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Abstract 

Background

Poor transition from child- to adult-oriented healthcare may lead to 
negative outcomes and dissatisfaction with services in adulthood. The 
aim of the study was to examine how transition is provided to and 
experienced by young people with cerebral palsy in Ireland. This 
report provides integrated quantitative and qualitative findings and 
implications based on the totality of knowledge generated.

Methods

A convergent parallel mixed-methods study was conducted. Data 
were collected from people with cerebral palsy aged 16–22 years, 
parents, and health professionals using surveys and semi-structured 
interviews, which were both informed by a framework of nine key 
transition practices. Quantitative finding from the surveys and 
qualitative findings from interviews were integrated at the 
interpretation stage of the research using integration through joint 
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displays. Implications were developed through discussions with health 
professionals, young people, and parents.

Results

Surveys were completed by 75 young people/parents and 108 health 
professionals. Interviews were conducted with 13 young people, 14 
parents, and 27 health professionals. There was complementarity 
between quantitative and qualitative findings indicating lack of a 
named worker, limited information provision, insufficient self-
management support, no opportunity to meet the adult team, limited 
contact with the general practitioner, and no opportunity for 
attending formal life skills training. There was dissonance between 
quantitative and qualitative findings regarding appropriate level of 
parental involvement. Quantitative findings identified limited 
promotion of health self-efficacy and a lack of senior managers 
responsible for transition. These practices were not described in the 
qualitative findings.

Conclusion

Implications of integrated findings include the need for a 
standardised transition pathway, intentional actions to enable parents 
and young people to adapt to changing roles, provision of information 
in a collaborative and phased approach, a common understanding of 
self-management between young people, parents and health 
professionals, and the need to involve general practitioners in 
transition.
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Any reports and responses or comments on the 

article can be found at the end of the article.
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Introduction
Cerebral palsy (CP) is one of the most prevalent disabling  
conditions among children worldwide1. Children with CP 
require transfer from child-centred to adult-oriented healthcare.  
In Ireland, this typically occurs between the age of 16 and 18 
years. Transfer is the event when responsibility for healthcare 
shifts from a child to adult healthcare provider. After transfer 
to adult-oriented healthcare, many adults with CP experience  
difficulty navigating services2, reduced access and visits to  
specialist services, and a decrease in use of rehabilitation  
services2,3. Poor preparation for this transfer may contribute to the 
deterioration in function and development of chronic conditions4,5.

While the term ‘transfer’ refers to the actual event of moving  
from child-centred to adult oriented healthcare, transition is  
defined as ‘the purposeful, planned process that addresses the 
medical, psychosocial, educational and vocational needs of  
adolescents and young adults with chronic medical and  
physical conditions as they move from child-centred to adult- 
oriented healthcare systems’6. Although guidance to support 
transition has been published in several countries7–9, there is still  
evidence that young people with CP and parents are not  
prepared for transition, lack support and information, and struggle 
to navigate the adult healthcare system3.

To facilitate the implementation of successful transition for  
young people with CP, it is important to understand the  
experience of transition from multiple perspectives of young  
people with CP, parents and health professionals. In this paper, 
we report the integrated findings from the Ignition study, a  
mixed-methods study which aimed to examine how transition  
care is provided to and experienced by young people with  
cerebral palsy (CP) in Ireland10. The Ignition study firstly  
assessed gaps in the current management of transition against  
best practice from the perspective of service users (young peo-
ple and parents) and service providers through a quantita-
tive survey. Quantitative findings indicated that many young  
people did not experience practices that may improve transition  
experiences and outcomes11. Secondly, the Ignition study  
explored transition experiences from the perspective of young 
people with CP, their families and health professionals using  
semi-structured interviews. Qualitative findings suggested that 
the experience of transition is impacted by a number of diverse 
factors at several ecological levels12. In-depth findings from  
quantitative and qualitative studies are separately reported  
elsewhere11–13. The purpose of this paper is to enhance the value 

of the study by integrating quantitative and qualitative findings  
and to provide implications for practice based on the totality  
of knowledge generated.

Methods
We conducted a convergent parallel mixed methods study10  
and collected quantitative and qualitative data from young  
people with CP aged 16–22, parents, and health professionals.  
We used convenience and snowball sampling. We shared  
information about the quantitative and qualitative components 
of the study through three national organisations that provide  
health and social care services to people with CP, disability  
officers in higher education, special education needs schools, 
professional bodies, and social media. Participants could  
choose to take part in either the quantitative or qualitative  
components of the study, or both. As recruitment occurred  
through multiple streams, anonymised data was collected via 
online surveys, and consent was sought separately for each 
data collection method, it is not possible to identify whether  
there was overlap between those who took part in the  
quantitative and qualitative components. Data collection and 
analysis are described in detail elsewhere10–13. Data collection and  
analysis were informed by a framework of nine key transition 
practices representing best practices, which is published in the  
study protocol10 and presented in Box 1. These transition  
practices were based on a research programme conducted in 

          Amendments from Version 1
In this version of the manuscript, we provide more information 
about the methods used to collect quantitative and qualitative 
data, and the process used to integrate quantitative and 
qualitative findings. We have added an abbreviated version of the 
convergence matrix in a table to the manuscript. We have added 
a table linking implications to specific recommendations.

Any further responses from the reviewers can be found at 
the end of the article

REVISED

Box 1. Description of nine key transition practices

Named worker: A named worker, known to the young 
person, oversees, co-ordinates or delivers transition support 
and acts as the link between the young person and the various 
practitioners involved in their care, including their GP, who is 
typically the main provider of primary care in the community. 
This person may not be formally allocated and may not be a 
health provider but should remain in close contact with health 
services.

Appropriate parent involvement: Involvement of parent(s)/
carer(s) in the young person’s care at a level that is deemed 
appropriate by both the young person and parent(s)/carer(s)

Information: Child and adult services provide young people 
and families with information that describes the transition 
process and the support available before and after transfer. 
The information should specifically mention health services, 
which encompasses services that directly impact people’s 
physical health, mental health, and social well-being. This 
information should be provided early enough to allow young 
people time to reflect and discuss with parent(s)/carer(s) or 
health professionals and be in an accessible format. Where 
there is no adult service for a young person to transfer to, 
information about known and trusted voluntary organisations 
who could provide support should be provided to the young 
person.

Promotion of health self-efficacy: Promotion of health 
self-efficacy (ie, actively helping young people to feel confident 
in managing their condition), where health encompasses 
complete physical, mental and social wellbeing, including 
provision of information to the young person about their 
condition and encouragement to take responsibility for their 
health.
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the UK14. the UK NICE guideline on transition7 and national  
strategies relating to children and neurodisability in Ireland15–18. 

Quantitative data were collected using two questionnaires 
completed by 75 young people and/or parents and 108 health  
professionals11. Young people had the option of complet-
ing the questionnaire alone, or with support from a parent. In 
instances where it was not possible to obtain the young person’s  
perspectives, parents could complete the questionnaire on 
their behalf. This was explained in the introduction to the  
questionnaire where it stated young people were encouraged  
to complete it with a parent, family member or carer, but 
could complete it alone or a parent or carer could complete 
it behalf of the young person if they were unable to. The  
questionnaire were developed by the research team in  
collaboration with and piloted by young people, parents, and  
health professionals. Minor changes were made to the in  
response to feedback from the piloting phase. We collected 
data on socio-demographic and condition-specific data, and the  
experience or provision of transition practices. Questions  
regarding the transition process were based on the framework 
of nine key transition practices representing best practices10. 
Questions in the young person/ parent questionnaire mirrored  
those in the health professional questionnaire. For example,  
young people were asked if they had a named worker to help 
with the transition process, while health professionals were  
asked whether their service ensured that a named worker was 
provided. Descriptive statistics (e.g. mean, SD) were used to  
describe data as appropriate.

Qualitative data were collected using in-depth semi-structured 
interviews with 13 young people, 14 parents, and 27 health  
professionals12. Young people and parents had the option to 
participate in interviews together or separately. For young  
people over 18 years, interviews were organised based on the 
young person’s preference to participate alone or with a parent.  
All young people under 18 years were interviewed together 
with a parent or guardian. The framework of key transition  
practices was used to develop the interview topic guides, and 
interview questions were thus similar to those asked in the  
questionnaires. Separate topic guides were developed for serv-
ice users and service providers. These were piloted by young  
people, parents, and health professionals. Indicative questions are 
included in Table S1. Data were analysed using the Framework 
Method.

This study obtained approval from the research ethics  
committee of the Principal Investigator’s host institution 
and the research ethics committees of two organisations that  
supported recruitment (Royal College of Surgeons in Ireland’s  
Research Ethics Committee, REC201911010, 6th February 
2020; Enable Ireland Research, Ethics and Quality Committee,  
RA72JR2020, 16th September 2020; Central Remedial Clinic 
Research Ethics Committee, 73001, 9th July 2020. Written  
informed consent was not obtained from those who  
completed the online questionnaire because it was anonymous  
and completion indicated consent. However, before completing  
the anonymous online questionnaire, participants confirmed 
they had read and understood the information leaflet, knew they  
could withdraw at any time, and were happy to complete the 
questionnaire. Where a person completed a paper question-
naire, they provided written informed consent. Where the person  
was under the age of 18 years, their parent or guardian  
additionally provided written consent for their child to  
participate. Written or verbal informed consent was obtained  
from young people, parents, and health professional to participate 
in interviews, as approved by the ethics committees.

Integration
We integrated quantitative and qualitative data at the  
interpretation stage of the research using integration through  
joint displays19. Key transition practices were used as a  
framework for theme development. Firstly, interview and  
questionnaire data was searched for data related to each theme. 
At this point, additional emerging themes were also identified.  
We then produced a convergence coding matrix by grouping 
themes according to similar concepts and interpreting grouped  
themes to produce meta-themes. The convergence matrix  
displayed quantitative and qualitative findings relating to  
each key transition practice in the framework (Table S2). An 
abbreviated version of the convergence matrix is presented  
in Table 1. Qualitative findings are presented according to 
themes from two individual papers12,13. Both qualitative papers  
were developed from interviews with young people with  
CP, parents, and health professionals. One paper explored  
factors influencing the young person’s experience of transition 

Self-management support: Promotion of opportunities for 
self-management, where the individual is directly involved in 
planning and decision-making around their needs and takes 
responsibility for maintaining optimal physical, mental and 
social wellbeing.

Meet the adult team: A health professional from the relevant 
adult services or primary care meets the young person before 
they transfer from child services

Senior manager: A senior manager with responsibility for 
implementing transition strategies and policies, including 
facilitating good working relationships between child and 
adult services, ensuring appropriate materials are available, 
and monitoring that the person has a suitable appointment 
in adult services. This person may not be known to the young 
person

Discharge letter to GP: Where there is no adult service for a 
young person to transfer to, a detailed discharge letter is sent 
to the young person’s GP.

Formal life-skills training: Formal training, relevant to health 
condition, in wider life skills—education, gaining employment, 
finances, housing, social relationships, sexual health, mental 
health. The health service may not provide such training, but 
during consultations, staff should inquire about such matters 
and make referrals to other agencies as needed.
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to adult health services at multiple ecological levels, while  
the other explored the experiences of young people during their 
transition to adulthood more broadly across several areas of 
life. Co-authors (JR, JF, MN, AW) discussed the matrix and  
considered where there was agreement and disagreement  
between findings, defined as convergence (i.e., findings agree 
directly), complementarity (i.e., findings offer complimentary 
information), dissonance (i.e., findings seemingly contradict 
each other) or silence (i.e., themes arise in quantitative data or  
qualitative data but not both). Additionally, we identified the 
key implications of our integrated findings through discussions 
with the wider research team and our advisory groups of health  
professionals, young people, and parents. Therefore, in this  
paper, we report the integrated findings and present implications  
of this research.

Results
We outline integrated findings for each transition practice  
according to whether there was complementarity, dissonance,  
or silence between quantitative and qualitative findings.

Complementarity between quantitative and qualitative 
findings
There was complementarity between quantitative and  
qualitative findings for the following practices.

Named worker
Quantitative and qualitative findings indicated lack of a named 
worker to oversee, co-ordinate or deliver transition support.  
Most young people did not have a named worker, and most  
health professionals stated their service did not ensure each 
young person had a named worker for transition. Limited time  
and high staff turnover restricted health professionals’ ability  
to support young people with transition within their existing 
roles. Within some services, an individual with an interest and  
passion for transition took on the role of a named worker,  
resulting in variation within and between services. As illustrated 
by the following quote, this became unsustainable when the  
person did not have dedicated time to fulfil the role:

“A good few years back, there was a little bit of a push.  
One of the paediatricians, since retired, had an interest and 
we started. We kind of started a type of a transition. Sort of.  
We got together anyway and we tried, but it kind of fell by the  
wayside after she retired.” (physiotherapist)

In the absence of a dedicated named worker for transition  
assigned to young people, staff also lacked clarity about  
who was responsible for supporting transition.

Information provision
Quantitative and qualitative findings indicated young people and 
families received limited information describing the transition  
process and the support available before and after transfer.  
Young people who had been discharged from children’s serv-
ices were more likely to receive information than those still  
attending children’s services. Receiving information immediately 
before discharge, or in many cases not at all, prevented young  

people from engaging in transition and resulted in young  
people and parents feeling abandoned. One young person  
described their experience with their discharge meeting as follows:

“I didn’t even realize that a meeting was something that  
you did. I was being asked did I have any questions at this 
team meeting. I think it was just a bit of a shock to see them  
[paediatric health professionals]. Because I hadn’t seen them  
in a bit. I didn’t have time to think of any questions that I might  
have now.” (young person)

Health professionals often provided information when asked 
and when they perceived it was needed. They saw their role as  
facilitative rather than prescriptive. Further, health profession-
als sometimes withheld information to protect the young person 
and family from a lack of equivalent health services in adulthood. 
They also hesitated to discuss the young person’s condition or  
medical history with them if they thought parents had not  
yet shared this information. In contrast, young people often  
preferred to receive information directly and found it difficult to 
find trusted sources of information. Young people and parents 
also had specific information needs and knowledge gaps that  
covered a breadth of topics, including the transition process, the 
causes and possible complications of their CP, service provision 
in adulthood, managing their CP in adulthood, and education  
and living options, which may be beyond one professional’s  
expertise.

Self-management support
Quantitative and qualitative findings indicated that young  
people did not receive enough support to self-manage their 
physical and mental health. Although most health profession-
als stated they or their service supported young people to take  
responsibility for maintaining optimal health, very few had a 
written protocol for this. Qualitative findings suggest that young  
people and health professionals have different perspectives on 
self-management. Young people received support to manage  
specific aspects of their care, such as completing an exercise 
programme. However, they wanted support to develop a range 
of skills and knowledge to enable them to manage their condi-
tion as adults, such as talking to health professionals, making  
appointments, and identifying when and how to access 
health services. One young person described how attending  
appointments independently in the years prior to transition  
prepared was beneficial for self-management in adulthood:

“I did my own thing from about 14, 15...if I had any issues  
or if my mam or dad had noticed anything, that would be at 
the start of the appointment and then they’d go get a coffee and  
I’d do my appointment I think it did prepare me for getting  
older” (young person)

However, young people often lacked time, space and  
opportunities in healthcare settings to practise and develop  
skills. Their lack of knowledge about their condition, medical  
history and potential changes in their condition as they age  
also negatively impacted their ability to self-manage. Health 
professionals provided space for young people to develop  
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self-management skills. However they often did not explicitly 
make the young person aware of this, which resulted in the young  
person feeling unsupported.

Meet the adult team
Quantitative and qualitative findings indicated young people  
did not have the opportunity to meet with someone who  
provided their healthcare in adulthood before transfer. Qualita-
tive findings indicated a lack of equivalent multidisciplinary  
services for adults with CP, which resulted in health  
professionals in children’s service not knowing if the young 
person would receive a service in adulthood or where to refer  
them. If they identified a service for the young person, they 
often did not know which professional within the service would  
see the young person. Many adults with CP accessed  
community-based or primary care services in adulthood, 
which typically accepted people with an acute need only.  
Therefore, it was impossible to directly transfer the young per-
son from children’s services. These services also typically  
lacked expertise about the needs of adults with CP and were 
sometimes unwilling to engage with adults with CP. One health  
professional summarised this challenge as follows:

“There’s nobody to refer clients onto at the moment. Some  
primary care teams will take them on and some won’t, and 
generally speaking, the primary care is they need to have  
a need at that time to be seen, so I’ll make the referral, but 
they’re not going to necessarily meet them unless they need  
something at that time” (occupational therapist)

The lack of adult services and uncertainty about referral  
pathways for adults with CP resulted in limited joint working, 
poor communication between child and adult health services,  
and limited opportunities for young people to meet the adult  
team before leaving children’s services.

Discharge letter to GP
Quantitative and qualitative findings indicated that young  
people had limited contact with their GP. Few young peo-
ple and parents knew that their GP had received a discharge  
letter and, based on reports from health professionals, in many 
cases GPs were not sent a discharge letter. Young people  
and parents described a reliance on their Paediatrician for medi-
cal queries, which negated the need to establish a relationship 
with their GP during childhood. This negatively affected their  
healthcare management in adulthood when they relied on  
their GP to coordinate care with limited knowledge of their  
history. One parent explained:

“suddenly your GP is in control of everything. Which is  
fine if you’ve got a really good GP, like we have. But the GPs 
don’t always know the kids. Especially if they’ve been dealt  
with in services the whole time and they’ve had their  
paediatrician in the clinic looking after everything for them. 
And then you’re suddenly going back to a GP who goes ‘but I  
don’t actually know your child. I don’t really know how I’m  
supposed to help you here.’ It’s been a learning curve for us”  
(parent)

Health professionals acknowledged that GP’s played an  
important role in coordinating care and encouraged families  
to build relationships with their GP in childhood.

Life skills training
Quantitative and qualitative findings indicated a lack of  
opportunity for formal life-skills training in thinking about 
and planning for the future. Young people wanted training and  
support across various life areas, including living options,  
employment options, access to assistive technology, and  
personal assistants, but described not receiving the support  
to meet their needs. One young person described receiving a  
lack of practical guidance as follows:

“...it would have been great if she [health professional] could 
give me a few suggestions. If she would say “do you know,  
I think this would be good for you” because they know me for 
years, they know what type of person I am... But it was always...“oh 
just follow your gut and dream big”. It was really inspirational  
and all, but it’s not practical” (young person)

Young people also highlighted the potential value of peer  
support and role models in developing life skills, but many had  
limited opportunities to connect with others with CP.

Dissonance between quantitative and qualitative 
findings
Appropriate parent involvement
Quantitative findings indicated parents were involved at  
a level that was appropriate to parents and young people.  
However, they also indicated that young people and parents 
were often not asked about how much each wanted the parent  
involved in care. Qualitative findings provided a nuanced  
interpretation of the causes and consequences of parent involve-
ment, suggesting that the level of parent involvement was 
deemed appropriate by young people and parents in a health sys-
tem that was not meeting the needs of either. Although young 
people appreciated their parent’s support in managing their 
healthcare, some wanted autonomy to express themselves in  
appointments and be treated as capable partners. However, they 
also wanted parents present when attending children and adult  
services to translate information, advocate for them, and be 
respected and listened to by health professionals. As illustrated 
by the following quote, at times the presence or absence of  
parents also impacted the duration of appointments:

“if your Mam’s not there to fight your corner, they just bully  
you...if Mam wasn’t there I’d get a 20 minute appointment. 
If Mam’s there I get 45 minutes. That’s why I make her come  
because I get more out of the session” (young person)

While parents recognised the importance of empowering their 
children to manage their healthcare, they were reluctant to  
relinquish control, wanting to achieve the best outcome dur-
ing their limited time with health professionals. A high level  
of parent involvement did not prepare young people or parents 
for their changing role in adult services. Although some were  
forewarned about this change, the shift in responsibility  
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felt abrupt and imposed on them by the new structure of adult  
health services.

Silence between quantitative and qualitative findings
There was silence between quantitative and qualitative findings  
for the following practices.

Promotion of health self-efficacy
Promotion of health self-efficacy was addressed in quantitative 
but not qualitative findings. Most young people did not receive  
help to promote health self-efficacy even though the majority 
of health professionals said they provided this help. However, 
very few health professionals reported having a written policy  
for promoting health self-efficacy. Young people with more  
severe motor impairment were less likely to receive enough 
help to increase health self-efficacy compared to those with  
less severe motor impairment. Health professionals recognised 
the importance of supporting young people to self-manage and  
develop autonomy, and viewed self-efficacy as an implicit part 
of self-management. However, there was limited description of 
approaches to specifically target self-efficacy as a mechanism  
for improving a young person’s ability to self-manage.

Senior manager
Promotion of health self-efficacy was addressed in quantita-
tive but not qualitative findings. Most health professionals said  
there was no senior manager with responsibility for champion-
ing, implementing, monitoring, and reviewing the effectiveness  
of transition strategies and policies in their organisation. 
Qualitative findings did not describe a senior manager. They  
indicated that responsibility for championing and implement-
ing transition strategies fell to individuals who were passionate 
about the importance of transition or were particularly skilled and  
knowledgeable in this area, resulting in unsustainable and  
inequitable care.

Implications
Quantitative and qualitative findings from the Ignition Study  
primarily offered complementary information that frequently  
indicated transition practices were not adequately met.  
Qualitative findings served to elucidate the reasons why young 
people’s experience of transition was poor and provide some 
explanation for differences between young people’s and health  
professionals’ perceptions of transition. The integrated findings  
lead to some overarching implications, which were further  
informed by details of individual studies and discussions with 
our advisory groups of health professionals, young people,  
and parents. Implications are discussed in the context of cur-
rent research. Based on the implications identified, a number  
of recommendations have been developed. Recommendations  
are presented alongside relevant implications in Table 2.

     1. Tailoring parent involvement requires intentional actions  
to enable parents and young people to adapt to changing roles.

Involving parents in their child’s healthcare at a level that is  
appropriate to young people and parents should be a priority  
during adolescence because it is associated with improved  

outcomes in adulthood20. This requires organisations to adopt 
developmentally appropriate healthcare (DAH), which meets 
the biopsychosocial needs of young people, and a change  
in how health professionals engage both young people and  
parents21. Our findings indicate that parents need education 
and support from professionals and peers throughout their  
child’s life to understand strengths-based ideas about health 
and development, and to learn how to adapt communication and  
collaboration with health professionals according to their 
child’s development. Parents and health professionals also  
have to concurrently provide young people with the time and 
space to build confidence to self-advocate, learn about their  
condition and healthcare, and practice communicating with  
health professionals. The mind and skill set of staff who are 
not ready to introduce DAH in both child and adult-oriented  
healthcare settings acts as a barrier21. Organisations must create 
opportunities and develop capability among health professionals  
to tailor how they involve parents by supporting changes in  
organisational processes such as longer appointment times and 
introducing protocols and training. An organisational-wide  
change to support DAH requires formal support at senior execu-
tive and board level, planning that engages senior managers  
in both child and adult services, and an organisation wide strategy 
for training22.

     2. A standardised transition pathway is required for all 
young people with CP across organisations, developed in  
collaboration with young people and parents.

A transition pathway should consist of a phased and systematic  
approach to transition, begin at a consistent age across  
organisations, include assessment of transition readiness and 
signposting, and be tailored to meet the needs of individuals,  
while ensuring that all young people and parents are automati-
cally included in the pathway regardless of their perceived need. 
Each young person should be assigned a named worker with  
knowledge of the transition pathway to oversee the process. This 
person or people require access to standardised information and 
training to ensure consistency in young people’s and parents’  
experience. Lack of standardised national practice regarding the 
age of transfer and an absence of written transition protocols is 
not unique to CP in Ireland23. Variation in practice, resulting in  
inequity of care to young people, has also been reported for  
young people with diabetes, cystic fibrosis and congenital heart  
disease in Ireland24.

Organisations need to create a dedicated role or provide  
several health professionals with dedicated time within their 
existing role to ensure that all young people have a named  
worker for transition and that this role is sustainable. In addi-
tion, one person at a senior level within organisations should 
have responsibility for implementing the transition pathway,  
advocating for evidence-based transition practices, and iden-
tifying and developing organisational processes, supports and  
training required to deliver organisation-wide DAH for young 
people. However, transition is often not a priority in health  
systems, which translates to resource limitations and lack of 
organisation-wide implementation of best-practice25. This may be  
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Table 2. Recommendations.

Implication Recommendations

1. Tailoring parent involvement requires intentional 
actions to enable parents and young people to adapt to 
changing roles.

   •   �Organisations should create opportunities for health professionals 
to tailor how they involve parents by supporting changes in 
organisational processes (e.g., longer appointment times; introducing 
protocols and training).

 
   •   �Organisations should adopt DAH through: (i) support at senior 

executive and board level; (ii) planning between senior managers in 
both child and adult services; (iii) developing and implementing an 
organisation-wide strategy for training.

2. A standardised transition pathway is required for all 
young people with CP across organisations, developed in 
collaboration with young people and parents.

   •   �Organisations should ensure that all young people have a named 
worker for transition by: (i) creating dedicated, sustainable named 
worker roles; (ii) providing health professionals with dedicated time to 
act as a named worker within their existing roles.

 
   •   �Organisations should identify one person at a senior level to take 

responsibility for the transition process at an organisational level, 
including: (i) implementing a transition pathway; (ii) advocating for 
evidence-based transition practices; (iii) identifying and developing 
relevant organisational processes, supports and training.

3. Provision of information to all young people, families 
and health professionals should be provided in a 
collaborative and phased approach that starts well before 
transfer.

   •   �Organisations should develop a standardised approach to providing 
information relevant to transition to all young people and families, 
not only those who ask for it or have a particular type or severity of 
impairment.

 
   •   �Health professionals should have access to a transition pathway and a 

directory of services that are available to adults with CP.
 
   •   �To facilitate information sharing, one organisation needs to take 

responsibility for producing a reliable and updateable resource to 
share information and signpost individuals to trusted information.

4. A common understanding of self-management is 
needed between young people, health professionals and 
parents.

   •   �Organisations should implement structured programmes for young 
people to develop the skills and knowledge needed to manage one’s 
own physical and mental health in adulthood.

 
   •   �Young people should be given opportunities to learn about and 

practice self-management. It is crucial that when young people are 
given space to develop their independence/ self-management skills, 
they are: (i) informed that this approach is being taken; (ii) when and 
where to seek support if needed. 

5. In the absence of health services for adults with CP 
that take a lifespan approach, there is a need for joint 
working between child services, adult services, and GP’s 
to optimise transition.

   •   �Handover from child to adult services should be gradual to: (i) 
facilitate nuanced information transfer about the young person; (ii) 
reassure families of support in adulthood; (iii) allow the young person 
to connect to their new adult team.

 
   •   �At a minimum, young people and parents should receive a joint 

meeting with professionals from child and adult health services.
 
   •   �GPs should be encouraged to develop a basic knowledge of CP and 

the ability to work in partnership with adults with CP.
 
   •   �Adults with CP must also have sufficient knowledge and skills to work 

in partnership with GPs and professionals in adult health services to 
optimise the services available to them.

a significant barrier to the development and implementation of a 
standardised transition pathway. Without formal support from 
management, a few enthusiastic and experienced individuals will 
continue to provide transitional care in isolation, perpetuating  
inequities in skills and experience across staff and inequity of  
care to young people24.

     3. Provision of information to all young people, families  
and health professionals should be provided in a collaborative  
and phased approach that starts well before transfer.

A standardised approach to providing information that addresses 
a range of topics is needed to ensure that all young people  
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receive information, not just those who ask for it or have a  
particular type or severity of impairment. Although health  
professionals may be concerned about the practicality of  
finding time to complete and discuss transition plans26, a lack 
of standardised approach results in young people and parents  
having to advocate for support and source information,  
which may or may not be accurate. Parents of young people 
with cystic fibrosis in Ireland reported similar unmet information  
needs27. In the UK, only 6% of young people with CP received 
a written transition plan compared to 26% with diabetes,  
suggesting unmet information needs is higher for people with 
CP than those with long-term medical conditions26. Young  
people and parents identified the need for information about  
transition, CP, services and supports available in adulthood, 
education options, living options, mental health supports,  
managing finances, personal assistants, and rights and entitle-
ments. These were similar to the information needs of people 
with CP identified in other countries28,29. Health professionals  
identified the need for information about a transition pathway 
and a directory of services that are available to adults with CP.  
To facilitate information sharing, one organisation needs to 
take responsibility for producing a reliable and updateable  
resource to share information and signpost individuals to trusted 
information.

     4. A common understanding of self-management is  
needed between young people, health professionals and parents.

Self-management encompasses diverse knowledge and skills 
that young people want and need to manage their physical and  
mental health and navigate health services as adults. To effectively 
support young people to develop self-management behaviours,  
they must be given knowledge and opportunities to practise 
skills within routine care in a phased but direct approach to  
ensure they recognise it as self-management support. When young 
people are given space to explore their boundaries to develop 
independence, they must be told that this approach is being  
taken and when and where to seek support if needed. This 
may be supplemented by structured programmes to develop  
skills and knowledge that young people want to manage their 
physical and mental health in adulthood. Such programmes 
have shown some evidence in improving self-management,  
condition knowledge and transition readiness30,31. To effectively 
self-manage, some young people may need additional support 
with self-advocacy, self-esteem and management of emotions.  
Further, promoting health self-efficacy should be prioritised as 
a distinct intervention that supports self-management but is not  
interchangeable with it, given the association between the  
promotion of health self-efficacy and improved outcomes in  
adulthood20.

     5. In the absence of health services for adults with CP that  
take a lifespan approach, there is a need for joint working  
between child services, adult services, and GP’s to optimise  
transition. 

Meeting the adult team before transfer is associated with  
improved outcomes in adulthood20. A gradual handover to adult 

services would facilitate nuanced information transfer about 
the young person, reassure families of support in adulthood,  
and allow the young person to connect to their new adult team. 
At a minimum, young people and parents should receive a 
joint meeting with professionals from child and adult health  
services. This requires child and adult health service  
professionals taking responsibility for transition. In the current  
context, providing a period of joint working is not possible for 
most young people with CP because health services available  
to adults with CP provide a limited service to address acute 
needs and have different, often narrower, eligibility criteria than  
children’s services. A study from the UK similarly identified that 
adult services generally have higher thresholds for accessing  
services25. Although CP is a lifelong condition, it has often  
historically been considered to be a paediatric condition, 
which may also impact the development of policy and provi-
sion of services for adults. For example, CP is included in the 
National Model of Care for Paediatric Healthcare Services in  
Ireland18 but not in the National Policy and Strategy for the  
Provision of Neuro-Rehabilitation Services16. In Ireland, 
disability services for children are typically provided by  
multidisciplinary teams, consisting of professionals with vari-
ous areas of expertise who thus have the capability to provide  
support for a broad range of needs. In contrast, there are less 
available multidisciplinary services for adults with disability,  
limiting the scope of the support provided32. This lack of equiv-
alent services for people with CP in adulthood may explain  
why fewer young people with CP have the opportunity to 
meet an adult team than young people with long-term medical  
conditions26. Expanding the provision of multidisciplinary  
supports for adults would require significant dedicated fund-
ing. However, this has been identified as a key objective in  
increasing service capacity in the Irish disability sector32.

Creating health services for adults with CP that take a  
lifespan approach is essential to enable joint working and  
optimise transition. In the absence of this, a systematic approach 
to involving GP’s in transition is required. Further research  
on the best approach to involving GP’s is required as there is 
currently limited evidence underpinning primary care interven-
tions to improve transition outcomes33. Although the GP is the  
most frequently visited health professional among adults with  
CP4, young people and parents described challenges with  
obtaining satisfactory care from GP’s following discharge from  
children’s services. To adequately support adults with CP, 
GP’s need support to develop a basic knowledge of CP and the  
ability to work in partnership with adults. Adults with CP must  
also have sufficient knowledge and skills to work in partner-
ship with GP’s and other professionals in adult health services to  
optimise the services currently available to them.

Limitations
We cannot directly compare experiences of young people,  
parents and health professionals because health professional 
who participated may not have worked in the services that the  
young people and parents attended. People who participated in 
interviews may not have completed a questionnaire and vice  
versa, hence experiences from quantitative and qualitative data  
may not be from the same people. People with negative  
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experiences and overestimation of difficulties with transfer to  
adult services may have been over-represented in both qualitative 
and quantitative data.

Conclusion
Findings from the Ignition study provide insights into how  
transition may be improved for young people with CP. While 
findings highlight challenges that are unique to young people  
with CP or other child-onset physical disabilities, other chal-
lenges are applicable to people with different long-term  
conditions. Although provision of discrete supports such as stand-
ardised information, peer support and educational programmes 
about transition may partly improve the transition experience, 
systemic changes are required to facilitate the implementation  
of transitional care that adequately meets the needs of  
young people with CP. Transition will only be optimal for  
people with CP if multidisciplinary teams are created to provide 
proactive rather than reactive healthcare to adults and enable 
continuity of care from childhood to adulthood. This requires a  
fundamental shift in the perception of CP from a childhood  
condition to a child-onset, lifelong condition.

Ethics and consent
This study obtained approval from the research ethics  
committee of the Principal Investigator’s host institution and the 
research ethics committees of two organisations that supported 
recruitment (Royal College of Surgeons in Ireland’s Research  
Ethics Committee, REC201911010, 6th February 2020; Enable 
Ireland Research, Ethics and Quality Committee, RA72JR2020, 
16th September 2020; Central Remedial Clinic Research  
Ethics Committee, 73001, 9th July 2020. Written informed con-
sent was not obtained from those who completed the online  
questionnaire because it was anonymous and completion indi-
cated consent. However, before completing the anonymous 
online questionnaire, participants confirmed they had read and 
understood the information leaflet, knew they could withdraw at  
any time, and were happy to complete the questionnaire. Where 
a person completed a paper questionnaire, they provided  
written informed consent. Where the person was under the age of 
18 years, their parent or guardian additionally provided written 
consent for their child to participate. Written or verbal informed  
consent was obtained from young people, parents, and health 
professional to participate in interviews, as approved by the  
ethics committees.

Data availability
Underlying data
Zenodo: Ryan J. Transition to adult services experienced by 
young people with cerebral palsy: A cross-sectional study  
(1.0) [Data set]. 2022. http://doi.org/10.5281/zenodo.663648132.

This project contains the following underlying data:

•	� “Transition_data”; quantitative data collected from  
surveys

Data are available under the terms of the Creative  
Commons Attribution 4.0 International license (CC-BY 4.0)  
(https://creativecommons.org/licenses/by/4.0/).

Additional data that cannot be shared
Data from interviews with participants cannot be sufficiently 
de-identified and participants did not give written consent for  
future use of their data. Therefore, supporting data is not  
available on request.

Extended data
Zenodo: Ryan J. Transition to adult services experienced by 
young people with cerebral palsy: A cross-sectional study  
(1.0) [Data set]. 2022 http://doi.org/10.5281/zenodo.663648134.

This project contains the following extended data:

•	� “metadata_v1”; questions and response options  
included in the questionnaires

Data are available under the terms of the Creative Commons  
Attribution 4.0 International license (CC-BY 4.0) (https://creative-
commons.org/licenses/by/4.0/).

Zenodo: Ryan, J (2024). Transition from child to adult health 
services for young people with cerebral palsy in Ireland;  
implications from a mixed-methods study: Extended data.  
https://doi.org/10.5281/zenodo.1256798435

This project contains the following extended data:

•	� GRAMMS; Good Reporting of A Mixed Methods  
Study checklist

•	� Table S1 Description of key transition practices and 
indicative interview questions

•	� Table S2 Convergence coding matrix displaying  
quantitative findings and qualitative findings

Data are available under the terms of the Creative Com-
mons Attribution 4.0 International license (CC-BY 4.0)  
(https://creativecommons.org/licenses/by/4.0/).
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This is a research study focusing on the transition experiences of young people with cerebral palsy 
(CP) in Ireland as they move from child to adult health services. 
The study employed a mixed-methods approach, integrating both quantitative and qualitative 
data from two previous published studies. Participants included young people, parents, and 
health professionals, creating a holistic view of the transition process. The research in this study 
was guided by a framework of nine key transition practices to further outline the provision of 
transition support, identifying areas of complementarity, dissonance, and silence between 
quantitative and qualitative findings. The findings call for actionable recommendations to enhance 
transition support, which could significantly improve the experiences of young people with CP as 
they move into adulthood. 
The manuscript has previously been reviewed by two reviewers who have highlighted several 
areas for improvement. Therefore, the authors have already made several valuable improvements 
to the manuscript accordingly. The presentation of the manuscript has been strengthened, and 
the findings have been effectively communicated. 
 
I simply have some minor comments. 
 
First, as new text has been added to the latest version of the manuscript, there are a few 
incomplete sentences and grammatical issues to be corrected as follows: 
 
1. Abstract, Methods: 
“Quantitative finding” should be plural? 
 
2. Methods, first paragraph, last two sentences: 
I believe this should be one sentence, please note punctuation after UK: 
 “These transition practices were based on a research programme conducted in the UK14. the UK 
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NICE guideline on transition7 and national strategies relating to children and neurodisability in 
Ireland15–18.” 
 
3. Methods, second paragraph: 
Please note missing the word “on” between “it behalf”: 
“This was explained in the introduction to the questionnaire where it stated young people were 
encouraged to complete it with a parent, family member or carer, but could complete it alone or a 
parent or carer could complete it behalf of the young person if they were unable to.” 
 
4. Methods, second paragraph: 
Should “questionnaire” be plural? 
 
5. Methods, second paragraph: 
Minor changes were made to the … ? 
“Minor changes were made to the in response to feedback from the piloting phase.” 
 
6. Methods, third paragraph: 
“Young people and parents had the option to participate in interviews together or separately. For 
young people over 18 years, interviews were organised based on the young person’s preference 
to participate alone or with a parent. All young people under 18 years were interviewed together 
with a parent or guardian.” 
This is a response to a previous reviewer. 
However, it is still a bit unclear as the first sentence states that all young people and parents had 
the option to participate together or separately … then later, all under 18 years were interviewed 
together with a parent or guardian. 
Question: Did youths under 18 years also have the option to participate separately, but all chose 
to participate with a parent/guardian? Or was this option not available to them? 
 
7. Results, Self-management, first paragraph, last sentence: 
I believe the word “prepared” should be removed? 
“One young person described how attending appointments independently in the years prior to 
transition prepared was beneficial for self-management in adulthood.” 
 
8. Results, Senior manager: 
The first sentence appears to be incorrectly copied from the previous paragraph? Suggest to 
delete. 
 
Other general comments:

Throughout the paper (methods, results and acknowledgments), there is mention of 
advisory groups (health professionals, youths and parents/Young Person Advisory Group 
and the Parent Advisory Group). Because they participated in the interpretation of the 
findings, it would be helpful to have more detail about these groups. Perhaps they were 
connected to the two previous studies, and therefore a reference could be added?

1. 

This novel and significant paper elucidates the need for and suggests potential 
improvements in the transition from child to adult health care services. The findings and 
recommendations are highly relevant not only to youths with CP in Ireland, but also to 
those in other countries, highlighting the universal importance of enhancing transitional 
care." Perhaps consider a sentence on generalizability in the discussion section?

2. 
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Thank you for your thoughtful revisions and responses. This is important work that makes a 
meaningful contribution to the challenging issue of transition to adult health services for young 
people with cerebral palsy. I particularly appreciated the abbreviated joint display and inclusion of 
quotes from qualitative data as strengthening this manuscript.
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Thank you for your hard work in addressing my comments. This paper is much improved and 
highlights important findings that will hopefully be very impactful on the system in which the 
study was conducted.
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Cristina Sarmiento  
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This is a mixed methods study integrating quantitative and qualitative data to examine how 
transition is provided to and experienced by young people with CP in Ireland. While the qualitative 
and quantitative findings from this study have previously been published, this study integrates the 
findings and proposes clinical and programmatic implications based on the integrated findings. 
Overall, this is a highly relevant article with strong methodology and clear clinical relevance.  
 
I would suggest the following in order to clarify and strengthen this paper: 
 
Introduction: While I appreciate that the qualitative and quantitative findings are described 
elsewhere, I recommend briefly providing information on what each of these studies examined 
and found. This will help clarify what this mixed methods paper adds above and beyond the two 
previously published studies. 
 
Methods: While the quantitative and qualitative studies are published elsewhere, there are a few 
key details that should be provided in this mixed methods manuscript: 
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- It is important to clarify whether or not there was overlap in the participants who completed the 
survey questionnaires and those who completed the interviews. Were these the same 
participants? Could a participant complete one portion of the study, but not the other? Who made 
that decision? 
- Additionally, how did the study team decide if a parent vs young adult with CP would complete 
the survey, or participate in the interview? 
- What questionnaires were used? Are these validated survey measures, or developed by the study 
team? 
- Under "Integration", the authors state, "Qualitative findings are presented according to themes 
from two individual papers." How do these two individual papers differ from each other? Would 
recommend briefly stating this. 
 
Results: 
- Was there no convergence between findings? 
- While the joint display is provided in supplemental material, given the importance of the joint 
display to the mixed methods results, I recommend adding an abbreviated version of the joint 
display to the manuscript itself. At present, the manuscript does not provide evidence of 
quantitative (ie, statistical results) or qualitative (ie, quotations) data as foundation for its 
integrated, summative results. Again, while these are separately published, some of these data 
should be included in the mixed methods manuscript to justify the presented results. 
- I responded "partly" to the question, "Are all the source data underlying the results available to 
ensure full reproducibility?" The qualitative data are not available due to confidentiality concerns. I 
believe this increases the need to provide quotations from the qualitative data in this manuscript. 
 
Discussion/Implications:  
- For audiences unfamiliar with the role of a GP and how this differs from the rest of the care team 
or a pediatrician, consider adding a brief description of this role. 
- Several of the implications provided would require large policy changes and/or significant 
dedicated funding (eg, longer appointment times, organization-wide training, health professionals 
with dedicated time to coordinate transitions, joint visits, creation of new healthcare services). 
While these are all important, appropriate, and ideal suggestions, funding is a significant barrier 
to many of them. I would suggest discussing potential solutions to this, or an acknowledgement of 
this as a significant barrier. 
- The authors raise an interesting point in implication #5, where they describe that adult CP 
services have narrower eligibility criteria and provide more limited care than pediatric services. 
Why is this the case? Is this a target for policy change? Why or why not?
 
Is the work clearly and accurately presented and does it cite the current literature?
Yes

Is the study design appropriate and is the work technically sound?
Yes

Are sufficient details of methods and analysis provided to allow replication by others?
Partly

If applicable, is the statistical analysis and its interpretation appropriate?

HRB Open Research

 
Page 23 of 30

HRB Open Research 2025, 7:47 Last updated: 20 APR 2025



Yes

Are all the source data underlying the results available to ensure full reproducibility?
Partly

Are the conclusions drawn adequately supported by the results?
Yes

Competing Interests: No competing interests were disclosed.

Reviewer Expertise: Cerebral palsy, lifespan care, healthcare transitions, health services research

I confirm that I have read this submission and believe that I have an appropriate level of 
expertise to confirm that it is of an acceptable scientific standard, however I have 
significant reservations, as outlined above.

Author Response 26 Jan 2025
Jennifer M. Ryan 

Thank you for your time and constructive feedback on this paper. We have adressed each 
comment below under section headings. 
 
Introduction 
Comment 1: I recommend briefly providing information on what each of these studies 
examined and found. 
Response 1: Thank you for this recommendation. We have added brief information on what 
each of these studies examined and found in the final paragraph of the introduction 
section. 
 
Methods 
Comment 1: It is important to clarify whether or not there was overlap in the participants 
who completed the survey questionnaires and those who completed the interviews. Were 
these the same participants? Could a participant complete one portion of the study, but not 
the other? Who made that decision? 
Response 1: Participants in this study had the opportunity to participate in either element 
of the study, or both, at their own discretion. We have clarified this in the manuscript. 
However, it is not possible for the research team to identify whether there was overlap 
between participants in the qualitative and quantitative components, as recruitment 
occurred through multiple streams and anonymised data was collected via online surveys. 
We sought consent separately for each data collection method (i.e. survey and interview). 
We have added this information to the manuscript. 
 
Comment 2: How did the study team decide if a parent vs young adult with CP would 
complete the survey, or participate in the interview? 
Response 2: Young people in this study were given the option to decide whether they 
wanted to complete the questionnaire independently or with support from a parent. We 
have added that at the start of the questionnaire, it stated young people were encouraged 
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to complete it with a parent, family member or carer, but could complete it alone. While the 
questionnaire was designed to be accessible for young people with all levels of impairment, 
we acknowledged that there may be instances where it was not possible to obtain the 
young person's perspective. In these instances, parents were invited to complete the 
questionnaire with their young person on their young person’s behalf. This was also stated 
in the introduction to the questionnaire. In the interview component of the study, young 
people and parents could participate in interviews together or separately. This was 
organised based on the young person’s preference for young people who were over 18. All 
young people under 18 took part in an interview together with a parent. We have adapted 
the manuscript to include this information. 
 
Comment 3: What questionnaires were used? Are these validated survey measures, or 
developed by the study team? 
Response 3: The questionnaires used were developed by the study team in collaboration 
with young people with CP, parents, and health professionals. We have added information 
to clarify this in the manuscript. 
 
Comment 4: Under "Integration", the authors state, "Qualitative findings are presented 
according to themes from two individual papers." How do these two individual papers differ 
from each other? Would recommend briefly stating this 
Response 4: Thank you for this recommendation. One of these papers specifically explored 
factors influencing the young person’s experience of transition to adult services at multiple 
ecological levels. The second explored the experiences of young people during their 
transition to adulthood more broadly. We have adapted the integration section to briefly 
state this. 
 
Results 
Comment 1: Was there no convergence between findings. 
Response 1: No, through the integration process, we identified instances of 
complementarity, dissonance, and silence between the studies, but we did not identify 
instances of convergence. 
 
Comment 2: I recommend adding an abbreviated version of the joint display to the 
manuscript itself. 
Response 2: Thank you for this suggestion. We have added an abbreviated version of the 
convergence matrix into the manuscript. In this table, we summarise quantitative and 
qualitative findings related to each transition process and highlight whether there was 
convergence, complementarity, dissonance, or silence between findings. 
 
Comment 3: The qualitative data are not available due to confidentiality concerns. I believe 
this increases the need to provide quotations from the qualitative data in this manuscript. 
Response 3: Thank you for this feedback. We have added representative quotes to support 
the findings where relevant. 
 
Discussions/Implications 
Comment 4: For audiences unfamiliar with the role of a GP. Consider adding a brief 
description of this role. 
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Response 4: Thank you for this suggestion. We have clarified that GPs are typically the main 
providers of primary care in the community in Box 1 (description of nine key transition 
practices). 
 
Comment 5: Several of the implications provided would require large policy changes and/or 
significant dedicated funding. I would suggest discussing potential solutions to this, or an 
acknowledgement of this as a significant barrier. 
Response 5: Thank you for this suggestion. We have adapted the manuscript to 
acknowledge instances where policy changes/ the need for dedicated funding may act as a 
barrier. 
 
Comment 6: The authors raise an interesting point in implication #5, where they describe 
that adult CP services have narrower eligibility. Why is this the case? Is this a target for 
policy change? Why or why not? 
Response 6: As there is limited publicly available information regarding the decision making 
process behind this difference in service provision, we cannot say with certainty why this is 
the case. However, existing research and policy publications point to a historic view of 
cerebral palsy as a paediatric condition and a lesser focus on the provision of 
multidisciplinary support for adults than children in the Irish disability context. We believe 
that both of these factors likely contribute to the narrower eligibility in adult CP services. 
The provision of more multidisciplinary supports for adults has been identified as a key 
objective in increasing service capacity by the Irish government. We have added this 
information to the manuscript.  

Competing Interests: No competing interests were disclosed.

Reviewer Report 25 July 2024

https://doi.org/10.21956/hrbopenres.15260.r41399

© 2024 Colquitt G. This is an open access peer review report distributed under the terms of the Creative 
Commons Attribution License, which permits unrestricted use, distribution, and reproduction in any medium, 
provided the original work is properly cited.

Gavin Colquitt   
Appalachian State University, Boone, North Carolina, USA 

This paper presents implications from the Ignition study. It is well-designed and addresses a 
critical need in the area of transition services. The paper also has the strength of including 
multiple perspectives, such as those of young people with CP, parents/caregivers, and health 
professionals. The following recommendations for each section could greatly strengthen the 
paper and increase its impact. 
Abstract 
Each term should be written out the first time it is mentioned before using an abbreviation. 
More detail on the survey methods would be helpful. 
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Check for punctuation errors in this section. 
The phrase “there was silence” is unclear. Similarly, the phrase “with quantitative findings 
indicating these were not present for most young people, but qualitative findings not describing 
these practices” is also unclear. I understand that this comes from the convergence coding matrix, 
but additional context would be helpful in the abstract. 
Introduction 
The first paragraph should be moved to the end of this section to clearly state the research 
question. 
A reference is needed to support the incidence rates of CP. 
The sentence “Children with CP require transfer from child-centered to adult-oriented healthcare, 
typically between the age of 16 and 18 years” needs context. Is this referencing typical practice in 
Ireland? 
In the third paragraph, it would be helpful to differentiate between ‘transfer’ and ‘transition.’ 
Methods 
Provide additional information on the reliability and validity of the survey questions used, 
particularly regarding their validation for parents, providers, and young people with CP. 
More information is needed on the specific surveys and interview guides. The type of analysis in 
the paper requires knowledge of specific aspects of these questions, including which questions 
were asked in the survey and the interviews. This is crucial for understanding the results through 
the lens of complementarity, dissonance, and silence. 
In the paragraph on integration, the process for identifying the findings needs additional detail. 
Please detail the steps on how this was a systematic process. 
Results 
In the paragraph discussing the lack of a Named Worker, there are several references to ‘staff.’ 
What role is this referring to, and how does it differ from a health professional? 
In the paragraph on Information Provision, the reference to ‘their CP’ needs context. It seems to 
refer to specific symptoms and types of CP, but this needs clarification. 
Implications 
This section effectively makes clear recommendations from the Ignition study. However, taking 
out the recommendations and creating a subsection dedicated to them would be helpful. This 
section contains valuable information, but the recommendations are somewhat lost. If the 
recommendations were pulled out and placed in a separate section, it would be more impactful. 
Perhaps even consider a separate box linking implications to specific recommendations.
 
Is the work clearly and accurately presented and does it cite the current literature?
Yes

Is the study design appropriate and is the work technically sound?
Yes

Are sufficient details of methods and analysis provided to allow replication by others?
Partly

If applicable, is the statistical analysis and its interpretation appropriate?
Partly

Are all the source data underlying the results available to ensure full reproducibility?
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Yes

Are the conclusions drawn adequately supported by the results?
Yes

Competing Interests: No competing interests were disclosed.

Reviewer Expertise: cerebral palsy, community-based participatory research

I confirm that I have read this submission and believe that I have an appropriate level of 
expertise to confirm that it is of an acceptable scientific standard, however I have 
significant reservations, as outlined above.

Author Response 26 Jan 2025
Jennifer M. Ryan 

Thank you for your time reviewing this paper and constructive feedback. We have outlined 
our response to each comment below under the section headings. 
 
Abstract 
Comment 1: Each term should be written out the first time it is mentioned before using an 
abbreviation. 
Response 1: Thank you for highlighting this issue. We have reviewed the abstract and 
removed abbreviations from the abstract. 
 
Comment 2: More detail on the survey methods would be helpful. 
Response 2: We appreciate this feedback. However we are constrained by the word count 
allowance for this abstract, we have adapted the wording to clarify that like the interviews, 
the surveys were informed by a framework of nine key transition practices and that 
quantitative findings came from the surveys. 
 
Comment 3: Check for punctuation errors in this section. 
Response 3: Thank you for this suggestion. We have checked for punctuation errors and 
edited accordingly. 
 
Comment 4: The phrase “there was silence” is unclear. Similarly, the phrase “with 
quantitative findings indicating these were not present for most young people, but 
qualitative findings not describing these practices” is also unclear. 
Response 4: Thank you for this feedback. We have reworded this section to improve clarity. 
It now reads ‘Quantitative findings identified limited promotion of health self-efficacy and a 
lack of senior managers responsible for transition. These practices were not described in 
the qualitative findings’. 
 
Introduction 
Comment 1: first paragraph should be moved to the end of this section to clearly state the 
research question 
Response 1: We appreciate this suggestion and agree that moving this paragraph enhances 
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this section. We have moved this paragraph to the end of the section as suggested to 
ensure that the research question is clearly stated at the end. 
 
Comment 2: A reference is needed to support the incidence rates of CP. 
Response 2: Thank you for this feedback. We have added a reference. 
  
Comment 3: The sentence “Children with CP require transfer from child-centered to adult-
oriented healthcare, typically between the age of 16 and 18 years” needs context. Is this 
referencing typical practice in Ireland? 
Response 3: Yes, this statement is based on our knowledge and experience of typical 
practice for transfer from child to adult services in Ireland. We have added information to 
clarify that this statement is referring to typical practice in Ireland in the manuscript. 
 
Comment 4: In the third paragraph, it would be helpful to differentiate between ‘transfer’ 
and ‘transition. 
Response 4: Thank you for this feedback, we acknowledge that the use of these terms 
without explicitly differentiating between may cause confusion among readers. To address 
this, we have clarified the distinction between the terms ‘transfer’ and ‘transition’ in the 
manuscript, as suggested. 
 
Methods 
Comment 1: Provide additional information on the reliability and validity of the survey 
questions used, particularly regarding their validation for parents, providers, and young 
people with CP. 
Response 1: Thank you for this suggestion. We have provided additional information 
regarding how the questionnaire was developed in collaboration with, and piloted by, 
young people, parents, and health professionals, and how the questionnaire was refined 
based on feedback from the pilot phase. 
 
Comment 2: More information is needed on the specific surveys and interview guides. 
Response 2: Thank you for this feedback. While we signpost to the individual published 
studies in the introduction section, which provide in-depth information about the data 
collection processes utilised, we agree that this manuscript benefits from more information 
on the data collection tools used. We have thus provided additional information on the 
questionnaires and interview guides in the manuscript as recommended. The 
questionnaires are available to access under extended data. 
 
Comment 3: In the paragraph on integration, the process for identifying the findings needs 
additional detail. Please detail the steps on how this was a systematic process. 
Response 3: Thank you for this feedback. We have provided additional detail about the 
systematic process used for identifying findings at the integration stage. 
 
Results 
Comment 1: paragraph discussing the lack of a Named Worker, there are several 
references to ‘staff.’ What role is this referring to, and how does it differ from a health 
professional? 
Response 1: The term ‘staff’ is used in this instance to refer to the broader workforce in 
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healthcare settings, including health professionals and professionals in other roles. This 
aligns with the description of nine key transition processes provided (Box 1), which explains 
that a named worker in this context may not always be a health provider. 
 
Comment 2: paragraph on Information Provision, the reference to ‘their CP’ needs context. 
It seems to refer to specific symptoms and types of CP, but this needs clarification. 
Response 2: Thank you for this suggestion. We have changed this to ‘the causes and 
possible complications and consequences of their CP’ to provide greater clarity.   
 
Implications 
Comment 1: Taking out the recommendations and creating a subsection dedicated to them 
would be helpful. This section contains valuable information, but the recommendations are 
somewhat lost. If the recommendations were pulled out and placed in a separate section, it 
would be more impactful. Perhaps even consider a separate box linking implications to 
specific recommendations. 
Response 1: Thank you for this feedback. To ensure that the recommendations are clear, 
we have added a table (table 2) linking implications to specific recommendations.  

Competing Interests: No competing interests were disclosed.
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