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BACKGROUND 
 

The Athabasca Community Research Partnership is a community-based project 

led by Saskatchewan First Nations Family and Community Institute (SFNFCI) and 

Athabasca Denesuline Child and Family Services (ADCFS). 
 

The purpose of this project was to document and describe the lived experiences 

of children and youth with disabilities on reserve and receiving services from 

ADCFS.  This intended scope was broadened to include children, youth, and 

families living in participating communities, but not receiving services from ADCFS. 

 

It was funded through the Disabilities Initiative of Indigenous and Northern Affairs 

Canada (INAC) and included the communities of Black Lake, Fond du Lac, and 

Hatchet Lake in Northern Saskatchewan. 

Project Objectives 

The objectives of this project included: 

 Engaging local residents in the research process through 

culturally relevant means and practices 

 Developing research methods that align with the 

practices and culture of the Dene people, and which 

could potentially inform future research projects and 

approaches 

 Developing and sharing knowledge and information in 

ways that respect the OCAP research principles 

 Clarifying and defining local understandings of disability 

and special needs 

 Identify the services currently available to 

children/youth in care with disabilities and the 

processes involved in securing these services  

 Documenting the strengths and resources that exist 

within the communities for children, youth, and 

families affected by disabilities 

 Describing the current needs and desires of the 

communities in regards to disability supports and 

services 
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L to R:  Chief Rudy Adam (Fond du Lac), 

Chief Coreen Sayazie (Black Lake),  

SFNFCI Researcher Raissa Graumans, 

Chief Bart Tsannie (Hatchet Lake 

L to R:  Black Lake Staff Jacqueline Hale, 

Joyce Roy, Doreen Sayazie,  Rose Mary 

Campbell                                               

  

 TIMELINE & PARTICIPANTS 
 

 

 

 

 

 

 

 

 

 

 

The project officially began with the hire of a full-time researcher at SFNFCI Who 

worked in partnership with front-line and supervisory staff at ADCFS to launch the 

project with the support and assistance of local leadership and staff.                     
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The research team gathered experiences and information from children, youth, 

and communities through conversations (one-on-one interviews) with families, 

child welfare workers, educators, healthcare providers, and Band councillors. 

Additional information was gathered through a review of literature and by 

contacting various organizations offering disability-related services in the 

Athabasca Region. 

Once information from these interviews and knowledge reviews were put 

together and analyzed, key findings were shared within each community by 

distributing results booklets and through presentations at local Family 

Conferences.   Additionally, community members were engaged through a series 

of information and training events, which were offered in response to the 

consistent need and desire for information expressed by all categories of 

participants.  These events included 2-day information/training sessions in each of 

the three communities, a 2-day information/training session specifically for 

professionals in Stony Rapids, and on-site disability information, training, and 

support sessions for the.  One final session was organized for the staff and residents 

of ADCFS’ therapeutic group home.  Thus, 23 community members participated 

in interviews and the total number of people engaged through the project 

exceeds 700. 
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KEY FINDINGS 

 DEFINING DISABILITY 
This project created the opportunity and space for community members to 

express and articulate their understanding and definition of disability.  There were 

no stark differences between the communities in terms of their use or 

conceptualization of ‘disabilities’.  On the whole, members from all three 

communities tended to avoid the term ‘disability’ in favor of ‘special needs’.   The 

general conceptualization of disability was framed most often in terms of ‘delay.’   

Formal diagnoses or medical labels 

were used less often, perhaps 

because many children in 

Athabasca with special needs to do 

have easy access to the doctors and 

specialists who are able to make 

formal diagnoses.  Some participants suggested that there is a lot of shame and 

denial around special needs in the community.   However, others suggested that, 

in fact, disability is “normalized” and “not a big deal.”   Despite these varying 

views there seems to be greater agreement in terms of the value and importance 

of getting formal diagnoses. 

A list of the disabilities commonly 

addressed by the participants 

include: Down’s Syndrome, FASD, 

Autism, Cognitive Delay, ADHDD/ 

ADD, Learning Disabilities, and 

Deafness. Since no reliable 

statistics were available, it is 

impossible to report on firm 

numbers or incidence rates.   
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SERVICE LANDSCAPE 
 

In the context of this project, ‘service landscape’ refers to the number and types 

of disability-related services available, as well as the processes and timelines 

involved in accessing these services.  It also refers to the key people involved 

and to the laws, policies, and systems that shape this landscape. 

At the broadest level, life on-reserve for Canada’s First Nations people is shaped 

by a history of colonization and myriad acts, policies, and agreements at both 

federal and provincial levels (Haworth-Brockman, Bent, & Havelock, 2009).  

Going back to the British North America Act of 1867 and the Indian Act of 1876 

health was designated as part of provincial jurisdiction, however “Indian affairs” 

and on-reserve services were considered federal jurisdiction.   Thus, while the 

fiduciary responsibility for meeting the needs of First Nations people fell to the 

federal government, Health was a provincial matter.  This created ambiguities 

and confusion that have yet to be resolved (Lavoie et al. 2013; Kelly, 2011; 

Lavoie, Forget, & O’Neil, 2007).  Overall, multiple layers of authority across many 

separate governmental departments are involved in funding, organizing, and 

providing services to First Nations communities.  

 

 DISABILITY-RELATED SERVICES AVAILABLE IN ATHABASCA 
 

In the communities of the Athabasca region, there is variability in terms of 

available disability-related services and supports.  Black Lake and Fond du Lac, 

are both members of the Athabasca Health Region and have access to a greater 

number and range of services compared to Hatchet Lake (Mamawetan Churchill 

Health Region).  All three communities are, however, members of the Prince 

Albert Grand Council (PAGC), which is designated the Regional Management 

Organization for special education.  Funding from Indigenous and Northern Affairs 

Canada (INAC)'s High-Cost Special Education Program thus goes to PPAGC who  
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then coordinates and manages special education needs, including special  

education teachers, teachers assistants, therapy services, and assistive 

equipment.  Below is a summary of the availability of key services by community: 

                 
 CHILDREN WITH DISABILITIES IN CARE 

First Nations Child and Family Service (FNCFS) Agencies have delegated authority 

to provide child protection services to children and families on-reserve and in 

some areas off-reserve in Saskatchewan.  ADCFS thus plays a crucial role in 

serving and protecting children in the three communities in Athabasca, however, 
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as some have noted, First Nations child welfare agencies often function as 

broader social support agencies aiding families with issues that may or may not 

be related to issues of risk or neglect (for example providing winter clothing or 

food and diapers when the family cannot afford them).  The National 

Collaborative Centre for Aboriginal Health (2009) suggests that while ‘neglect’ is 

the most common reason First Nations children enter into care, this ‘neglect’ is “ 

is often an expression of structural factors, such as poverty, inadequate housing, 

and beyond parents’ control.”   In regards to families with children and youth with 

special needs, FNCFS agencies may be the only way that families can access 

needed services, including respite (Shackel, 2008, p. 81-82).   

 

 SERVICE GAPS AND NEEDS 
 

Overall, participants from every category and every community agreed that 

there are not enough services and supports available to children and youth living 

with special needs in their communities.  As mentioned previously, while the focus 

of this project was initially children in care, the scope was expanded to all children 

and youth with disabilities in the three communities.  Thus the findings and 

perspectives presented represent the communities in general, not only those 

involved with ADCFS.  One mother bluntly stated: “There's just no services.  There's 

nothing here.  There are no resources”” Others stated, "We need more services 

more often.” and “We are isolated here, so there's a lack of services.  We need 

everything, we need more services.”    

Overall, the most commonly requested services and supports were more 

information and training (for both professionals and parents/care providers) and 

more consistent and frequent access to health specialists and therapists    

(pediatricians, occupational therapists, physiotherapists, speech and language 

therapists, and behavioral consultants). 
 

The following figure summarizes key needs voiced by participants as well as the 

factors they feel limit and support access to such services/supports:
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IMPACTS & IMPLICATIONS 

 

 

Data collected across  

all three participating  

communities reveals a  

complex situation where  

both the needs and  

impacts of disabilities are  

tied to many separate  

and interconnected  

systems.
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 SOCIAL IMPACTS 
Participants mentioned numerous social impacts of caring for a child or youth with 

special needs.  In most all cases the impacts were framed in negative terms and  

connected to the stress and challenges 

involved with caretaking.   Among the most 

common social effects identified by 

participants was social disruption.  Because 

few if any services are offered locally, family 

members are  

constantly travelling out of the community, or even  

moving out altogether, in order to access needed 

services for their loved ones.   Travel and relocation  

have many compounding impacts, causing stress  

and strain on families.     

 

 EMOTIONAL IMPACTS 
Emotional impacts are closely connected to social impacts since both are tied 

to negative feelings including: 

         • Frustration        • Stress        • Burnout        • Anger        • Hopelessness 

Among families, frustration and confusion were the most commonly expressed 

emotions.  These feelings come from the parents not knowing who to talk to or 

who to turn to for help.  Many parents described trying to get services or help for  

their children, but a majority of them 

experienced excessive delays, unanswered 

questions, and repeated unreturned phone 

calls.    In most cases, such experiences 

have left the parents feeling hopeless and 

forgotten, with no clear path forward.
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 EDUCATIONAL IMPACTS 
 

Another area of life that was strongly impacted by living with a disability was 

education.  Eight of the twelve family members interviewed  (67%) said that their 

child had missed school or dropped out 

completely because of a lack of services.    

It appears that a lack of trained teaching 

assistants and inadequate special 

education programming contributes to 

children and youth with disabilities missing 

a significant amount of school time.   

 PHYSICAL IMPACTS 
 

When it comes to impacts affecting physical experience and the body, 

participants highlighted the negative physical effects of travel, stress and 

exhaustion, and a lack of recreational activities.  In all three communities there is 

no accessible transportation and most homes and even 

some public buildings (school, band halls, etc.) do not 

have ramps or accessible bathrooms.  Thus, for children 

and youth with physical challenges, movement within 

the community is problematic.  When this is combined with the general lack of 

activities available for children, youth, and families (little recreational activities or 

organized sports, games, etc.), 

participants suggested that their 

children and youth with special 

needs spend a lot of time indoors.  

The negative health implications of 

this are obvious as are the potential 

negative effects on mental health. 
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CONCLUSIONS 
 

 RESULTS & ACTIONS 
 

The findings outlined in previous sections were shared within each community by 

distributing results booklets and through presentations at local Family 

Conferences.    

Additionally, given that the need and desire for training was consistently 

expressed by all categories of participants, the project organized multiple 

information and training events – targeting both professionals and families.   

One behavioural consultant/Autism specialist, and a team from the FASD 

Network in Saskatoon were contracted to offer an information/training session 

for parents in each of the three communities as well as a workshop aimed at 

frontline, group home, and educational professionals (2 days, Stony Rapids).  

Based on feedback from this event, the behavioural specialist was contracted 

further to provide on-site support to ADCFS’ therapeutic group home.  She 

provided on-site information, training, and mentorship and developed a 

resource particularly suited to the facility’s residents and staff.  

These trainings increased knowledge and capacity, and connected locals with 

disability experts who can now act as long-term resources and supports for the 

communities.   

 

 CONTRIBUTIONS & LIMITATIONS 
 

This project makes several important contributions through the portraits of lived 

experience that it presents.  Because so little research has been done in this area, 

these stories and experiences have not been widely shared and the voices and 

needs of community members have not been adequately heard.  This project 
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then, contributes to our general knowledge and understanding of the situation 

and also clarifies the priorities that the communities have for improving that 

situation. 

This project may contribute to policy development and decision-making in the 

areas of health care, education, and the jurisdictional intersections of federal, 

provincial, and First Nations governments, to name a few.   Exposing links between 

the problems or limitations with the service delivery system and potential solutions 

(contributed by end users), this project engaged First Nations communities, 

collecting local views and opinions on priorities for change and potential 

improvements. 

One final contribution is that through this project, several forms of knowledge 

exchange and training were achieved.  Community members – both 

professionals and families- were able to share their experience and expertise and 

to see it reflected back to them in the results booklets, presentations, and in the 

final project report.  Through multiple organized training events crucial information 

as well as practical skills and techniques were shared.  This increases the local 

capacity to effectively care for children and youth with special needs.  By 

enhancing the knowledge and therefore confidence of community members, 

this project may positively impact the lives of these children, their families, and the 

communities as a whole.   

As with research of any kind, this project also has certain limitations.  It was 

limited in several regards: 

o From beginning to end, this project spanned 10 months. This meant that 

the scope had to be limited. Thus, the topics addressed are not 

representative of the full spectrum of issues relevant to the lives and 

experiences of study participants. Indeed, this time-line also impeded 

the ability of the research team to establish strong relationships built on 

trust, respect, and familiarity, which may have deterred participation. As 
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such, the sample of participants was non-representative and the 

findings are not generalizable to other communities or contexts.      

o Dene is the first language spoken by the vast majority of study 

participants.  The fact that Dene language and terminology was not 

used or analyzed as part of the data is a limitation in that it restricts 

deeper, culturally-based understandings and insights. 

o The involvement of ADCFS employees, particularly in the recruitment 

and interviewing of community members, introduced certain 

limitations given the historical and power dynamics between CFS and 

local families.  It may be that certain negative feelings, a lack of trust, 

or a fear of repercussions may have influenced the willingness of local 

families to participate or to be completely honest and open during 

interviews. 

 RECOMMENDATIONS 
 

Perhaps the most consistent and defining theme of this project is complexity, it 

follows then that the potential solutions or means of change will likewise be 

multifaceted and complex.  There are no easy answers, but there are many 

promising courses of action that may be pursued in an effort to create positive 

change.     

 Invest in Long-term Strategies, Workplans, and Relationships 
 

In any projects or service delivery models, adequate time should be allotted for 

the development of relationships and for the trust and respect that are their 

foundation.  Projects, pilots, and term timelines should all be extended to allow 

enough time for sincere, authentic, and long-term relationships to be formed 
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Underlying investments in long-term projects and partnerships are issues of 

funding.  It is crucial that inequalities in funding be immediately addressed.  

Palmater (2011) has suggested that 

The ongoing funding inequities of basic social services have resulted in 

desperate living conditions, poor health, barriers to education and 

employment, social dysfunction, over-representation in jails and children in 

care, and premature deaths in First Nations (p. 116) 

Consistent, equitable funding is thus an essential component of change, and one 

which stands to make substantial positive impacts in this area.  

 

 INCREASE TRAINING OPPORTUNITIES  
 
 

Families and professionals alike are eager to increase and expand their 

knowledge and skills in regards to disabilities.  It is recommended, therefore, that 

training be a focus and an area for targeted investment.   

With that being said, it is also recommended that the types, content, and 

modes of training delivery be tailored to the Athabasca context.   Local 

community members should be consulted and involved in the planning of any 

training, to increase investment and participation and to maximize relevance 

and uptake of the material. 

 

 ESTABLISH NAVIGATOR POSITIONS 
 

There is ample data in this project to support the need for developing local 

service navigation positions.  Such a position has the potential to drastically 

improve the experiences of families, professionals, and the children and youth 

with disabilities in their care.   

 

 OFFER MORE SERVICES ON-RESERVE 
 

In order to lessen the burden, disruption, and costs associated with excessive 

travel for services, it is recommended that at the number, range, and frequency 
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of necessary services (i.e. pediatrician, mental health counselling, behavioural 

specialists, etc.) be offered through local on-reserve clinics. 

Additionally, it is essential that respite services be developed and offered within 

the communities.  Enabling parents and caregivers to have a break is among the 

needed services voiced by participants. 

 

 DEVELOP A DISABILITY DATABSE OR DATA COLLECTION MECHANISM 
 

Currently, there is no systematic means of collecting, analyzing, or sharing 

information on the types or rates of disability among residents of Athabasca.  It is 

strongly recommended that some such database or data collection mechanism 

be developed and implement.  It is further recommended that the information 

collected via such processes be widely shared and made publically available in 

order that it may inform annual planning as well as policy development among 

relevant agencies, organizations, and governmental departments. 

 

 WHOLISTIC COMMUNITY SUPPORT 
 

Service deficits for children and youth with disabilities should be addressed 

broadly, across multiple service sectors and systems.  Improving outcomes and 

experiences for children and youth with disabilities will not be meaningfully 

achieved without addressing some of the fundamental challenges that impact 

their life (food security, housing, education, etc.).   

Project interviews revealed an almost complete absence of recreational 

activities for children in the communities – there are no art or music programs, and 

only a limited range of sports.   For children whose mental or physical abilities are 

affected by disabilities, the opportunities are even more restricted.  Thus, it is 

recommended that recreational and social programming be enhanced within 

the Athabasca communities.  Other recommended areas to target include 

healthy eating and food security; mental health services; employment; and life-

skills.
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 ENCOURAGE ACTIVISM  
 

It has been noted that “within a colonized context, engagement in resilience-

enhancing activity was recognized to be an act of resistance, and the 

promotion of community resilience—a traditional cultural role—is activism.” 

(Thira, 2009, p. 4).  Motivating communities and inspiring them towards positive 

action will be an important piece of any community- or nation-wide change.   

Studies evaluating strategies for promoting psychological recovery from the 

effects of colonialism and general well-being have found that political and 

social activism can be extremely effective (Kirmayer & Valaskakis, 2009, p. 458). 

In the context of disability services in the Athabasca region of Northern 

Saskatchewan, there is ample opportunity, and in fact great need, for activism.   

It is recommended that youth in particular be engaged in activism given the 

wide ranging benefits that have been associated with this type of engagement 

(e.g. positive school outcomes, lower anti-social and criminal behavior, 

decreased alcohol and drug use, etc.) (Crooks et al., 2010). 

 

 SHIFT TO A MORE POSITIVE, STRENGTHS-BASED AND CULTURALLY RELEVANT 

APPROACH 
 

It is important, moving forward, to build upon past successes and achievements 

and to take a more positive and strengths-based approach.  In order to support 

decolonization and re-instill hope in Saskatchewan’s First Nations, future work 

should involve elders, cultural experts, and local knowledge holders to the 

greatest extent possible.  Community-based work that capitalizes on existing 

relationships and respected leaders, and is complimented by cultural activities 

and land-based practices that reflect local language and custom, will be better 

able to engage the community as whole and contribute to more widespread 

and sustainable change.
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 FINAL THOUGHTS 
 

This report has outlined the diverse impacts of inadequate disability-related 

services experienced by children and youth with special needs and their families 

in Athabasca.   The ability of every child to develop and thrive is connected to 

the care provided by their primary caregivers.   In turn, the ability of these 

caregivers to properly care for and support their children depends on the services 

and supports available within their communities. These services and supports 

represent multiple complex systems, interconnected yet defined by separate 

policies, practices, and processes.    
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In order to navigate the complicated disability service network and the other 

systems to which it is related, these children and their families rely on informed 

advocates. Advocacy is thus a crucial issue shaping the experiences of children 

and youth living with disabilities.  While advocates, determined parents, and 

other knowledgeable individuals may beneficially contribute to a child’s life and 

development, there are broader issues and myriad socio-historical factors that 

are not so easily overcome. 

It is particularly necessary, then, to consider the broader contexts within which 

these experiences are taking place.  This includes a consideration of historical 

events, including colonialism in Canada.  The implications and lasting effects of 

colonialism for First Nations people in Canada have been linked to the 

overrepresentation of First Nations individuals in prisons, overrepresentation in 

child welfare (Blackstock & Trocmé, 2005),  increased poverty  (Palmater, 2011),  

as well as poorer physical and mental health (Gone, 2013; Halseth, 2013).   As 

Palmater (2011) suggests, “While past laws and policies impoverished First Nations, 

current laws and policies maintain it. Canada controls the lives of First Nations, 

provides them with inequitable funding that results in conditions of extreme 

poverty that research has shown leads to their premature deaths” (p. 119).  By 

acknowledging the ongoing effects of historical trauma and recognizing the 

complexity inherent in the lives of First Nations children and youth living with 

disabilities, there is a better chance of developing and implementing appropriate 

service changes that may contribute to meaningful, long-term improvements.  
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