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CH Preface 

As older women moving about in our communities of family, friends, acquaintances and others, 

we became increasingly concerned about the numbers of persons we knew or heard about who 

had been diagnosed with dementia’s including Alzheimer’s disease. We also heard many stories 

about the challenging experiences of caregivers of persons with living with dementia usually 

within their own homes. As we are engaged advocates for ourselves and other older persons and 

because we have taught, researched, published and engaged in community development 

activities with and for older persons and their important ones, in a variety of settings, we were 

also interested in hearing more about how such work impacts the caregivers sense of self in 

relation to the persons with dementias, especially close important ones. For example, in October 

of 2019 Jeanette had a conversation with a friend about her experience of caring for her husband 

with dementia, she said “We have been married for forty-two years. I was his wife, his lover and 

best friend, mother of his children and confidant. I was also his memory keeper. Now he doesn’t 

know who I am and it is like I have been erased from his life, and mine. So, I don’t know who I 

am anymore either.” 

Another friend, who is caring for his wife who has been diagnosed with Alzheimer’s disease 

made the following remarks, “She has really bad memory lapses now, so sometimes she calls me 

Bob, who was her younger brother. He has been dead for years. Some days I am not sure who I 

am, I am so tired so pretending to be Bob is easier to deal with rather than reminding her that it’s 

me, her husband of all these years.” 

Diane has a friend whose mother died from sudden onset Alzheimer’s disease twenty years 

ago, she said that the memories of this loss are as traumatic today as they were at the time, she 

said “Amid much criticism I had to put my mother in long-term care on doctor's orders. My 
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severe shock came not long after when I arrived at the Nursing Home and my mother greeted me 

with " and who are you"? I was an only child and I couldn't believe what was happening. I was in 

total shock and started to shake all over. A nurse saw my reaction and led me out to the nursing 

station for comfort. The shock was so great. The woman who had birthed me, loved me, nurtured 

me had no idea of who I was? At that time there was very little help for family members or care 

givers to deal with this type of shock and bewilderment. These feelings are just as clear to me 

today as they were then. I have not recovered from this pain.” 

In a 2019 Government of Canada Dementia Report, Data showed that more than 419,000 

Canadians (65 years and older) were living with diagnosed dementia, almost two thirds of whom 

are women. As this number does not include those under age 65 who may have a young onset 

diagnosis nor those that have not been diagnosed, the true picture of dementia in Canada is no 

doubt somewhat larger (Government of Canada 2019). 

Little did we realise, when we began this journey of interviewing caregivers of persons with 

dementia, that we would do some of this work during a pandemic, when gaining access to 

potential interviewee’s would be challenging, especially when they lived in the homes of the 

persons who were diagnosed, so that entering the home to conduct an interview was not always 

possible. As a result, some of our interviews were conducted over the telephone, others via email 

responses to the questions we sent to informants. On other occasions, we conducted interviews 

outside residences where physical distance could be maintained, in other instances, family 

members conducted the interviews and then sent them to us. 

The COVID-19 pandemic also introduced another component to the lives of caregivers and 

those they care(d) for as many experienced isolation, loneliness, anxiety and fear of rejection 

from neighbours and friends due to the stigma associated with dementia, and in some cases paid 
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xii 

caregivers were not comfortable entering homes to provide care and support for fear of 

contacting the virus, which made caregiving by loved ones even more challenging. As well, 

further compounding the need for respite from the twenty-four hour, seven days a week care 

which important ones provide, Adult Day Programs which offer respite relief for caregivers were 

closed due to the pandemic as were other long-term care facilities which have day programs. 

Some of the people we interviewed told us that they used to take their loved ones for regular 

doctor visits for updates on their conditions, so, as one said “at least we got to go for a drive for a 

reason and it was an opportunity to get out of the house,” but due to COVID-19, doctor’s visits 

were conducted over the telephone, once again isolating both patient’s and their caregivers from 

face-to-face social interaction. 

Those with dementia diagnoses who lived in long-term care facilities were not allowed to 

have visitors in many facilities, and if and when they were, they could only have a thirty minute 

visit once a week, by appointment only, and were not allowed physical contact with their loved 

ones. Families with many relatives, especially in the case of parents with many children, partners 

and siblings had to decide when and who would visit so that some did not see their loved ones 

for many weeks. If family members had others living in their homes who worked outside of the 

province and they had to self quarantine for fourteen days when returning home, the entire 

family could not visit a long-term care home. Residents of such facilities, with dementia 

diagnoses, often told their loved ones that they felt rejected and orphaned by their families 

because they did not understand about the pandemic. In some cases, family members purchased 

iPhone and laptop computers so that their loved ones could see and talk to them virtually, but 

many times the person with dementia was unable to comprehend how to use the technology and 

staff were not always available to assist them with it. One particular story touched us deeply 
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xiii 

when a man, with six siblings and a ninety-five year old mother who lived in a nursing home, 

and who was also blind and deaf, decided on a creative solution to allow his mother to know 

which of her children was visiting. While living in her own home prior to deteriorating health, 

every Christmas and birthday his mother knitted hats, toques and scarves for each of her children 

as gifts. He had an old sweater his mother had made for him some years ago, and he placed it in 

a bag and asked the attendant at the nursing home on his next visit, if she would give his mother 

the sweater, which she agreed to do, When his mother placed the sweater to her face and smelled 

it, she seemed to know which son was visiting and she broke into tears, as did he and the care 

worker. We saw this is a sign of resilience and creativity in challenging times. 

In spite of our challenges, none-the-less, undaunted, we continued with our research and the 

result is a group of narrative accounts of the experiences of some caregivers of persons 

diagnosed with dementia including Alzheimer’s disease in various parts of Nova Scotia. We are 

grateful to all of them for sharing their difficult and sometimes rewarding experiences with us. 

As well as the interviews with caregivers, we conducted a literature search of the material 

available on this topic and we also reviewed the demographic and statistical material. Jeanette 

was asked to discuss this research to a group of university students enrolled in a course on Death 

and Dying. In November of 2019, the students were sent background material on the topic and 

asked to complete a set of questions about dementia’s. They returned the responses to Jeanette 

prior to her online discussion with them and in some cases we have included their responses in 

the book. 
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CH# Chapter One 

CH Introduction 

H1 Background Information 

To help provide some context for our research on the topic of dementia in Canada we thought it 

useful to provide some historical and demographic details. 

 

H2 Historical Background of the Terms 

The term dementia comes from its Latin roots demens, which means out of one’s mind. 

Although this term has been used since the thirteenth century it was not until the eighteenth 

century that medical practioners in European countries used it to diagnose patients. In the 

nineteenth century “senile dementia” was originally seen as a separate disease from Alzheimer’s 

but as medical knowledge increased and expanded it became recognized as one of many neuro 

cognitive disorders (Assal 2019: 118–126). 

Alois Alzheimer was a German psychiatrist and neuropathologist who in 1906, noticed 

changes in the brain tissue of a woman who had died of an unusual mental illness. Her symptoms 

included memory loss, language problems and unpredictable behavior. At that time Alzheimer 

diagnosed his patient as having presenile dementia. Later his colleague Emile Kraepelin would 

define this condition as Alzheimer’s disease (Alzheimer’s Disease International n.d.a). 

Alzheimer’s disease is the most common conditions resulting in dementia. In 2013 the 

Diagnostic and Statistical Manual of Mental Disorders (DSM V) noted that their preferred term for 

this disorder was “major neurocognitive disorder” in an attempt to help reduce the stigma 

associated with both the word dementia and the conditions that it refers to. This term has not yet 
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gained popularity even among organizations serving individuals with this diagnosis (Warchol 

n.d.).

According to the Public Health Agency of Canada, in 2019:

BQ Dementia is a fatal, progressive and degenerative disease that destroys brain cells. It 

is caused by neurodegenerative and vascular diseases or injuries. It is characterized by a 

decline in cognitive abilities and can impact mood and behaviour. The cognitive abilities 

that can be impacted include: 

memory 

awareness of person, place and time 

language 

basic math skills 

judgement planning (Government of Canada 2019) EBQ 

H2 Demographics 

In 2015, The Nova Scotia Department of Health and Wellness reported that “Today, more than 

17,000 Nova Scotians are living with dementia. In the coming years, we expect that number to 

double as our population continues to age. While the numbers are significant, the impact on the 

individuals affected and their families can be devastating” (Nova Scotia Department of Health 

and Wellness 2015). 

As of November 8, 2020, five years after the above, the Alzheimer’s Society of Nova Scotia 

(alzheimer.ca) stated there were over 500,000 Canadians living with dementia’s including 

Alzheimer’s disease. Today, more than 19,000 Nova Scotians are living with dementia. 
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Alzheimer’s Disease International, located in the United Kingdom, notes that world-wide 

more than 50 million people have been diagnosed with Alzheimer’s disease. It is believed that 

one in four people with the disease have not been diagnosed (alzint.org). 

By 2030 it is estimated by the Alzheimer’s Society of Canada, that the number of Canadians 

living with dementia will be 912,000. Every year 25,000 more Canadians are diagnosed with 

dementia. This organization estimates the costs of care for persons with dementia, on an annual 

basis, is over twelve billion dollars. 

Indigenous and Black Canadians, including those living in Nova Scotia are three times more 

likely to be diagnosed with dementia. For more information on this topic see the report 

Alzheimer’s Disease and Related Dementia’s in Indigenous Populations in Canada, produced 

and written by Julia Petrasek MacDonald, Valerie Ward and Regine Halseth, for the National 

Collaborative Council on Indigenous Health in January 2018, and also the Alzheimer’s Society 

of Canada at alzheimer.ca. 

Sixty-five percent of those diagnosed with dementia, including Alzheimer’s disease, are 

women and they make up for two-thirds of the caregivers for persons with dementia and 

approximately thirty-four percent of them are aged sixty-five or older. One in five Canadians 

have experience in caring for someone living with dementia. 

Although the literature on gender differences in Alzheimer’s disease diagnoses is scant, there 

is reasearch to support that factors such as depression, life-long exercise, age and sleep can have 

an impact of the development of dementia. 

There is general agreement among authors that twice as many women as men, in North 

American and European cultures live with depression, and that depression can be a precursor to 

dementia. This is not to say that men do not experience depression, but that women are more 
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likely to seek medical assistance when they do. Another reason posited for the differences is that 

women, especially in later life, do not exercise as much as men, in formal settings such a gym’s, 

hockey stadiums, soccer fields and other community based sports. Because age is also a factor 

involved in diagnoses of dementia, and women live longer than men, this is also another reason 

why more women than men are diagnosed. Another possible cause for the gender differences in 

women and men in relation to dementia diagnoses is that Sleep Apnea and poor sleep quality 

have been associated with cognitive decline and an increased risk of Alzheimer’s Disease 

dementia and more men than women suffer from this condition (Mielke 2018). 

 

H2 Types of Dementia 

There are over two hundred sub types of dementia according to Dementia UK (Dementia UK 

n.d.). However, the most commonly diagnosed six are: 

Alzheimer’s Disease, which is the most common. It is a chronic neurodegenerative disease 

that destroys brain cells, causing thinking ability and memory to deteriorate over time. 

Alzheimer’s disease is a not a normal part of aging and is irreversible. 

Vascular Dementia is the second most common form of dementia. It occurs when the brain’s 

blood supply is blocked or damaged, causing brain cells to be deprived of oxygen and die. 

Lewy Body Dementia is caused by abnormal “Lewy bodies” which are deposits of protein 

called alpha-synuclein inside of the brain’s nerve cells. This type of dementia shares many 

similarities to Parkinson’s disease. 

Frontotemporal Dementia (also known as Picks Disease) is an umbrella term for a group of 

rare disorders that primarily affect the areas of the brain associated with personality and 

behaviour. 
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Young Onset Dementia is the term used to describe people under the age of sixty-five who 

are diagnosed with this disease. It can also be called Early Onset Dementia. 

Mixed Dementia is the term used when people have more than one type of Dementia. 

Limbic-predominant age-related TDP-43 (LATE-NC) is the most recently identified form of 

dementia, noted for its close similarity to Alzheimer’s disease. When TDP-43 accumulates in an 

area located in the mid-brain known as the limbic system, it affects learning, memory and 

emotion, resembling symptoms of Alzheimer’s disease, the most common form of dementia. 

This suggests that people may exhibit symptoms mirroring those of Alzheimer’s but may not 

involve the same changes to the brain caused by the disease. Currently, LATE-NC is not 

diagnosable with standard tests. Because people are typically diagnosed with certain types of 

dementia based on the symptoms they experience, LATE-NC will not be easily distinguished from 

Alzheimer’s due to overlapping symptoms. Further research is required to improve diagnosis in 

identifying the different diseases that can lead to dementia, including LATE-NC. Investigators are 

currently trying to understand how to identify and diagnose LATE-NC clinically. The discovery of 

LATE-NC speaks to the growing umbrella of different dementias and the complexity of these 

diseases (Alzheimer’s Society of Canada 2019b). 

 

H2 The Research 

In order to collect the experiences of caregivers of persons with dementia we used a snowball 

sampling technique. We each knew people who acted in these roles and they knew others in 

similar situations, either through being involved in research initiatives attempting to find cures 

for dementia’s such as the True North Medical Research Clinics, through Adult Day Programs 

where they received respite care or through word of mouth when discussing their situation with 
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others who shared their experiences. We also posted information about the research on social 

media and contacted Alzheimer and dementia support group leaders some of whom passed on 

the information to groups that were meeting online during the pandemic. As well, some of the 

students with whom Jeanette interacted said that they had experiences with loved ones with 

Alzheimer’s and agreed to participate in the research by completing questionnaires online. 

H2 The Questionnaire 

We asked a total of twenty-two questions (See Appendix A). The first set of questions asked for 

basic information such as the names, sex, ages and race of the interviewee and the person they 

were caring for as well as their relationship status, such as parent, partner, child, friend and so 

on. We wanted to know when they first noticed changes in the behaviours of the person they 

were caring for and what they did about it; when the person was first diagnosed and their age at 

the time; what roles the person played in their relationship and they in theirs; we asked if the 

roles for each changed during the progression of the disease and if so in what ways; we asked if 

any respite care was provided to the caregiver and if so who provided the care; we asked if the 

caregiver experienced stress or burn-out or felt overworked as they pursued their caregiving 

responsibilities; we asked how the role changes have impacted on their lives, whether or not their 

incomes were affected and how the community and other family and friends have responded to 

the person’s dementia. We asked if the caregivers learned anything about themselves as a result 

of their experiences caring for an important one, as well as whether they perceived benefits due 

to this work; we asked if their faith contributed to their experiences; what coping strategies they 

used to assist them in these challenging roles and how the experience has affected how they feel 

about themselves. Finally, we asked if the caregivers had any recommendations they could 
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provide to others in similar situations and whether or not there were other issues we had not dealt 

with which they would like to expand upon or share. 

The interviews lasted between one to two or more hours, most were held in caregivers 

homes, but due to the COVID-19 pandemic we also conducted interviews in the grounds of long-

term care facilities, over the telephone, through emailed questionnaires and via friends who were 

sent the interview questions and then conducted the interviews and transcribed and returned them 

to us. In some cases, caregivers showed us photographs of their weddings, grand-children, 

awards the person with dementia had received and other evidence of their lives together. Our 

youngest interviewee showed us wood working projects he and his grandfather had worked on 

when he was well. 

In order to ensure confidentiality, we have not used the real names of interviewees, unless 

they specifically said we could, which happened in a few cases. Instead we asked them to choose 

a pseudonym and most did, including some who made comments like “I have never liked my 

name and am happy to choose another,” or “I have always liked the name X and wanted to call 

my daughter that, but my husband wanted her to have his mother’s name.” 

The interviews were at times deeply emotional for the caregivers as well as us and tears were 

often shed when remembering better times, COVID-19 further complicated the situation as it was 

not clear when family could visit again, when a nursing home bed might become available as the 

person with dementia’s condition deteriorated and when respite or home care would become 

more readily available. 

We were very moved and thankful that in these times of the pandemic, people were willing 

to share their experiences with us, in some cases the person with dementia would be present 

during the interviews so there were stoppages in the conversations as they needed to be attended 
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to. In spite of their work as caregivers, we were often provided with cups of tea, baked goods and 

even, on a few occasions, lunch. Due to the pandemic and the feelings of loneliness and isolation 

experienced by some of the caregivers, some said our presence provided a friendly and caring 

visit and change of pace for them. 

 

H2 The Interviewees 

H3 Age Range of Participants 

In total we conducted full interviews with thirty-five people, the majority were female with five 

males. The ages of caregivers ranged from eleven (the youngest) to an eighty nine year old (the 

oldest). The majority were in their sixties, seventies and eighties and some interviewees did not 

supply their age as they did not consider it significant to the questions asked. 

 

H3 Race and Ethnicity of Participants 

The majority of our interviews were conducted with persons who self-identified as Caucasian, 

we also conducted one interview with a Chinese couple, four with people who identified as 

African Nova Scotians, three with people who identified as Indigenous and one as East Indian. In 

order to further discuss the situation regarding Indigenous and African Nova Scotians we relied 

on a literature search and recent material (2020) compiled by the Alzheimer’s Society of Nova 

Scotia and the National Collaborating Centre for Aboriginal Health in Prince George, British 

Columbia. Some of this material will be discussed later in the book. 
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H3 Diagnoses 

The majority of people we interviewed were caring for persons who had been diagnosed with 

Alzheimer’s disease, others were diagnosed with unspecified dementia, Vascular Dementia, 

Frontal Lobe Dementia, Parkinson’s disease dementia and dementia with Lewy bodies. In 

addition, one caregiver shared that her mother’s dementia was the result of medication and in 

another case the dementia was brought on by radiation of the brain. 

 

H3 Who Was Being Cared For 

The majority provided care for their mothers, others for their husbands, wives, fathers, mother’s 

in-law, grandfathers, one for a father-in-law, one for herself, another for a grand-mother and 

another for a friend. 

 

H3 Location of Care 

The majority ended their caregiving journey providing care in a long-term care facility such as a 

nursing home, fourteen were providing care in their own homes, or the home of the individual 

living with dementia and two stories involved admission into hospitals where the individuals 

awaited transfers to a long-term care home when a bed became available. 

 

H3 The Geographic Locations of Interviewees 

The interviews were conducted in a variety of settings across the province of Nova Scotia with 

the majority being in the HRM (Halifax Regional Municipality) and Kings County. Interviews 

were also conducted in Cape Breton, Mahone Bay, Preston, Shelburne and others identified as 

Earl
y E

xc
erp

t



10 

“rural areas.” Some interviewees preferred not to provide their location to protect their 

anonymity. 

H3 Present Caregiving Situation or Remembering Ones From the Past 

The majority of interviewees were currently providing care to their important ones and had been 

doing so from one to five years or more. In some cases, the person with dementia had died and 

the persons interviewed were recalling their experiences and reflections since the death of their 

loved one from one to eighteen years ago, with the majority in the past five years. 

H2 The Themes 

In order to present the narrative accounts of providing care to an important one living with 

dementia we broke the interviews down into four distinct themes. The first we called “Noticing” 

which addresses the warning signs caregivers observed when their loved ones started to 

experience memory loss, confusion, agitation or other symptoms associated with various forms 

of dementia. In this theme caregivers shared their experiences of being in denial; resisting the 

new roles imposed on them by the disease and their attempts to get a proper diagnosis. 

The second theme we identified as “Responding.” In this chapter of the book the caregivers 

shared the ways in which they attempted to access resources; the impacts on their own health and 

wellness; the challenges they faced in regard to loneliness, fear, exhaustion and assuming new 

roles, as well as how these changes impacted on their images of self. 

In the third theme “Assistance and Support” the caregivers focused on the support they did, 

or did not receive from others, including professionals, and the lessons they learned as they 

conducted their work. They also talked about what they would have done differently had 
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circumstances allowed and the ways in which the health care system needs to change to support 

caregivers more adequately. 

The fourth theme focused on the “Observations and Recommendations” where the caregivers 

shared with us which strategies they found helpful in the care they provided, as well as the 

recommendations they would make to government and others in similar situations. 

In chapter six we examined some of the “gaps” that have existed in dementia care locally, in 

the Candian context and and internationally and we discuss ways in which these gaps are being 

addressed. We conclude the book with a brief chapter titled “Losing Me.” 

 

H1 Introducing the Caregivers 

Rather than repeat the information about each caregiver as we discuss their experiences we 

thought it best to introduce you to them at the start of their narratives. In each case we will give 

you the name, age (where provided) name of the person being cared for and their relationship to 

the caregiver. We will also provide the location of where they were living when the interview 

was conducted. Rather than provide specific geographic locations we will identify them more 

generally to provide confidentiality, for example the greater Halifax Regional Municipality, or a 

small town in Kings County, or Cape Breton, unless the interviewee specifically asked for their 

location to be made known. 

In addition to in-depth interviews with the thirty-five caregivers we also gathered information 

from a class of students at a Halifax university and three Indigenous women who provide care 

professionally, as well as providing support to family members with dementia. 
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H1 The Text Within 

Because the caregivers we interviewed were so willing to share their experiences with us, we felt 

it appropriate that we also share our personal stories of family and friends who have experienced 

and do experience dementia. 

H2 Diane’s Story 

As I took part in interviews with folks taking care of loved ones with dementia I had time to 

reflect on my experience with family members who lived with dementia in their later years. 

My paternal grandmother, a widow and former missionary in India developed dementia later 

in her life. 

She took to singing off key playing a piano and later on had hallucinations. My uncle and his 

wife arranged for my grandmother to be admitted to a Roman Catholic long-term care facility 

and then left to retire to British Columbia. My mother and father had been in a horrific accident 

and had left the city to live in rural Nova Scotia. At the time of Grammy’s developing dementia I 

was left as the only living relative in the city. I was newly married and expecting our first child. 

For several years I only got to visit my grandmother several times a year. I had no idea what was 

really going on. It was several years later on a visit that I discovered that my grandmother was 

given antibiotics for several cases of pneumonia. By this time she was a living “corpse” not able 

to function on her own in any way. I was horrified that she was being kept alive. I objected to the 

use of antibiotics and finally Grammy died peacefully. 

Then my uncle developed dementia, having served in World War II. I can remember on my 

last visit to him in BC we went for a walk and he stated to me, “ It is so disturbing to realize my 
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