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Abstract  
 
Background: Research has demonstrated that health professionals have a difficult time talking 

with family members of people with dementia about end-of-life and avoid these conversations. A 

palliative approach is appropriate for dementia and effective communication between healthcare 

providers and relatives is imperative in this approach. Research Question: How do health care 

aides (HCAs) in long-term care (LTC) homes experience discussions about death and dying with 

relatives of residents who have dementia? The aim of this descriptive qualitative study was to 

explore the experiences of health care aides’ (HCAs) and understand the conversations they have 

with family members when a resident in long-term care has dementia and is nearing end-of-life. 

Methods: This study was a descriptive qualitative study, with thematic analysis of interviews of 

14 HCAs from 6 LTC homes in Ontario, Canada. Findings: There were four themes. Findings 

include conversations occur in-person and families initiate conversations. Conversations can be 

difficult and emotional and relationships with residents, families, fellow HCAs, and nurses, 

influence the conversations. Conversations occur in the context of written and unwritten rules 

and can make conversations difficult. Discussion: Conversations between HCAs and families 

occur, and HCAs respond to relatives’ questions. It is important to support HCAs and provide 

them with a clear understanding of responding to relatives’ questions.  
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Key Terms 
 
 The following key terms will be used throughout the dissertation: end-of-life, 

communication, and dementia.  

 End-of-life: End-of-life care may be the last moments or months in an individual’s life 

and may involve complex drug regimens, symptomatic care, and/or compassionate conversations 

with family members (Williams & Wilkins (Eds.), 2007). Within this study end-of-life is not 

restricted to the last few days of life. 

 Communication: Good communication within a health care setting draws on the 

biopsychological model (Engel, 1977; Smith, 1989), stressing the importance of attention to 

psychological and social needs along with medical considerations. Communication in the nursing 

home setting takes place over an extended period of time as part of relationships between 

residents, residents’ family members, and staff (Majerovitz, Mollott, & Rudder, 2009). Good 

communication involves each person as an active participant in the decision-making process and 

focuses on the psychological, social and medical needs of the residents and family members 

(Majerovitz et al., 2009).  

 Dementia: According to Magill’s Medical Guide, dementia is a syndrome, including a 

group of disorders involving a pervasive, progressive, and irreversible decline in cognitive 

functioning resulting from a variety of causes. Dementia is a permanent condition and is not part 

of the normal aging process (Hamdy, Hamdy, Hudgins, & Piotrowski, 2013).  
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Chapter One: Introduction 

 This chapter introduces the rationale for this study, including literature on long-term care 

(LTC), dementia, a palliative approach, communication within LTC, and a description of the 

health care aide role. According to the American Geriatrics Society Ethics Committee (1996), 

there have been many changes in the way we die, which has raised a concern about what medical 

care is deemed appropriate at end-of-life and an interest in providing end-of-life care (as cited in 

Gessert, Forbes, & Bern-Klug, 2001). With the changes in ways that individuals die, as well as 

growing interest in the aging population, exploration of  end-of-life care has increased (Gessert, 

Forbes, & Bern-Klug, 2001).  

 Nursing homes and LTC settings provide end-of-life care (EOL), including EOL care for 

persons with dementia (Mitchell et al., 2004). The majority (90%) of LTC home residents have a 

cognitive impairment (Ontario Long Term Care Association Report, 2016). Evans and Goodman 

(2008) found that many individuals with dementia will reside in an LTC setting towards the end 

of the disease trajectory and most people with dementia in North America will die in an LTC 

home (as cited in Beck et al., 2017; Reyniers et al., 2015). The European Association for 

Palliative Care (EAPC) white paper on palliative care and dementia confirmed that palliative 

care is appropriate for dementia because it is a terminal condition, with care focused on comfort 

measures and quality of life (van der Steen et al., 2014).  

 According to the World Health Organization (WHO), there has been an increasing 

number of people living with dementia worldwide. This has prompted the WHO to prioritize 

dementia as a global health and social priority for the coming decades (as cited in Beck et al., 

2017). Similarly, dementia is ranked as the sixth most common cause of death in high-income 

countries and an estimated 33.9 million people are living with dementia worldwide (WHO) (as 
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cited in Dempsey et al., 2015). Thus, it is important to ensure quality end-of-life care and 

palliative approaches for persons with dementia in LTC homes.  

 A palliative approach to care encourages a positive attitude towards end-of-life and 

promotes focusing on the individual and their cultural, social, psychological, and spiritual needs 

(Johnson et al., 2009). Internationally, the need for high-quality and compassionate care for both 

people and their families towards end-of-life is becoming well recognized (Hill et al., 2017). 

Within a palliative approach, the focus is on reducing suffering and is consistent with person-

centered care approaches, recommended in LTC homes (McCleary et al., 2018).  The person-

centered care approach is advocated in dementia care and is relevant at end-of-life. 

Relationships, valuing people with dementia, and treating people as individuals are core tenets of 

person-centered care (Hunter, Hadjistavropoulos, & Kaasalainen, 2015). It can be difficult to 

provide high quality, person-centered care at EOL when someone has dementia, due to impaired 

mental capacity and communication (Hill et al., 2017). 

 This thesis focussed on the experiences of the health care aides, who provide the vast 

majority of the care in LTC homes. The term health care aide (HCA) is often used synonymously 

with the terms personal support worker (PSW), certified nursing assistants (CNA), LTC aide, 

nurse aides, nursing attendant, and resident care aide. In this thesis the term health care aide 

(HCA) is used as much as possible. Health care aides are actively involved with the care of dying 

residents (Berta et al., 2013; Ersek et al., 2000). According to Ontario Personal Support Workers 

in Home and Community Care survey results, approximately 100,000 HCAs deliver care in 

Ontario, and 57,000 of them work in LTC facilities (Berta et al., 2013). In the same survey 

results, it was found HCAs are concentrated in LTC and home and community care settings, 

providing up to 80% of direct care (Berta et al., 2013). Their role in healthcare is evolving and 
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they work under the direction of a registered nurse (RN) or a registered practical nurse (RPN) 

(Berta et al., 2013). As recently as a decade ago, the role of HCAs in Canada was supportive, 

including assisting with daily living activities such as bathing, dressing, meal preparation. Their 

roles have now been shifted and include delegated acts for things such as catheterization and 

injection (Berta et al., 2013). The educational requirement for a PSW in Ontario is to complete 

one academic year (8 months) at an Ontario College or a shorter program in a private education 

facility (Berta et al., 2013).  

 Communication between staff and relatives of LTC home residents about EOL is 

important but can be difficult. Communication is complicated because of comorbid conditions 

and because as dementia progresses, the person with dementia is eventually unable to express 

their wishes (Johnson et al., 2009). Family caregivers become responsible for expressing the 

wishes of the person living with dementia.  Communication has been identified as important by 

health care providers, staff, and residents and is essential for EOL care (Johnson & Bott, 2016). 

Furthermore, open communication between staff and family members is associated with high 

satisfaction with EOL care (Johnson & Bott, 2016). HCAs hold important roles, comprise the 

core of the LTC team and have strong emotional bonds to residents (Ersek et al., 2000). As will 

be shown in Chapter 2, communication between HCAs and families can be a challenge and an 

enhanced understanding of their experience can support the development of interventions to 

support them.  

 This descriptive qualitative study aimed to explore the experiences of health care aides’ 

(HCAs) and understand the conversations they have with family members when a resident in 

LTC has dementia and is nearing end-of-life. The research question for the study was: How do 

health care aides (HCAs) in long-term care homes experience discussions about death and dying 
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with relatives of residents who have dementia? The sub-questions were: What factors support or 

hinder HCAs’ abilities to respond to relatives’ questions and concerns? How do HCAs’ 

experiences and confidence vary when having discussions and when answering relatives’ 

questions? 
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Chapter Two: Review of the Literature 
Introduction  

 The purpose of this chapter is to examine literature about health care aides’ experiences 

when having conversations about death and dying with families of residents with dementia in 

LTC homes. In this literature review, the term personal support worker (used in Ontario) is 

synonymous with health care aide. This chapter includes a description of the literature search 

strategy, the criteria for including publications in the literature review, a summary of the types of 

research articles that were located, a description of the method that was used to summarize the 

findings of research, and, finally, four themes that were identified in the included literature are 

described and gaps are discussed. A chart was created to summarize the characteristics and 

findings of the articles used in the review (see Appendix A for Literature Review Chart).  

Search Strategy 

 The search for literature was executed using Brock University’s online databases and 

following consultation with the Brock University Health Sciences Liaison Librarian. Databases 

searched included: CINAHL, MEDLINE, and Google Scholar. They were searched using 

keywords and a Boolean search strategy (see Appendix B for Search Strategy). Once the initial 

database search was conducted, the search strategy was revised as there was a limited number of 

relevant articles. The new search was not limited by resident diagnosis (‘dementia’ OR 

‘Alzheimer’s’ was removed). In addition to articles located through the database search, some of 

the articles were found through reference lists of relevant articles. 

 In order to be included in the literature review, the citations needed to meet the following 

criteria: findings include data about or description of health care aides talking with families about 

death or dying, LTC home setting/nursing home, primary research, and English language 

publication. The inclusion criteria were further expanded to include articles that were not the 
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core focus but included relevant information. There was a limited amount of research located on 

health care aides having conversations with families when a resident has dementia. Several 

citations were identified as being potentially relevant. However, nine were relevant and used in 

the literature review.   

Thematic Analysis 

 A comprehensive process of thematic analysis was conducted to identify themes that 

were relevant to the research question. Once the relevant articles were found through the 

database, an initial table was created to summarize content of each article under the following 

headings: citation, research question, method/measures, sample, findings, and critique. This table 

included a summary of the findings which was read and re-read to identify themes from the data. 

The thematic analysis process involved the use of the printed completed chart and the use of 

highlighters to identify themes in the findings section of the table. Once the themes were 

identified, the chart was re-read to identify any new themes and group together relevant themes. 

A simplified table was created after the process of thematic analysis was completed, including 

headings, article, aim/purpose/research question, method, sample, and findings. 

Literature Review Findings 

 The themes included in the literature review findings are: a need to improve 

communication, institutional factors, relationships with families, and timing. These themes will 

be described in more detail in subsequent sections.  

A Need to Improve Communication. 

 The first theme, based on findings of seven research articles (Stirling et al., 2014; 

Majerovitz et al., 2009; Lee et al., 2017; Denham et al., 2006; Ersek et al., 2000; Kayser-Jones 

2002; Kaasalainen et al., 2012) is a need to improve communication. It was found that staff in 
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LTC homes, including health care aides, want and need to improve their ability to engage in 

conversations with families about death and dying. Included in this theme is information about 

factors associated with a lack of confidence or competence having discussions and research 

about a tool to assist staff to improve communication about dementia and dying (Stirling et al., 

2014).  

 Research conducted by Stirling et al. (2014), in Australia, used best-practice evidence 

and feedback from homes and staff to develop a discussion tool aimed to improve 

communication around dementia and dying. The purpose of the tool was to aid staff to move 

away from being reactive towards these conversations and move towards initiating these 

conversations with families. The reactiveness by staff meant the conversations were happening 

spontaneously and there were no structured approaches, they relied on an intuitive sense of 

talking about issues. Best-practice evidence, along with feedback from staff and specialists, were 

used to develop the tool, which was trialed and evaluated via thematic analysis of data from 

family interviews and staff diaries. Phase one was a first tool draft where a qualitative approach 

was used to develop and trial a booklet for staff to better communicate with families about the 

dementia trajectory and palliative care planning. The second phase was a tool stakeholder 

review, where feedback was gained from four action groups, including the resource nurse, 

registered nurses, enrolled nurses, extended care workers, and lifestyle workers from the facility. 

The extended care workers would have been in similar roles to health care aides. Lastly, phase 

three was an evaluation pilot of the tool where the tool was used in family meetings with family 

members of a resident who had dementia.  

 The researchers found that nursing and care staff believed communication around dying 

could be improved and that staff took a reactive role when answering family’s questions (Stirling 
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et al., 2014). Staff also thought that communication around dying and knowledge of dementia 

could be improved. The staff believed conversations around dying were more difficult due to 

prognostic uncertainty and lack of dementia knowledge. Action groups in the study believed the 

tool was useful, provided guidance, and prompted a different type of communication. Family 

members also perceived the tool as useful and were positive as it resulted in having more clarity 

about their relative’s condition. Similarly, the discussion tool improved the confidence of the 

nurses when talking about the dementia trajectory, deterioration and palliative care. The 

discussion tool gave staff a purpose and process to follow by providing something tangible to 

‘do’ and ‘what to say’. Staff was able to help the nurses navigate having a conversation about 

death and dying and moving away from being reactive. This also resulted in allowing time for 

emotions to be expressed and families having a better relationship with the nurses following 

discussions. 

 Majerovitz, Mollott & Rudder (2009) reported two studies about family and staff 

miscommunication and conflict in LTC homes in New York. One involved interviewing family 

caregivers of nursing home residents. The second involved focus groups and surveys with staff, 

including certified nursing assistants, licensed practical nurses, and registered nurses. Family 

members in the study were concerned about poor communication between staff members and 

were concerned that if there was poor communication or miscommunication, it would have a 

negative impact on care. The study identified an issue of miscommunication occurring if a 

message was left with a certified nursing assistant, it was often not relayed to the nurse. Issues 

that were identified by families in the study, were similar to those identified by staff members in 

the study. The certified nursing assistants, despite having the most intimate knowledge of the 
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residents, were not informed about changes until after the fact, impeding communication with 

families.  

 Research by Lee, Bamford, Poole, McLellan, Exley, and Robinson (2017) explored the 

views of service managers and frontline care staff on key aspects of good end-of-life care for 

people with dementia in care homes, hospices, and their homes in the UK. Qualitative interviews 

and focus groups were conducted with thirty-three service managers and fifty-four frontline care 

staff, including doctors, nurses, nursing and care home managers, service development leads, 

senior managers/directors, care assistants and senior care assistants/team leads. Concerning 

communicating with families about end-of-life, staff described using a gentle approach to 

conversations about dementia as a terminal illness and future care planning. When the staff in 

this study described having these conversations, their confidence and experience varied between 

individual staff. Their confidence and skills in initiating discussions varied; some avoided 

conversations and others felt able to approach the families. Some staff avoided these 

conversations and understood some families were reluctant to talk about end-of-life. The staff in 

this study identified strategies to engage families, including identifying a staff member who was 

close with the family, identifying a receptive family member, and asking a health care 

professional to talk to the family.  

 Research by Denham et al. (2006) highlights the role of nurse aides in rural LTC facilities 

and their impact on the process of death and dying in American rural healthcare environments. 

Their research had two aims, first to gain insight into nurse aides’ attitudes and perceptions about 

working with dying residents and the adequacy of their training for such work. The second aim 

was to develop and test a prototype for a computer-based training program to educate rural nurse 

aides about end-of-life care. The methods used in the study include six focus groups, with eight 
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to twelve nurse aides in each of six different rural communities. In addition to the focus groups, 

twenty-one key informant interviews were conducted. The key informants were individuals who 

had knowledge about end-of-life care working in a rural area. In focus groups, nurse aides 

reported that they had experienced difficulties talking to dying residents and their families. More 

than half (59%) had a problem talking to dying residents and almost three quarters (70%) 

reported that talking with families of a dying resident was a problem. Also, findings from the key 

informants included that nurse aides need education and training on communication skills and 

that family members often ask nurse aides questions that they are not able to answer 

competently. This included being asked questions beyond their knowledge. Rather than asking a 

nurse, they sometimes provided incorrect responses either because they did not want to bother 

the nurse or did not recognize that their understanding was incorrect. As a result, this could 

create stress and conflict for the family member, the nurse aide and the resident. 

 Research by Ersek et al. (2000) explored and described the educational needs and 

concerns of licensed nursing staff and certified nursing assistants in the Northwestern US 

regarding end-of-life care. The data for this study were collected using four focus group 

interviews, two at each of two LTC homes. The sample consisted of 39 certified nursing 

assistants and 15 licensed staff. In the theme, communication and interactions, certified nursing 

assistants reported being distressed when interacting with families and sometimes felt 

unappreciated by families, which frustrated them. Certified nursing assistants felt unprepared to 

respond to families’ questions and comments when a resident was dying. This led to them feeling 

disturbed and unsure of how to respond appropriately.  

 Kayser-Jones (2002) reviewed the literature on “The Experience of Dying” and presented 

data from a larger, ongoing ethnography of dying in nursing homes. The purpose was 
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investigating the process of providing end-of-life care to residents who were dying in nursing 

homes in United States. Data were gathered from three facilities and included participant 

observation, in-depth interviews, and event analysis. The participant observation and in-depth 

interviews were conducted with nursing home residents, their families, physicians, and nursing 

staff, including registered nurses, licensed vocational nurses, and certified nursing assistants. The 

nursing assistants in the study commented that they were often bedside and responding to 

residents’ comments about dying. When these comments were expressed, nursing assistants 

would change the subject or give a response that inhibited communication. From the family point 

of view, many family members said they were sometimes ignored when trying to talk to the 

nurses at the nursing station. 

 Lastly, research by Kaasalainen, Brazil, and Kelley (2014) included an intervention to 

explore hospice visits as an experiential learning strategy to increase the capacity of PSWs for 

palliative care. This study included eleven PSWs from four Ontario LTC homes being sent to 

their local hospice to shadow staff for one to two days. PSWs completed a questionnaire with 

open-ended reflection questions to explore the educational benefits for PSWs who shadow 

hospice staff and how it could change practice for PSWs. The hospice visit was positive and a 

rewarding learning experience, where PSWs recognized the need for more open conversations 

about death and dying with LTC residents and their families. One PSW stated she was more 

confident in talking about death and dying after the hospice visit and thought that she could 

explore residents’ feelings around death and dying. PSWs’ thought that other LTC staff would 

benefit from palliative care education, to become more comfortable talking about death and 

dying with staff, residents, and families. 

Institutional Factors. 
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 The second theme, based on findings of four research articles (Majerovitz et al., 2009; 

Kayser-Jones, 2002; Denham et al., 2006; Ersek et al., 2000)  is that institutional factors 

negatively influence health care aides’ communication with families and with other staff about 

death and dying. These factors are (1) understaffing that results in limited time for discussion, 

and (2) the influence of hierarchical structures that limit communication with health care aides.  

 In their research with family caregivers and LTC home staff (previously described), 

Majerovitz et al. (2009) found that institutional factors hindered staff communication and 

interaction with families and residents. Staff members across all job categories identified that 

inadequate staffing resulted in little time to talk to residents and families and no time for 

meaningful interaction. Similarly, families identified that understaffing in the home was a 

hindrance to communication as the staff had no time to talk to them or the resident, impeding on 

quality of care.  

 As previously mentioned, Kayser-Jones (2002) conducted an ethnographic study to 

investigate the process of providing end-of-life care to residents who were dying in nursing 

homes. It was concluded that multiple factors influenced the experience of dying, including 

inadequate staffing. Provider/patient-family interactions influenced the experience of dying in 

nursing homes. Nursing assistants were the staff who primarily interacted with family because 

they provide the most hands-on care. The nursing assistants thought that inadequate staffing 

resulted in a heavy workload. Staff commented that it is hard to find time to talk with a resident 

who is dying.  

 As previously described, Denham et al. (2006) investigated nurse aides’ attitudes, 

perceptions and training needs related to end-of-life care. Nurse aides reported concerns and 

uncertainty regarding which questions from families they were allowed to answer, as well as 
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which questions had to be referred to a nurse. Similarly, nurse aides also stated that referring a 

family member to a nurse to answer a question may leave the nurse aides feeling uncomfortable 

or frustrated. From the nurse aide point of view, family members do not make distinctions 

between staff and expect all staff to be able to answer questions. This was similar to findings 

from Ersek et al. (2000) in their exploration of the educational needs of licensed nursing staff 

and nursing assistants. In that study, role delineation was a theme. Certified nursing assistants 

perceived narrow boundaries for their role when proving end-of-life care. They had feelings of 

discomfort when communicating with residents and families and were unaware of what they 

could and could not discuss. 

Relationships with Families. 

 The third theme, based on findings of two research articles (Munn et al., 2008; Johnson & 

Bott, 2016) is that miscommunication had a negative impact on relationships between staff and 

families. Furthermore, this creates a lack of trust from families and the perception of staff being 

unresponsive.   

 A qualitative study conducted by Munn, Dobbs, Meier, Williams, Biola and  Zimmerman 

(2008) initially aimed to determine the components of a good death in LTC homes and expanded 

to include an examination of the end-of-life experience in LTC homes. The sample included 

residents, relatives, paraprofessional staff, and licensed/registered staff. The study involved ten 

homogenous focus groups using a semi-structured interview guide, which resulted in five 

overarching themes. For this literature review, the subtheme miscommunication was relevant to 

the thesis research. The relationships between families and staff became adversarial when there 

was miscommunication, especially regarding medical treatment and the timing and expectation 

of impending death. Likewise, there was miscommunication between both groups due to word 
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choice when staff communicated with families. Families viewed miscommunication as staff not 

being truthful and also believed staff could predict the time of death and circumstance of death. 

There were also feelings of distrust when staff did not notify families of a resident’s impending 

death. 

 A study by Johnson & Bott (2016) is a descriptive, secondary analysis of data from a 

survey of 2,191 direct care staff in 85 LTC homes in the United States. The secondary analysis 

focused on direct care staff perception of communication with family and residents at end-of-life, 

including analysis of questions related to who communicates with residents and families about 

death and dying and when these conversations should occur. Direct care staff were presented 

with a case study of a dying resident, then were asked to respond to the survey questions. When 

asked who communicated with the resident and family member about death and dying, almost all 

(90%) direct care staff thought the professional health care team members should. Whereas, just 

over half (53%) thought direct care staff, including certified nursing assistants, should.  

Timing. 

 The last theme, based on findings of two research articles (Stirling et al., 2014; Johnson 

& Bott, 2016) is timing, which is differing opinions on whether conversations about death and 

dying are appropriate before the resident is nearing end-of-life.   

 Previously mentioned research by Stirling et al. (2014) involved development and 

evaluation of a discussion tool to facilitate conversations about death and dying. The researchers 

found that conversations around dying often happened spontaneously and involved care support 

workers. Although the facilities in the study had regular annual care plan meetings and three-

monthly reviews of clients, there were bedside and corridor conversations involving care support 

workers. There were no formal structured approaches to have these discussions at the time of 
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admission and nurses relied on an intuitive sense of talking about issues when a resident 

approached dying. Staff commented that there were no formalized or policies or structured 

approaches to addressing end-of-life discussions and these conversations would happen as things 

progressed.  

In the previously described survey of LTC home direct care staff, Johnson & Bott (2016) 

asked participants when communication about end-of-life care should occur.  Most respondents 

indicated they would talk to family about death and dying if the discussion was initiated by the 

family or if the resident was nearing death, not in advance.   

Summary and Implications 

 In summary, four themes were identified in the research literature about health care aides 

having conversations with families when a resident is reaching end-of-life. The themes are a 

need to improve communication; the impact of institutional factors and how that influences 

communication with families; health care aides’ relationships with families, and lastly; timing.  

 Research about health care aides’ perspectives and experiences with families at end-of-

life in LTC is limited. Thus, this research aimed to examine the experiences of health care aides’ 

having these conversations with families, which can contribute to an enhanced understanding of 

their experience to further develop interventions to support them. The literature search had to 

extend beyond the initial focus on dementia. Even so, there was limited research focused on 

health care aides’ experiences. As a result, communication with families is important and 

longstanding relationships with health care aides may mean that families expect them to be able 

to answer questions about death and dying. A methodological limitation of the published 

research is that most of the existing research reflects sampling of all LTC home staff, without 

separate reports of HCAs’ experiences. The purpose of this research was to provide the 
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opportunity for HCAs to share their experiences and an opportunity to know more about their 

experiences.  

 Methodological strengths of the published research include interviewing two or more 

groups, such as families and staff, seen in four studies. Similarly, seven of the published articles 

used interviews or focus group interviews as a method of data collection and included quotes to 

illustrate the findings.  

 Health care aides provide substantial care to the residents at end-of-life, which is why it is 

imperative to understand their perceptions about communication (Johnson & Bott, 2016).  

This research will explore the experience of HCAs’ at end-of-life and understand the 

conversations they have with relatives when a resident in a LTC  home who has dementia is 

dying. The research question was: How do health care aides (HCAs) in long-term care homes 

experience discussions about death and dying with relatives of residents who have dementia? 

The sub-questions were: What factors support or hinder HCAs’ abilities to respond to relatives’ 

questions and concerns? How do HCAs’ experiences and confidence vary when having 

discussions and when answering relatives’ questions? 

Summary 

 This chapter presented the findings of a review of literature about HCAs’ conversations 

with families of LTC home residents about death and dying. The search strategy was described 

as was the method of synthesizing the findings. The nine relevant articles were summarized in a 

table and four themes in the literature were described. Finally, the gaps and implications of the 

existing research were discussed and the research question for the study was defined. The 

following chapter describes the methodology used for this research study.  
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Chapter Three: Methodology  

 This chapter describes the methodology of the study, specifically, the descriptive 

qualitative approach, data collection, data analysis, trustworthiness, and ethical considerations.  

Qualitative Design 

 Qualitative methodology was appropriate for obtaining an in-depth understanding of 

HCAs’ experiences and answering the research question. A qualitative approach seeks to arrive 

at an understanding of a particular phenomenon or experience, from the perspective of those 

experiencing it (Vaismoradi, Turunen, & Bondas, 2013). The student investigator has an interest 

in the lived experience and gathering data that is thick and rich and depicts an accurate 

understanding of the participant. This approach is consistent with the student investigator’s 

interest in interviewing participants one-on-one, building a connection to uncover their story and 

experience. Descriptive qualitative methods are suitable when a straight forward description of a 

phenomenon is desired (Lambert & Lambert, 2012). In health care, descriptive qualitative 

research aims to explore complex phenomena encountered by healthcare providers and patients 

(Vaismoradi et al., 2013), such as HCA practice. There is no use of pre-existing theoretical or 

philosophical commitments for descriptive qualitative research and it is the least theoretical of 

qualitative approaches (Sandelowski, 2000).  The student researcher was required to stay close to 

the data, as it is less interpretive than other qualitative methods because it does not require the 

researcher to move as far from, or into the data as other interpretive description approaches 

(Sandelowski, 2000; Lambert & Lambert, 2012). The student stayed close to the data by being 

organized and utilizing descriptive study methods. 

 Adopting a qualitative descriptive approach for this study was fitting given the study’s 

focus on the experience of HCAs having discussions and answering families’ questions, when a 
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resident has dementia and is dying. A descriptive qualitative approach was appropriate because it 

allowed the participants to discuss their experiences openly and share their story using a semi-

structured interview guide. 

Role of the Researcher  

 As a novice qualitative researcher, I am conscious of how I am closely connected to my 

research because of my personal experiences, values, and beliefs. My passion for gerontology 

flourished at a young age as my family situation required me to act as an informal caregiver for 

my grandparents when my parents worked, providing daily care and helping them make 

important health decisions. This is something that has continued to today and has provided me 

with hands-on experience that was challenging but also rewarding and inspiring. From a young 

age, I was in tune with my grandparents’ needs and I became hypersensitive to my surroundings 

with a critical eye to their ability to negotiate their lives. I was and continue to be intrigued and 

determined to help improve the lives of seniors, in any way possible.  

 My goal is to create, through research, innovative, sustained programs that make a 

meaningful impact on care for older adults. I hope that these findings help two populations in the 

LTC setting, including the healthcare providers as well residents and families. I hope that these 

findings will be able to support quality care in LTC homes. 

Research Sites 

 The initial plan was to conduct the study at a LTC home in the Niagara Region, Ontario. 

The research was approved by the first site on June 4th, 2018. As a result of insufficient 

recruitment in the first site, new LTC homes were added to the study to reach the required 

sample size. Five additional LTC homes were added to the study, resulting in six LTC homes in 

total. All of the LTC homes are located in the Niagara Region, Ontario.  
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 Descriptive information was collected from each LTC facility. The LTC homes employed 

between 31-108 personal-support workers. The number of beds ranged between 65-150 beds. All 

LTC homes reported that staff had some EOL training or palliative care training. The LTC 

homes ranged from being open for between 15-55 years.  

 Gaining Entry. 

 Prior to recruiting the participants in the LTC homes, access to the selected homes had to 

be granted. The student investigator’s thesis supervisor had pre-established connections and 

relationships, which aided in gaining entry to the LTC homes.  

 A letter of information, which outlined the study’s purpose and procedures, was sent to 

the LTC homes’ Director of Care by e-mail for review. In response to this email, the Director of 

Care, who became the student investigator’s research liaison, provided permission for the study 

to be conducted in the LTC home. This email also connected the student investigator with the 

research liaison. The student followed up with a formal meeting to further explain and introduce 

the study and answer any questions and/or concerns. The student investigator had successful 

meetings with all of the new research sites and was welcomed into the LTC facilities to begin 

recruitment. Amendment requests were sent to the Brock Research Ethics Board prior to data 

collection, with ethics clearance on October 22, 2018, November 21, 2018, January 16, 2018, 

and March 28, 2019.  

Participant Selection  

Sampling. 

 The sample for this study was HCAs working at the research sites, who have experience 

providing end-of-life care to residents with dementia. Eligibility criteria were: (1) employed as a 

PSW; and (2) have experience providing end-of-life care for residents with dementia when a 
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family member is present. At all the LTC home sites, all staff work with residents with dementia, 

including those who are dying. HCAs who had been employed for a short time and had not yet 

had the experience of interacting with families about end-of-life of residents with dementia were 

not included in the sample. 

 Purposive sampling was used recruit the sample of HCAs with relevant experience who 

felt comfortable sharing their experience (Lambert & Lambert, 2012). In descriptive qualitative 

research, any purposeful sampling technique may be used, and the aim is to obtain cases rich in 

information, to saturate the data (Lambert & Lambert, 2012). This sampling strategy provides 

information-rich data that can illuminate the questions of interest (Sandelowski, 2000; Russell & 

Gregory, 2003). In qualitative research, even studies with small samples identify provocative 

ideas and the sample size for descriptive qualitative research depends on the quality of the data 

and is sufficient with data saturation is reached (Sandelowski, 2000). For purposeful sampling, a 

small number of participants that meet particular criteria is needed (Russell & Gregory, 2003). 

Before the study, it was estimated that a sample size of 10-12 HCAs would be required. Fourteen 

participants were recruited, and the student researcher determined that the 14 interviews 

provided sufficient details to develop a rich description of the experience. Thus, additional 

participants were not needed.  More than fourteen people originally indicated that they wanted to 

participate. Four participants did not make appointments for an interview after indicating an 

interest in participating. 

Recruitment. 

 Recruitment was challenging as the student investigator had established research 

connections at one LTC home but not the other five homes. At the first home, the student 

investigator was present conducting another research study, a year and a half prior to conducting 
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her research at the site. The student investigator spent time observing and introducing herself to 

staff at the new LTC homes at the beginning of data collection.  

 Following ethical and institutional approval, the student investigator attended staff 

meetings, unit meetings, and was present at shift change. The student investigator provided 

printed recruitment posters for the research liaison from each site to post in the staff room, and in 

locations that they determined were appropriate for staff to see the posters (see Appendix C 

Recruitment Poster). The student investigator was invited to attend staff and unit meetings at the 

LTC homes (see Appendix D Script for Staff Meetings) 

 Upon attending staff and unit meetings, the student investigator gave a short presentation 

to the staff. Following this, a letter of invitation was provided to all HCAs in attendance. The 

letter of invitation included all necessary contact information for the student investigator to allow 

participants to directly contact the investigator for more information or with questions (see 

Appendix E Letter of Invitation).  

 The student investigator also was present in the break room, the lobby and present at the 

punch clock at shift change. The student investigator was present at each home approximately 5-

10 times in total. The student investigator also recruited through attendance at shift change 

following or preceding a scheduled interview. Recruitment continued at the initial study site, as a 

result of the student investigator’s work with an on-going study. Rolling recruitment was utilized 

and the student investigator began interviewing upon recruiting the first participant and during 

this time, was recruiting others. Recruitment was a total duration of eight months, ending in 

April 2019.  

Data Collection 

 Semi-Structured Interviews. 
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 The data collection consisted of individual, semi-structured, face-to-face interviews. The 

length of time for each interview varied ranging from 20-48 minutes in length. The average 

interview length was 31 minutes in length. Once participants agreed to participate and complete 

the consent forms, the researcher set up a time that was convenient for them to conduct the 

interview. Thirteen interviews were conducted at the LTC homes in a private room that was quiet 

and comfortable for the interviewer and interviewee, and one interview was conducted at the 

participant’s home. The interviews did not take place while the participant was working, and the 

majority of interviews took place either before or after the participant’s shift. All research 

participants received a $25 gift card as a token of appreciation for participating in the interviews. 

The student investigator initiated informal conversation prior to the interview to establish rapport 

and introduced herself and the research.   

 The interviews were recorded using a digital audio recorder and all participants received 

unique identifying numbers to label and store all audio, electronic or paper records. The 

interviews were transcribed verbatim and all data are stored on a secure server at Brock 

University. The interviews were transcribed by a hired student transcriptionist. The recordings 

were deleted from the recorder after the transcription was verified. The recordings were also 

deleted from the server. The paper consent forms, and paper copies of the demographics are 

stored in a locked filing cabinet in the research office in the Department of Nursing, at Brock 

University. 

 Interview Guide. 

 The interview followed a prepared interview guide that focussed on participants’ 

experiences interacting with relatives and answering questions while providing care for residents 

who nearing end-of-life are and have dementia (see Appendix F for Interview Guide). Based on 
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the findings of the literature review, it was important to ask participants about their experiences 

having these conversations, how they use their knowledge and skills to have these conversations, 

barriers to these conversations, and what makes the conversations easier or difficult.  Thus, these 

aspects of their experience were explored in the interview guide. Participants were asked to 

compare their experiences, depending on whether or not a resident has dementia. The interview 

explored factors that support or hinder their ability to respond to relatives’ questions and 

concerns. Participants were asked about their experience having these conversations, how 

comfortable they felt, what people on the care team can answer families’ questions and what 

makes it easier or difficult to have these conversations. The interview guide was used for all 

interviews and probes were added during the interview to explore topics that arose during data 

analysis.  

 The interview guide consisted of nine questions, that were used to guide the interview 

and additional prompts were used to clarify questions and encourage discussion. The questions in 

the interview guide were adapted depending on the response that the participant provided. The 

questions in the interview guide were carefully worded to avoid leading questions, ensuring that 

HCAs were able to talk with no restrictions. The interview guide was field-tested prior to 

interviewing the selected participants with review from the thesis supervisor and committee 

members, to provide feedback on content and structure. The student researcher met regularly 

with her thesis supervisor following the first interviews to debrief on the interviews and 

determine if the interview guide developed needs any modifications. Modifications were made 

closer to the end of conducting the last interviews. There was a modification because the student 

researcher found unique data while conducting data analysis that she wanted to further explore 

with male participants.  
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 Demographic Questionnaire.  

 A demographic questionnaire was completed by all participants. The purpose of this 

questionnaire is to describe the sample (see Appendix G  Demographic Background 

Questionnaire).  

 Field Note Guide.  

 After each interview, the principal student investigator made written reflective notes 

about the experience of the interview and any thoughts or questions that arise from the 

interviews (see Appendix H Field Note Guide).  

Focus Group Meeting 

 The student investigator planned to hold a focus group with participants to present and 

discuss a summary of findings after data analysis was conducted. This was to ensure the 

participants’ viewpoints were accurately interpreted and to serve as member checking (Russell & 

Gregory, 2003). Upon participants consenting to the study, participants were asked if they 

wanted to be contacted when the focus group was held. Nine participants agreed to be contacted, 

and two participants agreed to participate, so the discussion of the findings was more of an 

interview than a true focus group. The two participants in attendance were from the same LTC 

home. Participants were provided a $25 gift card for Walmart as compensation. The interview 

was held in a conference room at Brock University in August 2019 and lasted thirty-four 

minutes. The interview was digitally recorded and transcribed by the hired transcriptionist.  

 The researcher asked participants for clarification and further explanation and inquired 

whether participants’ viewpoints were accurately interpreted. The meeting began by showing 

participants a draft of the diagram of the themes in the findings created by the student 

investigator. Once the diagram was explained, the student investigator explained the findings to 
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participants and asked them to provide feedback. Following the explanation of findings and 

themes, the student investigator went back to the diagram and asked participants if there was 

anything else they wanted to share. 

Data Analysis and Procedures 

 The process of thematic analysis was used as a method to identify, analyse, and report 

themes within the interview data (Braun & Clarke, 2006). This allowed the data to be described 

in rich detail (Braun & Clarke, 2006). The themes capture something important about the data in 

relation to the research question for this proposed study (Braun & Clarke, 2006). The student 

investigator conducted simultaneous data collection and analysis and thematic and content 

analysis provided detailed and a nuanced account of the data (Vaismoradi et al., 2013; Braun & 

Clarke, 2006). 

 Upon completion of an interview, the file was uploaded to the secure server and the 

transcriptionist transcribed the interview verbatim. Once the interviews were transcribed, they 

were read by the student investigator to verify the accuracy of the transcripts. The process of data 

analysis began by reading and re-reading the transcripts to comprehend the meaning and 

understand the data and their experiences. Following reading and re-reading of the transcripts, 

the student created her data maps for each interview (see Appendix I Data Maps). The data maps 

aided the student in understanding the data and kept the student close to the data. The data maps  

included a broad understanding of each individual interview and any questions that the student 

had for her supervisor. Once the first couple of interviews were transcribed, the student 

continued the data mapping to understand the data and see if there was any unanswered 

questions or themes to ask remaining participants. Numerous conversations between the student 
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and her supervisor allowed for discussions to enhance the students’ understanding of the data and 

the student to familiarise herself with the data.  

 Following reading through the transcripts and the creation of data maps, the student read 

through all reflective notes made following each interview. Once the student was immersed in 

the data and had a good understanding of the depth and breadth of the content, data analysis 

began on the computer. For organization purposes, all of the data were coded initially in the data 

software program NVivo 12.   

 The student investigator began an iterative process of inductive identification of codes 

that represent key concepts in their context, coding data, refining the codes, and coming to a final 

coding structure. Data analysis was an iterative process and included inductive coding by using 

the data to generate ideas and nodes in NVivo.  

 The student investigator coded using open coding or initial coding. This was 

accomplished by coding line by line and sticking close to the data and the student put aside 

preconceived notions about what was expected to be found (Jones et al., 2014). The student 

investigator then used a data reduction technique to group codes together to illustrate how the 

codes related to each other, this is called axial coding. The codes and concepts were linked 

together, which resulted in linked relationships (Jones et al., 2014). The student investigator used 

many maps and charts during the data analysis process to help understand the data and uncover 

and deconstruct the meanings of HCAs’ experiences. This helped the student see a visual picture 

of the data and understand the complex relationships between and within codes. This iterative 

process allowed the student to decrease the number of codes, create relationships between codes 

and understand their experiences. Following inductive coding and recoding, a table was created 

that included the code and a summary of the participants responses, for each code. This helped 
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the student immerse herself in the data and transform the data into meaningful findings. During 

data analysis, the student and her thesis supervisor met on a regular basis to discuss the findings 

and understand the importance of relationships and what influences HCAs’ conversations with 

families. Following this process, a diagram was made to represent the findings. The diagram was 

refined following presentation to and discussion with the thesis committee.  

Data Representation Strategies 

 A qualitative descriptive study is represented by a descriptive summary of the 

informational contents of the data and themes, organized in a logical manner (Lambert & 

Lambert, 2012). Furthermore, the data are organized in a way that best fits the data and be 

presented in everyday language (Vaismoradi et al., 2013; Sandelowski, 2000). The findings 

include description of the final themes, illustrated by quotes from the transcripts. For the purpose 

of confidentiality, in reporting the findings, no personal identifiers are included. Similarly, care 

was taken by the researcher to ensure that direct quotes do not contain information that may be 

potentially identifiable.  

Data Trustworthiness  

 There are a number of strategies employed in this study to ensure data trustworthiness. 

Glesne (2006) says that trustworthiness is about alertness to the quality and rigor of a study and 

how this can be used to assess how well the research is carried out. According to Jones et al., 

(2014), trustworthiness strategies assure a study of high quality and trustworthiness is associated 

with confidence in the research findings. Incorporating trustworthiness strategies is crucial 

because it demonstrates validity and reliability in all stages of the research process (Shosha, 

2012) and encourages confidence in the research findings (Jones et al., 2014). 



  28 

 The methods used enhanced credibility and trustworthiness of the findings, including 

sampling, audit trail, research team meetings, and rich description (Jones et al., 2014; Shosha, 

2012; Morse et al., 2002). The sample of participants with relevant experience and the sample 

size, resulted in data saturation and contributes to credibility (Morse et al., 2002). 

 All of the processes and decisions made through data collection and analysis were 

recorded by the researcher. Likewise, the researcher met regularly with her thesis supervisor. 

These meetings ensured the researcher gained expert knowledge and advice during the research 

process and served as peer reviews during the process.  

Ethics  

 The research involved the use of human subjects and was reviewed and approved prior to 

data collection. Approval from Brock University’s Research Ethics Board (REB) was granted on 

September 5, 2018 prior to the commencement of the study. Four amendment requests were sent 

to REB to include five new LTC homes, due to low recruitment numbers.  

 All participants were informed of all the facets of the research study, research design, and 

any potential risks or benefits. All participants were provided with written informed consent and 

all procedures complied with the Brock Research Ethics Board (REB) (see Appendix J Informed 

Consent Form). The student investigator has completed the online tutorial for the Tri-Council 

Policy Statement: Ethical Conduct for Research Involving Humans (TCPS 2). 

 All paper data collection forms are stored in a locked filing cabinet at Brock University. 

The digital audio recording files were password protected were stored on a secure server at 

Brock University. When the transcription was verified, the audio files were deleted. All data 

(transcripts and SPSS file of participant description data) are stored on a secure server at Brock 

University.  
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 All participants were reminded of the approximate length of the interview and the right to 

withdraw from the interview or study at any time. The participants were reminded about the 

confidentiality of their interview prior to the commencement of the interview as well as 

reminded that all personal indicators will be removed when transcribed.  

 
Chapter 4: Findings 

Introduction to Findings 

 The sections that follow present the findings about the main research question and sub-

questions that guided this study. The story that this data tells allows for a glimpse into the 

experiences of HCAs when having conversations with families when a resident is dying in LTC. 

The research question was: How do health care aides (HCAs) in long-term care homes 

experience discussions about death and dying with relatives of residents who have dementia? 

The sub-questions were: What factors support or hinder HCAs’ abilities to respond to relatives’ 

questions and concerns? How do HCAs’ experiences and confidence vary when having 

discussions and when answering relatives’ questions?  

Sample Description 

 The 14 participants in this study were purposefully selected HCAs who had experience 

having conversations with families when a resident is dying with dementia in LTC. The 

participants’ ages ranged from 26 years to 58 years, with the mean age being 47 years. Most 

participants were female (n=11), while the other 3 participants identified as male. The 

participants’ years working as an HCA ranged between 5-35 years, with the average length of 

employment being 17.6 years. Most of the HCAs were employed full-time (n=12) and two were 

employed part-time. When asked their highest level of education, most identified completing 

college or university (n=9). The remainder of participants identified completing secondary 
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school (n=5). Most of the participants in this study had previous training or education about 

having conversations at end-of-life (n=10) and training about end-of-life or palliative care 

(n=10). When asked about the number of deaths they had experienced, many participants 

reported experiencing more than 12 deaths of a resident (n=12). The remaining two participants 

reported experiencing 9-12 deaths (n=1) and 3-6 deaths (n=1).  

Themes 

Four themes emerged. The first theme is the way that conversations occur and the 

questions that relatives ask. The second theme is the influences of conversation participants on 

the HCAs’ experiences of the conversations, with two sub-themes, how the HCAs influence 

conversations and how families are perceived by HCAs to influence the conversation. The third 

theme is relationships HCAs have with other people in the LTC home and how they influence 

conversations. There are four sub-themes within this theme: HCA relationships with residents, 

HCA relationships with families, HCA relationships with fellow HCAs, and HCA relationships 

with nurses. Finally, the fourth theme is written and unwritten rules in the LTC home that are the 

context of the conversations and the relationships and influence the experience.  

Figure 1 was created by the student investigator following data collection and data 

analysis, to illustrate the findings. In light of the findings of this study, the student investigator 

saw connections between the findings and was able to explain the findings to participants in the 

‘focus group’ meeting, using the first draft of the diagram. It was also helpful during meetings 

with the student’s supervisor, when discussing the findings and connections. As illustrated, the 

conversation and interaction between the HCA and family is located in the center of the diagram 

(Theme 1). There is a venn diagram including both parties involved in the conversation and what 

they bring to it, including the HCA and the family (Theme 2). Each of them brings barriers or 
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facilitators to the conversation, which influence HCAs’ experiences having conversation with 

families about death and dying. The venn diagram is overlapping because both the HCA and 

family influence each other. The outer circles (Theme 3) includes the important relationships 

HCAs have with each other, their residents, families, and nurses (Theme 3 Sub-Themes). As 

indicated by participants, their relationships within LTC are very important to them and 

influence their experience and confidence when having conversations with families. The outer 

circle includes the important relationships together, because they flow with one another. 

Participants indicated that their relationships with the resident and the family are separate.  The 

outside circle (Theme 4) around the diagram is the LTC homes’ unwritten rules and written rules 

that influence HCAs’ conversations with families.  
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Figure 1. Diagram of Findings.  
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The Conversations  

 This theme includes logistics of conversations between HCAs and families, who initiates 

the conversations, when and where they occur, the emotional experience of conversations, and 

the extent to which conversations were viewed as similar or different when a dying resident does 

not have dementia. It also includes the kinds of questions participants recalled being asked by 

residents’ relatives.   

 Conversations are usually initiated by family members. Participants said that individual 

family members often approach them first and initiate the conversation. However, this is not 

always the case. For example, a participant recalled experiences with out-of-town families, as 

shown below: 

Depends on the family member, I often find if the family’s from out-of-town, if the 
family doesn’t come visit very often it, it’s me initiating that conversation because 
they feel lost, and I can just look in their eyes and they’re so overwhelmed. 
Whereas the people that are here constantly, don’t have that barrier, they open 
that conversation. (01) 

 
 As one participant said, it is usually the immediate family members, such as the wife, 

husband, or children that approach them first. Participants said that family members who visit 

constantly have a good relationship with the HCAs. They often initiate conversation because 

family members see them as the ones providing care to the resident.  

 Conversations occur following a change in health status. Participants recalled that these 

conversations occur when there has been a significant health change,  a deterioration in health 

that could signify end-of-life is near. They also occur when the resident has been formally 

deemed by the physician to be in the last days of life. One participant expressed it is difficult to 

talk to families if the death is drawn out. It is also difficult if something acute arises, such as a 

stroke or broken hip. The participant feels responsible even if she was not working. Similarly, a 
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participant said conversations are more difficult when the family member is not understanding 

that the resident’s health and care have changed. Participants reported being approached 

following a change in health status. One participant describes this below:  

Usually when the resident is having a bad day or is like sick or declining, and 
that’s when the family members tend to come … they get a call “your mother or 
father, his temperature” … they come in and they want to know what is going on 
(13) 

 
 At Home 1, the family was reported to initiate conversations about dying after the home 

holds their palliative care huddle. This is held when a significant decline in a resident’s condition 

is noted. A huddle may also be triggered by a palliative order from the physician and the resident 

is deemed “palliative”, meaning they are in the last days of life. The huddle includes staff from 

the nursing department, dietary and housekeeping, and therapeutic recreation. It is held to discuss 

the resident’s care and usually occurs on the same day as a status change is noted. Following the 

huddle, the family is notified of the resident’s decline by a nurse or the physician. Participants 

recalled being approached by families at that point because they want to know why the residents 

health status has changed.  

 Conversations occur in person and privately. Participants said that conversations occur in 

the resident’s room and sometimes in the hallway, while HCAs are walking by. A participant 

commented that conversations with families would never occur on the phone, as only nurses 

answer the phone. The majority of participants said that conversations are bedside and in the 

resident’s room. For example:  

Usually where, in their room, behind the closed doors. Usually when they find out 
that their [family] member is not going to get out of bed again or they have 
actually been told by the doctor that this is…(16)  

 
 When conversations occurred in the resident’s room, participants said it was while they 

were providing care to the resident. Sometimes, the family will pull the health care aide aside 
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into a private area and ask them questions (01). Some participants said they excuse themselves 

from bedside conversations and asked families to speak with them in the hallway. They do not 

want to talk about the resident with dementia, because the resident can still hear them. However, 

some participants said conversations occur in the resident’s room, while repositioning or 

providing care. As shown below:  

Usually one-on-one, they won’t ask us if we’re doing care on the resident. It 
won’t be in front of the resident, usually it is in the hallway, in the bathroom, or 
as they are coming in. They will pull me aside into a private area and ask those 
questions. I have had a few family members ask in front of the person with 
dementia and I will excuse myself and excuse the family member and say I would 
rather not speak about them over them, so please let’s talk about this out in the 
hall. (01) 

   
 Conversations between families and HCAs are very emotional. It was common for 

participants to say conversations were emotional, because of their attachment to the resident and 

family. They said that they feel the impending loss of the resident and the family members when 

the resident dies. Some participants recalled being emotional with family members and offering 

support. When recalling conversations, participants recalled conversations being “emotional”, 

“tearful”, “difficult”, and “uncomfortable”, when the family is crying. For example, a participant 

recalled an interaction with a family:  

It’s a little difficult sometimes, it can be because we deal with them. We’re the 
first person they ask questions, we’re the first person that they see. So, before it 
can get sad, like, you know, emotional, hard to explain, like when they come 
asking you like, “What are they gonna die tomorrow?” “Are they feeling any 
pain?” Like, “ Why are they acting like that?” It's hard to explain to them what 
their family member in experiencing, right. It’s hard for them as well to 
understand that their family member is passing away. So it's a weird question. It’s 
not a weird question but to answer it, is hard (13) 

 
 Another participant (01) said that she cries and is emotional with families and has “a hard 

time putting on that stoic face” and has attachment to the resident. Similarly, participants said 
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that the experience is “very emotional” because of their attachment to the family and resident 

and one participant commented that they try to hide their emotions from the family. 

 Participants were asked to compare their conversations based on whether or not the 

resident has dementia. There were opposing views. Several of the participants expressed that 

regardless of whether a resident has dementia, it does not affect their conversations with families. 

Participants recalled questions and conversations being similar and when dying, “dementia is 

gone.” (02).  A participant said that questions are “relatively the same” (05) and families are 

wanting to know what is coming next in the dying process.  For example, a participant describes 

below that questions do not differ:  

When they’re at that state, I don’t think anyone realizes anything to do with the 
dementia. I think it’s just the death, the palliative care, the end-of-life. I don’t 
think I can think of any kind of different questions that they might have. None. 
Because they’ve asked about pain. They ask about the same things. (17)  
 

Some participants explained that conversations are different when the resident has 

dementia. They commented that there is “a lot more emotion” (13), anger, and hurt, when the 

resident “doesn’t recognize them” (13) because it feels like the family is losing them twice. 

Similarly, another participant said that the difference is: 

If it’s got to the process where they don’t remember their family members, they 
don’t remember their daughter, they don’t remember. So that’s really hard for the 
families to deal with, right. (03) 

 

 Questions are often about pain, comfort, and timing. As stated above, participants 

reported that families often approach them with questions following a change in health status. 

All participants recalled several questions about residents’ health status and questions about 

death and the dying process.  The three most common questions reported by participants were 

questions about residents’ pain, comfort level, and timing of death. Likewise, many other 
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questions were families wanting to know “what to expect”, “what to look for”, and “what is 

going to happen” (05). One participant expressed that:  

It’s a little difficult sometimes, it can be because we deal with them. We’re the 
first person they ask questions. We’re the first person that they see. So before it 
can get sad, like, you know, emotional, hard to explain. Like when they come 
asking you, like, “What are they going to die tomorrow?” “Are they feeling 
pain?”,like “Why are they acting like that?” It’s hard to explain to them what 
their family member is experiencing, right. It’s hard for them, as well, to 
understand that their family member is passing away. (13) 

 

 Table 1 shows the varied questions HCAs reported, including questions about health 

status/decline and other questions pertaining to the dying process. The questions reported below 

were the most common questions participants said families ask them when a resident is dying 

with dementia. 

Table 1  

Questions Reported by HCAs 

 
Types of Questions Questions Reported 
Questions About 
Health Status/Decline  

Is the resident in pain? Does the resident have enough pain 
medication? 
Is the resident comfortable?  
Why is the resident suffering?  
Why is the resident not eating? Why can’t we feed the 
resident? 
Why can’t the resident have anything to drink? 
Are they going to die in a couple days?  
Why are their eyes sinking in?  
When is the resident going to die? An hour? A day? 
Why is the resident so cold? Why are the resident’s 
extremities turning purple? 
Why are they on morphine and scopolamine? 
What does this colour mean? 
Why is the resident making this noise? 
Why is the resident breathing like this?  
What happens when the resident dies? What are the signs? 

Other Questions Who do we contact? 
Can the resident hear us? 
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Are they scared? Are they lonely? 
Are they sad? 
What else can we do? 
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 One of the most common questions that HCAs reported being asked by families is about 

the anticipated time of death. The next most common were  pain and comfort questions. 

Participants repeatedly recalled families asking them “exactly when it’s going to happen” (03) 

and how long it would be until the resident died. Participants said that families want to ensure 

family from out-of-town can arrive before their family member dies or worry the resident will 

die when they go home, for example, to have a shower. As a participant said below:  

A lot of the times they wanna know exactly when it's going to happen, right. You 
know, it gets to that time. So, is it going to be in an hour? Is it going to be in a 
day? Is it going to be in a year? You know, I've got my brother my sister, my aunt.  
I've got to call everybody. We wanna be here. That kind of thing, and that seems 
to be in my personal opinion is the hardest to pinpoint for them.  When it's going 
to happen, right, because you can have where they are taking turns through the 
family, or just one person, you know. And they wanna be there, so they’re here 
24/7. We have a cot. They’re spending the night. They’re getting up. Some days 
they don’t even go home and have a shower. It depends, it depends where they’re, 
it’s a very personal thing, right, and if they feel they go home for that shower. 
What if they pass away? … and you can never answer that question. (03) 

 
 At one home that had a religious affiliation, some participants expressed providing the 

family with a faith-based response, based on the resident’s and family’s religious background. 

Participants’ have said to families that they cannot give a definite date or time and that they are 

not in control. One participant explained that the family was very receptive when she expressed 

that because of her Christian faith, she believes that we are not in control and we do not know 

how long God has allotted us. Other participants expressed telling the family that only God 

knows the answer.  

 In summary,  conversations are often initiated by family members and occur following a 

change in health status. These conversations occur in person and privately and are emotional, 

both for the family member and the HCA. Participants responses were varied when asked to 

describe similarities or differences when a resident has dementia. Lastly, participants described 



  40 

being asked varied questions about the residents health status and/or decline, and questions about 

death and dying and the illness trajectory.  

HCAs’ and Families’ Influences on Conversations  

 This theme reflects influences from HCAs and families and how that contributes to the 

way HCAs experience conversation. Within this theme, are two sub-themes: (1) how HCAs 

influence conversation; and (2) how families influence conversation, as perceived by HCAs.  

How HCAs Influence Conversations. 

Experiences with Death. 

 During interviews, it was common for participants to reflect on previous experiences with 

death and how past experiences have contributed to them being more comfortable 

communicating with families. Participants spoke about the losses that they have experienced, 

such as the deaths of their family members. Participants described how these past experiences 

have motivated them and made them feel more comfortable talking to families. For example, a 

participant recalled a previous experience when a family member was dying:  

And  so, on a personal level, that’s where you can be in this field. And you can be 
in nursing and, you know, give caring and loving care - until you are in that 
situation or you're going through the process - and the support isn’t there, or you 
have that one or two grumpy nurses, or, you know, just to have that negative 
experience, you know. Your goal, like yours, your goal becomes that ‘that's not 
right’. (03) 

 
 Similarly, a participant shared a story about a family member suddenly dying. This 

experience motivates the participant to share her story with families to encourage them to be 

comfortable, ask questions and say everything they want to say to the resident. The participant’s 

experience and hurt has motivated her to share her story with families and has made her more 

comfortable. Other participants shared stories about being exposed to death at a young age and 

how this has made them more comfortable.  
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Gender. 

 There were three male participants in the sample and male participants commented on the 

role of gender. As a participant said:  

I find like I can be a very emotional guy, and I don’t like to present that emotion. 
So, I find it very hard when the family breakdown, to be in the room when they're 
crying. I’m as big, as I am, you know, I’m a guy. Guys have this persona where 
you know, you don’t wanna…04) 

 
I can be a very emotional kind of guy, and I don’t like especially at work, because 
your kind of guarded. Like, I got girls that I work with. Like, I mean, it's a guy 
thing for me..I’m a guy, I'm a big guy. A lot of times, they look at you like your 
kind of a bit of a tough guy kind of thing. (04) 
 

 A participant said that compared to his female co-workers, his male co-workers are not as 

comfortable answering questions and they do not continue conversations with families about 

dying. Similarly, another said his male co-workers are less “emotional”, and they are 

outnumbered, compared to female HCAs (17). The participant also said some family members 

will prefer to talk to female HCAs, depending on their relationship with the family (17). Another 

said his female co-workers are “more sensitive” and women are “naturally nurturing” (04). 

How Families’ Influence Conversation 

 This second sub-theme is what the family members are perceived to bring and how they 

influence the conversation. Participants explained that family members’ knowledge of dementia 

and the illness trajectory of dementia influence their conversations. Furthermore, participants 

explained that intra-family relationships influenced conversations because sometimes it made 

participants uncomfortable when talking to families.  

Family Knowledge. 

 Some participants commented on family members’ knowledge about dementia and the 

course of illness. These participants explained that a family member’s knowledge of dementia 
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influences conversations; that conversations can be more difficult when family members are less 

knowledgeable. Participants described the interaction between families being difficult and 

uncomfortable when families do not understand what to expect. For example: 

It really depends on the family, it depends whether they’ve gone through the 
process, right. If they, unfortunately, are still in denial that they have dementia, 
then it can be quire hard, right, because they wanted the time to help make them 
better. If they don’t understand that it’s the process of the disease, then it’s going 
to be very difficult for them to come to that time, right. But if they have come and 
are learning about the disease and, you know, working through it the best they 
can, then it’s a little easier that way. (03) 
 

Intra-Family Relationships. 

 Some HCAs’ reported that intra-family relationships can make them uncomfortable when 

talking to families at end-of-life. Participants reported that when there are different opinions 

between multiple power of attorneys or sibling tension, it can be heartbreaking and 

uncomfortable. Some participants said they felt “uncomfortable” during sibling tension, and 

“trapped in the middle” and sometimes “pitting [HCAs] against each other”, when more than one 

sibling is approaching HCAs. At that point, the participant said they will re-direct them to 

management. Similarly, a participant said they feel tension when there is sibling tension because 

“you don’t want to say something to one person, that somebody else is going to take the wrong 

way” (05).  

HCAs’ Relationships  

 The second theme is relationships HCAs have within their role in LTC. There were four 

sub-themes within this theme: HCAs’ relationships with residents, HCAs’ relationships with 

families, HCAs’ relationships with fellow HCAs, and HCAs’ relationships with nurses. This 

theme reflects the importance and meaningfulness of their relationships within their role. 

Participants repeatedly shared that their relationships play a vital role when having discussions 
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about death and dying with relatives of residents who have dementia. Their relationships 

supported their ability to converse with family members and respond to their questions. It was 

important for participants to develop relationships with families, residents, and fellow HCAs 

because it contributed to having more confidence talking to families. 

HCAs’ Relationships with Residents.  

 Participants reported having established close relationships with their residents and 

reported genuinely caring for them. Participants also described having intimate knowledge of the 

residents and spending time reminiscing with them. Some said that they had close bonds and 

were comfortable with residents that they provided hands-on care to. They commented that they 

were supportive to their residents, as illustrated below:  

I think what goes well is that we’re showing that we are supportive. That we do 
still see their parent as a human, you know. We can talk about events in the 
past…it’s not just something for us what we’re going to brush off as soon as they 
die, right. That they mean something to us. (05). 

 
 Many identified having close relationships, being attached to their residents, and caring 

for them as if they were their own family. Below, a care aide comments on her attachment to 

residents:  

You get attached to these residents, like, you treat them, like, I treat them like it’s 
my grandma or my grandpa. So you get attached to those certain few. I’ll get in 
trouble. I can get in trouble a lot when I speak to family. So, I don’t care. I will 
open my mouth and I will tell them. I’ll be like ‘well its hard cause we can’t say 
much’, and the family knows…It’s hard. There’s some deaths that are easier than 
others and there are some families that are more difficult to deal with than others. 
(02) 

 
 Many participants felt the impeding loss of the relationship with the resident and the 

family, anticipating when the resident died. For some, it was important to attend the resident’s 

funeral or memorial service. Participants said close bonds with their residents contributed to 

them feeling comfortable having conversations with families. Likewise, when participants cared 
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for residents in their wing, some viewed residents like their own family and sometimes saw them 

more than their own family.  

 Participants expressed that residents were like family and there is love, joy, and 

satisfaction in caring for residents. One participant expressed that they feel like they have a gift 

to care for this population and another commented that their job is their niche and they will go 

above and beyond to help residents and families. Another participant said:  

I find it fulfilling and gratifying … when I'm helping the resident who is palliative, 
and I'm helping the family members. I find it fulfilling and gratifying to comfort 
them. If I can relieve some of their stress of pressure off of them, it makes my day 
feel better (17) 

 
 Participants said that they feel comfortable talking to families because of how intimately 

they know the resident and the long time they have known the resident. Some participants 

described having fears of a resident dying alone and they described not having enough time to 

care for a dying resident. Many participants commented that they do not have enough time to 

care for palliative residents. One participant said when the family cannot be present, they try to 

stay with the resident and let their supervisor know that they are staying with the resident until 

family arrives.  

HCAs’ Relationships with Family.  

 Overall, participants expressed having very good relationships with families and having a 

connection with the families. Many participants said that if they have provided hands on care to 

the resident, or the resident is in their section, they have a good relationship with the residents’ 

families. Participants attributed this to feeling more comfortable talking with families because 

there is a connection and a bond, and they see the same families often. The majority of 

participants stated that their relationships with families influenced their confidence when 

answering questions and having discussions. Participants described previous experiences with 
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families, where families have thanked them for the care they have provided and have appreciated 

everything they have done. Participants expressed feeling comfortable talking to a family 

member when a resident is dying due to their relationship with the family and how long they 

have known the family.  

 Participants commented on spending time reminiscing with residents and families near 

end-of-life. The majority of participants described being a support for families and a person to 

comfort families when the resident is nearing end-of-life. Participants expressed that families 

need support and they want someone to talk to and reminisce with about the resident. One 

participant recalled a previous experience with a family and said that it was difficult to tell the 

family that the resident would not be here in a couple of hours but reassured them that the 

resident was not in pain. The participant described initiating conversation and reminiscing about 

the resident and the past to make the family feel more comfortable. 

 Relationships and conversations were different when families were not as well known to 

participants. A participant expressed it being difficult in their heart to talk to families from out-

of-town because it is more of a distant conversation and there is no relationship or bond. 

Participants discussed how they have good relationships with families when they are at the home 

on a regular basis and the questions are easier to answer if they have a good relationship. 

Participants expressed not being comfortable with families from out-of-town and re-directing 

their questions to nurses. One participant expressed the process being full of grief and a double-

edged sword because the questions are easier to answer with families they have a good 

relationship with, and they are able to be more honest and upfront with them. In comparison, the 

participant commented that when they are just meeting the family for the first time, the 

conversation is more clinical and there is no rapport.  
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 Participants expressed grieving for both the resident and the family. Some participants 

identified that they are losing the resident and the family and once the resident dies it is 

emotional because they will never see the family again.  

HCAs’ Relationships with Nurses. 

 When participants were asked about their relationship with registered nursing staff, some 

participants expressed that relationships are good, and another identified that relationships varied 

on an individual basis. When asked about their relationship, a participant said:  

Most of the time very good, most of the time very good. I mean, it’s like the 
dynamics with co-workers, sometimes you see eye to eye, sometimes you don’t. 
Some registered staff are better than others. Some, you know, it’s even that is a hit 
and miss. Some that used to be PSWs are great registered staff. Some that used to 
be a PSW all of a sudden went on a power trip cause now they’re in charge. So, 
its hit and miss. It depends on the person’s personality … how they are as a 
person, as to how they are has a PSW, registered staff, or even management (17) 

 
 Whereas another participant said that their relationship is on an individual basis and there 

are certain registered nurses they approach over others (13). Participants expressed that there are 

good RNs in terms of what to say and to answer questions and commented that they have a good 

relationship right now. One participant said that their relationship is really good and they both 

combine their knowledge and work as a team. The participant also said that the RPN will answer 

medical questions and another participant said they know exactly what to say and can answer a 

family’s questions. One participant commented that there is a difference of opinion between RNs 

and HCAs, in terms of timing or closeness to death, as they have intimate knowledge of the 

resident.  

HCAs’ Relationships with Fellow HCAs. 

 Care aides and their fellow care aides have positive and meaningful interactions with one 

another, which contributes to them being comfortable interacting with families. During 
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interviews, participants were asked about their relationships with fellow care aides. Participants 

identified having a meaningful and good relationship with fellow care aides and working 

together as a team. Participants expressed that they have good interaction with one another and 

there is a lot of care and love working together.  

 The role of mentorship was identified as an important strategy to provide support and 

reassurance to and from one another, when interacting with families and answering their 

questions. The idea of mentorship, or coaching, stemmed from participants being worried that 

they said the wrong thing to families or worried they said too much. Participants were also 

worried about getting in trouble from management (as described in more detail later), so they 

used one another for help. For example:  

HCA: Yeah I have the one co-worker I always go to if there is something like, “A 
family member asked me this, and I didn’t know what to say. Was this proper, was 
this not proper?” And she coaches, like, she pretty much tells me, “No, that’s 
great. You did fine.”(02) 

 
HCA: …If I’m with somebody else, I really make sure I’m with somebody else. 
You know, like another PSW, cause sometimes, you know, I don’t know, I just feel 
like I need somebody to kind of help me, you know. Sometimes they said their 
thoughts … I just feel more comfortable if I had somebody with me…(06) 

 
Interviewer: Could you expand on that a little more, what do you mean by like 
help you?  

 
HCA: Well like, I might feel uncomfortable or I’ll say, “Well, what do you 
think?” to my partner right? Cause I don’t know the answer or something…it’s 
just the way I am I guess. Like I said, I’ll have the answers and having somebody 
with me kind of helps. It really helps. (06) 

 
 Participants described approaching another care aide after interacting and having a 

discussion with a family member. The participants identified that they would approach another 

co-worker when a family member asked them a question and ask their opinion about whether 
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what they said to the family member was correct, or if they said too much. Participants said that 

they approached fellow care aides they trusted. For example:  

Well maybe we do that because we’re worried, or, you know what I’m saying? 
Well there’s a lot of families. I might as well be honest with you – you can answer 
their questions, but they won’t go ask the nurse. They say “I won’t ask the nurse. 
You get her up all the time. What do you think” (10) 

 
 Participants described approaching fellow care aides for reassurance and coaching after 

they interact with families. One participant expressed being conflicted if they might have said 

something wrong and needed the reassurance from a fellow HCA to make them feel more 

comfortable. Participants described that having a partner who they respected and whose opinions 

they trust makes them more comfortable. Participants described talking amongst each other and 

working as a team to provide one another support. Participants described talking amongst one 

another at shift change about residents nearing end-of-life and how the resident is doing 

concerning positioning, eating, pain level, and if there is anything to let the RPN know. As seen 

below, a participant said that support from co-workers is beneficial and supportive if they need to 

cry: 

The support and the confidence and knowing, I know you’re not supposed to get 
attached to your residents, but sometimes you do. If you need to cry, they will 
comfort you too. After all, we spend how many hours and days with these people 
right? You do get attached to them. (16) 

 
 As seen below, the participant described having another care aide with them when 

providing end-of-life care to help their fellow care aide be more comfortable. The participant 

recalled working with high school summer students and having them come with her when 

providing end-of-life care to make them comfortable and understand what to expect, as described 

below:  

I try, if they don’t feel comfortable, I try and bring them with me. Especially the 
newer people. If there’s somebody end-of-life, “Come with me. Just come with 
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me. You don’t have to say nothing.” Just so that they’re there to hear the 
interaction. To not be alone. Cause a lot of times we end up being alone. We go to 
check on them. So that’s when you feel pushed up against the wall. If you’re not 
used to it, so at least if I know somebody’s not comfortable with it “Want to come 
with me?” (8) 

 
So, this summer we had students we hire from high schools and there was two of 
them that were thinking of nursing. So, we had one [resident] that was end-of-life 
and I said ‘Do you guys want to see what it's like, the process?”And they were 
here almost Monday to Friday. So, they came in almost every day with me, just 
pop in to see what she looked like today and walked out. They said by the end of 
the summer, they felt more comfortable. If they were to walk in a room, they 
would know what to expect, what to look for. So, I try and do that with all new 
PSWs out of school too, because I knew what it felt like … when I started working 
here. (8) 

 
 One participant described tension between care aides if a care aide answers questions for 

the family that another health care aide had redirected to registered staff. The participant 

described that there can be a heated discussion between the care aides and tension of conflicting 

opinions on whether they should have answered the family’s questions. The participant recalled a 

previous experience when she redirected a question to registered staff, and someone on afternoon 

shift answered the question, creating a conflict between the care aides and the family.  

 Overall, participants said they had good relationships with fellow HCAs and said they 

had discussions with fellow HCAs when having conversations with families. They identified that 

their relationships with fellow HCAs are important and contribute to increased confidence and 

are comfortable. 

Context of Written and Unwritten Rules  

 The final theme is the context of written and unwritten rules in the LTC homes. Many 

participants expressed that they have the learned experience and intimate knowledge of their 

residents and know the answers to families’ questions. Despite knowing the answer, participants 

expressed that they are not allowed to answer families’ questions or else they will get in trouble 
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from management. Participants said with their years of hands-on experience, they have the 

knowledge, and understand the signs of dying, but have to direct questions to registered staff. A 

participant explained that they have seen and experienced death; that sometimes after an in-depth 

conversation with a family member it can feel good in the room - but they worry about 

management finding out:  

I’ve been here for 18 years, so you get to see the signs, you get to know things. 
You might not have all the medical terms for it but you know what you’re looking 
at. You’ve seen it. You’ve experienced it, right. Then if you have a real in-depth 
conversation with the families, you can have that moment where you’re like, okay, 
that felt good in the room and, you know, you felt that you really helped the 
family. But , what’s going to happen if management finds out? (03) 

  
 Many participants said that they can get in trouble from management if they answer 

family members’s questions. Some participants shared previous experiences of getting in trouble 

or being reprimanded, or shared anecdotes of fellow HCAs being reprimanded by management. 

Likewise, other participants said if they said too much, they would be written up or would be 

called to a meeting with management. Some participants felt management did not trust them and 

felt unsupported from management. As shown below: 

Sometimes I feel like they do not trust us…I feel like we should be trusted more 
because we are with these residents. They don’t listen to us. I know if a resident 
has changed. I can tell by their eyes, the way they look. Because we are with them 
a lot more than a manager in the office or, like, an RPN is. Right? I do their 
personal care. I am with them a lot more. (16) 

 

 Participants also said that they felt uncomfortable having these conversations with 

families because of management, as describe below by two participants:  

Uncomfortable is the fact that we are not allowed to, is what makes me feel more 
uncomfortable. You know what I mean? The fact that we can’t makes me feel 
uncomfortable because I wish we could … but we can’t. (13) 

 
What makes me feel uncomfortable? Sometimes I feel like management does not 
always want us to talk. Not saying that they don’t want us to talk but then I always 
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feel like, oh sometimes if we say too much, are they going to like, go to 
management and say ‘Oh (name) said this, (name) said that’. Right?...Sometimes 
I want to hesitate but at the same time, I try not too hesitate too much because I 
feel like the family needs to know. (16) 

 
 Participants were unaware of protocols of what they are allowed to say to families. Many 

identified a lack of clear understanding of what questions they were allowed to answer and ask 

families. Some participants said that orientation does not focus on this phenomenon, hence many 

participants are unaware of the protocols. Likewise, many participants said that there is a lack of 

education focusing on how to talk to families and answer their questions. For instance, one 

participant suggested having a two-day course on how to communicate with families and answer 

questions when the nurse is busy (02). Whereas other participants suggested educational in-

services, including what to say to families, and allowing more time to care for palliative 

residents. Some participants said they were not allowed to answer any medical questions.  

 There were differing opinions on re-directing questions to registered staff. Some 

participants directed medical questions to registered staff, and some participants answered the 

questions due to their knowledge and close relationships with families. Participants responses 

varied. Some participants said families were receptive when medication questions were 

redirected. Participants indicated that they redirected medical questions or medication questions 

to registered staff and approach staff in the hierarchy, registered practical nurse or registered 

nurse. When this happens, some participants said that registered staff does not have time to 

respond to family’s questions. As one participant said, when this happens, the relationship 

between the HCA and family is ‘very cold’ (03).  

 Despite participants answering families’ questions, many indicated that they were aware 

that they were not allowed to but did so anyways. For example: 
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Yes, we do because we are human, but are we supposed to at all times? Probably 
not. What do you say when you walk away telling them to go ask a nurse? That is 
uncaring and sometimes they don’t feel comfortable asking the nurse because 
they come so many [times], like every day. They build a rapport with you because 
you are the one that is caring for them, so you can tell them to go ask a nurse, and 
some of they don’t want to sometimes. (13) 

 
 Participants shared that they have answered family members’ questions because of their 

good relationships with families. Participants said that families get upset with them when they 

are redirected, as families want to hear from HCAs. Some participants said this makes them feel 

uncomfortable when management does not want them talking to families because they feel 

management does not trust them. When directing questions to registered staff, there were 

differing opinions. For instance, one participant explained that the RN provides her a scripted 

answer for the family, which she turns into an empathetic answer: 

I am totally comfortable with that because then I can be empathetic with that 
answer. So, even if it’s very dry basic medical, I can turn it into an empathetic 
answer and make them feel less, what’s the word, less medically, less clinical 
answer with those facts. So not changing the facts, just put it in a way that is less 
clinical (01).  
 

 Participants also talked about their relationship with registered staff being difficult, when 

they do not have enough time to speak to families. As one HCA described, nothing is worse 

when the family wants someone to talk to and the RN does not have time.  

 In summary, it is important to recognize the important relationships that HCAs have 

within their role in LTC. It is evident that their relationships play a vital role when having 

conversations with family members. Similarly, HCAs reported meaningful and important 

relationships with fellow HCAs, which influenced their responses to family members questions 

as they mentored each other and asked for reassurance following a conversation.  
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Chapter 5: Discussion and Conclusion  

 This thesis presents a collective representation of HCAs experiences’ having 

conversations with families when a resident with dementia is dying in LTC. The second chapter 

presented a succinct review of the existing literature and provided a rationale for this study. The 

next chapter discussed the methodology that was implemented and that guided the creation of the 

qualitative descriptive design, data collection, and analysis. The findings for this study were then 

discussed at length. This chapter will begin with the implications of the study findings, including 

locating them within the broader context of published literature. This chapter will conclude with 

a review of the limitations of this study and suggestions for future research.  

 It is evident from the findings that HCAs do have conversations with families about death 

and dying and answer families’ questions. During recruitment, some management from the LTC 

homes denied that HCAs have conversations with families, saying that families only speak to 

registered staff. However, as shown in the findings, HCAs are asked a variety of questions by 

families, and respond. Likewise, many HCAs said families often initiate these conversations. The 

detailed information on the types of questions participants reported is an addition to the 

literature. Participants said varied questions about the resident’s condition and questions about 

death and dying. The next section will discuss the findings of this thesis with relevant literature.  

Discussion of Study Findings  

A Need to Improve Communication.  

 The first theme from the thesis literature review, based on the findings of seven research 

articles, was a need to improve communication. Some of the thesis findings are relevant to this 

theme in the literature. Ersek and colleagues (2000) and Denham and colleagues (2006) who 

found that HCAs experienced difficulties having conversations with families and answering their 
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questions, felt unprepared to respond, and unsure of how to respond appropriately. These 

findings are consistent with the findings in this thesis. HCAs were sometimes unsure of how to 

respond to families or lacked confidence in their responses. Whereas Denham and colleagues 

(2006) concluded that education about how to respond to questions was needed, in the thesis 

research participants used fellow HCAs for reassurance when answering questions.   

Institutional Factors. 

 The second theme from the thesis literature review was that institutional factors including 

understaffing and hierarchical structures negatively influence HCAs’ communication with family 

and other staff about death and dying. The thesis subtheme HCAs’ Relationships with Nurses and 

the theme Context of Written and Unwritten Rules are relevant to this theme in existing research.  

Within the findings of this thesis, it is evident that HCAs are answering families’ 

questions and these conversations can be uncomfortable because of there being no set of rules or 

protocols. Furthermore, participants indicated that they were unaware of what they were allowed 

to say to families, worried about management finding out, and thinking they may be reprimanded 

for answering questions. This constraint impacted their ability to engaged and respond to 

families’ questions. HCAs’ uncertainty about what they could say and concern about being 

reprimanded for answering questions has been previously reported (Ersek et al., 2000). It is 

important for LTC homes to acknowledge and understand that HCAs are having conversations 

with families and need to have a clear understanding on how to respond to families’ questions.  

 In the thesis research, participants described feeling uncomfortable or frustrated when 

referring a family member to a nurse, similar to previous research (Denham et al., 2016).  

Denham and colleagues (2016) found that nurse aides not only reported concerns and uncertainty 

regarding which questions from families they were allowed to answer and which questions had 
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to be referred to a nurse, they also felt uncomfortable or frustrated when referring a family 

member to a nurse.  

 The finding that HCAs felt they were not listened to or trusted by managers is similar to 

some previous research (McGilton, Guruge, Librado, Bloch, & Boscart, 2008; Wiersma, 

Marcella, McAnulty, & Kelley, 2019; Fryer, Bellamy, Morgan, & Got, 2016 ). McGilton and 

colleagues (2008) examined HCA-family relationships in complex continuing care (CCC) 

finding that HCAs viewed themselves as having no formal contribution to decision making, 

despite having the most contact with residents and families. They recalled situations where they 

knew the information families were asking but only the registered nurse had authority to 

communicate to families. They felt frustrated and the hierarchies made it difficult to respond to 

questions. Similarly, Wiersma and colleagues (2019) reported that HCAs in LTC homes found 

that hierarchy interfered with end of life care. In that study, unlike the thesis study, the HCAs 

reported that confidentiality policies were a reason for them not being able to talk to families. 

Fryer and colleagues (2016) reported HCAs’ feelings of frustration and not being listened to by 

supervisors when residents were approaching death.   

 Thesis participants discussed unwritten rules about not answering some family questions. 

They were not aware of policies or protocols for answering questions. Wiersma and colleagues 

(2019). found that confidentiality rules were cited as a reason for HCAs not answering questions. 

A study in Norwegian nursing homes reported that 35% of participants said there were 

guidelines and instructions for talking to families about end of life (Gjerberg, Førde, & Bjørndal, 

2011). 

An interesting finding is the written guidelines were significantly (p<0.05) more likely to be in 

place in larger nursing homes and in nursing homes with a higher physician to resident ratio.  
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Relationships with Families. 

 The third theme from the thesis literature review was that miscommunication between 

HCAs and families had a negative impact on their relationship. Miscommunication, as described 

by Munn and colleagues (2008) was not evident in the thesis research. Rather HCAs’ perceived 

lack of responsiveness to families, when not able to respond to their questions, as identified by 

McGilton and colleagues (2008), was similar to the thesis findings. HCAs in the Complex 

Continuing Care Setting in McGilton’s study wanted to be able to respond to families’ questions. 

Families saw them as unresponsive when they could not answer questions. The thesis research 

did not examine families’ perceptions, but participants reported feeling it would be unresponsive 

to not answer questions. The research findings provide additional information about HCAs being 

motivated to discuss end of life and answer families’ questions because of their attachments to 

and relationships with residents and families.  

 In the thesis study, participants described a good relationship with families with who they 

regularly interacted with. The majority of participants said their relationship influenced their 

conversations. They described having a close bond with families and providing them support and 

comfort. Similarly, Fryer and colleagues (2016) found that HCAs reported familial like 

relationships with residents’ families and this resulted in them spending a lot of time with family 

when the resident was dying and ensuring the family’s practical and emotional needs were met. 

Like thesis study participants, they also provided the family with emotional support.  

 McGilton and colleagues (2008) reported that teamwork and support influenced  HCAs’ 

abilities to establish and maintain relationships with families. In the thesis research, relationships 

with families and conversations with families were supported by fellow HCAs. HCAs in this 

thesis reported that they had positive and meaningful relationships with one another. They also 
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said they worked as part of a team and provided support and reassurance to one another. The 

mentoring between HCAs and reassurance was a strategy they used when interacting with 

families and answering questions.  

Theme Four – Timing. 

 The last theme from the thesis literature review was that conversations happened 

spontaneously with no formal structured approaches and that these conversations happened with 

the resident was nearing death and was initiated by the family (Stirling et al., 2014; Johnson & 

Bott, 2016). Similarly, in the thesis research, participants reported that conversations were 

mostly initiated by families. The thesis findings further indicate that this may differ if the HCA 

has a closer relationship with the family because they visit regularly.  

Strengths and Limitations  

 This study aimed to understand the experiences of HCAs when having conversations with 

families of residents dying with dementia in LTC, as well as barriers and facilitators to these 

conversations. A strength of this study was the qualitative descriptive design. A descriptive 

qualitative study was appropriate for obtaining an in-depth understanding of HCAs’ experiences 

and answering the research question. This design also allowed for thick and rich description and 

the use of quotes. The semi-structured interview is also a strength as it encouraged an open 

discussion of HCAs experience, that may have not been captured with a structured interview. For 

example, findings related to gender differences between HCAs interacting with families may 

have not been found. Participants were recruited from six LTC homes, which contributed to 

variability.  
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 The student investigator also met regularly with her thesis supervisor during data 

collection and analysis and kept an audit trail. The meetings with her thesis supervisor ensured 

she gained expert knowledge and advice and also served as peer review during analysis. 

 Data saturation was achieved and there was no new relevant information emerging at the 

end of data collection. An exception to this was the finding that there may be gender differences. 

It was not feasible to recruit more male HCAs to further explore this finding. A discussion of 

findings was held with participants. This was intended to serve as a member check. While the 

two participants were confident in the findings presented, the small size of this discussion group 

and the fact that both participants worked at the same LTC home means that the member 

checking was not complete.   

 It is important to recognize the context in which this research took place, including 

caution in applying research findings out of this context. The context for this study is in Ontario, 

not-for-profit long-term care homes, operating in context of the regulations in Ontario.  

Implications and Recommendations  

 A number of implications and recommendations are evident from the thesis, including for 

education, practice, and future research. These recommendations are based on the thesis findings 

and are supported by literature.  

Education and Practice. 

 In this thesis, there was uncertainty about how to answer families’ questions, as 

evidenced by participants asking fellow HCAs for reassurance. Participants described mentoring 

one another and providing one another with reassurance when they had conversations with 

families. Other researchers have noted the importance of relationships with colleagues for HCA 

practice in LTC homes (Sims-Gould et al., 2010; Denham et al., 2006). It was common for 
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participants to reflect on asking opinions from fellow HCAs and depending on one another. 

Recommendations based on the thesis findings include a practice recommendation to 

acknowledge and support mentorship among HCAs. An education recommendation is to 

leverage these relationships and the role of mentorship when planning for education and training.  

Participants said that conversations with families about residents’ deaths are emotional 

for them. It is important to provide emotional support to HCAs having conversations with 

families. It was common for participants to reflect on past emotional conversations. Denham and 

colleagues (2006) found that teamwork was an important source of support for HCAs as it was in 

this study.  Focus group participants described depending on one another for practical and 

emotional support. Nurses’ aides used terms like “teamwork”, “working as a team”, “pulling 

together” and “supporting one another”. They saw one another as their great assets and asked 

each other questions. They said that their collaborative efforts helped them cope with the 

challenges of EOL care, including emotional, psychological, and physical challenges. A 

recommendation is to allow time for HCAs to debrief with each other following a death.   

It is also important to focus on HCAs’ experience and understand the questions they are 

asked, so educational in-services or programs can be created to aid HCAs with the questions they 

are asked. HCAs need to know how to respond to families’ questions. As noted in the findings, 

as in previous research (Ersek et al., 2000 and any other citations that are relevant), HCAs were 

unaware of what they could answer. This could be addressed through education or through 

policies that clarify scope of practice within the LTC home (Gjerberg et al., 2011).  It would be 

important for LTC homes to guide HCAs’ on what they can say, to decrease their apprehension 

about being reprimanded by management.  
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Previous research has found that education and training about end of life care is lacking 

and recommendations for training about conversations for HCAs have been made (Denham et 

al., 2006). HCAs in Denham and colleagues’ study (2006) recommended hands on training. This 

would be consistent with reports by thesis study participants that they already provide this kind 

of training to each other informally.  

Denham and colleagues (2006) found that HCAs are  asked questions beyond their  

knowledge and they may provide inaccurate answers. The suggestion is that they could answer 

these questions if they had more education on EOL care. In the thesis study, many participants 

thought that they had adequate knowledge and experience to answer questions but they were also 

uncertain. The accuracy of their knowledge was not explored in this thesis. This would need to 

be explored before developing education for HCAs. Education and a conversation guide may be 

helpful, using a similar approach to  Stirling and colleagues (2014) who developed a discussion 

tool aimed to improve communication around dementia and dying. The guide improved 

confidence and  included a process to follow by providing something tangible to ‘do’ and ‘what 

to say’. It was not specific to HCAs. It may be necessary to have a separate guide for HCAs  to 

help them navigate their conversations with families. As evidenced by the participants in this 

study, HCAs’ lack a clear and concise understanding of what they are allowed to say to families. 

In the instance of one participant who discussed with a registered nurse and was supplied with a 

‘script’ of what to say, the participant felt the need to ‘empathize’ the message and make it less 

clinical in order to be supportive. Education and guidance could capitalize on HCAs’ ability to 

do this by virtue of their understanding of families.  

Future Research.  
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 This study focused on the HCAs’ experience of having conversations with families when 

a resident is dying with dementia in LTC. What was not explored in this study is the experience 

and perspective of families having conversations with HCAs when a resident is dying with 

dementia in LTC. Participants in this study described their perceptions of what families bring to 

the conversation, for example, family knowledge and intra-family relationships. In future 

research, it would be interesting to explore the family perspective, to compare and contrast with 

the HCA perspective of conversations between them at end of life. This may lead to a better 

understanding of the phenomenon to further inform education for both HCAs and families. It 

would also be interesting to conduct future research on the role gender of HCAs, as it emerged as 

an unexpected finding that was not able to be completely explored due to the small number of 

men in HCA roles in the sites and the small number of men who participated in the study. 

 Conclusion 

 This thesis explored HCAs’ experiences having conversations with families when a 

resident with dementia is dying in LTC. Findings revealed that HCAs’ have these conversations 

with families and several factors influence these conversations, including how HCAs influence 

the conversation, as well as what families are perceived to bring to influence the conversation. 

Within this phenomenon, participants also highlighted their important and meaningful 

relationships within their role. These relationships with fellow HCAs led participants to be more 

comfortable talking to families and answering their questions. Furthermore, due to the limits of 

their role, they are unaware of a protocol or guide for what they can talk about with families. 

Lastly, it is important to value their collaborative relationships with one another as well as their 

mentorship of novice HCAs and students.
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Article Aim/Purpose Method Sample Findings 
Stirling, C., 
McInerney, F., 
Andrews, S., 
Ashby, M., 
Toye, C., 
Donohue, C., ... 
& Robinson, A. 
(2014). A tool to 
aid talking about 
dementia and 
dying–
Development 
and 
evaluation. Coll
egian, 21(4), 
337-343. 

Develop and pilot 
a tool for nursing 
and care staff 
discussion of 
dementia and 
dying with 
families in aged 
care facilities 
 

Phase one: first 
tool draft - 
interviews and 
focus group with 
staff. Phase two: 
stakeholder review 
- staff action 
groups. Phase 
three: pilot of the 
tool - 9 family 
meetings using the 
tool. Post meeting 
diaries from staff 
and interviews of 
families. Thematic 
analysis. 

Four aged care 
facilities. 
Dementia 
resource nurses 
(N=5), action 
group members 
(including 
extended care 
workers) 
(N=12), family 
members 
participating in 
meetings 
(N=11) and 
expert 
advisors(N=10) 
 

Nursing and care staff 
thought communication 
around dying as well as 
knowledge on dementia. 
There were no structured 
approaches to these 
conversations. 
Conversations are difficult 
due to prognostic 
uncertainty and lack of 
dementia knowledge. 
Improved nurses’ 
confidence in talking about 
dementia trajectory, 
deterioration and palliative 
care. Helped staff learn how 
to talk about death. 

Munn, J. C., 
Dobbs, D., 
Meier, A., 
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Biola, H., & 
Zimmerman, S. 
(2008). The end-
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experience in 
long-term care: 
Five themes 
identified from 
focus groups 
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family members, 
and staff. The 
Gerontologist, 4
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Five nursing 
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identified when there was an 
issue about word choice. 
Families viewed 
miscommunication as staff 
not being truthful and also 
believed staff could predict 
the time of death and 
circumstance of death. 
There were also feelings of 
distrust when staff did not 
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notify families impeding a 
resident’s death. 

Majerovitz, S. 
D., Mollott, R. 
J., & Rudder, C. 
(2009). We're on 
the same side: 
Improving 
communication 
between nursing 
home and 
family. Health 
communication, 
24(1), 12-20. 

Two studies offer 
insight into 
sources of 
family–staff 
miscommunicatio
n and conflict. 
The Nursing 
Home Family 
(Study 1) and The 
Long-Term Care 
Community 
Coalition (Study 
2) 
 
 
 

Study 1: Interviews 
with family 
caregivers to 
nursing home 
residents. 
 
Study 2: Focus 
groups and surveys 
with staff in six 
facilities. 

Study 1:103 
family 
caregivers to 
nursing home 
residents. 
 
Study 2: 323 
certified nurse’s 
assistants, 52 
licensed 
practical nurses, 
and 71 
registered 
nurses. 

Identified multiple barriers 
to good communication 
from the viewpoint of 
family caregivers and staff. 
Families and staff expressed 
miscommunication. 
Institutional factors in the 
nursing home created a 
hindrance to staff 
communication and 
interaction with families and 
residents.   

Lee, R. P., 
Bamford, C., 
Poole, M., 
McLellan, E., 
Exley, C., & 
Robinson, L. 
(2017). End-of-
life care for 
people with 
dementia: The 
views of health 
professionals, 
social care 
service 
managers and 
frontline staff on 
key 
requirements for 
good 
practice. PloS 
one, 12(6), 
e0179355. 

Explore the views 
of service 
managers and 
frontline care 
staff on key 
aspects of good 
EOLC for people 
with dementia in 
order to 
contribute to the 
evidence base 
and to highlight 
key 
considerations for 
any future 
intervention. 

Qualitative 
interviews and 
focus groups. 
 

33 service 
managers and 54 
staff involved in 
frontline care 
(doctors, nurses, 
nursing and care 
home managers, 
service 
development 
leads, senior 
managers/direct
ors, care 
assistants and 
senior care 
assistants/team 
leads.  

Relevant theme was 
communicating with 
families about end-of-life, 
staff took a gentle approach 
and had different 
experiences and skills in 
initiating these 
conversations with families. 

Kayser-Jones, J. 
(2002). The 
experience of 
dying: an 
ethnographic 
nursing home 

To investigate the 
process of 
providing end-of-
life care to 
residents who 

Participant 
observation, in-
depth interviews, 
and event analysis.  
 

Data were 
gathered in three 
facilities.  
Participant 
observation and 
in-depth 

Identified multiple factors 
influencing the experience 
of dying, including 
inadequate staffing and 
relationships between staff 
and families. Inadequate 
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study. The 
Gerontologist, 4
2(suppl_3), 11-
19. 

were dying in 
nursing homes.  

interviews with 
nursing home 
residents 
(n=35), their 
families (n=52), 
nursing staff 
(66) [i.e., RNs, 
LVNs, CNAs, 
and physicians 
(n=36). Event 
analysis 
included 
observing the 
care of 117 
terminally ill 
residents.  

staffing led to heavy 
workload and nursing 
assistants often changing the 
subject when asked 
questions from families.  

Johnson, S., & 
Bott, M. J. 
(2016). 
Communication 
with residents 
and families in 
nursing homes 
at the end-of-
life. Journal of 
hospice and 
palliative 
nursing: JHPN: 
the official 
journal of the 
Hospice and 
Palliative 
Nurses 
Association, 18(
2), 124. 

The purpose of 
this secondary 
analysis is to 
identify 
communication 
used by direct 
care staff when 
residents and their 
families are 
preparing for the 
end-of-life.  
 

A descriptive, 
secondary analysis 
of data from the 
National Institute 
of Nursing 
Research–funded 
study, “Impact 
of Quality End-of-
Life Care in 
Nursing Homes,” 
was used for this 
study. 
 

100 nursing 
homes from two 
Midwestern 
states, 85 
facilities agreed 
to participate 
and completed 
the study. 
Sample of staff 
consisted of 
2191 direct care 
staff, including 
registered 
nurses, licensed 
practical nurses, 
staff nurses, 
certified nursing 
assistants, 
certified medical 
assistants, and 
restorative aides.  

(90%) of direct care staff 
thought professional health 
care team should 
communicate with resident 
and family about death and 
dying and (53%) thought 
certified nursing assistants 
should. (59%) selected 
other. 

Denham, S. A., 
Meyer, M. G., 
Rathbun, A., 
Toborg, M. A., 
& Thornton, L. 
(2006). 
Knowledge of 
rural nurses' 
aides about end-

The first aim of 
the study was to 
gain insight into 
nurse aides 
attitudes and 
perceptions about 
working with 
dying persons and 
the adequacy of 

Six focus groups 
were conducted in 
six different rural 
communities.  
 
Interviews with key 
informants were 
conducted with 
persons 

Focus Group 
Participants: A 
total number of 
63 nurse aides 
attended the 6 
focus groups in 
5 different 
states.   
 

Nurse aides had a difficulty 
talking to dying residents 
and their families and had 
concerns regarding which 
questions they were allowed 
to answer and/or refer to a 
nurse. This led to nurse 
aides feeling uncomfortable. 
Key informants commented 
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of-life 
care. Family & 
community 
health, 29(3), 
229. 
 
 

their training for 
such work. A 
second aim was to 
develop and test a 
prototype for a 
CBT program to 
educate rural 
nurse aides about 
end-of-life care. 

knowledgeable 
about end-of-life 
care and nurse 
aides in rural areas. 

Key Informant 
Participants: 26  

that nurse aides need 
education and training on 
communication as they are 
often questioned from 
families.  

Ersek, M., 
Kraybill, B. M., 
& Hansberry, J. 
(2000). 
Assessing the 
educational 
needs and 
concerns of 
nursing home 
staff regarding 
end-of-life 
care. Journal of 
Gerontological 
Nursing, 26(10), 
16-26. 
 
 

To use focus 
group 
methodology to 
explore and 
describe the 
educational needs 
and concerns of 
licensed nursing 
staff and certified 
nursing assistants 
regarding end-of-
life care. 

Focus group 
interviews 

Two nursing 
homes in the 
Pacific 
Northwest. 
Separate 
interviews were 
conducted for 
licensed staff 
(RNs and 
LPN/LVNs) and 
CNAs.  
A total of 15 
licensed staff 
and 39 CNAs 
participated in 
the study. 

Findings from two relevant 
themes, communication and 
interactions and role 
delineation. Certified 
nursing assistants were 
distressed with interacting 
with families, felt 
unappreciated and 
unprepared to answer 
questions. Feelings of 
discomfort and unaware of 
what they could and could 
not discuss with families.  

Kaasalainen, S., 
Brazil, K., & 
Kelley, M. L. 
(2014). Building 
capacity in 
palliative care 
for personal 
support workers 
in long-term 
care through 
experiential 
learning. 
International 
Journal of Older 
People Nursing. 
https://doi.org/1
0.1111/opn.1200
8 

To explore 
hospice visits as 
an experiential 
learning strategy 
to increase the 
capacity of PSWs 
in palliative care. 

Exploratory 
descriptive design 
to examine data 
from a 
questionnaire with 
open-ended 
questions after staff 
were sent to their 
local hospice to 
shadow for one to 
two days. 

Eleven PSWs 
from four 
Ontario LTC 
homes. 

PSWs’ thought that other 
staff would benefit from 
palliative care education and 
becoming more comfortable 
talking about death and 
dying with other staff, 
residents and families.  
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Appendix B: Search Strategy  
First Search: 
‘nurse’ OR ‘health care aide’ OR ‘nursing assistant’ OR ‘personal support worker’ OR ‘PSW’ 
OR ‘LVN’ OR ‘licensed vocational nurse’  
AND  
‘death’ OR ‘dying’ OR ‘end-of-life’ OR ‘palliative’ AND  
‘family’ OR ‘relatives’ OR ‘spouse’ OR ‘daughter’ OR ‘son’ OR ‘husband’ OR ‘wife’ OR 
‘child’  
AND  
‘conversation’ OR ‘communication’ OR ‘talking’  
AND  
‘dementia’ OR ‘Alzheimer’s’.  
 
Second Search: 
CINAHL Subject Headings Search  
 
S1 “Death” 
S2 “Terminally Ill Patients” 
S3 “Attitude to Death”  
S4 “Palliative Care” OR “Hospice and Palliative Nursing” 
S5 “End of lif*” 
S6 S1 OR S2 OR S3 OR S4 OR S5 
 
S7 “Long Term Care” OR “Nursing Home Patients” 
S8 “Nursing Home Personnel” OR “Nursing Homes” OR “Nursing Home Patients” 
S9 S7 OR S8  
 
S10 “Nursing Assistants”  
 
S11 S6 AND S9 AND S10  
 
 
Third Search: (Conducted after committee meeting to include new article - ‘Kaasalainen, S., 
Brazil, K., & Kelley, M. L. (2014). Building capacity in palliative care for personal support 
workers in long-term care through experiential learning. International journal of older people 
nursing, 9(2), 151-158.’) 
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Appendix C: Recruitment Poster for Staff Room 
Date 

Participants Needed for Research Study: Health Care Aides’ (HCAs) Conversations with 

Families About End-Of-Life and Dementia 

Department of Applied Health Sciences 

Do you have experience talking to families about residents who have dementia and are dying or 

nearing end-of-life? 

Your participation would involve: Participation in one interview and participation in one focus 

group. 

 For more information about this study, or to volunteer for this study,  
please contact:  

Natalie Meisenburg, MA Student 
Department of Applied Health Sciences 

Brock University 
Email: nm12uw@brocku.ca 

 C
all N

atalie M
eisenburg  

905- 688-5550 
X

 5160  
 O

r  
Em

ail:  
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12uw
@
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C
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atalie M
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X

 5160  
O

r  
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ail:  
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12uw
@

brocku.ca   

C
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905- 688-5550 
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C
all N

atalie M
eisenburg  
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@

brocku.ca  
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Appendix D: Script for Staff Meetings 
 

My name is Natalie Meisenburg and I am a Masters student in the Faculty of Applied Health 
Sciences at Brock University. I am currently conducting research under the supervision of Dr. 
Lynn McCleary on Conversations with Families About End-Of-Life and Dementia. As part of my 
thesis research, I am conducting interviews with personal-support workers. This study is part of 
the Partnering Together to Improve Palliative Care in LTC Homes research project.   
 
As you play a key role in having these conversations with families and answering families’ 
questions, I would like to speak with you about your perspectives and experiences 
communicating and interacting with families about end-of-life when a resident has dementia and 
is nearing end-of-life or dying. The purpose of this study is to explore the experience of personal 
support workers (PSWs) and understand the conversations they have with relatives when a 
resident in a long-term care (LTC) home has dementia and is dying.  
 

Background Information 
- I will be undertaking interviews starting in [insert date].  
- The interview would last about one hour and would be arranged for a time convenient to 

your schedule.  
- Focus group to confirm the findings after the interviews are complete.  
- Involvement in this interview is entirely voluntary and there are no known or anticipated 

risks to participation in this study.  
- The questions are about your experiences (say sample questions from interview guide).    
- You may decline to answer any of the interview questions you do not wish to answer and 

may terminate the interview at any time. With your permission, the interview will be 
tape-recorded to facilitate collection of information, and later transcribed for analysis. 

- If you have any questions regarding this study, or would like additional information to 
assist you in reaching a decision about participation, please feel free to contact myself or 
Dr. Lynn McCleary at (905) 688-5550 X 5160 

- I would like to assure you that this study has been reviewed and received ethics clearance 
through the Brock University Research Ethics Board. However, the final decision about 
participation is yours. 

- After all of the data have been analyzed, you will receive an executive summary of the 
research results.  

 
I would like to provide you with an information letter which has all of these details along with 
contact names and numbers on it to help assist you in making a decision about your participation 
in this study [hand out information letter]. 
 
Thank you very much for your time. Once again, if you have any questions or concerns please do 
not hesitate to contact me at my research office number (905) 688-5550 X 5160. 
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Appendix E: Letter of Invitation for HCAs 
Date  
Principal Student Investigator:  
Natalie Meisenburg BA, Masters Candidate in Community Health   
Department of Applied Health Sciences  
Brock University, St. Catharine’s Ontario  
Tel: 905-688-5550 Ext: 5160 
nm12uw@brocku.ca 
 
Co-Investigator (CI) and Faculty Supervisor:  
Dr. Lynn McCleary RN, PhD  
Department of Nursing 
Brock University, St. Catharine’s Ontario  
Tel: 905-688-5550 Ext: 5160 
lmccleary@brocku.ca  
 
I, Natalie Meisenburg, Principal Student Investigator, from the Faculty of Applied Health 
Sciences, Brock University, invite you to participate in a research projected entitled ‘HCAs’ 
Conversations with Families About End-Of-Life and Dementia’, conducted by myself, under the 
supervision of Dr. Lynn McCleary, RN PhD at Brock University. This study is part of the thesis 
component of my Master’s Degree in Applied Health Sciences in Community Health. 
 
The purpose of this descriptive qualitative study is to explore the experience of health care aides 
(HCAs) and understand the conversations and interactions they have with relatives when a 
resident in a long-term care (LTC) home has dementia and is nearing death or dying.  
 
Should you choose to participate, you will be asked to participate in a 45-60 minute, individual 
face-to-face, audio-recorded interview. You will also be asked to participate in a focus group 
after the interviews are conducted to confirm the findings.  
 
If you have any pertinent questions about your rights as a research participant, please contact the 
Brock University Research Ethics Officer (905 688-5550 ext. 3035, reb@brocku.ca). 
 
 
If you have any questions, please feel free to contact me (see below for contact information). 
 
Thank you. 
 
Regards, 
 
  
Natalie Meisenburg 
 
If you have any comments or concerns about your rights as a research participant, please contact 
the Research Ethics Office at 905-688-5550 ext. 3035, reb@brocku.ca.  
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Should you have any questions about this study, you may contact me, Natalie Meisenburg, at 
nm12uw@brocku.ca or Dr. Lynn McCleary at Brock University at 905-688-5550 ext. 5160 
lmccleary@brocku.ca.  
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Appendix F: Interview Guide 
 

This interview guide is a guide to the interview topics to be covered. The interviewer will 
follow-up and explore responses of the participant and adapt the guide, it will also include 
prompts, to provide details and examples. Participants will be able to discuss their experiences 
having these conversations, how they use their knowledge and skills to have these conversations, 
barriers to these conversations, and what makes the conversations easier or difficult. 
 
Introduction: Thank you for agreeing to participate in this interview. Let me start by 
introducing myself. Introduce self and review confidentiality and privacy. 
 
Before we start, for the purposes of the transcription, would you please identify yourself, using 
only your first name and how many years you have held the role as a personal-support worker.  
 
Interview Guide 
 

1. What is it like for you to interact with families when a resident with dementia is nearing 
end-of-life? (Probe for examples and explanations) 

2. Please tell me about an experience you had talking about end-of-life or dying with a 
family member of a resident who had dementia. (Prompt: How did the conversation 
start? When do these conversations occur? Who initiated the conversation? What was it 
like for you? What went well? What didn’t go as well? In what ways was this 
conversation similar to other conversations you’ve had with families about death or 
dying of a resident who has dementia? In what ways was it different?) 

3. Thank you for this example, have you had other experiences talking to families when a 
resident with dementia was dying? Can you tell me about what these experiences are 
like? 

4. How comfortable do you feel having these conversations about end-of-life or dying with 
a family member of a resident with dementia? What contributes to your feeling 
comfortable or not with these conversations? 

5. What do you think families want to talk about in relation to end-of-life of residents who 
have dementia? 

6. Which people on the care team can answer families’ questions about end-of-life? Which 
people should answer these questions? (Probe for details about reasons for their opinions 
without asking why).  

7. Are there things that make it easier or more difficult to talk to families about dying or 
end-of-life? What kinds of questions or conversations are easier or more difficult? 

8. What would make it easier for you to interact with families when residents who have 
dementia are nearing the end-of-life? (Prompt: Anything that the LTC home could do? 
Anything that other staff members could do? Other activities or education that could 
prepare you more? 

9. Is there anything else that you think is important for me to know about your experience? 
 
Thank you, very much, for your time and the information you’ve provided. I will contact you in 
the in the next couple of months to see if you’d like to participate in a focus group to give 
feedback about the findings in this research study. 
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Appendix G: Demographic Background Questionnaire 

Please answer to the following questions to the best of your ability by writing X on the line 

where applicable. You may skip any questions that you do not wish to answer, and withdraw 

from the study at any time. Thank you for your time and participation.  

Please specify your gender:  

____ Male    ____ Female    ____Other  

2. What is your age in years? _______  

3. Among the following categories, what is your highest level of education?  

     ____ Secondary   ____ College/University Other (please specify) _______ 

4. How many years have you worked as a personal-support worker (PSW)? ______  

5. Please indicate your employment status at LTC HOME:  

____ Full-time  ____ Part-time  ____ Casual             

____ Casual Part-time  

6. How many years have you been working at LTC HOME?_________  

7. Have you received any training or education about having conversations at the end-of-life with 

patients, families, or colleagues?  

_____ No  _____ Yes. If yes  à What kind of training? ____________________  

     à When? ______________________  

8. Have you received any training about end-of-life or palliative care?  

_____ No                 _____ Yes. If yes      

àWhat kind of training? _____________     à When? ______________________  

9. About how many times have you experienced the death of a resident? 

  ____ Never    ____ 1-3 deaths    ____ 3-6 deaths  



  79 

 ____ 6-9 deaths   ____ 9-12 deaths    ____ 12+ deaths 
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Appendix H: Field Note Guide 
Descriptive Information 
 
 
Date of Interview 
 
 

 

Interview Number 
 
 

 

Participant Identification Number  
 
 

 

Setting (Physical setting, describe the social 
environment, direction of communication 
patterns [including non-verbal 
communication]) 
 
 

 

Descriptive Information on Setting 
 
 

 

Communication Patterns (including non-
verbal communication) 
 
 

 

 
 
Reflective Information (thoughts, ideas, questions, concerns) 
 
Response to Interview 
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Observations about Interview  
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Ideas/Thoughts about Data Analysis   
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Reflection of what I learned: what was it like 
doing this research? What felt comfortable? 
What felt uncomfortable? In what ways did I 
connect with informant? And in what ways 
didn’t I? 
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Appendix I: Data Maps 
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Appendix J: Informed Consent Form 
Informed Consent Form 
 
Title of Study: Health Care Aides’ Conversations with Families About End-Of-Life and 
Dementia 
 
Funded by:                  Canadian Institutes for Health Research 
 
 
Principal Student Investigator:  
Natalie Meisenburg BA, Masters Candidate in Community Health   
Department of Applied Health Sciences  
Brock University, St. Catharine’s Ontario  
Tel: 905-688-5550 Ext: 5160 
nm12uw@brocku.ca 
 
Co-Investigator (CI) and Faculty Supervisor:  
Dr. Lynn McCleary RN, PhD  
Department of Nursing 
Brock University, St. Catharine’s Ontario  
Tel: 905-688-5550 Ext: 5160 
lmccleary@brocku.ca  
 
Invitation: You are invited to participate in a study that involves research, entitled Health Care 
Aide’s Conversations with Families About End-Of-Life and Dementia, conducted by myself, 
Natalie Meisenburg, under the supervision of Dr. Lynn McCleary, RN PhD of Brock University. 
This study is part of the Partnering Together to Improve Palliative Care in LTC Homes research 
project. The purpose of this descriptive qualitative study is to explore the experience of personal 
support workers (PSWs) and understand the conversations they have with relatives when a 
resident in a long-term care (LTC) home has dementia and is dying.  
 
What’s Involved: As a participant, you will be asked to participate in (1) individual, audiotaped 
interview. The interview is expected to take 30-60 minutes. This is a single site project and LTC 
HOME is the only long-term care facility. The interview will take place at a setting of your 
choice (i.e. LTC HOME or Brock University) and will not occur during working hours. The 
interview will focus on your experience interacting with relatives and answering questions while 
providing care for residents who are nearing end-of-life and have dementia. You will be asked 
questions relating to your experience, you are able to withdraw from the interview at any time, 
and can refuse to answer any questions during the interview. You will also be asked to complete 
a short demographic questionnaire about your gender, age, role here at this site, years of 
experience and any educational training you have received about end-of-life or palliative care.  
 
After the data analysis has been conducted, you will be invited to a focus group with other 
PSWs’ to find out the summary of findings. This will ensure your viewpoints were accurately 
interpreted. If you are unable to make the focus group, a mailed copy of the findings will be sent 
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to you. If you have any questions, comments, or concerns regarding the analysis, you will be able 
to contact the researcher.  
 
Potential Benefits and Risks: There are no known or anticipated risks associated with 
participation in this study. You may find it beneficial to reflect on and share your experiences 
interacting with families about death and dying of residents.  
 
Confidentiality: All information you provide is considered confidential. If the research 
participant chooses LTC HOME for the setting of their interview, they may be identified by 
other staff whom will find out they are a research participant. Participants will be given a choice 
for the setting of the interview.  
 
Your name will not appear in any thesis or report resulting from this study; however, anonymous 
quotations may be used. Care will be taken by the researcher to ensure that direct quotations used 
do not contain information that may be potentially identifiable. Furthermore, because our interest 
is in the themes and average responses of the entire group of participants, you will not be 
identified individually in any way in written reports of this research.  
 
If you participate in the focus group after the interview, your comments about the study will be 
confidential. There is a limit on protecting confidentiality for the focus group as full 
confidentiality cannot be guaranteed on behalf of the other focus group participants. While the 
researcher will maintain confidentiality, the researcher cannot promise this on behalf of other 
participants, although it will be requested. Participants that choose to participate in the focus 
group will also be identified by other participants based on focus group attendance.  
 
Only members of the research team will have access to the digitally recorded focus 
group/interviews and the data from the questionnaires that you complete. Your identity will be 
protected. 
 
Data collected during this study will be stored on a password protected file on Brock 
University’s database. All paper data collection forms will be stored in a locked filing cabinet at 
Brock University. The digital recording files will be password protected and will stored on a 
secure server at Brock University. When the transcription is verified, the audio files will be 
deleted. All data will be stored on a secure server at Brock University. All information that you 
give will be kept at Brock University for five years, after which it will be destroyed. Only 
members of the research team will have access to the information. The research data will not be 
shared with anyone except with their consent or as required by law. 
 
Voluntary Participation: Participation in this study is voluntary. If you wish, you may decline 
to answer any questions or participate in any component of the study. Further, you may decide to 
withdraw from this study at any time and may do so without any penalty or loss of benefits to 
which you are entitled, including your work at LTC HOME. 
 
Interview with Member Check: The information you provide will be kept confidential. Shortly 
after the interview has been completed, I will send you a copy of the transcript to give you an 
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opportunity to confirm the accuracy of our conversation and to add or clarify any points that you 
wish.  
 
Publication of Results: The findings of this study will be published in the thesis report and a 
journal article. They will also be presented at research conferences. Your name will not be used 
and no information that discloses your identity will be released or published without your 
specific consent to the disclosure.  All information gathered in this study will be kept confidential.  
 
Contact Information and Ethics Clearance 
If you have any questions about this study or require further information, please contact Natalie 
Meisenburg or Dr. Lynn McCleary using the contact information provided here. If you have any 
comments or concerns about your rights as a research participant, please contact the Research 
Ethics Office at (905) 688-5550 Ext. 3035, reb@brocku.ca. 
 
Thank you for your assistance in this project. Please keep a copy of this form for your records. 
 
 
 
 
 
Natalie Meisenburg 
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Consent for Study- Participant  
 
I have read the information presented in the information letter about a study being conducted by 
Natalie Meisenburg, of Brock University. I have had the opportunity to ask questions about my 
involvement in this study and to receive additional details I requested. I understand that if I agree 
to participate in this study, I may withdraw from the study at any time. 
 
I agree to participate in this study. I understand that I will receive a signed copy of this form.  

 
 I agree to participate in interview  
 
 I agree to participate in focus group  
 
  I agree to have my interview and focus group audio-taped 
 

 
Participant Name (Please Print):  
 
____________________________________________ 
 
Participant Signature:  
 
____________________________________________ 
 
Date:                    
 
____________________________________________ 
 
 
Person obtaining consent: 
I have discussed this study in detail with the participant. I believe the participant  
 
understands what is involved in this study.  
 
 
 
 
______________________________________________________________________ 
(Name, Role in Study)  (Signature)     (Date) 
 
 
 
 
 
 


