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Young people with physical disability experience challenges to being
physically active. To attain the health benefits of physical activity (PA)
and sustain engagement, it is essential that participation is
meaningful and enjoyable. This study aims to understand “what really
matters” for participating in PA, from the perspectives of adolescents
with physical disability. A parallel convergent mixed methods study
will be undertaken, comprising a national cross-sectional quantitative
assessment of PA participation (“Participation Snapshot”) and Delphi
consensus study (“Delphi”). Young people (n=100) aged 13-17 years
with a primary physical disability diagnosis will be invited to take part.
The Participation Snapshot primary outcome is the Children’s
Assessment of Participation and Enjoyment (CAPE). Contextual factors
including disability diagnosis, demographics, mobility (Functional
Mobility Scale), hand function (Manual Ability Classification System)
and health related quality of life (Child Health Utility 9D) will also be
collected. The Delphi will comprise two to four survey rounds, until
consensus is reached. Round 1 (“Your Experience”) consists of a
bespoke survey, designed and piloted with a public and patient
involvement (PPI) panel, with open-ended questions and Likert scales
inviting contributions from young people on their prior experience,
barriers and facilitators, and ideas on participation in PA. Responses
will be analysed using reflexive thematic analysis to construct the key
themes, conceptualized under the “F-words” framework of the
International Classification of Functioning, Disability and Health (ICF).
These themes will be presented back to participants in subsequent
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rounds for selection and ranking, until consensus is achieved on the
“top 10 priorities”. The project team and PPI panel will then co-design
dissemination material and identify targets for dissemination to
relevant stakeholder or policy groups. The findings will provide a basis
for developing interventions aiming to empower, encourage and
sustain future physical activity participation in a meaningful way by
young people with physical disability.
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Introduction

The benefits of regular physical activity (PA) are undisputed.
Regular PA can positively influence cardiorespiratory fitness,
muscular fitness, cardiometabolic health, bone health and
cognitive function for children and adolescents (Bull er al.,
2020; Smith er al, 2022; World Health Organisation, 2020).
Children and young people with disability stand to benefit
significantly from sustained PA participation. Engagement
in PA, as measured by the self-reported Physical Activity
Questionnaire for Adolescents (PAQ-A), was found to predict
quality of life and happiness in adolescents with Cerebral
Palsy (CP) (Maher et al, 2016). Evidence from high-quality
randomised controlled trials (RCTs) has shown that young
people with disability can gain cardiovascular fitness and
strength from participation in PA (Taylor er al., 2013), particu-
larly PA at a moderate-to-vigorous intensity (Verschuren et al.,
2014). This demonstrates high potential to benefit from PA
across multiple domains of health.

The UK Chief Medical Officer’s physical activity guidelines
recommend that children and young people with physical
disabilities undertake between 120 and 180 minutes of aerobic
physical activity at a moderate-to-vigorous intensity each
week, with strength and balance activities on at least three
days per week (Smith er al., 2022). Despite the guidance
and potential benefit, young people with physical disability
do not achieve the recommended PA targets and are much less
active than their non-disabled peers (Carlon et al., 2013; Ryan
et al., 2015; Verschuren er al., 2016). A systematic review,
comprising six studies with data from 343 young people with
CP and 706 typically-developed peers, found that young
people with CP participated in 13-53% less PA and were
sedentary for twice the recommended amount (Carlon er al.,
2013). It appears that the COVID-19 pandemic has also
impacted PA participation for people with disability: an
online survey of 1,842 disabled people found that just 30% of
respondents felt encouraged to return to PA after the pandemic
(Activity Alliance, 2022). The effects of physical inactivity in
this population are profound, with a higher risk and prevalence
of metabolic, cardiovascular diseases and non-communicable
disease (Ryan et al., 2023; Verschuren et al., 2016). There is
an urgent need to address physical inactivity across all popu-
lations (Santos et al., 2023) but particularly in young people
with physical disability, who already have lower baseline levels
of cardiorespiratory endurance and muscle strength and may be
at risk of declining mobility and musculoskeletal complications
(O’Sullivan et al., 2020).

Participation, defined in the International Classification of
Functioning, disability and health (ICF) (World Health Organi-
sation, 2001) as “involvement in a life situation”, is crucial to
sustaining meaningful engagement in PA. Adolescence is a
significant time of change in participation, with a shift away
from recreational and physical activities towards more social
participation (Imms & Adair, 2017). In a recent systematic
review, McKenzie er al. (2021) reported the social and
physical environment as strong influences on PA participation
in young people and adults with childhood-onset disabilities.
They found that social connectedness, social support and the
physical environment were fundamental to ‘finding the right
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balance’, which could either tip the balance in favor of being
physically active or not. Understanding how young people
participate in PA is crucial to any intervention that aims to
enhance and enable sustained PA participation. There is no
one-size-fits-all approach to participation (Shields & Synnot,
2016). Participation is not only a desirable goal from the
perspective of self-efficacy but also that enabling participa-
tion in PA, self-determined by individual choice, is a potentially
impactful public health intervention to sustain PA for better
future health. In this way, participation is “both a means and an
end” (Imms et al., 2017).

It is evident that young people with physical disability
experience multiple barriers to PA participation and have
difficulties in attaining sufficient PA to meet guideline recom-
mendations. This study aims to understand perspectives on PA
of young people with a physical disability.

Aim
The aims of this study are:
1. To describe current participation in physical activity
by young people with physical disability in Ireland;

2. To achieve consensus on the priorities for future PA
participation in physical activity from the perspective
of young people with physical disability, considering
the individual, contextual and environmental factors
that can enable or constrain this participation.

Methods and analyses

A cross-sectional convergent mixed methods study will be
conducted, comprising two Work Packages. Figure 2 outlines the
phases.

Work Package 1: Participation Snapshot

The Participation Snapshot is a cross-sectional study aim-
ing to describe and quantify current participation in PA by
adolescents with physical disability in the Republic of Ireland.
This will be achieved through quantitative data from stand-
ardised scales and Likert scales, supplemented by open-ended
questions exploring current participation. The Children’s
Assessment of Participation and Enjoyment (CAPE) is the
primary outcome measure (King et al., 2007).

Work Package 2: Delphi Study

The Delphi study is a mixed methods study aiming to deter-
mine the Top 10 Priorities from the perspectives of adolescents
themselves for participation in PA. The Delphi technique is
a well-established approach to achieving consensus between
experts in a field, through an iterative process using ques-
tionnaires (Barrett & Heale, 2020; Stennett er al., 2018). In
the Delphi, young people with physical disability will be
considered the experts in their lived experience. A minimum
of two rounds and maximum of four rounds will be undertaken,
until a clear consensus is achieved.

Public and Patient Involvement (PPI)

A PPI panel, comprising young people who have a physical
disability and parents of young people who have a physical
disability, works alongside the project team at all stages from
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inception to dissemination. They helped identify the research
question, inputted in the development of the proposal and
the methodological approach. They helped develop Round 1
surveys, particularly with regard to language, order and visual
appearance, and piloted initial drafts of the online and paper
versions. They guided the project team on recruitment strate-
gies and contributed video and photo footage to the promotional
material on the project website.

The PPI panel will similarly input into the design of sub-
sequent Delphi rounds. When consensus is reached on the
“Top 10 Priorities”, a focus group will be convened, at which
the project team and PPI panel will co-design dissemination
materials (including infographics, videos and other media) and
identify target audiences with whom to share these outputs.

Ethics

The study has been approved by the host institution RCSI
University of Medicine and Health Sciences Research
Ethics Committee (REC202207012) and two lead national
disability agencies, the Central Remedial Clinic (REC12118)
and Enable Ireland (RAS88). As all participants will be
under the age of 18 at study commencement, parent/guardian
consent will be required, in addition to young person assent.
The participant/parent dyad will receive a Parent Information
Leaflet, Young Person’s Information Leaflet, and consent form.
Study information and materials will also be available on the
study website. Participants who turn 18 during the timeframe
of the Delphi study will be re-consented using a Participant
Consent Form seeking informed consent, to be completed
digitally (for online participants) or written on paper (for paper-
based completion).

Participants and eligibility
Participants will be young people aged 13-17 years at study
commencement with a primary diagnosis of physical disability.
The definition, from a diagnostic perspective, of primary
diagnosis of physical disability has been thoroughly considered
in preparing this protocol. The following inclusion criteria will
be applied in line with similar diagnostic categories reported
by Anaby et al. (2020).

1. A primary diagnosis of one of the following causes of

physical disability

= Cerebral palsy (CP)
= Spina bifida (SB)

= Spinal cord injury (SCI) of American Spinal
Injuries Association Impairment Scale (AIS) A-D, any
neurological level

= Acquired brain injury caused by stroke or non-invasive
cerebral tumour or non-progressive, treated vascular
abnormality

* Traumatic brain injury causing persistent physical
disability

= Skeletal abnormality diagnosed pre- or perinatally,
namely achondroplasia or osteogenesis imperfecta
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= Brachial plexus injury (BPI) or obstetric brachial
plexus palsy

= Limb loss

= Neuromuscular disorder

= Other disorders as reported by parent/child dyads in the
questionnaire

2. Able to understand and contribute to questionnaires,
either independently or with the support of a family
member or therapist.

For feasibility reasons, the following exclusion criteria will
apply:

1. Intellectual disability of such severity that, even with
supports, the parent judges that the adolescent is
unable to understand or contribute meaningfully to the
questionnaire.

2. Inability to read or write in English, even with support.

Sample size

The target sample size is 100 participants. There is no
current national register that captures the total population with
the inclusion criteria as outlined, so the sample size was
estimated from data from the National Physical and Sensory
Disability Database (NPSDD) report 2018 (NPSDD, 2017)
and the Irish national Census in April 2016 (the latest available
data at the time of planning the study in September 2021).
Extrapolating from Census 2016, 411,519 people living in
Ireland will be age 13-17 in 2022 (CSO, 2016). Considering
the known prevalence of some of the included conditions,
including CP (1.6 per 1,000 live births) (Mclntyre et al., 2022),
SB (1 in 10,000 births in Ireland 2009-2011) (McDonnell
et al., 2015) and BPI (1.7 per 1,000 live births) (Walsh et al.,
2011), we estimate an overall prevalence of physical disability
with eligibility for this study of 0.5%, or 2,057 adolescents.
This estimate aligns with the NPSDD, of which 10% of its
20,676 registered service users were aged 13-17 years. Taking
2,000 eligible participants as the target population, recruiting
92 participants will give a confidence interval of +10% for
calculation of the Participation Snapshot. There is no recom-
mended sample size for a Delphi study; a Delphi study on
exercise priorities for people with MS included a comparable
sample size of 100 (Stennett et al., 2018). Therefore, we aim
to recruit 100 participants to the Participation Snapshot and
Delphi.

Recruitment

Participants will be recruited in two ways: firstly, through
clinical services, and secondly through the wider commu-
nity and public. Recruitment through clinical services will be
led by 15-20 physiotherapists and occupational therapists who
work within Children’s Disability Network Teams (CDNTs)
and national specialist services in Ireland and have been
identified as “gatekeepers” for their teams. They will share
information about the study with potentially eligible parent /
young person dyads through the course of their usual care or
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therapy interactions. Additionally, the database at the lead
clinical site, the Central Remedial Clinic, will be screened to
identify eligible service users who attended in the 18 months
prior to data collection. The nominated parents/guardians
of these eligible service users will receive an invitation to
participate by post. Reminders will be sent three-six weeks
from initial contact.

Local initiatives have been undertaken at the lead clinical
site to promote the study. These include a screen to play the
promotional video, placing pull-up banners at the clinic’s
reception and waiting areas, and the “interactive wall”
(Figure 3) inviting contributions from young people on topics
relevant to their participation in PA. Photos from the “interactive
wall” will be shared on social media periodically to sustain
interest. All promotional materials will be updated to denote
the launch of the second and subsequent rounds.

Recruitment through the public and wider community will
be undertaken by engaging with sporting organisations,
disability charities and support groups, and the media. A
promotional video and poster will be prepared for sharing via
social media, with links to the study webpage and recruit-
ment materials. Paper copies will be provided to supporting
community organisations, charities and support groups, for
onward sharing.

Data collection

Data will be collected either online via the study website, via
paper copies at participating clinical sites and community
organisations, or via interview (in person or video / telephone
call). The online survey will be hosted on the Research
Electronic Data Capture Data Management platform (RED-
Cap) platform, distributed via the project’s website. Paper-
based surveys will be distributed at participating clinical
sites and community organisations. Participants can complete
these independently or with support from a parent, guardian
or other nominated person, with the stipulation that the
responses reflect the young person’s views and not those of
the supporting person. Participants can request completion via
interview, in person or phone, by contacting the project team at
an email address provided in the Participant and Young Person
Information Leaflets (see Extended data)

Outcome measures
In this convergent mixed methods design, quantitative and
qualitative data will be captured simultaneously.

Participant characteristics

The following participant demographics will be collected for
contextual purposes: age, gender (self-reported), diagnosis,
residential area (county), any assistive equipment used to
participate in daily activities. Participants will also be asked
about any other additional needs that may impact their
participation including medical conditions, learning difficul-
ties, neurodiversity, communication difficulties, and recent
medical or surgical intervention. The Functional Mobility Scale
(FMS) (Graham et al., 2004) and Manual Ability Classification
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System (MACS) (Eliasson et al., 2006) will be captured to
describe mobility and hand function, respectively.

Participation Snapshot

The Participation Snapshot will capture current participation
in PA, using a quantitative standardised outcome measures (the
Children’s Assessment of Participation and Enjoyment (CAPE)
(King et al., 2007) and self-reported categorical frequency
of PA participation) and supported by open-ended questions
inviting free text qualitative responses. For feasibility, the
Participation Snapshot will be distributed with Round 1 of the
Delphi study, presented with subheadings to distinguish the
sections.

The measures used to quantify PA participation have been
selected to align appropriately with the attendance, involve-
ment, preferences, context and environment constructs of the
family of participation- related constructs (fPRC) (Adair et al.,
2018; Imms et al., 2017). The primary outcome measure is the
CAPE (King et al., 2007). As this study focuses on physical
activity participation only, a 16-item subsection will include
the following relevant items: items 16-21 (organised sports),
items 31-41 excluding items 38 (gardening) and 39 (fishing)
of the Active Physical Recreation sections, and 1 item from
other skill-based activities (learning to dance). The inclusion of
these 16 items is based on the methods of Woodmansee et al.
(2016), which provides face validity. Health related quality of
life HRQoL as a secondary outcome will be measured using
the Child Health Utility 9D CHU-9D (Ryan et al., 2020; Stevens,
2009).

Delphi study

The Delphi study will follow a similar format to that described
by Stennett et al. (2018), with up to four Rounds to achieve
consensus on young people’s priorities for participation in
PA. The surveys in each round will be designed with the
PPI panel and piloted by three to five young people age 13-17
before data collection commences.

Round 1 (see Extended data) is predominantly qualitative,
captured through open-ended questions inviting free text
responses, with some quantitative data from Likert scales to
gauge agreement or disagreement with statements pertaining
to PA participation. Participants have the option to contribute
a PhotoVoice (Wang & Burris, 1997) by including an image
representing their participationin PA (the image must not
contain identifiable information or individuals). The quan-
titative and qualitative data will be integrated at the end of
Round 1, to create the themes and categories presented for
consensus in Round 2.

Round 2 will take the form of item (theme and category)
selection, and an indication of importance of selected items
with sliding or Likert scales. Depending on the number of
themes, it may be feasible to invite ranking of selected items
in Round 2, thereby combining Rounds 2 and 3 into a single
Round 2. This decision will be taken by the PPI panel and
Project Management Team. Analysis of Round 2 (and subsequently
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Rounds 3 and 4, if needed to achieve consensus) will be
predominantly quantitative (selection and ranking of presented
themes and categories).

The final round will present the top 10 priorities for agree-
ment. Consensus will be defined as at least 75% agreement with
the top 10 priorities in the final round.

The phases and timeline of the project are outlined in Figure 1.
A detailed version of each of the proposed Delphi rounds is
outlined in Figure 2. The study will take place between
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November 2022 and March 2024. Recruitment is ongoing since
February 2023.

Participant retention

The following strategies will be administered to help pro-
mote completion of the Participation Snapshot and Delphi
Study, participant retention in the Delphi Study, and reduce
missing data and attrition rates. Online questionnaires will
utilise REDCap survey platform’s inbuilt functionality to
require completion of questions and a progress bar with positive
feedback encouraging completion, for example, “You are over

You will be asked to tell us about what physical activity
you do/don't do and what matters to you

R1. 'Your Experience'

January 2023

You will see all the answers from everyone. You will be
asked to pick what points are most important to you.

R2. 'Your Voice'

May 2023

You will see all the answers together from the previous
rounds. You will be asked to pick what your top 10 choices

are.

R3.'Your Choice’

August 2023

You will see the top 10 choices that came from everyone's
answers. You will be asked if you agree or disagree. Yes or

No.

R4.'Your Decision®

October 2023
—

Figure 1. Delphi rounds descriptions and timelines.

e
{ participatior] | OUTCOME MEASURES
Snapshot + CAPE
T acs
+ CHU9D - Statistical analysis -
s Self-rated activity Current PA m
Analvsi . participation
FREE TEXT nalysis:
« Qpen-ended Q: list — categorle_s/
other physical frequencies
\ activities
— £
/o UANT [ \
Delphi Study; al )
+  Likert Qs:agree / Statistical analysis Themes
disagree Quant-qual 4 Most popular Top 10
I A subthemes, items Priorities
Reflexive ntegration items
. . presented for presented for
QUAL Thematic Analysis prese[:jtgd for Ranking Agreement
* Open-ended Qson Themes, sub- Selection
priorities, ideas, themes, items
future Mapped to “F-
k words”
Round 4
Round 1 *Round 2 *Round 3 “Your
“Your Experience” “Your Voice” “Your Choice” -
w AN / \Decision” /

*may be comhined into a single round

Figure 2. Participation Snapshot and Delphi Study: Data collection, analysis and integration.
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Figure 3. “Interactive wall” to raise awareness and promote Youth Experience Matters. A: before. B: after.

half way there! Just two questions to go”. For retention to the
second and subsequent survey rounds, participants will be
contacted via email/post with reminders to complete the next
round of the questionnaire. Awareness-raising initiatives on
social media and at clinical sites (described in ‘Recruitment’
section) aim to promote sustained interest.

Participant withdrawal

Participants may withdraw from the study at any time with-
out consequences. Participants and parents will be informed
of their right to withdraw at any time in the study informa-
tion leaflets. Any de-identified data collected up to the time
of withdrawal will be retained and included in analysis. The
reason for withdrawal from the study will be documented, if
known.

Statistical analysis

The Participation Snapshot will be analysed by descriptive
statistics and graphical analysis, in accordance with the
objective to describe current participation in PA by young
people aged 13-17 across Ireland. Data will be presented
disaggregated by gender. As a secondary analysis, interac-
tions between demographic and condition characteristics (age,
gender, condition, geographical location, mobility via FMS,
hand function vie MACS) and the dependent variables CAPE
(primary) and CHU-9D (secondary) will be explored using
appropriate regression models.

Delphi Round 1 will be analysed using reflexive thematic
analysis, an interpretative approach that facilitates the identi-
fication and analysis of patterns or themes in a given data set
(Braun & Clarke, 2021a; Braun & Clarke, 2021b). The episte-
mological consideration will be constructionist. As such, the
team will consider not just the recurrence, but also the meaning
and meaningfulness of the issues arising within the dataset, in
determining the themes. An experiential orientation to data
interpretation will be adopted to prioritise the respondents’

own accounts of their experience, rather than imposing any
expected findings (Braun & Clarke, 2021a). Analysis will be
predominantly inductive, with open coding to represent the
meaning as communicated by respondents. Reflexivity notes
will be kept at each stage. The software NVivo 12 (QSR
International, Melbourne, Australia) will be used to organise the
text in the data set.

A collaborative approach to analysis will be undertaken,
with two members of the research team undertaking step 1
(familiarisation) and step 2 (coding) independently. They will
then meet to generate initial themes (step 3) through a process
of peer debriefing, leading to the creation of a thematic map
of themes and subthemes. The “F-words” conceptualisation
of the ICF (Rosenbaum & Gorter, 2012) will be used as a
framework for the thematic map. At step 4, themes and the
thematic map will be reviewed by the project management
team, followed by the creation of a final map and Round 2
of the Delphi survey, which will be piloted by the PPI panelists.

Round 2, and subsequent rounds, will be analysed descrip-
tively by calculating frequencies and aggregate ranking of
selected and ranked items, with integration of qualitative data
from free-text responses. These rounds involve the presenta-
tion of themes, subthemes and items arising from Round 1.
Participants will be invited to choose and rank the themes and
subthemes that they consider to be most important and will be
shown an optional open-ended question to explain their choice.
Depending on the number of themes in Round 1, the choice
and ranking will either be undertaken separately (Rounds 2
and 3) or in the same Round. The final Round will present
the top 10 priorities as chosen and ranked, and participants
will be invited to express agreement or disagreement with the
priorities, again with an optional open-ended question to
explain their reasons. Consensus will be defined as 75%
agreement.
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Demographic and contextual data will be described for respond-
ents of each survey round. Demographic and disability
related factors (e.g., age, gender, diagnosis, FMS and MACS
levels) will be compared across participants in each round using
appropriate regression models to determine any differences in
the profile of respondents across the Delphi rounds.

Data management

A Data Management Plan has been developed. All data will
be stored securely on a shared drive with restricted access, with
multifactor authentication in place for additional protection.
Data entered electronically via the REDCap platform will be
downloaded to a secure study database. Paper surveys will be
manually entered in the study database and hard copies will
be stored in a secure filing cabinet. Data entry and validation
will be a continuous process. Any identifying information
(namely parental or participant email) will be stored separately
from the point of user input (REDCap) or receipt of survey and
consent (paper versions) to preserve participant anonymity.
Newly generated study data will be irrevocably anonymised
from the time of entry, as no “key” will be generated.

Dissemination and knowledge translation

The results of this study will be shared within the scientific
community through peer reviewed publications and national
and international conferences. The project team and PPI panel
will co-design dissemination materials (including infographics,
videos and other media) and identify meaningful ways of
sharing the results of this study, exploring possibilities such as
a video voiced by young people with disability, infographics
targeting the relevant stakeholders, PhotoVoice (Wang & Burris,
1997), social media and opportunities to influence policy and
practice.

Data availability
Underlying data
No underlying data are associated with this article.

Extended data

Figshare: Youth Experience
Leafletb
https://doi.org/10.6084/m9.figshare.23278283.v1

Matters: Parent Information

This project contains the following extended data:
° AD6791_YEM_Parent_ ASBooklet_V6.pdf

Figshare: Youth Experience Matters: Young Person Information
Leaflet

https://doi.org/10.6084/m9.figshare.23278316.v1
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This project contains the following extended data:
° AD6791_YEM_ YoungPerson_AS5Booklet_V3.pdf

Figshare: Youth Experience Matters: Promotional material
https://doi.org/10.6084/m9.figshare.23278370.v1

This project contains the following extended data:

e AD6791_YEM_Pull-Up-V1.pdf

Figshare: Youth Experience Matters: Round 1 survey (Parts 1
and 2) - for information only (not for completion by
participants.)

https://doi.org/10.6084/m9.figshare.23280209.v1

This project contains the following extended data:
° YEM_SurveyR1_reproduced.pdf

Figshare: Youth Experience Matters Data Management Plan 02
May 2023
https://doi.org/10.6084/m9.figshare.23277638.v1

This project contains the following extended data:

° HRCI-HRB-2022-006_Youth_Experience_Matters-
DMP_v1.2_02May2023.pdf

Data are available under the terms of the Creative Commons Attri-
bution 4.0 International license (CC-BY 4.0).

Reporting guidelines

The Participation Snapshot will be reported in accordance
with the STROBE guidelines (von Elm er al., 2007). The
Delphi survey will be conducted and reported in accordance
with Guidance on Conducting and REporting Delphi Studies
(CREDES) (Jiinger et al., 2017).

Acknowledgements

We would like to acknowledge the Public and Patient
Involvement panel of young people and parents who provided
valuable insight on the initial study design and have helped
develop the questionnaires, participation information leaflets
and engaged with our promotional material for this study so
far. We would also like to acknowledge the CRC staff and
the nationwide CDNT managers and therapists who are
supporting recruitment throughout this study. We thank the
CRC Communications team and RCSI Design for designing the
promotional video and study materials, respectively. We also
acknowledge and are grateful for the support of disability
and sporting organisations and advocacy groups in raising
awareness and promoting the study.

Page 8 of 9


https://doi.org/10.6084/m9.figshare.23278283.v1
https://doi.org/10.6084/m9.figshare.23278316.v1
https://doi.org/10.6084/m9.figshare.23278370.v1
https://doi.org/10.6084/m9.figshare.23280209.v1
https://doi.org/10.6084/m9.figshare.23277638.v1
https://creativecommons.org/licenses/by/4.0/legalcode
https://creativecommons.org/licenses/by/4.0/legalcode

References

HRB Open Research 2023, 6:38 Last updated: 04 SEP 2023

Activity Alliance: Activity Alliance Annual Disability and Activity Survey
(June 2022). 2022; [Accessed 29 March 2023].
Reference Source

Adair B, Ullenhag A, Rosenbaum P, et al.: Measures used to quantify
participation in childhood disability and their alignment with the family of
participation-related constructs: a systematic review. Dev Med Child Neurol.
2018; 60(11): 1101-1116.

PubMed Abstract | Publisher Full Text

Anaby D, Avery L, Gorter JW, et al.: Improving body functions through
participation in community activities among young people with physical
disabilities. Dev Med Child Neurol. 2020; 62(5): 640-646.

PubMed Abstract | Publisher Full Text

Barrett D, Heale R: What are Delphi studies? Evid Based Nurs. 2020; 23(3):
68-69.

PubMed Abstract | Publisher Full Text

Braun V, Clarke V: One size fits all? What counts as quality practice in
(reflexive) thematic analysis? Qual Res Psychol. 2021a; 18(3): 328-352.
Publisher Full Text

BraunV, Clarke V: Thematic Analysis: A practical guide. Sage Publishing,
2021b; 376.
Reference Source

Bull FC, Al-Ansari SS, Biddle S, et al.: World Health Organization 2020
guidelines on physical activity and sedentary behaviour. Br Sports Med.
2020; 54(24): 1451-1462.

PubMed Abstract | Publisher Full Text | Free Full Text

Carlon SL, Taylor NF, Dodd K], et al.: Differences in habitual physical activity
levels of young people with cerebral palsy and their typically developing
peers: a systematic review. Disabil Rehabil. 2013; 35(8): 647-55.

PubMed Abstract | Publisher Full Text

CSO: Central Statistics Office Census 2016 Reports. 2016; [Accessed
07/10/2021].
Reference Source

Eliasson AC, Krumlinde-Sundholm L, Résblad B, et al.: The Manual Ability
Classification System (MACS) for children with cerebral palsy: scale
development and evidence of validity and reliability. Dev Med Child Neurol.
2006; 48(7): 549-54.

PubMed Abstract

Graham HK, Harvey A, Rodda J, et al.: The Functional Mobility Scale (FMS).
J Pediatr Orthop. 2004; 24(5): 514-20.

PubMed Abstract | Publisher Full Text

Imms C, Adair B: Participation trajectories: impact of school transitions on
children and adolescents with cerebral palsy. Dev Med Child Neurol. 2017;
59(2): 174-182.

PubMed Abstract | Publisher Full Text

Imms C, Granlund M, Wilson PH, et al.: Participation, both a means and

an end: a conceptual analysis of processes and outcomes in childhood
disability. Dev Med Child Neurol. 2017; 59(1): 16-25.

PubMed Abstract | Publisher Full Text

Jinger S, Payne SA, Brine J, et al.: Guidance on Conducting and REporting
DElphi Studies (CREDES) in palliative care: Recommendations based on a
methodological systematic review. Palliat Med. 2017; 31(8): 684-706.
PubMed Abstract | Publisher Full Text

King GA, Law M, King S, et al.: Measuring children’s participation in
recreation and leisure activities: construct validation of the CAPE and PAC.
Child Care Health Dev. 2007; 33(1): 28-39.

PubMed Abstract | Publisher Full Text

Maher CA, Toohey M, Ferguson M: Physical activity predicts quality of life
and happiness in children and adolescents with cerebral palsy. Disabil
Rehabil. 2016; 38(9): 865-9.

PubMed Abstract | Publisher Full Text

McDonnell R, Delany V, O'Mahony MT, et al.: Neural tube defects in the
Republic of Ireland in 2009-11. / Public Health (Oxf). 2015; 37(1): 57-63.
PubMed Abstract | Publisher Full Text

McIntyre S, Goldsmith S, Webb A, et al.: Global prevalence of cerebral palsy: A
systematic analysis. Dev Med Child Neurol. 2022; 64(12): 1494-1506.
PubMed Abstract | Publisher Full Text | Free Full Text

McKenzie G, Willis C, Shields N: Barriers and facilitators of physical activity
participation for young people and adults with childhood-onset physical
disability: a mixed methods systematic review. Dev Med Child Neurol. 2021;
63(8): 914-924.

PubMed Abstract | Publisher Full Text

NPSDD: Annual report of the National Physical and Sensory Disability
Database 2017. 2017; [Accessed 05/10/2021].

Reference Source

O'Sullivan R, French HP, Horgan F: A prospective assessment of the

progression of flexed-knee gait over repeated gait analyses in the absence
of surgical intervention in bilateral cerebral palsy. Gait Posture. 2020; 79:
133-138.

PubMed Abstract | Publisher Full Text

Rosenbaum P, Gorter JW: The ‘F-words’ in childhood disability: I swear this is
how we should think! Child Care Health Dev. 2012; 38(4): 457-463.

PubMed Abstract | Publisher Full Text

Ryan JM, Albairami F, Hamilton T, et al.: Prevalence and incidence of chronic
conditions among adults with cerebral palsy: A systematic review and
meta-analysis. Dev Med Child Neurol. 2023.

PubMed Abstract | Publisher Full Text

Ryan JM, Forde C, Hussey JM, et al.: Comparison of Patterns of Physical
Activity and Sedentary Behavior Between Children With Cerebral Palsy
and Children With Typical Development. Phys Ther. 2015; 95(12): 1609-16.
PubMed Abstract | Publisher Full Text

Ryan JM, McKay E, Anokye N, et al.: Comparison of the CHU-9D and the EQ-
5D-Y instruments in children and young people with cerebral palsy: a
cross-sectional study. BM/ Open. 2020; 10(9): e037089.

PubMed Abstract | Publisher Full Text | Free Full Text

Santos AC, Willumsen J, Meheus F, et al.: The cost of inaction on physical
inactivity to public health-care systems: a population-attributable fraction
analysis. Lancet Glob Health. 2023; 11(1): e32-e39.

PubMed Abstract | Publisher Full Text | Free Full Text

Shields N, Synnot A: Perceived barriers and facilitators to participation
in physical activity for children with disability: a qualitative study. BMC
Pediatr. 2016; 16: 9.

PubMed Abstract | Publisher Full Text | Free Full Text

Smith B, Rigby B, Netherway J, et al.: Physical activity for general health in
disabled children and disabled young people: summary of a rapid evidence
review for the UK Chief Medical Officers’ update of the physical activity
guidelines. In: CARE, D. O. H. A. S. (ed.). London, UK: Dept of Health and Social
Care, UK Government, 2022.

Reference Source

Stennett A, De Souza L, Norris M: Physical activity and exercise priorities in
community dwelling people with multiple sclerosis: a Delphi study. Disabil
Rehabil. 2018; 40(14): 1686-1693.

PubMed Abstract | Publisher Full Text

Stevens K: Developing a descriptive system for a new preference-based
measure of health-related quality of life for children. Qual Life Res. 2009;
18(8): 1105-13.

PubMed Abstract | Publisher Full Text

Taylor NF, Dodd K], Baker R), et al.: Progressive resistance training and
mobility-related function in young people with cerebral palsy: a
randomized controlled trial. Dev Med Child Neurol. 2013; 55(9): 806-12.
PubMed Abstract | Publisher Full Text

Verschuren O, Darrah J, Novak I, et al.: Health-enhancing physical activity in
children with cerebral palsy: more of the same is not enough. Phys Ther.
2014; 94(2): 297-305.

PubMed Abstract | Publisher Full Text

Verschuren O, Peterson MD, Balemans AC, et al.: Exercise and physical activity
recommendations for people with cerebral palsy. Dev Med Child Neurol. 2016;
58(8): 798-808.

PubMed Abstract | Publisher Full Text | Free Full Text

von EIm E, Altman DG, Egger M, et al.: Strengthening the Reporting of
Observational Studies in Epidemiology (STROBE) statement: guidelines for
reporting observational studies. BM/. 2007; 335(7624): 806-8.

PubMed Abstract | Publisher Full Text | Free Full Text

Walsh JM, Kandamany N, Ni Shuibhne N, et al.: Neonatal brachial plexus
injury: comparison of incidence and antecedents between 2 decades. Am J
Obstet Gynecol. 2011; 204(4): 324.e1-6.

PubMed Abstract | Publisher Full Text

Wang C, Burris MA: Photovoice: concept, methodology, and use for
participatory needs assessment. Health Educ Behav. 1997; 24(3): 369-87.
PubMed Abstract | Publisher Full Text

Woodmansee C, Hahne A, Imms C, et al.: Comparing participation in physical
recreation activities between children with disability and children with
typical development: A secondary analysis of matched data. Res Dev Disabil.
2016; 49-50: 268-276.

PubMed Abstract | Publisher Full Text

World Health Organisation: International classification of functioning,

disability and health (ICF). Geneva, WHO, 2001.
Reference Source

World Health Organisation: WHO guidelines on physical activity and
sedentary behaviour. Geneva, 2020.
Reference Source

Page 9 of 9


https://www.activityalliance.org.uk/how-we-help/research/7236-activity-alliance-annual-disability-and-activity-survey-june-2022
http://www.ncbi.nlm.nih.gov/pubmed/30022476
http://dx.doi.org/10.1111/dmcn.13959
http://www.ncbi.nlm.nih.gov/pubmed/31670397
http://dx.doi.org/10.1111/dmcn.14382
http://www.ncbi.nlm.nih.gov/pubmed/32430290
http://dx.doi.org/10.1136/ebnurs-2020-103303
http://dx.doi.org/10.1080/14780887.2020.1769238
https://books.google.co.in/books/about/Thematic_Analysis.html?id=eMArEAAAQBAJ&redir_esc=y
http://www.ncbi.nlm.nih.gov/pubmed/33239350
http://dx.doi.org/10.1136/bjsports-2020-102955
http://www.ncbi.nlm.nih.gov/pmc/articles/7719906
http://www.ncbi.nlm.nih.gov/pubmed/23072296
http://dx.doi.org/10.3109/09638288.2012.715721
https://www.cso.ie/en/census/census2016reports/
http://www.ncbi.nlm.nih.gov/pubmed/16780622
http://www.ncbi.nlm.nih.gov/pubmed/15308901
http://dx.doi.org/10.1097/00004694-200409000-00011
http://www.ncbi.nlm.nih.gov/pubmed/27521188
http://dx.doi.org/10.1111/dmcn.13229
http://www.ncbi.nlm.nih.gov/pubmed/27640996
http://dx.doi.org/10.1111/dmcn.13237
http://www.ncbi.nlm.nih.gov/pubmed/28190381
http://dx.doi.org/10.1177/0269216317690685
http://www.ncbi.nlm.nih.gov/pubmed/17181750
http://dx.doi.org/10.1111/j.1365-2214.2006.00613.x
http://www.ncbi.nlm.nih.gov/pubmed/26218617
http://dx.doi.org/10.3109/09638288.2015.1066450
http://www.ncbi.nlm.nih.gov/pubmed/24643675
http://dx.doi.org/10.1093/pubmed/fdu016
http://www.ncbi.nlm.nih.gov/pubmed/35952356
http://dx.doi.org/10.1111/dmcn.15346
http://www.ncbi.nlm.nih.gov/pmc/articles/9804547
http://www.ncbi.nlm.nih.gov/pubmed/33559889
http://dx.doi.org/10.1111/dmcn.14830
https://www.hrb.ie/data-collections-evidence/disability-service-use-and-need/publications/publication/annual-report-of-the-national-physical-and-sensory-disability-database-2017/returnPage/1/
http://www.ncbi.nlm.nih.gov/pubmed/32408036
http://dx.doi.org/10.1016/j.gaitpost.2020.04.021
http://www.ncbi.nlm.nih.gov/pubmed/22040377
http://dx.doi.org/10.1111/j.1365-2214.2011.01338.x
http://www.ncbi.nlm.nih.gov/pubmed/36807150
http://dx.doi.org/10.1111/dmcn.15526
http://www.ncbi.nlm.nih.gov/pubmed/26023216
http://dx.doi.org/10.2522/ptj.20140337
http://www.ncbi.nlm.nih.gov/pubmed/32912983
http://dx.doi.org/10.1136/bmjopen-2020-037089
http://www.ncbi.nlm.nih.gov/pmc/articles/7485239
http://www.ncbi.nlm.nih.gov/pubmed/36480931
http://dx.doi.org/10.1016/S2214-109X(22)00464-8
http://www.ncbi.nlm.nih.gov/pmc/articles/9748301
http://www.ncbi.nlm.nih.gov/pubmed/26786677
http://dx.doi.org/10.1186/s12887-016-0544-7
http://www.ncbi.nlm.nih.gov/pmc/articles/4717582
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/748126/Physical_activity_for_general_health_benefits_in_disabled_adults.pdf
http://www.ncbi.nlm.nih.gov/pubmed/28394185
http://dx.doi.org/10.1080/09638288.2017.1309464
http://www.ncbi.nlm.nih.gov/pubmed/19693703
http://dx.doi.org/10.1007/s11136-009-9524-9
http://www.ncbi.nlm.nih.gov/pubmed/23789741
http://dx.doi.org/10.1111/dmcn.12190
http://www.ncbi.nlm.nih.gov/pubmed/24092902
http://dx.doi.org/10.2522/ptj.20130214
http://www.ncbi.nlm.nih.gov/pubmed/26853808
http://dx.doi.org/10.1111/dmcn.13053
http://www.ncbi.nlm.nih.gov/pmc/articles/4942358
http://www.ncbi.nlm.nih.gov/pubmed/17947786
http://dx.doi.org/10.1136/bmj.39335.541782.AD
http://www.ncbi.nlm.nih.gov/pmc/articles/2034723
http://www.ncbi.nlm.nih.gov/pubmed/21345417
http://dx.doi.org/10.1016/j.ajog.2011.01.020
http://www.ncbi.nlm.nih.gov/pubmed/9158980
http://dx.doi.org/10.1177/109019819702400309
http://www.ncbi.nlm.nih.gov/pubmed/26741263
http://dx.doi.org/10.1016/j.ridd.2015.12.004
https://www.who.int/standards/classifications/international-classification-of-functioning-disability-and-health
https://www.who.int/publications/i/item/9789240015128

