identify issues that were important to the respondent. The properties generated were then further examined and compared with the data created through the Likert scale analysis. This enabled the commentary data to be compared along a continuum between very significant positive progress (VSPP) to significant regression (SR) as perceived by the respondents. An example of this can be found in section 5.3.2. Grounded Theory does not typically use quantifying data to obtain meaning. However, analysing the frequency of categories confirmed their relative degree of importance to the respondents. Some of the codes or concepts identified through the questionnaires were similar in their content or characteristics and were brought together, interlinking and forming the basis for a central or core category.

This brought together a statistical analysis of the frequency of responses. Although specific themes did emerge some open-ended questions were not reducible to the code number and a coding frame was produced at the end of the analysis process. To increase validity, the coding process was shared and moderated with parents in their focus group. In order to render the results in a familiar form so that stakeholders could make clearer sense from the mass of information recorded, a traffic light system was employed. This assigned a colour of red, amber, and green to percentage bands created to reflect the perceptions of parents and the coding initially adopted to make light of the responses. Parents, staff, and the governing body could easily see which areas were perceived by parents as suffering regression, which showed no or little change, and which saw at least significant progress in regard to their child’s development. 

The author has decided to include this traffic light classification so it can function similarly for the reader as to the various stakeholders mentioned above. It will be seen that the percentage bands differ for each category of enquiry (e.g. Communication). The author chose to take the highest and lowest percentage response and divide it into three equal bands, one for each colour as indicated. Please refer to 5.1 for more information and clarity on the use of the traffic light system.
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Interviews were as another form of data collection for this case study. The interviews were designed following each questionnaire submission. The aim of the interviews was to provide clarity to commentary that was either ambiguous or unclear. The questions were prepared in advance, with the main theme taking centre stage. There would be subsequent questions available that would be designed to prompt or probe the interviewee. There was a proposed sequence for the questions, or though this could be subject to change. Dependent on the required information the questions presented would have been a closed, open or scale. The most used question was the open question which provided no restrictions on content or manner of reply. The closed question was used when choosing from two or more fixed alternatives. The scale question was often used when reviewing the questions to illustrate a response around the questions in section 1 to 4 where a parent was required to decide on the scale “Significant Positive Progress”, “No Change” and “Regressed”.

The open ended question was a more commonly used method in this case study. As Cohen, et al (2011) list the advantages:

“they are flexible; they allow the interviewer to probe so that he may go into more depth if he chooses, or clear up any misunderstandings; they enable the interviewer to test the limits of respondent’s knowledge; they encourage cooperation and rapport; and they allow the interviewer to make a truer assessment of what the respondent really believes. Open ended situations can also result in unexpected or unanticipated answers which may suggest hitherto unthought-of relationships or hypotheses.” (Cohen et al., 2011, p.416)

The design of the interview questions was based on the research question, and attributed to the stated research objectives. The interviews were recorded and in some instances transcribed. For confidentiality reasons not all interviews were transcribed. The interview questions were discussed with two members of the senior management team and a mother from the parents group to ensure sure the questions were relevant, precise and unambiguous. It was important throughout the study for the professional team and parents to be involved. The mother helped in the piloting of the interview schedule and reviewed the questions for reliability. All the documentation recordings upon which this case study were based were the property of Kilnbarn School. The author had a finite time to draw upon the material before they had to be returned to the School.

The interviews took four distinct forms: (1) individual parent interviews; (2) individual staff interviews with teachers, keyworkers and the (3) senior management team, and; (4) interviews with the parent focus group.

The individual interviews were conducted informally in a private area within the School. The interview was expected to take no longer than 30 minutes. All participants were reassured that the interview was in confidence and was conducted solely for the purpose of the research. The participants were informed that neither their name nor any other names given would be identified within the research. The interviewees were asked at the end of the interview whether anything had been missed or if they wished to raise anything further. A consent form was discussed and signed in order to provide informed consent and their agreement for the interview. The interview was recorded and either partly transcribed or coded. These procedures were consistently adopted ensuring the process increased the reliability and validity of the process.

[bookmark: _Toc452905058]4.7.4	Being an Insider-researcher 

Given the researcher’s position it was necessary to distance oneself from the comments raised by staff and parents to limit the possibility of influence. It was crucial for the author to clarify to the parents and staff their role and responsibilities to make the research more credible. It was clear that the author would continue to uphold his position and be “an insider researcher” (Breen, 2007). There were advantages and problems associated with being an insider. Bonner and Tolhurst (2002) describe three advantages (1) having an in depth understanding of the culture being studied; (2) not altering the flow of social interaction unnaturally, and; (3) having a closeness to the group being studied, which promotes both the telling and judging of truth. As part of the senior management team, there were further insider-researcher advantages, especially in being aware of the politics and knowing how the organisation, intimately worked. It also meant that communication with and between parents and staff was conducted with knowledge of their needs and requirements. Another advantage was that data, reports, assessments were freely accessible. Observations of the School and residencies were conducted alongside the Head Teacher and gave a clearer perspective that could be further discussed with the senior team. Clearly, being the CEO and being responsible for the staff and children had its own problems.

Although there appear to be various advantages of being an insider-researcher there were also disadvantages. The most likely contender that raised itself was familiarity. This was observed to increase a lack of objectivity. The Chair of Trustees brought about a sense of balance that helped reduce the possibility of making the wrong assumption due to the researcher’s prior knowledge (Hewitt-Taylor, 2002). There was also a need to balance the insider-researcher’s role and the researcher’s role (DeLyser, 2001)

The next question to ask, is whether the insider-researcher compromises validity? In traditional studies, validity refers to the degree in which the study may accurately reflect the subject being studied. This raises questions as there cannot be complete objectivity and it could be suggested that the researcher’s bias could threaten validity and trust worthiness (Creswell, 2013). According to Cohen, Manion and Morrison (2000), case studies strive to portray “the close-up reality” and “thick description” of participants' lived experiences (Cohen, Manion and Morrison, 2000). Positivists may argue against the validity of the study, as the researcher’s subjectivity would have inevitably distorted the findings (Kvale, 1995). To increase reliability in the current study the author has attempted to test the data by examining and cross referencing the information with colleagues. In addition, data collected through interviews could be described as direct quotes that can be used to affirm validity (Swidler, 2000).

Discussions around the children’s day-to-day education and experiences were listened to, but placed on hold until a further meeting could be arranged. Parents and staff were allowed to speak freely around a subject, although if the subject changed significantly the interviewer would bring the conversation back to the original question. In some cases, both parents and occasionally staff became distressed whilst describing events and situations that had occurred between the child, themselves or someone close to them. Such emotions were supported sympathetically and with professionalism. Occasionally, participants required questions being repeated and further clarity was required. 

For some, the question of whether this study would make any difference to the child’s education and learning outcomes were raised, which would be positively answered, given the parent/staff partnership that was hoped to be built. The author felt it important to leave the interviewees with an acceptable experience.

[bookmark: _Toc452905059]4.7.5	Parent Focus Group

In addition, to the individual parent interviews, a parent focus group was formed. This provided the opportunity for the participants to share some of the common characteristics brought together by the research questions and theories that were developed through the Grounded Theory process. The group was open to any parents who were completing the questionnaire and wanted to further support the research by having the opportunity to discuss their experiences and make suggestions (Stewart and Shamdasani, 2014). The parents were aware of the research questions and were particularly keen to be partners in the design and development of the Kilnbarn Approach as well as having the opportunity to monitor and evaluate the programme. The aim of the parent focus group was for the participants to interrogate the findings of the analysis and discuss these with other parents through an interaction process their thoughts on the subject matter (Kitzinger, 1995). It was clear that the social interaction amongst the participants energised the conversations and brought about discussions on similar experiences (Edmunds, 2000).

In the first year following the initial collection of the data from the Parent Questionnaire, two, 1½ hour meetings were arranged with the parent focus group. This meeting would follow the individual meetings. No information was provided on individual parents or children. The agenda followed the themes developed from the questionnaire. Finally, there would be an open discussion led by the parents elaborating on the progress of their children, the School and organisational matters. The parent focus group became a valuable tool in analysing and developing the themes further. Furthermore, comments from the parent group suggested that they also felt an ownership of their child’s education and care.

It was apparent that the parent focus group data collection method, explored views and experiences of participants in ways that were less easily achieved using one-to-one interviews. They also allowed participants to be connected with others to discuss their concerns around their child’s autism in a safe group environment. Indeed, discussions at one point centred directly on themselves and their concerns around some symptoms or traits that they might have connected to ASD. Caution at times to limit strong personalities from dominating the discussion were required. These few episodes and discussions of concerns could be put in perspective with the individual commentaries from the questionnaires to reduce bias. The focus groups were more difficult to arrange to allow for inclusion of all participants. Transcriptions were also difficult to transcribe despite audio recordings being kept. The focus group was considered a data collection procedure rather than a research methodology.

[bookmark: _Toc452905060]4.7.6	Creating Unobtrusive Measures (Documentary Evidence)

Documentary evidence was also used to corroborate and inform the information being received through the questionnaires and interviews. This information was provided by the School, analysed and returned. The documents were of a confidential nature and written permissions were required prior to the information being released. The information could be divided into three groups: (1) assessments and documentation produced either by Kilnbarn School or an external agency; (2) the child’s statement and previous reports dating back one to three years; (3) pre-placement assessment material. There were anomalies in the quality of the information provided. A small number of LEA reports were at times less than informative and did not always provide the detail of information required to understand the specific needs of the child. Documents presented at tribunal (SENDisT) covered significant areas of the child’s life and were informative, presenting detailed therapy and psychological reports. The exiting schools would regularly produce a large document containing Annual Reviews, Individual Education Programmes IEP, Behaviour Management Programmes (BMP) and a profile of the pupil’s previous work.

Kilnbarn also created a method for pupil documentation to be reviewed by the researcher. On a regular termly basis senior teaching and residential staff would concentrate a number of days inspecting the School provision and observing staff. The researcher was given the opportunity to take part in these observations and view the pupil’s documentation and materials. To accommodate this detail in a systematically controlled way, on a yearly basis Kilnbarn School would have the information placed in the child’s classrooms for inspection. To avoid excessive workload for the teaching or residential staff, the senior management, classroom and residential observations were conducted on the same day prior to the inspection of their work. The senior teams would also be available at this time.

There were many advantages in acquiring the documentary evidence in this way. It provided the researcher with the opportunity to informally discuss the contents of the children’s files and portfolios with their teacher or key worker. It provided a valuable opportunity to cross validate the information provided through the questionnaires and interview process. Furthermore, it increased the participation of staff into the case study giving them ownership and a voice. There were some disadvantages to the obtrusive measurement adopted. A concern raised during this process that the identification of the author of elements within documents were unable to be identified. This meant information contained in the documents could not be discussed or validated.

[bookmark: _Toc452905061]4.8	Conclusion

This Chapter has summarised and provided the reader with a clear understanding of how the research was conducted. The major areas that have been discussed within this section to illustrate the current research approach are:

· An overview of the case study approach, its implications, limitations and benefits to the research
· A rationale for the use of the case study to address the research questions
· The procedures used in developing the data collection method and data analysis
· The role of the researcher and the ethical considerations for the study
The next chapter brings together the results of the study using the methodology described.


[bookmark: _Toc452905062]Chapter 5

Results – Exploring Parental Perceptions and Expectations 

[bookmark: _Toc452905063]5.1	Introduction

The main emphasis of this case study is to critically examine Kilnbarn’s Education Approach (the Approach) by analysing its practices, results and methods. To achieve this, it is necessary to understand what is happening and to evaluate it, before introducing change and evaluating the new situation (Bassey, 1999). 5.1 discusses the characteristics of the population at Kilnbarn School: its size, growth, density and distribution. The subsequent parts go into detail and describe the many different facets of the provision as perceived by the parents and carers whose children attend the School.
 
Parent perceptions and expectations were systematically explored to gain an understanding of their views and needs. The School’s approach to evaluation and change was developed by understanding what was reported, changing practice through consensus and then re-evaluating the practice observed (Hargreaves and Hopkins, 2004; Hatton and Eddy, 1997; Barth, 1990). Kilnbarn’s annual self-evaluation programme, led by senior teams within the School, provided opportunities for parents, staff and other stakeholders to have a voice. This case study examines the results of the Parent Questionnaires over three annual submissions (Appendix B). This directly affected the School’s philosophy and provision and thereby gave parents a sense of ownership and being active influencers. Alongside the Parent Survey a Staff Survey was also distributed and results analysed for the purposes of the Human Resources team of Kilnbarn School. 

The School formed a parents’ self-help group. This also proved to be an opportunity for them to influence the School’s direction. This group, during a brain-storming session, identified specific developmental priorities they believed important in their child’s progress to future independent living. These developmental areas were then prioritised and form Parts 1-5: Communication, Life-long Independent Living, Relationships and Behaviour. Occasionally, feedback influenced the direction of Kilnbarn’s Approach. Such commentary will be explored when relevant. 
 
Each Part concludes by summarising the results and illustrating progress graphically by means of a ‘traffic light system’ where the colours red, amber and green are used to indicate:

High Risk

Serious Concerns
Threatening overall performance of pupil’s progress

Medium Risk

Some Significant Concerns
Potentially damaging performance of pupil’s progress

Low Risk

On Track

By using a ‘traffic light system’, the School regularly measured and compared progress against an internally-regulated baseline. The tables provided senior managers with the opportunity to accurately chart progress in terms of parental perceptions and expectations of their child’s development. 

The questionnaires completed by parents provided feedback on how effective the School was in providing a 38-week residential education programme for pupils and students with autism and complex learning difficulties. The completed questionnaires identified parent’s views on their child’s progress and development across three academic years (2004/05, 2005/06 and 2006/07). The results revealed the extent to which parents have observed changes in their child’s progress and development since attending the School. 5.2 explores questionnaire submissions identifying pupil profile and frequency of responses. The second half of this section interrogates further the personal history of the pupils; their diagnosis and associated conditions, previous schools attended and reasons for admission. 5.3 begins to explore Communication and revealing parental thoughts and views on their child’s progress. 5.4 then exposes many of the challenges experienced by parents and professionals in ensuring their children with such complex needs are able to have the necessary skills to become as independent beings as possible. 5.5 begins to explore relationships between family unit and those outside the home. This then leads (5.6) naturally into exploring the pupil behaviours, self-worth and well-being and essential prerequisite to independent living. Finally, 5.7 investigates, the progress pupils have made over the study, bringing together the personal and intimate views of parents in understanding in a small way their concerns and hopes for the future.



[bookmark: _Toc452905064]5.2	Demography

[bookmark: _Toc452905065]5.2.1	Introduction
The intention of the present research is to examine the perceptions and expectations of parents regarding how effective Kilnbarn School was in providing a specialist programme for pupils with autism.
 
This chapter explores the characteristics of its pupil population in terms of disability, type of education, its size, growth, density and distribution. Each of these variables provide the opportunity for the reader to build a picture of the need base of the pupil population and the School’s purpose and function in meeting those needs. Children and young people with special educational needs deserve the same life chances as every other child. The Government (Draft legislation on Reform of provision for children and young people with Special Educational Needs, September 2012) suggest that:

“… too often, the systems that should support them and their families fail them, putting bureaucratic barriers in their way and failing to address their true needs.” (DfE, 2012, p.5)

An interview with the founder of Kilnbarn corroborated this conclusion, suggesting that in 1997 it was due to such a lack of supportive provision available to meet the needs of pupils with autism that a group of like-minded individuals were determined, and ultimately able, to bring a vision of such a provision into reality.

Kilnbarn is an independent special school for students with autism aged from 4½-19 years. The School offers day, weekly and termly places over 38 weeks. Pupils travelling in excess of two hours were encouraged to reside as termly boarders. Stipulations for day pupils were not imposed. Over the 3 years two pupils moved from Day to Weekly Boarding and one moved from Weekly Boarding to Termly Boarding. Due to confidentiality these were not identified.

Pupils attending the School require a diagnosis of autism and have severe learning disability and complex needs. Many students residing at the School were pre-verbal and working at pre-National Curriculum levels. A number of children may have additional associated diagnoses and may exhibit challenging behaviours.

The analysis of the raw data involved organising, accounting for, and explaining the data in terms of the participants’ definitions and perceptions across each of the three annual questionnaires, noting patterns, themes, categories and regularities (Cohen, Manion and Morrison, 2005). 

[bookmark: _Toc452905066]5.2.2	Pupil Profile

[bookmark: _Toc420334792]Figure 2 – frequency of respondents

Figure 2 identifies the frequency of respondents completing the questionnaire over a three-year period from December 2004 to December 2006.

In total, 93 questionnaires (representing 45 pupils, M=151.9 months, SD=33.9) were submitted; with 30 (representing 28 pupils, M=130.3 months, SD=28.9) returns in the first year (2004), 36 (representing 32 pupils, M=130.3 months, SD=68.1) in the second (2005) and 27 (representing 27 pupils, M=99.8 months, SD=51.4) in the third (2006).

All families whose children attended the programme received a copy of the questionnaire. Additional copies were posted to a parent who resided outside the family unit. In year one 52% were returned, year two 63% and year three 50%.


[bookmark: _Toc420334793]Figure 3 – frequency or respondents by pupil cohort

Figure 3 identifies questionnaire submissions by year of admission. The numeric number indicates the first date of submission and subsequent submissions over a one, two or three-year period (for example, 4abc – 4 indicates the first year the questionnaire was submitted - 2004, ‘a’ signifies that the questionnaire was submitted in 2004, ‘b’=2005 and ‘c’=2006).

Over the course of the study parental responses to the Questionnaires declined, as depicted in Figures 3 and 4. Six pupils, during this period, departed Kilnbarn to attend other institutions. Two pupils graduated (attending post school provision) and one pupil was excluded. The remaining 3 pupils were placed into 52-week provision (not available at Kilnbarn). The excluded pupil was admitted to a psychiatric ward in an independent hospital. 

For those parents who did not re-submit their questionnaires, no formal communication was presented to ascertain their reasons. From Annual Reviews and parent meetings staff received a number of comments that included:

· Lack of time to complete the Questionnaire
· That changes were unlikely to happen; examples include:
·  extending provision from 38 weeks to 52 weeks, 
· changing the School’s approach to Applied Behavioural Analysis (ABA),
·  changing staff teams and/or residential accommodation)

Despite inconsistent submissions all questionnaires were analysed and commentary discussed in Parts 1-6 inclusive.


[bookmark: _Toc420334794]Figure 4 – frequency of respondents by key stage

Figure 4 identifies questionnaires submitted by Key Stage. The number indicates the first date of submission and subsequent submissions over a one, two or three-year period (for example, 4abc – 4 indicates first year submitted – 2004, ‘a’ signifies submission in 2004, ‘b’ 2005 and ‘c’ 2006)
Given the diversity in returns over the three-year period it was necessary to identify whether all Key Stages have been successfully covered. Figure 4 provides an analysis of data available across the Key Stages (Key Stage 5 = Post 16). Within Key Stages, 2, 3 and 4 coverage is adequate to provide opportunities for detailed scrutiny. Due to the limited number of pupils at both Key Stage 1 and Key Stage 4 examination of these results are less reliable. We must therefore conclude that to identify trends across the Key Stages is unreliable. The adoption of a ‘generic whole school view’ has been assumed across the study when looking at specific results and commentary (Parts 1-5).


[bookmark: _Toc451617210]Table 3 – Pupil data from parents who completed questionnaires in all three years of the study

	(1)



Pupil ID
	(2)



M/F
	(3)



Reason for Admission
	(4)


2004 Yr Grp
	(5)


2005 Yr Grp
	(6)


2006 Yr Grp
	(7)
Date of Admission in Age of Pupil (Months)
	(8)



Key Stage
	(9)




Board/Day

	1
	M
	B
	11
	12
	13
	138
	4/5
	TB

	2
	M
	B
	11
	12
	13
	147
	4/5
	WB

	3
	M
	B
	10
	11
	12
	121
	4/5
	TB

	4
	M
	B
	9
	10
	11
	132
	3/4
	TB

	5
	M
	B
	9
	10
	11
	130
	3/4
	TB

	6
	M
	T
	8
	9
	10
	115
	3/4
	TB

	7
	M
	T
	7
	8
	9
	104
	3
	WB

	8
	M
	B
	7
	8
	9
	106
	3
	WB

	9
	M
	P
	7
	8
	9
	100
	3
	TB

	10
	F
	T
	6
	7
	8
	76
	1/2
	D/WB

	11
	M
	T
	6
	7
	8
	81
	2/3
	WB

	12
	M
	B
	6
	7
	8
	101
	2/3
	WB

	13
	M
	P
	5
	6
	7
	75
	2/3
	WB

	14
	M
	P
	5
	6
	7
	83
	2/3
	TB

	15
	M
	T
	5
	6
	7
	93
	2/3
	WB



Table 3 provides an overview of the pupils whose parents submitted consistently a questionnaire over the three-year study. No pupil has been identified (column 1), but year groups (columns 4-6) across the study and Key Stages (column 8) provide an indication of the age of the pupils and Key Stages. Within the cohort there is a balance of Key Stages (column 8), although as expected Key Stage 1 is represented by one pupil in one year. The numbers in bold and underlined (column 8) identifies the most attended Key Stage across the three-year study.

To obtain more consistent results in the area of formal assessments data analysed was restricted to pupils whose parents had consistently returned questionnaires over the three-year study. Figure 2 (column 4abc) identifies that 15 parents responded year on year. Fifteen pupils’ results in P-levels (English, Maths and Science) and PEP3 will be analysed in Appendix G.

Within the cohort there were seven pupils attending on a termly basis and seven pupils residing weekly. One pupil moves from a day to weekly provision during the study. Seven pupils were admitted following significant behaviour issues, either due to self-harming, being a danger to their parents or siblings, or damaging property and/or injuring members of staff or vulnerable peers within their previous school or residential facility. Five parents obtained places through being successful at the Special Educational Needs Tribunal. The Special Educational Needs Tribunal (SENDisT) was established in 1994. Its role was to constitute an independent panel which would arbitrate disputes between parents of children with the label Special Educational Needs (SEN) and Local Education Authorities (LEAs) in England.



[bookmark: _Toc452905067]5.2.3	Diagnosis and Associated Conditions
All forty-five children within the study were clinically diagnosed with autism. Thirty-one children were diagnosed with additional condition either prior to the study or during.


[bookmark: _Toc420334795]Figure 5 – pie chart depicting Diagnosis and associated conditions

Figure 5 represents the percentage of children with associated secondary conditions diagnosed before or during the study. The data represents some children with more than one secondary condition. All children had an initial diagnosis of Autism prior to attending Kilnbarn

Autism was the primary diagnosis and all children have been categorised as having severe and complex learning disabilities. As discussed in Chapter 2, ASD is a life-long neurodevelopmental disorders characterised by an impairment in reciprocal social interactions, impairment in verbal and non-verbal communication, and restricted repetitive and stereotyped patterns of behaviour, interests and activities (American Psychiatric Association, 2000). 

The term learning disability refers to a range including; mild, moderate, severe and profound multiple learning disabilities. Within Kilnbarn School all children had a diagnosis Autism with the categorisation severe learning disabilities and complex needs.
 
Parents reported that their children had a severe learning disability:

· having little or no speech (n=27)
· finding it very difficult to learn new skills (n=32)
· needing support with daily activities such as dressing, washing, eating and keeping safe (n=31)
· having difficulties with social skills (n=31)
· needing life-long support (n=24)

As shown in Figure 5 the definition ‘complex’ refers to the number of secondary conditions and how these additional disorders may affect their day to day life and learning.

The survey identifies that children were diagnosed either soon after birth (n=8) or in early childhood (n=24). Four children were identified as having autism between the ages of 7 to 13 years.
 
For some parents the child’s developmental delay had been noticed by a person outside the family unit. These included the family’s health visitor (n=5), their General Practitioner (n=3) or their child’s nursery teacher (n=2). Often the parent (n=23) or a family friend (n=3) were the first to notice their child was showing unusual behaviours such as failing to make eye contact, or responding with toys in unusual, repetitive ways. Five mothers believed their baby did not make the same connections as their other siblings whilst breast-feeding, noting lack of eye-contact and other expressive connections.
Four parents identified their child at 12 months to have limited back and forth sharing of sounds (n=3), smiles (n=2) or other facial expressions (n=1). One parent believed that their child had regressed significantly at 13 months in his speech and social skills.

Pupils participating in the research came from broad social, ethnic and religious backgrounds and had attended a range of mixed services prior to their acceptance on the programme. The 45 families and carers who completed the study live within a 200-mile radius of Kilnbarn School, with the majority residing in urban settlements across the South East and Home Counties. A small number of families reside in rural areas, particularly in the South West and South Wales. In this study all parents completing the questionnaire have English as their first language. 

[bookmark: _Toc452905068]5.2.4	Previous Provision Attended

[bookmark: _Toc420334796]Figure 6 – Previous education provision attended

The Bar Chart (Figure 6) identifies in percentage terms the provisions each pupil attended prior to admittance. The data does not identify pupils who have attended more than one provision before attending the School. The scores were cumulative.



Bar Chart Coding:

NP – Nursery provision
ABA S – Applied Behavioural Analysis (ABA) – School
MS – Mainstream school
ASS – Autistic specific school or unit
SS – Special school
ABA H – Applied Behavioural Analysis (ABA) - Home programme
RU – Referral Unit
OP H – Options Institute – Home programme

Pupils attending Kilnbarn School had received education in at least one education establishment prior to admission. Many children in the study attended either state or independent Nursery School provision (2004=83%, 2005=69%, 2006=59%). Two parents reported that during attendance the Nursery School highlighted concerns especially in the area of communication and social interaction. In one case the parent was asked to remove their child due to their son’s challenging behaviours. 

Eleven children received home tuition of either an Applied Behavioural Analysis (ABA) programme (Dillenburger et al., 2004) or the Options Institute’s Home Programme (Simpson, 2005; Jordan, Jones and Murray, 1998). Two children living in London were able to transfer from their domestic programme to an independent school providing ABA.

Once the child reached school age (4½ years), 29 children received a form of state school provision (mainstream primary school n=3; school or unit for children with autism n=21; generic special school n=22). Two children, due to significant challenging behaviours were referred to a Pupil Referral Unit (PRU). One pupil was excluded from the unit and received home tuition prior to attending Kilnbarn.

Twenty-two children attended special schools (state and independent) across London and the Home Counties, receiving full-time and part-time education. One pupil boarded at his special school on a weekly basis. Three pupils initially attended their local primary school before transferring to a special school (n=2) or PRU (n=1).

[bookmark: _Toc452905069]5.2.5	Reason for Admission
 
[bookmark: _Toc420334797]Figure 7 – reason for admission

Figure 7 provides reasons for admission to the Day/Residential School Programme. The data was compiled from data collected through the Pre-placement Assessment Form, the pupils Statements and two previous Annual Reviews, before attending Kilnbarn School.

The pre-placement questionnaire completed by parents provided information on rationale for admittance to the programme. These were analysed and categorised into three main headings Behavioural (age range at admittance = 70 to 175 months, SD 39.2), Provision (age range at admittance = 75 to 157 months, SD 36.3) and Special Educational Needs Tribunal (age range at admittance = 59 to 115 months).

The ‘Behavioural’ category identified nine parents requiring their child to be placed in a residential provision due to severe aggressive tendencies (n=8), vulnerable siblings (n=1), mental health and other health related issues of parent and siblings (n=4) and health and safety concerns (n=8) including pupil absconding (n=5) and a pupil climbing buildings (n=3). 
Ten further pupils were either excluded or concerns were raised by their previous school that the provision could not meet the educational needs of the pupil due to severe challenging behaviours. Three pupils were removed from their previous school prior to a permanent exclusion being served. Four pupils within this group were excluded from their previous school due to aggressive behaviours to staff resulting in injury, mental health - stress related conditions (n=3) and vulnerability to other pupils (n=4).

The ‘Placement’ category identified concerns raised by the parents that the present school was not meeting the curricular, social or therapeutic needs of their child. Lack of trained staff (n=4), school approach (n=11) and teacher expectations and competence (n=2) were identified along with inappropriate curriculum (n=16) and therapeutic interventions (n=4). Speech and Language Therapy (n=9), Physiotherapy (n=1) and Occupational Therapy (n=3) were cited. Within this category nine parents had applied (n=3) or threatened to apply (n=5) to the Special Educational Needs Tribunal. One parent attended the Tribunal where the Local Education Authority Representative in an introductory statement agreed to place the child prior proceeding.

Ten parents were required to apply and attend a Special Educational Needs Tribunal (‘Tribunal’ category). The Special Educational Needs Tribunal ruled in favour due to the pupils requiring a ‘waking day curriculum’ (n=8), inappropriate curriculum (n=9), lack of trained specialist school staff (n=7), a required therapeutic intervention (n=5) or educational intervention (n=7) and a safe and secure environment (n=3). The above were taken from Special Educational Needs Tribunal Panel Statement in which the decision encompasses more than one reason for the Tribunal to rule in favour of the parents. Three Local Education Authorities appealed against the decision prior to a placement being agreed.


[bookmark: _Toc452905070]5.2.6	Summary of findings – Demography

It could be concluded that pupils attending Kilnbarn School have been admitted due to their education, social and emotional needs. A number of factors may have influenced the decision of parents and their Local Authorities to agree to a placement. Often the need to change provision or move out of the family unit was a difficult emotional decision made by parents or carers. For some parents the need to give their child the best opportunities to progress and develop in what they believed to be the most appropriate approach at the time was paramount and often resulted in many sacrifices. The Questionnaires attempted to give parents the voice to describe their experiences, their joys and their frustrations with the present programme at Kilnbarn School. 5.2 has attempted to give the reader an understanding of the demographic background of the children attending, reasons for attendance and an insight into the resultant distribution of results across the key Stages. 5.3 to 5.6 brings together in detail parental perceptions and their personal expectations of the programme, concluding with an understanding of the progress their pupils have made and the effects on the family unit (5.7).



[bookmark: _Toc452905071]5.3	Communication 

[bookmark: _Toc452905072]5.3.1 	Introduction
Pupil’s attending Kilnbarn School since its opening arrived using a variety of communication strategies. From evidence provided through the pre-placement assessments, systems of expression and communication vary and include the spoken language, sign language, pictures or symbols, motoric acts and gestures. The term Communication rather than language is suggested to reflect the belief that the highest priority of Kilnbarn School should be to improve the pupils’ abilities to communicate in everyday situations, and not teach correct language or even language at all (Kilnbarn Prospectus, 2002). The School’s curriculum policy (Communication Policy, 2002) stated that:

“… the children at Kilnbarn School arrive with all kinds and degrees of communication deficits; many are nonverbal. The purpose of the curriculum is to include even those with the most severe language impairment. Nonverbal pupils who are not developing language can learn some communication skills at a preverbal and nonverbal level.” (p.25)

Given the range of pupil abilities the curriculum policy suggests that it can meet pupils’ needs from a single word level up to the level of using simple sentences and beyond. It states that:

“Children who do have some language skills, either speech, sign language or symbols, often do not use these skills for spontaneous communication, even though appropriate responses can be elicited by parents, teachers, therapists and carers who ask the right questions or give the right cues in a particular context.”



The Communication Policy further declares:

“…. more globally, we want to teach pupils in ways that will help them most in everyday life. Thus the criterion for success of the program is the spontaneous use of new communication skills by the pupil in naturally occurring situation. Thus pupils to learn to interpret messages within their natural context using cues from the environment. The strategies for teaching communication skills are aimed at enhancing pupils’ understanding of language at the same time they learn to express their communicative intentions.” (Communication Policy 2002)

Part 2 discusses the results of the question:

“Has there been any change in your child’s language and communication abilities since starting at Kilnbarn School or over the past year?” 
 
Parents were asked to tick the response that in their opinion best described their child’s progress or regression. If the parent or carer had completed a questionnaire in the previous year’s survey, they were asked to identify changes over the past year. Chapter 5, Part 2 describes parents’ perceptions and expectations from 2004 to 2006 (3 years) in the area of ‘signing’, ‘symbols’, ‘understanding instructions’ and ‘tells you their wants and needs’.


[bookmark: _Toc452905073]5.3.2	Signing

[bookmark: _Toc420334798]Figure 8 – signing
 “Has there been a change in your child’s language and communication abilities since starting the programme or over the past year?” – Signing
Column descriptor: VSPP=Very Significant Positive Progress, SPP=Significant Positive Progress, NC=No Change, RSl=Regressed Slightly, SR=Significant Regression, NA=Not Applicable

Figure 8 identifies changes in pupils’ progress and development in signing over a three-year period. There were 30 responses in 2004, 36 in 2005 and 27 in 2006. Many families throughout the three-year study believed that signing made little if any difference to progress made in developing communication skills. This was particularly seen in the number of parents deciding that the question was NA to their son or daughter (2004/05 – 30%, n=9; 2005/06, 42%, n=15; 2006/07, n=8). 

2004 Questionnaire
Twenty children were identified through the study as having arrived at Kilnbarn School using Makaton Sign Language as their main form of signing communication.

Within the 2004 study 9 parents believed their child had made either VSPP (30%, n=4) or SPP (17%, n=5).

“I am delighted with the progress my son has made over the past 5 months since attending Kilnbarn School. Combining PECS and Signing has given him greater understanding and I believe is reducing his tantrums when he becomes frustrated.” (Anon, Key Stage 2)

Eleven parents (37%) believed that there had been NC in their child’s use of signing since attending.

Three parents suggested that although signing had been taught in their child’s previous school, due to fine motor (n=2) and/or problems with motivation (n=1) or understanding, (n=3) their child had not fully mastered the complexities of some of the signs. One parent suggested their child found signing difficult because it needs a series of thought processes that would eventually be translated into a physical gesture. Another parent believed that their son was unable to hold signs in memory, often providing the wrong sign or making up a sign to try and make the recipient understand.
 
One parent was also anxious about the methodology adopted by the School:

“My daughter arrived at the School with a small number of signs (British Sign Language) which have not been further developed. Instead you are teaching her a combination of Makaton and PECS. Why can’t you train staff in BSL?” (Jane, Key Stage 3)

Two parents believed that if their child was misunderstood by staff members this might result in frustration and challenging behaviours. Occasionally these would result in self-injurious behaviour and destruction of property.

One parent had found that their child had SR, believing that there was inadequate training and residential inconsistencies resulting in confusion and an increase in aggression when her child returned home.

When comparing children using Picture Exchange Communication System (PECS) (Jones, 2004) and Makaton Signing (Walker and Armfield, 1978) , one parent suggested that her son’s ability to initiate requests through signing (Makaton) was less likely than those children using PECS communication aides.

“Benjamin is still reluctant to use independent signing to express his wants and needs.” (Key Stage 2)

The same parent also suggested that their son’s ability to communicate through signing was limited to immediate family members. 

Nine families believed the questionnaire was not applicable as their children had not used signing.

2005 Questionnaire
Within the 2005 questionnaire 9 parents (25%) believed that their child had either made VSPP (11%, n=4) or SPP (14%, n=5).

“She still does not talk, but definitely understands a lot more than she did” (Jane, Key Stage 3)

Two parents identified that using a combination of Makaton Sign Language and PECS had increased their child’s expressive language (n=1), receptive language (n=2) and understanding (n=2). One parent cited that outings into the community were more enjoyable for the whole family.

“He now understands a lot more verbal instruction. When he doesn’t sign, symbols help” (Tim, Key Stage 3)

Twelve parents (33%) believed that there had been NC in their child’s development. Five parents who had attended a recent communication training programme suggested that Kilnbarn would prefer that all children attending the School use picture/object’s as means to communicate and develop language. They were concerned that the presenters (Speech and Language Therapist and teacher) had stated that signing despite being visual is generally a very abstract way to communicate, rather like using words. That signs require the child to think about two ideas, to remember the name of the object and then remember the sign. It was reported that the presenter had stated that signing, being abstract, may not be as meaningful as objects or pictures.

Fifteen parents (42%) marked the question as NA. Six parents (21%) commented that the question was not applicable to their child’s development.

2006 Questionnaire
Within the 2006 study, five parents (19%) believed that their child had made either VSPP (4%, n=1) or SPP (15%, n=4). One parent suggested that their son had:

“…. made significant progress in understanding verbal instructions. When he doesn’t understand the use of signing, symbols have helped him tremendously.” (Ryan, Key Stage 4)

Two other parents commented on an increase in their child’s use of signs in terms of requesting food (n=2) and requiring the toilet (n=1).

Ten (37%) of parents had identified NC in their child’s progress. Parents (n=4) were please that the School had listened to them, in adopting the Makaton Signing programme, but were still anxious that staff within the residential department were inconsistent in their practice (n=2), or that new staff had not completed their training (n=4).

[bookmark: _Toc452905074]5.3.3	Symbols

[bookmark: _Toc420334799]Figure 9 – symbols
“Has there been a change in your child’s language and communication abilities since starting the programme or over the past year?” – Symbols
Column descriptor: VSPP=Very Significant Positive Progress, SPP=Significant Positive Progress, NC=No Change, RSl=Regressed Slightly, SR=Significant Regression, NA=Not Applicable

Figure 9 identifies changes in pupil’s progress and development in the recognition of symbols within the home and community environment. There were 30 responses in 2004, 35 responses in 2005 and 26 in 2006. In both 2005 and 2006 one parent did not complete the question. The adoption of PECS by Kilnbarn School showed overall, a positive response for all pupils. Parents identified significant gains through the use of PECS in their child’s ability to express desires and communicate their wants and needs (especially within a natural context). This increase in levels of understanding was reported to produce moderate to significant reductions in their child’s anxiety and frustration. This condition a reduction in associated severe behaviour problems. One parent connected the introduction of PECS with their child’s first two spoken words, uttered at 8 years 9 months.

2004 Questionnaire
Within the 2004 study 28 parents (94%) believed that their children had either made VSPP (37%, n=11) or SPP (57%, n=17). 

“Our family can now manage to communicate with Joseph since he started using PECS and he is now calmer and expresses his needs to us.” (Key Stage 2)

“More effort is put into communication and as a result we see less frustration. The level of understanding has greatly improved.” (Anon)

“PECS allows Tim to communicate with others outside the immediate family, who are the only ones who understand his signing.” (Key Stage 3)

Two parents (6%) felt that their child had not changed.

“We are still frustrated with Roger’s language skills. We find PECS very difficult to use in everyday situations. It has always been very useful in an education setting. When we manage to get Roger to participate in learning activities, as opposed to physical activities, we have found PECS excellent.” (Key Stage 3)

“Sarah apparently uses PECS well at school. We have difficulty getting her to use it at home; however, Sarah does understand more verbal communication.” (Key Stage 3)

2005 Questionnaire
The 2005 questionnaire identified 27 parents (75%) who believed their children had made VSPP (22%, n=15) or SPP (53%, n=19) over the academic year.

 “Seems to understand quite a bit more language than he did last year.” (Joseph, Key Stage 4)

“I have ticked significant progress for recognition of symbols assuming that this includes the written word and not just pictures. (Anon)

“I am delighted with his progress. He now is much calmer when shopping if I prepare him with a schedule and take his PECS folder.” (Hassan, Key Stage 3)

“We can now go to McDonald’s with Carol. She takes her traveling schedule and PECS and will sit and eat. She now chooses her meal and sits and eats it with us. When we leave she still tries to have extras by taking other people chips or burgers!” (Carol, Key Stage 3)

Five parents (14%) believed their children had not changed since the previous Questionnaire in 2004:

“John has become more frustrated with his ability to tell you about his wants and needs. The PECS system falls short when it comes to feelings and certain needs.” (John, Key Stage 3)

“To us, Roger continues to have quite a good receptive understanding but remains unchanged in his expressive ability. His verbal attempts have actually decreased consistently. When pressed to say something more clearly his attempts have become less accurate and much less forthcoming.” (Key Stage 3)

One parent identified that she did not use PECS at home:

“I can’t comment on the recognition of symbols because we don’t use them at home.” (George, Key Stage 4)

It became apparent when interviewing George’s mother that she believed communication systems including Makaton or PECS were not necessary. She indicated this was due to a large family unit and the ability of their son to communicate through pointing and/or leading the parents by the arm to the desired object.

One parent believed that the use of PECS had reduced the amount of verbal language and volume of speech:

“Jane’s speech has gone down to a very low whisper since introducing her to PECS” (Key Stage 3).

Another parent, critical of the use of PECS, described how:

“John has become more frustrated with his ability to tell you about his wants and needs. The PECS system falls short when it comes to feelings and certain needs.” (Key Stage 3)

One parent did not answer this question.

2006 Questionnaire
The 2006 questionnaire identified 17 parents (64%) who believe their children had made VSSP (19%, n=5) or SPP (45%, n=12) over the academic year.

“Benjamin has made significant developments in initiating communication and speaking.” (Key Stage 3)

“Our son uses PECS very well and understands instructions if used in small sentences.” (Russell, Key Stage 1)

“Marcus has made significant progress in understanding verbal instructions. When he doesn’t understand the use of signing, symbols help. (Key Stage 3)

“Although Michael is non-verbal his level of understanding and making himself understood has made significant positive progress.” (Key Stage 4)

“Mat is more willing to try to understand instructions. More patience – does not find the experience as stressful.” (Key Stage 5)

Three parents who marked NC identified that their children had made steady progress over the previous year and had not developed further. One parent suggested that their child had failed to make any progress (NC), being at a nonverbal level with two objects of reference (ginger biscuits and drink):

“Still finding that difficult and frustrating; indicated by more pinching and slapping.” (Justin, Key Stage 4)

5 parents believed that the question was NA with one not answering the question.



[bookmark: _Toc452905075]5.3.4	Receptive Language – Understanding Instructions

[bookmark: _Toc420334800]Figure 10 – receptive language – understanding instructions
“Has there been a change in your child’s language and communication abilities since starting the programme or over the past year?” – Receptive Language – Understanding instructions
Column descriptor: VSPP=Very Significant Positive Progress, SPP=Significant Positive Progress, NC=No Change, RSl=Regressed Slightly, SR=Significant Regression, NA=Not Applicable

Figure 10 identifies changes in pupils’ progress and development in pupil receptive language (understanding instructions) within the home and community environment. Thirty responses were made in 2004, 36 in 2005 and 27 in 2006. 

Receptive language refers to how a person comprehends and processes language. Pupils attending Kilnbarn School have a basic vocabulary they understand. For a typically developing child initial single words may include mummy, daddy and other family members; basic everyday activities and enjoyable experiences. New vocabulary words were then organised into categories. Each new concept or word is then compared to a child’s prior knowledge about the world. The question asks parents to consider whether their child’s understanding of the world around them has progressed or regressed. 
Kilnbarn School identified that ‘categorisation’ skills were critical to address in pupils on the autism spectrum (Ungerer and Sigman, 1987). It is suggested that typically developing children process information in a holistic fashion – seeing the big picture or main idea and then considering the details of an idea. They are naturally hard-wired to process the big picture (Central Coherence) (Happé, 1996). In contrast, it is theorised that children on the autism spectrum have weak Central Coherence. In other words, children with Autistic Spectrum Disorder (ASD) are hard-wired to naturally lean toward processing the finite details of information before attempting the see the big picture.

Many pupils at Kilnbarn School had receptive language delays or disorders (Head Teacher, Appendix F). Such children often rely on visual cues or pictures to help them understand the detail of a ‘story’ presented. A pupil with receptive language needs can have difficulties at any point during this process. Short term memory deficiencies, auditory sequencing problems, a weak vocabulary base and word finding difficulties can impede the efficiency of auditory processing (Speech and Language Therapist).

Parents were asked whether there had been a change in their child’s understanding of receptive language, specifically in the area of understanding instructions.

2004 Questionnaire
Within the 2004 study 30 parents (100%) believed that their children had made either VSPP (33%, n=10) or SPP (67%, n=20) in their understanding of instructions. Through the use of PECS and Makaton parents identified significant gains in their child’s ability to express desires and communicate their wants and needs. This was especially the case within non-pedagogic settings.

One father described how his son’s behaviours had become more manageable since using PECS:

“The ability to communicate more effectively has alleviated a lot of frustration and associated severe behavioural problems. Although behavioural issues still exist, they have lessened significantly. PECS allows Tim to communicate with others outside the immediate family. (Key Stage 3)

For one parent, combining schedules and PECS symbols for their son during his holiday visit enabled their son to become more familiar with the family’s schedule for the day. This was reported to significantly reduce his anxiety and enable the family to enjoy being with him during his visits:

“Derek communicates verbally. PECS symbols have played (and still do) an important part in helping him organise time and order things. He has never taken to signing even when pre-verbal (first word at 4.5 years).” (Key Stage 3)

For one parent, their son’s use of PECS could be frustrating. Hassan whilst at school enjoyed using his PECS and would communicate through symbols with his teacher and key worker. When at home, he was less cooperative often reverting to pointing and vocalising:

“Hassan is probably more able to use his PECS now, but is also less willing to do so. He has to be encouraged to communicate with his PECS, and can do so very fast when he so desires.” (Key Stage 3)

The commentary from the next two parents highlights how PECS may not be beneficial to all children. Certainly in the case of these two children the acquisition of language does not appear to have delayed and parents believed that using PECS or signing may have hindered their development:

“He has never taken to signing even when pre-verbal (first words at 4 ½ yrs.). He has been at Kilnbarn for 1 year and his ability to follow more complex instruction and communicate his wants and needs.” (Anon) 

“Oliver had mastered PECS but in mainstream no matter what was attempted, it couldn’t be worked with effectively similarly to schedule boards etc. They initially worked extremely well at home; Oliver found ‘a voice’ with these pictures. We know Oliver understands all that is said around him; to spend significant time with him, this becomes very apparent.

2005 Questionnaire
Within the 2005 study 30 parents believed that their child had made either VSPP (56%, n=20) or SPP (42%, n=15%) in their child’s understanding of instructions.

“She still does not talk, but definitely understands a lot more than she did.” (Sarah, Key Stage 3)

“Our son uses PECS very well and understands instructions if used in small sentences.” (Anon) 

One father suggested that the use of PECS provided the whole family with unambiguous instructions whilst exercising (running and cycling). This increased the number of successful outcomes through more positive communication.
 
“Tim’s understanding of verbal instructions has increased dramatically. You are also now in some circumstances able to reason with him and explain in simple language (plus PECS) why he can’t do something or why he needs to wait which he will happily accept.” (Key Stage 3)

One parent (2%) identified that their child had not changed in their understanding of instructions.

“Marcus is still reluctant to use independent signing to express his wants and needs.” (Key Stage 2)

2006 Questionnaire
Within the 2006 questionnaire 24 parents (88%) believed that their children had made either VSPP (44%, n=12) or SSP (44%, n=12) in their child’s understanding of instructions.
 
“Benjamin has made significant developments in initiating communication and speaking.” (Key Stage 3)

“Our son uses PECS very well and understands instructions if used in small sentences.” (Anon)

“Although Michael is non-verbal his level of understanding and making himself understood has made significant positive progress.” (Key Stage 4)

“Alistair understands symbol use but as we don’t use them at home it is difficult to say if this understanding has progressed – we aren’t really worried one way or another as his verbal understanding has progressed.” (Key Stage 5)

Within the 2006 survey there was a small increase in the number of parents (12%, n=3) who believed there had been NC in their child’s progress since the last survey. In one instance the parent identified the child to be at a pre-communication level, having a primary diagnosis of autism and Down’s Syndrome. The child’s review papers suggest that he has profound and multiple learning needs.

“Still finding understanding others difficult and frustrating; indicated by more pinching and slapping.” (Anon)

“Progress is slow and he is showing interest in wanting to communicate with others which is a big step.” (Anon)


[bookmark: _Toc452905076]5.3.5	Tells you their Wants and Needs

[bookmark: _Toc420334801]Figure 11 – child tells you their wants and needs
“Has there been a change in your child’s language and communication abilities since starting the programme or over the past year?” – Tells you their wants and needs
Column descriptor: VSPP=Very Significant Positive Progress, SPP=Significant Positive Progress, NC=No Change, RSl=Regressed Slightly, SR=Significant Regression, NA=Not Applicable

Figure 11 identifies changes in pupils’ progress and development in telling parents their wants and needs within the family home and community environment. For those parents (n=7) who have had typically developing children, who between the ages of 8-11months had received some form of communication from their children, this section produced some emotional memories.

“My son started to point to things he wanted at around 10 months. I remember at his first birthday he stopped gesturing for things and he seemed to be completely mute and unresponsive. It was a very sad day that I won’t ever forget. His sister, started to communicate late, but she soon started to say “mummy” and say things that we could understand. The one thing I want in the world is for Joseph to say mummy and just ask for things.” (Key Stage 3, 2005 Questionnaire)

For another parent her need for her son to communicate his wants and needs was overwhelming:

“I feel that my child is locked in his own world. He rarely asks for anything. He just sits and watches TV or sits in the corner playing with his toys. In fact, it’s not playing he just puts them all in a straight line. He’s done this for many years. I know some parents would be really happy because he is no trouble. I’m really sad that I can’t have a normal relationship with my son.” (Anon)

Thirty responses were made in 2004, 36 in 2005 and 27 in 2006. 

2004 Questionnaire
Within the 2004 study, 26 parents believed that their children had made either VSPP (27%, n=8) or SPP (60%, n=18) in telling their parents their wants and needs.
 
One respondent identified that their son’s ability to understand and follow complex instructions within the home and the community had benefitted their family by giving them the opportunity to access community leisure and recreational facilities. Respondents (n=2) identified additional benefits connected to contextual understanding. This incorporated the ability to organise time and be more systematic.
 
“Derek communicates verbally. PECS symbols have played an important part in helping him to organise time and order things.” (Key Stage 3)

This increase in levels of understanding was reported (n=4) to produce moderate to significant reductions in their child’s anxiety and frustration, reducing associated severe behaviour problems (n=3).

“More effort is put into communication and as a result we see less frustration. Level of understanding has greatly improved.” (Anon)

One parent had connected the introduction of PECS with their child’s first two words; requesting a biscuit at 8 years 9 months.

Three parents (10%) believed their child had made no progress (NC) during the academic year. One parent (3%) perceived their child had regressed slightly(RSl). The lack of a permanent full-time speech and language therapist (n=2) and inadequate staff training (n=1) were highlighted as causes for these results.

2005 Questionnaire
The 2005 questionnaire identified 29 parents who believed that their child had made either VSPP (36%, n=13) or SPP (44%, n=16) in telling them of their wants and needs.

 “Matt is more willing to try to understand instructions. He is also beginning to tell us when he wants something. More patience – does not find the experience as stressful.” (Key Stage 5)

20% of parents (n=7) believed their child had not changed during the academic year. The commentary suggests that although they were more able to understand commands (n=3) and directions (n=2), parents believe that they still do not have the required motivation (n=1) or conceptual understanding (n=2) to express their wants and needs. Two parents identified their child’s “learning difficulties” (n=1) or “brain damage” (n=1) as the cause for their child’s lack of ability to communicate their wants and needs.

“Seems to understand quite a bit more language than he did last year, but due to his severe autism I think expressing his needs may never come.” (Anon, Key Stage 4) 

2006 Questionnaire
The 2006 questionnaire identified 29 parents who believed that their child had made either VSPP (36%, n=13) or SPP (44%, n=16) in telling their wants and needs to family members. Parents (n=7) believed that the inclusion of the TEACCH approach (schedules (n=5), visual instructions (n=3), structured work/activity system (n=1) and pictorial combined with written language (n=5)), combined with Makaton and PECS, assisted the understanding and expressive drive of their children (Chapter 2).

Parents and family members (n=17) had witnessed an increase in vocalisation and spontaneous gesturing use when connected to requests for food, drinks and objects of interest. Four parents identified that an increase in their child’s understanding had improved confidence and self-esteem, resulting in a calmer and more relaxed home environment.
The interviews and commentary suggested that combining a visually stimulating environment (n=3) and using a schedule ((n=5) with visual organisation (n=3) and instructions (n=4)), enabled the child to realise the benefits (n=8) and rewards of communication (n=4).

“Benjamin has made significant developments in initiating communication and speaking.” (Key Stage 3)

Parents cite the fact that since attending Kilnbarn School and adopting the School’s communication system their child’s behaviour and frustrations diminished (n=7), leaving the family more relaxed and calm (n=6).
29% of parents (n=8) believed their child had not changed during the third year of the study. One parent again stated (as in the 2005 survey) that their child’s disability and cognition through possible brain damage at birth may be hindering his communication development, further stating that:

“Marcus is still reluctant to use independent signing and requires physical prompts for him to achieve a simple communication task. He is still not able to initiate any contact, ask for the toilet, food or drink.” (Key Stage 5)

Comments in the survey relate a view that children were more able to understand commands (n=3) and directions (n=2) since the combination Makaton, PECS and TEACCH was introduced. Three parents believed that their child still did not have the required motivation (n=1) or conceptual understanding (n=2) to express their wants and needs. Three parents commented on their child’s learning disability and conceptual development believing that this would hinder them expressing their wants and needs.

Overall, parents indicated positive progress in their child’s understanding of instructions using augmentative communication systems such as Makaton, PECS and TEACCH. NC was being selected by some parents year on year however (2004 – 10%, n=3; 2005 – 19%, n=11 and; 2006 – 30%, n=8), with one parent identifying a slight regression (3%) in 2004/05. 

As mentioned in the Methodology Chapter the reduction in questionnaire returns could have hidden a growing trend. This will be further explored in the Discussion Chapter. It is still apparent that, year-on-year, the majority of parents perceived their children as having made VSPP or SPP. There continued to be a gradual decline of VSPP to SPP significations if we identify the frequency rather than the percentage.


[bookmark: _Toc420334802]Figure 12 – child tells you their wants and needs – frequency of responses
Column descriptor: VSPP=Very Significant Positive Progress, SPP=Significant Positive Progress, NC=No Change, RSl=Regressed Slightly, SR=Significant Regression, NA=Not Applicable

Figure 12 identifies the frequency rather than percentile. It suggests a significant decline from 2004/05 and 2006/07 in SPP with an increase in VSPP in 2005/06 with a further significant deterioration in 2006/07. Column SPP also declined throughout the three years with NC increasing on a year by year basis.

During 2005 and especially 2006 parents noted that there was a lack of specialist staff support, especially in the residential departments. Further questioning identified the lack of specialist services, most notably speech and language therapy. There was also a concern that the School had grown too quickly, employing untrained and unskilled staff who did not have the expertise or aptitude to work with children with complex behavioural and emotional needs. A small number of parents (n=2) believed that perceived staffing deficits also militated against introducing the systems developed by the School within the home environment.

[bookmark: _Toc452905077]5.3.6	Summary of findings – Communication

[bookmark: _Toc451617211]Table 4 – School performance across the study – communication
	Date
	Signing
	Symbols
	Receptive 
Language
	Tells wants and needs

	2004
	30% 

	93% 

	100%

	87% 


	2005
	25% 

	75%

	97% 

	81% 


	2006
	19% 

	65% 

	89% 

	71% 




Table 4 provided Kilnbarn School with the opportunity to evaluate its Approach in reference to parental perceptions and expectations of their child’s progress. Parents were able to communicate these findings to Kilnbarn’s managers, staff and other stakeholders through a traffic light system. The table summarises the results of the Communication section, illustrating the progress or regress graphically by means of a ‘traffic light system’ where the colours red, amber and green are used to indicate:

High Risk 							(19%-45%)

Serious Concerns
Threatening overall performance of pupil’s progress

Medium Risk							(46%-72%)

Some Concerns
Potentially damaging performance of pupil’s progress


Low Risk							(73%-100%)
Sustained pupil progress (for their age and abilities)
On Track

The traffic light system is further explored in Chapter 4. It is important to emphasise here that further examination of the results is contained in the Discussion Chapter. 

Signing
Evidence suggests that the subsection ‘Signing’ falls within the category of high risk, threatening the progress of its pupils who use a signing system as a means of communicating. These results show a regressive trend in progress year-on-year with a comparative increase in the combined scores of NC and NA:

· 2004		67%
· 2005		75%
· 2006		81%

Throughout the three-year period only one child (2004) was marked to have regressed significantly. Results suggest that the School could have been seen to inhibit progress and development for those children who use Signing as their main form of communication. 

Symbols
Data in respect of ‘Symbols’ suggests that children made sustained progress in the 2004 and 2005 study with some concerns raised in the 2006 study. Throughout the three-year period an increase in the level of parents marking NC (2004=6%, 2005=14% and 2006=15%) was identified. Possible reasons for this will be explored in the Discussion. Children whose parents completed the 2005 and 2006 study began to enter NA (2005=11% and 2006=20%). The data suggests that no children during the period of the study were seen to be regressing in their use of symbols.

Receptive Language – Understanding Instructions
For receptive language (understanding instructions) Kilnbarn School provided sustained progress for its pupils, as scored by their parents. Again, like Signing and Symbols, the responses show a gradual decline in pupils’ development (Chapter 6). In 2005 3% of parents, and in 2006 11% of parents believed that their child had NC in their development. During the three-year study there appeared to be no regression amongst the cohorts. Indeed, the data suggests that stable progress was achieved by the majority of children in developing their receptive language.
 
Tells you their wants and needs
Within the first two years, pupils appear to be making SPP in telling parents their wants and needs (2004 = 87%, 2005 = 81% and 2006 = 71%). Although a gradual fall in scores is noted across the three-year period. The 2006 score identified ‘some concerns’ (71%) and requires further analysis. The NC category also increased year on year (2004= 10%, 2005= 20%, 2006= 29%), with one RSl noted in 2004.

Throughout the Communication scores there appears to be a pattern. The combined scores of VSPP and SPP decline for each category. The NC scores in all categories except Signing increase, suggesting a gradual reduction in progress for a number of children. Within the categories Symbols and Receptive Language – Understanding Instructions, parents did not mark within the study either of the two regression columns (RSl and SR). A number of parents marked NC in 2005 and 2006, following initial progress indicated in 2004. Further scrutiny of this data will be discussed (Chapter 6).


[bookmark: _Toc452905078]5.4	Life-long Independent Living

[bookmark: _Toc452905079]5.4.1	Introduction

Many parents believed that their child would experience significant difficulties in their development of self-help skills. The section concentrates on five areas that were of particular interest to parents. These include Toileting, Feeding Skills, Change in Sleep Patterns, Change in Diet and Awareness of Dangers. These areas appear to be of particular relevance to families in that without a basic mastery of skills many activities and opportunities to lead a normal family life could be reduced or curtailed significantly, in dependence upon age and need.
 
Parents showed their frustration that many previously attended schools concentrated on the National Curriculum and academic development. For a number of ASD children however, self-help skills were of key importance as they were critical for maintaining physical health and wellbeing, and form the foundation for other skills that follow. Self-help skills need to be developed therefore before academic development can take place. This was the practice adopted by the Kilnbarn School (Lucker, 2009). 

One parent described her child’s eating skills:

“Until attending Kilnbarn School, my son has been finger-eating off the table and sometimes the floor. He is doubly incontinent and smears. His hygiene is very poor. His previous school excluded him because they felt he was unmanageable and would not learn. He was also very disruptive. (Adam, Key Stage 4, 2005 Questionnaire)

This section identifies perceptions and expectations of parents in the progress of their child’s self-help and social skills development.

[bookmark: _Toc452905080]5.4.2	Toileting

[bookmark: _Toc420334803]Figure 13 - Toileting
“Have there been any marked changes in your child’s self-help and social skills since starting the programme or over the past year?” – Toileting
Column descriptor: VSPP=Very Significant Positive Progress, SPP=Significant Positive Progress, NC=No Change, RSl=Regressed Slightly, SR=Significant Regression, NA=Not Applicable

Figure 13 identifies changes in pupils’ progress and development in respect to self-help and social skills within the area of toileting. 
All parents believed that competent toileting was a critical life skill for their children. Parents identify that incontinence can place significant limitations on the child’s social, residential and vocational placements. Parents reported ‘quality of life’ impairments including inadequate hygiene (n=3), physical discomfort and infections (n=6), irritation of the genitals (n=2) and restrictions from essential daily activities (n=8) (Questionnaire 2005)
 
Once a child has become toilet-trained further issues may arise that cause anxiety or stress within the family unit:

“My son, when needing to go to the toilet, will pull down his trousers and pants in public and urinate. This could happen in the middle of the supermarket, the High Street or on the bus. He has no understanding that his behaviours are inappropriate.” (Anon, 2004 Questionnaire)

Overall, the three-year study revealed that parents perceived a positive development in independent and appropriate toileting skills. This conclusion is drawn from combining the VSPP and SPP scores. 2004 saw 24 reports, 2005 also 24, with a reduction in 2006 to 15. In line with the positive responses falling, NC gradually increased year on year (2004 n=4, 2005 n=9, 2006 n=10).
 
Thirty responses were made in 2004 (NA n=2), 36 (NA n=1) in 2005 and 27 (NA n=1) in 2006.

2004 Questionnaire
Twenty-four parents believed that their child had made either VSPP (37%, n=11) or SPP (43%, n=13). Parents highlighted the use of symbols (n=6), reference of objects (n=4) and routines (n=5) as benefitting their child’s toileting practice. Parents believed that a residential environment of structure and routine were the main conditions for success (n=19). 

“Sarah was largely doubly incontinent before the programme and is now largely dry.” (Key Stage 3)

Parents identifying NC (n=3) suggested that their child had already been toilet-trained prior to attending the programme. 

Parents identified two main concerns relating to double incontinence. First of all, they understood that a restricted conceptual understanding, due to learning difficulties, could hinder a child’s awareness of bodily functions. In two cases parents believed that their children had not changed. A third factor reported was that a bowel-related medical condition was the cause of double incontinence (n=3). 

“My son continues to have constipation despite having medication. I think that his antidepressants might be the cause. He also has accidents and has recently been diagnosed with Encopresis. He seems always tired and I can often tell when he is in pain. He becomes more anxious and his behaviours deteriorate”. (Anon)

Some parents (n=4) highlighted the lack of consistent practice between home and school as leading to their child not progressing. A number of reasons were given: insufficient time to complete the toilet programme (n=1); lack of routine (n=2); consistent practice (n=1) within the family home. 

“Toileting is a big issue, progress is up and down. I feel developmentally he is not aware of this. It is hit-and-miss if he uses the toilet. We are all trying to work together on this.” (Anon)

Three parents believed that the School was responsible for toilet training their children. Two parents suggest that a lack of consistent practice between the residential department and the School was to blame for the lack of their child’s progress. A further two parents believed that training was adequate, but that some staff had their own ideas and did not follow practice guidelines set by the School. One parent was concerned that the mix of care workers within the residential environment created inconsistencies and confusion for the child.

“Marcus’s toileting skills have improved at school, but there has been no consistent improvement within the home.” (Key Stage 2)

2005 Questionnaire
In the 2005 questionnaire 24 parents (67%) believed that their children were making either VSPP (28%, n=10) or SPP (39%, n=14) in their child’s toileting programme. Fourteen parents found that their children were now nearly always dry for most of the day. An intensive and structured toileting programme was noted as benefiting (n=2) their child. Four parents highlighted that waking their child between 10pm and 12am reduced the risk of incontinence during the early hours.

“Russell is now completely toilet-trained during the day and night.” (Key Stage 1)

Nine parents (24%) had seen NC to their child’s ability to toilet themselves. One parent was pleased that although his son was incontinent he had been taught to pull his trousers and pants up and down independently and to wash his hands following urinating. The parent praised the staff for teaching his child to urinate in a urinal without needing to pull his trousers and pants down (thus avoiding a naked bottom) but to open his trouser zip (Anon, Key Stage 5).

Two parents believed that their child had regressed since attending the residential programme. As with 2004 one parent believed that inconsistent practice between residential staff and school was the cause.

“Toileting is still a very big issue. I do not think a regular programme is being used with him. He can now pull trousers and pants up and down independently and understands to wash his hand.” (Anon, Key Stage 4)

A second mother found that her child had started to urinate himself, highlighting the lack of consistent practice as the cause. The parent believed that the use of “visual supports” and “pictorial instructions” had caused her son to regress. She believed that an “Applied Behavioural Analysis” programme (ABA) should have been adopted for her son at the School (Key Stage 4).

Four parents were concerned that their children had been urinating or defecating in certain parts of the house. This behaviour often took place during the night when the families were asleep and consisted of smearing faeces on the walls (n=2), urinating in the corner of the bedroom (n=1) and wetting the bed (n=2).

“Thomas will wet in his bedroom and also wet his clothes”. (Key Stage 2)

2006 Questionnaire
In the 2006 study 15 parents (56%) believed their children had made either VSPP (19%, n=5) or SPP (37%, n=10). Parents again highlighted the use of visual instructions and objects of reference as being beneficial to their child’s progress. Four parents believed that the combination of visuals and routine had played a significant part in their son’s/daughter’s progress.

Within the 2006 study there was a notable increase in the choice of the NC (36%, n=10) category. It was apparent that as children become toilet-trained parents recorded NC as there was neither progress nor regression.
 
Within the 2006 study two parents had complained about the use of visuals in assisting their child’s development in all areas of the curriculum. One of these thought that a “Verbal Behavioural Analysis” programme would have increased their child’s communication and understanding (Key Stage 4). The second parent had not chosen the School programme; their child being placed into Kilnbarn by LEA court order (Key Stage 4).

2006 also saw parents relate the examples of two children who continued to smear faeces on the wall at night (n=1) and urinate in a corner of the room (n=1).

[bookmark: _Toc452905081]5.4.3	Feeding Skills

[bookmark: _Toc420334804]Figure 14 – feeding skills
“Have there been any marked changes in your child’s self-help and social skills since starting the programme or over the past year?” – Feeding Skills
Column descriptor: VSPP=Very Significant Positive Progress, SPP=Significant Positive Progress, NC=No Change, RSl=Regressed Slightly, SR=Significant Regression, NA=Not Applicable

Figure 14 identifies charts pupils’ progress and development in self-help and social skills within the area of Feeding Skills. Parents and care-givers were asked whether their child had progressed or regressed in the development of Feeding Skills since attending Kilnbarn School and to describe how they had noticed these changes. This question concentrates on the acquisition of skills that will enable the child to eat appropriately. These skills might include sucking, swallowing or chewing and could be absent due to inexperience or physiological conditions.

The School received 30 completed questionnaires in 2004 (NA n=1), 36 (NA n=1) in 2005 and 27 (NA n=1) in 2006. Most parents believed there was positive progress (VSPP and SPP=Total) in 2004 (80%, n=26), 2005 (74%, n=26) and 2006 (78%, n=21). NC increased from years 2004 to 2005 with a gradual reduction in 2006 (2004 – 18%, n=3, 2005 – 23% n=9, 2006 – 17%, n=5). SR for one child (4%) was highlighted in 2006.

2004 Questionnaire
Within the 2004 study, 24 parents (80%) believed that their child had made either VSPP (23%, n=7) or SPP (57%, n=17). For those parents who perceived there had been VSPP results indicated that this was as a result of their child being provided with a structured environment. They were pleased to see that many of the children had one-to-one support during meal times (n=2) and that the staff also ate with the children and became a role model for them (n=2).

The structure was supported through the use of PECS and visual instructions (n=2). Such structures had been successfully adopted by parents within their home environments. One parent would take the structure with them to restaurants which enabled the family to have a successful outing to a traditional restaurant (n=2) or a fast food outlet (n=3). Parents highlighted the use of family style seating arrangements (n=4), believing that this had helped create routine (n=2) and focusing their child (n=1). Parents believed that the routine (n=2), formality of the situation (n=1) and the confidence of working within a structure (Schedule n=3, Work System n=3, Visual Clarity n=1, Visual Instructions n=5, Work Activity/System, n=2)) helped communicate clear expectations to the child which led to a reduction in the incidence of challenging behaviour. An environment free from distraction was also suggested as being beneficial to success (n=6).

Five parents (17%) had identified NC in their child’s feeding skills. In three cases, children had arrived who were successfully feeding themselves (n=2), able to finger-feed (n=1) and sit down at a table throughout the entire meal experience (n=1).
 
One parent was still concerned that their child had made no significant progress across the area of Social Development and was anxious that progress was likely to be limiting. The child still required feeding by their care worker, but showed signs that they were beginning to understand a communication system that provided objects of reference. For this child carrying a plastic plate to the dining room was designed to signify that he was transitioning to lunch. Through observations and report data the young man was diagnosed as having “autism with profound learning difficulties”. Being a day pupil, the only opportunity to support the development of Feeding Skills was through a morning and afternoon snack session and a formal lunch time meal within the dining room. It was apparent through report data and direct conversations with his parents that consistency of the programmes would not be carried out within the home. Indeed, it was reported that the mother was using Applied Behavioural Analysis (ABA) within the home and did not believe in the ‘structured teaching’ (TEACCH) approach.

One parent believed the question was NA to their child, as he had entered Kilnbarn School successfully feeding himself.

2005 Questionnaire
In the 2005 questionnaire 26 parents (74%) declared that their child had made either VSPP (17%, n=6) or SPP (57%, n=20). A mother who believed their son had made ‘Very Significantly Positive Progressed’ stated that:

“…he can use a knife better and spreads butter on bread. Helps with setting the table, washing-up, etc…. He likes to be independent.” (Oliver, Key Stage 3)

“Russell has made very positive progress against all his Social Skills objects.” (Key Stage 3)

Russell’s Annual Review (August 2002) summary document identified three self-help objectives. His mother reported that prior to attending Kilnbarn School (September 1999) he would only eat whilst walking around the house, using his fist or fingers in order to do so. His preoccupation with rocking whilst standing (during meal times) would dominate his life to the extent that if someone attempted to prevent this behaviour he would become aggressive, spitting and hitting the person until they moved away. At times this prevented Russell from sustaining a healthy diet and sitting down to eat with his family at meal times.

Russell’s Annual Review (September 2005) identified that he was now able to sit at a table with his care worker and eat with a fork, using his knife to place food on his fork. The food still required cutting. Symbols from PECS were also used to prompt him if he lost concentration or resorted to inappropriate behaviours. Often he would be distracted through noise intolerance and activity within the main dining room. Russell was given the opportunity to wear ear defenders, however due to sensitivities around the face and ears the device was unsuccessful. He was moved into an ante-room designed by the School as a distraction free environment.

Eight parents (23%) believed that there had been NC in their child’s progress since the previous year. Six parents had noted (Annual Review summary document) that there had been significant progress in the first few months to a year of attending Kilnbarn School, but that their child’s progress had slowed (n=2) and/or plateaued (n=4). Three parents (weekly boarders, n=2; day placement n=1) were concerned that they would be unable to sustain the same structure found in the School within their home environment. One of these parents felt that their child’s Key Worker and Teacher did not have the skills or understanding to give them advice or direction. There was also concern that the Key Worker wasn’t sufficiently experienced or trained to be confident in directing/supporting the family, given her position.

Within the study regression was not marked, indeed only in the final year, 2006, was it perceived to have happened (SR 4%). One parent believed the question to be NA.

2006 Questionnaire
Within the 2006 questionnaire 21 parents (78%) believed their children had either made VSPP (22%, n=6) or SPP (56%, n=15). As in 2005 comments highlighted the success of the programme being connected with the structure of the environment (n=9), use of a structured teaching approach (n=9) and PECS (n=6). These factors were perceived as being beneficial to their child’s ability to understand (n=2) and feel safe (n=1). Parents believed that the physical environment of the dining room (n=5), uniform of catering staff (n=1) and routine (n=4) had supported the progress of their children. Two parents also suggested that further Makaton training within the care environment (especially in the area of self-help and independence) had helped their child understand and accept both the format and its function. Five parents highlighted how the appointment of an Occupational Therapist had provided their children with the correct seating (n=3), table arrangements (n=2), and utensils (n=4).

[bookmark: _Toc452905082]5.4.4	Change in Diet

[bookmark: _Toc420334805]Figure 15 – change in diet
“Have there been any changes in your child’s self-help and social skills since starting the programme or over the past year?” – Changes in Diet
Column descriptor: VSPP=Very Significant Positive Progress, SPP=Significant Positive Progress, NC=No Change, RSl=Regressed Slightly, SR=Significant Regression, NA=Not Applicable

Figure 15 identifies changes in pupils’ progress and development in self-help and social skills within the area of diet. Parents and carers were asked whether their child had progressed or regressed in their child’s dietary preferences since attending Kilnbarn School and to describe any noticeable changes.

The reported prevalence of feeding problems varies between 33% and 80% among children with developmental disabilities (Martins, Young and Robson, 2008) .

Within the area of Changes in Diet 29 responses were made in 2004 (NA n=2 and Not Answered n=1), 36 (NA n=2 and Not Answered n=1) in 2005 and 27 in 2006. All participants answered in 2006. The majority of results show perceptions of development (VSPP and SPP=Total) during each year of the study (2004 n=20, 2005 n=19 and 2006 n=30). One child was believed to have RSl in 2004 and 2005, and RS in 2006.
 
2004 Questionnaire
Twenty parents perceived that their child had made either VSPP (35%, n=10) or SPP (35%, n=10). Parents believed that their children were now eating (n=11) without food restrictions or ‘tolerating’ (n=1) a range of food choices within their diets. Others saw their children having the opportunity to make choices through pointing (n=1) or a visual choice board (n=8).
 
17% of parents (n=5) found NC in their child’s diets in terms of refusal to certain food (n=3), especially vegetables (n=2) and fads (n=3) where children will only eat a particular food through the day (n=2). In one instance the child arrived at the School eating only low fat cherry yogurts. A supplement was added and a set programme conducted to identify the reasons behind the dietary limitation and then what other foods might be palatable. Food texture and chewing was reported by their parents to be the cause of the child’s lack of dietary restrictions. The limitations to the child’s diet continued throughout the first year of the study however in 2005 some positive development was evinced with the introduction of other fruit varieties. The parent suggested that lack of consistency across three environments, Kilnbarn School (Weekly Boarder), the weekend respite facility he attended and home could be the contributory factors to the slow progressed observed. In the 2005 study the child in question was moved to a termly boarding placement.

One child was reported to have RSl. Parents believed their child’s dietary selection had decreased as at home the young man at mealtimes would finger feed from a large selection of foods from a tray. Staff observation notes identify that the young man, through using a choice board, was gaining some understanding of different foods and food preference. The parents believed that giving choice had restricted his diet.

Hassan was reported to have regressed significantly during the year with parents struggling to get him to sit at the table and eat “properly”. The parents had observed him eating at school and confirmed that he ate well and had a balanced diet within Kilnbarn. Data from the School Nurse (Medical Records, 2004) suggests the discrepancy between eating at school and home could be connected to the types of food presented within the two different environments. Within the home formal dinners were given, with a family type serving throughout the weekend. From observations the room was large and distracting. The father expected the children to eat their entire meal and was frustrated when Hassan refused or leaved the table. The father identified being frustrated with Hassan, wishing that he would respond appropriately. His father believed that his son was not autistic but continually naughty (Key Stage 3).

Two parents believed the question was NA, with one parent that their child had started Kilnbarn School with an appropriate diet. One parent did not answer the question.

2005 Questionnaire
Within the 2005 questionnaire, 16 parents perceived their child had made either VSPP (n=4) or SPP (n=4). Two parents believed that diet had ceased to be a significant issue for their sons. One parent believed that their son now had a varied diet across all environments (home, school and respite). It was suggested that the use of visual choice boards (n=3) and consistent practice helped the young man to progress and now choose foods appropriately (i.e. a varied, balanced diet with occasional food obsessions).

A Gluten-free (n=6) and Casein-free diet (n=2) accompanied by a reduction in additives (n=5) and colourings (n=3) was also highlighted as improving the child’s wellbeing (n=6) and behaviours (n=8).

Gluten/Casein-free diets were carried out under medical supervision for 12 pupils whose parents and doctor had specified such diets. No formal research was carried out on the children concerned so evidence through school reporting was limited. Parents believed that diets contributed to changes in behaviours (n=8), tolerance to other foods (n=3), less low bowel pain (due to constipation) (n=1) and weight gain within normal (n=3) and above normal parameters (n=4) (Parent Focus Group, November 2005 – Appendix D).

Thirteen parents (37%) marked NC suggesting that their child continued to have the same limited diet (n=5) and that progress had remained constant (n=2) with no further improvements observed (n=4).

Parents of Hassan continued to see a SR in their son’s dietary patterns, highlighting the discrepancies between home and school life (Key Stage 3). A home/school dietary programme was introduced in April 2005 Medical Records, 2005). 

One parent did not answer this question.
2006 Questionnaire
Twenty parents reported that their child had made either VSPP (19%, n=5) or SPP (56%, n=15). Parents’ comments suggest that:

“Changes in food tolerance is now significantly developed” (Anon, Key Stage 1 / 2)

“For the first time in 10 years our son is now eating fruit” (Anon, Key Stage 3)

“He was very good at eating a wide variety of food, especially fruit and vegetables” (Anon, Key Stage 4)

Six parents (22%) reported that there had been no change to their child’s diet suggesting:

“Although initially AL made progress with changes in diet over the last year he has fallen into a pattern of eating the same thing at Kilnbarn each day, which was evidenced by his food charts. I have raised this issue before but it does not seem to change and I wonder whether staff take the easy option and let him have what he wants without encouraging him to eat a variety of food which he does at home.” (Key stage 4)

In 2006 Hassan’s parents had marked their son’s progress as NC:

“Hassan has only recently begun to have a more varied diet but still cannot have the same meals as the rest of the family.” (Key Stage 4)

One pupil’s parents believed there had been SR:

“Benjamin has had a problem with the type of food provided. The School has responded but are not really able to meet his dietary needs.” (Key Stage Key Stage 3)

Benjamin started the School on a medically-controlled diet free of Gluten and Casein. The mother, following research on reducing autism through environment and food intake requested their son to be placed on an organic diet and to reduce exposure to non-organic chemicals used across the School. The School was unable to provide an organic diet.

One parent did not answer the question.


5.4.5	Changes in Sleeping Patterns

[bookmark: _Toc420334806]Figure 16 – changes in sleeping patterns
Have there been any changes in your child’s self-help and social skills since starting the programme or over the past year? – Changes in Sleeping Patterns
Column descriptor: VSPP=Very Significant Positive Progress, SPP=Significant Positive Progress, NC=No Change, RSl=Regressed Slightly, SR=Significant Regression, NA=Not Applicable

Figure 16 identifies changes in pupil’s progress and development in their child’s Sleeping Patterns. Parents and carers were asked whether their child, since attending Kilnbarn School, had progressed or regressed in this area. They were also asked to describe any noticeable changes. All parents were given the option to complete this section, including day pupils.
 
Parents identified that sleep deprivation not only has an impact on the child but on the whole family (n=7). Loss of sleep for parents usually caused fatigue (n=6), stress (n=8) and difficulty in coping with everyday tasks (n=5). Parent’s main concern was how it might affect the relationship with their employers (n=9) and work colleagues (n=3).

For the child, sleep problems caused excessive daytime drowsiness (n=7), aggression (n=6), irritability (n=3). These interfered with learning (n=5) and skill acquisition (n=2). Parents also noted that they believed there was a relationship between sleep problems and seizure medication (n=2). One parent described her son to have an altered body-clock believing that ‘daytime snoozing’ from very young had prevented their child and the family from sleeping through the night.

There were 30 responses made in 2004 (Not Answered n=1), 36 in 2005 (Not Answered n=1) and 27 in 2006 Not Answered n=1). 

2004 Questionnaire
Within the 2004 study, 17 parents believed that their child had made either VSPP (21% n=6) or SPP (38%, n=11). Parents believed that VSPP and SPP had been made due to the changes for their children in routine (n=7), structure of the environment (n=5), increase in physical exercise (n=10) and a reduction in stress (n=2) and anxieties (n=9).

“Derek will now take himself to bed between 9 and 9.30 using his daily schedule. He has made a dramatic change from a child he would go to bed at 10.30 and still be awake moving around in his bedroom at 3.30am. I now follow a structured schedule starting after supper with a short walk or exercise, followed by a bath, quiet time and then bed. We have all benefitted from this although during the holidays it is more difficult to keep up the routine and the sleeping patterns change, at times dramatically.” (Key Stage 3)

“Although Matt falls to sleep quite quickly, if I do not raise him so he goes to the toilet, he will always have an accident in the night.” (Key Stage 3)

Parents who believed that there had been little or NC gave different explanations. Some indicated that their children already slept well (n=6), others that the routines at home could not be changed (n=2), that the child with autism needed to sleep in a bedroom with their siblings due to lack of space (n=2), or that at school children sleep well but at home the sleep patterns were disturbed (n=5).

“Whilst at school Sarah sleeps well but regresses when at home.” (Key Stage 3)

“He does sleep better, but it is very difficult to keep with a routine and we also rarely use his daily schedule whilst at home.” (Anon, Key Stage 4)

2005 Questionnaire
With the 2005 study, 17 parents believed their child had made either VSPP (11%, n=4) or SPP (37%, n=13). For those parents who considered that there had been VSPP routine (n=5) and structure (n=8) were considered significant factors (total parents n=10), with regular physical exercise being a secondary possibility (n=7).

“Marcus’s sleeping patterns since starting Kilnbarn School have been good and continue to be so throughout the holiday periods.” (Key Stage 5)

Sixteen parents recorded NC with children sleeping through the night (n=6), continuing to wake regularly (n=12), being woken in the early hours due to sunlight (n=4) and five children sleeping between one and three hours each night.
 
“Dominic will sleep well but still will only go to bed when we go to bed.” (Key Stage 2)

Sleep pattern has changed, waking more often at night when at home. This could be something to do with his age.” (Anon, Key Stage 3)

One parent highlighted their child had RSl. When at home over the weekends and during holidays the child woke in the night and smeared the walls next to his bed with faeces. In another three cases parents would wake to find that their children had defecated or urinated in a corner of the room. All three cases occurred prior to attending Kilnbarn and required constant supervision by night/waking staff to reduce and retrain the behaviour. Two parents found that being vigilant at night was impossible; one couple took turns to stay awake throughout the night or sleeping with their child which they found inappropriate. A bed seizure monitoring/alarm was fitted, sounding when the child woke and moved, notifying parents. At that point data suggests that his parents would intervene and take the child to the toilet. (Parent Focus Group, March 2005) 

One parent had used a cot bed with sides to prevent their son from moving around at night as he would abscond and leave the family home. Over a three-month period prior to starting at Kilnbarn School this young man attempted to abscond 8 times, twice being successful.

One parent believed their child had Regressed Significantly as the toileting programme required her to raise her son at 22:00 hours. In so doing the child would wake and remain so until at least 03:00.

2006 Questionnaire
Within the 2006 survey, 17 parents believed their child had made either VSPP (11%, n=3) or SPP (37%, n=10). Again parents cited structure (n=7), routine (n=6) and physical exercise (n=4) as making major contributions to their child’s progress. Two parents believed that due to a more structure environment and the use of a quiet time, the child’s stress levels would decrease during the evening. There was a concern that despite the improvements, sleeping patterns fluctuated in dependence upon diet (n=3) and the level of activity during the day (n=4). One parent cited their child being unable to sleep, appearing agitated and anxious until the early hours of the morning after attending a sibling’s birthday party. One parent identified that new anticonvulsant medication was increasing the time their child slept. The same parent also noted an increase in lethargy and tiredness during the day.


“Sleeping-in more at weekends! – probably due to anticonvulsants.” (Anon, Key Stage 4)

Twelve parents found that there had been little or NC in their child’s sleeping patterns, with one parent believing that their child had SR.

“Recently sleeping can tend to be rather changeable, where he tends to have chronic constipation (connected to Gastrointestinal (GI) disorders) which is believed to cause an irritable and inflammatory bowel condition.” (Anon, Key Stage 4)

One parent did not answer the question.

Across the three years of study data suggests (2004, 2005 and 2006 sleep records – Residencies, Bluebell and Marigold) a combination of activity, routine and quiet time may be beneficial prior to the child falling asleep (38%). 12% of the child population fall asleep before midnight and do not wake until after 5am. Children waking during the night (18% of the population) obtain, on average, 4.4 hours of sleep. Whilst at home sleep patterns for this cohort reduced to 3.6 hours of sleep per night over a three-day period. One pupil, for a period lasting six days, slept for an average of 2 hours across the 24-hour cycle. Pupils attending the residential departments appear to increase their sleep time, with marked increases for 27% of the study population. It was reported (Anon, Key Stage 3, Annual Review 2005) that a child prescribed seizure medication dozed during the day reducing total time slept at night. During a 5-day period the child slept on average 3 hours per night. Anecdotal evidence from parents further confirmed this relationship between sleep and medication, particularly in relation to that prescribed for behavioural and seizure-related conditions.

[bookmark: _Toc452905083]5.4.6	Awareness of Physical Dangers and Being Safe in the Community

[bookmark: _Toc420334807]Figure 17 – awareness of physical dangers and being safe in the community
“Have there been any changes in your child’s self-help and social skills since starting the programme or over the past year?” – Awareness of physical dangers and being safe in the community
Column descriptor: VSPP=Very Significant Positive Progress, SPP=Significant Positive Progress, NC=No Change, RSl=Regressed Slightly, SR=Significant Regression, NA=Not Applicable

Figure 17 shows the results of parents’ views on whether their child made progress in understanding dangers within the environment. The question centred on each child’s perception of dangers around them. Such awareness might be in regard to road safety, risk of accidents within the home, contact with sharp or abrasive objects and electrical current, poisoning and exposure to temperature extremes and/or harmful chemicals. As discussed in Chapter 2, some children may be more or less sensitive to pain than their non-ASD peers. For many parents, the fear of their child being injured was a very significant trigger for stress within all environments.

2004’s questionnaire elicited 30 responses (NA, n=0), 2005 36 (NA, n=1) and 2006 27 (NA, n=1). 

2004 Questionnaire
Within the 2004 study 18 parents perceived that their child had made either VSPP (7%, n=2) or SPP (47%, n=14). 46% (n=14) of parents recorded NC in their child’s awareness of physical dangers.

Parents who believed VSPP had been made described how their child could now walk down the street without running off (n=3), given a knife to prepare food (n=2) and refrain from touching moving cars (n=1) or buses (n=1), inappropriate climbing (n=5) and absconding (n=4). In two cases further locking mechanisms had been introduced.

For parents who believed there had been little or NC (n=14) described the following situations:

“My daughter had been able to open the locked bedroom window while the family were sleeping. A neighbour arriving home in the early hours was able to raise the alarm.” (Chloe, Key Stage 2)

“I am concerned that the radiators in the School might burn my son as recently he had placed his hands on the family’s log burner and was hospitalised with third degree burns.” (Matt, Key Stage 4)

“Stephen seems more aware of danger but his safety is still a big concern.” (Key Stage 3)

Parents were particularly concerned about their child’s behaviour whilst out in the community and proximate to traffic:

“Sarah has no awareness of traffic safety.” (Key Stage 3)

“He is less safe in the community as he runs off, goes off ahead and leaves shops without checking its ok. This has increased recently.” (Anon, Key Stage 3)

All parents answered the question in 2004.

2005 Questionnaire
In the 2005 questionnaire 15 parents indicated their children had made either VSPP (11%, n=4) or SPP (31%, n=11). They remarked for example:

“He is becoming more aware of dangers when crossing the road (social story), although in the home, for a good few years, he has been aware of what might hurt him.” (Key Stage 4, Anon)

“Dominic has improved since using the programmes provided by staff. His schedule and the signs we have been given, now let us leave him on his own in his bedroom to watch the TV upstairs.” (Key Stage 2)

Parents who marked NC (55%, n=19) believed that their son/daughter was still in danger when out in the community. A number of circumstances were listed as evidence of this perception: running off (n=5), having tantrums in busy thoroughfares (n=3) and having little road sense (n=7). 

All these behaviour patterns created significant distress and anxiety to those accompanying the child. Four parents still required additional locks on the doors and windows to prevent absconding.

“Joseph will still run into the road without stopping if he sees something he wants.” (Key Stage 3)

“At home, still may run. Still use wrist straps near roads”. (Anon, Key Stage 4)

One father believed that their son had shown SR (3%, n=1). He cited Ryan leaving the house and walking into town to where his respite home was. Police eventually discovered Ryan at the front door of the respite facility, which had been closed for the week. The father believed that fitting door alarms might reduce this risk. (Key Stage 4)

One parent did not answer the question.

2006 Questionnaire
26% (n=7) of parents believed their children were making SPP. Six parents believed that the programmes and resources provided to support them in the home and community had played an important part in enabling their child to become more independent and safer. Parents reported that social stories (n=5), instructions and/or stop and danger signs (n=5) and use of a daily schedule (n=7) had reduced their child’s risk of being injured. One parent however believed that Marcus, although being “controlled” by these techniques, was still:

“… unaware of physical dangers, more when out than within the home.” (Key Stage 4)

Parents who marked NC (70%, n=19) also highlighted that the above (?) techniques might prevent an accident occurring (n=5). Conceptually their child was still likely to understand what might constitute a danger for them. 

Six parents believed that when their children were in unfamiliar surroundings (n=3), or in the shops (n=5) and began to tantrum or became anxious and stressed, their conceptual understanding of the dangers around decreased considerably. In addition to this five parents believed that during such episodes their child’s ability to communicate (n=3) and respond to instructions (n=5) or techniques provided by the School (n=3) was significantly reduced. In three cases parents called upon the police for assistance. In each instance a different method was applied, with one child restrained until “calm” (Post-16), one moved to a “safer place away from public gaze” (Key Stage 3) 

All parents answered the question in 2006.

[bookmark: _Toc452905084]5.4.7	Summary of Findings: Life-long Independent Living
[bookmark: _Toc451617212]Table 5 – Kilnbarn’s performance across the three year study: Life-long independent living
	Date
	Toileting
	Feeding
Skills
	Change in Diet
	Change in Sleep Pattern
	Awareness of Physical Dangers

	2004
	80% 

	80% 

	70%

	59%

	53% 


	2005
	67% 

	74%

	54% 

	49%

	43% 


	2006
	56% 

	78% 

	75% 

	48%

	26% 




Table 5 provided Kilnbarn School with the opportunity to track its progress in terms of parental perceptions and expectations of their child’s progress. Depicted as a ‘traffic light system’ these perceptions were communicated to the School’s managers, staff and stakeholders. The table summarises the results of the Life-long Independent Living section, illustrating the progress or regression graphically by means of this ‘traffic light system’ where the colours red, amber and green were used to indicate:

High Risk 							(26%-44%)

Serious Concerns
Threatening overall performance of pupil’s progress

Medium Risk							(45%-64%)

Some Concerns
Potentially damaging performance of pupil’s progress

Low Risk							(65%-80%)

Sustained pupil progress (for their age and abilities)
On Track

The traffic light system is further explored in Chapter 4, Methodology: ‘. It is important to emphasise here that further discussion relating to the results will be available within Chapter 6, Discussion

Toileting
Overall, toileting programmes provided by Kilnbarn School enable pupils to be on track and were believed to sustain pupil progress. In 2004 13% of parents believed that they observed NC in their child’s progress with no parents believing that their child had regressed.

From 2005, although remaining within the ‘on track’ category parental opinion began to change with an increase in NC (24%) with RSl recorded for two children. This decrease in progress was further noted in the 2006 questionnaire with combined progress scores reducing to 56% and NC increasing to 36%. Such results may appear concerning, however for three quarters of the children perceived as NC in 2006 the child was toilet-trained to the satisfaction of their parents. The 2006 study identifies one child who had regressed significantly.

Feeding Skills
In the acquisition of Feeding Skills parents believed children made positive progress across the three years. Two thirds of those who marked NC for 2004 and 2005 were concerned that this belied the fact that their child had already made steady progress and were beginning to sit at a table, eat with either a knife and fork or special plate and spoon, and therefore eat food appropriately. A third of parents were still concerned that their child had not progressed and continued to display behaviours that did not match progress indicated in their Individual Education Plans (IEPs). Within the 2006 study one child was considered to have RS.

Changes in Diet
Within the 2004 and 2006 study over 70% of pupils at Kilnbarn School continued to make progress in eating a balanced and nutritious diet. Two parents in the 2004 study identified RSl. In the 2005 study an increased number (37%) of children were recorded to have made NC. Within this category 36% of parents recorded that their children were moving towards a more balanced diet, reducing fads and food obsessions. Just under two thirds of parents who marked NC believed their children continued to exhibit limited diets (Chapter 6). One parent described SR in 2005.

In 2006 progress again was marked with 74% of parents believing that their child had progressed in line with, or better than that indicated in the IEP. One parent marked their child as regressed within the 2006 questionnaire. 

Change in Sleeping Patterns
Despite significant progress for almost 50% of children across the three years further scrutiny of changes in sleep patterns across the cohort will be discussed. Data collected suggests a connection between lack of sleep and pupil performance. This was directly referenced by 16% of parents, who linked inadequate sleep with resultant excessive daytime drowsiness, irritability, aggression, depression and hyperactivity, all of which hindered learning potential. Such a conclusion could also be surmised from parents across the three-year study who believed that their child’s sleep patterns had made NC (over 40%). In 2005 and 2006 two parents identified that their child had regressed. Interventions used and programme development will be further discussed.

Awareness of Physical Dangers
The scoring indicates that over half of parents completing the questionnaire believed that their child had made progress in their awareness of physical dangers. For nearly half of the population in 2004 (46%) NC was recorded, followed by a gradual increase of this category year on year (2005, 55% and 2006, 70%). In 2005 one parent believed that her son had regressed.

[bookmark: _Toc452905085]5.5	Relationships

[bookmark: _Toc452905086]5.5.1	Introduction

Within all three annual questionnaires over half of the parents (2004 – 57%, n=17, 2005 – 54%, n=19 and 2006 – 55%, n=15) believed that one of the reasons their child moved to a residential facility was due to the lack of or difficulty in the maintenance of positive relationship(s) between members of the family and their child with autism. Pre-placement assessments (January 2005 to January 2006) further highlighted the crucial function of pupil-staff relationship. The breakdown or lack of appropriateness of this relationship(s) was cited as a cause for exclusion and a pupil’s referral to Kilnbarn.

For many parents this question created a degree of emotion and self-blame (n=10). They thought the reason for their child’s admittance to Kilnbarn was caused by their own inability to cope with situations and events. In young families, many parents were concerned about the younger siblings in the family. This included the child with autism having a lack of empathy (n=2) towards their siblings, a tendency to be over-physical (n=3) and demonstrating sexually inappropriate behaviours and language (n=2). Seven parents believed their child had been physically aggressive towards classmates (n=4), themselves (n=2), especially the mother) and the general public (n=5). Three parents distressingly described their child undressing and masturbate in public. 

For many parents the idea of losing a child to a residential facility created further stresses on the family unit resulting in separation (n=7), divorce (n=2) and in one case the breakup of the family unit altogether (parents and eldest daughter).

Within the commentary parents suggested that ‘affection’ as a measurement of progress or regression.

[bookmark: _Toc452905087]5.5.2	Relationship with Parents and Siblings

[bookmark: _Toc420334808]Figure 18 – relationship with parents and siblings
“Have there been any marked changes in your child’s ability to relate to people since starting the programme or over the past year?” – Relationships with parents and siblings.
Column descriptor: VSPP=Very Significant Positive Progress, SPP=Significant Positive Progress, NC=No Change, RSl=Regressed Slightly, SR=Significant Regression, NA=Not Applicable

Figure 18 identifies changes in pupils’ progress and development in relationships with parents and siblings. Parents and care givers were asked whether their child had changed in the way they relate to the family unit either since starting at Kilnbarn or in the past year.
 
In 2004 there were 30 responses (NA, n=0), 2005, 36 (Not Answered, n=1) and in 2006, twenty-seven (NA, n=1).

2004 Questionnaire
Within the 2004 study, 30 parents believed their child to have made either ‘Very Positive Significant Progress (17%, n=5) or SPP (50%, n=15). Parents within this category considered their child to be more affectionate and more responsive to them and their family.

“Being encapsulated into a structure that is consistent has reduced his anxieties and in so doing appear to increase his interest in others”. (Anon, Key Stage 4)

The parent went on to expand:

“Relationships initially at home were quite fraught: he didn’t want to know me. Now he is becoming more aware and accepting of others.” (Anon, Key Stage 4)

A third of parents marked this category as NC (32%, n=10), identifying that since the child arrived at the School their behaviour had not significantly changed. Over half of these (n=6) perceived their child’s challenging behaviours continued to be present, resulting with conflict within the family unit (n=3) and significant aggressive acts (n=4) that reduced any form of relationship. Four parents believed their child’s relationship was dictated by their autism or could change dramatically without warning. Three parents identified that though medication had provided some significant relief from ‘tantrums’ and ‘aggression’ it also brought negative consequences. One parent described that his son became:
 
“… passive, lacked intent and was rarely himself.” (Anon, Key Stage 4)

In 2004 all participants answered the question.

2005 Questionnaire
The 2005 questionnaire identified (figure 18) a very slight reduction in the number who marked VSPP and SPP (2004, n=20; 2005, n=19). Parents continued to cite schedules (n=7), social stories (n=3), and structure in general (n=9) as factors benefitting progress.

“Again, excellent progress. Much more aware of family, mentors and situations.” (Anon, ‘transitioning’ between Key Stage 1 & 2 over the period of the study).

“My son is a lot happier and friendlier. Now a pleasure to have at home.” (Anon, Key Stage 3)

“Has always been extremely affectionate but now in a more grown up way meaning appropriate displays of affection, i.e. Hugs.” (Anon, Key Stage 5)

“Great improvement in relationship with me, he now has eye contact which has also been noted by teaching staff (one staff and other people who work with our son).” (Anon, Key Stage 2)

Sixteen (46%) parents observed little or NC in their child’s development in their relationship with family members whilst at home either for the weekend (n=4) or during the holiday period (n=9). Parent commentary and interviews suggest that inappropriate programmes (n=2) and cognitive development (n=3) could be a reason. One parent suggested that as his child had significant learning difficulties: “such relationships and affection could be long coming” (Key Stage 4). This child was described by the LEA Statement as having “profound autism and learning difficulties”. Three parents identified that their child had been diagnosed with autism and so believed that their child would not respond as a typically developing individual.
 
“He has always been a sociable and affectionate child and relates well to family, friends and strangers.” (Anon, Key Stage3) 

One parent described how their child had shown increasing affection to family and friends, but found that when he copied hugging, it was often inappropriate and painful for the recipient. Other parents (n=8) reported that their children arrived at the School affectionate and caring to them and their siblings, and therefore marked NC.

“No changes noticed but already enjoyed close relationship with family. Was/still is very affectionate etc.” (Anon, Key Stage 3)

Within this second year of the study parents continued to identify positive changes to their child’s affection toward others within the family unit:

“Chloe is well cared for at school and this reflects in her everyday emotions at home.” (Key Stage 3)

“Michael has shown so much more love and affection towards people. He really does enjoy the physical contact, whether stroking his leg or his head. This is a vast improvement to the physical contact you were allowed to give him previously.” (Key Stage 4)


2006 Questionnaire
The 2006 study saw 15 parents perceived their child to have made either VSPP (19%, n=5) or SPP (41%, n=10). Parents’ comments suggest that there had been some significant change in their child’s relationship with them or their siblings:

“On a few occasions this year my son has spontaneously come up to me and given me a hug. He had never done this before; I was quite overcome!” (Key Stage 3)

“Chloe is far more affectionate with her siblings since beginning boarding in Sept 2006”. (Key Stage 3)

NC was marked by 33% of respondents, suggesting either their child had arrived at the School with good familial relationships (n=6) or that their relationships continued to be complex and/or broken in some form (n=3).

“Tim has always been an affectionate child and has always had good relationships with the family members and continues to do this. However, Alex does tend to use eye contact inappropriately at times and when showing affection can sometimes be quite rough without realising it.” (Key Stage 3)

“Matt finds relating to family members, including extended family & friends, slightly less stressful. He is showing pleasure at seeing people he has not seen for some time.” (Key Stage 5)

One parent had marked SR as his new-born sister could be at risk if the young man had a tantrum or attempted to hit out. It appeared that this behaviour had increased since the birth, resulting in a request to the LEA for a 52-week placement. 

One respondent believed the question was NA to their child.
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[bookmark: _Toc420334809]Figure 19 – relationship with individuals outside the family unit
“Have there been any marked changes in your child’s ability to relate to people since starting at Kilnbarn or over the past year?” – Relationships with Individuals Outside the Family Unit 
Column descriptor: VSPP=Very Significant Positive Progress, SPP=Significant Positive Progress, NC=No Change, RSl=Regressed Slightly, SR=Significant Regression, NA=Not Applicable

Figure 19 identifies how a child was seen by their parents to relate to individuals outside the family unit. Dependent with the relationships with individuals outside of the family unit could also increase the chances of their children accessing a secure residential facility - doesn’t make sense. 

For pupils who were excluded, staff within the exiting school stated that the relationship between the child and both staff and other pupils had broken down and was irretrievable. In three Pre-placement reports (August 2003, JK; January 2003, JC and February 2005, JR) the teaching staff believed that the breakdown in these relationships had been the cause of the exclusion They cited material resources (n=2), staffing (n=3), training (n=2), lack of space/accommodation (n=1) and pressure from other members of staff they worked with (n=2) to remove the child. In all cases aggressive behaviours were the final factor in the decision to exclude.

In 2004 there were 30 responses (NA, n=0), 2005, 36 responses (NA, n=0 and ‘Not Answered’ n=1) and in 2006, 27 responses (NA, n=1).


2004 Questionnaire
Eighteen (60%) parents believed their child had made either VSPP (7%, n=2) ‘SPP (53%, n=15). Those interviewed (n=3) found this question particularly difficult as the parent found normal outings or contact with people stressful (n=2) and unpredictable (n=3

Ten parents who cited progress believed that by preparing themselves, their family and the child, levels of anxiety were reduced and opportunities for a more pleasurable experience increased. The use of schedules (n=6) and social stories (n=3) were useful when visiting shops (n=4) doctor or dentist (n=9) or unexpected travel (n=6). Although parents (n=3) reported that as their child became stressed, (often through change (n=7) or unpredictable situations (n=4), such tools were less effective (n=4). 

One parent commented that perseverance, preparation and commitment were essential in allowing their son to have the opportunity to be free (Parent Interview, 2005). Meeting neighbours or those not frequently encountered could create anxiety, which tended to transfer into negative behaviours (n=5).

“My son this weekend found an unexpected visit from my friend so difficult. We were going out to shopping and although we still went, his behaviours were unmanageable.” (Anon, Key Stage 4)

Relationships with individuals outside of the family unit also increased the possibility of their child accessing a secure residential facility. For a pupil who was excluded, staff within the exiting school commented that the relationship between staff and child had broken beyond repair. In three Pre-placement reports (August 2003, JK; January 2003, JC and February 2005, JR) the teaching staff believed that this breakdown in the relationship with the child had been the cause of the exclusion. Reasons cited include material resources (n=2), staffing (n=3), training (n=2), lack of space/accommodation (n=1) and pressure from other work colleagues to remove the child (n=2). In all cases aggressive behaviours were the determining factor for the exclusion.

2005 Questionnaire
Within the 2005 study 18 parents believed their child to have made either VSPP (11%, n=4) or SPP (40%, n=14). Parents who believed progress had been made concurred with the 2004 questionnaire in citing schedules (n=6) and the use of social stories (n=3) as being a major influence for their child’s successes.
 
“Tim has always been an affectionate child. Some improvements have been made with the use of schedules developing appropriate interaction, but more work is still needed.” (Key Stage 3)

In addition, parents identified greater socialisation to peers (n=4) and others they play with (n=3) and when they attend out of school clubs (n=1).

“He is very affectionate at times, but it is mostly on his terms. Due to his size and strength cuddles can get a bit rough, which is a concern when he is at scouts. The use of a written schedule to help him throughout the evening has given him more confidence and less anxiety.” (Key Stage 3)

49% (n=17) of parents identified little or no change in their child’s relationships with others and therefore marked NC. In eight cases parents identify that their child now relates in a more positive way to those outside the family unit, however they can still display inappropriate behaviours including spitting (n=1), becoming agitated and anxious (n=2) hitting strangers (n=1) and attacking young children and babies (n=2). Despite these concerns parents did not believe their child had regressed.

One parent did not answer this question.

Questionnaire 2006
Within the 2006 study 11 parents believed their child made either VSPP (4%, n=1) or SPP (37%, n=10). Parents cited schedules (n=4) and social stories (n=5) as pre-requisites to a successful interaction, with structure (n=4) and thorough preparation and planning (n=6) as essential.

One parent described in interview (2005) his need to prepare his child (and dentist) by visiting beforehand and subsequently creating a schedule and visual aids. His child would be taken through these before the surgery visit took place. The visual aids were then employed in the surgery itself so that the child could understand what was happening and remain calm. Another mother (2005) discussed the use of a ‘shopping list’ and ‘I want please’ card for her son to enable him to interact with store staff and ask them questions. Again, due to his unpredictability, the mother had prepared the staff prior to their visit. Two parents believed that their child had become “more relaxed” (Anon, Key Stage 3) and “appears to enjoy being out and exploring” (Anon, Post-16).

“Matt finds relating to family members including extended family & friends slightly less stressful. He is showing pleasure at seeing people he has not seen for some time.” (Key Stage 5)

 “Over the past year Matt is beginning to understand those who are accepting of him and his disability and recognises those who aren’t. This has been extremely noticeable in all social activities, which have been more tolerable for us to deal with.” (Key Stage 5)

Thirteen parents believed their child had not changed over the past year. Five parents believed that their child had made either VSPP (n=1) or SPP (n=3) in the first 6-12 months of attendance at Kilnbarn School but then found that development in this area had either plateaued (n=3) or at times RSl (n=2). This they saw as dependent upon the relative lack of contact with their child. Parents of children occupying a termly placement, who would not therefore see their child throughout this period, described themselves as “deskilled,” “inept” and “clumsy”. Three parents were concerned that due to this inability to “control” or “make sense of their child’s needs” they were forced to ask the authority to move their children to a 52-week placement.

One parent (4%) noted that her child had started to strike strangers in the street, especially those who might stare at him or he perceived as being nervous around him. In one situation police were involved, their son striking a toddler whilst out in a local shopping centre. The episode was referred to social services though no further action was taken.

“Unfortunately there have been several occasions in the last year where he has physically struck strangers.” (Anon, Key Stage 4)

Two parents marked NA.

An interview (2005) with one parent identified that her son had made SPP between March and November 2005 following the introduction of a new Key Worker. She highlighted how the quality of relationship between an autistic child and care givers determined whether there’s progress or regress. The mother cited incidents where the previous Key Worker had been “beaten and humiliated” by her son. She believed that her son was capable of bullying and intimidating staff (and others), especially those most vulnerable. Her belief was that a strong personality and commitment to routine often resulted in less aggressive acts against his carers and peers. It was suggested that his previous Key Worker did not have the “skills, right predisposition or resilience to match his constant testing.”

[bookmark: _Toc452905089]5.5.4	Key Worker-Pupil Relationships

[bookmark: _Toc420334810]Figure 20 – factors influencing success in key worker-pupil relationship

Figure 20 identifies factors influencing effective relationships between the Key Worker and their pupil. The evidence was compiled across a three-year period obtained through Complaints and Compliments files and Annual Reviews of two residential homes in conjunction with seven letters received between February 2004 and September 2006 (Compliments, n=2 and Complaints, n=5). Data was analysed and frequency of parental beliefs counted that related to good Key Worker/pupil practice models. The chart identifies the frequency of comments raised in terms complaint or compliment and when a child’s relationship with their Key Worker was improving/successful or in decline.

[bookmark: _Toc452905090]5.5.5	Summary of Findings: Relationships

[bookmark: _Toc451617213]Table 6 – Kilnbarn’s perfomance across the three years of the study: relationships
	Date
	Relationships

	
	In the family
	Outside the family

	2004
	67% 

	60% 


	2005
	54% 

	51%


	2006
	60% 

	41% 




Table 6 provided Kilnbarn School with the opportunity to chart its progress in terms of parental perceptions and expectations of their child’s progress and communicating these findings to its managers, staff and stakeholders through a traffic light system. The table summarises the results of the Communication section, illustrating the progress or regression graphically by means of a ‘traffic light system’ where the colours red, amber and green are used to indicate:

High Risk 							(41-49%)

Serious Concerns
Threatening overall performance of pupil’s progress

Medium Risk							(50-58%)

Some Concerns
Potentially damaging performance of pupil’s progress

Low Risk							(59-67%)

Sustained pupil progress (for their age and abilities)
On Track

The traffic light system is further explored in Chapter 4. It is important to emphasise here that further dissection of the results will be available within the Discussion Chapter.

Relationships in the family
Relationships within the family unit were perceived as improving, especially in 2004 (67%) and 2006 (60%). The 2006 results indicate some concerns with NC rising from 2004 (33%) to 2005 (46%) as progress flattened. In 2006 NC recordings educed to 32%. In 2006 one parent reported SR in their child’s relationship with a family member. Over half the parents in the study identified affection to them and their family as a means of measuring progress. Over 50% of parents believed that over the course of the three years that their child had made SPP in developing relationships with the family.

Relationships with individuals outside the family unit
Combined progress scores reduced across the three-year study with a gradual increase in the NC between 2004 (40%) and 2005 (49%). This would have remained the same except that one parent marked their child RSl in 2006 (NC, 48%). Two main trends emerged throughout the study: (1) the relationship between exclusions and relationships with the exiting school and; (2) the deskilling of parents whose child attended on a termly basis (44 weeks) on a residential placement.
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“Spinning my body brings some sort of harmony to my thoughts
So that I can centrifuge away all the black thoughts
I realise that the faster I spin
The faster I drive away the black
When I am sure that even the last speck of black
Has gone away from me
Then I spin back in the opposite direction”

(Mukhopadhyay, 2000, p.101)

All parents in the study had different degrees of concerns relating to their child’s behaviours. The concerns listed were in respect of the child harming themselves, family or members of the general public. The most frequent concern raised was that such behaviours could escalate out of control, requiring a permanent hospital or secure placement for the child. Within the 2004 study 4 parents believed that this could be the last school placement, with their child moving to a secure unit in future if behaviours became unmanageable.

“When Tim does show aggression this can be extremely violent and any confrontation escalates the problem. Although less frequent they are still extremely challenging. Tim needs to be accompanied, when out, by 2 adults whilst at home. He needs help learning to control these outbursts.” (Key Stage 3, 2004 Questionnaire)

Across the three years 19 children were placed at Kilnbarn School due to behavioural concerns raised by parents, the LEA or medical professionals (Pre-placement assessment documentation). The admissions behaviour category identified four areas of concern: (i) severe aggressive tendencies; (ii) vulnerability of siblings; (iii) mental health and other health-related issues of parents and siblings; (iv) health and safety concerns.

Ten further pupils were either excluded or concerns were raised by their previous school that the provision could not meet their educational needs due to severe and challenging behaviours. In the latter case the pupil was removed from the School prior to a permanent exclusion being served. Four pupils within this group were excluded from their previous school due to aggressive behaviours to staff resulting in injury (n=4) and mental health - stress related conditions (n=5) and vulnerability of other pupils (n=6).

This section examines changes in behaviours of children identified by parents over the three-year study. The author will discuss the results of three behaviour-related topics: stereotypic repetitive behaviours and routines; aggression; tantrums and self-injurious behaviours. 



[bookmark: _Toc452905093]5.6.2	Stereotypic Repetitive Behaviours

[bookmark: _Toc420334811]Figure 21 – stereotypic repetitive behaviours
“Have there been any changes in your child’s behaviours since starting the programme or over the past year?” – Stereotypic Repetitive Behaviours
Column descriptor: VSPP=Very Significant Positive Progress, SPP=Significant Positive Progress, NC=No Change, RSl=Regressed Slightly, SR=Significant Regression, NA=Not Applicable

Figure 21 identifies changes in pupil’s progress and development in stereotypic and repetitive behaviours. Parents and care givers were asked whether their child had reduced or increased their Stereotypic Behaviours and Repetitive routines.

Across the three years’ parents reported varying degrees of stereotypic behaviours demonstrated by their children. These repeated or ritualistic movements, postures and utterances most commonly manifest in the child waving, twirling or flapping. Parents believed that such movements occurred in the child’s very early development and in two cases was identified by Health Visitors in the first year of the child’s life. As the child develops such patterns can become more complex, from moving the hand vigorously in front of the face to the caressing of materials. When compared to a non-ASD sibling parents noted that while both children established routines followed rigidly the child with ASD would persist with these for longer (even throughout life), having a much stronger hold upon them.

For many children at Kilnbarn School these patterns of behaviour had become strict routines and rituals. For one child, the need to wear the same clothes and place these on in a specific order was a daily requirement. For this particular child summer shorts and tee-shirt will also be worn on wet and cold days.

In 2004 there were 30 responses (NA, n=0), 2005 36 responses (NA, n=0) and in 2006, 27 (NA, n=1).

2004 Questionnaire
Within the 2004 study, 8 parents perceived that their child had made either VSPP (3%, n=1) or SPP (23%, n=7). Parents believed that physical activities (n=3) and being involved in an activity (n=5) reduced the need for ‘stimming’. Two parents identified that when their child became bored or anxious they would revert to rituals and routines. One parent identified that since the child had received their PECS folder and was able to communicate more effectively, repetitive behaviours had reduced significantly.

For 44% (n=17) behaviours had continued with little or no change despite the programmes being introduced. Parents were concerned that the amount of physical activity (n=2) being provided could not be matched within the home. Data collected from reviews suggested that parents (n=3) believed that their son’s repetitive behaviours and routines were positive but had not changed. One parent described her son’s ability to dress himself (n=1) with little support from adults. Prior to starting at Kilnbarn School he would place the same clothes on each day. Attempting to dress in new clothes would result in a severe, aggressive outburst. With the use of a ‘gig’, each evening they would together decide on the clothes and place cut out drawings of them on a cardboard body. In the morning, independently, her son would use the ‘gig’ to help dress himself. Anxiety for sameness reduced over time, although dressing to suit weather conditions continued to be an issue.

Six children in the 2004 study had RSl (n=3) or ‘Regressed Significantly’ (n=3). One parent believed that their child’s repetitive behaviours had increased and he had become more insular and restricted (‘Slight Regression’). The mother identified that rather than decreasing his behaviours (walking/running, whilst spinning) these had increased despite school reports to the contrary. Data collected through the Behaviour Management Programmes identified one child who had started to strip and masturbate in public, a second who would defecate in the night and smear and play with his faeces on the wall whilst lying in bed. A third child would urinate in his room, behind a radiator.

A further family were anxious that new repetitive behaviours were becoming more exaggerated and intense – can something new become exaggerated? She believed that her child would copy others in his class and residency. Staff observations (2004) confirmed this behaviour (SR).

Three parents believed the question to be inapplicable to their child.

2005 Questionnaire
The 2005 Questionnaire results identified 13 (38%) parents believing that their child had made either ‘VSPP (9%, n=3) or SPP (29%, n=10). Parents again identified the reduction in stereotypic behaviours to be associated with physical exercise and being absorbed in an activity. Two further parents believed that swimming and cycling had helped their children reduce anxieties, further decreasing ritual and repetitive behaviours.

“She does these things much less if kept constantly occupied – if left to herself goes back to them.” (Anon, Key Stage 3)

One parent recorded that their son still had rituals but they had become positive ones. This father believed that these could change with time and again become inappropriate or not acceptable whilst out in the community.
Nearly half of parents (49%, n=17), believed that their child had not changed continuing to present behaviours at time of stress (n=9), when alone or unoccupied (n=6) or whilst out in the community (n=3). 

Parents identified triggers that could increase the risk of behaviours starting:

“Chloe does put her hands over her ears and rocks a lot now, especially when things become too noisy or her sisters are over excited.” (Key Stage 3)

 “My son will run up and down the tennis court near my home, flapping his hands near his face, whilst looking at the sun. Each time we go to the park, he has to do this before he goes and plays on the swings.” (Anon, Key Stage 3)

“Whilst shopping, if a cyclist rides by, he dashes out and touches their helmet with his finger. It is very disconcerting for the cyclist. He is so strong I now cannot stop him and am reluctant to take him to the shops unless his brother or father comes.” (Ross, Key Stage 3)

“Some of Roger’s stereotypic behaviours have increased, for instance vocal noises, smelling objects, flicking string, messing around with food taking it out of his mouth. These often occur if there is change to the family routine. I feel that sometimes being too structured creates more anxieties” (Key Stage 4)

Five parents believed their children had either ‘RSl’ (9%, n=3) or ‘Regressed Significantly’ (6%, n=2). The parents here identified faeces-smearing (n=1), stripping and masturbating in public (n=2) and urinating against furniture and people (n=2). In four cases the behaviours had reduced but for one young man who stripped and masturbated in public such behaviours had increased and become more intense.
One parent did not answer the question.

2006 Questionnaire
There was a decrease in parents (7%, n=7) marking ‘VSPP (19%, n=2) and SPP (n=5) was identified in the 2006 study with over half (51%, n=14) identifying NC.

One parent who perceived their child continuing to make progress wrote:

“Our son started to increase his repetitive behaviour last June (prior to attending Kilnbarn). We have seen huge progress at school which means that he responded v. well to the Kilnbarn approach. At home his obsessions and ritualistic behaviours are still bad and it can cause aggressions. The use of a more structured and intense day has helped a little.” (AL, Key Stage 3)

For those parents who see little or NC, life within the home can be frustrating and stressful:

“Chloe’s aggression occurs when her video won’t work properly – or her need for sameness is interrupted (e.g. a door, if shut, cannot be left open, flannels have to be in the same place (you cannot put them in the laundry whilst she is in the room, or Chloe will get it back out of the washing basket and get angry)). Chloe saves me a fortune when I go shopping! I take clothes off the rail and Chloe does hand-over-hand and forces me to put the hanger item back on the rail! Occasionally she has tried to do this to other members of the public.” (Key Stage 3)

Five parents perceived their child had made either a ‘SR’ (9%, n=3) or SR (6%, n=1). Parents continued to identify faeces-smearing (n=1), stripping and masturbating in public (n=2) and urinating against furniture and people (n=1). One parent now identified a new ritual that his son was “attempting to master”:

“His new ‘behaviour’ this year has been to stuff chewed-up pieces of paper or Velcro or toys up his nose – which has involved several trips to the hospital and a General Anaesthetic. I think I would prefer him to swallow his mother’s ear rings and necklace!” (Anon, Key Stage 3)
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[bookmark: _Toc420334812]Figure 22 – aggression and tantrums
“Have there been any changes in your child’s behaviours since starting the programme or over the past year?” – Aggression and Tantrums
Column descriptor: VSPP=Very Significant Positive Progress, SPP=Significant Positive Progress, NC=No Change, RSl=Regressed Slightly, SR=Significant Regression, NA=Not Applicable

Figure 22 presents changes in pupil’s progress and development in the area of aggression, tantrums and self-injurious behaviours. Kilnbarn School data shows that aggression and tantrums were commonly concurrent events. Evidence suggests that often such outbursts were related to a child’s inability to communicate their needs and wants.


2004 Questionnaire
Within the 2004 questionnaire, 18 (64%) parents believed that their child had made VSPP (14%, n=4) or SPP (50%, n=14). A parent who considered there had been VSPP answered:

“We do not see very much aggressive behaviour anymore. It used to be quite severe and violent but now temper seems to be under control.” (Anon, Key Stage 2, termly boarding)

From data provided it’s clear that this young man’s outbursts reduced during a 6-month period (February to July 2003) following an intensive behavioural programme. In February 2003) 24 incidents per day were identified (averaged over one week in February) within the School and residences combined. In July (averaged over the week preceding term end) 11 incidents per day were recorded. A higher number of incidences were logged in the corresponding weeks of term 4 (14 per day on average) and term 6 (15 per day on average).

“Level of aggression sometimes greater, but frequency of outbursts far less. Some stereotypical and self-injurious behaviour decreased but others have developed.” (Anon, Key Stage 3)

“SA’s anger is usually directed at himself. Hitting himself across bridge of his nose has significantly decreased since being at Kilnbarn.” (Anon, Key Stage 3)

In respect of aggressive behaviour and tantrums parents identified either a reduced frequency over a period of time or a decrease in intensity (of the aggressive act). No parent in 2004 identified a complete cessation of aggression.

For parents who marked NC (14%, n=4) comments included:

“He only screams out, kicks his leg out and hits his head on a very rare occasion and it normally only lasts for a few minutes.” (Anon, Key Stage 3)

“He will hit or kick others when frustration to extreme and (rarely these days) hit himself. Generally, he is passive.” (Anon, Key Stage 4)

11% (n=3) parents believed their child had RSl (4%, n=3) or showed SR (7%, n=5). One parent believed that their daughter had begun to show tendencies of aggression since starting at Kilnbarn:

“Sarah did not have many of these behaviours before, though was destructive in the house through boredom.” (Key Stage 3)

Another parent highlighted her concerns thus:

“If pushed too far or feels his space is invaded he will lunge at a person grabbing hair from the roots, he will pull them towards him and head-butt them or sink teeth into them. He becomes very distressed, screaming, crying. When he has released the person he will turn the aggression on himself by head-banging back and front and throwing himself around on the ground. It is difficult to keep him safe, he can take a long time to calm down when he gets like this. There is a beginning, middle, and an end. He has to go through the whole process. He never just stops and calms down. He just loses his temper and I do not think he is aware at the time what is happening but afterwards he knows that something has happened.” (Anon, Key Stage 4)

This young man’s medical reports suggest a connection between aggression and the onset of puberty and the commencement of seizures. Data provided by the School (Medication Log, Behaviour Programme and Medical Intervention Form) suggests that use of certain medication reduces the number of seizures but may increase the level of aggression.

Five (11%) parents believed that the question was not applicable to them as they did not have behavioural concerns with their children. Two parents in 2004 did not answer the question.

2005 Questionnaire
Within the 2005 study, 42% of parents (n=15) believe their children had made either VSPP (11%, n=4) or SPP (31%, n=11). One parent described this perceived progress thus:

“My son now appears to be able to control his aggressive behaviour more. Also he calms down a lot more quickly.” (Anon, Key Stage 3)

This mother surmised that his ability to communicate and use Symbols to express his wants and needs had reduced his anxiety and in turn lessened aggression towards others.
Another mother stated that her daughter:

“… does still get angry at some wash-times or if you have to switch the video off. I feel she would have her ‘angry’ times if she was ‘normal’. This is part of adolescence. Chloe also copes with her periods – and at times seems to be in pain with her PMT. During these times her aggression rises. However, she is a calmer child overall.” (Key Stage 3)

For this young lady, the mother associated an increase in aggression with pre-menstrual tension, believing that symptoms of pain may cause her to exhibit aggression and self-injurious behaviours. The mother found being aware of her daughter’s menstrual cycle and being prepared in using a prompt card with Symbols had reduced the number of tantrums and the whole family’s levels of anxiety.

32% (n=11) of parents found that there had been little or NC in their child’s level of aggression and tantrums:

“Ticked no change, but that hides regression on starting at Kilnbarn and after 2 years’ significant position progress, last year only no change which is ok as his behaviours are so much better.” (Anon, Key Stage 3)

Parents (n=8) further identified how their child’s behaviour became progressively better upon starting at Kilnbarn but then plateaued. Three parents in this category observed that communication had reduced their son’s behaviours, with five parents identifying physical exercise as reducing their child’s tantrums.

One young man in Post-16 was observed to take himself off for a run and complete a circuit programme before returning to the classroom. His parents also adopted a similar physical education programme at home and reported:

“… my son’s aggression, which was severe, has significantly decreased at weekends when he is home. I accompany him for rides on his cycle around the village at least three times a day. The whole family is benefitting.” (Anon)

Data obtained including behaviour management programmes and associated records suggested that this young man’s self-monitoring techniques had reduced his behavioural outbursts by a third. Outbursts were noted as being less intense and prolonged. He was reported to be more able to control them and begin to identify antecedents that might be triggers.

School data suggests that a 20 minute ‘work-out’ or run four times a day could reduce the number of outbursts from pupils within a residency catering for people aged 13 years 8 months to 16 years 1 month

2006 Questionnaire
56% (n=15) of parents in the 2006 questionnaire perceived their child had made either VSPP (15%, n=4) or SPP (41%, n=5). For those parents who identified progress behaviours had become less extreme (n=10) and frequent (n=4).

“Tim can be extremely aggressive; however, these instances are much less frequent than when he first started at Kilnbarn School. His aggressive behaviour involves biting, scratching, kicking and head-butting and can become extremely violent. This has significantly decreased since he is able to communicate his frustrations through PECS or is well structured throughout the day.” (Key Stage 3)

32% (n=7) of parents completing the questionnaire believed there was NC in their child’s behaviour. Three parents believed that their child had progressed and were now stable:

“Hand biting appears to have peaked recently (has been bad over past 2/3 years). Hand recently appears to be healing – not quite so disfigured. So hopefully has resolved itself.” (Anon, Key Stage 2)

Parents did still realise that behaviours might increase dependent upon age (n=2) and level of anxieties (n=3).

15% (n=4) of parents believed their child had regressed either ‘slightly’ (11%, n=3) or ‘significantly (4%, n=1):

“Due to his physical size now his aggressive behaviour can be frightening. It is mostly towards himself: head-banging, screaming and crying and punching his head.” (Anon, Key Stage 4)

“Michael bites his wrists when frustrated. He does still consume non-edible substances. He has shown a positive decrease in his aggressive behaviour. Although he has struck several strangers – hence I believe he is regressing. I really don’t know if it is his way of interacting. I don’t think that his aggression is intentional”.

Aggression and tantrums reduce the likelihood of a son or daughter having what has been termed a near normal life. Parents whose children were moving into adolescence identify a marked increase in their child’s behaviours, both to themselves and others. Two parents thought that allowing their children to attend a residential school reduced their own skill-base in tackling challenging behaviours. One parent had been taken into custody with the police after physically holding his son (Key Stage 5) down whilst out in a public place. Four parents carried autism awareness cards to distribute to the public to reduce the risk of being accused of assaulting their child. Two parents had reduced visits into the community as their children created anxiety and stress either to themselves or their partner and other children.




[bookmark: _Toc452905095]5.6.4	Summary of Findings: Behaviour
[bookmark: _Toc451617214]Table 7 – school performance across the study – behaviour
	Date
	Behaviours

	
	Stereo Typical 
	Aggression and Tantrums

	2004
	27% 

	64% 


	2005
	37% 

	43%


	2006
	26% 

	56% 




Table 7 provided Kilnbarn School with the opportunity to chart its progress in terms of parental perceptions and expectations of their child’s progress. The study gave parents an opportunity to communicate these to its managers, staff and stakeholders, visualised in the form of a ‘traffic light system’. The table summarises the results of the Behaviour section, illustrating the progress or regression graphically by means of a ‘traffic light system’ where the colours red, amber and green indicate:

High Risk 							(26%-5%)

Serious Concerns
Threatening overall performance of pupil’s progress

Medium Risk							(36%-54%)

Some Concerns
Potentially damaging performance of pupil’s progress

Low Risk							(55%-64%)

Sustained pupil progress (for their age and abilities)
On Track

The traffic light system is further explored in Chapter 4. Examination of the results will take place in the Chapter 6.




Stereotypic and Repetitive Behaviours
Overall, Kilnbarn School’s approach to reducing Stereotypic and Repetitive Behaviours throughout the three year only brought positive results for a few (2004, n=8; 2005, n=13; 2006, n=7). Five parents consistently believed their child had made positive progress each year. For 44% (n=17) behaviours had continued despite programmes being introduced through Behaviour Management Programmes following advice from Psychologists. Six parents from the 2004 study identified NC in the 2005 questionnaire, with two children then regressing in 2006. Two children who were reported to have ‘Slightly Regressed’ did not improve throughout the study. Themes relating to pattern of behaviours and methods to reduce stereotypic and repetitive behaviours will be discussed further in the Discussion Chapter.

Aggression and Tantrums
Overall the Kilnbarn programme was successful in managing the behaviours of children attending the School. The 2005 decline in progress scores reflected an increase in parents considering their child had made NC. suggested that during the study children had improved and were now behaviourally stable.
 
Parents further described how the behaviour management programmes initially presented in the residential settings were successfully transferred into the home environment.
 
Parental commentary for four children, whose next placement was likely to be a secure hospital ward, identified the significant benefits of the School’s Methodology. This will be further discussed (Chapter 6)

Not all parents reaped the benefits of the programme, describing regression for their children across the three-year period (2004, 11%; 2005, 16%; 2006, 15%). This will require further exploration that identifies the themes, trends and reasons.
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Chapter 5 concludes with the parents’ overall perception of the Kilnbarn Approach. 5.7 is divided into five distinct headings; (1) Overall Progress; (2) Attraction to the Programme at Kilnbarn School; (3) Compliments and Complaints Received 2004-2006; (4) Beneficial Elements, and (6) Parental Concerns.

The first section (5.7.2), Overall Progress allows the parent the opportunity to remove their concentration away from specific areas of development and form an opinion on their child’s overall progress. Evidence was available to identify how the Approach secured the developmental learning pathways for its pupils and how the programme was monitored and evaluated. The second section (5.7.3), brings to the reader’s attentions parents’ attraction to Kilnbarn School and its approach. Through the commentary information was gathered able to recognise those strategies that might be more effective and suitable to be implemented. The fourth section (5.7.4) identifies in graphical terms compliments and complaints received by the School during the study. A correlation between the commentaries may ascertain whether the pathways for learning were sufficiently rigorous enough to improve the quality of life of the pupils. 

The fifth section brings together Beneficial Elements of the provision (5.7.5), and identifies parental preferences and elements of good practiced believed to enhance their child’s progress within the School. The final section (5.7.6) explores Parental Concerns around their child’s future and medical conditions that might affect them throughout life. The commitment and passion of the Parent Focus Group in partnership with professionals throughout the three years became a supportive body for many parents dealing with their child’s significant disabilities. The Chapter concludes with a brief summary discussing the main elements of this section (5.8).
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[bookmark: _Toc420334813]Figure 23 – overall progress
“Has there been a change in the rate of your child’s overall progress since attending the School or over the past year?”
Column descriptor: VSPP=Very significant positive progress, SPP=Significant positive progress, NC=No Change, RSl=Regressed slightly, SR=Significant regression, NA=Not Applicable

Figure 23 identifies overall pupil progress since attending the programme. 

There were 30 responses in 2004, 36 responses in 2005 and 27 responses in 2006. Overall a greater number of parents throughout the three-year study believed their children were either progressing with VSPP (2004=9, 2005=16 or 2006=8) or SPP (2004=18, 2005=13 or 2006=11). Parent responses reveal that an increase in their child’s development was especially noticeable in four areas, communication, behaviours, life skills and relationships.

For many parents the introduction of the Picture Exchange Communication System (PECS) and the use of visual imagery associated with TEACCH increased the child’s progress overall.

“… has progressed in all areas – communication (I believe) being the key to improved compliance, open to learning (writing very improved) in classroom, taking part in activities (cooking, horse riding) and in life skills.” (KS2) 

“… continues to listen and is learning about what is acceptable and unacceptable. There is certainly a positive change and level of aggression has decreased. He has learnt to use PECS which is great progress on his part in terms of communication.” (KS4, Anon)

Parents highlighted that communication was one of the main barriers to their child accessing and being part of their family life. The child’s newly learnt ability to show or communicate his wants and needs transformed the family’s life, creating new opportunities to live and play together without stress or anxiety. Parents also observed their children to be calmer, happier and more contented.

“I really have seen a change in my son in all areas. His life skills are coming on really well. Although he is nonverbal he is able to make his needs understood, therefore the level of aggression which was mainly built up by frustration in not being able to communicate has dropped tremendously. He is so much more alert of other people and different surroundings around him. He smiles and is so happy and calm and relaxed. He now understands what you say to him which is a vast improvement. He is able to feel emotions now, whether it be happy or sad. On the whole he is a totally different person to the one that started at Kilnbarn.” (KS4, Anon.).

“Our son is happy. He has two homes and he seems very contented with both!! He has ‘adult’ friends who are always so positive with him and that is relayed in their communication with home. All his keyworkers have been so carefully chosen with him having wonderful relationships with them; which again have been consistent with our input at home. There is no “frustration” with him not being understood”. (KS4, 2006 - Anon)

 “Joe’s communication and understanding has improved massively. As a result, it is possible to negotiate and explain things to him.” (KS3)

“Huge, huge progress. Although she doesn’t talk she understands much more, and is also much calmer. She is also much more sociable and happy to sit with the family in the lounge, rather than hiding away in her bedroom.” (KS3)

“…. My child has become more out-going and friendly to us and school staff” (KS2)

“Since starting at Kilnbarn School 4 years ago we have never looked back. The only way that I can describe it is to me it seems like my son has woken up from being in a cocoon. He is so alert attentive and happy. His quality of life has increased by 100%. It now feels that James is a main part of the family the eye contact is tremendous. He has a wicked sense of humour. His character is really quite amazing. I can’t thank Kilnbarn staff enough for all their hard work and dedication.” (KS3)

“Glyn has become much calmer, more easily managed. He seems to understand a great deal more, and is much more motivated to ‘join in’. He is using language more”.

“Jordan has progressed significantly since starting in June 2000. It would be difficult to say if the progress has changed over periods. Main improvements: 1. toileting, 2. in public behaviour/confidence, 3 eating at a table with utensils, 4 dressing himself.” (KS3)

“… dressing and selecting clothes (even when he has had to look particularly for something in say, the airing cupboard as opposed to in a drawer). Keenness to participate in cooking – taking the initiative like adding a raw egg to some soup that was cooking on the stove! (KS3, Anon)

Increase in academic progress was also noted:

“Communication skills definitely improved – resulting in less frustration and improved behaviours and compliance. Good academic progress now that understanding has improved.” (KS3)

Parents were also beginning to identify changes in the child’s home life that they believed were influenced by school:

“Yes there has been a lot of change. I have noticed since he moved to the senior residential house in September. He is more compliant when you take him out. He is constantly tidying things. His life skills have improved. He certainly seems to enjoy having his own space (i.e. bedroom to chill out from time to time). But doesn’t isolate himself completely. And in the Christmas holidays I was able to take him to a pantomime which he really seemed to enjoy and tolerated well. First time ever.” (KS4 Anon)

One parent commented on staff the staff at the School:

“Our son is happy. He has 2 homes & he seems very contented with both!! He has ‘adult’ friends who are always so positive with him & that is relayed in their communication with home. All his keyworkers have been so carefully chosen with him having wonderful relationships with them; which again has been consistent with our input at home. There is no “frustration” with him not being understood.” (KS2, Anon)

A number of parents were concerned and believed there was little or NC (2004=3, 2005=7 and 2006=7) in their child’s progress or development.

For those parents who saw little or NC in their child’s progress a number of parents (n=4) found it difficult to quantify why their child was not progressing as well as they were expecting. One parent describes her experiences whilst resident in the United States of America and being part of a home programme lead by Applied Behaviour Analysis (ABA) therapists:

“The most rapid progress my son has ever made took place during the initial year of ABA at whilst on a home programme in the USA. We find it difficult to gauging his progress at Kilnbarn as we are not as involved with his day to day schooling as we would like to be.” (KS2, 2004)

In the second year of the study his mother further explores his motivation to learn recognising now that he was entering adolescence and finding life and school difficult.

“My son seems to want an easy life! Don’t we all? This is probably partly due to his age. Therefore, to engage him has become more difficult as if he’s not ‘in the mood’ he can retaliate. He often chooses the soft option, preferring to ‘sit out’ rather than join in. This concerns me. On the other hand, he can become very agitated if pressed to do something he doesn’t want to do.” (KS3)

In the final year of the study, Joel appears to be progressing and has a positive relationship with his teacher, despite increased convulsions and hospitalisation:

“My son seems a lot happier in his classroom situation and appears to have settled well with his teacher Mr Sanderson. Up till problems of (2006) and subsequently being unwell (convulsions), Joel seems to be more attentive, more able to focus & assessing all school activities well. The events of (2006) have inevitably unsettled him. Despite this, I still believe that he has not progressed and is standing still at Kilnbarn, which is both frustrating and sad.”

A number of parents in categories VSPP (n=2), SPP (n=1) and NC (n=3, in year 2005/6) judged that their children had made significant progress in the first year of being admitted to Kilnbarn School. This progress was not sustained but observed to slow (n=2), plateau (n=4), or in the case of one parent, regress. Communication (n=1), behaviour (n=2) and independence (n=3) were the areas highlighted by parents to show most clearly this slowing of progress. 

In addition, whilst parents were aware their child was learning (names of objects, basic addition, days of the week for example), some were acutely conscious of the fact that if the activity was not repeatedly reinforced such knowledge would not be retained (n=3 parents).
 
One parent who believed their child was capable of making breakfast (toast, butter and raspberry jam) after being taught and supported through visual instruction, decided to remove the visual prompt. In so doing, she observed that her son quickly required verbal prompts to replace the visual reminders. Evidence from the Annual Review suggest that both parents were concerned that although visual prompts would enable the son to complete a simple task their child was not learning the sequence of activities and therefore had not attained his goal “to independently make toast for breakfast with minimal support”.
 
Two parents also questioned the use of schedules. Believing that once their child had experienced a number of scheduled events at home the child would remember those events, eventually phasing out the use of such prompts.

One parent believed the question was NA to her child, though gave no reason. 
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Figure 24 – attraction to the programme
“What attracted you to Kilnbarn School?”
Coding:

AM	Appropriate methodology
QES	Qualified/experienced staff
CS	Care staff
RSP	Residential school provision
BF	New buildings and facilities
WM	Word of Mouth
PA	Press Articles
MP	Marketing and publicity

Kilnbarn School was deemed to provide a specialist education and residential programme for pupils with a diagnosis of autism and severe and complex learning needs. Figure 24 identifies parents’ views on the reason for choosing Kilnbarn School against other schools which could meet their child’s needs within a 50-mile radius (Table 8). Although the School was in a semi-rural location it benefitted from two major road intersections and a mainline train station within easy reach. For parents whose children were weekly boarders such a position was stated as an advantage in comparison with other schools.



State and Independent School Competitors
[bookmark: _Toc451617215]Table 8 – state and independent school competitors from adjoining local and unitary authorities
	Local and Unitary Authorities (1)
	Number of State Schools (2)
	Number of Independent and NMSS* (3)
	Direct Competitors (4)

	
Hampshire
	10
	7
	Grateley House School (Residential)
Hill House School (Residential)
Loddon School (Residential)

	
Dorset
	4
	4
	The Forum School (Residential)
Portfield School (Residential)
Purbeck View School (Residential)

	
Surrey
	2
	7
	Eagle House School (Residential)
Eagle House School (Residential)
Jigsaw School (Day)
Freemantles School (Day)
Linden Bridge School (Residential)

	Bracknell Forest
	1
	
	Kennnel Lane School (Day)

	West Berkshire
	2
	3
	Annie Lawson School (Residential)
Heathermount School (Residential)
Brookfields (Day)
The Castle School (Day)


* NMSS Non-Maintained Special School

Table 8 identifies the number of state and independent schools located within a 50-mile radius of Kilnbarn School during the study. Columns (2) and (3) identify the total number of registered day and independent schools within a fifty-mile radius of Kilnbarn who provide placements for children with special needs including those with ASD (Autism Spectrum Disorder) during the 2004-2006 study. During this period there were eleven specialist residential schools that were in direct competition to Kilnbarn. From these, nine residential and three day schools were reported to provide a generic methodology that was child centred and dependent on the specific needs of the child. No specific methodology was discussed within their marketing materials. Two residential and two day services suggest that their programmes were centred on the Treatment and Education of Autistic and Related Communication Handicapped Children (TEACCH) methodology. One-day school was reported to provide Applied Behavioural Analysis (ABA).

Though the majority of parents stated that the location of the School (in terms of access) was not a major reason for their decision to apply to Kilnbarn, three parents commented on their child’s restlessness and irritability whilst travelling. For this set a school easily accessible from home was of greater importance.

During its first years of inception the School was marketed using national press and media, bringing the organisation to the attention of parents and professionals in the field. Within the first two years of opening it was reported that up to 87 parents and 38 professionals had visited the School or attended relevant seminars.

Figure 24 identifies in order of priority reasons why parents chose Kilnbarn School against other rivals. Its Approach was almost equal with the qualifications and experience of staff as the primary reasons given for the decision to attend Kilnbarn.
 
“I knew of Kilnbarn School before it opened but once I admitted that my son needed a waking hour curriculum managed by someone other than us, I investigated numerous schools. Without a doubt the follow through from school to residential (the communication between school/residential and the effective use of key workers) was most demonstrably advanced at Kilnbarn. I was not able to observe as much in classes as I would have liked (being of a noisy disposition) but combination of whole gave confidence to trust. I have no regrets only admiration.” (Key Stage 3)

Due to the nature of the establishment parents required reassurance that their children would be well looked after throughout the day and night. 

“After visiting other residential schools for Autism we know straight away that Kilnbarn was the best school for my son. Obviously facilities play a big part in a decision, but more importantly is the teaching and methodology used. Most important of all is faith and trust in the staff. You are entrusting them with the care and well-being of your child – not something you do lightly and need confidence in their teaching and caring ability.” 

One parent whose son was transferring from a residential school to Kilnbarn suggested that:

“A school founded by a parent of an individual with autism and therefore, hopefully, one where parents are not seen by staff as a cross to be borne and where the purpose of the School is to educate the children rather than to provide the staff with jobs. The ‘residential’ aspect was seen by us as having pros and cons, but on balance, was a pro. We would not have wanted termly boarding.” (Key Stage 2)

Parents also believed that the value-added relationship with parents provided further incentives for their child to join the School:

“We were told that the education and care of the pupils were given equal prominence. We were impressed when we were told that a broad mixture of methods was to be employed. We were also told be other parents that some children who had arrived in the School on medication had been successfully weaned off them. Also the inclusive nature of the School’s policy which we were told would enable us as a family to participate in training sessions regularly and other weekend activities like swimming at the School and to stay overnight in on-site accommodation were an advantage. Compared with several schools we had visited Kilnbarn impressed us with its high quality buildings and facilities and its healthy location.” (Key Stage 3)
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Figure 25 identifies compliments and complaints received by the Head Teacher during the study (2004-2006). The compliments and complaints provide an insight into areas parents passions might be raised both positively and negatively. Comparisons can be made between the attraction to the programme and compliments and complaints raised by parents over the three-year period. 

The first three high frequency results, Parental and Key Worker relationships; Key Worker relationship with pupil and Communicating, for parents were a particular aspiration for their child to attend the School. Parents have highlighted the need for communication and relationship building both for them and their children as a major need and desire. Regular contact through telephone calls and other media was emphasised given in many cases pupils direct communication with parents was limited. A significant concern raised by some parents was staff truthfulness. In some cases, staff suggested that they did not want to give a negative impression of the child to their parents, especially if an episode was recurring and the parent appeared emotional on the phone. In two cases (complaints) the parents considered the staff member to be hiding the truth due to their failure in dealing with the child’s problem. Parents wished the whole truth rather than ‘balancing positive progress with concerns’.

Consistent practice both in terms of the methodology and across-teams also came high. The complaints, highlighted to senior staff, the need to monitor both cross-team consistency and hand-over sessions, to ensure that information regarding communication, independent living and well-being of the child were being received and acted upon. Further training during 2005 and 2006 was provided to the residential managers to attempt to reduce inconsistencies in practice and day to day management of pupil needs.

For some parents the resources were not adequate especially in the areas of new technology supporting communication. The same parent also complained that the bedroom size was not adequate for two children sharing (KS1/2 residential facilities).

One parent also commented that:

“The pleasant, cheerful classroom décor and the wonderful facilities. Everything looks clean and people are proud to work there.” (Key Stage 3)

Two parents complimented staff on how their children were beginning to build relationships with other children both within the School environment and joining clubs. One child was able to access the local primary school and join the cubs group in the village (KS2). Another child was able to access a youth club in the nearby town. Both pupils began to meet up with other children outside of the School being invited to play and attend a birthday party.

[bookmark: _Toc452905101]5.7.5	Beneficial Elements

[bookmark: _Toc420334816]Figure 26 – beneficial elements
“What areas of the School’s education and residential programme do you consider have significantly benefitted your child’s progress and development?”

Bar Chart Coding:
SH	Self-help and independence training
PE	Physical exercise
ST	Structured Teaching
MB	Behaviour management programme
TEK	Staff experience and knowledge
KW	Key-worker relationship 
T	Therapists
PEC	Picture Exchange Communication System
IEP	Individual Education Plans
CV	Community visits
HS	Home support
NC	National Curriculum
M	Medical

Figure 26 provided parents with the opportunity to focus on areas that they believe have significantly benefitted their child’s progress and development over the study period. The parents’ self-help group through a Nominal Group Technique (NGT) (Horton 1980) identified the above list. As described by Horton:

“Nominal Group Technique is a structured method of group decision-making which allows a rich generation of original ideas, balanced participation of all members of the group, and a rank-ordered set of decisions based on a mathematical plotting method.” (Horton, 1980, p.811)

The parents were given the above descriptors in a random order and were then asked to prioritise by personal preferences. Parents were then asked to comment further on their choice and add any further commentary necessary. The scores have been placed in order of significance to parents. A number of parents (11) suggested that the methodology was a package and that it was difficult to distinguish any one element. The results will be examined as a whole across the three-year study.

“The whole methodology is a package. All elements of the package are critical and it seems inappropriate to identify specifics.” (Key Stage 2, Anon) 

The coding can be sub-divided into four further bands accounting how parents viewed the School programme. These include:

Band 1
SH	Self-help and independence training
PE	Physical exercise
ST	Structured Teaching
MB	Behaviour management programme

Band 2
TEK	Teacher experience and knowledge
KW	Key-worker relationship 
T	Therapists

Band 3
PEC	Picture Exchange Communication System
IEP	Individual Education Plans

Band 4
CV	Community visits
HS	Home support
NC	National Curriculum
M	Medical

Band 1 – In all three years’ parents believed that self-help and independence programme (Column SH (n=1)) was the most beneficial for their children. Parents identified that their children were now either toilet trained (n=3) or able to cope with being changed (n=6). Fourteen parents highlighted that their children were now sitting at the family dinner table eating with a spoon (n=8), knife and fork (n=4). Two pupils, although sitting at the family table continued to finger-feed. All fourteen parents remarked that their children could now sit at the table for various periods of time. Parents (n=13) highlighted that their child could now wash (n=7) and dress themselves (n=10) with minimal supervision. Two had become independent in both areas (washing and dressing) during the study. Parents commented (n=16) that whilst out in the community they felt more relaxed whilst walking (n=14) along busy roads or catching a local train (n=3). One parent had been able to travel to France by plane without significant concern.

Parents identified the use of regular physical exercise (Column PE (2)) as a benefit to their child’s concentration (n=12) and behaviours (n=18). The ability for family walks (n=9), cycling (n=3), swimming (n=2) and playing games brought the family together and was believe to increase both communication (n=8) and relationships (n=7).

“Use of gym, running track, swimming pool, and other physical activities on and off school site have contributed to using up excess energy and making my son is more focused.” (Key Stage 3)

Parents attending Kilnbarn were attracted to the methodology which included the TEACCH approach (Schopler, Mesibov and Hearsey, 1995) identified above as ‘structured teaching’. The TEACCH approach was accepted as the core approach and although requiring yearly reviews would not be superseded in the long-term. The TEACCH approach will be discussed further within the Chapter 2 and 3.

The final area in this band, Behaviour Management Programme (BMP) was considered extremely important. Parents described it as a “life-line” that enables the child to be accepted not only within the family unit but also society at large. Structured Teaching (TEACCH), Communication and Physical Exercise were key, according to parents, to enabling children to become full members of their community. Again, parents found it difficult to distinguish between any one of the different elements as the cause of this development, nor even which was the dominant condition. Overall though, parents believed that the “waking day curriculum” encompassing consistent practice is the key to unlocking the doors for Kilnbarn’s pupils into the wider community.

“The 24hr curriculum has been the main factor in my son’s improvement. Prior to admission to this school, he was getting different messages from the different people caring for him and this caused great frustration.” (Key Stage 3)

Band 2 – For many parents, as discussed, good personal relationships with staff across the education and residential environments were fundamental to a successful placement (Figure 26). Parents were keen to emphasise the knowledge staff showed in their understanding of the methods adopted and their child’s disabilities. Therapists (including the Clinical Psychology team) were also praised for their input into the programme and adherence to the methodology.

Band 3 – Surprising to the author PECS and Individual Education Plans (IEPs) were not found in the main list. Interviewing two parents believed that PECS although extremely helpful to their child’s progress was a part of the visual construct of ‘structured teaching’ and so like Makaton provided a form of augmentative communication to be used within the methodology. The adoption PECS to The Kilnbarn Approach is discussed in Chapter 2, Literature Review.

Again with IEP’s parents interviewed believed that the IEP was a technical approach to learning and part of the Methodology but could not singly benefit their child’s development.

Band 4 – The last band identifies three areas that parents gave some emphasis to and thought were particularly important. Community visits were a key part of the education and residential programme. As described by parents (n=2), such activities support the classroom learning and enable the child to use skills taught within the community or “real world”.

For many parents the National Curriculum played little if any part in the child’s development and although it is reported that ‘P Levels’ were discussed within the Annual Review process parents could not see their usefulness.

For some parents (n=4), the medical staff were a main part of their attraction to the School. This was especially true for those children with a secondary diagnosis of epilepsy (n=2) or abdominal conditions (n=3) at that time associated with a retracted paper by Wakefield (Wakefield et al., 1998).

[bookmark: _Toc452905102]5.7.6	Parental Concerns

[bookmark: _Toc420334817]Figure 27 – parental concerns
“What have you found most concerning in your child since starting at Kilnbarn School?”

Bar Chart Coding:
SIB	Self-injurious behaviours
SRB	Stereotypic and repetitive behaviours
A	Aggression
RD	Restricted diet
E	Seizures
BRC	Bowel related conditions

In Figure 26 parents were asked to consider what most concerned them since their child started at Kilnbarn School. This section can be banded into three distinct themes:

Band 1
SIB	Self-injurious behaviours
SRB	Stereotypic and repetitive behaviours
A	Aggression

Band 2
RD	Restricted diet

Band 3
E	Seizures
BRC	Bowel related conditions

Band 1 – As discussed above all parents differ in the study in levels of concern raised due to their child’s behaviours. Many parents were concerned that their child’s behaviour would one day become so uncontrollable that they would require a permanent hospital placement or be sectioned to a secure unit. As mentioned, four parents had highlighted their concerns that Kilnbarn could be the last education placement before being admitted to a more permanent hospital or secure unit.

“Self-injurious behaviours, stereotype and repetitive behaviours, and aggression seem to constantly come and go. Just when we think they have diminished they return. Medication continues to be of concern. At present my son takes only Fluoxetine but as this is supposed to address OCD and act as a mood stabiliser it is worrying that he is still affected particularly by obsessive compulsions. We think it would be of great help to my son and many other pupils to have regular observation sessions by a child adolescent Psychiatrist and for parents to be able to attend discussions/training sessions with such professionals.” (Key Stage 3)

Another parent comments on her child’s size and strength:

“Behaviours seem more extreme due to his physical size and strength. When he was younger it was a case of letting him get it out of his system and just padding out the area to prevent injury. Now he seems to need to be restrained to keep him and others safe” (Key Stage 4)

Band 2 – As discussed in Chapter 5, (5.4.4) restricted diets were a concern to many parents. One parent was hopeful that her son could have extended his diet, being on a very restricted, self-imposed regime.

“His restricted diet is a constant concern because we feel he may well be hungry a lot of the time and so less able to concentrate and more likely to be irritable.” (Key Stage 2)

Further discussion on feeding programmes and restrictive diets can be found in Chapter 6.

Band 3 – Parents anxieties over placing a child at a residential provision was further heightened if the child has been diagnosed with epilepsy. For some parents the death of their child due to the seizure being uncontrollable (n=4) or taking place whilst sleeping (n=1) places them under significant strain requiring medication to reduce their anxieties and inevitable depression. Two parents believed that their child’s increase in weight was caused through the child’s medication. Three parents believed that medication increased their child’s behaviours and obsessions. All parents commented on their child’s ability to focus and concentrate: One parent had observed a change in her son’s sleeping patterns whilst at home over weekends. She believed that the medication had made him sleepier and difficult to wake in the mornings. Three parents despite being reluctant to administer the medication admitted that the reduced behaviours (n=2) and child sleeping throughout the night (n=2) had made their life more relaxed and less stressful when he returned home.

One parent describes how her child was initially diagnosed:

“At six my son went to a school with a unit for autistic children but our son’s behaviour deteriorated to the point where he was expelled. His very volatile behaviour was due to epilepsy but it took us 2 years and a grand mal-seizure to discover it.” (Key Stage 2)

One parent highlighted how her concerns were gradually reduced:

“When my son first started at Kilnbarn he was on a considerably high amount of medication for sleep and behaviour and in fact before we were successful in securing a place for him at the School a local psychiatrist was wanting to put my son on more medication that I feel would have made him a total zombie. The first thing that the School’s General Practitioner and School Nurse talked about was decreasing his medication and within a year he was medicine free and fortunately we have never looked back. All of the above have actually decreased and improved tremendously since my son started at Kilnbarn.” (Key Stage 3)

[bookmark: _Toc452905103]5.7.7	Conclusion

This section provided the parents with the opportunity to explore their perceptions of the provision in a different way by removing the focus on a specific theme in order to adopt a broader, overall perspective. Parents identified four areas of significant progress that were common amongst children with similar needs. These areas included communication, behaviours, life skills and relationships. For many parents, the structured teaching approach (TEACCH) and Picture Exchange Communication System (PECS) built on the fundamental principles of individualisation, functional and spontaneous communication which increased their child’s understanding of the world. They described how these channels enabled communication to be less barrier-strewn with differences less obvious or non-existent. Such specific techniques transformed family life, creating new and varied opportunities in work and play. Parents stated that the acquisition of basic communication reduced the child’s anxieties and in so doing lessened the severity of behavioural outbursts and frustrations to some degree, again enhancing their participation in social settings. 

Some parents reported that as the child moved into adolescence complications emerged that caused considerable concern. For example, some children had their first epileptic seizure during the stage; a distressing development to both child and family. Other parents described their child’s progress in the first year as being steep, progressing significantly within communication and self-help skills in particular. After approximately a year the extent of this development began to taper off, subsequently showing either a somewhat steadier increase or fluctuating up and down. 

The three major reasons why families chose Kilnbarn were: (1) its methodology (approaches used); (2) the quality of staff, and; (3) residential provision with a dedicated staff team. For many parents the latter was of prime importance. The calibre of residential staff members, their experience in the field and their ability to communicate were major reasons why parents chose the School.

An interesting and unexpected (by Kilnbarn’s senior team) phenomenon also took place. Parents reported that they had decided to remove their child, when at home, from the structured teaching programme. They believed that as significant progress had occurred there was now no need for them to continue the use of schedules or visual activities (the structure that brought the improvements). In so doing, accounts relate, children quickly reverted to previous behaviour patterns, requiring the parents to return the child on the programme.

This section concludes by addressing parental concerns. The levels of anxiety and stress parents endured have already been discussed, but it was clear from the commentary that there were three contexts that led to a spike in their acuteness: (1) self-injurious behaviours; (2) stereotypic and repetitive behaviours, and; (3) aggression. The main theme relating to such behaviour, and the idea of which proved such fuel for parent stress, was that it would reduce their child’s access to, and acceptance in, their community. Many had experienced negative reactions from others if their child began to misbehave in public. Furthermore, parents believed that if their child’s behaviours did not improve dramatically adult placements would be difficult to find.



[bookmark: _Toc452905104]5.8	Conclusion

Chapter 5 forms the main part of this study as it enables the reader to view and critically scrutinise the perceptions and expectations of parents and carers. The data collected gave senior staff at Kilnbarn the opportunity to identify those programmes that were successful and those that required further analysis. This Results chapter introduces and summarises the data as presented in the parental questionnaires. It was from this raw material that answers to the following research questions can be discussed:

· How was the programme’s efficacy monitored and evaluated? 
· Were parental perceptions of progress and pupil attainment valid?
· Were parent’s substantive partners and influencers in the design and modification of the Kilnbarn Approach?
· Does the Kilnbarn Approach secure developmental learning pathways for its pupils and are these pathways sufficiently rigorous enough to improve their quality of life? 
· What intervention strategies might be more effective and suitable to implement?

Finally, Chapter 5 has systematically explored parental views and in doing so highlighted certain practices and aspects of the Approach of particular concern to them. It revealed parental perceptions that not only invited further discussion but at Kilnbarn necessitated investigation, so central were they to the Approach. Each year, senior staff examined the results and presented them, in synoptic form, to the whole staff team. This process of collecting data, subjecting it to analysis, and providing a context for subsequent discussion between all non-pupil stakeholders, gave the senior team an opportunity to develop a new means of design and practice: parents as co-creators and co-therapists.
[bookmark: _Toc452905105]
Chapter 6

Discussion

[bookmark: _Toc452905106]6.1	Introduction

To assist schools in educating pupils and guiding them toward empirically-supported interventions, this chapter through the research questions, examined the educational strategies and associated therapies that had been utilised in Kilnbarn School. Educational establishments have an important role to play, not only in the teaching and care of the individual with ASD, but in ensuring the programmes delivered were scrutinised through evidence-based research and of the highest quality. The primary goals of the education and treatment were to maximise each child’s functional independence and quality of life by limiting the core features of autism. Research suggested this could be achieved by facilitating development and learning, promoting socialization, reducing maladaptive behaviours, and educating and supporting families (Myers and Johnson, 2007). Optimising education and care was likely to have a positive effect on habitual behaviour, functional outcome, and quality of life (Billstedt et al., 2011). Important issues, such as the management of the processes and programmes for learning and development have also been briefly addressed within the Literature Review (Chapter 2) and the Approach (Chapter 3).

This chapter commences with main findings of the literature relating to the concerns of the child’s special educational needs (6.2). It discusses the parents’ experiences pre Kilnbarn School and the effects such experiences had on the family unit. It briefly explores the relationships between the diagnosis of autism, the child’s special needs and those comorbid conditions that were seen to seriously affect the child’s development and learning outcomes and ultimate quality of life. 
The section continues to identify the main findings in relation to the study and brings together the literature and the results section, exploring parental perceptions and expectations. This further develops through the themes, communication and relating to others; life-long independent living, behaviour management and concludes with recommendations. A summary of the research questions are then concisely discussed:

1. How was the programme’s efficacy monitored and evaluated? 
2. Were parental perceptions of progress and pupil attainment valid?
3. Were parent’s substantive partners and influencers in the design and modification of the Kilnbarn Approach?
4. Does the Kilnbarn Approach secure developmental learning pathways for its pupils and are these pathways sufficiently rigorous enough to improve their quality of life? 
5. What intervention strategies might be more effective and suitable to implement?

The Chapter concludes with suggestions for further research within this field of study.

[bookmark: _Toc452905107]6.2	The Main Findings in Relation to the Literature

The study showed that children attending the School were admitted mainly due to the child’s education, social and emotional needs. Requests for placements were initiated by parents, the child’s present school or through the failure of home programmes designed by the LEA in response to exclusion (Literature Review and parental commentary).
 
For those requests initiated by parents three main factors conditioned the request: (1) significant challenging and aggressive behaviours; (2) a school or home provision that failed to meet the child’s special educational needs and; (3) a provision made through a Special Educational Needs and Disability Tribunal (SENDisT) decision.
 
The study further explored why the mainstream generic special school had failed a child. The main area of concern reported was that the exiting school did not have the ability (skills, knowledge and resources) to resolve the behavioural issues presented by the child. It could be argued that parents have an emotional involvement in the successes of their child. In some cases, parents have concluded that they were driven and overly focused on examining new approaches and interventions that may support their child’s progress or move towards a cure (Parent Group Discussion March 2006) (Stephenson, Carter and Kemp, 2012; Metz, Mulick and Butter, 2005; Simpson, 2005). Parental knowledge and expertise, although in many ways considered a positive factor may have created tensions between themselves and school staff. 

Certainly, a parent’s request and scrutiny of their child’s performance and progress had been reported to cause distress and anxiety amongst staff. The study found these traits of dissatisfaction to continue into Kilnbarn School. The Head Teacher described a father saying “I have fought staff in all the schools my child had attended. I just can’t stop fighting for what I believe is right. I just want the best for my son.” (Head Teacher interview 2004). Parents also reported that even when a dispute had been resolved they were often unable to completely remove the concern from their minds. It could be concluded from the study that for many parents, referral resources and information on interventions would have been received from other parents, the media, professionals or educators, including websites and libraries. (Wong et al., 2015; Feinstein, 2010; Sicile-Kira, 2004; Hadwin et al., 1998). It is likely that such information and any accompanying recommendations would have had little if any scientific support (Miller et al., 2012).
 
Referral documents from exited schools suggest that their decision to move a child to another establishment was influenced by three main concerns: (1) the child’s challenging behaviours and aggression resulting in significant injuries to staff and pupils; (2) the child self-harming and; (3) the lack of an appropriate education programme, resources or staff experience which could direct conflict with the child’s special educational needs, resulting in a lack of progress and in some cases regression. Challenging behaviour would be the most likely cause for a child to be referred to Kilnbarn School.
 
The study does highlight a further set of parents who believed that the previous provision did not have the capacity to meet their child’s individual educational needs. For those parents a reassessment of needs was required under the Education Act (1981). A revised Statement of Special Educational Needs would be issued, demarcating the new school or provision required for their child to access the curriculum and to progress (Hannon, 1982; Welton, Wedell and Vorhaus, 1982). The parents of ten pupils in the study, all of whom called for a reassessment of their child’s needs, were dissatisfied with the response given by the LEA. The parents felt they had no option but to apply to SEN Tribunal or SENDisT (SENDisT, 2005). In doing so they cited a number of areas of lack in their child’s previous setting, including an approach that they described as generic and not therefore meeting the individual needs of their child. Parents also identified weaknesses in teachers’ skills and knowledge, particularly in enabling the child to develop effective communication skills and their own ability to manage challenging behaviour. Schools were also found to be providing insufficient levels of therapeutic input as stipulated in the Statement. It was predominantly in the areas of Speech and Language Therapy (SALT) and Occupational Therapy (OT) that this was seen. 

Many parents, (also identified in the literature), reported that the fight to acquire the most appropriate methods and resources for their children created significant and even extreme stress for the family unit (Sanders and Morgan, 1997). In two cases parents felt there was no other choice than to re-mortgage their homes to fund the application and the documents required for the SENDisT panel. 

Concerns raised to the SENDisT panel fell into three categories: (1) a school’s inability to provide a waking day curriculum; (2) a school failing consistently to meet their own targets (as set in the individual education plans) for language and communication, the child’s personal and social development, and academic progression; (3) inconsistency, in that whatever programme was decided it wasn’t applied with enough regularity to bring results, and; (4) the lack or inappropriateness of therapy provision (SALT and OT). 

Finally, requests for placements were received from LEAs where a home teaching programme was not found to be meeting the child’s needs. The child was both living and being educated at home. In these circumstances a home teacher was appointed with occasional respite provided by local social services. Whilst offering some benefits such schemes meant that children did not receive therapeutic support or have access to local community facilities.

The Parent Questionnaire identified a significant amount of stress in both parents (sic) during the time of conflict with the LEA and through the transition period before arrival at Kilnbarn. Although there is literature on stress in respect of parents with children with autism (Sanders and Morgan, 1997), at the time of publication there is no research on parental stress levels in connection with the securement of educational provision for their children.

The present case study determined that many children were diagnosed with autism soon after birth or in their first few years of life. Parents with an elder, non-ASD child noticed the comparative developmental discrepancies early on in their ASD-child’s life. For new parents recognition was slower, indeed reports suggest that it was often their extended family (a mother or aunt) or health visitor who confirmed that the child’s developmental milestones were not being met. For many children entering Kilnbarn, comorbid conditions tended to be recognised either before entering the School or whilst during the study. There were at least two explanations for this. In the case of epilepsy, though seizures occurred before the age of three these often only re-emerged during adolescence, whilst the child was at Kilnbarn. For digestive comorbidities, though these did exist prior to admission it was assessment during the process of the latter that indicated (to parents) the link between a child’s constipation, diarrhoea, etc., and ASD. 

The study found that these conditions would not only hinder progress but in some cases have a deteriorating set of consequences for the children. Epilepsy (Tuchman, Cuccaro and Alessandri, 2010) and gastrointestinal conditions (Filipek, Accardo et al. 2000) were significant in this respect. To take epilepsy for example, there were four areas where this exacerbation was described. First of all, some children, whose seizures were not fully controlled and who were susceptible to their occurrence at any time simply reduced their ability to access the programme. A further group of children were identified whose seizures had been successfully controlled however the amount of medication required to maintain this control was such that their ability to concentrate and focus was detrimentally affected. These children would often fall asleep and when awake would struggle to attend to an individual task or partake of group activities. In the case of the third group of children, parents observed that a ‘behaviour episode’ preceded the onset of the seizure. Some of the parents even believed that the episode was the cause of the seizure (clinically assigned as Acquired Epileptic Frontal Syndrome). Common descriptive assignations of the behaviour were significant aggression, absence of warning of occurrence, and that it was often directed toward parents or siblings.

In one case, anecdotal evidence indicated that medication might have been the cause of the severe and challenging behaviour, a supposition substantiated by research (Bradley, 1937). The final, fourth group included those children whose first seizure occurred whilst young, their parents identifying that subsequent to it language development plateaued, stopped or regressed (Tuchman and Rapin, 2002). 

The study revealed that the secondary diagnosis of epilepsy created significant deficits in the child’s acquisition of language development and communication. The level of pupil dysfunction caused by their autism and disabilities further influenced the type of residential placement necessary (daily, weekly or termly), the ratio of staff to pupil and the special skills required to support the child’s specific needs.
 
As discussed in the literature review all children at the School received the label Severe Learning Difficulties (Wing and Gould, 1979). This ‘label’, to parents, heightened the severity of the condition. This brought the ‘need’ for parents to search for an intervention that not only supported the autism condition but had a positive effect on any additional debilitating conditions. That ‘need’ manifested itself in the desire to find an approach, intervention, medication, a cure, that would allow the child to become a fully-independent individual. This drive of parents to find that unique initiative, that particular treatment, was in part the reason for the significant interest in Kilnbarn School, both during its initial development and throughout the study (2004-2006).

Despite many reports of families finding life with their children at times unmanageable, threatening, and jeopardising to the stability of the family unit, the decision to send a child to a specialist residential school was far from straightforward. Indeed, it entailed significant deliberation with much emotion, stress and sadness. This was particularly true for those parents whose stress levels had increased to the point where both parents were receiving medication from their general practitioner and having weekly therapy sessions. Indeed, the Founder, in her biography (Anon, 2012) writes openly of her time with depression and hospitalisation, in part due to her and her husband’s need to bring up their son with autism, debilitating medical needs and severe challenging behaviours. With this background in mind the visit to the Musashino Higashi Gakuen School (Kitahara, 1983) was cast in a different light. It gave the Founder the belief that such a provision could improve the lives of children with forms of autism similar to her son. This was of course extremely significant but does not tell the whole story. The incentive, vision and unrelenting determination for Kilnbarn School to become a reality was not only to benefit children but to benefit children and parents alike. 

[bookmark: _Toc452905108]6.3	The Main Findings in Relation to the Study

The next section will now explore a number of the main findings that reveal how parental participation contributed to the development of Kilnbarn School. The schema for the discussion follows the themes presented within the results chapter: Communicating and relating to others; Lifelong independent living and; Behaviour management.

[bookmark: _Toc452905109]6.3.1	Communicating and Relating to Others

All students in the study were diagnosed with autism and severe learning difficulties with many having associated, secondary conditions. Children arriving at the School either had no language or were described as having significant delays in their receptive and expressive language and had limited skills in communicating with intention.

As discussed in the literature review and supported by parent commentary twenty children from the study arrived at Kilnbarn School using Makaton sign language (Walker and Armfield, 1978) as their main form of communication. On arrival, all children were exposed to a formal visual communication system that incorporated the PECS (Bondy and Frost, 1994) and elements of structured teaching (TEACCH) (Schopler, 1994) that incorporated visual structures and activities. Children who arrived using the signing system were not discouraged in using the system. Through assessment and consultation with the parents 11 children moved from using a signing model to a visual approach. Nine pupils remained using both systems.

Commentary and data from the questionnaire showed that some parents believed the use of signing on its own had made little difference to their child’s language development or communication skills. In some instances, children’s negative behaviours could have been exacerbated by their frustration in using the signing approach. Although difficult to ascertain parents believed their child’s main frustrations arose because the sign could easily be misunderstood by others or forgotten by themselves. In comparison a symbol, as part of a visual communication approach, was likely to be more comprehensible and less liable, as it could be carried around, to be forgotten.

Of the 20 children arriving using solely the Makaton sign language as their main communication system, the parents of nine saw significant progress in their child’s ability to communicate after being immersed within an environment that combined signing visual communication environment. Though indicating this progress these nine believed that the primary condition for the progress was Makaton sign language, with PECS or TEACCH (with visuals) being a secondary condition. Such a conclusion appears to go against research that suggests signing may not be a solution for some children with autism (Mirenda and Erickson, 2000). Indeed, it might be suggested that those children who gained from a combination of signing and visual communication systems had the required intellectual ability and fine motor dexterity that would enable them to receive language instructions and express themselves with success. In other words, their successful progress was perhaps due more to their relatively higher-functioning cognitive and motor skills rather the specific signing technique.

Furthermore, the use of an additional visual form (PECS and schedules) to aid communication appeared to support the acquisition and understanding of the sign. Indeed, this increase in the child’s level of understanding and the depth in meaning of the sign created a mechanism for the child to begin to realise that they could have an effect on other people. Understanding the play of cause and effect in their interactions formed the basis for communicating intent, and in turn therefore lay at the heart of their attempt to affect another person (Prizant et al., 2005).

Parents reported that even though their child was progressing well using the combination of signing and visual programmes, there was a significant lack of training for staff within the early years of the School’s development. This deficit in training was in particular noticed within the residential department, with staff falling behind in their ability to match the child’s needs against their developing repertoire of signs. 

As a direct consequence of the first questionnaire results, speech and language provision was extended from an educationally-based activity to one pertaining throughout the whole school. This brought an opportunity, exploited through the Approach, to cater for children’s needs through multi-disciplinary/departmental collaboration. The study identified a further concern in that there were three cases of a child’s sign language being more advanced than their teacher or Key worker. This obviously brought added frustrations for the child and in one case school data indicated it led to significant behavioural problems. This child’s attention was so exclusively focused on the acquisition of signs that his capabilities superseded those of the adults supporting him. His signing became obsessive.

There were some significant gains in children’s ability to communicate through visual means. As can be seen above, the results identify some of the benefits children received from a combination of communication programmes (visual and signing). The belief here was its strength, in combining the two visual models, PECS and structured teaching (TEACCH). The majority of pupils used solely visual programmes to communicate in the School and nearly all parents had adopted the programmes consistently at home.

Parents’ comments showed that their child’s ability to communicate was having significant effects upon family life. Some were now able to access the world accompanied by their child with autism. Trips to restaurants and shopping expeditions were related: new opportunities for both the family and child were increasing. 

Evidence from Kilnbarn’s records confirm parents’ perceptions that as the child’s communication skills improved, negative behavioural episodes reduced. The children appeared calmer and less agitated, complying with instructions and expressing their own wants and needs. Data did suggest that despite this, behaviours could deteriorate if the child became distressed due to changed or un-scheduled activities. Some children did not always respond as hoped and continued to be withdrawn. One parent described her sadness that she was unable to have a normal relationship with her son.

The study did identify that the child being exposed to visual stimuli throughout their waking day brought significant benefits. Being constantly within a visual medium created a world that was concrete and meaningful. We have seen that a combination of different communication approaches can be beneficial to the child with autism. This suggests that there was not one specific language model that can be universally applied to children with autism (Koegel, 2000), nor indeed only one specific model used with a particular child. Emphasis now needs to be placed on identifying an assessment protocol that would provide an insight into a child’s communication needs and the design of a programme that drew on the different models available. Any programme would also need to be designed in the light of two further factors parents perceived were significant in their child’s acquisition of functional language and communication skills.

Firstly, the study revealed that over half of the parents (2004 – 57%, n=17, 2005 – 54%, n=19 and 2006 – 55%, n=15) final reason for moving their child to a residential placement was their perceived lack of or difficulty in the maintenance of positive relationships between members of the family and their child with autism. Parents were therefore keen to adopt the communication systems presented by the School. It became apparent that for communication to become successful, parents would need to feel confident that their relationship with their child would and could improve. This self-belief was extremely difficult to connect with, given that some parents felt significant rejection from the child and a sense of failure as the child (in their minds) had now been placed in a residential facility. 

Supported by mothers from the parent focus group, the senior team, therapists and clinical psychologist designed a programme to attempt to regain the connection with the mothers. If there was to be a positive interaction between the parent and child, the mother (often in this case) would need to look at designing a task that would be personally stimulating for the child. Children’s interests were used either as a means of developing the conversation or in assisting in connecting the child to the conversation. This type of interaction “Joint Action Routines” (p.214) (Snyder-McLean et al., 1984) had been re reported as having benefits in encouraging more spontaneous speech (Stone and Caro-Martinez, 1990). These joint action routines in some of the literature suggest that such techniques were more appropriate for the more able youngster (Tager-Flusberg and Caronna, 2007), but parents on the study found relating in this way beneficial to the rebuilding of their relationship with their child. 

Alignment with the child’s personal pursuits was reported to increase the repartee between the child and adult. For many parents the use of visuals brought to life a task that they wanted to complete with their child. Often these visuals were reported to be used when needing to explain or try to develop a child’s understanding of a process, or to instruct a child to complete a task independently. 

Parental commentary suggested that for their non-verbal child with severe autism, realising an object had a function, acquiring the use name/label of the object brought a sense of pleasure and accomplishment to the child. It was however also believed in many cases that, verbally requesting an object out of context, could be confusing. To be in the physical area (a kitchen) and have the required utensils available (mixing bowl, whisk) with the instructions visually displayed was suggested to provide the most successful outcome for the child. One parent within the commentary described how her daughter can now take her choice board (TEACCH) and from the symbols decide on what food she wishes to eat. Parents believed that such techniques evoked spontaneous communication and in addition brought closer the relationship between them and their child. One parent described during a joint activity, her sons attempt to verbally interact.

The study suggested that there was initial progress in developing relationships with parents and their siblings and in the majority of cases such progress was sustained. Examples of children being more affectionate and responsive to others in the family unit, especially their mothers, was noted. Under half of the population, however, in 2005 identified no change in their child’s relationship with them. Evidence from the studies “cohort (15)” identified that over a third of the children had been perceived to have progressed significantly in the first 11-16 months and plateaued or regressed, displaying behaviours seen prior to their child entering the School. Relationships with individuals outside the family unit had also shown marked progression but for under half of the studies population change was limited.

The major factor that parents believed supported overall progress was the relationship between the child and the key worker. Certainly, evidence suggests that where there was a breakdown in this relationship, the child’s progress could be significantly jeopardised. Equally, the relationship between the key worker and parents was also a key to success. Parents identified the following influencers in priority order: (1) parent and key worker relationship; (2) key worker relationship with the pupil; (3) communication; (4) consistency across teams; (5) understanding the child’s wants and needs; (6) Regular contact, and; (7) being honest about behaviours. The data suggests a number of areas where staff were less effective: (1) understanding child’s wants and needs; (2) being honest about behaviours, and; (3) having an effective residential management team.

The second area highlighted by parents was the awareness that adults can become passive, prompt-dependent communicators. We have discussed how children can await an adult’s subtle reminder and only move on to the next stage of an activity once the prompt has occurred (Gaylord‐Ross et al., 1984). Parents also highlighted this as a concern, suggesting that the danger inherent in the prompt was of a child losing their ability to spontaneously interact or develop a conversation. Parental views differ here as some believed that their child’s inability to progress was a structural, sequential issue and not necessarily concerning the reliance on a prompt. Such parents concluded that their child simply requires time to assimilate the information. From this they may initiate the contact or request. One parent felt that giving her child praise and the adoption of clear ‘reinforcers’ encouraged him to perceive and complete tasks. 

We have been looking at those children who it has been suggested have successfully and significantly developed their language and communication skills either through a combination of sign language and visual communication or those who have solely used visual supports. Although small, five parents believed that their children had made no changed, one parent considered that PECS fell short of giving their child an avenue to express their feelings and desires. A small number of parents refused to use visual communication strategies at home. They felt that time was of an essence for their family when they all were together and could not justify the time taken to prepare the materials. One parent believed that using PECS would prevent her child from speaking and although agreed to accept that at school he would use the communication model was keen to move her child to another school. 

Evidence from teaching staff might suggest that one young man did not have the intellectual capacity to understand the concepts presented in visual form. His communication was accessed by using objects that referenced his needs and wants. He was still doubly incontinent and at eight required a member of staff to feed him. Despite this, using his transition objects, they allowed him to be semi-independent across the site.

The study did expose unsettling phenomena, especially in relation to communication. For many children arriving at the School, introducing a communication system that has been shown to support the “culture of autism” (Schopler, 1994) brought about rapid gains in their ability to communicate. This was noticed and celebrated by parents and staff alike. Such gains in a few of these children were short-lived. It can be deduced from the data that, children’s progress began to slow and in some cases plateau. Pupil regression was indicated for a very small number of children. This was particularly noticeable in the child’s expressive language (Tells you their wants and needs: No change (NC) category, 2004=10%, 2005=20% and 2006=29%) where they express their wants and needs but can also be seen to a lesser degree in the child’s receptive language (Receptive Language – Understanding instructions: NC category, 2004=0%, 2005=2% and 2006=12%). Interestingly, the data relating to Symbols suggest children were making sustained progress year on year. Again however, the category NC does increase slightly (2004=6%, 2005=14% and 2006=15%). If we combine the scores across the study as a whole 81% of pupils continued to make significant and very significant progress, however 19% of pupils began to plateau (marked as NC) in their expressive language. 

Indeed, in identifying the 15 students whose parents consistently completed the questionnaires throughout the three-year period the study found that nine of the children had made significant or better progress, six were believed to have plateaued. From those six children two children in the third year had begun to progress again one child had regressed. In all cases there may be connections with comorbid conditions. Looking directly at the children, three of those six children had a comorbid conditions (epilepsy) and one child had epilepsy and a gastrointestinal condition.

Further research needs to be carried out to identify why this subset of children do not sustain the progress that their fellow classmates have achieved and whether comorbid conditions may be affecting this progress. In addition, the need to gain further insight into the complexities of children acquiring language through the use of visual and signed communication systems needs further exploration.

[bookmark: _Toc452905110]6.3.2	Life-long Independent Living

This section concentrates on Life-long Independent Living and relates its findings through the data collected emphasising the recently discussed literature. The study highlights its importance, as it was believed to be critical in the maintenance of physical health and well-being (Unwin and Deb, 2014; Giallo et al., 2013; Maskey et al., 2013). Parents were critical of Government Policy as they believed teaching their child to be independent was more critical and relevant than teaching the National Curriculum (Dearing, 1994). Areas such as modern foreign languages, science and the humanities were the most contentious (Parent focus group, 2005). Parents’ believed that life-long independent living would enable their child to have a better quality of life and become more able to access opportunities outside the home. 

The health and functioning of children attending the School will inevitably affect the parents. Children in the study required monitoring continuously over a 24-hour period and did require assistance to complete basic daily activities. The poor functions and lack of basic self-help skills certainly increases the burden on the parent’s life and everyday activities. This had a significant effect on both the quality of life of their children and themselves (Chiang and Wineman, 2014). The study highlights three areas that were of particular concern to parents. These will be discussed in order of priority (toileting, food preferences and factors influencing food selectivity and sleep) specified by the parent focus group (2005).

[bookmark: _Toc452905111]6.3.2.1	Toileting

Competent toileting is a critical life-long independent skill. The study highlights that incontinence is probably the most problematic and disabling condition for a person attending Kilnbarn. It has created significant limitations on the child’s quality of life (Herman et al., 1998; WHO, 1995), including, inadequate hygiene, physical discomfort, infection and restrictions from pleasurable and essential life learning experiences. Parents suggested that incontinence can place significant limitations on the child’s social, residential and vocational placements. 

The study revealed that children who were urinary incontinent or doubly incontinent on entering the School were seen to make significant progress in becoming semi-independent or independent in their toileting habits. Children who were urinary incontinent became independent sooner than those who were doubly incontinent. Two children in the study, being treated for a gastrointestinal condition were successful in becoming urinary incontinent but did not succeed to have a successful bowel habits. One of these two children required constant supervision at night as he would smear his bedroom wall with faeces.

Parents identified four reasons for the success rates. Firstly, children followed a prescribed routine which were (2) structured and supported through (3) visual directions. Finally, the child’s routine and visual structures were consistent across all the environments they met. For those children who might urinate during the night, staff and parents agreed to raise the child between 10pm and midnight. Seven children who were consistently woken became dry throughout the night. One child however was reported to be restless and disruptive following this procedure.

Two parents during the focus meeting, whose children’s toileting training programme had not been successful, believed that their child’s restricted conceptual understanding, due to their severe learning difficulties may have hindered their child’s own awareness of their bodily functions. 

Research suggests that children with an IQ above 20 were more likely to achieve success (Foxx and Azrin, 1973) so there may be other reasons why the children described here were not successful. Children with impaired cognitive functioning have been described as having frequent problems with feeding, sleeping, and eating. This also includes toileting problems. 

For these children their additional medical conditions may have precluded the success of the programme. Some researchers believe that the co-existing conditions may have equal if not more impact on a child with autism acquiring self-help and other skills, than the core features of autism (Maskey et al., 2013). The high rate of behavioural and emotional difficulties would further add to the reasons for the toileting programme to not be fully realised.

Once a child was toileted, there could still be problems with applying the training. For one father who was pleased with the progress his son had made, was embarrassed when his son pulled down his trousers and urinated in a shopping precinct in front of many shoppers. Here the training, although believed to be thorough, overlooked the need to train using the toilet in the local community. 

The study also revealed from two parents that inconsistent practice between the residential department and the School may have hindered their child’s toileting programme. They also believed that training was inadequate and that some staff were not following the set guidelines as agreed. The parent’s focus group elaborated further, firstly, they were concerned that some staff had their own views on the toileting programme and therefore slightly changed the programme. Secondly, they were concerned that newly appointed staff would not have the knowledge, expertise or training to support the concerns. Thirdly, they believed that the house manager did not have the confidence or managerial skills to question staff and redirect them. Consistency has been raised and requires further discussion.

For one mother, whose son had regressed, questioned the use of visual supports and pictorial instructions to support her sons toileting habits. She believed the programme did not provide the child with sufficient direction to become independent in his toileting habits and had regressed. As with three other parents she questioned whether the School should consider an addition to the Kilnbarn Approach, Applied Behavioural Analysis (ABA) and wondered whether such an approach be successfully incorporated.

Toileting was a critical skill necessary for the child’s independence and incontinence was reported as being a major quality of life barrier for children at the School. For those children who succeeded the maintenance of toileting appears to become an automatic behaviour. Consistent practices across the School, residencies and home did appear to provide the most success for children. The children apart from a small number appear to have remained dry and unsoiled. It might be suggested that the benefits of maintaining hygiene, lack of discomfort, increased opportunities in social and community interaction and becoming physically independent of adults may be the motivators for the success of the programme. 

Further areas of toileting literature should focus on the following: (1) exploring further the discrepancy between the success of urinary incontinence and bowel incontinence; (2) investigating the effects of gastrointestinal conditions on the autism population and identifying treatment and toilet training protocols that might support this cohort; (3) exploration of age and functioning limits; (4) reviewing the initial skills a child requires prior to the initiation of a programme, and; (5) Incorporating successes from other approaches including Applied Behavioural Analysis needs further examination research. Such investigation would increase the body of literature already available and improve the quality of life of those children who attend schools and residential facilities similar to Kilnbarn School.

[bookmark: _Toc452905112]6.3.2.2	Food preferences and factors influencing food selectivity

We have described ASD as a neurodevelopmental condition characterised by social and communication difficulties and repetitive and restricted behaviours (Matson, 2007a; American Psychiatric Association, 2000). Amongst the deficits that the children at Kilnbarn School display were signs of inflexibility, preoccupation with tactile, visual and olfactory stimulation. These unusual behaviours were often persistent and markedly affect food preference and factors influencing food selectivity. Attempts to redirect or prevent these behaviours can lead to a number of challenging and at times aggressive behaviours.

It can be deduced from the data that there was some significant progress for many children with only two children regressing. It could be suggested that these unique feeding problems appear to be much more frequent in children with ASD than in children with other language disorders (Dominick et al., 2007). The questionnaire initially concentrated on the acquisition of skills that would allow the child to have the skills to eat. 

For those parents who believed that their child had made positive progression identified that the School had provided: (1) one-to-one staffing support, in a family style seating arrangement; (2) staff were expected to support and encourage the child, but, also be their positive role model and eat with the child; (3) clear communication systems were introduced that reduced the child’s behavioural issues and a tendency to wander; (4) specialist feeding aids were provided for those children moving from finger feeding to using cutlery; (5) and compared to other dining rooms, noise distractions was reduced to a minimum. In 2005 with the appointment of a specialist Occupational Therapist with paediatric autism specific skills further improvements were made to the dining room/snack areas including: (1) obtaining correct seating; (2) enabling the height adjustment of tables and; (3) acquiring further specialist cutlery for those with dexterity and fine motor deficits.

Many children in the study, as other research has found, were highly selective eaters with a very restricted intake of foods (Ahearn et al., 2001). Children arriving were often found to be eating only two to five food types, with one child excluding all but yogurts. Here, the data suggests that although there were a number of reports identifying progress and greater acceptance of varied diets there were still a number of parents who believed their child’s dietary intake had not changed since residing in Kilnbarn. Often food textures were reported as one of the factors believed why children would not eat a variety of foods. There was the concern that giving choice may have restricted the child’s daily intake of food for a small number of children. Here a connection with consistent practice was highlighted, where it was likely that each meal-time a different member of staff would serve and support the child. Lack of detailed data collection and interpretation was also considered to have reduced the effectiveness of the programmes. Further research is required to identify discrepancies in feeding habit between school and home.

It was suggested that visual dietary choice boards and consistent practice increased their child’s diets although for some children who were on medically prescribed diets, choice was during the study limited and uninspiring. If we look at the main medically prescribed diet, gluten-free and/or casein free (GFCF), many parents at the School were hopeful that this might be of benefit for the child. This was further supported by a study of 293 parents describing the effects of GFCF on their children, (Pennesi and Klein, 2012). For a very small number, parents reported that the GFCF diet had improved their child’s behaviour and cognitive functioning. They did not see any marked changes in their child’s acquisition of language or social interaction. Many parents were hopeful that overtime the prescribed diet would start to show benefits for their children. Recent research, although not conclusive believes that there is not sufficiently credible or strong evidence to support it benefits (Widyahening and Ismail, 2011). It became apparent that due to some children having significant weight loss a home school dietary programme was introduced (Medical data, 2005).

Food selectivity appears to be a frequently occurring problem for children at Kilnbarn School. Their eating habits were significant stressors for their families. It may be concluded that some children’s diets were nutritionally inadequate due to the limited food intake. There were insufficient parental responses to determine the benefits of a GFCF dietary programme. There was inconsistent evidence as to the benefits of the GFCF diet and its effects on behaviours, cognitive development and social integration. 

There appears to be little research on the construct of food selectivity. It is apparent that sensory sensitivities may play an important part in the child’s refusal to eat a varied diet including food texture, cooking odours and visual presentation (Le Breton, 2001). It would appear that identifying appropriate foods and modifying their sensory characteristics encouraging children to eat produced the most beneficial outcomes. Equally, the work of the Occupational Therapist in introducing appropriate utensils met the fine motor needs of the children. Structure, visually clear supports and behavioural interventions ensured that families could participate in the programme and be consistent within the home. 

There have been few research projects where such a mix of autism and comorbid conditions has been studied. In the present study these combinations have been shown to produce positive outcomes: (1) communication systems (including choice boards, social stories); (2) skill feeding deficits; (3) sensory characteristics; (4) supportive behavioural intervention, and; (5) moderations to the environment. Furthermore, combining techniques and interventions used by an Occupational Therapist (sensory integration) and Speech and Language Therapist (oromotor skills) should also be evaluated.

[bookmark: _Toc452905113]6.3.2.3	Sleeping Patterns

We have already identified unusual altered behaviours in communication, relationships with others and food preferences and factors influencing food selectivity in the pupil population of Kilnbarn School. We have also identified children with autism at the School frequently demonstrating a variety of psychopathology, adaptive skill deficits, intellectual impairment and fine and gross motor problems. As with children at the School, research studies suggest that difficulties with sleep were widespread amongst children with autism. Veatch, Maxwell-Horn et al (2015) suggest that at least 50% to 80% of children with ASD have disturbed sleep patterns. This was matched by school data (medical data, 2005) that suggests that 24 children from out of 36 (2005 figures) have some form of sleep condition. It was suggested that sleep problems may have been caused by seizures, medication, gastrointestinal condition and sleep breathing disorders and terror nightmares. Children would mostly rise after 2 to 4 hours sleep or wake in the early hours (3am onwards). Some children on waking would become extremely distressed, scream incessantly and/or have challenging or aggressive behaviours either against themselves or the waking staff. Pupils would be reluctant to return to the beds, but wish to stay with staff, sometimes quietly in the lounge areas with a warm drink. 

The most common co-occurring conditions were anxiety, irritability and severe challenging behaviours. If we again analyse the 15 children, whose parents completed the questionnaire over the three-year period, we become aware that in the case of eleven of those children who have severe challenging behaviours nine have regular disturbed sleep patterns. While research supports this those with ASD may be more vulnerable to sleep problems (Hvolby, 2014). Data also suggests that four of these nine children are also susceptible to seizures, all four were still not controlled.

Parents revealed that sleep deprivation prior to the child attending Kilnbarn not only had an impact on their child but also on the whole family. Loss of sleep for parents caused, fatigue, stress, difficulty in coping with everyday tasks, irritability and increased feelings of depression. For children, parents believed that sleep problems caused excessive daytime drowsiness, irritability and aggression. Parents were convinced that there was relationship both between sleep deprivation and seizure medication and sleep patterns and the medication the children with taking. Recent research suggests that there was evidence that seizures and gastrointestinal conditions affect sleep patterns.

Despite such bleak accounts from parents at the School and research the study suggests that approximately 50% of pupils (2005 figures) at the School were making positive progress in their night time sleep patterns. With equal numbers either suggesting that there was no change (examples included sleeping through the night (n=6), waking regularly (n=12), sleeping between 1-3 hours (n=5) only, or children waking early due to sunlight (n=4)), or that there has been some regression from the norm.

Two parents described their children smearing faeces on the wall or post urine down the back of the radiators. One of these children would also be sleep walking at the time. Parents found the stresses of such behaviours extremely challenging and stressful. One parent resorted to modifying a bunk bed with cot like sides to prevent his son from moving around the house. The father would sleep in the top bunk each night, mostly awake.

Parents whose children’s sleep patterns had made positive progress and improved believed that: (1) structure; (2) routine, and; (3) physical exercise contributed to their child’s progress. Regular vigorous exercise was believed to be a significant contributor to the progress their children had made. This is supported in research (Sherrill, Kotchou and Quan, 1998) . There was some consensus that the School’s bedtime routine, (adopted by parents), that started after the evening meal, was believed to gradually calm the child and reduce the child’s stress levels allowing them to become quiet and relaxed prior to bedtime. Structure was created through the visual communication systems which included schedules and pictorial order. 

The implications to practice are significant. Research suggests that sleep problems can be associated with poorer quality of life among paediatric and chronic illnesses including diabetes, and cerebral palsy (Perfect et al., 2012; Sandella et al., 2011). The study reveals that there was a consistent negative relationship between sleep problems of a child with autism and their quality of life. Studies have found substantial inverse between physical and psychosocial well-being of children with autism, this has certainly been substantiated in this study (Delahaye et al., 2014). Parents’ quality of life was also reported to be seriously affected by their child’s sleep problems. Many parents, for periods during their child’s life, had been unable to work. Doing this they identified directly as detrimental to their own sleep deprivation. Almost a quarter of parents when looking at the results of the “cohort (15)” identified depression and other physical conditions.

It was clear from the study and recent research that sleep deprivation in the pupil population at Kilnbarn had a constant effect on the quality of life of pupils at the School. Treatment designs that increase sleep duration and reduce sleep related and general anxiety may be an effective way of improving the quality of life of both children and parents (Kuhlthau et al., 2014). Certainly the School senior staff admit that the progress made in this area could not have been achieved without the guidance and personal knowledge of its parents (Head Teacher interview, 2005).

[bookmark: _Toc452905114]6.3.3	Behaviour Management

For all the children in the study, there was some degree of additional health and mental health conditions. Which have significant impact on themselves and their families. Parent’s commentary highlight concerns that if their child’s behavioural episodes increased it would be inevitable that a placement would be required outside of the family home. The most frequent concern was that aggressive behaviours could escalate causing serious injury resulting in a permanent hospital or secure placement for their child. Pre-placement assessment documentation identified four common areas that required the child to have a placement within a residential school. These included: (1) severe aggressive episodes that were uncontrolled and requiring restraint; (2) vulnerability of siblings; (3) parents and siblings being diagnosed with mental health and other related health conditions including coronary Heart Disease, Diabetes and Multiple sclerosis, and; (4) Health and safety concerns.

The study has revealed the importance of co-existing conditions. Evidence from the “Cohort Group (15)” identifies children as having behaviour problems that include aggression, temper tantrums, dropping to the floor and refusing to move and self-injurious behaviours. For this cohort as discussed, additional conditions may further affect the child’s behaviours and well-being, including: intellectual disabilities, feeding and eating problems, sleep deprivation and sensory sensitivities (Ospina et al., 2008). We have also seen secondary conditions such as epilepsy and gastrointestinal conditions having effects both in terms of the illness but also the related side effects of the treatments given to reduce the harmful effects of the disorder. There is an increasing awareness of the importance of recognising the co-existing conditions within skill and need based assessments (Kendall et al., 2013). It may be suggested that children with ASD who would require a provision such as that at Kilnbarn may have as many as four or five different conditions (Dominick et al., 2007). Furthermore, Dominick et al (2007) suggest, as does this study, that greater levels of atypical-behaviours were associated with the child having a lower IQ, expressive and receptive language.




[bookmark: _Toc452905115]6.3.3.1	Stereotypic behaviours

Across the three years’ parents reported varying degrees of stereotypical repetitive behaviours including: (1) spinning objects; (2) body rocking; (3) hand flapping; (4) sniffing objects and food, and; (5) moving an object or hand across their line of sight. The study revealed 33 of the 36 children had at least one stereotypic behaviour. Given that the School cared for the needs of children with severe autism and other comorbid conditions this was not surprising. Indeed, studies have found approximately 44% of children having this ailment (Kirchner, Schmitz and Dziobek, 2012).

For many children at the School there seemed to be little change in the child’s stereotypic behaviours. Furthermore, some accounts suggested that the child’s stereotypic behaviours had been recognised from two years of age and that these behaviours had not reduced. For many of these children these patterns of behaviours had become obsessive, preoccupying the individual throughout the day, but becoming more marked during times of stress, anxiety and change.

Data suggests that for many children there was little change to the rituals and routines they performed each day. Some children’s stereotypic behaviours appeared to increase, becoming more frequent in the first few months of placement. Parents believed where there was progress that this was often due to children being occupied in meaningful and rewarding activities. It became apparent that with the introduction of the PECS folder (which was carried on transition and placed next to the child whilst working), stereotypic behaviours decreased but were never eliminated. A number of parents believed that their children being introduced to a vigorous physical exercise regime reduced both the child’s behavioural outbursts but also reduced his stimming.

The effect of the Kilnbarn Approach on its pupils was mixed, with just under half not responding to the programme. Data suggests that those children who had progressed in their communication, self-help abilities and were active in participating in the physical education programme had significantly reduced stereotypic behaviours. For some children the programme certainly helped in reducing the symptoms but for those where intense stereotypic behaviours were affecting their quality of life the Kilnbarn Approach had moderate to poor success. The parent focus group (2005) believed that alternative treatment methods would have been highly intrusive and commented on two that were found in the literature. The first was the treatment using psychotropic medication (Matson, 2007b), it is reported that up to 52% of people with the condition were medicated. Another common treatment that two parents requested the School to consider was the use of an intensive behaviour intervention (Matson, 2007a).

[bookmark: _Toc452905116]6.3.3.2	Aggression and Tantrums

A major reason for children being admitted to Kilnbarn School was due to their severe, challenging and at times aggressive behaviours. Common challenging behaviours that occur at Kilnbarn School included: (1) irritability; (2) aggressive acts to peers and staff; (3) destruction of furniture; (4) tantrums, and; (5) self-injurious behaviours and stereotypes. Aggressive acts toward staff and peers included: (a) hitting; (b) biting; (c) scratching; (d) head-butting, and; (e) kicking. 

Parents were asked if the Kilnbarn Approach was reducing or increasing their child’s challenging behaviours, specifically looking at aggression and tantrums. These behavioural conditions were widespread (Horner et al., 2002) and it was reported that literature highlighting the existence of problematic behaviours similar to children at Kilnbarn School, was lacking (Matson et al., 2010). Recent studies suggest that there were at least 95% of children diagnosed with ASD exhibiting at least one challenging behaviour (Matson et al., 2010). All children at Kilnbarn were reported to display at least two to four of the above common behavioural traits. Despite the high incidence of challenging behaviours being demonstrated it was surprising that diagnostic criteria for ASD did not include behavioural conditions (Sturmey et al., 2010). 

As Mesibov, et al (2004a) suggest problem behaviours once established as part of a child’s behavioural repertoire were unlikely to decrease in the absence of an intervention. For children at Kilnbarn problem behaviours were triggered and sustained by their functional effect. Unless there were changes in the value of or access to the consequences preserving the problem behaviours, it is unlikely that the behaviours will decrease (Rojahn, 1994).

Research corroborates the findings of the study in that:

“… (a) children with autism are at a significant risk to develop problem behaviours, (b) without intervention, problem behaviours are more likely to worsen than improve, and (c) the impact of problem behaviours on education, social and community opportunities is dramatic and detrimental.
(Horner et al., 2002 , p.424) 

In one instance a father, during the Easter holiday in 2005, was arrested after physically restraining his son in a public place. He was not charged or cautioned. A mother whose son centred his aggression on her was stopped from leaving her sitting room until liberated by her husband on his return from work. These were just a couple of the examples given during the parent focus group meeting and through the questionnaire commentary. Indeed, parents whose children resided in the School on a termly basis believed that they were becoming deskilled in handling their children. 

In the first year, the study data identified significant progress in children’s reduction in aggressive behaviours and tantrums. Within the second year the results showed less in the progress being made and either no change in the child’s behaviour or a gradual increase in challenges for both parents and staff. 

The senior team believed that this was caused through: (1) an increase in the numbers of children being admitted during the autumn of 2004; (2) behaviour management training for staff was not adequately provided for; and (3) a larger number of children at Key Stage 3 and 4 being admitted with significantly complex behavioural conditions (Head teacher interview, 2005). Given the number of children with extreme behaviours further psychology staff were appointed and the training programme refined. For four children (2005 to 2006) therapeutic techniques in tandem with antipsychotic medication was used to reduce the number of outbursts. 

Documentation suggests (Annual Reviews 2005 and 2006) that staff and parents met regularly to discuss their child’s behaviour management programme to ensure consistency across all environments. The data shows that improvement had been made and that children’s behaviours were becoming more manageable for the School and families (Psychology team data, 2005). Data also showed that the behaviours were reducing in frequency and length and that for some there was a decrease in intensity (Psychology team data, 2005). Discussions with parents during this time acknowledged that despite the progress many children had made, aggression and tantrums were still likely to reduce opportunities for their children to integrate or take part in activities without significant staff support (Parent focus group, 2005).

In summary, the parents and staff identified the following areas that were significant to a child reducing maladaptive and stereotypic behaviours:(1) the assessment process should be thorough and include data analysis of antecedents and behaviours the child displays; (2) the behaviour management plan was regularly tested to show its effectiveness across all environments; (3) the use of the structure teaching model (TEACCH) appeared to reduce anxiety and stress in the child; (4) having daily routines and providing mechanisms to cope with change; (5) using visually clear instruction and ‘reinforcers’ when a child was displaying significant behaviours; (6) differential reinforcement for the more able pupil; (7) students self-managing their behaviours, and; (8) a vigorous physical exercise regime contributed to their child’s progress.

[bookmark: _Toc452905117]6.3.3.3	The effects of exercise on challenging behaviours

It is generally believed that exercise can have a beneficial effect on sleep patterns and self-stimulating behaviours (Sherrill, Kotchou and Quan, 1998; Rosenthal-Malek and Mitchell, 1997). Physical exercise is considered an essential component of Daily Life Therapy (DLT) (Roberts, 1999; Kitahara, 1983). Systematic research in this area is relatively scarce and mostly based on small participating groups (Sowa and Meulenbroek, 2012). Results on the benefits of exercise during the initial design of the programme showed that techniques taken from DLT would improve the child’s physical condition as well as reducing maladaptive behaviours and stabilising sleep patterns (Sherrill, Kotchou and Quan, 1998; Rosenthal-Malek and Mitchell, 1997; Elliott Jr et al., 1994).

Sowa and Meulenbroek (2012) analysed 16 behavioural studies and concluded that physical exercise may benefit individuals motor and social functioning. There is little evidence to determine the extent to which physical exercise may benefit individuals with severe autism and intellectual impairments (Sowa and Meulenbroek, 2012). In contrast Lang, et al (2010) reported on 18 studies concluding that following the exercise intervention there was a decrease in stereotypy, aggression, off-task behaviour and elopement were reported. It concluded that components designed to incorporate regular and specific types of physical activity were beneficial (Lang et al., 2010). Certainly the author agrees with the perceptions of many parents who commented on a significant relationship and the enhanced value and benefit of physical exercise in the improvement to the quality of life for both the child and their parents. This warrants further studies in this area. Perhaps most importantly is to identify the types of exercise that would be of most value to the areas associated with ASD and also the comorbid conditions prevalent in this cohort. Further, to identify, measurements that analyse the benefits (reduction in maladaptive behaviours) of the specific exercise against the intensity and duration of the exercise programme would be beneficial.

[bookmark: _Toc452905118]6.3.4	Recommendations

The above research has examined parental perceptions and expectations of a provision supporting children diagnosed with autism and severe learning difficulties and debilitating comorbid conditions. The aim of the present study was to establish if parents could be substantive partners and influencers in the design and development of a programme that would be consistently applied to their children. Through the research perceptions and expectations of parents were scrutinised to identify whether the learning pathways of their children were rigorous enough to secure improvements in the life. Through a process of triangulation in which the data was scrutinised and the literature examined parents’ perceptions of progress and attainment could be validated. The case study became one of the instruments in which to test the School’s effectiveness in meeting the needs of its pupils. It enabled a review of the School’s methodology, curriculum and organisational practices. The following provides an overview of the key recommendations:

· Children with a diagnosis of autism, severe learning difficulties and comorbid conditions should receive a communication assessment that explores the child’s language and communication deficits. Such measures in matching the needs of the child to the requirements that will bring significant change in the child’s ability to understand and relate to the world and enhance their quality of life. This should be completed at pre-school age and reviewed annually. It is recommended that the programmes devised are centred on a visual communication system and adjoin two interventions, structured teaching (TEACCH) and PECS. For those children who already have skills in signing, these should be continued with the introduction of visual signing. There is a requirement for all adults working with the child to be trained effectively in the programme design for the child to ensure delivery is consistently applied.

· The development of “joint action routines” (Tager-Flusberg and Caronna, 2007; Snyder-McLean et al., 1984) as a training strategy programme that was instigated and provided for all parents on their child’s admission to the School was suggested as an essential prerequisite. Communication cannot exist without repartee between adult and child. To acquire these skills in communication, including expressive and receptive language and understanding the building of interactions between two parties are essential.

· The well-being of pupils was a pre-requisite to learning and improvements in quality of life. Without these significant improvements in the areas of sleep patterns, food selectivity and incontinence the acquisition of learning and healthy development can be affected. It has been identified that in the study a combination of different elements was found to constitute a positive outcome for children. For each specific group different elements within the programme were observed to be beneficial. 

Within the programme for sleeping it is suggested that elements should include: (1) clear structural environment with visual clarity; (2) that a clear routine is developed in the early evening which leads to the child becoming calmer, reducing stress level and allowing them to become quiet and relaxed prior to bedtime; (3) a specific programme of regular physical exercise conducted throughout the day. 

The approach to expanding the child’s food selection required a combination of conditions. These were most beneficial when they combined: (1) a clear structural environment with visual clarity including the use of choice boards and social stories; (2) introducing appropriate utensils and specialist feeding aids including providing the correct seating and height adjusting tables; (3) to prepare the food and modify the foods sensory characteristics; (4) for supportive behaviour interventions that provided one-to-one adult modelling, and: (5) being in a distraction-free environment. 

At the time of study, medical evidence produced at the School, identified those children on restricted diets (GFCF) showed some significant weight loss. Under medical advice the School created a strict monitoring regime that included: (1) weekly weight monitoring; (2) the introduction of food and liquid intake charts, and; (3) supplements that were prescribed by the general practitioner. There were insufficient parental responses to determine the benefits of a GFCF dietary programme. More research is required to investigate the potential benefits and likely harm of such a restricted diet on the improvement of children’s behaviour and cognitive functioning. Recent research would suggest there is not sufficient credible or strong evidence to support its benefits (Widyahening and Ismail, 2011). There appears to be limited research on the effects of diet on children with a diagnosis of autism, severe learning difficulties and additional comorbid conditions.

The final area identifies practices required to attempt to improve incontinence. Again the study revealed a combination of elements to be most beneficial. Essentially these included a prescribed routine through the use of structure, which was supported through visual instructions, and most importantly these were to be maintained consistently across all environments.

· A major reason for children’s admittance to the School was their maladaptive behaviours. Diminishing quality of life and restrictions to freedom were increasingly common place prior to placement at Kilnbarn School. Parent commentary highlighted their acute anxieties that their child’s aggressive behaviours could escalate resulting in a permanent secure placement. Evidence suggests from the study that many children’s levels of maladaptive behaviour decreased significantly during the first year. Parents believed this was due to improved communication (especially their receptive understanding), being meaningfully occupied, having routine and their daily lives structured, using visual prompts to impart their needs and wants thus becoming significantly more independent. In addition, ensuring consistent programming across all environments proved the most beneficial. Through the structure and constant routines children became more aware of themselves and the antecedents that might trigger maladaptive behaviours. Student began to self-manage their anxieties and challenging behaviours, through set regimes that include vigorous physical exercise.

· It was apparent that the 2005 data revealed a reduction in the progress being made, as identified above. A review to find a cause identified several mitigating circumstance that may have contributed to this reduction. Data revealed that: (1) during the 2004 to 2005 study, increased numbers of children were admitted; (2) a large number of children at Key Stage 3 and 4 with significantly more complex behaviours were accepted; (3) The recruitment and training of staff initially was unable to meet the exacting standards and targets specified by the School to cope with this larger cohort of children. Evidence suggests that the School almost became a victim of its own success. 

To address the behavioural challenges exposed through the research, the School appointed further psychology staff and the training programme was re-evaluated and redefined. Due to the severity of the behavioural condition of four children it became necessary to combine therapeutic behavioural management techniques already employed at the School with antipsychotic medication. 

[bookmark: _Toc452905119]6.5	Summary of the Research Questions

The objective of this section is to draw together the findings of the previous chapters in relation to the research questions.

[bookmark: _Toc452905120]6.5.1	Research Question 1

Were parent’s substantive partners and influencers in the design and modification of the Kilnbarn Approach?

The initial question identified three further questions that require exploration. We must first discuss the intent of parents and their view as to whether they believed they could identify themselves in this role as a substantive partner and influencer. It was clear that many parents wished to continue to have significant partnerships with their child’s lead staff and sought their attention regularly. This process could not be classified as an influencer but more an evaluator. Wanting the best for their child. Their intention was to ensure that their child’s needs were being fully met by the organisation and individual staff member responsible for their child’s care.
Another smaller group of individual parents did wish to be evaluators but also had the capacity to contribute to the whole school philosophy. By influencing the direction of the whole school they were ensuring the demands for the individual were met. The parents in this category were member of the parent focus group and attended the School on a regular basis.

It is apparent that many parents wished to influence the School’s development and through the 3-year longitudinal study were full participants in this. Many would not have wished, or have the time to take part in intensive discussions on the School’s methodology but were valued influencers and partners.

It was clear that parents were fully committed to the study and the influence they had. They believed they were active partners in the School development and alternately the progress of their children. This brought tremendous benefits for the child in that it created trust, confidence that in turn created consistent practices between the School and home.

There were some significant contributions made by individuals and group participants that gave valuable insight into the subtleties of understanding their child’s idiosyncratic tendencies. Programmes introduced were carefully reformed to accommodate the different environment the child would meet.

The parent’s constructive, honest feedback in the questionnaires allowed senior staff to scrutinise the themes produced through the research. This scrutiny empowered the School to put into place significant changes that included: increase in the Psychology Team and appointing an Occupational Therapist; changing from a 38 to 44-week provision, and; redesigned the behaviour management interventions. 

[bookmark: _Toc452905121]6.5.2	Research Question 2

Were parental perceptions of progress and pupil attainment valid?

The author had no reason to doubt the commentary provided by the parents on the questions. The amount of detail placed I the commentary sections brought to life with clarity and meaning the statistics presented through bar charts. Parents were experts in their child’s condition and were acutely aware when their progress had improved. Parents clearly stated if their child had not made improvements. There was some confusion around attainment their child’s attainment of a skill. However, the autistic condition may require for some skills that these may require continual rehearsal.

[bookmark: _Toc452905122]6.5.3	Research Question 3

Does the Kilnbarn Approach secure developmental learning pathways for its pupils and are these pathways sufficiently rigorous enough to improve their quality of life?

The study has shown that there was progress in specific areas for children with autism at the School. It was apparent in the second year that for some children, after some significant progress, their ‘developmental pathway’ began to plateau and either increased gradually or in a small number of cases regressed. There was reason for some of these issues, as mentioned, but the School appeared to be robust in its management of these issues and continue to develop and evolve the Approach. Commentary from the Parent Questionnaire identified that families believed that the child had progress was consistent across all settings.

[bookmark: _Toc452905123]6.5.4	Research Question 4

How was the programme’s efficacy monitored and evaluated?

This question was created to explore changes to the Kilnbarn Approach during the life of the study and how such changes to the programme were effectively monitored and evaluated. The profile of children admitted to the School changed prior to and during the study. This brought about further staff appointments, which in turn influenced modifications in the programme offered. In addition, specific practices were also questioned and modified. For example, from a planned visually orientated environment, the communication programme was modified to include sign language and other tools to increase the child’s communication abilities. It is these new developments that were influenced and occurred during the study that this question highlights.

Chapter 4 explores the methods of the research and describes how feedback from parents influenced the efficacy of the programme. The study adopted a formal evaluation process that through triangulation of the data and scrutiny of the literature increased the validity of the programme design. Indeed, as discussed, this process was important as parental good practice evidence was often generated through web-based research. This was neither evidence-based nor scientifically proven. It was interesting to discover that even within the most experienced group of professionals (the educators themselves) recommended treatments had little scientific support (Miller et al., 2012).

The case study design was believed to be the most appropriate model for this research as it provided the opportunity to explore the individual’s specific needs and disabilities, analysing the processes, programmes and events and evidencing through qualitative and quantitative variables. It was apparent that the mix of qualitative and quantitative evidence brought a new dimension that increased the reliability and efficacy of the study (Clifford, 1973). Evidence of effectiveness of the programme was initially placed on the data collected through the questionnaire which was then interrogated through semi-formal interviews and data analysis. This in turn enabled the phenomenon being studied to have life and breadth 

[bookmark: _Toc452905124]6.5.5	Research Question 5

What intervention strategies might be more effective and suitable to implement?

The Kilnbarn Approach purports to utilise good practice from several accredited educational methodologies. These were selected on the basis of efficacy, ethical solidity and compatibility. There was an emphasis in the Kilnbarn Approach on the acquisition of communication skills, skills for independent life, approaches to reduce certain mental states (anxiety, stress and depression) and in the reduction of maladaptive behaviours. For many parents the need to continue to be active participants in their child’s life as “co-creators” and “co-therapists” was considered paramount. The present Case Study provided that vehicle, enabling parents to continue to be a valued source of information and influencers in their child’s futures.

The School’s adopted methodology (Kilnbarn Approach) had been designed for a group of children still to be admitted at the School (1999). The knowledge base available to create an approach was limited to a small number of professionals (Chapter 1). Once the School was opened and in its first five years of intake, it became apparent that the Approach would need some modifications to meet the challenges of its pupil population. The Case Study formed a significant role in identifying those needs and modifications required to achieve change. It cannot be fully concluded that the study was the only influencer. Indeed, there were many variables that were interacting at any one particular time. However, there follows a list of developments that occurred during and following study:

· Communication – introduction of an Augmentative Communication System
· Relationships with parents – the introduction of a Joint-Attention programme to increase and further develop parental and staff involvement with their children/pupils
· Psychology Team appointments – providing a more focused behaviour management programme across the School
· Occupational Therapist – diet, feeding aids and seating
· Medical Team appointment – brought to the attention of the senior team the need to take account of children’s co-morbid conditions when planning educational and care programmes.
· Toileting programme
· Sleep regime instigated
· Consistent approaches adopted across all environments of the child’s life
· Parental training to support consistent practice and reduce the likely event of parents being deskilled due to lack of child—parent contact – Co-therapists
· Parent Focus Group – Co-creators
· Development of the key worker/teacher and parent partnership
· Introduction of a 6 term year
· Introduction of a 44-week provision
· Building design


[bookmark: _Toc452905125]6.6	Suggestions for further research

This study demands further questions to be answered that merit future research:

1. Given the complex nature of the children’s conditions at Kilnbarn School a variety of approaches were required to meet the challenges of each child needs. The literature is limited in providing substantive evidence that a particular intervention has a greater success than another. This is in part, due to the autistic spectrum, given its range and individuality. The author believes that there is a need to re-evaluate the intervention combinations as a whole (TEACCH, PECS and Daily Life Therapy) to establish the efficacy and success.

2. The author is aware of the relative success of Applied Behavioural Analysis (ABA) and believes that a combination of interventions including ABA, TEACCH, PECS and Daily Life Therapy may have some enhanced benefits over that found in the study. It would be necessary to design an approach that incorporates the most successful elements of ABA, integrating those elements within the Kilnbarn’s approach. During the original concept and design a the Kilnbarn Approach the high staffing ratio’s and cost made the inclusion of ABA in its entirety prohibitive to local authorities. In addition, the expertise of the founding design team were experts in TEACCH in that time and did not have sufficient knowledge of ABA.

3. It was apparent that the training for staff concentrated on an overview of the techniques used in each particular intervention. Many staff did not have the expertise and knowledge that comes with working within these interventions over a period of time. The main concern was that staff were unable to transfer the knowledge learnt through a presentation to a real-life situation where a child’s individual needs should be met. This created situations where staff were aware of the elements associated with the intervention but unable to apply the knowledge. Studies that explore learnt knowledge and their application in real life would be welcomed.

[bookmark: _Toc452905126]6.7	Conclusion

Chapter 6 has drawn together the results and interpreted them throughout using the result chapter structure. The research questions were briefly discussed at the end of this chapter but have been referred to throughout. It is the author’s view that bringing together themes from the results chapter would help the reader gather valuable insights






[bookmark: _Toc421387812][bookmark: _Toc452905127]Chapter 7

Conclusion

[bookmark: _Toc421387813][bookmark: _Toc452905128]7.1	Introduction

Kilnbarn School was formed in order to offer a residential education and therapeutic environment in which children (ages 5-19) could secure developmental learning pathways. These learning pathways had to be rigorous enough to improve the QoL of the children in its care.

From the outset Kilnbarn wished to offer something unique within the field of such provision. Its pupils were all diagnosed with Autistic Spectrum Disorder (ASD) and Severe Learning Difficulties (SLD). Many of them also experienced a number of comorbid conditions, including epilepsy and bowel related conditions.

Initially inspired by the Daily Life Therapy (DLT) offered at the Higashi school in Japan, the founder and founding leadership team soon realised that transplanting DLT into this new facility was beset with problems, and this idea was soon abandoned. Following much research and with their collective depth of experience, it became increasingly clear to the team that a “technical eclectic” approach (Lazarus and Beutler, 1993, p.382) was most suitable. The founding team reasoned that as the pathologies of the children were so diverse, that their behavioural, emotional, and social disorders differed so much in degree and kind, that an array of educational and therapeutic strategies needed to be available to meet the needs of individual children.

This determination to meet the needs of all children’s individual needs meant that not only was a technical eclectic approach desired but that this needed to be perpetually monitored and adapted. All children develop at different rates and in different ways, whether in respect to language and cognitive development, social relationship patterns and social skill acquisitions, behaviour and interests. What if a principle and practice of education intervention could reflect that reality and respond to meet those changes as and when they became manifest? Thus it was that Kilnbarn School’s model of education provision, Evolving through Evidence: an Approach (the Approach), was born.

The founding team were convinced of the view within TEACCH that parents could be considered as “co-therapists”, indeed they believed that without question parents played a fundamental role in their child’s development. Despite such developments offered by TEACCH and others, parents were still often at the periphery of their children’s education provision. The formation of a new facility offered an opportunity to bring parents in, to see how far the role of parents could extend in the formation and implementation of the Approach. What improvement in a child’s development could be possible were parents not only “co-therapists” but co-creators of the Approach within which that therapy took place?

The aim of the present study was therefore to assess to what degree parents could indeed fulfil that potential. The team at Kilnbarn needed therefore not only to solicit the perceptions parents had of their child’s progress, how they responded to this or that intervention, and so on, but ascertain how valid and reliable those perceptions were. The case study under discussion was part of the School’s attempt to do so. Not only this, the case study was a vehicle by which parents as co-creators could be realised.

A review of the current body of research did not offer much guidance. As indicated, Kilnbarn was conscious from the outset that it was seeking to do something without precedent, at least in the UK. Most of the available research concerned education provision in respect of the core elements of autism. Little substantive, peer-reviewed literature addressed the heterogeneous nature of ASD. A case study was therefore not only desirable for Kilnbarn School but for others wishing to explore such a model of education provision in future.

A questionnaire, followed by one-to-one interviews and then a parent focus group, meant that the researcher had both quantitative and qualitative data upon which to draw. All three methods of collection occurred annually and 15 parents contributed through all three sources in each year of the study. 

This study makes clear that parents did indeed work in partnership with staff to create programmes that supported a child’s individual learning pathways. Though all parents had an opportunity to complete the questionnaire not all of them did so, nor therefore did all parents participate in one-to-one interviews or focus groups. The researcher is aware therefore that it may be argued many parents should be classed as evaluators and influencers rather than co-creators, that designation being confined to the small group who did participate in interviews and focus groups. 

Cognisant of such limitations, the author has concluded that those who did participate, especially through all three methods of data collection, and especially if doing so over the three-year period of the study, were indeed substantive partners and did indeed co-create the Approach. Again, in support of this, the case study itself, a model for the effective monitoring of such practice, provided contexts for parents to communicate directly with Kilnbarn’s staff. Doing so was not only a means for the researcher to test the validity and reliability of parental perceptions but one for parents to influence and co-create improvements to their child’s programme.

Emergent from all modes of communication was the reality, adopted provisionally from the outset, that children attending Kilnbarn School were too diverse in their make-up for there to be one comprehensive intervention programme practical and instructive enough to meet their complex needs. This case study has concluded that each separate element of the intervention should be combined sufficiently so as to create a substantive approach that incorporates the elements in sufficient detail and with expertise to accommodate and meet the children’s very special needs. The Approach at Kilnbarn, as reported by Odom et al (2012), should be theoretically-grounded, incorporate evidence-based practices and must be implemented effectively and efficiently. It is the author’s conclusion that by involving parents to a much greater degree than is often the case Kilnbarn was able to do so. 

The Conclusion will now discuss the research framework and its implications. This will be followed by a summary of the main findings according to the research question and recommendations that may contribute to the advancement of the field. The Chapter concludes with the limitations of the study and suggestions for further research.

[bookmark: _Toc421387814][bookmark: _Toc452905129]7.2	Research Framework

The study sought to examine the array of teaching or treatments principles and strategies that enabled the child to be a self-managing independent person, increase their self-esteem and physical and mental wellbeing. The overall goal was to use the parents’ own knowledge and skill-base, gleaned through a variety of media, to enable the School to modify and develop the existing Approach.

The research questions were determined therefore so as to elicit as much information as possible from parents in such a way that made it easy for them to do so. It needed also to do two more things. First, the research needed to take account different aptitudes that mean people (i.e. parents) respond more accurately and reliably in dependence upon the particular form the research takes. Second, the research needed to be diverse enough that it offered the greatest confidence in this validity and reliability. 

Taking account of such variables and seeking as it did to assess such an array of strategies for children of such complex needs, necessitated the use of mixed methods research, in theory and practice (Crotty, 1998). A case study (Yin, 2013) approach through a parental survey, interviews and a focus group was believed to be the most effective way of collecting both quantitative and qualitative data, analysing it, then producing findings, conclusions, and recommendations for future action. 

The annual survey, or questionnaire, was devised from an initial pilot that enabled parents to record interpretations and perceptions of their child’s progress in a number of areas that were considered necessary for a child to gain appropriate learning pathways. It included background questions that provided the parent with the opportunity to tell their story about their child’s life and how their child had affected them and their family. The resultant commentary, being qualitative, brought alive the quantitative data and gave substance to their lives as husband, wife, father or mother. This was followed by individual and group interviews, observations and data collected through pupil assessments and substantial documentation held by the School. For those parents who completed the questionnaire, hearing them discuss their child’s life was overwhelming and humbling to the researcher. Their honesty and truthfulness comes out in the commentary provided. The case study proved to be a significant tool in testing the quality and efficacy of the whole provision and opened a new dimension of involvement for the parents, increasing their sense of shared ownership of the School, its progress and development.

Kilnbarn provided day, weekly and termly boarding over 38 weeks per annum. The children had a diagnosis of autism prior to acceptance, many were preverbal and working at pre-National Curriculum levels. A total of 93 questionnaires were returned over a three-year period, relating to 45 pupils. Though the number of parental responses declined year on year, fifteen parents completed questionnaires in all three years of the study’s duration. These responses were used to develop more in-depth findings which influenced decisions to move to a 44-week boarding provision, build extra accommodation, increase therapy provision and establish the Ellis Community Project (a residential facility within the local community for those young people who were becoming independent and self-monitoring individuals). 

All children attending were diagnosed with autism but also had additional intellectual impairments and comorbid conditions. Many children were received from day and residential special schools with some receiving a variety of different interventions funded through the state or privately by their parents. Many children arrived at the School due to the collapse of their previous provision’s ability to meet their needs. Often these were due to behavioural difficulties where the child’s aggressive tendencies had made themselves and/or others vulnerable.

The adoption of Grounded Theory influenced the interpretation of the results. Quantitative data was processed using SPSS (Marija, 2002) to map it according to the Likert Scale (Göb, McCollin and Ramalhoto, 2007; Likert, 1932). The commentary was analysed and coded into themes. Semi-structured interviews were conducted to gain further clarity and a deeper understanding of the commentary given. The formulation of a parent focus group brought together answers to some of the issues raised but also illuminated personal but knowledgeable thought through the parent voice. To gain a deeper understanding of the Kilnbarn Approach (Anon, 2002a), semi-structured interviews, observations and scrutiny of documentation was conducted. Given that the author was researching from inside (as the CEO) there was a need to be constantly aware of ethical issues and consider the validity and reliability of the research. The insider-researcher’s ethical considerations can be found in Appendix H. 

[bookmark: _Toc421387815]The main approach to go some way to resolving ethical concerns was through a triangulation (Flick, 2004) process. This brought together the data collected from the questionnaire with the attached commentary which could then be interrogated and questioned through the individual and group interview processes. Each year the questionnaires were analysed and presented to all stakeholders and used to inform the following year’s school improvement plan, staff development plan and business plan which in turn supported modification to the School’s modus operandi (the Approach).

[bookmark: _Toc452905130]7.3	Main Findings and Recommendations

The study identified that children attending Kilnbarn School were often diagnosed soon after birth or in their first few years of life. The majority of children were admitted due to educational, emotional, social needs. In many cases the referral was due to the child exhibiting significant challenging and aggressive behaviours. In some cases, the mainstream generic special school was unable to meet the child’s behavioural, emotional, educational and social needs. Parents admitted that they were driven and overly-focused on acquiring what they believed to be the correct approach or intervention for their child and this didn’t help their children settle into these environments. The study did highlight a further set of parents who believed the previous provision did not have the capacity (skills and knowledge) to meet their child’s special educational needs. Many parents went to great extents to see their child transferred to Kilnbarn. Indeed, many believed that the transition process, whether through a local education authority or a SENDisT was stressful to them and their families. Some parents reported falling ill with depression and mental health issues during this period.

A number of children entering the School would either have a diagnosis of a comorbid condition or receive one within the first two years. There were two main types highlighted within the study, epilepsy and digestive tract conditions. Epilepsy in particular could be detrimental to the child’s development and well-being. All the children within the School received the label of SLD and for many ‘challenging behaviour’ also. Parents and their families found living with their children challenging, at times even unmanageable, and that their child’s presence jeopardised the family unit.
Section 7.3.1 to 7.3.3 summarises the findings and recommendations in the area of communication, life-long independent living, and behaviour management. 7.3.4 explores the role parents played 

[bookmark: _Toc452905131]7.3.1	Communicating and relating to others

The findings show that children arriving at the School were described as having significant delays in both receptive and expressive language and had a limited ability to communicate their intentions. A small group of parents whose children had signing as their communication aide believed that it had little impact on their child’s language development. Those children who practised communication therapies with signing and visual aspects, saw their progress substantially improve, although parents highlighted a lack of specialist training for staff. Interestingly, the evidence from the study suggests that as a child’s ability to communicate improved, their challenging behaviours, for many, decreased, especially in certain situations. Parents appeared keen to adopt the programme and for some, assisted their children through “joint action routines”. Commentary suggests that such interactions brought about new and exciting opportunities for a small number of children who again became part of their family unit, helping to mitigate previous problems. Such progression was not consistent however, with two thirds of children in the “cohort (15)” group were reported to have either plateaued or regressed after 11-16 months.

A number of parents highlighted that a major condition for perceiving their child had improved was the relationship the parent had with their child’s Key Worker, and to a lesser extent their teacher. It was reported in the study, that if a breakdown occurred in the parent/Key Worker relationship pupil progress could be jeopardised. From the parent’s improved interactions with their child came the belief that some children had become prompt-dependent communicators. Despite the introduction of visual communication systems and scores across the study showing that 81% of children making significant progress, 19% of pupils had either plateaued or in some cases regressed. Evidence from the study might suggest that comorbid conditions, especially epilepsy, may be adversely affecting progress, and further insight into the complexities of children acquiring language needs further investigation. 

It is recommended that children receive an annual communication assessment that explores combining more formally the structured teaching (TEACCH) and PECS approaches. A modified intervention that also included the communication elements of Applied Behaviour Analysis may provide a way forward to children with such diverse needs that the present methodology may not support (Roane, Fisher and Carr, 2016; Charlop‐Christy et al., 2002; Carr and Durand, 1985). In addition, further work is required to look at the benefits of parental involvement through “joint action routines” (Bradshaw et al., 2015; Schertz et al., 2013) and electronic communication aides (Lorah et al., 2013; Tang et al., 2013) that complement the needs of the child.


[bookmark: _Toc452905132]7.3.2	Life-long Independent Living

This section concentrates on the findings surrounding the maintenance of the child’s physical health and well-being. Parents appeared critical of government policies that related to the belief that the National Curriculum was more important than training their children to have life-long independent lives. The study highlights the concerns raised by parents that the health and functioning of their children will inevitably effect the future lives of them and their families. 

The study suggests that competent toileting is a critical life-long independent skill and that incontinence is probably the most problematic and disabling condition. For many children who entered the School being urinary-incontinent or doubly-incontinent, the use of prescribed routines, structure and visual direction, brought success. Some researchers believed that the co-existing conditions could have more impact on the child than autism itself. The findings lead to a number of recommendations, including further research on the discrepancy between the success of urinary continence and bowel incontinence, the effects of gastrointestinal conditions, exploration of age and functioning limits and incorporating successes from other approaches, including Applied Behavioural Analysis. It was apparent that prescribed routines through the use of structure, visual organisation and consistency were the three elements for success.

The study describes ASD as a neurodevelopmental condition in which children display signs of inflexibility, and preoccupation with tactile, visual and olfactory stimulation. The findings identified that these behaviours are often persistent and affect food preference and factors influencing food selectivity. Parents believed that positive progress was accomplished through one-to-one support where staff modelled at the dining table and presented clear structure and communication aides. Many children were classified as highly selective eaters with a very restricted intake of food. It was suggested that visual dietary-choice boards and consistent practice increased their child’s diets. There was little evidence to suggest that gluten-free and/or casein free (GFCF) diets had any beneficial effects on their children. Within the present study a number of combinations seemed to have produced positive outcomes. Such recommendations include the use of communication systems, supportive interventions (staff modelling) and moderations to the environment. There is empirical evidence and an overall scientific consensus supporting an association between food selectivity and autism spectrum disorders (Mari-Bauset et al., 2014). Further research needs to be conducted on the construct of food selectivity for children with a diagnosis of autism, severe learning difficulties and comorbid conditions. The School should also review its policies on GFCF foods and continue with medical staff to investigate the potential benefits, inconsequential effects, and even likely harm of such restricted diets.

As with children at Kilnbarn, research suggests that difficulties with sleep patterns are widespread amongst children with autism (Veatch, Maxwell-Horn and Malow, 2015). The present study identified that sleep problems may be connected with seizures, medication, gastrointestinal conditions, sleep breathing disorders and terror nightmares. The most co-occurring conditions were anxiety, irritability and challenging behaviours. Those parents whose children’s sleep patterns made positive progress cited the use of structure, routine and physical exercise as contributory factors to their child’s success. The School should further analyse its data and through this analysis create a school wide pilot sleep programme for those pupils who have significant periods of sleep deprivation. Further research to ascertain the connections between structure, routines and physical exercise is required to clarify the causes of sleep deprivation in children with autism. 

[bookmark: _Toc452905133]7.3.3	Behaviour management

For all children in the study, additional health and mental health conditions had a significant impact on themselves and the family unit. Commentary revealed many parent’s concerns around their child’s behaviour and cited this as the main reason for attendance at Kilnbarn School. The connection between behaviours and well-being were highlighted with secondary conditions such as epilepsy and a gastrointestinal upset having effects on the child’s behaviour. There is now increasing awareness of the importance of recognising the co-existing conditions that may have a detrimental effect on a child’s behaviours, although the study further suggests greater levels of atypical-behaviours are associated with the child having a lower IQ, and limited expressive and receptive language capacities. For many children at the School there was no significant change in stereotypic behaviours although there was a marked increase during times of stress, anxiety and change. 

As recognised above, the main reason for children being admitted to Kilnbarn School was due to their severe challenging and aggressive behaviours. They were described as exhibiting between two and four behaviour traits. In addition, it was noted that behaviours, once established as part of a repertoire, were unlikely to decrease without a detailed behaviour plan that was consistently administered at home and school. 

The study did identify a number of areas that supported the reduction of maladaptive and stereotypic behaviours. The use of structure appeared to reduce anxiety and stress which in turn reduced problematic behaviours. This, in combination with visually-clear instructions or ‘reinforcers’ also reduced the child’s anxieties and therefore the intensity of episodes. For many children vigorous physical exercise also contributed to the child’s ability to control their behaviours. The School has been instrumental in collecting data that could be used to review the present good practice associated with such challenging behaviours. The School could therefore, bring together this rich information and create a school wide approach that incorporates: (1) a structured communication programme for children who were exhibiting extreme challenging and aggressive behaviours; (2) a behaviour management and self-regulation regime that includes reinforcers; (3) a well-being and health programme that incorporates the effects of medication and physical exercise. 

[bookmark: _Toc452905134]7.3.4	2005 Data Analysis

It became apparent following the 2005 analysis of data and subsequent one-to-one interviews that there had either been no change or a regression in progress for a number of children within the study. Findings suggest that there were a number of circumstances that may have contributed to this conclusion. First of all, there was an increase in the numbers of children attending at Key Stage 3 and 4 who had significant complex behaviours. Within this group, a small number of children entering the school had been diagnosed with additional psychiatric and mental health conditions that manifested into extreme behaviours and aggression. Secondly, findings suggest that newly-appointed staff did not have the required specialist experience, skills or knowledge to provide substantive programmes to enable effective management of such behaviours. Indeed, evidence from the “cohort (15)” parent questionnaire, one-to-one interviews collaborated these findings. Three recommendations were put forward to the Trustees and Leadership Team. These included: (1) that the School appoint a psychiatric team (Clinical Psychologists and two assistants) to support the assessment process and creation of behaviour management programmes for the school, residencies and home; (2), That the Approach requires further modification and enhancement to meet the education, social and emotional challenges that children with such complex needs bring to the school; (3), that the School should not admit further children with a psychiatric condition until staff are competently trained and have sufficient experience to deal effectively with such challenging behaviours; (4), Senior managers should reviewing the appropriate skill mix of staff and consider moving trained and experienced staff to areas of the School receiving young people with psychiatric conditions and complex needs; (5) That the School should review the effects that a minority of children with complex needs have on the whole pupil population of the school.

This is perhaps only two, of many explanation as to why a third of the pupil population in “cohort (15)” had plateaued or regressed in their first eleven to sixteen months of being admitted to Kilnbarn School. Indeed, the nature of the lack of progress was often centred within the child’s ability to sustain progress within communicating their wants and needs, language development, social and cognitive skills. This marked change was further collaborated when comparing the school’s base-line assessments against the pupil’s first and second annual progress reviews. It may therefore be concluded that it was less likely that parental sensitivity had created inaccuracies in their interpretation of their child’s progress.

There is some evidence in the literature that identifies a loss of skills in a minority of children with a diagnosis of autism in their first few years of life (Rogers, 2004) but little research identifying children at the age of this cohort and with a diagnosis of autism, severe learning difficulties and comorbid conditions. Studies identifying developmental differences between regressive and non-regressive groups are also contradictory. Some authors report that children with regression have poorer developmental performance across time (Rogers and DiLalla, 1990) whereas others report no difference between the two groups (Werner and Munson, 2001). Although autism is not the only condition where regression is noted, it appears to be the most frequent (Rogers, 2004). Further research is required to understand the biology of regression in children with autism. We have much information from this study of the phenomenology as experienced by parent’s through grief and self-blame, but we must also recognise that parents had considerable determination and an ability to search for the most likely intervention that would meet their child’s very special needs.
 
[bookmark: _Toc452905135]7.3.5	Parents as substantive partners and co-creators

This section draws on findings to address whether parents’ perceptions and expectations recorded through the case study had a significant influence on the development of the Approach at Kilnbarn School. Could we consider parents as substantive partners? The author also wishes to address a supplementary yet essential question, that of whether there were any benefits, to both staff and parents, that accrued from this increasing role parents had. 

We have seen in the literature that parents can be involved in their child’s education provision, but more specifically as trainers (Symon, 2005). This is termed in the TEACCH world as “co-therapists” (Ozonoff and Cathcart, 1998, p.26). This study was unique in its findings in that not only were parents “co-therapists” but also active participants in the design and implementation of their child’s programme: co-creators. Within most schools the senior team alone are responsible for the creation of the intervention and the parents are excluded from the design elements of the programme. At Kilnbarn this was not the case. Indeed, evidence suggests that parents can contribute directly to the programme design (parent focus group) and also influence it through more indirect means. Kilnbarn utilised questionnaires and parental participation in semi-structured interviews to record their perspectives, drawing in their expertise as vital partners to develop the provision and ultimately secure its success. Whether via direct or indirect means, this case study has argued that parents at Kilnbarn School could be considered as co-creators. Indeed, the combination of parents (as programme influencers and co-therapists) working with professionals to maximise the culture of a “technical eclectic” model seems to be, in the light of this case study, an approach well suited to the needs of children diagnosed with ASD, severe learning difficulties and comorbid conditions.

The study recommends that the School should continue to develop its relationship with parents and draw on their expertise and knowledge. The parent focus group provided support in the area of the design of the programme, and in the creation of certain in-house medical and therapeutic services (psychology team and occupational therapy). Recommendations to increase the weeks of the School year was also derived specifically from the parent focused group discussions. 

[bookmark: _Toc452905136]7.3.6	Technical eclectic

Kilnbarn’s technical eclecticism was a combination of DLT, TEACCH and a number of communication programmes. Did this model secure developmental learning pathways for its pupils and are these pathways sufficiently rigorous enough to improve their quality of life? In many respects the Approach did meet children’s particular needs but it is evident that not all children progressed in a sustained manner. Certainly, many children were observed to progress with some speed, but as reported by parents and through data analysis, eventually their progress plateaued. 

The case study makes apparent limitations in many children’s progress and development by combining: TEACCH (D’Elia et al., 2014; Schopler, Mesibov and Hearsey, 1995); Daily Life Therapy (Larkin and Gurry, 1998; Kitahara, 1984a), and; communication programmes such as PECS (Bondy and Frost, 1994) and Makaton (Walker and Armfield, 1978). These may not, alone, meet the needs of all the children attending the School. Indeed, one may conclude that evidence, although subjective, might suggest that due to the children’s progress slowing after one or two years the introduction of a further approach(es) might be necessary. This was not surprising given the broad spectrum of characteristics and the additional intellectual impairments and comorbid conditions affecting the children’s learning styles and needs. To further meet such diversity, the author recommends Kilnbarn implement an adapted Applied Behavioural Analysis (ABA) (Bassett, Green and Kazanjian, 2000) model to its present approach. This, the author believes, will increase the learning styles available to its pupils, outlining some reasons for this below.

The study case study, garnering information from parents and staff, is supported through the literature in concluding that the TEACCH methodology is:

1. Centred on the individual
2. Understands the culture of autism
3. Adopts appropriate adaptations
4. Builds intervention strategies on existing skills
5. Organises the physical environment
6. Assists in the development of communication skills
7. Fosters social and leisure interests, and 
8. Increases independence skills 
(D’Elia et al., 2014; Mesibov and Howley, 2003)

How does ABA differ to this and what might it add to Kilnbarn’s Approach First of all, ABA is considered a more “normal” model of developing a child whereas TEACCH concentrates on attending to the differences between autistic and non-autistic children (Feinstein, 2010, p.136). Second, TEACCH focuses on the Antecedent control of behaviour, the first part of Antecedent-Behaviour-Consequences (ABC) (Davis and Luthans, 1980). ABA on the other hand emphasises the reinforcement or Consequence, the second part of ABC. 

To move the field in a slightly different direction, and one entirely compatible with Kilnbarn’s Approach, it would be interesting to see to what extent ABA and TEACCH could be combined. Research also supports the view that it is important to consider combining a variety of compatible approaches, including ABA and TEACCH, in order to most benefit children on the autistic spectrum (Callahan et al., 2010). For example, why do practitioners not add visual strategies suggested by TEACCH into their ABA programmes? Equally, why is the one-to-one instruction of ABA not at present part of TEACCH? The study recommends that further research is conducted to investigate the possible benefits and drawbacks of bringing these two approaches (TEACCH and ABA) together to form a more effective and efficient technical eclectic model.

[bookmark: _Toc421387816][bookmark: _Toc452905137]7.4	Limitations of the Study

Limitations of the current study need to be discussed. In the absence of sufficient data for specialist residential schools in the UK catering for children with autism, severe learning difficulties and comorbid conditions, it is difficult to judge the impact of autism education provision within specialist residential schools. The case study has attempted to address such issues by investigating the research question from those who are closest to the provision, the parents and staff. It is necessary to highlight that Kilnbarn School provided an educational setting for a certain group of children. These children, although having similar special needs to those who attend other specialist residential schools, may not be compared in disability, aptitude or need. The study sample, although not necessarily representative of the population of families of children with autism, was, for the purposes of this case study, enough to have significant influence on the development and implementation of the School’s Approach. Corbin and Strauss (2008) make clear that a sample size for Grounded Theory research often ranges from 10-30. Within this study the sample size was between 30 and 37. There were some valid limitations to the research sample though. The unique relationship between the School and its parents as partners successfully provided progression for the children as evidenced by parent commentary and statistical.

The survey provided a significant amount of qualitative commentary alongside quantitative information. The initial pilot did suggest ambiguous questions could limit the responses given be parents so the commentary was not enough on its own to counter-balance limitations to the quantitative data. Further reliability to commentary was sought in semi-structured interviews between the researcher and parent. The advantage of these was that they allowed the respondent to clarify their views, although at times this allowed the interviewee to move into areas outside the set themes that could, if the researcher wasn’t careful, come to dominate the interview. 

Critics might also argue that having the researcher present could limit the validity and reliability of parents’ responses given the researchers position (Kvale, 1995) as Chief Executive Officer at the time of the study. There is a counter-argument to this however, that the very fact that the researcher was the CEO made it easier for parents to be confident that their contributions would be taken seriously and have greater impact in the Approach design meetings. 

[bookmark: _Toc452905138]7.5	The Contribution of the Case Study to Research Literature

The current research is unique in that it provided parents with the opportunity to be substantive partners and co-creators in the design and modification of educational interventions to support their children with autism. In turn it has provided a tool in which parents have regained ownership of their child’s quality of life, learning outcomes and personal development. It has also provided those parents with a vehicle to gain information and to express their needs in positive ways and to make judgements alongside other like-mined individuals as to the most efficacious interventions applicable. There was also a sense that they were listened to, and although other interventions were not considered valid at the time, investigations have raised the adoption of Applied Behaviour Analysis as a further tool in the School’s technical eclectic. It was clear from the data collected that progress was made by many children and that the Approach was a valued intervention sufficiently rigorous to improve the quality of life of those children.

The thesis has gone beyond the exploration of the data generated. The study has shown the benefits of including parents as partners in the effective delivery of an approach for their children with autism. The study has teased out a unique collaboration, resulting in augmenting and intensifying the design of this eclectic model and in so doing the lives of those it serves. This pathway may never end, but brings an opportunity for the practitioner and researcher to continue an extraordinary journey that can combine parents and practitioner’s unique insight to further discover an evolving, developmental, and eclectic approach.

[bookmark: _Toc452905139]7.6	In Conclusion

The thesis has shown that parents as co-creators and co-therapists can be contributors in partnership with professionals in improving their child’s quality of life. From the experience and unique evidence of this case study other schools should realise and profit from the mass resource of their parents. It has been shown that the Kilnbarn Approach: Evolving through Evidence, was, during the research, an effective and suitable intervention for the many children it served. It is hoped that further studies in this field will explore the concept of a “technical eclectic” approach that further validates and brings together interventions which are conceptually grounded and incorporate evidence-based good practice. 
[bookmark: _Toc452905140]
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The pilot questionnaire was distributed to three different groups (3 parents whose children attended Kilnbarn School, 3 staff members whose children had been diagnosed with ASD, and, two parents whose children attended the local primary school) in July 2004. The aim was to gain a more in-depth understanding of the required design of the research instrument. Modifications to the questionnaire were required following commentary.


Pilot Questionnaire July 2004


SECTION 1	YOUR PERCEPTION OF YOUR CHILD’S AUTISM

Please tick the response that, in your opinion, best describes your child:


1.1	Has there been a change in the rate of your child’s overall level of social impairment?
(Behaviour in the community, stranger awareness)



No change			Large Change
□	□	□	□	□	



Comments:








1.2	Has there been a change in your child’s overall communication abilities?



No change			Significant Change
□	□	□	□	□	



Comments:








1.3 Has there been any change in your child’s ability to purposefully attend or focus on an activity?



No Change			Significant Change
□	□	□	□	□	

Comments:








1.4 Has there been any change in your child’s ability to communicate?



No Change			Significant Change
□	□	□	□	□	

Comments:










1.5 Has there been any change in your child’s response to you when you ask him to respond?



No Change			Significant Change
□	□	□	□	□	


Comments:











1.6 Does your child tell you their wants and needs?
(Include gestures and visual communication systems)

No Change			Significant Change
□	□	□	□	□	

Comments:







1.7 Have there been any marked differences in language and communication since your child started at Kilnbarn School?

No Change			Significant Change
□	□	□	□	□	

Comments:








1.8	Does your child show age appropriate affection and emotions?

Less				More
□	□	□	□	□	

Comments:










1.9 Has there been any change in your child’s toilet programme?


No Change			Significant Change
□	□	□	□	□	

Comments:









1.10 Has there been any change in your child’s feeding programme?

No Change			Significant Change
□	□	□	□	□	

Comments:









1.11 Has there been any change in your child’s diet?

No Change			Significant Change
□	□	□	□	□	

Comments:











1.12 Does your child regularly have a full night’s sleep??

No				Yes
□	□	□	□	□	

Comments:









1.13 Has there been any change in your child’s sleep patterns?

No Change			Significant Change
□	□	□	□	□	

Comments:









1.14 Has there been any change in your child’s ability to initiate their own activities?
(Puzzles, train sets, etc)

No Change			Significant Change
□	□	□	□	□	

Comments:








1.15 Has there been any change in your child’s leisure interests or hobbies?
(Trampolining, running, cycling, etc.)

No Change			Significant Change
□	□	□	□	□	

Comments:








1.16 What activities do you do with your child?






1.17 Do any of the following give rise for concern in your child?

Self-injurious behaviour			Stereotypic and repetitive behaviour
Aggression					Tantrums
Restricted diet				Epilepsy or seizures
Bowel related conditions			Motor control gross or fine
Other



1.18 If appropriate has there been any change in your child’s stereotypic and repetitive behaviours?
(Hand-flapping, making vocal sounds, rocking, places body parts or objects in one’s mouth, smelling objects.)

No Change			Significant Change
□	□	□	□	□	

Comments:




1.19 If appropriate has there been any change in your child’s aggression and tantrums?
(Behaviour that is aggressive to others, uncontrolled anger.)

No Change			Significant Change
□	□	□	□	□	

Comments:








1.20 If appropriate has there been any change in your child’s self-injurious behaviours?
(Oneself, biting or sucking, pinching, poking, hitting, vomiting, and consuming nonedible substances.)

No Change			Significant Change
□	□	□	□	□	

Comments:









1.21 Have there been any marked concerns in your child since starting at Kilnbarn School?










1.22 Please describe how having a child with autism has affected your relationships with your family and life in general?




























SECTION 3					EDUCATION AND CARE PROVISION


3.1	What educational provisions has your child attended?

Nursery						ABA school
MLD							Autistic school
SLD							Autistic Unit
Mainstream						Unit at mainstream 
Home Programme					Other

						PROV 1	PROV 2	PROV 3

	Name of provision	

	Type of provision	

	Approach used	

	Dates whilst in programme



Please describe any benefits/concerns your child has experienced during these programmes 











3.2	What out-of-school support have you been given?

Fostering					
52-week school				Befriender
Respite					Support in your home
Family Partnership Schemes			Other
After school Club

Please describe any benefits/concerns your child has experienced during these programmes 





How often were you entitled to this provision?







3.3	Why did you consider a residential provision for your child?

Priority Order:

1.		

2.		

3.		

4.		

Other comments:






3.4 What support were you given by your LEA, Social Services Department or other agencies?






3.5 Please describe briefly the ‘journey’ in acquiring a place at Kilnbarn School?

3.6 
Did Kilnbarn School’s admissions process meet your expectations? (please give a brief summary)









3.7 What other ways could Kilnbarn School support parents wanting a place?








3.8	What attracted you to Kilnbarn School?

New Buildings and facilities			Marketing and publicity
The Founder					Word of mouth
An appropriate methodology			Other
Caring staff					







3.8 Has the School lived up to your personal expectations? (please give a brief summary)



3.9 In your opinion has your child progressed as you would like him/her to do?



3.10 Has your home life been affected by your child attending a residential placement?



3.11 What are you hopes and fears for the future?









4.1 What new facilities or provision would you like Kilnbarn School to offer in the future?

1. Within Kilnbarn School: 
a. Educational Practice
b. Care Practices			(COULD BE PAST EXAMPLES)
c. Community Based Activities
d. Other



2. Within Kilnbarn School:
a. Supporting you and your families
b. Supporting funders 		(COULD BE PAST EXAMPLES)
c. Community Based Activities
d. Supporting professionals
e. Outreach Services
f. Other


SECTION 1								YOUR DETAILS

1.1	Family Name:

1.2	Name of Child					Date of Birth

1.3	Diagnosis Details:





1.4	Please give names and ages of siblings:



1.5	Date your child first attended Kilnbarn School
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Parent Questionnaire 2004-2005

Dear Parents						               28 September 2004

As part of my PhD research I have agreed with the Governors to explore the factors that place families in a position where a residential placement is believed to be the most appropriate provision to meet the growing needs of their child.

The attached questionnaire is designed to collect your views on your experiences in relation to past and present schooling experiences. This survey will give you the opportunity to re-examine your thoughts in relation to the School’s education and care programme and how it can best meet the future needs of your child and your family. The results will enable me to analyse present practice and pupil progress as well as reviewing future services and provisions made by the School.

The School continues to be an establishment that leads the way in educational and residential provision for children with autism and severe complex learning difficulties. Given the lack of appropriate provision and the idyllic and well-resourced programme that is available at the School, agencies, parents and funding bodies believe the School to have high standing within the profession. With such a reputation the School should not be complacent; it needs to constantly evaluate its practices and the learning outcomes of its pupils.

Your reply will be read only by myself and treated in the strictest confidence in any reporting of the work. Your frankness in completing the questionnaire is of the utmost importance and will not disadvantage the education and care your child receives. Following this questionnaire, I intend to interview a number of parents to further clarify the results. If you would like to take part in this interviewing process, please complete Section 5 Personal Details as appropriate. Alternatively, please contact me direct on 01865 241241 or by email Rhubbard@Kilnbarn.org.uk. If you have any questions relating to this document, please contact me directly by telephone or Email.

Following the completion of this work I will arrange a meeting to provide you with feedback. I should be grateful if you would complete the document and return the questionnaire in the pre-paid envelope by no later than Thursday, 7 October 2004.

May I thank you in anticipation for completing the questionnaire and supporting my research and the continuing developments of the School.

Yours sincerely

Robert G Hubbard
Chief Executive

To investigate how effective Kilnbarn School is in providing an appropriate 38-week residential educational programme for pupils and students with autism and complex learning difficulties


Attached is a series of 19 questions. Please tick the response that, in your opinion, best describes your child. Sometimes you are asked to write a comment in the space provided. If you do not have enough room for your comments or would wish to support the questionnaire with further information, please complete on a separate sheet of paper. Some questions may not describe your child, please complete the Not Applicable box (NA) and add a comment why you consider this to be so. All the instructions in this questionnaire have been written in italics to help you distinguish them from the question. There are no ‘right’ answers as we are seeking your opinion. If you have any questions on the questionnaire, please do not hesitate to contact me on 01865 241241 or by Email: Rhubbard@Kilnbarn.org.uk

Thank you for completing and returning the Questionnaire.




SECTION 1			PROGRESS AND DEVELOPMENT

1.1	Has there been a change in your child’s language and communication abilities since starting at Kilnbarn School?

Signing:
Significant positive progress	No change			Regressed	NA
□ (1)		□ (2)		□ (3)		□ (4)		□ (5)		□ (6)
Recognition of symbols:
Significant positive progress	No change			Regressed		NA
□ (1)		□ (2)		□ (3)		□ (4)		□ (5)		□ (6)
Understanding instructions:
Significant positive progress	No change			Regressed		NA
□ (1)		□ (2)		□ (3)		□ (4)		□ (5)		□ (6)
Tells you their wants and needs:
Significant positive progress	No change			Regressed		NA
□ (1)		□ (2)		□ (3)		□ (4)		□ (5)		□ (6)

Comments:






1.2	Have there been any marked changes in your child’s self-help and social skills since starting at Kilnbarn School?

Toileting:
Significant positive progress	No change			Regressed	NA
□ (1)		□ (2)		□ (3)		□ (4)		□ (5)		□ (6)
Feeding skills:
Significant positive progress	No change			Regressed	NA
□ (1)		□ (2)		□ (3)		□ (4)		□ (5)		□ (6)
Dressing and undressing:
Significant positive progress	No change			Regressed	NA
□ (1)		□ (2)		□ (3)		□ (4)		□ (5)		□ (6)
Change in sleeping patterns:
Significant positive progress	No change			Regressed	NA
□ (1)		□ (2)		□ (3)		□ (4)		□ (5)		□ (6)
Change in Diet:
Significant positive progress	No change			Regressed	NA
□ (1)		□ (2)		□ (3)		□ (4)		□ (5)		□ (6)
Awareness of physical dangers:
Significant positive progress	No change			Regressed	NA
□ (1)		□ (2)		□ (3)		□ (4)		□ (5)		□ (6)

Comments:









1.3 Have there been any marked changes in your child’s ability to relate to people since starting at Kilnbarn School?

Eye contact:
Significant positive progress	No change			Regressed	NA
□ (1)		□ (2)		□ (3)		□ (4)		□ (5)		□ (6)
Relationships with family members:
Significant positive progress	No change			Regressed	NA
□ (1)		□ (2)		□ (3)		□ (4)		□ (5)		□ (6)
Relationship with strangers:
Significant positive progress	No change			Regressed	NA
□ (1)		□ (2)		□ (3)		□ (4)		□ (5)		□ (6)
Being safe whilst out in the community:
Significant positive progress	No change			Regressed	NA
□ (1)		□ (2)		□ (3)		□ (4)		□ (5)		□ (6)
Shows affection:
Significant positive progress	No change			Regressed	NA
□ (1)		□ (2)		□ (3)		□ (4)		□ (5)		□ (6)
Comments:





1.4 Have there been any marked changes in your child’s behaviours since starting at Kilnbarn School?

Stereotypic behaviours (hand flapping, making vocal sounds, rocking, places body or objects in one’s mouth, smelling objects):
Significant positive progress	No change			Regressed	NA
□ (1)		□ (2)		□ (3)		□ (4)		□ (5)		□ (6)
Aggression and Tantrums (behaviour that is aggressive to others, uncontrolled anger):
Significant positive progress	No change			Regressed	NA
□ (1)		□ (2)		□ (3)		□ (4)		□ (5)		□ (6)


Self-Injurious Behaviours (Oneself, biting and sucking, pinching, poking, hitting, vomiting and consuming non-edible substances):
Significant positive progress	No change			Regressed	NA
□ (1)		□ (2)		□ (3)		□ (4)		□ (5)		□ (6)

Please describe the level of aggressive behaviour your child demonstrates (if applicable):







Have you noticed any difference between your child’s behaviour whilst at home to that in school?







1.5 Has there been a change in the rate of your child’s overall progress since attending Kilnbarn School?

Significant positive progress	No change			Regressed	NA
□ (1)		□ (2)		□ (3)		□ (4)		□ (5)		□ (6)
Comments:







1.6 In which areas have you seen most change in your child since attending Kilnbarn School?










SECTION 2	STRENGTHS AND WEAKNESSES OF CURRENT ARRANGEMENTS

2.1	What attracted you to Kilnbarn School?

New buildings and facilities	□	An appropriate methodology		□ Marketing and publicity	□	Qualified and experienced staff	□
Press Articles			□	Caring staff				□
Word of mouth		□	Residential school provision		□

Other:



Comments:





2.2 Do any of the following give rise for CONCERN in your child since starting at Kilnbarn School?

Self-injurious behaviour	□	Stereotypic/repetitive behaviour	□
Aggression			□	Tantrums				□
Restricted diet		□	Epilepsy or seizures			□
Bowel related conditions	□	Motor control gross or fine		□
Medication			□	Other:

Comment:




2.3 What areas of the School’s education and residential programme do you consider have significantly benefited your child’s progress and development?

Structured Teaching (TEACCH)	□	Physical Exercise		□
PECS (Picture Exch. Com. System)	□	Independence Skills		□
Management of Behaviour		□	Community Visits		□
Individual Education Plans		□	National Curriculum		□
Home Support			□	Therapists			□
Teacher expertise and knowledge	□	Key worker relationships	□ 
Medical				□

Other:





2.4 In which areas of the School’s education and residential programme would you consider requires further development to prepare your child for his/her future?









2.5 Has your home life been affected by your child attending a residential placement?

Not at all			Some change			Substantially	NA
□ (1)		□ (2)		□ (3)		□ (4)		□ (5)		□ (6)


Comments:






2.6 What new facilities or provision would you like Kilnbarn School to offer in the future?

YES		NO
Provide training opportunities 				□		□
Respite Facility – during holiday period			□		□
Emergency Respite Facility – Open 52 weeks/year	□		□
52-week provision						□		□
Supporting you and your family in the home		□		□

Other:



2.7 What other ways could Kilnbarn School support parents whose children are presently attending the provision?









SECTION 3					EDUCATION AND CARE PROVISION

3.1	What educational provisions has your child attended?

Nursery provision	□	ABA school				□
Mainstream Primary	□	Autistic specific school/Unit		□
Special School	□	Lovaas/ABA - Home programme	□
Referral Unit		□	Options Institute/Home Prog	□

Other:



Please describe any benefits/concerns your child has experienced during these programmes: 











SECTION 4					FAMILY SUPPORT MECHANISMS	

4.1 What out-of-school support have you been given?
Support in your home		□	After school club		□
Respite facility (max of one week)	□	Befriender			□
Residential Provision (non educ.)	□	Family Partnership Scheme	□

Other:






Please describe any benefits/concerns your child has experienced during these programmes 







4.2 Why did you consider a residential provision for your child?
(Please prioritise your answers)


1.	




2.	




3.	




Other:







4.3 What support have you received by your LEA, Social Services Department or other agencies?








4.4 Have your levels of stress increased or decreased since your child started at Kilnbarn School?

Decreased			No change			Increased	NA
□ (1)		□ (2)		□ (3)		□ (4)		□ (5)		□ (6)


Please give reasons for your answer:










SECTION 5				PERSONAL DETAILS 

5.1 Your child’s age in Key Stages:

Between:

Key Stage 1 & 2	□
Key Stage 3		□
Key Stage 4+		□


If you wish to remain anonymous please do not complete the following:

Name:

Address




	I would like to be involved in your research and would be willing to be interviewed.
	Yes     □                No     □

	
I give permission for you to use my son/daughter’s school records. 
(This information will be confidential)
	

Yes     □                No     □

	



Signed:________________________________


	



Date:________________________




Print Name______________________
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21 December 2004

Dear Parents

May I thank you for kindly completing the Parents’ Questionnaire and returning it to me so promptly. I was delighted to receive thirty submissions that were completed with a great deal of information. This information is being collated at the moment and analysed. A number of themes are emerging that will help the Governors and myself further develop the School’s direction in the future. This information will also support Head Teacher’s planning of the Education and Residential Departments as well as supporting any training and home programmes for parents.

I have almost completed the initial stages of the analysis and will be able provide you with written feedback in the New Year. I will be in touch with those parents who would wish to be interviews to clarify a number of questions that have been raised through this process. Again, I will be in touch in the New Year to arrange dates.

May I thank those of you who have wished me well following my illness early this year. I am pleased to say that I have made a full recovery.

Can I take this opportunity to wish you all a very pleasant Christmas and I look forward to working with you in the New Year.

Yours sincerely
[image: Robert%20Hubbard%20sig]







Robert G Hubbard
Chief Executive
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Section 1, provides detail of themes discussed during the Parents Interviews over the study. Section 2 describes a summary of the minutes taken during Parents Focus Group meetings between January 2004 and December 2006

Section 1 - Parent interviews (Semi-structured interview questions)

2004 	Semi-structured interview questions
1. Associated (comorbid) conditions – how they affect your child’s life and implications for the family
a. Focus on:
i. Additional conditions (gastrointestinal conditions, epilepsy and depression
ii. Limited speech (causes if known and when recognised
iii. Relationships with family
iv. Communication – TEACCH visuals, PECS and Makaton
v. Specific difficulties in learning skills
vi. Supporting child’s independence skills
· Diet/sleep patterns/exercise (family life)
· Safety in the home
2. Previous education:
a. Benefits
b. Progress made
c. Concerns raised
d. Support of authority
3. Challenging behaviours
a. Level of behaviours
b. Stereotypic behaviours
c. Concerns
i. Smearing
ii. Violent outbursts (antecedents) 
iii. Can TEACCH (structure reduce behaviours)
4. Other

2005 Semi-structured interview questions
1. Communication
a. Makaton v PECS
2. Progress of children (explore concept of the child plateauing)
3. 38 weeks and 44-week provision
4. 6 term year
5. Providing support in the home to prevent children leaving the School (support for parents)
6. Physical exercise – sleep patterns (Quality of Life)
7. Other

2006 Semi-structured interview questions
1. Life at School
a. Changes of child since starting the study
b. Progress???(prompt if required)
i. Communication
ii. Independence
iii. Relationships
iv. Use of approach within the home
v. Relationship with school and key staff
vi. Elements of change
2. 44-week provision
3. 6 term year (benefits and disadvantages)
4. Stress levels of parents and families
5. Other


Section 2 - Parent focus group (summary of minutes)
November 2004
1. Communication Systems (Speech and Language Therapist)
a. Signing versus visual communication systems
b. Signing and visual communication – to continue and reviewed
c. Use of visual communication systems within the home
i. Parents ability to plan and implement programme
ii. Consistent practice and the effects on children’s progress within the School
iii. PECS levels and their associations with TEACCH

2. Attraction to Kilnbarn School
a. Founder
b. TEACCH and PECS combined
c. Vigorous physical activities (Daily Life Therapy)
d. Schedules
e. Trained staff and training for parents (consistency)

November 2005
1. Concerns raised prior to diagnosis
a. Language slow to develop or a failure to acquire language skills
b. Communication with mother (0-36months)
i. Eye contact
ii. Repartee (noises, body movements)
iii. Excessive crying
iv. Loss after acquiring phased speech
v. Lack of giggles/laughing
vi. Refused being feed
c. Feeding problematic (0-12 years)
i. Fussy eater – only eat certain foods
ii. Having a tantrum if selected food is unavailable
iii. Would eat only crunchy foods (texture)
iv. Crunchy food too noisy
v. Foods (potato mash) coloured pink
vi. High in carbs, high in calories
vii. Dislike chewing foods
viii. Abdominal discomfort constipation and diarrhoea
ix. Modelling helped
x. Specialist diets
d. Sleep patterns (0-13 years)
i. Waking during might
ii. Child in bed with parents
iii. Waking early
iv. Sleeping during the day (following a holiday to USA)
e. Behavioural problems (Causes and types of behaviour)
i. Obsessive behavioural patterns (pulling siblings hair)
ii. Biting 
iii. Scratching
iv. Tantrum whilst out
v. Behaviour when anxious
vi. Aggressive when around loud noises (crowds)
vii. Baby crying
March 2005
1. Stress levels in parents
a. Descriptions of severe aggressive behaviours directed at siblings
b. Lack of sleep of parent due to child awareness throughout the night
c. Challenging behaviours whilst out in the community
d. Self-injurious behaviours
e. Epileptic fits that are uncontrolled and present themselves at night (Founder’s son passing away due to a night seizure)
2. Communication
a. Language development and regression
b. Reasons for language to become impaired between (18m-2yrs)
c. Relationships with parents and others outside of the family (comparison)
3. Behaviour
a. Characteristics
b. Unusual traits
c. Antecedents
d. Challenges for the parents
e. Community and behaviour
f. Approaches to behaviour management
g. Public perceptions

March 2006
6. Causes of Autism
a. 3 mother believed their child’s autism had been caused by a genetic disorder
b. Parent cited her personal lack of ability to communicate and socialise with individuals
c. 2 mothers described their partners as unusual, odd and different 
d. Husband’s stress and diagnosed depression due to his inability to relate effectively to others
e. Stress anxiety within the family
f. Concerns raised by MMR vaccine study
7. Life at School
a. Changes of child since starting the study
b. Progress???
i. Communication
ii. Independence
iii. Relationships
iv. Use of approach within the home
v. Relationship with school and key staff
vi. Elements of change
vii. 44-week provision
viii. 6 term year (benefits and disadvantages)
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The revision of criteria for the Diagnostic Statistical Manual (DSM) edition V states that ASD:

“Must meet criteria A, B, C, and D:

A – Persistent deﬁcits in social communication and social interaction across contexts, not accounted for by general developmental delays, and manifest by all three of the following:

Deﬁcits in social-emotional reciprocity; ranging from abnormal social approach and failure of normal back and forth conversation through reduced sharing of interests, emotions, and affect and response to total lack of initiation of social interaction,

Deﬁcits in nonverbal communicative behaviours used for social interaction; ranging from poorly integrated-verbal and nonverbal communication, through abnormalities in eye contact and body-language, or deﬁcits in understanding and use of nonverbal communication, to total lack of facial expression or gestures

Deﬁcits in developing and maintaining relationships, appropriate to developmental level (beyond those with caregivers); ranging from difﬁculties adjusting behaviour to suit different social contexts through difﬁculties in sharing imaginative play and in making friends to an apparent absence of interest in people 

B – Restricted, repetitive patterns of behaviour, interests, or activities as manifested by at least two of the following:

Stereotyped or repetitive speech, motor movements, or use of objects; (such as simple motor stereotypies, echolalia, repetitive use of objects, or idiosyncratic phrases)

Excessive adherence to routines, ritualized patterns of verbal or nonverbal behaviour, or excessive resistance to change; (such as motoric rituals, insistence on same route or food, repetitive questioning or extreme distress at small changes)

Highly restricted, ﬁxated interests that are abnormal in intensity or focus; (such as strong attachment to or preoccupation with unusual objects, excessively circumscribed or perseverative interests) 

Hyper-or hypo-reactivity to sensory input or unusual interest in sensory aspects of environment; (such as apparent indifference to pain/heat/cold, adverse response to speciﬁc sounds or textures, excessive smelling or touching of objects, fascination with lights or spinning objects)

C – Symptoms must be present in early childhood (but may not become fully manifest until social demands exceed limited capacities)

D – Symptoms together limit and impair everyday functioning.”

(McPartland, Reichow and Volkmar, 2012, p.S38)
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The appendix provides details of themes discussed with the Head Teacher during the study

· 2001 Code of practice – its effect on the Kilnbarn School
· Pre-placement referrals, assessment criteria
· Concerns raised over LEA placements
· Previous pupil placements

· Admissions over the placement and their effects on the School
· Comorbid conditions and their effects on the pupil’s progress
· Pupil stress levels/anxieties and depression
· Managing behaviours within the School
· Supporting parents through training in behaviour management techniques and Team Teach

· The “culture of autism”
· Kilnbarn Approach
· TEACCH
· Daily Life Therapy
· Communication approaches adopted at the School
· Practical applications of the Approach
· Concerns
· Visual v signing
· Consistent practice (school/residencies/home)
· Pupil safety

· Pupil progress and regression
· Suggested reasons for some children plateauing

· Stress of Parents


· Interventions requiring serious consideration
· Applied Behavioural Analysis
· Therapeutic interventions

· Quality of teaching
· Consistent practice within the School
· Training requirements of staff and parents

· Compliments and Complaints





· 
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[bookmark: _Toc451617216]Table 9 – Pupil data of cohort 15 – comparing P Level, pep3 with the parental perceptions of pupil progress
	(1)




Pupil ID
	(2)




M/F
	(3)




Key
Stage
	(4)

National
Curriculum

P Levels
Speaking
	(5)
Psych-educational profile
Expressive Language (EL)
Developmental Age (months)

	(6)


Expressive Language

Parental Perceptions of progress
	(7)



CARS
data

	
	
	
	04
	05
	06
	04
	05
	06
	04
	05
	06
	04

	1
	M
	4/5
	P5
	P6
	P8
	20m
	x
	24m
	SPP
	VSPP
	VSPP
	49

	2
	M
	4/5
	P6
	P8
	P8
	22m
	x
	25m
	SPP
	VSPP
	NC
	53

	3
	M
	4/5
	P4
	P4
	P5
	19m
	x
	22m
	SPP
	NC
	SPP
	47

	4
	M
	3/4
	P7
	P8
	1C
	24m
	x
	28m
	SPP
	VSPP
	VSPP
	39

	5
	M
	3/4
	P3(i)
	P3(ii)
	P3(ii)
	17m
	x
	17m
	VSPP
	SPP
	RSl
	55

	6
	M
	¾
	P7
	P8
	1B
	25m
	x
	23m
	SPP
	SPP
	NC
	57

	7
	M
	3
	P6
	P6
	P5
	24m
	x
	21m
	NC
	SPP
	SPP
	42

	8
	M
	3
	P6
	P8
	P8
	23m
	x
	21m
	VSPP
	VSPP
	NC
	44

	9
	M
	3
	P4
	P6
	P8
	18m
	x
	24m
	SPP
	VSPP
	VSPP
	38

	10
	F
	½
	1C
	1C
	1A
	28m
	x
	32m
	NC
	NC
	SSP
	35

	11
	M
	2/3
	P2(ii)
	P3 (i)
	P3(ii)
	16m
	x
	18m
	SPP
	VSPP
	NC
	44

	12
	M
	2/3
	P4
	P4
	P5
	18m
	x
	19m
	NC
	NC
	SPP
	58

	13
	M
	2/3
	P7
	P8
	1C
	24m
	x
	27m
	SPP
	SPP
	VSPP
	52

	14
15
	M
	2/3
	P6
	P7
	P7
	23m
	x
	24m
	VSPP
	NC
	NC
	40

	
	M
	2/3
	P5
	P5
	P6
	17m
	x
	21m
	SPP
	NC
	NC
	45



Table 9 provides an overview of the pupils whose parents submitted a questionnaire consistently over the three-year study. Column 1 identifies the pupil identification number (Pupil ID), the second column, the sex of the child and the third column, the child’s Key Stage. There were two assessment protocols listed: National Curriculum P Levels (Column 4 and see description of P levels, speaking – expressive language, below) and the Psycho-educational Profile (PEP3) (Column5). Column 5, PEP3, depicts the child’s development age (m=months) in the area of expressive language. Both columns describe the assessments relating to the child’s expressive language (Column 4 represents Speaking and Column 5 represents Expressive Language). Column 6 incorporates the data collected through the Parent Questionnaire, in the area of Expressive Language (Column descriptor: VSPP=Very Significant Positive Progress, SPP=Significant Positive Progress, NC=No Change, RSl=Regressed Slightly, SR=Significant Regression, NA=Not Applicable), (see section 5.3.4, Tells you their wants and needs, Chapter 5). Column 7 provides details of scores from the Childhood Autism Rating Scale (CARS) (Schopler, Reichler and Renner, 1988). Those children who accumulated 30 to 36 points were classed as being mildly autistic. Children with scores between 36 to 60 were classed as severely autistic. The information was gathered anonymously with the help of the School’s administration team. To avoid confusion, the data has been transcribed using the most up to assessment protocols: 

The National Curriculum Levels P Levels (DfE, 2014).
Psycho-educational Profile – Revised (PEP 3)
(Coonrod and Marcus, 2013)

Descriptors for English, Speaking (Expressive Language) 9Column 4)
[bookmark: _Toc166748595][bookmark: _Toc167015621]English

Performance description

P1 (i) Pupils encounter activities and experiences. They may be passive or resistant. They may show simple reflex responses. Any participation is fully prompted.

P1 (ii) Pupils show emerging awareness of activities and experiences. They may have periods when they appear alert and ready to focus their attention on certain people, events, objects or parts of objects. They may give intermittent reactions.

P2 (i) Pupils begin to respond consistently to familiar people, events and objects. They react to new activities and experiences. They begin to show interest in people, events and objects. They accept and engage in coactive exploration.

P2 (ii) Pupils begin to be proactive in their interactions. They communicate consistent preferences and affective responses. They recognise familiar people, events and objects. They perform actions, often by trial and improvement, and they remember learned responses over short periods of time. They cooperate with shared exploration and supported participation.

P3 (i) Pupils begin to communicate intentionally. They seek attention through eye contact, gesture or action. They request events or activities. They participate in shared activities with less support. They sustain concentration for short periods. They explore materials in increasingly complex ways. They observe the results of their own actions with interest. They remember learned responses over more extended periods

P3 (ii) Pupils use emerging conventional communication. They greet known people and may initiate interactions and activities. They can remember learned responses over increasing periods of time and may anticipate known events. They may respond to options and choices with actions or gestures. They actively explore objects and events for more extended period. They apply potential solutions systematically to problems.

Attainment Target descriptions in English

Speaking

P4 Pupils repeat, copy and imitate between 10 and 50 single words, signs or phrases or use a repertoire of objects of reference or symbols. They use single words, signs and symbols for familiar objects, and to communicate about events and feelings,

P5 Pupils combine two key ideas or concepts. They combine single words, signs or symbols to communicate meaning to a range of listeners. They make attempts to repair misunderstandings without changing the words used. Pupils use a vocabulary of over 50 words.  

P6 Pupils initiate and maintain short conversations using their preferred medium of communication. They ask simple questions to obtain information. They can use prepositions, such as ‘in’ or ‘on’, and pronouns, such as ‘my’ or ‘it’, correctly.

P7 Pupils use phrases with up to three key words, signs or symbols to communicate simple ideas, events or stories to others. They contribute appropriately one-to-one and in small group discussions and role play. They use the conjunction and to link ideas or add new information beyond what is asked. 

P8 They link up to four key words, signs or symbols in communicating about their own experiences or in telling familiar stories, both in groups and one-to-one. They use an extensive vocabulary to convey meaning to the listener. They can use possessives. They take part in role play with confidence. They use conjunctions that suggest cause. (p.11-12)

The National Curriculum Levels P Levels (DfE, 2014)
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Appendix H explores the ethical considerations that were taken in conducting the research. This will include the recognition of important aspects of informed consent, anonymity and the security of data. Appendix H will also discuss how the author managed his role as an insider-researcher to avoid skewing the data.

Cohen et al. (2011), have identified seven arenas in which it is essential to examine the moral dimension of social science study: (1) the nature of the research project; (2) the context for the research; (3) the procedures to be adopted; (4) methods of data collection; (5) the nature of the participants; (6) the type of data collected, and; (7) what is to be done with the data (Cohen et al., 2011). 

Such developments within the field of social science have resulted in a deeper awareness of the attendant moral issues implicit in working within this field. Ethical concerns encountered within an education setting can be extremely complex, subtle, and place the researcher into a somewhat thorny moral predicament. This is particularly the case for an insider-researcher who, as in the present study, had leadership responsibilities within the setting. They must navigate their pursuit of truth through the rights, values and worldviews of the data sources and their responsibilities to the organisation as a whole. For example, the Board had a responsibility to ensure Kilnbarn School remained financially sustainable. There was some degree of concern among Trustees that recommendations for change to the Approach may, if implemented, threaten the financial stability and credibility of the School. This, the logic of concern followed, would lead to parents not applying, and LEAs not referring, to Kilnbarn School. 

The insider-researcher also needed to be aware of the worldviews of parents and how this may have influenced their perceptions. For instance, some parents did become convinced of a particular therapeutic practice, or even cure, that would pertain to their child. Such convictions could be tightly held even when there was no evidence of the technique’s efficacy both within general autism literature or the data collected as part of the study. Parents may even have perceived the relative progress of their child to be poor when in fact it was positive, or significantly positive. The difficulty for the insider-researcher was to become aware of such influences on the case study.

The researcher chose to deploy a “cost/benefits” concept (Frankfort-Nachmias, 1992) to navigate through the ethical dilemmas pertaining to parents, their children, and the Board. From its inception the School received significant attention from many social science, medical and policy researchers. Within the first two years the owner, trustees, and researcher concluded that an independent Ethics Committee would be required to consider the likely benefits against the likely costs to both individuals and the School of such research taking place. 

In accordance with its policies, a submission to the School’s Ethics Committee was required before the present study could be conducted. The committee stipulated that a confidential annual report be presented by the researcher to its members, Trustees, Division TEACCH, North Carolina University, and the researcher’s supervisor, in order for the study to continue into the following year. As the underlying motive for the study was to improve the Approach, the Board of Trustees provided resources and funding. They demanded a Staff Questionnaire be conducted, again each year over the three years. The case study was therefore part of a larger research project providing detailed evidence, annually, for the School Improvement Plan, Staff Development Plan, Business Plan, and Approach document. Parents and staff were provided with a summative report and given the opportunity to attend an annual presentation of the findings, conclusions drawn, and recommendations for future action.

Informed consent, provided by the parent(s) was a pre-requisite for a pupil to be accepted on the study. Informed consent is defined as that which occurs when an individual chooses to participate in a study after being informed of facts that would be likely to influence their decision either way (Diener and Crandall, 1978). Parents were invited to an initial, exploratory meeting, before all were sent the initial questionnaire. They were requested to return the completed document in a blank envelope (provided) to a specified research administrator. The administrator logged the information contained in the questionnaire and typed the commentary produced by the parent. All names were removed at this time to ensure anonymity. The researcher was only aware of the Key Stage and sex of a child, along with a specific reference number so they could identify them and accurately collate the different data received. The researcher themselves ascribed fictitious names to use instead of the reference numbers. 

The researcher received passwords from the administrator to open two digital files. First, there were the parental commentaries, saved as a Microsoft Word document. Second, there was the file produced by uploading the raw data onto a Statistical Package for the Social Sciences (SPSS). All paper documentation was saved but kept under lock and key, accessed only by the research administrator. 

Once the data had been analysed, the author would ask the administrator to contact three parents each year by random selection who had agreed to an interview. The researcher would then conduct an interview in privacy. The interview would be recorded and a script produced from the recording. Once the script had been analysed the recorded file and paperwork would be returned to the administrator. Questions gathered for the interview were often generic and created through themes and strands within the commentary of the questionnaire. 

The administrator was required to raise any comments made by parents that could be considered of concern. The information would be brought to the researcher who would instruct the administrator to elicit further information. Throughout the three-year study four parents requested direct contact with the researcher to look at their concerns. No safeguarding issues were reported that were connected to the research.

All documents, interviews and minutes from the Parent Focus Group were confidential. All information was locked in filing cabinets or received an electronic password to avoid access by unauthorised individuals. In 2010 all documents relating to the study were destroyed by the School. It must be emphasised that despite the high level of confidentiality and anonymity the author had a reasonable idea as to the names of some children. This being the case, after the first year’s submission parents were informed through the annual report and presentation that it may be possible for children to be recognised by the researcher. This was not unexpected but the subsequent admission by the researcher gave parents confidence that this senior person was very sensitive to the needs of their children. 

To further ensure that there was no bias, additional precautions were implemented. Following the analysis of the data the researcher would meet with the senior management team to discuss the results. This would be followed by a private meeting with the Chair of Trustees to scrutinise the results and gain an insight into the parents’ perspective on the School’s Approach. As it was conducted by an insider-researcher the author communicates a note of caution to other, similar educational providers, that the findings may have limited transferability.

The author has explored the contexts through which bias could take place, along with the ethical considerations essential to raise in an educational establishment in which there are vulnerable children. These were considered in advance of the study, re-addressed formally each year in the annual report and informally by consistent monitoring by the researcher in dialogue with the senior management team and Chair of Trustees. In other words, as a mixed methods study which stated the position of the researcher at the outset any bias in the data was recognised, acknowledged (Lawrence, 2000), and therefore, the author argues, minimised.

In qualitative research there is more of a focus on determining whether the account provided by the researcher and participants is accurate, trustworthy and credible (Lincoln and Guba, 1985). The main approach used in this study was the author taking summaries of the findings back to the participants in the study. Individual parents completed the questionnaires anonymously so the information brought back to the senior leadership team and parent focus group had to enable discussion yet not reveal the identity of parent or child. In addition, during these meetings, the researcher was concerned that discussions accurately reflected the data collected rather than being informed by interpretations of it, subject as these were, to the bias of worldview held by those in attendance. Another approach used was that of triangulation, where data drawn from several sources and individuals resulted in codes and themes that could be substantiated or questioned.

Grounded Theory helped to validate the mixed method sourcing by systematically working with the information such that the most accurate findings, conclusions, and recommendations for the future be produced. Grounded Theory steps of preparing the data for analysis, conducting an initial exploration, followed by strands of analysis, categorical interpretation and emerging theory was modelled assiduously by the author. Doing so with two forms of data, that is, qualitative and quantitative, examining them independently, in combination, sequentially and concurrently, precipitated theory richer in meaning, truth, and reliability than one form on its own could bring about. 

 

 



456

[bookmark: _Toc452905150]Appendix I
[bookmark: _Toc451617217][bookmark: _GoBack]Table 10 – The Kilnbarn Approach: Findings, and recommendations to enhance the model
	
Kilnbarn Approach 
    (Pre-Case Study) (1)

	
2004
Findings (2)
	
2005
Findings (3)
	
2006
Findings (4)
	
Recommendations
(Model outlining possible
 changes to the Approach) (5)

	
Structured Teaching (TEACCH)
Physical Organisation
Schedules
Individual Work System
Visually Structure Activities
Routines and flexibility
	
Reduced anxieties in children

Distraction free environment

Introduce more complex:
Visual instructions
Visual organisation
Visual clarity opportunities

	
Consistent visual structure to support toilet-training programme

Structured teaching to reduce challenging behaviours

Reduction of anxiety through increasing the predictability sequence of activities


	
Food selectivity programme

Bring work systems within the home environment


	
Structured Teaching (TEACCH)
Physical Organisation
Schedules
Individual Work System
Visual Structured Activities
Predictable Sequence of Activities
Routines and Flexibility
Assessment protocols:
PEP3
APEP


	
Communication
PECS
Makaton
	
Pupils could become passive prompt-dependent communicators



	
Augmentative communication system
Social stories
Choice boards 

Meal times – staff modelled through
a family style seating arrangement
Positive role model
	
Expressive communication skills 
need to be explicitly taught

To extend the scaffolding approach
whilst in the community to reduce behaviours (that is, keep 2 familiar elements whilst introducing a new element)
	
Communication
Picture Exchange Communication System
Makaton
Social Stories
Choice boards
Electronic communication aides
Introduce communication elements of 
Applied Behaviour Analysis


	
Daily Life Therapy
Physical Exercise
Line-up
The “At Rest Stance”
	
Physical exercise reducing 
anxieties in a number of children
	
Sleep Programmes incorporating a 
physical exercise programme


	
Parent and child participation in 
physical activity

	
Daily Life Therapy
Physical Exercise
Line-up
The “At Rest Stance”


	
	
	
	
	
Applied Behavioural Analysis
Discrete Trial teaching
Functional Analysis
Adaptive and self-care skills
Attending and social referencing
Pre-academic skills
Functional assessment of problem 
behaviours
Objective assessment and analysis




	
Kilnbarn Approach 
    (Pre-Case Study) (1)

	
2004
Findings (2)
	
2005
Findings (3)
	
2006
Findings (4)
	
Recommendations
(Model outlining possible
 changes to the Approach) (5)

	
Managing Behaviours

Team Teach
	

Reduction in aggressive behaviours
and tantrums due to:
Structure
Communication
Physical exercise
	

Consistent management of
 behaviour plans across all environments
Having daily routines and providing mechanisms to cope with change
Differential ‘reinforcers’ for more 
able children
Students self-managing behaviours
Vigorous physical exercise

	

Improvement in sleep patterns:
Structure
Routine
Physical exercise
Using visually clear instructions and ‘reinforcers’ when the child is 
displaying significant behaviours
	
Managing Behaviours

See Psychology*

	
Community

	
Generalisation of skills:
Food shopping
Café experience

	
The Ellis Community Project
	
	
Community
The Ellis Community Project:


	
Parents

	

Parent Focus Group
Parental training:
Structured teaching
Communication
Sleep deprivation
Challenging behaviours
Team Teach

	

Joint Action Routine

Parent and Key Worker Relationship

Staff to be honest about behaviours
Regular contact with staff
	

Parents as co-therapists
	
Parents

Parents role as substantive partners
“Co-therapist”
“Co-creator”

Joint Action Routines

	
Medical and Therapeutic 
Provision
GP Services
Speech and Language Therapy 
(SALT)
Occupational Therapist (OT)

	


Specialist feeding aides introduced
	


GP surgery established at the school
SALT team expanded
Food selectivity
Clear structural environment with visual clarity, choice boards and social stories
Specialist feeding aides were required
Prepare and modify sensory characteristic foods’
Adult monitoring
Distraction-free environment

	


GFCF concerns raised by 
medical staff
GFCF monitoring programme
Weekly weight monitoring
Food and liquid intake charts
Prescribed supplements
OT Team expanded
	
Medical and Therapeutic 
Provision

Well-being programmes
Sleep
Food selectivity
Incontinence




	
Kilnbarn Approach 
    (Pre-Case Study) (1)

	
2004
Findings (2)
	
2005
Findings (3)
	
2006
Findings (4)
	
Recommendations
(Model outlining possible
 changes to the Approach) (5)

	
*Psychology
Clinical Psychologist (.5 day/wk)
Psychology Assistant (2 days/wk)
	
	
Annual assessment of pupil progress

Psychology team expanded
	
Sleep programme to incorporate:
Clear structural environment with visual clarity

Early evening structured routine
Regular physical exercise

	
Psychology Team
Clinical Psychologist (4 days/w/k)
2 Psychology assistants
Responsibilities:
Behaviour management plans
Pre-placement assessments
Annual review of pupil progress


	
Staffing
School 
Residential
	
Consistency between home 
and school

Staff to visit homes at least three 
times a year to support 
Home-based programmes
	
Staff understand child’s wants and needs
Consistency across teams
Consistency between, school, home and community increased

Enhanced staff training:
Team Teach - Level 3

Communication Plans:
Residential team to work 
alongside SALT

	
All staff to be effective in 
programme design

Behaviour Management Plan:
Close partnership between 
Psychology Team and staff
	
Staffing
Enhanced staff training programme:
Management of Behaviours
Increasing structure within the environment
Encouraging pupil self-regulation
All staff to attend 5 day TEACCH training
All staff trained to level 2 –
Makaton and PECS
Staff trained in Team Teach techniques

Pupil’s only admitted once staff have been trained
to meet the special educational 
needs of the children


	
38-week Provision
Day Placements
Weekly Boarding


	
	
	
Introduction of 44-week Provision
Six-term year
Day Placements
Weekly Boarding
Termly Boarding
	
44-week Provision
Day placements
Weekly boarding placements
Termly Boarding Placements
Six term year




Table 10 brings together a number of the main findings of the study and concludes with recommendations to enhance the Kilnbarn Approach. Column 1 identifies the Kilnbarn Approach prior to the three-year case study. The column incorporates the approach used by the school from its inception through to the autumn of 2004. Columns 2 to 4 identify the findings from the questionnaires, one-to-one interviews and the parent focus group that were recommended as influencing change in the model. Column 5 provides a list of recommendations for future action that were designed to further validate and bring together interventions that were believed to be conceptually grounded and incorporate evidence-based practices.
KS1	4abc	4ab	4a	4ac	5bc	5b	6c	0	0	0	0	0	1	0	KS2	4abc	4ab	4a	4ac	5bc	5b	6c	4	0	1	0	1	1	2	KS3	4abc	4ab	4a	4ac	5bc	5b	6c	6	4	1	1	2	0	2	KS4	4abc	4ab	4a	4ac	5bc	5b	6c	3	1	2	1	1	4	1	KS5	4abc	4ab	4a	4ac	5bc	5b	6c	2	1	1	0	0	1	1	Numbers Received in each Key Stage
Downes	Obsessive compulsive disorder	ADHD	Depression	Bowel desease	Anxiety	Sensory	Seizures	Mental retardation	1	3	4	7	11	13	16	22	31	Previous education provision attended
2004	NP	ABA S	MS	ASS	SS	ABA H	RU	OI H	0.83299999999999996	6.7000000000000004E-2	6.7000000000000004E-2	0.4	0.56699999999999995	0.3	6.7000000000000004E-2	6.7000000000000004E-2	2005	NP	ABA S	MS	ASS	SS	ABA H	RU	OI H	0.69399999999999995	8.3000000000000004E-2	8.3000000000000004E-2	0.55600000000000005	0.61099999999999999	0.222	0.19400000000000001	8.3000000000000004E-2	2006	NP	ABA S	MS	ASS	SS	ABA H	RU	OI H	0.59299999999999997	7.3999999999999996E-2	7.3999999999999996E-2	0.40699999999999997	0.51900000000000002	0.37	7.3999999999999996E-2	0	Percentage
Reason for Admission
Number	Behaviour	Placement	Tribunal	19	16	10	Mean (months)	Behaviour	Placement	Tribunal	125.4	104.2941176470588	84.545454545454504	Number/Mean Age in Months
2004/05	VSPP	SPP	NC	RSl	SR	NA	0.13300000000000001	0.16700000000000001	0.36699999999999999	0	0.03	0.3	2005/06	VSPP	SPP	NC	RSl	SR	NA	0.11	0.13900000000000001	0.33300000000000002	0	0	0.41699999999999998	2006/07	VSPP	SPP	NC	RSl	SR	NA	3.6999999999999998E-2	0.14799999999999999	0.37	0	0	0.44	Percentage
2004/05	VSPP	SPP	NC	RSl	SR	NA	0.36699999999999999	0.56699999999999995	0.06	0	0	0	2005/06	VSPP	SPP	NC	RSl	SR	NA	0.22	0.53	0.14299999999999999	0	0	0.11	2006/07	VSPP	SPP	NC	RSl	SR	NA	0.192	0.46	0.16	0	0	0.19	Percentage
2004/05	VSPP	SPP	NC	RSl	SR	NA	0.33300000000000002	0.66700000000000004	0	0	0	0	2005/06	VSPP	SPP	NC	RSl	SR	NA	0.41699999999999998	0.55600000000000005	0.02	0	0	0	2006/07	VSPP	SPP	NC	RSl	SR	NA	0.44400000000000001	0.44400000000000001	0.12	0	0	0	Percentage
2004/05	VSPP	SPP	NC	RSl	SR	NA	0.26700000000000002	0.6	0.1	3.3000000000000002E-2	0	0	2005/06	VSPP	SPP	NC	RSl	SR	NA	0.36099999999999999	0.44400000000000001	0.2	0	0	0	2006/07	VSPP	SPP	NC	RSl	SR	NA	0.185	0.51900000000000002	0.28999999999999998	0	0	0	Percentage
2004/05	VSPP	SPP	NC	RSl	SR	NA	8	18	3	1	2005/06	VSPP	SPP	NC	RSl	SR	NA	13	16	7	2006/07	VSPP	SPP	NC	RSl	SR	NA	5	14	8	Frequency
2004/05	VSPP	SPP	NC	RSl	SR	NA	0.37	0.43	0.13	0	0	7.0000000000000007E-2	2005/06	VSPP	SPP	NC	RSl	SR	NA	0.28000000000000003	0.39	0.24	0.06	0	2.8000000000000001E-2	2006/07	VSPP	SPP	NC	RSl	SR	NA	0.19	0.37	0.36	3.6999999999999998E-2	0	0.04	Percentage
2004/05	VSPP	SPP	NC	RSl	SR	NA	0.23300000000000001	0.56699999999999995	0.16700000000000001	0	0	3.3000000000000002E-2	2005/06	VSPP	SPP	NC	RSl	SR	NA	0.17100000000000001	0.57099999999999995	0.22900000000000001	0	0	2.9000000000000001E-2	2006/07	VSPP	SPP	NC	RSl	SR	NA	0.222	0.55600000000000005	0.18	0	3.6999999999999998E-2	0	Percentage
2004/05	VSPP	SPP	NC	RSl	SR	NA	0.34499999999999997	0.34499999999999997	0.17199999999999999	3.4000000000000002E-2	3.4000000000000002E-2	7.0000000000000007E-2	2005/06	VSPP	SPP	NC	RSl	SR	NA	0.114	0.42899999999999999	0.371	0	2.9000000000000001E-2	5.7000000000000002E-2	2006/07	VSPP	SPP	NC	RSl	SR	NA	0.185	0.55600000000000005	0.21	0	3.6999999999999998E-2	0	Percentage
2004/05	VSPP	SPP	NC	RSl	SR	NA	0.20699999999999999	0.379	0.41399999999999998	0	0	0	2005/06	VSPP	SPP	NC	RSl	SR	NA	0.114	0.371	0.45700000000000002	2.9000000000000001E-2	2.9000000000000001E-2	0	2006/07	VSPP	SPP	NC	RSl	SR	NA	0.111	0.37	0.44400000000000001	0	3.6999999999999998E-2	3.6999999999999998E-2	Percentages
2004/05	VSPP	SPP	NC	R	SR	NA	6.7000000000000004E-2	0.46700000000000003	0.46	0	0	0	2005/06	VSPP	SPP	NC	R	SR	NA	0.114	0.314	0.55000000000000004	2.9000000000000001E-2	0	0	2006/07	VSPP	SPP	NC	R	SR	NA	0.25900000000000001	0	0.70399999999999996	0	0	3.6999999999999998E-2	Percentage
2004/05	VSPP	SPP	NC	R	SR	NA	0.16700000000000001	0.5	0.33300000000000002	0	0	0	2005/06	VSPP	SPP	NC	R	SR	NA	0.17100000000000001	0.371	0.45700000000000002	0	0	0	2006/07	VSPP	SPP	NC	R	SR	NA	0.185	0.40699999999999997	0.32	0	3.6999999999999998E-2	3.6999999999999998E-2	Percentage
2004/05	VSPP	SPP	NC	RSl	SR	NA	6.7000000000000004E-2	0.53300000000000003	0.4	0	0	0	2005/06	VSPP	SPP	NC	RSl	SR	NA	0.114	0.4	0.48599999999999999	0	0	0	2006/07	VSPP	SPP	NC	RSl	SR	NA	3.6999999999999998E-2	0.37	0.48099999999999998	3.6999999999999998E-2	0	7.0000000000000007E-2	Percentage
Compliments	Parent and Key Worker relationship	Key worker relationship with the pupil	Communicating	Conssitency across teams	Understanding child's wants and needs	Effective management of residential	Being consistent	Regular telephone calls	Being honest about behaviours	Balancing positive progress with concerns	Effective and balanced training	Relationship with other children	Room sizes and resources	5	4	4	5	2	2	4	1	1	1	1	2	0	Complaints	Parent and Key Worker relationship	Key worker relationship with the pupil	Communicating	Conssitency across teams	Understanding child's wants and needs	Effective management of residential	Being consistent	Regular telephone calls	Being honest about behaviours	Balancing positive progress with concerns	Effective and balanced training	Relationship with other children	Room sizes and resources	2	2	2	1	4	4	0	3	3	2	1	0	1	Beliefs
Frequency of parental beliefs
2004/05	VSPP	SPP	NC	R	SR	NA	3.3000000000000002E-2	0.23300000000000001	0.44	0.1	0.1	0.1	2005/06	VSPP	SPP	NC	R	SR	NA	8.5999999999999993E-2	0.28599999999999998	0.48599999999999999	8.5999999999999993E-2	5.7000000000000002E-2	0	2006/07	VSPP	SPP	NC	R	SR	NA	7.3999999999999996E-2	0.185	0.51	0.14799999999999999	3.6999999999999998E-2	3.6999999999999998E-2	Percentage
2004/05	VSPP	SPP	NC	R	SR	NA	0.14299999999999999	0.5	0.14299999999999999	3.5999999999999997E-2	7.0999999999999994E-2	0.107	2005/06	VSPP	SPP	NC	R	SR	NA	0.114	0.314	0.32	5.7000000000000002E-2	0.114	8.5999999999999993E-2	2006/07	VSPP	SPP	NC	R	SR	NA	0.14799999999999999	0.40699999999999997	0.25	0.111	3.6999999999999998E-2	3.6999999999999998E-2	Percentage
Overall progress
2004/05	VSPP	SPP	NC	R	SR	NA	0.29599999999999999	0.59299999999999997	0.111	0	0	0	2005/06	VSPP	SPP	NC	R	SR	NA	0.42899999999999999	0.371	0.2	0	0	0	2006/07	VSPP	SPP	NC	R	SR	NA	0.29599999999999999	0.40699999999999997	0.25900000000000001	0	0	3.6999999999999998E-2	Percentage
Attraction to the Programme
2006	Marketing and Publicity	Press articles	Word of mouth	New buildings and facilities	Residential school provision	Care staff	Qualified/experienced staff	Appropriate methodology	3.6999999999999998E-2	0.222	0.185	0.66700000000000004	0.88900000000000001	0.77800000000000002	0.96299999999999997	0.96299999999999997	2005	Marketing and Publicity	Press articles	Word of mouth	New buildings and facilities	Residential school provision	Care staff	Qualified/experienced staff	Appropriate methodology	0.06	8.3000000000000004E-2	0.25	0.30599999999999999	0.47199999999999998	0.55600000000000005	0.61099999999999999	0.61099999999999999	2004	Marketing and Publicity	Press articles	Word of mouth	New buildings and facilities	Residential school provision	Care staff	Qualified/experienced staff	Appropriate methodology	0.1	0.2	0.33300000000000002	0.36699999999999999	0.6	0.76700000000000002	0.7	0.83299999999999996	

Compliments and Complaints Received 2004-2006
Compliments	
Parent and Key Worker relationship	Key worker relationship with the pupil	Communicating	Conssitency across teams	Understanding child's wants and needs	Effective management of residential	Being consistent	Regular telephone calls	Being honest about behaviours	Balancing positive progress with concerns	Effective and balanced training	Relationship with other children	Room sizes and resources	5	4	4	5	2	2	4	1	1	1	1	2	0	Complaints	
Parent and Key Worker relationship	Key worker relationship with the pupil	Communicating	Conssitency across teams	Understanding child's wants and needs	Effective management of residential	Being consistent	Regular telephone calls	Being honest about behaviours	Balancing positive progress with concerns	Effective and balanced training	Relationship with other children	Room sizes and resources	2	2	2	1	4	4	0	3	3	2	1	0	1	Beliefs

Frequency of parental beliefs



Elements significantly beneficial to child's progress
2004	SH (1)	PE (2)	ST (3)	MB (4)	SEK (5)	KW (6)	T     (7)	PEC (8)	IEP (9)	CV (10)	HS (11)	NC (12)	M (13)	0.96699999999999997	0.9	0.93300000000000005	0.86699999999999999	0.7	0.76700000000000002	0.73299999999999998	0.8	0.7	0.6	0.2	0.16700000000000001	6.7000000000000004E-2	2005	SH (1)	PE (2)	ST (3)	MB (4)	SEK (5)	KW (6)	T     (7)	PEC (8)	IEP (9)	CV (10)	HS (11)	NC (12)	M (13)	0.80600000000000005	0.91700000000000004	0.91700000000000004	0.86099999999999999	1	0.80600000000000005	0.95799999999999996	0.75	0.72199999999999998	0.77800000000000002	0.222	0.19400000000000001	0.222	2006	SH (1)	PE (2)	ST (3)	MB (4)	SEK (5)	KW (6)	T     (7)	PEC (8)	IEP (9)	CV (10)	HS (11)	NC (12)	M (13)	0.96299999999999997	0.85199999999999998	0.77800000000000002	0.88900000000000001	0.88900000000000001	0.85199999999999998	0.66700000000000004	0.66700000000000004	0.70399999999999996	0.70399999999999996	0.222	0.222	0.25900000000000001	
Percentage



Concerns raised by parents whilst attending the programme
2004	SIB (1)	SRB (2)	A (3)	RD (4)	E  (5)	BRC (6)	0.24	0.28000000000000003	0.32	0.12	0.08	0.04	2005	SIB (1)	SRB (2)	A (3)	RD (4)	E  (5)	BRC (6)	0.34	0.28999999999999998	0.34	0.16700000000000001	0.111	8.3000000000000004E-2	2006	SIB (1)	SRB (2)	A (3)	RD (4)	E  (5)	BRC (6)	0.37	0.29599999999999999	0.111	0.111	0.08	3.6999999999999998E-2	




Yr 1 Respondents	PQ-04/05	PQ-05/06	PQ-06/07	30	22	16	Yr 2 Respondents	PQ-04/05	PQ-05/06	PQ-06/07	0	14	4	Yr 3 Respondents	PQ-04/05	PQ-05/06	PQ-06/07	0	0	7	2004/05	4abc	4ab	4a	4ac	5bc	5bc	6c	15	6	5	2	0	0	0	2005/06	4abc	4ab	4a	4ac	5bc	5bc	6c	15	6	0	0	4	7	0	2006/07	4abc	4ab	4a	4ac	5bc	5bc	6c	15	0	0	2	4	0	4	Number of Submissions
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