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Section 1: Overview of the Study

The Southwest Ontario Aboriginal Health Access Centre (SOAHAC) worked in conjunction with the 
South West Local Health Integration Network (South West LHIN) to undertake a project entitled 
“Aboriginal Patient Journeys”. They believe it is of central importance to magnify the patient voice 
and journey so that it can be used to inform health professionals and service providers as they 
continue to build innovative initiatives to support populations who may be more vulnerable and 
often marginalized.

Using Aboriginal community engagement principles and Indigenous research ethics and 
methodologies, this project aimed to document the experiences of Aboriginal people accessing 
health care in the South West LHIN catchment area. This information was used to:

 ● inform better decision making reflective of the needs of the individual;

 ● inform challenges with the system; and 

 ● reflect opportunities to improve or enhance the healthcare system.

This project aimed to understand the Aboriginal Patient experience through the studying of 
comprehensive patient journeys in the South West LHIN healthcare system.  The main research 
questions were: sharing experiences accessing healthcare services in the past year; the events 
around why health care was sought; needs and expectations of these healthcare encounters; and 
key messages.

The target population of this project was Aboriginal people living in the South West LHIN 
Catchment area (on- and off-reserve).  These included: Chippewas of the Thames First Nation; 
Chippewas of Nawash Unceded First Nation; Munsee-Delaware Nation; Oneida Nation of the 
Thames; Saugeen First Nation; London; and Owen Sound.

A total of 17 Aboriginal people participated in this study. This report shares their patient experiences. 
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Section 2: Findings

The Storytellers

Each informant has a story.  The following has attempted to capture the seventeen informants 
interviewed for this report. These stories are intended to contextualize the following sections. Their 
names have been changed in this report to protect their identities.

Claudia

“To me they were jerking me around, they weren’t doing anything. It got to the point where I got my 
legs cut off. I didn’t like that because I was getting very weak and they kept putting me off.”

Claudia was diagnosed with Type 1 diabetes when she was 18 years old.  At the age of 49, she 
noticed a little black dot on the side of her toe the first week of December 2014.  She was already 
being treated at the Southwest Middlesex Centre for diabetes and made an appointment to have 
her toe examined. The health practitioners informed her that the black dot was likely a small virus 
and prescribed her antibiotics to take for a week. When the sore began to grow in size, Claudia 
returned to the Centre. The health practitioners took a swab and stated that it was not quite an 
infection. With instructions to keep the toe dry and to return if it does not get better, Claudia went 
home. 

The following week, Claudia returned because the toe had gone black. She was then referred to 
a specialist. Each time Claudia visited the Centre leading up to this point, different interns were 
handling her case on each visit. Before seeing a specialist, a total of five weeks after the appearance 
of the dot, Claudia returned to the Southwest Middlesex Centre. The skin was now coming off of her 
toe.

“There is no coordination of care.  The head doctor, I think I’ve only seen him twice in the past four 
years.  Interns are great, but they’re not full-fledged doctors. I kept going back and every time I went 
it was a different doctor.  It’s too bad they couldn’t have one doctor. I know people need to learn, but 
did it have to be on me?” 

Claudia’s previous doctor had moved away but when he saw her name on the list of people being 
referred to specialists, he called her in and looked at her the next day.  The doctor examined Claudia’s 
toe and was shocked that it had become so much worse. He immediately assessed that the toe 
would have to be amputated. Claudia had surgery on January 7, 2015 to amputate her left leg just 
above the knee, one month after noticing a black dot on her toe.

“I was getting sores on my leg and they sent me to a clinic to work them and get the fresh skin going.  
I showed those doctors my toe and how bad it was getting. Then they started to put gauze on it and 
they did as much as they could, but by then my toe was black and it was too far gone, even for them 
to help.” 
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The amputation of her left leg was not the only complication and health care experience generated 
by her disease.  In 2001, Claudia had her right leg amputated along with three toes on her left foot.  
Since 2006, she has been treated by dialysis three times a week. In 2009, a solution that they 
were using at the centre for dialysis caused her to lose her memory for four days. Because of her 
dialysis, Claudia has stomach problems and is sometimes unable to eat. She tried to get a license for 
medical marijuana but was, instead, prescribed pills that did not work for her. Claudia also sees an 
occupational therapist from the CCAC for complications with her hips. For transportation, Claudia 
relies on her sister and the medical van provided by her First Nation.  In fact, Claudia explained her 
only support system is family: “I wouldn’t have much if I didn’t have them.”

Since the recent amputation of her left leg, Claudia has continued to live with heath adversity. After 
undergoing rehabilitation at Parkwood Hospital and returning home without a prosthetic for her 
left side, Claudia was home for a week and then fell and broke her femur. In 2013, she had surgery 
to remove her cataracts and, later on that year, she had surgery to remove a piece of her thyroid. 
Currently, Claudia is undertaking consultations to couple the recovery of her broken left femur with 
the rehabilitation resulting from amputating her left lower-leg.

Sam

Sam’s uncle was in his early fifties when he passed away at home. He developed cancer in his 
mouth after a lifetime of smoking. From his mouth, the cancer spread to his neck and chest over 
the course of four months. He went to the London Health Sciences Centre for chemotherapy and 
radiation and, two weeks later, he had surgery to remove the cancerous cells. Following his surgery, 
Sam’s uncle spent the last four months of his life in palliative care being treated with radiation and 
chemotherapy.  When he first arrived at Sam’s house, a nurse was visiting him once every 1-2 weeks. 
For the last 3 or 4 days of his life, Sam’s uncle had his care managed by SOAHAC’s Cancer Care 
Navigator, the service having approached the family.

“A lot of this is new to me and my family. All the baby boomers are getting cancer, so this won’t be 
the last time we go through this.” 

Sam was 43 when he and his family cared for his uncle. When nurses began arriving once a week 
to Sam’s home, it was the first time they had involvement with the health care system. As they are 
very traditionally oriented, Sam and his family committed themselves to looking after each other. 
However, when his uncle returned home from the hospital, the family became exhausted trying to 
take care of him. Having the nurses in the house was good because they provided support and care 
that the family welcomed. Unfortunately, barriers began to appear between the family and health 
care team.  

“I think the nurses were scared to ask questions, but every person is different. I think they need to be 
more to the point with families.”

Some nurses appeared to act awkwardly around the family, as though they were scared to say the 
wrong thing or ask questions, most likely due to their unfamiliarity with Aboriginal traditions. Due 
to the family’s inexperience with the health care system, this cultural incompetency complicated 
the situation and led to emotional stress. Sam shared that some nurses that were family oriented 
would sit with the family and take part in smudging, tobacco and healing ceremonies. It is this type 
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of inclusion that empowered Sam and his family and softened the journey of caring for an ill family 
member while navigating a complex and reluctant system. It also led to lowering barriers. Sam 
emphasized that if the nurses needed help, the family should not have been shy and offered what 
help they could.

With 16 aunts and uncles in the London and Owen Sound region, Sam has noticed an increase in 
cancer in the communities and territories.

“Now I understand how important it is. It was new to us, so we accepted it with open arms to get help 
with our uncle. We never had that happen before. We had to step outside our comfort zone to do 
that.”

Donna

Last year, Donna, a middle aged diabetic woman, approached SOAHAC during an emergency. 
Donna was receiving care from a non-Aboriginal family doctor who had prescribed her Metformin 
in order to regulate her sugar levels.  She was also having regular blood work done, but her doctor 
was not getting back to her with test results or administering follow up appointments for her 
dangerously high blood sugar levels. Alarmed at her deteriorating health and looking for answers, 
Donna went, by herself, to SOAHAC to begin accessing the Centre for her diabetic needs. 

Together, Donna and SOAHAC attempted to improve her health.  Donna began seeing the diabetic 
nurse and dietician, in addition to being provided with a blood glucose meter to monitor her own 
sugar levels.  This was an immense help because without a prescription for insulin, the sticks and 
needles were very expensive. The staff at SOHAC also began petitioning Donna’s doctor to approve 
a request for insulin for over a year; however, Donna’s doctor ignored every request that came from 
SOAHAC’s office. At the time, Donna felt that SOAHAC was her only source of help and after her 
doctor did not respond to her medical needs for well over a year, Donna and SOAHAC knew it was 
an emergency. 

“I know what it’s like to not be listened to. Sometimes we ask, ‘Why?’” 

Donna shared her emergency simply: “I was dying.” In a heated phone call, Donna explained how 
she desperately needed insulin, in addition to a SOAHAC formal request for insulin. In response, 
the family doctor denied receiving anything from SOAHAC and told Donna he was discharging her 
because she made his receptionist cry. During the last appointment, in which the doctor gave Donna 
the medication that she and SOAHAC had been requesting for a year, he told her that the reason he 
did not reply to any letters from SOAHAC was because they were sent from a female nurse. Donna 
quoted the doctor as saying: “I’m not going to listen to anything a female nurse says”.  

Upon reflection, a lack of care was not the only experience Donna felt necessary to share.  When 
Donna’s doctor became aware that she was Métis, he offered culturally inappropriate metaphors 
referencing eagles and bears. Donna did not know the origin of these comments and it caused 
her great unease. In contrast, Donna felt the care that she received from SOAHAC was efficient, 
detail oriented and, ensured through follow up.  Donna was quick to add that SOAHAC is culturally 
sensitive and knowledgeable, as they understand the needs of First Nations people and are able to 
provide appropriate support. At SOAHAC, Donna is able to go to three appointments a month with 
a nurse practitioner, dietician, and diabetic nurse.
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“I look at SOAHAC and those people saved my life.  I tell everyone that. I am not exaggerating; we 
had to go from compassionate to warrior mode with [my family doctor] last month… If it wasn’t for 
SOAHAC, I wouldn’t be here.”

Matthew

Matthew speaks with pride when discussing the health accomplishments he has attained recently, 
despite some significant barriers. In the late 1990s, Mathew was diagnosed with schizophrenia. 
Around that time, at the age of 27, Mathew also discovered he was diabetic. Though Matthew has 
been divorced for almost five years, he and his wife have recently attempted to reconcile.  His wife 
is suffering from depression and they have two daughters and live in public housing with the support 
of the government. Matthew and his wife have been accessing SOAHAC to meet their health needs.

Matthew has been with SOAHAC for two years. Previously, Matthew had a family doctor who he 
left because Matthew felt the doctor was too complicated. Since coming to SOAHAC, Matthew 
has received education on diabetes, attended teachings on medications, both alternative and 
mainstream, and participated in medicine walks. One medicine walk was particularly interesting 
to Matthew, as it involved the teachings on blue fir pine trees.  Matthew has also attended cooking 
classes, where there were four dieticians who would give different information and websites 
regarding healthy eating and nutrition.  Matthew felt that the inclusion of an Elder in his patient 
journey was an important aspect of health.

Matthew is happy with his lifestyle changes and proud of where he has come to in his health 
journey. By turning around his life routine, he has managed to give up sweets, avoid certain fruits, 
quit smoking, and quit drinking.  He currently has an intake worker with WATCH, a service with which 
SOAHAC connected him, and is happy with the service.  He credits his success to the care provided 
to him by the staff at SOAHAC.

“I find I like professionalism and courtesy, the responses that you get that SOAHAC will give you. I 
want overall to maintain a safe and healthy practice. In a way, SOAHAC is your friend and you’re 
not just a patient. You are taken on as a family.”

William

William has Type-2 diabetes and had open heart surgery in 2013. With his family doctor retiring 
around the same time as his surgery, William approached SOAHAC. He previously had two heart 
attacks and, because the insurance company said he had become a risk, he was gradually phased 
out of his job as an automotive technician. He applied for disability compensation three times 
without any response, but ten days after going to SOAHAC, his file for disability compensation was 
accepted. He has been with SOAHAC for two years and likes their program because he can access 
a variety of services in one place.  William sees a doctor, nurse practitioner, dietician, foot doctor, 
and a counsellor if he feels like he needs it. He also gets blood work done every three months by a 
cardiologist at the Cardiac Rehabilitation offered at St. Joseph’s Hospital.

“Be patient, be with the right people and it will work out. I’m grateful for every day I wake up.”
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During his last heart attack, William, who had experienced a heart attack before, went to the hospital 
where they inserted a stent, but they had difficulty inflating the balloon. He was then transferred 
to University Hospital in London to see a heart specialist. From there, he met a cardiologist 
who recommended a five-part bypass using veins taken from his leg. William chose to get the 
mechanical valve, even though it meant he would have to be on blood thinners for the remainder 
of his life. After receiving the mechanical valve, William was nervous to do any physical activity but, 
over time, his nervousness abated and he began to exercise again. 

“…[Thinking about] my handicap grandson, he depends on me and needs me. As a result, he gives 
me strength to carry on.”

Anna

Anna is 61 years old and has recently had a string of accidents for which she required hospitalization. 
Her experience at the hospital was fraught with racism.  During her stay, a male patient was assigned 
to share her hospital room, which she felt was inappropriate.  He was non-Aboriginal and when 
observing his care, she believed her care was suffering as a result of her Aboriginality. This was also 
evident to Anna when she asked nurses for particular things and was consistently ignored.  For 
example, while in the emergency room for a fractured heel, Anna, a diabetic, requested a ginger ale 
from the nursing staff and was refused this simple request.  As a result, she remained in emergency 
for twelve hours without eating, nine of which were spent waiting to be seen by a doctor.  

Anna experienced additional discrimination. She was given an enema and, because she was not 
being monitored, when she called out for the nurses they came too late. When the nurse finally 
arrived, she attended to the other patient in the room first. The nurse checked the other patient’s 
blood pressure and left Anna in an emotional state of distress due the involuntary emptying of her 
bowels. One of Anna’s friends had similar experiences with one particular nurse as a patient at this 
hospital and she refused to let this nurse attend to her.

When Anna fractured her knee and stayed in Victoria Hospital, she had problems with the food 
being served. Being on dialysis, she is not supposed to eat potatoes every night. When she alerted 
the nurses to this, she ended up with an even larger serving of potatoes the following evening. As a 
result, Anna experienced a significant weight loss of sixteen pounds because she ate very little. This 
particular hospital attempted to have Anna transferred to other facilities but they were unsuccessful 
for a variety of reasons.  Even the long term care facility would not accommodate Anna because she 
needed physiotherapy, which they did not offer. Currently, Anna is not doing physiotherapy because 
her knee is too weak, but she is being fitted for a brace at the diabetic foot clinic which would allow 
her some mobility. Once she has her brace, she can begin physiotherapy.  

Anna had a kidney transplant in 1985, at which time she was put on steroids and continued taking 
them for 20 years. As a result of the steroids, Anna’s bones became weaker and she developed 
osteoporosis. By 2004, Anna’s kidney failed and she had to start dialysis 3 times a week, which she 
did for 10 years. There are two dialysis vans in her community that transport people to and from 
their appointments. Anna goes to dialysis at Westmount Mall, but used to go to the Satellite Dialysis 
Unit on Baseline. She preferred the care at Baseline because the nurses had more time for patients 
and she felt it was just like a family, but the place fell into disrepair so she moved to Westmount. 
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“I must have big shoulders, because people seem to cry on them. It has always been that way.  I 
guess that’s why I’m still here, because there are many times I should have died.”

Anna has a number of other health challenges for which she sees many different doctors.  These 
include a specialist for torn retina (which makes her blind in one eye) and a rheumatologist for her 
arthritis. To help her with daily tasks, Anna has a worker that comes in every day, except weekends. 
Because of her osteoporosis, her arms and hands are quite weak and she needs her worker to help 
her bathe and get dressed. 

Like many other older patients, Anna’s health challenges are complicated by accidents.  In 2007, 
Anna fractured her back and in 2013, she pulled a ligament in her knee. After this last accident, 
Anna fell at home and broke her leg and though her worker was present, she was unable to catch 
her before she fell. Anna was so weak that she could not get out of a recliner by herself or go 
to the bathroom on her own. To complicate matters further, during her recovery, Anna’s ceiling 
collapsed. She had to move into an apartment for six months while paying the heat and hydro at her 
house due to slow repairs. Anna is currently on disability compensation which has led to financial 
challenges.

“I’m living with my son in his house. He’s afraid of me falling when nobody’s here. I’ve also 
accidentally started fires on the oven and microwave.”

Anna has not seen her doctor since January, because most of her concerns are taken care of at 
dialysis. In the past few months she has seen a specialist for a pinched nerve in her neck and 
checked into the hospital to treat a large ulcer on her foot. Anna is in constant pain which makes it 
difficult to sleep at night. For pain management, she takes Tylenol and Gavapentin, but they are not 
very effective. 

For support, Anna relied on her sister until she passed away. She now relies on her cousin, but 
because there are not many people left in her family, Anna seeks support from the nurses at dialysis. 
Anna feels it is important that the nurses sit with her and visit, while taking her concerns seriously.

“I’m in pretty bad shape. But I have to be silly; I joke around and laugh. I don’t want to sit here and 
think about all my troubles and I would be depressed. Being silly is better than being depressed.”

Carol

Seventeen years ago, at 35, Carol was diagnosed with Type-2 diabetes.  Until a few years ago, 
Carol found herself frequently switching family doctors, finding it difficult to bond with them. As a 
result, Carol decided to go to SOAHAC because everything she needed was in one place. Carol sees 
a registered nurse, a diabetic team, a counsellor, a foot care person, and the occasional massage 
therapist. There are monthly teachings regarding nutrition and healthy eating and she is able to 
get bloodwork done for her diabetes every two weeks. Before going to SOAHAC, Carol had been 
taking her medication incorrectly because her doctor had left her with an uneasy feeling about using 
insulin. After going to SOAHAC and receiving education regarding her medication, she began taking 
it properly and started to see improvements in her health.
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“We’re taught that you have to take care of all aspects of health… It’s like a medicine wheel. In 
order to keep yourself balanced, you have to be physically, mentally, emotionally, and spiritually 
balanced within yourself to live a good life… I’m really glad I’m finally in a good place and am 
keeping it that way.”

Edward

Edward was told he was Aboriginal in 2004 by his sister, upon the passing of their brother.  His 
life, until that point, had been challenging.  He was a victim sexual abuse by a non-family member 
for fifteen years when he was a child.  Raised by his grandmother, his priests tried to seek as much 
support as possible for him within the constraints of the church.  They encouraged him to come 
forward, but Edward was young and did not know where to turn in a small town.  

Edward had an adopted son, who passed away in 2006.  For the last five years of this son’s life, 
Edward found himself in the role of caregiver.  Edward’s son Dave was a paranoid schizophrenic, 
who also had symptoms of FASD, and Edward had to quickly learn how to understand his son.  
Dave eventually developed a drinking problem and both he and Edward became diabetic. It was 
challenging for Edward to manage Dave’s blood sugar because of his schizophrenia. One night, 
Edward had to inject Dave with 45 units of insulin just to normalize his blood sugars. Eventually, it 
was found that Dave’s pancreas was destroyed and he had a severe bleeding ulcer. Because the pain 
from diabetic neuropathy was moving from his feet to the bones in his legs, the doctor put him on 
morphine.

Edward made the acquaintance of an Elder after his son passed who helped him work through 
the grief of losing his son and his own childhood abuse.  It was this Elder that Edward believed 
connected him to SOAHAC.  Through SOAHAC, Edward has learned about the importance of 
nutrition, eating regularly and taking care of himself.  Edward noted the difference it has made to 
him that his doctor, who is non-Aboriginal, is culturally adept.  She readily shares information with 
SOAHAC and maintains a good working relationship with them.  Edward feels as though his doctor 
takes extra care and time with him and is genuinely interested about what events are occurring at 
SOAHAC or the Friendship Centres.  According to Edward, she encourages all her Aboriginal patients 
to attend these events and to reach out to SOAHAC.  Even though Edward is non-status, he is 
able to access the van that carries people to their appointments.  SOAHAC has made an immense 
difference in Edward’s life, not only due to the culturally appropriate care he receives but also to the 
presence of Elders and general acceptance that contribute to every part of his healing journey.  

“My healthcare is more than just diabetes. My healthcare is SOAHAC, my family doctor, my family, 
my friends, even strangers that I can share a joke with.  My health care is all these things because I 
heal with laughter.”

Margaret

 At 49, Margaret was diagnosed with Type-2 diabetes.  With the disease, Margaret has developed 
cataracts and had one leg amputated. Due to the many adverse affects of diabetes, Margaret 
receives care from a number of specialists at Parkwood Hospital, Dawson Diabetes Clinic, and 
SOAHAC. Her diabetes team includes a diabetes doctor, family doctor, ophthalmologist, foot care 
specialist, and a doctor for her prosthetics. 
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“I feel emotionally supported by the people who want to be emotionally supportive of me. I accept 
and listen to them.” 

Sometimes Margaret cannot afford transportation, so she calls SOAHAC and they send a driver 
over to pick her up. Because of her amputated leg, she has problems balancing and always needs 
someone to accompany her. Currently, Margaret has a nurse from CCAC visit her at home to take 
care of an ulcer on her leg. 

“How much time are they supposed to spend with each patient? They say it varies with ‘best 
practices’.  I’ve never been able to get a hold of these best practices.  You don’t want to take up much 
of the health care practitioner’s time, but sometimes that’s needed.” 

A foot care specialist also comes to Margaret’s home every 6 weeks. The foot care specialist works 
independently, but is based at SOAHAC. Because of Margaret’s mobility issues, she has canes for 
walking around at home and a motorized wheelchair for when she is out of the house, both of which 
she acquired from St. Joseph’s Hospital. 

“I really want to motivate people, telling them that they have potential and they just have to bring 
it out of themselves.  As a teacher, you have to bring a person to their potential; and that’s unique to 
you, and not comparable to anyone else. It’s about building skills and operating well in life. That’s 
my philosophy about life and caring.”

Stephen 

Stephen acquired a bacterial infection from the drinking water being untreated. He says the nurse 
should have taken a swab to test for the infection in the dialysis department, but nothing was done 
and the infection progressed. When the nurse went to place an IV, Stephen says she saw infected 
matter enter the syringe and then she proceeded to inject it into his veins. Stephen was placed 
on antibiotics to treat an infection that could have easily been avoided. Stephen was also having 
difficulties with the doctors in the dialysis department. Stephen undergoes dialysis at the Victoria 
Hospital. He fought with the doctors on many occasions and the doctors put him in the psychiatric 
ward twice. 

Stephen has many symptoms as a result of the infection. His left arm had swelled and the infection 
moved up into his head and face, he has body aches, has tension in his shoulder, headaches, nausea, 
and fatigue. Stephen is also blind and because of this, he has a personal support worker from Oneida 
Long Term Care come in to clean his house. A lady from SOAHAC in Melbourne visits Stephen at 
home and brings antibiotics to treat his bacterial infection.

Stephen also has non-insulin-dependent diabetes and can manage his blood sugars through food 
intake. He has neuropathy in one of his hands and because of this, he accidently cut off and broke 
one of his fingers. Stephen used to drink a lot and his kidneys had started to shut down. His wife 
started using traditional medicines on him and that helped him to improve his health at the time. 

“My dentist put me in an independent living facility.  I broke a tooth eating popcorn and he wouldn’t 
touch me because of the condition I was in. He was afraid I would get an infection from his work.”
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When Stephen broke a tooth eating popcorn, he visited a dentist who did not want to remove the 
tooth in fear that Stephen would get an infection from the process. When Stephen went to the 
hospital, he was given the wrong medications which caused his kidneys to shut down and ended up 
having to go on dialysis. Stephen gets medical transportation for his dialysis, but they are unreliable. 
He even had to hitchhike a few times in order to get to his dialysis appointments. 

“It’s been a lonely, rough life. My wife passed away seven years ago in a house fire caused by bad 
wiring.  That’s the same year I started dialysis.”

Amy

Amy is a senior on CPP disability and she has a family doctor. She has been off work for three years 
and decided to retire a year ago. A year and a half ago, she hurt herself falling. She had surgery on 
her hip at St Joseph’s Hospital where she felt the practitioners did a good job. Amy had no trouble 
getting along with the doctors during her short visit.  She had visiting nurses at home while she was 
completing her rehabilitation.  While she found those nurses would answer any questions she had, 
her family doctor has been less forward with easy answers. Overall, she is happy with her care.

“I want them to listen, not just the brush off. My husband stopped going to our doctor because they 
don’t seem to give him the time of day. When I go there I make them listen to what I have to say. He 
will stand to leave, but I will keep asking questions until he sits down.”

Arnold

The last time Arnold saw a family doctor was thirteen years ago. Since then, he could not find a 
doctor. He has applied at SOAHAC and registered twice, but has not heard back from them. Arnold 
takes care of himself with medication from Shopper’s Drug Mart. He has had some good experiences 
with the walk-in clinic.  For his support system, he relies on his family.

Interviewer: “Do you have any health needs?”
Arnold: “I just need to find a doctor.”

Mark

In September 2003, Mark’s mother experienced her first stroke.  Suffering from a weaker heart 
and blood infection by February of 2014, she was admitted to London University Hospital where 
she would stay until May of the same year.  Once home, Mark’s mother received primary care from 
CCAC and a PSW from Home and Community Care from within the First Nation until she passed 
away.  Fundamental to Mark and his mother’s emotional stability throughout the experience was a 
representative from Cancer Care, who worked as an advocate for Mark and his mother, particularly 
playing a role in terms of getting Mark’s mother home. For Mark, Cancer Care’s representative proved 
essential to working with health care providers in the London area, and caretakers who often kept 
Mark in his mother in the dark, not sharing complete information with them.

“Our family did go through a phase where we just didn’t know what the doctors were doing. They 
didn’t share what was happening with my mother until the beginning of April.”
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Abbey

Abbey first enrolled at SOAHAC three years ago, and shortly thereafter was diagnosed with paranoid 
schizophrenia.  Before her diagnosis, Abbey was blocked emotionally and found it difficult to talk to 
people – she had no idea what was going on with her.  At SOAHAC, Abbey found answers regarding 
her condition.  She also found advocates, as SOAHAC helped Abbey get into WATCH, a mental 
health provider that Abbey had been unable to enroll in before.  Just recently informed she is pre-
diabetic, Abbey is again looking for knowledge about a specific health condition. At SOAHAC, she is 
getting what she wants: “communication and a lot of information.”

“I am open with my condition to my friends and family. We can talk to one another and encourage 
people to get help. I was single when I was diagnosed as paranoid schizophrenic, and it hit me pretty 
hard.”

Leo

Leo has had Type-2 diabetes for over 25 years. Due to the disease, Leo’s vision has deteriorated 
substantially, resulting in 30 laser surgeries and an upcoming cataracts surgery. For eye care, Leo 
goes to the IVIA Institute in London every six months; for dietary care, SOAHAC. Leo also accesses 
the care of a doctor, nurse, foot care specialist, and physiotherapist at SOAHAC. Until recently, 
Leo has found it difficult to regulate his sugar levels.  At SOAHAC, however, he is working with the 
dietician to get his sugars on the right track. Leo sees a kidney doctor at SOAHAC who performs 
bloodwork and urine tests. In addition, Leo is able to access and receive treatment from a healer at 
SOAHAC, from whom Leo is still taking medicines from and suggests that it seems to be working.

Leo accesses medical transportation to get to his appointments at SOAHAC. Leo is legally blind, 
but he can see just enough to be able to cook and clean his home without the help of a home care 
worker. He cannot do heavy lifting though, because that causes the pressure in his eyes to build until 
a vein bursts, resulting in him being unable to see out of that eye for about two months. 
 
“[SOAHAC is] good. They have a healer there and she’s real good.”

Larry

At the end of last year, Larry went to his doctor for a stomach ache where they found a bleeding 
ulcer. Doctors biopsied the ulcer and found that it was cancer. 

“I asked my cancer doctor for an honest answer, and it was to one question about radiation and 
chemo.  I asked him, ‘Is it worth it?’ He was shocked, had never been asked that.” 

Not even two months later, he started radiation and chemotherapy. Since Larry had to undergo daily 
radiation treatments and weekly chemotherapy treatments, he relied on a medical transportation 
driver to get him to his appointments. Larry was treated by Saint Thomas Elgin General Hospital 
and SOAHAC, although he did not know that the SOAHAC staff member worked for native 
programming. Currently, Larry is being treated at home for dehydration and he has workers come in 
to help him clean. A nurse comes in twice a week to change Larry’s IVs, but she is not with SOAHAC 
and it is not the same nurse who always comes. 
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A few weeks after finding out he had cancer, Larry had a heart attack. He said that his mother and 
the Aboriginal Cancer Patient Navigator are the two main sources of support for him. Larry was 
constantly on edge and angry with the world. He did not want to see anybody, so he did not leave 
the house. He lost 30 pounds since his cancer diagnosis. Currently, Larry is undergoing another 
round of chemotherapy and is continuing to be provided services from the two named health 
institutions.

“It has been a hard trip, but I can’t believe how well I’m treated by all these people. It’s really 
overwhelming for me. Amazing.”

Kate

Kate is in her early forties and has had Type-2 diabetes since she was 28. She also has osteoarthritis, 
fibromyalgia, and symptoms of lupus. Despite it being a fairly long bus ride to downtown, Kate has 
had a mostly positive health care experience in the last year.  She is being cared for by SOAHAC 
and has a good team of health providers. Kate has a diabetic nurse, dietician, nurse practitioner, 
family physician, and a therapist. The nurse practitioners alternate seeing her, but the rest are all 
the same. Kate has mobility issues, which makes it great that except the doctor and nurse, all other 
practitioners come to her home so she can see them regularly. Kate has been on insulin for 13 or 14 
months and before that was taking metformin. The metformin caused her to develop Irritable Bowel 
Syndrome (IBS) and that affected her attendance at work. 

Currently, Kate is getting ready to go into the gastric-bypass program and she is working on quitting 
smoking. She has been given the medication Champex as an anti-smoking aide. Kate gained a lot 
of weight over the past 15 years, and she was not always that way. She visited an endocrinologist 
and it was discovered that Kate had a hormone imbalance which was causing her to gain weight. 
At SOAHAC, they were able to explain everything to her in a way she could understand. Kate goes 
through a fibromyalgia program at St. Joseph’s hospital and even they commented on how much 
Kate had learned from being at SOAHAC. 

“I can’t say enough positive about SOAHAC. I feel bad about my friends who don’t have SOAHAC.”



16 Aboriginal Patient Journeys | Telling Our Stories

Section 3: Sharing Experiences Of Accessing Health Care
 
"I lost both my legs, broken femur from a fall, open ulcers and risk of bedsores.  I don’t want that 
to happen to anyone else. If the doctors won't listen to me, they won't listen to the older ones." - 
Claudia

Accessing health care can be a complex process.  The key informants shared many different stories 
with us that they experienced over the course of their lives.  In order to streamline the analysis 
of this rich information, the responses were compiled and organized into three broad themes: 
Practitioners’ Respect for Culture, Preferred Method of Care, and Support Systems. For each 
subsection, examples have been shared which seek to highlight a particular aspect or form of each 
theme.

Practitioners’ Respect for Culture

Summary

 ● 12 of 18 key informants emphasized the importance of practitioners to offer health services in a 
culturally competent manner, which may be specific to each patient  

 ● 2 key informants reported incidents where practitioners were blatantly culturally incompetent 

 ● 10 key informants shared experiences where unintentional acts of cultural incompetence resulted 
in patients feeling they lacked information about their treatment or disease

 ● 0 key informants reported examples of culturally incompetent behaviour by SOAHAC

 ● 6 key informants explicitly stated examples of practitioners at SOAHAC acting in a culturally 
competent manner 

Cultural Competency and Services

A significant number of key informants highlighted cultural competency as being essential to 
the quality of their health care experiences. In the interviews conducted, respondents defined 
appropriate behaviour as a practitioner’s ability to consider and acknowledge a patient’s unique 
understanding for their health issues and prescribed treatment. An informant described this 
sentiment as the practitioner’s understanding for “where we are coming from.”  

“It was outside of our comfort zone.  Family members were saying, ‘Wait until something happens’, 
and not, ‘Let’s go get help.’” - Sam

Cultural competency goes beyond mere sensitivity.  For Aboriginal peoples and communities, 
it is imperative that health care professionals are at least somewhat aware of the circumstances 
they may face and the importance of culture to holistic healing.  Unfortunately, too many 
mainstream health care professionals have not taken the time to familiarize themselves with 
Aboriginal communities, histories and jurisdictional challenges. This means that even in cities that 
are surrounded by Aboriginal communities, Aboriginal people routinely face poor experiences in 
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the health care system.  In addition,  Aboriginal community members share their experiences with 
one another and so even if an individual has not had negative health care encounters, they know 
someone who has.

An overwhelming theme in the interviews was the presence of cultural inappropriateness, 
discrimination and racism. 

“I had this dialysis nurse who mocked me for the clothes I was wearing, calling me a rapper or a 
gangster. I told him ‘If you can buy me clothes, go ahead. This is what I can buy for $14, so shut your 
f**ing mouth.’  I got kicked out of that place soon after.” - Stephen

“My family doctor always talked to me as if we were equals, but when he found out I was Aboriginal, 
he would talk to me in ‘eagles and bears’ metaphors. I don’t mind to a point, but there’s such things 
as culturally appropriate.  When he was talking about how I could support my father’s health, the 
doctor would say, ‘Now you’re a momma bear and gotta look after your papa bear.’ I don’t know 
where that came from, and felt the discrimination. I left his practice.” - Donna 

The majority of informants repeatedly emphasized instances of poor communication facilitated by 
cultural differences between the patient and practitioner.
“For me, everything was all over the place. They’re telling me to make a decision for my mom, then 
saying, ‘You can’t make that decision.’” - Mark

Communication barriers have the potential to exist in any health care encounter.   Some mainstream 
health care professionals do not understand that communication across cultures can lead to 
misunderstandings and poor relationships if done incorrectly.  This, in turn, can directly impact a 
patient’s healing journey.  A key informant explained that some Aboriginal patients have a lack of 
trust for the health care system, in addition to an inability to advocate for themselves or seek out an 
advocate in this context.

“A lot of us go through this journey alone, and don’t know how to talk to health care people.  A lot of 
Aboriginal people won’t ask questions - they will just do what people say.” - Larry

Health care professionals are embedded in a power dynamic, with assumed authority belonging 
to the doctors and nurses.  Through the variety of encounters Aboriginal peoples have had with 
institutional authorities, this authority has been abused and had negative impacts on communities.  
These instances are collectively remembered by communities and impact how Aboriginal individuals 
perceive mainstream health care.  

“He said that he wasn’t going to listen to anything they said, with a female nurse and no doctor at 
SOAHAC. I told him there is a doctor at SOAHAC, and his mouth dropped. How dare he? He has 
degraded our Aboriginal health care team, which is the only one trying to help.” - Donna  

These barriers can be complicated by a relative inexperience with institutional systems of health 
care. Those community members who follow a traditional path have practiced healing within their 
family, clan and community and have resisted seeking outside medical care unless absolutely 
necessary.  Families will look after one another and, in a larger family, this means that people 
share this responsibility.  Sam, for example, was 43 when he was forced to navigate the London 
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health care system for the first time when managing the cancer treatment of his uncle.  His family 
became overwhelmed with the amount of care necessary for Sam’s uncle and had to seek outside 
help.  It is notable that Sam and his family assumed that they could administer this care and did not 
immediately consider health care workers as part of his uncle’s recovery.  
When patients do communicate with their practitioners, technical language can inhibit access to 
appropriate services. For example, the “interpretation of nursing lingo” at one London hospital 
meant the patient understood her nurses differently than how she actually received care. In other 
instances, informants described when practitioners did not share complete information.  

“With the chemo, one nurse would say, ‘You’re not doing too well today’; almost like they didn’t have 
much longer to live. The next nurse would say, “Look at how well you are doing today’.  It was really 
up and down on emotions.” - Sam

In addition, racism and stereotypes are all too frequent in health care encounters of Aboriginal 
peoples.  This is true throughout the country and the stories people shared with us supports this 
statement.  On a whole, many individuals we spoke to felt that the care provided to them was of a 
lesser quality than that of non-Aboriginal patients.  The key informants directly linked this to their 
Aboriginality.  

“Being Native, right from when you are really young, you notice all the racial inferences.  I sense it 
more with the Caucasian than others; but that’s not always the case, because sometimes the most 
caring ones are Caucasian.” - Margaret

All of these experiences stand in stark contrast to the experiences shared by key informants 
concerning SOAHAC.  One of the most notable themes present throughout the interviews was 
comfort.  Key informants shared that at SOAHAC, they felt as if they did not have to explain their 
identity, their historical circumstances or their jurisdictional challenges.  SOAHAC staff, whether 
Aboriginal or non-Aboriginal, come to every health care encounter with this basic knowledge and 
do everything in their power to ensure a positive experience within the health care system.  Key 
informants shared that they felt empowered after their meetings with the staff at SOAHAC, rather 
than overwhelmed or undervalued.   

“I’ve been living with Type 2 diabetes for over 25 years now.  I switched over to SOAHAC for diabetes 
care and I like it there. They talk to me so I’m learning more about my illness there than any other 
place  I have gone. They are giving me more information.” - Leo
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Preferred Methods of Care

Summary

 ● 13 of 18 key informants identified comprehensive care as part of a positive experience in accessing 
health services over the last year 

 ● 10 of 18 key informants are currently enrolled in SOAHAC 

 ● 10 of 10 key informants enrolled in SOAHAC speak positively about comprehensive care at 
SOAHAC

 ● 8 of 10 key informants enrolled in SOAHAC, emphasized the importance of traditional medicine 
as a health service

Comprehensive Care

Key informants identified methods of care that they believe are essential to treating and improving 
health.  Regardless of individual health issues, respondents consistently highlighted comprehensive 
care as fundamental to their needs. Comprehensive care was defined by respondents as taking care 
of the patient holistically, where patient health could be improved through the consideration of 
physical, mental, emotional, and spiritual needs.  For many key informants, this type of care requires 
that service providers not only offer patients access to a diverse range of health care professionals, 
but also provide patients with traditional Aboriginal sources of care. 

“I have my family doctor, endocrinologist and ophthalmologist.  After my surgery I got an artificial 
limb through Parkwood Hospital and that’s where I go for my wound care specialist.  I got my 
walking aids from St. Joseph’s Hospital.  I’ve had a CCAC nurse twice weekly since 2006, but that 
used to be daily.  My foot care comes from SOAHAC.” - Margaret  

SOAHAC is the only health care provider identified by informants that caters to the need for holistic 
care, providing patients with access to a diverse range of health care professionals, including Elders 
and Medicine people.  All key informants who accessed SOAHAC services appreciated that they 
can see a doctor, a chiropodist, a dietician, a nurse practitioner, an occupational physiotherapist, a 
counsellor, an Elder and a traditional healer in one location.

The importance of traditional knowledge and healing to Aboriginal healing journeys cannot be 
understated.  Recently, mainstream health care has begun to incorporate elements of holistic 
healing in their practices.  Aboriginal communities have been healing this way for thousands of 
years.  As demonstrated in the Medicine Wheel, by considering the whole health of the individual 
(the physical, emotional, mental and spiritual aspects), a person can lead a balanced life. Though, in 
many instances, the informants we spoke to encountered the health care system due to a physical 
ailment, their experiences at SOAHAC enabled them to heal some of their emotional wounds 
through discussions with Elders and traditional healers.

“I went to a psychiatrist. Do not ever do that! He gave me anti-depressants, but I would rather feel 
sad than nothing at all.” - Edward
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Of all the services provided, access to a healer and natural medicines was highlighted consistently.   
One respondent reflected on the essentiality of an Elder at SOAHAC in the effort to work through 
their psychological needs: “She was what I needed. We dealt with things as they were, and that’s 
a good thing for me.” For another respondent with Type-1 diabetes, using various herbs and roots 
prescribed by the healer took care of headaches, muscle pain and helped regulate sugars. 

“They were mad at me because I added my own Aboriginal herbs while I was also on dialysis. That’s 
why they were trying to throw me in the psych ward, because I was using herbal medicines. I wasn’t 
declining any treatments, I was just adding to it.”  - Stephen

Efficient Care

Efficient care is also identified as essential to the positive health care experiences of key informants. 
Generally, efficient care is coordinated and collaborative efforts between practitioners that enable a 
patient to swiftly navigate the health care system to obtain the help they need. The comprehensive 
care provided by SOAHAC is dependent upon cross-collaboration between service providers. 
SOAHAC care is a collective approach, where good relationships, excellent communication, and 
consultation of the entire team is necessary to provide a continuum of care. Each story that was 
shared with us exemplified how this collective approach positively impacted the health of the 
individual and set their minds at ease.  

Alternatively, the stories key informants shared with us about their mainstream health care 
experiences were very different. Their relationships with other health care practitioners were 
described as more challenging. These experiences were felt to be fragmented, with the system 
appearing very difficult to navigate.  Sometimes the only support came from members in their 
community. The lack of information, understanding and support was evident in every story.  

“A man in my First Nation passed away.  That family thought about me when he was giving away his 
belongings.  They gave me the scooter I needed - his scooter.” - Margaret
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Support Systems

Summary

 ● 14 of 18 key informants mentioned the importance of a support system when discussing their 
health care experiences in the past year

 ● 8 key informants emphasized advocacy by practitioners as being a key component to their 
personal support systems

 ● 8 key informants emphasized challenges of having a small support system when friends and 
family lack knowledge within certain situations 

 ● 7 key informants identified SOAHAC staff as essential advocates 

 ● 6 key informants identified SOAHAC as members of their emotional support system

Advocacy as Support

When encountering the health care system, support for the patient is an essential part of care. Many 
informants emphasized the importance of support systems when accessing and being treated by 
health services in the London and Owen Sound regions.  The majority of these informants discussed 
advocacy for greater service provisions on behalf of the patient as a significant pillar in their support 
systems. Particularly in Aboriginal communities, where all the necessary health care for an individual 
may not be readily available, advocacy and navigation make health care experiences more efficient 
and more positive.  In fact, informants repeatedly highlighted the advocacy of specific SOAHAC 
staff members. They described on two occasions how different staff helped write letters to access 
different health services and apply for social assistance. 

“I lost my job because of major heart attacks, but I was denied disability three times over the years.  
After heart surgery I was sent to SOAHAC, and they wrote a letter. Ten days later I was accepted on 
disability. That was unbelievable.” - William

Emotional Support Systems

The strength of family support can be key to healing. In Aboriginal communities, individuals are 
extremely close with their families and, as stated previously, are sometimes the front line of health 
care.  If one does not have a close family, an individual will seek out an emotional support system 
in order to aid them in their time of need.  This support can be physical, emotional, spiritual and/
or mental.  In the stories shared with us, individuals emphasized their close social support systems, 
which centred on close friends and family members. 

“We try not to put our Elders in the homes because we look after each other.” - Sam
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Crucially, all the informants who discussed emotional support systems described an inadequacy 
of support when close friends and family members lacked knowledge to deal with a particular 
challenge (i.e. lack of financial funds, lack of experience with treatment or disease, lack of experience 
managing multiple treatments, etc.).  Though your family and friends may be willing to support you 
through a particular illness, the ability to navigate the health care system comes with experience and 
exposure which is not always possessed by the average person.  It was shared that when this occurs, 
people find support with Elders and the SOAHAC staff.  

“Being Aboriginal, I personally know that SOAHAC is very beneficial for a lot of Aboriginal people. 
So many people are either not very trusting or don’t have the means to get the kind of medical care 
they need.  They just don’t know how to speak up for themselves or don’t have someone speak for 
them.” - Kate

Mainstream health care providers have the potential to provide this kind of support to all who cross 
their paths.  The people we spoke to did have some positive experiences with these health providers, 
but the negative experiences were frequently mentioned.  Moreover, the negative experiences had 
sometimes detrimental impacts on the physical and emotional health of the key informants.  

“At the present time, the way things are happening in the health care system, there are a lot of 
cutbacks on services to patients.  I guess that’s to be expected, because we are not in a time of 
affluence right now. It’s a type of recession that we’re in and that happens every so often.” - Margaret

Though it cannot be said that mainstream health care does not provide these supports at all, 
Aboriginal peoples we spoke with indicated that the care at SOAHAC was centralized and attentive 
to their specific needs.  The experience many people had at SOAHAC was one akin to looking after 
family, rather than an institutional visit.  

“My old doctor told me to make my injections an inch around my bellybutton. So I only did that and 
it made hard lumps from my insulin injection around my belly button. The SOAHAC nurse laughed 
and said, ‘You don’t have to do it just there. There’s a dozen other spots you can do’. It’s going away 
because I started spreading it out - injecting my arms, legs, sides of my belly. I would never have 
known that if I’d never have gone to SOAHAC.” - Leo
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Section 4: Needs And Expectations Of Health Care Encounters
 
Key informants were asked about their needs and expectations of health care encounters, whether 
these were met as well as areas of improvement. The following statements have been organized 
thematically.

“A health care team is the team and the client/patient working together. That was always my 
understanding of medicine and how it works.” - Donna

“You have a team that, as long as you do your part and show you will comply, they really go out of 
their way to support you.” - Kate

Needs and Expectations of Health Care

Summary

 ● 9 of 18 key informants identified transportation as a need to improve the quality of health care

 ● 7 of 18 key informants identified a need for improved communication with their service providers 

 ● 11 of 18 key informants identified a need for gathering knowledge concerning traditional 
treatments of their health condition

Transportation

“I had to hitchhike to dialysis for four months not long ago. I had a problem with disability payments 
and they stopped for a time. Sometimes the hospital paid for me to get a ride home in the winter 
months.” - Stephen

A significant number of key informants identified a need for more appropriate transportation to 
improve their access to health services.  Many of these informants shared that they relied on public 
transit or services offered by health institutions.  

However, privacy and long wait times have hindered the ability or willingness of the patient to 
attend health care appointments. One informant described having to take a medical van as part of 
a service offered by their health institution, but with multiple community members. This individual 
wanted to keep their cancer treatment private, but due to this transportation method, that was not 
possible.  Another person explained that the time these transportation services departed was one 
hour before the earliest appointment of the patients who required transportation.  In order to access 
this service, individuals had to abide by this time regime. 

“A lot of Elders don’t get help from their families, so they have to go with the rides that are available.  
The drivers take 3-4 people at once and people don’t like that because then other people know they 
have cancer when they don’t want it known.” - Sam
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A number of informants stated that SOAHAC’s location is much more convenient and centralized 
than other health care facilities. However, one informant did mention the difficulty of accessing 
SOAHAC’s transportation service due to a long waiting list, though none of the informants reported 
using SOAHAC’s bus service.

“It’s hard - I feel like a house cat, stuck in the house and can’t go anywhere. I can’t drive myself 
anywhere, I’m just stuck in the house. I watch TV. “ - Leo

Knowledge on Disease and Treatment

The majority of key informants spoke of being relatively unfamiliar with their health issue prior to 
seeking out care and treatment.  They stressed the need for gathering information on their disease 
and treatment from health providers.  Many people expressed dissatisfaction with the amount of 
information provided at mainstream health providers.  One individual particularly reflected on a 
feeling isolated as the result of doctors not sharing complete information.

“We drove my mom to the hospital because she was hallucinating.  That transition was really hard 
because we went through a phase where the doctors were not sharing complete information with us. 
We were trying to keep positive for her, but there was a lot we didn’t know. Then they moved her from 
the cardiac floor to the ICU.” - Mark

Providing patients with the necessary education about their physical challenge empowers them 
to become active in preserving and improving their own health.  Not providing this information, or 
assuming that patients know where to seek it out on their own, encourages a person to be passive 
in their treatment.  Following the Medicine Wheel, individuals are at the core of their own healing 
journey.

Most respondents that are now enrolled at SOAHAC referenced a disparity between practices of 
information sharing at non-Aboriginal health centers and SOAHAC. One respondent noted that 
they were educated more at SOAHAC in a short period of time, about their illness, than they were in 
all the time spent at a previous health care provider. Another informant explained:

“I didn’t like my previous dietician and family doctor because they didn’t give me any information. I 
asked what the right food to eat was, to lose weight, and the doctor said, ‘Just eat enough to survive’.” 
- Leo

A significant number of people we spoke with also identified the need to be provided with 
information about their health condition in a way that is both understandable and respectful of 
Aboriginal culture.  Informants revealed that variation exists between how information is shared with 
patients at SOAHAC compared to non-Aboriginal healthcare providers. Non-Aboriginal healthcare 
providers are often described as providing information or describe processes that were difficult to 
understand without previous knowledge.
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“My understanding of the CCAC was that they would care for my mom in the home, but they would 
not provide palliative care because there was no DNR on her charts. She eventually agreed to the 
DNR so she could get the same level of care at home that she had in hospital, but by then it was too 
late. She died seven days after leaving the hospital.” - Mark

Alternatively, respondents’ reflections of experiences at SOAHAC generally emphasized the sharing 
of information that is both understood and delivered in a culturally respectful manner.

As many informants had little to no experience accessing services from health care providers in the 
London and Owen Sound areas - in large part because of a preference for traditionally oriented 
care or no care at all - respondents also expressed a need to gain knowledge on how to treat their 
conditions through traditional and/or holistic means.  

“Our Elders are diagnosed with cancer and pass away six months or a year later, sometimes right 
after leaving the hospital.  The older ones need to see it can be beat and need their strength.  Right 
now the Elders just give up if they are told they have cancer.” - Sam

It should be noted, however, that SOAHAC is the only health provider in the London and Owen 
Sound areas identified by key informants as providing patients with an option for traditional or 
holistic healing as part of the organizational services.
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Section 5: Key Messages
 
At the conclusion of each interview key informants were asked if they would like to provide one key 
message to decision makers. The following have been organized thematically.

Importance of Communication

 ● “I worry about who will speak for our Elders. I’m lucky that I still have my mouth and it works - 
health care is a negotiation and it shouldn’t be.” - Donna

 ● “I guess awareness of their culture. Because we were taught that you have to take care of all 
aspects. It’s like a Medicine Wheel: in order to keep yourself balanced, you have to be physically, 
mentally, emotionally, and spiritually balanced within yourself to live a good life.” - Carol

 ● [Regarding the wound management care she receives in-home by CCAC which was 
perceived as rushed]
“It gives the impression that I only get 5 minutes, and then they get to the next person so they can 
charge $20 or $30 for each person. They are accumulating wealth; I hear of people making good 
money and going on trips every few months.” - Margaret

 ● [Discussing how to receive more time for wound management and being advised that “Best 
Practices” are being followed.]
“I don’t know how the system is set up and I don’t talk to anyone who has that information. And 
you don’t want to take up much of the health care practitioner’s time. I’m not saying they aren’t 
busy, I’m just saying sometimes they need more time with the patients.” - Margaret 

Advice Offered

 ● “Homemade vegetable soup is a cure for me.  I think more people should try that.  It really brings 
your sugars right down.” - Leo

Looking for Help

 ● “I think it’s important to stress just how much help people need inside the territories, whether its 
transportation or extra care. I know that’s a lot to ask for.” - Sam

 ● “I would like to tell everyone to be cautious of what happens to you because they can really hurt 
you.” - Stephen

 ● “I wasn’t very happy with the care I got. I said, ‘We must not be the right colour for her; we must be 
too brown” - Anna
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SOAHAC Experiences

 ● “SOAHAC is an excellent source for giving mental health services. When I first went to WATCH 
and saw the first lady there, she was going to deny me because she thought my problem was 
emotional. SOAHAC’s doctors were accepting to me. They knew that what was wrong with me was 
part of my sickness.” - Abbey

 ● “I can say to other people that might be in a spot… get in with SOAHAC, and you should be okay.” 
- William

 ● “I think SOAHAC has an awesome team. Everybody there from the person you see coming up to 
at the window or call on the phone, to whomever they refer you to (e.g. massage therapy). They’re 
just so proficient and caring. They want to know what’s going on and they want to help. It’s not just 
lip service.” - Kate

 ● “I found SOAHAC through my doctor. They treat people like a human being, talk to them at their 
level, treat them like an adult.” - Matthew
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Section 6: Summary Findings of the Aboriginal Patient Journeys
 
This section is an analysis by the study team of the key theme areas that emerged from the 
Aboriginal Patient Journey interviews. The point of view of a patient’s journey through the health care 
system was examined to understand and improve quality of care. Qualitative measures based on 
surveys are useful indices of satisfaction, but the robustness of in-depth patient interviews paints a 
more vivid picture.

The extent of prior experience with the health care system became apparent as a factor in improving 
the key informants’ abilities to manage their care. The key informants’ previous encounters could 
positively or negatively influence the patients’ perceptions of quality of care. A number of key 
informants had limited experience with the urban health care system and/or specific types of 
treatment (e.g. chemotherapy). The key informants had few expectations from health care providers 
and minimal self-advocacy resulting from cultural norms, emotional response to illness and 
uncertainty of where to find additional information.

The health care system can be complex to navigate when an individual experiences illness. These 
experiences are further compounded for Aboriginal people due to the Federal, Provincial and LHIN 
jurisdictions. Focusing on the patient’s experience can help improve effectiveness and efficiency in 
health care delivery. Improved communication and continuity of care throughout the patient journey 
can save on emotional, mental and financial “costs” for all concerned.

An ongoing quality improvement approach that integrates Western clinical practice and respects 
Aboriginal worldview would enhance the health care system. Key elements of cultural competency 
could be extended to a variety of other settings.

There is a need for improved access to advocacy for Aboriginal people to navigate the health 
care system. Key informants who accessed SOAHAC and Cancer Care indicated that it was the 
equivalent to having a health advocate. Key informants who accessed most mainstream services 
indicated a lesser quality of care due to less advocacy. An ongoing challenge also included a 
resistance by Community Care Access Centres (CCAC) to provide services on-reserve for a number 
of reasons, including jurisdiction.

The Aboriginal Patient Journeys interviews documented personal experiences to understand 
how they perceived health care. Patients discussed the events as to why they sought health care, 
detailed their encounters at length, shared the aspects that were of most personal significance and 
the emotions that were evoked. Their common experiences offer insights as to the strengths and 
challenges that are systematic in health care that can be addressed or built upon to improve service 
delivery and care to the Aboriginal population.
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Summary of Client Experiences 

The following section summarizes the specific themes for improvements that emerged from the 
Aboriginal Patient Journeys.

Practitioners’ Respect for Culture

 ● It is essential for practitioners to provide culturally competent healthcare by considering and 
acknowledging a patient’s unique understanding for their health issues and prescribed treatment

Preferred Methods of Care

 ● Comprehensive care of the patient holistically, where patient health could be improved through 
the consideration of physical, mental, emotional, and spiritual needs.  Service providers could 
offer patients with access to a diverse range of health care professionals, as well as traditional 
Aboriginal sources of care.

 ● Coordinated and collaborative efforts between different health care providers involved in the 
patient journey.

 ● Support increased communication to patients and provide patients and family members with 
more written information or DVDs relating to preparation for procedures, hospital stay, discharge 
and post care. 

Support Systems

 ● Interactions with health practitioners at various stages of the patient journey could provide an 
opportunity for patients and their support networks (e.g. family members, friends) to complete a 
questionnaire to provide feedback and improve advocacy. 

 ● Additional support (e.g. education) provided to patients and their family members to instill the 
confidence and well‐being needed to feel comfortable when discharged home.

Needs and Expectations of Health Care

 ● Improved range of transportation options to access health care services.

 ● Provide explanations of diagnostics at point of care or in a reasonable time frame as key 
informants were often relatively unfamiliar with their health issue prior to seeking out care and 
treatment.

 ● Strength of SOAHAC is interdisciplinary teamwork that ensures care is complemented and not 
duplicated, continuity of care, and that patients are not lost to follow-up.

 ● Organize a Cancer Care Patient Survivors support group. 
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Appendix B - Reference Panel on Aboriginal Health (RePAH) Membership
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Appendix C - Research Principles

A brief review of the experience of Aboriginal peoples with research is a necessary exercise when 
undertaking any research project involving Aboriginal peoples. It is important that we are properly 
situated within this historical context before we can move forward.  

The history of Aboriginal research in Canada has been a negative one. Research, itself, has been 
intimately linked with discourses of power and privilege. Further, research has been used to fuel the 
colonial gaze and to justify destructive policies enacted toward Aboriginal peoples.  

Early colonial research sought Aboriginal peoples as subjects and curiosities. This phase of research 
was undertaken by government and church officials in order to rationalize dispossession and 
missionizing, while simultaneously discrediting and bothering Aboriginal nations. 

Eventually, Aboriginal peoples began to be seen as representatives of an ancient epoch and not fit 
to survive into the future. They were impediments to progress and research undertaken in these 
early years, late 19th and early 20th century, was conducted under the auspices of preserving 
interesting specimens, or “salvage research”, and furthering eugenics theories. Aboriginal peoples 
were subject to many medical experiments and met many anthropologists and researchers from 
other disciplines, who came into their communities, gathered data (stories, blood samples, songs, 
etc.) and never returned.  From this data, Aboriginal peoples were fit into outside typologies which 
came to represent the standard of knowledge concerning these nations.  This kind of research 
continued into the late 20th century and it began to have a large impact on Canadian policy in a 
political era which witnessed Canada exploring discrepancies between standards of living in non-
Aboriginal and Aboriginal communities.

In the latter part of the 20th century, human rights movements were sweeping across North 
America and Canada was entering into land claims processes, complex court cases and a larger 
discussion around Aboriginal rights and their relationship to the Canadian state. Aboriginal peoples 
were becoming lawyers and participating in these discussions at local and national levels. This led 
to another resurgence in Aboriginal research and it continued to be dominated by non-Aboriginal 
researchers, though communities were much more aware of the possible negative outcomes of 
research and benefits received by non-Aboriginal researchers for their publications.
  
Currently, since around 1990, we have entered a phase of Indigenist research, which involves 
Indigenous centred and/or collaborative research. Much of the academic research that is occurring 
involves the intertwining of Indigenous knowledge with Western methods of interrogation. 
Indigenous scholars have been insistent in being heard, along with questioning embedded research 
assumptions, and non-Indigenous scholars have been allying themselves with this agenda. Indeed, 
many Indigenous communities have formalized research protocols which must be observed by any 
researcher, Indigenous or non-Indigenous, who enters their communities. Indigenous research ethics 
and methodologies are a growing sub-field of Indigenous Studies and these innovative approaches 
have spilled over into other disciplines such as History, Nursing, Education, Business, Environmental 
Science, etc.      
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Ownership, control, axiology and the centering of Indigenous research is now of utmost importance. 
The epistemological assaults of past research endeavours are no longer acceptable.  

First Nations, Métis and Inuit peoples in communities and organizations are involved in 
“transforming Aboriginal Research into an instrument for creating and disseminating knowledge 
that once again authentically represents ourselves and our standing of the world” (Castellano 2007). 
Historically, Aboriginal people were subjects of research without consent and the outcomes were 
often harmful to our people. As a result, in the early 1990s, a series of self-initiated research ethics 
developed by Aboriginal people have been created. Some ethics are more widely known than 
others, but it is important to be aware that there are extensive research ethics guidelines and policies 
designed and adopted by First Nations, academic institutions and governments across Canada.

All of which is to say, development of a respectful Aboriginal community engagement process 
based upon these ethics is of paramount importance.

Following this research context, the study team worked with the Reference Panel composed of 
representatives of area First Nations, SOAHAC and the South West LHIN to prepare appropriate 
research and ethical approaches for this study.
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Appendix D - Main Research Questions

This project aimed to understand the Aboriginal patient experience through the studying of 
comprehensive patient journeys in the South West LHIN healthcare system.  The main research 
questions were:

1. Could you please share your experiences accessing healthcare services in the past year? 

a) How did you feel? (emotional highs and lows)
b) Transition
c) Continuity of care
d) Interaction
e) Safety and physical comfort
f) Acceptability and emotional support
g) Efficiency in coordination of care

2. What were the events around why you sought health care?

3.  What were your needs and expectations of these healthcare encounters?

a) Were your needs and expectations met?
b) What could be improved?

4. Are there any key messages you would  to highlight in the report?
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Appendix E - Methodology

Southwest Ontario Aboriginal Health Access Centre (SOAHAC) worked in conjunction with the 
South West Local Health Integration Network (South West LHIN) to undertake this project. The 
South West LHIN Aboriginal Health Committee formed a time-limited working group whose focus 
is project oversight of this Aboriginal Patient Journeys project. This working group was named the 
South West LHIN’s Reference Panel on Aboriginal Health (RePAH), which was composed of the 
seven (7) representatives from organizations and First Nations (Appendix B). Williams Consulting 
met with the Reference Panel on Aboriginal Health (RePAH) on four occasions as part of the 
Aboriginal Patient Journeys process (February 4, 2015; March 4, 2015; May 6, 2015 and June 3, 2015).  

The target population of this project were Aboriginal people living in the South West LHIN 
Catchment area (on- and off-reserve).  These included:

 ● Chippewas of the Thames First Nation

 ● Chippewas of Nawash Unceded First Nation

 ● Munsee-Delaware Nation

 ● Oneida Nation of the Thames

 ● Saugeen First Nation

 ● London

 ● Owen Sound

Key informants were identified by members of the Reference Panel and First Nation Health 
Directors. In addition, the research team visited the N’Amerind Friendship Centre and held a focus 
group at the Zhaawanong Shelter within the At^lohsa Native Family Healing Services.  

SOAHAC aims to improve access to, and the quality of, health services for Aboriginal peoples in 
Southwestern Ontario. There are four offices that offer a range of services including: primary health 
care, diabetes education services, traditional healthy lifestyles, traditional healing, supporting 
Aboriginal seniors at home (SASH), as well as mental health services for children, youth and adults.

Key informants received a Letter of Invitation and provided consent to be contacted in order to 
participate in this project. A mix of telephone and in-person key informant interviews were held 
following the interview guide. The interviews were transcribed verbatim and lasted between 60 
minutes and three hours. A letter of thank you was mailed to each key informant after their Patient 
Journey was documented, which included a gift card in appreciation.
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