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LOCATING THE AUTHOR IN THIS PROJECT
I, Beth Rachlis, locate myself in this project as a 3rd generation Canadian settler with Jewish
ancestry. My grandparents and great grandparents were born in the Ukraine and Russia and
came to Canada in the early 1900’s primarily to escape poverty and persecution. I recognize the
privilege and positions of power that I hold that come from identifying as a white, able-bodied,
English speaking, heterosexual woman. As a settler living in Canada, I recognize that I am part
of the historic and ongoing colonialism of the Indigenous people of this land. I approach this
project with humility and a learners-mindset. I recognize that I do not represent any Indigenous
people or their various worldviews.
While I grew up in a suburb north of Toronto, I have trained, worked, played and lived in various
settings in Canada and abroad including Montreal, Vancouver, New Zealand, and Kenya. I am
trained as an epidemiologist and have a particular interest in working alongside marginalized
and vulnerable populations to help to address health inequities.
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EXECUTIVE SUMMARY
During the fall of 2017, Dignitas International (DI) commissioned a feasibility project to explore
the potential for expanding their Indigenous Health Partners Program (IIHP) to support HIV
prevention and care for Indigenous peoples living rural and remote settings in Canada. This
feasibility project included a literature review and consultations with a variety of stakeholders as
key collaborators, as well as dialogue with DI staff and affiliates.
The literature review focused on understanding the current state of HIV knowledge, attitudes
and behaviors among Indigenous peoples living in rural and remote settings, identifying both
key gaps and promising practices in programming, and describing the current policy landscape.
The findings of the review indicated that there are numerous gaps in HIV services and
education, including knowledge of and access to HIV testing. These issues are intersected by
structural racism and the continued impact of colonialism. Specific issues identified in the
literature included a lack of HIV care providers, maintenance of confidentiality in the context of
stigma, the absence of culturally appropriate and sensitive sexual health resources, and
competing socio-economic priorities (e.g. housing). However, the resiliency of Indigenous
peoples and the need for strength-based approaches were also highlighted. Various promising
principles were identified including include those that emphasize culture, self-determination and
reclamation, cultural safety and holistic approaches that address the whole individual.
Key collaborators included executive directors and staff at AIDS Service Organizations (ASOs),
policy analysts, clinicians and researchers working with Indigenous communities across Canada
in the response to HIV. Through a series of interviews, the consultation process gathered
stakeholder perspectives related to priority areas and key service gaps, as well as successful
strategies and promising practices. Respondents identified the following with respect to HIV
prevention and care in Indigenous communities:
•

Priority Areas include increased HIV prevention and education, ways to address
stigma, holistic approaches, and enhanced resources and capacity.

•

Key Service Gaps include a lack of point-of-care HIV testing, a shortage of HIV
providers, insufficient access to addiction and mental health support, insufficient access
to culturally safe and relevant services, and issues with care fragmentation.

•

Successful Strategies and Promising Practices include those that are communitydriven and led, use decolonized approaches, are located in communities and address
the social determinants of health and cultural safety, and provide active care follow-up.

Staff and affiliates at DI were also engaged to explore DI’s organizational strengths, experience
and expertise in HIV prevention and care that may be applicable to Indigenous communities in
rural settings in Canada. Respondents identified:
•

DI’s Organizational Strengths include the ability to engage with multiple stakeholders,
as well as experience with incorporating a rights-based approach to health, responding
to different stages of the HIV epidemic, developing innovative and differentiated models
of care, and engaging in meaningful research and policy activities.
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•

DI’s Expertise in HIV Prevention and Care in Rural and Remote Settings include
clinical training, task shifting using lay health workers, creating strong referral systems,
and decentralizing care.

Key collaborators and DI staff and affiliates were also asked about potential roles that an NGO
like DI could fill to support HIV prevention and care for Indigenous communities in Canada. The
following opportunities were identified:
•
•
•
•

Clinical Support (e.g., working with key populations, testing, multiple disease areas)
Knowledge Generation and Translation (e.g. supporting research and evaluation)
Advocacy (e.g., fundraising and building networks)
Capacity Building through Training and Education (e.g. training and mentoring,
youth engagement and education).

Key collaborators emphasized that priorities and programming should be community driven, and
that partnerships should be done in a ‘good way’ to respect and acknowledge the resilience and
strength of Indigenous partners.
Incorporating the identified opportunities from stakeholder discussions with the findings from the
literature review, specific recommendations and next steps for DI include:
1) Capacity Building through Clinical Support and Training
• Co-create case management/Community Health Worker (CHW) models which support
rapid and point of care testing at the community-level and make testing accessible.
• Create leadership opportunities for Indigenous youth through internship and studentship
programs and collaboration with Indigenous youth networks.
2) Knowledge Generation and Translation
• Join clinical, research collaborations or projects to expand reach and make programming
relevant to identified priorities, identify new programming, funding, and research
opportunities.
3) Advocacy
• Advocate for more complete data and support ethical principles regarding data
governance and management (e.g., OCAPTM).
• Support fundraising efforts and advocate for institutional funding to support the work of
DI and partner organizations.
4) Additional Considerations
• Explore partnerships with organizations in urban settings to increase partnership
opportunities and reach.
• Explore partnerships with organizations working in other programming areas including
harm reduction, Hepatitis C (HCV) and sexual and reproductive health.
• Integrate cultural competency and sensitivity training for DI staff and Board members
and include traditional land acknowledgments on organizational materials.
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This feasibility project showed there is a definitive role for DI to collaborate with Indigenous
communities to support HIV prevention and care. Many key collaborators are interested in
discussing future partnership activities.

1. INTRODUCTION
1.1 Background and Rationale for the Feasibility Project
Since 2004, Dignitas International (DI), a medical research non-governmental organization has
been working in partnership with Malawi’s Ministry of Health to support HIV treatment and care
for more than 270,000 Malawians living with HIV in rural communities. In 2014 DI launched its
Indigenous Health Partners Program (IHPP) informed by experiences addressing operational
challenges and gaps in Malawi, strengthening HIV care by reducing geographic barriers to
access and incorporating community led models of care. A feasibility study was conducted in
consultation with various Indigenous communities, health providers and organizations in
Northern Ontario including the Sioux Lookout First Nations Health Authority (SLFNHA),
Nishnawbe Aski Nation, Mamaweswen/North Shore Tribal Council, the Weeneebayko Area
Health Authority, the Canadian Aboriginal AIDS Network (CAAN), the Institute for Circumpolar
Health Research, the North East- and North West- Local Health Integration Networks, the First
Nations and Inuit Health Branch (FNIHB), the Ontario Ministry of Health and Long-term Care,
and researcher and clinicians at Queens University, the University of Toronto, and the Northern
Ontario School of Medicine. The findings of that feasibility study led to a long-term learning
partnership with SLFNHA and the development and implementation of a Community Health
Worker (CHW) Program. Furthermore, it demonstrated that DI can play a meaningful role in
supporting the delivery of innovative and culturally appropriate health solutions in remote and
underserved communities in Canada.

1.2 Aim of the Feasibility Project
Beginning in October 2017, DI initiated an exploratory project to determine the potential for
expanding their IIHP to support HIV prevention and care for First Nations, Métis and Inuit
peoples living in rural and remote settings in Canada.

1.3 Setting the Context: Indigenous Populations in Canada
While numerous Indigenous populations have been residing and flourishing for over 15,000
years on the land that is now called Canada (Smylie & Firestone, 2015), the Canadian
Constitution Act of 1982 specifies that Indigenous people consist of three groups: First Nations,
Métis and Inuit. Status or registered Indians are legally recognized by the federal government
for the purposes of the Indian Act. The Inuit are considered to be separate and though there is
no defining legislation the Canadian government has assumed primary responsibility.
As of 2016, Indigenous populations in Canada totaled 1,673,785 people (4.9% of the total
population) which includes 977,230 First Nations, 587,545 Métis and 65,025 Inuit peoples (2016
Canadian Census). However, these numbers are likely an underestimate given numerous
factors including non-participation in census surveys, high numbers of mobile and homeless
Indigenous individuals, and individuals who do not have the literacy skills required to complete a
household census (Smylie & Firestone, 2015). For example, findings from the Our Health
Counts (OHC) Toronto demonstrated that the 2013 census undercounted the size of Toronto’s
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urban Indigenous population by a factor of 2 to 4 (Rotondi et al., 2017). While Indigenous
peoples in Canada are heterogeneous with varying cultural, economic, and social
characteristics (Interagency Coalition on AIDS and Development, 2011), some commonalities
exist such as connection to the land, some shared cultural practices and traditions, experiences
with colonial history, the role of communities and families, and the importance/need for selfdetermination (LeFrance & Nichols, 2010).
The Indian Act, passed in 1876 sought to assimilate Indigenous populations through
enforcement of the Residential Schools System and land regulations. The Act’s goal was to
“define who Indians were and were not; manage Indians and their lands; and concentrate
authority over Indian people” (Bourassa et al., 2015; Wotherspoon & Satzwich, 2000, pg. 30).
Such policies limited employment and ownership options which in turn affected the ability of
individuals to find jobs and affordable housing (off-reserve). This led to the loss of language and
the breakdown of family and community structures (Varcoe & Dick, 2008). Historic and current
forms of systemic oppression and colonization continue to impact every aspect of Indigenous
life, including health (Wilson et al., 2016).
The Residential School System (1874-1996) had a mandate to “kill the Indian in the child” (Truth
and Reconciliation Commission, 2012). Over 150,000 Indigenous children were forcibly
removed from their families (Royal Commission on Aboriginal People, 1996) and in the churchrun schools were taught to feel shame about their culture, language, and identities; they also
endured strict discipline, corporal punishment, physical, sexual, and emotional abuse (Hylton
2002; Pearce et al., 2008). This led to suppressed dialogues about sex and sexuality, which
prior to colonization, had been largely normalized conversations (Wilson et al., 2016). In the
1950’s and 1960’s, the “Sixties Scoop” saw the federal government again apprehend
Indigenous children from their families and place them into the child welfare system (Hanson
2016; Woodgate et al., 2017a). Today, Indigenous children continue to be overrepresented in
the in the foster care system (Pearce et al., 2008). The removal of children, the heart of the
community (Anderson, 2011; Monchalin et al. 2016), led to further erosion of culture and cultural
depression (Woodgate et al., 2017b; Barlow et al., 2008).
Indigenous women continue to be targeted through colonial policy (Bourassa et al., 2015). As a
result of the Indian Act, status women lost their status if they married a non-status man between
the years of 1869 until 1985. In 1985, the Indian Act was amended by Bill C-31 which sought to
remove discrimination against women and be consistent with section 15 of the Canadian
Charter of Rights and Freedoms. However, the Report of the Royal Commission on Aboriginal
Peoples (1996) notes that there are still concerns relating to Bill C-31’s impact and effect on
addressing sex discrimination. For example, in some families Indigenous women who lost status
through marriage before 1985 can pass status onto their children but not to their children’s
children. The same does not apply to men who have married non-Indigenous women. While
amendments to Bill C-31 provide a process for women to apply for reinstatement of their lost
Indian status, it has proved to be extremely difficult for women to actually execute with
challenges relating to documentation, slow processing times, travel requirements, and research
and documentation fees (Indigenous Corporate Training, 2018).
The National Aboriginal Health Organization (NAHO) identified eight social determinants of
health that are specific to Indigenous Populations in Canada. They include:
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1. Colonization: Breaks connections to the land, family and community, causes
environmental degradation of traditional territories and suppression of cultural and
linguistic rights.
2. Globalization: The United Nations reports that marginalization, discrimination, and
exclusion of Indigenous people as persistent social issues.
3. Migration: Many Indigenous populations are concentrated in rural and remote areas
although travel between reserves and cities is common. This also includes movement
away from traditional lands.
4. Cultural continuity: Refers to the intergenerational connectedness of individuals, families,
and communities.
5. Access to health care: In rural and remote areas access is compounded with seasonal
isolation. The role of traditional medicines, services and resources in accessible and
culturally appropriate languages, and discrimination-free health care are health priorities
recognized by Indigenous populations. However, these priorities frequently do not match
those set by the Canadian government.
6. Territory: Relationships with the land and environment are a critical component of selfidentification. Land rights are ‘fundamental for the survival of indigenous communities’.
7. Poverty: In Canada, income for Indigenous populations is lower compared to nonIndigenous populations.
8. Self-determination: A conscious and deliberate objective to assert rights, and the need
for meaningful engagement. Self-determination is also outlined in the United Nations
declaration of the Rights of Indigenous People (Smylie, 2009). Denial of rights is
harmful, and self-determination can enhance protective factors at the individual-, family-,
community- and system-level, and provide strength and resiliency.
Approximately half of the Indigenous populations in Canada live on reserves, which tend to be
more remote and isolated from urban areas and health care resources (Statistics Canada
2013).

1.4 Jurisdictional Challenges, Impact on Care Coordination
At the national level, Indigenous Peoples are represented by the Assembly of First Nations
(AFN), the Congress of Aboriginal People, the Inuit Tapririt Kanatami (ITK), the Métis National
Council (MNC) and the Native Women’s Association of Canada (NWAC). At the regional and
community level, there are a complex set of “jurisdictionally specific Indigenous governmental
and service organizations” (Smylie & Firestone, 2015) including First Nations Provincial and
Territorial Organizations (PTOs). Service jurisdiction is complex and the role of differing levels of
government varies depending on ethnic identity and geography (Smylie & Firestone, 2015). In
contrast to non-registered First Nations and Inuit people living outside of communities in which
their primary care and public health is delivered by the province/territory, delivery for registered
First Nations and Inuit People living in First Nations or Inuit communities is funded by the First
Nations and Inuit Health Branch (FNIHB) of Health Canada (Anderson & Smylie, 2009). Nonstatus First Nations, Métis people, and urban Indigenous populations have traditionally been
excluded from federal programming and are currently under the jurisdiction of the Public Health
Agency of Canada (PHAC).
There is a lack of provincial and federal health care coordination, (Schafer et al., 2017; Leo,
2015) although many provincial public health departments argue that Indigenous Health should
be the sole responsibility of the federal government (Smylie & Firestone, 2015). While the
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provinces and territories are primarily responsible for the provision of HIV/AIDS health and
social services, approaches to Indigenous-specific HIV/AIDS care vary by jurisdiction (PHAC,
2010). Indigenous communities, organizations, and governments are simultaneously
responsible for implementing on-reserve HIV/AIDS education, prevention, treatment, and care
programs (PHAC, 2010). In cases where there is an uncoordinated approach, this can lead to
overlap in service provision or a lack in services, in addition to resource constraints.

1.5 HIV among Indigenous peoples in Canada
While HIV was first detected in Canada in 1982, the epidemic did not notably affect Indigenous
populations until the 1990’s (Archibald et al., 2003; Nowgesic et al., 2013). According to national
2014 estimates, there were 18.2 new HIV infections for every 100,000 Indigenous people in
Canada. This compares to only 6.7 new HIV infections for every 100,000 people of other
ethnicities (PHAC, 2015). An estimated 6,850 Indigenous people were living with HIV at the end
of 2014, accounting for 9% of HIV infections in Canada (PHAC, 2015). More recent estimates
suggest however, that Indigenous people represented approximately 21.2% of the 2,344 new
HIV cases detected in 2016, when ethnicity was known with First Nations representing the
highest affected group (19%) followed by Métis (1.6%), and Inuit (0.3%) populations.
Furthermore, between 2015 and 2016, First Nations peoples experienced the largest increase
(29.9%) in case counts of all reported races/ethnicities and Indigenous sub-groups (Bourgeois
et al., 2017).
Since 2003, Saskatchewan populations have been experiencing a rise in HIV infections. It is
estimated that 80% of people living with HIV in Saskatchewan self-identify as Indigenous
(Government of Saskatchewan, 2016). In 2016, the HIV diagnosis rate was 15.1 per 100,000
population, more than double the overall Canadian rate (Bourgeois et al., 2017).These rates
differ by region with HIV rates up to fourfold higher in Prince Albert (e.g., 67.8 per 100,000). The
proportion of new cases coming from rural areas in Saskatchewan has been increasing since
2010 (Government of Saskatchewan, 2016). On some reserves, HIV incidence is as high as 95
cases per 100,000 population (Schafer et al., 2017; Leo et al., 2015).
Timely engagement in the HIV treatment and care cascade facilitates early initiation of
treatment for HIV with antiretroviral therapy (ART), management of any secondary conditions
and/or comorbidities, and overall improved survival (Gardner et al., 2011). Indigenous people
are more likely to be diagnosed at more advanced stages of HIV (Mill et al., 2008; Geduld et al.,
2003; Jaworksy et al., 2012), demonstrate longer times between diagnosis and linkage to care
(Plitt et al., 2009), have delayed ART initiation (King et al., 2001; Bucharski et al., 2006), and
are less likely to have resistance drug testing (Eyawo et al., 2011). A recent study demonstrated
that the strains of HIV that are circulating in Saskatchewan are leading to faster disease
progression (Brumme et al., 2016). It is estimated that less than 50% of individuals diagnosed in
2007 in Saskatchewan remained alive in 2016 (Brumme et al., 2018; Government of
Saskatchewan, 2016). The authors concluded that further efforts to partner with local
communities are needed in order to scale-up prevention and harm reduction strategies as well
as testing and treatment rollout (Brumme et al., 2018).

1.6 Drivers of HIV Infection among Indigenous Peoples
Indigenous populations are infected with HIV at a younger age (PHAC, 2015; Bourgeous et al.,
2017) and tend to have a poorer socioeconomic status than non-Indigenous people living with
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HIV (Jaworksy et al., 2012; Lima et al., 2006; Heath et al., 1999). Understanding vulnerability to
HIV among Indigenous peoples must first begin with the recognition of the impacts linked to the
historical and continuous impact of colonization (Woodgate et al., 2017a). Ongoing
displacement, relocation, breakdown of community and familial connections, the loss of
language and cultural knowledge in addition to systemic stigma, structural racism and
discrimination have led to an increased vulnerability to HIV risk and infection (Interagency
Coalition on AIDS and Development, 2011).
Intergenerational trauma (Monchalin et al., 2016) and cultural genocide through assimilation in
residential schools and ownership of land (Wilson et al., 2016; Varcoe & Dick, 2008; McConney,
1999) has resulted in increased substance use and violence in many Indigenous communities.
In 2014, an estimated 45% of new HIV infections among Indigenous peoples were attributed to
injection drug use (PHAC, 2015). Of HIV cases reported in 2016 attributed to drug use, 59.6%
were among Indigenous peoples (Bourgeous et al., 2017). Sexual trauma and residential school
abuse have been associated with increased drug use (Varcoe & Dick, 2008). Indigenous
women continue to face disproportionate socioeconomic burdens and poverty and have rising
rates of HIV compared to non-Indigenous women (PHAC, 2015; Jaworksy et. 2015). For youth,
high rates of teen pregnancy and sexually transmitted infections (STIs) (Healey, 2015),
inconsistent condom use, and feelings of invulnerability contribute to susceptibility of youth to
HIV infection (Mill et al., 2008; Calzavara et al., 1998).

1.7 HIV in Rural and Remote Settings
Where people live is associated with their health status, behaviors and health utilization (Sibley
& Weiner, 2011). Compared to those living in urban settings, populations living in rural settings
tend to be under-served and have poorer health outcomes (MacKenzie et al., 2017; Canadian
Population Health Initiative, 2006).
While HIV was almost exclusively based in large urban areas in the early stages of the
epidemic, by the 1990’s it had spread into smaller areas (Schur et al., 2002). However, people
living in rural and remote settings remain less likely to receive HIV testing compared to their
urban counterparts (Trepka 2014, Ohl et al., 2013; Schafer et al., 2017), and rural residence has
been associated with late diagnosis (Trepka et al., 2014; Ohl et al., 2010). In British Columbia,
engagement in HIV care varies by geographic region; residents of rural regions are less likely to
be linked to care, on treatment, retained in care, and have a suppressed viral load compared to
individuals living in the Vancouver Coastal Area (Lourcenco et al., 2014).
Challenges unique to rural areas may include social isolation, long distances to health services,
limited transportation, and a lack of HIV specific providers (Shafer et al., 2017; Beaver et al.,
2015). In smaller communities, individual- and community-level factors such as fear of HIV
identity disclosure and privacy breaches act as barriers to linkage and retention in care
(Horstmann et al., 2010; Berg & Ross, 2014).
Identifying levels of knowledge and access to HIV education and testing among Indigenous
peoples living in rural and remote settings is critical given that HIV-related risky behaviors are
lower among individuals who know their HIV status (Mill et al., 2008; Marks et al., 2005).
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2. METHODOLOGICAL APPROACH
2.1 Purpose and Project Objective
This exploratory project sought to determine the potential for expanding DI’s Indigenous Health
Partners Program to support HIV prevention and care for First Nations, Métis and Inuit peoples
living in rural and remote settings in Canada. The question that guided this project was:
“What is the potential for expanding DI’s IHPP program to support HIV prevention and
care for First Nations, Métis and Inuit peoples living in rural and remote settings in
Canada?”
To answer this question, DI led with the following actions:
1. Conducted a literature review of existing gaps in HIV-related knowledge, attitudes and
behaviors, and services amongst rural and remote Indigenous communities in Canada. This
included a review of scientific and grey literature and relevant government and agencies
websites including the Canadian Aboriginal AIDS Network.
2. Engaged and consulted with key collaborators to learn more about their work, discuss key
gaps and challenges, identify promising practices that have demonstrated success, and identify
how an NGO like DI might contribute to HIV prevention and care for Indigenous communities.
Key collaborators were identified through a program scan of ASOs and through word of mouth.
Attempts were made to engage with individuals and organizations representing First Nations,
Métis and Inuit communities across Canada. Consultations using standardized questions took
place via telephone, in person, or through an electronic survey.
3. Engaged and consulted with DI staff (current/former) and affiliates to explore DI’s
organizational strengths and experience and expertise in HIV prevention and care that may be
applicable to undeserved and remote Indigenous communities in Canada. Consultations using
standardized questions were conducted in person, via telephone, or through an electronic
survey.
4. An interim report was shared with all key collaborators and participating DI staff and affiliates
which summarized discussions from the consultations and identified potential synergies and
areas for partnerships. The interim report summarized all findings including areas of opportunity
for DI to support HIV prevention and care among Indigenous populations as identified by key
collaborators and DI staff/affiliates. Note: The Research Associate did not attempt to interpret
the findings but rather provide a summary. All collaborators were invited to provide feedback on
the draft report. The report was updated accordingly.
5. Developed a final report and recommendations based on the opportunities identified by key
collaborators and DI staff/affiliates to expand DI’s IHPP to support work in HIV prevention and
care.
The methodology of the feasibility project consisted of a literature review, a program scan and
an electronic survey, telephone interviews and in-person discussions with identified key
collaborators and DI staff and affiliates (See Annex 2 for a lay summary of the project).
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2.2 Literature Review
A literature review was undertaken to a) understand what the current state of HIV knowledge,
attitudes and behaviors are among Indigenous peoples in Canada living in rural and remote
settings; b) identify the key gaps in programming that have an impact on knowledge, attitudes
and behaviors; and c) describe the current policy landscape, key principles and promising
practices.
The strategy for this review involved a search of the scientific literature through PubMED (1990Present). Search terms included “HIV”, “AIDS”, “Canada”, “rural”, “remote”, “northern”
“Indigenous”, “Aboriginal”, “First Nations”, “Metis or Métis”, “Inuit”, “STBBI” or “STI” or “Sexually
Transmitted”. While the term Indigenous is generally preferred to Aboriginal, the latter term is
still widely used and was therefore included as a search term. Full peer-reviewed academic
articles were accessed through the University of Toronto library website. Importantly there is no
single definition of rural (Rural Health in Rural Hands, 2002), therefore we used a broad search
to ensure that remote and northern settings were captured. A Google search was also carried
out to identify relevant grey literature. In addition, a review of relevant websites from
governments and agencies involved in HIV with Indigenous populations in Canada including the
CAAN, the International Indigenous Working Group on HIV and AIDS (IIWGHA), FNIHB, and
PHAC was conducted and references from reviewed materials were also searched. The full
literature review is reported in a separate document but a brief summary is provided below.
A total of 109 articles and reports were included. Key findings represented issues related to a)
HIV-related knowledge, attitudes and behaviors; b) HIV-related knowledge, attitudes and
behaviors in rural and remote settings; c) stigma; d) existing gaps; d) existing strategies and
national HIV organizations focused on Indigenous communities; e) promising principles and
practices; and f) next Steps. The literature review was emailed to interested key collaborators.
All feedback and suggestions were included in the final version.
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2.3 Stakeholders Engaged in the Dialogue
2.3.1 Key Collaborators
A program scan of ASOs across Canada was conducted. The initial list came from a program
scan conducted by Realize (a national charitable organization that responds to the rehabilitation
needs of people living with HIV/AIDS) in October 2017. Individual programs with an Indigenous
component were identified and Executive Directors or relevant HIV Managers were contacted
via email to inquire about their interest and availability to participate in a key collaborator
consultation. Two follow-up reminder emails were sent with two telephone call attempts if an
email response was not received. Additional individuals and organizations were identified
through word of mouth. A total of 134 organizations were initially identified through the program
scan. Sixty-five (65, 49%) programs that offered services in rural and remote settings were
investigated in-more depth to determine if there was an Indigenous component and the nature
of the programming (when applicable). Forty-four individuals identified through the program
scan or through word of mouth were contacted and 28 agreed to participate.
It is important that these consultations not be perceived as comprehensive or systematic, but
rather, as a dialogue attempting to capture a variety of perspectives and experiences. It is also
important to note that while individuals who may be considered Knowledge Keepers participated
in this project, they did not necessarily participate in the project from this lens. Voices of Elders
and Knowledge Keepers often play a central role as guides and leaders in Indigenous life, and
their role as advisors in research and program development can be considered an extension of
their community leadership (Flicker et al., 2015). Incorporating the voices of Elders as
Knowledge Keepers will be considered a priority for DI going forward.
Note: At the start of the feasibility study, conversations were held with 9 individuals with specific
experience and expertise working on issues related to HIV with Indigenous communities in
Canada. Such experts helped to identify key organizations and individuals to speak with (See
acknowledgements). These individuals included: Dr. Cathy Worthington (Director/Professor,
School of Public Health and Social Policy, University of Victoria), Dr. Alex Wong (Infectious
Disease Physician, Regina Qu’Appelle Health Region, Saskatchewan), Dr. Stan Houston
(Medical Director, Northern Alberta HIV Program), Dr. Mona Loutfy (Infectious Disease
Clinician, Director of CHIWOS), Renée Masching, Marni Amirault, and Sherri Pooyak (CAAN),
Trevor Stratton (CAAN, IIGWHA), Dr. Stephanie Montesanti (University of Alberta) and Karen
Saganiuk (FNIHB, Alberta).

2.3.2 Key Collaborator Consultations
The key collaborator interview guide and the electronic survey questions were developed based
on the literature review. The questions were developed and refined with input from the DI IHPP
Manager and the Research Assistant on this project. Introductory comments outlining the nature
and rationale of the project were sent to key collaborators, inviting them to participate. Once a
day/time was confirmed, a brief demographic survey was sent out to gather some basic
information including key collaborators’ current type of position, areas where they have worked
and length of time working in the field of HIV and/or Indigenous Health (Annex 3).
Consultations generally lasted between 30-45 min and were conducted over the phone,
although one interview took place in person. Three participants responded electronically and
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one focus group (n=5 participants) was held at the Canadian Association for HIV Research
Annual Conference on April 27, 2018 in Vancouver. Key collaborators were asked about the
following: priorities related to HIV in the communities they work with, service gaps that exist in
rural and remote settings, known strategies and programs that have shown to be effective, and
community strengths and challenges that support or impede the HIV response. Also discussed
were partnership successes, whether a role for a NGO like Dignitas in the response to HIV is
envisioned, and if so, potential areas where DI could work in partnership with Indigenous
organizations or communities (See Annex 4 for a full list of questions). A list of key collaborators
engaged in the consultation process is provided in Annex 6.
A total of 28 individuals participated in the key collaborator consultations (See Annex 5 and 6).
The majority were from the Prairie Provinces: Saskatchewan (n=8), Manitoba (n=6) and Alberta
(n=5). A total of 15 participants (54%) self-identified as being First Nations or Métis. The
majority of participants were either members/employees of an NGO or civil society organization
(including ASOs) (n=14), a researcher/academic (n=12) or a service/healthcare provider (n=12).
Four participants were government employees (1 at the provincial level, 3 at the federal level).
Fourteen key collaborators have worked in HIV prevention and care for 10-20 years and had
experience living and/or working with Indigenous communities in rural (n=18), urban (n=16) and
remote (n=14) areas.
Findings were organized by themes focused on identifying key priorities, service gaps,
community factors that influence the response to HIV, strategies that have shown to be
effective, and opportunities for an NGO like DI. Findings were shared with all key collaborators
in an interim report to help validate key findings and allow for further feedback.
Note: While attempts were made to engage with individuals and organizations across Canada,
representing First Nations, Métis and Inuit communities, we were unable to connect with many
individuals and organizations that we contacted. This includes individuals from Northern Canada
and Quebec, as well individuals able to speak to Inuit-specific perspectives and issues. We
hope to engage and learn from individuals that represent these regions and communities going
forward to ensure that this project is relevant and inclusive and does not attempt to
inappropriately take a pan Indigenous approach.

2.3.3 Consultations with DI Staff and Affiliates
In order to get a better sense of what DI could potentially offer to support the response to HIV
working alongside Indigenous populations, consultations were undertaken with 9 current or
former staff/board members and affiliates.
Five questions were developed in consultation with the DI IHPP Manager, Project Research
Assistant and Senior Scientist at DI. Conversations took place on the phone (n=1) or in person
(n=2). One focus group was conducted in Toronto (n=4) and 2 individuals, based in Malawi,
participated via an electronic survey using the same 5 questions. Conversations were focused
on the organization’s strengths, identifying what DI does well in terms of HIV prevention and
care in the context of rural and remote settings, as well as experience and expertise that could
be leveraged to help support HIV prevention and care among rural and remote Indigenous
communities in Canada (Annex 7).
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3. FINDINGS
In this report we first provide a short summary of the literature review; the full review is
described in a separate document. The remainder of this section provides an analysis of
participant responses provided during the consultations with key collaborators and DI
staff/affiliates. Findings are provided under the following headings that were explored with
participants in relation to HIV among Indigenous communities including those in rural and
remote communities:
•
•
•
•
•

Priority Areas;
Key Service Gaps;
Successful Strategies and Promising Practices;
DI’s Organizational Strengths and Relevant Expertise;
Opportunities for DI to Engage in Partnerships and Collaborations.

3.1 Highlights of the Literature Review
The literature review highlighted various factors that influence and impact knowledge, attitudes
and behaviours towards HIV, focusing on Indigenous peoples living in rural and remote
Canadian settings. Findings demonstrated that while HIV is overrepresented among Indigenous
communities, knowledge of and access to HIV testing is often lacking. This is due to many
factors which are intersected by the impact of colonialism, ongoing experiences of
intergenerational trauma, and racist policies and structures that continue to target Indigenous
peoples.
Numerous gaps affecting knowledge and attitudes about HIV that are particularly common in
rural and remote settings were identified. Gaps in knowledge, including misconceptions about
HIV and one’s individual risk can affect testing behaviours (when HIV testing is available). The
limited number of healthcare providers in rural and remote settings, including those with training
in HIV creates concerns around trust (particularly for women) and confidentiality in the context
of stigma, consequentially creating additional barriers to HIV testing and treatment. The lack of
culturally appropriate and culturally sensitive sexual health education, particularly geared
towards youth, also contributes to a poorer understanding of HIV risk and treatment.
Furthermore, many Indigenous communities continually face more immediate issues such as
inadequate housing, a lack of clean drinking water, and high rates of youth suicide.
Understandably, HIV awareness and testing may be less of a priority. The literature review also
highlighted issues related to incomplete and fragmented data which impedes a comprehensive
understanding of the true extent of HIV among Indigenous communities.
Importantly, much of the reviewed literature spoke to the incredible resiliency of Indigenous
peoples and the need to address HIV from a strength-based approach. Promising practices and
principles include those that emphasize the importance and role of culture, resiliency, and
reclamation. The incorporation of art and art-based strategies, particularly when working
alongside women and youth, can create safe spaces for individuals to tell their stories and
become active leaders and advocates within and for their communities. Improving cultural safety
and cultural competency within the healthcare setting and recognizing that HIV care cannot
exist in a silo allows for the broader social determinants of health to be addressed. This
approach also allows for a more holistic understanding of an individual’s wellness and
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wellbeing. Related to this is the Indigenous concept of two-eyed seeing, or seeing “from one eye
with the strengths of Indigenous ways of knowing, and from the other eye with the strengths of
Western ways of knowing and to use both these eyes together” (Hatcher and Bartlett, 2010, pg.
16). Using both eyes synergistically helps to remove barriers and create an ethical space where
different worldviews are reconciled. This allows individuals to detach from their personal
assumptions about the world so that respectful and genuine dialogue can occur.
Several strategies and key organizations working with Indigenous peoples at-risk of or affected
by HIV in Canada were also briefly highlighted in the review. Strategies identified included the
Aboriginal Strategy on HIV/AIDS in Canada II (for First Nations, Inuit and Métis Peoples from
2009 to 2014) which works to ensure that all the best possible efforts, in all areas, are in place
to the meet the needs of Aboriginal people living with HIV/AIDS; prevent further spread of
HIV/AIDS through education, awareness, diagnosis, care, treatment and support; respond
through culturally relevant and targeted initiatives including harm reduction; and improve the
quality of life of those affected. The National Aboriginal Youth Strategy on HIV and AIDS in
Canada (for First Nations, Inuit and Métis Youth from 2010 to 2015) recommends culturally
relevant and youth sensitive strategies to address HIV among Indigenous youth. It promotes the
right of youth to be educated and to use this knowledge to empower themselves and their peers
to prevent HIV infection and encourage testing, treatment and care. Finally, The International
Indigenous Strategic Plan on HIV and AIDS for Indigenous Peoples and Communities
from 2011 to 2017 facilitates discussion among Indigenous peoples living around the world and
provides a structure for such communities to interact with their own governments, ASOs and
other stakeholders in the response to HIV. This strategic plan encourages the sharing of wise
practices between members and for CAAN to take a leadership role in implementing the
strategic objectives identified.
Key organizations identified included the Canadian Aboriginal AIDS Network, a national notfor-profit organization that represents a key national voice of a collection of individuals,
organizations and PTOs, and provides leadership, support and advocacy for Indigenous people
living with and affected by HIV. CAAN provides a National forum; promotes a Social
Determinants of Health Framework through advocacy; and provides accurate and up to
date resources on these issues in a culturally relevant manner. CAAN has produced numerous
reports and research studies including an HIV/AIDS Toolkit which provides strategies and tools
to help communities and organizations respond to HIV. Pauktuutit, the national representative
organization of Inuit women in Canada, established the Canadian Inuit HIV/AIDS Network
(CIHAN) to guide its HIV/AIDS programming in the Inuit regions and with particular Inuit groups.
CIHAN helps to facilitate Pauktuutit’s outreach to Inuit communities and groups and collaborates
with CAAN. Pauktuutit and CIHAN raise awareness, produce and distribute resources, train
front-line health workers, support sexual health fairs and walks in Inuit communities, and serve
as advocates for Inuit communities at the national and regional levels. Finally, the review briefly
introduced AIDS Service Organizations, community-based organizations that specifically focus
on HIV. They run a range of community-based programing including treatment access support,
housing and legal support, and education, training and knowledge translation activities. They
also participate in research programs, develop policies, organize conferences, and provide
networking opportunities and conduct outreach programs. ASOs specific to Indigenous
communities complement these services by providing a range of programs at provincial levels
and incorporate cultural programming specific to Indigenous communities.
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3.2 Priority Areas
This project involved identifying priority areas in the response to HIV among Indigenous
communities in rural and remote settings in Canada. Priority areas were mainly identified
through conversations with key collaborators as well through the literature review. Though these
priorities reflect those commonly voiced by the key collaborators and represented in the
literature, it is important to highlight that that every community is different with their own unique
needs.

3.2.1 Education about HIV and HIV Prevention
Education and awareness of HIV is important for the promotion of testing and treatment as well
as prevention of ongoing infections. Knowledge about HIV is limited in many Indigenous
communities particularly in more rural and remote communities, where HIV may not be
perceived as a problem. However, not all communities lack awareness. As one key collaborator
noted in Saskatchewan, “now there is only 1 degree of separation between someone who
knows someone who has been directly affected by HIV.”
In terms of education, rural and urban Indigenous youth have noted that sex education is
inadequate (Restoule et al., 2010) and when it is available it is not always followed due to high
staff turnover, the logistical aspects of bringing in a trainer, or other competing priorities (Crown
et al., 1993). Many argue that sexual education is also starting too late.
In many smaller communities, talking about HIV and sex is taboo. However, this wasn’t always
the case. Colonization and its impacts changed pre-contact norms related to gender
relationships, sexual identities, and sexual practices (Wieman et al., 2018). Conversations about
sex became a more difficult discussion because of abuses sustained within the Residential
School System and the influence of the Church (Anderson, 2001; Aboriginal Nurses Association
of Canada and Planned Parenthood Federation of Canada, 2002). Without discussions on
sexuality and sexual health, an individual may have less knowledge of HIV, may perceive their
risk to be low and as a result, not get tested for HIV (Mill et al., 2008). Therefore, there is a need
for diverse education and prevention options with messaging that is relevant, communityspecific, sex-positive, and encourages conversations on healthy relationships and boundaries.
Key collaborators highlighted that education should be paired with fun activities so that young
people will attend and participate.

3.2.2 Addressing Stigma
HIV-related stigma continues to play a central role in affecting knowledge, attitudes and
behaviors related to testing and accessing HIV-related services. There are often fewer social
and public services in rural areas, and as a result, there are often safety and ethical issues
given that many people often know each other (Varcoe & Dick, 2008; Heckman et al., 1998).
There is a fear that information will be shared with other community members and for
Indigenous people living with HIV, there is a fear of judgment, isolation and of being unwelcome
and ostracized from their home communities (Barlow et al., 2008; Patterson, 2007).
Colonization also has resulted in systemic racism and discrimination embedded within health
care. Key collaborators called for safe and confidential spaces where conversations about HIV
can occur.
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3.2.3 A Need for Holistic Approaches
While this is discussed in more detail under successful strategies and promising practices, key
collaborators noted that a key priority should be approaches that treat the whole individual. In
particular, the priority should be to focus not on HIV alone but rather wellness. This includes
consideration of the broader social determinants of health and other competing priorities. Taking
a perspective that encompasses the mental, emotional, spiritual, and physical aspects of an
individual is required.

3.2.4 Resources and Capacity
An area that intersects all the key priorities is the need for sustainable funding and access to
resources including skilled providers to treat HIV, longer operating hours in health care centres,
access to data to help identify priority areas and support for Indigenous organizations
responding to HIV. Issues related to a lack of resources and funding were highlighted both in
the literature review and by participating key collaborators. These tended to be more
pronounced in rural and remote areas.
In many situations, programs and policies are externally influenced and developed by provincial
and federal agencies and there may be no sustainable funding to support HIV related initiatives
(Patterson, 2007). Programs and policies are therefore more likely to be focused on financial
issues as opposed to the health needs of local individuals. This was echoed by one key
collaborator who noted that often the “funding from governments doesn’t match the needs of the
communities”. Additional support in improving service delivery and access issues is required.
Related to this is the need for more comprehensive and timely data. Unfortunately, varying
degrees of completeness and accuracy has resulted in gaps on HIV and STIs data among
Indigenous populations (Minichello et al., 2013). These stem from multiple causes including
delays in reporting, misclassification of ethnicity status (Bucharski et al., 2006) and
interprovincial variation in ethnicity reporting (only available in Canada since 1998).
Misclassification of Indigenous Peoples as non-Indigenous can also mask the epidemic in some
areas while underestimating the true level of risk (Smylie & Firestone, 2015). As a result, data
on STBBIs in Indigenous communities and populations is limited which makes developing
appropriate health strategies and programming a challenge. Importantly, engagement of
Indigenous peoples in the collection, analysis, interpretation and governance of data is critical
for ensuring completeness as well as appropriateness and relevance. At the same time, data on
local and regional trends are also needed.
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3.3 Key Service Gaps
Overall, the literature review highlighted numerous gaps, many of which were further
emphasized by participating key collaborators. Many issues related to both the lack of
availability and lack of accessibility of HIV-related prevention, testing, treatment and support
services. Specific service gaps include the following:

3.3.1 Rapid and Point-of-Care HIV Testing
As highlighted above, a key priority relates to insufficient prevention, education and awareness
campaigns about HIV and HIV testing. The literature review and conversations with key
collaborators highlighted that accessible, rapid and available at point-of-care HIV testing is
needed. In rural settings, health promotion programs including screening and diagnostic
services are underdeveloped and there is a clear lack of testing on reserves. In Saskatchewan
only 4/72 on-reserve communities had point-of-care testing (Schafer et al., 2017; Saskatchewan
HIV Provincial Leadership Team, 2015).

3.3.2 Lack of Knowledgeable HIV Providers
In general, there are less experienced providers based in rural and remote settings (Heckman
1998, MacKenzie 2017) as physicians and nurses tend to be more concentrated in urban areas
and there is a general lack of specialists (Rural Health in Rural Hands, 2002). Many
communities will only have one community health representative who is responsible for
managing all the health issues of the entire community (Patterson, 2007). Key collaborators also
pointed to gaps in diagnostic testing through the lack of lab resources and materials as well as
phlebotomists. In isolated communities there may also be issues of staff retention and high
turnover as was specifically highlighted in the literature review. Key collaborators also identified
that there are too few providers and allied health workers knowledgeable about HIV prevention
and care, which can result in individuals having little or no choice about who they see as a
healthcare provider. At the same time, when services are available they frequently do not align
with when they are needed (e.g. having to wait for a fly-in doctor). As a result, individuals often
seek care in urban areas, which has its own implications including being separated from family
and social supports. A lack of providers can also result in poor continuity of care as individuals
are treated by different health practitioners who fly into their communities. Importantly,
increased continuity of care has been associated with lower mortality rates (Pereira Gray et al.,
2018)

3.3.3 Access to Addiction and Mental Health Support
Both the literature review and conversations with key collaborators highlighted key service gaps
with respect to services for individuals dealing and managing substance misuse. Almost all key
collaborators spoke to the current opioid crisis affecting the communities that they work with.
This is particularly worrisome given that an estimated 45% of new HIV infections among
Indigenous people were attributed to injection drug use (PHAC, 2015) and that Indigenous
people are more likely to die from opioid related overdoses. Specifically, key collaborators and
findings from the literature review highlighted the limited access to addiction and mental health
treatment in rural and remote areas, both critical for HIV prevention and support (Heckman et
al., 1998; MacKenzie 2017). Some key collaborators also spoke to the lack of diversity of
services which may not meet individual or community needs. Additionally, key collaborators
highlighted the need to incorporate HCV prevention and treatment.
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3.3.4 Culturally Safe and Relevant Services
As will be discussed further in Successful Strategies and Promising Practices, there are
currently a lack of culturally relevant and culturally appropriate services to support HIV
prevention and care for Indigenous people, the importance of which was highlighted in both the
literature review and by key collaborators. Given the effects of colonialism and ongoing impacts
of trauma, health care that is culturally relevant and safe is critical for promoting HIV testing and
care. In northern and remote communities, finding services specific to Indigenous cultures that
recognize and address the harmful effects of colonization (Bourassa et al., 2015; Schafer et al.,
2017; Harris et al, 2010) are rare. Related to this is a perceived lack of confidential and private
spaces for care, particularly in smaller communities. One key collaborator highlighted the lack of
services that incorporate support for families of people affected by HIV.

3.3.5 General Issues Related to Access and Transport to Services
In rural areas, even if care is available it may not be located within an accessible distance to an
individual’s home (Trepka et al., 2014). According to one report, more than two-thirds of
individuals living in northern and remote regions in Canada live more than 100 kilometers from a
physician. In some places, people may have to travel up to 6 hours by plane to reach a hospital
(Rural Health in Rural Hands, 2002). Existing clinics may have limited operating hours, often as
a result of insufficient staffing and resources, which does not align well with the long distances
that patients may need to travel to access their services (Varcoe & Dick, 2008). As one key
collaborator noted: “You get tested but there is nothing in your community, the services aren’t
there…. but if someone is diagnosed, there is no real support of follow up from them.
Individuals may have to drive 10 hours for a 1-hour appointment and then drive back.” Rural
residents who must travel for care may be more likely to delay obtaining care if they do not have
a personal means of transportation or have difficulty arranging transportation (Schafer et al.,
2017). This may be amplified among Indigenous populations given the role of the Non-Insured
Health Benefits (NIHB) for First Nations and Inuit Peoples which requires application and
approval for travel funds related to medical care. As many key collaborators noted, limited
services and high numbers of people needing this financial support results in long wait times.
Many people needing services may simply give up (Varcoe & Dick, 2008).

3.3.6 Care Fragmentation
While jurisdictional challenges were briefly highlighted in the Background section, key
collaborators also discussed issues related to Fragmented Care. Participants noted that there is
often a lack of coordination between different programs and organizations. This can be due to
existing jurisdictional barriers and poor coordination between different levels of government and
leadership.
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3.4 Successful Strategies and Promising Practices
Numerous promising practices and strategies shown to be successful were highlighted in the
literature review and conversations with key collaborators. In both cases, the incredible
resiliency and strength of Indigenous peoples was emphasized. Specific promising practices
and strategies are described below:

3.4.1 Community-Driven, Community-Led
When asked what makes for a successful program, almost all key collaborators noted the
importance of those that are community-driven and -led. Indigenous people know what is best
for their communities and should be a central part in leading the development of sexual health
delivery and needs assessment (Wilson et al., 2016). Strategies and services that start with a
(local) Indigenous lens and are context- and community-specific to the populations they are
meant to support are critical. Locally developed community responses that address cultural
identity, healing, safe social support, poverty and meaningful employment can help to increase
awareness of HIV and promote testing and treatment. Particularly important is the incorporation
of community voices including women, youth and Elders in decision making and
implementation. Programs, including those on sexual health, should be based on the needs of
the communities and be based from Indigenous lens/perspectives. Elders voices are critical to
an Indigenous evaluation framework (LeFrance & Nichols, 2010). Findings from the literature
review noted that youth in rural areas were more likely to suggest strategies to address HIV that
involve their whole communities. Some key collaborators noted that community-led programs
that provide opportunities for community members to learn and share are often successful. One
key collaborator in Manitoba, speaking to the importance of “women’s work” in the success of
programming, noted that it is critical to “Increase opportunities for women to participate in the
issue of HIV, education and public speaking…to share their experiences and their stories…this
has been traditionally a challenge in a system that hasn’t worked well for them.” Finally, as
emphasized by key collaborators, community-led and -driven programs work best when there is
buy-in from the whole community and dedicated and sustainable funding is available.

3.4.2 Decolonized Approaches: Reclamation and Resilience
The importance of culture and reclaiming identities was a key finding of the literature review and
consultations with key collaborators. Reclaiming is the ultimate form of decolonization (Wilson et
al., 2016; Flicker et al., 2014) and is an assertion of sovereignty (LeFrance & Nichols, 2010).
Programs that are most effective make explicit the need for strategies that focus on cultural
reclamation, reconnection and reengagement and center on the knowledge, skills, talents, and
resiliency of Indigenous people (Wilson et al., 2016; Barlow et al., 2008). Approaches that are
strength-based and support self-determination will fuel the goals and aspirations of communities
to “preserve, restore, and protect their cultures and ways of doing things” (LeFrance & Nichols,
2010). Key collaborators noted that decolonized approaches that incorporate ceremonies,
spaces for healing, and aspects of one’s culture are particularly important. Programs that
incorporate a range of activities including healing ceremonies, smudging, Elders and spiritual
leaders, faith in the creator and powwows have been shown to be helpful for managing HIV and
healing from trauma.
The importance of art and arts-based practices was highlighted by several key collaborators,
particularly those who work closely with women and youth. Using arts in ceremony, expression,
and function has occurred in Indigenous communities for millennia (Peltier, 2015). The use of
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arts-based practices fits well with the oral and visual culture of many Indigenous populations.
There have been numerous studies which suggest that arts-based approaches can help engage
people living with HIV, particularly women and youth, in leadership and activism (Flicker et al.,
2014). Several key collaborators discussed this and provided examples from their own
experiences. One key collaborator based in Ontario spoke to success with “the use of fun
events including bringing in hip hop artists to help reinvigorate conversations about sex and
drugs and healthy sexual practices”.
Language is also an important consideration for programming. Language shapes the way
people think about, understand and interact with their surroundings. For Indigenous people,
language and oral traditions are tied to cultural expression and “culture and language can act as
buffers/protective factors against negative effects of risk” (Wilson et al., 2016, pg.76). Key
collaborators noted that the use of “good” language around sexual health that is not reminiscent
of residential school experiences is important.
Services that incorporate two-eyed seeing and partner with both Indigenous and nonIndigenous organizations or individuals have shown success. This helps to take down walls and
boundaries and equalize existing power imbalances. Related is the concept of ethical space,
which was highlighted in the literature review. Creating an ethical space where all assumptions,
biases, and misrepresentations about the ‘other’ are brought to the forefront to identify a way
forward can help reconcile worldviews and create a space where dialogue can occur (Ermine,
2007).

3.4.3 In Communities/Community Based Services
Given that distance to services are a known barrier to accessing HIV prevention, testing and
care services that are located in communities can help to facilitate access. When individuals
must travel long distances for care they may face additional challenges associated with being
separated from their social and financial networks. Almost all key collaborators indicated that
services need to be located in communities to increase uptake and also to normalize HIV,
helping to reduce stigma associated with testing and receiving care for HIV. Specific examples
of in-community services were highlighted. These include fly-in doctors and accessible testing,
particularly through the use of dried blood spot testing (DBS), telemedicine and wellness fairs,
workshops, and testing drives. Continuing to establish linkages and memorandums of
understanding including those that bringing doctors into communities are critical to ensure care
is accessible and available.
Several key collaborators spoke to the potential benefit of point-of-care testing in rural
communities, particularly using DBS. The Know Your Status (KYS) programming in particular
was highlighted. The KYS program (implemented in 2011 with leadership from band council
members, Elders, and healthcare workers), provides nurse-led HIV prevention and testing
services as well as treatment, harm reduction, food assistance and support for mental health
and case management in communities. The program also incorporates telemedicine, outreach
and education components (www.knowyourstatus.ca). The Saskatchewan Tribal Council was
the first Tribal council to use DBS which has been proven to help normalize testing and bring
care to communities. So far, this method has substantially increased the number of people
testing: “the number of people testing for HIV in Saskatchewan Tribal Council partner
communities in the past six weeks is 114- is four times higher than the number of the previous
six months” (Bridges, CBC News, Feb 16, 2018). Part of the success of the KYS program
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comes from the work done to reduce stigma prior to testing initiatives to increase uptake. As
one key collaborator from Saskatchewan noted that “her experience is 90% [of people] accept
testing for HIV, with 100% accepting testing for HCV.” Another success involves the Wellness
Wheel, also out of Saskatchewan, which helps to bring providers together to build a system of
clinics. Using a chronic-diseases and community-led model, primary care and specialists
provide integrated care working with other health professionals at the community-level.
Testing drives have shown to be effective and are used as a way to bring together community
members in large numbers to test for HIV and HCV. Radio, social media, posters and
community announcements can help to prepare individuals and inform them of upcoming testing
drive. Potential ways to increase reach of most at-risk individuals might include training
individuals who use drugs to administer testing and have them approach their peers.

3.4.4 Cultural Safety and Competency in Healthcare Settings
As highlighted above, many Indigenous people living with HIV face stigma and discrimination in
the healthcare system. Culturally safe healthcare that is racism- and discrimination-free is
required (Bourassa et al., 2015). Given the importance and frequency of engaging with the
healthcare system, staff who are trained in cultural safety and trauma-informed care, is critical.
Various wise practices were provided in the literature review and are summarized again here.
Wise practices for providing relational care include: 1. Acknowledge individuals’ experiences of
colonialism; 2. Approach families as a unit, make information available to everyone (this was
also echoed by various key collaborators); 3. Be deliberate and use sustained message to
normalize HIV; 4. Make an effort to reduce the perception that because they are Indigenous,
substance use or social assistance is presumed to be a part of the life; 5. Treat the person and
not the disease; 6. Maintain knowledge of Indigenous-specific services to help individuals seek
a path towards wellness and reconnection with their identity; 7. Create a safe space for
Indigenous people living with HIV to connect and support one another; 8. Take practical steps
where traditional wellness practices and ceremonies can take place; 9. Express a genuine
respect and trust for Indigenous clients, respect their resilient nature; and 10. Provide culturally
relevant resources to clinics and agencies (Barlow et al., 2008)
Healthcare providers must be willing to have a dialogue with their Indigenous patients about
how to integrate both Western medicines with traditional wellness practices into the care that
they receive (Barlow et al., 2008). Evidence from the literature review pointed to the value of
having local Indigenous culture embedded into the physical space of a clinic.

3.4.5 Programs that Address the Social Determinants of Health
Findings from the literature review and through consultations with key collaborators highlighted
that that quality care cannot be provided in a silo; a holistic approach is required. HIV cannot be
prevented or treated in isolation. In many communities there are more immediate concerns like
opioid overdose crisis, HCV, Human Papilloma Virus, and other STBBIs, unemployment, family
violence, alcohol abuse, youth suicides, inadequate housing, and access to safe drinking water.
The opioid epidemic in particular has been considered a crisis in many Indigenous communities.
As one key collaborator stated, “dealing with the opioid crisis is now more of a priority than HIV
on Turtle Island”. Addressing and managing addictions is particularly important given that HIV is
largely related to substance misuse among Indigenous peoples living in rural and remote areas.
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Key collaborators also spoke to the fact that since many communities are overburdened by
numerous health and social issues, they may not have the capacity to address HIV. As a result,
programs and services that tend to be the most effective are those that focus on wellness and
that incorporate and respond to the broader social determinants of health.

3.4.6 Active Pathways of Follow Up
While discussed briefly in the literature review, key collaborators noted that programs which
incorporate active pathways to ensure timely follow-up of individuals living with HIV have shown
success. The lack of counselling during HIV screening is also of concern, as findings from
CAAN indicate that approximately 23% of Indigenous people who sought HIV testing did not
receive any information surrounding the disease and available treatment options (Mill et al.,
2008). Key collaborators spoke to the need for active referrals, care coordination, accessible
wraparound services and the importance of services that treat the entire individual through a
holistic model. Key collaborators mentioned the importance of CHWs and case management to
ensure that individuals have access to care that is well managed and coordinated. This includes
addressing the social determinants of health as described above. When speaking about the
KYS program in Saskatchewan, Dr. Skinner commented that “We have more than 90% of
people retained in care. Of those, more than 90% are on treatment. On treatment, more than –
this is Ahtahkakoop – 83% are undetectable. Big River’s about 67%.” (Skinner & Loutfy, July 18,
2015). The main difference between the two communities, as highlighted by Skinner is that
Ahtahkakoop has on-site addiction and treatment services including methadone whereas
individuals in Big River must commute 30 kilometers a day. Another example of an effective
pathway, as noted by one key collaborator in Manitoba, involves a central referral line which
rings to a local ASO. This helps to provide support for doctors and nurses as well as the
individual who has been diagnosed. It also allows for a conversation to determine if the recently
diagnosed individual has access to care and determines if they have a doctor or primary care
available in their community. If on-site care is available, the local ASO can connect the doctor
with the hospital where treatment is coordinated. In the event that the the individual doesn’t
have doctor, they can be brought in to an urban centre and work can be done to ensure they are
linked to and have access to care.
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3.5 DI’s Organizational Strengths and Relevant Expertise
3.5.1 Organizational Strengths
Organizational strengths identified by DI staff/affiliates included the ability to engage with
multiple types of stakeholders (e.g., medical, policy) and the willingness to be agile and open
while bringing a rights-based approach to health; the ability to respond to different stages of the
HIV epidemic; developing innovative and differentiated models of care; and engaging in
meaningful research and policy activities that work to proactively identify gaps and help to
address them.

3.5.2 Expertise in HIV Prevention and Care in Rural and Remote Settings
In terms of responding to HIV in rural and remote settings, participants identified strengths in
DI’s work around supporting task shifting initiatives, training of lay health workers and
decentralizing care outside of urban settings. Related to this is DI’s work at the facility (clinic)
level to support clinical training and quality improvement. Some participants noted data
management challenges that can come from working in remote/underserved areas and
highlighted DI’s strengths in addressing these issues and creating strong referral systems to
support patient populations. Developing innovative models of care that scale up HIV treatment
and developing implementation tools to support uptake, were discussed by several DI staff.
Finally, participants spoke to DI’s cross-cultural capacity from working in a variety of
geographies and health contexts.
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3.6 Opportunities for DI to Engage in Partnerships and Collaborations
The following section highlights opportunities for DI to engage in new partnerships and program
collaborations based on conversations with both key collaborators and DI staff/affiliates. All key
collaborators we spoke to believed that there could be a role for an NGO like DI in responding to
and helping to address HIV in Indigenous communities. After conversations with DI
staff/affiliates, and comparing areas of strengths and expertise of DI with opportunities raised by
external key collaborators, potential opportunities and roles fell into four broad themes (also
shown in Figure 1):

3.6.1 Clinical Support
Through clinical support, DI already works with key sub-populations at-risk of HIV, manages and
treats HIV-Tuberculosis (TB) co-infection, and provides differentiated models of care that are
automatized to the local contexts they are working in. Examples include CHW programs, teen
clubs, health worker clinics and expert patients. Similarly, in Malawi, DI works along the entire
HIV care cascade from providing point-of-care testing and prevention of mother-to-childtransmission to treatment roll-out and adherence support. Key collaborators indicated that DI
could offer support and expertise given their experience working in multiple health areas (e.g.,
HIV, Tuberculosis) and by helping to design relevant research studies that also support clinical
care. Key collaborators also identified that DI could help to bring testing kits into the community.
This was echoed by DI participants. DI could engage CAAN and their work in developing the
HIV and AIDS Toolkit for strategies to assess community readiness and promote testing.

3.6.2 Knowledge Generation and Translation
DI has wide experience and expertise in Knowledge Generation and Translation activities. This
includes leading and supporting research and evaluation activities, asking relevant research
questions, and identifying and applying global best practices that may be relevant to local
contexts. DI has published widely on their successes in Malawi and generated many reports
from their work in Malawi and Sioux Lookout. Dissemination has also included invited
presentations with local communities, regional health authorities, nationally in Canada and
Malawi, and globally. Some key collaborators recommended that given DI’s work is mainly
outside of Canada, any stories of success should be brought to communities in ways that are
relevant, safe, and respectful, without further stigmatizing HIV. This was echoed by DI staff and
affiliates. As one DI staff member noted “our success stories, including teen club need to be
better known. We may want to start off with one clear example with positive outcomes and build
off of that.”

3.6.3 Advocacy
DI has experience fundraising to support their joint initiatives with local partners. DI also has
experience with grant writing and obtaining funding to support programming in Malawi and
Canada. In Malawi, there is substantial experience building networks and partnerships, as well
as working alongside local leadership to increase uptake of HIV prevention and treatment
services while addressing HIV-related stigma. Similarly, key collaborators noted that DI could
facilitate a bridging role between non-Indigenous and Indigenous organizations through the use
of two-eyed seeing (described above). Related to this would be building platforms to bring
different groups of stakeholders together and participating in existing working groups to support
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work that is currently underway. Jurisdictional barriers, particularly between different levels of
government and health authorities, and related challenges were raised by several key
collaborators already working with Indigenous communities to address HIV. They identified that
DI could be particularly helpful by addressing some of these jurisdictional barriers and
advocating for more funding and research. As one key collaborator based in Saskatchewan
commented, “Outside organizations can help to share and shed light on issues that still exist. It
is frustrating for teams who keep working but who do not get support.”

3.6.4 Capacity Building through Training and Education
DI supports capacity building activities through training and mentorship, supported by tailored
job aids, practical tools, and protocols. Through teen club and related activities, DI supports
youth health and education. Many key collaborators also referred to a potential capacity building
role for DI given their expertise in developing models of care, including successful CHW
programs, most recently in Sioux Lookout. DI could therefore help to support, lead and provide
training and mentorship initiatives, and help communities to initiate and/or in some cases
expand existing peer programs. DI’s expertise related to building and managing clinical data
systems, particularly for use in rural and remote settings, was also referenced. Finally, as noted
by DI staff and affiliates and external collaborators alike, hiring Indigenous staff and providing
leadership opportunities youth, is a particularly important area where DI could contribute.
Figure 1: Opportunities for Partnerships and Collaboration:
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4. RECOMMENDATIONS FOR DI
Both key collaborators and DI staff/affiliates suggested a number of roles that DI could play in
partnership with communities, researchers, clinicians and community health service
organizations focused on HIV prevention and care. Importantly, any strategic activity undertaken
by DI should be directed and led by community needs and priorities and work to support
Indigenous self-determination and resiliency. As identified earlier, the voices of Elders and
Knowledge Keepers should also be incorporated in all research, project and program
development efforts. The following recommendations should therefore be undertaken with these
considerations in mind and be consistently evaluated to determine community support, interest,
and engagement.
In this section, key recommendations and next steps for DI are highlighted, which build off of the
opportunities and activities discussed in the previous section focused on the need for clinical
support, advocacy, knowledge translation and capacity building through training and education.
Four broad recommendations including Capacity Building through Clinical Support and Training,
Knowledge Generation and Translation, Advocacy and Additional Considerations, are discussed
below.

4.1 Capacity Building through Clinical Support and Training
4.1.1 Build Partnerships and Program Initiatives in Rural and Remote Areas
Various programming opportunities were raised by key collaborators that may benefit from DI’s
involvement and medical expertise working in rural areas. Given issues with HIV care
fragmentation in rural areas, DI could co-develop and/or potentially help revitalize existing
CHWs programs. The opportunity was initially suggested by a key collaborator in Alberta who
commented that case management is needed in communities to help coordinate care. She
mentioned that the ‘biggest challenge’ is the lack of capacity to respond to HV and there would
be value for DI to link with these communities, and potentially other organizations, to help
increase access to education and testing through CHW programs in rural Alberta. DI could also
think about expanding the existing CHW Diabetes Program in Sioux Lookout to incorporate HIV
and other STBBI support. CHWs could be trained in HIV testing (and HCV testing-see below)
and management, and with the appropriate training and support, incorporate this into existing
CHW tasks with a focus on care continuity and case management. A similar model to explore is
the expert patient programming which would allow for people living with HIV who are ‘out’ in
their communities to be leaders and advocates for HIV testing and treatment. Training materials
could be developed in partnership with local communities and health providers/authorities to
ensure the training is relevant and context-specific, which DI has previously done in Malawi and
in northern Ontario.
As previously discussed, bringing accessible testing to rural and remote communities is often a
challenge for numerous reasons including cost and stigma. One program area that DI could
support is providing DBS testing at the community level, bringing in testing kits and supporting
training of local nurses, community members including CHWs. A key collaborator in Alberta
noted that gonorrhea and syphilis outbreaks as well as rising HCV rates are occurring in her
province. She specifically noted that DI could assist with “the creation of test and treat[ment]
modules to treat HIV in addition to STI’s like Gonorrhea which is rampant in many communities”.
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Related to this is co-creating multiple opportunities and mechanisms for individuals to access
testing and care. DI already has experience in this area through development and
implementation of the Health Workers Clinic and Teen Club in Malawi.
Similar models could be explored in rural and remote settings in Canada including correctional
facilities. While only raised in brief by DI staff/affiliates, given previous work with the Zomba
Prison, DI could support information, education, and communication materials about HIV and
HCV in prisons. Importantly, the use of community workers in prisons is one intervention that
has shown to be supported by former prisoners (van der Meulen et al., 2016). DI could work to
develop Indigenous-specific community-based support groups or peer programs to deliver key
information and education in culturally appropriate and relevant ways. To develop this, DI could
consult with and work with Indigenous Elders and Indigenous people who inject drugs to
develop potential new programming (van der Meulen et al., 2016). CAAN also has resources
and tools to work with Indigenous peoples whom are incarcerated. The Circles of Knowledge
Keepers (Barlow, et al., 2001), for example, offers a peer-education manual for Indigenous
inmates to get inmates involved as peers to address HIV and HCV inside prisons.
As highlighted earlier in Successful Strategies and Promising Practices, various examples of
successful ways to make care accessible in rural and remote communities were identified. DI
could help support some of these ongoing activities including creating programming to support
telemedicine, or by participating in wellness fairs, workshops and testing drives.

4.1.2 Create Leadership and/or Mentorship Opportunities for Indigenous
Youth
The hiring of Indigenous staff was recommended by key collaborators and was also recognized
by DI staff/affiliates. This has numerous advantages for DI including providing much needed
contextual and decolonized methodological approaches as well the potential to increase
collaborations and partnerships with external partners. This approach also supports
reconciliation and Call to Action 23i to “increase the number of Aboriginal professionals working
in the health-care field”. DI could continue to identify ways to create new opportunities for
Indigenous staff by ensuring that that any job positing has a wide-reach by sharing it with local
and national Indigenous organizations including Centre for Indigenous Research and
Community-Led Engagement at UVIC, CAAN and IIGWHA, OAHAS, 2-Spirits, and the
Canadian AIDS Treatment Information Exchange (CATIE). Postings can also be shared with all
key collaborator organizations that participated in this project, and others, to further ensure
national reach.
DI can work with CAAN to support the National Indigenous Youth Council on Sexual Health
and HIV/AIDS. DI could also reach out to the Native Youth Sexual Health Network
(http://www.nativeyouthsexualhealth.com/index.html) to co-create DI-funded leadership and
mentorship opportunities for youth interested in sexual health, HIV and advocacy. Members of
NYSHN could be invited to DI to learn about what they do and identify potential opportunities
that support their agenda. One area that there may be ways to support their work is related to
youth in advocacy, jails and prisons. Given DIs work in Malawi within the Zomba Prison, DI
could offer support and expertise. Additionally, DI could further build upon their partnership with
the Waakebinnes-Bryce Institute for Indigenous Health at the University of Toronto to create
opportunities for their students.
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There are also various funding opportunities specific to supporting Indigenous youth. CIHR
offers the Indigenous Mentorship Network Program which complements course work and
training received by Indigenous graduate students. The BC Assembly of First Nations and
Business Council of BC’s Indigenous Intern Leadership Program create paid internships at
various BC companies to provide opportunities “to support Indigenous interns as future
community leaders” (https://career.viu.ca/intern/home.htm).
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4.2 Knowledge Generation and Translation
4.2.1 Join Clinical Research Networks or Projects
One way to increase opportunities for partnerships is by participating in clinical and research
networks or projects. Working alongside like-minded individuals and organizations with similar
values and interests will help to create opportunities for collaboration and the generation of new
knowledge and program areas that address HIV. The creation of such networks also helps to
drive innovation within specific areas of health including HIV and the social determinants of
health.
Looking for opportunities and actively following up on them is a first step. Engaging key
collaborators in this project and sharing the findings in a timely manner is one way to explore
potential networks and existing projects that may be mutually beneficial. As an example, DI was
invited to join the Population, Public and Indigenous Health Strategic Clinical Network (PPIH
SCNTM) as part of the Alberta Health Services. Participation in a network such as this, which
while based out Alberta Health Services is reaching out to national organizations and
researchers, could facilitate connection to other researchers and to funds available. This
network is set up so that the Alberta First Nations Information Governance Council will assist
with data sharing agreements that respect OCAPTM principles (Assembly of First Nations, 2007).
Through DI’s participation in this network and others like it, opportunities to build upon existing
experience and expertise working meaningfully in the area of Indigenous Health could grow.
While this network is not specific to HIV work, HIV and related STIs have been identified as a
key priority area; this includes making accessible point-of-care HIV testing available in rural and
remote communities.
Another example is the Sexual Health Empowerment (SHE) Gathering in Winnipeg (September
12-13, 2018). As a direct result of this feasibility project, DI was invited to participate in a 2-day
meeting alongside researchers, staff from PHAC and First Nations leadership in northern
Manitoba to discuss sexual and reproductive health priorities of First Nations communities. DI’s
participation in this gathering led to numerous potential opportunities with First Nations
communities and colleagues in Manitoba. Opportunities include supporting awareness
workshops related to the microbiome and Diabetes, in which DI is well positioned given their
expertise in working with CHWs to support diabetes management with SLFNHA. Dr. John Kim,
Chief at the National Laboratory for HIV Reference Services at PHAC was also in attendance.
Dr. Kim, a key collaborator on the SHE Project, is already working with SLFNHA in Lac Seul to
administer DBS testing. As highlighted in the above section, DI could help to expand this work,
potentially helping to support DBS training with CHWs in the 4 First Nations communities that
SLFNHA and DI are working. DI was also invited to be a co-investigator on a larger team grant
(planned for 2019) that will build upon the findings from this gathering, as well as further work to
identify what programs and services related to sexual and reproductive health will be
implemented in participating communities from northern Manitoba. Finally, opportunities for
publishing arose from this meeting including the potential to update and co-publish the HIV
Prevention and Care Interim Report, as well as findings of the SHE gathering.
Other ways to expand program and networking opportunities include participation in local
meetings and workshops including the CAAN Annual General Meeting. At the 2018 CAAN
Annual General Meeting (September 18-20), the IHPP Manger, Research Associate and two
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CAAN community-based research staff who were engaged on this project identified some ways
for DI and CAAN to collaborate. Outside of CAAN, DI could participate and support general
events in the community throughout Aboriginal AIDS Awareness Week, attend and present at
the Canadian Association for HIV Research annual conferences, as well as regional meetings
including the Opening Doors Events that happen throughout Ontario. Opening Doors specifically
focuses on local efforts and engages local communities and ASOs. This would be a good forum
for DI to become involved and known as a potential partner. CATIE also posts events
happening across Canada and internationally.
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4.3 Advocacy
4.3.1 Advocate for Better Data to Build Capacity
As highlighted already, varying degrees of completeness and accuracy result in gaps in data on
HIV and STIs among Indigenous populations. Both key collaborators and DI staff/affiliates
spoke to this potential area for DI to take leadership and get involved.
Many key collaborators spoke to issues around access to data and issues related to
stewardship and interpretation of data. Issues related to missing data were also raised including
the general lack of Métis specific data. DI could advocate for better data and support the
capacity of individuals and organizations working to address this gap. This could include
assisting initiatives like Our Health Counts which aims to address the health information gap
while ensuring programming meet OCAPTM and other Indigenous ethical principles. DI could
offer their expertise and experience collecting and managing data, particularly in areas where
logistical and jurisdictional barriers exist through training and workshops. To facilitate this, DI
could connect to and actively follow research outputs from the Our Health Counts project.

4.3.2 Advocate for Institutional Funding and Support Fundraising Efforts
DI has experience obtaining funding from multiple sources including Health Canada, CIHR and
through corporate sponsors. Given this, DI could apply for funding to help support clinical and/or
research program activities related to HIV with guidance and direction from Indigenous partners
and organizations. Related to this is the need to incorporate decolonized approaches, as
discussed above. Furthermore, any proposed research should meet OCAPTM, Principles of
Ethical Metis Research, Inuit Qaujinajatuqangit and/or the Tri-Council Policy Statement for the
Ethical Conduct for Research Involving Aboriginal People. More importantly, DI could fundraise
on behalf of partner Indigenous organizations. This was raised by numerous key collaborators
and DI staff/affiliates particularly as many key collaborators noted that Indigenous communities
may view funding applications from DI as competition.
As an example of how DI can help to support a partner organization, one key collaborator, a
researcher explained that she has invested “heavily in supporting an individual national youth
and sexual health organization and invests in their self-determination and their agenda.” She
continued to ask of DI, as an organization, “How can you leverage funds to do research and
support the work of our Indigenous communities and partners?” To support the work of DI
partners and collaborators, DI can help to advocate for institutional grants or funding
opportunities by collaborating on projects or programs, and then further fundraising for any joint
initiatives that have been developed. This could also include promoting or raising awareness of
the collaborating organization. Indigenous partners could also be invited to events like Give-ADay as a means to learn more about other work DI is engaged in. Participating partners could
also assist in planning and could lead opening and closing ceremonies, incorporating various
traditional practices and activities throughout, as appropriate. At the same time, DI can partner
and support events from our collaborating organizations including OAHAS and Aboriginal AIDS
Week.
Potential funding could be sought through the Government of Canada, the Canadian Institute for
Health Research and the Social Sciences and Humanities Research Council (CIHR and
SSHRC, respectively), corporate sponsors and through CAAN. In the past, CAAN has put out

Page 37 of 60

calls for Community Engagement Funds, which work to assist Indigenous communities, ASOs
and students to develop a research project. SSHRC recently has several calls related to
building Indigenous Research Capacity and Reconciliation through their Connection
grants and Partnership Engage Grants. Connection grants, up to $50,000 support
interdisciplinary events and activities to generate knowledge and mobilization. Partnership
grants go up to $25,000 and provide short-term and timely support for partnered research
activities that will inform decision-making. CIHR recently launched the Development Grants for
Network Environments for Indigenous Health Research Initiative. These grants (up to
$75,000) will bring together Indigenous Peoples/Communities/Organizations and researchers,
knowledge-users and/or partners, to address the strategic research priority area of Health and
Wellness for Indigenous Peoples by establishing a solid foundation for Indigenous health
research driven by and grounded in Indigenous (First Nations, Inuit and Metis) communities in
Canada. CIHR created the on-line linkage tool to facilitate connections between researchers
and other stakeholders interested in similar areas. DI could explore this linkage tool to identify
potential collaborators with interest in conducting and supporting HIV-related prevention and
care work with Indigenous communities. While the grants through SSHRC and CIHR may not
be specific calls for HIV-related research, the social determinants of health, STBBIs and
wellness are all relevant and strategic areas of interest. There is also the Government of
Canada’s HIV and Hepatitis C Community Action Fund, which in the past has supported
community programming that address HIV, HCV and other STBBIs. Dignitas could explore
funding from corporate donors. ViiV Healthcare has the Positive Action Canada Indigenous
HIV/AIDS Initiative Community Grants which supports grassroots and community-based
projects that enhance prevention, care, treatment and support for Indigenous peoples in
Canada.
DI should continue to support Indigenous students and projects through the Health System
Impact Fellowship and through i2i funding including Ignite and Challenge Awards. Funding
opportunities are shared weekly through the Centre for Indigenous Research and
Community-Led Engagement out of the University of Victoria as well as through CIHR
Institute of Indigenous Peoples Health and the CIHR Institute for Infection and Immunity.
DI should ensure that they are on these listservs.
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4.4 Additional Considerations
4.4.1 Explore Partnerships and Programs in Urban Settings
This project was focused on Indigenous communities living in rural and remote settings across
Canada. The project was initially developed from this lens as DI works in underserved rural and
remote communities through their programming in Sioux Lookout and Malawi. However, over
the course of this project, it became apparent that DI could include partnership exploration with
Indigenous organizations based in urban settings, including those based in Toronto where DI
headquarters are located. This is particularly relevant as 72% of Indigenous peoples now live in
urban settings in Ontario (Rotondi et al., 2017). Expanding collaborations beyond rural partners
was also raised by DI staff and affiliates during the consultation process. One DI participant
noted that ‘we should not be excluding urban areas as there is the potential for more
partnerships’. Recommended organizations to start with include the Ontario Aboriginal
HIV/AIDS Strategy (OAHAS, www.oahas.org) and the 2 Spirited People of the 1st Nations
(www.2spiritis.com). Both OAHAS and 2-Spirits run several events during the year including
testing days and events for Aboriginal AIDS Awareness Week. DI could support their programs
by bringing testing kits and training community partners to administer them. During Aboriginal
AIDS Week (held annually from December 1-5) DI could participate in workshops, learning
forums and awareness campaigns. As a specific example, in December 2017, OAHAS in
partnership with the Ontario HIV Treatment Network and 2-Spirits created a programming day
related to Holistic Health for Indigenous People living with and at-risk of HIV. This included a
health fair where various organizations and their services available were showcased. The event
was sex positive and fun and worked to create awareness, reduce stigma and promote healthy
sexual practices. DI could have a booth at following events.
DI could additionally consult and potentially collaborate with local Aboriginal Health Access
Centres (AHAC). These community-led, primary health care organizations engage with all
Indigenous communities. As suggested by one DI staff member/affiliate , DI could learn from
how the AHAC’s work with different Indigenous communities, making their programming
specifically relevant to First Nations, Metis and Inuit peoples instead of opting for a pan
Indigenous approach. The AHAC, which includes the Anishnawbe Health Toronto Community
Health Centre, provides ‘a combination of traditional healing, primary care, cultural programs,
health promotion programs, community development initiatives and social support
services….providing services both on and off reserve, in urban, rural an northern locations’
(https://www.aohc.org/aboriginal-health-access-centres). The Research Associate on this
project (Dr. Rachlis) could help to facilitate introductions.

4.4.2 Explore Broader Partnerships and Programming from a Wellness
Approach
As stated previously in this report, most key collaborators indicated that DI should be focusing
more broadly on wellness rather than HIV alone. While HIV is a priority in many communities,
particularly First Nations communities in Saskatchewan, it is either a lower priority or not at a
priority in others. As identified through consultations in this project as well as through a previous
feasibility study undertaken by DI, mental health and addiction are common, and often more
pressing, concerns. As such, DI could engage with organizations working in these areas
including those focused on harm reduction, the opioid crisis and HCV to determine if there are
mutual areas for collaboration and program building. One example of a successful collaboration
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that supports HIV and harm reduction is between Nine Circles ASO in Winnipeg and the
Manitoba Harm Reduction Network. The latter often is involved in more outreach into
communities outside of the Winnipeg area. The Harm Reduction Network helps to link people
at-risk of or living with HIV to Nine Circles and Nine Circles incorporates programming that
includes harm reduction. The KYS program also incorporates training for harm reduction and
setting up harm reduction support services at the community level including room-set up within
a health centre.
Many key collaborators suggested that DI focus their efforts on HIV and HCV. As one key
collaborator in Alberta said, ‘individuals living with HIV and HCV are the most vulnerable’.
Therefore, DI could offer programming around testing and follow-up services for HCV/HIV coinfection as a main program area. PHAC estimates that there were more than 200,000
Canadians living with HCV at the end of 2011, with approximately 44% unaware of their HCV
status (Trubnikov et al., 2014). Importantly, Indigenous peoples are disproportionately affected
by HCV. Modeled estimates demonstrate that HCV prevalence is 3-fold higher among
Indigenous populations compared to the non-Indigenous population (Centre for Communicable
Diseases and Infection Control, 2011).
As one DI staff member/affiliate noted, it would be worthwhile to see if this work can build on the
work in Sioux Lookout. Importantly, in 2015, the rate of newly reported HCV cases in
northwestern Ontario (where SLFNHA is located) was 11 times higher the provincial rate
(Gordon et al., 2017). Recent testing data from Lac Seul First Nation in northern Ontario
indicated that DBS can be an effective approach to community testing. SLFNHA, PHAC (who
provides DBS) could be engaged as well as the local community members and organizations
already working. DI could support bringing DBS kits into SLFNHA to increase HIV testing and
knowledge through participation in existing work including testing campaigns already being
undertaken by SLFNHA and colleagues.

4.4.3 Integrate Organizational Cultural Competency and Sensitivity
Initiatives
Truth and Reconciliation Commission Call to Action Number 57 specifically states: “We call
upon federal, provincial, territorial, and municipal governments to provide education to public
servants on the history of Aboriginal peoples, including the history and legacy of residential
schools, the United Nations Declaration on the Rights of Indigenous Peoples, Treaties and
Aboriginal rights, Indigenous law, and Aboriginal–Crown relations. This will require skills based
training in intercultural competency, conflict resolution, human rights, and anti-racism.” This is
also echoed in Call to Action 23iii which calls for “the cultural competency training for all healthcare professionals.”
In addition to actively recruiting a Board Member or Advisor with an Indigenous identity and
relevant experience, in the spirit of Truth and Reconciliation, DI should support all staff to
participate in cultural sensitivity training. The Native Canadian Centre for Toronto (NCCT) offers
training to “build a foundational awareness of Indigenous peoples and enhance self-awareness”.
The NCCT offers several types of workshops (ncct.on.ca/indigenous-cultural-competencytraining/). Training should be done on a regular basis and all new employees should have the
opportunity to receive it when coming to the organization. To keep permanent and/or long-term
staff engaged, land-based learning opportunities and invited talks with an Elder/Knowledge
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Keeper could be incorporated. This approach will not only foster cultural sensitivity but also
knowledge of and respect for Indigenous peoples, their histories and cultural practices. The Ally
Bill of Responsibilities by Dr. Lynn Gehl could also be circulated to staff to support internal
reflection and challenge individual assumptions.
Related to this would be encouraging the use of traditional land acknowledgments at meetings
and presentations, as well in email signatures and on the DI website. Recognizing the land is an
important and meaningful (when done in a genuine manner) to express gratitude and
appreciation of the territory you reside, work and play on and honors and recognizes Indigenous
people who have been living on Turtle Island (North America) for thousands of years. A useful
reference is the Canadian Association of University of Teachers which has created a website
with a guide to acknowledging the First Peoples of Canada and their Traditional Territory
(https://www.caut.ca/content/guide-acknowledging-first-peoples-traditional-territory).
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5. CONCLUSIONS
This feasibility project showed there are a variety of roles for Dignitas to support HIV prevention
and care in partnership with Indigenous communities. Several opportunities and potential
partnerships with Indigenous organizations to improve awareness, knowledge and access to
HIV testing and care were identified.
There are significant health concerns related to the impact of HIV on Indigenous health and
wellness which are exacerbated by stigma, gaps in the health system, lack of knowledge and
education, limited access to culturally safe care, issues related to confidentiality, jurisdictional
barriers, fragmentation of services, and a general lack of services that take a holistic approach
and treat an individual’s emotional, spiritual, physical and mental health.
Many opportunities exist for collaboration between DI and Indigenous organizations and
communities; however, conversations, partnerships and collaborations take time, and need to
be done in ways that are respectful and safe while acknowledging the resiliency and strengths
of Indigenous peoples. It is critical to observe cultural and ethical protocols and allow programs
to be led and driven by the needs of Indigenous peoples affected by HIV.
Above all, it is important to respect the local right for self-determination and autonomy of all First
Nations, Métis and Inuit peoples.
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Annex 1: List of Abbreviations Used
AFN= Assembly of First Nations
AHAC= Aboriginal Health Access Centres
AIDS= Acquired Immune Deficiency Syndromes
ART= Antiretroviral Therapy
ASHAC= Aboriginal Strategy on HIV/AIDS in Canada
ASO= AIDS Service Organization
BC= British Columbia
CAAN= Canadian Aboriginal AIDS Network
CATIE= Canadian AIDS Treatment Information Exchange
CHW= Community Health Worker
CIHAN= Canadian Inuit HIV AIDS Network
CATIE= Canadian AIDS Treatment Information Exchange
DI= Dignitas International
DBS= Dried Blood Spot Testing
FNIHB= First Nations and Inuit Health Branch
ITK= Inuit Tapririt Kanatami
KYS= Know Your Status
HCV= Hepatitis C
HIV= Human Immunodeficiency Virus
IHPP= Indigenous Health Partners Program (at Dignitas International)
IIWGHA= International Indigenous Working Group on HIV and AIDS
MNC= Métis National Council
NAHO= National Aboriginal Health Organization
NYSHN= Native Youth Sexual Health Network
NGO= Non-Governmental Organization
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NIHB= Non-Insured Health Benefits
NWAC= Native Women’s Association of Canada
OCAPTM= Ownership, Control, Access and Possession
OHC= Our Health Counts
PHAC= Public Health Agency of Canada
PTO= Provincial/Territorial Organization
SLFNHA= Sioux Lookout First Nations Health Authority
STBBI= Sexually Transmitted and Blood-Borne Infections
STI= Sexually Transmitted Infections
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Annex 2: Overview of Feasibility Project
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Annex 3: Demographic Questions Sent to Key Collaborators
Background:
Dignitas International is a non-profit medical organization that works in partnership with patients,
health workers, researchers, and policymakers to tackle health care barriers in resource-limited
settings.
In Canada, barriers related to geographic isolation, low resources (human and financial),
healthcare staff turnover rates, and the lack of culturally safe care continue to impede rural and
remote Indigenous populations from accessing quality health care. As a non-governmental
organization (NGO) committed to health equity, Dignitas’ interest in Indigenous health stems
from a desire to explore how innovative and culturally relevant approaches and experience
gained from providing HIV treatment and care for over 200,000 people living with HIV in Malawi
can be applied to address health disparities experienced by Indigenous communities.
Currently, Dignitas is exploring opportunities for the potential role of medical NGOs to support
HIV prevention and care among Indigenous communities in rural and remote Canada. As part of
this exploratory study, we are undertaking both an electronic survey and interviews with key
informants like yourself.
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Please fill in.
I am a (highlight all that apply):
•
•
•
•
•
•
•
•

Member of an Indigenous community
Member/employee of an Indigenous governance organization (e.g., Provincial
Territorial Organization)
Member/employee of an NGO/civil society organization
Health professional/service provider
Researcher/academic
Provincial government employee
Federal government employee
Other, please specify:

Professional Experience
I have worked in Indigenous Health in Canada for: ____ years
I have worked in the field of HIV with Indigenous communities in Canada for: ____ years
My experience is related to living and/or working in the following jurisdictions (e.g., communities,
regions, territories, provinces, etc.):
____________________________________________________________________________
____________________________________________________________________________
____________________________________________________________________________
____________________________________________________________________________
____________________________________________________________________________
_____________________________________________
I have lived and/or worked with Indigenous communities in the following settings(s): (highlight all
that apply)
• Urban
• Rural
• Remote
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Annex 4: Questions for Key Collaborators
Preamble: Thank you for taking the time to participate in this initiative. We have about 12
questions and are hoping that you can share your experience and perspectives with us on HIV
prevention and care among rural and remote Indigenous communities in Canada.
You can choose to skip any questions you feel do not apply or you prefer not to answer.
Before we/I start, do you have any questions for me/us?

Interview Questions:
1. From your perspective, what are the main priorities of the Indigenous communities you
work with in regards to HIV prevention and care?
[Probe: Rural and remote communities]
2. In your opinion, which HIV prevention and care services for rural and remote Indigenous
communities tend to be the most successful?
[Probe: What makes them successful and why?]
3. In your experience, what are some of the main service gaps in HIV prevention and care
for rural and remote Indigenous communities?
4. Based on your experience, what are some of the systemic barriers that lead to these
service gaps in HIV prevention and care for rural and remote Indigenous communities?
[Probes: racism, lack of funding, legacy of colonialism, geographical barriers, capacity and
human resources barriers, cultural barriers and safety, policy barriers, health information
barriers, coordination of care, integration of off and on reserve health services; other social
determinants of health.]
5. Are you aware of strategies that have been successful in addressing these service gaps
and/or barriers in rural and remote Indigenous communities?
6. What are some of the community-level strengths that support HIV prevention and care,
or the general response to HIV in rural and remote Indigenous communities?
[Probes: Why are some communities successful in their response? What contributes to
their success in responding?
• Recall: Promising practices- from lit review: approaches that address legacy of
colonialism and intergenerational trauma and/or systemic racism, cultural safety,
addressing SDH, access to education, traditional programming and ceremonies,
culture, arts based approaches, role of youth and Elders]
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7. From your experience, what are the community-level challenges that have an impact on
HIV prevention and care efforts in rural and remote Indigenous communities?
[Probe: Why do some communities face challenges in responding to and addressing
HIV?]
• Issues with stigma, access, knowledge, leadership, denial of epidemic

NGO description/working definition/roles (only read if asked)
A non-governmental organization (NGO) is a non-profit, civil society entity (organization) that
operates independently from government, and is organized on a local, national or international
level in support of the public good. NGOs generally work towards a specific mission or “cause”
and activities may include service delivery, capacity building/training, quality improvement,
advocacy, research and policy functions.
Partnerships:
Preamble: As you know from previous communications, the focus of this work is to identify how
an NGO like Dignitas could assist in supporting HIV prevention and care among rural and
remote Indigenous communities. These next few questions are focused on this and will help to
identify the potential for collaborative partnerships between Dignitas and organizations and
individuals responding to HIV in rural and remote Indigenous communities.
8. Can you share your knowledge of, or experience with, successful partnerships that have
led to improved access or quality of HIV services for rural and remote Indigenous
communities? What are the lessons you or others have learned on what works well and
what does not?
[Probe: Did any of the partnerships involve NGOs?]
9. Do you think a collaborative partnership with an NGO could help to fill an existing HIV
service delivery gap for rural and remote Indigenous communities?
[Probe: What kind of support would be most beneficial?]
10. [Only ask if Yes to Q. 9] Thinking about this a little more, how would you envision a safe
and successful collaboration between Indigenous organizations or communities and a
non-Indigenous NGO focused on supporting HIV prevention and care?
11. Based on your knowledge of Dignitas (which may be limited at this stage), is there
anything specific to Dignitas that would be helpful in supporting the delivery of HIV
prevention and care in rural and remote Indigenous communities?
12. Is there anything else that you want to share with us today that you think may be helpful
or that we may have missed?
[Probe: other people to connect with]
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Thank you for taking the time to chat with us. We will be back in touch to discuss the findings
further.
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Annex 5: Characteristics of Key Collaborators
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Annex 6: Key Collaborator Organization List
Organization
Ahtahkakoop Cree Nation Health Services
Alberta First Nations Information Governance Centre
Alberta Health Services
All Nations Hope Network
Assembly of First Nations
Canadian Aboriginal AIDS Network
Department of Indigenous Services Canada
University of Manitoba- Department of Internal Medicine, Rady Faculty of Health Sciences, Department
of Medical Microbiology and Infectious Diseases
First Nations Inuit Health Branch
Healing Our Nations
JC Wilt Infectious Disease Research Centre
Ka Ni Kanichihk
Know Your Status Program
Manitoba Harm Reduction Network
McMaster University
Metis National Council
Nanaandawewigamig, First Nations Health and Social Secretariat of Manitoba
Nine Circles Community Health Centre
Population, Public and Indigenous Health Strategic Clinical Network (Alberta Health Services)
Public Health Agency of Canada
Saskatchewan HIV/AIDS Research Endeavor
Saskatchewan HIV Provincial Leadership Team
Saskatchewan, Saskatchewan TB Prevention and Control
Shining Mountains Living Community Services
University of Saskatchewan- Department of Medicine
York University
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Annex 7: Survey Questions for DI Staff and Affiliates
In your opinion what are DI’s top 3 organizational strengths in regards to HIV prevention and
care? Examples?
In your opinion, what does DI do especially well in HIV prevention and care in the context of
rural and remote settings? Examples?
In your opinion, what experience and expertise could DI offer to help support HIV prevention
and care among rural and remote Indigenous communities in Canada?
Describe how DI’s experience and expertise in HIV could translate to prevention or care
programming for rural and remote Indigenous communities in Canada (e.g. what might be some
key program concepts, initiatives and/or activities?).
What would make for good implementation partner(s) (e.g., what kind of partners would we like
to work with?).
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