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Abstract There is substantial literature on fetal alcohol
spectrum disorder (FASD) research involving Aborigi-
nal children, but little related literature on other common
neurodevelopmental conditions such as autism spec-
trum disorder (ASD) or cerebral palsy (CP) for this
population. As part of our work in cross-cultural
neuroethics, we examined this phenomenon as a case
study in Canada. We conducted semi-structured inter-
views with health researchers working on the frontline
with First Nation communities to obtain perspectives
about: (1) reasons for the lack of ASD and CP research
within the Aboriginal context, (2) the potential ethical
and social implications of this disparity, and (3) recom-
mendations for change. Participants reported that the
major barriers to engage in ASD or CP research are
under-reporting and under-diagnosis of these conditions
in Aboriginal communities, difficulties in establishing
trust between community members and researchers,
challenges in accessing children living under the care
of child welfare services, and lack of support from
universities and funding agencies to encourage commu-
nity partnerships. They further perceived threats to jus-
tice as the population is denied the benefits of ASD and
CP research, and stigma related to the possible over-
representation of FASD in the population. The adoption
of strength- and community-based practices to improve
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engagement and address disparities, and to create health
databases with prevalence rates that are representative of
all forms of disability in both Aboriginal and non-
Aboriginal populations are critical steps to close these

gaps.
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Introduction

Three of the most commonly diagnosed
neurodevelopmental disabilities (NDDs) in North
America are autism spectrum disorders (ASD), cerebral
palsy (CP), and fetal alcohol spectrums disorders
(FASD). Overall, they are estimated to affect 1-3 of
every 1000 live births for the specific diagnosis; possi-
bly as high as 1 of every 100 for the full FASD spectrum
(http://canfasd.ca/media/fasd-fact-sheet/). Currently
there is very little specific data on the prevalence of
these conditions in Aboriginal children [1], however, a
gap that is attributed at least in part to the geographical
location of communities, the unique and distinct cultural
beliefs about disability, poverty, language barriers, and
the historical impact of colonization [2, 3]. Still, it is
estimated that the disability rate among Aboriginal
children is twice that of the general population [1], and
reports suggest that, in Canada, Aboriginal children fall
below the national averages for the population under the
age of 19 for almost all measures of child health [4].
These disparities have led to calls for action from
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Canadian and Aboriginal health organizations to
improve access to health care and services [1, 5, 6], a
call that has also been made for other similarly
underserved indigenous populations, for example, in
Australia [7, 8]. Identifying the prevalence of
disabilities and the health needs of Aboriginal children
is a critical step to achieve this goal.

In prior cross-cultural neuroethics work, we examined
health research involving Aboriginal children living with
ASD, CP, and FASD [9]. We retrieved a total of 52
relevant reports from a comprehensive search of five
journal databases for the 30-year period between 1981
and 2011. In this literature, 51 papers focused exclusively
on FASD. This focus, and the absence of research on the
other two major childhood disorders, is at odds with
NDD rates for the general population, and is arguably
in violation of fundamental ethical principles in research
that require equitable representation of all children, re-
gardless of background [10]. The under-representation of
Aboriginal children in non-FASD neurodevelopmental
health research may further threaten access to the benefits
of research while their over-representation in FASD re-
search may perpetuate stigmatization. We turned to
neurodevelopmental health researchers working on the
frontline with First Nation communities to obtain their
perspectives and gain insight on the sources and impact
of this case study of cultural imbalance in research.

Methods
Participants

Researchers who have conducted research within Ab-
original communities in Canada were identified through
research publications since 1981, by snowball sampling
and eligible individuals to participate by e-mail.

Interviews

The interviews followed a semi-structured guide that was
developed with the assistance of researchers from
NeuroDevNet Inc., a Canadian Network of Centres of
Excellence dedicated to helping children and their families
overcome the challenges of neurodevelopmental disorders,
and constructed to explore a wide range of relevant issues
(see Table 1) that arose from the first phase of work (1). All
interviews were conducted by the first author in English by
telephone, and were about 45 min long.
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Table 1 Interview questions

1. What are your overall experiences with health research, care or
policy for Aboriginal children?

2. Are you aware of health research involving Aboriginal
communities that focuses on autism, cerebral palsy or other
developmental conditions?

3. Were you aware that there is an absence of published research in
Canada on autism or cerebral palsy for Aboriginal children? Are
you concerned? What do you think the source of these findings
might be?

4. Why do you think it is that there is more research published on
FASD than on the other conditions? What might be the benefits
and consequences of this phenomenon?

5. Would you like to see more research being done on
developmental disorders involving Aboriginal children? Why?
In what specific areas?

6. Is there anything else you would like to mention?
Recommendations?

Ethics Approval

Research ethics approval was obtained prior to the be-
ginning of the study. Consent forms were sent electron-
ically to participants prior to the interview and were also
read over the telephone before the start of the interview
to obtain verbal consent.

Data Management and Analysis

Audio-recorded files of the interviews were transferred
onto a password-protected computer and transcribed
verbatim by an independent contractor who completed
a confidentiality agreement. Transcriptions were entered
into QSR NVivo (version 10) in preparation for thematic
coding and analysis. No identifying information was
used or stored for data analysis.

Results
Characteristics of the Participant Respondents

Eight participants agreed to be interviewed of 21 invit-
ed, yielding a 38 % response rate. The nonetheless small
pool for this qualitative study comprised of five pedia-
tricians, two health researchers and policy-makers of
Aboriginal heritage, and a social worker. Seven partic-
ipants had conducted NDD health research in the past
five years and all lived or worked in First Nation
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communities located within three Canadian provinces:
Alberta (n = 5), British Columbia (n = 2), and Manitoba
(n=1). All participants had 15 years or more experience
working in and with Aboriginal communities. Six had
conducted research related to FASD. In addition to
FASD research, four had also been involved in research
projects that focused on a range of other NDDs, includ-
ing autism, cerebral palsy, and attention deficit hyperac-
tivity disorder (ADHD).

Qualitative Findings

Participants reported on a range of ethical and social
issues with respect to Indigenous health research and care
for NDD conditions. Their experiences formed the basis
for explanations as to why there is a gap in CP and ASD
research. Here we synthesize: (1) the perceived reasons
for the lack of ASD and CP research within the Aboriginal
context, (2) perceptions about the potential ethical and
social implications for the lack of ASD and CP research,
and (3) recommendations for research priorities and op-
portunities to engage in NDD research with Aboriginal
communities. Quotes illustrate the rich content of the
findings. Ellipses (...) signify the removal of some parts
of an excerpt for brevity. Square brackets ([ ]) indicate
interviewer’s comments to provide context to the quote or
the substitution of a category in place of a proper noun to
remove identifying material from the interview. Partici-
pant identities are protected through the use of anonymous
identifiers, which are numbers followed by the letter ‘P’
(participant). Anonymous identifiers (i.e., P1, P2) are
provided at the end of each quotation.

Perceived Reasons for Lack of ASD and CP
Research within the Aboriginal Context

To elucidate the potential reasons underlying the lack of
autism and CP research, participants focused on the
overall challenges they have experienced when initiat-
ing or conducting NDD research:

Unrecognized Need Although there is a substantial lit-
erature on FASD research involving Aboriginal Peoples,
participants indicated that neurodevelopmental disabil-
ities in general remain under-reported, misdiagnosed or
undiagnosed in First Nation communities. They de-
scribed how this phenomenon has led to a lack of
awareness about the significance of these conditions in

communities and, in turn, a reluctance of community
members to engage in research. Three participants stated
that the Aboriginal communities in which they worked
in did not initially recognize the presence or impact of
NDDs. We also heard differences in how some commu-
nities define and interpret disability:

“And then you have to define what you consider a
significant disability ...or is this just normal for our
community here? Because if the kid is not reading
at grade 6, in our society that would be a major
disability, learning disability, while there it is not a
big deal ... if you go to the schools, they are totally
overwhelmed with some of the needs there and they
don'’t get enough funding for the interventions.
There is a total lack of awareness.” (P1)

Inconsistency in the reporting of ethnicity in medical
records were also identified as a factor that made it
difficult to conduct epidemiological research to establish
prevalence rates of different NDDs for Aboriginal
children:

“[ think there are some children that are diag-
nosed but I don’t know how they are captured. ...
Are they captured at the hospital? But not neces-
sarily captured as a First Nation child living on a
reserve?” (Pl)

“... identification of Indigenous status or Indige-
nous self declaration in health data is inconsis-
tent... we are even further behind other countries
like Australia, United States, and New Zealand in
the kind of data that we have. We actually have
great variability in data, and maybe some of the
best data is in Northwest Territories, Yukon, and
Nunavut because they are paying more attention to
whether people are First Nation, Inuit or not. And it
gets worse the further East you go. In the Province
of Quebec there is a willful disregard for ethnic
identifiers because of political reasons. So it’s not
something that helps health researchers ...” (P5)

Two participants noted that researchers are often
reluctant to ask about ethnic origin:

“So, we see a lot of Aboriginal kids. And we
made—I guess—it [ethnicity] became a very dif-
ficult question to ask from a clinical point of view
because some people did not prefer to identify,
some people did prefer to identify. And the issue
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of collecting that data on a database became a
fairly complicated issue so prior to my time that
decision was made that the question wouldn't be
asked. Having said that, we see a lot of kids who
are Aboriginal ... So, they may be participating in
studies or we may be getting data from them but
we just don’t know even.” (P4)

“And it’s mainly the databases on wait times,
access to services, and they have not put in the
ethnicity question. And it was almost like there’s
an elephant in the room, and you don’t want to ask
that question.” (P6)

Two participants cautioned that obtaining permission
to access patient data is often a complex and uncertain
process requiring multiple permissions from both pro-
vincial and Aboriginal health authorities:

“But who constitutes the community and who do
you consult with [for permission]? There isn’t any
real logic even or need to consult an individual or
group of individual First Nations if the data is
based on Provincial utilization and housed in
Provincial institutions. But, what would TCPS2
[Tri-Council Policy Statement on Ethical Conduct
for Research Involving Humans] advise or guide
in this case? They want to have appropriate com-
munity consultation but who is that with? With a

group drawn from or representative of the people
involved?” (P5)

Mistrust of research. Four participants identified
challenges of trust as a barrier to engaging in NDD
research with Aboriginal communities:

“... They are so reluctant to speak up. This is the
problem. You need somebody who is courageous
enough, to stand out as an advocate and say “I'm
a parent of an autistic child and I'm living on
reserve and that is the situation here ...” (P1)

“They do not have trust and why should they? 1
think that there is a need to make sure that what-
ever we do brings Aboriginal People along with
us, which is a very hard thing because of trust and
colonialism.” (P2)

“Trust is always going to be an issue, especially
when you are asking families to hand over their
children or their data to researchers. Children, to
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this day, are still being stolen away from families
by government agencies. Look at all the kids who
are placed in foster care every year.” (P§)

All participants affirmed that engagement in CP and
ASD health research can only take place if the outcomes
of research directly benefit the communities. Such out-
comes must be focused on improving access to health
care and services. Under these circumstances, they pre-
dicted that trust in non-Aboriginal NDD researchers
would follow.

Accessing Children in Care for Research The high rate
of Aboriginal children in foster care was identified as a
significant barrier to enrolling children with
neurodevelopmental conditions in health research stud-
ies, mainly due to difficulties in obtaining consent from
child welfare agencies and in maintaining contact with
children who experience multiple placements:

“... the majority of the kids that come to the
diagnostic service in FASD are of Aboriginal
background, and the majority of them are in the
foster care system. ... So, you work with a child
welfare worker who has to sign the consent to
receive medical care or participate in research.
... If the main guardian is a child welfare worker,
and we know the child welfare workers change
case loads every few months—there’s lots of really
significant barriers.” (P6)

Lack of Researcher Support Other reasons cited for the
lack of CP and ASD research included the lack of
funding overall for Aboriginal research and a lack of
support from academic universities that would allow
researchers to pursue research involving community-
based participatory research methods:

“... community engagement is so difficult because
it’s not rewarded academically. It’s very difficult for
new academics... I think that if it was rewarded at
an academic level then more academics would be
interested in pursuing this kind of research and
there would be more people who would go out to
these individual communities.” (P7)

Distinctiveness of FASD When probed about the rea-
sons why FASD research is so prominent in this
population, participants conjectured that it is
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because FASD is unique relative to other NDDs.
For example, FASD 1) involves a dual diagnosis,
i.e., the mother and child dyad; 2) its origins are
rooted in social, political, and historical determi-
nants; and 3) it is highly preventable which, in
principle, should make access to funding for re-
search and services related to prevention easier
than for other NDDs.

Implications of the Apparent Inattention to ASD
and CP

Under-Representation and Distribution of Benefits All
participants indicated that Aboriginal children with
NDDs are underserved, especially those in foster
care or living on reserve in rural areas where the
availability of health care and specialized services
is limited. Disparities in access to diagnostic as-
sessment clinics and tertiary care (e.g., occupation-
al therapy, physiotherapy, psychosocial services)
were most frequently cited. Reasons for disparities
were geographic distance from health care centers,
lack of parental capacity and supports, and a
lengthy and complex assessment process to diag-
nose NDDs, which was also often cited as a sig-
nificant burden to families:

“... I think there’s a gap in supports that way
and yes, we want mothers and children and
fathers even to become involved in the as-
sessment, diagnosis, and care of a child with
a disability. But if you think about the ca-
pacity of perhaps a single mother to do that
or the capacity of a family to navigate those
challenges or just deal with day to day life
enough h... that a person has to cope with
that anything added on top of that, its just

forms.... Quite often the government says:
‘Oh, but we need that speech assessment,
an OT [occupational therapist] assessment,’
and all this kind of stuff —otherwise we don't
give the funding because it's not a complete
assessment. Right, so we are waiting for over
a year and then the parents forget about it
or appointments and they have to fill in some
very complex questionnaires. Sometimes, they
don’t even know the language. You know?
They don’t understand what all the questions
are. And so they would need somebody to
help them to fill in the questionnaires and
send them in. In the meantime, they’ve moved
a couple of times and their phone is discon-
nected ...! So there are some very practical
barriers to get a diagnosis.” (P1l)

“There are lots of kids in those communities that
are not diagnosed and the parents don’t have the
resources to get them a diagnosis and the care that
they need. ... So there is a referral clinic called
[name withheld] that they can go to, which is
about an hour away, and will provide some ser-
vices for assessment. So the next step would be
now they got their child to see the pediatrician,
who only comes once every two weeks, and hope-
fully they can get to that clinic —somebody can
give them a ride on that day- now when they see
me, 1 fill in a form that goes to the clinic. [The
clinic] will then mail this big package back to the
caregiver. It's huge this package! Like 30 pages
long. Plus the school has to do an individual
assessment of their 1Q and their academic
achievement. When they get the package back in
[the clinic], then they will give the parents an
appointment. So that is a huge hurdle for access
[to care and diagnosis]. I would say that about in
5% of cases they get the information back that
they need.” (P7)

too much.” (P3)

“We are relatively close to a big center and I
try to send any kids for diagnosis at [name
withheld] Hospital. Even to get the diagnosis
there are so many barriers about bureaucrat-
ic forms that have to be filled out and, and
stuff like that. It's very, very hard and a lot
of developmental services are stretched as it
is, so parents don’t show up or fill in the

Participants also raised concerns about disparities in
access to diagnostic services and care for children in
foster homes. Two of the pediatricians voiced fears that
multiple placements make it difficult to ascertain if the
medical care needs of foster care children are being met
in a timely and consistent manner. A third participant
voiced concerns that children with complex needs have
to be removed from their communities and be placed in
foster care because their families are not provided with
adequate resources to care for them:
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“Some parents with severely handicapped chil-
dren need to give them up to foster care so the
kids can attend school in Calgary. If you have very
complex children and the family is not able to
move into the city, for a variety of reasons, the
children need to be placed in foster care. Over the
years I've seen several children from reserve who
needed to be placed here in ongoing care so they
have access to special needs school, physio, oc-
cupational therapy, and better care.” (P1)

Three participants stated that the absence of
ASD and CP research could have serious implica-
tions for resource allocation by causing communi-
ties to shift attention and supports away from
services for these conditions as they remain unrec-
ognized. The participant with a background in
policy-making also pointed out that the lack of
basic epidemiology data about the prevalence of
these conditions makes decision-makers weary of
intervening:

“... as far as autism and cerebral palsy, I haven't
seen any evidence that would say there is from a
health policy perspective a need to get involved. ”
(P5)

Four participants suggested that if epidemiolog-
ical data were available to show that developmen-
tal disabilities are highly prevalent in some com-
munities, doors would open to further funding for
interventions and community willingness to engage
in NDD research:

“... it [disability] has to be recognized before it
actually gets investigated .... I think the preva-
lence data would be important because that helps
us to kind of tailor responses and interventions.”

(P3)

“... there’s quite a high percentage of Aboriginal
kids with cerebral palsy, but the research doesn't
cover it. This is what's needed for change.” (P8)

However, one participant who has had extensive
engagement with policy makers and politicians felt that
better prevalence data and increased public awareness
about NDDs in Aboriginal children was not sufficient to
stimulate government willingness to fund further re-
search or improve access to health care for these
communities:
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“I guess I was more naive when I started. I kept
thinking, if I just proved to them [politicians] that
this works, and how good this is, they would invest
in my programe... but in lots of respects, the more [
proved the less people listened.” (P2)

Stigma The focus of research on FASD was identified
as an ethical concern given the potential to perpetuate
negative stereotypes related to drug and alcohol use
among Aboriginal Peoples:

“But the problem is, if you just report on a
particular community it does make it sound
as if you can take a leap and say therefore
in all Aboriginal people there would be a
high instance of FAS. And you can'’t do that
unless you know that the prevalence of FAS
is widespread in all different communities ...
I think it'd be really important to know why
we're not seeing other disability research
involving Aboriginal children. But also, what
do we have to have in place so that research
is reflecting equitably on everybody and not
stigmatizing people by simply doing it.” (P4)

Three participants voiced concerns that stigma-
tization may lead to biases in the diagnosis of
FASD —in some cases, physicians may feel uncom-
fortable labeling a child with FASD, whereas in
other cases, an Aboriginal child with ADHD or
autism may instead be misdiagnosed with FASD
because of cultural stereotypes:

“One of the things that’s interesting in terms
of FASD is that—is the whole, as you know,
is the whole stigma associated with FASD.
For example ... in the Northwest Territories,
children with FASD aren’t necessarily identi-
fied, partly because of stigma.” (P3)

“... you might find that there are people who
are identified as having ADHD or anxiety or

. a whole bunch of other kinds of behav-
ioural things, that maybe if they were looked
at another way might meet the criteria for
FASD. And similarly, there might be kids in
areas where we don't necessarily think of
FASD, areas like higher middle class white
suburban communities where nobody’s ever
asked the question of ‘could there be FAS?’
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because it doesn't fit the profile, and the kids
instead are being diagnosed with ADHD and
a learning disability.” (P4)

In contrast to these concerns, one participant
reported that research on FASD does not contrib-
ute to stigmatization in the community; instead,
she saw it as supportive and addressed a need that
the community had identified as a priority:

“People say we are probably discriminating against
them in some way. Maybe there is a component to it
[FAS], but I think many First Nation Communities
have identified it in their community as a major issue
... It’s not [stigmatizing] as far as I know. I mean not
in the community where I work.” (P1)

Participant Recommendations

Epidemiological Research Six participants indicated
that NDDs, including autism and cerebral palsy,
were relatively common in the Aboriginal commu-
nities that they worked in. The lack of epidemio-
logical research to establish prevalence rates was
identified as a significant gap:

“The lack of attention at least says there has to be
some basic prevalence data collected and that we
are falling short in that minimum area.” (P35)

They suggested that, although difficult to achieve at
the community level, leveraging secondary data
sources, particularly health care utilization databases,
could enable researchers to estimate the prevalence of
NDD conditions:

“And I really do believe that health units are
privileged holders of a lot of information about
disability in First Nations communities and may
be a good resource for seeking out further
information.” (P3)

Prevention Four participants identified prevention
research as a top priority for First Nation commu-
nities, especially with regard to FASD. Closely
tied to prevention research is the need to better
understand how social determinants of health, such

as poverty, poor nutrition, and intergenerational
trauma affect prenatal care. Two participants indi-
cated that the communities they worked in were
interested in pursuing prevention research aimed at
developing educational curricula and programing
for school aged children.

Improving Caregiver/Patient Supports and Access to
Care All participants acknowledged that more re-
search and funding are needed to improve access
to supports and services. They identified needs-
assessment surveys for families, research on per-
spectives from pediatricians on how to improve
medical care and practice on reserves, and the
development of culturally informed interventions
as priorities. For example:

“What is the best support to put in place in
terms of the educational system? ... what
supports are needed for tranmsitions to adult-
hood, and what works best and what is suc-
cessful? ... that evaluative piece I think is
neglected .... I talked about needing research
on sort of what interventions work. We want
to make sure those interventions are also
culturally appropriate and informed.” (P6)

One participant also emphasized the need for
more research on alternative forms of medical care
delivery, such as the medical home model, which
offers team based health care that is led by a
physician in the community.

Mitigating Stigma Participants proposed that pro-
moting existing resources and capacities in the
community rather than highlighting gaps and dys-
function would constructively mitigate stigma:

“... research needs to be more strength-based
rather than deficit-based. Let’s do research on this
program that has the potential to prevent or that
has the potential to ensure that children make the
best possible choices ...” (P7)

Another recommendation emphasized the impor-
tance for Indigenous health research to encompass
a wide spectrum of developmental disabilities rath-
er than focusing on only one condition. Obtaining
FASD prevalence data for non-Aboriginal children
was also suggested as an approach to shift public
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perception away from the stereotype that FASD is
mainly an Aboriginal issue:

“If somebody does the research it needs to include
all disabilities and not just go in and look for
FASD or autism, or whatever ... it has to include

all kinds of disability.” (P1)

Discussion
Promoting Inclusion and Access to Care

Under-representation of marginalized populations in clin-
ical studies and data systems can mask health and social
inequalities [11], which are themes at the heart of
neuroethical inquiry. Participants in this small study sug-
gest that research about disability among Indigenous
populations could serve as a catalyst for developing
public policies and services that address needs and pro-
tect the rights of the children to receive adequate care and
live in dignity. Toward this end, they identified the need
to establish the numbers of Aboriginal children living
with neurodevelopmental disabilities as a key priority.

Mining health utilization databases to obtain preva-
lence data was one approach suggested to this address
this gap, but it is not without challenges. For example,
Indigenous identity is inconsistently and unreliably re-
corded in the vast majority of Canadian health care
utilization data systems [11]. Reluctance on the part of
Aboriginal patients to report ethnicity for fear of dis-
crimination in hospitals and concerns about political
marginalization from governments who are collecting
the data are among the key factors that account for this
phenomenon. Further, reporting requires data sharing
agreements with Indigenous communities and relevant
government health organizations to ensure that data are
not used in a harmful way. This can require extra time
and the cumbersome involvement of many institutions
at multiple levels.

Another key concern that emerged from this study is
that Aboriginal children with NDDs who are living under
the care of child welfare services are particularly vulner-
able to exclusion from research and access to medical or
social services and supports. Canadian national estimates
report an average of 40 % of children in care to be
Aboriginal — this rate increases to 62 % in Western
provinces and up to 95 % in the Northwest Territories
[12]. Recent data also suggest that one in four Aboriginal
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children living in foster homes have an FASD diagnosis
[13]. Participants in this study noted challenges in
accessing this population because of difficulties in main-
taining contact with children who experience multiple
placements and difficulties in obtaining consent from
child welfare agencies to enroll them in research. Cur-
rently, Canada has a decentralized child welfare system
with over 300 provincial and territorial child welfare
agencies that operate under the jurisdictions of 13 Cana-
dian provinces and territories [14]. Further research is
needed to determine how the processes for obtaining
consent for children in care to participate in research vary
across agencies and whether or not these variations affect
recruitment. Developmental capacity, variations in care-
givers, and other issues such as prior experience with
maltreatment or neglect complicate the ethical involve-
ment of Aboriginal youth with disabilities in research
while under the care of welfare agencies. To address this
disparity, researchers will have to approach child welfare
agencies for partnership and identify the appropriate
authorities representing the community in the develop-
ment of the research project [15]. This should include
broad consultation to develop procedures to ensure that
participation in research is not a burden to social workers
or the youth in care.

Beyond issues related to engagement in research, par-
ticipants reported that children with complex needs are
often placed in foster homes because their families are
unable to provide them with the resources needed for their
care within their own communities. This finding is at odds
with the United Nations Convention on the Rights of the
Child, which states that socioeconomically disadvantaged
families must be provided with the economic and social
supports necessary to safely care for their children and
youth at home. Funding and research strategies are needed
to identify how Indigenous families can be better served
and given equal access to resources related to child wel-
fare, such as appropriate medical, dental and social ser-
vices [16]. All participants felt strongly that the outcomes
of research should incorporate a direct benefit to commu-
nities that would address these disparities in access to
interventions. For instance, research involving screening
or diagnosis of NDDs should incorporate a strategy for
intervention on behalf of children identified as having a
disability. Such a strategy could include a mapping of the
available services and the preparation of informative ma-
terials for families or legal guardians on how to adjust
children’s surroundings to enhance functioning and par-
ticipation in home and community life [17].
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Building Trust

Lack of trust, overall, is a major contributor to the
reluctance of First Nation groups to engage with NDD
researchers. This is not surprising given that the benefits
of academic research for Indigenous communities are
often inequitably distributed. Previous health research
has been criticized for misrepresenting Indigenous peo-
ples, appropriating their knowledge, neglecting their
intellectual property rights, and failing to obtain in-
formed consent for secondary use of their data, which
have clearly resulted in harm to Indigenous participants
and the wider community [18-23]. Moreover, critics
argue that research often focuses on dysfunction rather
than understanding Indigenous perspectives and experi-
ences — a fact that has led to negative perceptions about
Aboriginal Peoples and contributed to stereotyping [24,
25]. Together with broader legacies of colonialism, Ab-
original Peoples may be reluctant to engage with non-
Aboriginal researchers, even those who have been
working within the community for a long time. Partic-
ipants respected this reluctance and advocated for cul-
turally informed and strength-based approaches, which
focus on understanding and building upon assets within
family and community as a better way to promote trust.
Several participants also made references to differences
in cultural understandings and definitions of disability.
This has implications for strength-based approaches as
many Indigenous cultures view child development in
holistic terms, where well-being is embedded in the
land, family and community health and wellness across
generations [18]. As illustrated in Ball and Janyst [18]
by Marie Leo, an Elder from the Lil’wat Nation in the
province of British Columbia: “The idea of early child-
hood and ideas like disabled children, or that some
children have special needs and some children are
gifted—these ideas don’t come from us. They are not
Aboriginal ideas. They come from white people, and
from cities. All children have gifts and are gifts from
the Creator”.

Finally, participants acknowledged that limited prev-
alence data for NDDs, coupled with over-representation
in FASD research, could contribute to stigmatization
and assumptions that FASD is predominantly ‘an Ab-
original problem’. Here, expanding research to include
a broader focus on a variety of disabilities and collecting
better prevalence data for conditions such as FASD in
both Aboriginal and non-Aboriginal children will help
to close critical gaps.

Conclusions

This study reflects the experiences and opinions of a
small sample of researchers and health professionals
whose views must be interpreted with respect to their
own personal and cultural perspectives. Clearly, a larger
study in Canada and others transnationally are needed to
fully elucidate the perceived impact of NDD research in
indigenous communities and to establish future research
and policy priorities [26, 27]. Nevertheless, as one par-
ticipant voiced, “As a civil society, we have a responsi-
bility to care for children with disabilities and to watch
out for them.” (P3) “Somebody has to start taking up the
banner and fight. ... These kids are voiceless ... (P2).
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