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ABSTRACT
Purpose: To identify specific factors influencing the participation experiences of young people with 
cerebral palsy (CP) aged 15 to 26 years.
Materials and methods: A three-round Delphi survey study design was used. Consumers (young 
people with CP and caregivers) and health professionals were asked to generate and then rate items 
influencing positive and negative participation experiences. Qualitative content analysis and descriptive 
statistics were used to classify items across the family of Participation-Related Constructs (fPRC) 
framework.
Results: Sixty-eight participants completed Round I (25 consumers, 43 health professionals). Round 
II resulted in a consensus for all but two items, with Round III not required. The fPRC construct with 
the most items rated as extremely important for positive participation experiences was Environment–
Availability, and for negative participation, experiences were Environment-Acceptability for both 
adolescents and young adults.
Conclusions: A consensus was reached on the most important items influencing the positive and 
negative participation experiences of young people with CP. These items should be prioritised when 
developing support services and allocating funding to improve the participation experiences of young 
people with CP.

	h IMPLICATIONS FOR REHABILITATION
•	 This study is reporting consumer and professional consensus on the factors promoting positive 

and negative participation for young people with cerebral palsy.
•	 Ensuring availability of appropriate activities and services is extremely important for enabling 

positive participation experiences.
•	 Promoting acceptable attitudes of others is extremely important for alleviating negative participation 

experiences.

Introduction

Young people with cerebral palsy (CP) have been found to have 
reduced levels of participation compared with their typically devel-
oping peers [1–5]. This has led to CP organisations promoting inclu-
sion and active participation in all life areas as a key goal (e.g., The 
Australian and New Zealand CP strategy [6]). To achieve this goal, it 
is essential to identify factors that contribute to positive or negative 
participation experiences for young people with CP, so that appro-
priate support and advocacy can be provided. Although to date, the 
literature on participation for people with CP has focused primarily 
on the school-aged years and little is known about the participation 
of people with CP as they transition into their young adult years [2]. 
Therefore, it is necessary to obtain consensus on the most important 
factors impacting positive and negative participation experiences of 
young people with CP.

Participation is a complex, subjective, and multi-dimensional 
construct [7]. The World Health Organization’s International 

Classification of Functioning, Disability, and Health (ICF) defines 
participation as “involvement in a life situation” with nine domains 
described across various life contexts such as education, employ-
ment, and community activities [8]. In addition to these nine 
domains for Activities and Participation, the ICF also provides 
domains for Environmental Factors, Body Structures, and Body 
Functions. To assist with understanding how Participation occurs, 
the family of Participation-Related Constructs (fPRC) framework 
has been developed [7,9]. Within the fPRC, Participation is con-
ceptualised as the interaction between Attendance and Involvement. 
Attendance refers to the objective element of “being there,” which 
can be measured by the frequency and diversity of experiences 
attended. Involvement refers to the subjective experience while 
participating, and includes affect, motivation, engagement, per-
sistence, and social connection [7,9]. Like the ICF, the fPRC frame-
work also considers constructs related to Participation such as 
Activity competence, Sense-of-self, Preferences, and the Environment 
[7]. Activity competence refers to the ability to perform an activity 

© 2023 The Author(s). Published by Informa UK Limited, trading as Taylor & Francis Group

CONTACT Jacinta R. Quartermaine  jacinta.quartermaine@uqconnect.edu.au  School of Health and Rehabilitation Sciences, The University of Queensland, 
Level 3, Therapies Annexe (84A), St Lucia, 4072, QLD, Australia; Children’s Motor Control Research Collaboration, Brisbane, Australia; Choice, Passion, Life, Brisbane, 
Queensland, Australia; Queensland Cerebral Palsy Register, Brisbane, Australia

 Supplemental data for this article can be accessed online at https://doi.org/10.1080/09638288.2023.2194062.

https://doi.org/10.1080/09638288.2023.2194062

This is an Open Access article distributed under the terms of the Creative Commons Attribution-NonCommercial-NoDerivatives License (http://creativecommons.org/licenses/by-nc-nd/4.0/), 
which permits non-commercial re-use, distribution, and reproduction in any medium, provided the original work is properly cited, and is not altered, transformed, or built upon in any 
way. The terms on which this article has been published allow the posting of the Accepted Manuscript in a repository by the author(s) or with their consent.

ARTICLE HISTORY
Received 3 November 2022
Revised 16 March 2023
Accepted 19 March 2023

KEYWORDS
Participation;  
cerebral palsy;  
Delphi; young people;  
adolescents; young adults

http://orcid.org/0000-0003-3882-1982
http://orcid.org/0000-0002-5357-8426
http://orcid.org/0000-0001-5642-8039
http://orcid.org/0000-0001-6779-4595
mailto:jacinta.quartermaine@uqconnect.edu.au
https://doi.org/10.1080/09638288.2023.2194062
https://doi.org/10.1080/09638288.2023.2194062
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://crossmark.crossref.org/dialog/?doi=10.1080/09638288.2023.2194062&domain=pdf&date_stamp=2024-3-27
http://www.tandfonline.com


DELPHI SURVEY OF PARTICIPATION IN CEREBRAL PALSY 1331

to an expected standard. Sense-of-self refers to the individual’s 
confidence, satisfaction, and self-esteem. Preferences refers to the 
interests of the individual that hold value. The Environment refers 
to the influence of context and setting in terms of: (i) Availability, 
the provision of activities or services; (ii) Accessibility, the ability 
to access the activity or situation; (iii) Affordability, the financial, 
time, energy, and other resource constraints that impact attending; 
(iv) Accommodability, the ability of the situation to be adapted 
or modified; and (v) Acceptability, the person’s acceptance of the 
situation, and other people’s acceptance of the individual in the 
situation [10]. Its thoroughness in classifying essential components 
of Participation makes the fPRC a useful framework for identifying 
and addressing the factors that can impact participation.

Recent studies have identified lower levels of participation for 
young people with CP when compared with typically developing 
peers. Young people with CP have been found to face participa-
tion challenges during the transition from adolescence to adult-
hood [11–13] and when needing to adapt to new life roles [14]. 
Young people with CP have been found to have particularly low 
levels of participation autonomy [4,15]. Schmidt et  al. [5] found 
the development of participation autonomy (e.g., freedom to make 
choices and participate based on their attitudes and reasoning) 
was delayed for all participants with CP (n = 189, aged 12 to 
34 years) compared to typically developing peers into their adult 
years. Participants with more severe motor impairment (Gross 
Motor Function Classification System [GMFCS] Level III to V) had 
even less autonomous participation than those with milder motor 
impairment (GMFCS Level I and II), particularly in transportation, 
intimate relationships, employment, and housing [5]. Similarly, 
recent studies involving young people with CP transitioning 
between adolescence to young adulthood have reported that 
greater impairments in cognition, communication, and motor abil-
ities are correlated with decreased participation [2,16]. These 
studies have identified low participation levels for young people 
with CP. However, little is known about the specific factors causing 
this to occur.

External factors in the environment have been raised as a 
source of poorer participation for young people [17]. A scoping 
review by Shahin et  al. [18] about workplace participation for 
people aged 18 to 35 years with brain-based disabilities found 
that all ICF environmental domains had the potential to impact 
workplace participation. Facilitators of better workplace partici-
pation included inclusive and flexible systems, well-defined poli-
cies, social support from family, friends, employers, and colleagues, 
physical accessibility, and the availability of assistive technology. 
A key barrier to workplace participation was the attitudes of 
colleagues and employers [18]. In contrast, a study on the leisure 
participation of young adults with CP aged 18 to 41 years found 
that those with low participation reported environmental items 
had no influence, with mobility identified as a key influence [19]. 
A longitudinal study by van Wely et  al. [20] followed up 53 youth 
with CP aged 16 to 21 years for 13 years showing that factors 
occurring in adolescence can predict future participation during 
adulthood, including gross motor ability, personal items (e.g., 
personality traits), and environmental factors (e.g., parenting style). 
Thus, it is likely that environmental factors do impact participation, 
however, a clear consensus on the most important factors is 
needed to assist in prioritising appropriate supports.

A well-utilised method for establishing consensus with con-
sumers and professionals is the Delphi technique. Delphi studies 
have facilitated consensus on a variety of complex issues in CP 
research, such as developing tools [21], establishing ICF core sets 
[22], identifying important domains for evaluating therapeutic 
effects [23], and research priorities [24]. The Delphi process 

involves multiple survey rounds to generate items for consider-
ation and then participants rate item relevance to establish group 
consensus [25]. Delphi participants can include rehabilitation con-
sumers, family members, clinicians, researchers, and policy makers 
[26]. The Delphi technique offers many advantages. The anonymity 
between participants encourages individuals to participate, and 
reduces the risk of influential group dynamics, personality con-
flicts, or the influence of status [27]. The flexibility and reflexivity 
of this technique allow the researcher to adapt the study to the 
research context, and for the participants to think through their 
responses at their own pace, enhancing the validity of responses, 
and reach to more remote participants [27]. A Delphi technique 
provides an inclusive way to establish consensus on the most 
important factors impacting the participation of young people 
with CP. Findings would provide a better understanding of the 
participation experiences of young people with CP and highlight 
key areas for additional support, therapy priorities, and funding 
allocation.

Therefore, it is necessary to obtain consensus on the most 
important factors impacting the participation experiences of 
young people with CP. The objectives were to use a Delphi tech-
nique to (i) obtain consensus on the most important items con-
tributing to either positive or negative participation experiences 
and (ii) compare the potential similarities and differences of these 
items between adolescence and young adulthood.

Method

Design

This study used a three-round Delphi survey design [27]. This 
process involved asking consumers (young people with CP and 
caregivers of young people with CP) and health professionals 
(allied health and medical professionals) recurring questions to 
arrive at an informed group consensus on the most important 
items impacting the positive and negative participation experi-
ences of young people with CP [27].

Participants

Consumers included young people with CP (aged 15 to 26 years) 
and caregivers of young people with CP (aged 15 to 26 years). All 
participants provided responses to demographic questions during 
Round I. Consumers were recruited through the Queensland 
Cerebral Palsy Register, social media, and consumer subgroups of 
professional associations. Inclusion criteria for young people with 
CP were that they were: (i) aged between 15 to 26 years, (ii) 
proficient in English or able to provide an independent response 
with support from a translator, (iii) able to respond to an online 
or paper-based survey using supported communication techniques 
(e.g., multi-modality using both written and spoken, repeating 
information, paraphrasing and rewording, and/or using a commu-
nication partner), and (iv) that they had no concomitant diagnosis 
that would confound the results (e.g., Autism Spectrum Disorder). 
Inclusion criteria for caregivers were that they needed to be: (i) 
a primary caregiver (parent or legal guardian) of a young person 
with CP (as per the criteria, above) and not a temporary caregiver 
(e.g., provided by the Department of Child Safety, Youth, and 
Women) and (ii) proficient in English or able to provide an inde-
pendent response with support from a translator.

Health professionals were recruited through (i) professional 
associations, social media, expression of interest via fliers, and 
emails to key groups and (ii) author contact details from papers 
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about participation measures used with young people with CP 
identified in a systematic review [28]. Inclusion criteria for health 
professionals were that they needed to be (i) clinicians or research-
ers with experience working with young people with CP aged 15 
to 26 years and (ii) proficient in English or able to provide an 
independent response with support from a translator.

Procedures and analysis

In Round I, participants were asked to generate responses to 
open-ended questions developed by the researchers. In Round II, 
these responses were collated, and participants were asked to 
rate their importance. Each survey round was piloted with a young 
adult with CP before being sent to participants. Clear definitions 
and explanations of concepts such as Participation were provided 
within each survey round. Young people with CP aged 15 to 
17 years and their caregivers were asked to answer questions 
about participation of adolescents (aged 15 to 17 years). Young 
adults with CP aged 18 to 26 years, their caregivers, and health 
professionals could respond to questions for adolescents, or young 
adults (aged 18 to 26 years), or both. Each participant’s commu-
nication support needs were accommodated. Participants were 
emailed a link to each survey round. They were able to complete 
the surveys using the most appropriate method for their 

communication skills, either: (i) electronically, via online survey 
software or email [29]; (ii) on paper, with the survey sent through 
email or post; or (iii) via an interview with a speech pathologist 
(JQ), provided via Zoom or face-to-face.

Abductive qualitative content analysis [30] was employed in 
that both inductive and deductive approaches were utilised to 
analyse data and report findings, respectively. To ensure rigour, 
one author (JQ) completed the initial coding. A second author 
(TR) examined and discussed all coding and categorisation to 
ensure the dependability of the interpretations [31]. Authors LJ 
and MA also reviewed and approved all categorisation and 
assisted in resolving discrepancies. Data collection for this Delphi 
was completed between December 2020 and November 2021.

Round I: Item Generation

In Round I, participants were asked to generate responses to 
open-ended questions regarding contributors to the positive and 
negative participation experiences of young people with CP  
(Box 1). Generating items from open-ended questions instead of 
using a pre-determined items list was performed to reduce 
researcher bias in the items [32]. Round I responses from con-
sumers and health professionals were collated and analysed using 
inductive qualitative content analysis [30,33]. Each participant’s 

Round I Questions 
For people with CP

• List at least three (3) important things that cause you to have positive 
experiences while taking part in the things you want to do.

• List at least three (3) important things that cause you to have negative 
experiences while taking part in the things you want to do.

For caregivers and health professionals

• List at least three (3) things that are important for young people with CP to 

have positive participation experiences.

• List at least three (3) things that are important for young people with CP to 

have negative participation experiences.

Round II Questions
For all participants

• Please rate the below items on how important they are in causing young people with CP 

to have positive experiences while taking part in the things they want to do.

• Please rate the below items on how important they are in causing young people with CP 

to have negative experiences while taking part in the things they want to do.

Round II Likert Scale

1. 
Extremely 

unimportant

2.
Very 

unimportant

3.
Unimportant

4.
Neither 

unimportant 
nor important

5. 
Important

6.
Very 

important

7.
Extremely 
important

Unimportant Neither Important

Box 1.  Questions asked to participants in Rounds I and II.
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response was analysed for meaning units (words or statements 
that relate to a central meaning) which were then collated across 
participants to remove duplicates and establish items (subcate-
gories) for rating in Round II.

Round II: Consensus Round

In Round II, items generated in Round I from both consumers 
and health professionals were combined and presented back to 
all participants. To avoid any bias or order effect, items were 
presented to participants in a randomised order. Participants rated 
the importance of each item for contributing to more positive or 
negative participation experiences using a seven-point Likert scale 
from extremely unimportant to extremely important.

Responses from Round II were combined at each extremity 
(using Likert scale points: 1/2/3 unimportant, 4 neutral, or 5/6/7 
important) and pooled for all participant groups to establish a 
group consensus on the most important items impacting partic-
ipation for each age group [34]. Consensus for an item was 
defined as at least 70% agreement [35], in that items were con-
sidered important if at least 70% of consumers and health pro-
fessionals provided a Likert scale response of 5, 6, or 7. Conversely, 
items were considered unimportant for causing positive or neg-
ative participation experiences when at least 70% of participants 
rated the item 1, 2, or 3 on the Likert scale. Discordant items that 
did not reach consensus were to be retained and presented again 
in Round III.

Round III: Final consensus Round

The purpose of Round III was to re-offer discordant items for 
final voting. Round III was not needed due to all but two 
items reaching consensus during Round II. The results pre-
sented below are therefore the outcomes following consensus 
in Round II.

Subsequent to obtaining consensus in Round II on items gen-
erated using inductive methods, deductive content analysis was 
then utilised to organise the items (subcategories) into categories. 
After reviewing the items as well as the possible participation 
frameworks in the current literature, categories corresponding to 
the fPRC framework constructs were determined to be the best 
match for data reporting, with all participant-generated items 
able to be appropriately categorised.

Results

Participants

Sixty-eight participants took part in this Delphi study, including 
25 consumers (11 young people with CP and 14 caregivers of 
young people with CP) and 43 health professionals. Participant 
characteristics for consumers are presented in Table 1, and for 
health professionals in Table 2. All participants completed the 
survey rounds electronically.

Round I: Item Generation

In Round I, participants generated 313 meaning units for adoles-
cents, including 50 items (175 meaning units) for positive partic-
ipation experiences and 33 items (138 meaning units) for negative 
participation experiences. Participants generated 211 meaning 
units for questions relating to young adults, including 46 items 
(116 meaning units) for positive participation experiences and 38 
items (95 meaning units) for negative participation experiences 
Supplementary Appendix 1.

Using the fPRC framework for reporting, the most prevalent 
constructs identified in adolescents’ and young adults’ responses 

Table 1.  Consumer characteristics.

Consumer characteristics Number of consumers

Consumer type (n = 25)
  Person with CP 11
  Caregiver of a person with CP 14
Age of Person with CP (n = 25) Person with CP [Caregiver reporta]
  15 to 17 years of age 2 [4]
  18 to <26 years of age 9 [10]
Type of CP (n = 25)
  Right Spastic Hemiplegia/Monoplegia 4 [2]
 L eft Spastic Hemiplegia/Monoplegia 1 [3]
 S pastic Diplegia 4 [3]
 S pastic Quadriplegia 2 [5]
  Dyskinesia (Athetosis/Dystonia) 0 [0]
 H ypotonia 0 [1]
 A taxia 0 [0]
GMFCS (n = 24)b

 I  3 [5]
 II  3 [3]
 III  3 [1]
 I V 1 [3]
  V 0 [2]
FCCS (n = 25)
 I  7 [10]
 II  3 [1]
 III  1 [1]
 I V 0 [1]
  V 0 [1]
VSS (n = 25)
 I  8 [7]
 II  3 [4]
 III  0 [1]
 I V 0 [2]
Associated Impairments
 I ntellectual Impairment (n = 10)
    Mild 4 [4]
    Moderate 0 [2]
  S  evere 0 [0]
 E pilepsy 2 [5]
 E pilepsy resolved by age 5 0 [2]
  Visual Impairment 3 [2]
 H earing Impairment 1 [1]
Education (n = 24)b

  Currently in high school 2 [4]
  Completed high school 3 [7]
 I ncomplete high school, left before 

year 12
1 [1]

  Currently enrolled in higher 
education (e.g., University/TAFE)

4 [2]

  Completed higher education (e.g., 
University/TAFE)

0 [0]

Employment
  Full-time paid employment 1 [1]
  Part-time paid employment 0 [1]
  Casual paid employment 3 [2]
  Full-time unpaid volunteering 0 [0]
  Part-time unpaid volunteering 0 [0]
  Casual unpaid volunteering 1 [1]
 A ttending activity programmes 0 [0]
 N o occupation/employment 6 [9]
Living
 L iving in family home 9 [12]
 L iving away from family home, with 

support
0 [1]

 L iving away from family home, 
independently

2 [1]

aAll caregivers were mothers of the person with CP.
bOne participant did not complete this section.
GMFCS: gross motor function classification system; VSS: viking speech scale; 
FCCS: functional communication classification system.

https://doi.org/10.1080/09638288.2023.2194062
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for positive participation in Round I were Environment-Availability 
(adolescents: 13 items, young adults: 15 items), followed by 
Environment-Acceptability (adolescents: 12 items, young adults:  
7 items), and Participation-Involvement (adolescents: 4 items, 
young adults: 5 items). The most prevalent constructs identified 
in adolescents’ and young adults’ responses for negative partic-
ipation were Environment-Acceptability (adolescents: 10 items, 
young adults: 12 items), followed by Environment–Accessibility 
(adolescents: 4 items, young adults: 4 items), and Environment–
Availability (adolescents: 6 items, young adults: 9 items).

Round II: Consensus Round

Thirty-five participants (51.47%) from Round I responded to Round 
II (Figure 1), including 13 consumers (seven caregivers and six young 
people with CP) and 22 health professionals. All items reached the 
criteria for consensus, except two for young adults. One item was 
for positive experiences, “Having a good social image (e.g., having 
experiences to share social media),” and one item was for negative 
experiences, “Having to socialise (e.g., communicating, meeting new 
people).” The percent agreement and agreement distribution are 
provided for each item for adolescents in Supplementary Appendix 
II (a: positive experiences; b: negative experiences) and young adults 
in Supplementary Appendix III (a: positive experiences; b: negative 
experiences).

Items rated as extremely important

Almost all items (98.8%) were rated as important (rated 5/6/7), 
with no items reaching consensus for being not important (rated 
1/2/3). However, several essential items received median ratings 
of extremely important (rated 7/7) such as “The community venue 

is accessible and suitable (e.g., ramps),” “Not being provided with 
opportunities to communicate (e.g., people not learning how to 
communicate with or include the person with CP),” and “Negative 
behaviours of others (e.g., lack of respect, looked down on).” Figure 
2 presents the extremely important items, organised into catego-
ries using the fPRC framework.

Discussion

This Delphi study has established consensus from consumers and 
health professionals about the most important items contributing 
to positive and negative participation experiences for young peo-
ple with CP. We have also provided novel information on the 
factors influencing adolescents versus young adults to compare 
potential similarities and differences between the life stages on 
these items. Our findings show that similar fPRC constructs are 
perceived to have the most important influence on participation 
experiences during adolescence and young adulthood. However, 
there is some variation in the specific items between age groups. 
The fPRC construct with the most items rated as extremely import-
ant for positive experiences was Environment–Availability for both 
age groups. Similarly, the fPRC construct with the most items 
rated as extremely important for negative experiences in both 
adolescents and young adults was Environment-Acceptability, 
emphasising the importance of sociocultural factors of community 
attitudes, acceptance, and understanding. Although emphasis has 
been placed on the items that reached consensus for being 
extremely important, items of lesser importance to the group may 
still have significant relevance for individuals and should also be 
considered in any treatment planning.

Environment-Availability, defined as the appropriate provision 
of activities or services [10], had the most items rated as extremely 
important for positive experiences for both adolescents and young 
adults. Availability items were diverse, such as “having access to 
assistive technology and equipment,” “having supportive family 
and friends,” “having conversation partners who are able to com-
municate,” “having age-appropriate activities and outings,” and 
“having opportunities for employment.” These findings highlight 
that young people want access to a broad range of age-appropriate 
activities and services to support more positive participation expe-
riences. Similarly, Boucher et  al. [19] in Canada also identified the 
availability of services and adapted transport options as essential 
factors supporting participation in leisure activities. Both consum-
ers and health professionals in our study identified age-appropriate 
activities, supports, services, and assistive technologies as critical 
to positive participation experiences. This finding emphasises the 
need to assess activity and service Availability as an integral part 
of the clinical reasoning process when working with young people 
with CP.

The fPRC construct with the most items rated as extremely 
important for negative participation experience was 
Environment-Acceptability for both adolescents and young adults. 
Maxwell et  al. [10,p. 65] explain Acceptability as “the person’s 
acceptance of the situation and other people’s acceptance of a 
person’s presence in a situation” and it was the attitudes and 
acceptance of others that both age groups emphasised. The 
finding that more Acceptability comments related to acceptance 
by others, versus acceptance of self in life situations, may have 
been influenced by the participant profile in our study, which 
included people with CP, caregivers, and health professionals. To 
obtain more in-depth information on the self-acceptance of peo-
ple with CP, future studies could focus on gaining self-report 
from individuals with CP when reflecting on their lived 

Table 2. H ealth Professional characteristics.

Health Professional characteristics
Number of  

Health Professionals

Clinical role working with people with 
CP (n = 43)a

 S peech Pathologist 13
  Physiotherapist 13
 O ccupational Therapist 12
  Paediatrician 3
  Psychologist 1
  Physical Therapist 1
Length of time working with young 

people with CP (n = 43)
  <1 year 1
  1 – 5 years 15
  6 – 10 years 5
  10+ years 22
Ages of young people with CP worked 

with (n = 43)b

  Children/Adolescents (aged 
0–14 years)

40

 A dolescents (15–17 years) 40
 Y oung adults (18–26 years) 36
 A dults (26+ years) 27
Country (n = 43)c

 A ustralia 37
 N orthern Ireland 1
  United Kingdom 1
 T aiwan 1
 S weden 2
  Canada 1
aSome health professionals identified their roles as being a mix of clinical and 
research positions.
bMost health professionals reported working across different age groups.
cCountry that the health professional lives and works with young people with 
CP.
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experiences of participation in a range of life situations. Items 
rated as extremely important included a range of “negative 
behaviours of others,” such as a “lack of respect,” being “looked 
down on,” “isolated,” “excluded,” “false assumptions,” “being ignored 
and not included in conversations,” and “having unpleasant inter-
actions.” These findings are supported by Towns et  al. [36], who 
highlighted how positive social influences could help establish 
more favourable participation environments for youth with CP. 
Similarly, Shahin et  al. [18] identified the attitudes of colleagues 
and employers as a key barrier to workplace participation for 
people aged 18 to 35 years with brain-based disabilities. Our 
Delphi study has extended these findings, highlighting that 
acceptance and attitudes impact young people with CP in many 
contexts during everyday participation. Our results emphasise 
the need to improve the function of the individual and the social 
environment. This need could be aided by targeted education 
and training focused on developing community understanding 
and compassion towards those with a disability, such as young 
people with CP. A study by Anaby et  al. [37] also advocated for 
addressing other adjustable aspects such as attitudinal, social, 
and institutional items. Future intervention and research need to 
address physical Accessibility as well as community Acceptability 
to ensure that interventions at the community level are part of 
routine management.

The construct of Participation-Involvement had several items 
rated as being extremely important for positive participation expe-
riences. These items focused on “Having the opportunity to be 
involved and be engaged” during the experience, as well as the 
importance of “Having social interactions and feeling connected” 
and “Socialising with peers and friends.” These findings are similar 
to King et  al. [38], who emphasised how the meaningfulness of 
an experience influences engagement and that feeling a sense 
of fulfilment from the activity and feeling connected can all con-
tribute to higher Involvement.

Facilitating Involvement in meaningful activities for young peo-
ple with CP by collaborating with the individual is required to 
support the development of a Sense-of-self and Preferences. Several 
items within Sense-of-self and Preferences were extremely import-
ant to more positive participation experiences, especially when 
moving into young adulthood. These items emphasised the need 

for autonomy and choice, with the young person being “included 
in planning,” “being respected as an autonomous adult,” and feel-
ing that they can “contribute and have a valued role.” However, 
young people with CP are less autonomous in their participation 
than the general population [5]. These findings highlight that 
when working with young adults with CP, it is not only essential 
to have individualised and diverse support Available, but clinicians 
should collaborate with young people to adjust support to be 
age-appropriate and tailored to the individual.

Notably, the only extremely important item within Activity 
Competence for positive experiences was “Having the ability to 
communicate” across both adolescents and young adults. This 
finding does not mean that other items are unimportant but 
emphasises the value of communication across all ages. It is inter-
esting that the importance of communication was emphasised so 
strongly by participants in this study, as most consumers were 
people with either no or mild communication difficulties. This 
finding highlights the importance of communication across all 
young people with CP, not just those with communication support 
needs. A recent study by Jacobson et  al. [2] also identified com-
munication function as one of the most important determinants 
of social participation for young adults with CP (aged 20 to 
22 years). Clinicians and researchers are encouraged to prioritise 
self-reports by young people about their participation experiences 
and preferences and to provide adequate interventions for com-
munication development, communication technology, and training 
for communication partners [28].

Recommendations

Participation is a key focus in the rights identified within the 
United Nations Convention on the Rights of Persons with 
Disabilities (UNCRPD) [39]. Participation is also a key funding focus 
under the National Disability Insurance Scheme (NDIS) [40]. 
Similarly, the Australia and New Zealand CP Strategy aims to 
promote inclusion and active participation in all life areas [6]. 
Findings from this Delphi study support these priorities by iden-
tifying the items that make life experiences more challenging and 
that support positive experiences. Disability can be seen as a 
socially developed problem influenced by external community 

Round I
Consumers = 9

Health professionals = 37
Total = 46

Round II
Consumers = 4

Health professionals = 17
Total = 21

(45.65% retention rate)

Responded to adolescent questions 

Round I
Consumers = 17 

Health professionals = 17 
Total = 34

Round II
Consumers = 11

Health professionals = 19
Total = 30

(88.24% retention rate)

Responded to young adult questions 

Consensus reached in Round II.
Round III not required.

Consensus reached in Round II.
Round III not required.

Figure 1.  Participant response rates across the Delphi rounds and question sets for adolescents and young adults.
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constraints on what are considered typical standards of function-
ing [41]. This Delphi study emphasised that having appropriate 
supports available (Availability) and improving the acceptance of 
the individual with CP (Acceptability) could promote more positive 

experiences for people with CP during adolescence and young 
adulthood. It is essential to target socially created constraints 
such as these, to create positive change throughout the commu-
nity and improve the participation of people with CP.

Attendance

InvolvementSense of
Self

Accessibility

Affordability

Accommodability

AcceptabilityAvailability

Preferences

Activity
Competence

Adolescents
15 to 17 years

Having access to
assistive technology
and equipment for

mobility

Having supportive
family and friends

Having support
(e.g. at school,

in work experience,
when learning to drive)

Having age appropriate
activities and outings

Not being provided
with opportunities to

communicate
(e.g. people not
learning how to
communicate

with or include the
person with CP)

Having a lack of
opportunities to

participate

Environment can be
adapted (e.g. for
different physical

needs or visual needs,
attitudes of others)

Not feeling safe

Negative behaviours
of others

(e.g. lack of respect,
looked down on)

Being treated with
dignity and respect (e.g.

not condescending)

Feeling included/
spoken to directly in

conversations, others
are listening and
understanding

Feeling safe when out
in the community

Feeling socially
isolated (e.g. not being

invited or included)

Other people ignoring
the presence and

contributions of the
person with CP

Having social
interactions

and feeling connected
(e.g. with peers)

Feeling involved and
engaged (e.g. in life

and activities)
Having the ability to

communicate

Not being involved in
choices and goal

setting (e.g. not able to
communicate
preference,

not able to consent)

People making false
assumptions

(e.g. thinking person
with CP has cognitive/
intellectual impairment,
is intoxicated because

of slurred speech,
providing the wrong

support)

Being ignored and not
included in

conversations

Feeling excluded,
isolated, unwanted
and/or neglected

Being treated like a
child (infantilisation)

Having unpleasant
interactions with others

(e.g. being judged,
bullied, looked at

weirdly, having conflict)

Feeling safe

Feeling accepted and
being treated the same

as others

Having the ability to
communicate

(e.g. expressing
thoughts and own

personality)

Attendance

InvolvementSense of
Self

Accessibility

Affordability

Accommodability

AcceptabilityAvailability

Preferences

Socialising with peers
and friends

Having the opportunity
to be involved and be

engaged

When the person with
CP feels that they can
contribute and have a

valued role

Feeling a positive
sense of self

(e.g. achievement,
fulfilment,

empowerment,
enlightenment)

Having choice in
 activities

(e.g. included in
planning)

Having autonomy
(e.g. being respected

as an
autonomous adult)

Having age appropriate
activities for adults not

immature activities
designed for children

Having community
involvement (e.g.

making new friends,
meeting new people)

Having opportunities
for employment

Having access to
assistive equipment

(e.g. robust and
appropriate AAC)

Having conversation
partners who are able

to communicate
(e.g. friends and peers
who give the person

with CP time to
communicate)

Having other people
who are patient and
give the person with

CP a chance

Having limited trained
communication

partners (especially for
AAC users)

Not having
 opportunities

(e.g. employment)

Having accessible
activities

Having accessible
transport options

Having physical
accessibility

to places of interest
(e.g. ramps, wheelchair
access, accessibility)

Having adapted
opportunities

(e.g. employment)

Being inclusive for all
communication abilities

Activity
Competence

Young Adults
18 to <26 years

a. Adolescents with CP aged 15 to 17 years

b. Young adults with CP aged 18 to <26 years

The community venue
is accessible and

suitable (e.g. ramps)

The activity is
accessible

The environment is
accessible

Figure 2. I tems considered extremely important to the positive (white boxes) or negative (grey boxes) participation experiences of a. Adolescents and b. Young 
adults with CP according to consumers (young people with CP and caregivers) and health professionals.
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Strengths and limitations

The Delphi format facilitated the inclusion of responses from a 
wide range of participants, including persons with CP, their care-
givers, and health professionals with clinical and research back-
grounds across international locations. A comprehensive list of 
items was generated that can be used to advocate for appropriate 
support. There were some limitations. Although researchers pro-
vided participants with the option of completing the study via an 
interview with communication support strategies, all participants 
chose to complete the study independently online. This resulted 
in some perspectives of people with communication support needs 
being represented by proxy-report from caregivers. It would be 
beneficial for future studies to obtain the direct self-report of peo-
ple with more severe communication difficulties, including users 
of augmentative and alternative communication (AAC).

This study also included more young adults than adolescents 
and attrition occurred between the survey rounds. This attrition 
was expected based on the response rates of previous Delphi 
studies. A higher number of participants in Round I were sought 
to counter this expected attrition in subsequent rounds and to 
ensure a suitably sized panel of respondents for all rounds [42]. In 
Round II, higher rates of attrition were found for responses to 
questions about adolescence, with good retention for young adult 
questions. This higher attrition for questions about adolescence 
may have been impacted by participants being given a choice to 
rate either responses for adolescents and/or young adults, with 
most choosing to only rate young adult items in Round II. Although 
this study included health professionals from international locations, 
future research could include a larger number of international 
participants, and/or focus on comparing perspectives and experi-
ences between countries or cultures. We would also encourage 
replication with more people with CP, especially from other cultures, 
to gain an even broader perspective. In addition, we would encour-
age future research to seek perspectives of other people in the 
community with whom young people with CP regularly interact, 
e.g., teachers, employers, trainers/coaches, friends, and/or extended 
family. This research could then incorporate other key frameworks 
such as the F-words for Child Development within the ICF frame-
work seeking to gain perspective in areas such as fitness, friends, 
and fun [43,44].

Conclusion

This Delphi study extends the current understanding of the most 
important items impacting the positive and negative participation 
experiences of young people with CP by reaching a joint consen-
sus among consumers and health professionals. There were sim-
ilarities between adolescence and young adulthood in the main 
fPRC constructs identified, but some differences in the items. 
These items can be used to guide the selection of appropriate 
services and support to improve the participation of young people 
with CP. Results emphasise the importance of the Availability of 
diverse activities and services to support positive experiences and 
the need for further advocacy and education to increase the 
Acceptance and understanding towards young people with CP.
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