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Abstract

The de-institutionalization of healthcare systems around the world has led to the rise of home care

services as a preferred option. Many people with life limiting illnesses have expressed their wish to

stay at home during End-of-Life (EOL) care. The ability to die at home is made possible partly by

significant  levels  of  informal  caregiving  from  family  members  and  friends.  In-home  caregiving

presents many positive and negative experiences that are common among Canadian family caregivers

and their loved ones. However, cultural values and norms for immigrant family caregivers may shape

the experience of in-home caregiving in unexpected ways. The purpose of this research is to understand

the immigrant family caregiver’s experience of End-of-Life in-home caregiving. Using a Constructivist

Grounded  Theory  methodology,  I  interviewed  immigrant  family  caregivers  who  described  their

experience  of  taking  care  of  a  loved  one  dying  at  home.  Semi-structured  interviews  with  guided

questions were the means by which seven immigrant family caregivers described their experience of

EOL in-home caregiving. I analyzed the data using coding, memo-writing, theoretical sampling, and

constant-comparative processes. This analysis led to the co-construction of the theory Immigrant family

caregiver  experience of  EOL in-home caregiving:  A Relational  Process  of  Maintaining Dignity  in

Dying. Encompassed within this theory are three interrelated categories and nine sub-categories. 

Keywords:  Immigrant,  informal  caregiving,  in-home  caregiving,  End-of-Life,  constructivist

grounded theory.
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Chapter One: Introduction

Throughout history, caregiving has occurred within the family structure with family caregivers 

(FCGs) playing a vital role in the well-being of a loved one. Families are the most prevalent caregivers 

to dying persons worldwide (Emanuel et al., 2000). FCGs are a pivotal source of support for quality of 

life, well-being, and quality of care for terminally ill patients (Ullrich et al., 2017). At end-of-life 

(EOL), FCGs often confront some of the most stressful experiences in caregiving and may thus be 

affected by significant physical and psychosocial burden. This may include exhaustion and sleep 

disturbances for FCGs of home cared terminally ill patients (Corà et al., 2012), emotional problems 

such as helplessness, uncertainty, and hopelessness (Robinson et al., 2014), substantial reorganization 

or disruption of the family system, and increased possibilities for family conflict (Kramer et al., 2006), 

financial problems, isolation, and occupation-related problems in the phase of caregiving (Hudson et 

al., 2011), or the need to act as the patient's surrogate on decisions such as use of life-sustaining 

treatments (Hebert & Schulz, 2008). Commonly referred to as ‘hidden patients' (Kristjanson & Aoun, 

2004), these FCGs experience caregiver burdens that may not be obvious especially in an independent 

setting like at home. Patients and FCGs staying at home for EOL face burdens in addition to managing 

complex care needs – they have to navigate home care systems, make legal arrangements, and cope 

with grief (Apatira et al., 2008). Despite the availability of home care support in most Canadian 

communities, the ability to die in this patients’ preferred setting requires a great deal of support from 

family members. 

According to a Statistics Canada (2012) General Social Survey on EOL, 35% of Canadians who 

had provided care for their terminally ill relative or friend did so at home and for those who did not 

provide care in their own home, 17% would have preferred this option (EOL at home). This survey 

corroborates the preference of many Canadians to die at home and is suggestive of a critical 
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collaborative relationship between FCGs and professional services for an optimal home death 

experience. Seow and Bainbridge (2018) reported that without professional support, dying at home is 

not feasible because of how intense and complex EOL care can be. For many FCGs, informal 

caregiving is complemented by professional support which provides vital assistance and caregiver 

relief without which in-home caregiving could be more challenging. EOL care at home is important 

because it can be high quality, personalized, and more cost-effective than care in hospitals (Canadian 

Institute for Health Information [CIHI], 2007; Canadian Hospice Palliative Care Association  

[CHPCA]2013, 2015; Higginson & Evans, 2010). While the importance of informal caregiving cannot 

not be neglected for EOL in-home caregiving, the role of formal palliative care support services cannot 

be underestimated. The two frequently blend together well for an optimal EOL experience for both 

FCGs and their loved ones. In their study, Dhiliwal and Muckaden (2015) identified multiple benefits 

of a specialized formal support for the patient and FCG at home, listing improvements in symptom 

control, health-related communication, psychosocial support, appropriate and early hospice referral, 

and averted needless hospitalization; improved bereavement outcomes and caregiver satisfaction. In 

general, professional palliative care support is focused on quality of life for a patient and their family 

by managing symptoms, and providing emotional and psychological support. In Alberta, the provision 

of formal EOL care at home is the primary responsibility of Palliative Home care (PHC) service, a 

department in Alberta Health Services (AHS). PHC is responsible for the provision of in-home care, 

support, and comfort to people coming to the end of their lives and their families while supporting 

informal EOL in-home caregiving.  In Alberta, AHS delivers PHC services across the province with 

6,912 clients in 2018 (Johnson et al., 2018). Between 2016 and 2017, 47% of home care clients in 

Alberta received professional support in the last year of life (Canadian Institute of Health Information 

[CIHI], 2018). The Calgary Zone is one of the five geographically administrative zones in the province,
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providing professional EOL services to over 1.5 million people and a size of 39,300 km2. The PHC 

program in Calgary Zone provides 24-hour access so that patients and families can receive support for 

symptom management, emotional, and psychological support at EOL (AHS, 2014). 

According to Statistics (2016), an immigrant refers to a person who is, or who has ever been a 

landed immigrant or permanent resident. Through the process of immigration, immigrants are 

integrated as part of the a new society, a new country and a new experience. In Canada, such a person 

has been granted the right to live permanently by immigration authorities – Immigration, Refugees and 

Citizenship Canada (IRCC). The IRCC facilitates the arrival of immigrants, provides protection to 

refugees, and offers programming to help newcomers settle in Canada (Government of Canada, 2021). 

In this study, the term immigrant was expansive – it included all who had move to Canada regardless of

the year of their immigration or how they became a landed immigrant. This was because the simplicity 

of this definition facilitated participant recruitment without imposing any limitations based on 

conditions. 

The ongoing influx of immigrants to Canada means that they (immigrants) represent a significant

subset of FCGs providing informal support at home for a terminally ill relative. This is evident as 

described in a recent study that showed that more than 286,000 new permanent residents in Canada 

existed in 2017 (Meissner & Vertovec, 2015), with admissions projected to reach 350,000 in 2021 

(Immigration, Refugees and Citizenship Canada [IRCC], 2018). Also,  21.9% of the Canadian 

population identify as having been landed immigrants or permanent residents in a 2016 census 

(Statistics Canada, 2017). Although challenges exist for any FCG, EOL in-home caregiving presents 

additional nuanced challenges and experiences for immigrants FCGs than for native-born Canadians 

especially considering the various service barriers that culturally diverse FCGs face (Scharlach et al., 

2006). Such barriers include: language incompetency, insufficient social support, and limited health 
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service access and utilization (Olson, 2001). In addition to these factors, Omariba and Ng (2011) 

identified a limited health literacy (ability to access and use health information to make appropriate 

health decisions and maintain basic health) while Burgess (2004) identified cross-cultural 

communication, disparate health practice beliefs, and limited cultural awareness on the part of the 

provider as other major factors influencing access to health services as well as health outcomes on 

immigrants. These factors suggest significant variations in post-migration health across immigrant 

FCGs considering their different backgrounds as they support patients at EOL at home.

Problem Statement

AHS patients reflect the more general statistics about preferred location of death and FCG roles, 

with a sizable portion of the patient population made up of immigrants who as in other jurisdictions 

face additional complexities in caring for loved ones dying at home. For many patients and FCGs 

experiencing life-limiting conditions, home-based EOL care is common and indeed preferred. This 

trend is potentially similar for immigrant patients and FCGs but with additional complexities as a result

of the barriers already faced by this particular population. Immigrants (see definition below) to Canada 

tend to arrive healthier than people who are Canadian-born but over time as their years in Canada 

increase, their health deteriorates; this has been termed the “healthy immigrant effect (HIE)” (Asanin, 

& Wilson, 2008; Ng, 2011; Vang et al., 2017). Despite the HIE, some immigrants will subsequently 

experience excess morbidity and mortality from some chronic medical and psychiatric conditions 

(Fuller-Thomson et al., 2011) potentially receiving a home support from an immigrant relative as an 

informal FCG for EOL. 

In situations where immigrant FCGs are confronted with home-based EOL care of a relative in 

Alberta, they may face cultural and logistical challenges due to decreased health literacy or language 

ability, different modes of family based decision-making and filial responsibility, and decreased access 



5

to care due to insufficient financial and social resources (Bosma et al., 2010; Cruz-Oliver et al., 2014; 

Unroe et al., 2012). Poor proficiency in English or French (depending on the country of origin), age of 

arrival (65 and above), and recency of arrival in Canada significantly predicts a limited health literacy 

among immigrants (Omariba & Ng, 2011). Thus, information access and utilization in palliative care 

services can be challenging for this population. Considering these challenges, Seto and Angus (2012) 

said that immigrants have to negotiate death with professional support similar to the journeys that has 

taken them from one home to another in new countries. Like moving to and adapting to a new country, 

immigrants FCGs have to rely on accumulated knowledge, experiences, and assumptions to understand

and navigate EOL in-home caregiving in Canada. The similarity is in the unfamiliarity of both 

experiences as the immigrant might need support in order to navigate challenges. Care recipients and 

their immigrant family caregivers have to negotiate care with palliative care professionals and other 

informal caregivers in ways that accommodate their cultural values. This makes a culturally appropriate

approach to EOL in-home caregiving beneficial (Benzar et al., 2011). Nonetheless, this approach is 

challenged by a lack of research in examining the actual process of how immigrant FCGs (considering 

all the complexities of integration) experience EOL in-home caregiving in Canada in general and 

Alberta in particular to the best of my knowledge. This study sets out to provide insight into these 

existing knowledge gaps by exploring the in-home caregiving experiences of immigrant FCGs 

supporting a terminally ill loved one at home.

Definitions

For the purpose of this study, the term immigrant is any person from another country who has 

legal status to reside in Canada either as an Economic Class immigrant which is a category of 

immigrants selected for their skills and ability to contribute to Canada’s economy (skilled workers, 

provincial and territorial nominees, business immigrants, Quebec skilled workers and Canadian 
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Experience Class members, and their spouses and dependents (IRCC, 2018) or Family Class immigrant

which is an immigration category that includes any family members sponsored to come to Canada by a 

Canadian citizen or permanent resident (IRCC, 2018). 

Palliative Care – World Health Organization (WHO) defines palliative care as an “approach that 

improves the quality of life of patients and their families facing the problem associated with life 

threatening illness, through the prevention and relief of suffering by means of early identification and 

impeccable assessment and treatment of pain and other problems, physical, psychosocial and spiritual” 

(WHO, 2019).

Palliative Home Care – Palliative care, support, and comfort to people coming to the end of their 

lives and their families with a focus on managing symptom issues, providing emotional and 

psychological support at home (AHS, 2019). 

End-of-life (EOL) care refers to care for people in decline who are considered to have a terminal 

disease or dying in the foreseeable (near) future (CIHI, 2011). 

 The term EOL and palliative care are often used interchangeably but mean two different things. 

Palliative care focuses on pain relief and control of symptoms and to improve the quality of care for 

patients. According to Van Mechelen et al. (2013), some HCPs, lay people, and even research studies 

have used the term palliative care synonymous to EOL care – a situation that has created confusion 

regarding the exact content of the various concepts, the stage of life to which these concepts refer, and 

the patients for whom they may be appropriate. EOL care is defined by the Canadian Institute for 

Health Information (CIHI) as care for people in decline who are considered to have to be terminal 

disease or dying in the foreseeable (near) future (CIHI, 2011). In practice, the diversity of the palliative 

and EOL patient population may result in ambiguity when describing these patients.
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Purpose of Study

The purpose of this qualitative study is to understand the in-home caregiving experiences of 

immigrant FCGs as they support a terminally ill relative in Calgary Zone, Alberta. A Constructivist 

Grounded Theory (CGT) (Charmaz, 2014) qualitative methodology will be used and will allow for a 

partnership between the researcher and participants in order to explore the multiple realities of EOL in-

home caregiving among immigrant populations. 

Research Question

 In response to the study purpose, the following research question (RQ) emerged:

What are the EOL in-home caregiving experiences of immigrant family caregivers?

Researcher's Assumptions

This study proposes that as immigrant FCGs provide EOL in-home caregiving to a terminally 

loved one, they will experience alterations in the meaning of a home, health, cultural values, and 

traditions. The basis of my assumptions stems from the beginning of my career as a nurse 

internationally in 2009 before moving to Canada in 2012 and then becoming a Registered Nurse in 

2015. In Alberta, my work predominantly involves working with older adults and their family 

caregivers. Throughout my career, I have been intrigued by the commitments and contributions of 

family caregivers to support the quality of life (QOL) of their loved ones. This has made me appreciate 

firsthand the benefits and the challenges of being a family caregiver.  As an immigrant myself, I have 

often pondered what this experience is like for family caregivers still adapting to a new country while 

providing informal care to a dying loved one. I am curious to know what the EOL in-home caregiving 

experience could be for immigrant family caregivers and their loved ones, and I was prompted to 

further explore the topics of immigration, EOL, and in-home caregiving. I approached this study with 

the assumption that the experience of EOL caregiving at home by immigrant FCGs may be 



8

compounded by factors related to immigration and adaptation not obvious to native-born Canadians. 

This assumption is significant when FCGs have to interact with an unfamiliar health care system and 

particularly so when the patient is receiving EOL care at home. I presuppose that the barriers already 

faced by immigrant FCGs will make EOL in-home caregiving in Alberta even more challenging than 

that of the average native born-Canadian. 

Study Significance/Rationale

The study’s timing is significant because it takes into account the historical push for the de-

institutionalization of the health care system, making in-home caregiving a viable option for End-of-

Life (EOL) among many Canadians. While home-based palliative care is associated with higher levels 

of patient and FCG satisfaction (Dhiliwal etal., 2015), many FCGs who assume the caregiver role 

become vulnerable to personal economic hardship and financial stress, as well as the fallout from such 

stress resulting in poorer health (National Alliance for Caregiving & Evercare, 2009; National Family 

Caregiving Association, 2009). Consequently, the need for a research study to understand how 

immigrant FCG experience EOL in-home caregiving. This is significant because it can provide 

valuable data on how palliative care professionals can better understand and support immigrant FCGs 

providing informal caregiving to a terminally ill loved one at home. This research will also be a 

platform for future research work on the implications of EOL in-home caregiving for immigrant 

populations.  

Outline of Chapters

For readability and a chronological flow of information, this thesis is organized into the 

following chapters: introduction, literature review, methodology, data analysis, and discussion. Each 

section throughout the thesis will provide insightful and engaging information to support conducting 

the research project and the overall findings.
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In the second chapter of this thesis, I present a review of the literature that explores and relates to

the gap of immigrants experiencing EOL in-home caregiving in the Calgary Zone, Alberta. The purpose

of completing a thorough literature review is to provide context to the research study. Furthermore, the 

literature review informs the researcher on the current studies completed about this topic, critical for 

finding where the study fits within the context of existing research.

In the third chapter of this thesis, I will give an overview of the history of Grounded Theory, the 

underpinnings and tenets of Constructivist grounded theory (CGT); the methods used in my study, as 

well as explain my data collection strategy which includes sampling, participant recruitment, 

interviews, coding, memo writing – all integral to CGT theory. Also, I will describe how CGT is an 

appropriate methodology to answer my research aims. I will discuss issues of trustworthiness, and 

ethical considerations. For the remaining chapters, the fourth chapter will be on results of the study, 

while the fifth chapter discusses the results compared to the existing empirical literature and provides 

implications for practice and further research.

Summary

The introduction provided an overview of the reasons for completing the research project, which 

included: background to the study, problem statement, definitions, purpose of study, research question, 

researcher assumptions, and study significance and rationale, concluding with the organization of the 

thesis. This study aims to contribute to existing literature regarding how immigrant FCGs’ experiences 

shape the ways in which they support a dying loved one at home. Ideally, this research will present a 

small piece of evidence that shows how this experience may be different for immigrant FCGs and 

native born Canadians. Although this research has been conducted in Calgary, Alberta, it has the 

potential to add to the understanding of experiences of most immigrant FCGs as it relates to EOL 

caregiving nationwide. The next chapter will present an in-depth literature review.
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Chapter Two: Literature Review

Canada is a multi-ethnic and multicultural nation with ongoing immigration continually adding 

to this diversity. This diversity is central to the identity of Canada and what it means to be Canadian. 

The words ethnicity and culture have significant overlap and are usually used interchangeably although

they mean different things; ethnicity primarily refers to group identity arising from a common history, 

kinship and language while culture refers to the way members of a particular ethnic group relate to 

their environment and each other (Merriam Webster, n.d).  With significant levels and diversity of 

immigrants, the Immigration, Refugees and Citizenship Canada (IRCC) have numerous projects to 

support newcomers’ settlement and social integration. Through the IRCC’s Settlement Program, 

eligible newcomers (immigrants and refugees) receive information about life in Canada and the 

community in which they will settle, language training, help finding a job, and connections with 

established immigrants and Canadians (Government of Canada, 2019). Despite these supports, 

immigrant integration and adaptation are still hindered by numerous challenges. Such challenges 

include health care access barriers, language barriers, cultural beliefs, and lack of support (Olson, 2001;

Omariba & Ng, 2011). Considering these challenges and with particular attention to the focus of this 

study, it is imperative that immigrant FCGs guide EOL in-home caregiving and ensure that the formal 

care received is culturally sensitive – care that is relevant to patients’ needs and expectations 

(Majumdar et al., 2004).  Culturally sensitive EOL care is valuable because it involves the integration 

of cultural knowledge and awareness into individual and institutional behavior (Wells, 2000). It allows 

palliative care professionals to understand, respect, and consider the particular cultures their patients 

and their families come from. For example, it is considered inappropriate and culturally insensitive to 

discuss impending death with patients and families in some cultures while other cultures are willing to 

engage in such conversations. 
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A few studies have explored the experiences of migration and post-immigration resettlement on 

palliative care among immigrant FCGs with specific attention to Chinese immigrants (Seto & 

Angus, 2012; Nielsen et al., 2015 in Ontario and Nova Scotia respectively). Seto and Angus (2012) 

concluded that a key implication is the need to move away from simplistic conceptualizations of 

culture to a critical approach that will enable HCPs to understand and find comfort in working with the 

fluid, dynamic, and contextually-driven nature of culture and dying at home. Nielsen et al. (2015) 

supported this by highlighting the need for cultural competence to move away from models that portray

cultural beliefs as shared, fixed patterns, and take into account the complicated reality of everyday care 

provision with respect to EOL in the home. These two studies highlighted culture as a broad and ever-

changing attribute that has significant influence of how to support a dying loved one at home. Klassen 

et al. (2012) conducted a study in six pediatric oncology facilities on immigrant parents dealing with 

pediatrics cancers (malignancy) supported the need for education to ensure that HCPs develop cultural 

awareness, knowledge, attitudes, and communication skills. In general, the conclusions supported the 

idea that EOL in-home caregiving experiences among immigrants are complex, requiring HCPs' 

awareness and responsiveness to the diversity in the immigrant populations, and the cultural influence 

on death and dying at home in a new health care system.  Additionally, the heterogeneity of immigrant 

FCGs and their loved ones make the provision of culturally sensitive and competent EOL care a 

challenge for palliative care professionals (Ahmed, Shommu et., 2016). I intend to synthesize the 

literature on these concepts. 

Immigrants, Immigration, and Canada

In 2017, the majorities (60.3%) of new immigrants were admitted under the economic category, 

26.8% were admitted under the family class to join family already in the country, and 11.6% were 

admitted to Canada as refugees (Statistics Canada, 2017). For the first time, Africa ranked second 
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ahead of Europe as a source continent of recent immigrants to Canada, with a share of 13.4% in 2016 

while Asia (including the Middle East) remains the top source continent of recent immigrants with the 

majority (61.8%) (Statistics Canada, 2017). Toronto, Vancouver, and Montreal are still the place of 

residence of many immigrants to Canada. In addition to contributing to the social and economic 

development of the country, immigrants and their descendants play a significant role in shaping and 

enriching the ethnic, cultural, and linguistic composition of Canadian society. Among recent 

immigrants living in Canada in 2016, almost half (48.0%) economic immigrants were admitted through

the skilled workers program and more than a quarter (27.3%) under the provincial and territorial 

nominees’ program (Statistics Canada, 2017). The increase in the number and diversity of international 

immigration to western developed countries has raised public and policy concerns about how well 

immigrants will be integrated into the economic and social fabric of the receiving society (Hou et al, 

2018). These concerns are accentuated because immigration generally includes a series of transitions: 

changes in personal ties and the reconstruction of social networks, the move from one socio-economic 

system to another, and a change from one cultural system to another. New immigrants to Canada have 

to adapt and integrate into an unfamiliar environment and the dominant Canadian culture. While there 

are challenges immigrants face with integration, immigrating to Canada offers immigrants a chance at a

better life with better economic opportunities and safety than their countries of origin. 

Despite the heterogeneous nature of immigrant populations, there are similarities in the 

challenges associated with integration and adaptation in the new host country. The process of 

adaptation is best described as acculturation. Acculturation is broadly defined as the set of cultural and 

psychological changes that follow the contact between two cultural groups and their members (Berry, 

2005). For many, it begins immediately post-immigration and is potentially long and challenging. 

Historically, acculturation as an immigrant experience was frequently viewed as a unidirectional 
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process of assimilation with immigrants adopting the dominant culture to the detriment of their 

traditional customs. Gordon (1964) argued that for newcomers, "the price of such assimilation is the 

disappearance of the ethnic group as a separate entity and the evaporation of its distinctive values" (p. 

81). This argument views acculturation as a natural and evolutionary process where minority groups 

had to adjust to the mainstream culture. Conversely, later perceptions of immigrant acculturation led to 

a bi-dimensional approach, an acknowledgment that immigrants can identify with both their previous 

culture and the dominant culture of the new host country (Bourhis et al., 1997). A large body of 

psychological and sociological research supports the bi-dimensional approach underlying immigrants’ 

sociocultural and psychological integration: cultural maintenance (the importance of retaining own-

group heritage culture) and participation in the receiving society (Berry, 1997; Ward 2013). This 

implies that immigrants still held on to their traditional sub-identities while gaining membership into 

the new host society. 

Berry (1980), a cultural psychologist developed a model, with two dimensions (previous culture 

and dominant culture) intersecting to create four acculturation categories — assimilation (adopts the 

receiving culture and discards the heritage culture), separation (rejects the receiving culture and retains 

the heritage culture), integration (adopts the receiving culture and retains the heritage culture), and 

marginalization (rejects both the heritage and receiving cultures). These acculturation categories have 

been widely used to understand immigrant integration in a new society with the integrated acculturation

strategy being associated with the most favorable psychosocial outcomes, especially among young 

immigrants (David et al., 2009). Such outcomes include higher self-esteem, lower depression, and pro-

social behaviors (Chen et al., 2008). With the integrated acculturation strategy, immigrants embrace 

both cultures; placing value on original cultural identity to guide contact with the new environment in 

order to guarantee a successful merger with the values of the dominant society. This acculturation 
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model has also come under some criticism itself. Rudmin (2003) criticized Berry’s model because the 

categories were not well differentiated, the categories required the classification of individuals as high 

or low on receiving-culture acquisition and on heritage-culture retention; that it adopts a “one size fits 

all” approach for all immigrants. Another criticism of the Berry model was the notion of validity of 

marginalization as an approach to acculturation (Del Pilar & Udasco, 2004) — the likelihood that a 

person will develop a cultural sense of self without drawing on either their heritage or receiving 

cultural contexts (Schwartz et al., 2010). The unidirectional or bi-dimensional views are not set rules 

for acculturation and are not mutually exclusive to each other. An immigrant's acculturation experience 

often is not systematic but a complex interactive process with lots of positive and negative events and 

feelings. Post-migration resettlement and integration unfolds not as an isolated process but a continuous

and interactive break down in social barriers to participation in the larger society, and promoting 

opportunities for intercultural encounters in person, in the media, in schools, and in other institutions 

(Berry & Hou, 2016). Acculturation for the recent immigrant becomes a serious question of (1) is it of 

value to maintain the original cultural heritage? And (2) is it of value to engage in intercultural contact 

with other groups, including members of the dominant culture? (Berry, 1997). For the immigrant 

family, this could take any form depending on internal familial characteristics and the external 

dominant cultural characteristics.

Immigration as a Social Determinant of Health

The health of immigrants is a product of environmental, economic, genetic, and socio-cultural 

factors related to when they immigrated to Canada, where and how they lived previously, and how and 

why they immigrated (Gushulak et al., 2011). The interactions of pre-migration, migration, and post-

migration experiences have substantial bearing on the social determinants of health (SDH) of many 

immigrants. For Castaeda et al. (2015), the immigration experience itself must also be positioned as a 
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SDH in its own right. This argument relies on the notion that pre-migration social and environmental 

factors can intersect with the post-migration adaptive strategies in ways that affect the health of 

immigrants. Access to healthcare is a documented SDH for immigrants with limitations due to barriers 

such as poor understanding of health care systems, linguistic barriers, cultural barriers, discrimination 

issues, and economic barriers (Setia et al., 2011). Even when health care is accessed, there may be 

some crucial societal and cultural dimensions of immigrants that exerts significant influences on the 

understanding, recognition and management of health among this population. 

Post-immigration factors such as place of residence, employment, education, income, and access 

to healthcare can also influence the health of immigrants (Gushulak et al., 2011). One of such is the 

difficulty immigrants have in navigating the health care system due to lack of knowledge about 

available resources, insufficient language appropriate health material, and limited personal financial 

resources (Betancourt et al., 2003; Daker et al., 2002; Lampley-Dallas, 2002). Barriers such as these 

have a detrimental impact on the use of formal supports by ethnically diverse immigrant family 

caregivers (Daker-White et al., 2002). Scheppers et al. (2006), in their review suggest that potential 

barriers occur at three levels: individual, HCP, and system levels. At the individual level, characteristics

were identified as demographic variables, social support variables, health beliefs and values, personal 

and community enabling resources, and perceived personal health practices. At the provider level, 

attitudes and skills of the HCP were reported as potential barriers while at the system level barriers 

were associated with the organization of the health care system. Lai and Chau (2007) revealed that 

service barriers were predictive of adverse outcomes for elderly immigrants in regards to their physical 

and mental health. One proposed mechanism to overcome these barriers is cultural competence training

on the part of HCPs and organizations to reduce racial and ethnic disparities in care (Weech-Maldonado

et al., 2012) as it recognizes the importance of social and cultural influences on patients considering 
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how these factors interact, and devising interventions that take these issues into account (Betancourt et 

al., 2003).

Conversely, many studies have reported the "Healthy Immigrant Effect (HIE)" (Asanin, & 

Wilson, 2008; Ng, 2011; Vang et al., 2017) arguing that the general health of immigrants is 

significantly better than native-born Canadians immediately after immigration. This argument appears 

to be based on pre-immigration cultural and health practices in combination with the rigorous selective 

processes of the immigration. However, HIE advantage is lost over time; a phenomenon called the 

convergence paradigm of acculturation (Gushulak & MacPherson, 2006; Ng, 2015). This is different 

for each immigrant and dependent on their immigration status (economic class, family class and 

refugees) support systems, health status, length of stay in Canada, income among others. Ahmed et al. 

(2016) reported causal factors for this deterioration in health status to include discrimination, cultural 

differences, environmental factors, and health care system-related factors.

The SDH lens on immigration highlights two prominent limitations; “firstly, the diversity of 

countries and immigrant groups data are not easily comparable, and secondly, the generalization of 

results received in one context and for another context may be questioned” (Titzmann & Fuligni, 2015. 

p.409). This makes it challenging in discussing the differences and similarities across related studies. 

Consequently, though access to healthcare has the potential to improve with more awareness of 

available services, the specificity of immigrants attributes and the heterogeneity of this population’s 

experiences, and contexts made it challenging to assess the impact of SDHs.

Implications of Immigration on Health Care Providers 

The diversity and differences in health determinants, migration experiences, language, and 

culture among migrant patients can be pose challenges for HCPs and health care systems. This 

diversity may be highlighted in the urban metropolitan areas of provinces where most immigrants 
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particularly recent immigrants reside in Canada (Statistics Canada, 2016). This diversity suggests that 

while HCPs in situations involving small numbers or groups of immigrants can benefit from 

standardized guidelines and recommendations, aggregate or collaborative studies on the subject may be

hard to do. It is important for HCPs to know the value of understanding patients’ beliefs, behaviors, and

values in order to deliver care in a culturally competent and culturally safe manner. Community and 

public health initiatives involving national coordination of multiple centers and standardized definitions

can provide improved understanding of migration-associated health issues and reduce cohort effects 

(Gushulak et al., 2011). For example, Canada’s Tuberculosis (TB) surveillance system has relied on the

chest radiography to i) identify persons with prevalent active TB pre-arrival and ii) identify persons at 

risk of developing and transmitting TB post arrival (Chan et al., 2017). Applicants with a history of 

treated TB or evidence of old healed TB on pre-arrival chest radiography undergo follow-up with 

public health authorities after arrival. HCPs have to be aware of countries at high risk of infectious 

diseases such as TB to better serve immigrant populations. 

Considering the immigrant populations, HCPs and health care systems should be vigilant in 

looking for infections or diseases among newcomers from particular regions of the world with high 

prevalence of health conditions of concern. This is particularly significant for communicable diseases 

not prevalent in Canada. This has implications on how HCPs obtain health histories from immigrant 

patients to help determine their health risks and suitable next steps in patient care. HCPs ought to be 

ready to help new immigrants with health conditions to identify and share community health supports 

that may assist immigrants and refugees. To effectively support immigrants, HCPs and health systems 

have to keep in mind the immigrants’ life experiences and transitions when planning and providing 

care.
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Family (Informal) Caregiver

FCG(s) is a family member(s) who assumes the informal caregiving role, providing significant 

contribution to care (Aoun et al., 2005) as an unpaid non-professional (Navaie-Waliser et al., 2002). A 

General Social Survey by Statistics Canada (2013) defined FCGs as people aged 15 and over who 

responded that in the previous 12 months, they had either a) provided help or care to a person with a 

long-term health problem or a physical or mental disability or b) provided help or care to a person with 

ageing-related problems. This could be any relative, partner, friend, or neighbor who has a significant 

personal relationship with and provides a broad range of assistance for the patient. The help of FCGs 

could take the forms of transportation; meal preparations; housework; personal care; medical care 

(changing dressings or taking medications); organization or planning of care; and management of the 

care recipient’s finances. Taking up these roles is potentially beneficial for patients especially in the 

context of government cost constraints, when FCGs are expected to take on more of the care once 

provided by nurses (Ward-Griffin & McKeever, 2000). Consequently, the FCGs and patients’ dyad 

have to make decisions about caregiving – what is required, how to approach caregiving and what 

support is available. The “informal Care Model” proposed by Broese van Groenou and Boer (2016) 

highlight the dependence of care decision on many important factors such as the care recipient's needs, 

attitudes, and beliefs towards caregiving, perceived difficulties, relationship between those involved, 

the family and social network as well as the community.

 A growing segment of FCGs at EOL in Canada consist of family members, friends, and 

neighbors who simultaneously provide unpaid care to older adults and their own children while also 

participating in the paid labor market (Duxbury et al., 2009). The time commitment and intensity of 

care-giving has the potential to escalate in the context of EOL care where informal caregivers are asked

to provide care at a time when they are also dealing with their own sense of impending loss. Also, the 
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demands of caregiving occur as FCGs have to deal with anticipatory grief which can be distracting to 

them (FCGs) being physically and emotionally present to the dying person. In Canada in 2013, over 

one quarter (28%) of caregivers, at some point their lives, provided care to someone who was 

terminally ill, and most often, caregivers providing EOL care were caring for their terminally ill parents

(41%) (Statistics Canada, 2013).  It is physically exhausting, at the same time be emotionally and 

financially burdensome (Hudson et al., 2011). It is not surprising that the health and well-being of 

family caregivers can decline when they provide EOL care at home (Hudson & Payne, 2009). 

Conversely, family caregiving has considerable rewards such as having positive, empowering, and 

memorable experiences (Balducci et al., 2008), and allows for FCGs’ closure after death and provides 

meaning in their experiences (Stajduhar, 2003). It is also important to note that in general, studies do 

not portray all family caregiving as an inherently burdensome experience predisposing caregivers to a 

variety of negative and distressing psychological and social outcomes. Hudson and Payne, (2009) 

described this concept as the negative and distressing portrayal as a “pathologizing of the family carer 

role” (p. 279).

FCGs’ contribution to health care systems is crucial considering the amount of physical and 

emotional care they provide for individuals with life-threatening and terminal illnesses who wish to die 

at home. Not only are FCGs the ‘invisible’ providers within the health care system in Canada, but they 

have emerged as the principle source of support for patients who are dying at home (Stajduhar, 2013).  

As healthcare systems are confronted with increasing numbers of ageing and terminally ill patients, the 

question of where people want to be cared for has received considerable attention (Gerber, Hayes & 

Bryant, 2019). Thus, the feasibility of EOL in-home caregiving is at the center of many EOL decisions 

and it is particularly dependent upon the efforts of FCGs (Gomes & Higginson, 2006). While providing

EOL care at home maybe be the preferred option for many FCGs, it is not without consequences for 
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FCGs, the patient and the entire family. Challenges for FCGs include being adequately informed to 

provide care and make health decisions (Stajduhar et al., 2010), developing and maintaining 

relationships with paid providers (Egan & Horvath, 2006), accessing supports and navigating the health

care system, and gaining knowledge regarding pain and symptom management as well as signs of 

impending death (Ceci, 2006).

Family Caregiver Burden and Immigrants

Kozachik et al. (2001) defined FCG burden in general as a multidimensional bio-psychosocial 

reaction resulting from an imbalance of care demands relative to caregivers' time, social roles, physical 

and emotional states, financial resources, and formal care resources given the other multiple roles they 

fulfill. FCG burden remains an issue in today's health system partly due to an increase in family 

involvement in patients' healthcare decisions and the tendencies to de-institutionalize care. FCG are 

likely to experience caregiving related effects across dimensions that include physical, emotional, and 

financial difficulty, as well as participation restrictions and work productivity loss (Wolff et al., 2016). 

The strain of caring for a dying relative has been well documented in the literature to include: stress, 

anxiety, exhaustion, and depression (Candy et al., 2011). Caregiving burden at home is compounded by

challenges associated with EOL such as poor continuity of care, human resource constraints, decreased 

access, and increased reliance on unpaid FCGs (Armstrong-Stassen & Cameron, 2005; Woodward et al,

2004). EOL in-home caregiving can create ambiguities when the logic and practices of the health care 

system become superimposed onto the logic and practices of the home. 

Caregiver burden arises as immigrant FCGs have to fulfill cultural expectation of EOL part of 

which was letting a loved one die at home. The promise of a home death was challenged by a) lack of 

preparedness for caregiving b) difficulty accessing professional support and information c) frustration 

with the inadequate help received (Topf et al., 2013). This was the case when FCGs took upon in-home 
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caregiving despite having only a vague idea of what it entailed and with little or no orientation.  

Activities such as arranging appointments, meal preparations, and transportation among many others 

may make FCGs feel unprepared for the amount of work involved. The need for help may not be 

obvious when FCGs consider EOL in-home caregiving for their loved one particularly when a home 

death is a promise to the dying person.  Stajduhar and Davies (2005) revealed in their study that the 

promise to provide a home death was of vital importance to the FCGs. If this promise is not met, FCGs 

may experience profound feelings of guilt, betrayal, disappointment, loss, remorse, and regret.  

Achieving the promise is further challenged in the case where the FCG (s) is an immigrant(s), 

potentially making it more difficult for a population already struggling with housing, healthcare access,

income issues, and other post-immigration barriers. Another challenge maybe fulfilling cultural desires 

in a diverse society such as Canada.

Immigrant families like other families depend on each other's support in matters of health, 

education, and security among others. There are socio-emotional ties and enduring responsibilities that 

accompany the family (Demo et al., 2000) that are also present among immigrant family members. 

Foner (1997) stated that the structural constraints and conditions immigrants confront in their new 

environment shape the kinds of family arrangements, roles, and orientations that emerge among them. 

For example, constraints with entering the labor market, gaining adequate employment, and pursuing a 

successful occupational career could hinder immigrant FCGs from fully supporting a loved one dying 

at home. An immigrant family member supporting a sick relative while adapting and integrating into a 

new culture can be challenging. The newcomer then is faced with difficult decisions and negotiations 

when a relative is diagnosed with a terminal disease. Decisions about institutionalization of a 

terminally ill relative, Goals of Care Designation (GCD), awareness and understanding disease process,

when to stop curative measures and initiate palliative care, how to manage informal caregiving at 
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home, grief, fear, and past experiences become central. Even though the stress associated with these 

dilemmas can be variable among FCGs, any post-immigration uncertainties could potentially make this

burden significantly stressful, especially in EOL in-home caregiving circumstances. Navigating and 

negotiating care in the unfamiliar terrain becomes significantly stressful for the families dynamic as 

immigrant FCGs support a loved one at EOL. Immigrant caregiver burden might be highlighted when 

patients and FCGs have to consider EOL in-home caregiving. Stress occurs when demands outweigh 

the personal and social resources of an individual (Lazarus & Folkman, 1984), a situation that many 

immigrant FCGs can be prone to. Studies have found that often, all caregivers gradually lose their 

social lives as the health status of patients (family members) deteriorates. Consequently, they (FCGs) 

have to abandon some personal plans and often feel a reduced sense of autonomy and increased 

feelings of loneliness (Sand & Strang, 2006). Two additional studies showed that service barriers 

increased the likelihood of depression among older Chinese immigrants and that being an immigrant 

was the highest cultural predictor for caregiver burden among Chinese individuals (Lai, 2004a; Lai, 

2007). These studies support the fact that being an immigrant and at the same time a FCG may lead to 

stressful outcomes because of the considerable challenges that are inherent in these two attributes.

Suwal (2010) stated that the feelings of reciprocity and the immigrant status of caregivers have a 

substantial effect on the health and quality of life (QOL) for FCGs. The feeling of reciprocity 

(responding to a positive action with another positive action) plays a significant role in FCGs providing

support even to the detriment to their health. As the care-recipient’s ability to self-care decreases, 

reciprocity becomes increasingly unidirectional (Pearlin et al., 1990), presenting significant negative 

consequences for the well-being of their caregiver, reported in many studies as caregiver burden (Corà 

et al., 2012; Robinson et al., 2014). Reciprocity even though rewarding, can be hampered by the 

attributes of FCG burden. An immigrant FCG's commitment to their sick family members can be 

https://www-tandfonline-com.ezproxy.lib.ucalgary.ca/doi/full/10.1080/00049530500141022
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considerable regardless of the impact it has on their health condition. Reviews of concepts related to 

caregiver research have revealed both negative and positive aspects of family caregiving, including 

QOL and well-being (Hunt, 2003; Lim & Zebrack, 2004). For any FCG, QOL is a multidimensional 

construct which concerns the subjective view of the well-being of the caregiver. It includes health and 

functioning, socioeconomic status, psychological, emotional and spiritual, and family domains (Lim & 

Zebrack, 2004). Negative concepts are labeled as burdens, hassles, strain, and stress; and positive 

concepts are considered as caregiver esteem, uplifts of caregiving, satisfaction, finding meaning, and 

enhancement of the experience (Hunt, 2003). 

For the immigrant FCG, the caregiving experience is shaped by sociocultural contexts within 

which caregiving has personal meaning and social significance (Guo et al., 2019). Culture manifests 

through components and indicators including, but not limited to language, country of origin, ethnic 

origin, ethnicity, religious/spiritual beliefs, race, cultural norms, cultural values, and beliefs (Lai,

2007). Cultures have common health beliefs that dictate and explain how people view illness and death.

As people migrate, they bring along their cultural beliefs and values which significantly influences the 

experience of death and dying in their new environment. According to Kirmayer (1989) culture is 

linked to the way emotions, mental distress, social problems, and physical illness are perceived, 

experienced, and expressed. For example, some cultures place a substantial value on the community, 

letting the family make decisions while others encourage individual independence allowing each 

patient to make their own decision. Immigrant FCGs bring with them culture specific ideas and values 

related to EOL care and a home death. Some immigrant FCGs may be influenced by the dominant 

culture of the host country requiring them to blend cultural values for decision making. As such, many 

immigrant FCGs have to draw on two or more cultures to guide EOL in-home caregiving decisions. 

This concept supports the view that the immigrant FCG’s view of EOL in-home caregiving is enriched 
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by multiple social relations and cultural influences within and without the borders of their host country. 

The coming together of these cultural influences for the immigrant FCG and their loved one has 

bearings on in-home caregiving expectations, how much information about illness and treatment is 

desired, how death and dying will be managed, bereavement patterns, gender and family roles, and 

processes for decision making among many others. 

There are a limited number of studies that have attempted to understand how the cultural values 

and norms shape care-giving experiences at EOL among immigrant FCGs. Most studies have used 

ethnic group differences to understand how FCG burden varies among different cultural groups (Knight

& Sayegh, 2010). Dilworth‐Anderson et al. (2002) in their literature review argued that immigration 

should be included as a significant part of cultural diversity when conceptualizing caregiving among 

immigrants while Berry (1997) concluded that level of acculturation is a particularly pertinent concept 

to understand the diversity in immigrants' caregiving experience. As such, conceptualizing immigrant 

FCG burden is challenging due to these two concepts (diversity and levels of acculturation). There is a 

limited knowledge regarding how cultural values and acculturation shapes immigrants' caregiving 

experience when supporting a loved one at EOL. Lai (2007) in her study of Chinese-Canadians 

concluded that despite the filial piety values and beliefs held by these caregivers, they do as non-

immigrant caregivers do report challenges and feel the burden. This indicated that the value of filial 

piety did not always yield positive outcomes for immigrant FCGs. Ng et al. (2016) in their study 

argued that despite filial piety, many immigrant FCGs have extrinsic motivations for EOL in-home 

caregiving such as practical demands that can lead to caregiver burnout and burden. For example, even 

with strong filial piety,  immigrant FCGs will experience poorer financial status as a result of in-home 

caregiving, which is predictive of a higher level of burden (Hudson et al., 2011). Conversely, the same 
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study (Lai, 2007) reported that if the effects of other confounding factors are controlled for, filial piety 

is a significant predictor for lower levels of care-giving burden. 

 Meaning of Home to Immigrant Family Caregivers

 The growth in demand for home-based care has prompted a trend towards palliative care 

delivered in the home (Guerriere et al., 2010; Romanow, 2002). EOL in-home caregiving using other 

supportive care services has implications not only for the trajectory of EOL care in the community but 

also on the meaning of a "home" to the patient and FCG. The concept of home is not only constituted 

by immigrant’s habitation experiences of their homeland but also by experiences they have in the new 

country (Lewin, 2001).  Thus, it is important to study the meaning of "home" that immigrants bring 

with them and the possible transformations these meanings have undergone after immigration. For 

many, a new home in Canada represents much more than a place to stay. It is an important signal of the 

start of a new life in a new country for recent immigrants. For new immigrants, finding a suitable place 

to live in a safe and welcoming neighborhood is an important first step towards successful resettlement 

and integration. It indicates the essential boundaries of individuals' and families' private lives and 

shows how they relate to the surrounding society (Lewin, 2001). A new home becomes a safe place for 

families where cultural sub-identities, values, and beliefs can be expressed freely in a new country. 

These familial social networks have been associated with better emotional health for immigrants 

(Fuller-Thomson et al., 2011). 

The most predominant view of a home in the nursing literature has been to refer to the place or 

the setting where people live. A "home" is most frequently used to describe the place where nursing 

care is provided from a predominately nursing perspective (Gillsjö & Schwartz-Barcott, 2011). The 

view of home has been enlarged by Hammer (1991) based on the assumption that the feeling of being 

"at home" is essential to health and well-being which makes it an important issue when planning and 
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providing health care for immigrants. A home is not just a house; it is a place, relationship, and 

experience (Gillsjö & Schwartz-Barcott, 2011). Despres (1991) associated a psychological meaning of 

home with security and refuge, privacy, self-expression, reflection of one’s ideas and values, activity 

and locus for emotional experience. This illustrates how FCGs see "home" beyond a place or a location

but a place to connect with loved ones, informed by everyday home activities as well as a physical 

environment of connection.

 Considering that immigrants already experience housing issues, the meaning of a physical 

location for home care is worth exploring. In 2011, newcomers who had been in Canada for five years 

or less were almost three times more likely to be in “core housing need” (29.6%) than non-immigrants 

(11%) even though their (newcomers) housing situation generally improved the longer they stayed in 

Canada (Canada Mortgage and Housing Corporation [CMHC], 2014). The housing needs of recent 

immigrants can be characterized by a dependence on rental housing where affordability can be a 

barrier. According to the CMHC (2014), recent immigrants to Canada are more likely to spend more 

than 30% of their income on shelter at some point, in part due to their larger average family sizes and 

tendency to settle in large, expensive cities. Despite the high affordability of housing among new 

immigrants, they are much more likely to live in crowded households as defined by National 

Occupancy Standards (NOS) - this definition is based on affordability, adequacy, and suitability (Rea et

al., 2008). The dynamic interaction of the circumstances surrounding the migration, housing, and the 

characteristics of the migrant family, resettlement conditions, and support systems may produce or 

prevent conditions conducive for the support of a family member at home. With EOL in-home 

caregiving, the home may be even more significant because of the possible disruption to multiple 

meanings to the new immigrants (Seto & Angus, 2012). The idea of a home will vary depending on the 
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FCG, the patient and other circumstances surrounding EOL care making the meaning of home is a 

dynamic and elusive concept (Collier et al., 2015).

Gillsjo et al (2011) analyzed the meaning of home among older women and found a home to be a

relationship and an experience, as well as a physical place to live where people feel comfortable and 

secure. Further, Moloney (1997) drew a relationship between individuals and their stories of making a 

home, both in the sense of having a house, and finding a secure and comfortable place in the world. 

This lends more meaning to a home being more than a house or a physical structure that has in it 

special relationships between people living in it and their environment. For Dovey (1985), home 

emerges out of the dwelling activities, the appropriation and the opportunities available in each 

particular circumstance. It is an insider’s experience and it is always unique’ (p. 51). The home then 

becomes a space where personal routines happen, giving the patient and FCG a sense of identity and 

connected to self, the experience of dying, the health care system and the world. The home provided 

identity and reinforced their sense of self and identity, autonomy and independence (Saarnio et al., 

2016). The FCG and patient will feel rooted and attached to their homes as a secure base from which 

they reached out to the world. Molony (2010) concluded that self-reconciliation, empowerment, and 

relationships were recognized as part of the meanings of home – a meaning that is complex, dynamic 

and varies among FCGs, patients and HCPs. In light of this study, the concept of a home appears to be 

a space created by patients and FCGs allowing for support of a dying loved one physically and 

psychologically. It is a space, an experience and an environment that is comfortable and safe both for 

the body and the mind. In the context of palliative care, a common focus has been on the home as 

place, i.e., the location where many people wish to spend the last months of their lives and die 

(Tryselius, Benzein & Persson, 2018). Consequently, the home becomes a place and an experience with

relevance to the immigrant FCG, patient and the multidisciplinary team. 
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Immigrant FCGs and EOL in-Home Caregiving

In their study, Gomes and Higginson (2006) identified factors affecting a place of death a) 

factors related to illness b) individual factors and c) environmental factors. For many Canadians 

including immigrants, a combination of these factors make the home a preferred option for FCGs and 

patients with a progressive illness. Tryselius et al., (2018) in their research showed that the private 

home becomes a central position in processes of palliative care and dying. Achieving a home death for 

a dying loved one is seen as the epitomes of the ‘good death’ while an institutional death conjures 

images of a technical, impersonal and even inhumane demise (Seymour, 1999). EOL in-home 

caregiving takes on a new dimension for immigrant FCGs for whom the “home” already has complex 

meanings when supporting a terminally ill patient at EOL. The new meaning of a home may support 

dialogue among those involved in organizing care, and at the same time promote a better EOL in-home 

caregiving experience of patients and immigrant FCGs. Thus, EOL in-home caregiving then becomes a 

major event for immigrant caregivers with significant effects on health, employment, and finances. 

Delivering EOL care at home may be complicated more by the heterogeneous nature of immigrants, the

disease conditions, and the variability in the home environment. This unpredictability is compounded 

by the barriers of adequate housing and health system literacy common among immigrants. The 

ambiguities in housing, logistics, cultures, beliefs, and immigration experience add to the complexity in

EOL in-home caregiving. For example, immigrant FCGs must learn to negotiate through an altered 

space that becomes a site of EOL in-home caregiving with unfamiliar equipment and a succession of 

different HCPs (Seto & augus, 2012). 

 Another major challenge for immigrant FCGs is effective communication during EOL in-home 

caregiving. Increase in immigration means HCPs are challenged to effectively communicate treatment 

options, provide patient education, deliver follow-up care, and aid in decision making for a culturally 
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diverse population. HCPs may fail to address the particular perspectives unique to immigrants of in-

home caregiving and other palliative care services at EOL. HCPs may have different goals and interests

than the care recipient and FCGs, which may necessitate a process of negotiation (Oresland et al, 

2011). While supporting a loved one at home is the prerogative of the patient and family, the FCG 

experience of caregiving could be affected by factors such as a lack of knowledge about what the 

responsibility for caregiving entails, an unrealistic sense of expectations, a sense that there was no 

choice, and pressure from the health system. As such, an undertaking to appreciate how immigrants to 

Canada experience EOL in-home caregiving becomes important for the health care system to better 

serve a significant proportion of the population.

Summary

The home is the preferred location of death for most Canadians of whom immigrants are a 

significant subset. While choosing a home death could be a rewarding and meaningful experience for 

the immigrant FCGs, it could also be accompanied by feeling of being overwhelmed with caregiving 

responsibilities. This choice is guided partly by cultural beliefs and values about EOL in-home 

caregiving expectations, beliefs and values which influence almost every aspect of this dying 

experience at home. Decisions on how; when, and where to provide EOL in-home caregiving is rooted 

in the immigrant FCGs’ and patients’ expectations of death and dying. For a culturally appropriate in-

home caregiving, immigrant FCGs have to consider all of their options for a terminally ill loved one. 

Like most Canadian-born FCGs, the preferred location for death by immigrant FCG is home. The vast 

amount of literature reviewed makes it is evident that the immigrant experience of EOL in-home 

caregiving is a complex concept requiring the consideration of multiple variables to understand each 

FCG’s unique circumstances.  A consensus on the general immigrant experience of EOL in-home 

caregiving is challenging due to the heterogeneity of the immigrant population.  
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 The next chapter will discuss the methodology of constructivist grounded theory and the steps 

taken to conduct the research for this study. 
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Chapter Three: Research Design and Methods

In this chapter, I will outline the different types of Grounded Theory (GT) and provide a 

historical overview of the development of GT.  Particular attention will be paid to Constructivist 

Grounded Theory (CGT) as the chosen methodology for this study, as I focus on the aptness of CGT in 

answering this study’s research question. The discussion of CGT to explore how immigrant FCGs 

experience in-home caregiving in the Calgary Zone, Alberta will be the focus for this chapter. I will 

also discuss some of the philosophical underpinnings of CGT. The goal of my research was to generate 

a substantive theory that is interpretive of immigrant FCGs' EOL in-home caregiving experiences in the

Calgary Zone. In this chapter, I will also provide an overview of how the study was conducted using 

the methods of CGT. 

Historical Overview of GT

The origin of GT has unequivocally been attributed to two American Sociologists, Barney G. 

Glaser and Anselm L. Strauss. GT arose because of Glaser and Strauss’s disenchantment while 

undertaking a study on the awareness on death and dying which led to their seminal work the 

"Awareness of Dying" (1965). This disenchantment was against the backdrop of the popularity of the 

excessive belief in the power of scientific knowledge, technique, and quantitative research as reliable 

sources of truth. In social sciences, qualitative research did not fit this quantitative methodological 

framework with its logic of quantifiable measures of reliability and validity as well as research designs 

that made replication possible (Charmaz & Flick, 2014). As such, the methodological criteria for 

qualitative research were not authenticated with the standards set by quantitative research. This led to 

general and abstract theorizing without verifiable proof and methods of authentication. For Glaser and 

Strauss, (1967), they proposed that a theory generated from social research should be “more successful 
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than theories logically deduced from a priori assumptions” (p. 6). Such theories would have to be 

context-specific and be embedded in the data from which they had emerged rather than relying on 

analytical constructs. They argued that during the process of generating a theory, not only do the 

concepts and hypothesis directly emerge from the data, but they have also been systematically refined 

by it (Kenny & Fourie, 2014). Glaser and Strauss’ GT are inductive and not deductive, with no 

preconceived hypotheses to prove or disprove, in order to uncover the concerns of participants. 

Consequently, Glaser and Strauss called their innovative methodology GT in order to encapsulate its 

overarching objective to ground theory in research data. Since its inception in the 1960s, GT has 

unfolded into multiple versions over time. The three most prominent GT paradigms include: Classic 

GT (Glaser & Strauss, 1967), Straussian GT (Strauss & Corbin, 1990), and Constructivist GT (CGT)

(Charmaz, 2006). The last two paradigms were a result of continuous evolution of GT and also due to 

the intellectual divergence in the 1970s and 1980s between Glaser and Strauss. Straussian GT focused 

less on the emergence of data and more on validating data while CGT employs co-constructing 

meaning from the data from the perspectives of the researcher and participant (Bryant & Charmaz, 

2007; Charmaz, 2014). Glaser’s education of rigorous quantitative research led to the use of a logical 

and systematic approach to GT through coding and guidelines, with an emphasis on emergent 

discoveries (Charmaz, 2014). Conversely, Strauss embraced a pragmatic perspective through his 

doctoral studies, which guided his view of people as active agents in their environments instead of 

passive recipients of larger social influences (Charmaz, 2014). Strauss also adopted the theoretical 

perspective of symbolic interactionism, which focuses on a reciprocal relationship between meaning 

and human actions; people construct meaning of self, society, and reality through interaction (Annells, 

1996; Charmaz, 2014). CGT as the most recent development of GT was aimed at substantive theory 
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development that is interpretative in nature and theorizes the connection between concepts that are 

interrelated.

Constructivist Grounded Theory

Epistemologically, constructivism emphasizes the subjective interrelationship between the 

researcher and participant, and the co-construction of meaning (Hayes & Oppenheim, 1997; Pidgeon &

Henwood, 1997) Strauss and Corbin (1994) did not believe in the existence of a pre-existing reality out 

there. As such, reality is one that is socially constructed and relativistic contrary to the quantitative 

positivistic view where society shapes the individual by using scientific methods. According to 

Ponterotto (2005) positivism is a quantitative paradigm that relies on hypothetico-deductive method to 

verify a priori hypotheses in order to have a causal relationship between explanatory factors 

(independent variables) and outcomes (dependent variables). The work of Glaser and Strauss opened 

the possibilities for a shift to post-positivism and constructivism paradigms which were adopted by 

their student Charmaz. Positivists accept an objective, understandable reality while post-positivists 

acknowledge an objective reality that is only imperfectly apprehendable (Lincoln & Guba, 2000).  

Charmaz (2000) emerged as the leading proponent of CGT. Charmaz (2000) in contrast to Strauss and 

Corbin (1988) argued that there is no discernible reality; to ask analytic and methodological questions, 

Strauss and Corbin had to assume an external reality. As such, CGT qualitative research is ontologically

relativistic and epistemologically subjectivist based on an evolving interaction between researcher and 

participant as part of the research process. Discussing the position of Charmaz in CGT,  Annells 

(1997c) suggested that it applies the strategies of traditional GT within a constructivist paradigm, thus 

rejecting the notions of emergence and objectivity. Charmaz contends that “data do not provide a 

window on reality, rather, the ‘discovered’ reality arises from the interactive process and its temporal, 

cultural, and structural contexts” (Charmaz, 2000, p. 524). As such, meaning is constructed from the 
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data with potential for multiple meanings of a particular concept to different participants. Researchers 

explore more than what participants state to uncover the values, beliefs, and ideologies that define 

meaning for them (participants). Charmaz (1995b) positioned researchers as co-producers, exhorting 

them to “add a description of the situation, the interaction, the person’s affect, and [their] perception of 

how the interview went” (p. 33). As such, it is a prerogative of the researcher to immerse themselves 

into the realities of their participants to produce data that is reflective of their participants. Charmaz 

(2000) argued that constructivist grounded theorists are compelled to be analytical in their writing but 

that their style of writing needs to be evocative of the experiences of the participants. The participants' 

voices have to be active without being overshadowed by the researcher’s voice or interpretations. It is 

the researcher’s ethical obligation to “describe the experiences of others in the most faithful way 

possible” (Munhall, 2001, p. 540), keeping the researcher in a position of a “distant expert” (Charmaz, 

2000) and co-participant. The paradigm of CGT strives to maintain the participants’ presence 

throughout the study. GT illuminates common issues for people in a way that allows them to identify 

with theory and use it in their own lives.

Philosophical Underpinnings of CGT

The goal of this study was to establish a theory together with participants, through methodical 

gathering and analysis of data for a better understanding of immigrant FCGs experience of caring for a 

loved one who is dying at home. Considering common epistemological and ontological underpinnings 

to CGT methodology and being conscious of my own knowledge and experience with FCG burden, I 

will uncover why Pragmatism and Symbolic Interactionism are relevant and underpin the CGT 

methodology.
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Pragmatism

Pragmatism refers to knowledge as a source of social utility (Udod & Racine, 2017). This 

definition supports the practicality of any qualitative research findings, how these findings inform 

practice and policies. GT methodological findings are practical because they arise from reality as 

perceived and interpreted by the study's participants (Udod & Racine, 2017). Epistemologically, the 

meaning of an idea is the practical consequences of that idea and ‘truth’ is only attainable through its 

practice (American Pragmatism, 2011). A pragmatic view of research emphasizes the knowledge 

translation (KT) of its findings – what works, how it works, and why it works and vice versa. A 

pragmatic approach to KT allows for the consideration of multiple theories, ideas, and perspectives 

with a focus on the usefulness of this knowledge to create new knowledge (Doane & Varcoe, 2005). 

This view suggests that research data and outcomes ought to be aimed at problem-solving, not just for 

philosophical understanding, and not just for researchers but for practitioners also.

In nursing research, this pragmatic approach permits stakeholders to acknowledge and apply data

in ways that are inherently practical and helpful in everyday nursing practice. According to Nowell 

(2015), one of the most significant implications of bringing together a KT and a pragmatic approach is 

the inclusion of practicing nurses, policy makers, and the public in the knowledge creation process. 

This guarantees that study findings are not just in abstractions and useless theories but have practical 

accountability to nurses and other HCPs in the field. Consequently, any nursing knowledge created can 

then be effectively evaluated through the pragmatic approach by examining what works in practice 

(Carr, 2009).

Symbolic Interactionism

Symbolic interactionism is a theory based on the research pioneered by American Philosopher 

George Mead and picked up by his student Blumer who coined the term Symbolic Interactionism. 



36

Symbolic interactionism is an empirical social science perspective on the study of human group life 

and human conduct (Blumer, 1969). This theory supports the idea that the “meaning” of symbols is not 

always obvious but can be made so by negotiations through social interactions with others and self via 

communication. According to Benzies and Allen (2001) “symbolic interaction provides a theoretical 

perspective for studying how individuals interpret objects and other people in their lives and how this 

process of interpretation leads to behavior in specific situations” (p. 544). Interactions become 

symbolic when individuals interpret and define objects and their own or another’s actions and act on 

the basis of assigned meanings (Chamberlain-Salaun et al., 2013). Symbolic interaction is an 

interpretive process based on the assumption that an individual cannot be separated from the context of 

their environment. Social interactions offer epistemological data as individuals communicate with self 

and others.

 In symbolic interactions, language is an important tool as it predicts how an individual interacts 

with the larger society so that they understand and are understood. Meaning derived from these 

interactions is ever-changing as individual perspectives change. According to Benzies and Allen 

(2001), people have the cognitive capacity to be abstract and reflective in their thinking enabling the 

development of the symbolic use of language and gestures. Symbolic language creates and 

communicates meanings that have the potential for common and understandable responses in 

interaction with others. In other words, language, thoughts and meaning are socially constructed 

realities which are contextually based.

Implications of Constructivist Grounded Theory to the Research Question

CGT is commonly used in nursing research to understand experiences and describe social 

processes to enhance patient care (Higginbottom & Lauridsen, 2014). The goal of my CGT study is to 

generate a theory that can be used by HCPs and other stakeholders to understand the immigrant FCGs’ 
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experience with EOL in-home caregiving. According to Bryant (2002), a constructivist not only 

theorizes the interpretive work that research participants do, but also acknowledges that the resulting 

theory is an interpretation. As such, CGT theories developed on immigrant FCGs’ experience with in-

home caregiving will be inherently interpretive for immigrant FCGs and subject to variations in 

immigration experiences, home settings, and FCGs-patient preferences among others. Even though a 

CGT theory might have overarching presence on immigrant FCGs’ experience of EOL in-home 

caregiving, different FCGs can arrive at multiple meanings of this experience depending on place and 

time. The subjectivity of meaning implies that there is not simply one external reality or truth but rather

multiple, constructed realities (Charmaz, 2014). Immigrant FCG characteristics that can influence 

meaning of in-home caregiving in Calgary Zone, Alberta include but not limited to: years in Canada, 

experience, prior knowledge, negotiation skills, gender, ethnicity, religion, and cultural background. 

The use of Charmaz’s CGT to answer my research question sought to capture all these complexities, 

making meaning from data and rendering immigrant FCGs' experiences into readable theoretical 

interpretations. Symbolic Interactionism and Pragmatism tenets of action and interaction enable the 

student researcher to interact with immigrant FCGs in ways that concurrently generate, collect, and 

analyze data, and then support the theoretical sampling of the rest of the participants. According to 

Shalin (1986), there is consensus among authors about the profound impact of pragmatist philosophy 

on social interactionism. Many authors consider pragmatism as a precursor of symbolic interactionism 

(Shalin, 1986). These philosophical underpinnings of Charmaz’s CGT dismiss the notion of a 

researcher being a neutral observer but rather take the researcher’s perspectives and interactions into 

account as an inherent part of the research reality (Charmaz, 2014). This involves the student researcher

forming a partnership with the immigrant FCGs to guide the researcher in exploring the multiple 

realities of in-home caregiving among this population in the Calgary Zone, Alberta. This relationship 
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has elements of mutuality and reciprocity, consistent with a constructivist approach.  These tenets form 

part of the student researcher’s investigative strategy for this study.

In relation to Social Interactionism, this study supported the immigrant FCG use of language 

(verbal or non-verbal) as a part of the interaction process to generate meanings of FCG’s caregiving 

experiences that is flexible and comprehensive. Consequently, shared realities and new understandings 

of this experience emerged to support a co-constructed theory that is both interpretative and context 

based. Without necessarily acknowledging the concept of symbolic interactionism, participants in this 

study evoked ideas related to interconnectedness and social support which were instrumental in their 

adaptation to the caregiving role. It is through creating a shared meaning that the researcher and 

immigrant FCGs can name arbitrary signs like immigrant FCG burden, cultural expectation, dignity, 

reciprocity, and attach meaning to it. This way HCPs and immigrant FCGs, patients and immigrant 

FCGs, family members and immigrant FCGs can symbolically interact in a manner that highlights 

meaning, language, and thinking (three central elements of symbolic interactions) for a better 

understanding of immigrant FCG experiences. In relation to the pragmatic philosophical underpinnings

of this study, Knowledge Translation (KT) intuitively and automatically assumed high levels of 

significance due to its emphasis on nursing practice. KT frameworks offer a pragmatic approach to KT 

allowing for the consideration of multiple theories, ideas, and perspectives with a focus on the 

usefulness of this knowledge to create new knowledge (Doane & Varcoe 2005). In adopting a 

pragmatic approach to my research question, knowledge generated was understood as being 

constructed based on the reality and feasibility for the FCGs. The CGT theory that ensues from this 

study captured these complex realities of immigrant FCG experiences of in-home and how it could be 

used for interpretative purposes for future understanding of immigrant FCG experiences in Alberta.
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Sampling and Recruitment

Purposive sampling was used to initially recruit participants who had knowledge and experiences

of the topic of this study. A purposive sample is a type of non-probability sample with the main 

objective to produce a sample that can be logically assumed to be representative of the population 

(Lavrakas, 2008). Then, theoretical sampling was used to bring “explicit systematic checks and 

refinements into analysis” (Charmaz, 2014, p. 381). Theoretical sampling is similar to purposive 

sampling in that selecting participants is based on specific characteristics. The difference between the 

two lies in the stage at which participants are selected. According to Streubert and Carpenter (2011) 

theoretical sampling is a type of purposive sampling that can be used to obtain individuals who have 

specific experiences that inform the research project. Theoretical sampling was significant to my 

research for two main reasons: a) it sought and collected pertinent data to elaborate and refine 

categories for an emerging theory (Charmaz, 2006), and b) it was responsive to the data collected and 

allowed for a flexible process (Corbin & Strauss, 2008). 

Participants were recruited from the Alberta Health Services (AHS) PHC program and the 

Palliative Care Consult Service (PCCS). The researcher approached the Area Manager of AHS PHC 

and PCSSs Calgary Zone for permission to access HCPs such as Care Manager of PHC, Registered 

Nurses (RNs), Licensed Practical Nurses (LPNs), and Social Workers who can identify and recruit 

potential participants. It is important to note that the term EOL in-home caregiving was inclusive of all 

supporting a loved one at home regardless of which department (PHC or PCSS) assessed them. The 

writer attended multiple team rounds to discuss the study with the PHC team. These HCPs in 

collaboration with patients identified immigrant FCGs.  Due to restrictions imposed by the COVID-19 

pandemic, the student research worked primarily with the PCCS for participant recruitment. An 

invitation for research participation was given during consultations, PHC visits, meetings and events of 
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the AHS PHC. Additional information about the study was provided upon request to potential 

participants by the researcher with an opportunity to have their questions answered. 

Inclusion Criteria

Inclusion criteria for selection of participants included:

 (a) Primary FCG providing EOL in-home caregiving who is an immigrant 

(b) 18 years and above 

(c) Expression of interest in the topic

(d) English speaking

(e) Consent to participate (Appendix A). 

The student researcher contacted potential participants directly in person or via email after they 

showed interested in participating in the research study via their pallaitive care HCP. The sampling in 

this study stopped when I achieved data saturation – a phase of emerging robust theoretical categories 

in which no new properties are found (Charmaz, 2014).  

Data Collection

Charmaz (2014) emphasized the importance of using data collection methods that will help the 

researcher to answer the research question with ingenuity and incisiveness. For a concise exploration of

my research question, participant interviews were appropriate and efficient ways of data collection. To 

ensure safe environments, all the interviews were conducted via zoom by the researcher at a mutually 

agreed time at the participant’s convenience. Interviews lasted for 45 to 60 minutes. During interviews, 

semi-structured questions were used because of its potential to begin the conversations and elicit data 

(Charmaz, 2006), particularly using the interview guide (Appendix B). Starter questions such as: 

"how," "what," "when," or "tell me about" were asked to generate details securing rich data. Related 

questions were directed at the participants for clarifications of meanings, exploration of assumptions, 
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and content saturation. Participants were encouraged to describe and reflect on their experiences of in-

home caregiving.

 Interviewing process: Interviews were conducted to gently guide conversations that explored 

immigrant FCGs' perspectives on in-home caregiving in Alberta (Charmaz, 2014). Through intensive 

interviews, I traced ideas of immigrant FCG burden as they emerged, analyzing this data, and returning

to the field to gather more focused information until saturation was reached. Through probing 

questions, the student researcher tried to uncover the participants past experiences with in-home 

caregiving that informed their knowledge of the EOL in Alberta. Memos were written after each 

interview to capture a systematic and detailed account and interpretation of the ideas of the session. As 

there were no other research team members to take field notes, the student researcher used his memos 

to capture this piece of data. 

Another strategy used to assist in the assimilation of information, was to listen to the audio- 

recordings as close to the time of the interview as possible. This allowed the capturing of fresh 

perspectives/insights into the data. One to one interviews were audio-recorded after informed consent 

(Appendix A) was obtained from all participants. All of the audiotaped data from one-to-one interviews

were transcribed verbatim into text by the student researcher. 

Data Analysis

In CGT data analysis commenced immediately after the first interview. Comparative analysis 

was applied followed by a process of initial coding, focused coding, in vivo codes, memo writing, 

theoretical coding and creation of an overarching theory (Charmaz, 2014). The researcher used 

developing threads and perspectives from the data of the first interview to direct and enhance the 

questions in subsequent interviews. Constant comparison was accomplished by reviewing the data 

numerous times while observing for new codes, categories, patterns or ideas. 
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Initial Coding: Initial codes helped separate data into categories and to identify processes

(Charmaz, 2014). Initial coding was used early on as an open exploration to begin to determine 

theoretical possibilities in the data. In reading through the transcripts for initial codes, the researcher 

identified prompts that suggested and supported the development of patterns. Emerging codes were put 

in red ink on the sides of the transcripts as analysis went on. Coding prevents the researcher from 

attributing prior prejudices of the topic to the participant's voices and consequently the data (Charmaz, 

2014). In this study, I analyzed the first transcript before interviewing the second participant in 

accordance with the "constant comparison process" (Charmaz, 2014).

Invivo codes: During the process of documenting memos, the student researcher noted and 

recorded the words/phrases that were repeated throughout the interviews. Charmaz (2014, p. 343), 

described these as “codes that I adopted directly from the data, such as telling statements they 

discovered in interviews.” Invivo codes were sorted according to each participant and placed into 

columns on large poster paper. This visual re-presentation of the data assisted the researcher to notice 

common patterns of the immigrant FCG experience of in-home caregiving in Alberta.

Focused Coding: Focused coding means using the most significant and frequent earlier codes, 

sifting through and analyzing large amounts of data (Charmaz, 2014. p. 283). As new understanding of 

immigrant FCG experience of EOL in-home caregiving emerged through data analysis, the researcher 

used the comparative process to compare initial codes, identifying commonalities, and grouping them 

into major categories. The student researcher and supervisor engaged in focused coding to advance the 

theoretical direction of their work by concentrating on the most significant or frequent codes to 

“synthesize, analyze, and conceptualize larger data segments” (Charmaz, 2014, p. 138). It was 

important for the researcher to be reflexive throughout the coding process, and examine how personal 

experiences, assumptions, and interpretations may be influencing the research (Charmaz, 2014).
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Theoretical Coding: The goal of this coding is to identify a core process that includes most, if 

not all, of the categories and integrate the information into a narrative statement with an explanatory 

relevance (Strauss & Corbin, 1998). The researcher accomplished the final task of analysis by moving 

towards the theoretical selection of a core process, examining the categories for evidence of 

connections, and then relating all other categories to the core process. Whilst focused coding facilitates 

the organization of the codes and concepts into higher level categories established from initial coding 

of my transcripts, theoretical coding enabled the saturation of the major categories identified during 

focused coding. According to Charmaz (2014) theoretical coding integrates and solidifies the analysis 

in a theoretical structure and emergent theoretical codes keeps the analysis creative and fresh.

Memo Writing: Memos served as analytic tools (Charmaz, 2006, p.72); and helped me reflect 

regularly on the data collection procedure and the actual data collected. Memos provided insight into 

the participant’s experience of EOL in-home caregiving, and were helpful in deliberating reasons for 

some participants in holding a particular point of view of EOL in Alberta. Written memos are enabling 

tools, allowing this researcher to reflect on the whole research process, from data collection, analysis, 

and write-up. Memo writing at the early stages of this CGT study allowed the emerging concepts of 

benefits and challenges in-home caregiving to develop into major categories and subsequently the 

theoretical codes. The quest for an overarching conceptual theme(s) is contingent on the researcher’s 

ability to compare and contrast codes and categories for any significant relationships among them. As 

such, the researcher’s thoughts serve as a guide for a thorough examination of the interviewees’ 

responses, going beyond their statements in search for meanings and relationships

Rigor/Trustworthiness

 The existential concerns about rigor in qualitative studies necessitate researchers to take 

responsibility to ensure rigor in their studies (Cypress, 2017). To attain rigor in my research is to 



44

represent the experiences of immigrant FCGs in in-home caregiving accurately. To be consistent with 

CGT methodology, I explored four central guidelines put forth by Charmaz (2014) to ensure rigor: 

credibility, originality, resonance, and usefulness to judge the value of my study's contribution.

Credibility: Credibility is the "confidence in the truth of the data and interpretations of them" 

(Loiselle & Profetto-McGrath, 2011, p. 276). Prolonged engagement with my data (Streubert, 2011) 

and intimate familiarity with my related literature helped me to establish credibility (Charmaz, 2014). I 

achieved this familiarity by conducting all the interviews, transcribing all of the interviews, and 

analyzing data myself as outlined by Charmaz (2014) and have my supervisor review the first few 

transcripts with my initial codes to confirm that my codes are emerging from the data. Additionally, 

member checking was critical in improving the credibility and validity of my study by presenting the 

findings to FCGs to see if they recognize my interpretations. Member checking also ascertained that the

course of the interviews is not researcher directed but rather the stimulation of FCGs to express their 

experiences about EOL in-home caregiving. 

Originality: The literature on FCG burden has grown immensely in recent years with substantial

research for better understanding FCG burden as a concept. However, there is less information on the 

process of how immigrant FCGs experienced EOL in-home caregiving while supporting a loved one at 

home in Alberta.  However, a theoretical model offered new understandings and interpretations of 

immigrant FCGs' experience of EOL in-home caregiving. The emergent theory provided a platform for 

multiple meanings of immigrant FCG burden, expanded the scope of knowledge through new insights, 

and added to the existing body of literature. 

Resonance: Charmaz (2014) suggested asking whether the study fully represented the studied 

experience and ensured that all underlying meanings have been explored. Through the interviews, I 

gained rich, detailed information from participants about their experiences of EOL in-home caregiving 
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in Alberta. My objective was to have categories that resonate with immigrant FCGs – a result of 

insightful thoughts of the meaning of EOL in-home caregiving from personal experience. My study had

substantial resonance because it was consistent with other FCGs' experiences documented in the 

existing literature, such as the caregiving literature in this study (Charmaz, 2006). The theoretical 

sampling, member checking, and reviews from my supervisory committee helped me to achieve 

resonance. I compared my findings with similar studies in the research literature to assess the study's 

resonance. 

Usefulness: My analysis in this study offered interpretations that were useful for HCPs in 

palliative care practice settings and for immigrant FCGs. Understanding how immigrant FCGs 

negotiate in-home caregiving and palliative care services as a process brought clarity to the caregiver 

role for the study population, distinguishing it from FCG burden experienced by Canadian born 

citizens. This emergent theory is important for contextual interpretations and predictions of FCGs' 

experiences of EOL that takes into considerations the immigration status of caregivers. Finally, my 

results were helpful for stakeholders of the palliative care home care departments for the development 

of policies and procedures for caregiver burden assessment for immigrants in Alberta. 

Ethical Considerations 

Participants were provided with the consent form before commencing with interviews, and I 

explained and asked to clarify any issues regarding confidentiality and anonymity. Every attempt was 

made to exclude identifiers to the patient and their primary FCG; I used pseudonyms during data 

collection and analysis. Participants were made aware that they could withdraw their consent at any 

time with no negative consequences and that all data they had contributed would be destroyed before 

data analysis.  I obtained approval for this study from the Conjoint Health Research Ethics Board 

(CHREB) as well as administrative approval from AHS. All data were managed securely, as previously 
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discussed, to protect participants' confidentiality and anonymity. A password secured computer was 

used and stored in a locked cabinet in my house.  No interviews caused any distress to the participants. 

However, I ensured the participants knew that they could decline to answer any questions. I also 

softened some questions, as Charmaz (2014) suggested, by starting with insights from earlier 

interviews or even my own experiences.

Summary  

 The main focus of my research is to understand the core process of how immigrant FCGs 

experience in-home caregiving of a family member with a terminal disease. A CGT methodology 

captures the complexities of this phenomenon, unveiling the realities of the core process without 

ignoring the immigrant FCGs’ unique experiences. Consequently, a co-constructed theory can be 

developed that elicits multiple meanings of this experience in a manner that is interpretive and adaptive

to different contexts. 
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Chapter 4: Data Analysis and Findings

This chapter describes the experiences and the resulting substantive theory of immigrant Family 

Caregivers (FCGs) taking care of a loved one at home. Previous studies have suggested an increased 

burden for informal FCGs supporting a loved one at home (Seow & Bainbridge, 2018; Tryselius, 

Benzein & Persson, 2018). The literature implies that caregiver burden for End-of-Life (EOL) at home 

is complex and multifaceted. This study's primary focus is to understand the experience of being an 

immigrant, a FCG, and supporting a loved one at home. I used a Charmazian Constructivist Grounded 

Theory (CGT) methodology to explore the primary research question: What are the EOL in-home 

caregiving experiences of immigrant family caregivers? With CGT being interpretive, the researcher 

and participants co-constructed the meaning of the data and brought forth a theory that captures the 

notion of shared reality of being an immigrant family caregiver for a loved one at the end of life. 

This chapter describes the experiences of EOL in-home caregiving of the study participants – 

Melissa, Jasmin, Glory, Nasa, Camille, Stella and Amanda. Participants’ data are quoted verbatim with 

a demonstration of how they are instrumental in the development of the theoretical model. The 

theoretical model (Immigrant FCG experience of caring for a loved one at home: A Relational Process 

of Maintaining Dignity in Dying) that emerged from the iterative process of data collection and 

analysis, identified from in-depth interviews with seven family caregivers supported by verbatim 

accounts of their experiences. This resulting substantive theory captured the unfolding experiences of 

immigrant FCGs with in-home caregiving in the Calgary Zone.

Participants

Demographic data (Appendix C) were collected to describe the characteristics and unique 

caregiving status of the sample as described below. A total of seven participants, all females, were 
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interviewed via the University of Calgary licensed Zoom platform. The mean age of the sample was 

57.7 years (32 years – 69 years) and the average number of years since immigration was 15.9 years (4 

years – 23 years) – a summary of participants’ characteristics were shown in Appendix D. Participants 

in their interviews described their in-home caregiving experiences with self, their loved ones, the 

healthcare system, and other family members; with all participants having received some form of 

formal of assistance from the palliative care services. Data collection took place over 16 months from 

June 2019 to February 2021 as participant recruitment was delayed because of COVID-19 public health

measures and recruitment challenges with the PHC and PCCS of Alberta Health Services. 

Participant 1 (Melissa) 

Melissa is an Iranian-Canadian immigrant, the primary caregiver and daughter-in-law to a female

care recipient in her nineties. The entire family immigrated from Iran in 1983. This participant began 

caring for her mother-in-law approximately 23 years ago after her father-in-law passed away. She had 

quit her managerial position in a travel company to become a full-time caregiver about eight years ago. 

She has two adult children who live in the city and occasionally provided caregiver relief when needed.

Her mother-in-law was diagnosed with terminal lung cancer three years ago and has been at home 

while she received some professional palliative care support ever since. Melissa described many 

challenges of caring for a person with cancer, citing physical and mental changes as prominent.

Participant 2 (Jasmin) 

Jasmin is a Canadian of Indian origin. She was a primary caregiver to her grandmother (84 years 

of age). Jasmin began taking on a more significant caregiving role about 10 ten years ago when her 

grandfather passed away. Her grandmother was officially diagnosed with Alzheimer's disease in 2012, 

and in 2018, she developed breast cancer. Jasmin immigrated as a child with her family in 1996. Now 
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in her 30s, she was in school while taking care of her grandmother during the interview. She lives with 

her parents, brother and grandmother in the same house. The rest of the family members also help to 

provide support to her grandmother. Jasmin described her caregiving role as “intense” particularly 

when dealing with her grandmother's aggressive behaviors. She also reported being grateful for the 

informal support from other family members and formal PHC service she received while caring for her 

grandmother.

Participant 3 (Glory)

 Glory is a Canadian of Indian origin. She took care of her mother who passed away a couple of 

months prior to the interview. Glory currently in her 30s and immigrated to Canada with her family in 

2005. She was a nurse in India, so she had an informed understanding of medical knowledge related to 

her mother’s condition. Her mother had a tracheotomy which impacted her ability to communicate 

verbally. As the primary caregiver, she lives with her family and shared caregiving responsibilities with

them. She was grateful that her mother could experience her wedding before passing – this was a 

meaningful experience for her. Glory put her career and education on hold to take care of her mother.

Participant 4 (Nasa) 

 Nasa is a middle-aged woman who is caring for her mother-in-law in her nineties. This care 

recipient and caregiver immigrated to Canada from India in 2001. Nasa speaks Punjabi and English at 

home. She quit her job to take care of her mother-in-law but still had to hire private caregivers to assist 

with the caregiving. She revealed that food preferences and language barriers were two fundamental 

reasons that contributed to the decision to have her mother-in-law stay home. Nasa believes that in-

home caregiving and PHC services were beneficial because it meant she and her family could see her 

mother-in-law at any time. 
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Participant 5 (Camille)

Camille is a 61-year-old female taking care of her husband. Camille immigrated to Canada from 

the Philippines 30 years ago and is married to an African immigrant for 25 years. She has been the 

primary caregiver for her husband for 15 years. Her husband had kidney failure with frontal lobe 

dementia. She described caregiving challenges were associated with increased care needs and 

behavioral changes of her husband. Camille continues to work full-time and manage her husband’s 

complex needs with the assistance of PHC services at the time of the interview.

Participant 6 (Stella) 

 Stella is a primary family caregiver in her fifties who cared for her father in his eighties. Her 

father lived in the same household until his passing last year. Stella was born in Ukraine and 

immigrated to Canada in 2006 with her children after a divorce. Her father immigrated to Canada about

a decade later before he became ill in 2017. She began caring for her father as soon as he moved to 

Canada – he was sick before his immigration. Stella reported that keeping her father at home and 

avoiding placement in an institution was a part of her upheld culture. In-home caregiving was made 

possible by complementary PHC services. Keeping her father at home meant she had a father figure for

her children, who benefited by learning about their Ukrainian heritage.

Participant 7 (Amanda)

Amanda is a Filipina-Canadian caregiver in her fifties. She is the care recipient's daughter, who 

is in his nineties and lives with the primary FCG's brother. She moved to Canada in 1993 after living in 

Greece for a while. According to Amanda, her father has lung cancer and has become weaker since 

staying home due to the COVID-19 pandemic. Both the participant and her family are devout 

Catholics, and their wish is to have her father spend his last days in the Philippines before he passes.  
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At the time of the interview, Amanda and her family were actively coordinating with PCCS to manage 

complex needs of her father and enhance his safe travel for him back to the Philippines.

These descriptions provide a glimpse into the lives of the immigrant FCGs, touching on the 

uniqueness and complexity of their caregiving situations. I learned from my participants how they 

made sense of their caregiving experiences and through data analysis, the constructed grounded theory 

of immigrant family caregiving at home was revealed.  The following section will briefly show the 

structure and process of grounded theory coding followed by a description of the emergent theory and 

findings. 

Data Analysis: Building Substantive Theory

In constructivist ground theory (CGT), coding links collecting data with the development of an 

emerging theory (Charmaz, 2014). The coding process moved the data from initial codes to focused 

codes and finally to theoretical codes as shown in Appendix E. The coding process started with the 

initial coding phase where I read the entire data document line by line and I labeled bits of data 

according to what they indicated, naming significant words, lines, or data segments to begin 

conceptualizing my ideas. 

Focused Codes 

The second stage of coding, is focused coding where I selected the most important or frequent 

initial codes to sort, synthesize, integrate, and organize large amounts of data (Charmaz, 2006). In 

working through these codes, I assessed initial codes by comparing them with data and distinguishing 

them from each other (constant comparative analysis) to have theoretical centrality of certain ideas as 

described by Charmaz (2014). All focused codes were supported by the participants' responses to 

interview questions and were "grounded" in data. These codes emerged from the interview data, 
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offering an enhanced understanding of the caregiving experience at home. I used probing questions 

such as “what is this data suggesting”, “from whose point of view”, to gain insight into the participant 

experiences to conceptualize the focused codes. Consequently, four focused codes that were closely 

connected and affected each other developed from the data. The four interrelated focused codes that 

emerged from the initial codes were: (1) Cultural Values, (2) Family Caregiver Reciprocity, (3) 

Preparedness, and (4) Resilience (Appendix E)

Firstly, Cultural values was a focused code that was both evident and subtle from the interview 

data. In this study, cultural and family values were nuanced but remained influential in EOL caregiving 

and the reception of formal palliative care services. Cultural values in this study referred to the outside 

influences that shaped participants’ beliefs on the need and importance of a home death for a loved one.

This was frequently cited by participants as any form of a societal expectation to keep a loved one at 

home for EOL care. An example of a cultural value expressed by Camille and Amanda both Filipinas 

was the importance placed on honouring and respecting elders in the family. Another example of a 

cultural value was articulated by Glory who said “[in] the Indian culture we feel like we stay closer to 

our family members, we feel like if you are taking care of your loved one [you have to] do it all by 

yourself". Cultural values were distinguishable from family values – a strong identification with the 

family and strong feelings of loyalty among family members so that a loved one will remain at home 

for EOL. Camille supported the idea that EOL in-home caregiving was a family value by saying

It [EOL in-home caregiving] is also because that is the way we were raised. We love our family 

that is why back home, we do not send our family [to institutions], we take care of them 

whether old, young we are taking care of each other. 
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Participants frequently used these two concepts (cultural values and family values) 

interchangeably making it challenging to differentiate the two. This was the case of Glory who 

addressed the reasons to keep her mother at home for EOL when she said 

[Our] decision [to keep her mother home] is culture based and driven based on how we are 

raised so and my dad and my mom's wishes that we take care of her at home, rather than taking 

her to any facility.  

Secondly, family caregiver reciprocity implied mutual sharing of emotion felt or shown by both 

immigrant FCGs and their loved ones. Other codes in the data that spoke to reciprocity were mutuality, 

cooperation, presence, and exchange which were expressed in the form of a) rallying informal support 

and b) coordinating care. These words were used or implied by multiple participants as central to their 

experience of in-home caregiving while collaborating with other palliative services. Thirdly, 

preparedness was a code suggested by numerous participants as they described their readiness to 

become FCGs for a loved one at home while receiving formal palliative services. Some initial codes 

that captured this succinctly were – awareness of upcoming challenges, increasing family support, 

adaptation, routines/schedules, and organizing, structural and logistical changes to housing among 

many. Lastly, resilience was the practice that enabled immigrant FCGs to withstand, recover, and 

sometimes grow when faced with the adversities of caregiving; it was an active process of enduring and

successfully coping. Some initial codes were – monitoring loved ones’ needs, assessing the family 

members progress, learning and seeking education from palliative care HCPs to manage complex 

needs, and overcoming caregiving challenges.

These focused codes identified recurrent patterns and multiple layers of in-home 

caregiving that shaped immigrant FCGs experiences of EOL and their perspectives of the palliative 
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care services they received. As I worked through my analysis of my focused codes, I wrote informal 

analytic notes called memos. These memos helped me to develop my ideas, fine-tune my code names, 

engage critically in what the data was saying, and make comparisons about my codes and resulting 

categories.   

Theoretical/Substantive Codes

Theoretical coding aims to integrate and solidify the analysis in a theoretical structure (Charmaz,

2014). Following the focused coding, theoretical coding is the next level of analysis that conceptualizes

how the focused codes relate to one another and tell the story in a theoretical manner. The theoretical 

coding process revealed three main theoretical categories that emerged from the participants statements

(1) Cultural Values and Norms of Caregiving (2) Caregiving as a Family Unit (3) Building Caregiver 

Resilience (Appendix E). These categories had sub-categories described below that fit and explained 

their distinctiveness. 

 The theoretical coding process aims to collapse the data from focused codes to theoretical codes 

in order to uncover the core process. Maintaining Dignity in Dying emerged as central to the 

experience of in-home caregiving by immigrant FCGs in collaboration with other palliative care 

services. Maintaining Dignity in Dying was relational as it revealed how participants built trust and 

created bonds that fulfilled caregiving expectations and honored their loved one's wishes. This core 

process (Maintaining Dignity in Dying) captured the complex features of the family immigrant 

caregiver experience of caring for their loved one at home.

Overarching Theory

This study's theoretical model was:  Immigrant FCG experience of caring for a loved one 

at home: A Relational Process of Maintaining Dignity in Dying. This theory emerged through data 
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analysis and the constant comparative method of constructivist grounded theory. This substantive 

theoretical model (Figure 1) shows how the core process Maintaining Dignity in Dying unfolds for the 

immigrant FCG supporting a loved one at home.

Figure 1. Immigrant FCG experience of caring for a loved one at home: A Relational Process of 

Maintaining Dignity in Dying.

 The theoretical model aimed to understand meanings and actions of immigrant family 

caregivers as they cared for their loved ones at home. The theory conceptualizes the collective 

experience through the context of each family caregiver realities and social situations. This substantive 
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theory consists of a core or central process of Maintaining Dignity in Dying. Maintaining Dignity in 

dying in this study is viewed by all family caregivers as a purpose of their actions in caregiving. 

Immigrant family caregivers in this study spoke openly about being attentive to meeting the needs of 

their loved ones – involving comfort and upholding cultural values and beliefs, working together as a 

family unit and building resilience as caregivers so that they did their best to make sure that their loved 

one had quality end-of-life care. Maintaining Dignity in Dying is a belief that a loved one deserves to 

die in a dignified way at home. Dignity is reciprocal because it is nurtured and supported by the 

families through the attitudes and behaviors, communicated to their loved ones at the end of their lives. 

Immigrant family caregivers maintained and conveyed dignity when they assessed and monitored their 

loved one's condition holistically (physical, mental, emotional, spiritual) to ensure that they were 

comfortable. An overarching goal of the family caregiving experience was to enhance their loved one's 

quality of life at home with services offered by palliative care professionals. Family caregivers worked 

together with the health care professionals from palliative care to adjust formal services to fit the 

uniqueness of immigrant FCG-loved ones' situations. Family caregivers' cultural values and beliefs 

were central to caregiving decisions, allowing them to respect their loved ones, and family's wishes. 

Through unconditional love and respect for their loved ones, their family as a whole, and others who 

offered care to their loved ones, the majority of the immigrant FCGs maintained dignity in the dying 

and death of their loved ones. 

The core process of Maintaining Dignity in Dying is relational because it fosters familial 

connections and interdependence while collaborating with palliative care services. Participants' trusting

relationship with their loved ones enabled the possibilities for maintaining dignity and improved 

quality of living for both the family and their loved one. This core process acknowledges the multiple 
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realities of each immigrant FCG's situation, cultural values, and beliefs – inherent to a constructivist 

grounded theory approach. Finally, this core process of maintaining dignity in dying is foundational to 

a palliative approach and philosophy of care because it encourages the respect of participants’ unique 

needs, experiences, and desires for EOL in-home caregiving.

Maintaining dignity in dying as a core process is conceptualized through the three major 

categories (theoretical codes) within this theory (1) Cultural Values and Norms of Caregiving, (2) 

Caregiving as a Family Unit, (3) Building Caregiver Resilience. Each of these three categories 

encompasses sub-categories that explain the properties of the categories and what constitutes the 

relationship to the process of maintaining dignity in dying.

The first category of the core process is Cultural Values and Norms of Caregiving. This 

category represents the cultural beliefs and ideologies that shape and influence the participants' in-

home caregiving and utilization of other palliative care services for self and their loved ones. Cultural 

Values and Norms of Caregiving encompass two interrelated sub-categories: a) Valuing a Home Death 

and b) Cultural Expectations of Caregiving. The second category of the theory is Caregiving as a 

Family Unit, which consists of three sub-categories: a) Connecting as a family, b) Support from 

informal and formal sources c) Benefits and Challenges impacting family caregiving. Caregiving as a 

Family Unit is another pivotal element in the process where death is perceived as a family 

responsibility. The family unit as a whole directly or indirectly bears the responsibility for informal and

practical support that makes dying at home possible. There is a familial readjustment to the declining 

health of a loved one and reorganization of family roles. Participants and their families rally formal 

support (palliative care services) and informal caregiving roles to optimize the living and dying 

experience at home. The last category is Building Caregiver Resilience, consisting of four sub-
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categories: a) Managing complex needs, b) Spirituality, c) Organizing Caregiving, d) Positive 

Affirmations. Building caregiver resilience in this study is a complex and multidimensional concept 

crucial for managing caregiver burden among participants. Caregiver resilience helped immigrant 

FCGs deal with caregiving challenges while sustaining their capacity to care for themselves and their 

loved ones. Building caregiver resilience helped improve immigrant FCGs' confidence in their 

caregiving abilities while reducing their susceptibility to stress. Each category is now described prior to

discussing the sub-categories that encompass the respective category. 

  Cultural Values and Norms of Caregiving

The cultural beliefs, attitudes, and characteristics of immigrant FCGs and their loved ones were 

recognized as prominent in shaping the caregiver's ability to sustain themselves during the challenging 

caregiving times. Immigrant FCGs spoke of their ethnic background, how they were raised, their 

religion and spirituality as crucial for day- to- day caregiving decisions. The participants' cultural 

heritage was influential on how they responded to informal caregiving challenges of their loved ones. 

In times of crisis, such as when the loved one's health significantly changed, culture was a source of 

shared strength and resilience for the individual immigrant FCG and their family. 

For the entire sample of immigrant FCGs, keeping their loved ones at home was a "right and 

correct" choice – it met cultural and familial expectations of the caregiving process, including how 

EOL in-home caregiving care services were initiated and received. Culture influenced how participants 

and other family members defined in-home caregiving – forming the basis for a meaningful and 

purposeful EOL experience. With palliative care support, participants made keeping their family 

members home for end-of-life care worthwhile. There are two sub-categories in this category a) 

Valuing a home death and b) Caregiving as a cultural expectation.
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Valuing a Home Death: A home death was in keeping with participants' needs and preferences 

of caregiving for their loved ones. All the participants were committed to reciprocating love with in-

home caregiving, and to do so mean respecting the EOL wish of a home death for their loved ones. 

This was the case of Camille, for whom taking care of her husband at home for EOL was the only 

viable option because he had previously expressed a strong wish to remain at home. For her, a home 

death was valuable because it was a familiar environment for her husband and for EOL caregiving. 

Camille revealed this by saying:

 there's no way for me to let my husband stay there [institution], as long as I can, I will keep 

my husband at home. The doctor said [you] cannot take him home once he is discharged because

he has to go to [a] Long-term Care [facility]. But I said No, there's no way I can keep  my husband 

[in a Long-term Care] except at home. 

This quote revealed that the participant's priority for in-home caregiving and her commitment to 

maintaining dignity in dying for her husband was not feasible in long-term care or other institutions. 

The benefits of an accustomed environment coupled with the anticipated guilt associated with the 

placement of a loved one in institutions made in-home caregiving optimal for maintaining dignity of a 

loved one during EOL care.

Family caregivers discussed the importance of being constantly present and the family's ability 

to be fully involved in care as a necessary way to maintain dignity in dying for the loved one. For all 

participants, a home death was valuable because they had 24-hour access to their loved ones. This was 

particularly important because many of the participants' loved ones had previously voiced that they 

wanted to die at home surrounded by their family. This sense of duty and obligation to a loved one was 

entrenched in their cultural value system as immigrant FCGs and supported by their decision to offer 
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care at home. The inability to see and be present for a loved one as needed and feed them the food they 

are accustomed to was not possible in institutions and was a motivation in achieving death at home, as 

revealed by Nasa:

When the doctor told me in the hospital that we have to send her to the nursing home, I cried; I 

said no. We are not going to send her; we can take care of her at home. And she cannot eat the 

food herself. We have to feed her all the time. You cannot stay there [nursing home] 24 hours to 

take care of her.

Achieving a home death was valuable and beneficial because it meant participants and their 

loved one will stay in a familiar environment to experience dying. This provided some psychological 

benefits to participants and it was respectful of their loved one’s wishes and attributes necessary for 

maintaining their dignity in the dying process. Glory had this to say:

I think there was a lot of benefit I feel like she was not ready for hospice because she could not 

be in that environment [institution], she did not like it there; she always wanted to be in the 

environment of [her] home.

 Achieving a home death in conjunction with other palliative care services ensured the best 

possible outcome for participants in this study. Additional palliative care services made a difference in 

attaining participants' preferences of keeping a loved one's death in a familiar environment with 

constant access. Melissa recalled her mother-in-law's emotional response to dying out of her home, "I 

[will] die in this house" to a nurse who had suggested a nursing home in case her (mother-in-law) 

condition deteriorated. For Melissa, this statement was a clear indication of her loved one's wish for a 

home death "I know this [home death] is something that she wants. I know she doesn't want to go to a 
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nursing home".  Also, a home death was psychologically valuable because it provided a sense of peace 

and control to EOL in-home caregiving, essential for maintaining dignity in dying.

Cultural Expectations of Caregiving: A home death was a cultural expectation for all the

participants, requiring formal and informal support to make it happen. It was culturally relevant and 

expected for participants in this study to assume and not question if caregiving would be a part of their 

role as a family member. Caregiving was an expected part of life that was passed down from generation

to generation in their culture. In this study, participants described it as a norm, they found ways to let 

their loved ones remain with them as a family and stay in their community. Immigrant FCGs and their 

families had to do whatever they could and use available services to provide in-home caregiving at all 

costs. The combination of informal caregiving and palliative care services was necessary because it 

allowed immigrant FCGs to embrace their cultural practices and rituals not deemed feasible in 

institutions. This was the case for Glory: "the decision [in-home caregiving at EOL] is culture-based 

and driven by how we are raised, my mom’s wishes [was] that we take care of her at home, rather than 

taking her to any facility". Keeping their family member at home allowed them to fulfill the cultural 

expectation of being a caregiver and continuing to live with culturally specific rituals that are a part of 

their unique identities. For Melissa, it was essential to experience EOL in a location where participants 

and family could meet cultural expectations of caregiving like daily devotional prayers of her mother-

in-law, vital for spiritual well-being: "She is always there with prayers; we have devotional gatherings 

every night when we just sit around and we say prayers together". 

Immigrant family caregivers were very clear in describing the commitment, passion and 

ingrained beliefs, asserting that caregiving was a part of who they were as individuals and as a family. 
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Families valued caregiving as part of their shared identity and belonging – this meaning offered me as 

researcher a way of understanding their experience. 

These cultural expectations of in-home caregiving were a combination of some Canadian values

and some other international cultural identity. In this study, participants alluded to the fact that 

institutionalizing a loved one for EOL caregiving was part of a Canadian value in particular and a 

Western value in general. Other of such Canadian and Western values that were embedded in the data 

was diversity, independence, and autonomy. Many participants had some of these values in 

combination with cultural values common in other countries. This was evident by participants' 

obligation to their cultural expectations of in-home caregiving and Canadian values of independence 

and autonomy.  In her reflections on reasons for in-home caregiving, Camille highlighted these two 

values (autonomy and providing in-home caregiving) in different statements. Independence and 

autonomy were evident in her decision to keep her husband home despite medical recommendations to 

send him to a long-Term Care facility: 

The doctor said that once he's discharged, I cannot take him home because he has to go to 

long-term, but I said no. There is no way I can keep [in Long-Term care] my husband excepts 

to be at home. That's the last thing I will do; I will get my husband home. 

As her reflection continued, Camille’s commitment to cultural expectations of in-home 

caregiving was evident in a subsequent statement.

 It is because that's the way we were raised (to provide in-home caregiving), we love our family. 

So that's why back home we never send our family to a nursing home, we take care of them whether 

old, young we are is taking care of each other, no matter what you do take care of family. 
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The above statements revealed two cultural influences at play in her decisions to keep her 

husband home for EOL. Through self-determination, participants made autonomous healthcare 

decisions embedded in a cultural view that in-home caregiving was an expectation and a duty. Such 

views were respectful of their loved ones' wish EOL and essential for a dignified death.

Participants frequently expressed that religious rituals, food preferences, and communication 

styles as integral parts of this sub-category. Many participants agreed certain religious rituals such as 

prayers were compatible with in-home caregiving. For Glory, it was important for her mother, who was

a devout Sikh, to be still able to do her prayers at a particular time: "her routine was like that she wakes

up at five in the morning she does her prayers." The same was the case for Nasa, for whom in-home 

caregiving was culturally compatible because of her mother-in-law's EOL spiritual needs: "Oh ya, she 

is very spiritual. We have a 24-hour tape going for her [in her] bedroom and she was listening to [her] 

prayer. Twenty-four-seven, this tape recorder was on". Having a sense of control of EOL in relations to 

spiritual rituals allowed immigrant FCGs and their loved ones to find meaning in informal caregiving. 

Spiritual practices provided familiarity to immigrant FCGs and their loved ones in an unfamiliar 

situation of EOL in-home caregiving. 

 Food preferences were an expression of cultural identity for many participants. Food types and 

cooking styles were a way of preserving their culture while receiving at EOL. Formal palliative care 

services complement in-home caregiving so well because it allowed participants and their loved ones to

receive necessary EOL care at home, where their cultural identity was preserved and expressed partly 

through food. Camille acknowledged the importance of food in her choice of letting her husband stay at

home by saying, "he [husband] wants to eat 'normal' food. He does not like the food there [hospital]". 

Nasa corroborated this as she said "and over there in a nursing home, or hospital they are not giving the
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same food which she [loves to] eat".

 In each of the above participant statements, it is evident that "cultural values" significantly 

influenced the choice of caregiving at home with supplemental palliative care services. These services 

made it possible for the loved one to be at home where they were able to maintain their cultural 

practices at EOL. Participants' awareness of their cultural values and how it shapes caregiving at home 

helped maintain dignity in dying for their loved ones.

Caregiving as a Family Unit

Most participants were part of a larger family unit that worked together to improve the outcomes 

of in-home caregiving. In this study, the family unit was the collective of family members who were 

involved in the support of EOL caregiving of the dying relative such as a 1) spouse, 2) children or 

grandchildren, 3) extended family. The family unit served as a foundation for participants' emotional 

and physical support during caregiving. Family units profoundly affected participants' caregiving 

decisions and the implementation of caregiving practices and routines. Many EOL caregiving decisions

were made with the family unit as the priority. The data revealed that although individual family 

caregivers had different roles, discussions about the caregiving experience were often made in light of 

the family unit context.  Members of the family unit were involved in the caregiving experience 

directly or indirectly. Thus, the stress associated with keeping the dying loved one at home and the 

accompanying caregiver burden of the participants, affected the entire family unit. The study data 

revealed that formal palliative care services were key in uniting the varying perceptions of the family 

unit members and ensuring their perceptions fit together for maintaining dignity in dying of their loved 

one. These services supported the family unit by taking up vital caregiving responsibilities so that the 

family unit can focus on informal caregiving. Examples of such support to family unit in this study 
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included decision making; symptom managements; monitoring the patient; coordinated referrals for 

other appointment; logistical changes to participant's homes to facilitate caregiving, and emotional 

support. This category highlights the importance of the family unit's combined caregiving efforts for an

optimal EOL experience at home. The following sub-categories are a part of Caregiving as a Family 

Unit: a) connecting as a family, b) support from Informal and Formal Sources c) Benefits and 

Challenges Impacting Family Caregiving.

 Connecting as a family: In-home caregiving allowed participants and their families to be

intentional about spending time together meaningfully. In this study, keeping a loved one at home for 

EOL was a turning point in the caregiving process, facilitating emotional and physical bonding between

family members – critical for maintaining the dignity of a loved one at EOL. This sub-category 

encouraged family members’ interdependence on each other while simultaneously channeling resources

necessary for creating a supportive environment for an optimal EOL experience. Jasmin revealed the 

importance of family connections in the care of her grandmother:

We are like a super tight-knit family. We just felt like keeping [at home] my grandma as close to

us as possible would be the best for her. Our psychologists and our psychiatrist doctor also 

agreed that the only reason she is as healthy as she is today is family care and family love.
 

Connecting as a family was evident from the data as all the participants approached in-home 

caregiving as a collective. The use of the pronouns "we" and "us" by all participants signified a familial

connection and was a combined effort attentive to the quality of life for their loved one. Immigrant 

FCGs connected with each other by sharing caregiving tasks, creating memories, reminiscing the past 

and anticipating grief together. This sub-category was particularly significant in in-home caregiving 

experiences because the time with the terminally ill family member was limited. In-home caregiving 
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was generally helpful and supportive of familial bonding, an attribute crucial for maintaining dignity in 

the dying of a loved one.  Melissa and her family were aware of mother-in-law’s declining condition, 

noting the importance of bonding with limited time available: “we know for sure she is probably not 

going to be with us much longer. So, we are keeping mom comfortable, and we are trying to be there 

for her for whatever she needs materially, physically and spiritually”. 

However, there were moments identified by one of the participants that showed how the 

intensity of caregiving fostered an antagonistic relationship between family members. This 

antagonism was evident in situations where caregiver burden was overwhelming for participants, 

affecting familial relationships.  Nasa confirmed this when she revealed how caring her mother-in-law

affected her relationship with her family:

the family dynamics changed; it changed dramatically because I was the one taking care of 

everyone at home. I was the one making meals for family members, and I was the one taking  

care of my husband....  so I was neglecting my husband in one way, his care was compromised,

and he was not happy with whatever he was getting, not happy with the food. So, there was 

some tension in the relationship. 

This participant went on to reveal that she had to hire private caregivers to assist with the 

caregiving, in addition to the palliative care support provided. The palliative care professionals were 

instrumental in facilitating the hiring process, providing the immigrant FCG with support. Nasa 

revealed this when she said

You have to go through the [hiring] process, you have to take the classes and then you have to 

give them a company and name [of people] when we are ready to hire these people…. Every 

month you had to work, then you have to hire your own accountant, the accountant has to 



67

make that much. We have to pay her (employee) much all [money] and everything. That's very 

expensive [but] we have to do [it].

 The study data also revealed meaningful moments for participants and their families to connect 

as they experienced anticipatory grieving. In these moments, participants used the phrases like “being 

there” or “being present” as a symbol of this connection. Anticipatory grief in this study referred to 

participants preparing for their loved one’s end of life or a major loss in their loved one’s abilities. 

Some participants experienced anticipatory grief with a combination of hope that death meant their 

loved one will no longer suffer from pain and discomfort. Family connection was expressed in both 

small and big ways, some eventful and others simple. Jasmin and her family had deep connections with

her sick grandmother in small yet meaningful ways by making her smile: 

when we do ask her like if she loves us or something like that, she will smile and then she will 

say yes, and her just giving us the smallest smile at the smallest affection is her being there for 

us.

For Glory, her brother's wedding during in-home caregiving was an event of meaningful 

connection as a family. Planning and executing a wedding event together with her dying mother and 

her family was memorable, as she detailed after her mother's passing: 

She was always there[planning]; it was not like she was not left out. It was not like the mom is 

missing to make those important decisions in her son's wedding. She was the one telling me 

what to do, even though I was the one physically doing everything, prepping everything for the 

wedding, but she was the one telling me what to do. So, I always felt the directions were coming 

from her. 

Physical connection was difficult for family members who did not live geographically close to 
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the participants and their loved ones. Connecting at a distance occurred for most immigrant FCGs with 

extended family members abroad or still in their countries of origin. Long-distance familial connection 

was limited to emotional support enhanced by modern communication tools like social media. Melissa 

and her mother-in-law received emotional support from Iran via callings applications like WhatsApp 

and IMO: “she has a cell phone, and she has WhatsApp and Imo, so she goes and sits in the living 

room and calls people”. Other family members made sacrifices and traveled from their country of 

origin just to be near to connect to the family as a unit and to be with the dying family member.

Fulfilling the final wishes of their loved ones no matter how difficult the process was revealed 

the commitment of keeping the family connected. Respecting a loved one's last wishes was a symbolic 

and significant family process to be connected to one’s homeland for participants in this study and 

other extended family members. Participants respected their loved one's last wish of a home death and 

sometimes this included a cultural and familial expectation to die and be buried in their (loved ones) 

countries of origin. For Amanda, respecting her father's last wish to return to his country of origin (the 

Philippines) and die there was an event necessary for familial bonding for herself and her extended 

family members abroad. This required her family and the assistance of palliative care services to help 

plan international travel during the COVID-19 pandemic. 

 His[father] wish is to go back home to spend the remaining life that he has with the 

grandkids, and one of my brothers and, of course, relatives of ours back home, but because 

of the pandemic, it is hard for us to go right now. The nurse says if we plan to bring him [back] 

to go to do it now, but it is tough, we are thinking of bringing him back home in April or May 

when things [pandemic] settle. That is my wish, and I am crossing my fingers that that will happen.

It is not in our control, right?
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The extra support provided by palliative care services facilitated participants' and their loved 

ones' need to connect with other family members home or abroad- an attribute that maintains dignity in 

dying.

 Support from Informal and Formal Sources: In considering how they managed to 

continue caregiving at home, immigrant FCGs reflected on the importance of the role that both 

informal and formal caregivers from palliative care services played, to help them continue to provide 

the best possible caregiving environment. All participants in this study anticipated caregiving 

challenges and had strategies in place to address them. Immigrant FCGs as the experts of the EOL care 

of their loved ones enhanced and guided decisions for the best caregiving strategies by support from 

family members, friends, faith and other palliative care service providers. The utilization of formal 

services was prominent among other support strategies to be diligently employed by immigrant FCGs. 

This sub-category consists of participants' interdependence on others (formal and informal support) for 

an optimal caregiving experience.  

Informal supports encompassed the networks of assistance that existed in the participants' lives, 

such as other family members and friends who encouraged, supported, and guided them during in-

home caregiving. The study data revealed different informal support attributes acknowledged and 

received by participants during in-home caregiving including emotional support, physical assistance, 

and spirituality. For some immigrant FCGs, informal support also came from their countries of origin, 

requiring international travel to meet physical support needs. Melissa depended on her sister-in-law for 

informal support: "she does everything I do, she does probably 60% of it 70% when she's here, and she 

does not even let me do [anything] I have to say okay you know what I want to do this." Having other 

family members around for support offered valuable respite and was momentous for working together 
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as a family unit maintaining the dignity of their dying loved one. For Amanda, even though she was the

primary caregiver, her brother provided his house for a better in-home caregiving experience and 

quality of life for their father: "I am in my brother's house, but I am the primary caregiver to my dad, 

but my brother and my sister-in-law are also helping”. With the likelihood of death of the loved one, 

there was new meaning to the informal support networks for participants and the assistance their loved 

one received. Participants and other family members began to experience anticipatory grief as a result 

of the losses which became present in their dying loved one such as: the loss of abilities, loss of 

independence, loss of cognition, and loss of identity among many others. This anticipatory grief 

revealed how urgent and crucial informal support was in maintaining dignity in participants’ loved 

ones.

Participants also expressed gratitude for formal support from the many Health Care Providers 

(HCPs) from palliative care services such as nurses, doctors, dietitians, occupational therapists, and 

personal care workers for their encouragement, non-judgmental attitude, and compassionate approach 

to caregiving. Data revealed that many participants were happy with the formal support they received.  

Jasmin reported that palliative care was instrumental in addressing pain symptoms for her grandmother 

by saying: “palliative care came to help dress her and help just take care of her and control for 

symptoms and just try to make her as comfortable as possible”. 

Amanda was surprised by the type and amount of support offered to supporting her dying father.

She instantly made comparisons with what she could have experienced in her country of origin and was

grateful with the opportunities that living in Canada had afforded her, her family and their dying 

relative. She articulated this in the statement below
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I'm glad, like he's [father] here in Canada. In comparison to health care way back home 

[Philippines] there at home is not good at all, compared to here, because here I didn't know that 

you can get some help from the Alberta Health Services free plan I heard I was talking to Lisa 

last week, I'm so impressed. And I can't believe that we can get all this kind of stuff. So, yeah 

that', I'm happy because my dad is here, and he is [being] taken good care by me, my family, 

and help from, from the Alberta Health Services. 

Melissa had mostly positive experience with formal support but also expressed her 

dissatisfaction with the hygiene of some palliative care services staff in a statement later in the 

interview. She first acknowledged the help of palliative care by saying: "it [in-home caregiving] has 

been very hard, but with palliative care health professionals coming into our house and they are very 

careful, and they are very loving". She then went on to address her dissatisfaction by saying:

We had a few people that came on I understand they go to different places. Once there was a 

lady that came and I was downstairs I heard the bell. And I realized that mom had opened the 

door and I knew that the caregiver was coming in at that time. I came upstairs probably about 

three four minutes after they had already gone upstairs. I could smell the body odor from 

downstairs to the second floor where she was and most of the times they smelled really bad and 

I mentioned this to her to their company and I said, the people who come to give you a shower 

[should] actually think about their own hygiene first. So I told them to, you know, I honestly 

don't want this.

Stella was appreciative of a system that could provide relief when she needed to recover 

from surgery: "because of my surgery, I have to put him in [respite], but only because of my surgery. 

Carewest told me that he could do some exercise at the same time because all the time he was using a 
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walker". This caregiver relief was initiated and coordinated by PHC services. 

It was important for participants to acknowledge the need for formal and informal support. 

Informal support allowed close friends and other family members to provide encouragement and 

caregiving relief to participants.  Glory revealed this in her statement about informal support she gets 

from her family “there was my brother, there was my father, there was my sister-in-law, so it was four 

of us taking care of my mom; emotionally supporting and encouraging each other and providing 

breaks”.  Informal support served as essential safeguards to protect and promote the quality of life for 

participants and their loved ones during EOL caregiving. These safeguards are based on established 

relationships participants and their loved ones had with friends, families, and neighbors. These 

individuals were aware of participants' history, the choice for in-home caregiving, and their aspirations 

for EOL care. Formal support complemented this informal support for a better in-home caregiving 

experience and outcome. As discussed by Glory, the nurses help and education was valuable “the nurse 

comes to my house to help me with my mom's care or teaching me and my family members, how to 

take care of her”. This harmonious relationship was critical for maintaining the dignity in dying for the 

terminally ill family member. For Amanda, this harmonious relationship between formal and informal 

care was vital for the care her father received “he [father] is being taken good care of by me, my family,

and help from, from the Alberta Health Services.

 Benefits and Challenges Impacting Family Caregiving: This sub-category assessed the 

combined effects of informal in-home caregiving and palliative care services on the family unit. It was 

evident from participants’ responses that in-home caregiving was a daunting task with both positive and

negative effects on the family. In-home caregiving was frequently viewed in a family context, 

suggesting a spill-over effect of its benefitting and challenging attributes to the family unit.  
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Participants weighed caregiving stresses on the family unit by assessing the changes in familial 

behaviors and attitudes towards one another as they supported their loved one at EOL. Common 

positive effects mentioned by participants on the family were: new relationships, having a sense peace 

and comfort, and family teamwork. On the contrary, caregiving stress encapsulated the negative effects 

of the entire process on the family. The ups and downs of caregiving were discussed by all immigrant 

FCGs. Participants reported how other family members were overwhelmed by in-home caregiving; 

how they had put many important aspects of their lives on hold to in order to provide support to a loved

one. This was the case for Glory and her brother

There were a lot of things we I put on hold I wanted to do Master's so I had to put my education 

on the side. My brother wanted to go to a different job. He wanted to become an accountant and he 

wanted to go work in accountancy job but because they work for like 12 hours in a day, so he didn't do 

the job 

 Achieving a home death was psychologically beneficial for the family unit-many participants 

experienced a sense of comfort and peace in having constant access to their loved ones. Amanda stated:

 it is good to see him here, and it is easy on our [family] hearts as we see our dad, every minute, every 

day [and] that he is still here. So, it makes us [family] feel more at peace, rather than putting him in a 

place that we cannot see him if we want to see him. 

 For Glory, in-home caregiving had psychological and social benefits for her and her family even after 

her mother had passed away. Glory's perspective was in tune with her mother's needs and desires for 

EOL at home – necessary for a “good death” and the coping of the family unit after death:

 mentally or psychologically, I can see that we [family] have peace of mind with what we did (in-home 

caregiving). If I did not do those things at that time, I would probably be regretting right now – 
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like why was I wasting time? And I could have spent that time with her. So I tried to make every 

minute count.

 In-home caregiving encouraged families to work together and grow together as a unit. This 

study highlighted how family teamwork at EOL built trust, opened new lines of communication that 

focused on the common goal of providing a conducive environment for an optimal EOL experience. 

Participants indicated that in-home caregiving fostered new relationships between family members that 

were purposeful and fulfilling. The data was rich with families working closely together to ensure the 

well-being of the sick member and other relatives at EOL.  Glory supported this by saying: "for 

example, if I am here with my mom, I make sure that my father is resting or doing his own thing so he 

gets his time away so he will have his own life on the side." This teamwork guaranteed familial and 

emotional support of members of the family unit. Family members were able to listen to each other and

problem-solve collaboratively while supporting one another to deal with the stress of keeping a dying 

loved one at home. There were positive aspects of caregiving, such as familial altruism and adaptation 

to the caregiving situation – creating a sense of calm among family members. Jasmin's statement 

revealed how providing care at home has made her family understand better the needs of her 

grandmother and became more compassionate:

 we slowly learned to be more compassionate and we understood her (grandmother), and it has 

brought us a lot closer because we have learned to give each other space when needed, but 

we've also learned to be more compassionate towards each other.

On the contrary, there were adverse effects of in-home caregiving that affected the family 

dynamic – these were common in all participants' families and frequently concurrent with the positives 

of in-home caregiving. This was evident in the spilled-over effect of the emotional stress of their loved 
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one's disease conditions and caregiving burdens on the family unit. The breadth of spill-over effects 

was vast, with nuances that affected each member differently. The spill-over effect was a factor of the 

unique relationships participants and their loved one shared with other members of the family unit 

which were meaningful in their own rights. Glory corroborated the spill-over effect in her statement: 

I felt like while it was not only my mother who was suffering from her disease condition, I felt 

like the well-being of all my family members was important. Everyone needed rest 

sometimes because everyone got tired. Mental health was something that everyone had a 

problem with because everyone was suffering emotionally.

For most participants, in-home caregiving were beneficial in being attuned to the dying person’s 

wishes, but also the concerns of the caregivers – improving participants' and their family's preparedness

to support EOL care at home. EOL in-home caregiving afforded the family unit time and space to stay 

connected in a way that supported dignity in dying for their loved one. Palliative care services 

considered the family as the focus of care, and helped the families anticipate the daily the unfolding of 

events and caregiving tips that would be helpful to their loved one with support extending beyond death

and into the bereavement period. The family unit could experience a "good death" that was respectful 

of their loved one's preferences, minimize suffering, and maximize the benefits of in-home caregiving. 

In-home caregiving in conjunction with Palliative care services was essential for providing critical 

psychological support to participants, their loved ones, and their families. With the family as a unit of 

care, in-home caregiving services could improve family relations with in-home caregiving; thus, 

maintaining dignity for the dying family member.  
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Building Caregiver Resilience

Building Caregiver Resilience is the last category of this study's core process – it is elucidated by

data showing participants' ability to adapt and overcome stressful situations associated with in-home 

caregiving during EOL. Resilience was vital for immigrant FCGs to bounce back from in-home 

caregiving challenges like disappointments, sadness, exhaustion, and powerlessness. It was necessary 

because most FCGs had not been formally trained to undertake the caregiver role. In this study, many 

factors enhanced caregiver resilience; the few highlighted by the coding process were learning new 

skills, established routines, social support networks, and spirituality. Building Caregiver Resilience 

consisted of four sub-categories: a) Managing Complex Needs, b) Spirituality c) Organizing in-home 

caregiving, and d) Positive Affirmation.

Managing Complex Needs: Participants’ awareness of the complexity of their loved one's

condition and the process of dying at home was a precursor to this sub-category. Participants described 

how the deterioration of their loved ones' physical, social, psychological, and spiritual health 

contributed to the complexity of caregiving.  It is important to note that part of this sub-category 

included participants' acceptance of the illness reality, the impending death of a loved one, and the 

inclusion of formal palliative care services as a new and necessary strategy to strengthen resilience. 

Managing complex needs fits the broad category (building caregiver resilience) because it equipped 

participants with the knowledge and skill set to support in-home caregiving. The study data revealed 

palliative care services played a significant role in supporting participants' resilience by empowering 

them to identify significant changes in their loved ones and manage these changes to the best of their 

abilities. For example, Glory and her family were taught on how to identify changes in wound size of 

her mother’s cancerous tumor as she said this:
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They [palliative care HCPs] are always educating us to notice any wound changes like if the 

wound is increasing in size, I used to call the nurses at Tom Baker's cancer that the wound size 

is increasing or there's different type of drainage coming out of her wound. So we use, we had 

all the contact numbers where to contact and where to go and seek help.

Significant changes in this study identified as “defining moment(s)” were influential in the 

unfolding of the caregiver experience at EOL – guiding caregiving decisions including the support 

from other family members and the use of palliative care services. Defining moments was denoted by 

participants as event(s) that led to a major shift in the caregiving condition of their loved ones. 

Frequently, participants associated defining moment(s) to a deterioration of their loved one’s condition;

however, there were a few instances of improvements in relation to defining moments.  For some 

participants, defining moments were observable and identifiable signs; other times, it was based on 

intuition from the participants and palliative care HCPs. It is important to note that defining moments 

were very important for participants even in the absence of independently observable determinable 

events. Defining moments gave a name to an event(s) that was influential on the course of in-home 

caregiving for the immigrant FCG and their loved one. These defining moments were significant 

symbols (symbolic interactions) during EOL in-home caregiving which shaped participants’ perception 

of dignity of their loved ones and how to maintain it. Participants and their loved ones did not just 

encounter a set social reality but rather had to define for themselves (social interpretations) what EOL 

in-home caregiving will look like. Caregiving then unfolded based on their interest which was 

primarily determined by what the patient wants and what to do to make it happen. Examples of such 

symbols (events) were terminal diagnosis, family decisions, Goals of Care Designation (GCD) among 

others. These defining moments highlighted the role symbolic interactions in guiding the course of 
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EOL in-home caregiving, particularly the implementation of caregiving measures that enhanced a 

dignified experience for their loved ones. For example, Jasmin recalled the disease timeline of her 

grandmother highlighting the defining moments like diagnoses and worsening conditions as an 

antecedent for palliative care

 my grandmother was diagnosed with Alzheimer's in 2012, and it slowly started to progress 

and I think it was 2018, She got diagnosed with breast cancer, and then her tumor started to 

grow a lot more recently and then so we needed the help of palliative care to come help dress 

her and help just take care of her and control for symptoms and just try to make her as 

comfortable. 

Jasmin revealed that another defining moment in the course of in-home caregiving was the 

resurgence of her grandmother's aggressive behaviors. This was a complex situation that was addressed

with the support of palliative care services "when she was aggressive, it was quite hard because she 

would not ever listen to us for a while; for example, and she would go to the washroom everywhere in 

the house."

For Glory, a defining moment was a conversation she had with her mother during an emergency

room visit, a conversation that significantly influenced events during EOL. Her mother stated her wish 

to see the wedding of this participant and her brother- events that were very important to the participant

and her loved one

She (mother) was sick one time and in emergency [and] she was not able to talk at that time 

because of trach [eostomy]. So I asked her what do you want in your life? She told me that she 

wants to see me and my brother get married.

 Glory and her brother were able to get married with their mother participating to the best of her 
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ability. This defining moments allowed participants to focus on caregiving strategies that made it 

possible for wishes to come true. These defining moments had significant bearing on how EOL in-

home caregiving evolved in ways that were respectful of the wishes of the participants and their loved 

ones hence supporting and maintaining dignity in dying.  As previously stated by this participant, these 

defining moments helped her cope with her mother’s passing because she could look back on her in-

home caregiving experience with no regrets

  Melissa listed defining moments for her mother-in-law as she said: “she had a few fractures on 

her back. She has a severe osteoporosis. So she keeps breaking her ribs, cracking the ribs or so. It's 

been just a few years now that she is worse.” Nasa was aware of a general decline for her mother-in-

law which she revealed as a defining moment – her mother-in-law’s health did not deteriorate quickly 

but just did not improve: “she was comfortable during her time with me, she was not getting better, but 

she wasn't like uncomfortable. She was fine symptomatically but she just died comfortable”.  Glory 

was able to identify some defining moments that were improvements in her mother’s condition with the

assistance of palliative care services: 

One and half year of going through cancer, her trach [eostomy] came out, she was able to 

breathe through her nose. There were a couple improvements in her weight- it was continually 

increasing it was not decreasing anymore.  She was able to walk more than usual. She was more

energetic, she used to laugh and when the trach [eostomy] came out she was able to talk to 

us. And she was able to breathe normally than what we have seen before.

 These moments revealed participants' awareness of care complexity through noticeable changes

in their loved one's unique illness trajectory. A collaborative approach with palliative care services 

supported timely assessments of defining moments at home while implementing strategies to manage 
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them. Defining moments improved the participants' resilience by supporting adaptations to in-home 

caregiving challenges necessary to allowing them to maintain dignity in dying. 

 Palliative care services equipped participants with the skills to manage complex situations 

associated with in-home caregiving. Two obvious empowerment strategies used by palliative care 

HCPs were: 1) changes in the caregiving environment and 2) participant education. All the participants 

had to make structural and logistical changes to their homes to accommodate in-home caregiving in 

conjunction with palliative care services. This involved dedicating a room for EOL caregiving, creating

access to dedicated room, putting side rails, putting handles around toilet seats, raising toilet seats, 

arranging a cart for medical supplies, among many others. Creating a conducive home environment 

facilitated caregiving in a familiar physical, social, and cultural setting. For Glory, some structural and 

logistical changes in her home were reflected in her statement: "we had oxygen setup, suction setup, 

infusions setup, then changes in her bedroom and then making sure that she had all the things available 

upstairs”.  Jasmin corroborated the importance of having structural and logistical changes by saying: 

"little things like we had to get a new bed for her, one that would rise, so we could feed her in bed if 

needed. In her bathroom, she just had another stool – a shower stool".  Also, the home was a conducive 

place for the practice of social, spiritual and cultural acceptable practices as already described in first 

category (Cultural Values and Norms of Caregiving).

 Caregivers needed education on managing complex needs of their loved ones – this included 

specific information related to each individual's EOL needs. Learning new skills was how participants 

became empowered to be informal caregivers. Skills in managing their loved ones' complex needs and 

how to access other services in Alberta Health Services (AHS) were of critical importance. Immigrant 

FCGs discussed the importance of a collaborative relationship with palliative care HCPs for skill 
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acquisition and skill improvements. Glory revealed how education improved her family’s abilities to 

manage tube feeding and tracheotomy care of the mother:

There was a person who taught my dad how to give a feed to my mom at home, how to   

clean it, how to make sure it's working properly, where to call if the feeding tube is not 

working, if there's any problems with the feeding- how to fix those troubles...they 

(tracheotomy clinic) taught us what the signs to look for, where to keep the emergency 

supply stock for trach and all the things to do if the tray comes out.

 Newly learned skills made immigrant FCGs confident and competent to manage care and 

advised others informal caregivers on the best care practices for their loved ones. This process started 

with an awareness and acknowledgment (defining moments) and then actions for an optimal EOL 

experience. Becoming empowered with skill sets needed to keep their loved ones at home was essential

for building participants' resilience for in-home caregiving.

Spirituality: This sub-category was related to building caregiver resilience because it gave

home caregiving meaning and purpose for many participants – a fundamental element of EOL 

experience. For the majority of the participants, it was expressed as religion and religious rituals. 

Participants' beliefs represented in this study were Christianity, Sikhism, and Baha'i. This sub-category 

showed the personal connection participants and their loved ones had with a transcendence – the ways 

in which they expressed reverence. It is vital to note that even though all the participants in this study 

ascribed to an organized religious group, spirituality could occur both within and without traditional 

religions. Spirituality was vital for coping with illness, and caregiving while maintaining dignity in 

dying.  Jasmin summarized how spirituality was vital for herself and her family's resilience:

 so we go along to the Sikh Faith, and a firm belief in our religion is -do not focus on the afterlife
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and focus on the present. So I feel like that has helped a lot to not be anxious and not overthink 

about what is going to happen afterwards; rather focus on the now and focus on making her happy 

and making her, and giving your best to her. 

 For Melissa, her Baha'i faith was essential in maintaining dignity in dying by keeping her older 

mother-in-law home for caregiving purposes: “the Baha'i faith, which is our religion, there is very 

important to pay homage to your parents; you need to take care of your parents. That is something that 

God has ordered for you to do”. For Amanda, her catholic faith was critical in keeping optimism and 

hope for her father's health condition during caregiving at home: "We are Catholics; we pray, we know 

that prayers and praying can help my dad, especially now in his condition."

 Spirituality was an intrinsic and essential component of the home caregiving experience of 

participants in this study. Religious rituals and practices improved participant's resilience by providing 

hope and optimism in the face of difficulties and uncertainties. Spirituality provided value by preparing

participants for anticipatory grief while readying their loved ones for transition to the next phase. The 

data from this study suggested that while palliative care services did not actively promote or counteract 

the spirituality of participants and their loved ones, taking off some of the physical and emotional 

burden associated to caregiving meant that the immigrant FCG and their loved ones could focus more 

on spiritual well-being during the dying experience. Caregiving at home in conjunction with palliative 

care services ensured participants' rights to practice rituals important to them and their loved ones were 

guaranteed, thus maintaining death with dignity.

Organizing Caregiving: Organizing caregiving gave participants a structure to manage 

expectations, enable better decision-making and guaranteed consistency. Routines became particularly 

important in organizing in-home caregiving, as was recalled by all participants, indicating how 
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essential they were to building resilience. By being predictable and repeatable, routines provided 

immigrant FCGs with a framework and direction of operating.  All the participants had an established 

routine that ensured the inclusion of palliative care services, and cooperation of other members of the 

family. Organized caregiving reduced the power struggles between participants, their loved ones, other 

family members, and HCPs. Participants created routines that were inclusive of all the things important

to their loved ones and themselves, scheduling appointments and meetings around times that lead to 

minimal disruptions. These routines appeared to be controlled mostly by the participants and were 

frequently based on the best interest of their loved ones.  Palliative care professionals were very 

supportive of families setting their own agendas and routine, working with the proposed schedule to 

provide optimal formal support. 

 Stella supported her father’s routine by saying: “he had a schedule initially when I was 

working, but if I need some additional days I took vacation, because I have to go with him to all his 

appointments, he cannot go by himself to this”. Amanda revealed she had to move her father to her 

brother’s house because his routine required someone to always be at home 

Me and my brother talk about moving my dad to stay with them, because there is always 

someone in this [brother’s] house. That's why he ended up living with my brother. Yeah we've 

made arrangements so that somebody is with him all the time. And I am the primary care [and] 

because my time at work is flexible and I can come here at any time. So that's the plan. That's 

why he is leaving here.

This sub-category allowed participants to schedule appointments and referral of their loved ones

at times that was conducive for them – a strategy that enhanced adherence to treatments proposed by 

formal services. Peculiar to established routines was the ability for immigrant FCGs to have a 
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caregiving-rest balance or respite, to occasionally relieve them of the daily burdens of caregiving. This 

was the case of Glory, who said: "for example, if I'm here with my mom, I make sure that my father is 

resting or doing his own thing, so he gets his time away, so he will have his own life on the side." 

A caregiving-rest routine provided immigrant FCGs with a sense of organization and reassurance

during in-home caregiving. This study data suggests that a focused, organized, and detailed 

management plan of in-home caregiving were important for participants’ resilience in in-home 

caregiving. This was demonstrated by how established routines also guaranteed flexibility by almost all

of the participants, giving room for adjustments if necessary. This was the case of Camille, who said 

this about her routines:

It [routine] is very flexible because I don't want that if he doesn't feel like being changed in the 

morning [I must to do it]- unless he wets himself. However, even eating sometimes, when I 

came in, [and] I just want to hook up the [feeding] machine [and I say] you have to get up 

to get ready [but he says] I want to sleep so [I say] Okay, I will wait until when you're ready. 

And I will take a nap. So at least for two hours, and then check again by 10, sometimes 1030, 

then he is ready to get up.

Established in-home caregiving routines were not synonymous with the idea of restriction or loss

of free will. Instead, it provided a sense of focus, helped eliminate distractions, and reduced the power 

struggle between participants and their loved ones while ensuring cooperation – all crucial in 

maintaining the dignity in dying. 

Positive Affirmation:  Participants used positive affirmations to foster an optimistic 

mindset and minimize negative feelings of in-home caregiving. A mindset change inspired participants 

to show up for in-home caregiving and palliative care service collaboration with an attitude focused on 
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improving the EOL experience at home. Often related to the spiritual dimensions of palliative care, 

positive affirmation creates possibilities for self-empowerment with the beliefs of motivation and hope.

Positive affirmations motivated and enhanced participants’ resilience and fortitude when interacting 

with their loved ones, other family members and palliative care HCPs. With positive affirmations, 

participants overcame negative self-sabotaging thoughts of in-home caregiving. Melissa confirmed this 

by saying: 

I love the part of my faith [that] says unity of mankind is number one priority for us, and I think

of this [in-home caregiving] not as a favor to my mother-in-law and I think of it as a way of 

life. 

Her faith was a consistent source of encouragement to achieve desirable behavior when 

confronted with challenging situations of caregiving. The fact that she described caregiving as “a way 

of life” changed the perspective from caregiving as a regular chore to caregiving as a duty of care to 

her loved one.

 Camille often reflected on her negative emotions before engaging in challenging caregiving 

tasks: "When I come from work, and when I see [that] he messed up [himself] and stuff, I just take a 

deep breath and then do my job." After reflecting on the caregiving task, Camille could empower 

herself and re-channel negative thoughts of the situation to more positive thoughts before engaging in 

caregiving. This specific behavior management technique used quickly and quietly prompted Camille 

to stop in her tracks, acknowledge her emotions, and refocus on the duty of care. Participants who 

implemented this technique have conditioned themselves to behave in a specific manner in the face of 

challenging in-home caregiving situations. Positive affirmations are flexible and creative, with the 

primary goal of providing care with the appropriate mindset.
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Immigrant FCGs also received positive affirmations from external sources such as other 

family members, the palliative care professionals and also from their loved ones. They used feedback to

obtain positive affirmation from outside themselves – acknowledging positive changes in their loved 

ones and their families. These experiences were valuable as it consolidated their decisions to keep a 

love one at home.  This was the case of Stella who revealed that her father enjoyed staying at home 

while receiving other palliative care services:  

He was enjoying because he saw big, big differences between health care back home and 

healthcare here and even, like last time, care with people. He told me, I'm like a president, I 

have personal room… he really enjoyed life in Canada as well. 

When their loved ones were unable to verbalize feelings, participants based these affirmations on

intuition and observed behaviors and improved moods evident by smiles, boosts in eating, and physical

activities among many. For Camille, she noticed her husband and daughter were happier with in-home 

caregiving:  

He (husband) seems like he is happy [with in-home caregiving and PHC service] because

the only place that he likes is his home, the only place to like to sleep is his own bed. She 

(daughter) seems she is happy [with in-home caregiving and PHC services]. She is comfortable. 

 The positive affirmation also came in the form of participants minimizing caregiving tasks and 

caregiver burden to limit or change negative emotions. Jasmin said, "I would say [in-home caregiving] 

is not a burden, but it was emotionally taking a toll on all of us." This sentiment was similar to what 

Melissa said about her mother-in-law "she is like a second mother to me I do not know, maybe I have a 

problem, but this [in-home caregiving] is very easy." All these statements were concurrent with many 

participants putting some aspects of their lives on hold to meet the needs of their loved ones staying at 
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home while receiving other palliative care services. 

Positive affirmations turned feelings of frustration and isolation into constructive thinking vital 

for attaining and maintaining dignity in dying at home. 

Summary

The theoretical model (Figure 1), as described and explained in this chapter, depicts the 

core process of Maintaining Dignity in Dying by participants. The major categories of the underlying 

process were Cultural Values and Norms of Caregiving, Caregiving as a Family Unit, Building 

Caregiver Resilience and their related sub-categories which provide insight on the core process for 

immigrant FCGs. Through data analysis and interpretation of the categories and sub-categories, a co-

constructed theory emerged – Immigrant family caregiver experience of EOL in-home caregiving: A 

Relational Process of Maintaining Dignity in Dying. The theory was interpretive and open to new 

meaning for each immigrant FCG’s unique circumstances.  The feelings of loyalty, trust, and 

cooperative attitudes within the family group was a prominent and shared attributes among all the sub-

categories of this substantive theory. In the next chapter, I will examine these categories further and 

discuss them in relation to relevant literature. This is done to establish a better understanding of how 

the study’s findings fit with what is already known about the in-home caregiving experience of 

immigrant FCGs. Implications for nursing practice and future research based on the findings will also 

be discussed.
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Chapter Five: Discussion and Conclusion

Family caregivers (FCGs) play an essential role in keeping a loved one at home for EOL for a 

better quality of life (QOL), well-being, and quality of care of a terminally ill loved one. For many 

FCGs and their loved ones, the home remains an ideal place to die because of the numerous physical, 

mental, and emotional attributes of a familiar environment. The informal caregiver role is critical given 

the increasing reliance on de-institutionalized care for hands-on care, spiritual and emotional care, and 

care coordination (Hollander et al., 2009). The Canadian Hospice and Palliative Care Association 

(CHPCA) (2013) also confirmed that most Canadians (75%) want to die at home, while CHPCA (2017)

revealed that if the death occurs in the home, Canadians (90%) are more likely to say that the setting 

matched the family member’s preference. Immigrant FCGs form a significant subset of these FCGs 

who would prefer the home setting for a loved one. This subset (immigrant FCGs) was the main subject

of this study considering the barriers that they face – cultural, communication, socio-economic status, 

healthcare system structure, and immigrant knowledge (Ahmed et al.,  2016).  There have been a 

limited number studies that focus specifically on the immigrant FCG experience of in-home caregiving.

In many developed countries, the number of informal caregivers from minority ethnic groups is 

rising as the demographic profile of these populations' ages with increasing proportions of older people 

(Lievesley 2010).  This was consistent with the ethnic diversity as witnessed by a recent 2016 Census 

showing the immigrant population of Canada to be 7,540,825 and that of Alberta to be 845,215 

(Statistics Canada, 2018). Of this population will emerge immigrant FCGs possessing similar 

experiences of EOL in-home caregiving that are interrelated in some sense and distinct in others. This 

study aimed to generate a substantive theory that would explain the experiences of immigrant family 

caregivers in the Calgary Zone. In this chapter, I re-visit the theoretical model,  my research question 

and findings that ensued in relation to relevant research. Finally, I discuss implications for nursing 
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practice, education, and research.

Re-visiting Theoretical Perspectives of Immigrant FCG 

The theory, Immigrant family caregiver experience of EOL in-home caregiving: A Relational 

Process of Maintaining Dignity in Dying. (see figure 1 below), describes the experiences of immigrant 

FCGs supporting a loved one at home. The core process is underpinned by three conceptual categories: 

cultural values and norms of caregiving, caregiving as a family unit, and building caregiver resilience. 

There are essential sub-categories that make-up each category. The sub-categories of valuing a home 

death and cultural expectations of caregiving are featured in the first category of cultural values and 

norms of caregiving. Connecting as a family, support from informal and formal sources, and benefits 

and challenges impacting caregiving are the three sub-categories that exist in the category of 

caregiving as a family unit. Lastly, the sub-categories of managing complex needs, spirituality, 

organizing caregiving and positive affirmations were unique to the category of building caregiver 

resilience. As participants navigated the process of maintaining dignity in dying at home, these 

categories and their subsumed sub-categories begin to highlight their experience of in-home caregiving.

If any of the sub-categories are removed, the immigrant FCGs experience of in-home caregiving might 

be sub-optimal; consequently, they might not attain desirable levels of maintaining dignity in dying. 
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Figure 1. Core process of Immigrant FCG experience of EOL in-home caregiving

The Core Process: Maintaining Dignity in Dying.
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Cultural Values and Norms of Caregiving

 In this study, the initial considerations of the FCGs in upholding the core process is cultural 

values and norms of caregiving which describes what shapes and influences participants' decision to 

keep a loved one at home for EOL and how palliative care services enhance this choice. Cultural values

and norms of caregiving as a category is informed by beliefs and traditions significant to the immigrant

FCGs' including the reception and level of involvement of palliative care professionals. For the 

immigrant FCGs, keeping a loved one at home for EOL was part of the expectation of the "right and 

correct" choice for EOL care. Cultural heritage guided in-home caregiving decisions and expectations. 

Participants' descriptions of these sub-categories underpin the importance of fulfilling cultural and 

familial expectations of EOL in-home caregiving. 

This category examines the cultural influences that support immigrant FCGs keeping their loved 

ones at home for EOL. This present study reveals the centrality of cultural heritage as participants 

consider providing informal care at home. These cultural heritage can be advantageous or 

disadvantageous to the immigrant FCG depending on the circumstances. Kirby et al. (2018) purported 

that culturally and linguistically diverse populations' palliative care experience may entail additional 

complications around language and cultural values, including barriers to communication and isolation 

from the broader community. Participants in this present study needed EOL in-home caregiving support

that reflected their preferences regarding the discussion of diagnosis and prognosis, communication 

preferences, family involvement, and decision-making. For example, some participants prioritized a 

family decision-making model for EOL care decisions, and others deferred decisions to their palliative 

care HCPs. For some participants, cultural expectations of EOL caregiving did not resonate with the 

Western biomedical notions of patient-centerd care. In their study, Kirby et al. (2018) revealed that 

culturally diverse populations have an expectation of more traditional forms of home-based care for the
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dying – provided by informal caregivers. This meant that institutionalized palliative care was difficult 

to comprehend for several participants, thus establishing EOL in-home caregiving as a cultural 

expectation. 

Cultural Sensitivity

 Participants in this present study served as critical guides to cultural sensitivity at EOL by 

highlighting beliefs, values, traditions, and practices that honor their loved ones. Informal caregiving 

became essential because it provided a context in which cultural values and beliefs shaped decisions 

around caregiving and the use of formal support interventions (Giunta et al., 2004). During the 

interviews, participants shared multiple accounts of values and norms of caregiving, revealing directly 

or indirectly that in-home caregiving was a cultural expectation warranting the use of any means 

necessary to make it happen. Many participants ascribed these cultural expectations to their cultural 

upbringing, their views of family and the familial role in supporting a dying loved one and their 

religious backgrounds. This was evident in the fact that some participants lived in the same household 

where multiple generations were present to provide physical, emotional, and spiritual support to the 

terminally ill relative. Participants' data in this present study revealed palliative care services were 

mostly beneficial to the immigrant FCGs and their loved ones because it usually incorporated what 

matters most to them for EOL. Givler et al. (2021), asserted that beliefs, experiences, and values of the 

patients and their families improves the quality of the medical care provided. Participants in this 

present study placed value on a duty of care to a loved one and put in place strategies to meet these 

obligations – a significant part of which was in-home caregiving. Findings also revealed participants' 

appreciation of the combination of in-home caregiving and complementary Palliative care services, 

often associating it with a better experience for EOL. With the help of palliative care professionals, 

participants were able to manage behaviors and distressing symptoms of their loved ones making EOL 
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in-home caregiving experience less challenging. Palliative care programs have also been shown to 

improve quality of life, reduce physical symptoms, reduce psychological distress, and improve 

accessibility to formal care providers (Melin‐Johansson et al., 2010). Integrating cultural values and 

norms associated with caregiving optimized the effects of palliative care interventions, resulting in 

family-centered EOL support, relevant and meaningful for the immigrant FCGs-loved one dyad. For 

example, some participants reported that their decision to keep a loved one at home was a cultural 

expectation, consistent with their upbringing, family values, religion, and spirituality.  

Chow et al. (2010) study of FCGs in the United States of America described the uniqueness of 

each FCG showing that race and ethnicity are associated with different patterns of support (formal and 

informal) received among family caregivers. Their findings suggested that minority caregivers have a 

more diverse group of extended helpers than do non-Hispanic Whites and those minority caregivers 

reported a desire or need for varying types of formal support services despite similar usage and lower 

burden scores as compared with White caregivers. Williams et al. (2016) did a similar study among 

Canadian caregivers concluding that there were multiple and overlapping axes of diversity (such as 

age, ethnicity, employment status, geography, social connectedness, and immigrant status) that 

influence the caregiving experience. These studies provided some understanding of intersecting and 

overlapping factors that influence immigrant FCG experience of in-home caregiving. The uniqueness 

of the immigrant FCG-loved one dyad in this study was evident in demographics, housing conditions, 

cultural expectations of caregiving, disease process, family support, EOL wishes and preferences, 

among many others. Despite the distinctiveness of caregiving situations, the value of a home death and 

the meaning of cultural expectations of caregiving were common among all the participants and were 

critical for participants’ adaptation to a caregiving role and their collaboration with palliative care 

services. The outcome of this collaboration was a culturally appropriate in-home caregiving evident by 
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spirituality, ritual practices, food preferences, and language and communication preferences, 

connections to family and friends, and socialization. These shared values and beliefs were observable at

multiple levels with immigrant FCGs, their loved ones, and their families. Despite the differences in 

what the caregiving expectations were, Maintaining dignity at EOL was the ultimate goal for all 

participants. It was the overarching theme of the purpose of participants’ experience – respecting their 

loved one’s wishes and fulfilling caregiving expectations.

Home Death

Valuing a home death was central to participants respecting their loved ones' EOL wishes, an 

expectation entrenched in their cultural upbringing and personal obligations to caregiving of a loved 

one at EOL. A home death allowed participants to collaborate with palliative care professionals to 

address the physical, psychological, and spiritual needs for themselves and their loved ones in a 

familiar space. Some participants had the contacts of palliative care HCPs to ask questions and have 

access to other services when they required it. Also, many participants highlighted the benefits of 

education and mentorship received from palliative care HCPs to manage significant changes during 

EOL in-home caregiving. This collaboration ensured productive communications and coordination of 

the patient’s care between immigrant FCGs and palliative care HCPs. It was an opportunity for FCGs 

to have inputs and have them incorporated by palliative care team and vice versa. Communication was 

a critical aspect of EOL caregiving as many participants acknowledged the need for a trusted translator 

or a medical interpreter to assist with language impediments. Research indicates that HCPs tend to 

report greater quality of communication with patients and less medical errors when trained interpreters 

facilitate dialogue (Flores et al., 2003). Ahmed et al., (2016) suggests the use of creative ways of 

reaching out and educating immigrant groups need to be explored so they become aware of available 
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resources. By missing clues or misunderstanding a patient’s cultural viewpoint, it is possible for HCPs 

to unintentionally offend, or place the diagnosis, adherence to treatment, and health outcomes at risk.

There are various reasons that individuals choose a home death. At the personal level, individuals

choose a home death was because they can have family nearby in familiar, comfortable surroundings 

(Canadian Virtual Hospice, 2019). At the systems level factors such as the quality and cost of end‐of-

life care in the acute care setting influenced decision making for home deaths (Gallo et al., 2001). 

These reasons are in the context of the de-institutionalization of health systems to favor community 

services (Giesbrecht et al., 2012) with home care becoming one of the fastest-growing healthcare 

system components (Romanow, 2002) – including a home death. Valuing a home death was a 

prominent piece of the cultural expectation among participants and their loved ones.  Cultural 

expectations and a duty of care to a loved one made a home death intentional and purposeful for 

participants in this present study, with many expressing a "feeling of peace" with their decisions 

(Participant 7). Tang (2000) purported that a home death gave FCGs a greater chance to control their 

environment, more autonomy and privacy, and a sense of normality. A home death allowed participants 

to include aspects of their international cultural experience that were not feasible in institutions, such as

spirituality, language, and food preferences.  Giuntoli and Cattan (2012) studied expectations of 

caregiving, and categorized them into two areas – abstract high standards and pragmatic expectations. 

Abstract standards included high standards of good practice, cultural understanding, and 

responsiveness to individual expectations. In contrast, pragmatic expectations were culturally specific 

expectations of practices that immigrant FCGs and their loved ones associated with maintaining 

dignity. In this study, the abstract and pragmatic expectations were nuanced, particularly as participants'

primary focus was on maintaining dignity in dying, not categorizing and compartmentalizing caregving

expectations. This nuance was evident as participants had abstract standards of what was appropriate, 
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and acceptable for maintaining dignity of their loved one such as communication and trust and at the 

same time dealing with practical demands of the physical and emotional needs of EOL in-home 

caregiving such as dressing and praying with a loved one. 

Foundational to achieving a home death as a cultural expectation is the importance and meaning 

of home in EOL in-home caregiving for the immigrant FCG and their loved one. Seto et al. (2013) 

described home as a "place of belonging," (p. 650) while Zweig et al. (2009) described the home as 

part of a person's identity. The home became a place for participants to negotiate the difficult transitions

from life to the death of a loved one. Part of this negotiation involves using palliative care services to 

complement informal in-home caregiving for a dignified death. Gomes et al. (2013) found that when 

someone with an advanced illness receives palliative care, their chances of dying at home more than 

double. In EOL, the home is more than just a physical location of caregiving; but a place where 

emotional connections are made with a dying loved one and other family members. This was supported

by Gillsjö and Schwartz-Barcott (2011), who said the home is not just a house; it is a place, 

relationship, and experience. The experience of EOL at home adds a new dynamic to the meaning of a 

home – a place that prepares it for the transition of a loved one to death. Tryselius et al.(2018) 

summarized the importance of a private home at EOL labeling it a central position in processes of 

palliative care and dying. The findings from this study reveal the importance of immigrant FCGs’ 

identity in supporting a terminally ill relative while receiving services and retaining connections to 

family, friends, and the community. The preference of home for participants in this study often pointed 

to the idea of "dying in place" (Degenholtz et al., 2004, p. 116) – the concept that allows death in a 

familiar environment (habits, routines, memories, and daily activities) and with the company of family 

members. Rando (1984) asserted that continued contact with those who have been and are part of their 

lives reaffirms to dying individuals that they still are the same people they always have been. As such, 
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the familiar environment of the home and the constant supporting relationships confirms the continuing

identity and importance of the dying person to participants. This is consistent with earlier research 

showing that feeling attached to one's residence and community is an essential factor in the receipt of 

health services (Dale et al., 2012) and is positively linked to identity and feelings of control (Theodori, 

2001). This highlights the sentimental and relational attributes of a home (Gillsjö & Schwartz-Barcott, 

2011) making it meaningful for participants to maintain dignity in dying of their loved ones. 

Valuing a home death rightly serves as a precursor for achieving death at home – an essential 

determinant of the overall quality of life for participants and their loved ones. A departure from the 

expectations of in-home caregiving and a home death can be unsettling and indicate to participants' 

loved ones that they are already perceived as socially dead. Kralov (2015) identified three 

characteristics of the definitions of social death as a loss of social identity; a loss of social 

connectedness; and losses associated with disintegration of the body. Each of these suggest that the 

concept of social death represents a compromised well-being of the terminally ill relative that may 

influence the way they are perceived either directly or indirectly. Regardless of the loss of identity of a 

loved one, participants’ in the present study were still determined to treat their loved ones with love and

dignity irrespective of their state of well-being. Part of this involved responding to the call of duty by 

keeping their loved ones at home for EOL even when care was complex and challenging. 

 Despite the intense consideration of 'duty' to a loved one and the cultural expectations at EOL, 

the burden of achieving a home death was compounded by the unmet needs in service delivery systems

(Aoun et al., 2005; Jo et al., 2007). In this present study, palliative care service delivery depended on 

participants’ available resources, informal support, public health restrictions (due to the COVID-19 

pandemic), cultural and social preferences for EOL. Palliative care put in effort so that these multiple 

facets of EOL caregiving could come together to support participants and their loved ones in a way that
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was mindful of the structural, cultural, and social dimensions needed to maintain dignity in dying. 

However, even with all the services offered, some participants still struggled to keep up to the demands

of care for their loved one, citing limited amount of support received from formal and informal sources.

According to Dying in America (2015) failures to coordinate care, disruption in care planning, and 

medication errors were all are implicated in poorly managed transitions between care settings, 

including between hospitals and private homes. The challenges in care coordination highlighted the 

importance of communication for the optimization of support for a home death. 

 In their study, Gomes and Higginson (2006) identified factors affecting a place of death; a) 

factors related to illness, b) individual factors, and c) environmental factors. The factors relating to 

illness dealt with the type of disease, the length of disease and the functional status of the dying person;

the individual factors dealt with demographic variable (income, social class, marital status) and 

personal variables (preferences); environmental factors dealt with use of home care and the social 

support received from informal caregivers and extended family members). This model hypothesizes 

that EOL in-home caregiving was complex and affected by multiple variables.

Caregiver burden

 In this present study, participants identified being at serious risk for physical, social, and 

financial burdens resulting from caring for a dying family member at home. Physical challenges 

included chronic fatigue, physical exhaustion, sleeplessness, burnout, and deterioration in their health 

(Candy et al., 2011; Corà et al., 2012).  Emotional problems such as helplessness, uncertainty, and 

hopelessness (Robinson et al., 2014) affected EOL in-home caregiving while social challenges included

restrictions on time and freedom, disruption of personal routines and leisure activities (Woodward et 

al., 2004). Some participants highlighted some social burden of in-home caregiving, listing activities 

that they enjoy but could no longer engage in such as social events, traveling, education, job 
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opportunities. Other factors included financial problems, isolation, and occupation-related problems in 

the phase of caregiving (Hudson et al., 2011) and role conflicts associated with having to balance the 

needs with financial challenges (Wolff et al., 2016). These in-home caregiving stressors suggested that 

participants spent a significant amount of time focused on caregiving rather than talking, sharing, or 

sitting quietly with the dying loved one -a possible deviation from the initial intent of in-home 

caregiving. 

Caregiver burdens are either objective or subjective. Brink (2009) described objective burden as 

the quantity of time performing a caregiving task, the type of tasks performed, and the resources 

(physical and financial), while subjective burden refers to the caregiver's emotional impact. Both often 

occurred simultaneously among the present study participants as a byproduct of cultural expectations 

and individual traits of EOL in-home caregiving. However, in this study, it was challenging to 

distinguish between culturally based expectations and individual traits and how they influenced in-

home caregiving. This was so because participants' personal traits and attitudes towards EOL 

caregiving were shaped by culture, influencing how they saw themselves as individuals within the 

larger context of the family unit and the society. The lack of this distinction in this study and previous 

studies can result in an over-emphasis of cultural factors or individual differences while ignoring the 

interaction between them. Research suggests that many shared experiences of caregivers across all 

ethnic groups and caregivers from diverse ethnic groups can identify both positive and negative aspects

of their role (Scharlach et al., 2006). Participants in this study identified many factors that affected EOL

in-home caregiving such as language barriers, transportation challenges, coordinating with families 

abroad, coordinating home transitions, managing appointments, coordinating with formal palliative 

care services. For example, a participant faced challenges organizing for their loved one to travel 

abroad sooner rather than later to visit other family members before he passed. Some studies related 
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these FCG burdens to caregivers from racial and ethnic minority groups, enlisting structural barriers to 

service utilization, including inadequate transportation, insufficient knowledge about services, cost of 

services, language barriers, negative prior experiences with services, and lack of culturally sensitive 

services as part of caregiving challenges (Damskey, 2000; Dilworth-Anderson et al., 2002). As such, 

ethnicity, immigrant status, and culture may also play a significant role in caregiving stress and coping. 

Caregiving as a Family Unit

 This category examines the dynamic nature of caregiving by a family unit over time, as 

members work together to provide an environment supportive of in-home caregiving. Caregiving as 

family unit resonates with the Family System Theory (Bowen, 1960s) purporting that one's family unit 

or family center overall has a profound impact on their emotions and actions. Participants in this 

present study viewed EOL in-home caregiving as a family event with varying degrees of positive and 

negative effects on its members. The larger family unit experienced a spillover effect of caregiver 

burden based on the level of physical and emotional involvement in EOL caregiving. The spillover 

effect results from caregiving or simply caring about others, or a combination of the two (Wittenberg et

al., 2019). While the literature tends to focus on primary caregivers, other members of the family unit 

both provide care and experience spillover effects of illness (Bobinac et al., 2013), hence the 

importance of assessing in-home caregiving effect on the entire family unit. Caregiving as a family unit

is critical because family functioning can become a significant factor in determining the quality of EOL

care rendered by informal or formal caregivers. Stajduhar et al. (2008) reported that the family unit was

vital because it offered caregivers practical hands-on help and a support system available in a non-

judgmental way. Part of this was finding new ways to connect as a family during in-home caregiving 

and rallying support (informal and formal) to enhance EOL in-home caregiving. Findings revealed that 

spill-over effects were both beneficial and challenging on the family unit. Some participants identified 
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benefits such as becoming closer as a family unit, spending quality time with a dying relative and 

fulfilling caregiving expectations while many identified caregiver burden as the main challenging spill-

over effect on the family unit. Kristjanson and Aoun (2004) corroborated this as they identified the 

benefits of palliative care on the family unit – a time of closeness, reflection, and enhanced family 

interactions, and identified challenges as burden of the illness communication difficulties, and 

dysfunctional family patterns. The present study suggested adjustments in family unit structure to 

maximize benefits and minimize challenges of the dying experience for participants, their loved ones, 

and the larger family. 

Familism

  Valdivieso-Mora et al. (2016) define familism as a cultural value in which a higher emphasis is 

placed on the family unit in terms of respect, support, obligation, and reference. Familism is a concept 

that places value of the family over self and can affect EOL in-home caregiving perceptions and 

practices. In this study the importance of symbolic interactionism is amplified by connecting it to the 

concept of familism. It was expressed in varying ways by participants and dependent on the caregiving 

circumstances. It supported the use of spiritual, cultural, and familial symbols among others to foster a 

family unit’s caregiving obligations to a terminally ill loved one. It appeared to bring participants closer

to self, their loved one, palliative care HCPs and other family members. In fact, it was a common theme

among all the sub-categories of caregiving as a family unit. 

This concept has been largely explored among Hispanics like Mexicans, Cubans, Puerto Ricans, 

and Central and South Americans (Cortes, 1995; Fitzpatrick, 1971; Marin, 1993; Mindel, 1980; Rogler 

& Cooney, 1984; Sabogal et al., 1987). Most of these studies placed a cultural lens to familism, 

frequently describing it as a culturally grounded way of valuing and prioritizing family over self. 

However, more recent studies have explored familism among other ethnic groups (Rozario & 
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DeRienzis, 2008; Schwartz, 2007). Historically, Sabogal et al. (1987) identified three dimensions of 

familism which were relevant to the present study: (a) familial obligations, that is, the perceived 

obligation to provide material and emotional support to the members of the extended family; (b) 

support from family, which is the perceived support from relatives to solve problems; and (c) family as 

referents, which is the perception of relatives as behavioral and attitudinal referents. Familism supports 

the idea that obligations to a dying loved one changes as a natural part of family life. The changes that 

accompany EOL in-home caregiving offered benefits such as connecting and bonding in as a family 

and challenges such as the stress associated to caregiver burden.

Familism was important because it made EOL caregiving intentional and purposeful by giving 

the family unit something to look forward to while keeping members accountable to each other.  

Familism in this present study highlighted the centrality of the family unit in terms of feelings of 

loyalty, reciprocity, and love during EOL in-home caregiving. Participant data revealed that this 

concept was a multidimensional construct composed of core values of familial interdependence and 

obligations to an ill relative. This resonated with a significant part of the literature purporting attributes 

of familism such as strong family identification, attachment, mutual support, family obligation, and 

familial interconnectedness (Almeida et al., 2009; Lugo et al., 2003). Inherent to familism is the view 

that family members are interconnected, making it appropriate for in-home caregiving to be viewed as 

a whole rather than individual elements. The existence of an emotional bond and a sense of belonging 

suggest that the family unit has a unique role in the in-home caregiving of their loved ones. In this 

study, one outcome of this concept was families organizing themselves to carry out the daily activities 

of EOL in-home caregiving.  This study revealed that a significant factor of caregiving as a family unit 

at EOL revolved around the form of relationship and social responsibility the caregiver has to the care 

recipient. For example, 6 out of the 7 participants interviewed felt the obligation and responsibility to 
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care for their loved ones at home because of familial expectations.   Brink (2009) found that a home 

death was a prominent benefit of familism, associating it (home death) to a caregiver’s ability to 

continue providing care. As such familism became the primary attribute that portrayed the relationships

between sub-categories and how they affected each other to achieve the intended out of EOL in-home 

caregiving – maintaining dignity in dying. Familism was crucial for participants and other family 

members to establish a loyal and reciprocal relationship with the ill relative. It aligned with the cultural 

expectations of in-home caregiving and made participants and their loved ones feel loved and 

supported. The present study revealed that family unit members connected with others and palliative 

care professionals to share caregiving tasks, create memories, reminisce the past, manage symptoms, 

and anticipate grief. Familism was subject to cultural values and expectations needed for a richer 

understanding of how participants and their loved ones were supported at EOL caregiving. This 

concept had a substantial proportion of both positive and negative outcomes that caregivers and family 

unit’s experience had for a sense of familial obligation and belonging. The results were positive effects 

of in-home caregiving on the family unit, such as new relationships, peace and comfort, and family 

teamwork. Other studies have highlighted the positive caregiving outcomes on family caregivers, such 

as reduced mortality and better well-being (Brown & Brown, 2014), personal growth experience, and a 

better dyadic relationship (Mavandadi et al.,2014). On the contrary, connecting during EOL in-home 

caregiving can negatively affect the family unit, such as substantial reorganization or disruption of the 

family system and increased possibilities for family conflict (Kramer et al., 2006). Family units must 

find purpose and meaning by having a common goal of in-home caregiving so that they can be united 

in ways needed for the attainment of dignity in dying for their loved ones. Familism was an expression 

on the philosophical underpinning of this study’s methodology – social interactionism. It had 

implications on perception and practicalities of the core process of this study and on the family unit in 
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general. Hence, philosophically, familism as a concept permeated many of the existing sub-categories 

of this study with varying degrees of influence.

Connecting as a family frequently manifested as physical and emotional bonding was subject to 

the amount of time participants had left with their loved one. Findings revealed participants’ bonding 

with their loved ones, other caregivers (formal and informal) was important for a dignified death for 

their loved ones. Participants’ perceptions of the limited time they had with their ill family member had

a significant effect on familism as expressed by the family unit. Many participants viewed the act of 

dying at home as an opportunity for intentional bonding enhanced by their constant presence and 

complete focus on what mattered to their loved ones. Kristjanson and Aoun (2004) argued that the 

family unit must confront shifts in their understanding of the meaning of life and relationships as they 

come to recognize the terminal endpoint of the loved one’s illness. The realization that time is limited 

with a terminal illness increases the urgency for both the terminally ill relative and family members to 

say final goodbyes and to try to make amends, if necessary. This realization also creates a window of 

opportunity for people to make time in their busy lives to focus on the relationship with the terminally 

ill person through their participation in final conversations (Keeley, & Generous, 2017). 

Communication at EOL

Communication (verbal and non-verbal) becomes an essential part of the main category with the 

potential to profoundly impact the EOL journey. This notion was supported by Keeley and Generous 

(2017), who revealed that communication at the end-of-life could help decrease individuals’ fear of the 

death process and uncertainty surrounding death. Effective EOL communication is focused on 

understanding the ill relatives’ values, care preferences, and a preparation for death that will lead to a 

plan of care that is congruent with expectation of the family unit. While some participants were 

comfortable talking about death, others struggled with having conversations about death and dying. It is
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also important to note that the decision not to talk about death did not mean the participants where in 

denial.  Many studies have highlighted the importance of final conversations and its role in enhancing 

connections in the family unit – which include all interactions, verbal and nonverbal, that the family 

unit has with the terminally ill from the moment of a terminal diagnosis to the point of death (Keeley, 

2007; Keeley & Generous, 2017; Keeley et al., 2014). This communication can facilitate connections 

as a family via dialogue regarding the needs and desires of the terminally ill relative and other family 

members related to EOL in-home caregiving. It supports and encourages connections as a family earlier

in the in-home caregiving journey, enabling the family unit to have a better EOL experience. This 

present study highlighted instances where final conversations were valorized by participants and their 

families. Final conversations were memory creating moments, in some cases “defining moments” the 

were sources of consolation and peace after their loved ones had passed away.

Building Caregiver Resilience

This category described how participants in this present study developed their ability to 

withstand, recover, and sometimes grow when faced with adversities associated with EOL in-home 

caregiving. This study revealed that participants could adapt and cope at varying degrees no matter how

tumultuous external events or inner feelings of EOL in-home caregiving were. Although resilience can 

be thought of as a personality trait and outcome, it is commonly understood by scholars to be a 

dynamic process that encompasses positive adaptation in the face of significant adversity (Allen et al., 

2010; Luthar et al., 2000). It is thus likely that immigrant FCGs’ abilities to be resilient or act 

resiliently in the face of EOL in-home caregiving stress, burden, and burnout are also shaped by socio-

environmental contexts. Luthar et al. (2000) reported that resilience is a highly complex process 

simultaneously influenced by the individual and by the broader socio-environmental context in which 

they are situated. This confirms the association of EOL in-home caregiving resilience to multiple 
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factors, indicating the multidimensional nature of resilience. Donnellan et al. (2015) used the varied 

definition of resilience to identify criteria for its existence – 1) there must be a significant challenge, in 

this case, EOL in-home caregiving; 2) there must be no obvious sign of (di)stress; 3) maintenance of a 

life of meaning and satisfaction (a sign of bouncing back); 4) active participation in life (a sign of 

managing) and current life must be seen as positive (a sign of adaptation). This category appreciated 

the above criteria for this present study as it revealed participants’ capacity to prevent or overcome 

damaging effects (physical, emotional, and financial stress) associated with EOL in-home caregiving. It

also captured the importance of understanding EOL resilience in the context of individual immigrant 

FCGs and their family circumstances, social position, expectations, and environmental possibilities. 

Goldzweig et al. (2013), in their research concluded that promoting a resilient coping style significantly

reduces emotional and physical demands involved in caregiving for families. Considering the 

consistent overlaps in the sub-categories and multiple variables associated with “building caregiver 

resilience,” it was wise to consider each sub-category separately for conceptualization.

Resilience and Managing Complex Needs

Managing complex needs (first sub-category) emerged as a critical component necessary to build

participant's resilience as it restored balance and harmony when they encountered an increase in their 

loved one's caregiving needs due to an increase in complexity of the condition. According to Donnellan

et al. (2015), FCGs are more likely to be resilient when they are knowledgeable, supported by family 

members, and can have access to support services. This was evident as participants in the present study 

did not exist in isolation but interacted with their environment; drawing on informal and formal support

to enhance resilience in EOL caregiving. Informal support constituted families and friends who offered 

social support that facilitated the building of participants' resilience necessary to manage complex 

needs. In times of crises, participants could turn to other friends and relatives for managing complex in-
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home caregiving circumstances. For example, one participant had relatives from Iran come to help out 

with caregiver burden she was experiencing while another participant had to move her father to her 

brother’s house for constant supervision. Eisenberger (2013) is his review of social support, defined it 

as having or perceiving to have close relatives who can provide help or care, particularly during times 

of stress. Other studies have highlighted the importance of using "perceived social support" because of 

its ease of measurement and evidence that it is a better predictor of mental health than other measures 

(Dour et al., 2014; Friedman, 2011). Findings suggested social support was multi-dimensional as 

participants received support that was distinct yet interrelated.  Ong et al. (2018), in their study, found 

that the level of perceived social support mediated the significant association between resilience and 

caregiver burden. Informal caregiving in this study had a combination of tangible and intangible social 

support available to participants through the provision of goods, services, or other concrete ways of 

enabling resilience building. Southwick et al. (2016) differentiated the facets of social support to 

include: a) structural social support (the size and extent of the individual's social network, frequency of 

social interactions); b) functional social support (the perception that social interactions have been 

beneficial in terms of meeting emotional or physical needs); c) emotional social support (behavior that 

fosters feelings of comfort leading the person to believe that he or she is loved, respected, and/or cared 

for by others); d) instrumental or material social support (goods and services that help solve practical 

problems); and e) informational or cognitive social support (provision of advice or guidance intended 

to help individuals cope with current difficulties). Participants showed that having social support was 

beneficial in handling the stress associated with EOL caregiving. A majority of the participants got 

relief from other family members or friends in times of stress, with some requiring international travels 

to make this happen while another participant had to plan a funeral of their loved one abroad. For some 

participants, social support was found in the family unit structure with the ill relative living in same 
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house often with multiple generations present. Reblin et al. (2015) revealed that FCGs dealing with 

more challenging issues, such as ongoing unresolved pain or complex family dynamics, may require 

more support from health care providers than other families. With more significant external resources, 

such as broader formal support networks and social networks, participants can potentially cope better 

with setbacks, solve problems, improve self-esteem and even manage health problems that arise from 

EOL in-home caregiving.  These social supports can foster resilience building and ensure that 

participants can continue to provide care for complex conditions while maintaining their well-being.

Formal support was instrumental in developing resilience, more so because of the palliative care 

services involvement in the support and management of complex dynamics for participants and their 

loved ones. The present study revealed collaboration between palliative care professionals and 

participants in the planning and managing complex needs related to in-home caregiving. According to 

Foley (2005), informal care providers' most expressed needs include psychological support, 

information, specific skills to provide appropriate care, assistance with household duties and daily 

living, and respite or relief from caregiving responsibilities. The family-centered approach by palliative

care professionals involved engaging with FCGs to set up goals that strengthen individualized and 

culturally responsive capacity. This study highlighted participant education by palliative care 

professionals as central in building caregiver resilience through the engagement of FCGs in designing, 

planning, and implementing EOL caregiving strategies. Williams (2018) revealed that the Canadian 

society must ensure that palliative and end-of-life (EOL) caregivers receive the support they need 

through adequate caregiving education, training, mentorship, and support services. Participants in this 

study valued the teachings of palliative care professionals to manage complex needs, linking this 

formal support to improvement in the EOL experience of in-home caregiving for themselves, their 

family members, and their loved ones. Ellington et al. (2018) emphasized that the most important 
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aspect of formal support was the value of expert teaching because it made participants feel confident 

and supported by detailed instruction and explanations for specific tasks, policies, and procedures. 

Palliative care professional support for FCGs was the outcome of intentional collaboration, which 

involved education and mentorship to manage complex needs, a concept crucial for building resilience 

among immigrant FCGs in this study.

Spirituality

Spirituality was a significant source of comfort and encouragement for participants in this study; 

many turned to transcendence as a source of strength and resilience during EOL in-home caregiving. 

The transcendence was an expression of a relationship between participants and their God, 

encompassing rituals such as praying, meditating and the following of other religious beliefs given by a

supreme being. Many studies have included spirituality in the multidimensional definition of resilience 

(Smith et al., 2012; Richardson, 2002; Walsh, 2003). Participants talked often about the centrality of 

their faith and religion as a means of coping.  Participants who relied on a higher power felt less 

pressure to control every circumstance of EOL caregiving and frequently had positive appraisals for 

uncomfortable situations, even in the most desperate ones. According to Baldacchino and Buhagiar 

(2003), spirituality is crucial in gaining intimacy with family, friends, and others; achieving a life 

transformation; connecting with the inner self through meditation or contemplation, finding 

hopefulness in the future; helping others and appreciating nature. In this present study, spirituality was 

central in the decision to keep a loved one at home and served as a powerful internal resource for 

participants faced with challenges associated with EOL in-home caregiving. Interview data revealed a 

strong correlation between spirituality and resilience, as some participants reported using it daily as a 

guide through the challenges of caregiving, facilitating positive thoughts from adverse circumstances.  

One participant reported putting everything in “God’s hands” when asked about her father’s travel 
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plans as a terminally ill patient. Participants discussed the importance of a divine support system in 

dealing with in-home caregiving adversities and their reliance on spirituality to maintain dignity. Many 

participants revealed that spirituality is at the core of whom they and their loved ones were as human 

beings, alluding that spirituality was an intrinsic and essential component of resilience at EOL care. 

Manning (2013) described spirituality as a means or pathway to resilience that led to subjective well-

being. All participants who spoke about spirituality related it to religion and religious practices 

different from the broader association of spirituality to include more than just religious faith and 

organized religion. Gunnestad and Thwala (2011) reported that religion could be crucial as a source of 

resilience, depending on how the religion is taught and utilized. Spirituality emerged as one critical 

dimension for participants' cognitive, emotional, behavioral, interpersonal, and psychological facets of 

participants' EOL coping skills. For many participants, it was more than just a moral guidance or belief 

system; it served as a complement to medical treatment. Their spiritual relationship allows them to 

remain optimistic during challenging moments and identify God's presence, which allows them to find 

meaning in their lives (Koenig, 2009). It helped many FCGs make sense of life during the challenging 

times of EOL, serving as a source of encouragement and highlighting participant's cultural 

perspectives. Sharma et al.  (2017) confirmed a connection between spirituality and resilience and their 

combined impact on healing, coping, emotional and mental well-being. Through tangible forms 

(spiritual support groups and items) and intangible forms (faith and beliefs, meditations), participants 

could cope by finding meaning, gaining control, gaining comfort and closeness to God. Spirituality was

unique in building participants' resilience because it was not entirely dependent on physical abilities, 

unlike many other coping resources.

  Practically, spirituality provided support and guidance to participants in complex situations of 

EOL caregiving – frequently expressed by participants in the form of hope and optimism. In this 
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present study, remaining hopeful and optimistic was highlighted by participants as a significant coping 

strategy when they alluded to resilience because of spirituality. Concerning palliative care nursing, 

Herth (1993) defined hope as “an inner power that facilitates the transcendence of the present situation 

and enables a reality-based expectation of a brighter tomorrow for self and others” (p. 546).  Much of 

literature views the concept of hope in terms of a cure or remission of disease (Nuland, 1994); however,

in the context of EOL caregiving, hope for a cure is lost.  Participants viewed hope in this study in 

terms family context and time factor. Hope in the family context related it to the well-being of 

themselves (participants), of their loved ones, the larger family unit, while the time factor measured 

EOL hope in minutes, hours, and days of EOL in-home caregiving. Hope as a source of resilience was 

facilitated by spirituality, particularly belief systems, whereby the participants were prepared for death 

of their loved one in both practical and emotional ways. Lai et al. (2018), in their study of spirituality in

FCGs suggested that caregivers with higher intrinsic spirituality (personal, intimate spiritual beliefs) 

spent more time with the terminally ill relative and experienced lower negative feelings and, 

consequently, fewer emotional distress. This is consistent with the present study results as many 

participants acknowledged that a relationship with a higher power gave them hope to deal with 

caregiver burden and the emotions associated with the impending death of a loved one. Ivancovich 

(2005) suggested that for the individual facing the expected death of a loved one, the recognition of 

order in the universe due to an omniscient, omnipotent, and omnipresent God may provide enough of a 

‘why’ for the individual to engage, even embrace, the suffering as acceptable.  Many participants’ 

spirituality was critical for an optimized EOL in-home caregiving experience, a peaceful death, and the 

ability to cope after death – further highlighting the importance of hope. Hope became a critical piece 

of spirituality and a by-product of the EOL religious rituals both for the present caregiving 

circumstances and the future after death, supporting the idea that hope can be encouraged through solid
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spiritual beliefs (Duggleby & Wright, 2005). Gunnarsson and Öhlén (2006) revealed that with 

impending death, the family's hope starts to focus on other aspects: that the patient dies peacefully or 

that they feel like they played their role as caregivers well. This highlighted the overall positive effects 

of hope in this study, as many participants alluded to finding inner strength through spirituality, 

suggesting a relationship between hope and resilience. Revier et al. (2012) reported that hope fostered a

strategy of cognitive re-framing in which participants let go of expectations or the desire for things to 

be perfect as they established a sense of perspective. The use of hope as a part of building resilience 

was critical because of the paradox that exists EOL in-home caregiving – the paradox of how to 

maintain hope while facing the reality that a loved one is dying (Reimer et al., 1991). Nevertheless, 

participants had to draw on hope as a spiritual resource to help cope with the paradox of EOL and the 

challenging circumstances that accompany it.

Optimism in EOL in-home Caregiving

Closely related to the concept hope in spirituality as a source of caregiver resilience, was the 

concept of optimism at EOL. In this present study, optimism connected the two sub-categories of 

spirituality and positive affirmations in EOL caregiving. Matthews and Cook (2009) purported that 

religious beliefs and personality traits proved to be mediators for the relationship between optimism 

and well-being. Like hope, optimism enabled participants of this study to have a positive anticipatory 

attitude about EOL in-home caregiving and life after the death of a loved one. Bruininks and Malle 

(2005) differentiated the two (hope and optimism) by saying people will hope for important things 

despite a low likelihood of realizing that outcome. In contrast, optimism is more closely attuned to the 

probability of an outcome occurring. Spirituality and positive affirmations supported participants’ use 

of optimism to prevent self-sabotage and regulate negative emotions associated with caregiving. 

Luthans et al. (2007) in defining “positive psychological capital” (p.3) as an individual’s positive 
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psychological state of development, used the concepts of optimism, hope, and resiliency as 

characteristics of positive psychological capital. These characteristics had the potential to cultivate a 

positive outlook on how participants perceived in-home caregiving challenges. Optimism in EOL in-

home caregiving enabled participants in this study not dwell long on negative thoughts of caregiving 

but instead changed them to something positive and rewarding.  

Contador et al. (2012) argued that optimism (the result of positive affirmations) prevents 

subjective overload of family caregivers, suggesting that participants’ positive view served to moderate 

the negative effect of EOL caregiving. When participants were optimistic, they appeared positive, 

confident, and persistent in the face of their diverse in-home caregiving challenges. They set attainable 

goals within their physical and emotional abilities, used family and palliative care support to realize 

them. Carver et al. (2010) associated optimism to two coping responses: those that are problem-focused

(planning, seeking instrumental support) and those that are emotion-focused (cognitive restructuring, 

acceptance) but both allowed participants to focus of the overcoming physical and emotional aspects of

in-home caregiving. In this present study, participants’ coping using social and cognitive filters 

promoted an interpretation of their EOL in-home caregiving experiences in the most favorable and 

achievable outlook within reasonable limits. Ruisoto et al. (2019) showed optimism as a significant 

predictor of QOL among informal caregivers after controlling for the effect of different covariates. 

Even though the present study’s data suggested a correlation between optimism and caregiver 

resilience, it was difficult to understand how they related to each other in in-home caregiving. This was 

difficult because the study data did not differentiate the two and also it was challengingto determine 

which of the two preceded the other highlighting the question – is resilience the product of optimism or

vice versa? Nonetheless, participant data purported improved caregiver resilience when they remain 

optimistic about EOL caregiving.
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Routines in EOL in-home caregiving

All the participants in this study relied heavily on caregiving routine to guide interactions with 

informal and formal supports particularly, palliative care professional and other medical appointments. 

Caregiver routine proved beneficial for the achievement of expectations and outcomes within the 

confines of in-home caregiving complexities. D'Amen et al. (2021) revealed that caregiving is a 

dynamic process that involves caregivers, care recipients, and other psychological and relational 

aspects. The relational aspect of caregiving placed routines as central in coordinating schedules 

between informal caregivers and palliative care services. According to Spiro (2001), routines were 

critical for adherence to treatments, evident as participants collaborated with formal services by 

integrating professional opinions into their loved one's lifestyle, values, and preferences for EOL care. 

While there is no direct link between building caregiver resilience and adherence to EOL care in the 

literature, routines made participants and their families efficient in in-home caregiving. It reduced the 

need to make decisions daily and enabled participants to know exactly what tasks to do without having 

to contemplate, decide or think too much. With advice from palliative care professionals on such things

as medication actions, caregiving times, and appointment times, participants could arrange routines so 

that culturally relevant activities like meals, meal times, prayer times and family bonding when it was 

most convenient for the terminally ill loved one. Participants felt that having a pattern of events helped 

ease in-home caregiving frustration and offered security and comfort to the care recipient. Howe (2002)

revealed that family routines were an excellent way to observe how families negotiate competing 

agendas, especially in accomplishing a task. Routines supported a structure focused on managing 

interactions with formal services and other family members in a pragmatic and effective way.  They 

became familiar guiding structure to be relied on, particularly with EOL caregiving uncertainties; thus, 

providing a sense of control.  In their study, Spagnola and Fiese (2007) reported that routines are 



115

characterized by communication that is instrumental, involves a momentary time commitment, and are 

repeated regularly. Participants in this study used routines to organize and prioritize caregiving tasks to 

guarantee flexibility and rest periods. The predictability and flexibility of routines reduced anxiety 

associated with in-home caregiving; because participants knew what they were facing and that they 

could do it. In addition, routines offered consistency that brought comfort, ascertained caregiving 

action and rituals, promoted a sense of inner peace and alignment – all critical for caregiver resilience.

Positive Affirmations

The last sub-category was positive affirmations, which were used by many participants in this 

study, and often connected to spirituality and religious practices. However, positive affirmations were 

not limited to spirituality and religious practices as many participants (even those who did not use 

spirituality and religious practices) used positive phrases and sacred writings to self-motivate, 

encourage positive changes in thought processes, or boost self-esteem about EOL in-home caregiving. 

In this study, it was challenging to differentiate positive affirmation from spirituality and religion 

sources because they all formed part of the self-concept. The self-concept was integral and composed 

of different domains which included participants’ values, social identities such as racial, cultural, and 

gender groups; and belief systems, such as religious beliefs among many others. Marsh and O'Mara 

(2008) reported that the self-concept was not an entity within the person but a hypothetical construct 

that is potentially useful in explaining and predicting how persons act. The self-concept was important 

for the outcome of EOL as it was formed from participants’ perceptions and interpretation of their in-

home caregiving environment. Nonetheless, one critical component of positive affirmation regardless 

of the source was participants’ motivations to maintain a positive self-view about the EOL in-home 

caregiving competence for themselves and their loved ones. As one participant noted about keeping at 

loved at home for EOL “it is who we are, it is how we were raised”. 
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All the participants were the primary caregivers with many implying that they were best option 

for the roles. Participants’ confidence was backed by communications with palliative care professionals

which were both supportive and empowering in relation to decision making on behalf of their loved 

one. This view suggested the importance of self-awareness and self-competence, highlighting one key 

psychological theory behind positive affirmations – self-affirmation theory (Steele, 1988). Self-

affirmation is a theory that begins with the premise that people are motivated to maintain the integrity 

of the self (Steele, 1988). The motivation to protect integrity in caregiving proved to be especially 

consequential in the context of EOL in-home caregiving.  For example, a participant who was often 

caught up in negative emotions about the nature of her husband’s care said “Probably I am not that 

perfect but for my husband’s care? I feel like I do [it] better. So that's why it [caregiving] doesn't make 

me tired. I like it”.  She placed herself as an expert in her husband’s care, using positive affirmations to 

combat a potential negative subconscious pattern and replace it with more adaptive outlook on 

caregiving. Sherman and Cohen (2006) in their study proposed that self-affirmation theory gives a 

different kind of psychological adaptation – one that, under many circumstances, enables both the 

restoration of self-integrity and adaptive behavior change. This was exemplified in participants who 

used positive affirmation mantras to accentuate caregiving competence or in some cases minimize EOL

in-home caregiving stress in order to establish a positive outlook. In the course of EOL in-home 

caregiving, there were potential events that could threaten participants’ self-integrity and adaptive 

adequacy such as worsening condition of a loved one – affecting their sense of success and their ability 

to control EOL caregiving outcomes. These events shaped EOL caregiving outcomes and prepared 

participants to overcome caregiving challenges. Cohen and Sherman (2014) identified three points of 

emphasis with the theories of self-affirmations needed for overcoming negative views of an event (s) 

and maintain self-integrity in this case EOL in-home caregiving. First, the motive is to maintain a 
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global narrative of oneself as a moral and adaptive actor (“I am my husband’s primary caregiver”). 

Here participants may commit themselves to a particular self-definition (EOL caregiver) with a variety 

of roles and identities to maintain perceived integrity and guarantee flexibility.  The flexibility of the 

self-system was critical because it can promote adaptation, especially in dynamic social systems 

(Cohen & Sherman, 2014) such as EOL in-home caregiving. Second, the motive for self-integrity is not

to be superior or excellent, but to be “good enough,” as the term “adequate” implies (“I am the best 

person for my husband’s care”) – to be competent enough at EOL in-home caregiving. Here, 

participants had a good sense of adequacy in a personally valued domain of EOL in-home caregiving 

and not a perception of overall excellence. Third, the motive for self-integrity is not to esteem or praise 

oneself but rather to act in ways worthy of esteem or praise. Here participants did not seek praise or 

admiration but rather perform EOL caregiving abilities because they are meaningful, thoughtful, and 

necessary to maintain the dignity in dying for loved ones (I do it because it is the right thing to do). In 

this study, these motives of self- affirmation were applied in varying degrees and at different times by 

participants as methods to maintain focus on the goals of EOL caregiving and as stress management. 

Participants’ positive affirmations supported an integral view of self and available internal resources 

needed to support EOL in-home caregiving with a positive outlook. Positive affirmations reassured 

participants of their value and integrity with respect to caregiving of their loved one, providing balance 

in spite the adversities before them. Even though these ideas may be common among immigrant FCGs 

and the Canadian born FCG, the differences become accentuated when a cultural lens is applied. 

Nonetheless, there are major overlaps between these two groups when it comes to caring for a loved 

one at home, highlighting the influence of acculturation in EOL in-home caregiving. This is particularly

true for immigrant FCGs who have been living in Canada for a while and have adapted the Canadian 

way of life about death and dying.
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Strengths and Limitations

In reflecting on the strengths and weaknesses of the study, the student researcher explored the 

various aspects of the study and critiqued them. The strength of this study is the value it places on the 

lived experience of immigrant FCGs (a significant part of the Alberta population) in caring for a loved 

one nearing the end-of-life at home. The findings of this study also have the potential to improve 

outcomes for immigrant FCGs and their loved ones, considering the significant social and cultural 

influences they have on in-home caregiving. Another strength of this study is that it applied a 

Constructivist Grounded Theory (CGT) lens to explore the co-constructed meanings of immigrant 

family in-home caregiving. This highlighted the significant role the student researcher played in 

developing this theory. The co-construction of data in constructivist version of grounded theory alerts 

researchers to their role in shaping the data (Charmaz, 2014). However, the theory that emerged is open

to varying interpretations. 

Conversely, this current study is not without limitations. The main limitation of the study 

methods was the inability of the results to be generalized to a larger population for several reasons, this 

is unsurprising to qualitative studies. First, I achieved data saturation after completing seven interviews 

which could be considered a small sample size. The small group of participants in this constructivist 

grounded theory study may limit its transferability. The goal of a qualitative research is to offer unique 

opportunities for understanding complex, nuanced situations where interpersonal ambiguity and 

multiple interpretations exist (Austin & Sutton, 2014). Despite the inability of qualitative research to 

provide definitive answers to complex issues such as EOL in-home caregiving for immigrant FCGs, it 

can yield a better understanding and a springboard for further focused work in this area. Secondly, the 

use of a purposive sampling in this qualitative study limits its generalizability to the larger population 

of immigrant FCGs. Thirdly, the study had participants with varying religion and religious rituals, 
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further limiting the transferability and generalizability of the findings. Spirituality has different 

meanings and roles in different cultures, countries, religious confessions. Furthermore, the participants 

were from diverse cultural backgrounds and residing in one city in Alberta, meaning the research data 

may not apply to people in rural communities. Additionally, anecdotal evidence suggests that PHC and 

PCSS HCPs only approached patient/immigrant caregiver dyads who were willing to share their 

stories, possibly using some form of a biased judgment. Also, the individual participant’s ability to 

recall in-home caregiving events, emotions, interview method, and how busy they are may have 

affected outcomes. Similar factors may also influence CGT interviewing and my perception of what is 

being communicated. Also, considering this was my first research study, I struggled with CGT 

interviewing. Hence, I was learning through the process, in collaboration with my supervisor.

Implications for Nursing

The purpose of this study was to generate a theory that will explain the experiences of immigrant

FCGs supporting a dying loved one at home. The emergent theory of An Immigrant family caregiver 

experience of EOL in-home caregiving: A Relational Process of Maintaining Dignity in Dying presents 

a fresh outlook on how individuals maintain the dignity of their loved one while providing informal 

caregiving. In particular, the findings from this study highlight the uniqueness of participants and their 

in-home caregiving situations. Exploring this uniqueness has revealed the importance of cultural norms

and practices, family unit, and caregiver resilience in having an optimal experience of EOL caregiving 

and adoption of palliative care services with implications for future research and nursing practice. The 

concept of maintaining dignity and its application becomes central in the emergent theory.

Implications for Nursing Research.
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This study is one of the few known research projects that examined the immigrant FCG 

experience of in-home caregiving in Alberta. Findings from this study revealed the need to recognize 

the unique cultural identities and expectations that diverse immigrant populations possess in order to 

appreciate how different they are from Canadian born FCGs. After exploring the narratives of each 

participant and engaging in data analysis, it has opened an opportunity for future research. First, given 

the limited research in the immigrant family in-home caregiving during EOL, more qualitative research

is needed to peel away the complex layers of the influence of immigration status and culture identities 

on EOL in-home caregiving. Second, because this study identifies the immigrant FCG experience of in-

home caregiving as unique and pivotal in maintaining the dignity of a dying relative, future research 

could focus on how palliative care services adapt to serve diverse immigrant populations better. I would

also suggest researching the interplay of acculturation on immigrant FCGs’ perception of palliative care

services and EOL in-home caregiving; the heterogeneity of caregiver resilience among immigrant 

FCGs for EOL in-home caregiving just to name a few. Other directions for future research may involve

exploring inter-cultural differences in how immigrant FCGs experience in-home caregiving in Alberta.

Implications for Nursing Practice

This study’s findings have direct implications for nursing practice. First, it will support educative

programs for immigrant family caregivers about available formal services. Reaching out to culturally 

diverse groups might help create awareness on what is available to support EOL caregiving. For 

instance, palliative care nurse educators could design educational seminars offered to immigrant FCGs 

in their language at various cultural organizations in the community where immigrants may frequent. 

Thus, an understanding of defined roles, barriers, and benefits of a particular culture about EOL in-

home caregiving can be addressed. Second, this study might be helpful in the protection and promotion 

of resilience among immigrant FCGs, a priority for mental health nursing. The promotion of resilience 
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is important because it involves responding to the challenges that affect the immigrant FCG’s ability to 

use coping skills effectively with the challenges of EOL in-home caregiving. Through this, caregivers 

may be presented with additional opportunities to share information and insights about caregiving 

within a cultural context. Nurses in palliative care units and community departments can advocate for 

EOL in-home caregiving services that reflect immigrant preferences and expectations. This study can 

suggest to palliative care stakeholders, creative ways to support EOL in-home caregiving for diverse 

populations in a culturally sensitive way. Finally, it might be beneficial to have a support group of 

immigrant family caregivers. This might help provide ongoing support where FCGs can meet other 

caregivers and share their stories.

The theoretical model presented in this study has important implications for the education of all 

medical professionals working with diverse groups of patients and their FCGs. With a growing visible 

minority, palliative care services from Albertans born in another country will grow higher. 

Policymakers are in a unique position to improve palliative care access – I believe this involves 

targeting diverse immigrant groups and fostering an environment that seeks to improve the use of 

palliative care services through public awareness. Another suggestion would be to educate nurses on 

the cultural expectations of different diverse groups, how they perceive death and dying, and how they 

intend to foster dignity in dying for both the FCGs and their loved ones. 

 Perhaps sensitive cultural training in nursing education should consider the immigration history 

of patients and their FCGs on how to integrate sensitive and considerate strategies and not rely on the 

standardized biomedical approach to EOL care that seems to be deeply rooted in Western society. This 

theory can help palliative care HCPs to understand the value of cultural norms and values, caregiving 

as a family unit, and the need to build caregiver resilience among immigrant populations. 

Consequently, palliative care HCPs can be prepared to provide an individualized care approach to the 
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immigrant FCGs and their loved ones at EOL. The findings from this study also highlight the 

experience that each FCG has with cultural expectations of EOL caregiving and death.

 According to Anderson et al. (2003), a health care workforce equipped in cultural competency 

and awareness has a positive contribution towards the elimination of health disparities. An immigrant’s 

cultural upbringing may impact a patient’s level of engagement in care planning, their choice of 

treatment, and adherence to treatment. A patient’s culture can also affect their interpretation of 

symptoms, coping skills, and overall approach to health, thus cultural consideration becomes 

significant. 

Implications for Health Systems

This study’s findings can be beneficial for the inclusion of a Family Centered Care (FCC) 

approach to EOL in-home caregiving by the health system. Palliative care professionals can support 

family involvement for the provision of physical and emotional healing, optimal well-being, and the 

sustainability of a quality EOL. The health system can create clinical guidelines to help nurses and 

other disciplines assimilate and implement knowledge on FCC in relation to in-home caregiving. 

Through this, the interdisciplinary team could advocate for FCC policies within the organizational 

structure particularly during decision making. FCC approach will contribute to a culturally sensitive 

care plan, support palliative care’s discussions about relevant cultural needs, as well as immigrant 

FCGs’ strengths and weaknesses related to personal values, preferences, and ideas. Caregivers’ and 

their loved ones’ social, religious, and cultural backgrounds can influence the provision of care to their 

family member.

Conclusion

Using the CGT methodology, a substantive theory has emerged that attempts to explain the 

experiences of immigrant FCGs with EOL in-home caregiving. The theory, Immigrant family caregiver
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experience of EOL in-home caregiving: A Relational Process of Maintaining Dignity in Dying, attempts

to explain the experiences of supporting a loved one at home for EOL as an immigrant FCG. The 

theoretical model presented in this study can assist palliative care HCPs to be in a better position to 

support, empower, and encourage immigrant FCGs throughout the EOL in-home caregiving. Within 

this theoretical model, it is evident that immigrant FCGs are involved in maintaining the dignity of 

their loved one by keeping them at home for EOL care.  The sample of this study was too small to be 

able to identify if there were novel or unique findings for immigrant family caregivers as opposed to 

Canadian born FCGs in relation to EOL in-home caregiving, However, it seemed evident in this 

research study that the connection participants felt to their country of origin, their culture of origin and 

the idea of who they were pre-immigration remained influential on how they perceived and 

experienced EOL in-home caregiving. This connection or the lack there of coupled with immigrant 

FCGs’ acculturation in Canada made participants’ experiences of EOL in-home caregiving worthwhile. 

It made participants to uphold in-home caregiving as ideal for EOL experiences based on what is 

culturally valuable at this point in time. This study also showed that some participants were unaware of 

the extent of services that palliative care services offer begging the question of how much awareness is 

expected from an immigrant FCG new to EOL in-home caregiving. At the same time, there may be 

many reasons for this gap in knowledge by immigrant FCGs. Perhaps the findings in this study 

highlight the need to create awareness among this population and implement an individualized EOL 

care approach to health and well-being. This was corroborated by the literature review which explored 

the complexities of culture, immigration, the home, EOL caregiver resilience, connection and the 

factors that impact the experience of in-home caregiving by participants. Throughout the literature 

review, it became evident that these attributes were both blessings and curses for the participants and 

no single factor is responsible for maintaining dignity of a dying loved one. 
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The purpose of this research study was to answer the research question, What are the EOL 

in-home caregiving experiences of immigrant family caregivers? Exploring the experiences of 

immigrant FCGs who had or still are supporting a dying loved one at home has shed light on this 

complex question. The findings in this study suggest that the primary reason for in-home caregiving by 

this population is to meet cultural and personal caregiving expectations for their loved ones. The 

realization that the expectation and experience of EOL in-home caregiving were shaped by multiple 

factors was highlighted by participants’ unique circumstances. The key to understanding immigrant 

FCGs and their loved ones is acknowledging the role their cultural differences and circumstances play 

in EOL in-home caregiving. After acknowledging a terminal illness, participants must move through 

the phases in the core process in this study; it is evident that decisions are focused on maintaining 

dignity in the dying of a loved one. This approach supports a holistic view of EOL in-home caregiving 

which is attuned to the W.H.O.’s definition of palliative care.



125

References

Ahmed, Salim, Shommu, Nusrat S, Rumana, Nahid, Barron, Gary R. S, Wicklum, Sonja, & Turin, 

Tanvir C. (2016). Barriers to Access of Primary Healthcare by Immigrant Populations in Canada:

A Literature Review. Journal of Immigrant and Minority Health, 18(6), 1522–1540. 

https://doi.org/10.1007/s10903-015-0276-z 

Alberta. Alberta Health Wellness. (2011). Immigrant health in Alberta. Edmonton, Alta.: Alberta Health

and Wellness, Surveillance and Assessment Branch, Community and Population Health 

Division.

Allen, Rebecca S, Haley, Philip P, Harris, Grant M, Fowler, Stevie N, & Pruthi, Roopwinder. (2010). 

Resilience: Definitions, Ambiguities, and Applications. In Resilience in Aging (pp. 1-13). New 

York, NY: Springer New York.

Almeida, Joanna, Molnar, Beth E, Kawachi, Ichiro, & Subramanian, S.V. (2009). Ethnicity and nativity

status as determinants of perceived social support: Testing the concept of familism. Social 

Science & Medicine (1982), 68(10), 1852-1858.

American Pragmatism. (2011). SAGE Key Concepts series: Key Concepts in Critical

Management Studies.

Anderson, L., Scrimshaw, S., Fullilove, M., Fielding, J., & Normand, J. (2003). Culturally competent 

healthcare systems: A systematic review. American Journal of Preventive Medicine, 24(3), 68-

79.

Annells, M. (1996). Grounded theory method: Philosophical perspectives, paradigm of inquiry,

and postmodernism. Qualitative Health Research, 6(3), 379.

Annells, M. (1997c). The impact of flatus upon the nursed. Unpublished doctoral dissertation,



126

Flinders University of South Australia, Adelaide.

Aoun, Samar M, Kristjanson, Linda J, Currow, David C, & Hudson, Peter L. (2005). Caregiving for the

terminally ill: At what cost? Palliative Medicine, 19(7), 551-555.

Apatira, Latifat, Boyd, Elizabeth A., Malvar, Grace, Evans, Leah R., Luce, John M., Lo, Bernard, & 

White, Douglas B. (2008). Hope, truth, and preparing for death: Perspectives of surrogate 

decision makers.(Author abstract)(Report). Annals of Internal Medicine,149(12), 861-868. DOI:

b>1539-3704

Armstrong-Stassen, M., & Cameron, S. (2005). Concerns, Satisfaction, and Retention of Canadian 

Community Health Nurses. Journal of Community Health Nursing, 22(4), 181-194. DOI: 

10.1207/s15327655jchn2204_1

Asanin, & Wilson. (2008). "I spent nine years looking for a doctor": Exploring access to health care 

among immigrants in Mississauga, Ontario, Canada. Social Science & Medicine, 66(6), 1271-

1283. DOI: 10.1016/j.socscimed.2007.11.043

Austin, Z., & Sutton, J. (2014). Qualitative research: getting started. The Canadian journal of hospital 

pharmacy, 67(6), 436–440. https://doi.org/10.4212/cjhp.v67i6.1406

Baldacchino, Donia R, & Buhagiar, Anton. (2003). Psychometric evaluation of the Spiritual Coping 

Strategies scale in English, Maltese, back-translation and bilingual versions. Journal of 

Advanced Nursing, 42(6), 558-570.

Balducci, Cristian, Mnich, Eva, McKee, Kevin J., Lamura, Giovanni, Beckmann, Anke, Krevers, 

Barbro, . . . Oberg, Birgitta. (2008). Negative impact and positive value in caregiving: 

Validation of the COPE index in a six-country sample of carers. The Gerontologist, 48(3), 276-

286



127

Benzar, E., Hansen, L., Kneitel, A., & Fromme, E. (2011). Discharge planning for palliative care 

patients: A qualitative analysis. Journal of Palliative Medicine, 14(1), 65-69. DOI: 

10.1089/jpm.2010.0335

Betancourt, J. R., Green, A. R., Carrillo, J. E., & Ananeh-Firempong, O. (2003). Defining

cultural competence: A practical framework for addressing racial/ethnic disparities in

health and health care. Public Health Reports, 118, 293-302. DOI: 10.1093/phr/118.4.293

Benzies, K., & Allen, M. (2001). Symbolic interactionism as a theoretical perspective for

multiple method research. Journal of Advanced Nursing, 33(4), 541-547.

Berry, J. (1987). Comparative studies of acculturative stress. International Migration Review, 21(3), 

491-5

Berry, J. (1997). Immigration, Acculturation, and Adaptation. Applied Psychology, 46(1), 5-34.

Berry, J. W. (2005). Acculturation: Living successfully in two cultures. International Journal of 

Intercultural Relations, 29, 697-712.

Berry, J., & Hou, F. (2016). Immigrant Acculturation and Wellbeing in Canada. Canadian 

Psychology/Psychologie Canadienne, 57(4), 254-264

Blumer, H. (n.d.). Symbolic interactionism : Perspective and method. 1969.

Birks, M., Chapman, Y., & Francis, K. (2008). Memoing in qualitative research: Probing data and 

processes. Journal of Research in Nursing, 13(1), 68-75.

Bobinac, Ana, Van Exel, N. Job A, Rutten, Frans F.H, & Brouwer, Werner B.F. (2010). Caring for and 

caring about: Disentangling the caregiver effect and the family effect. Journal of Health 

Economics, 29(4), 549-556.



128

Bourhis, R., Moise, L., Perreault, S., & Senecal, S. (1997). Towards an Interactive Acculturation 

Model: A Social Psychological Approach. International Journal of Psychology, 32(6), 369-386. 

DOI: 10.1080/002075997400629

Broese van Groenou, M., & Boer, I. (2016). Providing informal care in a changing society. European 

Journal of Ageing, 13(3), 271-279.

Bryant, A. (2002). Re-grounding grounded theory. JITTA: Journal of Information Technology Theory 

and Application, 4(1), 25-42.

Brink, Peter. (2009). The Impact of Informal Care and Caregiver Burden on Place of Death in Palliative

Home Care.

Brown, R. Michael, & Brown, Stephanie L. (2014). Informal Caregiving: A Reappraisal of Effects on 

Caregivers. Social Issues and Policy Review, 8(1), 74-102.

Bruininks, Patricia, & Malle, Bertram F. (2005). Distinguishing Hope from Optimism and Related 

Affective States. Motivation and Emotion, 29(4), 324-352.

Bryant, & Charmaz. (2007). The SAGE Handbook of Grounded Theory. SAGE Publications.

Burge, F., Lawson, B., & Johnston, G. (2003). Family Physician Continuity of Care and Emergency 

Department Use in End-of-Life Cancer Care. Medical Care, 41(8), 992-1001.

Burgess, A. (2004). Health Challenges for Refugees and Immigrants.

Canadian Hospice Palliative Care Association (CHPCA). (2002). A Model to Guide Hospice Palliative 

Care: Based on National Principles and Norms of Practice.Ottawa, ON: Canadian Hospice 

Palliative Care Association. ISBN: 1-896495-17-6

Canadian Hospice Palliative Care Association. (2013). Valuing Caregiving and Caregivers: Family 

Caregivers in the Integrated Approach to Palliative Care, The Way Forward initiative: an 



129

Integrated Palliative Approach to Care, 2013. Retrieved from 

http://www.hpcintegration.ca/media/37049/TWF-valuing-caregivers-report-final.pdf

Canadian Hospice Palliative Care Association. What Canadians Say: The Way Forward

Survey Report. December 2013. http://www.hpcintegration.ca/media/51032/The%20Way

%20Forward%20-%20What%20Canadians%20Say%20-%20Survey%20Report%20Final

%20Dec%202013.pdf 

Canadian Institute for Health Information [CIHI], 2011 Changing Families, New Understandings. 

(n.d.). Vanier Institute of the Family.

Canadian Institute for Health Information, Health Care in Canada, 2011: A Focus on Seniors and

Aging. Ottawa, ON: CIHI(2011)

Canadian Institute for Health Information. (2011). Health care use at the end of life in Atlantic Canada.

Ottawa, Ont.: CIHI.

Candy, B., Jones, L., Drake, R., Leurent, B., & King, M. (2011). Interventions for supporting informal 

caregivers of patients in the terminal phase of a disease. The Cochrane Database of Systematic 

Reviews, (6), CD007617. DOI: b>10.1002/14651858.CD007617.pub2

Castaeda, H., Holmes, S., Madrigal, D., Young, M., Beyeler, N., & Quesada, J. (n.d.). Immigration as a 

Social Determinant of Health. Annual Review of Public Health, 36(1), 375-392. DOI: 

10.1146/annurev-publhealth-032013-182419

Carter, Patricia A. (2001). A Not-so-Silent Cry for Help. Journal of Holistic Nursing, 19(3), 271-284.

Carr, E. (2009). Understanding inadequate pain management in the clinical setting: The value of

the sequential explanatory mixed method study. Journal Of Clinical Nursing, 18(1), 124-

131.

http://www.hpcintegration.ca/media/51032/The%20Way%20Forward%20-%20What%20Canadians%20Say%20-%20Survey%20Report%20Final%20Dec%202013.pdf
http://www.hpcintegration.ca/media/51032/The%20Way%20Forward%20-%20What%20Canadians%20Say%20-%20Survey%20Report%20Final%20Dec%202013.pdf
http://www.hpcintegration.ca/media/51032/The%20Way%20Forward%20-%20What%20Canadians%20Say%20-%20Survey%20Report%20Final%20Dec%202013.pdf
http://www.hpcintegration.ca/media/37049/TWF-valuing-caregivers-report-final.pdf


130

Caughlin, John P, Mikucki-Enyart, Sylvia L, Middleton, Ashley V, Stone, Anne M, & Brown, Laura E. 

(2011). Being Open without Talking about It: A Rhetorical/Normative Approach to 

Understanding Topic Avoidance in Families after a Lung Cancer Diagnosis. 

Communication Monographs, 78(4), 409-436.

Carver, C. S., Scheier, M. F., & Segerstrom, S. C. (2010). Optimism. Clinical psychology review, 30(7),

879–889. https://doi.org/10.1016/j.cpr.2010.01.006

Ceci, Christine. (2006). 'What she says she needs doesn't make a lot of sense': Seeing and knowing in a 

field study of home-care case management.(Author abstract). Nursing Philosophy, 7(2), 90.

Chamberlain-Salaun, J., Mills, J., & Usher, K. (2013). Linking Symbolic Interactionism and Grounded 

Theory Methods in a Research Design: From Corbin and Strauss’ Assumptions

to Action. SAGE Open, 3(3), SAGE Open, 24 September 2013, Vol.3(3).

Chan, I., Kaushik, N., & Dobler, C. (2017). Post-migration follow-up of migrants identified to be at 

increased risk of developing tuberculosis at pre-migration screening: A systematic review and 

meta-analysis. The Lancet Infectious Diseases, 17(7), 770-779.

Charmaz, K. (1995b). Grounded theory. In J. Smith, R. Harré, & L. Langenhove (Eds.), Rethinking 

methods in psychology (pp. 27-65). London: Sage.

Charmaz, K. (2000). Grounded theory: Objectivist and constructivist methods. In N. Denzin & Y. 

Lincoln (Eds.), Handbook of qualitative research (2nd ed., pp. 509-535). Thousand Oaks, CA: 

Sage.

Charmaz, K. (2006). Constructing grounded theory: A practical guide through qualitative analysis. 

London: SAGE Publications.

Charmaz, K. (2014). Constructing grounded theory. London: Sage.

https://doi.org/10.1016/j.cpr.2010.01.006


131

Chen, S., Benet‐Martínez, V., & Harris Bond, M. (2008). Bicultural Identity, Bilingualism, and 

Psychological Adjustment in Multicultural Societies: Immigration‐Based and Globalization‐

Based Acculturation. Journal of Personality, 76(4), 803-838.

Chow, Julian Chun-Chung, Auh, Erica Yoonkyung, Scharlach, Andrew E, Lehning, Amanda J, & 

Goldstein, Cara. (2010). Types and Sources of Support Received by Family Caregivers of Older 

Adults from Diverse Racial and Ethnic Groups. Journal of Ethnic & Cultural Diversity in Social 

Work, 19(3), 175–194. https://doi.org/10.1080/15313204.2010.499318

Charmaz, K. (1995b). Grounded theory. In J. Smith, R. Harré, & L. Langenhove (Eds.), Rethinking 

methods in psychology (pp. 27-65). London: Sage.

Charmaz, K. (2000). Grounded theory: Objectivist and constructivist methods. In N. Denzin & Y. 

Lincoln (Eds.), Handbook of qualitative research (2nd ed., pp. 509-535). Thousand Oaks, CA: 

Sage.

Charmaz, K. (2006). Constructing grounded theory: A practical guide through qualitative analysis. 

London: SAGE Publications.

Charmaz, K. (2014). Constructing grounded theory. London: Sage.

Charmaz, K., & Flick, U. (2014). Grounded Theory in Global Perspective: Reviews by

International Researchers. Qualitative Inquiry, 20(9), 1074-1084.

Citizenship and Immigration Canada (2018) 2018 Annual Report to Parliament on Immigration. URL 

https://www.canada.ca/content/dam/ircc/migration/ircc/english/pdf/pub/annual-report-2018.pdf

Cohen, Geoffrey L, & Sherman, David K. (2014). The psychology of change: Self-affirmation and 

social psychological intervention. Annual Review of Psychology, 65(1), 333-371.

Collier, A., Phillips, J., & Iedema, R. (2015). The meaning of home at the end of life: A video-reflexive 

ethnography study. Palliative Medicine, 29(8), 695-702.

https://doi.org/10.1080/15313204.2010.499318
https://www.canada.ca/content/dam/ircc/migration/ircc/english/pdf/pub/annual-report-2018.pdf


132

Contador, I., Fernández-Calvo, B., Palenzuela, D. L., Miguéis, S., & Ramos, F. (2012). Prediction of 

burden in family caregivers of patients with dementia: A perspective of optimism based on

generalized expectancies of control. Aging & Mental Health, 16(6), 675-682.

Corà, A., Partinico, M., Munafò, M., & Palomba, D. (2012). Health Risk Factors in Caregivers of 

Terminal Cancer Patients: A Pilot Study. Cancer Nursing, 35(1), 38-47.

Corbin, J., & Strauss, A. (2008). Basics of Qualitative Research (3rd ed.): Techniques and Procedures 

for Developing Grounded Theory. Thousand Oaks: SAGE Publications

Corbin, J., & Strauss, A. (1996). Analytic ordering for theoretical purposes. Qualitative Inquiry, 2(2),

139-150.

Corbin, J., & Strauss, A. (1998). Analytic ordering for theoretical purposes. Qualitative Inquiry,

2(2),

Corbin, J., & Strauss, A. (2008). Basics of Qualitative Research (3rd ed.): Techniques and Procedures

for Developing Grounded Theory. Thousand Oaks: SAGE Publication

D'Amen, Barbara, Socci, Marco, & Santini, Sara. (2021). Intergenerational caring: A systematic 

literature review on young and young adult caregivers of older people. BMC Geriatrics, 21(1), 

105.

Damskey, M. (2000). Views and visions: Moving toward culturally competent practice. In S. Alemán, 

T. Fitzpatrick, T.V. Tran, and E.W. Gonzalez (Eds.), Therapeutic

Interventions with Ethnic Elders: Health and Social Issues (pp. 195-208). New York:

The Haworth Press, Inc.

Daker-White, G., Beattie, A. M., Gillard, J., & Means, R. (2002). Minority ethnic groups in

dementia care: a review of service needs, service provision and models of good

practice. Aging & Mental Health, 6(2), 102-108. DOI: 10.1080/13607860220126835



133

David, E., Okazaki, S., & Saw, A. (2009). Bicultural Self-Efficacy Among College Students: Initial 

Scale Development and Mental Health Correlates. Journal of Counseling Psychology, 56(2), 

211-226.

Davies B, Reimer J, Martens N (1990). Families in supportive care, Part I: The transition of fading 

away: The nature of the transition. J Palliat Care 6:12-20

De Valk, H. A. G., & Schans, D. (2008). 'They ought to do this for their parents': Perceptions of 

filial obligations among immigrant and Dutch older people. Ageing & Society, 28(1), 49-

66.

Degenholtz, Howard B, Rhee, YongJoo, & Arnold, Robert M. (2004). Brief Communication: The 

Relationship between Having a Living Will and Dying in Place. Annals of Internal 

Medicine, 141(2), 113-117 

Demo, D., Allen, K., & Fine, M. (2000). Handbook of family diversity. New York: Oxford University 

Press.

Despres, C. (1991).The Meaning of Home: literature review and directions for future research and 

theoretical development. J Arch Plan Res ; 8(2): 96–115. 

Dhiliwal, S. R., & Muckaden, M. (2015). Impact of specialist home-based palliative care services in a 

tertiary oncology set up: a prospective non-randomized observational study. Indian journal of 

palliative care, 21(1), 28–34. https://doi.org/10.4103/0973-1075.150170

Dilworth-Anderson, P., Williams, I., & Gibson, B. (2002). Issues of race, ethnicity, and

culture in caregiving research: A 20-year review (1980-2000). The Gerontologist,

42(2), 237-272.

Divi, C., Koss, R., Schmaltz, S., & Loeb, J. (2007). Language proficiency and adverse events in US 

hospitals: A pilot study. International Journal For Quality In Health Care, 19(2), 60-67.



134

Doane, G. H., & Varcoe, C. (2005). Toward Compassionate Action: Pragmatism and the

Inseparability of Theory/Practice. Advances in Nursing Science, 28(1), 81-90.

Donnellan, Warren J, Bennett, Kate M, & Soulsby, Laura K. (2015). What are the factors that facilitate 

or hinder resilience in older spousal dementia carers? A qualitative study. Aging & Mental 

Health, 19(10), 932-939.

Dour, H. J., Wiley, J. F., Roy‐Byrne, P., Stein, M. B., Sullivan, G., Sherbourne, C. D., ... & Craske, M. 

G. (2014). Perceived social support mediates anxiety and depressive symptom changes 

following primary care intervention. Depression and anxiety, 31(5), 436-442.

Duggleby, Wendy, & Wright, Karen. (2005). Transforming Hope: How Elderly Palliative Patients Live 

With Hope. Canadian Journal of Nursing Research, 37(2), 70-84.

Duxbury, L., Higgins, C., & Schroeder, B. (2009). Balancing Paid Work and Caregiving 

Responsibilities: A Closer Look at Family Caregivers in Canada. Canadian Policy Research 

Networks.

Dying in America: Improving quality and honoring individual preferences near the end of life. (2015). 

Military Medicine, 180(4), 365-367.

Egan, K. A., & Horvath, G. L. (2006). Family Caregiving in the Last Years of Life: Positive 

Experiences in the Midst of Suffering. Home Healthcare Nurse: The Journal for the Home Care 

and Hospice Professional, 24(9), 554-558.

Emanuel, E J, Fairclough, D L, Slutsman, J, & Emanuel, L L. (2000). Understanding economic and 

other burdens of terminal illness: The experience of patients and their caregivers. Annals of 

Internal Medicine, 132(6), 451-459.

Eisenberger, N. I. (2013). An empirical review of the neural underpinnings of receiving and giving 

social support: implications for health. Psychosomatic medicine, 75(6), 545.



135

Ellington, Lee, Cloyes, Kristin G, Xu, Jiayun, Bellury, Lanell, Berry, Patricia H, Reblin, Maija, & 

Clayton, Margaret F. (2018). Supporting home hospice family caregivers: Insights from 

different perspectives. Palliative & Supportive Care, 16(2), 209-219.

Fast, J., Dosman, & Lero. (2013). The Intersection of Caregiving and Employment across the Life 

Course: Final Report. Research on Aging, Policies and Practice, Department of Human 

Ecology, University of Alberta.

Flores, G., Laws, M., Mayo, S., Zuckerman, B., Abreu, M., Medina, L., & Hardt, E. (2003). Errors in 

medical interpretation and their potential clinical consequences in pediatric encounters. 

Pediatrics, 111(1), 6-14.

Foley, K. M. (Ed.). (2005). When the focus is on care: Palliative care and cancer. Amer Cancer 

Society.

Fuller-Thomson, E., Noack, A., & George, M. (2011). Health Decline Among Recent Immigrants to 

Canada: Findings From a Nationally-representative Longitudinal Survey. Canadian Journal of 

Public Health, 102(4), 273-280. DOI: 10.1007/BF03404048

Funk, L, Stajduhar, KI, Toye, C, Aoun, S, Grande, GE, & Todd, CJ. (2010). Part 2: Home-based family 

caregiving at the end of life: A comprehensive review of published qualitative research (1998-

2008). Palliative Medicine, 24(6), 594-607.

Friedman, H. S. (Ed.). (2011). The Oxford handbook of health psychology. Oxford University Press.

Gallo, William T, Baker, Matthew J, & Bradley, Elizabeth H. (2001). Factors Associated with Home 

Versus Institutional Death Among Cancer Patients in Connecticut. Journal of the American 

Geriatrics Society (JAGS), 49(6), 771–777. https://doi.org/10.1046/j.1532-5415.2001.49154.x

Gerteis, M. (1993). Through the patient's eyes : understanding and promoting patient-centered care. 

Jossey-Bass. 

https://doi.org/10.1046/j.1532-5415.2001.49154.x


136

Giesbrecht, Melissa, Crooks, Valorie A, Williams, Allison, & Hankivsky, Olena. (2012). Critically 

examining diversity in end-of-life family caregiving: Implications for equitable caregiver 

support and Canada's Compassionate Care Benefit. International Journal for Equity in Health, 

11(1), 65.

Gillsjö, C., & Schwartz-Barcott, D. (2011). A concept analysis of home and its meaning in the lives of 

three older adults. International Journal of Older People Nursing, 6(1), 4-12.

Giunta, Nancy, Chow, Julian, Scharlach, Andrew E, & Dal Santo, Teresa S. (2004). Racial and Ethnic 

Differences in Family Caregiving in California. Journal of Human Behavior in the Social 

Environment, 9(4), 85-109.

Givler A, Bhatt H, Maani-Fogelman PA (2021). The Importance Of Cultural Competence in Pain and 

Palliative Care. [Updated 2020 Dec 1]. In: StatPearls [Internet]. Treasure Island (FL): StatPearls 

Publishing; 2021 Jan-. Available from: https://www.ncbi.nlm.nih.gov/books/NBK493154/

Glaser, B., & Strauss, A. (1967). The Discovery of Grounded Theory: Strategies for Qualitative 

Research. Mill Valley, CA: Sociology Press.

Goldzweig, G, Merims, S, Ganon, R, Peretz, T, Altman, A, & Baider, L. (2013). Informal caregiving to 

older cancer patients: Preliminary research outcomes and implications. Annals of Oncology, 

24(10), 2635-2640.

Gomes, Barbara, Calanzani, Natalia, Curiale, Vito, McCrone, Paul, Higginson, Irene J, & Gomes, 

Barbara. (2013). Effectiveness and cost‐effectiveness of home palliative care services for adults 

with advanced illness and their caregivers. Cochrane Library, 2016(3), CD007760.

Gomes, B., & Higginson, I. (2006). Factors influencing death at home in terminally ill patients with 

cancer: Systematic review. BMJ, 332(7540), 515-518.

https://www.ncbi.nlm.nih.gov/books/NBK493154/


137

Goode, K. T., Haley, W. E., Roth, D. L., & Ford, G. R. (1998). Predicting longitudinal changes in 

caregiver physical and mental health: A stress process model. Health Psychology, 17(2), 190-

198. DOI: 10.1037/0278-6133.17.2.190

Gordon, M. (1964). Assimilation in American life: The role of race, religion, and national origins. New

York: Oxford University Press. ISBN: 9780195008968

Government of Canada (2019). New programs to boost newcomer settlement and integration. 

https://www.canada.ca/en/immigration-refugees-citizenship/news/2019/08/new-programs-to-

boost-newcomer-settlement-and-integration.html  

Guerriere, D., Zagorski, B., Fassbender, K., Masucci, L., Librach, L., & Coyte, P. (2010). Cost 

variations in ambulatory and home-based palliative care. Palliative Medicine, 24(5), 523-532. 

DOI: b>10.1177/0269216310364877

Guo, M., Kim, S., & Dong, X. (2019). Sense of Filial Obligation and Caregiving Burdens Among 

Chinese Immigrants in the United States. Journal of the American Geriatrics Society, 67(S3), 

S564-S570.

Gushulak, B., & MacPherson, D. (2006). Migration medicine and health: Principles and practice. 

Hamilton, Ont.: BC Decker.

Gushulak, B., Pottie, K., Hatcher Roberts, J., Torres, S., & DesMeules, M. (2011). Migration and health

in Canada: Health in the global village. CMAJ: Canadian Medical Association Journal = 

Journal De L'Association Medicale Canadienne, 183(12), E952-E958.

Gunnarsson, Hans, & Öhlén, Joakim. (2006). Spouses' grief before the patient's death: Retrospective 

experiences related to palliative home care in urban Sweden. Mortality (Abingdon, England), 

11(4), 336-351.

https://www.canada.ca/en/immigration-refugees-citizenship/news/2019/08/new-programs-to-boost-newcomer-settlement-and-integration.html
https://www.canada.ca/en/immigration-refugees-citizenship/news/2019/08/new-programs-to-boost-newcomer-settlement-and-integration.html


138

Hammer, R., & Noel, Nancy L. (1991). The Lived Experience of Being at Home: A Phenomenological 

Investigation, ProQuest Dissertations and Theses.

Hayes, R., & Oppenheim, R. (1997). Constructivism: Reality is what you make it. In T. Sexton

& B. Griffin (Eds.), Constructivist thinking in counseling practice, research and training (pp. 

19-41).

Health Care in Canada Survey 2006: A national survey of health care providers, managers, and the 

public, 2006, http://www.hcic-sssc.ca

Hollander, Marcus J, Liu, Guiping, & Chappell, Neena L. (2009). Who Cares and How Much? the 

Imputed Economic Contribution to the Canadian Healthcare System of Middle-Aged and Older 

Unpaid Caregivers Providing Care to the Elderly. Healthcare Quarterly (Toronto, Ont.), 12(2), 

42–49. https://doi.org/10.12927/hcq.2009.20660

Howe, George W. (2002). Integrating Family Routines and Rituals With Other Family Research 

Paradigms. Journal of Family Psychology, 16(4), 437-440.

Higginbottom, G., & Lauridsen, E. (2014). The roots and development of constructivist grounded 

theory. Nurse Researcher, 21(5), 8-13.

Hou, F., Schellenberg, G., & Berry, J. (2018). Patterns and determinants of immigrants' sense of 

belonging to Canada and their source country. Ethnic and Racial Studies, 41(9), 1612-1631.

Hudson, P., & Payne, S. (2009). Family carers in palliative care : A guide for health and social care 

professionals. Oxford; New York: Oxford University Press.

Hudson, Thomas, Trauer, Remedios, & Clarke. (2011). Psychological and Social Profile of Family 

Caregivers on Commencement of Palliative Care. Journal of Pain and Symptom Management, 

41(3), 522-534.

Hunt, C. K. (2003). Concepts in caregiver research. Journal of Nursing Scholarship,

http://www.hcic-sssc.ca/


139

35(1), 27-32. DOI: 10.1111/j.1547-5069.2003.00027.x

Ivancovich, Debra A. (2005). The Role of Existential Coping and Spiritual Coping in Anticipatory 

Grief.

Katiria Perez, Giselle, & Cruess, Dean. (2014). The impact of familism on physical and mental health 

among Hispanics in the United States. Health Psychology Review, 8(1), 95-127.

Keeley, Maureen P. (2007). Turning toward death together': The functions of messages during final 

conversations in close relationships. Journal of Social and Personal Relationships, 24(2), 225-253. 

Keeley, Maureen P, & Generous, Mark A. (2017). Final Conversations: Overview and Practical 

Implications for Patients, Families, and Healthcare Workers. Behavioral Sciences, 7(2), 17.

Keeley, Maureen P, Generous, Mark A, & Baldwin, Paula K. (2014). Exploring Children/Adolescents' 

Final Conversations with Dying Family Members. Journal of Family Communication, 14(3), 

208-229. 

Kenny, M., & Fourie, R. (2014). Tracing the History of Grounded Theory Methodology: From

Formation to Fragmentation. The Qualitative Report, 19(52), 1-9.

Kaihlanen, Anu-Marja, Hietapakka, Laura, & Heponiemi, Tarja. (2019). Increasing cultural awareness: 

Qualitative study of nurses' perceptions about cultural competence training. BMC Nursing, 

18(1), 1-9.

Kikuchi, J. (2005). Cultural Theories of Nursing Responsive to Human Needs and Values. Journal of 

Nursing Scholarship, 37(4), 302-307.

Kirby, Emma, Lwin, Zarnie, Kenny, Katherine, Broom, Alex, Birman, Holi, & Good, Phillip. (2018). 

"It doesn't exist…": Negotiating palliative care from a culturally and linguistically diverse 

patient and caregiver perspective. BMC Palliative Care, 17(1), 90.



140

Kirmayer, L. J. (1989). Cultural variations in the response to psychiatric disorders and emotional 

distress. Social Science & Medicine (1982), 29(3), 327–339. https://doi.org/10.1016/0277-

9536(89)90281-5 

Klassen, A., Gulati, S., Watt, L., Banerjee, A., Sung, L., Klaassen, R., . . . Shaw, N. (2012). Immigrant 

to Canada, newcomer to childhood cancer: A qualitative study of challenges faced by immigrant 

parents. Psycho‐Oncology, 21(5), 558-562.

Knight, B., & Sayegh, P. (2010). Cultural values and caregiving: The updated sociocultural stress and 

coping model. The Journals of Gerontology. Series B, Psychological Sciences and Social 

Sciences, 65b(1), 5-13.

Kozachik, S. Collins, DeVoss, D. and Given, D. (2001). Caregiver role strain. In: Maas M, Buckwalter 

K, Hardy M, et al., editors. Nursing Care of Older Adults Diagnosis: Outcome and 

Interventions. St Louis: Mosby;. pp. 679–695.

Knight, Bob G, Robinson, Gia S, Flynn Longmire, Crystal V, Chun, Miae, Nakao, Kayoko, & Kim, 

Jung Hyun. (2003). Cross cultural issues in caregiving for persons with dementia: Do familism 

values reduce burden and distress? Ageing International, 27(3), 70-94.

Králová, Jana. (2015). What is social death? Contemporary Social Science, 10(3), 235–248. 

https://doi.org/10.1080/21582041.2015.1114407

Kramer, B., Boelk, A., & Auer, C. (2006). Family conflict at the end of life: Lessons learned in a model

program for vulnerable older adults. Journal of Palliative Medicine, 9(3), 791-801.

Kristjanson, Linda J, & Aoun, Samar. (2004). Palliative Care for Families: Remembering the Hidden 

Patients. The Canadian Journal of Psychiatry, 49(6), 359-365. 

Lai, D. (2007). Cultural Predictors of Caregiving Burden of Chinese-Canadian Family Caregivers *. 

Canadian Journal on Aging / La Revue Canadienne Du Vieillissement, 26(S1), 133-147.

https://doi.org/10.1016/0277-
https://doi.org/10.1080/21582041.2015.1114407


141

Lai, C, Luciani, M, Di Mario, C, Galli, F, Morelli, E, Ginobbi, P, . . . Lombardo, L. (2018). 

Psychological impairments burden and spirituality in caregivers of terminally ill cancer patients. 

European Journal of Cancer Care, 27(1), E12674-N/a.

Lavrakas, P. J. (2008). Encyclopedia of survey research methods (Vols. 1-0). Thousand Oaks, CA: Sage

Publications, Inc. doi: 10.4135/9781412963947

Lazarus, R. S., & Folkman, S. (1984). Stress, appraisal and coping. New York: Springer Publishing 

Company.

Lewin, F. (2001). The Meaning of Home among Elderly Immigrants: Directions for Future Research 

and Theoretical Development. Housing Studies, 16(3), 353-370. DOI: 

10.1080/02673030120049715

Lievesley N. The Future Ageing of the Ethnic Minority Population of England and Wales. London: 

Centre for Policy on Ageing and the Runnymede Trust; 2010

Lim, J., & Zebrack, B. (2004). Caring for family members with chronic physical illness: A critical 

review of caregiver literature. Health and Quality of Life Outcomes, 2(1), 50. DOI: 

b>10.1186/1477-7525-2-50

Lincoln, Y. S., & Guba, E. G. (2000). Paradigmatic controversies, contra#dictions, and emerging 

confluences. In N. K. Denzin & Y. S. Lincoln

(Eds.), Handbook of qualitative research (2nd ed., pp. 163–188). Thou#sand Oaks, CA: Sage.

Losada, A, Robinson Shurgot, G, Knight, B. G, Márquez, M, Montorio, I, Izal, M, & Ruiz, M. A. 

(2006). Cross-cultural study comparing the association of familism with burden and depressive 

symptoms in two samples of Hispanic dementia caregivers. Aging & Mental Health, 10(1), 69-

76.



142

Luthar, Suniya S, Cicchetti, Dante, & Becker, Bronwyn. (2000). The Construct of Resilience: A Critical

Evaluation and Guidelines for Future Work. Child Development, 71(3), 543-562.

Luthans, F., Youssef, C., & Avolio, B. (2007). Psychological capital: Developing the human 

competitive edge. Oxford ; New York: Oxford University Press.

Luthans, Fred, Avey, James B, & Patera, Jaime L. (2008). Experimental Analysis of a Web-Based 

Training Intervention to Develop Positive Psychological Capital. Academy of Management 

Learning & Education, 7(2), 209-221.

Jo, Susan, Brazil, Kevin, Lohfeld, Lynne, & Willison, Kathleen. (2007). Caregiving at the end of life: 

Perspectives from spousal caregivers and care recipients. Palliative & Supportive Care, 5(1), 

11-17.

Manning L. K. (2013). Navigating hardships in old age: exploring the relationship between spirituality 

and resilience in later life. Qualitative health research, 23(4), 568–575. 

https://doi.org/10.1177/1049732312471730

Majumdar, B., Browne, G., Roberts, J., & Carpio, B. (2004). Effects of Cultural Sensitivity Training on

Health Care Provider Attitudes and Patient Outcomes. Journal of Nursing Scholarship, 36(2), 

161–166. https://doi.org/10.1111/j.1547-5069.2004.04029.x 

Marsh, Herbert W, & O'Mara, Alison. (2008). Reciprocal Effects Between Academic Self-Concept, 

Self-Esteem, Achievement, and Attainment Over Seven Adolescent Years: Unidimensional

and Multidimensional Perspectives of Self-Concept. Personality & Social Psychology Bulletin,

34(4), 542–552. https://doi.org/10.1177/0146167207312313

Mavandadi, Shahrzad, Dobkin, Roseanne, Mamikonyan, Eugenia, Sayers, Steven, Have, Thomas Ten, 

& Weintraub, Daniel. (2014). Benefit Finding and Relationship Quality in Parkinson's Disease: 

A Pilot Dyadic Analysis of Husbands and Wives. Journal of Family Psychology, 28(5), 728-734.

https://doi.org/10.1177/0146167207312313
https://doi.org/10.1177/1049732312471730


143

Melin‐Johansson, C, Axelsson, B, Gaston‐Johansson, F, & Danielson, E. (2010). Significant 

improvement in quality of life of patients with incurable cancer after designation to a palliative 

homecare team. European Journal of Cancer Care, 19(2), 243-250.

Meissner, F., & Vertovec, S. (2014). Comparing super-diversity. Ethnic and Racial Studies, 38(4), 1-15.

DOI: 10.1080/01419870.2015.980295

Mendez-Luck, Carolyn A, Applewhite, Steven R, Lara, Vicente E, & Toyokawa, Noriko. (2016). The 

Concept of Familism in the Lived Experiences of Mexican-Origin Caregivers. Journal of 

Marriage and Family, 78(3), 813-829.

Mills, J., Bonner, A., & Francis, K. (2006). The Development of Constructivist Grounded 

Theory. International Journal of Qualitative Methods, 5(1), 25-35. DOI: 

10.1177/160940690600500103

Munhall, P. (2001). Ethical considerations in qualitative research. In P. Munhall (Ed.), Nursing 

research: A qualitative perspective (3rd ed., pp. 537-549). Sudbury, MA: Jones and Bartlett. 

DOI: 10.1177/019394598801000204

National Alliance for Caregiving and AARP. Caregiving in the United States 2009. Retrieved from:

http://www.caregiving.org/data/04finalreport.pdf. Accessed October 17, 2018

National Alliance for Caregiving and Evercare (2009). Evercare survey of the economic downturn and 

its impact on family caregiving. Retrieved December 4, 2011 from 

http://www.nfcacares.org/who_are_family_caregivers/care_giving_statstics.cfm

National Family Caregiving Association (2009). Family caregiving statistics. Retrieved December 4, 

2011 from http://www.nfcacares.org/who_are_family_caregivers/care_giving_statstics.cfm

http://www.nfcacares.org/who_are_family_caregivers/care_giving_statstics.cfm
http://www.nfcacares.org/who_are_family_caregivers/care_giving_statstics.cfm


144

National Research Council. (2010). Informal caregivers in the United States: prevalence, caregiver 

characteristics, and ability to provide care. In The role of human factors in home health care: 

Workshop summary. National Academies Press (US).

Navaie-Waliser, Maryam, Levine, Carol, Donetan, Karen, Feldman, Penny H., Kuerbis, Alexis N., & 

Gould, David A. (2002). When the Caregiver Needs Care: The Plight of Vulnerable Caregivers. 

American Journal of Public Health, (3), 409-413.

Neutel, C., Bishop, I., Harper, M., & Gaudette, L. (2005). Proportion of Cancer Deaths Occurring in 

Hospital, Canada, 1994–2000. Canadian Journal of Public Health, 96(4), 264-268. DOI: 

10.1007/BF03405160

Ng, E. (2011). The healthy immigrant effect and mortality rates. Health Reports, 22(4), 25-29.

Ng, H. Y., Griva, K., Lim, H. A., Tan, J. Y., & Mahendran, R. (2016). The burden of filial piety: A 

qualitative study on caregiving motivations amongst family caregivers of patients with cancer in 

Singapore. Psychology & health, 31(11), 1293–1310. 

https://doi.org/10.1080/08870446.2016.1204450

Nguyen, A., & Benet-Martínez, V. (2013). Biculturalism and Adjustment: A Meta-Analysis. Journal of 

Cross-Cultural Psychology, 44(1), 122-159. DOI: 10.1177/0022022111435097

Nielsen, L., Angus, J., Howell, D., Husain, A., & Gastaldo, D. (2015). Patient-Centered Care or 

Cultural Competence: Negotiating Palliative Care at Home for Chinese Canadian Immigrants. 

American Journal of Hospice and Palliative Medicine®, 32(4), 372-379. DOI: 

10.1177/1049909114527338

Nowell, L. (2015). Pragmatism and integrated knowledge translation: Exploring the

compatibilities and tensions. Nursing Open, 2(3), 141-148.

https://doi.org/10.1080/08870446.2016.1204450


145

Olson, L. K. (2001). Age through Ethnic Lenses: caring for the elderly in a multicultural society. 

Maryland: Rowman & Littlefield Publishers Incorporation.

Omariba, D., & Ng, W. (2011). Immigration, Generation and Self-rated Health in Canada: On the Role 

of Health Literacy. Canadian Journal of Public Health, 102(4), 281-285.

Ong, Hui Lin, Vaingankar, Janhavi Ajit, Abdin, Edimansyah, Sambasivam, Rajeswari, Fauziana, 

Restria, Tan, Min-En, . . . Subramaniam, Mythily. (2018). Resilience and burden in caregivers 

of older adults: Moderating and mediating effects of perceived social support. BMC Psychiatry, 

18(1), 27.

Öresland, S., Määttä, S., Norberg, A., & Lützén, K. (2011). Home-based nursing: An endless journey. 

Nursing Ethics, 18(3), 408-417. DOI: 10.1177/0969733011398098

Nuland, S. (1994). How we die : Reflections on life's final chapter. New York: Knopf.

POLICY SERIES PART ONE: NATIONAL ACADEMIES OF SCIENCES, ENGINEERING 

AND MEDICINE’S STUDY ON FAMILY CAREGIVING FOR OLDER ADULTS: 

FINDINGS, RECOMMENDATIONS, AND NEXT STEPS. (2016). The Gerontologist, 

56(Suppl_3), 110.

Olagundoye, O., & Alugo, M. (2018). Caregiving and the Family. Caregiving and Home Care, 1.

Pearlin, L. I., Mullan, J. T., Semple, S. J., & Skaff, M. M. (1990). Caregiving and the stress process: an 

overview of concepts and their measures. Gerontologist, 30(5), 583-594.

Pidgeon, N., & Henwood, K. (1997). Using grounded theory in psychological research. In N. Hayes 

(Ed.), Doing qualitative analysis in psychology (pp. 245-273). Hove, England: Psychology 

Press/Erlbaum (UK) Taylor & Francis.

Ponterotto, J. G. (2005). Qualitative Research in Counseling Psychology. Journal of Counseling 

Psychology, 52(2), 126–136. https://doi.org/10.1037/0022-0167.52.2.126



146

Rando, T. (1984). Grief, dying, and death: Clinical interventions for caregivers. Champaign, Ill.: 

Research Press.Roe DJ. (1992) Palliative Care 2000 – Home care. J Palliat Care 

Robinson, J., Gott, M., & Ingleton, C. (2014). Patient and family experiences of palliative care in 

hospital:  What do we know? An integrative review. Palliative Medicine, 28(1), 18-33.

Romanow, R. (2002). Building on values: The future of health care in Canada: Final report. Saskatoon:

Commission on the Future of Health Care in Canada.

Reblin, M., Cloyes, K. G., Carpenter, J., Berry, P. H., Clayton, M. F., & Ellington, L. (2015). Social 

support needs: discordance between home hospice nurses and former family caregivers. 

Palliative & supportive care, 13(3), 465–472. https://doi.org/10.1017/S1478951513001156

Reed, Pamela G. (1992). An emerging paradigm for the investigation of spirituality in nursing. 

Research in Nursing & Health, 15(5), 349-357.

Reimer, Joanne Chekryn, Davies, Betty, & Martens, Nola. (1991). Palliative care: The nurseʼs role in 

helping families through the transition of “fading away”. Cancer Nursing, 14(6), 321-327.

Revier, Sara S, Meiers, Sonja J, & Herth, Kaye A. (2012). The Lived Experience of Hope in Family 

Caregivers Caring for a Terminally Ill Loved One. Journal of Hospice and Palliative Nursing, 

14(6), 438-446.

Rodnrguez, Julian Montoro, & Kosloski, Karl. (1998). The Impact of Acculturation on Attitudinal 

Familism in a Community of Puerto Rican Americans. Hispanic Journal of Behavioral Sciences, 

20(3), 375-390

Rozario, Philip A, & DeRienzis, Daniel. (2008). Familism Beliefs and Psychological Distress Among 

African American Women Caregivers. The Gerontologist, 48(6), 772-780.



147

Ruisoto, Pablo, Contador, Israel, Fernández-Calvo, Bernardino, Palenzuela, David, & Ramos, 

Francisco. (2019). Exploring the association between optimism and quality of life among 

informal caregivers of persons with dementia. International Psychogeriatrics, 31(3), 309-315.

Sand, L., & Strang, P. (2006). Existential loneliness in a palliative home care setting. Journal of 

Palliative Medicine, 9(6), 1376-1387.

Scharlach, A. E., Kellam, R., Ong, N., Baskin, A., Goldstein, C., & Fox, P.J. (2006). Cultural attitudes 

and caregiver service use: Lessons from focus groups with racially and ethnically diverse 

family caregivers. Journal of Gerontological Social Work, 47(1/2), 133-156.

Scheppers, E.mmanuel, Van Dongen, E.ls, Dekker, J.os, Geertzen, J.an, & Dekker, Joost. (2006). 

Potential barriers to the use of health services among ethnic minorities: A review. Family 

Practice, 23(3), 325-348.

Schiller, N. ., Basch, L., & Blanc, C. (1995). From Immigrant to Transmigrant: Theorizing 

Transnational Migration. Anthropological Quarterly, 68(1), 48–63. 

https://doi.org/10.2307/3317464

Schulz, R., Hebert, R., & Boerner, K. (2008). Bereavement after caregiving. Geriatrics, 63(1), 20-22.

Schwartz, Seth J. (2007). The Applicability of Familism to Diverse Ethnic Groups: A Preliminary 

Study. The Journal of Social Psychology, 147(2), 101-118.

Schwartz, S., Unger, J., Zamboanga, B., & Szapocznik, J. (2010). Rethinking the Concept of 

Acculturation. American Psychologist, 65(4), 237-251.

Seow, H., & Bainbridge, D. (2018). A Review of the Essential Components of Quality Palliative Care 

in the Home. Journal of Palliative Medicine, 21(S1), S37-S44.



148

Setia, M., Quesnel-Vallee, A., Abrahamowicz, M., Tousignant, P., & Lynch, J. (2011). Access to health-

care in Canadian immigrants: A longitudinal study of the National Population Health Survey. 

Health & Social Care in the Community, 19(1), 70-79. DOI: 10.1111/j.1365-2524.2010.00950.x

Seto, L., & Angus, Jan E. (2012). Palliative Home Care and Chinese Immigrants: The Meanings of 

Home and Negotiations of Care, ProQuest Dissertations and Theses.

Shalin, D. (1986). Pragmatism and Social Interactionism. American Sociological Review, 51(1),

9.

Sharma, Vanshdeep, Marin, Deborah B, Koenig, Harold K, Feder, Adriana, Iacoviello, Brian M, 

Southwick Steven, M, & Pietrzak, Robert H. (2017). Religion, spirituality, and mental health of 

U.S. military veterans: Results from the National Health and Resilience in Veterans Study. 

Journal of Affective Disorders, 217, 197-204.

Sherman, David K, & Cohen, Geoffrey L. (2006). The Psychology of Self‐defense: Self‐Affirmation 

Theory. In Advances in Experimental Social Psychology (Vol. 38, pp. 183-242). Elsevier 

Science & Technology.

Seymour, J. (1999). Revisiting medicalisation and ‘natural’ death. Social Science & Medicine, 49(5), 

691-704.

Shurgot, Gia Robinson, & Knight, Bob G. (2005). Influence of Neuroticism, Ethnicity, Familism, and 

Social Support on Perceived Burden in Dementia Caregivers: Pilot Test of the Transactional 

Stress and Social Support Model. The Journals of Gerontology. Series B, Psychological 

Sciences and Social Sciences, 60(6), P331-P334.

Sinuff, Tasnim, MD, PhD, Dodek, Peter, MD, MHSc, You, John J., MD, MSc, FRCPC, Barwich, Doris,

MD, CCFP, Tayler, Carolyn, RN, BN, MSA, CON, Downar, James, MDCM, MHSc, FRCPC, . . 

. Heyland, Daren K., MD, FRCPC, MSc. (2015). Improving End-of-Life Communication and 



149

Decision Making: The Development of a Conceptual Framework and Quality Indicators. 

Journal of Pain and Symptom Management, 49(6), 1070-1080.

Southwick, Steven M, Sippel, Lauren, Krystal, John, Charney, Dennis, Mayes, Linda, & Pietrzak, 

Robb. (2016). Why are some individuals more resilient than others: The role of social support. 

World Psychiatry, 15(1), 77-79.

Spagnola, Mary, & Fiese, Barbara H. (2007). Family Routines and Rituals. Infants and Young Children,

20(4), 284-299.

Spiro, H. (2001). Compliance, adherence, and hope. Journal of clinical gastroenterology, 32(1), 5.

Stajduhar, K. I., & Davies, B. (1998). Death at home: Challenges for families and directions for the 

future. Journal of Palliative Care, 14(3), 8-14. Retrieved from 

https://ezproxy.lib.ucalgary.ca/login?url=https://www-proquest-com.ezproxy.lib.ucalgary.ca/

scholarly-journals/death-at-home-challenges-families-directions/docview/214204580/se-2?

Accountid=9838

Stajduhar, Kelli, Fyles, Gillian, & Barwich, Doris. (2008). Family Caregiver Coping in End-of-Life 

Cancer Care. University of Victoria Centre on Aging.

Stajduhar, K. (2013). Burdens of family caregiving at the end of life. Clinical and Investigative 

Medicine. Medecine Clinique Et Experimentale, 36(3), E121-E126.

Stajduhar, K. I., & Davies, B. (2005). Variations in and factors influencing family members' decisions 

for palliative home care. Palliative Medicine, 19(1), 21–32. 

https://doi.org/10.1191/0269216305pm963oa 

Stajduhar, K., Funk, L., Toye, C., Grande, G., Aoun, S., & Todd, C. (2010). Part 1: Home-based family 

caregiving at the end of life: A comprehensive review of published quantitative research (1998-

2008). Palliative Medicine, 24(6), 573-593.

https://ezproxy.lib.ucalgary.ca/login?url=https://www-proquest-com.ezproxy.lib.ucalgary.ca/


150

Statistics Canada. (2002). National profile of family caregivers in Canada. Retrieved from

http://www.hc-sc.gc.ca/hcs-sss/pubs/home-domicile/2002-caregiv-interven/indexeng.Php

Statistics Canada (2017) 2016 census program content test https://www12.statcan.gc.ca/census-

recensement/2016/rt-td/imm-eng.cfm  

 Steve Olson, Karen M. Anderson, Institute of Medicine, & Board on Population Health Public Health 

Practice. (2013). Leveraging Culture to Address Health Inequalities: Examples from Native 

Communities: Workshop Summary. National Academies Press.

Streubert, H. J. (2011). Designing data generation and management strategies. In H. J. Streubert

& D. R. Carpenter (Eds.), Qualitative research in nursing: Advancing the humanistic

imperative (5th ed). (33-55). Philadelphia, PA: Lippincott Williams & Wilkins.

Suwal, J.uhee Vajracharya;. (2010). Health Consequences to Immigrant Family Caregivers in Canada. 

37(1-2), 107-124. DOI: 10.25336/P6T90J

Tang, Siew Tzuh. (2000). Meanings of Dying at Home for Chinese Patients in Taiwan With Terminal 

Cancer: A LITERATURE REVIEW. Cancer Nursing, 23(5), 367-370. 

Titzmann, P., & Fuligni, A. (2015). Immigrants' adaptation to different cultural settings: A contextual 

perspective on acculturation. International Journal of Psychology, 50(6), 407-412. DOI: 

10.1002/ijop.12219

Topf, L. A., Robinson, C. L., & Bottorff, J. (2013). When a desired home death does not occur: The 

consequences of broken promises. Journal of Palliative Medicine, 16(8), 875-880.

Tourangeau, Ann. (2014). Factors influencing home care nurse intention to remain employed. Journal

of Nursing Management., 22(8), 1015-1026.

Tryselius, K., Benzein, E., & Persson, C. (2018). Ideas of home in palliative care research: A concept 

analysis. Nursing Forum, 53(3), 383-391.

https://www12.statcan.gc.ca/census-recensement/2016/rt-td/imm-eng.cfm
https://www12.statcan.gc.ca/census-recensement/2016/rt-td/imm-eng.cfm
http://www.hc-sc.gc.ca/hcs-sss/pubs/home-domicile/2002-caregiv-interven/indexeng.Php


151

Udod, S., & Racine, L. (2017). Empirical and pragmatic adequacy of grounded theory:

Advancing nurse empowerment theory for nurses' practice. Journal of Clinical Nursing,

26(23-24), 5224-5231.

Ullrich, A., Ascherfeld, L., Marx, G., Bokemeyer, C., Bergelt, C., & Oechsle, K. (2017). Quality of life,

psychological burden, needs, and satisfaction during specialized inpatient palliative care in 

family caregivers of advanced cancer patients. BMC Palliative Care, 16(1), 1-10.

Valdivieso-Mora, E., Peet, C. L., Garnier-Villarreal, M., Salazar-Villanea, M., & Johnson, D. K. (2016).

A Systematic Review of the Relationship between Familism and Mental Health Outcomes in 

Latino Population. Frontiers in Psychology, 7, 1632–1632. 

https://doi.org/10.3389/fpsyg.2016.01632

Van Mechelen, W., Aertgeerts, B., De Ceulaer, K., Thoonsen, B., Vermandere, M., Warmenhoven, F., . .

. De Lepeleire, J. (2013). Defining the palliative care patient: A systematic review. Palliative 

Medicine, 27(3), 197-208.

Vang, Z., Sigouin, J., Flenon, A., & Gagnon, A. (2017). Are immigrants healthier than native-born 

Canadians? A systematic review of the healthy immigrant effect in Canada. Ethnicity & Health, 

22(3), 209-241. DOI: 10.1080/13557858.2016.1246518

Ward, C. (2013). Probing identity, integration and adaptation: Big questions, little answers. 

International Journal of Intercultural Relations, 37(4), 391-404.

Weech-Maldonado, R. D., Elliott, M., Pradhan, R., Schiller, C., Hall, A., & Hays, R. (2012). Can 

Hospital Cultural Competency Reduce Disparities in Patient Experiences With Care? Medical 

Care, 50 Advances from the Consumer Assessment of Healthcare Providers and Systems 

(CAHPS®) Project(11), S48-S55.



152

Weech-Maldonado, R., Elliott, M., Morales, L., Spritzer, K., Marshall, G., & Hays, R. (2004). Health 

plan effects on patient assessments of medicaid managed care among racial/ethnic minorities. 

Journal of General Internal Medicine, 19(2), 136-45

Wells, M. I. (2000). Beyond Cultural Competence: A Model for Individual and Institutional Cultural 

Development. Journal of Community Health Nursing, 17(4), 189–199. 

https://doi.org/10.1207/S15327655JCHN1704_1

White, J., Osadnik, C., Haines, T., Plompen, T., Tao, L., & Micallef, E. (2018). The experience of 

interpreter access and language discordant clinical encounters in Australian health care: A 

mixed methods exploration 11 Medical and Health Sciences 1117 Public Health and Health 

Services. International Journal for Equity in Health, 17(1), 1-10.

 World Health Organization. WHO definition of palliative care. [cited 2019 December 02]. Available 

from: http://www.who.int/cancer/palliative/definition/en/.

Wolff, J., Spillman, B., Freedman, V., & Kasper, J. (2016). A National Profile of Family and Unpaid 

Caregivers Who Assist Older Adults With Health Care Activities. JAMA Internal Medicine, 

176(3), 372-379. DOI: b>10.1001/jamainternmed.2015.7664

Woodward, C., Abelson, Tedford, J., & Hutchison, S. (2004). What is important to continuity in home 

care?: Perspectives of key stakeholders. Social Science & Medicine, 58(1), 177-192. DOI: 

10.1016/S0277-9536(03)00161-8

Williams, Allison M. (2018). Education, Training, and Mentorship of Caregivers of Canadians 

Experiencing a Life-Limiting Illness. Journal of Palliative Medicine, 21(S1), S-45-S-49.

Williams, Allison, Sethi, Bharati, Duggleby, Wendy, Ploeg, Jenny, Markle-Reid, Maureen, Peacock, 

Shelley, & Ghosh, Sunita. (2016). A Canadian qualitative study exploring the diversity of the 



153

experience of family caregivers of older adults with multiple chronic conditions using a social 

location perspective. International Journal for Equity in Health, 15(1), 40–40. 

https://doi.org10.1186/s12939-016-0328-6

Wittenberg, Eve, James, Lyndon P, & Prosser, Lisa A. (2019). Spillover Effects on Caregivers’ and 

Family Members’ Utility: A Systematic Review of the Literature. PharmacoEconomics, 37(4), 

475-499.

Wittenberg, Eve, Saada, Adrianna, & Prosser, Lisa A. (2013). How Illness Affects Family Members: A 

Qualitative Interview Survey. The Patient : Patient-centered Outcomes Research, 6(4), 257-268.

Zweig, Steven C, & Oliver, Debra Parker. (2009). Returning from the Total Institution to a Home 

Environment: A Journey for Birthing and Dying. Journal of Housing for the Elderly, 23(1-2), 

116-129. 

https://doi.org10.1186/s12939-016-0328-6


154

Appendix A-Consent Form

STANDARD CONSENT FORM

TITLE:   The Experience of Palliative Home Care by Immigrant Family caregivers in Alberta

SPONSOR: University of Calgary

                            INVESTIGATORS: Dr. Shelley Raffin Bouchal

+1(403) 220 6258

Rhodric Gana

+1(403) 390 5745

This consent form is only part of the process of informed consent. It should give you the basic 

idea of what the research is about and what your participation will involve. If you would like more 

detail about something mentioned here, or information not included here, please ask. Take the time to 

read this carefully and to understand any accompanying information. You will receive a copy of this 

form for your records.

BACKGROUND

Many Canadian patients want to remain at home even when support is limited (Canadian 
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Institute for Health Information [CIHI], 2011). The growth in demand for home-based care has 

prompted a trend towards palliative care delivered in the home as well (Guerriere, Zagorski, 

Fassbender, Masucci, Librach, & Coyte, 2010; Romanow, 2002).  While home-based palliative care is 

associated with higher levels of patient and Family Caregiver (FCG) satisfaction (Dhiliwal & 

Muckaden, 2015), many FCGs who assume this role become vulnerable to personal economic hardship

and financial stress, as well as fallout from such stress in the form of poorer health (National Alliance 

for Caregiving & Evercare, 2009; National Family Caregiving Association, 2009).  This is no different 

for immigrants who are unfamiliar with the health care system. In fact, it can be potentially worst for 

immigrant family caregivers considering the barriers they already face with integration and adaptation. 

This background supports my research focus which is to uncover the process of how immigrant family 

caregivers navigate Palliative Home Care (PHC) in Alberta. This research has implications for Health 

Care Providers’ (HCPs) understanding and support for immigrant FCGs. Results also present a 

platform for future research in immigrant health and support systems.  

WHAT IS THE PURPOSE OF THE STUDY?

The purpose of this qualitative study is to understand the process of how immigrant FCGs 

navigate regular Palliative Home Care (PHC) services in Alberta. This study will explore how the 

immigration status FCGs influence the navigation of PHC when supporting a dying relative.

WHAT WOULD I HAVE TO DO?

You will be asked to participate in a one to one interview to discuss your experience as an 

immigrant navigating the PHC system as you support your relative. This interview will be recorded and

transcribed (typed word for word) for analysis with the possibility of a follow up phone call for any 

possible clarifications. You do not have to answer any question if you do not want to.
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WHAT ARE THE RISKS?

There are no foreseeable risks. If the discussion of your experiences triggers any negative thoughts in 

you, the interviewer will stop this interview and provide contact information for counsellors of the 

existing PHC program. There are no direct benefits either, although it is hope that you will find the 

interview an enjoyable experience.

WILL I BENEFIT IF I TAKE PART?

If you agree to participate in this study there may or may not be a direct benefit to you. However, 

information gained from this study may help us better support immigrant family caregivers who are 

navigating an unfamiliar health care system especially PHC

DO I HAVE TO PARTICIPATE?

Participation in the study is voluntary and you may choose to withdraw from the study at any time 

without jeopardizing your health. If you choose to withdraw, please contact the Principal Investigator 

Dr. Shelley Raffin Bouchal for withdrawal. Once the student investigator has reached a certain point of 

this research -one on one interview, it may be impossible to withdraw the information received  from 

you..

WHAT ELSE DOES MY PARTICIPATION INVOLVE?

Aside from the 60- minute interview, there is a possibility the researcher will do a follow up phone call 

for clarifications of data if necessary.

WILL I BE PAID FOR PARTICIPATING, OR DO I HAVE TO PAY FOR ANYTHING?

You will not be paid for your involvement and neither will you pay anything
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WILL MY RECORDS BE KEPT PRIVATE?

The records of the interview will be downloaded and stored in a password protected computer of the 

student. Records will be transcribed and transcripts will be kept private in a locked cabinet in the office 

of the primary investigator.  Only those directly involved with the research will have access the digital 

recordings and to transcripts and recordings. Further, we will ensure that only pseudonyms are used, all

names and identifiers will be removed from transcripts. Consent forms, transcripts and all notes will be 

shredded after 5 years as per University of Calgary policy. Audiotape memory and password encrypted 

stick will be deleted once data collection is complete

SIGNATURES

Your signature on this form indicates that you have understood to your satisfaction the information 

regarding your participation in the research project and agree to participate as a participant. In no way 

does this waive your legal rights nor release the investigators or involved institutions from their legal 

and professional responsibilities. You are free to withdraw from the study at any time without 

jeopardizing your health care. If you have further questions concerning matters related to this research, 

please contact:

Dr. Shelley Raffin Bouchal (403) 220-6258

Or

Rhodric Gana (403) 390-5745

If you have any questions concerning your rights as a possible participant in this research, please 

contact the Chair, Conjoint Health Research Ethics Board, University of Calgary at 403-220-7990.
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The University of Calgary Conjoint Health Research Ethics Board has approved this research study.

A signed copy of this consent form has been given to you to keep for your records and reference.

                                     Participant’s Name S                            Signature and Date

                                 Investigator/Delegate’s Name                             Signature and Date

W                           Witness’ Name                             S                            Signature and Date
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Appendix B- Participant Interview Guide

Prompts for interviews with key informants

1) Please tell me about your experiences caring for your family member at home?

2) Tell me about your experience with how you made the decision to take care of your family member

at home? Please tell me about a typical day when you first started taking care of your family member at

home. How about later on?

3) What is your experience with the Canadian Health care system?

4) Tell me about your experience in with health care providers around your family member’s care

needs? How about your own needs relted to the care of your family members?

5) Overall, what are your experiences with Palliative Home care?

5) How have you been able to access available services/departments for the patient? How do your

request for PHC services?

7) How has caregiving affected you? Did you have to make any changes because of PHC services? In

your house, routines, family ties?

8) What are the Challenges you have experienced with PHC?

9) What have been the benefits of PHC?

10) Is there anything else that you would like to tell me that I have not asked you?
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Appendix C-Family Caregiver Demographic Form

1. Birthdate:  Year _______

2. Sex    Male           Female             Other           ..........................(Please specify)3. Living situation 

(check all that apply)

Alone  

Spouse/partner  

Child(ren) under 18, if yes, number of children under 18: _______   

Other adult(s), if yes, number of other adults: _______

Common law (Spouse de facto)

Divorced/separated

Married 

Single

Widow  Other, specify _____

4. Language(s) spoken

English  

French  

Mandarin  

Cantonese

Tagalog

Arabic  Other(s), please specify: ________________________
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5. Where were you born? ________________________________________

6. What is the year of your arrival/immigration to Canada? ______________

7. Education

 (highest level of education completed)

< High school         Completed high school                   Some post secondary education            College 

diploma         Bachelor’s Degree         Master’s degree       Doctorate8. Current employment status:

Full-time       Part-time          Casual         Unemployed         Disabled         Homemaker       Retired     

Sick leave       Compassionate      Care Leave      Other ________________________________If 

currently employed, list occupation: _____________________________________________

If you are not currently employed, list previous occupation: ____________________________

9. For Care recipients and caregivers, types of health care resources:

Family physician

Specialist, if yes list:

_____________________________________________________________

Other, if yes list: __________________________
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Appendix D- Participant Characteristics 

Interview Participant 
Pseudonym

Age Years of 
informal 
Caregiving

Country of 
Origin

Year of 
immigration

Caregiving 
recipient

1 Melissa 62 23 Iran 1983 Mother-in-
law

2 Jasmin 32 10 India 1995 Grandmother

3 Glory 35 10 India 2005 Mother

4 Nasa 69 12 India 2001 Mother-in-
law

5 Camille  61 15 Philippines 1991 Husband

6 Stella 59 4 Ukraine 2006 Father

7 Amanda 51 12 Philippines 1993 Father
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Appendix E- Coding Table

Overarching Theory

Immigrant FCG experience of EOL in-home caregiving: A relational Process of Maintaining dignity

in dying.

Initial Codes Focused Codes Theoretical Codes

Cultural Rituals 

 FCG values

 Home at all costs

Faith/Spirituality

Cultural Values Cultural Values and 

Norms of 

Caregiving

Rallying informal Support

Coordinating Care 

Presence

Family Caregiver 

Reciprocity

Caregiving as a 

Family Unit:

Awareness of upcoming challenges

Increasing family support

Adaptation,

Routines/schedules,

Organizing, 

Structural and logistical changes to housing

Preparedness

Building Caregiver 

Resilience

Monitoring loved ones’ needs

Assessing Caregiving progress

Learning and seeking education from Palliative care    

HCPs to manage complex needs 

Overcoming Challenges

Resilience


