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A B S T R A C T   

Background: At present, little is known about the factors that contribute to the relatively low 
uptake of government-funded disability programs in Canada. 
Aim: Understand how parents/caregivers of Canadian youth with neurodevelopmental disability 
(NDD) experience the process of applying for and accessing disability programs. 
Methods and Procedures: This mixed methods sequential explanatory study utilized two phases: an 
online survey (quantitative), followed by semi-structured interviews (qualitative). The quanti-
tative phase gathered sociodemographic information and preliminary information about partic-
ipant experiences applying for and accessing programs. The qualitative phase provided greater 
depth by asking participants to describe barriers and facilitators to program access. 
Outcomes and Results: 499 participants completed the online survey and 81 participants completed 
an interview. Analysis of survey data revealed that many participants are not accessing disability 
programs and experience difficulty when applying. Regression analyses revealed that factors 
relating to the process of applying and applicant/family attributes are significantly associated 
with program access. Inductive thematic analysis of interview data revealed four barriers and 
three facilitators to access. Integration of findings provided an overview of the multi-faceted 
journey to program access. 
Conclusions and Implications: The results of this study highlight policy changes that are needed to 
ensure disability programs adequately support Canadian families.   

1. Introduction 

Inequities in health and socioeconomic outcomes are greater among persons with a disability relative to other individuals (Frier 
et al., 2018). Children, adolescents, and young adults (youth, hereafter) with neurodevelopmental disabilities (NDDs) experience some 
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of the most significant health and socioeconomic disparities of any disability group (Berrigan, Scott, & Zwicker, 2020; Zwicker, 
Zaresani, & Emery, 2017). NDDs are a group of long-term conditions originating in the brain and/or neuromuscular system that are 
associated with functional limitations (Morris et al., 2013). Estimates suggest that of youth with a disability in Canada, 75% have a 
NDD (Zwicker, Zaresani, & Emery, 2017). 

As a signatory to the United Nations Convention on the Rights of Persons with Disabilities (UN CRPD), Canada has committed to 
protecting the rights of all Canadians with disabilities (United Nations General Assembly, 2007). Despite this commitment, Canadian 
youth with NDD often experience barriers to participation in society resulting in higher rates of poor physical and mental health 
outcomes, lower educational achievement and fewer economic opportunities than youth without NDD (Lamsal, Dutton, & Zwicker, 
2018; Lunsky et al., 2018; Sentenac, Lach, Gariepy, & Elgar, 2019; Sullivan et al., 2018; Zwicker, Zaresani, & Emery, 2017; Lunsky 
et al., 2013). Parents and caregivers of youth with NDDs also face a high burden of care, resulting in financial and social challenges, and 
increased parental stress (Craig et al., 2016; Rothwell, Gariépy, Elgar, & Lach, 2019; Thomson et al., 2016). 

Critical to delivering on UN CRPD commitments and improving inequities for youth with NDD is the provision of government- 
funded disability programs by health, education, social services, and economic ministries (Dutton, Forest, Kneebone, & Zwicker, 
2018; Finlay, Dunn, & Zwicker, 2020). Access to these programs across the lifespan can reduce barriers to participation in society for 
youth with NDD and are important for their overall quality of life (Dutton, Forest, Kneebone, & Zwicker, 2018; Sonpal-Valias, 2019). 

In Canada, disability programs are provided primarily through two levels of government: federal and provincial/territorial. 
Disability programs provided by the federal government are largely delivered through the tax system. One of the most important 
federal disability programs is the Disability Tax Credit (DTC), an application-based non-refundable tax credit which reduces the 
amount of income tax owed by persons with disabilities and their families in recognition of the unavoidable costs associated with 
disability (Government of Canada, 2022). Receipt of the DTC also acts as a gatekeeper to federal disability programs, such as the Child 
Disability Benefit, and provides additional benefits under other federal programs, such as the home buyers’ amount (Canada Revenue 

Fig. 1. Mixed Methods Procedural Diagram.  
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Agency, 2021). Provincial/territorial governments provide a larger variety of disability programs, which can be broadly classified as 
disability support programs (which includes employment programs, respite, therapy, and residential support, among others), disability 
income support programs, and tax measures (Finlay, Dunn, & Zwicker, 2020). 

Unfortunately, realized (or actual) access to disability programs in Canada among those eligible is often low. Previous estimates 
suggest that only 40% of working-aged individuals eligible for the DTC were accessing it in 2014 (Dunn & Zwicker, 2018). Recent work 
examining disability service use in Alberta found that only 26% of families with young children with severe special education codes 
were accessing family disability services (Russell, Zhang, Cui, Tough, & Zwicker, 2021). If programs are not accessed, they cannot have 
the intended impact of improving the well-being of youth with NDD and their families. 

At present, little is known about the factors impacting uptake of disability programs, particularly for youth with NDD and their 
families. This limits the ability to facilitate greater utilization of these programs, which is essential to improving the well-being and 
success of youth with NDD, and reducing health disparities and inequalities (Aday and Andersen, 1981; Krahn et al., 2015). In this 
paper, we aim to bridge this gap in knowledge with a mixed methods analysis describing experiences of parents/caregivers of youth 
with NDDs when applying for and accessing government-funded disability programs in Canada. Specifically, our objective is to identify 
the factors that influence access to disability programs. 

2. Methods 

2.1. Design 

We used a mixed methods sequential explanatory design to understand the experiences of parents/caregivers in accessing disability 
programs. This study design utilizes two distinct, sequential phases: a quantitative phase consisting of a cross-sectional online survey, 
and a qualitative phase consisting of semi-structured interviews (Fig. 1). Accordingly, the collection and analysis of the quantitative 
data provided a preliminary understanding of the research objective and identified potential participants for the qualitative phase. The 
qualitative data and analysis refined and built on the quantitative phase, which provided opportunity for a deeper understanding of 
quantitative results through exploration of participant views and experiences. We assigned equal importance to quantitative and 
qualitative data. The University of Calgary Conjoint Faculties Research Ethics Board approved this study (ID: REB17–1585). 

2.2. Survey Methods 

Inclusion criteria included parents or caregivers of individuals under the age of 31 years with a diagnosis of at least one NDD. We 
chose this age range to ensure we captured as wide a range of experiences as possible, and in consideration of age as a common 
eligibility criterion for disability programs in Canada, which results in a wide variability in program availability over different age 
ranges (Finlay, Dunn, & Zwicker, 2020). NDD was defined as an official diagnosis of at least one of 35 NDDs on a previously published 
list (Lamsal, Finlay, Whitehurst, & Zwicker, 2020). Participants were required to speak English or French and reside in Canada. 
Recruitment occurred through a Facebook page that contained information about the study and the link to the online survey. A 
snowball sampling approach was employed to recruit participants between May 2019 and July 2020, whereby the Facebook page was 
shared directly with contacts of the research team and in various NDD-related Facebook groups. To obtain a geographically diverse 
sample, provinces/territories with low recruitment were targeted with paid advertisements as a means of purposive sampling. 

The University of Calgary Clinical Research Unit Research Electronic Data Capture (REDCap) was used to develop the online survey 
and store raw survey data. The survey (Supplementary Appendix A) consisted of a combination of multiple choice and open-ended 
questions and was pilot tested by the research team and a parent research partner. Participants had the option of completing this 
survey in English or French. The survey consisted of five sections: (1) three screening questions based on inclusion criteria, (2) consent 
form and four consent questions, (3) 17 questions relating to sociodemographic characteristics of the participant and their child (18 
questions for participants with more than one child with a NDD), (4) four questions about the child’s disability, and (5) 12 questions 
relating to familiarity with federal disability programs and provincial/territorial programs corresponding to the participant’s prov-
ince/territory of residence, as well as overall experiences applying for and accessing programs. Previous work (Finlay, Dunn, & 
Zwicker, 2020; Childhood Disability LINK, n.d.), as well as scans of government websites, informed the disability programs that were 
included in the survey. The survey automatically ended if participants did not pass screening questions or selected “No” in response to 
any of the consent questions. Participants were able to withdraw from the study at any time by closing the survey prior to final 
submission. At the end of the survey, participants interested in the follow-up interview were able to provide their contact information. 

2.2.1. Data cleaning 
Survey responses were excluded from the final dataset based on the following criteria: (1) participant withdrawal, (2) failure of 

screening or consent questions, (3) participant-reported diagnosis was missing or not a NDD as defined, (4) participant resided outside 
of Canada, and (5) participant did not answer at least 50 % of the questions pertaining to familiarity with disability programs. This last 
exclusion criteria ensured that participants had knowledge of the majority of relevant programs, as per our research objectives. 
Participant-reported diagnoses not on the aforementioned list (Lamsal, Finlay, Whitehurst, & Zwicker, 2020) were analyzed on a 
case-by-case basis, and all diagnoses deemed a brain-based disability or neuro-genetic condition were included. 

2.2.2. Survey analysis 
We performed descriptive analysis using Microsoft Excel, and univariate and multivariate logistic regression analyses using Stata 
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v.15.1 to identify specific factors associated with participant access to disability programs. The primary outcome measure was defined 
as access to programs as measured by current or historical receipt of the DTC. The DTC was chosen as it can be accessed by all par-
ticipants regardless of location and is the gateway for many other disability programs. Explanatory variables were chosen a priori in 
alignment with survey questions. 

Univariate analyses were first conducted, followed by multivariable analyses, adjusting for statistically significant factors. Mul-
ticollinearity was assessed using the variance inflation factor (VIF), discrimination was assessed via receiver operating characteristic 
(ROC) curves, and the final model was calibrated through testing for specification error. The Hosmer-Lemeshow test was used for 
goodness of fit. An α = 0.05 level was set a priori as the threshold for significance in all analyses, and results were considered sig-
nificant if the 95 % confidence interval (CI) for each adjusted odds ratio (aOR) did not contain 1.00. Post-hoc power and sample size 
analyses were also conducted. 

2.3. Interview methods 

We developed an interview protocol that utilized semi-structured interviews. Developing the interview guide and protocol rep-
resents one of the integrative study phases because questions in the interview guide (Supplementary Appendix B) stemmed from gaps 
in understanding from the survey phase, and interview participants were selected from the pool of survey participants. Participants 
provided consent for the interviews through electronic submission of a signed consent form or a verbal consent process. During the 
interviews, participants were asked to elaborate on their survey responses and share their experiences seeking, applying for, and 
accessing programs. 

We selected interview participants using a purposive maximum variation sampling approach among survey participants that 
expressed explicit interest in participating in a follow-up interview to ensure we obtained a diverse sample. Two members of the 
research team (KW, DM) conducted interviews in English, and one member of the research team (MLH) conducted interviews in 
French. All interviews were completed on the phone and were audio-recorded. For each province/territory, interviews were conducted 
until saturation was achieved or all participants interested in an interview had been contacted, whichever came first. Participants that 
completed the interview were provided with a $25 e-gift card. 

2.3.1. Interview analysis 
Interviews were transcribed verbatim by research staff or by a transcription service and then coded inductively using NVivo 12 

software. A codebook was formed by coding four interviews collectively. This codebook guided coding of the remaining interviews, 
which was split between members of the research team (BF, MLH). A third member of the research team (DM) reviewed all coding to 
validate consistency across coders and ensure codes accurately captured interview data. Following coding, themes were identified 
using thematic analysis. 

3. Results 

3.1. Participant characteristics 

During the recruitment period, 1167 surveys were initiated by participants. Survey responses were excluded during cleaning based 

Fig. 2. Survey Dataset Cleaning Process.  
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on exclusion criteria (Fig. 2). The final dataset includes survey responses from 499 participants. Among participants that expressed 
interest in participating in the follow-up interview (n = 277), 81 participated in an interview. 

Sociodemographic characteristics of participants are described in Table 1. Our survey respondent sample was predominantly 
English-speaking (93.0 %) and female (91.0 %) with male children (67.9 %). The mean age of participants and their children with NDD 

Table 1 
Participant sociodemographic characteristics.  

Instrument Survey Interview  

N % N % 

Language 
English 464 93.0 71 87.7 
French 35 7.0 10 12.3 
Gender (Participant) 
Male 39 7.8 6 7.4 
Female 454 91.0 75 92.6 
Non-Binary 2 0.4 0 0.0 
Gender (Child) 
Male 339 67.9 54 66.7 
Female 154 30.9 26 32.1 
Non-Binary 2 0.4 1 1.2 
Other 2 0.4 0 0.0 
Family Composition 
Two Parent 399 80.0 60 74.1 
Single Parent 92 18.4 20 24.7 
Other 5 1.0 0 0.0 
Indigenous Self-Identification 
First Nations 12 2.4 4 4.9 
Métis 14 2.8 5 6.2 
Inuit 1 0.2 1 1.2 
Other 2 0.4 1 1.2 
Non-Indigenous 462 92.6 69 85.2 
Immigrant Status 
Immigrant 10 2.0 4 4.9 
Non-Immigrant 472 94.6 73 90.1 
Educational Attainment (Participant) 
Some High School 9 1.8 0 0.0 
High School Graduation 38 7.6 3 3.7 
Some College/Technical Training 62 12.4 11 13.6 
College/Technical Training Graduation 140 28.1 24 29.6 
Some University 38 7.6 7 8.6 
University Graduation 202 40.5 34 42.0 
Gross 2018 Household Income 
< $40,000 93 18.6 16 19.8 
$40,000-$79,999 146 29.3 26 32.1 
≥ $80,000 243 48.7 35 43.2 
Community 
Large Urban (≥100,000 people) 233 46.7 35 43.2 
Medium (30,000–99,999 people) 91 18.2 13 16.0 
Small (1000–29,999 people) 144 28.9 29 35.8 
Rural (<1000 people) 21 4.2 4 4.9 
Province/Territory 
Alberta 75 15.0 9 11.1 
British Columbia 61 12.2 10 12.3 
Manitoba 33 6.6 10 12.3 
New Brunswick 23 4.6 7 8.6 
Newfoundland and Labrador 6 1.2 1 1.2 
Nova Scotia 17 3.4 2 2.5 
Ontario 177 35.5 13 16.0 
Prince Edward Island 3 0.6 1 1.2 
Québec 55 11.0 15 18.5 
Saskatchewan 45 9.0 11 13.6 
Northwest Territories 2 0.4 1 1.2 
Nunavut 1 0.2 0 0.0 
Yukon 1 0.2 1 1.2  

Mean SD Mean SD 
Age(years) 
Participant 41.96 8.22 41.82 8.22 
Child 10.93 5.95 11.09 6.24 

Note. Participant responses were excluded in this table if “prefer not to answer,” “do not know,” or no response was selected. The number of re-
spondents for some characteristics may not equal the total number of participants, and percentages may not add up to 100%. 
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were 42 years and 11 years, respectively. The sample was predominantly non-immigrant (94.6 %) and non-Indigenous (92.6 %). Most 
of the sample had a gross household income over $80,000 (48.7 %) and graduated from university (40.5 %). Geographically, survey 
participants resided in communities of various sizes, with most residing in large urban population centers (46.7 %). Our sample had 
representation from every province/territory, with larger population provinces/territories having larger participation rates. 

Disability characteristics are described in Table 2. Survey participants reported most frequently that their child had a primary 
diagnosis of autism spectrum disorder (ASD) (48.1 %), followed by attention deficit hyperactivity disorder (ADHD) (14.2 %) and fetal 
alcohol spectrum disorder (FASD) (8.8 %). The majority of children had one NDD diagnosis (60.1 %) and the sample included a range 
in the level of difficulty with daily activities. Nearly half of children had a previous diagnosis of emotional, psychological or mental 
health conditions (45.7 %). 

Interview participants were selected to ensure representation and variation across as many of these sociodemographic and 
disability characteristics as feasible, contingent on willingness of participants to participate in an interview. 

3.2. Survey results 

3.2.1. Responses to program access questions 
Uptake of federal and provincial/territorial programs among participants varied across programs; however, in aggregate, only 32 % 

of participants reported that they were currently, or had previously, accessed the programs included in the survey (Fig. 3). Primary 
factors precluding program access include participants not applying to programs (17.6 %), being ineligible for programs (19.9 %), and 
not knowing that programs exist (23.5 %). The majority of participants (78.0 %) experienced difficulty while applying for programs, 
with nearly half (47.0 %) finding the process very difficult and challenging (Fig. 4). 

3.2.2. Factors associated with access 
To better understand the specific factors associated with participant access to programs, explanatory variables pertaining to the 

process of applying and attributes of the applicant/family were selected in alignment with survey questions (Table 3). Univariate 
logistic regression analyses resulted in six significant (p < 0.05) associations between these explanatory variables and program access, 
which were included in the multivariable model. Our analysis identified that self-reported difficulty in applying for benefits was a 
process factor associated with access and attributes of the applicant/family that were associated with access include NDD diagnosis, 
province or territory of residence, and level of difficulty with daily activities (Table 4). The sample size was greater than the minimum 
required to indicate significance (n = 230) and power analysis indicated a power of > 95 %. The VIF indicated no multicollinearity – 
all variables had a VIF< 1.61 with a mean VIF= 1.22. No specification error was identified, model was a good fit (p = 0.858), and the 
model exhibited good discrimination (AUC=0.789). 

Table 2 
Youth disability characteristics.  

Instrument Survey Interview 

N % N % 

Primary NDD Diagnosis* 
Autism Spectrum Disorder  240  48.1  46  56.8 
Attention Deficit Hyperactivity Disorder  71  14.2  7  8.6 
Fetal Alcohol Spectrum Disorder  44  8.8  9  11.1 
Cerebral Palsy  39  7.8  3  3.7 
Global Developmental Delay/Intellectual Disability**  27  5.4  4  4.9 
Tourette Syndrome  21  4.2  6  7.4 
Down Syndrome  14  2.8  0  0.0 
Angelman Syndrome  9  1.8  3  3.7 
Epilepsy  8  1.6  0  0.0 
Other***  26  5.2  3  3.7 
Number of NDD Diagnoses 
1  300  60.1  39  48.1 
> 1  199  39.9  42  51.9 
Difficulty with Daily Activities 
No Difficulty  6  1.2  0  0.0 
A Little Difficulty  52  10.4  9  11.1 
Moderate Difficulty  190  38.1  26  32.1 
A Lot of Difficulty  177  35.5  32  39.5 
Cannot do Most Activities  70  14.0  12  14.8 
Previous Emotional, Psychological or Mental Health Condition Diagnosis 
Yes  228  45.7  39  48.1 
No  237  47.5  39  48.1 

Note. Participant responses were excluded in this table if “prefer not to answer,” “do not know,” or no response was selected. The number of re-
spondents for some characteristics may not equal the total number of participants, and percentages may not add up to 100%. 
*For the purposes of Table 2, we used a set of rules (Supplementary Appendix C) to force one primary diagnosis for participants that reported more 
than one NDD diagnosis. **Also includes diagnoses of developmental delay and learning disability. ***“Other” reflects diagnoses reported by two or 
fewer survey participants. 
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3.2.2.1. Process factor. The ease of the application process for benefits in general was significantly associated with access to programs. 
Participants who found applying for benefits neither easy nor difficult were more than three times more likely to access programs than 
those who had a very difficult and challenging time (Table 4, aOR = 3.02, 95 % CI: 1.16–7.89, p = 0.024). Compared with those who 
reported a very difficult and challenging time, participants that reported some difficulty in applying were more than twice as likely to 
access programs (Table 4, aOR = 2.02, 95 % CI: 1.13–3.63, p = 0.018). 

3.2.2.2. Applicant/Family attributes. Several individual attributes impacted access. The self-reported difficulty with daily activities 
resulting from the NDD diagnosis were significantly associated with access to programs (p = 0.002). Compared with participants who 
had moderate difficulty with daily activities, those who had severe limitations and who cannot do most daily activities were nearly 

27.3%

5.4%

3.0%

1.9%

17.6%

19.9%

23.5%

1.4%

Currently Receiving

Received in Past

Awai�ng Response

Rejected

Have Not Applied

Not Eligible

Did Not Know about Program

No Response

Fig. 3. Participant-Reported Use of Disability Programs (color).  

2.8%
4.8%

6.8%

31.0%

47.0%

6.8% 0.9%

Easy

Minimal Challenges

Neither Easy nor Difficult

Some Difficulty

Very Difficult and Challenging

Do Not Know

Prefer Not to Answer

Fig. 4. Participant-Reported Difficulty Applying for Disability Programs (color).  

Table 3 
Explanatory Variables.  

Classification Explanatory variable 

Variables relating to application process Difficulty applying for benefits 
Difficulty applying for services 
Rejections and reapplication requirements 

Variables representing attributes of applicant/family Diagnosis 
Multiple diagnoses 
Province/Territory 
Community 
Income 
Family composition 
Educational attainment 
Mental health 
Indigenous 
Difficulty with daily activities 
Age of child 
Age of child at diagnosis 
Gender of participant 
Gender of child 
Relationship of participant to child 
Citizenship 
Immigration status  
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three times more likely to access programs (Table 4, aOR = 2.63, 95 % CI: 1.23–5.61, p = 0.013). Participants who answered “do not 
know” in relation to the level of difficulty applying for benefits were significantly less likely to access programs than those who had a 
very difficult and challenging time (Table 4, aOR = 0.30, 95 % CI: 0.09–0.94, p = 0.039). 

Diagnosis was also associated with the likelihood of accessing programs. Youth with a diagnosis of ADHD or Tourette syndrome 
were significantly less likely to access programs than those diagnosed with ASD (Table 4, aOR = 0.29, 95 % CI: 0.15–0.58, p < 0.001; 
aOR = 0.21, 95 % CI: 0.06–0.71, p = 0.012, respectively). 

Geography also was an important factor. Compared with people living in Ontario, participants residing in British Columbia, New 
Brunswick, and Quebec were significantly less likely to access programs (Table 4, aOR = 0.44, 95 % CI: 0.21–0.91, p = 0.028; 
aOR = 0.24, 95 % CI: 0.08–0.72, p = 0.011; aOR = 0.35, 95 % CI: 0.16–0.74, p = 0.006; respectively). 

Table 4 
Results of multivariable logistic regression analysis.  

Explanatory Variables aOR 95% CI P-Value 

Difficulty Applying (Benefits) 
Easy 2.03 0.45–9.11 0.357 
Minimal challenges 2.28 0.72–7.20 0.161 
Neither easy nor difficult 3.02 1.16–7.89 0.024* 
Some difficulty 2.02 1.13–3.63 0.018* 
Very difficult and challenging 1.00 (Reference) 
DNK 0.3 0.09–0.94 0.039* 
PNA 3.98 0.21–75.63 0.358 
Difficulty Applying (Services) 
Easy 0.56 0.13–2.37 0.431 
Minimal challenges 0.53 0.16–1.81 0.310 
Neither easy nor difficult 0.48 0.16–1.51 0.210 
Some difficulty 0.75 0.42–1.34 0.334 
Very difficult and challenging 1.00 (Reference) 
DNK 0.35 0.09–1.41 0.141 
PNA 1.00 (Empty) 
Diagnosis 
ASD 1.00 (Reference) 
Cerebral Palsy 1.06 0.42–2.64 0.904 
Down Syndrome 0.83 0.23–2.94 0.772 
Angelman Syndrome 0.61 0.13–3.00 0.545 
FASD 1.22 0.56–2.69 0.616 
Intellectual Disability 0.75 0.18–3.07 0.685 
ADHD 0.29 0.15–0.58 < 0.001* 
Tourette Syndrome 0.21 0.06–0.71 0.012* 
Epilepsy 0.24 0.05–1.25 0.089 
Global Developmental Delay 1.26 0.24–6.63 0.789 
Other 0.90 0.32–2.53 0.836 
Province/Territory 
Alberta 0.63 0.33–1.21 0.171 
British Columbia 0.44 0.21–0.91 0.028* 
Manitoba 0.43 0.18–1.01 0.054 
New Brunswick 0.24 0.08–0.72 0.011* 
Newfoundland and Labrador 0.30 0.03–3.58 0.341 
Nova Scotia 0.50 0.16–1.58 0.234 
Ontario 1.00 (Reference) 
Prince Edward Island 0.18 0.01–2.07 0.167 
Quebec 0.35 0.16–0.74 0.006* 
Saskatchewan 0.86 0.37–2.00 0.718 
Northwest Territories 0.20 0.01–4.01 0.292 
Nunavut 1.00 (Empty) 
Yukon 1.00 (Empty) 
Mental Health 
Yes 0.63 0.39–1.03 0.063 
No 1.00 (Reference) 
DNK 0.58 0.22–1.50 0.262 
PNA 0.79 0.07–9.05 0.852 
Difficulty with Daily Activities 
No difficulty 0.83 0.11–6.02 0.852 
A little difficulty 0.71 0.32–1.53 0.378 
Moderate difficulty 1.00 (Reference) 
A lot of difficulty 1.36 0.81–2.26 0.239 
Cannot do most activities 2.63 1.23–5.61 0.013* 
PNA 1.00 (Empty) 

Note. Do not know (DNK), prefer not to answer (PNA) 
*p < 0.05 
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3.3. Integration – Instrument development 

Quantitative analysis revealed that issues with access to disability programs in Canada can be described as (1) not accessing due to 
failing to apply and/or not knowing about the existence of programs, (2) challenges with the application process, and (3) ineligibility 
due to attributes of the applicant/family. These findings informed our qualitative interview guide development, which was designed to 
elicit greater depth to our survey findings regarding specific barriers and facilitators to accessing disability programs. 

3.4. Interview results 

3.4.1. Barriers to access 

3.4.1.1. Challenges beginning applications. Our interviews explored why some participants did not apply to programs and/or did not 
know about the existence of various programs. Interview results highlighted an important barrier experienced by participants at the 
application stage–a lack of clear and comprehensive information–which made it challenging for participants to learn about available 
programs and how to apply. Many participants affirmed that once their child received a diagnosis, they felt lost regarding next steps. 
Many discussed the need for more information about programs that are available, and for existing information to be much clearer and 
easily accessible. One participant noted: 

The struggle I find with all programs is that it is not easy to find what programs are available to you. There’s nowhere to go as a 
child, as a parent with a child with disabilities, to learn about all of the programs available to you. You have to find them 
individually and it’s somewhat time-consuming, and if you don’t know what you’re looking for you can very well miss a 
program that would be of assistance. 

A similar struggle was reflected by another participant, who said “. Even if you read through what the social worker provides for 
you, it’s overwhelming. And what’s the most important thing to do first? Is it to do the Disability Tax Credit? Is it to do the autism 
funding?”. 

3.4.1.2. Difficulties completing applications. Difficulties in completing application processes was identified in our survey as a major 
roadblock in accessing programs and our interview participants provided more context for where the difficulties lie. Interview par-
ticipants described how application processes vary in difficulty based on the amount of paperwork and documentation required, the 
level of clarity of the instructions, and the probability that an application is rejected and a reapplication necessary–all of which 
impacted access. 

The large amount of required paperwork to apply for programs placed a burden on participants. For example, one participant 
mentioned: “And then having to go through filling out all of the forms, I have four three-inch binders on my son. Copies of paperwork, 
forms, files… you drown in it.” The lack of clarity in application instructions presented another unnecessary burden on participants 
and providers, and created delays in applying for programs. According to one participant, “We haven’t applied for [program name] 
yet, um, just because that application is ridiculous and complicated and I need help with that one ‘cause I don’t fully understand it all.” 

Some participants found that application approvals were contingent on the use of specific jargon and that reasons for application 
rejections were not always clear or were, at times, arbitrary. This lack of transparency in language use and decision-making created 
confusion during the reapplication process. In addition, frequent rejections and reapplication requirements precluded sustained 
program support over time. One participant noted: 

I would say applying is not that hard. The problem is that we have to requalify every three years. So, uh, the first application is 
easy, but, uh, the requalification is that, uh, implies that we have to see a specialist that we don’t see anymore. It, it is more 
complicated. 

Additionally, for some participants, their own physical and mental health had an impact on their ability to apply for and access 
programs. For example, one participant stated that “. it’s overwhelming, like I mean, it’s hard and I’m a single parent. And, I’m a 
person with a disability so, it makes it really, really hard.” Ultimately, this resulted in decreased capacity to complete applications for 
some participants. 

3.4.1.3. Ineligibility due to applicant/family attributes. Our survey findings indicated that attributes of the youth with NDD and their 
family, such as NDD diagnosis, activity limitations and geographic location, had an impact on access to programs. Our interview 
findings provided more context around how these attributes can impact program eligibility. 

Many participants shared that the lack of a formal or certain diagnosis was often a barrier to accessing programs, despite the need 
for support. For example, one participant noted: 

…my oldest when he applied, he only had a diagnosis of ADHD and Tourette’s, and um, my youngest, when we applied, he 
already had his autism diagnosis. So, my youngest was backdated to birth, right, with his autism diagnosis. And my child with 
ADHD was backdated three years. Even though I sent them supplemental information showing that he’s been having problems 
since he was five…but yeah, one [application process] was easier and I’m 100% sure it’s because of the diagnosis that he had. 

In addition, the severity of disability and associated activity limitations impacted access to programs. One participant stated: 
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And I think now [program access] is based on how the degree or the severity of the condition of a child. It’s what I understand 
because before you just need to get a letter from the doctor or the specialist that you need this therapy or this and you can ask to 
be included on the list, but now I think it depends on the severity of your child. 

Interview participants also emphasized the importance of province or territory of residence, noting that the number and type of 
programs available can vary with location. For example, participants mentioned anecdotal or personal accounts of moving between 
provinces and/or territories to seek the best support options for the child in their care. One participant said “Yeah, honestly, I 
personally know of six [people] who have moved provinces in the last year…because in [province name] kids are just not supported 
the way they are in other provinces.” The specific region within a province or territory also reportedly matters when it comes to access. 
According to one participant: 

Um, it’s just, it’s sad that, um, kids like mine who aren’t in a big center don’t have the availability to access things as easy … the 
government would say how many hours our kids were available to get, say, the mentorship for, but then that included, um, if 
they had so many hours a month, that they could get taken to something. Um, it- it started from when that person left home to 
come pick up our kids. So, if they lived 45 minutes out and they only had three hours, the time with the mentor to do whatever 
the- the thing was, was limited to very little availability in the area. 

One additional factor interview participants highlighted was the impact of family income requirements. While income was not 
found to be significant in our survey analysis, from the perspective of interview participants, programs do not necessarily take into 
account the true cost of supporting an individual with a disability and resulted in the inability to access financial support that was often 
much needed. When family income rises, participants risk losing certain benefits. This resulted in participants needing to pay out of 
pocket for programs for their child that may have been covered previously, resulting in less income than before. One participant 
summarized this: 

Um, well, like it’s, it’s income-based and… it got cut recently, ’cause I don’t know, supposedly we make more money which 
seems crazy, ’cause I don’t know, it doesn’t feel, feel like we’re making more money. So we’re like really, uh, you know, we’re 
very middle-class I’d say, like we own a house, um, but, I don’t know, um, it’s expensive to live and you know now we’re 
renovating our bathroom so we can accommodate [child’s name] and, uh, I you know, I just don’t feel like we are making more 
money than the next person that our, that all of that has been cut. 

3.4.1.4. Inability to receive support due to program design and delivery. Another important factor interview participants highlighted as 
impacting access was program design and delivery. Governments across Canada make decisions related to program delivery, design, 
and funding that impact the number of individuals able to access programs and the number of programs that are available. These 
decisions are shaped by changing social, political, and economic conditions, which in turn, shape government priorities. Many par-
ticipants noted changes to their ability to access programs after major government shifts, such as elections. For example, one 
participant said: 

Well, because [the new] government stepped in and cut everything off. Everything’s on hold now, it’s not exactly cut off but, uh, 
basically [my son is] gonna go from 12 months of therapy to 1 month of therapy which will have zero benefit. 

Key elements of program delivery and design also include length of waitlists and program duration across various life stages. 
Participants noted that it could take years to be able to access a program due to lengthy waitlists, and often youth with NDD were 
forced to fend for themselves when they hit certain ages (particularly age 18 years). Both of these elements had a significant impact on 
the ability of participants to access programs. 

3.4.2. Facilitators to access 
Our interview data suggested that participants often experience many of the identified barriers simultaneously, and that these 

barriers can interact with one another cumulating difficulties in accessing programs. However, in some cases, families overcame these 
barriers to ensure that their children were able to access the programs they needed, as evidenced by facilitators that emerged. 

3.4.2.1. Social network support. Some participants were able to overcome barriers to access by receiving support from their social 
network. Information and guidance received from family and peers influenced the ability of participants to learn about and apply for 
programs. One participant noted, “Well, if it weren’t for my sister, I wouldn’t have found out half the stuff that we could possibly 
qualify for and look into.” Additionally, many participants noted that informal parent and caregiver networks on social media were 
central to their ability to successfully access programs. One participant noted: 

So that was an extra challenge and it’s not really clear in the paperwork that you have to do that so, unless you’re really savvy 
you miss that, and I almost did, I almost just left it and would’ve taken whatever credit was given. But, someone in my social 
media pointed this out to someone else, and I saw it and I’m like, “Oh, what’s that?” and they explained, and I’m like “Oh, I 
should do that too” like I legit’ almost missed it. And that was worth several thousand dollars to me and my child. 

3.4.2.2. Knowledge of unofficial gatekeepers. Participants frequently discussed that professionals acted as unofficial gatekeepers to 
disability program access, and that support from professionals was often central to determining program access. While participants 
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reported receiving support from various therapists, allied health professionals and social workers, health providers (such as physicians) 
and financial professionals (such as accountants) were the most frequently stated in examples about facilitated access. Many of the 
applications for various programs required that physicians fill out a section of the application. This has led some physicians to be more 
aware of the programs available and of the specific language or verbiage needed on an application for it to be approved. Similarly, 
some financial professionals may have awareness of programs provided through the tax system and are able to inform their clients 
accordingly. Many participants discussed that finding professionals that had a clear understanding of programs and that were 
persistent in the face of rejections and reapplications were instrumental in successful applications. One participant shared their ease in 
applying for a program as a direct result of finding a knowledgeable professional to help support their application: 

I’ve heard from so many other people that they’ve had to ask to fill it out two to three times at the doctor visits in a very specific 
way. That, um, somehow it would get denied. And so, for us, we are thankful that, because our doctor has a lot of experience in 
filling out that we didn’t get rejected. 

3.4.2.3. Support from service navigators. While most participants did not have access to a service navigator, those that did noted that 
their navigator was crucial in their ability to access programs. Participants shared that navigators provided information about 
available programs and support with the application process for these programs, increasing their ability to access programs for their 
child. One participant summarized the benefits of having access to a navigator: 

Um, what worked well was having this navigator. To help us figure out what [child’s name] qualifies for or what she may qualify 
for. Um, and printing them off for me is just, like, cause I’m just like, first of all, especially cause, I’m overwhelmed with other 
roles such as work has its issues and mental health. And, and it’s, having someone to help me do all of that like, “Here’s the 
paperwork. Here’s what you fill out.” It’s all been highlighted and, and, um, sticky noted where you need to sign and everything, 
it makes my life like 10 times easier. 

Additionally, having access to a navigator was one of the most commonly expressed recommendations among participants, as 
summarized by one participant: 

…the importance of having someone that you can go to and say help me navigate this brand-new world. that’s what I would 
advocate for. More professionals to help us. And someone to be that navigator…. to help us navigate the systems. That would be 
tremendous. 

3.5. Integration - Overall results 

We integrated survey and interview findings into a schematic that summarizes the journey of participants from not accessing to 
accessing support from disability programs (Fig. 5). This schematic describes how access to quality guidance from a variety of sources 
can help participants overcome barriers, which streamlines the process of applying for and accessing programs. Alternatively, for 
participants without access to guidance, this schematic highlights the many barriers that they face and provides insight into the 
underlying reasons for low overall use of programs among youth with NDD and their families. This schematic also demonstrates the 
links between quantitative and qualitative results. For example, quantitative results indicate that difficulty applying for benefits is 
significantly associated with program access and that the majority of participants reported some level of difficulty applying to 

Fig. 5. Integration: A Participant’s Journey to Accessing Disability Programs (color).  
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programs. These quantitative findings are directly linked to the qualitatively-identified barrier of difficulties completing the appli-
cation process. These results highlight the multi-layered and often complicated journey reflective of many families when trying to 
access disability programs. 

4. Discussion 

This study used a sequential explanatory mixed-methods study design to identify and describe the factors that influence the ability 
of parents/caregivers of youth with NDD to access government-funded disability programs. Findings identify many facilitators and 
barriers in the Canadian context that respectively help or hinder access to programs. 

Four key barriers that preclude access to programs were identified through qualitative analysis. One way to overcome these barriers 
is through government action, as government decisions determine who is eligible for programs, what programs are available, and the 
accessibility of the application process. The results of the current study indicate that the design and delivery of disability programs at 
all levels of government needs to be evaluated, and that disability-inclusive policy changes need to be implemented to ensure that 
youth with NDD and their families can access the support they need from existing disability programs. 

The need for government action aligns with a previous study investigating financial support programs for children with NDDs in 
Canada (Salvino, Spencer, Filipe, & Lach, 2022), and a current initiative by the Federal Government of Canada to create a Disability 
Inclusion Action Plan, which, among other goals, aims to make “it easier for persons with disabilities to access federal programs and 
services (Employment and Social Development Canada, 2021).” The latter suggests that the federal government acknowledges both the 
challenges that individuals with NDDs and their families face when accessing disability programs, and their role in mitigating these 
challenges. To make a broader and more lasting impact for youth with NDDs and their families across Canada, provincial and territorial 
governments require similar initiatives to improve access to programs. Given the results of our analysis, which revealed a wide range of 
experiences with respect to learning about, accessing, and applying for programs, one proposed solution is to develop clear and 
common eligibility criteria and application processes across programs, and ensure automatic eligibility for programs after diagnosis 
wherever possible. 

Another important way to overcome the aforementioned barriers to program access is to focus on the overarching facilitator: access 
to quality guidance. The results of this study highlight the importance of professionals as unofficial gatekeepers to programs, as those 
with a strong familiarity of disability programs provide the guidance needed for access. 

As discussed above, some professionals play a greater role in determining access than others. Medical practitioners often play one of 
the greatest roles in determining access to programs, as they are often required to assess an applicant’s eligibility. For example, an 
approved medical practitioner is required to fill out one section of the T2201 application form for the DTC, which, if filled out 
incorrectly or insufficiently, can result in delays in approval (Government of Canada, 2020). Previous work has shown the importance 
of “social prescribing,” which involves physicians connecting their patients to programs outside the health system (Andermann, 2016). 
Social prescribing in various contexts has resulted in improved health and social outcomes, and use of social services (Garg et al., 2015; 
Grant et al., 2000). While social prescribing often refers to referrals to the third sector (Brandling and House, 2009), its general premise 
is applicable to the government-funded disability system. Integrating social prescribing for youth with NDDs into clinical practice at 
the time of diagnosis, and into the practice of other professions that determine program access, could help improve the ability of youth 
with NDDs to access disability programs earlier in the lifespan and with fewer challenges. Additionally, given the high rate of poverty 
among persons with disabilities (Berrigan, Scott, & Zwicker, 2020; Wall, 2017), prescribing disability income support programs and 
other benefits could be an important way to alleviate the financial burden on this population. 

Moreover, the ability to access guidance from service navigators was an important facilitator that emerged. Many participants 
discussed the positive impacts of navigators and recommended a more wide-spread use of navigators, suggesting that there could be an 
important role for service navigators to help parents/caregivers navigate the complex landscape of the government-funded disability 
system in Canada. Service navigators have been used previously across jurisdictions and sectors, and for individuals with a variety of 
conditions (Anderson and Larke, 2009; Luke et al., 2018; Tang et al., 2021). The use of service navigators has been demonstrated to 
help individuals, particularly those belonging to vulnerable populations and with complex needs, navigate health and social systems by 
providing individualized support that reduces barriers and increases access to services (Carter et al., 2018; Carter et al., 2017; 
Natale-Pereira et al., 2011). In line with this, and relating specifically to individuals with disabilities in a Canadian context, a service 
navigation program implemented in British Columbia for individuals with complex needs resulted in increased use of disability income 
support programs (Hall and Stanton, 2012). Additionally, based on recommendations from the Disability Advisory Committee that 
recognized the difficulties associated with applying for the DTC, the Canada Revenue Agency has introduced a navigator role that has 
the purpose of supporting individuals with their applications (Disability Advisory Committee, 2022). We posit that increased use of 
service navigators for parents/caregivers of youth with NDDs across Canada may be an important way to improve widespread access to 
programs. 

4.1. Limitations and strengths 

Like other research, this study is not without limitations. First, there is potential selection bias due to our choice of recruitment 
method. It is likely that our participant sample does not capture the perspectives of those that are less engaged in social media and that 
have limited access to internet. Second, our survey design resulted in a small amount of missing data (0.92%). All survey questions, 
with the exception of screening and consent questions, were not mandatory to answer to ensure that participants were not required to 
answer questions that made them feel uncomfortable. Third, we did not explicitly measure reliability or validity of our survey. 
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However, through pilot testing and our use of a mixed-methods approach, which can enhance the validity and reliability of data 
(Zohrabi, 2013), we are confident that our survey adequately addressed our research questions. Fourth, we achieved lower partici-
pation numbers of interview participants in some provinces/territories. However, qualitative results were largely consistent across 
participants, and we believe saturation was achieved. Finally, there may have been recall bias or memory distortion during interviews, 
due to the reliance on participant recall of experiences and timeframes. 

Beyond these limitations, there are several strengths of our study. First, our use of a mixed methods study design allows for a deep 
investigation into the factors influencing program access. Neither quantitative nor qualitative methods alone were thought to be 
sufficient to capture and detail the nuances of an investigation like this. When used in combination, a more robust analysis results from 
the exploitation of the strengths of each method (Ivankova et al., 2006). Second, our sample size was robust, leading to a stable logistic 
regression model and representation across Canada. Third, our sample exhibited diversity with respect to sociodemographic char-
acteristics, increasing generalizability of our results. 

5. Conclusion 

In this Canada-wide mixed methods analysis, an overview of the use of disability programs from the perspective of parents/ 
caregivers of youth with NDDs revealed that there are barriers and facilitators to accessing disability programs. Two paths towards 
successfully accessing programs emerged, with one path containing significantly more barriers and challenges than the other. The 
results indicate that policy changes are needed to improve program access, and in turn support, for youth with NDD and their families. 
Despite the Canadian context of this study, the results and implications provide a foundation for better program implementation in any 
jurisdiction. 

Future research is needed to examine the disability support system outside of government, as many other sectors, such as the non- 
profit sector, provide support to youth with NDDs in Canada (Finlay, Dunn, & Zwicker, 2020). This will provide a more comprehensive 
understanding of how youth with NDDs are supported across Canada. 

Signatories to the UN CRPD have an obligation to “promote, protect and ensure the full and equal enjoyment of all human rights 
and fundamental freedoms by all persons with disabilities (United Nations General Assembly, 2007).” Improving access to disability 
programs is one important way for Canada, and other signatories, to uphold the essential rights of youth with NDD and move towards a 
more equitable society. Continuous monitoring and evaluation of government-funded disability support systems is critical to ensuring 
all youth with NDDs and their families are adequately supported and able to reach their full potential. 

What this paper adds? 

In this paper, we provide a comprehensive overview of the barriers and facilitators encountered by parents and caregivers of youth 
with a neurodevelopmental disability (NDD) when applying for and accessing government–funded disability programs in Canada. 
Whereas previous work has identified that uptake of disability programs among this population is often low, the specific factors leading 
to low utilization, particularly for youth with NDD and their families, has not been well understood in the Canadian context. Our mixed 
methods approach, which used both quantitative (online survey) and qualitative (semi-structured interview) methods, allowed for a 
deeper and more nuanced investigation into the factors influencing program access. Analysis of quantitative and qualitative data 
revealed that the keys barriers to accessing disability programs for participants are difficulties beginning and completing the appli-
cation process, ineligibility as a result of attributes of the applicant and their family members, and inability to access support as a result 
of program design and delivery. Access to quality guidance from peers, unofficial program gatekeepers, and service navigators was 
determined to be an overarching facilitator to program access. This paper also provides an overview of recommendations, based on 
participant responses to survey and interview questions, for governments and decision-makers to improve accessibility of disability 
programs for youth with NDD and their families. These include modifying program eligibility criteria, increasing knowledge and 
awareness of programs among medical professionals and other gatekeepers, and increasing the use of service navigators across 
jurisdictions. 
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