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Purpose: To strengthen the translation of evidence to actionable policy, stakeholder
engagement is necessary to synthesize, prioritize and contextualize the academic
research content into accessible language. In this manuscript we describe a multi-
level evidence-based stakeholder consultation process and related outcomes
proposed to promote awareness of and foster cross-sectorial collaborations
towards human rights-based approaches for children with disabilities.
Methods:Mixed-methods participatory action research done in three steps: (1) A
literature review of peer-reviewed evidence on rights-based approaches in
childhood disabilities; (2) Consultation with researchers in diverse fields,
grassroot organizations, caregivers, and youth with disabilities; (3) A
constructive dialogue with decision makers at federal and provincial levels in
Canada to discuss consultations results.
Results: Stakeholders value human rights approaches that can have a direct
impact on practical aspects of their daily living. Organizations give high
importance to adopting rights-based approaches to measure policy outcomes,
while parents value service provision and youth emphasize accessibility.
Conclusion: The implementation of rights-based approaches in childhood
disabilities can support policy, services, and daily lives of children with
disabilities and the ecosystems around them. It can also guide research
priorities, and create a common language to foster collaborations across
sectors and interested parties.
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Introduction

Children with disabilities are no longer considered objects of protection but rather as

subjects of rights. However, at the intersection of rights for persons with disabilities and

rights for children, they are a minority within a minority (1–3). Two international

treaties address the rights of children with disabilities: The United Nations Convention

on the Rights of the Child (CRC) and the Convention on the Rights of Persons with

Disabilities (CRPD) (4, 5). The CRC ensures the rights of children with four guiding

principles: non-discrimination; best interest of the child; the right to life, survival and

development; and the right to participate. It was the first human rights treaty to include

protection against discrimination based on disability. The more recent CRPD enshrines
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the rights of individuals with disabilities to live in dignity, with

equal rights and opportunities.

Signatory countries to both conventions are obliged to have an

active national reporting system, as part of the implementation

process of these treaties. However, in Canada, the implementation

of the CRPD has been deficient, as evidenced in the United

Nations’ 2017 Concluding Observations on the Initial Report of

Canada. In the report, the UN CRPD committee stated concerns

about the absence of data collected on children with disabilities,

the lack of formal consultations on comprehensive plans for the

implementation of the Convention, and the absence of

information on mechanisms to foster the participation of

children with disabilities in consultations. The committee also

reported on the lack of established criteria for applying the

principle of the best interests of the child. These concerns

involve key prerequisites for full implementation of the

Convention and further realization of rights of Canadian

children with disabilities. This is significant since a rights-based

approach to the provision of services could emphasize and bring

into view opportunities for continuous supports for children with

disabilities. A focus on the best interests of the child can lead to

the creation of health, education and social services that respond

to their needs, allocating resources to the most pressing issues

indicated by children and families, valuing their priorities, and

raising awareness about persistent rights violations (3).

It follows that both research and policy in this domain should

be informed by voices of children with disabilities and their

families to elucidate their interests. Research impacts are

amplified when end-users are involved from the beginning of the

research process (6, 7). Early citizen engagement informs

research priorities and defines uptake strategies that are relevant

in the current political context and adapted to the current

system’s capacity (e.g., infrastructure, technical and human

resources) (8, 9). The relevance and fit of uptake strategies are

important given that influencing policy is often a desired

research outcome. However, most research findings for children

of disabilities do not influence policy decisions even though the

findings may be relevant (10–12). Opportunities for positive

influences are missed with this disconnect between research

evidence and policy even as the research-informed policymaking

and its importance has been well established (13). Multiple

barriers maintain the gap between policy and evidence (14). In

particular, limited “availability and access to research/improved

dissemination” as well as a lack of “clarity/relevance/reliability of

research findings” diminish research influence on policy (15).

In policy contexts, reliance on passive or unidirectional

knowledge translation renders most research outputs ineffective

(16). This is because, in contrast to the linear process of the

scientific method, policy processes are typically nonlinear. Even

specific research to policy strategies, which are rare, tend to

overlook the contextual factors—such as values and personal

experience, political will and pragmatism—that affect a policy

maker’s decision-making (17, 18). Hence, it is crucial to “frame”

evidence and key strategies in line with what matters to

policymakers and use their language to tell engaging “stories” that

animate evidence with stakeholder input and priorities (19, 20).
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Co-production of knowledge in health research with

stakeholders generates relevant and useful evidence for decision

making (21). It is beneficial and potent to include a broad range

of stakeholder groups who can contribute unique perspectives,

skills, and resources; more so when the knowledge synthesized

aims to inform policy (20). In rehabilitation research, advances

have been made toward involving adults with disabilities and

their caregivers (20). Yet, other groups such as policymakers,

community organizations, and children and youth with

disabilities are less often represented (22). Here, we report on the

process and results of including stakeholders’ voices to inform

actionable strategies from research literature concerning the

structures, processes, and outcomes in the implementation of

rights-based approaches in policy development in Canada. We

performed a literature review of peer-reviewed evidence and

presented the results to grassroot organizations, caregivers and

youth with disabilities. These groups were consulted to rate the

importance and relevance of the evidence. The input received

from the stakeholders’ consultation was then presented to key

decision makers in the federal service, in hopes of informing

policy in the realm of child disability. This paper recounts the

findings from the stakeholder consultation.
Methods

This mixed-methods study employed a Participatory Action

Research approach to validate the priorities identified in a

research review of rights-based approaches in childhood

disabilities by key stakeholders in the childhood disabilities

ecosystem in Canada. A sequential data collection procedure was

adopted with one step informing the next (23, 24). In the

extended period of time given for data collection, elements of the

scoping review and the multiple consultations informed the next

steps of data collection and analysis. The qualitative elements

(i.e., open ended answers to questions in an online survey, e.g.,

“how this issue impacts your organization clientele or your

child?”, interviews and stakeholder dialogues) informed the

analysis of the quantitative data [i.e., Likert scale questions in an

online survey, e.g., objective ratings (1–5) of importance of issues

presented], and were also used to provide in-depth

understandings of the descriptive quantitative data (e.g.,

sociodemographic information, sum of importance score by

stakeholder group). We do consider the qualitative elements to

be the core of the project, with the supplemental component

being the quantitative analysis. The stakeholder consultation

steps and data collection sequence are illustrated in Figure 1.
Preliminary evidence review in preparation
for stakeholder consultations

A systematic search on current evidence on rights-based

approaches for children with disabilities was conducted. Searches

yielded a total of 1,754 results and 174 articles were included

after systematic screening. Content analysis was performed with
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FIGURE 1

Stakeholder consultation steps and data collection sequence.
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the data extracted from the search. The content analysis of the

research articles revealed four major themes: inclusion,

participation, self-advocacy and equity. The themes were then

further probed to frame the issues connected to the themes and

to identify proposed solutions. The issues and solutions identified

under each theme were classified according to messages of

interest to different key stakeholder groups, including: families,

grassroots/community organizations, children, health care

providers, policy makers and researchers. We then identified the

articles from the UN CRC and the CRPD that related to the

issues presented to better frame solutions within a rights-based

approach. Table 1 illustrates a sample of how we framed the

questions within the themes from the review and aligned them

with specific CRC and CRPD articles.

Three products, for three different stakeholder groups were

generated from the results of the scoping review to inform the
TABLE 1 Qualitative analysis guide for data generated with youth in the stud

Guiding analytic questions Sub-questions
What are the conditions that mediate
disabled children’s opportunities to access
their most basic human rights?

What are the conditions of participants’ e
(material conditions, activities and routin
as described in their accounts and as illus
photos)

Which mediators are aligned with the
intersection of childhood and disability?

How do youth participants and/or their p
“barriers and supports” or mediators that
participation
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current study: (1) a research brief (for researchers); (2) an

online questionnaire listing issues related to the

implementation of rights-based approaches in childhood

disabilities and proposed solutions identified in the research

literature (for disability organizations and parents of children

with disabilities); (3) guiding questions for interviews (for

youth with disabilities). Procedures for application of each

product are described below.
Participants and data collection procedures

Researchers
Using convenience sampling, we recruited 15 interdisciplinary

researchers in the field of childhood disabilities and human rights

(expertise included humans rights and law, philosophy, critical
y.

Specific data probes
veryday lives
es, social contexts—
trated in their

Do the youths’ accounts and their photographs illustrate ways
that families of children and youth with disabilities might
experience a higher burden of care, financially and socially?

hotos identify
influence their

Examine the data to consider youths’ participation in:
(a) community activities,
(b) decision-making, discussions and actions that impact them
directly and
(c) accessing social resources and supportive services
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disability studies, social work, knowledge translation, health and

social policy, rehabilitation science and ethics). The group

participated in a 3-h in-person deliberative dialogue on the

subject of rights-based approaches for children with disabilities

in the Canadian context (25). Prior to the dialogue, participants

were provided with the evidence brief; the brief summarized the

issues identified under each of the themes, and proposed

evidence-based solutions on how society at large, different

systems of care, and government can cooperate to integrate rights

into policy.

The deliberative dialogue was facilitated by a moderator who

proposed a semi-structured sequence of topics for discussion

with a request that participants contribute to each topic within

the brief. First, participants were asked to comment on the topic

they perceived as most critical. Then, they were asked to examine

key issues, plausible solutions and key implementation

considerations for that topic. They were also asked to consider

what could be relevant for other stakeholder groups (i.e., families,

children and youth, educators, policymakers). Participants

discussed a range of approaches (e.g., rights-based, civic model)

for engagement, and strategies for maximizing knowledge

translation, optimizing breadth in stakeholder consultations, and

tailoring communications with each stakeholder audience. The

dialogue was audio-recorded to augment the detailed notes taken

by two members of the research team. A summary of the

dialogue was sent to participants after 2 weeks, and they were

asked to provide feedback if any point was not clear or did not

convey the ideas that had been discussed. Analysis of salient

topics, key messages to different stakeholder groups, and points

for knowledge translation strategies were used to guide a

secondary analysis of the literature review results (with a focus

on services, key messages for each stakeholder group), and to

further refine the online stakeholder questionnaires and focus

group questions.

Grassroots organizations
We consulted with grassroots organizations using an electronic

questionnaire [completed online on RedCap (Research Electronic

Data Capture)]. Grassroots organizations (and parents as

described in the section that follows) were queried about six

overarching issues as identified in the scoping review and centred

around the themes of inclusion, participation and caregiver

support. Respondents rated the importance of each issue to the

mandate of their organization, rating it from 1 to 5 (1—not

important, 5—very important). For each issue, 4–10 actionable

solutions were listed (also from the research literature review).

These solutions for each issue were also rated on the same scale

of 1–5, identifying how important each solution was to address

that specific issue.

A list of non-governmental disability organizations was

generated in collaboration with governmental and non-

governmental offices, and through organizations listed in a

mobile App (Jooay—a free mobile App listing adapted and

inclusive leisure programs across Canada), and by manual

searching on different hubs of Canadian disability groups.

Organizations recruited were Canadian Civil Society
Frontiers in Rehabilitation Sciences 04
Organizations (CSOs) and Disability Persons Organizations

(DPOs) that work with government in matters related to the

rights of persons with disabilities and/or children (an initial

list was provided by the Canadian Office for Disability Issues),

foundations that offer services and supports for children and

families with disabilities, and community organizations

offering leisure and community participation opportunities

for children with disabilities. Further participating

organizations were recruited through snowball sampling where

each organization invited was asked to nominate others that

might be interested. Key informants were identified and

invited by email to serve as, or help identify, a respondent for

their organization. Participants could save and continue

completing the questionnaire in multiple rounds, with

reminders sent every 2 weeks, prompting completion over a 6-

month period.

Families and caregivers of children with disabilities
A convenience sample of families of children with

disabilities were recruited online through social media and

parent support groups. Parents were invited to complete an

online questionnaire via RedCap that mirrored questions

posed to stakeholder organizations, but modified to align with

a parent focus (e.g., “to what extent is this issue important for

my organization” was modified to read “to what extent is this

issue important for my child”). The format of the consultation

was modified iteratively to include an option for

individualized face-to-face discussions when some parent

participants indicated that the “human rights” topic was

complex and not a common language used by parents.

Accordingly, individual interviews, using the online

questionnaire as a point-by-point guide (see Questionnaire

Design section below), were offered to all parent participants;

this allowed researchers to explain each question, and

provided space for parents to provide rich detail in

their responses.

Youth with disabilities
A purposive convenience sample of youth/young adults with

disabilities were recruited from the senior class of a school for

children with disabilities in Montreal, Canada. Specifically,

students in the classroom had a primary physical disability,

communication challenges, and medical conditions. This

group encompasses a large spectrum of developmental

disabilities (e.g., cerebral palsy, autism, rare chromosomic

conditions). Once a week, they attended a regular secondary

school, within a classroom only for students with disabilities.

Although the convenience sample did not include all disability

groups, we hope this sample can shine light into a group of

youth that is rarely represented in research and advocacy,

frequently having their basic human rights violated, according

to both conventions (CRC and CRPD) (26). Potential

participants were introduced to the project and invited to

participate through an activity led by the research team in

their school classroom. The activity introduced the topic of

human rights, the rights of persons with disabilities and the
frontiersin.org
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rights of children, as well as the UN Convention and potential

implications of these in daily life.

Drawing on interview and photo-elicitation methods

developed in earlier work by Teachman and Gibson (27),

youth who consented to participate were provided with access

to cameras over a 2-week period as co-researchers who

generated photos to help show and discuss their perceptions of

how their human rights were being respected (or not) in

different activities and moments of their lives (27). Photo

cameras or iPads were installed on their wheelchair, with

appropriate accessibility to switch-activated devices as needed

and tested with the support of a technician from the

rehabilitation centre. The first photo try-outs were done with

two members of the research team during an occupational

therapy session in the school. During this session, the research

team members explained the procedures to obtain consent

from other people who may be in the photos they wanted to

take, presenting a “consent to take image” slip. Consent slips,

including a short explanation of the project, were provided to

all participants with instructions to show the slip to people

who may be in their photos. Sample photos were taken to

ascertain that participants knew how to manipulate their

devices and compose photos for the research.

Individual follow-up interviews, structured by discussion of

each participant’s photos (28, 29), were scheduled 2–3 weeks

following the camera loan and at times convenient to

participants (30). For example, as the research and participant

reviewed the participant’s photos, the researcher asked probing

questions such as: Tell me about this photo? Why did you

choose to take this photo? What do you think this photo shows

about whether or not your human rights are being respected?

How would you want to change this situation to improve

recognition of your human rights? (31) Participants were

supported to choose their preferred interview method; some

elected to use email with back-and-forth responses between the

youth and the team member while others preferred to participate

in a face-to-face interview at school or at home, with or without

their parent’s or educator’s mediation to facilitate

communication, and/or using communication devices. With

consent, interviews were recorded and transcribed. A paper audit

and data trail were kept for all interactions. Field notes

summarizing conversations involving multiple communication

modes [parents’ clarification of verbal responses from their child-

participant, responses mediated by augmentative and alternative

communication (AAC) devices, interviewer’s clarifications and

interpretation of participants’ accounts], transcriptions, and

written communications were imported into NVivo10 for

qualitative analysis.
Analysis
Study data was collected and managed using REDCap.

Quantitative data was exported to SPSS for analysis. Qualitative

data from youth interviews and photos, and open-ended

responses from questionnaires were managed using NVivo10.
Frontiers in Rehabilitation Sciences 05
Quantitative analysis of the organization and parent

questionnaires was conducted separately. To achieve higher

fidelity on the ratings of actionable solutions, only those rated as

important or very important were selected as salient data points.

We calculated frequencies and percentages of ratings of responses

for each question.

For the qualitative analysis of questionnaire responses, each

data point was treated separately. Open-ended responses were

imported into NVivo software and coded by two team

members (PY, JL) using a qualitative description approach

(32). The analysis aimed at identifying proposed solutions and

actions to promote the human rights of children with

disabilities, with the purpose of informing a policy dialogue in

childhood disabilities. These were grouped to represent each

stakeholder group.

The analysis of the data generated with youth with

disabilities was done separately. This data set was unique

because it provided accounts of lived experience of disability

and had the potential to greatly enrich “third party” accounts

provided by parents and organizations representatives. Two

members of the team (KS-T, GT) developed an analytical

guide oriented by the study question addressed with youth

participants, the scoping review and provisional analysis of

earlier stakeholder dialogues. Table 1 presents the analytic

questions developed to guide our qualitative analysis of the

data generated with youth participants.
Results

Grassroots organizations

Forty-four federal grassroots organizations representing

disability groups for children across Canada at federal and

provincial levels completed the questionnaire. Twenty-five

percent were federal organizations with a nation-wide mandate,

32% covered only Western provinces, 37% were from Central

Canada, and 7% were from the Atlantic provinces. In addition,

20 of the over 200 smaller, local leisure-focused organizations

that were listed in the Jooay App across 4 different provinces in

Canada (Quebec, Alberta, Ontario, British Columbia) responded

to the questionnaire. The responses from both groups (federal

grassroots organizations and leisure organizations) were tested

for differences in chosen priorities using t-tests. No differences

were identified among the two groups (the only nearly significant

difference was in the importance of family support; p = 0.052).

The samples were then combined for analysis purposes for a

total of 64 organizations (Table 2).
Caregivers

The caregiver questionnaire was completed by 25 parents of

children with diverse disabilities (children aged 3–27 years; mean

12.3 years) across multiple provinces (Table 2).
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TABLE 2 Provincial distribution of participant organizations and parents.

General Leisure-specific Total Parents
Pan-Canadian 15 1 16 –

AB 7 3 10 9

BC 1 4 5 1

MB 0 0 0 1

NFLD 1 0 1 0

NS 1 0 1 1

ON 12 8 20 1

PEI 1 0 1 0

QC 6 4 10 12

Total 44 20 64 25

Shikako et al. 10.3389/fresc.2024.1322191
Youth

Five youth (aged 16–21; 4 male, 1 female) participated in the

study. Four participated in a subsequent interview (3 were audio-

recorded and transcribed; 1 was summarized by the interviewer

in field notes because the participant did not consent to

audio-recording). One participant did not complete an interview

but submitted reflections on their photos.
TABLE 3 Most important issues and solutions.

Issue % orgs ranked
as imp./very

imp.

% parents
ranked as im

very imp.
1. We need to identify and measure the physical,
social, cultural, and economic barriers to full
inclusion in order to develop policies, programs
and interventions for children with disabilities

100 91

2. Children with disabilities should be included
in educational settings without discrimination
from classmates and teachers

45 61

3. Children with disabilities lack opportunities
to participate equally in public life and in
activities that are crucial for them to reach their
full potential (e.g., leisure, community life,
school activities, decision making

97 100

4. Lack of ownership and active engagement of
children and youth with disabilities in decision-
making related to them

77 76

5. Strategies and policies promotion
participation in leisure activities (e.g., sports and
other recreational activities) for children with
disabilities are lacking

91 88

6. Lack of integrated and adequate social, health,
and educational services for children with
disabilities, placing economic, psychological and
medical burden of care from the state to the
family (especially on women)

87 100

Frontiers in Rehabilitation Sciences 06
Questionnaire results

The subset of participants that rated an issue as important or

very important (a four or five on the 5-point scale) were

included in further analysis. Those participants then selected

solutions that addressed the issue at hand. The top-rated

solutions are described in Table 3.

Social inclusion
The first issue probed in the questionnaire began with the

statement: “We need to identify and measure the physical, social,

cultural, and economic barriers to full inclusion in order to

develop policies, programs and interventions for children with

disabilities”. All the organizations (100%) rated this issue as

important or very important and most (91%) of parents rated it

as such. Parents in particular highlighted the importance of this

approach in the open comment box (“why is this issue important

to you/your child?”):

I have the expectation that my children, like all children, [would]

be able to experience their world through whatever means they
p./
Top solutions ranked for this issue

Measuring inclusion into communities as an indicator of success for
interventions

Using international human rights guidelines to guide standard of services

Using international human rights guidelines to evaluate Canadian policies

Reducing reliance on standardized tests of functioning to make decisions on
education funding

Encouraging the development of more discrete adaptive equipment for
children with disabilities in classroom settings

Developing programs to sensitize students to adaptive equipment used by
children with disabilities in classrooms

Ensuring that the voices, perspectives and experiences inform policy
development and programming

Facilitating participation in policymaking (e.g., consultations, hearings, public
sessions and advocacy)

Developing strategies that provide physical access to participate in public life

Providing adequate levels of resources and services that support health and
wellbeing

Implementing positive approaches that encourage participation that reducing
risk behaviours and increasing thriving

Providing evidence-based strategies to support advocacy

Developing programs to enable youth to develop self advocacy skills and to
connect with the disability community

Holding public consultations and policy dialogues with youth and evaluating
such programs

Raising awareness on rights-based approaches and the social model of
disability

Training physical education and community leisure providers on strategies to
better address specific needs

Developing and implementing policies promoting participation in leisure

Providing early and cost-effective community-based interventions

Encouraging family involvement with providers in decision-making

Emphasizing an integrated approach across services that encourages greater
coordination

Facilitating and supporting community-based professional support services
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can accept in order for them to become the best versions of

themselves. It would be unfair of me and others to make

decisions for their outcome based on what they think is

needed.—parent #3

Full inclusion is […] important because my child is a human

being and deserves to be included.—parent #5

My son and our family need to be connected and supported in

order to ensure he continues to grow into a well-adjusted adult,

and that we are the best parents we can be for him.—parent #6

It is important to us that our child have community options for

socialization and an ability to network, make friends and be

part of society.—parent #11

Organizations endorsed authentic engagement with families

and community as part of the solution, as illustrated below:

Sometimes, social inclusion by itself is not the best indicator of

success. The quality of the social interactions is critical, and

ensuring that social needs are identified and targeted for

thoughtful intervention, building a community and team with

the child and family, is important.—organization representative

Eighty-five percent of organizations and 90% of parents

endorsed the statement: “Measuring inclusion into communities

as an indicator of success for interventions” is an

important solution,

Just because policy has been adequate in past does not mean it is

keeping up with the societal changes and expectations … There

is a disconnect between what has worked in past, what is

available now and what could be made accessible.—parent #3

Similarly, 72% of organizations and 86% of parents reported

that “Using international human rights guidelines to guide

standard of services” was an important solution. Lastly, 74% of

organizations and 90% of parents thought “Using international

human rights guidelines to evaluate Canadian policies” was an

important or very important solution to addressing the human

rights of children with disabilities, noting that using

internationally developed policies and guidelines can be helpful

in structuring policy directions:

We believe the convention is a great guide for inclusion- in both

creating and evaluating inclusion policies.—organization

However, stakeholders also noted the importance of accounting

for individual differences. Parents in particular perceived that there

might be important challenges in implementing these treaties in a

way that respects their child’s unique and complex needs:

While all these measures will be very useful, maybe try to also

account for individuality, personality, variation among

children.—parent #30
Frontiers in Rehabilitation Sciences 07
Inclusive education
The second major issue highlighted on the questionnaire was

that “Children with disabilities should be included in educational

settings without discrimination from classmates and teachers”.

Inclusive education was not a topic included in the research

literature search that informed the questionnaire, yet, aspects

related to inclusive education, and specifically to universal design

in the education context, were brought up as closely connected

to the notion of constructing a society that affirms human rights:

Many technology aids can benefit all students—for example

providing tablets for all students helps all students learn and

ensures students with disabilities do not feel singled out. The

more we can build UDL [Universal Design for Learning] into

classrooms and teaching, the more all students can access the

supports they need—organization representative

If we have integrated classrooms from the beginning of children’s

education, pre-k etc., I believe that it would become a normal/

accepted practice for children and not even questioned. Look

back to racial integration, [it becomes a] societal norm. We

have constructed it this way.—parent #3

Out of the 16 organizations and 11 parents that rated this issue

as important or very important, three priority solutions were

identified although organizations and parents ranked solutions

differently. First, sixty-nine percent of organizations compared to

91% of parents endorsed “Developing programs to sensitize

students to adaptive equipment used by children with disabilities

in classrooms” as an important solution. “Reducing reliance of

standardized tests of functioning to make decisions on

educational funding,” was ranked by 75% of organizations as an

important actionable solution while only 36% of parents thought

this should be a priority. The third actionable solution (ranked

highly by 69% of organizations and 55% of parents) involved

“encouraging the development of more discrete adaptive

equipment for children with disabilities in classroom settings”.

Stakeholders presented important considerations for

implementation of these solutions, such as differentiating

between equity and equality, addressing diversity of individual

needs, and thinking beyond financial barriers to consider how

social attitudes and expectations mediate social exclusion.
Participation in public life
The third issue within the questionnaire was that “children

with disabilities lack opportunities to participate equally in public

life and in activities that are crucial for them to reach their

full potential (e.g., leisure, community life, school activities,

decision-making)”.

Overall, there was a high level of agreement on the importance

of this issue and the actionable solutions that were considered

priorities in both groups. More solutions (n = 10) for this issue

were identified in the research review than in the previous issues,

therefore, we selected the top five of ten actionable solutions

endorsed by both participant groups as important or very
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important. The majority of participants (100% of parents and 97%

of parents) thought that “Ensuring that the voices, perspectives and

experiences inform policy development and programming” was an

important solution as was “Facilitating participation in

policymaking (e.g., consultations, hearings, public sessions and

advocacy)”. “Implementing positive approaches that encourage

participation that reducing risk behaviours and increasing

thriving” was endorsed by 88% of organizations and all the

parents; “Developing strategies that provide physical access to

participate in public life” was rated as important by all the

organizations 94% of the parents; and finally, “Providing

adequate levels of resources and services that support health and

wellbeing” was rated as important by all the organizations and

94% of the parents.

Stakeholders elaborated on the accumulated challenges faced

by parents to facilitate their child’s participation in public life,

and the fatigue and resignation that results:

My experience with families is that by the time their child

reaches mid-elementary school, they are tired of fighting with

systems to ensure the rights of their children. If you are only

20% of the population, you are starting your fight as a

minority and families express that fighting for equal treatment

is exhausting. Even as 20% of the population, many of the

battles are fought by one parent and 9 times out of 10, I

witness them finally resigning themselves to accepting

less.—organization

Ownership and active engagement in decision-
making

The fourth issue presented was “There is a lack of ownership

and active engagement of children and youth with disabilities in

decision-making related to them”. Out of the 6 actionable

solutions presented, the top 4 endorsed by both groups (n = 27

organizations, 13 parents) are presented here.

There was a moderate level of agreement on the solutions

addressing this issue. Eighty-one percent of organizations and 92%

of parents said “Raising awareness on rights-based approaches and

the social model of disability” was important. Ninety-three percent

of organizations and 85% of parents thought that “Holding public

consultations and policy dialogues with youth and evaluating such

programs” was similarly important. “Developing programs to

enable youth to develop self-advocacy skills and to connect with

the disability community” was a priority solution to 89% of

organizations and all parents while “Providing evidence-based

strategies to support advocacy” was important to 70% of

organizations and 85% of parents. Another key solution suggested

by an organization was to creat[e] connections between youth and

role models/supports to encourage advocacy.

Closely related to the theme of public participation, participants

expressed a need to enact children’s and youth’s ability to advocate

for themselves, and to engage at different levels of decision-making

that affects them. For instance, one organization said: We work

with young men and women who want to advocate for themselves

yet lack the resources or strategies to do so. A parent (#15) added
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that, Participation in decision-making promotes buy in and

enhances self-esteem. Barriers for children and youth to be more

actively engaged in decision-making processes were presented not

only as an issue related to lack of opportunities at the systems

level, but also because parents do not feel capable of enacting their

child’s active engagement.

Leisure and community participation
The fifth issue was that “Strategies and policies promotion

participation in leisure activities (e.g., sports and other

recreational activities) for children with disabilities are lacking.”

Three of the four solutions from the literature were presented

and rated by the 24 organizations and 16 parents that said this

was an important issue to them. Ninety percent of organizations

and all of the parents thought that “Providing early and cost-

effective community-based interventions” was an important

solution. Eighty percent of organizations and 93% of parents rated

“Developing and implementing policies promoting participation in

leisure for children with disabilities” as an important solution. And

lastly, 93% of organizations and all the parents related “Training

physical education and community leisure providers on strategies

to better address specific needs” as important.

One organization said, Recreation is so important for all children,

and particularly for children with disabilities. Yet, organizations and

parents alike rated leisure as very important issue but commented on

some key challenges to consider such as the need to tailor programs

to individual needs and across the variety of special accommodations

required for universal access. As one parent said, Every disability is so

different, you can’t label what inclusion looks like, as it varies so so

much. Another key aspect highlighted was the dissonance between

the perceived importance of leisure participation when compared

to other unmet needs, as suggested by a parent (#3): We are so

behind the ball on simply having basic services available to families

and children with disabilities, it seems like a frivolous ask to have

“leisure activities” be a focus.

Other key solutions by stakeholders included finding alternate

methods for building capacity within community services providers,

and developing infrastructure for exchanging information, obtaining

equipment and providing the necessary supports:

Identifying children with disabilities within communities so that

providers can reach out with information and services.

Providing equipment e.g., sport wheelchairs for those

children.—organization

Inclusion’ as an art, science, and skill—it takes training and

reflection and insight. [It takes] very deliberate and

intentional thoughts and actions that are seldom including in

any sector or profession.—organization

Caregiver burden
The sixth and final issue presented was that “There is a lack of

integrated and adequate social, health, and educational services for

children with disabilities, placing economic, psychological and

medical burden of care from the state to the family (especially
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on women).” Ninety-six percent of parents thought that this was

very important while 58% of organizations are rated this issue at

the level of importance to their organization. One parent wrote,

This is my case, I am not working because [it] is very hard for

me to be taking care of her 24 h [a day … ]. Sometimes I’m so

tired, I’m upset, I’m angry because I’m tired. Medication,

activity all the day, all the caring for her—mommy is friend,

doctor, and I’m a human, it’s not possible to have 24h of this

during the whole life, this is impossible- life is very

complicated.—parent #24

The families’ burden to navigate the systems, provide adequate

supports for their child, and to eliminate systemic barriers for

children and youth to be more actively engaged in decision-

making processes were presented as one of the reasons not to be

more active on promoting human rights:

The lack of ownership isn’t always due to lack of interest. I

would love to be a better advocate for my children, to keep

them involved in community activities and keep inclusion in

the forefront of our lives. But I am sleep deprived, drowning

in paperwork and burnt out already from this lifestyle. Meet

us where we are. And we will gladly give you the information

you are asking for.—parent #3

The ratings of the 27 organizations and 17 parents on all four

actionable solutions from the literature in the questionnaire are

presented here. Ninety-three percent of organizations and 94% of

parents rated the following three solutions as important: (1)

Encouraging family involvement with providers in decision-

making, (2) Emphasizing an integrated approach across services

that encourages greater coordination, and (3) Facilitating and

supporting community-based professional support services.

Eighty-five percent of organizations and 88% of parents rated

“Including homecare under the Canada Health Act” as

important. The systemic barriers were highlighted in parent

responses particularly, as illustrated in the following:

I think it’s really great in theory but much harder in practice. In

some respects, I think families and parents do have voices with

health care providers 1-on-1. But how you generalize that to

actually have impact on service and on research and on

health-providers. How you do it—system isn’t really set up for

this…—parent #4

Youth voices
Overall, youth participants perceived human rights primarily as

a matter of accessibility. More specifically, they reported that

exercising their human rights was limited by factors summarized

in the following four categories:
Inaccessible physical spaces
Many spaces in the community, including those that claim to

be accessible, cannot be accessed independently by a youth in a
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wheelchair or with other physical limitations. Most photos taken

by participants show how their human right to, come and go as

they wish is constantly being violated. One youth, Ashir (all

youth participant names are pseudonyms), commented that he

wanted policy-makers to understand that, disabled people are

humans. He appealed to the general public to Make some ramps!

so he could get out of his apartment, go to a convenience store

and buy something for himself, just like everyone else.
Transportation
Also related to accessibility and the right to come and go is the

lack of accessible transportation options. Even though some buses

were equipped with technology to accommodate wheelchairs, these

ran infrequently, and youth felt that, overall, the drivers and

passengers acted as though accommodating a person in a

wheelchair was an inconvenience. Newer metro trains were

described as lacking tie-down facilities which made youth feel

extremely unsafe. Furthermore, scheduling adapted van services

(an alternative to using regular buses or the metro) was

experienced as a process that nearly always proved frustrating,

causing participants to miss appointments or activities on a

regular basis. One youth who had travelled by plane to visit

family abroad found that the airline seemed ill-prepared to

accommodate him and said it was exhausting to endure

additional levels of security and multiple transfers from one

wheelchair to another during the process of getting boarded.
Social stigma and intolerance
Lack of awareness about disability and the absence of other

people with disabilities in many mainstream activities

contributed to a sense of stigmatization and public intolerance.

Several youth noted they were frequently stared at. Robert said,

It’s kind of weird. It makes me feel bad. Sometimes, I tell them to

back off. This topic speaks to a youth’s right to represent

themselves and develop agency by increasing awareness of

disability in the society at large.
Opportunities to participate in the community and
be active

Disabling societal structures were highlighted as limiting

opportunities for youth to engage in their communities, and

participate in activities outside their home. For example, one

youth described spending summers in the house playing video

games instead of interacting and participating in the community.

Youth shared ideas to address these situations: providing

mobility equipment that would support their participation in

outdoor activities, creating spaces and programs that were

welcoming, and having people listening to their opinions on the

matters that impact them. Bianca, a 17-year-old, expressed that

participation was often restricted to interactions and activities

were restricted to what happened in the school, and that this

didn’t allow for a broader understanding of what else she could

do as a young person in relation to her human rights. Figure 2

presents a picture and Figure 3 presents a poem submitted by

one of the participants as his view on how his rights are violated
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FIGURE 3

Participant’s poem illustrating his right to participate in the
community.

FIGURE 2

Participants picture illustrating his right to participate in the
community.
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when he could not choose where to go (picture and real name used

with permission).

Figure 4 summarizes the issues, processes and solutions

identified in the research review and prioritized through the

stakeholders’ consultations.
Discussion

In this study, we identified the research literature on rights-

based approaches in childhood disabilities and consulted with

key stakeholders: Disability Persons Organizations (DPOs), Civil

Society Organizations (CSOs), community-based organizations,

parents of children with disabilities and youth with disabilities,

on their perspectives of the importance of these approaches and

the application to their daily lives. The study showed that DPOs

as well as parents of children with disabilities agree overall on

the importance of using rights-based approaches in policy and

programs and in different sectors such as health and social

services, community services and education. However, the

approaches identified in the research literature are often too

broad or high level (e.g., adopting human rights lenses into

policymaking or using international human rights guidelines) to

guide the standards of services making challenging for

organizations, and especially for parents, to see the applicability

of these rights in their daily lives. For specific issues pertaining
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to regulations and funding for organizations, parents and

organizations did not agree on the level of importance.

Youth with disabilities and parents who participated in this

study reported that they had limited exposure to the concepts

related to human rights, and therefore, would think of rights as

applied to aspects related to their daily routine. This finding

resonates with previous research comparing parents’ and youths’

views. Parents of children with disabilities often report a lower

quality of life of their child than children themselves (27).

Parents also often value most aspects related relate to their

child’s care, including educational and health care needs, whereas

children and youth value aspects that relate to their social

participation and ability to make choices (27). This is an

important perspective to take into consideration when developing

programs and policies for children and youth. In enacting basic

human rights principles such as “the best interests of the child”

(CRC Article 9; CRPD Article 7) and the “right to voice their

opinion” (CRC Article 13), governments, organizations and

institutions should listen to the child, especially when the young

person has communication restrictions, intellectual disabilities

and other restrictions in their expression of their own opinions

(33). Restrictions faced in this project in accessing the young

people’s opinions included limitations imposed by the school

board members’ beliefs on the ability of young people with

severe disabilities to contribute to the project, the creativity and

technical support required to allow for accessible communication,
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FIGURE 4

Conceptual map illustrating the issues identified in the research literature and prioritized through stakeholder consultations.
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and parents, teachers, and technical staff willingness to mediate and

facilitate communication. All of these barriers must be seen in the

context of a social model of disability and should not impose

limitations in the ability for young people to participate in

different consultative processes (34). Appropriate systems must

be put in place to address these needs and allow for equal

participation in the development of public consultations leading

to new policies and regulations in matters that are of interest to

young people with disabilities, regardless of their accessibility

needs (35, 36).

The lack of empirical research on the use of rights-based

approaches to policymaking and service provision limits the

research literature in informing policy and program development.

In fact, organizations voiced that many of the rights-based

approaches identified in the research were too vague to be

applied to practice. Approaches that CSOs, advocacy

organizations, and DPOs adopt were not referred to in the

literature that we identified, reflecting the theoretical nature of

this area. This opens the discussion for how approaching human

rights in a more pragmatic manner. Some fields of study (e.g.,

critical disability studies and interdisciplinary human rights

studies) have raised the issue of the lack of actionable

recommendations in disability rights, and recommended ways to

implement human rights in practice through adequate policies

and programs (37).

This study also points to the importance of raising awareness

and building capacity in human rights approaches among

stakeholders. Participants with lived experiences need to
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understand the topic area of human rights to be able to

meaningfully participate in the consultation process. The process

itself must be framed in a way that resonates with their every-

day lives. For instance, it is known that stakeholders’ knowledge

of the policy and regulation processes lead to better stakeholder

engagement in policy development (38, 39). For meaningful

consultations, researchers and decision-makers designing

consultation processes must contextualize the information for

stakeholders, and provide training or information sessions prior

to the actual consultations, when the information they are being

consulted on is beyond common knowledge or direct

applications to daily life. The poor alignment between

stakeholders’ knowledge and needs and policymakers’ or

researchers’ priorities must be addressed when developing

participatory approaches to research and policy (40).Knowledge

translation projects bridging the needs and knowledge level of

stakeholders, including policymakers, regulators, legislators and

others who might be involved in the application of rights-based

approaches are necessary to improve the methods of consulting

with stakeholders to inform research and policymaking (41).

We can also appreciate the importance of targeting specific

groups for consultation by comparing the responses from

organizations that are accustomed to working with the federal

government in advocacy and decision-making processes and

other organizations that offer programmatic inclusive leisure

activities for children. While most organizations do not have a

specific mandate to consider children’s rights within disability

rights, they understand the general frameworks of higher-level
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approaches such as a disability lenses or measuring policies

according to their alignment with the UN conventions (42). The

leisure community organizations however have a targeted

clientele of children with disabilities, and therefore rated as

important, the issues that are closer to the daily lives of children

and families, and attributed great importance to approaches that

relate to community inclusion and the promotion of leisure (43).
Study limitations and future directions

The convenience sampling method presents some important

limitations. First, organizations were sampled from lists of

organizations that work with the Canadian government on an

ongoing consultation process as well as those in a mobile app

that lists inclusive leisure activities. They may not represent the

full range of organizations that could have been identified

through other sectors (e.g., education) or who do not interact

with government. However, this is part of the design of the study

and was not meant to be generalizable, but rather to shed light

on the methods of using stakeholder consultation to evaluate the

importance of research evidence, and to initiate a discussion on

topics related to human rights identified by this community. For

the young persons data point, the inclusion of only a small

number of participants, and limited to those with physical

limitations who were part of one specific classroom in a

classroom for students with disabilities is also a limitation and

one that had practical and ethical considerations. The use of

multiple data collection methods is an important advance and

strength of this study, as it allows for individual accommodations

and the collection of data from young people who would not be

able to participate in “traditional” data collection methods (e.g.,

interviews or focus groups). However, methods like photo

elicitation while conducive to include non-verbal children and

those who use augmentative and alternative communication,

excludes children who are blind or have visual impairments.

Many other groups such as deaf and hard of hearing youth and

youth with intellectual disabilities were also not represented.

Future studies should expand the inclusive and accessible methods

and aim to include young people with diverse disabilities in

consultations. The sample of parents who participated is limited to

those with internet access, and who would have received the

survey link through social media or the networks we connected

with. Consideration for inclusion of families who may not have

access to the internet, and are not part of networks, being likely

the ones who have their rights to services and information

violated, should be a priority in future research.

Another limitation of this study was the purposeful exclusion

of rights-based approaches related to “education” in our research

review. This decision was made in the beginning of the search as

the preliminary search developed with multiple librarians yielded

a large volume of articles related to education. For this reason,

we decided that the topic of rights-based approaches in

education deserved a dedicated review. Even though education

was not included in this questionnaire, topics related to the

importance of inclusive education were present. In this study,
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stakeholders identified inclusive education as important, but

found, similarly, that the issue on access to assistive technology

was too specific. These results can indicate that the notion of

rights-based approaches is still in its infancy in the health field

and has more actionable applications in education. Future studies

should also incorporate stakeholders in the design phase of

studies in the future. For example, parents, and organization

representatives can help in the choice of keywords, and the initial

analysis of data to continue guiding interpretation and

development of questionnaires to yield more actionable solutions.
Conclusion

Diverse groups of stakeholders perceive rights-based

approaches in childhood disabilities as important. More

education is needed to inform community-based organizations,

parents, and youth about human rights and specifically children’s

and disability rights, and what they mean in practical terms in

their daily lives. The academic community in diverse fields

related to human rights, and those traditionally not adopting a

human-rights framework such as health and rehabilitation,

should consider incorporating this framework as part of the

important outcomes of research studies. Furthermore, empirical

studies that can test and verify the effectiveness of using certain

rights-based approaches on the quality of life, well-being,

community health, and other fundamental outcomes, are needed.

Decision-makers must also understand and implement the

concept of incorporating rights-based approaches in policy and

program development that impact children with disabilities and

their families.
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