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ABSTRACT

Objective: To explore the perceptions and experiences
of asthma and related allergies in First Nations and Inuit
communities in Canada to assess needs.

Study Design: A mixed-method study using telephone
surveys and focus groups in First Nations and Inuit
communities of Canada.

Methods: An initial environmental scan provided
a comprehensive understanding of the population
characteristics needed to design the study and develop
the survey questionnaire and focus group materials. Data
were collected using telephone surveys with community
health personnel and focus groups with community
members (e.g., parents, children, and school personnel)
affected by asthma to assess the burden of illness and
to gain in-depth understanding of community health
resources and supports.

Results: Risk factors such as smoking; housing; and
air quality, along with access to adequate expertise and
knowledgeable health care professionals, were found to
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be barriers to asthma care in both First Nations and Inuit
communities. Gaps in family and community resources
were seen as contributing to heightened perception of risk
of respiratory health outcomes, particularly with children
and elderly people. Parents, in particular, identified the
need for community resources (i.e., certified asthma
educators) and culturally relevant educational materials
to increase education and awareness of the implications
of smoking and lung health. Community health providers
emphasized the importance of developing a framework
for asthma and allergy care to improve disease detection
and management and to assess resource needs to bridge
gaps for families living in remote areas.

Conclusions: Respiratory health represents a challenge to
First Nations and Inuit community members. Increasing
access to health care services through certified asthma
educators and culturally relevant awareness, education,
and detection strategies require a coordinated approach
to mitigate this burden of illness.
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INTRODUCTION

Despite its status as a key cause of morbidity world-
wide, the epidemiology of asthma remains less de-
veloped than other chronic conditions (Moore et al.,
2007). In general, research on asthma in Aboriginal
populations (Moore et al., 2007; Dawson, 2004) is
limited and in particular, there are very few stud-
ies on Canadian Aboriginal populations (Sin et
al., 2002; Senthilselvan et al., 2003; Crighton et al.,
2010). However, in recent years there is increasing
recognition of factors that Indigenous people share
(e.g., rural location, communication, socioeconomic
status) in the development of asthma that contrib-
utes to health disparities (Marrone, 2007). For ex-
ample, Australia has designated asthma a National
Health Priority Area (Dawson, 2004; Moore et al.,
2007; Cunningham, 2010), the Australia Centre for
Asthma Monitoring (ACAM), given its prevalence
amongst Indigenous compared with non-Indigen-
ous adults and its significant burden to children
(Poulos et al., 2005; Redding and Byrnes, 2009).

In Canada, asthma is a common condition
among Aboriginal peoples. The National Lung
Health Framework (NLHF) recognizes First Nations,
Inuit, and Métis as “vulnerable populations” who
bear a large burden of risk for respiratory illness due
to unique social, economic, and environmental con-
ditions (NLHF, 2008). The framework’s broad strate-
gic priorities — health promotion and disease pre-
vention; detection and management; policy, part-
nerships, and community/systems support; and
research, surveillance, and knowledge translation
— illustrate the need not only to improve overall re-
spiratory health, but to reduce disparities between
Aboriginal and non-Aboriginal populations (ACAM,
2008).

As with many health indicators and outcomes
(NLHF, 2008), Aboriginal peoples experience greater
disparities in respiratory health compared to non-
Aboriginal Canadians (Lix et al., 2010; Crighton et
al., 2010). According to the 2005 Community Health
Survey, prevalence rates of asthma (11.7%) and
chronic bronchitis (4.9%) among Aboriginals were
significantly higher than in the non-Aboriginal pop-
ulation (8.3% and 2.4% respectively) (Garner et al.,
2010). Comparable rates of diagnosed asthma and

overall respiratory illness were documented in the
2006 Aboriginal Peoples Survey (Garner et al., 2010).
Aboriginal peoples are disproportionately affected
by respiratory health due to the conditions in which
they live (Poulos et al., 2005) including tobacco use,
indoor and outdoor air pollutants, moulds, and
crowding (Centre for Rural and Northern Health
Research, 2010; Rona, 2000).

Social determinants (e.g., education, housing, in-
come, health services) are the living conditions that
shape health (Raphael, 2009). Social determinants
influence a wide range of health vulnerabilities and
capacities, health behaviours, and health manage-
ment (Wilson and Rosenberg, 2003). Individuals and
communities that experience inequities in the social
determinants of health not only carry additional
burden of health problems, but often have limited
access to resources that might ameliorate problems.
(Mikkonen and Raphael, 2010). For instance, the
health of Aboriginal peoples in Canada is inextric-
ably tied with their history of colonization and the
result has been adverse social determinants of health
and adverse health outcomes (Smiley, 2009).

Aboriginal populations may be more suscept-
ible to respiratory illness due to their exposure to a
variety of determinants of respiratory illness, includ-
ing poor indoor air quality (in part from tobacco
smoke) (Ahluwalia and Matsui, 2011; Bashir, 2002),
smoke ceremonies, and cooking practices (Stapleton
et al., 2011). The overall smoking rate among First
Nations adults is 58.8% (versus 24.2% non-Aborig-
inal) (Health Canada, 2009) and 39% of Aboriginal
youth are smokers compared to 21.8% of non-Ab-
original youth (Health Canada, 2002). Notably, First
Nations children are twice as likely to be diagnosed
with asthma (14.6%) than children in the general
Canadian population (8.8%) (NAHO First Nations
Centre, 2007).

Aboriginal populations also experience signifi-
cant gaps in treatment. In 2006, 28.5% of asthma
patients in Aboriginal communities did not receive
any medication or other form of treatment (Garner
et al., 2010). Access to health care professionals is
often hindered by geography, lack of culturally rel-
evant programs or educational materials, limited
financial resources, and medicalized approaches,
especially for those living in remote and northern
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areas (Lix et al., 2010; NAHO First Nations Centre,
2007; Hare, 2004).

A thorough understanding of barriers to asth-
ma care faced by Aboriginal peoples is needed for
the NLHF to appropriately address its strategic pri-
orities; thus, this research focused on exploring the
perceptions and experiences of asthma and related
allergies in First Nations and Inuit communities in
Canada (Asthma Society of Canada [ASC], 2009) to
assess needs.

MATERIALS AND METHODS

This exploratory study employed a mixed-method
design, including both quantitative and qualitative
approaches. Telephone surveys and focus groups
were deemed most appropriate for exploring needs
and investigating the perceptions and experiences of
peoples affected by asthma in First Nation and Inuit
communities. Study clearance was granted from the
Assembly of First Nations. An initial environmental
scan was conducted to provide a comprehensive de-
scription of the population of interest that helped
design the study and develop the survey question-
naire and focus group materials. The scan consisted
of a review of relevant and available federal and prov-
incial surveys (e.g., Canadian Community Health
Survey; National Population Health Survey; NLHF,
Statistics Canada; Aboriginal Peoples Survey), and
library databases (e.g., Pub Med). Analyses provid-
ed background information related to population
characteristics (e.g., population growth, geographic
distribution, age, language), determinants of risk
(e.g., substandard housing, smoking, air quality, age,
poverty, and income inequity), which identified the
need for improved access to and better quality care,
and timely, reliable data to explore the health risks
First Nations and Inuit communities confront.

PARTICIPANTS

The subjects for the telephone surveys were select-
ed to represent health personnel working in First
Nations and Inuit communities in Canada. The re-
searcher obtained names of community health per-
sonnel that fulfilled the criteria from the Chiefs
of the Assembly of First Nations (AFN) and Inuit
Kanatami (ITK). A total of 30 participants FN (n=15)
and ITK (n=15) agreed to participate in the study. All

participants consented to participate in the study.
An information letter was explained regarding the
details of the study so that participants had an op-
portunity to ask questions and decline if they chose
to, before providing verbal consent.

The focus group participants were purposeful-
ly selected to represent community members (e.g.,
parents, children, school personnel) who were af-
fected by asthma. Several methods were used to re-
cruit participants (e.g., community announcements,
targeted bulletins, and introductions by community
health managers). A total of five communities ITK
(n=3) and FN (n=2) enrolled primarily parents, chil-
dren, and school personnel from: Vancouver Island
(n=10); Fort Frances (n=12); Labrador (n=12); and 2
groups from Ottawa (n=30) and (n=12).

DATA COLLECTION AND DATA ANALYSIS

The study consisted of 2 stages of data collection:
(1) telephone surveys, and (2) focus group sessions.
At the first stage, an independent researcher con-
ducted telephone surveys with First Nations (n=15)
and Inuit (n=15) participants from across Canada
to explore the impacts and experiences of asthma
and gaps in existing services. The survey questions
and focus group materials were developed by the
research team and reviewed for cultural appro-
priateness by the Advisory Committee members
(Assembly of First Nations, Inuit Tapiriit, the Public
Health Agency and First Nations and Inuit Health
Branch, Health Canada, and AllerGen). The survey
consisted of 16 questions categorized within 4 main
sections (community health, community resources,
burden of illness, community expertise). The survey
results were analyzed with SPSS v.18 using simple de-
scriptive analytic techniques.

At the second stage, focus group sessions were
conducted with participants affected by asthma
from First Nations (n=2) and Inuit (n=3) commun-
ities across Canada. A co-facilitation model (in-
dependent researchers and Indigenous community
member) was used to conduct focus group sessions
to facilitate language translation and relationship
building. Open-ended questions explored broad
themes that emerged from stage 1. Focus group ses-
sions were approximately 90 minutes in length. Data
were transcribed, and member checking was under-
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taken (Gibbs, 2002). An independent researcher
thematically analyzed the data into a coding scheme
encompassing themes generated both deductively
from the research objectives, and inductively as they
emerged from the interviews.

RESULTS

The results (Table 1) of the telephone surveys with
community health personnel identified several de-
terminants of respiratory health (NLHF, 2008) (hous-
ing, culture, age, environment), risk factors (Redding
and Byrnes, 2009) (tobacco use, indoor and outdoor
air quality) and access to care issues (health care
providers, culturally relevant education, respiratory
health expertise). For example, the majority (80%)
of all respondents reported having no culturally ap-
propriate asthma materials. While suicide was iden-
tified as the highest community priority, followed by
chronic disease, respondents reported asthma and
respiratory illness in the “other health priorities” cat-
egory. Notably, more than half of all respondents re-
ported having no available community asthma care
supports. In particular, the majority of First Nations
respondents (73%) reported having no available ex-
pertise and more than half (60%) reported having
no informed health professionals. Also notable, the
majority of Inuit respondents (67%) reported hav-
ing no family skills (“hands-on” asthma education,
knowledge about adverse living conditions, proper
medication instruction) to address asthma.

Focus group sessions generated three main
themes: 1) accessibility of community expertise and
resource; 2) accessibility of culturally relevant educa-
tion; and, 3) accessibility of community health ser-
vices.

1) AcCessIBILITY OF COMMUNITY EXPERTISE

AND RESOURCE

More than half of all participants reported having
no available community health expertise in their
communities to support asthma care. All partici-
pants reported that inadequate health services were
due primarily to a lack of health care providers and
ambulances. In particular, Inuit peoples tied geog-
raphy, transportation, and jurisdictional issues to
an overall lack of awareness about asthma and a lack
of trained community supports:

Table 1. Telephone Survey Results
Percentages *
First Nations  Inuit
N (%) N (%)
Total number 15 (100)  15(100)
Health priorities
Suicide 9(60)  6(40)
Chronic disease 5(33) 7 (47)
Other (7 (7
Risk facrolrs 40) |
Air quali 6 (40 6 (40
£ Tobacco ke 6(40)  3(20)
© Housing 3(20) 6 (40)
T Ways to reduce asthma
2 Reduce triggers at home 10 (67) 7 (47)
‘S Increase education/awareness 3(20) 5(33)
2 Improve air quality 2(13) 2(13)
£ Most affected groups
S Children 11(73) 13 (87)
Elderly 1(7) 1 (7)
Other 2 (13) 1 (6)
Barriers to accessing resources
Culturally relevant resources 9 (60) 6 (40)
Jurisdictions or transportation policy 3 (20) 4(27)
Overburdened health care system 2 (13) 3(20)
Resources that exist in the community
HAospite(ll, public health nurse, or commu- 9 (60) $(53)
nity health nurse
" ree puffers or medication 2 (13) —
8 Program for pregnant women 2 (13) 3 (20)
S Resources that would be helpful
2 Culturally relevant education 10 (67) 9 (60)
& Primary health care providers 3 (20) 5(33)
&~ Don't know 2 (1B) 1(7)
2> Culturally sensitive asthma materials
= Yes — 1(7)
S Somewhat 2 (13) 1(7)
E No 12(80) 12 (80)
£ Don't know 1 (7) —
8 Informed health professionals
Yes — 2 (13)
Somewhat 2 (13) 6 (40)
No 9(60)  5(33)
Don't know 3(20) —
Available expertise to address asthma
Health care providers or ambulance 3 (20) 7 (47)
Community health or resource centres 1(7) —
& None 11(73) 7 (46)
£ Don'tknow — 1(7)
S Family skills to address asthma
& Initial response to symptoms/attack 4(26) 1(7)
2 Education from health care provider 2(13) 3(20)
S None 7 (47) 10 (67)
£ Ideas to help address asthma
£ Culturally relevant education materials 9 (60) 9 (60)
S J(egul:ar check-ups or preventative pro- 320) 320)
gramming
Tobacco control by-laws — 2 (13)
Asthma workshops or taskforce 1(7) —
* Percentages may not equal 100 due to missing cases and/or categor-
ies.

The health centre is it — it is the only place that has
the expertise and it is a distant resource.

[We] have no available supports at the community
level unless you go to the health centre. Only a few
staff members are in health centres; there are not
enough trained people to provide information in
culturally sensitive manner.

All participants viewed risk as part of the con-
text of their communities — living/housing condi-
tions and tobacco smoke were recognized as major
risk factors. Yet, most participants reported a gen-
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eral lack of confidence with the availability and com-
petence of community resources to increase educa-
tion and awareness related to the implications of
smoking and lung health. Participants viewed cer-
tified asthma educators and nurse practitioners as
ideal community resources that would bring treat-
ment closer to people. Other suggestions, such as
“talking with people who have quit or visiting can-
cer patients,” restricting smoking in public offices or
implementing “blue-light initiatives for smoke-free
homes” would encourage smoking cessation. For ex-
ample, the Blue Light project originated in 1998 in
nine Cree communities in Northern Quebec to raise
awareness about the dangers of exposure to second
hand smoke, particularly for children. The blue light
over a door is a visible sign of a smoke free home
(Manitoba Lung Association, 2012).

In contrast, participants cited limited know-
ledge of asthma management and lack of training
opportunities for health care providers as major
barriers in service support:

It’s [expertise] that is not sufficient for the level
of people who have asthma. It [knowledge] var-
ied from nurse to nurse and a replacement nurse

might have basic knowledge ... simply, more

people need training.

Medical professionals do not have much educa-
tion around asthma. They cannot be specialist in
everything, yet we need specialist in these areas.

2) ACCEssIBILITY OF CULTURALLY RELEVANT

EpucaTioN

Accessibility of asthma education materials and
services was inconsistent among First Nations and
Inuit communities. However, parents of asthmatic
children expressed frustration with the lack of ac-
cessible educational materials, community resour-
ces, and screening support. Our sample identified
the need for “culturally relevant educational materi-
als” that reflected the diversity of language and com-
munity customs (e.g., “printed flyers, pamphlets in
people friendly language”). Respondents suggested
a range of hands-on, face-to face activities, including
community workshops, education fairs, and appro-
priate printed materials, “to help children manage
their asthma.”

[People] need to live with it; [education] needs
to be hands-on; if people don't really see and live
with something they don’t really understand it, so
teaching needs to be hands-on.

Participants also reported availability of health
care resources such as information and informed
health care personnel as barriers to accessing ad-
equate asthma care:

I think the nurses need to be better educated as
well. In a clinic in an isolated place they need to
know what to do. My son had an allergic reaction
and she [nurse] gave me an Epi-pen and she didn’t
know how to use it.

When children suffered symptoms of asthma
and allergies at school, they were encouraged to stay
at home, which parents believed affected learning.
Parents of children with asthma reported frustration
with the lack of teacher training and school-related
asthma policies, meaning the burden of administer-
ing medication often fell on children, regardless of
age and ability:

There is a policy in the schools concerning asthma,
but it doesn’t encourage people to send their chil-
dren to school when they are having active asthma
symptoms ... schools require children to admin-

ister medications themselves and sometimes chil-
dren are too young to do so.

The policy requires that children sign papers and
obtain medical forms filled out by doctors to allow
medications to be kept at the school, but staff can-
not administer the medications.

[We] are supposed to have a paper signed by the
doctor. The puffers can’t be at school unless this
application is signed. We can’t have a puffer up
there now because the papers are not signed by
the doctor — [the school has to have] proof that
the doctor prescribed the puffer.

Many parents disclosed the burden they felt
when dealing with symptomatic children with
asthma at school. In such cases, concerned parents
often kept children at home, which affected both
the parents and child. Parents explained that teach-
ers are trained in first aid and CPR, yet their role
in supporting children with asthma is very limited
(i.e., not able to administer asthma medications).
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Respondents viewed teachers as ideal commun-
ity asthma champions; in particular, for providing
much needed hands-on education to children and
their families.

Respondents linked the dearth of culturally rel-
evant asthma education with lower levels of diagno-
ses and improper medication use. Parents worried
that “everyone gets inhalers, even with no diagno-
sis of asthma” and considered asthma-related policy
development as a means to access timely, appropri-
ate care, and instruction.

3) ACCEsSIBILITY OF COMMUNITY HEALTH

SERVICES

A breakdown between education and diagnosis was
seen as evidence of inadequate accessibility of com-
munity health care services. A need for a “proper
framework for asthma management,” was reported,
whereby “education and protocols would be similar
to protocols for TB, so health professionals have a
map to follow.” Yet, respondents noted funding dis-
parities as a major barrier in sustaining such com-
munity support:

There are vast disparities in service being allotted
to First Nations population versus the Community
Care Access Centre home care for the general popu-
lation. This could be addressed at a higher level
to attain relative parity of funds and service.... A
united health care program for all status clients
would be ideal (First Nation Home Care would deal
with all First Nation people, on and off reserve).

In terms of physical geography, participants re-
ported costs of transportation and access to timely
emergency health care, including population distri-
bution, isolation, and inclement weather, as major
barriers in accessing primary and secondary health
care:

You're in isolation and in order to get to a big-
ger centre you have to travel a distance, you have
to go through your doctor to get tested for aller-
gies.... How many people with asthma ever saw a
respiratory therapist to teach them how to use a
puffer correctly? You have asthma and allergies so
you live with it.

Some communities are 75 km just to the highway
[remote for the land ambulance]. If you have the
ability to come into the clinic you can get educa-

tion, but you need money to come in, vehicle, and
time.

In general, respondents felt disempowered by
the obstacles (funding, transportation, isolation)
preventing them from taking control of and man-
aging their asthma. Funding disparities affected
everyday lives, and respondents reported they had
difficulty coping without education, assistance, and
proper screening from “proper health care provid-

”,

ers

[There is a] lack of money for nurses in the com-
munity.

[The] wait in the emergency unit is long. If it is
not life threatening, the reception is very surly, not
welcoming.

Participants connected the lack of funding for
asthma to a lack of empowerment. They described
an escalating urgency as limited resources were com-
pounded with inadequate living conditions; all of
which made coping more difficult.

Di1sCUSSION

The National Lung Health Framework is a strategic
action plan to improve the respiratory health of all
people living in Canada (NLHF, 2008). Recent evi-
dence recognizes increasing rates of respiratory
disease among Aboriginal peoples in Canada, as
well as the social and poverty inequities affecting
health outcomes (Senthilselvan et al., 2003; Sin et
al, 2002; Garner et al., 2010). In this regard, many
individuals, families, and communities encounter
barriers, which may explain why they are dispro-
portionately affected. In this study, major gaps in
family and community resources were consistently
associated with heightened perception of risk of res-
piratory health outcomes, with children and elderly
individuals bearing the greatest burden. These data
support the findings that the communities in which
people live affect their respiratory health (Lix et al.,
2010; Garner et al., 2010). Analyses by Stapleton et
al. (2011) demonstrated that cigarette smoking and
second hand smoke in asthmatics are associated
with poor patient outcomes. Others have suggested
that a lack of culturally relevant programs and ma-
terials, especially in remote areas, are barriers to
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good health care (Department of Health and Social
Services, 1999; Benoit et al., 2003).

While these results are preliminary, they offer
direction for understanding prevalence and risk fac-
tors of chronic respiratory disease for First Nations
and Inuit community members. Gaps in coordinat-
ed care are often the result of a lack of professional
health care resources and training opportunities,
which stem from accessibility issues. Aboriginal
populations of Australia and New Zealand face
similar rural health personnel inequities, yet stud-
ies show that Inuit populations of Canada are
seen to be even more isolated and disadvantaged
(Cunningham, 2010). These findings support those
by Crighton et al. (2010) that geographic location is
significantly associated with asthma for adults and
children who are also least likely to be diagnosed.

Study findings have several policy implications.
Itis clear that a federal framework for asthma and
allergy care needs to be developed to improve dis-
ease detection and management and to assess re-
source needs to bridge gaps for families living in
remote areas. It is also evident that increasing the
visibility of respiratory health through culturally
relevant educational materials can empower cit-
izens, increase awareness, and improve accessibility
of health services. In particular, the NLHF identifies
common consistent health promotion messaging
and education as key “health promotion, aware-
ness, and disease prevention” strategies, but fails to
specify the need for culturally relevant information,
which these study findings strongly support. These
results strongly support Asthma Canada’s work in
engaging First Nations and Inuit community mem-
bers directly in the development and adaptation of
asthma educational materials that are culturally ap-
propriate (ASC, 2010). Partnerships between policy
makers and community working groups are essen-
tial to ensure the content, language, and delivery
methods of education reflects the diverse range of
specific community needs. Finally, in keeping with
the objectives of the NLHF, it is imperative that key
stakeholders work together to develop a health care
delivery model to address the needs of First Nations
and Inuit peoples living with respiratory diseases

(NLHF, 2008). For instance, these findings reinforce
the need for a federal “asthma care” framework that
mandates health care resources to adhere to the
government asthma guidelines specific to Inuit and
First Nations communities. In consultation with the
National Lung Health Framework, such a structure
may be funded, guided, and developed in partner-
ship with policy makers and community members
to ensure that community needs drive the design
and implementation.

While this research may contribute to our
understanding of the risk factors affecting respira-
tory health in five First Nations and Inuit commun-
ities, its generalizability across other communities is
limited. The sample was relatively small, purpose-
fully selected, and not representative of all asthma
sufferers. Future research should focus on the cross-
cultural experiences of respiratory health in other
First Nations and Inuit communities.

Respiratory health represents a challenge to
First Nations and Inuit community members who
are motivated to protect the health of their com-
munities. These study results reinforce the need to
develop a health care model that aligns with the
needs of First Nation and Inuit peoples living with
chronic conditions. In particular, developing asth-
ma-related policy will ensure that patients and their
families can access timely, appropriate, instruction
and care. Finally, increasing access to health care ser-
vices through certified asthma educators and cul-
turally relevant awareness, education, and detection
strategies can mitigate this burden of illness. These
results support a coordinated approach to respira-
tory health (NLHF, 2008).
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