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Addressing Strengths and Disparities in Indigenous Health 

As an Indigenous person, I came into the world of Indigenous health scholarship in the 
1990s with a personal view that focused on the strength and solutions of our peoples and our 
cultures. Over the next two decades in research and clinical environments, I observed how 
biomedicine remained firmly entrenched as the dominant model of care for Indigenous 
individuals and communities, with traditional knowledges and medicines as an aside or non-
existent entirely. I have built my life’s work as a researcher and clinician in centering Indigenous 
knowledges and healing in both research and health care. Yet today in 2020, biomedicine and 
Western academic research still dismiss Indigenous knowledges and remain mostly in command 
of Indigenous health. There are wonderful pockets of Indigenous researchers and practitioners, 
supported by Indigenous communities that continue to have very little real autonomy or self-
determination from colonialism, who are making a difference in Indigenous health by reducing 
health disparities, using our strengths such as culture, spirituality, medicines, the land, Elders, 
youth, and more. This issue highlights some of the work by researchers that are making a strong 
impact on Indigenous health, uplifting our communities. 

Furthermore, this issue showcases the balancing act of Western health care and 
Indigenous strengths as it is reified in both health research and practice. The balance is 
precarious as the stakes are high if a tipping point is reached. Indigenous people’s lives are at 
stake in the current COVID-19 pandemic, as Indigenous individuals are more vulnerable to 
communicable diseases due to the overburden of chronic illnesses, mental health issues, and 
social determinants of health (as determined by Western and not Indigenous science). One of our 
greatest challenges as Indigenous peoples is to continue to fight for our autonomy and self-
determination in all aspects of our lives. This issue highlights efforts towards autonomy in areas 
of both health and wellbeing. Specifically, the communities and researchers working with 
children, youth, women, families in foster care, the land, environmental health justice, and 
strengths-based healing are honored in this issue—celebrate them with me in this dark and 
uncertain time. Join me in finding the light and healing where we can and while we can, as we 
are strong and loving peoples who live, work, and support each other regardless of who or what 
try to stop us. 
 
Dr. Suzanne L Stewart 
Editor in Chief 
IJIH 
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The Survival of Aboriginal Australians through the Harshest 
Time in Human History: Community-Strength 
 
James A. Charles, Deakin University  

Lewis O'Brien, Flinders University  

 

Aboriginal People have inhabited the Australian continent before time began, but 
archaeologists and anthropologists state there is evidence for approximately 51,000 to 71,000 
years of continual habitation. During this time, the Australian continent has experienced 
many environmental and climatic changes, which have contributed to mass animal extinction. 
The skeletal remains of Aboriginal Australians were examined for evidence, which may be 
indicative of fast running which would assist survival. The skull and mandible bones of the 
Kaurna People were examined for signs evolutional traits related to survival. Aboriginal 
culture, knowledge of medical treatment and traditional medicines were also investigated. 
Oral storytelling of factual events, passed down unchanged for millennia, contributed to 
survival. The Kaurna People exhibited evolutionary facial features that would have assisted 
survival. Kaurna People had excellent knowledge of medicine and the capacity to heal their 
community members. The process of mobility and relocation may have embedded the need to 
be mobile in some Aboriginal Australian cultures, and why many Aboriginal tribes did not 
invest too much time and resources in building permanent structures and dwellings. 
Navigating these extremely harsh, rapidly changing conditions is an incredible story of 
survival of Aboriginal Australians. The findings of this investigation suggest that Aboriginal 
Australians’ survival methods were complex and multi-faceted. Although this paper could not 
examine every survival method, perhaps Aboriginal Peoples’ knowledge of flora and fauna, 
(for nourishment and medicine) living in clans, and avoiding mass cohabitation was 
paramount to our survival.  
 
Keywords: Aboriginal, Australia, survival, history, community-strength 
 

Disclaimer 
In some instances, in this paper the term ‘Aboriginal’ will be used. This will occur 

when the author is specifically referring to Aboriginal Australians.  
 

Warning 
Aboriginal and Torres Strait Islander Peoples: This paper has images of bones from 

deceased Aboriginal (Kaurna) People; however, it should be noted the images are copies of 
pictures, and not the original photographs. 
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Introduction 
Aboriginal People have a sacred 

connection to our land and we have inhabited 
the Australian continent before time began, 
and this has been expressed by Aboriginal 
Australians in our Dreaming stories, 
songlines, dance, and artworks (Brazil, 2000; 
Charles, 2015; Mountford, 1981; Taçon, 
1991). Archaeologists and anthropologists 
estimated that Aboriginal People have 
inhabited the Australian continent for 
approximately 51,000 to 71,000 years 
(Malaspinas et al., 2016) during the 
Pleistocene period (Barker, Jones, McKay, & 
McLeod, 2001). During this time, there has 
been many extended periods of stability and 
plentiful food supply. However, the 
Australian continent has experienced many 
environmental and climatic changes (i.e., 
fluctuating temperatures, ice ages, fluctuating 
CO2  levels, extremely high dust levels, high 
ice volume, high winds, large scale bush 
fires, glacial movement, low rain fall, 
extreme arid conditions, limited plant 
growth, evaporation of fresh water lakes, and 
dramatic sea level fluctuations. Please see 
Figure 1) All of these events have contributed 
to mass animal extinction (Bowler, 1976; 
Fielding, 2008; Johnson, 2006; Malaspinas et 
al., 2016; Monroe, 2011).  
 
Figure 1 
 

 
 
Note. Red graph (temperature), Purple graph 
(dust level), Grey graph (ice volume), Yellow 
graph (CO2 level) x-axis is time in years and 

y-axis is volume (Best, 2016). 
 
           The very shape of the continent has 
changed dramatically with the drop and rise 
of sea levels, where approximately 8,000-
10,000 years ago the continent was much 
larger with sea levels 100-150m lower than 
the current sea levels in 2018 (please see 
Figure 2) (Monroe, 2011; Voris, 2000). At 
this time of low sea levels, the Australian 
state of Tasmania to the south and the nation 
of Papua New Guinea to the north created 
land bridges to mainland Australia. The Great 
Barrier Reef on Australia’s east coast was 
above sea level, the land mass at that time 
was much greater than today, and created an 
ancient super continent i.e., Sahul 
(Malaspinas et al., 2016).  
 
Figure 2 
 
 

 
 
Note. Map of Australia showing sea level 
changes and archaeological sites for selected 
periods between 35,000 and 8,000 year ago 
(Ulm, 2016). 
 
           Surviving in Australia over the 
millennia, over some extended periods, 
would have been relatively easy with food 
sources and fresh water plentiful. However, 
over some extended periods it would have 
been incredibly difficult, where some of the 
environmental and climatic changes would 
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have been catastrophic for many Aboriginal 
tribes and unimaginably difficult by today’s 
relative mild environmental conditions. The 
incredible speed of climate change would 
have required great adaptability of our 
ancestors (Voris, 2000), and many would 
have found it extremely difficult to cope 
with these drastic and sudden changes 
(Monroe, 2011).  
           This paper focuses on the incredible 
survival story of Aboriginal Australians 
through a period from approximately 32,000 
to 17,000 years ago which would have been 
difficult for all forms of life on the continent 
to survive (please see Figure 1). This paper 
will also examine Aboriginal Australian 
knowledge, Dreaming stories, and cultural 
practices to investigate links with modern 
scientific facts. During this time period 
(32,000 to 17,000 years ago) the temperature 
would have been approximately 10-20 
degrees Celsius lower than today, likely 
linked to extremely low CO2   levels at that 
time. The depletion of plant life from low 
temperature, high winds, bush fires, and low 
rainfall and consumption of plants from 
large herbivores would have contributed to 
the extremely high dust levels and low 
visibility also seen at this time. This 
reduction of plant life may have contributed 
to mass extinction of large herbivores 
inhabiting Sahul at this time and the domino 
effect that would have also contributed to 
extinction of large carnivores and impacted 
on Aboriginal Peoples’ food source 
(Johnson, 2006). One of the most 
challenging times to survive on Sahul was 
approximately 25,000 years ago at the last 
ice age (Williams, Ulm, Cook, Langley, & 
Collard, 2013). When the continent became 
incredibly arid, CO2 levels were at a low 
point, plant life would have struggled to 
grow, temperature was at its lowest point for 
millennia, dust levels reached its peak, 
visibility was low and fresh water lakes 
emptied (Figure 1-3) (Williams et al., 2013). 

Conditions were extremely harsh and it is 
thought that the population of Aboriginal 
Australians declined by approximately 60% 
(Williams et al., 2013). Although there were 
many extended difficult periods to survive 
on Sahul, it is this period approximately 
25,000 years ago which would have required 
the knowledge passed down from our 
ancestors about environmental change, and 
adaptability, and it is a truly incredible feat 
of resilience by the Aboriginal People of 
Australia. These conditions were far harsher 
conditions than those experienced when 
Neanderthals became extinct 70,000 to 
50,000 years ago (Shea, 2008), although 
there is some evidence Neanderthals 
survived up until approximately 28,000 
years ago (Finlayson et al., 2006). This 
paper will investigate the incredible survival 
story of Aboriginal People, through some of 
the harshest conditions in human history, the 
link between scientific evidence, and the 
strength of Aboriginal cultural knowledge 
and oral history. 
 

Methods 
            Scientific and Aboriginal evidence 
was collected for comparison. Footprints 
from Lake Mungo (Mungo National Park, 
NSW Australia) were examined to predict 
foot arch height and approximate the speed 
in which some Aboriginal men were 
running. The skeletal remains from 
Karraundo-ngga (Kaurna language for 
Hindmarsh area in Adelaide SA Australia) 
including the broken femur bone of a 
Kaurna (Aboriginal) man was examined for 
treatment and therapy. The skull and 
mandible bones were examined for signs of 
evolutional traits related to survival in tough 
environmental conditions. Aboriginal 
culture, and knowledge of medical 
treatment, therapies, and traditional 
medicines were investigated that may have 
contributed to survival.  
 



 

International Journal of Indigenous Health, Vol. 15, 2020 8 

Relationship 
            The authors are Kaurna (Aboriginal) 
men from the Adelaide Plains in South 
Australia and have community, cultural, and 
ancestral connections to the Kaurna People 
examined in this paper. The Kaurna People 
are the traditional owners of the Adelaide 
Plains and we still maintain our cultural 
heritage, beliefs, and connection to our land 
and waterways. The authors also have 
relationships with many Aboriginal and 
Torres Strait Islander communities around 
Australia. Written approval from the 
Willandra Lakes Region World Heritage 
Area Technical and Scientific Advisory 
Committee and the Community 
Management Council (TSAC and CMC), 
representing the Paakantji, the Ngiyampaa, 
and the Mutthi Mutthi Aboriginal Peoples 
was provided to visit their country and 
inspect the 21,000-year-old fossil footprints. 
In addition, the first author was given access 
to data previously collected by these 
communities. 103 Kaurna People were 
removed in the 1950s from a gravesite in 
Karraundo-ngga and were housed in the 
South Australian museum archives. 
Approval was given from Uncle Lewis 
Yerloburka O’Brien (Kaurna Elder) and the 
South Australian Museum to inspect skeletal 
remains of the author’s ancestors.  
 

Limitations 
           This project examined skeletal 
remains of Aboriginal People for possible 
links to survival methods and techniques. 
The skeletal remains examined were also of 
relatively small number and the extent of 
generalizability of the characteristics of 
these bones to the greater Kaurna 
community is unknown. The scope of this 
research was restricted and not every aspect 
or survival method was investigated. 
Nevertheless, the authors believe these 
findings make a valuable contribution to the 
current understanding of survival of 

Aboriginal People through one of the 
toughest environmental conditions in human 
history. 
 

Results 
 
Aboriginal Oral History 
            Interestingly, Aboriginal Australians 
are sometimes undermined for not having 
written documented history, but it may have 
been oral story telling of factual events, 
passed down unchanged for millennia which 
contributed greatly to our survival. Many 
Aboriginal tribes have been practising 
survival education for millennia with 
Dreaming stories, songlines, dance, 
paintings, and carvings (Broome, 1982; 
Charles, 2015; Isaacs, 1980). Many 
Dreaming stories are about creation, but 
many are also about teaching and learning as 
some of this educating is designed to assist 
survival. Many Dreaming stories are often 
set in conflict between right and wrong, 
jealousy, arguments, and disagreements 
where listeners are able to learn from the 
mistakes made by animals, creators, and 
ancestors in these songlines, dance, stories, 
and paintings (Broome, 1982; Charles, 
2015). Traditional lifestyles were able to be 
guided by Dreamtime stories, designed to 
keep people safe and well (e.g., eating the 
right foods and using medicines in the right 
amount, prepared in the right way, and at the 
right time of year (season), which is like 
modern day health promotion) (Broome, 
1982; Charles, 2015; Isaacs, 1980). There 
are many Aboriginal oral Dreaming stories 
which record that sea levels were much 
lower than they are today (Barker et al., 
2001; Campbell, 1967). This is of course is a 
true geological environmental fact about the 
Australian continent and it is incredible that 
this Aboriginal oral history has been shared 
down approximately 320 generations 
accurately for at least 8,000 years 
(Campbell, 1967). These historic stories 
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were kept intact and unchanged, reflecting 
precisely geological facts of the Australian 
continent cooperated by many different 
Aboriginal tribes in the same geographical 
area (Barker et al., 2001). The ancestors of 
the Gunaikurnai People, the traditional 
owners of Gippsland area in Victoria, 
Australia, have Dreaming stories of their 
country extending further south which is 
now covered by the ocean today (Fison & 
Howitt, 1880; Fison & Howitt, 1880). The 
Wurundjeri and “Wannadrung” (Note: name 
may have been misinterpreted by colonists, 
it may be Wadawurrung) tribes around what 
is currently Port Phillip Bay in Victoria, 
were reported as stating to the colonists that 
there was previously plenty of kangaroo and 
possum in the Port Phillip Bay, obviously 
referring to a time when the sea level was 
much lower (Barker, 1854). Similar 
Aboriginal Dreaming stories were told by 
nearby tribes of the Mornington Peninsula, 
the Bunurong People, stating the low lands 
(Port Phillip Bay) became flooded very 
quickly following a violent storm and the 
earth shaking (earthquake) (Rogers, 1966). 
The Ngarrindjeri tribe of South Australia 
also had oral history passed down 
generations, of being able to walk to 
Kangaroo Island, which is currently several 
kilometres of the coast of South Australia 
(Campbell, 1967) but the track to Kangaroo 
Island would have been above sea level and 
part of mainland Australia 8,000 – 10,000 
years ago.  
 
Refuges for Survival 
            There is research that suggests that 
surviving the very harsh conditions of the 
last ice age in Australia approximately 
25,000 years ago was to seek refuge where 
there was still fresh drinkable water, cover, 
and plant life (Williams et al., 2013). It is 
believed that all Aboriginal and Torres Strait 
Islander people of Australia at that time 
migrated to 11 distinct refugia (please see 

Figure 3) and abandoned approximately 
80% of the Australian landscape temporarily 
because it was uninhabitable (Williams et 
al., 2013). Although this theory seems 
plausible, it should be noted that this study 
could not investigate every part of the 
continent or other possible populations and 
refugia. Interestingly, based on Williams et 
al 2013 theory, the main population centres 
are several hundred kilometres inland or 
possibly even thousands of kilometres 
inland with sea levels being much lower at 
that time, which seems counterintuitive to 
survival considering the sources of 
sustainability the ocean could provide, so 
perhaps it was a fear of potential fast rising 
oceans that led to inland settlement.  
 
Figure 3 
 

 
Note. Refuges of survival during the last ice 
age in Australia (Williams et al., 2013). 
 
Athleticism and Survival  
            Aboriginal Australians have 
demonstrated great intelligence and 
knowledge of our environment, which have 
developed over the millennia (Watkins et al., 
2006; Webb, Cupper, & Robins, 2006). 
Some of this ability to adapt to 
environmental conditions has been an 
evolutionary process (Webb, 2007) as a 
knowledge and understanding of flora and 
fauna would have been fundamental to 
survival (Westaway, 2010). Physical ability 
would have been paramount to survival and 
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integral to many Aboriginal cultures 
(Robert, 1878; Taplin, 1879; Watkins et al., 
2006). Successful hunting would have 
required great intellect, knowledge of the 
fauna and the environment, but obviously 
athleticism was essential for hunting (Grubb, 
2011). Sahul had megafauna e.g., giant 
kangaroo and emu 3 metres tall, and giant 
wombat weighing over 1tonne. Although 
approximately 85% of megafauna became 
extinct about 50,000 years ago and most 
disappeared 25,000 years ago, around the 
time of the last ice age (Miller et al., 1999; 
Roberts et al., 2001; Wroe & Field, 2006) 
there is evidence of giant kangaroo and emu 
surviving 21,000 years ago in Southern 
Sahul, with paw prints found at Lake Mungo 
in the Willandra Lakes World Heritage area 
of NSW, Australia (Johnston, 2014).  
 
Skeletal Anatomical Features 
            The Kaurna People of the Adelaide 
Plains area in South Australia exhibit very 
large nasal cavities (please see Figure 4) 
which may have assisted with extremely 
harsh ice age temperatures via warming very 
cold air before entering the sinus passages, 
throat, and lungs. These large nostrils would 
have also limited entry of pathogens like 
bacteria, fungi, and viruses (Barberán et al., 
2015; Dutkiewicz, 1978; Kellogg & Griffin, 
2006) preventing infection(s) that may have 
been life threatening, as these large nostrils 
and hair would have captured pathogens 
(Gonzalez-Martin, Teigell-Perez, Lyles, 
Valladares, & Griffin, 2013). The Kaurna 
People also exhibited a very broad and 
pronounced brow and large eye sockets 
useful for protecting the eyes in extremely 
dusty, windy, and smoky (from bush fires) 
conditions experienced 15,000 to 35,000 
years ago, helping with visibility and 
limiting eye infection(s) carried in dust 
(Vismer, Marasas, Rheeder, & Joubert, 
2002).  
 

Figure 4 
 
Skull of 60-year-old Kaurna Man 
 

 
 
            The skull and accompanying 
mandible (please see Figure 5) of an 
approximately 60-year-old Kaurna man 
show the teeth to be in excellent condition 
with no decay, which was the case with all 
103 skeletal remains. This is an indication 
that the Kaurna People, despite the difficult 
environmental conditions, managed to 
maintain a healthy, balanced diet, which 
included adequate calcium levels, which is 
known to improve bone (Fonseca & Ward, 
2004) and strength (Kornegay & Thomas, 
1981). These skeletal facial features and 
bone health would likely have contributed to 
the Kaurna Peoples survival in harsh 
environmental conditions. 
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Figure 5 
 
Mandible of 60-year-old Kaurna Man 
 

 
 
Culture, Medicine and Treatments 
           Figure 6 contains the right and left 
femur of a Kaurna man with the right femur 
having a completely healed compound 
fracture at the neck and shaft of the femur. 
These types of injuries are very difficult to 
heal, even for modern medical professionals 
(Davidovitch, Jordan, Egol, & Vrahas, 2010) 
and usually require fixation surgery 
(Christie, Court-Brown, Kinninmonth, & 
Howie, 1988; Mackenzie, 1971). Even with 
the best modern surgical practices and 
medicines, the rate of non-union and 
necrosis with these compound fractures is 
approximately 50% (Davidovitch et al., 
2010). The fact that this Kaurna man had 
this injury completely healed is strong 
evidence the Kaurna People were in good 
health, had excellent knowledge of medicine 
and therapies, with the capacity to heal our 
community members, including from serious 
medical emergencies. The sizable 
calcification around the fracture suggests 
this 60 year old man lived for at least 5 years 
after the incident which caused the fracture 
(likely to be a fall from a great height) 
(Bourque, Gross, & HAll, 2004).  
 
 

Figure 6 
 
Compound Fracture of Right Neck and Shaft 
of Femur 
 

 
 
            The fall from a great height may 
have been while climbing a tree, perhaps for 
hunting (possum) or finding a scoping 
viewpoint, which the Kaurna and other 
tribes were known to do regularly 
(Lumholtz, 1889; Watkins et al., 2006). This 
suggests that at least part of the Kaurna 
survival strategy and perhaps part of our 
success was regular tree climbing. However, 
the most important evidence for the Kaurna 
Peoples ability to survive is the fact that this 
60year-old man survived such a severe 
compound fracture of the neck and shaft of 
the femur bone. This would have been a life 
ending injury in many cases for people from 
other cultures without knowledge of 
treatment and therapies, certainly in the 
harsh environmental conditions of the time. 
For the Kaurna man who was in his 60s (an 
Elder), to survive such a horrific injury 
would have taken an extreme level of 
support from the Kaurna community i.e., 
“community-strength”, certainly from many 
members working together. This may be the 
most important aspect of survival in these 
harsh conditions -the culture of 
“community-strength” within tribes- and 
perhaps one of the earliest examples of 
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“community-care” which many Aboriginal 
tribes are known for today (Berry et al., 
2010; Rowley et al., 2000). This Kaurna 
man would have been in extreme pain, for a 
very long period of time, and would have 
been immobile for many months and would 
have required constant support (Fox et al., 
2000). The recovery and rehabilitation from 
such an injury would have required 
knowledge of treatment, therapies, and 
medicines for serious injury. Indeed, the 
Kaurna People did have knowledge of 
medicine to reduce pain, a shrub (pituri 
plant) that produces an alkaloid which 
contains nicotine (Langley & Dickinson, 
1890). The Kaurna people administered 
pituri in high doses to reduce pain (Langley 
& Dickinson, 1890; Watkins et al., 2006; 
Watson, 1983). Pituri would have been an 
important medicine (narcotic) (Johnston & 
Cleland, 1933) with a compound fracture, 
which would have been incredibly painful.  
           The possibility to die from blood loss 
would have been possible with an injury of 
this type. However, if the person did not 
bleed out, the possibility of contracting an 
infection would have been the greatest risk 
of a life-ending event. The Kaurna People 
had knowledge of medicine to prevent 
and/or treat infection and this would have 
been paramount to this man’s survival. 
Honey has been used by Aboriginal 
Australians for thousands of years to treat 
wounds and a variety of skin complaints, 
including the Kaurna People (Boorn et al., 
2010). Although it had been dismissed by 
many western medical professionals for 
many years, it is now commercially 
available for many purposes (e.g., 
MediHoney). MediHoney has been shown to 
be effective for a variety of wounds 
including those colonised or infected with 
multi-resistant staphylococcus aureus 
(MRSA) (Blaser, Santos, Bode, Vetter, & 
Simon, 2007). Other studies showed 
MediHoney to be effective against 58 strains 

of staphylococcus aureus and 20 strains of 
pseudomonas, and that honey dressing were 
able to produce sterile wounds in 3-10 days 
(Molan, 1999). It would have been likely 
that this man’s wound would have been 
treated with Honey as an antibacterial. Tea 
Tree oil has also been used by many 
Aboriginal Australian tribes as a disinfectant 
against bacteria, fungi, and many other skin 
problems (Carson, Hammer, & Riley, 2006; 
Tong, Altman, & Barnetson, 1992), 
including an effective agent against MRSA 
(Caelli, Porteous, Carson, Heller, & Riley, 
2000). This Aboriginal Australian traditional 
medicine was also ignored by western 
practitioners but is now commercially 
available and widely used. The knowledge 
of the properties of Tea Tree Oil, by the 
Kaurna and other tribes and its abundance, 
means it is very likely it would have been 
used to treat this Kaurna man’s wound. The 
Kaurna People would have had this man lay 
in a bed of eucalyptus leaves and applied 
some leaves directly to the wound site as an 
antibiotic, as the leaves dry they will also 
absorbed fluid and cushion the wound site. 
There are many other traditional Aboriginal 
medicines and treatments used for wounds, 
pain, and injury that the Kaurna People 
would have likely used (Watkins et al., 
2006). There was traditional knowledge of 
medicines for inflammation that were widely 
available to the Kaurna People and useful in 
the treatment of this man (Devanesen, 
2000). Many modern surgical techniques 
involve surgical screws and internal braces 
to the bone for such a fracture this Kaurna 
man experienced (Christie et al., 1988). This 
injury and accompanying wound would have 
needed bracing of some form for it to heal 
and reduce pain and allow union of the bone 
(Herbert & Fisher, 1984) and the Kaurna 
People did have exceptional knowledge of 
human anatomy (Watkins et al., 2006). The 
amount of sizable calcification tells us that 
this man did in fact get back up and was 
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weight bearing for several years, which is an 
incredible outcome and a credit to the 
Kaurna Peoples knowledge and community-
strength.  
  

Discussion 
 
Aboriginal Oral History 
            The ancient historical geological 
knowledge held by these Aboriginal 
Peoples, of their country would have 
assisted their survival. Knowing the 
potential for massive sudden geological shift 
and potential rise and fall of sea levels and 
spread of disease would have likely 
influenced their decisions about where to 
live. Whether or not to have permanent 
settlement at one site and committing great 
time and resources in settling permanently 
on the coast, or low-lying land. It is well-
documented that the Kaurna People of 
Adelaide Plains in South Australia would 
only have temporary dwellings and shift 
from near the coast to the shelter of the hills 
seasonally and main settlements that were 
several kilometres inland. The Kaurna 
People also spread out and lived in family 
groups and clans (Watkins et al., 2006). This 
regular rotation of dwelling was about flora 
and fauna regeneration and disease 
prevention i.e., leaving human and animal 
waste behind to decompose. Interestingly 
the permanent settlement at one single site, 
and rapid gathering of the masses in 
European cities led to the death of millions 
from disease (Scott, Duncan, & Duncan, 
1996). Perhaps the culture of nomadic 
rotation of sites and dwellings of many 
Aboriginal Australian tribes, living 
separately of family groups and clans, but 
supporting the entire tribe was based on 
knowledge that was passed down from our 
ancestors to look after mother earth, allow 
regeneration, and preventing disease spread. 
This was also based on preservation of time 
and resources that could be lost with the 

fluctuation of sea level and climate change. 
This Aboriginal knowledge and culture of 
community-strength would have contributed 
to the survival of Aboriginal Australians.   
 
Refuges for Survival 
            The mobility of these Aboriginal 
People over such long distances to reach 
refugia, through such incredibly difficult 
environmental conditions, is staggering. 
This mobility truly would have been a 
“survival of the fittest” and certainly many 
sacrifices would have had to been made to 
reach these destinations. One can only image 
the desperate journey to arrive at these 
refugia. This is a clear demonstration of the 
community-strength, adaptability, and 
resilience of the Aboriginal People of 
Australia. This process of mobility and 
relocation may have embedded the need to 
be mobile in some Aboriginal Australian 
cultures, and why many Aboriginal tribes 
did not invest too much time and resources 
in building permanent structures and 
dwellings and resisted cohabitation in one 
large group (Watkins et al., 2006). 
 
Athleticism and Survival 
           To successfully hunt these very large 
and fast moving pre-historic animals it 
would have taken great skill, knowledge and 
athleticism by the Aboriginal People of this 
time (Charles, 2017, 2018). Modern day 
wombats have a top speed of 40km/hr, 
kangaroos have a top speed of 70 km/hr, and 
emu are one the fastest land birds on the 
planet at 50km/hr (Bennett, 1987; Garland, 
1983; Heglund, Fedak, Taylor, & Cavagna, 
1982). There is no evidence for the running 
speed of giant wombat, kangaroo and emu 
but because of their size, and similar ratio, 
they may have been even faster than their 
modern relatives. However, regardless of 
their speed, their size and strength alone 
would have made hunting these giant 
animals much harder and would have likely 
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take great athleticism and teamwork from 
many members of the community. Despite 
their possible great speed and known size of 
these pre-historic animals, several studies 
reported that Aboriginal Australians were 
very successful hunters of megafauna 
(Miller et al., 1999; Roberts et al., 2001; 
Wroe & Field, 2006). This successful 
hunting style, relying on community-
strength would have contributed to the 
survival of Aboriginal Australians.  
            In conjunction with the required 
knowledge of their environment, flora and 
fauna, Aboriginal Peoples have evolved foot 
structure and function that is conducive to 
athleticism, which would have improved 
hunting success and assisted their survival. 
The first author has recently demonstrated 
some aspects of foot and ankle morphology 
and function that are highly prevalent in 
modern day Aboriginal Peoples, including a 
high arched foot type and reduced ankle 
joint range of dorsiflexion (ankle equinus) 
(Charles, 2015, 2017). The author found 
ankle equinus was highly prevalent 
especially in males and most commonly 
affected the gastrocnemius muscle (Charles, 
2015, 2017). This previous research 
indicated that both the foot arch type and the 
range of ankle joint dorsiflexion affected 
plantar pressures, with a tendency to 
increase the duration and degree of forefoot 
loading (Charles, 2017, 2018), and this is 
thought to have contributed to the 
athleticism of Aboriginal Australians. 
Although due to the cross-sectional nature of 
these studies, the findings are not 
generalizable to the total Aboriginal and 
Torres Strait Islander population.  

Although not generalizable, it is 
possible both an ankle equinus and a high 
arch foot type are an evolutionary 
biomechanical development to increase 
running speed and thereby improve hunting 
ability and survival (Nigg, Cole, & 
Nachbauer, 1993). The great running speed 

of ancient Aboriginal Australians has been 
documented at Lake Mungo in the Willandra 
Lakes World Heritage area of NSW, 
Australia (Johnston, 2014). Some of the men 
running at Lake Mungo, are taking 
approximately 25 steps to travel an 
approximately 50 metres or if extrapolated 
50 steps to travel 100m (Charles, 2018). 
This stride pattern is similar to some of the 
modern world’s high performance athletes 
(Hanon & Gajer, 2009). If the Aboriginal 
men at Lake Mungo are taking 50 steps to 
travel 100m this would be an estimated sub 
11 seconds to run 100m (Faccioni, 2016). 
Using a pace calculator (Net, 2016) this is an 
estimated top speed of 35km/h. It must also 
be considered that these men were running 
barefoot, in soft ground (mud), and likely 
carrying a weapon(s) and/or other item(s) 
(Charles, 2018). However, these calculations 
of the ancient Aboriginal men running 
100m, is an estimate based on an 
extrapolation of a 50m run, and there is no 
way of knowing if these men could have 
maintained this stride pattern. This 
athleticism would have been a key 
component of survival of Aboriginal 
Australians. Especially having to travel vast 
distances to reach refuges and escape 
unviable land and unliveable environmental 
conditions (Williams et al., 2013). However, 
athleticism and the ability run fast would 
have only been part of the survival though 
the last ice age.  
 
Culture, Medicine and Treatments 

It could be argued that the Kaurna 
Peoples knowledge and use of traditional 
medicines, therapies, and treatments would 
have certainly contributed greatly to our 
survival through difficult environmental 
conditions.   
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Conclusion 
            The Australian continent has 
experienced many environmental and 
climatic changes over the millennia that 
would have been an extremely challenging 
for the Aboriginal People of Australia. 
However, a period of two thousand years, 
approximately 24,000 to 26,000 years ago 
which would have been especially tough to 
survive through. Navigating these extremely 
harsh, rapidly changing conditions is an 
incredible story of survival of Aboriginal 
Australians. The findings of this 
investigation suggest that Aboriginal 
Australians survival methods were complex 
and multi-faceted. There is evidence of an 
evolutionary component to survival, 
including facial features and biomechanics 
that would have contributed to survival. 
Aboriginal Australians have demonstrated 
incredible endurance and fitness for mobility 
and a strong “will” to survive. However, 
perhaps our community mindedness and 
community-strength is a very powerful tool 
of resilience and resistance. Our culture, 
knowledge, and understanding of flora and 
fauna for nourishment and medicine and 
other medical treatments was paramount to 
the survival of Aboriginal Australians. The 
benefits of living in family groups or clans 
and avoiding mass cohabitation, knowledge 
was passed down from ancestors and was a 
key aspect of preventing the spread of 
disease, seen in other continents like Europe. 
The potential for rapid change to earth’s 
environment and its impact on all 
inhabitants experienced by Aboriginal 
Australians is perhaps a lesson for modern 
Aboriginal and non-Aboriginal people of our 
earth.    
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Alberta: Implications for Advancing Health Equity for First 
Nations Children 
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Vandna Sinha, University of Colorado, Boulder  
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In 2016, Canada was ordered to implement Jordan’s Principle by the Canadian Human Rights 
Tribunal. In response to the order, Canada created the Child First Initiative to provide federal 
funding for provincial and territorial organizations supporting First Nations children’s health, 
education, and social service needs, including service coordination. In the shifting national 
landscape of Child First Initiative funding, there is a lack of evidence on how pediatric 
healthcare services are addressing the serious health and healthcare inequities experienced by 
many First Nations children. This paper describes the implementation of a Child First Initiative 
by the First Nations Health Consortium in the Alberta region and research findings that provide 
insights into the complexity and challenges of advancing First Nations children’s health and 
health equity within the current federal Child First Initiative mandate in this province. This paper 
highlights the need for transformative pediatric healthcare approaches that expand beyond an 
individual and demand-driven system and orient towards practices and policies that are socially-
responsive. Also, this paper highlights that First Nations leaders and Jordan’s Principle initiatives 
play a leading role in the design and delivery of all pediatric healthcare services with First 
Nations communities, families, and children across Canada. 
 
Keywords: Indigenous, First Nations Health Consortium, pediatric healthcare, early 
intervention, substantive equality, social determinants, structural inequities  
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Introduction 
Jordan’s Principle is a legal 

requirement that Canada ensures all First 
Nations children have access to education, 
social, health services, supports, and 
products without denials, delays or 
disruptions (First Nations Child and Family 
Caring Society of Canada et al. v. Attorney 
General of Canada, 2016). Jordan’s 
Principle is named in honor of Jordan River 
Anderson, a little boy from Norway House 
Cree Nation in Manitoba who was born with 
a rare genetic disorder that required 
specialized care from birth. Jordan was 
denied the basic health supports necessary to 
leave the hospital and return home due to 
lengthy jurisdictional funding disputes 
between provincial and federal 
governments. Jordan spent his life in 
hospital until he passed away in 2005 at the 
age of five (First Nations Child & Family 
Caring Society, 2020). Jordan’s Principle 
was created and championed by First 
Nations organizations and advocates. In 
2007 Jordan’s Principle was introduced as a 
motion in the House of Commons where it 
received unanimous support. However, 
meaningful steps towards the 
implementation of Jordan’s Principle did not 
occur until a landmark 2016 ruling by the 
Canadian Human Rights Tribunal (CHRT) 
which ordered the federal government of 
Canada to immediately implement the full 
meaning and scope of Jordan’s Principle 
(Caring Society v. Canada, 2016).   
 Following the CHRT ruling the 
federal government initiated a Jordan’s 
Principle Child First Initiative (CFI) to 
provide federal funding for organizations 
supporting First Nations children’s health, 
education, and social service needs. The CFI 
included funds for Enhanced Service 
Coordination (ESC) initiatives that were 
intended to help maximize First Nations 
children’s access to existing health, social, 
and educational services. The CFI also 

included funds for requests for individual 
children and group requests to address 
service gaps affecting large numbers of 
children. These funds were originally 
approved for three years and have recently 
been renewed for an additional three years 
(Sangster et al., 2019). In January 2017, a 
newly-formed First Nations Health 
Consortium (FNHC) in Alberta received 
CFI funding for all First Nations children 
living on- and off-reserve and initiated a 
research partnership with the Children’s 
Services Policy Research Group at McGill 
University in order to document the 
organizational development of their ESC 
model.      

This paper focuses on the 
implementation of a CFI initiative to 
implement Jordan’s Principle and advance 
First Nations children’s health and 
healthcare equity. The paper highlights the 
FNHC in the Alberta region as an exemplar 
of an ESC model and research findings that 
provide insights into the complexity and 
challenges of advancing First Nations 
children’s health and health equity within 
the current federal CFI mandate. This paper 
also explores the implications of these 
findings for informing the transformation of 
pediatric healthcare services and systems in 
partnership with Jordan’s Principle 
initiatives in Canada.       

This paper uses the concept of health 
equity as meaning that “all people 
(individuals, groups, and communities) have 
a fair chance to reach their full health 
potential and are not disadvantaged by social, 
economic, and environmental conditions” 
(National Collaborating Centre for 
Determinants of Health, 2015, p. 2). In 
Canada, health equity is enshrined in 
Canadian public health practices and policies 
(Pauly et al., 2013; Public Health Agency of 
Canada, 2014). Orienting pediatric 
healthcare towards equity in Canada and 
similar wealthy countries is starting to 
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emerge in response to concerns about 
widening social inequalities (Gerlach & 
Varcoe, 2020; Wood & Goldhagen, 2013), 
and increasing scientific evidence on the 
impacts of early childhood adversity on 
health and wellbeing across the life course 
(Boyce & Hertzman, 2018; Goldblatt et al., 
2015). While the concept of health equity is 
used in public health discourses, policy 
discussions and legal rulings around services 
for First Nations children in Canada are 
increasingly using the term ‘substantive 
equality’ (Caring Society v. Canada, 2016). 
Despite being two distinct discourses, a 
primary indicator and intent of both of these 
concepts is equitable outcomes. Equitable 
outcomes cannot be measured in a single 
fiscal year as achieving equitable outcomes 
often requires examining and interrupting 
routine approaches and restructuring deeply 
rooted systems and practices so that they are 
inclusive of and responsive to individuals, 
groups, and communities’ social contexts and 
circumstances (Browne et al., 2018; 
Goldblatt et al., 2015). For example, the 
funding, organization and delivery of 
pediatric healthcare for a family and child 
living in a northern rural community may 
need to be very different from those provided 
in an urban centre.  

 
The Structurally Determined Nature of 
First Nations Children’s Health 

First Nations children’s health is 
inextricably tied to past and present colonial 
violence. From the late 19th century until 
today, despite continued resistance from 
their families and communities, many First 
Nations children have been removed from 
their homes through state-sanctioned 
legislation and policies in the form of 
residential schools, the Sixties scoop, and 
the contemporary child welfare system 
(McKenzie et al., 2016; Truth and 
Reconciliation Commission of Canada, 
2015). A legacy of this state-sanctioned 

violence is that First Nations families can 
delay accessing child-related services 
because of deep-seated fears that it will 
result in their children being removed from 
their care (Gerlach, et al., 2017). Colonial 
violence and historically-rooted structural 
inequities continue to directly contribute 
towards First Nations children experiencing 
a greater risk of poor health outcomes 
compared to non-Indigenous children in 
Canada (Allan & Smylie, 2015; Greenwood 
& de Leeuw, 2012; Smylie et al., 2010). 
This structurally-rooted vulnerability is 
manifested in many First Nations children 
lacking access to basic determinants of 
health including family income, parental 
education and employment, safe drinking 
water, food security and safe housing 
(Smylie & Adomako, 2009). Importantly, 
health inequities are potentially avoidable or 
remediable (Marmot, 2007). However, in the 
Canadian context instead of creating policies 
that aim to remediate structural inequities, 
the federal government continues to enact 
policies that underfund or rely on short-term 
funding for needed services, while actively 
resisting legal requirements that would 
support improved outcomes for First 
Nations children (Sinha et al., 2018; The 
Canadian Bar Association, 2019). 

 
An Enhanced Service Coordination 
Model for First Nations Children in 
Alberta 

In Alberta, there are an estimated 
137,000 First Nations Peoples, with a 
young, fast growing population (Statistics 
Canada, 2017). There are 46 First Nations, 
encompassing 140 communities of varied 
sizes with distinct cultural traditions. The 
languages currently spoken include 
Blackfoot, Cree, Chipewyan, Dene, Sarcee, 
and Stoney (Indigenous and Northern 
Affairs Canada, 2010). Recognizing the 
enormous diversity within and between First 
Nations in the Alberta region, the FNHC 
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was formed with the goal of serving all First 
Nations families and children across this 
province. The FNHC is a collaboration 
between Bigstone Health Commission, Kee 
Tas Kee Now Health Commission, 
Maskwacis Health Services, and Siksika 
Health Services which are located in Treaty 
6, 7, and 8.  

In 2017, the FNHC initiated an ESC 
model based on their mandate to fulfill First 
Nations children’s ‘inherent rights to holistic 
services and supports’ by connecting 
families and children to health, social, 
education services, supports, and products 
(First Nations Health Consortium, 2020). 
This ESC model operates within shifting 
federal and legal directives surrounding the 
eligibility, provision, and administration of 
Jordan’s Principle, and with no clear 
directives on the long-term funding or 
implementation of Jordan’s Principle, or the 
gap this funding is intended to fill (Sangster 
et al., 2019). The federal government’s 
‘Standard Operating Procedures’ for 
Jordan’s Principle specifies that Jordan’s 
Principle requires case reviewers to consider 
requests on a case-by-case basis, focusing 
on how the request will address the 
immediate need of the child, rather than 
long-term systemic change (Indigenous 
Services Canada, 2019). Group requests do 
provide a means for extending beyond a 
case-by-case approach. However, there is 
currently insufficient information or 
guidance around group requests for this to 
serve as a mechanism for systemic change 
(Sinha et al., 2018). 

The ESC model developed by the 
FNHC is typically accessed by families or 
service providers initiating contact with a 
Jordan’s Principle Access Worker (AW) 
through a 1-800 number, who then conducts 
an initial interview in order to determine if a 
child’s needs can be met by referrals to pre-
existing services. When services are 
unavailable, a case file is opened, and the 

AW connects the family and/or service 
provider(s) with a FNHC Regional Service 
Coordinator (RSC). RSCs gather the 
necessary and often extensive 
documentation for a Jordan’s Principle 
request, which is then submitted to the 
Alberta based federal government focal 
point workers who determine whether the 
request is approved, denied, or forwarded to 
a national office in Ottawa for further 
review and outcome determination (Sangster 
et al., 2019). From Fall 2017 to Spring 2019, 
739 First Nations children accessed the 
ESC, 57% of whom were children living on-
reserve. During this time period, the FNHC 
opened cases for approximately 1 in every 
85 First Nations children in the Alberta 
region. The FNHC also supported 21 
Jordan’s Principle group requests from 
organizations and First Nations across this 
region who successfully identified a gap in 
services for a group of children. Examples 
of approved group requests include early 
intervention therapy programs, diabetes 
care, and psychosocial assessments 
(Sangster et al., 2019). 
 

Methods 
This research was initiated by the 

FNHC. Informed by a participatory research 
approach, the research team co-developed 
the study objectives, design, methods of data 
collection, and knowledge translation 
activities with the leadership and staff of the 
FNHC and their invited advisors from 
October 2017 to April 2019. A research 
agreement between the FNHC and the 
Children’s Services Policy Research Group 
at McGill University was grounded in a 
framework based on OCAPÒ (ownership, 
control, access, and possession) principles 
(First Nations Information Governance 
Centre, 2007). Ethics was approved by 
McGill University. For a detailed summary 
of the methods see Sangster et al., 2019.  
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 The findings in this paper are based 
on data generated through: (1) participant 
observation of weekly staff meetings, staff 
retreats and visioning sessions, and monthly 
meetings between the FNHC staff and 
federal government focal point workers, and 
(2) in-depth, semi-structured individual 
interviews with the FNHC Board (n=5) and 
staff (n=13) members following informed, 
written consent. During the study, the 
researchers had no access to identifying 
information about the children or families 
accessing ESC. All data were transcribed, 
coded, and analyzed by members of the 
research team and verified through an 
iterative member checking process with the 
FNHC staff and Board members over 
several months. Analysis was further 
informed by the literature and publicly 
available government and legal documents 
related to Jordan’s Principle, First Nations 
of Alberta, and the Alberta health, 
education, and social service systems. The 
full findings from the study are summarized 
in a formative evaluation report (Sangster et 
al., 2019).  
 

Results 
In this paper, the findings centre on 

data generated from interviews with FNHC 
staff and Board members, and two ‘family 
stories’ that were compiled from interviews 
and discussions with FNHC staff and 
researchers’ fieldnotes. There are two inter-
related themes that are pertinent to 
advancing health equity: (1) ‘It’s complex – 
it’s the needs of the entire family’ and (2) 
‘We have to find a better way’.  

 
‘It’s Complex - It’s the Needs of the 
Entire Family’ 

In their interviews, FNHC staff 
(RSCs and AWs) frequently talked about the 
time it took to fully understand the 
circumstances of a family’s life, including 
their family history, geographical location, 

housing situation, community infrastructure, 
and other factors impacting their child’s 
unmet health, social, or educational needs. 
In connecting with families through the 
early intake and long-term case management 
process, staff described a relational and 
often emotional process that focused on 
developing trust with families who had been 
unable to access services for their children. 
As one RSC reflected: 

 
This [case] was complex because it was 
also emotional. You know, the mom 
cried, I cried. You know you’re dealing 
with people’s lives, and little children, 
and I’m a mom myself.... It wasn’t just a 
medication - it was medical supplies, it 
was medical equipment, it was 
renovation of a house, it was a lack of 
transportation, it was the medical needs 
of the entire family.  
  

Staff described a process of ‘walking with’ 
families in gathering extensive amounts of 
information and documentation that were 
required to advance children’s access to 
health-related supports, services, or 
products.  

The following family story illustrates 
the complex nature of this work. 
Through her conversations with local public 
service providers, a RSC at the FNHC 
became aware of a family whose living 
situation was severely compromising their 
ability to continue caring for their child at 
home. The family consisted of two 
grandparents, a mother who used a 
wheelchair, and her three children. One of 
the children required a wheelchair and a 
feeding tube as a result of complications 
from a surgery when she was much younger. 
Following this surgery, the grandparents had 
been told that they would be unable to bring 
the child home because they did not have the 
supports necessary to meet her needs. 
Rejecting this, the grandparents sought the 
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training needed to care for their 
granddaughter while they were residing in 
the city where the surgery took place. After 
about a month, the family returned home.  

The family home was approximately 
900 square feet with poor ventilation, mold, 
and one wheelchair accessible exit. In an 
emergency, the mother and daughter would 
not be able to get out at the same time. The 
living room had sunken floors, making 
much of the house inaccessible to the 
mother and daughter in their wheelchairs. 
The isolated location of the home made it 
difficult for the family to arrange for 
purified water delivery, which they needed 
to clean the daughter’s feeding tubes. Minor 
renovations on the house were supported by 
the family’s Band, which had a housing 
budget of $80,000 for the entire community. 
These renovations were not enough to adapt 
the home to the family’s needs. 

The RSC joined with local service 
providers to advocate for a safe and 
wheelchair-accessible home for this family. 
At that time, the RSC was informed that 
because the CFI federal funding was due to 
end in March 2019, there was no funding 
available for services, renovations, or 
equipment beyond this date. Thus, funding 
could only be provided if a new home was 
built in less than a year. With this tight 
timeline in mind, the RSC gathered the 
documents required for the application to the 
focal point in Alberta for Indigenous 
Services Canada. The family’s pediatrician 
wrote a letter explaining the granddaughter’s 
health issues. The Chief wrote two letters: 
one confirming that land was available to 
the family for a new house and another 
detailing the community’s insufficient 
housing budget. An occupational therapist 
met with contractors and reviewed plans for 
wheelchair accessibility. In addition, the 
RSC met with an environmentalist to inspect 
the home for mold and document the 
findings in a letter. The RSC also worked 

with the Band administrator to gather three 
quotes to build a new home or purchase a 
prefabricated home that could be moved to 
the site. 

This RSC submitted an initial request 
for house modifications for this family in 
March 2018 and communicated regularly 
with the focal point regarding the required 
documentation.  In June 2018, the Alberta 
focal point informally confirmed that the 
federal government would fund major 
renovations to the family’s existing home to 
make it wheelchair accessible but would not 
fund the building of a new home under 
Jordan’s Principle. After a series of partial 
approvals, the necessary major renovations 
were denied. In December 2018, the FNHC 
filed an appeal on behalf of the family. In 
January 2019, the appeal was approved and 
renovations to the home finally began.  

The findings in this theme highlight 
the extent of intersectoral coordination and 
collaboration between multiple health and 
social service stakeholders, including federal 
focal point workers, to advance a child’s 
health and quality of life within families and 
communities that are impacted by 
discriminatory chronic federal underfunding. 
The social and often complex nature of 
‘needs’ identified and addressed by the 
FNHC is also highlighted by the 
organization’s statistics. Over an 18-month 
period from, October 2017 to April 2019, 
there were 447 requests categorized as 
‘outside of health’ including 121 related to 
education, 78 for food and/or income, and 
multiple categories including transportation, 
housing and infrastructure, status or treaty, 
respite and social supports, and cultural 
supports and services. Of the families 
requesting services 558 had one need, 121 
had two needs, 46 had three needs, and 14 
families had four or more needs. During this 
same time period, the FNHC identified 551 
requests for health needs including 169 for 
dental care, 107 for glasses and/or vision 
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needs, 62 for medication needs, and many 
others including but not limited to mental 
health, medical equipment and occupational 
therapy (Sangster et al., 2019).  

 
‘We Have to Find a Better Way’ 

The FNHC staff and Board members 
described how the current federal directive 
for Jordan’s Principle requests was 
predominately based on the premise that 
individual parents/caregivers or service 
providers will identify what service a child 
needs. Staff noted that caregivers were often 
hesitant to initiate a request due to their prior 
experiences of discriminatory or ineffective 
professional intervention, fears of racism or 
dismissal, and conflicting opinions within 
families about whether to ask for help. 
Moreover, some staff voiced their frustration 
about the individualistic framework 
established by the federal government, while 
broader systemic concerns were left 
unaddressed. This tension is reflected in the 
following family story.  

The FNHC received a call from a social 
worker at the Stollery Children’s Hospital in 
Edmonton requesting service coordination 
for a family. The mother, accompanied by 
her own mother, had travelled from their 
home community to Edmonton with her 
severely malnourished infant. The family 
lived in an isolated northern community 
only accessible by plane or by ice road. 
Children under the age of two made up 10% 
of the community’s population. However, as 
in many northern communities, the cost of 
food created a significant burden for 
families. For example, in the spring 2018 a 
gallon of milk cost $70. The price of baby 
formula was also exorbitant. Furthermore, a 
permanent boil water advisory made it 
difficult for parents to prepare powdered 
formula, which was the only formula 
officially approved through NIHB. Despite 
widespread and sometimes permanent boil 
water advisories in First Nations 

communities throughout Alberta, NIHB did 
not cover bottled water. In the hospital, a 
social worker informed the Jordan’s 
Principle AW that the baby would be 
discharged in a few days, and would require 
liquid formula when returning home. Two 
days before the baby was to be discharged 
home, the Jordan’s Principle AW started 
gathering information about the family. She 
learned that the grandmother’s first language 
was Cree and that the hospital lacked a Cree 
translator, which created a barrier when 
communicating with hospital staff. The 
Jordan’s Principle AW then phoned a nurse 
in the family’s home community to gather 
information about the process of shipping 
supplies North. She was told that doctors 
completing rotations in the community often 
brought medications and prescriptions, but 
that access to these resources was weather-
dependent, with up to three weeks between 
shipments. 

After gathering this information, the 
AW started the process of securing liquid 
formula for the family. She asked the 
hospital nurse to have the attending doctor 
write a prescription for the liquid formula 
and take it to the pharmacy immediately. 
The pharmacy tried to charge NIHB for the 
prescription but received an immediate 
denial. The doctor completed a form 
explaining why the medical team requested 
a formula prescription and faxed this 
documentation to NIHB. At this point, the 
Jordan’s Principle AW was advised it could 
take 24 to 48 hours for an answer from 
NIHB; time the family did not have, because 
the baby was soon to be discharged. The 
AW anticipated, based on past experience, 
that the liquid formula prescription would be 
denied by NIHB. She developed a 
contingency plan with the focal point - if the 
family did not receive NIHB approval by 
Friday, they would apply to fund the 
formula under Jordan’s Principle. The 
family received a second denial for liquid 
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formula coverage from NIHB, after which 
the focal point approved funding.  

In the interim, the doctors decided to 
keep the child in hospital over the weekend.  
During this observation period, doctors 
prescribed a different liquid formula in order 
to better meet the child’s medical and 
developmental needs. The AW was told by a 
focal point that this change in prescription 
meant she had to again complete the process 
of documentation gathering and NIHB 
denial. The secondary submission process 
required taking the new prescription to the 
pharmacy and getting another immediate 
denial from NIHB, after which the doctor 
wrote another letter to explain why the 
prescription was changed.  This was 
followed by a fourth submission to NIHB, 
which received another denial. At this point, 
the AW submitted a second Jordan’s 
Principle application, which was deemed 
complete by the focal point.   

The mother, baby, and grandmother 
returned home with a prescription for a 
year’s worth of liquid formula. The family 
later contacted the AW to confirm the 
compensation process for purchase of 
additional formula. The AW contacted the 
focal point and learned that, after four NIHB 
denials and two Jordan’s Principle 
applications, NIHB had agreed to fund the 
medically necessary liquid formula for the 
family. The community and AW were 
concerned by the family’s experience and 
submitted a successful group request so that 
all parents in the community could have 
access to liquid formula for their infants 
under the age of two.  According to the 
RSC, this cost more than $700,000. The 
entire group application process took about 
2½ months. The community continues to 
have no access to safe drinking water.  
This family story highlights the increased 
vulnerability of First Nations infants for 
health inequities as a result of a lack of 
access to a basic determinant of health – safe 

drinking water.  As of February 2020, there 
are 60 long-term drinking water advisories 
in First Nations across Canada (Government 
of Canada, 2020). Efforts towards adequate 
funding, infrastructure and human resources 
to resolve drinking water advisories remain 
inadequate despite significant commitments 
from provincial and federal governments 
(Lukawiecki, 2018).   
 Several FNHC Board members also 
expressed concerns about a system based 
primarily on responding to individual 
children’s needs, including the following in 
relation to speech therapy:  
 

A major issue is the lack of speech 
language therapy. So, we have to 
change [the] regulation so speech 
language therapy is an automatic 
approval process. Then you don’t have 
to go through a Jordan’s Principle 
system. We used to have allied health 
services as part of NIHB that include 
occupational therapy, physio, speech 
language therapy and chiropractic. We 
have to be able to, through our data, we 
have to tell people... that there is a 
better way of delivering services. 
 

The findings in this second theme highlight 
the challenges and limitations of a 
predominately individual identification and 
request driven system that operates within 
the status quo of underlying structural 
inequities and a fragmented pediatric 
healthcare system. 
 

Limitations 
A limitation of this study is that it 

did not include interviews with First Nations 
families, children, or youth or First Nations 
community-based healthcare providers or 
Elders. Their experiences and perspectives 
would have further enhanced our 
understanding of the lived realities of 
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navigating Jordan’s Principle and the ESC 
model delivered by the FNHC in Alberta. 
 

Discussion 
Currently there is a lack of evidence 

on how pediatric healthcare systems, 
organizations and professionals are 
addressing the serious health and healthcare 
inequities experienced by many First 
Nations children in the midst of shifting 
federal responses to the CHRT rulings on 
Jordan’s Principle (Assembly of First 
Nations, 2018; Sinha & Wong, 2015). In the 
following section, we explore how the 
findings in this paper can inform greater 
dialogue on transforming pediatric 
healthcare in partnership with Jordan’s 
Principle initiatives in Canada.  

 
Expanding Beyond Individual and 
Demand-Driven Systems   

The findings in this paper provide 
insights into an individualistic and demand-
driven system for Jordan’s Principle funding 
in the Alberta region. This system requires 
that caregivers or professionals in a child’s 
life can identify an unmet need and 
recognize which specialized supports, 
services, or products exist to resolve the 
unmet need. This responsibility is 
compounded by unclear and shifting federal 
procedures for the approval of services that 
exceed normative provincial standards in 
order to advance equitable health outcomes 
for First Nations children. For example, the 
current federal guidelines for assessing 
whether a Jordan’s Principle funding request 
is approved for a pediatric healthcare service 
rely heavily on the capacity of caregivers 
and FNHC staff to describe the social 
disadvantages that are impacting a child’s 
health. A reliance on individual caregivers 
or service providers making a request and 
being approved for Jordan’s Principle 
funding risks that an unknown number of 
First Nations children continue to 

experience unmet needs (Sangster et al., 
2019). The lack of systemic federal and 
provincial reform of funding for, and 
provision of pediatric healthcare services for 
First Nations children, and the federal 
government’s failure to address the deficits 
in on-reserve resources and services, 
severely limits the capacity of the current 
CFI funding to ensure that all First Nations 
children can achieve health outcomes 
equitable to other children in Canada.  
 Thus, pediatric healthcare providers 
working with First Nations can find 
themselves in a landscape that continues to 
be characterized by fragmented healthcare 
funding, inadequate responses, and 
individual remedies. This landscape aligns 
with the constant pull of healthcare funding 
and delivery towards neoliberal and 
biomedical individualism that often fails to 
attend to how broader social and structural 
factors can profoundly shape children’s 
health, development and life trajectory 
(Gerlach, Teachman, et al., 2017). This 
approach to children’s health is in sharp 
contrast to the work of the FNHC frontline 
staff as described in this paper. A common 
thread in this work is the frequency with 
which staff are having to respond to, and 
navigate through colonial structural 
inequities that result in communities and/or 
families’ lacking access to basic 
determinants of health such as safe drinking 
water and housing (Vives & Sinha, 2019; 
Woodgate, 2013).  

 
Orienting towards Socially-Responsive 
Pediatric Healthcare 

The findings in this paper point to 
the importance of broadening the scope of 
pediatric healthcare beyond a focus on an 
individual child’s health and development to 
services and practices that are socially-
inclusive and responsive. This 
transformation requires a shift in focus 
towards building authentic relationships 
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with each First Nation community and 
family in order to learn from them about 
their everyday lives, social circumstances, 
resources and priorities. Allocating the time 
to build genuine relationships is central to 
avoiding the imposition of interventions and 
approaches that are informed by non-First 
Nations’ perspectives and settings. This 
relational approach also broadens the scope 
of routine practices to be inclusive of, 
responsive to, and directed by communities 
and families’ realities and self-identified 
priorities surrounding their children’s health 
and wellbeing (Gerlach et al., 2018; Gerlach 
& Elliott, 2017). Unfortunately, at an 
organizational and system level, the 
reductionist tendencies of how pediatric 
healthcare services are structured and 
evaluated means that spending time building 
relationships to learn from a community or 
family about their social history, resources 
and circumstances are not typically 
prioritized or legitimized. Doing this form of 
relational work can also be compromised by 
the short-term or limited nature of current 
Jordan’s Principle funding that does not 
allow healthcare professionals the time to 
work with communities and families in a 
trusted and meaningful way.  

Healthcare professionals who are 
collaborating with First Nations on the 
implementation of Jordan’s Principle may 
also experience uncertainty or moral distress 
as they question their agency and 
responsibility in orienting their care to be 
socially-inclusive and responsive. Central to 
this approach is the expectation that 
healthcare providers engage in a process of 
ongoing reflexivity and dialogue with First 
Nations community members and leaders 
(Canadian Pediatric Society, 2016; Sinha & 
Wong, 2015). This process can include 
questioning - ‘What am I/we doing to build 
authentic relationships?’ ‘Is my/our service 
relevant and useful?’ ‘How have I/we sought 
to understand the social and historical 

context of this community or family?’ ‘How 
have I/we created space and mechanisms for 
engaging with community members and 
First Nations colleagues so that they can 
direct the work I am/we are doing?’  

Ultimately, orienting towards 
socially-responsive pediatric healthcare 
requires a fundamental structural change, in 
which First Nations lead, design, and deliver 
services. In this context, respectful, 
responsive and effective programs and 
services are predicated on close and 
equitable relationships between pediatric 
organizations and First Nations 
organizations in order to ensure that 
pediatricians, family physicians, and allied 
pediatric healthcare professionals are fully 
informed about and collaborating effectively 
on Jordan’s Principle initiatives (Canadian 
Pediatric Society, 2016; Sinha & Wong, 
2015). Central to this endeavor is the need 
for a greater investment in human resources 
to support the full implementation of 
Jordan’s Principle.  
 

Conclusion 
Historically-rooted inequitable 

power relations, that are the hallmark of 
colonization, continue to endanger First 
Nations children’s health and wellbeing with 
potentially lifelong consequences. This 
paper contributes further evidence on the 
need for the federal government to address 
the chronic underfunding of services, 
resources and infrastructure in First Nations 
communities in order to advance health 
equity for all First Nations children 
(Sangster et al., 2019). Federal reforms are 
also necessary to create long-term funding 
that adequately provides for the sustained 
implementation of Jordan’s Principle and 
allow healthcare programs and services to 
mature and be effectively implemented. A 
federal and provincial response that shifts 
the provision of pediatric healthcare beyond 
a demand driven approach focused on the 
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needs of individual children to policies that 
create long-term, equitable funding for First 
Nations communities is necessary in order to 
advance First Nations children’s equity in 
health and healthcare. Finally, it is 
imperative that First Nations leaders and 
Jordan’s Principle initiatives play a leading 
role in the design and delivery of all 
pediatric healthcare services with First 
Nations communities, families, and children 
in Canada. 
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Northwest Territories Residential Southern Placement 
Program: Dislocation and Colonization through ‘Care’
Alannis McKee, University of British Columbia 
Sean A. Hillier, York University  

This research traces colonialism and neoliberalism as foundational architecture to health policy 
in Canada that seeks to erase Indigeneity and disability and secure the dominance of a White 
settler able-bodied state. This is accomplished through critical analysis of the Residential 
Southern Placement Program, a health policy from the Northwest Territories, Canada. 
Residential Southern Placements are contractual agreements made between the Northwest 
Territories Department of Health and Social Services and service agencies from southern 
provinces to provide care to territorial residents with a disability whose needs—according to the 
Department of Health and Social Services—cannot be met within the territory. We explore how 
the ostensibly neutral health policy Residential Southern Placements becomes enacted as a 
violent intervention of erasure that specifically targets Indigenous adults and children with 
cognitive disabilities – as evidenced through data collected by a Freedom of Information 
Request-  through long-term and, at times, lifelong dislocation from families, communities, and 
land. In this analysis we position the Residential Southern Placement Program as an intervention 
that aims to uphold and safeguard a White settler able-bodied vision of Canadian society. This 
research highlights an ongoing colonial practice with important implications for disability studies 
and Indigenous health researchers. 

Keywords: Indigenous, colonization, trauma, disability, schooling, medical travel, dislocation, 
Northern, institutionalization 
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Introduction 
The formation and implementation 

of health policy cannot be separated from 
foundational sociopolitical contexts that 
govern how a policy is enacted. In Canada, 
the rise of neoliberalism and entrenchment 
of colonialism are central tenets to existing 
social and political architecture. These 
rationalities naturalize and perpetuate 
existing power structures and position the 
dominance of a White settler able-bodied 
State as natural and inevitable. As a result, 
ostensibly neutral health policies can serve 
to further cement the subordinate status of 
marginalized social groups, including 
Indigenous Peoples and peoples with 
disabilities.  

In the case of health and social care, 
policies that appear, or are marketed as, 
benevolent in nature are often deployed as 
apparatuses of violence and oppression. 
Certainly, the relations between Indigenous 
and non-Indigenous, and able-bodied and 
disabled, are consistent with such policy 
interventions. From sterilizations to 
Residential Schooling to institutionalization 
and confinement, Indigenous and disabled 
bodies have similarly been positioned as the 
‘fortunate’ recipients of benevolent State 
projects of education, reform, care, and 
rehabilitation. As interventions into the lives 
of Indigenous Peoples have intensified, so 
too has the harm and suffering of Indigenous 
Peoples, which has, strategically, further 
justified the ‘help’ these communities 
continue to require from White settler 
society. However, despite their benevolent 
branding, interventions to ‘improve’ the 

 
1 Data retrieved from my Access to Information 
Request indicate that 100% of individuals in the 
Residential Southern Placement Program have some 
kind of cognitive disability and approximately 95% 
of residents sent south are Indigenous Peoples. 
Results from the Freedom of Information Request are 
discussed in detail in the “Results from Freedom of 
Information Request” section.  

lives of disabled people and Indigenous 
Peoples have often translated to the violent 
erasure of Indigeneity and disability from a 
White settler, able-bodied vision of Canada.  
 This research explores the ways in 
which we can trace overarching eugenic and 
colonial imperatives aimed at erasing 
Indigeneity and disability in Canada to the 
enactment of a specific health policy from 
the Northwest Territories - the Residential 
Southern Placements. Residential Southern 
Placements are contractual agreements made 
between the Northwest Territories 
Department of Health and Social Services 
and service agencies from southern 
provinces to provide care to territorial 
residents with a disability whose needs—
according to the Department of Health and 
Social Services—cannot be met within the 
territory. This research explores how the 
ostensibly neutral health policy of 
Residential Southern Placements becomes 
enacted as a violent intervention of erasure 
that specifically targets Indigenous Peoples1 
with cognitive disabilities2 through long-
term and, at times, lifelong dislocation from 
families, communities, and land. In this 
analysis, we position the Residential 
Southern Placement Program as an 
intervention that aims to uphold a White 
settler able-bodied vision of Canada and as a 
masked continuation of colonial projects of 
dislocation. 
 
Northwest Territories Health System 
Background 

An organizing logic of dislocation is 
embedded in the delivery of health and 

2 In this paper, I adopt the terminology of “cognitive 
disability” as this is language utilized within the 
Department of Health and Social Services as it 
operates the Residential Southern Placement 
Program. In this case, cognitive disability broadly 
refers to a range impairment of the mind that fall 
under the categories of: intellectual disability, mental 
illness, and brain injuries, as defined by the 
Department of Health and Social Services (2017a).  
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social service programming in the Northwest 
Territories, including the Northwest 
Territories Long Term Care Program, which 
governs Residential Southern Placements. 
The Northwest Territories Long Term Care 
Program is a division of the Northwest 
Territories Department of Health and Social 
Services that operates to meet the needs of 
territorial residents whose care needs surpass 
what can be provided in the home 
environment (NWT Department of Health 
and Social Services, 2015a). This program 
delivers care to a fraction of the 45,000 
territorial residents, spread across a 
landmass of 1.3 million square kilometers 
and divided into 33 communities (Moffit & 
Mercer, 2015). Approximately 50% of these 
33 communities are remote and inaccessible 
by all-season road and most have a 
population fewer than 1,000 people (Moffit 
& Mercer, 2015). Wide geographic 
dispersal, low population size, and limited 
infrastructure development within 
communities are defining features of health-
care delivery in the Northwest Territories. A 
centralized service model has been the 
predominant government response to these 
challenges. Within this framework, long-
term care and health services are delivered 
through regional centres, to which residents 
from surrounding smaller communities must 
travel (Young & Chatwood, 2011). That 
said, the range of services offered within the 
territory, even in more largely populated 
regional centers like the territorial capital, 
remain highly limited (Young & Chatwood, 
2011). In response to this, the Northwest 
Territories has established and become 
heavily reliant on contracted health and 
social care from southern provinces in 
Western Canada, particularly Alberta 
(Young & Chatwood, 2011). In this system, 
territorial residents are sent on medical 
travel from the Northwest Territories to 
health and social care facilities in provinces 
to the south where their health needs can be 

met. Residents with lifelong or long-term 
care needs that cannot be met in the 
Northwest Territories are those who become 
subject to Residential Southern Placements.  

Residential Southern Placements are 
deployed within a context of long-term care 
service configuration. Since 2009, a single-
entry point for all Long-Term Care services 
exists through a unified Territorial 
Admissions Committee (TAC) that reviews 
all applications and makes an offer of a 
support scheme for each applicant (Fraser, 
2011). Limited information about the TAC 
exists publicly, however, membership on the 
TAC includes two representatives from 
Seniors and Continuing Care Services 
Division, a public representative who serves 
a two-year term, and one representative from 
each of the three Health and Social Services 
Authorities who are nominated by their CEO 
for a two-year term, and appointed by the 
Deputy Minister of Health and Social 
Services. With this change, region-specific 
health authorities were replaced by a 
centralized system operating out of 
Yellowknife. The TAC receives every 
application for long-term care and holds 
absolute authority over the provision of 
services to Northwest Territories residents 
both within the territory and in care 
arrangements made with out-of-territory 
agencies. In the decision-making pathway of 
the TAC, an application for long-term care 
is completed and received by a committee 
that decides whether long term care is 
necessary or not. If long-term care is 
deemed necessary, the TAC then decides 
where the applicant will receive support. If a 
suitable space—as determined only by the 
TAC—is available within an individual’s 
region, they are automatically placed there. 
However, if no suitable space is available 
within the individual’s region, the TAC 
offers the ‘choice’ of an alternate facility 
either within the territory or through a 
Residential Southern Placement. If the 
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individual accepts the ‘choice’ given to them 
by the TAC, they gain priority access to that 
facility; however, if they decline this 
‘choice’ they are put on the bottom of the 
waitlist for service in their region. 
Importantly, the territory only has 13 long-
term care spaces within the purview of TAC 
are specifically for residents with cognitive 
disabilities. Given that these placements are 
virtually always full, these applicants find 
themselves uniformly funneled into 
Residential Southern Placements.  

 
Methods 

This research began with answering 
the ostensibly straightforward question of 
how people with cognitive disabilities from 
the Northwest Territories are sent to another 
province for years on end to receive care. 
However, after an initial investigative 
process, the research purpose evolved from 
that of quasi-investigative journalism, 
describing precisely what Residential 
Southern Placements are and the ways in 
which they are imposed, to a more critical 
scholarly question of how this policy is 
rationalized and enacted onto very specific 
bodies; namely Indigenous adults and 
children with cognitive disabilities.  

To gather more information about 
the demographics of individuals subjected to 
Residential Southern Placements, a Freedom 
of Information Request (FIR) was submitted 
to the Access to Information and Health 
Privacy Officer at the Northwest Territories 
Department of Health and Social Service. 
The request was submitted on December 12, 
2018 and requested data regarding the age, 
disability type, community of origin, and 
race (broken down to Indigenous or non-
Indigenous status) for adult placements in 
the Residential Southern Placement 
Program. This FIR provided additional data 
including length of placements, contracted 
agencies, and contract amounts that were 
utilized, however, not all of which are 

addressed in this paper. Public government 
financial documents were also consulted 
throughout the analysis to contextualize and 
supplement data.  

Based on the data received from the 
FIR request, it became clear that the 
overwhelming overrepresentation of 
Indigenous Peoples within the program 
demanded specific attention. This oriented 
the research to the position of de Leeuw et 
al. (2010)—originally taken with reference 
to the Child Welfare System in Canada—
that asserts that even though health or social 
programs, such as the Residential Southern 
Placement Program, may not explicitly 
address Indigenous Peoples in their mandate 
or policies, the fact that the vast majority of 
individuals in the program are Indigenous 
means their deployment is “invariably 
implicitly aimed at Indigenous people” 
(Leeuw et al., 2010, p. 290). By 
acknowledging the foundational role of race 
in the operation of the Residential Southern 
Placement Program, researchers can explore 
how this health policy functions as an 
apparatus of colonialism that advances 
Indigenous erasure through: the 
reproduction and perpetuation of dislocation 
from land imposed onto Indigenous Peoples; 
disruption of natural connectedness of 
Indigenous Peoples through the forced 
separation of families and communities; and 
disruption of knowledge transmission that 
impedes the acquisition of traditional 
languages and cultural expression. The 
authors of this study come to this work with 
their own unique worldviews and 
experiences that has helped to inform this 
research. McKee is a white settler living 
with a disability who relocated from 
southern Ontario to the Northwest 
Territories as a young child and has lived 
there with her family ever since. Hillier is a 
queer mixed Mi’kmaw / settler person who 
grew up economically disadvantaged in a 
small isolated community in rural 
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Newfoundland whose work focuses on how 
system level issues impact Indigenous 
Peoples health.  

 As the data from the FIR 
substantially represented Indigenous 
Peoples, Indigenous community 
organizations in the Northwest Territories 
were approached to share and discuss the 
findings. During the outreach process, ten 
Indigenous organizations were provided 
with an infographic of key research findings 
and demographic data, and representatives 
from these organizations were invited to set 
up a time to call or meet about the results. 
Discussion with organizations included any 
questions they had regarding the research or 
the data uncovered, how these findings may 
impact their organization or the communities 
they represent, and what action they would 
like to see in response to the findings. Over 
the course of May and June 2019, outreach 
with the ten Indigenous organizations in the 
Northwest Territories took place. From this, 
a phone call with four of these organizations 
and an in-person meeting with one 
organization was coordinated, whose scope 
encompassed First Nation, Metis, and Inuit 
residents from all regions of the territory. 

In addition to presenting data 
gathered with Indigenous organizations, 
there was a discussion about the ways they 
would like to see this information mobilized. 
From these conversations, additional data 
was requested regarding the number of 
children in Residential Southern Placements 
and a breakdown of all individuals in 
placements by region and First Nation, Inuit, 
and Metis status. These data sets were 
requested as a secondary FIR on May 27, 
2019 to the Access to Information and 
Health Privacy Officer at the Northwest 

Territories Department of Health and Social 
Service. Responses to this request were 
received on June 28, 2019 and July 15, 
2019. It was requested by the community 
organizations that any new data be provided 
to them so that they may use it as evidence 
in their own requests for funding or to 
redistribute control and autonomy over the 
delivery of health and social services from 
the Government of the Northwest Territories 
to Indigenous organizations. This 
information sharing was completed after 
each of the discussions. 
 

Results 
 Data received through FIR indicate 
that 162 Northwest Territories residents are 
in Residential Southern Placements, as of 
June 2019. Of these, 56 individuals are 
children (<18 years of age) and 106 are 
adults (>18 years of age). 89% of children in 
Residential Southern Placements have 
registered Indigenous status and 90% of 
adults in Residential Southern Placements 
have registered Indigenous status, as 
detailed in Table 1. It should be noted that 
the FIR request received indicated that, 
“while the table demonstrates that six 
children/youth are non-Indigenous this 
should be interpreted cautiously. The 
siblings and/or parents of these 
children/youth are Indigenous. Therefore, 
based on the ethnicity of siblings and/or 
parents, some children may not have applied 
for their Nunavut Inuit Enrolment Card 
(NTI), Metis Status Card, or First Nation 
Status Card.” The FIR received for adult 
placements gave no specification on the 
Indigenous relations of those codified as 
‘non-Indigenous’.  
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Table 1  
 
Breakdown of Individuals in the Southern Residential Placement Program by Ethnicity as of 
June 2019  
 

Ethnicity Number of Children (<18 
yrs.) in Placement 

Number of Adults (> 18yrs.) 
in Placement 

First Nation  35 56 
Inuit  10 38 
Metis  5 1 
Non-Indigenous  6 11 

Total 56 106 
 
As of October 2019, data on the length of 
Residential Southern Placements had only 
been received for adult placements. Data 
received indicate that placements were 
predominantly long-term and, in some cases, 
lifelong. Only 15% of adult residents in 

placements had been outside of the territory 
for less than one year; 32% of adults had 
been in their placement for 4-10 years; and 
23% had been in their placement for over 10 
years, as outlined in Table 2.  

 
Table 2 
 
Length of Residential Southern Placement for Adults as of December 2018  
 

Length of Placement Range Approximate Number of 
Adults in Range 

Percentage of Adults in 
Range 

Less than 1 year 16 15.2% 
1-2 years 10 9.5% 
2-4 years 21 20.0% 
4-10 years 34 32.4% 
10-15 years 8 7.6% 
15-20 years 14 13.5% 
Greater than 20 years 2 1.9% 

 
Review of the 2017 Request of Proposals for 
the Residential Southern Placement Program 
from the Northwest Territories Department 
of Health and Social Services indicate that 
100% of individuals in the program had 

some form of cognitive disability, including 
intellectual disabilities, psychiatric 
disabilities, and brain injuries, as outlined in 
Table 3.  
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Table 3 
 
Distribution of Residential Southern Placements by Disability Type as of 2017  
 

Disability Category Percentage of Placements 
Intellectual disability 66% 
Psychiatric disability 31% 
Brain injury 3% 

 
According to Northwest Territories 
Department of Finance budgets, the budget 
for the Residential Southern Placement 
Program has increased steadily, such that 
between 2011 and 2017, government 
investment in these placements increased 
from 16.1 million dollars to 28.5 million 
dollars (a 77% increase), and now accounts 
for over 50% of the Northwest Territories 
Department of Health and Social Services’ 
total spending on residential care (NWT 
Department of Finance, 2017a, 2017b; NWT 
Department of Health and Social Services, 
2013, 2014, 2015, 2016, 2017b). 
 

Discussion 
 
Settler Colonialism and Indigenous 
Elimination  

Given that a majority of the 
Northwest Territories population (50.7%) is 
Indigenous, analysis of any of its health 
policies would be incomplete without 
consideration of historic and ongoing 
colonialism that shape the lived experiences 
of Indigenous Peoples and govern the social 
landscape where health policy operates 
(NWT Bureau of Statistics, 2016).  

The relationship between the 
Canadian State and Indigenous Peoples has 
been, and continues to be, shaped by policy 
with an unchanging goal to “ensure the 
eventual disappearance of Indians” 
(Palmater, 2014, p. 27). This goal of 
eliminating Indigenous Peoples from what is 
now Canada has been enacted through the 
violent intervention of the State into nearly 

every aspect of Indigenous People’s bodies, 
lives, communities, and lands. While this 
attempted erasure has taken on innumerable 
manifestations since initial contact between 
Indigenous Peoples and White settlers—
from outright state-sanctioned killing 
through incentivized scalping of Indigenous 
Peoples, to involuntary sterilization, to 
violent and aggressive assimilative 
projects— the rationality driving this 
elimination, in all adopted methodologies, 
continues to fall back to the domination and 
ownership of land (Milloy, 2008; Palmater, 
2011; Palmater, 2014). Settler colonialism is 
a violent enterprise of erasure that asserts the 
natural domination and ownership of settlers 
over land and resources controlled by a 
preceding, and still present, sovereign 
peoples; in essence, as described by Wolfe 
(2006), “settler colonialism destroys to 
replace” (p.388). In this formulation, 
Indigenous Peoples, with preceding 
ownership and connection to land, embody a 
permanent contestation towards the existing 
domination of the White settler State and, 
furthermore, an obstacle to the 
unobjectionable assertion of settler 
dominion over stolen land. Wolfe (2006) 
theorizes the settler response to this tension 
as taking on a particular form of elimination 
that negatively seeks to destroy Indigenous 
society through the dissolution of social 
structures, culture, and political power, and 
positively seeks to erect a new colonial 
society (i.e., the White settler state) on its 
stolen territory.  
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In Canada, the attempted elimination 
of Indigenous societies for the purposes of 
securing permanent access to Indigenous 
lands and resources by the settler population 
has arisen from violently assimilative 
policies and projects that seek to erase 
Indigeneity through “absorption into the 
general population” for purposes of 
“overcoming lingering native custom and 
tradition” (Duncan Campbell Scott, as cited 
in Palmater, 2014, p. 31). From this vantage 
point, the Canadian State positioned—and 
continues to position through the present-
day enactment of historic policy—
Indigenous Peoples and cultures as a threat 
to the actualization of the settler State. This 
perceived threat is neutralized by the State 
through heinous colonial projects that are 
often not advertised as such publicly, at least 
not explicitly. Since the enactment of the 
Indian Act in 1869, the violent intervention 
of the State into the bodies, lives, 
communities, and lands of Indigenous 
Peoples has been rationalized as social 
projects of benevolent transformation that 
aim to ‘help’ and ‘improve’ Indigenous 
Peoples.  

 
Projects of Elimination in the Northwest 
Territories  

In northern Canada, and the 
Northwest Territories specifically, social 
projects of ‘improvement’ often rely on a 
model of dislocation that necessitates the 
movement of Indigenous Peoples from their 
home communities to regional centres where 
care is delivered. Moreover, for people with 
long-term care needs, particularly those with 
cognitive disabilities, this dislocation of 
people from the Northwest Territories is 
intense, with placements for care outside the 
territory in southern provinces.  

The legacy of trauma faced by 
people with cognitive disabilities sent south 
for care can be traced back to historical 
patterns of dislocation during the era of 

institutionalization. Once institutionalized in 
the south, northern people with cognitive 
disabilities faced increased barriers to 
remain connected with their home 
communities and families due to the sheer 
extent of physical separation, which would 
have required a high level of independent 
wealth to overcome. While families of 
southern people with cognitive disabilities 
relocated to institutions within their home 
province may be able, with difficulty, to 
save enough money to make a trip by road 
or rail, it is doubtful that families of northern 
people sent south can ever save enough 
money to make such a journey, considering 
the significant cost of transportation by 
plane and already high cost of living in the 
north (Menzies & Palys, 2006). In addition 
to the increased isolation and emotional 
devastation experienced by northern people 
with cognitive disabilities in general, it is 
also crucial to recognize that the 
interlocking social identity of Indigeneity 
would have greatly influenced the 
experience of southern institutionalization 
for Indigenous Peoples with cognitive 
disabilities. Upon institutionalization, 
Indigenous Peoples with cognitive 
disabilities became subjected to an 
additional level of segregation, surveillance, 
and attempted erasure through the 
entrenched colonialism of Canada’s health 
system. Segregation of Indigenous persons 
in medical institutions was commonplace in 
Canada, especially western and northern 
Canada, into the 1960s. In Yellowknife’s 
own hospital, where some people with 
cognitive disabilities were held for a time 
before being relocated to institutions in the 
provincial south, Indigenous patients were 
relegated to ‘Indian Wards’ until at least 
1965 (Lux, 2016). Considering the 
pervasiveness of the residential school 
system in the Northwest Territories, with the 
last school closing in 1994, it is likely that at 
least some Indigenous Peoples living in the 
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north with cognitive disabilities were 
subjected to the abovementioned process of 
dislocation and re-traumatization, having 
been forced out of their communities to 
attend residential schools and then, again, 
forced into segregate health institutions in 
the south. Beyond the already morbid 
prospects of displacement, illness, poor 
living conditions, and abuse faced by all 
people with cognitive disabilities, being 
institutionalized as an Indigenous person 
would have also been a profoundly 
alienating experience (Menzies & Palys, 
2006). Once confined to an institution, it 
was not uncommon for a patient to discover 
that they were the only Indigenous person in 
their ward, or in an entire facility (Menzies 
& Palys, 2006). Not only would this have 
created a significant barrier to cultural 
expression and sense of belonging, but day 
to day social life of Indigenous residents 
may have also been impacted by the fact that 
English was very often not their first spoken 
language—if it was spoken at all—and, as 
such, basic communication was impeded 
(Menzies & Palys, 2006). As well, outside 
the walls of institutions, colonialism and 
medicalization interlocked in other eugenic 
projects, such as sexual sterilization, 
increasing the vulnerability of Indigenous 
Peoples with cognitive disabilities from the 
Northwest Territories housed in institutions 
of the south. For example, from 1969-1972 
in Alberta, First Nations people accounted 
for 25% of patients sterilized through the 
Sexual Sterilization Act, despite only 
representing 3% of the province’s 
population (Stote, 2012). Together, these 
factors contributed to an especially violent 
and painful experience of southern 
institutionalization for Indigenous Peoples 
from the north with cognitive disabilities, 
who not only faced significant geographical 
separation, but also cultural repression and 
greater levels of subjugation, isolation, and 
attempted erasure (Roman et al., 2009).  

Importantly, this should not be 
understood as an issue of the past. Physical 
distance between families separated through 
southern placements continues to be an 
insurmountable barrier for many. This is 
especially true for Indigenous Peoples, given 
that the Northwest Territories has the second 
highest rate of poverty in Canada at 16.3%, 
and particularly for Indigenous Peoples and 
those in smaller and remote communities, 
where the rate of family poverty ranges from 
22% to 50% (NWT Bureau of Statistics, 
2016b).  It is difficult to conceptualize the 
degree of isolation imposed onto northern 
people with cognitive disabilities, who, 
during this era of institutionalization, have 
been treated as limitlessly portable and 
depersonalized sites of medical 
management, relegated to unfamiliar lands 
and climates, a world away from their 
families and homes with no end in sight.  
 
Residential Southern Placements and 
Indigenous Elimination through 
Dislocation  

Given the legacy of dislocation 
imposed onto Indigenous Peoples in general, 
it is no surprise that the data from the FIR 
reveal a disproportionate number of 
Indigenous Peoples with cognitive 
disabilities being subjected to Residential 
Southern Placements. Despite accounting for 
50.7% of the population of the territory, 
Indigenous residents account for at least 
90% of persons placed outside of the 
territory for care. It is also clear that this 
figure is under-representative of the true 
proportion of individuals in Residential 
Southern Placements, given that at least 4% 
of placements outside the territory are 
codified ‘non-Indigenous’ by the 
Department of Health and Social Services 
despite a known Indigenous parent or 
sibling. Of the Indigenous persons in the 
Residential Southern Placement Program, 
100% of them had some form of cognitive 
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disability. Despite a policy that does not 
specifically address Indigenous Peoples or 
cognitive disability, it is critical to 
understand how almost all individuals in 
these placements fall into both categories. 
We posit that dislocation is a mechanism of 
erasure with shared historic and 
contemporary deployment onto Indigenous 
Peoples and persons living with cognitive 
disabilities in Canada.  

Projects of erasure that impact 
people with cognitive disabilities and 
Indigenous Peoples in settler-colonial 
Canada have been similarly predicated on an 
overarching rationality that some persons are 
better served through the external 
management of worthy citizens with power 
(read as White and able-bodied). 
Institutionalization of people with cognitive 
disabilities in Canada arose from eugenic 
thinking that aimed to protect the 
nondisabled population from the threat of 
feeblemindedness and was legitimized 
through a subtext of care and medicalization 
of disability (Walmsley & Johnson, 2017). 
Through eugenic rationality, people with 
cognitive disabilities were viewed through a 
moralistic lens and positioned as sites of risk 
that needed to be addressed through 
segregation, surveillance, confinement, and 
management by nondisabled people and, in 
particular, the State. To legitimize these 
interventions by the State, people with 
cognitive disabilities had to be positioned as 
inherently inferior and non-autonomous 
objects of management; sites for 
improvement and transformation towards 
hegemonic understandings of rationality and 
intellectual capacity (Walmsley & Johnson, 
2017). In other words, people with cognitive 
disabilities ought to be ‘cared’ for by people 
without disabilities, who are best suited to 
define and address their needs. In the 
Residential Southern Placement Program, 
this organizing logic remains embedded in a 
pathway of care distribution that places full 

autonomy with an external governing body 
(i.e., the TAC), to make decisions about the 
lives and bodies of persons with cognitive 
disabilities. Likewise, since contact, 
Indigenous Peoples and societies have been 
similarly characterized as inherently deviant 
and inferior to that of settler society. 
Through this logic, White settlers 
strategically positioned themselves as the 
rightful and natural trustees of Indigenous 
Peoples and communities and justified an 
array of violent and intrusive projects into 
the lives of Indigenous Peoples (de Leeuw et 
al., 2010, p. 290). Not unlike the 
interventions aimed at persons with 
cognitive disabilities, colonial projects 
including Residential Schooling and the 
Sixties Scoop that aimed to erase 
Indigeneity, have similarly organized around 
dislocation from family and community.  

Dislocation is central to the 
functioning of the Residential Southern 
Placement Program. In this program, 
Indigenous Peoples with cognitive 
disabilities find themselves subjected to 
displacement from their families, 
communities, and land for extended periods 
of time. As indicated from FIR, these 
placements are by no means short-term and, 
for most adults, last from years to a lifetime. 
As such, it is helpful to understand the 
Residential Southern Placement Program as 
a current iteration of a colonial legacy of 
dislocation for the purposes of elimination, 
that operates under a guise of ‘caring for’ 
Indigenous Peoples through medicalization. 
In what has been described by some scholars 
as “medical colonialism”, Western medical 
practices and conceptions of health are 
deployed and imposed onto Indigenous 
bodies in ways that undermine the integrity 
of Indigenous communities by disrupting 
traditional Indigenous social structures and 
ways of knowing through enforced 
assimilation and acquiescence to Western 
systems (Brown et al., 2012, p. 45). This is 
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especially pronounced in the enforcement of 
Western medical interventions and by 
making basic medical care contingent on 
dislocation of Indigenous Peoples from their 
home communities. The fact that many 
Indigenous Peoples, particularly Indigenous 
Peoples living outside urban centres and 
especially those in northern communities, 
face a dilemma in health care access that 
forces them to choose between accessing 
care or staying in their home communities, 
is well supported in existing scholarship 
(see, for example: Allan & Smylie, 2015; 
Anderson et al., 2008; Czyzewski, 2006; 
Kolewaski et al., 2010; Martens, 2000; 
Moffit & Vollman, 2006; Reading & Wien, 
2013; Salvalaggio & Miore, 2003). The 
disconnection that comes from Indigenous 
Peoples’ need to relocate for access to health 
care engenders intense loneliness, isolation, 
alienation, and negative mental and physical 
health outcomes (Allan & Smylie, 2015; 
Auger, 2016; Kolewaski et al., 2010; 
Salvalaggio & Miore, 2003; Moffit & 
Vollman, 2006). In addition to the 
devastating impact this has on an individual 
level, separation from one’s land, family, 
and community also have important 
implications for Indigenous societies, where 
fractured families and communities disrupt 
the intergenerational and lateral transmission 
of cultural knowledge, language, and 
identity formation (Reading & Wied, 2009). 
Of particular relevance to this paper is 
specific research identifying that Indigenous 
Peoples with cognitive disabilities dislocated 
for the purpose of accessing care are more 
highly represented in large institutional-like 
settings, less likely to return to their home 
communities, and have systemic challenges 
accessing and engaging with Indigenous 
language, culture, and community while 
living in residential settings (Auger, 2016; 
Rossow-Kimball et al., 2017). This is 
perhaps best captured through the words of 
Indigenous Peoples themselves, such as 

those of a ‘Namgis participant in a Brown et 
al.’s (2012) study of dispossession and 
health equity, who stated that living away 
from home territories has the impact of 
“undermining sacred connections that 
nourish the relationship between one and 
another” (p. 55). Where land is the lifeblood 
of culture and connectedness for Indigenous 
societies, dislocation serves as a direct attack 
on the existence of Indigenous societies, 
and, further, the resistance they pose to the 
actualization of the White settler State. By 
orchestrating the dislocation of Indigenous 
Peoples from their own land, the Canadian 
State engages in a violent assertion of 
dominance that implies White settlers have 
the inherent authority over this land, to 
choose who can go where, and erase 
Indigenous sovereignty and history 
altogether. 

What also cannot be ignored is a 
trajectory towards further investment and 
dependence on placements of dislocation as 
a catch-all response for Indigenous adults 
and children living with cognitive 
disabilities. As evidenced in review of 
budgets from the Department of Finance and 
Department of Health and Social Services, 
the Government of the Northwest Territories 
continues to increase its spending on out-of-
territory services such that the budget for out 
of territory placements has increased 77% in 
just 6 years between 2011 and 2016. A 
similar investment within the territory for 
non-institutional residential supports for 
persons with disabilities has been notably 
absent. Unrestricted and indefinite 
investment in southern agencies is an 
approach that has, and continues to, 
predictably lead to a continued need to move 
people out of the territory. Existing spending 
patterns indicate that this destructive system 
of care is only set to expand moving 
forward.  
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Conclusion 
The Residential Southern Placement 

Program facilitates contractual care 
arrangements between the Government of 
the Northwest Territories and southern care 
agencies for individuals who, according to 
the TAC, cannot have their needs met within 
the territory. Placements are predominantly 
long-term and impose intense dislocation, 
literally thousands of kilometers, from one’s 
and home community to agencies in the 
provincial south. 

Although never naming Indigenous 
Peoples or persons with cognitive 
disabilities, available data establishes that 
the Northwest Territories Residential 
Southern Placement Program is deployed for 
Indigenous Peoples with cognitive 
disabilities at least 90% of the times it is 
utilized. To understand how Indigenous 
Peoples with cognitive disabilities became 
the primary target of this program, this 
research contextualizes Residential Southern 
Placements into a history of colonialism that 
seeks to eliminate cognitive disability and 
Indigeneity from a White settler, ablebodied 
vision of what is now Canada. This research 
highlights an ongoing colonial practice with 
important implications for disability studies 
and Indigenous health researchers. This 
research serves as a critical point of 
intersectional scholarship and provides a 
framework for disability communities and 
Indigenous Peoples to work in collaboration 
towards the redistribution of power, 
resources, and justice for all people that call 
the Northwest Territories home.   
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Decolonising the HIV Care Cascade: Policy and Funding 
Recommendations from Indigenous Peoples Living with HIV 
and AIDS 
 
Sean A. Hillier, York University  
Eliot J. Winkler, Ontario HIV Treatment Network  
Lynn Lavallée, Ryerson University  
 
Indigenous Peoples in settler colonial nations, like Canada, continue to experience 
intergenerational trauma, racism, socioeconomic disadvantages, and pervasive health disparities 
resulting from centuries of systemic oppression. Among these, is the disproportionate burden of 
HIV in Indigenous Peoples in Canada, coupled with a lack of access to care and services. One 
method of assessing systems-level gaps is by using the framework of the HIV care cascade, which 
focuses attention on diagnosis of individuals, initiation of antiretroviral treatment, and 
achievement and maintenance of viral suppression. The cascade, as it stands today, does not yield 
positive outcomes for Indigenous Peoples living with HIV. In order to close existing gaps, the 
authors sought to decolonise the HIV care cascade by rooting it in funding and policy 
recommendations provided directly by Indigenous Peoples living with HIV. This research presents 
29 recommendations that arose when First Nations participants living with HIV partook in 
traditional storytelling interviews to share their life’s journey and offer suggestions for improving 
access to care and services. Said recommendations are to localize testing and diagnosis (while 
upholding confidentiality), improve access to culturally-appropriate care and services, provide 
targeted programming for Indigenous women and heterosexual men, and increase funding for 
provincial disability benefits; important steps in decolonising the HIV care cascade. 
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Introduction 
Colonialism has a long history of 

violently intervening into the life of 
Indigenous Peoples in Canada (a collective 
term for those who are First Nations, Inuit, 
or Métis) through policies such as the Indian 
Act (1985), the construction of residential 
schooling, the 60’s scoop, theft of lands, the 
reserve system, and the overrepresentation 
of Indigenous Peoples in Canadian prisons 
(Oliver et al., 2015). Colonial policies have 
produced inequities across the social 
determinants of health tied to 
intergenerational trauma and a persistent 
lack of funding and services for Indigenous 
Peoples. Indigenous Peoples continue to 
resist the processes of colonisation all while 
remaining resilient to significant adversity 
and a continued systemic effort to eradicate 
them as a people. However, socioeconomic 
disparities are seen across every facet of 
health, including: heavy infectious disease 
burdens, significantly shortened life 
expectancy; diseases and death associated 
with cigarette smoking; illnesses and deaths 
linked to misuse of alcohol and other drugs; 
intimate partner violence; homicide and 
suicide; obesity, diabetes, hypertension, 
cardiovascular, and chronic renal disease; 
and diseases caused by environmental 
contamination (National Collaborating 
Centre for Aboriginal Health, 2013, p. 4). 
Yet another disproportionate health burden 
facing Indigenous Peoples of Canada and 
their communities is that from Human 
Immunodeficiency Virus (HIV) and 
Acquired Immune Deficiency Syndrome 
(AIDS). The estimated HIV prevalence rate 
for Indigenous Peoples in Canada in 2016 
was 362 per 100,000 population which is 
two times higher than in the general 
population (Public Health Agency of 
Canada, 2018). Despite Indigenous Peoples 
making up only 4.9% of the Canadian 
population (in 2016; Statistics Canada, 
2017), Indigenous women accounted for 

30.9% of new HIV cases in Canadian 
women and Indigenous men accounted for 
16.3% of new HIV cases in Canadian men 
(in 2017; Haddad et al., 2019). However, 
given significant issues with HIV data 
collection and reporting, there is limited data 
on the true impact of HIV and AIDS on this 
population.  

One way to assess gaps in current 
HIV care and engagement is by using the 
HIV care cascade, a tool that outlines the 
stages of care people living with HIV 
encounter, starting from testing and 
diagnosis, to initiating antiretroviral 
treatment, and finally, treatment adherence 
to maintain viral suppression (Ontario 
Advisory Committee on HIV/AIDS, 2017). 
In theory, if everyone living with HIV were 
able to access and engage with care at each 
stage of the cascade, the virus would no 
longer be transmitted. However, individuals 
can encounter barriers at each step of the 
cascade due to poor service access, lack of 
HIV education, stigma and discrimination, 
poverty, food insecurity, homelessness, and 
mental health and substance use (Hull et al., 
2012), all of which are faced by Indigenous 
Peoples today. As a result, there is a 
substantial disconnect between the priorities 
of the HIV care cascade and the real 
experiences of Indigenous Peoples living 
with HIV (Jongbloed et al., 2019). 

Concerted efforts are required to 
decolonise the HIV care cascade, or rather, 
close the health, discriminatory, and 
socioeconomic barriers faced by Indigenous 
Peoples. This large study explored the 
policies and funding arrangements for 
HIV/AIDS prevention and treatment in First 
Nations communities in Ontario, Canada. 
Particular attention was given to the origin 
of funding and service delivery, how health 
and social services are utilized, and the 
specific role each level of government 
played in the funding and delivery of 
services. In this research, 29 First Nations 
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people living with HIV and AIDS in Ontario 
provided, through storytelling, their first-
hand experiences of the pervasive effects of 
colonial trauma and how the intersection of 
racism and HIV stigma has affected their 
ability to seek confidential, localized, 
culturally-competent care. Storytelling 
allows for unmediated sharing of Indigenous 
experiences and knowledges, and is a 
pedagogical tool for learning about life 
(Iseke, 2013). Through participant stories 
arose a set of 29 recommendations for action 
at various levels of government and by First 
Nations communities to re-evaluate current 
practices of funding and service delivery and 
diminish Indigenous health inequities across 
the HIV care cascade. 
 

Methods 
This research was conducted 

alongside Indigenous Peoples living with 
HIV and followed the Tri-Council Policy 
Statement on research involving First 
Nations people, it was approved by the 
Ryerson University Research Ethics Board 
(REB 2015-343). Given the legacy of 
traumatic research conducted upon 
Indigenous Peoples, it was essential to be 
respectful of, and give agency to, the 
knowledge conveyed by participants to 
researchers. Therefore, this research was 
developed, directed, and overseen by two 
Indigenous HIV organisations and a 
comprehensive reciprocal research 
agreement was entered into by all parties. 
Twenty-nine diverse First Nations people 
living with HIV and AIDS who were or had 
been living in remote/isolated First Nations 
in Northern Ontario participated. Due to 
issues of confidentiality, interviews took 
place in six cities (Toronto, Thunder Bay, 
North Bay, and Sudbury, Hamilton, and 
Chatham) where participants were either 
now living or visiting in order to receive 
treatment/services. Participants identified as 
male (n=13), female (n=12), or Two-Spirit 

(n=4). The average age of participants was 
48 years, with an average monthly income 
of $1,362 CAN. All participants identified 
as recipients of the Ontario Disability 
Support Program. Education varied across 
participants, with 38% (n=11) not attaining 
higher than grade 9, 10% (n=3) completing 
grade 10 or 11, 17% (n=5) completing high 
school, 10% (n=3) completing some college, 
and 24% (n=7) completing a college or 
university degree (for a full breakdown of 
participant demographics, please see [Hillier 
et al., in press]). 

Data were obtained through the 
Indigenous method of storytelling (Iseke, 
2013), which places oral history and 
ceremony at the forefront. Participants were 
offered tobacco as a form of consent and 
paid a $50 honorarium. The use of tobacco 
was a cultural connection to traditional 
medicines, which are critical to storytelling. 
The storytelling and re-storying process was 
explained to participants along with their 
options to withdraw at any point of the 
research process. Participants were asked six 
open-ended questions about the impact of 
HIV and AIDS on their lives, their access to 
services and treatment, and mitigating 
factors related to their HIV status that may 
have forced them to move from their 
northern communities to urban centres. 
After transcription, data were de-identified 
using pseudonyms (chosen by the 
participant or assigned by the researcher), 
and six undergraduate students re-storied the 
transcripts by removing the facilitators’ 
questions and comments. Participants were 
given the ability to review and 
change/withdraw their completed stories 
upon completion of this process, no 
participants did so. The data were then 
formatted and edited by the lead author into 
a set of uniform first-person stories of each 
participant’s life’s journey.  
 Story transcripts were uploaded into 
the software program NVivo 2017 and 
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coded. This process was chosen at the 
request of the two Indigenous HIV 
organisations, as to better understand, 
organize, and ascertain patterns in the issues 
facing First Nations people living with HIV 
and AIDS. This process uncovered 17 major 
themes, representing some 143 individually-
coded nodes. These themes have been 
presented, contextualized, and discussed 
previously in (Hillier et al., 2020). 
Participants were asked to provide 
recommendations for improving access to 
services and treatment for First Nations 
people living with HIV and AIDS. Twenty-
six participants gave recommendations, 
which have been collated and presented in 
this research paper. Prior to finalizing the 
list, it was sent back to participants who 
consented to be re-contacted by our two 
Indigenous research partners for feedback 
and approval. The recommendations each 
begin with ‘we’, as they represent a 
collective request of the individuals and 
partner organisations who contributed. Our 
aim was to capture the voices of Indigenous 
Peoples living with HIV and AIDS and 
incorporate them into a larger body of 
knowledge and literature to inform their 
overall depth. The authors of this study 
come to this work with their own unique 
worldviews and experiences that has helped 
to inform this research. The principal author 
is a queer mixed Mi’kmaw / settler person 
who grew up economically disadvantaged in 
a small isolated community in rural 
Newfoundland. Co-author Lavallée is an 
Anishinaabek Qwe registered with the Métis 
Nation of Ontario and served as the 
doctorial supervisor of this research, while 
Winkler is a queer settler who does 
community-based HIV research with a 
provincial HIV organisation and is currently 
a medical student intending to work with 
Indigenous Peoples.  

Results 
The recommendations are divided 

into five calls, each representing a different 
governing body or collective. First, there is 
one recommendation directed toward 
Indigenous Peoples living with HIV and 
AIDS. Second, recommendations are 
directed toward the federal government for 
the overall improvement of funding and 
access to HIV and AIDS treatment, care, 
and services amongst First Nations 
communities. Third and critically, 
recommendations are directed toward the 
provincial government who are responsible 
for many of the services and programs 
accessed by Indigenous Peoples living with 
HIV off-reserve. Fourth, recommendations 
are provided for First Nations communities 
and political organisations (i.e., Chiefs of 
Ontario) who can improve the conditions of 
their people in relation to stigma, education, 
and access to services within their 
communities. Fourth, recommendations are 
provided for non-Indigenous HIV and AIDS 
community organisations who act as a main 
resource for many Indigenous Peoples 
unable to access Indigenous-specific 
resources. Finally, recommendations are 
provided for Indigenous HIV and AIDS 
service organisations to help improve 
service delivery to their clients. 

 
Indigenous People living with HIV and 
AIDS 
1. We call on all Indigenous Peoples living 

with HIV and AIDS to seek testing, 
treatment, services, and programs. We 
call on them to continue their treatment 
so as to achieve and maintain an 
undetectable viral load.  

Federal Government 
2. We call upon the federal government to 

resolve jurisdictional confusion 
surrounding Indigenous HIV and AIDS 
funding by creating a clear policy that 
details its responsibility for funding HIV 
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and AIDS care and services for First 
Nations people living on reserves in 
Canada. This policy can take the form of 
a ministerial directive that will clearly 
provide direction to the bureaucracy 
regarding funding allocation to First 
Nations communities for delivery of 
programs and services related to HIV 
and AIDS. This will provide clear 
guidance so First Nations communities 
can understand what funding they can 
access and where they can access it.  

3. We call on the federal government to 
provide sustainable and adequate 
funding for HIV and AIDS care, 
treatment, programming, and services in 
First Nations communities. This funding 
should be stable and long-term, to avoid 
creating unnecessary work for 
communities in having to apply and re-
apply for funding on an annual or semi-
annual basis.  

4. We call on the federal government to 
continue its commitment to addressing 
the significant issues affecting 
Indigenous Peoples across the north 
including poverty, lack of education, 
lack of adequate housing, lack of clean 
drinking water, addressing youth suicide, 
and the continued trauma experienced by 
Indigenous Peoples. Without tackling 
such underlying issues, the incidence of 
negative coping mechanisms will 
continue to drive up the incidence of 
HIV and AIDS within the Indigenous 
population. 

5. We call on the federal government to 
provide a funding envelope that allows 
access to culturally-based healing 
treatment for Indigenous Peoples living 
with HIV and AIDS. This should include 
funding for culturally-based 
programming and services that can be 
accessed by both Indigenous and non-
Indigenous organisations.  

6. We call on the federal government to 
provide a dedicated funding envelope for 
services and programming, both 
culturally-based and not, to meet the 
unique needs of Indigenous women 
living with HIV and AIDS. This 
recognizes that Indigenous women face 
high rates of violence by males in our 
society and urgently require dedicated 
space and services to address the high 
incidence rates of HIV in this sub-
population.  

7. We call on the federal government to 
provide a funding envelope for services 
and programming, both culturally-based 
and not, to meet the needs of 
heterosexual Indigenous males living 
with HIV and AIDS. HIV and AIDS 
affects Indigenous heterosexual males at 
higher rates than the general public, and 
most services and programming are 
directed toward men who have sex with 
men and women.  

8. We call on the federal government to 
provide a funding envelope for HIV 
education in First Nations communities, 
with a focus on youth. We must 
remember that HIV prevention is a cost-
saving endeavour for everyone. This 
funding should seek out culturally-based 
education programs that focus on the 
unique challenges and risks faced by 
Indigenous Peoples living in remote and 
non-remote communities.  

9. We call on the federal government to 
work with provinces to increase access 
to HIV and sexually transmitted and 
blood borne infections (STBBIs) testing 
(including rapid and anonymous testing) 
along with access to specialists and 
treatment within First Nations 
communities. This should include more 
stringent accountability measures to 
ensure patient confidentiality.  

10. We call on the federal government to 
provide a funding envelope to increase 
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access to harm reduction measures 
within First Nations communities across 
the north. This includes spaces like safe 
injection sites for individuals who use 
drugs.  

11. We call on the federal government to do 
as people ask. Indigenous Peoples living 
with HIV and AIDS must grapple 
through bureaucracy to access care, 
treatment, programming, and services 
required for survival. Indigenous 
Peoples must be able to access the care 
they need in a streamlined fashion, 
without daunting requirements that take 
time, resources, and significant effort, 
with no guarantee that their requests will 
not be declined. Having a clear policy 
that lays out what can and cannot be 
funded, and where to access that 
funding, can assist in solving this 
problem.  
 

Provincial Government 
This research focused on First Nations in 

Ontario; however, these recommendations 
are applicable for other provinces and 
territories. 
12. We call on the provincial government to 

increase its funding of the Ontario 
Disability Support Program (ODSP) for 
people living with HIV and AIDS. 
Indigenous Peoples already struggle with 
homelessness; many think their benefits 
are too little to survive on, and this 
leaves them facing issues that exacerbate 
their health problems.  

13. We call on the provincial government to 
provide a funding envelope for 
provincially-funded AIDS service 
organisations (ASOs) to provide access 
to culturally-based healing treatment for 
Indigenous Peoples living with HIV and 
AIDS. This should include funding for 
culturally-based programming and 
services that can be accessed by both 
Indigenous and non-Indigenous 

organisations. This is in recognition of 
the fact that many, if not most, 
Indigenous Peoples are forced to leave 
their communities for off-reserve 
treatment by provincially funded ASOs.  

14. We call on the provincial government to 
implement Indigenous cultural safety 
training for all physicians and medical 
care professionals within the province. 
This is in recognition of the treatment 
participants have received by 
provincially-mandated and supervised 
physicians. This recommendation 
supports the call by the Truth and 
Reconciliation Commission of Canada to 
create an environment where culturally 
appropriate medical care is the standard, 
whereby all people are treated with 
respect and their cultural beliefs are 
acknowledged.   
 

Indigenous Communities and Political 
Organisations 
15. We call on Indigenous communities and 

political organisations to be receptive to 
HIV and AIDS education and harm 
reduction initiatives undertaken by other 
levels of government and ASOs. This 
includes actively seeking out funding 
and opportunities to support such work 
in their communities.   

16. We call on Indigenous communities and 
political organisations to educate 
members of their council and respective 
healthcare teams about HIV and AIDS, 
issues of confidentiality, stigma, and the 
supports or services they can provide.  

17. We call on Indigenous communities and 
political organisations to work with their 
communities to address the issue of HIV 
and AIDS stigma within their 
communities. Only by breaking the cycle 
of stigma and rejection can we begin to 
eradicate HIV within our communities.  

18. We call on Indigenous communities and 
political organisations to work with 
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ASOs in accepting community members 
back after they have passed on to the 
spirit world. Communities should be 
prepared to receive their member and 
allow them a dignified burial in their 
home.  
 

Non-Indigenous HIV and AIDS 
Community Organisations 
19. We call on Non-Indigenous HIV and 

AIDS community organisations to 
undertake initiatives to educate members 
of their staff about colonisation and the 
unique issues faced by Indigenous 
Peoples living with HIV and AIDS.  

20. We call on Non-Indigenous HIV and 
AIDS community organisations to work 
with Indigenous groups and ASOs to 
implement culturally-based, competent 
programming and services for 
Indigenous Peoples.  

21. We call on Non-Indigenous HIV and 
AIDS community organisations to 
implement culturally-based, competent 
programming and services for 
Indigenous women. This may include 
dedicated space and time for women’s-
only programming, in recognition of the 
disproportionate violence Indigenous 
women face.  

22. We call on Non-Indigenous HIV and 
AIDS community organisations, 
especially those in the north, to 
implement programming and services 
for heterosexual Indigenous males. This 
is in recognition of the growing 
incidence of HIV in this group and a 
lack of specific resources available to 
them.  
 

Indigenous HIV and AIDS Organisations 
23. We call on Indigenous HIV and AIDS 

organisations to seek funding to 
implement programming and services 
for Indigenous Peoples. This should 
include education about the cultural 

healing practices of their clients and 
advocating for culturally-based care in 
accordance with their clients’ wishes.  

24. We call on Indigenous HIV and AIDS 
organisations to implement culturally 
relevant and competent HIV education 
in First Nations communities and urban 
areas with a particular focus on 
Indigenous youth.  

25. We call on Indigenous HIV and AIDS 
organisations to implement culturally 
relevant and competent HIV harm 
reduction practices that can be deployed 
in remote or hard to access First Nations 
communities alongside urban centres.  

26. We call on Indigenous HIV and AIDS 
organisations to partner with non-
Indigenous ASOs to assist in the 
implementation of culturally-based, 
competent programming and services for 
Indigenous People. 

27. We call on Indigenous HIV and AIDS 
organisations to ensure targeted 
programming and services for women. 
This may include dedicated space and 
time for women’s-only programming, in 
recognition of the disproportionate 
violence Indigenous women face. 

28. We call on Indigenous HIV and AIDS 
organisations to ensure targeted 
programming and services for 
heterosexual males, especially in the 
north. This is in recognition of the 
growing incidence of HIV in this group 
and a lack of specific resources available 
to them.  

29. We call on Indigenous HIV and AIDS 
organisations to work with First Nations 
communities to assist them in receiving 
their [deceased] members for burial.  
 

Limitations 
A number of limitations are reflected 

in this research study. Given the timeframe 
and availability of resources, it was only 
possible to conduct storytelling interviews 
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with 29 participants. However, given the 
target population, the authors believe this 
was an appropriate sample size to produce 
the robust recommendations included in this 
research study.  
 There were community engagement 
issues throughout the study, which caused 
this study to go three years over its 
anticipated duration. Both community 
agencies experienced significant staff 
changes and internal governance challenges 
throughout, which had a significant impact 
at the start of the research process and in 
being able to recruit participants. The loss of 
multiple executive directors from both 
organisations was overcome by continued 
engagement with the new executive 
directors or the organisation’s board of 
directors. 
 

Discussion 
 
Decolonising the HIV Care Cascade 

Recommendations related to 
Indigenous Peoples are often presented as an 
act of reconciliation, or a new way forward. 
The authors reject this approach due to the 
problematic implication that Indigenous 
Peoples were once whole, experienced a rift, 
and can, through reconciliation efforts, 
become whole again (Stanton, 2011). 
Indigenous Peoples were never approached 
as equals, and instead, systematically 
oppressed, marginalized, and silenced by 
settler colonialism. This has produced 
widespread health and socioeconomic 
inequities and continues to contribute to the 
disproportionate HIV burden facing 
Indigenous Peoples. Despite this, Indigenous 
Peoples have demonstrated persistent 
strength and resilience in the face of 
adversity. In their interviews, participants 
shared a desire to create a better life for 
younger people and others living with HIV, 
which can only be achieved with new policy 
and funding efforts. The recommendations 

in this paper, rooted in Indigenous voices, 
address the inequities faced by Indigenous 
Peoples living with HIV when seeking 
confidential testing and diagnosis, sustaining 
access to antiretroviral treatment, and 
maintaining viral suppression. 

 
Uptake of Testing and Diagnosis 

 Decolonising the HIV care cascade 
must begin with localized rapid diagnostic 
testing in Northern and remote communities 
and increased cultural competency towards 
Indigenous Peoples in urban testing centres. 
Participants recommended “increased access 
to HIV and sexually transmitted and blood 
borne infections (STBBIs) testing (including 
rapid and anonymous testing) along with 
access to specialists and treatment within 
First Nations communities.” Indeed, the 
largest cohort study of people living with 
HIV in Ontario placed Indigenous 
participants at a higher risk for very late 
diagnosis compared to other populations and 
concluded that an unmet need is access to 
HIV testing (Wilton et al., 2019). This 
recommendation also emphasizes the 
“stringent accountability measures to ensure 
patient confidentiality”, as a lack of 
anonymity in communities is a barrier to 
testing and diagnosis. Concerns around 
confidentiality and discrimination towards 
one’s status have been documented in other 
Canadian research (Woodgate et al., 2017), 
ultimately pushing Indigenous Peoples 
living with HIV out of their communities for 
care. In order to combat the stigma and 
discrimination experienced within 
communities, HIV education for “members 
of their council and respective health care 
teams about HIV and AIDS, issues of 
confidentiality, stigma, and the supports or 
services they can provide” is required 
alongside a “funding envelope for HIV 
education in First Nations communities with 
a focus on youth.” This can be achieved by 
empowering and supporting peer educators, 
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as demonstrated in the Taking Action II 
study, where eighteen Indigenous youth 
leaders from across Canada shared their 
stories and promoted change by facilitating 
peer-led, community arts-based programs 
and sexual health outreach initiatives 
(Monchalin et al., 2016). 

 
Access to Treatment and Services 
 Following testing and diagnosis, 
people living with HIV require continuous, 
reliable treatment and care. As 
recommended, funding for treatment should 
be stable and long-term so there is no 
“unnecessary work for communities in 
having to apply and re-apply for funding on 
an annual or semi-annual basis.” Indigenous 
Peoples being treated outside their 
community should have access to safe, 
culturally-competent care. These 
recommendations call for the 
“implementation of Indigenous cultural 
sensitivity training for all physicians and 
medical care professionals” as well as 
“culturally-based and competent 
programming and services” at all Indigenous 
and non-Indigenous HIV and AIDS 
organisations. Indigenous medicine differs 
from Western medicine, extending beyond 
the physical domain to a wholistic (cultural, 
spiritual) approach grounded in knowledge, 
belief, and ceremonies. The Western health 
care system is not always prepared to 
provide these comprehensive services 
(Lewis & Myhra, 2018). However, 
mounting evidence suggests that the 
integration of Western medicine and 
traditional medicine is feasible both in 
communities and larger, urban centres. 
Traditional medicine has been successfully 
integrated in a Northern community health 
centre on Manitoulin Island (Manitowabe & 
Shawande, 2013), in a rural hospital in 
Sioux Lookout, where an Elders advisory 
council provides governance and decision-
making around culturally-safe palliative care 

treatment (Pierre-Hansen et al., 2010), and 
an urban primary care clinic in British 
Columbia, where a culturally-informed, 
chronic care model for HIV patients has 
reduced all-cause mortality rates (Klakowicz 
et al., 2016). 

Targeted programming is required 
for “heterosexual males, especially across 
the north. This is in recognition of their 
growing incidence of HIV in this group and 
a lack of resources available to them.” In a 
recent analysis of a large cohort of people 
living with HIV, compared to gay and 
bisexual men, heterosexual men were more 
likely to have lower socioeconomic status, a 
history of injection drug use, greater 
incidence of Hepatitis C co-infection, and to 
be Indigenous (Wheeler et al., 2017). Efforts 
should be made by Indigenous and non-
Indigenous service organisations to create 
programming directed at heterosexual men 
(in addition to the programming that exists 
for men who have sex with men or women). 

Indigenous women living with HIV 
should have “dedicated space and time for 
women’s-only programming, in recognition 
of the disproportionate violence Indigenous 
women face.” A history of colonial abuse 
has left Indigenous women living in poverty 
and often disconnected from their family 
and communities (Varcoe & Dick, 2008). 
Analysis of a cohort of 1,425 women living 
with HIV found that Indigenous women had 
higher adjusted odds for a lack of access and 
delayed access to HIV care (Kronfli et al., 
2017). Disproportionate rates of HIV, 
violence, and involvement in sex work 
maintain the case that Indigenous women 
require specific, culturally-safe 
programming where they feel empowered to 
access care. 

 
Achieving and Maintaining Viral 
Suppression 

Recommendations call on 
Indigenous Peoples living with HIV “to 
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continue their treatment so as to achieve and 
maintain an undetectable viral load.” 
Medication adherence can only be 
maintained with sustained access to 
antiretroviral therapy and consistent funding 
for medications. Therefore, these 
recommendations call on the provincial 
government to “increase its funding of the 
Ontario Disability Support Program (ODSP) 
for people living with HIV and AIDS.” 
Adherence remains a challenge for those 
facing precarious housing and addictions 
issues. As ODSP has only recently extended 
support to those facing addictions (in the last 
decade), this recommendation goes hand in 
hand with “increase[d] access to harm 
reduction measures within First Nations 
communities across the north. This includes 
having spaces such as safe injection sites for 
individuals to access.” Access to programs 
like Maximally-Assisted Therapy (MAT), 
an interdisciplinary care intervention for 
HIV-positive individuals with a history of 
addictions and homelessness, has been 
associated with optimal medication 
adherence amongst Indigenous participants 
(Barker et al., 2018) and should be 
implemented wherever possible. 

Unfortunately, as the 
recommendations highlight, adherence can 
be complicated by any of the significant 
issues affecting Indigenous Peoples across 
the north including:  

“poverty, lack of education, lack of 
adequate housing, lack of clean drinking 
water, addressing youth suicide, and the 
continued trauma experienced by 
Indigenous Peoples. Without tackling 
[these] underlying issues, the incidence 
of negative coping mechanisms will 
continue to drive up the incidence of 
HIV and AIDS within the Indigenous 
population.”  

Coupled with the racism, stigma, and 
discrimination faced by Indigenous Peoples 
living with HIV, the barriers to maintaining 

adherence are numerous and require support 
from all parties outlined in our 
recommendations. Although Indigenous 
Peoples display a tremendous amount of 
resilience in the face of adversity, federal 
and provincial governments must address 
the widespread socioeconomic disparities, 
rooted in colonialism, that persist today. 
Indigenous communities and Indigenous 
HIV and AIDS organisations should work 
hand in hand to ensure communities are 
educated about HIV and that Indigenous 
Peoples living with HIV are accepted and 
have access to treatment. These 
recommendations also provide a call to 
action for non-Indigenous HIV organisations 
to ensure staff are educated about 
colonisation and trained to provide 
culturally-competent services. Without 
changes to policy, funding, community 
support, and access to culturally-safe 
services and care, HIV transmission and 
progression will continue to affect 
Indigenous Peoples disproportionately, 
reinforcing the gaps in the HIV care 
cascade. 
 

Conclusion 
This set of recommendations acts as 

a resurgence of Indigenous voices to claim 
agency over the funding, cultural 
competency, and support needed to achieve 
wholistic well-being and engage in all levels 
of the HIV care cascade. Resurgence is a 
way to restore and regenerate Indigenous 
nationhood (Snelgrove et al., 2014). As 
such, these recommendations are a tangible 
collection of principles to stimulate and 
actualize said nationhood. Due to the 
colonialism that permeates Canadian 
society, these recommendations alone 
cannot impact change; the funding and 
support of government bodies, Indigenous 
leaders, Indigenous and non-Indigenous 
HIV and AIDS organisations is required 
across all provinces and territories. This is a 
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call to action to create and sustain equitable 
access for Indigenous Peoples living with 
HIV; closing the gaps in the Indigenous HIV 
care cascade. 
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From 1967 until 2020, Pictou Landing First Nation (PLFN) has had 85 million litres of pulp and 
paper mill effluent dumped every day into an estuary that borders the community. A federal 
government appointed Joint Environmental Health Monitoring Committee, mandated to oversee the 
health of the community, has never addressed PLFN concerns about cancer in the community. In 
this study we accessed the 2013 Canadian Cancer Registry microdata file, and using the standard 
geographical classification code, accessed the cancer data for PLFN, and provided comparable data 
for all Nova Scotia First Nations, as well as the county, provincial, and national populations. We 
determined that digestive organ cancers, respiratory organ cancers, male genital organ cancers, and 
urinary tract cancers are higher in PLFN than at all comparable levels. Female breast and genital 
organ cancers are lowest in PLFN than at all other comparable levels. A limitation of this study was 
not being able to capture cancer data for off-reserve members at the time of diagnosis and the lapse 
in availability of up-to-date Canadian Cancer Registry data. As this study demonstrates, when 
governmental regulatory agencies do not fulfill their mandates, First Nations can mobilize to get the 
data they need. Moreover, as Indigenous scholars acquire the statistical skills to work with 
quantitative data to address concerns in their own and other Indigenous communities, we can 
achieve environmental health justice for Indigenous nations, not only in Canada, but around the 
world. 

 
Keywords: First Nation, Indigenous, health, cancer; pulp mill, environmental health justice, 
Cancer Registries 
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Introduction 
Pictou Landing First Nation (PLFN) 

is a Mi’kmaw community of approximately 
490 on-reserve members located on the 
northern shore of Nova Scotia, Canada 
(Indigenous and Northern Affairs Canada, 
2019). Since 1967, the provincial government 
of Nova Scotia has allowed a pulp and paper 
mill to pump 85 million litres of effluent per 
day into a lagoon that was once a culturally 
significant place known as A’se’k, and which 
borders the community (Castleden et al., 
2017; Lewis et al., 2016; Pictou Landing 
Native Women’s Group et al., 2016). The 
women in the community were concerned 
about the health of their families, and in 2010, 
the Pictou Landing Native Women’s Group 
(NWG) initiated a research collaboration 
with researchers at Dalhousie University that 
would help them determine whether the 
health of their community has been impacted. 
Of the many health concerns addressed by the 
research collaboration (see Castleden et al., 
2017; Lewis et al., 2016, 2020; Pictou 
Landing Native Women’s Group et al., 
2016), the NWG were concerned about what 
they perceived to be an increase in the 
incidence of cancer in the community since 
1967, possibly as a result of the effects from 
air emissions from the mill’s stacks and 
exposure to the waters and sediments of the 
Boat Harbour Effluent Treatment Facility 
(BHETF) (Pictou Landing Native Women’s 
Group, 2010). This concern has also been 
raised in several other public venues 
(Andreatta, 2013; Hoffman et al., 2015). 

Investigating potential health impacts 
from the mill and the BHETF has been the 
responsibility of a Joint Environmental 
Health Monitoring Committee (JEHMC), 
comprised of representatives from 
Indigenous and Northern Affairs Canada 
(INAC), Health Canada, the Department of 
Justice, and Environment Canada, and 
representatives of PLFN. The JEHMC was 
structured in 1993 after PLFN sued the 

federal government for breach of fiduciary 
duty to safeguard the community members by 
allowing the effluent treatment facility to be 
built on its’ shores (Lewis et al., 2020). The 
federal government settled for $35 million, 
and the PLFN Indian Band Agreement Act 
(The Act), ratified in Parliament in 1995, 
formalized the PLFN Indian Band Settlement 
Agreement (1993) to ensure that the 
Government of Canada could never be held 
liable for damages related to the BHETF 
again (Parliament of Canada, 1995). The 
JEHMC, established by The Act, has been 
mandated since then to establish and 
implement programs that would be 
“reasonably required to monitor the health of 
the band members, and the extent of 
environmental contamination on reserve 
lands and in Boat Harbour…” (Joint 
Environmental and Health Monitoring 
Committee, 1996, p. 1), but maintains that the 
health of PLFN has not been impacted.  

In their first report in 1996, JEHMC 
noted that concerns of community members 
would be investigated by specialists in 
assessment of environmental health risks and 
would be compared to other communities 
(Joint Environmental and Health Monitoring 
Committee, 1996, p. 5). In 1997, JEHMC 
hired CanTox, a consulting company 
specializing in environmental health risks, 
which determined that no measurable adverse 
effects would occur as a result of current 
exposures, or the lowering of water levels in 
the lagoon. A future scenario which saw the 
effluent no longer pumped into Boat 
Harbour, and the return of the lagoon to a 
tidal estuary, “would not be expected to result 
in measurable adverse health effects with the 
exception of exposures to chlorinated dioxins 
and furans…but only under the assumption 
that PLFN residents would catch and eat fish 
on a daily basis from the lagoon” (Joint 
Environmental and Health Monitoring 
Committee, 1998, p. 6).  
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Many other studies were conducted 
over the years and in 2008, Dillon Consulting 
was hired to review all of the existing studies 
(n = 106) conducted under the auspices of 
JEHMC, to hold community consultations to 
identify concerns, and to identify the types of 
information that would be required to address 
those concerns (Joint Environmental and 
Health Monitoring Committee, 2015). The 
study concluded that a human health risk 
assessment was not recommended (Joint 
Environmental and Health Monitoring 
Committee, 2015).  

For over 25 years, the JEHMC never 
gathered baseline health data in the 
community (Lewis et al., 2020). Had they 
done so, the federal government 
representatives on JEHMC, who have access 
to data held at Statistics Canada, could have 
compared the health outcomes in PLFN to 
other populations that might have signaled 
whether further investigation was warranted 
(Lewis et al., 2020). Despite the fact that 
health concerns were raised frequently by 
community members over the decades, the 
JEHMC has never addressed any of these 
concerns (Pictou Landing Native Women’s 
Group, 2010), including those about the 
perceived increase in cancers. The PLFN 
representatives on the JEHMC seemingly 
have had little influence in changing that 
stance (Lewis et al., 2020). 
 It is suggested that cancer is 
understudied among Indigenous Peoples 
because there are no ethnic identifiers in the 
Canadian Cancer Registry (CCR) 
(Mazereeuw et al., 2017, 2018; Withrow et 
al., 2017). The Alberta First Nation 
Information Governance Centre (2015), 
Chiefs of Ontario (2016), and Institut 
National de Santé Publique Québec (2009) 
report that the lack of identifiers in the CCR 
leads to gaps in information, which hamper 
the ability of these organizations to 
effectively plan to reduce cancer risks and 
burdens in their communities.  

There are, however, a few studies that 
have used First Nation identity to look at 
cancer rates. One such study linked the CCR 
to adults age 25 years and older from the 1991 
Long Form Census who self-reported First 
Nation identity (reported North American 
Indian ancestry, reported registration under 
the Indian Act, and/or were a member of an 
Indian Band or First Nation) (Mazereeuw et 
al., 2018). The issue with this study, however, 
is that the relationship to government, and 
their efforts to conduct censuses, has been 
marked by resistance, avoidance, and 
suspicion on the part of Indigenous 
communities, mainly because of the legacy of 
the colonial relationship with Canada, and 
therefore, the likelihood of underreporting is 
very real (Hamilton, 2007). In the early 
1990s, Statistics Canada launched three 
major national longitudinal surveys – the 
Survey of Labour and Income Dynamics 
(1993), the National Longitudinal Survey of 
Children and Youth (1994), and the National 
Population Health Survey (1994) (Picot et al., 
2006) – that “specifically excluded First 
Nation people living on-reserve” (First 
Nations Information Governance Centre, 
2019, p. 1). Further, Statistics Canada (2009) 
reported they continued to have issues in 
conducting the 1996, 2001 and 2006 census 
processes with some Indian reserves and 
settlements refusing to participate or being 
interrupted before the processes were 
complete.  

One study conducted in Manitoba 
was able to compile a First Nation cohort to 
compare cancer incidence, morbidity, and 
survival in First Nation children versus non-
First Nation children by using data from the 
Cancer in Young People in Canada Registry 
(CYPCR), a national population-based 
registry which tracks data using self-reported 
racial origin (Stammers et al., 2014). The 
CYPCR records if patients are First Nation, 
and those with formal treaty numbers are 
assigned to a First Nation category, while 
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those without formal treaty numbers are 
assigned as Aboriginal (excluding Métis, 
Inuit, and mixed ancestry from the sample), 
both categories then making up the First 
Nation cohort (Stammers et al., 2014). This is 
an excellent method to track cancer among 
First Nation children and youth. Another 
study linked records in the Alberta cancer 
registry using the postal codes associated 
with 140 reserves and linked those to the 
Alberta provincial health registry, which has 
First Nation identifiers (Erickson et al., 
2015). Postal codes boundaries, however, do 
not delineate along reserve boundaries, so 
First Nation identifiers may be capturing 
patients who live outside of reserve 
boundaries as well. 

Other studies have tracked First 
Nation patients through the use of the Indian 
Registry List, the official record of persons 
registered as status Indians under the Indian 
Act and maintained  by Indigenous and 
Northern Affairs Canada or the British 
Columbia First Nations Health authority 
(Decker et al., 2015, 2016; Marrett & 
Chaudhry, 2003; McGahan et al., 2017; 
Nishri et al., 2015). This is the most efficient 
way to extract data on registered Indians in 
Canada, however, the registry does not track 
location of status Indians and whether they 
are in their home reserve when a cancer 
diagnosis is made. Further, access to the 
registry is limited to INAC employees 
responsible for the registry, or Band 
employees given authority to act on behalf of 
the Indian Registrar (Government of Canada, 
2018).   

In our approach, we recognized that 
while it is true that the CCR does not include 
ethnic identifiers, and the data that we were 
given access to did not include patient names 
or street addresses, we were still able to get to 
the data at the First Nation level in order to 
assess the incidence of cancer for PLFN. This 
paper presents the approach we took to 
conduct the study that gave PLFN data on 

cancer for the first time, considering that the 
INAC representative on the JEHMC did not 
facilitate access to link the CCR to the Indian 
Registry List.  

To assist the NWG, which included 
members sitting on the JEHMC, to determine 
whether their concerns were warranted, we 
set out to access data to determine if the 
empirical evidence supported the anecdotal 
evidence of cancer prevalence in PLFN. 
Moreover, the approach we took in our study 
demonstrates what can be accomplished 
when a community advocates for its’ own 
health, despite governmental oversight, and 
mobilizes to engage researchers to get their 
questions answered. What follows is the 
approach that was taken in order to do so. 

 
Methods 

We accessed the 2013 CCR through 
the Atlantic Research Data Centre (ARDC), 
a member of the Canadian Research Data 
Centre Network (CRDCN), a partnership 
between 38 universities and Statistics Canada 
whereby each university can provide a secure 
laboratory setting for researchers to access 
confidential census, surveys, and 
administrative data (Canadian Research Data 
Centre Network, n.d.). Researchers wishing 
to access any of the Research Data Centres 
across Canada will submit a proposal to 
Statistics Canada. Once approved, the 
researcher will proceed through a federal 
government security clearance, sign a 
contract with Statistics Canada for a specific 
research study, take an Oath or Affirmation 
of Office and Secrecy, and then will be 
deemed an employee of Statistics Canada for 
the duration of the contract (Statistics 
Canada, 2020). A research data analyst in the 
centre controls the data output that is released 
only to the contracted researcher to ensure 
confidentiality is not breached. In these 
secure locations, detailed 
individual/household/business responses to 
surveys (microdata) is available, depending 
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on the survey, and this level of data is 
significantly more detailed than publicly 
available aggregate data and public use 
microdata files (Statistics Canada, 2019).  

The CCR is a patient-oriented 
administrative database that the Canadian 
Council of Cancer Registries maintains to 
provide data on cancer diagnoses since 1992, 
and to help track patients who have been 
diagnosed with neoplasms, or tumours 
(Statistics Canada, 2017b). Administered 
through Statistics Canada, the CCR links to 
each provincial and territorial CCR which 
tracks individual cancer patient data 
(Statistics Canada, 2017a). The CCR reports 
place of residence at diagnosis for patients 
(Statistics Canada, 2017c). The address is 
coded using the standard geographical 
classification (SGC), an official classification 
used by Statistics Canada for all addresses 
throughout Canada (Statistics Canada, 
2017c). Each province is broken down using 
the SGC system into census geographic 
divisions, further subdivided into census 
geographic subdivisions. These subdivisions 
are defined as municipalities, or the 
equivalent, such as an Indian reserve or 
settlement (Statistics Canada, 2011). 

Taking the First Nation profiles 
maintained by INAC, we extracted the names 
of each of the thirteen Nova Scotia First 
Nations, and each of their respective reserves, 
settlements, and villages (Indigenous and 
Northern Affairs Canada, 2019). For 
example, PLFN is comprised of five reserves, 
settlements, or villages: Boat Harbour West 
37, Fisher’s Grant 24, Fisher’s Grant 24G, 
Franklin Manor No. 22 (co-owned with 
Paq’tnkek First Nation), and Merigomish 
Harbour 31 (Indigenous and Northern Affairs 
Canada, 2019). Of the five, only two have 
residents, Fisher’s Grant 24 and Merigomish 
Harbour 31, both being assigned their own 
census subdivision codes. We were then able 
to extract data for each subdivision code. To 
access the data for all thirteen Nova Scotia 

First Nations, we did the same for each of the 
other twelve Nova Scotia First Nations.  

Each cancer patient is given a unique 
number that is used throughout their 
registration in the CCR (Statistics Canada, 
2017b). The CCR file provided through the 
ARDC removes the name and street address 
of the patient to ensure privacy. We were able 
to extract gender, age, SGC including census, 
and census subdivision, year of diagnosis, 
and histology for each patient record, at the 
PLFN, Pictou County, Nova Scotia First 
Nation, provincial, and national levels. The 
histological description of a neoplasm is 
coded according to the World Health 
Organization International Classification of 
Diseases for Oncology, Third Edition (ICD-
O-3) (Statistics Canada, 2017b).  

We have grouped human cancers sites 
using the International Agency for Research 
on Cancer (IARC) classification system, 
which groups human cancer sites according 
to digestive organ cancers, respiratory organ 
cancers, breast and female genitalia cancers, 
male genital organ cancers, urinary tract 
cancers (Fritz et al., 2000), cancers that were 
present in PLFN. Other cancer sites listed in 
the IARC classification system, such as lip, 
oral cavity and pharynx cancers, skins 
cancers, or thyroid and other endocrine gland 
cancers, were grouped into the category of 
‘All other cancers’, as they did not occur in 
PLFN, or were at an incidence rate in PLFN 
that could not be released for use in this study 
for confidentiality reasons. Gender and age 
are not reported to protect the confidentiality 
of individuals in PLFN. 
 

Relationship 
 The NWG is comprised of a 
collective of women from PLFN who 
approached the first author, a Mi’kmaq 
woman from a neighboring First Nation, who 
had just earned a master’s degree in Resource 
and Environmental Management at 
Dalhousie University in the spring of 2010 
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(Lewis et al., 2016). The first author invited 
the fourth author, a community-based 
participatory researcher (CBPR) with years 
of experience working with other Indigenous 
communities on environment and health 
studies, to meet with the NWG to explore the 
possibility of a research partnership (Lewis et 
al., 2016). This research formed part of a 
multi-year CBPR project, co-led by the 
second author, who at the time was the 
President of the NWG, and the fourth author 
(for further details on the research partnership 
that ensured research was pertinent to and 
respectful of PLFN needs, see Castleden et 
al., 2017; Lewis et al., 2016, 2020; Pictou 
Landing Native Women’s Group et al., 
2016). The research received both Dalhousie 
University Health Sciences Research Ethics 
Board and the Mi’kmaq Ethics Watch 
approval. The latter is the Mi’kmaw Ethics 

Committee appointed by the Sante’ 
Mawio’mi (Grand Council) in 1999 to 
establish principles and protocols to protect 
the integrity and cultural knowledge of the 
Mi’kmaq and ensures Mi’kmaq control and 
ownership of the data collected. 
 

Results 
The data presented in Table 1 has 

been taken from the 2013 CCR and compares 
the proportion of cancer diagnoses for the 
period 1992-2013 at the PLFN, Pictou 
County, Nova Scotia First Nation, provincial, 
and national levels, using the International 
Agency for Research on Cancer (IARC) 
classification system, as mentioned above. 
As noted in every broad category, PLFN 
experiences the highest rates of cancer, with 
the exception of breast and female genital 
organ cancers. Compared to all thirteen
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Nova Scotia First Nations, with the exception 
of breast and female genital organ cancers, 
the incidence rate is eight to ten percent 
higher in PLFN. For digestive organ, 
respiratory organ, and urinary tract cancers 
the rates are twelve to fourteen percent higher 
in PLFN compared to Nova Scotia First 
Nations, Pictou County, provincial, and 
national rates. Tobias et al. (2013) note that 
where cancer rates in Indigenous populations 
were historically lower, they are now 
converging with the rates found in non-
Indigenous populations in Canada today. 
This may be so for breast and female genital 
organ cancers and male genital organ cancers 
in the populations at the county, province, 
and national levels, where the rates tend to be 
converging with the rates seen in PLFN.  

As we see in Table 1, digestive organ 
cancer rates occur at twice the rate in PLFN 
(18%) compared to the combined rate for all 
First Nations in Nova Scotia (9%), and 
almost triple, or triple, the rate for residents 
of Pictou County excluding PLFN (7%), 
Nova Scotia (7%), and Canada (6%). 
Respiratory organ cancers are 10% higher in 
PLFN (27%) than that for all First Nations in 
Nova Scotia (17%), and almost double, or 
double, that of Pictou County (15%), Nova 
Scotia (14%), and Canada (13%). Male 
genital organ cancer is highest in PLFN 
(18%), almost double that of all First Nations 
in Nova Scotia (10%) but is only four to five 
percent higher than the rates of Pictou County 
(14%), Nova Scotia (13%), and Canada 
(13%). Lastly, urinary tract cancers are at 
least double or more in PLFN (18%) than the 
rate for all First Nations in Nova Scotia (9%), 
Pictou County (7%), Nova Scotia (7%), and 
Canada (6%). Female breast and genital 
organ cancers, however, are 3% lower in 
PLFN than compared to the rate for all Nova 
Scotia First Nations (12%) and Nova 
Scotians (12%), 2% lower than the Pictou 

County (11%) rate, and 1% lower than the 
national (10%) rate. This is an unexpected 
finding since the NWG were certain that they 
were experiencing highest rates of cancer 
amongst their female community members 
(Pictou Landing Native Women’s Group, 
2011).  

Limitations 
 There are several limitations to this 
study. Although this study analyzes data 
coming from PLFN for the first time, it is 
only capturing the data of those who were 
living on-reserve at the time of initial 
diagnosis. This does not capture those who 
may have lived on-reserve most of their lives 
but lived off-reserve for a period of time prior 
to diagnosis, or those who may have returned 
to PLFN since their diagnosis. This study is 
also limited by the availability of the CCR 
data in the ARDC at the time of data 
collection, which at the time was only 
available to 2013. Finally, unless a 
community has a relationship with a 
researcher who can be granted access to an 
RDC, the data is not accessible for their use.  
 

Discussion and Conclusions 
The significance of the study is that 

for the first time NWG were able to 
demonstrate that empirical evidence 
supported their anecdotal evidence of cancer 
prevalence in PLFN. The data confirmed that 
in every broad category where cancer 
diagnosis was present for PLFN, PLFN 
experiences the highest rates of cancer, with 
the unexpected finding of the lower 
prevalence of breast and female genital organ 
cancers compared to cancers specific to men. 
The authors (with the exception of the fifth 
author) presented the data to the members of 
the NWG first, who then instructed us to 
present the findings to the elected Chief and 
Council. 
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The Chief and Council instructed us to 
present our findings to the PLFN community 
as a whole. The community unanimously 
supported that data from 2013 to current 
needs to be collected. Since we have 
completed the research, the Canadian 
Research Data Centre Network (CRDCN) 
(n.d.) announced in May 2019 that the CCR 
data is now available up to 2016.  

As noted earlier, and as a follow up to 
this initial study, data from the CCR must be 
linked to the Indian Registry List in order to 
give PLFN as thorough a record as possible 
of all registered members of the community, 
to determine cancer incidence of those who, 
at one time or another, may have lived in the 
community and have moved away. Using the 
SGCs gives only a partial picture. The 
JEHMC is mandated to establish and 
implement programs that would be 
“reasonably required to monitor the health of 
the band members” (Joint Environmental and 
Health Monitoring Committee, 1996, p. 1). 

The Indian Registry List already exists and 
sits within Indigenous Services Canada 
(formerly INAC). Access to this list would 
enable researchers to link the identity of 
registered PLFN band members to those in 
the CCR. 

Statistics Canada data is available and 
accessible to government (Canadian 
Research Data Centre Network, n.d). Had the 
JEHMC adequately fulfilled its mandate, the 
research data that we were able to provide to 
the community, although not a complete 
picture of cancer incidence amongst 
registered community members, could have 
been achieved two decades ago, long before 
this study was conducted. Environmental 
health regulatory bodies like the JEHMC 
need to address health concerns voiced by 
First Nation and other Indigenous 
communities, especially serious concerns 
like cancer when data is readily available to 
make an assessment. The community 
believed there to be concern and our study 

validated them. These findings signal that 
more in-depth cancer studies are warranted. 
The PLFN can now decide what next steps it 
needs to take in their research efforts and 
health priorities. 

This study demonstrates that if 
Indigenous Peoples believe that 
governmental regulatory agencies are not 
fulfilling their mandates, they can still 
acquire the data they need, even if the data 
tells only a portion of the story. It is empirical 
evidence that may change a narrative, by 
supporting Indigenous efforts for healthy 
equity and justice. As more and more 
Indigenous scholars are trained in the 
quantitative skills to work with data that is 
stored in government-controlled repositories, 
Indigenous Peoples can start to utilize the 
data in the ways that directly benefit 
community health and wellness. Sadly, this is 
the shocking reality of how Indigenous 
Peoples, the first peoples of Canada, are 
treated like ‘second class citizens’ (Allan & 
Smylie, 2015). If, as the United Nations 
Special Rapporteur on the Rights of 
Indigenous Peoples notes, Indigenous 
Peoples around the world lack access to 
reliable data to understand “how they are 
faring”, this is directly related to the 
“weakness of governments” to implement 
decisions that would enable them to do so 
(Kukutai & Taylor, 2016, p. xxi).  
 We hope that government-controlled 
narratives like the one endured by PLFN are 
challenged. In doing so, environmental health 
justice for Indigenous communities can be 
achieved. We close by stating that Indigenous 
Peoples must advocate for easier access to 
data held by government, like that of the 
CCR, especially where regulatory bodies like 
the JEHMC are ostensibly unable to do so. 
The NWG have always been guided by the 
desire that what happened to their community 
should never happen to another Indigenous 
community again. While the results of our 
analysis show disturbing high rates of cancer, 
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which would be scary for any community, if 
there is some benefit from the work that we 
have undertaken together to demonstrate how 
to access and use existing government data, 
then the NWG wants their story to be told. 
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Indigenous communities experience a greater burden of ill health than all other communities in 
Canada. Across the Eeyou Istchee territory of northern Quebec, all nine James Bay Cree 
communities experience similar health challenges. In 2014, the Cree Health Board (CHB) 
supported an initiative to stimulate local community prioritization for health change. While many 
challenges identified were specific to youth (10-29 years of age), youth’s perspectives in these 
reports to date have been limited. We sought to understand how Cree youth perceived youth 
health and their engagement in health and health planning across Eeyou Istchee. As part of a 
CHB-McGill partnership, this qualitative descriptive study adopted a community-based 
participatory research approach. Cree community partners recruited ten Cree youth to participate 
in two focus groups, and five Cree youth coordinators to participate in key informant interviews. 
Thematic analysis was conducted and inductive codes were grouped into themes. Cree 
participants characterized youth engagement into the following levels: participation in 
community and recreational activities; membership in youth councils at the local and regional 
levels; and, in decision-making as planners of health-related initiatives. Cree youth 
recommended greater use of social media, youth assemblies, and youth planners to strengthen 
their engagement and youth health in the region. Our findings revealed an interconnectedness 
between youth health and youth engagement; Cree youth described how they need to be engaged 
to be healthy and need to be healthy to be engaged. Cree participants contributed novel and 
practical insights to engage Indigenous youth in health planning across Canada. 
 
Keywords: Indigenous, youth, health engagement, community-based, participatory research, 
health planning  
 

Glossary 
For the purposes of this manuscript, the following terms are defined as below. 
Eeyou Istchee (in Cree, meaning the “Cree Peoples Land”): The territory corresponding to the 

regional authority of the Cree Nation Government. This region is composed of nine Cree 
Nation communities, including: Chisasibi, Eastmain, Mistissini, Nemaska, Oujé-
Bougoumou, Waskaganish, Waswanipi, Wemindji, and Whapmagoostui.  

Cree Nation Government: Represents the administrative arm of the Grand Council of the Crees 
(the highest political body representing the Cree). It is responsible towards environmental 
protection, the hunting, fishing and trapping regime, economic and community development, 
the Board of Compensation, and other matters. The Cree Health Board, an independent 
entity created through the James Bay and Northern Quebec Agreement, sits as observers 
when issues related to its mandate are discussed. 

Cree Board of Health and Social Services of James Bay, hereafter referred to as Cree 
Health Board (CHB): Entity responsible for the administration of health and social services 
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for all persons residing either permanently or temporarily in Region 18, the administrative 
region of the Ministry of Health and Social Services of Quebec corresponding to the Cree 
territory of James Bay. In partnership with the Government of Québec, the CHB provides 
health and social services to the nine communities of the Cree Nation in Eeyou Istchee (Cree 
Board of Health and Social Services of James Bay, 2012). 

Miyupimaatisiiun: An all-encompassing Cree word for a global concept of health that can be 
loosely translated as “being alive well”. Miyupimaatisiiun encompasses physical, mental, 
emotional and spiritual wellness: it implies a way of living that allows one to care for their 
family, enjoy life and participate in their community, and be sufficiently strong to be able to 
hunt in the frigid conditions of the North (Cree Board of Health and Social Services of 
James Bay, 2004). 

Iiyuu Ahtaawin Miyupimaatisiiun Planning (IAMP) Team: In the Cree language, ‘Iiyuu 
Ahtaawin’ means ‘Cree community’ and Miyupimaatisiiun is defined as above. The IAMP 
initiative is a community-based and community-driven wellness planning process involving 
Eeyou Istchee’s local and regional entities and groups. The IAMP Team as defined in this 
paper as the team of individuals responsible for the evaluation of the IAMP initiative, 
composed of seven CHB members (both Cree and non-Cree) and four McGill researchers 
(non-Cree). 

Youth: A self-identified label, but also corresponding to the ages of 10 to 29 as defined by the 
CHB. 

Youth coordinator: A Cree person who is actively involved in leading and planning youth 
activities and engagement opportunities, either locally in their community, or regionally 
across Eeyou Istchee. Youth coordinator may not be this individual’s formal position or sole 
role in the community, but they serve as key informants regarding the structures that exist 
for youth to engage across Eeyou Istchee. 

Youth council member: A Cree youth member who sits on either a local or regional youth 
council, and represents the youth and youth needs in their corresponding community or 
communities. 
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Introduction 
Indigenous communities experience 

a greater burden of ill health than all other 
communities in Canada (Adelson, 2005). 
Social determinants of Indigenous health 
including systemic racism have been 
associated with unfair differences in power, 
resources, capacities and opportunities, 
which lead to a considerable range of health 
disparities (Paradies, 2018). Peoples in 
Northern and remote areas face particular 
challenges with mental health, obesity, 
diabetes, substance abuse, and maternal or 
child health issues, with poorer health 
outcomes and barriers in healthcare resource 
access (Ford et al., 2012; National 
Collaborating Centre for Aboriginal Health, 
2009, 2013; Young & Chatwood, 2017).  

In the Eeyou Istchee territory of 
Northern Quebec, all nine Cree communities 
experience similar health challenges (Cree 
Board of Health and Social Services of 
James Bay, 2015b). While the Cree report 
longer life expectancies and lower infant 
mortality rates than other Indigenous 
populations, the Cree are currently 
overrepresented in diabetes, heart disease 
and sexually transmitted infections (Cree 
Board of Health and Social Services of 
James Bay, 2015b). Moreover, the Cree 
conceptualization of health is distinguished 
from a Western biomedical definition with 
the term Miyupimaatisiiun, best interpreted 
as “being alive well”. Miyupimaatisiiun 
encompasses physical, mental, emotional, 
and spiritual wellness: it implies a way of 
living that allows one to care for their 
family, enjoy life and participate in their 
community, and be sufficiently strong to be 
able to hunt in the frigid conditions up North 
(Cree Board of Health and Social Services 
of James Bay, 2004). For the Cree, health 
implies much more than merely the absence 
of disease. 

In 2014, the Cree Health Board 
engaged in a major planning effort to align 

this more holistic notion of health and 
current service provision through a major 
community-based planning initiative – the 
Iiyuu Ahtaawin Miyupimaatisiiun Planning 
(IAMP) – for all nine Cree communities of 
the Cree Nation. Funded in part by Health 
Canada, the IAMP initiative aims to improve 
planning and outcomes across the region, 
encouraging communities to lead and create 
detailed plans for Miyupimaatisiiun. IAMP 
partnered with McGill researchers in an 
evaluation of this work using a community-
based participatory research (CBPR) 
approach.   

Notably, many health challenges that 
the James Bay Cree leadership have 
prioritized primarily affect youth (10 to 29 
years of age, as defined by the CHB). For 
example, one in five Cree youth gets 
involved with Cree Youth Protection 
Services each year, and many of these visits 
are youth coming in for mental health crises, 
behaviours associated with alcohol and 
drugs, or suicide attempts (Cree Board of 
Health and Social Services of James Bay, 
2016). In addition, increases in chronic 
diseases among youth, and the rate of 
diabetes and sedentary lifestyles of youth, 
are identified as healthcare and social issues 
important to the Cree Nation, and thus need 
to be addressed (Cree Board of Health and 
Social Services of James Bay, 2015b). 

While many health priorities for 
change are specific to the youth sector, the 
IAMP evaluation thus far has not yet 
formally involved youth to ask them how 
they have been engaged or how they need to 
be engaged in health planning. This further 
corroborates current evidence stressing the 
absence of youth voice and participation in 
healthcare research on a global scale (United 
Nations, 2003). Particularly in the Eeyou 
Istchee context, half of the James Bay Cree 
population is under 25 years of age, and 
about 1 in 5 babies is born to a mother under 
the age of 20 (Cree Board of Health and 
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Social Services of James Bay, 2015a). In 
order to place the end-user’s (youth’s) 
priorities in research, young Cree people 
must be heard in all steps of the evaluation 
research and health planning efforts. This 
investigation aims to better understand how 
youth perceive health or Miyupimaatisiiun, 
as well as their past, present, and future 
engagement in health initiatives in the 
community. Accordingly, our three 
interconnected research questions are the 
following:  

1. How are James Bay Cree youth 
engaged in health-related activities in 
their communities? 

2. How would James Bay Cree youth 
like to be engaged in youth health 
planning in Eeyou Istchee? 

3. How do James Bay Cree youth view 
their health in relation to their 
engagement in health and health 
planning? 

 
Methods 

 
Context 

Nemaska has a total population of 
approximately 851 in 2017 (Cree Board of 
Health and Social Services of James Bay, 
2015-2016). Youth make up nearly half the 
total population in Nemaska (Figure 1). 
 
Figure 1  
 
Population Pie Chart of Nemaska 
 

 
 
Research Approach 

Community-based participatory 
research (CBPR) falls under the umbrella of 

participatory research as it involves all 
members of the project in key aspects of the 
research process, including the (1) 
identification of the research topic, (2) 
interpretation of the results, and (3) diffusion 
and dissemination of the findings (Israel et 
al., 2001). 

Key characteristics of CBPR and 
how they align with the aims of this research 
are outlined in Appendix A.   

 
Methodology 

 
 Research design 

We used a qualitative descriptive 
study design as described by Sandelowski 
(2000) to gain an in-depth understanding of 
youths’ and youth leaders’ perspectives, and 
to access the emotional and motivational 
components of their lived experiences 
(Curry et al., 2009; Sandelowski, 2000). 
Qualitative descriptive designs stay close to 
the surface of the data and are ideal when 
full descriptions of phenomena are desired 
(Sandelowski, 2000). 

 
Data collection 

All data collection was guided by our 
Cree CHB and community school partners. 
Purposeful, snowball sampling was 
employed (Patton, 1990). 

Two semi-structured youth focus 
groups were conducted with a total of 10 
Cree youth participants, ranging from 15 to 
17 years of age. The objectives of these 
focus groups were to identify key themes 
that represent youth health and health 
priorities, as well as how youth engage in 
their communities. Focus groups were led in 
collaboration with community leaders and 
were held at the local community school. As 
recommended by our Cree partners, groups 
were mixed gender and age since this was 
how youth were comfortable in their peer 
groups. Focus groups lasted approximately 
50 minutes and were audio-recorded and 
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transcribed. In accordance with our CBPR 
approach, focus groups were co-facilitated 
by a community youth leader and the 
primary author. Focus group guides were 
modified by our Cree partners. 

Five key informant interviews were 
conducted with Cree community members 
who were involved with youth and youth 
health engagement and planning; these 
leaders worked in and represented either the 
regional- or community-level. The objective 
of these interviews was to better understand 
how youth health services are planned and 
the existing structures that exist for youth 
engagement in the community. Interviews 
lasted approximately 60 to 75 minutes and 
were audio-recorded and transcribed. 
 
Data analysis and validation 

Thematic Analysis was used to 
identify, analyze, and report themes within 
the focus group and interview transcripts 
(Glaser & Strauss, 1999), where emergent 
codes were in turn grouped into overarching 
themes (Lofland & Lofland, 1995). Themes 
were defined as important patterned 
responses or meanings from the text as they 
related to our research questions (Braun & 
Clarke, 2006). Analysis was recursive and 
conducted by the first author with virtual 
coding from the co-supervisors. Preliminary 
results were presented to and validated by 
two representatives of the CHB, one 
community representative, and one youth 
participant. In addition, regular meetings, 
phone calls, and text messages were used as 
debriefing strategies throughout the process, 
to ensure rigour with respect to the Cree 
context and to honour Cree ways of 
knowledge.  

 
Relationship 

This project built upon an existing 
partnership between McGill researchers and 
the CHB. Techniques used in accordance 
with Salsberg et al.’s strategies for a 

successful participatory research process 
(Salsberg et al., 2015) are delineated in 
Appendix B.  

Results 
 
Youth “Engagement” Revisited 

Prior to discussing Cree youth 
engagement, it is important to characterize 
how youth viewed and defined youth 
engagement. While there was no one agreed 
upon framework, participants generally 
defined youth engagement as a spectrum.  

The first level of youth engagement 
was defined as participation, where youth 
showed up and partook in an activity or 
attended an event. The second level of youth 
engagement was defined as youth council 
membership, where youth were nominated 
to represent the youth voice and were often 
solicited by decision-makers. The third and 
highest level of youth engagement spectrum 
described was youth engaged as planners, 
where youth were the decision-makers and 
led in planning towards action. These 
categories are illustrated in Figure 2. 
 
Figure 2 
 
Spectrum of Cree Youth Engagement 
 

 
 
Perspectives on Current Levels of Youth 
Engagement  
 In general, participants described 
high levels of Level 1: Participation and 
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Level 2: Youth Council Membership 
engagement in their communities, with 
pride. Participants shared divergent feelings, 
however, regarding the extent to which 
youth are engaged as Level 3: Planners. 
They described how adult planners often ask 
for the ‘youth voice’ when making decisions 
(e.g., the Youth Grand Chief being included 
in the major Cree Nation Government 
meetings). 

In these examples, adult planners are 
“asking” the youth for their opinions – in 
other words, it is still not the youth who are 
the health planners. This leaves room for 
potential disconnect between youth voice 
and youth action. Indeed, some youth 
expressed frustration with decision-makers 
who listened but did not act: 

Participant: “They just listen. I don't 
know…  

Facilitators: Are there things you’ve 
recommended that haven’t been acted on?  

Participant: Mhm.  
Facilitator: So how can youth voices 

best turn into action? 
Participant: Guess we have to wait 

till we’re adults.” 
Youth participants highlighted how a 

lack of action can impact youth’s trust: “You 
must be listening to the youth and what 
they're saying, and show you are taking 
action. So, when the youth see that, that's 
when they'll be more interested… to trust 
their leaders, or the councils, or the 
coordinators”. 

 
Future Youth Engagement Towards 
Health Action 

For better youth engagement that 
leads to health action, youth and youth 
coordinators underscored the importance of 
the following themes: 

 
Allowing Youth to be Health Planners 

Participants highlighted the 
importance of opportunities for youth to 

plan and engage at the highest level in health 
initiatives. Participants discussed an array of 
benefits that arise when youth lead as listed 
below. 

Utilizing role modelling for other 
youth to engage. Repeatedly, participants 
underscored the importance of role 
modelling in Cree youth culture, and how 
youth can inspire other youth towards more 
healthy behaviours. One youth coordinator 
observed how younger youth model off 
older youth in the gym:  

 
“I’ve seen kind of younger kids coming 
in, ages 12 to 15, trying out the 5-
pounders. I guess trying to do the same 
as the older teenagers, going to the 
fitness… they wanna try that too…” 
 

One youth put it simply: “If youth 
see other youth leading the activities or the 
programs, it will definitely get their 
attention”. 

Builds on pre-existing trust 
between youth. One youth council member 
felt that it was important for a youth to not 
only lead initiatives, but create a more 
trusting environment for other participating 
youth: 

 
“I lead and participate in [activities]. 
Like I join them, so they can feel 
comfortable to join as well. It takes a 
while for a youth to get comfortable… I 
welcome them… I talk to [youth], and 
am a friend to them.” 
 

That said, it is worthy to mention 
that deference and shyness was noted by 
participants to be an important part of this 
community’s Cree culture. The use of social 
media and particularly Facebook was 
highlighted as helpful in this regard, making 
it easier to reach shy youth who are less 
likely to engage in person:  
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“Facebook is a big tool for our youth 
because, there are youth that don't 
speak and are very shy. So, they have 
Facebook and their own world, so they 
read through that… and maybe you 
can’t reach them in person at school, 
but you’ll be able to reach them alone 
in their room…” 
 

Longevity of youth engagement 
when youth lead. Youth coordinators are 
actively engaged in planning and decision-
making for different youth programs in their 
communities. Notably, all youth 
coordinators who participated in this study 
were also former youth council members 
and had been working with and for youth for 
quite some time:  

 
“What motivates me... there's so much... 
I guess I could say I have this channel, 
this desire to be a part of making 
change. From my experience when I 
was young, I guess I could say I was 
pretty observant - 'How come nobody's 
doing this'… It started to develop into: 
'You know what, somebody needs to do 
something. I'm somebody. Alright - I'll 
do it.'” 
 

Furthermore, one youth participant 
described how having youth as planners and 
leaders can increase the relevance and 
longevity of the program to truly address 
youth health needs: 

 
“Having the youth involved in the 
planning part, I think that would be 
helpful. Youth know what [youth] want 
and what they need, or what they're 
interested in. And it will definitely boost 
up the whole planning part.” 
 

Finally, one youth coordinator 
highlighted the importance of youth sitting 

in on decision-making boards for their 
futures:  

 
“When we have our big meetings… yes 
they’re 18, but we can still welcome 
them. Cause they’re gonna be sitting up 
there in a few years.” 
 

Better promotion and uptake of 
health programs: One youth coordinator 
proposed the creation of a youth promoter to 
advertise and promote services, which could 
better program success and trust:  

 
“A [youth] can explain to them, you 
know, healthy living ways and not being 
doubtful of the Cree Health Board and 
the services offered,… its services 
would be a little more utilized and 
understood, and trusted… there is a lot 
more outreach to be done” 
 

Finally, one youth coordinator 
described how testimonials from youth who 
have participated could inspire other youth 
to engage: 

 
“I hope these individuals inspire the 
others. I mean yeah, [a previous 
participant] was telling me how much 
better she was feeling, but it doesn't 
necessarily mean that everybody knows 
it... reporting back or getting that 
feedback out there, I'd like to do that 
more.” 
 

Appropriate evaluation of youth 
engagement and health programs 

Youth spoke about the difficulties they 
encounter when coordinators and planners 
want greater youth engagement; specifically, 
how planners often use youth attendance 
rates and numbers as indicators of a 
program’s success. One youth described 
how a program that was meaningful to them 
was terminated on the basis of low 
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attendance, and how this could be 
problematic when program numbers 
overshadow positive experiences: 

 
“There used to be an art program, I 
really enjoyed that program, but it 
stopped… because of the lack of 
numbers. I understand it has to do with 
the budget and all that, but what if 
those, let's say, 5 youth participants had 
a rough week, and going to that activity 
or program could change their mindset? 
Like they could have had motivation to 
do more, be more…” 
 

Indeed, certain youth coordinators 
illustrated the importance that they placed 
on numbers to indicate an event’s success: 

 
“I'm coming from a coordinator's 
perspective. You always wanna have, to 
be honest, double or triple the amount 
of participants that you have.” 
 

Interconnectedness between youth health 
and youth engagement  

Given that youth’s 
conceptualizations of health or 
Miyupimaatisiiun (see Glossary) influences 
how they view their engagement in and 
planning of health activities, understanding 
their conceptions of health was essential.  

 
Youth Need to be Healthy to be Engaged 

Many community youth engagement 
opportunities and activities required an 
application process, where healthy 
behaviour (such as sobriety) was a 
prerequisite. When asked why these rules 
were in place, one youth explained how 
traditional hunting activities require mental 
and physical strength: 

 
“You have to be quiet to hunt. You have 
to be patient to hunt. You have to be 
smart too. You have to be strong. You 

have to go places a lot, you have to 
walk, and sometimes there may be snow 
or grass, big trees, lakes...” 
 

Other youth spoke to the fact that 
health requirements could serve as stepping 
stones towards long-term change: 

 
“They’re trying to make the youth 
healthy you know… If you think you can 
go one week without drugs or alcohol, it 
makes you think you can continue.” 
 

Youth also raised the notion that one 
person cannot fully engage and help others 
and the land before they help themselves: 

 
“…If you want to engage and take care 
of our land and people, we need to take 
care of ourselves first… it sounds 
conceited, but still.” 
 

Youth Need to be Engaged to be Healthy 
Participation in community activities 

was fundamental to youth wellbeing, as 
expressed by one youth participant: 

 
“Being back in the bush… without 
service or wifi… disconnected from 
some people, but connected with other 
people. You’re being active everyday… 
it’s probably a good thing.” 
 

Moreover, participating in 
community gatherings was important for the 
social dimension of youth health:  

 
“When people gather together, there's a 
lot of laughter and smiles. Everybody's 
having a great time. And doing that is 
also beneficial for the individual youth’s 
health. Cause you never know when 
somebody's having a bad day or 
something, and they come to these 
[community] events and they feel better 
after.”  
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Beyond participation, opportunities 
to engage by planning activities were also 
described as essential to supporting youth 
health. Youth illustrated how leading 
cultural activities can connect them to their 
tradition and health: 

 
“It’s a way of life in the Cree region: 
walking, spending time in the bush, 
learning about medicine in the bush, 
leading more Cree-based cultural 
activities… that also can connect with 
healthy living” 
 

Being given opportunities to lead and 
plan can also help increase confidence and 
positive self-esteem for some, as one youth 
council member highlighted: 

 
“When I got involved… it really boosted 
up my confidence in leading activities. I 
suggest that youth get involved with 
these activities. Like, let them do the 
work. Let them plan… so they can have 
the opportunity to lead and break their 
bubble.” 

 
Limitations 

As an external non-Cree person, 
there are limitations to what the primary 
author was able to understand and interpret; 
the validation process was essential to 
ensure our Cree partners identified with 
what is presented in this work. Partnership 
and extensive review of materials from three 
Cree partners (one of which is a youth), the 
primary author’s eight-day immersion in the 
community, as well as co-leading the focus 
groups with a community youth leader, were 
all important to this end.  

This study focused on a limited 
number of youth and youth coordinators 
from one community, hence intra- and inter-
community differences may be masked. 
These results are still valuable and 

potentially transferable to other communities 
and youth in similar contexts.  

Finally, the qualitative descriptive 
study design allowed for a deep, contextual 
understanding of the perspectives of a small 
number of relatively informed youth aged 
15-17 years old, which also may not be 
generalizable to other ages or settings. We 
believe, however, that contextualized 
understanding is most valuable to local 
communities and policy makers.  

 
Discussion 

Much of the published literature on 
youth health lacks actual voices from youth 
themselves. In collaboration with the CHB 
and Cree community members, including 
youth, we explored ways in which youth and 
youth coordinators describe Cree youth 
engagement in the community, on councils, 
and in health decision-making, suggestions 
for the future, and how youth engagement 
and youth health are intertwined. 

The levels of youth engagement 
according to the spectrum of participation, 
youth council membership, and planners, as 
outlined in Figure 2, were characterized. 
While positive towards youth engagement as 
health planners, a few Cree youth expressed 
dissatisfaction about decision-makers who 
listened but did not act. One youth stated 
that they simply needed to wait until they 
were older to be taken seriously in planning 
decisions. Participants also described how 
the disconnect between youth voices and 
action could improve if decision-makers 
understood the importance of building good 
relationships in this context – how being a 
friend could build trust and foster an 
understanding of youth needs, and how 
when one youth leads, their friends tend to 
follow. Program leaders’ age was also 
considered a potential hierarchal factor in 
engagement. Issues of hierarchy in engaging 
youth have been previously characterized, 
especially with “high-risk” youth, and the 
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associated dynamics of power (Iwasaki et 
al., 2016). The importance of informal role 
modelling for Cree youth was also described 
as an integral aspect of Cree teachings, as 
recognized in other Indigenous cultures 
(Klinck et al., 2005). The benefits of good 
role modelling and mentoring to promote 
positive health behaviours in youth can also 
fall under the connectedness factor of 
Indigenous Peoples’ health and wellbeing 
(Reilly et al., 2008). 

Ultimately, a few participants spoke 
to a need for greater and more genuine youth 
engagement as health planners. This finding 
is congruent with the literature where most 
engagement is described in the youth 
council member capacity, and youth voices 
are solicited to bring to (presumably) adult 
health planners (Genuis et al., 2015). That 
said, our participants highlighted the 
sustainability and longevity of youth 
engagement when they were given the 
chance to lead. The intrinsic spark and 
motivations that youth felt they always had 
in order to create change was noted as 
continuing into adulthood. Participants 
described how youth leaders could help a 
program last longer by accurately 
identifying underlying issues and leading 
programs promoting for greater youth 
retention. This action agrees with previous 
studies on the importance of engaging 
Indigenous youth as planners in their own 
research, as they are best suited to identify, 
understand, and interpret their own health 
challenges (Clark et al., 2013; Genuis et al., 
2015). Sustainability of projects under 
Indigenous youth leadership could also be 
explained by Jagosh et al.’s (2012) finding 
that a transfer of ownership often takes place 
when, through participatory research 
approaches, those who are directly involved 
in the program or its results lead the 
program itself (Jagosh et al., 2012). Finally, 
participants also expressed how youth 
engaged as health planners was good 

practice, since youth ultimately fill these 
positions in the future; similarly, the youth 
in Blanchet-Cohen’s (2011) study advocated 
for communities to view youth engagement 
as a benefit to the whole community and 
future investment (Blanchet-Cohen et al., 
2011). 

In order to better engage youth in the 
future, social media strategies, particularly 
Facebook, were noted as important. The 
importance of these media in Indigenous 
youth engagement has not been highlighted 
by many previous youth engagement 
studies, which appear to focus more on arts-
based and peer-to-peer mentorship methods. 
However, our participants highlighted 
Facebook as an important tool to solicit and 
advertise to youth, and particularly reach 
marginalized youth. Indeed, the fact that our 
youth focus groups were held in 
collaboration with the community school 
implies that youth who participated were 
already attending school; youth who are not 
in school, young parents, youth who are less 
involved, or youth who are dealing with 
addictions were likely not reached in this 
study – a challenge acknowledged in 
previous publications (Iwasaki, 2015). 
Hence, social media could be a valuable tool 
for service providers to consider, especially 
when reaching out to more marginalized 
youth.  

One explicit finding of this study 
was the interconnectedness between Cree 
youth health and their engagement, and how 
one was needed for the other. Youth 
participants highlighted the importance of 
helping oneself before being able to engage 
and help others and the land, even though, as 
one participant described, prioritizing 
yourself could be interpreted as conceited. 
The importance of working on oneself was 
echoed throughout this study and may 
suggest a fundamental Cree value. 
Furthermore, this finding could be related to 
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the influence of role modelling in Cree 
teachings as described.  

In addition, youth described how 
they needed to be physically and mentally 
well, and abide by the required sobriety 
rules to partake in traditional activities. 
Youth participants also shared the potential 
long-term benefits of sobriety prerequisites. 
Taken together, these results underline Cree 
youth’s strong desires to engage in cultural 
activities, perhaps enough to give up 
unhealthy behaviours. Considering the 
aforementioned interconnectedness, this 
health behavioural change could either be a 
cause or consequence of youth engagement.  

Participants also described how 
engagement opportunities could lead to 
better health. The positive effects of 
Indigenous youth participating in sports and 
physical activities can be related to the well-
characterized ability of physical activity to 
strengthen youth resilience and development 
(Bruner et al., 2016). Youth participants also 
shared how their engagement helped 
increase their self-confidence, and one youth 
shared how youth councils helped them 
break out of their shell. This finding agrees 
with previous Indigenous youth literature 
that links youth engagement with increased 
social skills and pride (Clark et al., 2013; 
Crooks et al., 2010) and permitting their true 
selves to come out (Stewart et al., 2008). In 
addition, engagement opportunities allowed 
youth to foster the social component of their 
wellbeing. Being engaged in traditional 
activities, away from technology, with their 
families and communities, and immersed in 
Cree ways of living, were the components of 
traditional activity participation that youth 
attributed to their feeling healthy and well. 
This is congruent with Blanchet-Cohen’s 
(2011) finding that the impact of gatherings 
on Indigenous youth cannot be quantified, 
and it is the less tangible aspects of this 
social dimension that affect youth wellbeing 
(Blanchet-Cohen et al., 2011).  

The quantification of youth health 
ties well into our participants’ opinions on 
the quantification and evaluation of youth 
participation. This was a notable point of 
divergence between some youth and youth 
coordinator participants. One youth 
coordinator recommended the use of 
testimonials in their health programs to 
allow youth to share their sentiments and 
inspire other youth. Testimonials are a form 
of qualitative evaluation that could offer 
meaningful feedback for youth coordinators 
and financial decision-makers when 
planning for youth programs, so long as the 
feedback comes from participating youth 
themselves. 

One of the primary goals of this 
research was to provide insights to the CHB 
to help inform current and future health 
plans for youth. Implications for policy, 
practice and future research as 
recommended by our Indigenous 
participants are delineated in Appendix C.  

Finally, it should be noted that a 
marked desire for the community to succeed 
underscored this entire project, as indicated 
through cultural pride and strength-based 
optimism demonstrated by almost every 
participant. One Cree coordinator and 
partner shared a reflection worthy of 
including verbatim: 

 
“[Working with the youth], it’s my joy, 
it’s my pleasure. Because I want this 
community to succeed and to be vibrant. 
Of course we have our challenges, but 
you know. There’s a lot of people out 
there that want their community to run 
well… I know this next generation will 
make a big splash, like those 
remarkable achievers from the past.” 

 
Conclusion 

This study contributes Cree youth 
voices to the limited evidence currently 
available in Canadian research literature, 
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offering practical strategies for greater youth 
engagement for the Cree Nation. This is a 
novel area of research that highlights the 
importance and potential for future research 
in partnership with Cree people of Eeyou 
Istchee and Indigenous Peoples of similar 
contexts. As described by the Cree youth in 
this study: youth need to be healthy to be 
engaged, and need to be engaged to be 
healthy. 
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Appendices 
 
Appendix A 

Characteristics of Community-Based Participatory Research in this Project 

Study context Alignment with CBPR characteristics 
Indigenous context • CBPR techniques have been shown to be particularly positive in 

historically disenfranchised communities (Holkup et al., 2004) 
• CBPR can address the negative impacts of prior research by ensuring 

community consultation, participation, and centrality of Indigenous 
ways of knowing (Macaulay et al., 1999) that are imperative to this 
project’s epistemology  

• While CBPR does not guarantee cultural safety, it reminds us of the 
importance of ongoing reflection in order to minimize any assault on 
participants’ cultural identity (Kirmayer, 2012) 

Youth as end-users of this 
research 

• Participatory research has roots in the self-determination and 
sovereignty movements of Canada’s First Nations, united to “create 
scientific knowledge with those who are most affected by the issue 
being studied” (Cargo & Mercer, 2008)  

• Continued transparency of the research process with the youth 
participants facilitates enhanced trust between the researchers and 
communities (Ford et al., 2012) 

Power relationships and 
imbalances 

• CBPR as a framework takes into account the power imbalances that 
have resulted from a long history of colonialism and forced 
assimilation (LaVeaux & Christopher, 2009) for Indigenous peoples 
and populations 

• Further power relations exist for Indigenous youth; current and 
historical power relationships were continuously reflected upon, and 
were discussed with participants 

Overarching purpose to 
inform CHB and IAMP 
teams’ decision-making 
about healthier 
communities  

• CBPR approaches aim to incorporate and honour community 
members’ priorities, ensuring the equitable inclusion of youth voices 
in the development of policy and planning for healthier communities 
(Graham et al., 2006) 
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Appendix B 

Strategies Used for a Successful Participatory Research Partnership  

1) Memorandum of 
Understanding (MOU) 

The pre-existing memorandum with the CHB was followed and 
respected. It is worthy to highlight that the respect for Cree culture, 
historical trauma, Cree ownership of data and confidentiality was 
followed strictly according to the MOU and Institutional Review 
Board Ethical guidelines. 

2) Use formal and informal 
group facilitation techniques 

The focus group sessions were co-facilitated by the primary author 
and a community partner who works at the local community school, 
providing valuable contextual knowledge of local conditions for the 
Nemaska youth. Informal techniques, such as opening the discussion 
based on hobby sharing, and the primary author’s frequent 
community activity participation prior to the discussions, were used 
as advised by our community partners. 

3) Frequent communication Communication was maintained via frequent email, social media, and 
text message exchange, as well as physical trips between Montreal 
and Nemaska. 
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Appendix C 
 
Implications for Policy, Practice and Future Research 
 
To reach a more optimal level and capacity of youth engagement in health planning for the 
Eeyou Istchee, Cree participants in this study have suggested and recommended the following 
points of action: 

• Create positions for youth to be health planners, to better the engagement, relevance, 
trust in, sustainability and promotion of the initiative. 

• Create positions for youth to be health delegates, and to share knowledge of and 
promote existing CHB and other healthcare services in schools and in the community 
amongst youth groups. 

• Highlight youth role models and include youth testimonials to capitalize on youth 
inspiring other youth. 

• Incorporate a social media plan for youth communication, and continue to try and 
reach marginalized youth and solicit their particular needs. 

• Continue to support and invest in all forms of engagement opportunities for youth, 
including participation, youth council membership, and health planning, in 
recognition of the interconnectedness between health and engagement for Cree youth. 

• Implement regular and holistic evaluations of youth positions or programs, 
incorporating the use of qualitative research and testimonial evaluation methods in 
addition to other measures, such as attendance rates and outcomes, to better 
understand effective mechanisms for engagement and other implications in Eeyou 
Istchee.  
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“The land is a healer”: Perspectives on land-based healing from 
Indigenous practitioners in northern Canada  
 
Jennifer Métisse Redvers, Institute for Circumpolar Health Research (ICHR)  
 
Cultural knowledge is currently being revitalized by Indigenous practitioners where land is 
understood as a relational component of healing and wellbeing. Land-based activities such as 
harvesting, education, ceremony, recreation, and cultural-based counselling are all components 
of this integrative practice. Land-based practices are centered in Indigenous pedagogy and 
recognize that identity is interwoven with and deeply connected to land. Formally cultivating this 
fundamental relationship increases positive mental health and wellness outcomes in Indigenous 
populations as assessed through a culturally relevant lens. This research paper articulates a 
cultural concept described here as “land-based” healing or wellness which has been understood 
and taught for millennia by Indigenous knowledge holders and has largely remained undefined 
within mainstream mental health promotion and intervention. In this study, qualitative narrative 
methods were used to document the experiences of eleven land-based program practitioners from 
three northern territories in Canada. As experts in this field, practitioners’ narratives emphasized 
the need for a greater understanding and recognition of the value of land-based practices and 
programs within contemporary health and education systems. The development of working 
definitions, terminology, and framing of land-based healing and wellness practices as a common 
field is delineated from relevant literature and practitioner narratives in order to enable cross-
cultural communication and understanding in psychology. Land-based healing is presented as a 
critical and culturally appropriate method for mental health intervention and community 
resilience in northern Canada.  
 
Keywords: Mental health, intervention, land-based healing, health promotion, Indigenous 
knowledge, Northern Canada, land-based pedagogy, resilience  
 

Glossary 
Land-based: Relationship with the land as a central feature or concept rooted in Indigenous 

epistemology and pedagogy. Land-based implies a deep connection with and non-separation 
between human beings and the natural world. A reference to land includes all aspects of the 
natural world: plants, animals, ancestors, spirits, natural features, and environment (air, 
water, earth, minerals). The term can also be used in reference to a physical location or 
geographical concept. 

Land-based healing: A culturally defined practice, program, or service that takes place in an 
urban nature-based, rural, or remote location, on a land base that has been intentionally 
spiritually cultivated, honoured, and respected (Hanson, 2012). The land is situated as firmly 
relational within an Indigenous pedagogy, and is understood to be an active “partner to the 
person or people engaged in the healing process” (Hanson, 2012, p. 2). Steps are taken to 
identify how an individual or community’s relationship with the land, self, and others has 
been disrupted and how best to help renew this relationship (Laurie, 2013). This has also 
been referred to as “land-based intervention” in the literature (Walsh et al., 2018). 

Land-based program: A culturally defined program or service that takes place in an urban 
nature-based, rural, or remote location, which involves cultural teachings and 
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intergenerational knowledge transfer, combined with any number of other activities or goals. 
Programs are informed by an Indigenous pedagogy wherein the land is the main source of 
knowledge and teaching. 
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Introduction 
Indigenous knowledges and ways of 

life are embedded in the land (Tobias & 
Richmond, 2014; Wildcat et al., 2014; Zoe, 
2012). Environmental health is a 
determinant of human health (Cunsolo et al., 
2015; Durkalec et al., 2015) and connection 
to the land is recognized as a central feature 
in Indigenous health and well-being (Kant et 
al., 2013; Richmond & Ross, 2009). 
Rebuilding a sense of connection with the 
land is important for Indigenous mental 
health promotion and intervention 
(Kirmayer et al., 2003; Walsh et al., 2018).  

Indigenous peoples in Canada are 
revitalizing land-based initiatives to 
strengthen community resiliency and 
address challenges arising from a continuing 
legacy of colonization and land-
dispossession (Ballantyne, 2014; Ilisaqsivik, 
2014; Mikraszewicz & Richmond, 2019; 
Takano, 2005; Thompson et al., 2018; 
Tidlumaluk, 2007). These initiatives are 
“rooted in the land, traditional knowledge, 
spiritual values and ceremonial practice” 
(Walsh, 201, p. 209).  

 
Land-Based Programs as Mental Health 
Promotion and Intervention 

In order to promote wellness in 
Indigenous communities, it is vital to 
reconnect with cultural identity and practices 
within an Indigenous pedagogy (Simpson, 
2014; Stewart, 2008). According to Stewart 
(2008), Indigenous conceptions of mental 
health and healing must be incorporated into 
counselling, therapy, and other efforts in 
promoting Indigenous mental health. This 
includes framing mental health holistically, 
within physical, emotional, and spiritual 
aspects (Lavallee & Poole, 2009; 
McCormick, 2000). The study of resilience 
is a strength-based way of framing mental 
health intervention in communities 
(Goodkind et al., 2012; Kirmayer et al., 
2011; Wexler et al., 2009) by focusing on 

building socio-ecological networks and 
protective factors that strengthen cultural 
ties and identity (Allen et al., 2013; 
Andersson & Ledogar, 2008; Tousignant & 
Sioui, 2009). Indigenous conceptions of 
psychological resilience recognize the 
importance of a “person’s relations with 
others and the environment” (Kirmayer et 
al., 2009, p. 63). The importance of culture 
and community-led interventions are widely 
recognized throughout the field of 
psychology, including responding to youth 
suicide (Chandler et al., 2003; Kirmayer et 
al., 2003; Menzies, 2008; Wexler & Gone, 
2012).  

Land as a central dimension of 
wellness is embedded in Indigenous 
knowledge, and is a necessary foundation 
for culturally responsive mental health care 
in Indigenous communities (Dobson & 
Brazzoni, 2016; Redvers et al., 2019). 
Northern Canada faces many barriers to 
health care delivery, including limited 
access to culturally relevant health services 
and the challenge of service provision in 
remote locations (Oosterveer & Young, 
2015; Redvers et al., 2019; Young et al., 
2019). As such, many communities are 
turning to land-based healing and wellness 
programs (Dobson & Brazzoni, 2016; 
Hirsch et al., 2017; Hond et al., 2019; Laiti 
& Sorbye, 2013; Luig et al., 2011; Radu et 
al., 2014; Smethurst, 2012; Thunderbird 
Partnership Foundation, 2018). Evaluations 
have demonstrated that land-based programs 
increase resilience and wellness in youth by 
improving self-esteem, interpersonal 
relationships, and cultural pride (Healey et 
al., 2016; Janelle et al., 2009; Ritchie et al., 
2014). There is still a need for more cross-
cultural research around the 
conceptualization, design, delivery, and 
evaluation of these initiatives (Ritchie et al., 
2014) with a call to invite more of those 
involved to share their stories in the 
literature (Walsh, 2018). 
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The objectives of this study were to: 
(1) articulate the epistemological 
foundations of land-based healing and 
wellness in northern Canada; and (2) explore 
practice-based definitions of land-based 
programs in the context of Indigenous 
mental health promotion and intervention. 

 
Methods 

 
Conceptual Framework 

An Indigenous research methodology 
was employed in this study, drawing on 
qualitative research tools which were most 
convergent (Kovach, 2010; Lowan-Trudeau, 
2012) with my own Dene ontology. Despite 
rich cultural diversity, common aspects and 
beliefs are found within the research 
paradigms of Indigenous peoples (Wilson, 
2008). Central to this paradigm is the 
importance of storytelling as a way to 
represent lived experience, and the 
importance of building respectful research 
relationships (Mehl-Madrona, 2005; Wilson, 
2008). Smith (2012) explains that an 
Indigenous research approach takes a 
political stance on research, recognizing the 
historical context of oppression and 
exclusion of Indigenous values found in 
dominant research paradigms. I recognize 
the historical exclusion of Indigenous and 
multicultural voices within mainstream 
psychology and a need for the articulation of 
Indigenous voices and knowledges within 
proposed research and interventions (Gergen 
& Gulerce, 1996). 
 
Study Setting 

The Northwest Territories, Yukon, 
and Nunavut are the three territories of 
Canada (Please see Figure 1). Collectively, 
they represent 39% of the total land mass of 
Canada, with 0.3% of the national 
population, and the three highest per capita 
Indigenous populations (Statistics Canada, 
2016). There are 18 official Indigenous 

languages spoken and over 24 community 
and regional First Nations, Métis, and Inuit 
governments (Government of Canada, 
2017).  

 
Figure 1 
 
Yukon, Northwest Territories, and Nunavut   

 
Participant Selection 

I interviewed 11 Indigenous experts 
in land-based programming from 10 
different nations across the study area. The 
participants represented diverse genders, 
ages, First Nations, Métis, and Inuit 
backgrounds. Participants were chosen 
through purposive sampling, an intentional 
selection of community-vetted experts and a 
subsequent ‘snowball strategy’ 
(Polkinghorne, 2005, p. 140).  
Relationship Building 

Positionality is important in 
Indigenous methodologies (Lowan-Trudeau, 
2012). I identify as Denesųłıné from the 
Northwest Territories (NWT), and my own 
connection to this field and worldview 
informed the research conceptualization. I 
had prior professional relationships with six 
of the participants and approached my work 
with known participants as an “insider” 
(Innes, 2009). This was countered by my 
“outsider” status as a researcher (Smith, 
2012) and, at times, differences among our 
own cultural backgrounds. Time was spent 
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building relationships with all participants, 
including travelling out on the land when 
invited.  

Ethics approval for this study was 
obtained through the University Conjoint 
Faculties Research Ethics Board, and 
detailed community feedback sought 
through two research licence applications 
with the Aurora Research Institute and the 
Nunavut Research Institute. Elder mentors 
were consulted throughout the study. 

 
Data Collection and Analysis  

 
In-Depth Interviews 

Audio-recorded, in-depth semi-
structured interviews (Please see Table 1) 
took place in five different communities. 
The interview questions were translated into 
Inuktitut for Inuk participants. 
 
Table 1 
 
Interview Guide 
 

 Preliminary Analysis 
A process of narrative analysis was 

used for working with transcripts 
(Clandinin, 2013). The initial transcripts 
were sent back to the participants in draft 
format for clarification and feedback before 
becoming final copies (Clandinin, 2013). 
Important narratives from the informants 
were kept intact as much as possible in the 
research texts (Kovach (2010, p. 52). I 
utilized thematic analysis to generate themes 
from the final transcribed texts (Braun & 
Clarke, 2006; Kovach, 2010). My theoretical 
framing was within Indigenous ways of 
knowing with aspects of a social 
constructivist paradigm, which “values 
context in cultural construction of 
knowledge, language and communication” 
(Stewart, 2008, p. 50). 

 
 Final Analysis and Dissemination 

To organize participant stories into a 
coherent format, broader themes and 
subthemes were identified (Braun & Clarke, 
2006). During the analysis, I looked for 
connections between the experiences of 
participants in order to find commonalities 
across different geographic and cultural 
regions. Final results were presented back to 
the participants for feedback. Plain language 
summaries were completed for knowledge 
sharing in each geographic territory. 
 

Results 
 Practitioners shared their extensive 

knowledge about land-based practices and 
assisted in framing the work they do into a 
common field of practice, which I will refer 
to as “land-based” healing and wellness. 
They were deeply grounded in their cultures 
and saw their own resilience and languages 
as rooted in a relationship with the land. The 
nuances of bringing land-based practices 
into the contemporary systems of education, 
health, and justice were described in detail. 
Participants shared stories and materials, 

1. Why has creating opportunities for 
Indigenous youth, adults, and/or Elders to 
spend time out on the land been important 
to you?  

2. What do you think is an appropriate way 
of referring to these land-based 
initiatives?  

3. Can you share with me some positive 
experiences or stories from your work in 
this field? 

4. Has your experience been that there are 
health benefits from all the programs or 
bush trips you have been involved with, 
or do some activities or programs provide 
more benefits than others?  

5. What are some of the personal barriers 
you have experienced in organizing 
programs or land practices in your 
community?  

6. What would you like to see happen in the 
future with land-based health initiatives?  

7. Is there anything else you feel is 
important or that I missed? 
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including unpublished program reports on at 
least forty different land-based programs, 
including pilot programs and multi-year 
initiatives. They described land-based 
programming as an intricate, cross-
disciplinary, and highly developed field of 
professional practice. As one program 
manager stated:  

 
There is so much groundwork that 
needs to be done. You can’t just go out 
and set up a tent and start a fire, I mean 
it’s so much more than that. I don’t 
think people realize how much more to 
it there is.  
 

Epistemology 
The term “land-based” was described 

as a reminder of humanity’s fundamental 
and inherent connection with the natural 
world and was agreed upon as a common 
English term across all regions for cross-
cultural dialogue. This was after an 
acknowledgement of the diverse 
terminology describing land in each 
traditional language. This culturally-infused 
term differentiated the concept from 
western-based conceptions of nature which 
were seen to approach humans and the land 
as separate entities. For example, one 
practitioner explained, “it’s a weird thing 
because we will say, we will go out in 
nature, but what the heck are we? We are 
nature, we can’t get out in nature.” See 
Table 2 describing this concept in detail.   

Table 2 
 
Land-Based Epistemology 
 

Practitioner Quotes 

Land-based is one of those words, it’s a 
beautiful, wonderful term. It is bringing 
people back to the land and helping them 
become alive and remembering their 
humanity and their connection to all living 

things. We are the land. So, if we remember 
who we are, then the same miracle that we see 
all around us, will be us. 

 
At some point, my grandmother…she told 
lots of stories about the land, the life of the 
land. She spoke to me one time, I might have 
been about 13, and she’d talk about how… we 
were the land, not from it, but we are the land. 
That I was the earth and I was the fire, and I 
was the water and I was the air, and all of 
them were things that contributed to give me 
life. And so, without any one of them I would 
not be able to exist. 

 
The knowledge holders explained 

that the land is a healer, and described its 
central role in physical, mental, emotional, 
and spiritual health. They talked about its 
inherent connection with their way of being 
and seeing the world through their own land-
based (traditional) languages. Further to this, 
they emphasized the “experiential language” 
of the land and described “land-based” as a 
lived connection built over generations, 
shared through the oral tradition, and 
understood only through direct practices or 
experiences. 

 
Terminology 

 It was noted that the term “land-based” 
provided a foundational term that could be 
followed by any number of words including 
“program”, “practice”, “camp”, “activity”, 
“education”, “pedagogy”, “resilience”, 
“health”, “wellness”, “healing”, or “skills”, 
describing different concepts united in an 
Indigenous epistemology. These 
designations were made for organizational 
and practical considerations within different 
program areas. All practitioners indicated 
that a “land-based program” ultimately 
promoted healing and wellness regardless of 
its disciplinary origins, and identified a need 
for more conceptual clarity around this. One 
program manager stated: 
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I’m always thinking of how to explain 
things in certain ways to funders…and I 
think it [having a common term] would 
be useful in terms of articulating what 
we do and why it’s important. To have 
some kind of term, or a way that can 
concisely convey what it is, the model, 
that includes the health components and 
the education components together as 
one.  
 

Land-Based Programs 
Within land-based practices, there 

was a distinction made between activities 
and programs. Many activities continue to 
be lived as a way of life including berry 
picking, ceremonial gatherings, and hide 
tanning. When it came to operating 
programs or services more formally through 
various organizations, the importance of 
programming was recognized. It is 
important to note that this recognition was 
not always comfortable, with practitioners 
noting an unfortunate irony within the 
contemporary context, specifically, that they 
now have to tailor their way of life into the 
Western concept of a “program” in order for 
this way of life to continue (please see Table 
3).  
 
Table 3 
 
Importance of Land-Based Programs 
 

Practitioner Quotes 

I’ve been in this position where I try to 
find…third party funding to come in and pull 
people together. So that I provide the 
resources, what’s needed for the exchange to 
happen for youth and Elders to be able to 
connect, just to facilitate what naturally 
happened for thousands of years, now you 
need to do it in a very formal kind of way...and 
then we have to go out and fight to create these 
opportunities. It’s really kind of sad that you 
have to do things this way, but it’s become 
necessary I guess.  

 
Because there are some people who aren’t 
fortunate to be able to go out on the land with 
their families, and so often, those organized 
trips are the only opportunities for them.  
 
Do we need to do this to help them [our 
people] to understand? If it takes ‘program,’ 
then let’s do it. And later on, we’ll just call it 
life...a program called life. 

 
Throughout the interviews, six 

common elements of successful land-based 
programs were mentioned by the 
practitioners. These elements are presented 
in Figure 2. 

 
Figure 2 
 
Common Elements of Successful Land-based 
Programs 
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Land-Based Healing  
“Land-based healing” was the term 

used that most closely aligned for 
application within the field of mental health. 
One practitioner explained this concept: 

 
For me, I think that land-based healing 
is remembering who you are. I think it’s 
returning to that place, becoming who 
you really are, and getting out of the 
illusion, or the stuff that the world taught 
us. I think land-based healing is 
remembering. It is when you can 
become...when you start to remember 
who you are by your connection.  
 

Land-based healing programs were 
organized within various organizations as 
supportive interventions for a range of 
mental health outcomes including addictions 
treatment and complex trauma recovery. All 
programs highlighted the importance of the 
land as beneficial to health at the individual 
and community level. The practitioners 
observed that people who participated 
showed improved health and social 
outcomes related to self-esteem, physical 
fitness, interpersonal relationships, 
educational goals, feelings of positive health 
and wellbeing, positive behavioural changes, 
connection to cultural identity, traditional 
language skills, and interest in 
environmental stewardship. Practitioners 
shared a vision for land-based activities 
continuing and expanding as a core way of 
addressing intergenerational healing and 
overall wellbeing. The main themes 
common across the conceptualization and 
operation of land-based healing programs 
are presented in Table 4.  
 
 
 
 
 

Table 4 
 
Land-Based Healing Program Subthemes 
 

Subthemes Practitioner Quotes 

The innate 
healing 
ability of the 
land itself 
 

The land will heal people. 
What I know, is that when I 
bring a group of people out 
on the land, the land knows 
exactly who they are, they 
know exactly what they are 
struggling with. May not 
know it intellectually, but it 
knows it on a way deeper 
level than the intellectual.  

The 
importance 
of traditional 
healing and 
spirituality 

Why we believe in it so 
much, because going back 
there [to traditional land 
location] brought, what we 
hear people saying, it 
brought a sense of belonging 
and it helped a lot of people 
in their memories of 
residential school. It helped 
them to remember and 
connect with who they were 
prior to being taken away to 
the residential schools.  

Combining 
western 
therapeutic 
supports 

We had people saying, 
“There’s no way I am talking 
to a shrink, no way!”, and I 
said, “No problem”, I said 
“just come out to [the 
camp]”. And then next thing 
you know, they are walking 
down the lake talking with 
the psychiatrist or the 
therapist and they are doing 
therapy and they don’t 
realize it. 

 
Professional Expertise 

Finally, five areas were identified by 
practitioners as professional challenges 
which require expertise to navigate in land-
based program operation (please see Table 
5).  
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Table 5 
 
Land-Based Program Professional Challenges  
 

Subthemes Practitioner Quotes 

Cross-cultural 
barriers defining 
outcomes and 
importance  

One of the biggest differences I see is that most of the time government 
programs are designed to be this age group, or this type of clientele. It is really 
compartmentalized. In terms of what we do, we see benefits straight across the 
board, from even the most challenging child or teenager…or an adult who has 
been struggling for a long time…And all we’d have to do is we’d tell them 
some stories…and that’s our proof. 
  

Accessing funding 
and resources 

I think making sure the resources are there, and the money is 
definitely a stressor…a camp can cost up to $30,000-$40,000. 
 
It’s almost like government will fund other things or will fund people 
who have Masters, PhDs, or some-called professional, and will offer 
a workshop here and will pay for that, but they don’t want to give 
money to our Elders. And they are our greatest teachers, and we have 
to cherish this knowledge, but we don’t get the recognition in terms 
of support for funding. 

Logistics and safety Logistically there’s a lot of safety concerns with bringing a bunch of 
people out on the land who don’t have much land-based 
experience…so there’s a lot of that to manage, well and safely.  
 
What’s been a challenge is the reporting process… the administration 
aspects of holding out on the land programs. 

Intensity and 
unique challenges 
of the work 
 

When I first started doing them [running land-programs], I didn’t 
[really enjoy it], it was a lot of work, so much work….at the 
beginning when you are in the planning process, and dealing with all 
the logistics and stuff, you are super stressed out. 
 
And the more people want it [land-based healing] …that’s where it’s scary if 
it’s person dependent. Because our spiritual counselor, he’s just one guy…and 
he can’t work 365 days a year and give give give…It could have the tendency 
that it could be really hard on them. 

Colonial disruption 
of knowledge 
transmission 

Getting people into the program and out on the land a lot of times it’s really 
challenging in a bunch of different ways, like physically challenging… but for 
a lot of young Indigenous people it’s challenging because they get out there 
and realize “Hey, no one ever taught me how to fillet a fish, like why can’t I do 
that?” “No one ever taught me how to set a fish net, why? Why do I not know 
how to do this, I’m a native person, and I can’t. I’ve never fired a gun, I don’t 
know how to hunt, and I don’t know how to fish and I can’t even start a fire 
right now!”, and I think it triggers a lot of feelings of shame which is pretty 
difficult to deal with. 
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Future Directions 
All practitioners were committed to 

the work they do and motivated to overcome 
the many issues of cultural inequity in the 
current health and education systems. 
Ultimately, the hope is for these initiatives 
to become more commonplace and for all 
community members, Indigenous and non-
Indigenous, to benefit from the inherent 
wisdom being used to restore collective 
health. 

You know... one time my brother got 
up to talk at a meeting. He said, “You 
know why I do this work?” He said, “I 
do this work for the less fortunate.” And 
then he waited for a small while and he 
said, “Don’t get me wrong, I am not 
talking about street people, I’m not 
talking about people who don’t have a 
home or people that are having a hard 
time”, he says, “I am talking about the 
less fortunate; I am talking about 
doctors and lawyers and judges, that’s 
who I do this work for,” he said, 
“because they don’t know.” 
(Practitioner quote) 

 
Discussion 

Many northern Indigenous 
communities have been vocal in their 
understanding that reconnecting people 
with land practices is a preferred mode of 
healing (Porter, 2012; "Yukon to invest", 
2014). Both informal activities and 
contemporary programs are united under 
an integrated and culturally-determined 
epistemology, referred to in this study and 
corresponding literature as “land-based” 
(Dylan & Smallboy, 2016; Thompson et 
al., 2018; Walsh et al., 2018; Wildcat et al., 
2014). For Indigenous practitioners, this 
cultural understanding differentiates it 
from other terms in the literature such as 
“outdoor”, “adventure”, “wilderness” or 
“nature-based” (Russell, 2001) which stem 
from Western conceptualizations and 

values of land ethic, often including a 
laden separateness or “stewardship over” 
(DeLancey, 2012) rather than 
interdependence with the natural world 
(Lowan, 2009). Lowan (2009) provides a 
detailed discussion of some of the key 
differences attributed to place from an 
Indigenous Canadian context, including 
describing the deep historical and spiritual 
relationship with the land which lives on 
through place names, languages, and 
storytelling.                                                         

Land-based programming, as 
described in this study, is a highly-
developed field of practice, informed by 
Indigenous epistemologies within 
Indigenous communities. Fundamental to 
this are Indigenous ways of teaching and 
learning. Wildcat et al. states “Land-based 
education, in resurging and sustaining 
Indigenous life and knowledge, acts in direct 
contestation to settler colonialism and its 
drive to eliminate Indigenous life and 
Indigenous claims to land” (Wildcat et al., 
2014, p. lll). Further, land-based pedagogy 
acts through engagement in direct 
conversations with and “on the land in a 
physical, social and spiritual sense” (p. 
11).Through this direct engagement, 
participants helped articulate the concepts 
and healing benefits behind land-based 
healing, which are similar to those provided 
in other studies across Canada (Dobson & 
Brazzoni, 2016; Gesink et al., 2019; Hansen, 
2018; Radu et al., 2014; Tobias & 
Richmond, 2014; Walsh et al., 2018). The 
land as healer wisdom held by knowledge 
keepers is now recognized in the literature 
demonstrating a myriad of scientifically 
validated health and wellness outcomes 
stemming from spending time connecting 
with natural areas (Barton et al., 2016; 
Barton & Pretty, 2010; Berman et al., 2008; 
Bratman et al., 2012; Bratman et al., 2015; 
James et al., 2015; Li, 2010; Maller et al., 
2006). This key finding demonstrates the 



 
 

International Journal of Indigenous Health, Vol. 15, 2020                   100 

connection between culturally-validated 
knowledge around human-land relationships 
and the scientific evidence base. 

The dispossession of land and culture 
through colonization and residential schools 
has fundamentally affected Indigenous 
mental health in Canada (Kant et al., 2013; 
Kirmayer et al., 2003) and participants in 
this study described many aspects of this 
disruption. The forcible alteration of the 
connection between land and identity, which 
sustains a sense of well-being, is within 
living memory in northern Canada with the 
last residential school closing in the late 
1990’s (Igloliorte, 2011; Wilk et al., 2017). 
With this in mind, participants’ knowledge 
provides support for the value of land-based 
healing as vital to the reconciliation process 
in Canada (Walsh et al., 2018). This 
includes not just the recognition of different 
vocabulary around “land-based” but the 
validation of a rich history and 
interconnectedness between land, languages, 
knowledges, health, and people, all of which 
are experienced through a living connection 
with traditional lands. The available 
literature and narratives presented provide 
evidence that land-based programs are a 
socially acceptable and culturally safe form 
of therapeutic care in Indigenous 
communities. In this case, recognition of 
‘practice-based’ evidence becomes a 
relevant way of validating this field 
combined with the increasing evaluative 
data (Healey et al., 2016; Janelle et al., 
2009; Ritchie et al., 2014). This means using 
“real-life practice as a basis for building 
evidence” (Sahota & Kastelic, 2012, p.108). 
This finding has direct applications for 
mental health policy. 

 
Barriers to Accessing Land-Based 
Healing 

Practitioners articulated that land-
based activities continue to be a part of 
everyday life for people who have the time, 

knowledge, and resources. However, there 
are diverse contemporary conceptual and 
physical barriers to accessing the land and 
taking part in activities. Walsh et al. (2018) 
describes many challenges of practice, 
including costs; liability insurance; 
transportation; specialized labour; payments 
for Elders; strict rules and regulations of 
funding bodies; issues around the use of 
firearms; and programs not being considered 
mental health interventions (Walsh et al., p. 
215). These concerns are echoed by northern 
practitioners.  

The narratives presented highlight 
the concern that mental health service 
provision still operates in a western-
dominated discourse, compartmentalizing 
services and creating a narrow view of 
mental health, and more specifically what 
practices are considered counselling and 
therapy (Hadjipavlou et al., 2018). This 
discourse is largely defined by western 
understandings of mental health and the 
language of evidence-based practice (EBP), 
which is still so often interpreted as 
empirically supported treatments (Carter & 
Goodheart, 2012; Laska et al., 2014). The 
result is mental health interventions that rely 
on systematic reviews, large effect sizes, 
statistical, and clinical significance (Sahota 
and Kastelic, 2012, p. 107). These facets of 
empirical evidence are often unrealistic to 
obtain in remote northern communities and 
culturally inappropriate (Janelle et al., 2009; 
Smith, 2012). Stewart (2008) points out that 
due to the disconnect between Indigenous 
and western approaches, and despite high 
needs in many communities, mental health 
services are underutilized in comparison to 
non-Indigenous populations in Canada. 
Further, the counselling of Indigenous 
people from non-Indigenous worldviews and 
frameworks has been presented as a form of 
continued colonial oppression, while 
discrediting traditional understandings of 
health and healing (Stewart, 2008).  
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Land-Based Healing and Wellness 
Land-based healing and wellness 

programs are conceptually highly-developed 
and offer an alternative and complement to 
current mental health services and 
approaches to therapy (Dobson & Brazzoni, 
2016; Walsh et al., 2018). Many of the 
cultural counsellors and Elders involved in 
these programs are in high demand in their 
respective communities, but not recognized 
as professionals by mainstream counselling 
organizations or licensing authorities. This 
study supports a call for the equitable 
inclusion of cultural counsellors in the 
strategy to improve care of Indigenous 
clients in the Canadian health care system 
(Hadjipavlou et al., 2018). Land-based 
interventions have the potential to draw on 
local strengths and keep people who need 
help close to home, instead of being sent to 
larger communities for mental health 
services (GNWT, 2014). Success is noted in 
the flexible program design, cultural 
competence, and the expertise of the people 
involved.  

The rich narratives in this field 
illustrate many forms of integrative practice 
and opportunities for coexisting 
interventions that are feasible or currently 
operating in a range of communities (Walsh 
et al., 2018). A single program is able to 
address a range of related mental, physical, 
social, educational, and environmental 
concerns. For example, programs can offer 
culturally relevant addictions support, family 
counselling, rehabilitation of offenders, 
physical fitness, environmental stewardship, 
and life skills training. They also include 
benefits for cross-cultural professional 
training and awareness (Mashford-Pringle & 
Stewart, 2019). Indigenous youth are 
notably a key demographic for land-based 
interventions who benefit at all levels of 
land-based health promotion, prevention, 

 
3 Turtle Island refers to the continent of North 
America. 

and service delivery (Allen et al., 2013; 
Chandler & Lalonde, 1998; Corntassel & 
Hardbarger, 2019; Healey et al., 2016; 
MacDonald et al., 2013). I have proposed 
some working definitions as a way of 
framing this dialogue in the glossary. 
 I propose that discussions around 
culturally relevant intervention at the policy 
level should continue to acknowledge the 
reality and significance of Indigenous land 
connection within all levels of mental health 
service, from promotion to treatment, 
counselling and aftercare. This would 
continue to build on the ground-breaking 
work in recognizing the potential of 
Indigenous-led mental health solutions by 
many organizations, including the 
Aboriginal Healing Foundation, 
Thunderbird Partnership Foundation, and 
initiatives such as the Northwest Territories 
on the Land Collaborative. Creating 
opportunities and spaces for “land-making” 
within urban centres (Hatala et al., 2019) 
and land-based connection within 
counselling sessions or treatment programs 
are recommended as culturally relevant 
sources of therapy and resilience 
(Hadjipavlou et al., 2018; Stewart, 2008). 
Further research is recommended in order to 
increase our collective understanding and re-
negotiate the terminology and working 
definitions proposed for cross-cultural 
dialogue across Turtle Island3, keeping in 
mind the rich diversity within Indigenous 
communities.  
 

Limitations 
The three northern territories in this 

study are large, and although efforts were 
made to represent diverse knowledge 
groups, logistics limited the dataset of 
practitioners who could be interviewed to 
specific regions, therefore desired 
terminology may differ across communities. 
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There is also a wealth of land-based 
terminology in the 18 traditional languages 
spoken throughout the study region which 
wasn’t captured in this research.  I feel it is 
important to note here, that in many areas of 
Canada, traditional land-access and land 
rights are severely restricted, with direct 
implications for this field of research, and 
knowledge is highly contextualized to place. 
This research examined narratives 
specifically from a northern Indigenous 
perspective and, although commonalities do 
exist in cultural teachings across Turtle 
Island, there is much diversity in these 
knowledges and land contexts, which will 
further inform this study’s ability to be 
generalized to other locations. Finally, an 
Elder advisor reminded me of a limitation to 
this topic of research, stating that it is a 
concept that is ultimately “beyond words.” 
 

Conclusion 
This study outlined the experiences 

of northern Indigenous practitioners in the 
field of land-based healing and wellness. In 
order to rediscover and re-establish a 
fundamental relationship with the land, one 
must first experience it directly through 
practical, culturally-rooted activities, 
languages, and interactions that return us to 
the land physically, emotionally, mentally, 
and spiritually. By bringing land connection 
to the forefront in the dialogue within 
Indigenous mental health in Canada, we can 
draw on the resilience of the land itself to 
more effectively overcome ongoing impacts 
of colonization and land-degradation. A 
healthy land relationship not only ensures 
the land’s health, it also facilitates healthy 
relationships within ourselves, between one 
another, and within the larger world, leading 
to greater balance and mental wellbeing for 
future generations.   
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Indigenous women are grossly overrepresented both within the federal correctional system and 
among Sexually Transmitted Blood Borne Infection (STBBI) diagnoses in Canada. Mainstream 
approaches continue to fall short in addressing Human Immunodeficiency Virus, Hepatitis C and 
other STBBIs within this population. In this paper, we argue that, in order to be successful, 
STBBI programs and services must hinge on meaningful community participation, community 
ownership, and incorporate Indigenous knowledge, perspectives and decolonizing 
methodologies. Further, they must take a strengths-based approach and focus on healing and 
resiliency rather than challenges and deficits. 
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Introduction 
When it comes to Human 

Immunodeficiency Virus (HIV) and other 
STBBI prevention efforts, there is an 
increasing awareness around the importance  
of having Indigenous women leading the 
prevention efforts for their peers and 
communities (Peltier et al., 2013; Unger, 
Soto, & Thomas, 2008). This strengths-
based notion acknowledges that people are 
the experts of their own lives and uplifts the 
belief that a person has the strength and 
ability to overcome adverse experiences. 
The benefits to strengths-based perspective 
is further demonstrated in a recent report 
from the Office of the Auditor General of 
Canada (2017), which recognized that 
Indigenous women benefit from greater 
access to gender-based, culturally 
appropriate programming in prisons. A 
strengths-based perspective is important to 
keep in mind when approaching the 
overrepresentation of incarcerated 
Indigenous women in the occurrence of HIV 
and other STBBI diagnoses. Indigenous 
women living in Canada (inclusive of First 
Nations, Inuit, and Métis) are grossly 
overrepresented both within the federal 
correctional system and among STBBI 
diagnoses. In fact, Indigenous women now 
represent the fastest growing prison segment 
in Canada (OCI, 2019). Indigenous women 
and girls are also acquiring HIV at a 
significantly higher rate than other Canadian 
women and girls (PHAC, 2015). 
Furthermore, the prevalence rates of 
Hepatitis C (HCV) and HIV are higher 
among federally incarcerated Indigenous 
women compared to any other population 
group in Canada (OCI, 2018).   

While the overrepresentation of 
Indigenous women in corrections has been 
recognized for decades, it continues to grow. 
The most recent Annual Report from the 
Office of the Correctional Investigator of 
Canada (2019) found that since 2009-2010, 

there has been an increase of 73.8% within 
the population of federally sentenced 
Indigenous women. Complicating the matter 
further is the lack of access to culturally safe 
and trauma-informed healthcare both within 
and outside of federal correctional 
institutions. This demonstrates that 
mainstream approaches within the Canadian 
justice system and the healthcare system are 
not responding to the unique needs and 
circumstances of Indigenous women and 
therefore, they will continue to fall short in 
addressing HIV health-care related needs 
within this population (Ryan et al., 2019). 
These failings are why strengths-based 
programs, which acknowledge the enduring 
strength and resiliency of Indigenous 
women, are more important than ever.  

Despite these challenges, many 
strengths and opportunities exist within the 
population to respond to both the over-
incarceration and overrepresentation of 
Indigenous women among STBBI 
diagnoses. Furthermore, there is growing 
recognition of the need for approaches to 
successfully reintegrate Indigenous 
offenders and for STBBI prevention 
measures to be Indigenous-led and culturally 
grounded. Building off this momentum and 
in response to the unique needs of 
incarcerated Indigenous women, the Native 
Women’s Association of Canada has 
developed the Walking the RED Path (Re-
forging connections, Empowering 
Indigenous women to heal, and Driving 
change for a healthy future)– HIV/HCV 
Initiative. Throughout this article, we outline 
the process and methods and share 
preliminary results from the project as well 
as our insights into the importance of this 
emerging best practice.   

 
Background 

Prior to colonization, Indigenous 
women were honoured for their unique role 
and for the power they held in their abilities 
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to give and nurture life (Stinson, 2016-a) 
and while roles between men and women 
were different, both were valued and 
respected. These roles were disrupted by the 
arrival of settler colonists from Europe and 
the Western values of patriarchy and 
capitalism they brought with them (Stinson, 
2016-b). Through acts of colonialist 
violence like the implementation of The 
Indian Act, theft of Indigenous lands, the 
Residential School System and the Sixties 
Scoop, Indigenous women saw their rights 
and ways of life severely disrupted and, in 
some cases, stripped away entirely. Perhaps 
the most devastating result of centuries of 
human rights violations perpetrated and 
condoned by the Canadian state, which has 
amounted to cultural genocide, is the 
epidemic of missing and murdered 
Indigenous women and girls across Turtle 
Island and Inuit Nunangat (MMIWG, 2019).  

The traumatic impacts of these 
historical and ongoing attempts at 
colonization and assimilation can be directly 
linked to multiple health and social 
inequities that can lead to higher rates of 
substance use, sex work, mental health 
difficulties, abuse, and violence (Marsh et 
al., 2015) all of which may contribute to 
greater risk of STBBIs and incarceration. 
These increased prevalence rates combined 
with the entrenched racist values within the 
criminal justice and health care systems can 
explain why Indigenous women are 
overrepresented in federal correctional 
facilities and among STBBI diagnoses. 
Despite representing just 4% of the 
Canadian female population (Arriagada, 
2016), Indigenous women accounted for 
41.4% of all federally incarcerated women 
in the 2018-2019 fiscal year (OCI, 2019).  

The connection between childhood 
abuse and incarceration is well known. 
People abused during childhood may be at 
an increased risk of intergenerational 
transmission of abuse and substance use, 

both of which can increase interactions with 
the criminal justice system and 
imprisonment (Bodkin et al., 2019). The 
2018-2019 Correctional Investigator of 
Canada’s report painted a stark reality of 
incarcerated Indigenous women’s 
experiences and challenges in CSC’s federal 
institutions. In fact, 92% of federally 
sentenced Indigenous women were assessed 
to have moderate to high substance abuse 
needs and 72% reported experiencing abuse 
in their childhood (OCI, 2019). Given that 
the main mode of transmission of HIV and 
HCV is injection drug use for Indigenous 
women (PHAC, 2014), this is a cause for 
concern.  

 
Canada’s Federal Prison Landscape for 
Women 

The total number of federally 
sentenced women in custody in 2018-19 was 
705, with 292 (41.4%) being Indigenous 
(OCI, 2019). While Indigenous women are 
overrepresented across all federal 
correctional institutions, the issue of 
overrepresentation is even greater in the 
Prairie regions where the percentage of 
federally incarcerated Indigenous women is 
nearly 60% (OCI, 2019).  

Federally sentenced women can be 
housed in one of five Correctional Service of 
Canada (CSC) run federal institutions or one 
Healing Lodge. Additionally, there are two 
Section 81-run Healing Lodges for women. 
Section 81 refers to a section of the 
Corrections and Conditional Release Act 
(1992) which is the legislative framework 
for CSC and includes several additional 
regulations and directives for prisons. 
Section 81 was created in response to the 
over-representation of Indigenous Peoples in 
federal prisons. CSC and Section 81 Healing 
Lodges have similar intents and purposes; 
however, they are operationalized, governed, 
and administered in very different ways 
(CSC, 2015). As Section 81 Healing Lodges 
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are run by an Indigenous community, they 
provide greater opportunities for community 
control and the provision of culturally safe 
and trauma-informed services and supports. 
Consequently, “offenders who participated 
in Healing Lodge programs had very low 
rates of reoffending upon release” (Office of 
the Auditor General, 2017, p. 8). However, 
Healing Lodges are only able to house a 
minimum number of medium security 
individuals on an infrequent basis. Given 
that Indigenous women are 
disproportionately designated higher risk 
offenders, making up 56% of all women in 
maximum-security (OCI, 2019), many 
incarcerated Indigenous women are not able 
to access Healing Lodges. This presents a 
great barrier to accessing culturally safe and 
trauma-informed care.  

 
RED Path Project 

The rising incarceration rates 
amongst Indigenous women and the high 
rates of HIV and HCV, prompted the 
development of the RED Path project. This 
is a five-year Public Health Agency of 
Canada (PHAC) funded project, currently in 
its fourth year, that aims to develop 
sustainable, evidence-based, and culturally 
safe STBBI interventions for Indigenous 
women in four correctional institutions 
including: Fraser Valley Institution for 
Women, Edmonton Institute for Women, 
Okimaw Ohci Healing Lodge for Aboriginal 
Women, and Buffalo Sage Wellness House. 
The project provided NWAC staff the 
opportunity to build relationships and 
engage with incarcerated Indigenous women 
on their knowledge of STBBIs, their 
perceptions on effective interventions, and 
gaps in access to services to inform the 
development of project activities. Upon the 
completion of the project, policy 
recommendations and learnings from the 
development and implementation of the 
RED Path project will be shared with CSC 

in hopes of facilitating institutional buy-in 
and continued uptake.   
 

Process/Methods 
 
Community Engagement 

Community-led and community 
owned projects have repeatedly been shown 
to be more effective and have more support 
and engagement from participants 
(Goodman, 1998; Minkler et al., 2008). 
They are also more likely to successfully 
change behaviour and improve health 
outcomes (Elder et al., 1993). This approach 
is necessary and integral to Indigenous 
research, program, and policy development 
and is underscored in a number of 
documents including the United Nations 
Declaration on the Rights of Indigenous 
Peoples (United Nations, 2008), the Truth 
and Reconciliation Commission of Canada’s 
Calls to Action (TRC, 2015) and the Tri-
Council Policy Statement 2 (CIHR et al., 
2018). Programs that center community 
engagement in Indigenous communities are 
viewed as relevant, beneficial, and have 
improved uptake (Ball & Janyst, 2008; 
Smylie et al., 2016). Furthermore, research 
and programs with Indigenous populations 
can be enhanced through the inclusion of 
Indigenous knowledges and decolonizing 
methodologies (Ryan et al., 2019). 
Additionally, over the past two decades, 
evidence has repeatedly indicated  that 
connection to Indigenous culture can not 
only serve as a protective factor in terms of 
mental health and substance use but can also 
foster mental wellness at the individual, 
family, and community level (AFN & GoC, 
2015; Brady, 1995; Dijk et al., 2017).  
  According to the World Health 
Organization (2007), HIV health promotion 
programming in prisons are more likely to 
be effective if developed and delivered by 
peers. Further, principles of 
Greater/Meaningful Involvement of People 
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Living with HIV/AIDS (GIPA/MIPA) have 
been shown to be a powerful tool to identify 
priorities, needs, and common grounds 
within a diverse group. Therefore, to ensure 
that the project is seen as valid, beneficial, 
and relevant, and to generate community 
support and program uptake, the RED Path 
project brought individuals living with or 
affected by HIV (including project staff), 
HCV, and other STBBIs into the planning 
and development of project activities.   
 
Program Development 

Following ethics approval through 
Health Canada and PHAC’s Research Ethics 
Board, the RED Path team held seven 
sharing circles in four institutions with 62 
women (34 First Nations, 16 Métis, one 
Inuk, and 11 identified as other or preferred 
not to say). The sharing circles were opened 
and closed by an Elder with a prayer and 
smudge. Sharing circles are accessible, 
recognize community knowledge, practice, 
and experiences and allow equal 
opportunities for participants to share, and 
express knowledge through a process of 
open dialogue and reflection (Lavallée, 
2009; Rothe et al., 2009).  Sharing circles 
create a safe environment for women to talk 
about their experiences surrounding STBBIs 
and effective interventions and supports. 
This fostered a sense of community that 
worked to decrease feelings of isolation and 
stigmatization while providing a link to 
culture within the institutional setting. 

 
Program Delivery 

The knowledge and perspectives 
gathered through the sharing circles were 
synthesized by project staff to inform the 
development of an interactive, culturally 
safe, gender based, and trauma-informed 
STBBI knowledge exchange activity. This 
activity was then piloted in all four 
institutions. Feedback and questions from 
participants were then used to revise, refine, 

and optimize the knowledge exchange 
activity. This ensured that it was continually 
meeting the needs of the participants and 
target audience. Ultimately, it was 
incarcerated Indigenous women and gender-
diverse peoples who determined what 
content would be included in the activity and 
how it was delivered. The activity aimed to 
increase knowledge, reduce stigma, dispel 
misconceptions, and increase awareness of 
STBBIs. This in turn would inform 
participants’ future choices surrounding 
prevention and treatment of STBBIs and 
increase awareness about services available 
to them, both within and outside of the 
institutions. It also aimed to increase uptake 
of prevention and harm reduction measures, 
to improve health outcomes, and prevent 
further transmission of STBBIs. Finally, the 
resource aimed to increase participants’ 
capacity in their ability to navigate and 
ultimately access health, social, and support 
services available to them within the 
correctional facility and upon release.  

The knowledge exchange activity 
was developed into three learning modules 
delivered over three days. The first module 
focused on Healthy Relationships and 
Sexual Health 101, the second on STBBI 
Prevention and Harm Reduction and the 
third on STBBI Treatment and Support. 
First Nations, Inuit, and Métis cultures, 
traditions, and ways of knowing were 
emphasized and weaved throughout the 
modules. Each day of the knowledge 
exchange activity was designed in a way that 
it could stand alone in its own right, or if 
taken consecutively, could provide 
participants with a well-rounded 
understanding of STBBIs including healthy 
sexuality, harm reduction, treatments, and 
supports. To ensure Indigenous knowledge 
and methodologies were embedded in our 
approach, each module was opened and 
closed with a land acknowledgement, 
prayer, and smudge led by an Elder and 
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always started with drumming and singing 
the “Strong Women Song”. According to 
oral history, the Strong Women’s song was 
created by Anishinaabe women, who were in 
solitary confinement in a Prison for Women 
in Kingston, Ontario in the 1970’s (Davis & 
Rice, n.d.; Strong Women’s Song, n.d.).  
RED Path facilitators shared the history and 
importance of the song and used it as an 
opportunity to ground the activity in culture.  
 

Evaluation 
After attending each module, 

participants were administered an evaluation 
survey to retrospectively assess changes to 
their knowledge, behaviours, and self-
efficacy related to HIV STBBIs. 
Retrospective analysis provided participants 
with the opportunity to reflect on whether 
the knowledge exchange activity positively 
impacted their knowledge, capacity, and 
behavior. Qualitative data was also collected 
from the sharing circles and thematically 
analyzed by project staff.  

 
Key Informant Interviews 

Finally, key informant interviews 
were conducted with health and social 
service staff within the four institutions. This 
allowed project staff to gain an in-depth 
understanding of interviewees’ views, 
perceptions, and opinions of the RED Path 
project and to gather insights on the 
observed outcomes. In total, five health and 
social program staff across three of the 
institutions were interviewed. Interviews 
were semi-structured and approximately 45 
minutes long. 
 

Results 
In total, 21 knowledge exchange 

activities were delivered to 232 incarcerated 
women and gender-diverse peoples during 
seven visits to the four institutions between 
July 2019 and February 2020. Surveys were 
anonymous and administered for all three 

learning modules. Therefore, it was 
impossible to cross-reference which 
participants had participated in the 
evaluation survey more than once (by 
attending more than one module). To ensure 
that all responses were considered, surveys 
were analysed separately, each being treated 
as an isolated participant and each module 
was considered independently. Further, 
evaluation surveys were entirely optional 
and not always completed by all 
participants. Four hundred and fifty-
eight evaluation surveys were received from 
all three modules. Of these respondents, 
226 identified as First Nations, 88 identified 
as Métis, none identified as Inuit, and 
144 preferred not to say or identified as 
“other”. According to aggregated data from 
the evaluation surveys, after participating in 
the knowledge exchange activity, 83% of 
respondents indicated an increased 
willingness to ask about what health, social, 
and support services are available to them 
within the correctional institution. Similarly, 
85% of respondents reported an increased 
willingness to use health, social, and support 
services within and outside the correctional 
institution. Further, 86% reported that their 
ability to change personal behaviours to 
reduce their risk of getting STBBIs had 
increased and 67% of respondents rated their 
level of knowledge of STBBIs topics as 
“excellent”. This marks a 50% increase in 
the reported strong knowledge of STBBIs 
(see appendix A for more details).  

Qualitative data gathered during key 
informant interviews with health and social 
service staff within the correctional facilities 
similarly indicated that staff observed an 
increased level of knowledge surrounding 
STBBIs amongst participants. One 
interviewee noted participants remembered 
from modules that were held six to eight 
months prior. Another interviewee noticed 
an increase in informed questions and 
knowledgeable discussions while others 
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reported that information provided during 
the knowledge exchange activity was 
valuable and relevant.  

 
“They seemed to have learned things 
they were not aware of and many 
indicated that their knowledge had 
increased.”-Interviewee A 
“Women were very engaged and 
involved, women who are very shy were 
opening up. The facilitators were great 
at delivering info. Was very impressed 
at the healthy impact on the women and 
gave them a lot to take control of their 
health” – Interviewee C 
 

Key informants also noted an 
increased involvement and an improved 
ability to navigate and use services available 
to participants following the knowledge 
exchange activity. Some interviewees 
commented on the positive repercussion of 
having open discussions and starting a 
dialogue on stigmatizing subject matter.   

  
“Bringing these programs into the 
institution and making them accessible, 
making it fun really helped. There was a 
lot of laughter and facilitators were 
able to bring light to things. It seemed 
like the more fun it was the more women 
became relaxed and were able open up 
and ask more questions. And the person 
who talked about their experience with 
HIV really helped the women open up 
and engage.” – Interviewee C 
 
“RED Path program has to be given a 
lot of credit, there was a lot of eye 
opening and good info, took the stigma 
off of things – took the stigma off of HIV 
in particular, that’s a big one!” – 
Interviewee D 
 

Discussion 
Due to the intersectionality of 

Indigenous status and incarceration status, 
incarcerated Indigenous women represent a 
hard to reach, marginalized community 
within a marginalized population. Their 
needs are complex as they face 
compounding, multifaceted challenges and 
barriers. To succeed, efforts that address 
these needs must be community-driven, 
community-led and integrate Indigenous 
knowledge and methodologies. Provided 
that individuals cannot be considered 
separately from their environments, 
interventions must extend beyond the 
individual level (Elder et al., 1993). Further, 
interventions that do not meaningfully 
engage the target population will not be 
valid, useful, beneficial or relevant, and this 
will likely translate to decreased uptake and 
lack of success.   

While we do consider this project to 
be Indigenous-led, it is important to point 
out that the majority of participants 
identified as First Nations, with a smaller 
proportion identifying as Métis and only one 
as Inuk. However, these percentages do 
mirror findings from the most recent annual 
report of the Correctional Investigator which 
found that, First Nations women account for 
nearly 80% of the federally incarcerated 
Indigenous population, with Métis women 
accounting for just under 20% and Inuit 
women representing less than one percent 
(OCI, 2019). These findings are important 
for informing distinctions-based programs 
which consider the unique realities and 
needs of the populations they are intended 
for. Furthermore, our findings add to an 
important gap in the need for distinctions-
based programming within CSC as 
Indigenous offenders are typically treated as 
one homogenous group, conceptually and 
methodologically. This is evidenced by the 
lack of Métis and Inuit programming in 
prisons, with programming heavily focused 
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on First Nations cultural knowledge such as 
the seven grandfather teachings and the 
medicine wheel. Conversely, in recognition 
of the heterogeneity of the population and 
the importance of taking a distinctions-based 
approach, the RED Path knowledge 
exchange activity includes First Nations, 
Inuit, and Métis cultural teachings and 
language throughout including videos by 
Elders.  

Data from the RED Path project 
indicates that overall, participants found the 
project was a positive and empowering 
experience that was relevant, effective and 
met their needs. This, in large part, can be 
attributed to the fact that the RED Path 
project hinged on meaningful community 
participation and community ownership. 
Planning, development, and implementation 
of the project was led and directed by 
incarcerated Indigenous women. The RED 
Path project incorporates traditional 
Indigenous knowledge, perspectives, and 
decolonizing methodologies by utilizing 
sharing circles, ceremonies, an Elder’s 
guidance, and cultural teachings as they 
pertain to sexual health, harm reduction, and 
STBBIs.   

The RED Path project provides 
evidence for the efficacy of taking a 
strengths-based approach to STBBI 
prevention that focuses on healing and 
resiliency instead of the challenges and 
deficits within the population. Peltier et al. 
(2013) have pointed out that researchers 
have been so focused on the determinants of 
Indigenous ill health that few have 
attempted to look at wellness for Indigenous 
women living with or affected by HIV. 
Furthermore, they have argued that HIV-
related programs and services must build on 
Indigenous Peoples strengths, including 
cultural knowledge and assets. In fact, Ryan 
et al. (2019) argue that mainstream HIV 
programs and services that do not resonate 
culturally will continue to be unsuccessful. 

Therefore, this project fills a gap in the lack 
of access to historically and culturally 
grounded HIV prevention programs that are 
required to effectively confront the HIV 
epidemic among Indigenous women living 
with and at risk of HIV (Peltier et al., 2013). 
 
Conclusion 

In recognition of the ongoing 
colonial violence against Indigenous women 
as demonstrated by the over-incarceration of 
Indigenous women and their increased 
vulnerabilities to the social drivers that lead 
to STBBIs and incarceration, now more than 
ever, programs and services must be 
designed to meet the distinct and unique 
needs of Indigenous women, girls and 
gender-diverse peoples. Therefore, 
initiatives like The RED Path project that are 
Indigenous-led and involve the full 
participation of incarcerated Indigenous 
women from conception to completion 
should be used as a best practice when 
working with this population. This 
strengths-based, trauma-informed, and 
culturally safe project offers a pathway to 
healing through a decolonized approach to 
health promotion and STBBI prevention. 
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“We all know each other”:  A Strengths-based Approach to 
Understanding Social Capital in Pictou Landing First Nation 
 
Sharon Yeung, Queen’s University  
Heather Castleden, Queen’s University  
Pictou Landing First Nation  
 

With over three decades of attention drawn to the health of Indigenous peoples in Canada 
and around the world, an outpouring of health research has been undertaken. Much of this 
research, however, has emphasized the experience of disparity at the expense of recognizing 
strengths. In this case study, we challenge the damage-centred rhetoric of mainstream health 
research by reporting the findings of 20 qualitative interviews on community strength and health 
with members of Pictou Landing First Nation, a Mi’kmaw nation located in Nova Scotia, 
Canada. We then relate and compare these findings with the emerging conceptualization of 
Indigenous social capital, which is a concept that has been associated with positive health 
outcomes in a variety of contexts. Our findings indicate that Pictou Landing First Nation is 
strengthened by qualities of familiarity, reciprocity, safety, and solidarity, which are rooted in 
the value of family and embedded within a broader Mi’kmaw worldview. These strengths align, 
in part, with the concept of Indigenous social capital, which we suggest may be better harnessed 
to be a means for conducting strengths-based health research. To this end, our findings support 
the need for reworking social capital conceptualizations to more strongly centralize cultural 
identities and worldviews in order to authentically and comprehensively affirm Indigenous and 
decolonizing health research practices. 
 
Keywords: Social capital, community well-being, Mik’maq, Indigenous health, strengths-based 
research, Canada 
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Introduction 
 For over three decades, dominant 
non-Indigenous narratives about Indigenous 
peoples, as found in media, government 
reports, and research papers, have rarely 
acknowledged the strengths and abilities of 
Indigenous peoples. In the realm of health 
research, this rhetoric is manifest in the 
disproportionate study of Indigenous 
peoples’ health problems (Reading & 
Nowgesic, 2002). Such research is 
problematic, as it typically neglects the 
distal determinants of health underlying 
those disparities, namely the negative 
determinants of colonialism and racism 
(Reading & Wien, 2009). Consequently, this 
research perpetuates a dominant narrative of 
Indigenous peoples as despondent and 
dependent (Reading & Nowgesic, 2002; 
Tuck, 2009) and in doing so, ultimately 
reinforces the colonial agenda.  

To oppose this narrative, strengths-
based research has been pursued by 
Indigenous and ally scholars to reclaim 
Indigenous ownership over health and well-
being (Craven et al., 2016; Smith, 1999; 
Tuck, 2009). Approaches to strengths-based 
research are varied, having been applied to 
social work (Harris, 2006), pedagogy 
(Crooks et al., 2010) and health promotion 
(Brough et al., 2004). It should be noted that 
though the recognition of Indigenous 
strengths has only recently begun to surface 
in the academic literature, this knowledge 
has in fact been vested within and celebrated 
by Indigenous communities for generations. 
This is a knowledge that has been silenced, 
denied, and refuted by the colonial 
orientation of western academia, and it is 
entirely a demonstration of colonialism that 
strengths-based research is now emerging as 
a “novel” research paradigm. In this article, 
we explore the potential for the concept of 
Indigenous social capital to be used as an 
alternate avenue through which to conduct 
strengths-based health research. This 

proposition exists in light of multiple studies 
that have associated improved health 
outcomes with higher levels of social capital 
(Ehsan et al., 2019; Kawachi & Berkman, 
2001; Kim et al., 2008), as well as the 
intimately connected and highly social 
nature of many Indigenous communities 
(Hart, 2010). To date, the published 
literature on Indigenous social capital has 
not explicitly applied a strengths-based lens, 
although the concept has been discussed in 
association with strengths-based concepts 
such as resilience (Ledogar & Fleming, 
2008).  

Broadly defined, social capital is a 
resource arising from social networks and 
associations that generates positive benefits 
for members of a group through shared trust, 
norms and values. More simply, it has also 
been described as the ‘glue that holds a 
community together’ (Durlauf & Fafchamps, 
2004; Freuchte, 2011). Despite the 
recognition that social capital may differ 
depending on community context, research 
describing the nature of Indigenous social 
capital as an independent construct is 
relatively limited. In Canada, the most 
extensive study of Indigenous social capital 
as a unique concept was undertaken in 2003 
by Javier Mignone, who constructed an 
Indigenous social capital framework 
(Mignone, 2003). In this framework, 
Mignone compartmentalized the social 
capital of a community into three 
components: (1) the degree to which its 
resources are socially invested; (2) the 
culture of trust, reciprocity, collective 
action, and participation within the 
community; and (3) whether social networks 
are inclusive, flexible, and diverse 
(Mignone, 2009). While the formation of 
this framework was informed by the input of 
three First Nations communities in 
Manitoba, the degree to which this model 
resonates across different First Nations 
across the country is unclear, as is the extent 
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to which this model critically engages with 
and adopts Indigenous epistemologies into 
its definition of social capital. 

In view of this previous work, we 
conducted a qualitative study with the 
Mi’kmaw community of Pictou Landing 
First Nation to explore the strengths of the 
community’s social environment. In this 
article, we discuss the findings of this case 
study in the context of Indigenous social 
capital to identify ways this concept might 
better encompass community strengths and 
be utilized for more affirming health 
research practices. 

 
Study Context 

Pictou Landing First Nation is a 
small Mi’kmaw community located on the 
northern shore of mainland Nova Scotia, 
Canada that is accessible year-round by 
road. Mi’kmaw presence has been traced to 
this region for over 10,000 years (Paul, 
2006). In 1967, the community became 
subject to an act of environmental racism 
and injustice when a local pulp and paper 
mill began using an estuary bordering the 
community to operate the ‘Boat Harbour 
Effluent Treatment Facility’ (Castleden et 
al., 2017). This estuary was a culturally 
significant resource to which the community 
had strong relationship (Castleden et al., 
2017). As the pollution by the mill began 
harming the quality of the water, land, and 
air, Pictou Landing First Nation began its 
rights-based legal efforts concerning ‘Boat 
Harbour’. In recent years, community-led 
studies have also emerged to show how 
‘Boat Harbour’ destroyed the lagoon and by 
extension, negatively impacted the physical, 
mental, emotional, and spiritual health of the 
entire community (Castleden et al., 2017; 
Lewis, 2018).  In 2015, the Government of 
Nova Scotia passed the Boat Harbour Act, 
ordering that the treatment of effluent in 
Boat Harbour be ceased by January 31, 2020 
(Withers, 2019). Pictou Landing First 

Nation continued its political pressure upon 
provincial authorities during those five 
years, and the Province ultimately 
maintained its legislated promise. Earlier 
this year (2020), the treatment facility 
stopped receiving effluent, and the pulp mill 
closed shortly thereafter. Currently, 
extensive cleanup efforts are required, and it 
remains to be seen whether the harm can be 
undone and the Mi’kmaw relationship to the 
land re-established. Data collection for this 
study took place in 2018, before the closure 
of the mill, during a time when the advocacy 
of Pictou Landing First Nation was 
beginning to be recognized widely. Given 
that the interviews conducted for this study 
took place at this critical point in time, the 
emotions and lived experiences relayed 
through these interviews largely centred 
upon the community fight against Boat 
Harbour. 

 
Methods 

 
Data Collection 

Semi-structured interviews were 
conducted with 20 key informants from 
Pictou Landing First Nation. Participants 
were members of the Local Community 
Advisory Board (LCAB) in addition to 
others purposively recruited through a hired 
community-based Health Research 
Coordinator. All participants met inclusion 
criteria of being older than eighteen, having 
self-identified Indigenous ancestry, and 
having lived in Pictou Landing First Nation. 
Interviews were conducted by the first 
author. Of the 20 participants, 15 (75%) 
were women and 19 were currently living in 
Pictou Landing First Nation. The remaining 
one participant had grown up in and around 
Pictou Landing First Nation but was, at the 
time, living in a nearby municipality. All 
interviews were audio recorded (with 
permission), transcribed verbatim into 
electronic format, and emailed back to each 
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participant to review for accuracy, 
clarifications, or removal. One participant 
requested a minor change in their interview 
transcript, which was made. No other 
changes were requested. Interviews focused 
on three key areas: 1) perceptions of the 
strengths of the community, with focus on 
the social environment; 2) the effect of these 
community strengths on physical, mental, 
and emotional health; and 3) personal 
definitions of health and well-being. In this 
manuscript, we emphasize reporting our 
findings from key areas 1 and 3, as these 
organically emerged as the more prominent 
areas of discussion within our interviews. 

 
Data Analysis 

Transcripts were analyzed using an 
inductive thematic analysis approach to 
identify common themes across the 
interviews (Joffe, 2012). The analysis 
focused on understanding the strengths of 
the social environment in Pictou Landing 
First Nation, the significance of these 
strengths in the context of Pictou Landing 
First Nation’s culture and history, and the 
impact of these strengths on health and well-
being. The process adhered to the steps 
articulated by Braun and Clarke (2006) and 
involved data familiarisation, followed by 
coding using frameworks developed 
recursively to systematically identify 
features of the data (Braun & Clarke, 2006). 
A qualitative software package (NVivo 12) 
facilitated this process. Codes were collated 
into themes and checked in relation to coded 
data using thematic maps and charts. 
Finally, these themes were defined and 
labeled. The preliminary analysis was 
member-checked by LCAB members for 
credibility and resonance (Tracy, 2010). 
 

Relationship 
Pictou Landing First Nation has 

collaborated with the principal investigator 
of this study on environmental health 

research for nearly a decade. The study 
described in this manuscript took place in 
Pictou Landing First Nation with the 
permission of a Local Community Advisory 
Board (LCAB), which included the Chief, 
the Community Health Representative, and 
three members of the community.  The 
community’s interest in understanding the 
broader, contextual determinants of health 
has always driven their environmental health 
research agendas and community goals and 
helped create the conditions necessary for 
proceeding with this research in a good way 
(Ball & Janyst, 2008). The research was 
cleared by the academic authors’ university 
research ethics board and fell under the 
principal investigator’s larger research 
program approved by the Mi’kmaw Ethics 
Watch. 
 

Results 
The four themes that emerged from 

the data on community strengths in Pictou 
Landing First Nation were familiarity, 
reciprocity, safety, and solidarity. While 
these themes are individually detailed 
below, they manifested fluidly and in an 
interwoven nature within the interview data, 
and were expressed strongly in relation to 
values of family and Indigenous culture. The 
effects of these identified community 
strengths on health were reported to be 
largely positive. Pseudonyms are used in 
this article to maintain participant 
confidentiality.  

 
Familiarity 

The social environment of Pictou 
Landing First Nation was described by 
participants as friendly and sociable, 
qualities that enable community members to 
be comfortable with one another. 
Participants reported that familiarity was 
grounded in the small size of the community 
and the interconnected nature of family 
networks. 
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It makes me feel good to be part of 
people; it makes me feel good to be able 
to go to the store and say, you know, 
“Hi [John], hi [Robert].” It makes me 
feel good and these people say hi back 
because we all know each other - like 
we know about each other… I think it 
affects me in a positive way most of the 
time 

- Nicole 
 

I like how… you know everybody 
around here. Again, I’m not too sure 
with [neighbouring community], but 
with it being so big and huge, like I 
think it takes like 10-15 minutes to drive 
through or something, so you don’t 
really know everybody; you don’t have 
the casual head nod or smile or 
something nice.  

- Jordan 
 

 Furthermore, the distinction between 
‘the professional’ and ‘the personal’ was 
often identified as inseparable and 
participants indicated that this benefits 
community members by enabling them 
access to resources in an informal way. 
 

Our community health 
rep[representative], she’ll like…if she 
sees you at a crib tournament or 
whatever, she’ll be like how’s your 
[blood] sugars … she’s checking on you 
on her own time. So, she reminds you to 
keep on your health and stuff, so yeah 
like a lot of people take their work home 
with them. 

- Kelly 
 

 Overall, familiarity was identified as 
a quality of the community that makes it 
strong, though some participants articulated 
that it could also lead to a lack of personal 
privacy. Familiarity was also described as a 

quality that enabled norms of reciprocity to 
exist among members, as described below. 
 
Reciprocity 

Many participants expressed that the 
familiarity they felt with one another creates 
a culture of reciprocity that enables them to 
find help in the face of major life events. 
Many participants, like Christine (below) 
gave the example of a death in her family as 
an example of this community-minded act of 
reciprocity.  

 
In my family one of the major events 
that happened with us was when 
[relative] died and we didn’t – actually, 
we weren’t even thinking right or 
whatever… but you know she’s gonna 
need the headstone, there’s gonna be 
other bills that come up or whatever 
right. Everybody around us went above 
and beyond and they just raised so 
much money we had more than enough 
for her headstone and paid for 
everything else and we even had money 
left over and with the money left over 
we got some benches made and donated 
them to the church at Maligomish and 
bought a bunch of food and cooked it up 
and gave it away during the [annual 
gathering at St. Anne’s] Mission. 

- Christine 
 

While reciprocity is evidently 
displayed in times of need, many 
participants also gave examples of 
reciprocity that manifests on a regular, daily 
basis that exemplifies the extent to which 
this value is ingrained within the quotidian 
functioning of the community. 

 
When I cook at my house, I cook so 
much, and my husband, being from 
outside of the community, he’s like ‘why 
do you cook so much?’ And I’m like’ 
well, you never know who’s going to 



   

International Journal of Indigenous Health, Vol. 15, 2020                   124 

stop in’. And even when I go to town, I 
leave my door unlocked and people will 
go in and eat - when I get home it’s 
either there or it’s gone. But nobody’s 
hungry, in so many ways. That’s not just 
with food, that’s with love, that’s with 
care, that’s with consideration. 

- Sandra 
 
Beyond enjoying the benefits of 

these norms, participants also identified that 
upholding reciprocity by volunteering and 
giving back to the community are sources of 
joy and pride for them. As Judy described 
(above), there is a strong moral philosophy 
in the community and embedded within the 
Mi’kmaw ethic of sharing and contributing 
to collective well-being. Some participants 
also noted that they hope to pass this value 
on to their children, so that the community 
may continue to thrive. 

 
I always helped out wherever I could, 
right, you volunteer, you lend a hand, 
you do what you can um, so that would 
never change and that’s what always 
made me grounded in this community. 

- Alison 
 

You can pass on your knowledge to your 
kids so they can help out the community 
too in some way when it’s time. 

- Nicholas 
 

Overall, participants described a 
strong sense of reciprocity in the community 
as a treasured quality of living in Pictou 
Landing First Nation that enables members 
to feel comfortable, connected, and 
ultimately, always able to seek the help they 
require.  
 
Safety 

Participants described the ways in 
which the nature of familiarity and 
reciprocity within Pictou Landing First 

Nation gives rise to a sense of safety. Safety 
was discussed often in relation to family, 
with many participants, like Laura (below) 
expressing comfort in knowing their family 
will always be there for them in times of 
need. Some, like Julia (below) also 
attributed this to community leadership. 

 
If anything was to ever, ever happen 
here to me or to my daughter or to my 
family or  anybody, somebody’s gonna 
be right there…it’s not like twelve hour 
wait to have to see that person or do 
this…they’re like right there. So, I think 
it’s pretty cool that my family  lives 
right up the street from me. 

- Laura 
 

It’ll always give me [peace of mind] 
that I have a place to go no matter how 
bad things get in the world…I always 
felt like, you know, if all else failed I 
have a home here…Here the band 
would help me, you know if I really 
needed it, I know it’s there so it’s like a 
bit of a safety net… instead of having 
that ‘oh my god’ that sense of doom, 
like I could be homeless on the street… 
like, no my Band would not allow 
anybody to be homeless on the street. 

- Julia 
 

For many, safety was also 
experienced in terms of physical protection 
and freedom from dangers that participants 
associated with living off-reserve. Examples 
given largely related to experiences of 
racism outside their community. Participants 
expressed feeling better able to trust the 
intentions of those in the community and 
feeling safe in knowing that everyone will 
look out for each other if potential threats 
appear in the community. 

 
In town you might get followed, I get 
followed around in a store, it always 
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friggin’ surprises me… following me 
around shopping in Walmart; it 
happens to a lot of folks from the 
rez[reserve]. 

- Judy 
 

[On living off-reserve] Living in the 
apartments, you always had… you 
know, I always found, you know, little 
kids running around saying things like, 
“There’s those Indians that make the 
loud noise, mommy…” and, you know, 
shit like that, yeah so you know I 
encountered stuff like that a lot. 

- George 
 

I almost got kidnapped… when I was a 
kid…that wouldn’t happen here because 
everybody knows each other; if I see a 
strange car that I’m not used to, seeing 
it come across to some kids, I’d 
probably run out to the road and lose 
my shit [on the driver]. 

- Nicole 
 

Participants likewise expressed 
feeling emotional safety and mental 
wellbeing within their community that they 
derived from their shared personal and 
collective histories. Participants related this 
quality to the familiarity within the 
community and their knowledge of one 
another’s lives. 

 
 A lot of people down here have the 
same background as me, like I have 
friends or family that lost their parents 
at a young age like I did, that had an 
uncle as a parent or had their own 
individual home problems, so we 
connect on that because we grew up 
together, we all knew it. And then when 
you go off-reserve, my friends are 
usually shocked that I have over 20 
aunts and uncles and over 50 first 
cousins… And then when they hear 

about my back story of what’s what, 
they’re like, “Oh what? Really? We 
never would have pictured that as you,” 
so like yeah home is a lot easier 
because like I said, we all know each 
other’s stories. 

- Joanne 
 

I’m Native, so I feel more at home 
where my people are…you know, I 
could go down [to any community 
member], I could go down there and tell 
them, you know, what my day was 
about, and stuff like that, and he’d 
probably, he’d listen, right? You know 
what I mean? Opposed to someone 
elsewhere that’s not, that can’t relate. 

- Nicholas 
 

Overall, the social environment of 
the community was reported by participants 
to possess a safety that transcends domains 
of physical, emotional, and mental well-
being and ultimately makes their community 
‘home’ to them in ways other places are not. 

 
Solidarity 

The community’s ability to come 
together in solidarity with one another to 
campaign for their rights was identified as a 
core strength and source of pride for 
members. The most salient example of this 
strength was with regards to Pictou Landing 
First Nation’s sustained fight for 
environmental justice involving Boat 
Harbour.  

 
I think we’re good fighters, because 
we’ve always, since the 60s, we’ve 
fought against Boat Harbour, so I think 
everybody here’s a fighter. They all 
grew up here with a fighter mentality. I 
didn’t grow up here, so I recognized it 
when I moved here: I can see 
everybody, yeah, they’re fighters for 
injustice. And they’re just used to it and 
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I think it’s second nature… if someone 
[came] here and [tried to] do something 
else…the band would rally, and not just 
the band council, like everybody here 
would rally and stop [the] injustice if 
they saw it. 

- Judy 
 

Some participants described specific 
events that displayed this community 
solidarity, including a “No Pipe” Land and 
Sea rally, which was held in 2018 to protest 
a plan from the pulp mill to create a new 
effluent facility in the nearby 
Northumberland Strait to replace Boat 
Harbour. 

 
We went out to the mouth of the harbour 
and there was already so many people 
out there, as far as the eye can see… 
like you can keep looking and still see a 
boat… and then when we were in the 
causeway, you can still see the boats 
coming into the mouth of the harbour… 
just to see everybody stand so strong, 
that was probably the best moment out 
of all my 35 years other than my birth of 
my little girl, but like seeing the 
community pull together and just have 
so much strength like that, that was 
amazing. 

- Jordan 
 
Pictou Landing First Nation’s 

solidarity has a strong intergenerational 
nature and a gravity of attachment to place 
that can only be found in Indigenous 
communities; participants expressed that 
their fight was to honour their ancestors who 
first observed the devastation of the effluent 
treatment facility, as well as for their 
children and future generations, who they 
hope will again experience the beauty of the 
estuary as their ancestors did. 

 

I’m really proud of [how the community 
has] fought for so many years and 
there’s been so many leaders that have 
dealt with that [effluent treatment 
facility] and so I’m carrying that legacy 
with me…I’m really proud of that fact 
that they never ever stopped fighting 
and I find because of them, it has 
brought a community to that 
same…expectation for me… so um I 
can’t stop fighting because the 
expectation is so high that you need to 
make sure that you never stop talking 
about it and you continue to represent 
and um bring the issues to the forefront 

- Alison 
 

Especially with the fight with Boat 
Harbour… that’s been a continuous 
fight and everybody’s still fighting, and 
everybody’s still together with it, so 
that’s really…that’s probably another 
thing that makes me proud of how 
strong [we are]. Of course, there’s 
other things I’d like to see, but this is a 
big start because it’s been going on for 
a long time. 

- Joanne 
 

The solidarity of the community is 
being further realized by their channeling of 
efforts towards restoring Boat Harbour. 
Many participants described the strength of 
Pictou Landing First Nation in its ability to 
imagine the future with a sense of hope, 
optimism, and devotion to its restoration. 

 
I’m involved with Boat Harbour…what 
we want to do after it’s shut 
down…what we’re gonna do with 
this…we’re just throwing ideas out 
right now…maybe a park here, maybe a 
walking trail here you know, maybe a 
plate there, where we put names on it 
where people passed that were helping 
with Boat Harbour… 
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- Ryan 
 

The other piece I’m really proud of is 
where we’re headed with the [Boat 
Harbour] cleanup project…that’s 
becoming more and more a reality 
every day right, and so that [Boat 
Harbour closure] date is coming so 
quickly and then you know, to see that 
transformation, and so I got to make 
sure that I stay healthy so I see all of 
that… the important thing is that I want 
to still be here when that’s all being 
transformed, because geez you know, 
the generation coming up, they will be 
definitely blessed to have, what well I 
never had it, but I’ll get to see it… but 
they’ll have what their great 
grandparents or great great 
grandparents had… 

- Alison 
Of all the themes, solidarity in the First 

Nations’ collective fight against 
environmental racism was the most 
prominent. For participants, this solidarity 
brought about a deep sense of pride, as it 
testified not only to the importance of their 
relationship to the land, but more broadly, to 
the community’s power to self-determine 
and forge a future for the generations to 
come. 
 

Limitations 
To our knowledge, this study is the 

first to critically explore Mignone’s concept 
of Indigenous social capital for its ability to 
capture community strengths in a specific 
context. Limitations of this study include 
potential self-selection bias, as the study was 
explicit about its interest in community 
strengths. Furthermore, as the community 
strengths discussed by (predominantly 
female) participants related mostly to intra-
community social, other domains (i.e., 
relationships with other communities or with 
formal authorities) were not explored. 

 
Discussion 

The purpose of this study was to 
explore the strengths of the social 
environment for one First Nations 
community in Canada and to identify ways 
for the study of Indigenous social capital to 
be adapted to better capture these strengths. 
Our findings identified four main 
community strengths within the social 
environment of Pictou Landing First Nation 
which reflect, first and foremost, an intrinsic 
congruence between community strength 
and the concept of social capital. The 
essence of social capital is that it is a 
resource within the social fabric of a 
community that benefits its members. In our 
study, participants described the strengths of 
their social environment within a similar 
vein, expressing the ways they draw upon 
the strengths of their community as 
resources for individual and community 
well-being. 

The only existing framework for 
Indigenous social capital in Canada 
(Mignone, 2003) describes one of the key 
components of social capital to be 
community ‘culture’, which includes 
characteristics of trust, norms of reciprocity, 
collective action, and participation (Kawachi 
& Berkman, 2014; Mignone, 2003; Putnam, 
1995). The community strengths of safety, 
reciprocity, solidarity, and familiarity 
identified by our study support, in some 
ways, the qualities of Mignone’s framework, 
but demonstrate that the scope of 
community strengths is more nuanced than 
what has been conceptualized to date within 
the construct of social capital, and that 
adaptations to the concept must be made to 
adopt a stronger strengths-based orientation. 
For instance, the emotional and mental 
components of ‘safety’ identified in our 
findings are in part accounted for by the 
concept of ‘trust’ present in Mignone’s 
framework. However, within this concept, 



   

International Journal of Indigenous Health, Vol. 15, 2020                   128 

we found that the language of “safety” was a 
more strengths-oriented means of capturing 
the same underlying concepts, as many 
participants expressed that they found it 
difficult to ‘trust’ others in light of their 
shared experiences with environmental 
racism and dispossession, and 
intergenerational colonial trauma 
(Thibodeau & Peigan, 2007). Participants 
also described safety in comprehensive 
terms of physical, mental, and emotional 
security, in contrast to the emphasis on 
physical safety (e.g., whether it is safe to 
walk outside) that other social capital 
literature has traditionally emphasized 
(Bullen & Onyx, 2005; De Jesus et al., 
2011; Ziersch et al., 2005).  

The concept of reciprocity was 
another clear parallel with Mignone’s 
framework, emerging from our findings as 
well. However, in Mignone’s framework, 
reciprocity was described as ‘a future 
obligation to return “the favour”’ (Mignone, 
2003), while reciprocity, in our findings, 
was not necessarily described in these 
obligatory terms. Rather, reciprocity was 
rooted in a language of kinship, of 
connection to and respect for one another. 
The essence of this sentiment similarly 
underlay the tenor of solidarity in our 
findings; the fight to restore the estuary 
exemplified a reciprocity and accountability 
to the natural world and to past and future 
generations. It was this philosophy that 
ultimately drove the community’s advocacy 
efforts. This was, perhaps, the differentiating 
factor between our findings and the theme of 
collective action in Mignone’s framework. 
While both concepts centre upon the 
community ‘coming together’ to pursue a 
course of action for collective well-being, 
solidarity encompasses not only the 
actionables of the collective, but a 
psychological unity and shared interest that 
drives the collective action itself. 

The concept of familiarity was one 
that uniquely arose in our findings as a 
strength of the community; in Mignone’s 
framework, this characteristic was not 
directly articulated, although it is alluded to 
within (or exists as a prerequisite for) 
reciprocity. Our findings, however, argue 
that while these concepts are related, 
familiarity may benefit community members 
distinctly in its ability to cultivate a sense of 
shared identity and emotional and mental 
security from belonging to the community. 
This finding is in contrast to the ways 
reciprocity is typically illustrated as direct 
provision of material help (recognizing that 
this too may contribute positively to 
emotional or mental security). Finally, 
Mignone’s framework included the concept 
of participation to describe individual’s 
participation in common activities for 
personal interest. While participants in our 
study did not articulate this as a community 
strength, some noted that they enjoyed the 
abundance of activities available to engage 
in. 

The inadequacies of conventional 
models of social capital in capturing the full 
extent of Pictou Landing First Nation’s 
strengths emerge from the reality that these 
strengths are fundamentally grounded in a 
broader Mi’kmaw worldview. The 
importance of this worldview in Pictou 
Landing First Nation has been intimately 
studied by Mi’kmaw scholar Diana Lewis in 
her research on the importance of the land to 
Pictou Landing First Nation health and well-
being. In this work, she describes the 
concepts of  ko’kmanaq (our relations) and 
n’mit no’komaq (all my relations) to explain 
the ways in which Mi’kmaq peoples, as 
Lewis describes, ‘extend a relationship to 
both animate and inanimate objects, thereby 
creating a relationship of respect and 
kinship, a reciprocity that includes values 
and obligations’(King, 1990; Lewis, 2018; 
Sable & Francis, 2012).  These values are 
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important ways of maintaining tlilnuo’lti’k, 
translated as “how we (Mi’kmaq) will 
maintain our worldview” (Lewis, 2018). 
These values, embedded within the social 
fabric of Pictou Landing First Nation, shape 
the existence of familiarity, reciprocity, 
solidarity, and safety in the community. 
While this research is but one case study, we 
argue that for the study of Indigenous social 
capital to comprehensively reflect the 
strengths of any Indigenous community, it 
must centre the definition of social capital 
upon the philosophies of the underlying 
cultural worldview and apply a community-
centred approach to the research. To do 
otherwise would be to place the study of 
Indigenous social capital at risk of applying 
generic measures that ignore the unique 
strengths of individual communities, or 
worse, of exclusively capturing areas of 
social ‘deficiency’, thereby perpetuating 
damage-centered rhetoric.  
 Figure 1 illustrates our findings of 
community strength in Pictou Landing First 
Nation, aiming to reflect their grounding in 
tlilnuo’lti’k.  
 

Conclusion 
 The discourse of defect, flaw, 
maladjustment, and dysfunction has 
disproportionately surrounded Indigenous 
communities, particularly in the realm of 
health research, which continues to 
emphasize the study of health deficits. This 
discourse exists at the expense of 
appreciating the unique strengths vested 
within Indigenous communities that are 
foundational to their health and well-being. 
In this case study of Pictou Landing First 
Nation, we illuminate that the concept of 
Indigenous social capital, overlapped in 
multiple ways with the strengths of the 
community and suggest that the social 
capital framework is compatible with a 
strengths-based approach to health research. 
At the same time, our findings call for 

greater consideration of Indigenous 
worldviews within the social capital 
framework, and for diversity to be better 
recognized across different Indigenous 
communities and nations. Social capital 
 exists uniquely within different worldviews, 
and it is only with this appreciation that the 
study of Indigenous social capital may be 
tailored to capture the true depth and texture 
of the social fabric of a community. 
 
Figure 1 
 
Thematic Findings of Key Community 
Strengths in Pictou Landing First Nation 
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