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Abstract 

Very little research has been conducted on the experiences of nurses who care for 

patients with dementia. This study is an attempt to fill in some of the gaps related to the 

experiences of these formal caregivers. Much research has already been conducted on 

the experiences of both family caregivers and patients with dementia, yet the experience 

of a formal caregiver may be quite different. There may be unique challenges associated 

with providing nursing care to patients with dementia. This study allowed for a greater 

understanding of the complex care associated with dementia. With this increased 

understanding comes the opportunity to improve the quality of care for patients and the 

work life of the nursing staff. 

The purpose of my study was to explore the experiences of professional nurses 

who care for patients with dementia and gain an understanding of the lived experience of 

these nurses. Phenomenology was the method chosen. An unstructured interview 

approach was used to encourage participants to reflect on their clinical practice. 

Interviews were audio taped and transcribed for analysis. Eight nurses were interviewed 

from three long-term-care agencies in St. John's, Newfoundland. Several themes were 

identified from the data analysis including seeing beyond the confusion, caregiving as 

rewarding, meeting challenges, creating a caring environment, and being devalued by the 

nature of the caregiving work. These themes were interrelated and formed the essence of 

the nurses' experience caring for patients with dementia. Implications for nursing 

research, education, and practice were drawn from the research data. 

11 



Acknowledgments 

I would first like to express my sincere thanks to the nurses who took the time out 

of their busy schedules to share their thoughts and experiences with me. I admire your 

caring approach to patients with dementia. I have learned so much from your 

expenences. 

I want to express my gratitude to my thesis supervisor, Dr. Shirley Solberg, for 

her guidance, wisdom, and gentility. I truly admire your commitment to students and 

research. Also, a sincere thank you to my other thesis committee member, Karen 

Parsons, for her support and availability. 

A special thank you to Sherida Healy and Michelle Osmond for their assistance in 

recruiting participants for this study. 

I acknowledge and appreciate the financial support received from the ARNNL 

Education and Research Trust, Newfoundland and Labrador Nurses' Union, General 

Hospital School ofNursing Alumni, Health Care Corporation of St. John's, and The 

Canadian Gerontological Nurses' Association. 

I want to make a special mention of my colleagues at the Centre for Nursing 

Studies, especially Pam Ward, Denise English, and Kathy Stevens, for their continual 

support and encouragement during the completion of this thesis. 

Finally, I want to thank my family for their love and support. To my parents, 

Ralph and June Earle, I am forever grateful for your endless encouragement. You have 

taught me to have faith in myself. To my husband, James, I sincerely appreciate your 

love, support, and wonderful sense ofhumor. 

ll1 



Table of Contents 

Abstract 

Acknowledgments 

Chapter 1 Introduction 

Background to the Study 
Purpose 
Rationale for the Study and Problem Statement 
Research Question 

Chapter 2 Review of Literature 

Reflections on Caregiving 
Stress Associated with Caregiving 
Attitudes of Staff Caring for Patients with Dementia 
Communication and Dementia Caregiving 
Support and Education of Staff Involved in Dementia Care 
The Importance of the Physical and Social Environment in 
Dementia Care 
Summary 

Chapter 3 Methodology 

Phenomenology 
Methods 

Criteria for Participation 
Data Collection 
Setting 
Data Analysis 
Ethical Considerations 
Credibility 

Chapter 4 Findings 

Seeing Beyond the Confusion 
Caregiving as Rewarding 
Meeting Challenges 
Creating a Caring Environment 
Being Devalued by the Nature of the Caregiving Work 

lV 

11 

lll 

1 

1 
3 
3 
5 

6 

6 
10 
15 
17 
20 
24 

27 

30 

30 
35 
36 
37 
38 
38 
39 
40 

42 

42 
48 
52 
60 
64 



Chapter 5 Discussion 

Seeing Beyond the Confusion 
Caregiving as Rewarding 
Meeting Challenges 
Creating a Caring Environment 
Being Devalued by the Nature of the Caregiving Work 

Chapter 6 Limitations, Nursing Implications, and Summary 

Limitations 
Nursing Implications 

Nursing Practice 
Nursing Education 
Nursing Research 

Summary 

References 

70 

71 
72 
73 
78 
80 

83 

83 
84 
84 
87 
89 
91 

92 

Appendices 100 
Appendix A: Letter to Clinical Educators 101 
Appendix B: Consent Form 102 
Appendix C: Sample Interview Guide 103 
Appendix D: Letter of Approval from the Human Investigation 104 

Committee 

v 



Chapter 1 

Introduction 

This study is an examination ofthe experiences of professional nurses who care for 

patients with dementia. Dementia is defined as a "reduction or impairment of multiple 

cognitive abilities, including memory, sufficient to interfere with self-maintenance, work, or 

social relationships" (Weiner, 1996, p. 3). More broadly, it refers to a loss of intellectual 

ability that interferes with daily functioning. Dementia has an overwhelming impact on all 

aspects of daily life for the individual and those who care for them, whether they are family 

members or formal caregivers (Andresen, 1995). 

Background to the Study 

1 

The number of Canadians affected by dementia is rising with the demographic trends 

of the aging baby boomers and increasing longevity. The Canadian Study of Health and 

Aging (1994) found that 364,000 Canadians over age 65, or 1 in 13, have some form of 

dementia. The study also reported that 1 in 3 Canadians over the age of 85 have dementia. 

The most rapidly growing age group in Canada are those 80 years and older, which will more 

than double from 920,000 in 2000 to 1.9 million in 2026 (Statistics Canada, 2001). It follows 

then that as this group doubles, the number of Canadians affected by dementia will likely 

double as well. 

Given the population projections and the fact that over 52% of Canadians know 

someone with dementia, and almost 25% have someone with dementia in their family 

(Alzheimer Society of Canada, 1997), increasing our understanding of this condition and the 

complex care associated with it is an important area for nursing research. The provision of 
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nursing care to patients with dementia involves attending to all aspects of the individual's life 

and presents unique challenges for nurses (Joyce & Kirksey, 1996). Frustration can result as 

the nurse tries to deal with the many problem behaviors associated with dementia. These 

include agitation, aggression, wandering, paranoia, suspiciousness, and sleep disturbance just 

to name a few. The successful nurse caring for patients with dementia must have a large 

repertoire of coping skills, behavior management techniques, and communication skills 

(Holden & Woods, 1995). 

Many researchers have explored the concept of care giving from the point of view of 

informal caregivers, mainly a family member. Yet, very few studies outside of Sweden have 

examined the experience of professional nurses who care for clients with dementia on a daily 

basis. As a researcher, I was interested in the complexities of care required and the nature of 

the caregiving experience from the point ofview of nurses. The experiences of professional 

nurses in long-term care institutions are very different from those of family caregivers and 

were worth exploring in more detail. 

This study examined the experiences of individual nurses who care for patients with 

dementia on a regular basis. I was interested in discovering what it was like to care for these 

patients on a daily basis. My own clinical practice experience caring for patients with 

dementia suggested that the care was very complex and challenging and required a great deal 

of knowledge and skill. By interviewing the nurses and allowing them to reflect on their 

caregiving experiences, and analyzing the data using a phenomenological method, I hoped to 

gain an understanding of the lived experience of these nurses. 



Purpose 

The purpose of this study was to gain an understanding of the lived experience of 

professional nurses who care for patients with dementia. 

Rationale for the Study and Problem Statement 
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The nature of caring for patients with dementia has implications for nursing practice, 

education, and research. There is a wealth of research on the effects of caring for cognitively 

impaired older adults by informal caregivers in the home setting (e.g., Acton & Winter, 2002; 

Almberg, Grafstrom, & Winblad, 1997; Koch, Marks, & Ho.fineyer, 2002; Macpherson, 

Eastley, Richards, & Haq Mian, 1994; Moniz-Cook, Millington, & Silver, 1997; Moyle, 

Edwards, & Clinton, 2002). There is substantial literature on assessing the situation and 

improving care of cognitively impaired patients and their informal/family caregivers 

(Chappell & Novak, 1994). Research has also been carried out on the disruptive behaviors in 

patients with dementia but the focus has been on patterns and correlates of behavior or 

techniques to use when caring for a confused patient rather than the impact on formal 

caregivers (Eliopoulos, 2001). Very few studies have explored the experiences of formal 

caregivers, namely nursing staff who provide the complex care required by patients with 

dementia. Another area that is lacking in the research literature is whether there are 

differences in distress levels of staff who care for cognitively impaired older adults and those 

who care for mentally alert older adults (Middleton, Stewart, & Richardson, 1999). While 

my study is not comparative, it will help to determine some of the stressors that are specific 

to the care of patients with dementia. 
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Studies have shown that high stress levels in family members or informal caregivers 

result from caring for individuals with dementia and this high stress level is often referred to 

as burden (Morris, Morris, & Britton, 1988). It follows then that formal caregivers may also 

experience high stress levels (Macpherson et al., 1994). The research that has been 

conducted in the area of formal care giving suggests that the nature of the heavy work, the 

agitation and aggression of patients, and the difficulty in forming meaningful relationships, 

results in stress for the staff(lneichen, 1990; Mace, 1990). I was interested in exploring 

these stressors in more detail as well as other stressors that may exist. I was also interested in 

exploring rewarding aspects of this care giving experience. Surely not all staff who work 

with this patient population over a long period of time, experience stress and burnout. What 

is it about those who find the experience rewarding that makes them different from those 

who develop burnout? 

The experiences of nursing staff in long-term care agencies may be quite different 

from those of informal caregivers. It may be that the nursing staff experience much less 

stress than the informal caregiver. The nursing staff would likely not have known the 

individual prior to the development of the cognitive impairment and may not feel that same 

connection to the person as the family member would. It may be more difficult for staff to 

relate to the individual not having known their personality before the illness. Perhaps this 

difference makes the caregiving experience more stressful for the staff. These are just 

possibilities but are worth further exploration. 

This study also has educational implications for nurses. One very important issue is 

whether nurses feel they have the necessary knowledge and skills to care for this client 

population. The study may identify specific learning needs of nurses who care for patients 
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with dementia. It will also likely identify the strengths of the staff and specific coping skills 

they utilize. The literature demonstrates that there is a definite need for educational 

opportunities with respect to dementia care (Bowden & Leduc, 1994; Wagner, 1997; Wilen, 

Harman, & Alexander-Israel, 1997). The identification ofleaming needs would allow for the 

development of an educational program specific to the needs of this group of staff. Such an 

initiative has the potential to greatly enhance the quality of care provided to patients with 

dementia and improve the quality of work life for the nurses. 

Enhancing the quality of care for patients with dementia will become even more 

important as our population continues to age. By the year 2030, it is estimated that three­

quarters of a million Canadians will be affected by Alzheimer's disease and related 

dementias (Alzheimer Society of Canada, 1997). The costs to society will be high and the 

need for institutional care will become greater as the population ages. Thus any attempt to 

improve the quality of care, and the work life of nurses who provide this care, is an important 

research endeavor. Understanding nurses' experiences is an important first step. 

The phenomenological method was an appropriate approach for examining the work 

life of nurses providing care to patients with dementia. The goal of this study was to 

understand and interpret the lived experiences of these nurses in their daily work life. The 

phenomenological approach allowed me to illuminate the rewards and challenges of the 

care giving experience. It also allowed for a greater understanding of the knowledge and 

skills required by nurses and the complex care required by patients with dementia. 

Research Question 

The main research question for this study was what is it like for nurses to care for 

patients with dementia? 



Chapter 2 

Review of Literature 
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Research in the area of dementia caregiving has focused mainly on the experiences of 

informal or family caregivers. While these studies make a significant contribution to 

understanding the complexities of caring for a person with dementia, it is outside the scope of 

this chapter to review the experiences of informal caregivers. Studies that explore formal 

care giving, specifically by professional nurses, are the focus of this chapter. Areas of interest 

include reflections on care giving, stress associated with caregiving, attitudes of staff caring 

for patients with dementia, communication and dementia caregiving, support and education 

of staff involved in dementia care, and the importance of the physical and social environment 

in dementia care. 

Reflections on Caregiving 

How do nurses see their caregiving role with patients who have dementia? Several 

researchers have carried out studies asking staff to reflect on their caregiving experiences 

with this patient population. Much of the research comes out of Sweden by researchers at the 

University ofUmea and Lund University (Berg, Hallberg, & Norberg, 1998; Hansebo & 

Kihlgren, 2001; Olsson & Hallberg, 1998). All three studies used a phenomenological­

hermeneutic approach to examine nurses' reflections on caregiving. Some differences were 

noted in the setting and methods of data collection, yet the content of the nurses' reflections 

were very similar. The similarities relate to the interdependency between staff and patients, 

the difficulty interpreting the needs of patients with dementia, and the importance of 



considering the patient's past in order to provide quality care and maintain the patient's 

dignity. 
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One of very few studies to specifically examine the experiences of nurses was by 

Berg et al. (1998). These researchers interviewed nurses working on a ward for patients with 

severe dementia. The purpose was to encourage the nurses to reflect on dementia care, the 

patients, and themselves in their daily caregiving. Caring for people with severe dementia 

was seen as an intertwined life world that stems from making and doing together. It required 

delicate interpretive work on the part of nurses. The intertwined life world is a description of 

the relationships between the nurses and patients as being mutually dependent. Making 

referred to completing necessary tasks for the patient' s well being. Depending upon the 

patient's reaction and the nurse's approach, this could result in positive or negative 

interactions. Doing together referred to the nurse and patient being together and sharing each 

day, which also had both positive and negative dimensions. The positive aspects centered on 

closeness with the patients, while the negative aspects included lack of feedback from the 

patients, suspicious/distrustful behaviors, and aggression. The delicate interpretive work 

related to the difficulty in understanding the needs of patients with dementia. Overall, the 

nurses highlighted the need to have a great deal of patience in order to provide quality care 

and maintain the patient's dignity. 

Similarly, Hansebo and Kihlgren (200 1) asked nurses to reflect on caring for patients 

with dementia. These researchers used videotaped interactions between nurses and patients 

as hermeneutic prompts to interview the nurses. Specifically, the caregivers reflected on 

themselves, the patients, the context, and the work itself. Caregivers described their 

experiences as rewarding and worthwhile. The main point that came through was the need to 
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maintain a sense of dignity for the patients and themselves. When the caregivers reflected on 

themselves self-criticism became evident. They realized they were not always encouraging 

patients to use their remaining capabilities and not involving them in decision-making. They 

examined their own caring philosophy and highlighted the need to always respect the 

patients. Reflections about the patients focused on difficulty understanding and interpreting 

the world of patients, the patients' behavior and personality, the need for support, and the 

patients' awareness ofthe caregiver' s mood. Reflections focusing on the context and the 

work itself revealed caregiver's satisfaction with their work but also identified was the need 

to have patience. Insufficient time, inadequate staff, and lack of response from patients were 

factors that led to stress, however moments of co-operation and mutuality were very 

rewarding. The caregivers' level of experience and training, along with co-workers' attitudes 

(positive and negative) were factors that influenced how they approached the patients. 

Olsson and Hallberg' s (1998) study also demonstrated that staff had difficulty 

interpreting the needs of patients with dementia but again the staff recognized the need to 

treat all persons with dignity and respect. They interviewed home care staff who received 

clinical supervision sessions while caring for clients with dementia in their homes or 

sheltered accommodations. The staff reflected on four key areas, the patients' personal 

situation, the patients' environment, the interaction between the staff and patients, and the 

staffs situation. Some of the findings of this study were unique in relation to caring for 

patients with dementia in their home environment. Reflections on the patient's personal 

situation focused on disease related behaviors such as agitation and suspicion, difficulty 

interpreting the patient's needs, the importance of social support for patients, and how 

dementia affects the patient' s self-esteem particularly in the early stages. In relation to the 
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patient's environment, the staff discussed the differences in care needs based on the type of 

housing. The benefits of staying in their own home versus a sheltered accommodation were 

discussed. The level of resources, access to activities, and inadequate space in the sheltered 

housing were other areas explored. When reflecting on their interaction with the patients, the 

staff explained that they were not always sure of the best approaches to care, whether it was 

better to validate the patient's feelings or orientate them to reality. Improving relationships 

with families was also discussed. With regard to the staffs own situation, they reflected on 

the importance of maintaining a good working relationship with other health care 

professionals involved in the patient' s care. 

In addition to the studies described thus far, a key project in Newfoundland and 

Labrador also explored how nurses in long-term care reflected on their practice. The 

Association ofRegistered Nurses of Newfoundland and Labrador (ARNNL) and the 

Newfoundland and Labrador Nurses Union (NLNU) formed a working group to "identify 

issues and recommend strategies to enhance the role ofRNs in institutional long-term care 

facilities" (ARNNL & NLNU, 2002, p. iii). The working group conducted a literature 

review, surveyed nurses in long-term care, consulted with stakeholders in the long-term care 

sector, and examined their own professional experiences. The majority of nurses who 

responded to the survey, reported they did not feel valued by their coworkers and managers. 

They indicated that they enjoyed their work, but many issues such as workload, relationships 

with management, licensed practical nurses (LPNs) and others, had an impact on their work 

satisfaction. A total of 83% of the nurses indicated they did not feel valued by the work they 

do. Nurses felt valued by residents and their families, but felt undervalued by LPNs and by 

acute care nurses. A high majority (85%) indicated they felt like "second class nurses" 
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(p.12). There was a perception that long-term care nurses do not require the same level of 

knowledge or skill as nurses in other areas of practice. Based on these and other findings, the 

working group recommended changes to the practice environment in long-term care to 

ensure quality professional practice. 

Stress Associated with Caregiving 

The stress associated with dementia caregiving has received much attention in the 

research literature. The stress of caring for patients with dementia could be expected to have 

a negative impact on nurses' work. At least five studies specifically examined the stress 

associated with caregiving for patients with dementia. While some of these studies examined 

the effects of disruptive behaviors on the staff (Hellzen, Asplund, Sandman, & Norberg, 

1999; Middleton et al., 1999), others focused more broadly on the stress related to dementia 

caregiving (Chappell & Novak, 1994; Rodney, 2000), and one was more general in that it 

looked at stressors and reported coping strategies (Clinton, Moyle, Weir, & Edwards, 1995). 

These studies differed in the methods used to collect the data but the findings were similar in 

that all studies specific to dementia revealed that caring for the patients was stressful in some 

way. 

One of the most difficult aspects of caring for patients with dementia is the disruptive 

and often aggressive behaviors of these patients. The philosophy and organization of care 

(e.g., special care versus traditional care units) can make a difference to the level of stress 

experienced by staff (Middleton et al., 1999). According to this study staff on special care 

units for dementia were less distressed with disruptive behaviors than those on traditional 

units. Staff on the special care units reported an increased incidence of disruptive behaviors 
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but viewed aggressive acts as related to the disease, whereas staff on traditional units viewed 

it as an attempt to harm. The study indicated that staff on special care units have specialized 

knowledge and skill in handling disruptive behaviors. 

Similarly, Hellzen et al. ( 1999) looked at the impact of disturbing behaviors on 

nursing staff. They conducted narrative interviews with 15 caregivers on a psychiatric ward 

in Sweden. While the study was not specific to dementia care, it is included here since the 

disturbing behaviors of clients with dementia are often the most stressful aspect of the 

care giving expenence. Several themes were identified. Experiencing a sense of losing 

control was related to the staffs inability to understand the patient's behavior. They found it 

difficult to see any meaning in their work due to their limited knowledge of the disease 

process. Experience of an inverted position of power related to the caregivers descriptions of 

feeling 'infected or soiled' by the patient. They saw the patient as a victimizer as a result of 

being exposed to physical violence and humiliation. Experience of being a victim was 

evident when caregivers described feelings of ambivalence about how they viewed the 

patient. They saw the patient as a person for whom they should feel compassion, yet they 

were crushed by the patient' s actions and felt victimized. Experience of their own dark side 

related to the ambivalence they felt over the fact that they should be providing quality 

nursing care, but the reality was they felt hurt and humiliated by the patient's actions. This 

led them to see a darker side to their own personality. 

Other studies specifically examined the stress related to dementia caregiving 

(Chappell & Novak, 1994; Rodney, 2000). These two studies were similar in design and 

findings. In Rodney' s study, the. stress associated with caring for a highly aggressive resident 

was significantly higher than caring for a less aggressive resident. Overall, nurse stress 
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levels were moderate and resident aggression was significantly related to an increase in nurse 

stress. 

The level of stress did not vary by level of nursing education. The stress of nursing 

assistants was similar to that of nurses in relation to aggressive behavior by patients 

(Chappell & Novak, 1994). Just over 88% of the sample reported they had spent some time 

in bed sick, missed days from work sick, or used pain relievers. Younger staff and those 

working full-time tended to have more physical stress. There was no significant relationship 

between the level of mental impairment ofthe patients and the difficult patient behaviors. In 

other words, the diagnosis of dementia was not a significant predictor of difficult behaviors. 

It would follow then that caring for patients with dementia is only stressful when the patient 

exhibits difficult behavior. 

Nurses' perceptions of stressors and how they cope also indicates the degree of stress 

these formal caregivers experience. An Australian study addressed nurses' perceptions of 

stressors and their coping strategies in caring for patients with dementia (Clinton et al., 

1995). A total of92 stressors were identified. Nurses perceived difficult/disruptive resident 

behaviors as the most frequent stressor in their work (55%). In relation to the coping 

behaviors used by the nurses, 48% were adaptive strategies such as maintaining a 

professional attitude and problem solving, support from peers, family, and friends, and 

getting advice. Six out of the ten nurses in the study used maladaptive strategies (e.g. 

withdraw! coping and becoming detached) more frequently. This finding points to the need 

for support and education of nurses regarding coping strategies when caring for patients with 

dementia. 



A second means of discovering the stress associated with dementia caregiving is to 

examine outcome measures such as psychological health, staff satisfaction, and burnout. 
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Two studies dealt with these issues. One looked at satisfaction among nurses, licensed 

mental nurses, and licensed practical nurses caring for patients with dementia in Sweden 

(Welander Hansson, Hallberg, & Axelsson, 1995), while the other examined work stress 

among nurses, nurses' aides, and activity workers in rural Canada (Morgan, Semchuk, 

Stewart, & D' Arcy, 2002). These two studies differed in terms of the design, location, and 

the fmdings. Welander Hansson and co-researchers conducted a descriptive correlational 

study and recruited 134 nursing staff from the three long-term care agencies. They found 

that the staff were satisfied with their work and the nursing care they provided. Nurses were 

significantly more satisfied than staff with less training, such as nursing assistants. Overall, a 

low degree of burnout and work related strain was noted across all 3 sites and groups of staff. 

In contrast, Morgan et al. (2002) found that job strain was a major theme identified 

among nurses, nurses' aides, and activity workers. Sources of work related stress included 

the workload itself, insufficient skills, and integration of patients with dementia in the 

general nursing home population. All of the staff were concerned about not having sufficient 

time to meet the psychosocial needs of patients. There was also a perception by the staff, 

particularly the nurses' aides, that they lacked the skills needed to care for patients with 

dementia. However, all three groups reported that as they learned specific behavior 

management techniques, they became more confident in their ability to care for patients with 

dementia. The specific behavior management techniques were not identified. 

Other studies examined work-related stress in gerontology. These studies were not 

specific to caring for patients with dementia but are summarized here since a high percentage 
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of patients in long-term care institutions suffer from varying degrees of dementia. It is 

possible that some of the sources of stress in gerontology could be related to care of patients 

with dementia. Two studies dealt with stress of caring for the elderly (Duquette, Kerouac, 

Sandhu, Ducharme, & Saulnier, 1995; Macpherson et al., 1994). Both studies used a 

descriptive correlational design but measured different outcome variables. 

Macpherson et al. (1994) examined the psychological health of nursing staff caring 

for the elderly in the United Kingdom. Rates of psychological disturbance of nursing staff 

were consistently low across all sixteen units where staff were recruited. This was an 

unexpected finding given that the stress levels of family caregivers in the community are 

reportedly high. The finding was attributed to the fact that professional caregivers receive 

financial gain and have professional support structures in place, they work shift work, not 

twenty-four hours per day, and do not have the long-term personal relationships with the 

clients as is the case for family caregivers. Undoubtedly, the experiences of professional 

caregivers are quite different than that of family caregivers and warrants further attention. 

The second study examined psychosocial determinants of burnout in geriatric nursing 

(Duquette et al., 1995). Hardiness and work stressors were found to be important predictors 

of burnout. Geriatric nurses with hardy personality traits were able to decrease strain and 

avoid burnout by attempting to understand and adjust to stressful events. Geriatric nurses 

who use positive coping methods and perceive support from management were also less 

likely to burnout. This study highlights the need to examine hardy personalities more 

closely. It leads to the question, how can nurses increase their hardiness in order to offset the 

chances ofbecoming burned out. Also noted was the importance of work support (e.g. 



support of superior, peer cohesion, and group involvement) as a factor that decreased the 

likelihood of staff becoming burned out. 

Attitudes of Staff Caring for Patients with Dementia 

There is no doubt that the attitudes of staff toward patients with dementia, has an 

influence on the care they provide as well as how they experience that work. Negative 

attitudes can lead to poor quality of care whereas positive attitudes can greatly enhance the 

quality of care and quality of life for patients with dementia. Three studies were found that 

explored the attitudes of health professionals caring for patients with dementia (Astrom, 

Nilsson, Norberg, Sandman, & Winb1ad, 1991; Mcintosh, Swanson, Power, & Rae, 1999; 

Normann, Asplund, & Norberg, 1999). These studies were quantitative but differed in 

design. 
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The choice of caregiving approach and the rationale for this choice was the focus of 

one study (Normann et al., 1999). Nurses' use of reality orientation versus a personhood 

focused approach to dementia care was examined. Reality orientation relates to reorienting a 

confused individual back to reality, in an attempt to reduce the confusion, whereas a 

personhood-focused approach relates to preserving and reconstructing the individual' s 

personhood by examining their past. It focuses on attention to the person's life history, 

values, culture, and self-identity. Nurses were presented with a case study followed by a 

questionnaire outlining 13 sets of statements, each with one reality orientation response and a 

personhood focused response. The majority of nurses chose the reality orientation approach. 

Nurses with post-basic education tended to choose the personhood focused approach more 

often. Education was likely more important than nursing practice in determining attitudes. 



Thus the need to increase education and training specific to dementia care is warranted, 

especially in relation to the need for a personhood focused approach rather than a reality 

orientation approach. 
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Less positive attitudes and reduced empathy correlated with burnout in one study of 

nurses on geriatric and psychogeriatric wards (Astrom et al., 1991). Staff with the lowest 

levels of empathy listed the patient's improvement and contact with colleagues as the most 

stimulating factors at work, while those with high empathy reported close contact with the 

patient as the most stimulating factor. Staff with high empathy were also at risk for 

developing burnout due to their deep involvement with the patient and those with low 

empathy were also at risk due to the lack of positive outcome in their work. Nurses and 

managers need to carefully examine these risk factors so that strategies can be developed to 

prevent the experience ofburnout by staff who care for patients with dementia. 

In the comparison of general practitioners (GPs) and nurses (RNs) with regard to 

perceived roles, attitudes, and stressors in the management of people with dementia, more 

than half of the sample reported that management of patients with dementia was moderately 

to very stressful (Mcintosh et al., 1999). The GPs reported more negative attitudes toward 

patients with dementia than RNs. Since the study used a convenience sample ofRNs and 

GPs who were attending an educational conference on dementia care, it cannot be considered 

representative of all GPs and RNs who care for patients with dementia. Those nurses who 

chose to attend the conference may have been the most interested and positive caregivers. 
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Communication and Dementia Caregiving 

Caring for patients with dementia requires an adaptation of the communication 

techniques employed with patients who have normal cognitive function. It is important to 

explore research studies in this area in order to understand the complexities of 

communicating with patients who have dementia and what it contributes to the knowledge of 

the overall experience. 

Three studies described by Jones (1992), a co-editor of the text Caregiving in 

Dementia: Research and Applications, examined communication patterns between nurses 

and patients with dementia. In the first study, the communication patterns between nurses 

and geriatric residents in a geriatric hospital in Vancouver, Canada, were explored (Jones & 

Jones, 1985). The second study, arising out of the first, examined nursing staffs perceptions 

of geriatric patients in terms of which residents they communicate with most or least and 

reasons for their lack of communication with certain residents. Following from the second 

study, Jones conducted a third study to determine whether specific training would lead to a 

positive change in the staff interaction patterns. 

Patients with dementia and those who were very hard of hearing received the least 

amount of communication due to communication barriers with the average being less than 15 

words spoken to residents during the times of peak personal contact (Jones, 1992). 

Commands were the most common type of interaction with all residents but were more 

frequent to residents with dementia and those with difficulty hearing. The absence of 

introductions and explanations of the care to be given was noted. The staff were aware that 

their interactions were being recorded and thus they may have said less because they were 

uncomfortable or fearful of saying the wrong thing. Nursing staff enjoyed caring for patients 
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who were cheerful and could interact socially. They tended to avoid residents they did not 

understand. The least favorite resident was someone they could not please despite their best 

efforts, or someone who made them aware oftheir own limitations. The staff expressed a 

desire to have information about the cause and nature of the disease process associated with 

dementia and techniques to help them better interact with these patients. Education sessions 

were held with nursing staff to discuss difficult patient behaviors, and a specific 

individualized plan of care was then formulated for one patient. Nursing staff found this 

patient much easier to care for and they were starting to understand her better and as a result 

they spent more time talking to her. The patient's behavior had changed in that her "bad 

moods" were less frequent; she was spending more time out of her room and taking part in 

activities. Thus the planned interventions and educational sessions with staff proved 

successful. The researcher went on to develop a model for communicating with residents 

who have dementia. 

Other researchers have examined how nurses initiate and terminate verbal interactions 

with patients experiencing dementia (Edberg, Nordmark Sandgren, Hallberg, & Axelsson, 

1995). Decreased verbal communication and strong task orientation were noted. The 

nurses' communication style either increased or decreased the vocal activity of the patient. 

The researchers pointed out that the nurses' knowledge of the patient' s impaired 

communication "creates a vicious circle" (Edberg et al., p. 165). When nurses do not expect 

patients to communicate appropriately, they become passive in their interactions, rather than 

providing the intense verbal cues needed by patients with dementia. There was very little 

evidence of reciprocity of communication in this study. 
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Three other studies dealt with issues such as how nurses come to understand patients 

with dementia (Haggstrom, Jansson, & Norberg, 1998), how nurses establish caring 

relationships with the patients (Rundqvist & Severinsson, 1999), and how effective the 

recommended communication strategies are when interacting with patients who have 

dementia (Tappen, Williams-Burgess, Edelstein, Touhy, & Fishman, 1997). All three studies 

were qualitative and used interviews to collect the data, but the study by Haggstrom et al. 

also used observation as a second method of collecting data. One difference in the study by 

Tappen et al. was that the researchers interviewed the patients experiencing dementia and not 

the nursing staff caring for these patients. Their aim was to determine whether moving away 

from traditional communication techniques such as closed-ended questions and simple 

concrete subjects, would benefit patients with dementia. Another difference relates to the 

methods used to analyze the data in each of these three studies. 

Caregivers develop their own personal ways of understanding patients with dementia 

(Haggstrom et al., 1998). Their understanding stemmed from their personal experience with 

childhood and motherhood, their knowledge about the client's life history and nature of 

disease, and personal talent. Affect attunement, i.e., familiarity with resident's affective 

behaviors, was seen as central to understanding the resident with Alzheimer's disease. The 

caregivers chosen to participate were those who were believed to be skillful in 

communicating and interacting with the residents and therefore a "false picture of paradise" 

might emerge from the fmdings (Haggstrom et al., p. 236). 

The caring relationships that nurses establish with patients who are experiencing 

dementia have been examined (Rundqvist & Severinsson, 1999). Six nurses who worked on 

a ward for patients with severe dementia were interviewed. The findings were interpreted 
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within a hermeneutic transformative process. Three main themes were identified. Touching 

pointed to the importance of touch as a means of communicating caring and included body­

contact, caresses, and hugs. Confirmation included factors such as 'inviting and being 

invited', being recognized by the patients, and demonstrating sensitivity for the patients' 

needs. The values in the caring culture included consideration, patience, and compassion. 

Factors in the physical environment such as the architecture and equipment and staffing 

resources impacted on their ability to create a caring culture. 

Communication strategies for interacting with people who have dementia have also 

been explored (Tappen et al., 1997). The purpose was to identify whether evidence exists to 

support such strategies as use of simple vocabulary, slowing the rate of speech, using closed­

ended questions, and use of distraction to avoid discussing negative feelings. Interviews with 

patients in the middle and late stages of Alzheimer' s disease were conducted and revealed 

that nurses used more closed ended questions than any other type, but no significant 

differences were noted in length or relevance of the patient' s response by type of question. 

Patients with dementia were able to respond to open-ended questions and over 80% of the 

patient's responses were relevant in the context of the conversation. Overall, this study 

identified several useful strategies for establishing a caring relationship with patients who 

have dementia. Broad openings, speaking as equals, establishing commonalities, and sharing 

of self were found to be helpful. 

Support and Education of Staff Involved in Dementia Care 

Some work has been done in the area of support for staff caring for patients with 

dementia and the need for ongoing education and training of nursing staff. Several research 
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studies identified the benefits of clinical supervision for staff caring for patients with 

dementia (Berg & Hallberg, 2000; Berget al., 1998; Berg, Welander Hansson, & Hallberg, 

1994; Edberg et al., 1995; Graham, 1999; Hansebo & Kihlgren, 2001; Olsson, Bjorkhem, & 

Hallberg, 1998; Olsson & Hallberg, 1998). The clinical supervisor's direct role was to assist 

staff to regularly reflect on and interpret their work experiences and provide support to the 

staff. The clinical supervisors also assisted nursing staff in confronting the complexities of 

their daily work, the aim being to make the nurses own knowledge more explicit. The 

clinical supervisors were considered experts in the field of dementia caregiving and offered 

specific educational sessions to nursing staff on approaching and interpreting demented 

people, dealing with aggression, anxiety, and insomnia, attitudes toward demented people, 

and practical problem solving. 

The clinical supervision studies overlap to some degree with those mentioned 

previously in the section Reflections on Caregiving because one of the main roles of clinical 

supervisors was to assist staff to regularly reflect on their nursing practice. Some of the 

specific benefits of the clinical supervision noted in the research include decreased feelings 

ofburnout and tedium (Berget al., 1994; Graham, 1999), nurses' perception of increased 

support (Berg & Hallberg, 2000), increasing nurses' knowledge, understanding, interest, 

commitment to caring for people with dementia, and better understanding of colleagues 

(Olsson et al., 1998), and increased quality of cooperation with the patients (Edberg et al., 

1995). 

The need for ongoing education and training of nursing staff caring for patients with 

dementia has been widely recognized. Keady (1996) pointed out that a review of mental 

health nursing by the Department of Health in London, England, found an under-investment 
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in training, support, and supervision for nursing staff with respect to the complex needs of 

patients with dementia. In Canada, a needs assessment of home care workers was conducted 

by the Alzheimer's Society and Home Support Canada (1992) and indicated that there was a 

general lack ofknowledge about the disease and inadequate training and information 

resources. Managers and front-line workers felt that training in dementia caregiving was 

essential. To address these issues, the two organizations worked together to develop a 

training resource specific to meet the needs of home care workers. They released the 

resource Alzheimer Disease: Care at Home in September 1993 (Bowden & Leduc, 1994). 

At least four studies examined the benefits of educational programs for staff caring 

for patients with dementia (Ragneskog, Kihlgren, Karisson, & Norberg, 1993; Schonfeld, 

Cairl, Cohen, Neal, Watson, & Westerhof, 1999; Skog, Grafstrom, Negussie, & Winblad, 

2000; Wilkinson, 1999). The findings of all four studies demonstrated the positive effects of 

education and training programs. 

In one study, nursing staff were trained in integrity promoting care for a period of one 

week and then given support in applying the new knowledge during a three month 

intervention period (Ragneskog et al., 1993). A similar ward at another agency was used as a 

control. Compared to the control ward, improvements were noted in the patients' behaviors 

and the quality of care. The staff reported that they found their jobs meaningful, engaging, 

and stimulating but they also felt that the workload was heavy. They reported mental strain 

resulting from difficult patient behaviors. The stress of caring for patients with dementia has 

been noted in studies mentioned previously (Clinton et al., 1995; Macpherson et al. , 1994; 

Middleton et al., 1999). 
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Similarly, a group of researchers at the University of South Florida, U.S.A., 

established a long-term-care training program to educate nursing home and assisted living 

facility staff to better manage residents with memory impairment (Schonfeld et al., 1999). 

They identified eight areas of content as the core of the curriculum including philosophy of 

dementia care management, individualized goals and activities, causes of dementia, 

identification of problem behaviors, behavioral management techniques, communication 

strategies, environmental modification, and staff stress management. Following the 

intervention, significant improvement was noted in the staffs knowledge base and this was 

maintained at a 3-month follow-up. With this increased knowledge of dementia care 

approaches, nursing staff were able to provide a higher quality of care. 

Education leads to empowerment of staff and better outcomes for patients with 

dementia (Skog et al., 2000). The patient with dementia was seen as the 'teacher' in a study 

that examined the experiences of 18 licensed practical nurses in Sweden. They participated 

in an educational program that provided theoretical and practical training in dementia care 

and followed a single patient throughout the educational program. Four main themes 

emerged from the data. Personal guide focused on the trainee's role of supporting the 

patient. They were taught to create a positive atmosphere for the patient and make the 

patient feel important. Developing a relationship related to the trainee's ability to see the 

patient as a unique individual as a result ofleaming about the patient's interests, life story, 

personality, symptoms, and remaining function. Reducing the working pace focused on the 

need for trainees to 'adapt' to the patient's needs by remaining 'actively calm' while 

providing care. It saved time, helped their relationship with the patient, and prevented 

misunderstandings. It also allowed the trainees to enjoy the work more. Investigative 
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mealtimes was the final theme and related to the many skills that were needed by trainees to 

make mealtimes pleasant for the patient. They had to be able to "integrate aesthetics, social 

skills, activity, communication, assistance/support, nutrition, environmental aspects, timing, 

observation of patient-patient relationships, symptoms of the disease, and ethnics [ ethnicity 

of patient], etc." (Skog et al., p. 293). Overall, the trainees were able to put theoretical and 

practical knowledge to work and establish a caring relationship with the patients. 

Similarly, Wilkinson (1999) conducted a study to evaluate an educational program 

designed to manage assaultive behaviors by patients with dementia. The number of assaults 

dramatically increased during the training program and may have been related to the 

Hawthorne Effect. That is, knowing that assaultive behaviors were being measured, the staff 

were more likely to report them or the education program may have improved the accuracy 

of reporting. The administration authorized hiring of additional staff. A key finding was a 

58% decrease in the number of injuries to patients during the training period, suggesting that 

the nursing staff learned to handle the assaultive behaviors more effectively and thus the 

quality of life of the patients improved. 

The Importance of the Physical and Social Environment in Dementia Care 

One final category of studies relevant to dementia care giving relates to the 

importance of the physical and social environment for patients with dementia. Special care 

units (SCUs) for patients with dementia are seen as having many advantages over traditional 

units in nursing homes. These include more individualized activities, less confusing stimuli, 

staffwho are specifically trained to meet the needs of patients with dementia, and more space 

to allow wandering (Andresen, 1995). Perhaps in the ideal special care unit all ofthese 
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advantages exist, but many units do not offer enough specific education and training for the 

nursing staff and as a result it can be difficult for nurses to optimize the physical and social 

environments for patients with dementia. 

A total of four studies examined the importance ofthe physical and/or social 

environments in dementia caregiving (De Young, Just, & Harrison, 2002; Kamer, 

Montgomery, Dobbs, & Wittmaier, 1999; McAiney, 1998; Morgan & Stewart, 1999). 

Morgan and Stewart examined the environment-behavior relationship in dementia care 

settings using a grounded theory approach. Nine staff and nine family members of patients 

with dementia were interviewed. In relation to the social environment, the following needs 

were identified, optimal stimulation and meaningful activity, human contact, safety and 

supervision, individualized care, and flexibility. In relation to the physical environment, the 

need for safety, homelike setting, optimal stimulation, cues, and options for privacy and 

social interaction, were identified. Overall, the social environment was perceived to have a 

greater impact on the patient's quality oflife and functional ability than the physical 

environment. 

The effectiveness of a behavior management unit (BMU) on difficult behaviors by 

patients with dementia was evaluated by DeYoung et al. (2002). A nursing home in northern 

New Jersey, U.S.A., opened the unit to provide intensive nursing, medical, and psychosocial 

management to meet the needs of patients with dementia who exhibit difficult behaviors. 

The sample consisted of all 32 patients on the BMU who were residents for at least 3 months. 

A one-group time-series, quasi-experimental design was used and data were collected at 

baseline, 2 weeks post-admission, 3 months post-admission, and 6 months post-admission. 



There was a significant decrease in disruptive behaviors from baseline to 6 months post­

admission. 

Some special care units have advantages for staff as well as patients with dementia. 
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Kamer et al. (1999) examined the impact of special care units (SCUs) and family 

involvement in relation to staff satisfaction. Special care units do not necessarily lead to 

more satisfied staff, but the critical elements related to staff satisfaction tended to be more 

prevalent in SCUs. Factors that lead to staff satisfaction included appropriate and kind 

administrative supervision, fair and consistent organizational structures, coworker teamwork, 

support for relating to patients as individuals, and a home-like environment. Family 

involvement was seen as both positive and negative depending on the particular family's 

coping mechanisms. 

There is a need to improve the quality of the work environment of nursing staff in 

order to improve the quality of care of patients with dementia (McAiney, 1998). The 

Empowered Aide Model (TEAM) was developed to enhance the work environment of staff 

caring for patients with dementia. The four components of TEAM include: empowerment, 

organization, education, and teamwork. An intervention study using the model was 

conducted to evaluate its effectiveness and feasibility of implementation. Successful 

implementation of the model resulted in reduced work related stress and improved staff's 

perceptions of the work environment. The use of such a model could certainly lead to 

improved work environments for nurses caring for patients with dementia. 
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Summary 

Our understanding and knowledge of the experiences of nurses who care for patients 

with dementia is informed primarily by the work done on nurses' reflections of care giving for 

this patient population. Studies on communication between nurses and patients with 

dementia offer additional insight. Other research areas that inform this phenomenon are 

stress associated with this caregiving, and attitudes ofstaffworking with these patients. 

Work on support and education of staff and the physical and social environment of dementia 

care helps to understand the context in which nurses try to provide care to patients with 

dementia. 

Some qualitative research has explored nurses' reflections about caring for patients 

with dementia. However, nurses in these studies received direct clinical supervision from 

experts in the field of dementia care. The clinical supervisors offered education and support 

to the staff and assisted the staff to regularly reflect on their nursing practice. In addition, the 

majority of these studies were carried out in Sweden where the work life of nursing staff may 

be quite different than in Newfoundland or Canada in terms of the workload, educational 

opportunities, support structures, etc. Nurses in my study were not receiving any direct 

clinical supervision on dementia care as described in these studies. It would be interesting to 

compare the results of these studies with my study to highlight the similarities and 

differences in nurses' experiences. 

The research literature suggests that caring for patients with dementia involves 

multiple stressors for nursing staff. The studies revealed that the diagnosis of dementia alone 

is not necessarily what causes stress for the nursing staff rather it is the behaviors often 

associated with dementia, such as aggression and agitation that likely leads to stress. 
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However, one quantitative study of nurses caring for patients with dementia reported a low 

degree ofbumout and work related strain. There are clear gaps in the literature related to the 

nature of the stress. We need to explore what specific stressors exist, other than difficult 

patient behaviors, and how nurses cope with the stressors. If dementia caregiving is indeed 

stressful, why do nurses continue to work with these patients over a long period of time? Is it 

that the rewards of the caregiving work outweigh the challenges and/or stressors? The 

answers to these questions need to be explored through further qualitative research. 

In relation to attitudes of staff caring for patients with dementia, the studies located 

were quantitative in nature. The importance of education in determining attitudes of staff 

was noted. Further qualitative studies are definitely needed to closely examine attitudes of 

nurses and factors that influence attitude formation toward patients with dementia. Clearly, 

there is limited research in the area of staff attitudes toward patients with dementia. 

Research studies were located that explored nurses' communication patterns with 

patients who have dementia. Deficiencies were noted in nurses' communication with 

patients who were demented as compared to patients with normal cognitive function. A lack 

of introductions to the patients was also noted. However, there was evidence to suggest that 

educating nursing staff and increasing their understanding of behavioral changes in dementia, 

would lead to improved communication. Further qualitative research is needed to explore 

how nurses adapt their communication techniques and what specific strategies they find most 

effective when interacting with patients experiencing dementia. One area of interest in my 

study was nurses' communication style in dementia caregiving. 
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The positive effects of educating nursing staff about dementia caregiving were noted 

in the literature. There was certainly support for the development of training programs to 

meet the educational needs of staff. 

The final area of interest related to dementia care giving was the importance of the 

physical and social environment. Illuminating the physical and social needs of patients has 

the potential to enhance their quality of life. It is also essential to highlight the needs of 

nursing staff in relation to the work environment. My study attempted to explore how nurses 

adapt the environment to meet the needs of patients and how the work environment impacted 

on their job satisfaction. 



Chapter 3 

Methodology 

Phenomenology was the method chosen for this research study. This method is 

concerned with the lived experience of individuals, specifically understanding their life 

experiences. This chapter will explore the phenomenological mode of inquiry as described 

by van Manen (1990) and then describe my use of a phenomenological method to examine 

nurses ' experiences caring for patients with dementia. 

Phenomenology 
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The modem extension of human science pedagogy by van Manen (1990) served as a 

guide in employing the phenomenological method to examine nurses' lived experiences 

caring for patients with dementia. Phenomenology as a methodology originated in the work 

ofHusserl and was later adopted by European existentialist philosophers such as Heidegger 

and Merleau-Ponty (Bochenski, 1965). van Manen was influenced by these European 

movements and began to examine human sciences, phenomenology and hermeneutics, while 

studying pedagogy in the Netherlands. van Manen' s text serves as a guide for pursuing 

human science research using the methods of phenomenology and hermeneutics. He makes a 

distinction between phenomenology and hermeneutics by noting that phenomenology is 

"pure description of lived experience", while hermeneutics is "an interpretation of experience 

via some text or some symbolic form" (p. 25). van Manen points out that there are 

conflicting views in the literature about the need for such a distinction and therefore he 

chooses the term "description" to include both the interpretive and descriptive elements. 
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van Manen (1990) presents a list of methodological suggestions relevant for 

researchers in nursing, psychology, and other professions who are interested in pursuing 

hermeneutic phenomenology as a methodology. He views the research approach as an active 

interchange among six distinct research activities. These include turning to a phenomenon of 

particular interest to the researcher, investigating experience as we live it rather than as we 

conceptualize it, reflecting on the essential themes which characterize the phenomenon, 

describing the phenomenon through the art of writing and rewriting, maintaining a strong and 

oriented relation to the phenomenon, and balancing the research context by considering parts 

and whole. 

Turning to the nature of the phenomenon requires a steadfast pledge to a phenomenon 

of particular interest to the researcher with the purpose being to "make sense of' the 

phenomenon under investigation. Phenomenology is always concerned with human 

experience and the goal is to gain a deeper understanding of some aspect of human 

experience. In this study, I turned to the phenomenon of dementia caregiving by nurses. I 

have a strong interest and commitment to this particular area of nursing research resulting 

from direct clinical practice experience with patients who have dementia. I am interested in 

what it is like for nurses to care for these patients on a daily basis. What are the rewards and 

challenges of this caregiving work? How well are nurses equipped to respond to the complex 

needs of patients with dementia? What coping mechanisms do nurses use to deal with 

behaviors such as aggression and agitation? This study attempted to find answers to these 

questions in order to gain a deeper understanding of nurses' experiences caring for patients 

with dementia. 
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Having experience or prior knowledge about the phenomenon under investigation can 

lead the researcher to make pre-suppositions or assumptions about the phenomenon. This 

can be problematic for phenomenologists. To avoid this problem, Husser! (1970b, p 33-42, 

cited in van Manen 1990, p.47) used the term "bracketing" to describe how researchers must 

put aside any pre-existing knowledge or assumptions they may have about the phenomenon. 

But van Manen asks the question, how do we truly put aside our knowledge ofthe subject? 

His answer to this is that researchers do not really need to "bracket" the information, rather 

they should make their knowledge explicit. He says that if we try to forget that which we 

already know, our presuppositions may re-surface into our reflections about the phenomenon. 

Thus for my study, I attempted to write about my own personal experiences caring for 

patients with dementia through the use of a journal. This journaling made me more aware of 

any biases or pre-suppositions I may have had and also helped to make my knowledge more 

explicit. 

The second research activity van Manen (1990) describes is "investigating the 

experience as we live it rather than as we conceptualize it" (p. 31 ). This involves becoming 

immersed in the phenomenon in order to understand the true nature of the lived experience. 

It means not taking anything for granted, except that meaning can be found in experience. 

van Manen states that personal experience of the researcher is an "ego-logical" starting point 

for phenomenological human science research (p. 54). Such was the case for this study. I 

believe that my personal experience caring for patients with dementia could possibly be 

similar to the experiences of other nurses. van Manen explains that we gather the 

experiences of others to allow ourselves to become more experienced. I felt that 

interviewing nurses about their experiences with patients who have dementia would certainly 
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dementia. 
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There are three ways of collecting human science research data: writing, 

interviewing, and observation (van Manen, 1990). I conducted unstructured interviews with 

nurses about their experiences caring for patients with dementia. The interviews were audio 

taped and transcribed for analysis. The interview, in phenomenological research, serves two 

distinct purposes according to van Manen. First, it is a means to collect data in order to 

discover a rich, deep understanding of a particular phenomenon. Secondly, it can serve as 

dialogue between the researcher and the participant about the meaning of the experience. 

When interviewing nurses about their experiences caring for patients with dementia, I kept 

both of these purposes in mind as a way to guide the interview process, but the focus was the 

first purpose described above. The nurses described their personal life experiences with 

these patients, but did not reflect on the meaning of these experiences. The focus was 

always, what is it like to care for patients who have dementia. It was through the rich deep 

descriptions of their experiences that I was able to understand what the lived experience was 

really like. 

van Manen (1990) describes the third research activity as "reflecting on the essential 

themes which characterize the phenomenon" (p. 30). He sees reflection as the method of 

grasping the essence of the experience. He defines themes as "meaning units" that give 

structure to the meaning of the phenomenon. The meaning then is constructed from the 

individual themes that are embedded in the experience under investigation. van Manen 

distinguishes between essential themes and incidental themes and points out that one of the 

most difficult aspects of human science research is delineating whether a theme is essential to 
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the experience or incidental. To do this, the researcher must decide whether the meaning is 

lost or changed, as a result of the removal of the theme in question. He uses the method of 

"free imaginative variation" to identify essential versus incidental themes. (p. 1 07) 

Three approaches to isolating themes from within the research data include the 

wholistic or sententious approach, the selective or highlighting approach, and the detailed or 

line-by line-approach (van Manen, 1990). These three approaches help in identifying the 

common themes of the experience. The researcher must then choose appropriate phrases 

from the data to "capture" the meaning of the themes. In my study, I used the selective or 

highlighting approach to identify the common themes of the nurses' experiences caring for 

patients with dementia. 

The fourth research activity that van Manen (1990) outlines is "describing the 

phenomenon through the art of writing and rewriting" (p. 30). He states that creating a 

phenomenological text is the method of bringing meaning to light. It is a way to make 

external, that which is internal, or "giving appearance and body to thought" (p. 127). 

Through the writing and rewriting of themes, the structure and hence meaning of the lived 

experience, is illuminated. 

Maintaining a strong and oriented relation to the phenomenon is another research 

activity that van Man en (1990) identifies. It requires an awareness of the human lived 

experience that aims for the strongest possible interpretation of the phenomenon. The 

research text must be deep and rich in meaning. It is through the writing of text that is rich 

and deep in meaning, that the researcher is able to externalize the lived experience. 

Throughout the research process, I maintained a strong and oriented relation to the 

phenomenon of caring for patients with dementia. I have a keen interest in the nature of this 
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experience from the viewpoint of nurses who provide the complex care required by patients 

with dementia. It was through the writing and subsequent rewriting of text that I was able to 

illuminate the nurses' experiences. 

The sixth and final research activity that van Manen (1990) outlines is "balancing the 

research context by considering parts and whole" (p. 31 ). While it is important to have clear 

research plans, van Manen warns not to get caught up in writing the details of the 

methodology until the actual study has been completed. He does point out that the researcher 

must have an overall picture in mind of how the study will proceed and how the text will be 

organized, but the details can be worked out as the research proceeds. For my study, I was 

better able to describe the research methodology once the data were collected and analyzed. 

Methods 

van Manen' s (1990) six research activities were utilized as my guide in examining 

nurses' experiences caring for patients with dementia. The phenomenon of concern was 

dementia care, and the focus was the experiences of nurses who provide this care. I was 

interested in how nurses reflect on and interpret their experiences in the provision of 

dementia care. This section is a description of the specific methods used in my study, giving 

rationale for the choice of phenomenology as the research methodology. 

The work life of nurses providing care to clients with dementia is an appropriate topic 

for the phenomenological method. The goal of my study was to understand and interpret the 

experiences of nurses in their daily work life with patients so affected. Many researchers 

have used the phenomenological method to study issues of direct nursing practice. Benner 

and Wrubel (1989) used this approach to examine nursing practice and the lived experience 
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of illness, the findings of which are presented in their book, The Primacy of Caring. This 

study stemmed from Benner's earlier work, which also used a phenomenological approach to 

explore the experience of clinical nursing practice. Benner and Wrubel stated, "because 

caring sets up what matters to a person, it also sets up what counts as stressful and what 

options are available for coping" (p.l ). It follows then that the caring experience is 

inherently stressful in some way and certain coping strategies are necessary. Using the 

phenomenological approach for my study illuminated the challenges and rewards of the 

caregiving experience as it relates to dementia care, as well as the specific coping 

mechanisms utilized by professional nurses. 

Criteria for participation. Participants for this study were recruited from three long­

term care agencies in St. John's, Newfoundland. I met with the clinical educator or clinical 

nurse specialist at each ofthe three sites to describe the study and seek their assistance in 

recruiting participants. The clinical educator and clinical nurse specialist were in an ideal 

position to assist since they were not directly involved in evaluation of the nurses. I asked 

them to explain the purpose of my study to nursing staff at their agencies. A letter was given 

to them clearly outlining the study purpose and method of data collection so that the same 

information was presented to all potential participants (see Appendix A). The clinical 

educator or clinical nurse specialist then discussed the study purpose with staff and contacted 

me with names and telephone numbers of nurses who agreed to participate. I made telephone 

contact with each nurse to obtain consent for participation in the study. At that time, I 

clarified any questions or concerns they had regarding taking part in my study. I arranged to 

meet participants at a time and place that was convenient for them. Written informed consent 



was obtained at that time. I made it clear to each participant, that I was not interested in 

obtaining information on individual patients. I was interested in exploring the nurses' 

experiences with patients who have dementia. 
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The participants for this study were selected based on their particular knowledge of 

the phenomenon of interest, caring for patients with dementia. Eight nurses were 

interviewed. Two other nurses had originally agreed but when contacted to set up the 

interviews, they both declined citing personal reasons. Demographic data was not collected 

on these nurse participants. 

Data collection. I began the interviews after the initial contact had been made with 

all participants and telephone consent had been obtained. At the time of the first interview, 

the written consent forms were signed (see Appendix B). The purpose of the interview was 

to explore the care giving experiences of nurses who care for patients with dementia. In other 

words, what was it like to care for these patients on a regular basis? 

Data were collected using unstructured interviews. Each interview was audio taped 

with the consent of the participants. Some sample interview questions were developed as a 

guide (see Appendix C). Rather than using these questions in a semi-structured way, the 

questions were developed as possible prompts for occasions when the nurses may have 

difficulty reflecting or elaborating on their experiences. I engaged in in-depth conversations 

with the participants, with the goal being to help the nurses describe their lived experience, 

without leading them. 

The time frames of the first interviews ranged from approximately 30 minutes to 75 

minutes. Following each interview, the audiotapes were transcribed for data analysis. The 
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time frame for data collection was 5 months. Data were collected during the summer months 

and thus some participants were difficult to reach due to holidays thus increasing the time 

frame for data collection beyond that which had originally been anticipated. 

Setting. Each interview was conducted at a time and place that was convenient for 

the participant. Four of the interviews were conducted in the researcher' s office and the 

other four interviews were conducted at the institutions where the nurses worked. The choice 

oflocation was the decision of the participant. The rooms were quiet and allowed the 

interviews to proceed with minimal interruptions. 

Data analysis. In phenomenological research, data collection and analysis occur 

simultaneously. The data analysis component of the research study involved isolating 

themes based on the selective or highlighting approach outlined by van Manen (1990). I 

became immersed in the data as a whole by listening to the tapes and extensively reading and 

re-reading the interview transcripts. Selective reading allowed me to identify statements that 

were particularly revealing. These were then highlighted and underlined as essential to the 

experience. These became the main themes of the experience. The thematic analysis was 

written using quotes from the transcripts as examples that captured meaning and provided a 

realistic portrayal of the nurses ' experiences. The themes identified were believed to capture 

the essence of the nurses' experiences caring for patients with dementia. The relationships 

between the themes were also examined in order to reveal the manner in which they fit 

together to form the essence of the lived experiences. 

Several meetings were held with members of the researcher's thesis committee during 
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the data analysis phase. During the first meeting, the main issues/topics arising from the 

interviews were discussed. Following this meeting, I identified several possible themes that 

were common to the interview data and sought feedback regarding these possible themes. I 

then proceeded with the thematic analysis and submitted a draft to the research supervisors. 

During the next meeting, the themes were discussed in more detail and feedback on the 

analysis was received. The themes were fine-tuned and re-submitted for examination by the 

research supervisors. I then proceeded further with the analysis phase to examine the 

relationship between the themes. 

Ethical considerations. Ethical permission to conduct this study was obtained from 

the Human Investigation Committee at Memorial University of Newfoundland (see 

Appendix D). Permission to recruit participants was granted by the directors of nursing at 

each of the three agencies. Written informed consent was obtained from each participant and 

witnessed at the first interview. The consent form included permission to audiotape the 

interview. Each participant also received a copy of the consent form with the researcher's 

name and telephone number on the form. 

Before the interview began, I again explained the study purpose and assured 

participants that they had the right to withdraw at any time. After the interviews had been 

transcribed, each transcript was numbered and coded to coincide with the consent forms. 

The consent forms, audiotapes, transcripts, coding notes, and my personal notes were all 

locked in a safe place. The consent forms were separated from the transcripts to further 

ensure confidentiality. Only the research supervisors and myself had access to the interviews 

and transcripts. I did not explore individual patient information, rather the overall experience 

of nurses caring for patients with dementia, was the focus. 
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The study did not involve any physical risks. However, the possibility existed that 

reflecting on work situations that were stressful or challenging, may lead to some degree of 

emotional discomfort. This potential risk was communicated to the nurses prior to the 

interviews and they all verbalized understanding of this risk. Despite this risk, the nurses 

agreed to participate and openly reflected on their experiences. At no time did any 

participant become emotional or upset. 

The participants were informed that a written report of the study findings would be 

made available to all three sites where nurses were recruited. They were informed that the 

report would not identify any of the participants by name. They were also told that any 

quotes used in the report would be anonymous, and the purpose of using direct quotes from 

the transcripts was to capture the nature and meaning of their experiences. 

Credibility. One of the most difficult tasks in qualitative research is to ensure 

credibility of findings (Sandelowski, 1998). A key question raised by Sandelowski was 

whether an outsider-expert can really give a "validity stamp" to a research project (p. 467). 

She believes that experts in a field can offer expert criticism rather than confer validity and 

encourages experts to help researchers move away from concerns over validation and focus 

on "craftsmanship and accountability" (p. 467). 

For this study I attempted to achieve credibility in several ways. I worked in 

collaboration with two faculty members from Memorial University of Newfoundland, School 

ofNursing. Both of the research committee members have much experience with the 

phenomenological method. One of the committee members also has considerable 

background in the area of dementia care giving. Several meetings were held with both of the 



committee members to assist me with the exploration and identification of themes. They 

consistently provided feedback and offered constructive criticism to allow me to move 

forward with thematic analysis. 
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Second interviews were conducted with some of the participants to further validate 

the findings. Following the first phase of data analysis, the participants were provided with a 

written summary of the themes enabling them to provide feedback on whether I had really 

captured their experiences. After several attempts to contact the participants, I was 

successful in interviewing four of the eight nurses who participated in the study. Three of the 

nurses confirmed that the themes captured their experiences. One nurse provided additional 

data to support slight revisions to the final theme. 

The themes were further supported by research studies already conducted in the area 

of dementia care giving. A more detailed discussion of the study findings in relation to 

published research literature will be presented in chapter five. 



Chapter 4 

Findings 

42 

What is it like to care for patients with dementia? How did the nurses reflect on and 

interpret their experiences? This chapter will explore the answers to these questions. The 

nurses in this study openly shared their experiences caring for patients with dementia and as 

a result I was better able to understand these experiences. The analysis of the interview 

transcripts revealed the following themes, seeing beyond the confusion, caregiving as 

rewarding, meeting challenges, creating a caring environment, and being devalued by the 

nature of the caregiving work. 

From a phenomenological point of view, these themes formed the structure of the 

nurses ' caregiving experiences. The themes were seen as interrelated and connected in such 

a way that each one was essential to understanding what it was like for the nurses to care for 

patients with dementia. Some overlap exists between the themes due to the nature of the 

caregiving experience. This chapter will explore each theme in detail, supported by direct 

quotes from the interview data. The quotes used were believed to best support the themes 

identified. 

Seeing Beyond the Confusion 

When looking at a person who has dementia, one will often see outward signs and 

symptoms of the disease process. One noticeable manifestation is confusion. Yet, when the 

nurses in this study looked at their patients, they did not focus on the outward signs and 

symptoms of the disease such as agitation and aggression. Instead they were able to see 

beyond the confusion and focus on the person inside the disease. 
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Seeing beyond the confusion meant that the nurses were able to understand the 

disease process and its influence on the patient's behavior and demeanor. It also meant that 

the nurses were able to imagine what life must be like for patients with dementia. Two main 

outcomes of seeing beyond the confusion were also noted. First, seeing beyond the 

confusion enabled the nurses to connect the patient's past with their present behavior and 

secondly, it enabled the nurses to treat the patients with dignity and respect. 

It was quite evident throughout the interview transcripts that these nurses had a 

remarkable ability to understand the disease process associated with dementia and its 

influence on the patient's behavior and demeanor. They were able to cope effectively with 

the associated behaviors such as agitation and aggression. They did not focus on the 

confusion and symptoms of the disease. They were able to see beyond these behaviors and 

always focused on the person inside the disease. The nurses talked about being able to cope 

with these behaviors by "not taking it personal". They were fully aware that the patient's 

behavior and demeanor resulted from the disease process and realized that it was not meant 

to be a personal attack against the nurse. As noted by one nurse: 

Well you just realize that it is not personal ... They don't 
understand what they are doing, let alone what you are 
doing ... All she knows, is that you are stripping her clothes 
off .. You spent your whole life not letting strangers really 
touch you ... So all of a sudden, you are expected, now that you 
have dementia, to turn around and okay do what you want with 
me ... You have got to realize, that they are not comprehending. 
They are hearing what you are saying, but they don't know 
what you are doing. It leads to more frustration. 

The nurses noted that dealing with aggression and agitation was not without some 

struggle. They acknowledged that it is difficult at times, especially when the patient is 

verbally aggressive, to "not take it personal", but that requires "a lot of effort". One nurse 



said that it is only natural at first, to think that the person is being nasty, but her ability to 

understand the disease, allowed her to cope with the behavior. She stated: 

I think it is human nature too ... if somebody spits at you, you're 
first thought is oh, you are so nasty, but really with this 
[dementia], they wouldn't do that if they thought about it and 
were sensible. 

One nurse described it as "stepping back" to stop and think. This ability to step back, and 

stop and think about the behavior, allowed the nurse time to reflect on the situation. It 
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demonstrated that the nurse could transcend the confusion and truly understand the nature of 

the person's behavior. As a result, she was able to depersonalize the aggressive behavior. 

The nurses demonstrated further understanding of the disease process associated with 

dementia when they talked about the need to constantly assess the patients, in order to offset 

agitation and aggression, to find out if they are having pain, and to meet their basic needs. 

The nurses understood that patients with dementia are not always able verbalize their needs, 

and thus saw it as their responsibility to be vigilant in assessment of the patient. One nurse 

said: 

You have to be always looking for clues and cues ... and looking 
everywhere. 

Imagining what life must be like for patients with dementia was another aspect of 

seeing beyond the confusion. The nurses said that putting themselves in the patient' s shoes, 

and trying to see things from his/her point of view, was one of the most important factors that 

helped them cope with caring for the patients. They each reflected on what it must be like 

for the patient, or how the patient would feel if they realized what their life had become. One 

nurse stated: 

Would you really want somebody coming in and ripping the 
sheets off you in the bed, and you are not with it to start with, 



so now you have been assaulted, and you are cold, and you 
don't know who you are, where you are, or what just 
happened ... I can just picture somebody doing it to me. 
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Another nurse said that she imagines what it must be like to be lying in bed and have 

someone come in and start to wash you without ever speaking to you as a person. Other 

nurses talked about how frustrating and frightening it must be for the patient with dementia 

who doesn't understand what is being said or where they are. One nurse said that she 

attempts to experience what the patient is experiencing and see the situation from the 

patient's perspective. She summed it up in this way: 

You have to ... stop and think, where they are coming from .. .! 
always sort of use ... an analogy ... if for instance, you were over 
in China and you were in an airport ... everybody around you is 
gibbering and jabbering and you don 't understand one word 
they are saying ... nobody is understanding you, nobody is able 
to give you any direction ... so how frustrated would you 
feel .. . how confusing and agitating ... you have to ... get inside of 
their mind, and try to experience what they are experiencing, 
and how frightening it must be. 

The nurses imagined what life must be like for patients with dementia. This demonstrated 

that they were able to look beyond the patient' s current state of confusion. They could move 

past the outward signs and symptoms of the disease and consider the question, "what if this 

was me who had this disease? " 

Clearly then, the nurses ' ability to understand the disease process and how it 

influences the patient' s behavior, and their ability to imagine what life must be like for the 

patients, demonstrated that these nurses were able to look past the confusion. Some direct 

outcomes or results were then described by the nurses. Treating the patients with respect and 

maintaining their dignity was one outcome of being able to see beyond the confusion. The 

nurses were able to focus on the person inside the disease and realized the need to respect the 



person the same as any other patient. They treated the patients as they would want to be 

treated themselves, or as they would want their own family member to be treated. They 

placed much emphasis on the fundamental value of human dignity and showed respect for 

the life the patient had lived. One nurse stated: 

If you don't value people as people ... you don't see the whole 
person and the dignity of life ... if you had it yourself, you would 
wish that somebody would treat you with some dignity and 
make sure that you were comfortable. 

The nurses did not view the patients as a disease to be treated and or cured, but as a person 

with needs and/or deficits. Their role was to "treat them as human beings and make up for 

their deficits." They felt that despite the patients' deficits, they still deserved to be treated 

like human beings, like people with needs. One nurse illustrated how she treated patients 
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with respect by connecting with them on a personal level and communicating with them the 

same as with any patient. She stated: 

You go over and speak to him as if he was as sensible as you or 
me, so if you go in and say, oh hi [patient], how are you doing 
today ... even though you know, you are not going to get a 
sensible answer, in a lot of cases ... you can see them looking at 
you ... and they sort of like it, if there is a contact that you 
make ... like you connect with that person. 

The nurses were able to focus on the person inside the dementia and this was 

fundamental to treating patients with dignity and respect. As noted by one nurse: 

Letting them know that they are still a person, that is really 
important ... when you look back and you realize they had lives, 
just like we have now, they were people, they had identities, 
they had jobs, they held very important positions. 

Understanding the disease process and its influence on the patient's behavior and 

demeanor allowed the nurses to focus on the person inside the dementia. One nurse 

described it in this way: 



The way I see it, if they are demented, they are still a person 
inside ... a normal person .. . not necessarily a patient, a person. 

Another outcome of seeing beyond the confusion was that it enabled the nurses to 
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connect the patient's past with their present behavior. The nurses always considered the life 

these people had lived before the onset of dementia. They each described in detail how this 

approach helped immensely in understanding present behaviors. One nurse summed it up in 

this way: 

It is a very important part of our job, nursing residents like 
this, because then there may be some little thing, especially if 
they get agitated or whatever, that you can recall from their 
past and you can talk to them about and it may just really calm 
them down. 

Another nurse talked about a very "hostile" patient, who had been a fisherman in the past, 

and had been a very active man. She said that thinking about his past helps to understand his 

current behavior. 

When he goes around, he is starting to pick at things, like he is 
trying to fillet a fish ... and we can relate it to that. 

Other nurses said when you are aware of the patient's past, you can better plan the type of 

activities they will enjoy, or keep them occupied, and you can talk to them about things from 

their past and this could be comforting for the patients. 

In contrast, other participants noted that even though it helped to know about the 

patient's past in order to understand the behavior, there were times when this information 

revealed that the person "may have been nasty their whole life". In this case, the nurses 

described the need to remain nonjudgmental. One nurse summed it up like this: 

Sometimes, these people you know, at the end of their life, this 
is the little bit of respect they get. You know, so they drank all 
their lives and they had a rotten life, or god knows what they 
did, terrible people somebody says, well now, at the end of it, 



maybe somebody can be kind to them and send them on their 
way, that is why you are there. 
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Patients with dementia are not always able to describe their past or let the nurse know 

something of their past lives, therefore nurses are dependent on other cues to connect the past 

to the present. Pictures from the patient's past are one such cue. The nurses highlighted the 

value of pictures from the patient's past by noting that it helped them to remember the life 

this person has lived. One nurse stated: 

I think it forces us to recognize what they were ... and I think 
you will want someone to recognize what you were. 

It is interesting to note that the nurses talked about the patients' lives in the past tense, "the 

life that was lived" and "what they were". They saw the patient's life as already lived, yet 

they still focused on the need to continue respecting the person. They placed much emphasis 

on valuing the patient's dignity and maintaining their quality of life. 

Caregiving as Rewarding 

There was no question that caring in the context of a patient with dementia was 

rewarding for the nurses. To care for patients with dementia day after day, there had to be 

rewards. Finding these rewards, despite the challenges of the care giving experience, was 

what kept the nurses in this work environment. Care giving as rewarding and meeting 

challenges are two themes that were evident in the interviews transcripts. These will be 

discussed separately but with the understanding that they are closely connected and both are 

essential to the nurses' experience. 

The nurses stated that they were not burned out by the nature of the care giving 

experience. A lot of patience and the ability to take it all in stride helped to eliminate any 
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feelings of burnout. They all enjoyed their work and most of them had many years of 

experience caring for patients with dementia. The key was that the rewards of the care giving 

work outweighed the challenges. The nurses said they truly liked caring for patients with 

dementia. However, they pointed out, that not all nurses could see this type of caregiving as 

rewarding. As noted by one nurse: 

I think you either like the demented patients or you don 't. In 
some cases, you know, there are some people who just can't do 
it and it is no reflection on them, they are wonderful nurses. 
They just don't really have, ah, lots of patience maybe, or I 
don 't know, they just would rather that the patient was sensible 
and could answer. 

Another nurse stated that to continue caring for the patients with dementia, "you 

really got to enjoy it." She had been caring for patients with dementia for eleven years and 

she felt that her level of patience was the most important attribute that allowed her to 

continue doing this type of work. She went on to say: 

The good outweighs the bad or else I wouldn't stay here. So 
overall, it's pretty good. I like it here. 

The nurses provided many descriptions of the rewarding aspects of the caregiving 

experience. These included, but were not limited to making the patient comfortable and 

content, pleasing the patient and their family, improving the patient's quality of life, and 

reaching the person inside the disease. 

It was clearly evident that making the patient comfortable and content was a reward 

that the nurses valued. They liked the fact that they could give the patients a certain level of 

comfort that perhaps other nurses would not be able to give. Being able to meet the patient' s 

needs and make them comfortable gave the nurses a level of satisfaction with their work. 

One nurse summed it up in this way: 



I think I just like these people. I find them, I don't know, sort of 
in a way, comfortable (pause) and then maybe again, it is the 
thing about people needing or ah, you can do for these people, 
you can make them comfortable, you can make them happy, 
you can make them contented, you can make them sleep, you 
can make them ... just be ... 

Another nurse described the "personal high" she felt from making the patient happy and 
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content. Again, there was a level of personal satisfaction attached to being able to meet the 

patient's needs. 

Patients with dementia cannot always verbalize their satisfaction or dissatisfaction 

with the nursing care being provided. They cannot always communicate their thoughts and 

feelings, so the nurse is dependent upon other cues to determine whether she is pleasing the 

patient and meeting his/her needs. One nurse described how rewarding it was to see the 

patient smile and laugh. This was an indication from the patient that the nurse was being 

effective in her caregiving. She went on further to describe the reward of being able to meet 

the patient's emotional and psychological needs. She stated: 

When they are not agitated, or when they are kind of 
content ... if you can make them content, if you can make their 
day go by so that they are not picking at things and constantly 
agitated and walking back and forth. If you can do something 
to make him calm or make him relaxed, you are not going to 
help their confusion, because that is physical illness. If you 
can do anything for their emotional and psychological needs 
hey, that is rewarding. 

In addition to making the patient comfortable and content, many of the nurses talked 

about how rewarding it was to please the patients' family members. Since the patient could 

not always indicate whether they were satisfied with the nursing care, when the families 

indicated they were pleased, it was that much more rewarding for the nurses. The nurses 

understood how difficult it was for families to have their loved one placed in a nursing home 



because of the disease process associated with dementia and they made it a priority to help 

the families cope. Whenever families gave the nurses positive feedback regarding the 

nursing care, they saw that as a significant reward. As noted by one nurse: 

If a family member comes in and their father is dressed nicely, 
had a nice shave, smells nice, and is happy sitting down 
watching TV or whatever he is doing, but he is pleasant, to see 
the smile on their face ... like you are taking care of one person 
but you are affecting probably ten, so that's very rewarding. 

The nurses said that it was extremely important to help the families cope with their 
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loved one's illness. The nurses acknowledged that families suffer a great deal due to the loss 

of person associated with dementia. They said that when they could help ease some of the 

family's suffering, it was very rewarding. One nurse commented: 

When you are being effective and you make things better for 
the patient and the family you realize how skilled you are ... you 
know, it is really rewarding in a case like that cause there is so 
much anguish involved, like mentally for families ... Sometimes I 
think it is more for families than it is for the actual patient 
himself, because where they are sort of, out of touch with 
reality ... But you know, the families really suffer, so you can 
give good care so the patients are more settled and 
happy ... and it is really rewarding to find you kind of helping 
the families as well as the patients. 

Improving the patient's quality oflife, or making life "as good as it can be", was 

another notable reward. The nurses were realistic about the disease process. They did not 

expect to make the patients better, but they felt that if they could maintain the patient's 

current level of functioning for as long as possible, that was just as rewarding. They talked 

about doing the best they could for the patient and the rewards associated with maintaining 

the patient's quality of life. 

Many of the nurses also described the reward of reaching the person inside the 

disease. They felt that they played an active role in this process. When patients experienced 
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fleeting moments of cognitive awareness it gave the nurses a degree of personal satisfaction 

with their work. 

Many examples were noted of reaching the person inside the disease. One nurse felt 

that she was able to reach some of the patients better than others. She described the reward 

of being recognized and feeling needed by the patients. She talked about being off for a few 

days and then coming back to work and a patient asking her where she had been. She felt 

that because the patient missed her or noticed that she had been away, she had been able to 

reach this person on some personal level. She described this as very rewarding. She also 

said it was rewarding when the patients displayed affection toward her. 

It can be rewarding in lots of ways. Sometimes ... if I am off the 
weekend and I come back, someone will say, where were you, 
or I missed you and another man we have here, everyday he 
looks so lost and bewildered, and every time I saw him, I gave 
him a big hug and now when I walk down the corridor to see 
him, he opens his arms and gives me a big hug and you know, 
little things like that and they say I love you, or something like 
that and it makes you feel, well it gives you a bit of a lift, right. 

The reward of reaching the person inside was also evident when the nurses talked 

about seeing the patient's personality and being able to bring that out when providing nursing 

care. One nurse described this personal connection with the patient as rewarding. She 

stated: 

You can see their personality .. . Like we had a gentleman who is 
demented and he 's got a really good sense of humor and a 
really good laugh, that doesn 't always come out, but some 
people can bring it out ... That is rewarding. 

Meeting Challenges 

There were two sides to the caregiving experience with patients who have dementia, 

the rewards and the challenges. Despite the rewards of the caregiving experience, the nurses 
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also described many challenges and/or difficulties. There was no doubt that caring for 

patients with dementia was very difficult at times. Yet, these nurses had the ability to meet 

the associated challenges without becoming burned out. 

The nurses talked about many challenges of the caregiving role with patients who 

have dementia. These included, but were not limited to dealing with aggression and 

agitation, bathing and feeding patients with dementia, administering medications, and 

helping families to cope with the disease process. Some of the nurses reported that verbal 

aggression was more difficult to accept than physical aggression. One nurse commented: 

The confusion part is not hard to deal with. I mean, if [patient] 
wants to take his clothes off a dozen times a day, you got to put 
them back on again, okay that is what you got to do, but when 
you go into the room and somebody calls you everything but a 
lady, that is a little harder to deal with. 

The nurses coped with the verbal and physical aggression by depersonalizing the behavior. 

They had a thorough understanding of the nature of the disease process associated with 

dementia and thus were able to realize that the behavior was a result of the disease, rather 

than a personal attack against them. Another important factor that helped the nurses cope 

with aggression and agitation was their assessment skills. Good assessment skills helped 

them recognize the symptoms of agitation before it got out of control. One nurse 

commented: 

I do find it very challenging ... because as you know, with the 
Alzheimer's dementias ... you have to be kind of always trying to 
look for clues and cues and whatever, to kind of offset maybe 
their agitation. 

Some of the nurses described the challenge of administering medications to patients 

with dementia. Emphasis was placed on knowing the patient and using an individualized 
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approach. They pointed out that it was even more challenging for casual nurses who were 

not as familiar with the patients and their backgrounds. 

Continuity of care enabled the nurses to better cope with some of the other challenges 

as well. The nurses described feeding and bathing the patients as very challenging, 

especially for casual staff, but continuity helped them know how to individualize the care. 

The nurses felt that the patients reacted better to the regular staff on the unit than with casual 

staff. One nurse felt that the more confused and agitated patients should be assigned to a 

regular staff member rather than someone who is unfamiliar with the patient' s care needs. 

Continuity of care helped these nurses recognize symptoms that may be out of the ordinary 

for a particular patient. As noted by one nurse: 

You know sometimes, that there is something wrong, but 
exactly what it is, but you have to be kind of be looking 
everywhere and asking and just knowing your resident is the 
big thing. If you know them really well, well then you will be 
able to realize and see if there is anything specific that you 
know that is not regular for them. 

An additional challenge for the nurses was assisting the families to cope with the 

disease process associated with dementia. They talked about the role of providing support 

and listening to the families' concerns, making referrals as necessary, and keeping them 

informed on a regular basis. Despite their efforts, the nurses described occasions when 

families who were not coping with the disease process, took their frustrations out on them 

and they described this as very challenging. One nurse stated: 

Sometimes Ifind ... patients come in and their f amily hasn 't 
accepted the fact that they have Alzheimer 's and they expect 
you to work miracles. Like if they are really frustrated with the 
Alzheimer 's and they sort of, sometimes they take it out on the 
staff 



55 

In addition to depersonalizing the aggressive behavior, good assessment skills, and 

the continuity of care issue, other factors helped these nurses meet the challenges of caring 

for patients with dementia, including being committed to their work, being flexible, realizing 

limitations, using humor, and feeling supported by co-workers. Being committed to the job 

required determination, dedication, persistence, a positive attitude, and often creativity. 

These qualities were evident throughout the interview transcripts and essentially helped the 

nurses meet the challenges of caring for patients with dementia. When asked about difficult 

patient behaviors and trying to get tasks done, one nurse described her persistence and 

creativity in the following way: 

There is one man over there, who doesn 't want to get washed 
He didn't want to get dressed He didn 't want to take his 
insulin. He didn't want to do anything. Well, there is no way 
that I could leave him. If I was there, I had to find a way to do 
it. Sometimes it was to go in and start and say, well, I got it 
here now and you are going to make me leave, or will !just sit 
here until you are ready, and I know you are laughing, I can 
see you laughing, I can see you smiling, I can see you, you 
know. 

Throughout the interviews, the nurses emphasized the fact that this was their job to 

care for these patients, and therefore they were going to do a good job. They talked a lot 

about having pride in their work and being determined to get the job done. Their pride and 

determination helped the nurses to meet many challenges. One nurse commented: 

I guess !was just going to do it ... because that's why you are 
there. So you may not want to, you may be tired of it, you 
may .. . not want to go in there anymore, but really this is why 
you are there, so I am going to do it no matter what, even at 
the end of the day, that last round, you have to ... maybe that 's a 
pride thing too, that I am not going to say, I couldn't get him in 
the tub, he wouldn 't go. 
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Being flexible was another quality that helped the nurses meet the challenges of the 

caregiving role. Bending the rules at times was necessary when working with patients who 

have dementia. One nurse talked about the fact that the patients do not always sleep well at 

night, and therefore, nurses should be flexible and not become frustrated by this. She 

summed it up in this way: 

Dementia patients, well patients in general, especially 
dementia patients, they don't always sleep all night ... the 
frustrating part is that people want them to go to bed at nine 
and stay there ... and they might not stay there, they might have 
to get up. Now you do the fifty things you can do for them to 
stay in bed, but if one night out of seven, two patients or three 
get up a couple of times through the night, who does that hurt 
and you are getting the same money at night. Now I wouldn't 
want twenty patients roaming the floor all night. 

Another factor that helped the nurses meet the challenges was their ability to realize 

their limitations when working with patients who have dementia. They talked about the fact 

that patients with dementia often refuse to have certain tasks done, especially in relation to 

activities of daily living. They described the many ways used to coax the patients to help get 

the task done, but they also recognized that there was only so much that they could do. The 

nurses were realistic in their expectations of the patients. One nurse said: 

If he refused and he wouldn 't have it done, that is all we could 
do. You know, I mean you can 't do the impossible. 

Another nurse summed it up in this way: 

You 've got to be [flexible] and if you expect to come in here 
and say nine o 'clock, they were going to have to be up for 
breakfast and nine thirty, they are going to be finished 
breakfast, forget it. If you can 't go with the flow, then I'll tell 
you, you are going to have some p roblems. It is going to be 
more frustrating, because I mean you are not going to do it. 
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The nurses described humor as another coping mechanism that helped them meet the 

challenges of caring for patients with dementia. They gave many examples of challenging 

patient situations where they were able to laugh and thus relieve the stress of the task at hand. 

It has been said that laughter is the best medicine. The nurses' ability to find humor in 

situations helped them cope with challenges and also ease some of the embarrassment for the 

patients. One nurse commented: 

If you can make them laugh, I think it just shows them that you 
know, that you ... can sort of see the situation they are in or 
something like that ... If you can just ... try to break the ice and 
somehow make a joke of it ... make some crack and both end up 
laughing, well it sort of, that takes the sting out of it for him. 

Receiving support from co-workers was another factor that helped the nurses meet the 

challenges of caring for patients with dementia. They talked about having "good days and 

bad days" and pointed out that having support from co-workers helped immensely in 

relieving frustration. They said there was give and take with co-workers in terms of 

supporting each other. In other words, they were able to give support to co-workers when 

needed, but could also take support when they became frustrated with the caregiving work. 

One nurse described it in this way: 

May be today I am so frustrated with all that and then I am just 
mouthing off and somebody says, yeah but y ou know you 
should still have said this, and maybe next week I will be in a 
better frame of mind and that person can mouth off and I will 
be the one, so you support one another like that ... everybody 
got their times. 

It is important to point out that most of the frustration described by the nurses w as not 

related to the direct care of the patients; rather it was related to other factors in the work 

environment. Although these stressors were outside of the caregiving experience, it is 

important to describe them in more detail as they affected the quality of care that the nurses 
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were able to provide. Caring occurs within a particular context and cannot be separated from 

factors such as negative attitudes of co-workers, lack of adequate staff, perceived lack of 

support from management and or physicians, and limitations of the physical environment. 

Despite the fact that some of the nurses talked about receiving support from co-

workers, other nurses talked about how frustrating it was to work with individuals who 

portrayed a negative attitude toward the work. Some co-workers were described as not really 

understanding the nature of the disease process associated with dementia, lacking 

commitment to the job, and not demonstrating a caring approach with the patients. One 

nurse described how things changed on the unit depending on who she was working with. 

She stated: 

Sometimes things can be wonderful on one day and then the 
wrong person is there so the mix changes and it is no longer a 
positive place. It is a place that you would rather slash your 
wrists [laughing] than spend another hour there, so you have to 
tune that out, but it is never about the patient. 

Some of the nurses reported that they were frustrated by the lack of adequate staff 

required to meet the specialized care needs of patients with dementia. They felt that there 

was also a lack of understanding by management of these care needs. Patients with dementia 

can often appear to be physically well. As a result, they can be seen by managers and others, 

as not requiring total care. The nurses felt that manager's lack of understanding of the 

cognitive deficits associated with dementia, resulted in less than adequate staffing levels. 

The nurses noted that even though the patients can outwardly appear to be well in a physical 

sense, their cognitive deficits led to many struggles in terms of getting tasks done, especially 

in relation to activities of daily living. The nurses reported that instead of management 

supporting them, they tended to focus on what the nurses were doing wrong instead of how 
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to make things better for the patients and the nurses. One nurse described feelings of 

"burnout" due to this lack of understanding by others, but made the distinction that it was not 

related to the direct care giving of patients with dementia. She stated: 

Burned out yes, not necessarily by the work itself, burned out 
by the bulls hit that goes along with the work from ah, having to 
straighten things out and the people that I am working with 
sometimes .. . The frustration of getting people to listen to 
you ... the people who make more money than 
you ... managers ... and probably doctors sometimes. 

Other nurses reiterated that there was a lack of understanding of the disease process 

associated with dementia by many of the people involved in the caregiving role. One nurse 

summed up her frustrations and described how the extraneous stressors influenced the care 

she was able to provide. 

I don 't think it's ever really the patient ... it is the work involved 
in trying to look after him. It is trying to get from the desk to 
the patient, with the med cart and everybody else following 
you, with fifty other things that you should be doing or 
shouldn't be doing, or should be solving or should have solved 
before you left the desk, and that could be from staffing to 
dietary to ... your co-worker, and maybe five casuals, who might 
be saying to you, well I don't know, I haven 't been here before. 
But that doesn't cut it...So it is not the patient, it is by the time 
you get to the first room, you are wondering how am I going do 
all this and look after you too sir. 

An additional extraneous stressor was the physical layout of some of the units. The 

nurses had no control over factors such as the number of exits on the unit, the gate at the 

nursing station, the size of closets in patient rooms, and whether the closets were locked. It 

was frustrating for the nurses who felt there was a need to fix these structural problems, yet 

they did not perceive support from management about the issues. One nurse described the 

issues as "little piddley things, which could be rectified." 
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Creating a Caring Environment 

A caring environment can be described as an atmosphere ofkindness, compassion, 

and concern for those within the environment. It implies gentility and sensitivity to others. 

It relates to thoughtfulness, consideration, and love for others. There is no doubt that the 

nurses in this study were able to create such an environment for patients with dementia. 

In the context of this study, creating a caring environment was visible in many ways. 

The nurses conveyed acceptance of the patients and their families, and assisted families in 

coping with the devastating loss of the person associated with dementia. They provided the 

best possible care to meet the patients' physical and emotional needs. They attempted to 

make the physical environment as home-like and cozy as possible. They maintained the 

patients' dignity and treated them with respect. They showed the patients that they really 

cared about them. They were compassionate about their work and committed to providing 

quality care. Finally, they were very competent and effective in the dementia caregiving 

work. 

It was obvious throughout the interviews that the nurses conveyed acceptance of the 

patients and their families and helped families cope with the disease process associated with 

dementia. The nurses took the time to listen to the families ' concerns and provided support 

as needed. They recognized that families often struggle with the decision to place their loved 

one in an institution and even once that decision has been made the families continue 

suffering. The nurses felt that a big part of their role was to help families come to terms with 

the disease process. As noted by one nurse: 

I just sit and talk to them, and make sure that, if I am on a 
weekend, I get a chance to have a chat ... See how they are 
doing ... Esp ecially if there is somebody that is really disturbed 



about it and can't ah deal with it, I spend time with that person 
and or that family and provide support. 

Another nurse pointed out: 

Because it is harder when it is your own family, than it is for us 
as nurses. We can go home at the end of the day. 
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Another feature of creating a caring environment was providing the best possible care 

to meet the patient's physical, emotional, and spiritual needs. The nurses described the 

importance of providing holistic care to the patients with dementia. They cared about all of 

the patient's needs, not just the physical aspects. They talked about the importance of 

making the patient comfortable and content. One nurse summed it up in this way: 

... making them comfortable, I am big on the comfort thing, 
tucking them in at night and making them cozy and feeding 
them ... and I just don't mean physically comfortable. I mean so 
that they are not crying after the person who just left, or not in 
pain and they are not hungry ... just comfortable and all of their 
needs are being met or that life is good as it can be. 

Another nurse described how she was able to identify the patient's spiritual needs. She 

talked about a patient who was very confused and agitated and it was difficult to interpret 

what the patient needed. After a period of time, the nurse came to realize that the patient 

needed his bible and by giving it to the patient, she was able to provide some spiritual 

comfort. It was obvious that the nurses continuously strived to create an environment where 

all the patient's needs were being met. 

Creating a caring environment was also visible when the nurses described the 

importance of making the physical environment as home-like as possible. They did not want 

the patients to feel institutionalized and although they reported feeling frustrated by factors 

within the physical environment, they strived to make it "as good as it can be". One nurse 

stated: 



You know, this is their home. This is an old building. It is not 
that glamorous or anything, but you try and make it 
comfortable and cozy and warm as you possibly can. 
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She went on to describe the various "little things" that she did to make the environment more 

home-like and cozy such as putting extra blankets on the beds when its cold outside and 

giving the patients warm pajamas. 

The nurses' ability to maintain the patient's dignity and treat them with respect was 

discussed earlier as one outcome of seeing beyond the confusion but it also relates to creating 

a caring environment. The fact that the nurses valued dignity and respected the patients 

demonstrated that they truly cared about them. One nurse said: 

Keep their pride and dignity. That is very important. 

The nurses were sensitive and thoughtful and were always concerned about the patient's 

quality of life. One nurse commented: 

You just have to make what quality of their lives that they have 
remaining as good as you can make it and I think the main 
thing is to give them lots of love. 

The nurses were able to find a way to demonstrate to the patients that they truly cared 

about them and this was another aspect of creating the caring environment. Their caring 

ability was remarkable. These nurses not only cared for the patients, they also cared about 

the patients. Caringfor implies the provision of direct physical care, while caring about 

relates to concern for the overall well being of the patients and meeting their emotional and 

psychological needs. The nurses believed that the patients were able to "sense" that they 

really cared about them and this was very important to the nurses. 

One nurse summed it up in this way: 

I think if you just sit with them, and let them know that you care 
for them, just put your arm around them, you don 't have to do 



very much, just put your arm around them .. .just let them 
realize that you really care about them. I think that makes a 
big difference to them. 

One method of demonstrating to the patients that the nurses cared about them was 

through the use of personal touch. One nurse said that she encourages the staff to just sit 
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with the patients and hold their hand so that they patients realize they really care about them. 

Another nurse commented: 

I think that ... is the biggest part of our job ... personal touch. I 
think that they really can sense when somebody is not, you 
know, is doing it as a job. I think they can sense it. 

It was evident throughout the interviews that these nurses were very compassionate 

toward the patients. Their level of compassion contributed greatly to creating the caring 

environment. The nurses were always considerate of the patient's situation. They were very 

aware of the tragedy of such a debilitating disease. The nurses' ability to imagine what life 

must be like for patients with dementia was discussed earlier as an outcome of seeing beyond 

the confusion, but is also important here in that it demonstrates their caring nature. One 

nurse said that she thinks about how the patients would feel if they really knew what was 

happening to them. She talked about the sadness associated with dementia and pointed out 

that it was her role to try and provide some comfort and happiness. Another nurse 

commented: 

How terrible that must be, to not understand what's happening 
or why, to not be able to remember who you are. 

Creating a caring environment required that the nurses demonstrate competence with 

regard to dementia care. Competence relates to knowledge, experience and skill. The nurses 

were very knowledgeable about the disease process, and their expectations ofthe patients 

were realistic. They had many years of experience caring for patients with dementia and as a 
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result, they were very skillful in their caregiving approaches. The need for individualized 

nursing care was noted as paramount when working with patients who have dementia. Other 

effective approaches used were calm and slow approach, come back later, short and simple 

explanations, personal touch, and stimulating the senses without over stimulating. The 

nurses approached the patients in a non-threatening manner. They listened attentively and 

were in tune with the patients' needs. 

Being Devalued by the Nature of the Caregiving Work 

Being devalued is a phrase that carries a very emotional connotation. One who is 

devalued in some way, feels diminished, lessened, or brought down. It implies a lack of 

recognition from others. It is obvious that none of these feelings are very positive. It is 

human nature to desire and expect to be valued for the work we do. Yet, being devalued by 

the nature of the caregiving work was a theme that surfaced during some of the interviews 

with nurses caring for patients with dementia. 

This theme relates to the nurses' descriptions of how they were perceived by other 

nurses in terms of their knowledge and skills. It also relates to the difficulty some nurses had 

in defining their skills. It is important to point out that the nurses reported feeling confident 

about their own level of knowledge and skill, but they felt that other nurses failed to 

recognize caring for patients with dementia as exciting, or requiring a lot of knowledge and 

skill. This theme was more evident in some interviews than others, but certainly pertains to 

the overall experiences of the nurses caring for patients with dementia. 

While some of the nurses felt they were devalued by others, they were able to defend 

their abilities to care for patients with dementia. The nurses stated that they acquired their 

knowledge and skills mainly from life experiences and nursing experience. They talked 
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about many factors in their personal lives that contributed to their level of knowledge and 

skill to care for patients with dementia. These included age, experience as a mother, being 

the oldest sibling in a family, and coping with sick parents. They said these factors taught 

them to be caring and compassionate. They also talked about learning from co-workers who 

were very effective in providing care to patients with dementia. When asked what factors 

most prepared them to care for patients with dementia, the nurses responded that it was the 

combination of life experience and nursing experience that made them most effective. One 

nurse described it in this way: 

That [knowledge and skill] comes partly with nursing 
experience and partly growing yourself and having, as you get 
older, you tend to have more compassion for other people, and 
because I am a mother too, maybe that has something to do 
with it ... and the fact that I was the oldest child and I am also 
the oldest cousin on both sides so you're sort of used to looking 
after everyone too. 

Despite their knowledge and skill, the nurses felt that educational opportunities 

should be offered on a regular basis to keep them current with caregiving approaches and 

new developments in dementia care. The nurses placed much value on such educational 

opportunities but some nurses reported that these were offered infrequently. The deficiency 

of educational opportunities contributed to feeling devalued by the nature of their caregiving 

work. The idea was that if dementia care was a more important area within nursing, then 

regular educational opportunities would be made available to the nurses. In relation to 

educational in-services, one nurse felt that the number was adequate but noted: 

They spend too much time emphasizing the pathology of the 
disease, rather than practical advice on dealing with disruptive 
behaviors. 
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When asked about their nursing education programs and whether they received any 

formal training or information on how to care for patients with dementia, the nurses all stated 

that no such training/information was provided. As a result, they had to learn "by doing". 

They reported that they would like to see more emphasis placed on dementia care in nursing 

education programs. They recognized that caring for patients with dementia does require 

specialized knowledge and skill, and therefore, should be include in basic nursing education 

programs. One nurse stated: 

They could update it more. I think you know, have some 
more ... profile over it ... 

Despite their competence with dementia care, many of the nurses had difficulty 

defining their skills. They recognized that they had the necessary knowledge and skills, but 

most were unable to verbalize these skills. 

I don 't know how to put it into words. It is skills ... I guess, I am 
more old fashioned ... ! don't know. Well, I am older ... ! don 't 
know. When you are here so long, you pick up things about the 
patients and the ways things are going. (long pause) I am 
trying to think of a few words. I can 't think of anything to say 
now. People skills. I can 't think of an example. 

The nurses talked about how they were perceived by others in terms of not needing 

any specialized knowledge or skill to care for patients with dementia. They felt that others 

did not see their work as important. In other words, people did not attach any value to caring 

for patients with dementia. The nurses recognized that their skills were hard to measure but 

they realized themselves how effective they were in caring for patients with dementia. They 

felt that the work they do is valuable, but were bothered by the fact that others see the work 

in a negative light. Some of the nurses reported feeling diminished by the lack of value that 

others placed on this type of work. As noted by one nurse: 



People look at that kind of nursing and they don't think that 
there is any skills involved because it is so hard to measure, 
but sometimes when ... you are being effective and you make 
things better for the patient and the family, you realize how 
skilled that you are. 

The nurses said that many people find aspects of dementia care degrading and that 
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bothered them a great deal, further contributing to their feelings of being devalued. They felt 

that some people get too caught up in the symptoms of the disease and are not able to see 

beyond that in order to provide the necessary care. One nurse said that she could give 

whatever care was needed because it enhanced the patient's comfort and quality oflife. She 

did not consider any aspect of her work degrading but she felt that some of her co-workers 

were not able to see the importance of maintaining the patient's dignity. These co-workers 

did not value the work they were required to do. 

There is nothing in nursing in terms of having to clean 
anything ... it doesn't bother me what so ever, and I really don't 
find it degrading. Like some people find it degrading, I don 't, 
because I can do any type of nursing, and give any kind of 
care, and it doesn't bother me .. .Just say somebody is 
incontinent and they [co-workers] find it offensive that really 
bothers me. 

The nurses talked at length about the fact that other nursing staff working in long-

term care devalued the caregiving work with patients who have dementia. One nurse said 

that some staff were more concerned about their own status than the patient's needs. She 

went on to say that these staff members placed more value on psychomotor tasks than caring 

for the patients with dementia. She summed it up in this way: 

Some people I think they are worried about their status you 
know, like they think that it is only the [name of the institution], 
you know, that there is no glory in that, it is not a bit sexy. I 
mean ... this girl, this nursing assistant, came and all that she 
did, she went on and on ... how they didn 't .. . get to do anything 
and now that she is down here she is going to get to do accu 



checks [glucometer readings] and I was thinking, my god that 
is very sad ... you know it was like, all the work that she had 
done in terms of personal care and all that, whatever she did 
for the patients where ever she came from, that had no status, 
and it didn't make her feel very good about her work and her 
LPN training ... because she wasn't running IV's ... she didn't 
think it was worth anything. 

Another nurse reported that staff on other units in the institution, devalue the 

dementia care giving work. Staff from other units would make negative comments about 
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working on a dementia unit. The nurses were often asked questions such as, "How can you 

stay there so long?" They would hear other nurses say they would never be able to work on a 

dementia care unit. These comments and questions contributed significantly to the nurses 

feeling devalued by the nature of the care giving work. Some of the nurses felt that at times, 

they had to defend the work of caring for patients with dementia. One nurse stated: 

I hear staff from other units say oh they would never work over 
here, and how come you are over there so long. I wouldn 't 
work anywhere else ... I really wouldn't want to go anywhere 
else. 

The nurses reported that outside of long-term care, other nurses also devalued the 

nature of the caregiving work with patients who have dementia. One nurse described a 

particular situation where a nurse who worked in long-term-care was at a social event, 

conversing with another nurse who worked in acute-care. The acute-care nurse made a nasty 

remark that demonstrated devaluing the nature of long-term care work. The participant 

believed that this type of remark would make some nurses question their own skills and may 

lead them to devalue the type of work they do. She went on to say that she does not feel 

inferior to any other nurse because of the type of work she does. This nurse made the 

important point that it does not matter where you work as long as you possess the necessary 



knowledge and skill to carry out the work effectively. Again, the need to defend the 

caregiving work was evident. 

.. . Some people would ... go home and probably think, look 
where am I stuck to ... I got no skills. I think I got lots of skills. 
I mean they're hard to measure exactly, but I have no problem 
with that .. .! think that I can do a much better job than a lot of 
people .. . that are in more ... probably higher status areas ... I 
really don't feel inferior to any body, wherever they are 
working ... but some people do. They are embarrassed ... they 
really don't want to be ... but still they feel inferior, but see, I 
feellike .. . anybody can be a technician ... ! certainly don 't think 
that because you can look after an IV that ... it makes you a 
good nurse. I don 't think it matters where you work as long 
as ... wherever you work, whatever skills are required that you 
have. 

Other nurses described the "stigma" associated with dementia and this also leads to 
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devaluing the caregiving work. One nurse said that people place dementia caregiving in the 

same category as caring for a patient with a mental illness and as a result, dementia care now 

carries the same stigma as other mental illnesses. She went on to say that because the 

patients are on a locked unit, this frightens some people, but what they do not seem to 

understand is, that the unit is locked for the patient's safety, not the safety of others. 

Its probably a little bit of stigma to it, I think, dementia. In the 
[psychiatric institution] they used to say, years ago I mean, a 
locked unit, oh that is a terrible thing, you know. It is only 
locked because of their safety right. It is not keeping people 
out right. 



Chapter 5 

Discussion 
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The findings of my study revealed that caring for patients with dementia was rather 

complex. It required much knowledge and skill on the part of nurses. It required patience 

and understanding in order for the nurses to see beyond the patient's state of confusion. 

Patience was the key attribute that allowed the nurses to continue working with patients who 

have dementia. A thorough understanding of the nature of the disease process and how it 

affects patient behavior was necessary in order to depersonalize difficult behaviors. The 

findings also revealed many rewards and challenges associated with the caregiving role. It 

became evident that nurses need to possess a large repertoire of coping mechanisms to deal 

with the challenges and avoid becoming burned out. In order to effectively care for patients 

with dementia, the nurses had to create an environment where the patients felt comfortable 

and content. They used many different caring approaches to demonstrate that they truly 

cared for and about the patients. A final key finding was the fact that the nurses feel 

devalued by the type of work they do. 

The study findings will now be discussed in more detail. Each of the five themes will 

be explored and new insights into the dementia caregiving experience will be presented. 

These themes together formed the essence of the participants' experiences. All the themes 

were connected in such a way that removing any one theme would alter the understanding of 

that lived experience. This section is a discussion of the themes as they relate to each other 

and the research literature in providing a phenomenological description of the nurses' 

experience caring for patients with dementia. 
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Seeing Beyond the Confusion 

The first theme identified was seeing beyond the confusion. This theme related to the 

nurses' ability to understand the disease process associated with dementia and its influence 

on the patient's behavior and demeanor. It also related to their ability to imagine what life 

must be like for patients with dementia. The nurses were clearly able to look past the 

outward signs and symptoms of the disease, and see the person inside. Focusing on the 

person, and not the disease, allowed the nurses to see their caregiving work as rewarding. 

A key element of seeing beyond the confusion was a good understanding of the 

nature of the disease process and how it manifested in the patients. The nurses were able to 

interpret the patient's aggressive behaviors as indicative ofthe disease process, rather than a 

personal attack against them. This finding is congruent with other research, in particular that 

of Berg and co-researchers (1998) who found that caring for patients with dementia requires 

delicate interpretive work. The nurses' ability to interpret the patient' s needs and understand 

their behavior was key to providing effective care. In other studies, nursing staff realized the 

need to interpret the verbal cues of patients with dementia, but they often found it difficult to 

understand the patients (Berg & Hallberg, 2000; Hansebo & Kihlgren, 2001). 

The nurses I worked with recognized that it can be difficult to interpret the patient's 

needs and/or wishes, but they pointed out that continuity of care was an important factor that 

allowed them to understand the patient and enabled them to depersonalize aggressive 

behaviors. The nurses did not take it personal when patients behaved in an aggressive 

manner. Similarly, Jones (1992) reported that after nursing staff were educated about the 

nature of the disease process, they were able to "not take it personal" when a particular 

patient behaved in a disturbing manner. What my study illustrated was the importance of 



continuity of care in terms of individualizing the care and depersonalizing aggressive 

behavior. 
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Nurses I interviewed were able to see beyond the patient's confusion and focus on the 

person inside the disease. They treated patients with dignity and respect for the life they had 

lived. They saw the patient as a human being deserving of quality nursing care. Similarly, 

other studies noted the importance oflooking past the patient's confusion to see the whole 

person and not as a set of deficits or a series of tasks to be completed (Graham, 1999; 

Kitwood, 1993). 

Life experiences, particularly motherhood and caring for ill parents, and years of 

nursing experience, were the factors that best prepared nurses in my study to care for patients 

with dementia. They used their knowledge of the patient's past to better understand the 

patient's current behavior and demeanor. They used their personal abilities such as humor 

and flexibility to effectively care for the patients. A study by Haggstrom et al. (1998) 

supports these findings. Caregivers in that study each had their own ways of understanding 

patients with dementia, which stemmed from their personal experience with childhood and 

motherhood, knowledge about the patient's history and nature of the disease, and personal 

talent. 

Caregiving as Rewarding 

The rewards were many, but caring for patients with dementia was not without its 

challenges. Rewards and challenges can be found in any caregiving work, but the rewards 

and challenges presented in chapter four were very specific to caring for patients with 

dementia. It was disturbing to find that very few studies make any mention of dementia 
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caregiving rewards. Nurses in my study were easily able to articulate the many rewards 

associated with caring for patients with dementia. The rewarding aspects included making 

the patient comfortable and content, pleasing the patient and their family, improving the 

patient's quality of life, and reaching the person inside the disease. Through my work there 

is a better understanding of the rewards associated with dementia caregiving. 

Two studies did show that nurses caring for patients with dementia were satisfied 

with their work (Hansebo & Kihlgren, 2001, Welander Hansson et al., 1995), but the only 

mention of rewards was in Hansebo and Kihlgren's study, where nursing staff reported that 

moments of cooperation and mutuality were very rewarding. Ragneskog et al. (1993) 

reported that nurses found the work meaningful. There is certainly a paucity of research in 

this area. Nurses who are considering a career in gerontology, specifically caring for patients 

with dementia, need to see evidence of rewards despite the challenges. 

Meeting Challenges 

The two sides of the caregiving experience with patients who have dementia, became 

evident when the nurses described the many challenges of the care giving work. There was 

no question that caring for patients with dementia was very difficult at times. Yet, these 

nurses had the ability to meet the associated challenges without becoming burned out. 

The many challenges nurses reported to me included dealing with aggression and 

agitation, bathing and feeding patients, administering medications, and helping families to 

cope with the disease process. These challenges have been well documented in the research 

literature (Chappell & Novak, 1994; Clinton et al., 1995; Hellzen et al. , 1999; Mcintosh et 

al., 1999; Middleton et al., 1999; Rodney, 2000) but what is missing for the most part, is an 
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adequate description of the coping strategies that nurses use to meet the challenges of caring 

for patients with dementia. Only two studies were located that looked at coping strategies. 

One found that six out of the ten nurses interviewed used maladaptive strategies more 

frequently (Clinton et al., 1995) and the other found that nurses used action coping strategies 

most often (Rodney, 2000). 

My study showed that nurses used effective coping mechanisms such as 

depersonalizing aggression, good assessment skills, being committed to the work, being 

flexible, realizing limitations, humor, and support from coworkers. It was obvious that these 

nurses were very effective in caring for patients with dementia. They were aware of the 

challenges but were also able to use problem-solving skills and draw on their knowledge of 

the disease process to meet the challenges. My study makes a significant contribution to 

further understanding of how nurses cope with the challenges of caring for patients with 

dementia. 

Coping with the challenges was not easy for the nurses and certainly required much 

patience. Three studies were found that lend support to the need for patience when working 

with patients who have dementia (Berget al., 1998; Hansebo & Kihlgren, 2001 ; Rundqvist & 

Severinsson, 1999). The nurses who shared their experiences with me were kind and 

thoughtful to the patients. They recognized the need to wait and come back later when 

patients refused to have certain tasks done. They did not try to rush the patients so that they 

could get the work done more quickly. The nurses did acknowledge that it was difficult at 

times to have patience, but without this important attribute, they said nurses could not 

effectively care for patients with dementia. 
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The nurses I interviewed perceived patient aggression as indicative of the disease 

process and not directed at them personally. On the contrary, other studies have noted that 

nurses do take it personal when patients behave in a difficult manner (Hellzen et al., 1999; 

Middleton et al., 1999). In my study, all nurses, regardless of whether they worked on a 

traditional unit or a special care unit for dementia, saw aggressive behavior as related to the 

disease process. One study found that staff on special care units (SCUs) viewed aggressive 

behaviors differently than staff on traditional units (Middleton et al., 1999). The staff on 

SCUs related aggression to the disease process whereas staff on traditional units viewed it as 

an attempt to harm. Of course, I interviewed eight nurses experienced in caring for patients 

with dementia as compared to the study by Middleton et al., which had a sample of77 formal 

caregivers. 

My work makes a significant contribution to understanding the complexity of 

providing support to families of patients with dementia, an area that is certainly lacking in the 

literature. Supporting family members of patients with dementia was considered a complex 

aspect of care requiring a broad range of skills and knowledge on the part of nurses. Despite 

their efforts, nurses in my study reported that there are times when families blame the staff 

for the patient's deterioration. They recognized that families had different coping styles and 

needed to vent their frustrations at times. They also recognized the importance of not taking 

it personal when families took their frustrations out on them. Only one study was located 

that identified the need to support families as integral to quality care (Graham, 1999). 

Stressors outside of the caregiving role were also noted by my participants. It is 

important to discuss these factors in order to understand the impact of outside stressors on the 

nurses' ability to provide quality care. The extraneous stressors included negative attitudes 
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of coworkers, lack of adequate staff, perceived lack of support from management and/or 

physicians, and limitations of the physical environment. Having to listen to and work 

alongside individuals who portray negative attitudes was a significant factor that affected the 

quality of care the nurses were able to provide. They described it as "draining" to deal with 

such individuals on a daily basis. For the most part, the nurses were able to ignore negative 

comments and carry on with their caregiving work, always striving to provide the best 

possible care. At times, they would try to get the negative coworkers to see things from the 

patient's perspective, or tell them to stop complaining and carry on, but they pointed out that 

the approach depended on the individual and it did not always have a positive result. It is 

important to point out as well, that most of the nurses described their coworkers as 

supportive, but as one nurse noted, when the "wrong person" is working on a particular day it 

affects the whole unit. Olsson and Hallberg (1998) also noted the importance of a good 

working relationship with other health care providers. 

The lack of support from management and physicians was another stressor for nurses 

in my study. This lack of support contributed to the nurses feeling devalued. Nurses 

reported that their ideas were not always recognized or supported by management and this 

contributed to feelings of dissatisfaction. A perceived lack of support from management was 

noted in the ARNNL and NLNU (2002) study. 

Limitations of the physical environment was another stressor for some of the nurses, 

given the fact that they would identify possible solutions to the problems but again, they did 

not receive support from management in terms of rectifying the problems. Some of the 

nurses in my study discussed the challenge of meeting the safety needs of patients with 

dementia when they are on general units rather than protective care/locked units. This 



77 

finding is supported by Morgan et al. (2002). Nursing staff in rural nursing homes in 

Saskatchewan reported significant job strain related to workload, insufficient skills, and the 

integration of patients with dementia in the general nursing home population. Rundqvist and 

Severinsson (1999) also noted that limitations of the physical environment had an impact on 

the care nurses were able to provide. 

There is other evidence in the literature to suggest that factors outside the direct 

caregiving role have an impact on the nurses' ability to provide quality care. Factors such as 

insufficient time, inadequate staff, and paperwork result in stress and/or frustration for 

nursing staff (Clinton et al., 1995; Hansebo & Kihlgren, 2001; Rundqvist & Severinsson, 

1999). 

Participants I interviewed had considerable experience caring for patients with 

dementia and they reported that both their life experiences and nursing experience were 

critical factors influencing their effectiveness as caregivers. Studies by Hansebo and Kihlgren 

(2001) and Haggstrom et al. (1998) support the finding that the caregiver's level of 

experience and training influences how effective they are in approaching patients with 

dementia. 

Overall, nurses in my study were very effective in meeting the challenges of caring 

for patients with dementia. They had not become burned out by the nature of the work. 

They all reported they enjoyed their work and felt a level of personal satisfaction related to 

being able to meet the patient's needs. The nurses reported that they felt it is not as difficult 

for them to care for a person with dementia, as it is for a family member. One nurse stated, 

"I can go home at the end of the day. Its different for us than it is for families." Two studies 

were found that support this finding (Macpherson et al., 1994; Welander Hansson et al., 
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1995). One study noted that rates of psychological disturbance of nursing staff were low as 

compared to that of family caregivers due to the fact that professional caregivers receive 

financial gain for their work, they have professional support structures in place, they work 

shift work, not 24 hours per day, and they do not have the long-term personal relationships 

with the patients (Macpherson et al., 1994). Another study found a low degree of work 

related strain and burnout in nurses caring for patients with dementia (W elander Hansson et 

al, 1995). 

Creating a Caring Environment 

The theme of creating a caring environment was closely connected to seeing beyond 

the confusion and caregiving as rewarding. Seeing beyond the confusion enabled the nurses 

to treat patients with dignity and respect. This ability was essential to creating the caring 

environment for patients with dementia. It was also rewarding for the nurses when they were 

able to create a caring environment. 

The caring environment was essential to providing quality care for patients with 

dementia. The participants demonstrated to the patients that they truly cared about them. 

They were not only concerned about the patient's physical needs but also their emotional and 

spiritual needs. The nurses were very thoughtful, considerate, and compassionate about their 

work. They demonstrated pride and commitment to their work. They were very sensitive to 

the needs of the patient's and their families and always strived to provide the best possible 

care. They used personal touch as one method of demonstrating that they cared about the 

patients. 
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The methods used by nurses in my study to establish caring relationships with 

patients, are very similar to those reported by nurses in Rundqvist and Severinsson' s (1999) 

study. The three themes identified in that study were touching, confirmation, and the values 

in the caring culture. The nurses demonstrated sensitivity for the patient's needs. They were 

considerate, patient, and compassionate toward patients with dementia. 

Furthermore they told me about the need to treat patients as adults, and give them the 

dignity and respect that all people deserve. They treated patients as they would like to be 

treated themselves, or as they would like their own family member to be treated. The nurses 

made reference to comparing patients with dementia to children only in terms of the need to 

advocate on their behalf when the patients are unable to communicate their needs. They 

emphasized the need to treat the patients as adults and respect the life the person had lived. 

The theme creating a caring environment is very similar to a theme identified in Hansebo 

and Kihlgren's (2001) study. Carer's own caring philosophy related to the staff's belief in 

respecting patients and doing their best to provide quality care. The staff identified the need 

to treat the patients as adults and always consider their needs and wishes. Creating a 

relationship was a theme identified in a study by Skog et al. (2000) which is also closely 

related to themes in my study, seeing beyond the confusion and creating a caring 

relationship. Skog et al. examined how LPNs developed relationships with patients who 

have dementia. They were able to see the patient as a unique individual. Learning about the 

patient's life history, interests, personality, symptoms, and remaining function, helped the 

LPNs to see the person inside the disease. 

Other studies have emphasized the need to create a caring environment for patients 

with dementia. One study found that home care staff caring for patients with dementia 
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identified the need to form a relationship with the patient, as central to providing quality care 

(Olsson & Hallberg, 1998). Another study reported that nurses found it hard to establish a 

relationship with patients who have short-term memory impairment, but the nurses 

acknowledged the need to establish a caring relationship in order to provide effective care 

(Graham, 1999). They received clinical supervision to develop self-awareness ofhow they 

built relationships and communicated with their patients. These nurses focused their care on 

preserving the patient's personhood, a key element in creating a caring environment. 

Nurses in my study displayed another aspect of their caring ability when they talked 

about the need to adapt the physical environment to meet the patient's needs. An important 

part of making the patients comfortable and content was making the physical environment as 

cozy and homelike as possible. They would do 'little things' to make things better for the 

patients. The importance of adapting the physical environment to meet the needs of patients 

with dementia, is supported by Morgan and Stewart's (1999) study. The need for safety, a 

homelike setting, optimal stimulation, cues, privacy and interaction, were identified by 

nursing staff and family members of patients with dementia. 

Being Devalued by the Nature of the Caregiving Work 

Being devalued by the nature of the caregiving work was a final theme identified, 

however it was much stronger in some interviews than others. This theme was closely 

related to the themes of caregiving as rewarding and meeting challenges. It was obvious that 

the nurses perceived themselves as being very effective in caring for patients with dementia. 

They were able to see their work as rewarding and were able to meet the associated 

challenges. Yet, they reported being devalued by others due to the nature of the caregiving 



work. It was reported that managers, LPNs, and even other nurses, failed to recognize the 

many rewards of caring for patients with dementia and this led some nurses to feel 

diminished and devalued. The deficiency of educational opportunities related to dementia 

caregiving was another factor that contributed to some nurses feeling devalued. 
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Support for these findings was noted in the literature. A lack of organizational 

support for psychiatric community health nurses was noted in Graham's (1999) study. The 

nurses felt that their work was not really understood or articulated at the executive level, 

leading to feelings of apprehension about their status and decision-making ability. They 

identified the need for more support and nurturing at the executive level. A key project in 

Newfoundland, explored how nurses in long-term care reflect on their clinical practice 

(ARNNL & NLNU, 2002). The working group found that nurses did not feel valued by their 

co-workers, managers, or acute care nurses. They did feel valued by the residents and their 

families, giving them some level of work satisfaction. A recent study by Jones, Cheek, and 

Ballantyne (2002) found that nurses caring for the elderly in the community also have to deal 

with negative perceptions of their work. The nurses were trying to cope with the changing 

and complex roles of elderly community care, everyday demands of the job, and a sense of 

powerlessness and lack of control became evident. 

It is important to explore the issue of being devalued in more detail as it relates to job 

satisfaction and quality of care for patients. My study highlights that some nurses caring for 

patients with dementia feel devalued by the nature of the care giving work. This study has the 

potential to increase public awareness and awareness within nursing of the need to address 

the issue of nurses being devalued. Some interesting questions arise related to this devaluing. 

What recommendations might nurses make on how to improve perceptions of dementia 
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caregiving work? Is it dementia caregiving alone, or gerontological nursing as a whole, that 

has a negative connotation for acute care nurses and others such as LPNs and managers? 

What can nurse educators do to improve the perception of working in long-term care and 

specifically caring for patients with dementia? What can gerontological nurses do to 

improve their status and the appeal of gerontological nursing? What can nurse managers do 

to help staff feel more valued? The answers to these questions are crucial to improving the 

work life of gerontological nurses, and more specifically, nurses who care for patients with 

dementia. The issue of nurses being devalued warrants immediate attention by managers and 

long-term care agency executives. If nurses continue to feel devalued, their professional 

fulfillment and job satisfaction will deteriorate. This will inevitably affect the quality of 

patient care. Patients deserve quality care and nurses deserve to be respected and valued for 

the work they do. 
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Chapter 6 

Limitations, Nursing Implications, and Summary 

Limitations 

This study describes the lived experience of eight nurses who care for patients with 

dementia on a daily basis. The complexities of the dementia caregiving work have been 

illuminated, but that is not to say that another phenomenological study with a different group 

of nurses would yield the same findings. Nurses in my study, all had many years of 

experience caring for patients with dementia and likely gained much knowledge and skill by 

doing. It would be interesting to interview less experienced nurses and ask them to describe 

what it is like to care for patients with dementia. Perhaps less experienced nurses would 

report more challenges and/or frustration resulting from a lack.ofknowledge ofcaregiving 

approaches. Perhaps nurses in other settings and from different cultures would report much 

different experiences. These are just possibilities but could be considered limitations of any 

phenomenological study. 

I am also aware of the limitation that describing one's experience can never truly 

capture the entirety of that lived experience. According to van Manen (1990, p. 18), we must 

"remain aware that lived life is always more complex than any explication of meaning can 

reveal." Thus a possible limitation of my study is that I can only rely on the nurses' ability 

to recall and describe their experiences, but I can never truly know that I have captured that 

experience fully. 

One final limitation relates to the difficulty in reaching all of the participants for a 

second interview. Phenomenological research requires working closely with the participants 
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in the study. Four of the nurses provided feedback on the identified themes but four others 

did not. I provided all of the participants with a written summary of the themes and sought 

feedback. I was successful in receiving feedback from four nurses but I cannot say whether 

the other four nurses agreed with the study findings. 

Nursing Implications 

The findings from this research highlight the need for support, education, and training 

for health professionals caring for patients with dementia. The limited research on the 

experiences of nurses caring for patients with dementia, specifically rewarding aspects, has 

obvious implications for nursing research. Implications of the study findings for nursing 

practice, education, and research will now be discussed in more detail. 

Nursing practice. The study findings revealed the many challenges and rewards 

associated with caring for patients with dementia. It is important to increase awareness of 

factors leading to work related stress in order to improve the quality of work environments 

for nurses caring for these patients. Studies discussed in the literature review clearly 

demonstrated that working in long-term care, and specifically caring for patients with 

dementia, involves multiple stressors (Chappell & Novak, 1994; Clinton et al., 1995; Hellzen 

et al., 1999; Mcintosh et al., 1999; Middleton et al., 1999; Rodney, 2000). Many of these 

stressors could be eliminated or reduced through education, training, and the provision of 

support to nursing staff. Nurses and managers must work together to identify ways to reduce 

work related stress. Focusing efforts on stress reduction has the potential to improve nurses' 
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dementia. 
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It is equally important to increase awareness of the positive aspects and/or rewards of 

the dementia caregiving experience. The nurses I interviewed clearly described the 

rewarding aspects of their work. They were able to connect with patients on a personal level 

and work to maintain the patient's quality oflife. Pleasing the patient and their family was a 

very significant reward. Highlighting the rewards of dementia care giving would have a 

direct impact on promoting gerontological nursing. 

Gerontology is an important specialty area within nursing and thus efforts are needed 

to improve the public perception and perceptions within nursing of the pivotal role that 

gerontological nurses currently play and will continue play in the health care of older adults. 

The fact that gerontological nurses are being devalued is a disturbing finding that warrants 

immediate attention. Gerontological nurses themselves will need to be able to verbalize their 

skills and identify ways to improve the perceptions that exist relating to lack of skill and 

excitement in gerontological nursing. They need to be supported in their efforts by mangers 

and recognized by other members of the interdisciplinary team for the important contribution 

they make. 

In Newfoundland, work is currently underway by the ARNNL and the NLNU to 

make changes to practice environments in long-term care that will improve the status of 

gerontological nurses. The working group has recommended changes such as "RNs being 

more involved in decision making, staffing decisions based on the requirements for good 

resident outcomes, workplace policies promoting health, safety and well being ofRNs, 
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evidence based decision making as the basis of nursing practice, and dedicated resources for 

continuing education ofRNs"(ARNNL & NLNU, 2002, p. 24). 

One way to assist nurses in promoting the value of their work is through direct 

clinical supervision. The benefits of clinical supervision for nursing staff caring for patients 

with dementia have been clearly described in the nursing research literature (Berget al., 

1994; Berg & Hallberg, 2000; Edberg et al., 1995; Graham, 1999; Olsson et al., 1998). 

Clinical supervision involves direct support and training of staff. Nurses caring for patients 

with dementia could certainly benefit from more direct clinical supervision from those 

specifically educated and trained in dementia caregiving approaches. A Clinical Nurse 

Specialist (CNS) in dementia care is one such resource person who could provide ongoing 

clinical supervision for nursing staff. The CNS would possess the education, expertise, and 

experience to make a positive impact in long-term care agencies, specifically in relation to 

the complex care of patients with dementia (Ramsay & Dupuis, 2001). The CNS would be in 

a key position to assist staff with problem solving skills and could hold regular debriefing 

sessions with staff to reflect on the complexities of dementia care giving work. 

I believe that large long-term care institutions should have a clinical nurse specialist 

in dementia care and smaller institutions such as those in rural areas should at least have 

access to a such a specialist. The CNS would be directly available to staff as a resource 

person. He/she would have the time to devote to the particular problems or issues the staff 

may be experiencing. The staff could then feel more empowered in their ability to provide 

the complex care associated with dementia. I believe that if nursing staff had the direct 

support of a CNS in dementia care, they may not feel so devalued. They would see the CNS 

promoting the importance of their work and the knowledge and skill required. They would 
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receive support for their ideas and feedback on their caregiving approaches. Some long-term 

care agencies in this province have a CNS on staff, but he/she is usually assigned to cover 

several agencies and thus cannot provide the direct support regarding dementia care that is 

needed. Other institutions have no CNS, but rely on clinical educators and/or managers to 

carry out these roles and most often they simply do not have the time to devote to the 

education and support of nursing staff in relation to dementia care. 

Another finding from my study that has implications for nursing practice relates to 

the theme of seeing beyond the confusion. Nurses must be aware of the need to treat patients 

with dementia as persons with needs, not as a set of deficits. All nurses in this study 

emphasized the importance of treating persons with dementia with dignity and respect. 

Fundamental to caring for a patient with dementia is seeing beyond the confusion and 

focusing on the person inside the disease. 

Nursing education. The findings of my study revealed that nurses were not satisfied 

with the amount of continuing education or basic education regarding dementia care. Nurses 

reported that they did not receive any formal education in their basic nursing programs on 

dementia care. They did point out that in-services were very helpful, but these were offered 

infrequently or did not address the issue of dealing with difficult behaviors. The need for 

education regarding dementia caregiving is well documented in the literature (Alzheimer 

Society & Home Support Canada, 1992; Keady, 1996; Ragneskog et al. , 1993; Schonfeld, 

1999; Skog et al., 2000; Wilkinson, 1999). One of the problems with continuing education 

for nurses is a lack of government funding due to health care constraints. Yet, there is a 

defmite need for more funding for continuing education of staff caring for patients with 
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dementia. Nurses and managers need to lobby for such educational funding. Nursing staff 

need to keep current with dementia caregiving approaches and nursing research in this area. 

Clinical supervision of staff caring for patients with dementia has implications for 

nursing education. The introduction of clinical supervisors or clinical nurse specialists, is 

one very cost effective way to provide the necessary educational sessions with nursing staff 

on a regular basis. The CNS could be responsible for evaluating whether the educational 

sessions resulted in improved nurse satisfaction and improved quality of care for patients 

with dementia. Olsson and Hallberg (1998) recommended that clinical supervisors focus on 

what promotes or obstructs staff-patient relationships, and practice within a theoretical model 

to make staff more aware of the basis for nursing care. 

Nurses must posses specialized knowledge and skills in order to meet the complex 

needs of patients with dementia. Education leads to empowerment of staff and improved 

outcomes for patients. The need to support nurses and acknowledge their level of skill and 

expertise is critical in order to improve the professional fulfillment of nurses. There is a need 

for nursing education to place more emphasis on care of the elderly, including specific 

training on how to care for patients with dementia. Currently in Newfoundland, there are no 

theoretical courses in the basic nursing program that focus on the care of the elderly and 

more specifically dementia care. 

Currently, nursing students in Newfoundland spend one clinical rotation in long-term 

care, three weeks at the end of year one. At this time, students provide basic care to the 

elderly and focus on developing their communication skills. They do not get a true picture of 

the degree of responsibility associated with being in charge of unit with 20 to 30 elderly 

patients. Nursing students should have more opportunities for clinical placements in long-
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understand the nature and scope of gerontological nursing. 
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I believe nursing students do not tend to choose long-term care as a placement in their 

preceptorship rotation (12 weeks at the end of year three), because nurse educators are not 

doing their part to encourage students to work in this area. It has been my experience, that 

students believe they must go to acute care to acquire psychomotor competencies. They are 

not informed of the many rewards and challenges associated with working in long-term care. 

They do not see it as exciting. The nurses in my study would make excellent preceptors for 

nursing students. They could help students to develop the skills needed to work in long-term 

care and show them the many rewards associated with this type of nursing. It is also crucial 

for nurse educators to begin promoting gerontological nursing as an exciting and rewarding 

career option. 

Additionally, there is a need for higher education in the area of dementia care. 

Graduate level courses should be developed to prepare nurses to become experts in this field. 

Currently in Newfoundland, no such courses exist at the graduate level. 

Nursing research. In an era of evidenced based practice, there is limited research on 

the experiences of professional nurses caring for patients with dementia. More specifically, 

there is an obvious lack of nursing research on the rewards of caring for this patient 

population. Nurses who are considering working in gerontology, need to see that rewards 

exist despite the challenges. While it is important to study the challenges of dementia 

care giving in order to identify ways to cope with work related stress, it is equally important 

to study the rewards of the caregiving work in order to increase awareness of the positive 
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caregiving rewarding, that makes them different than those who develop burnout. 
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Further qualitative research, particularly grounded theory studies are needed to 

contribute to the body of knowledge related to dementia caregiving by nurses. Grounded 

theory studies could further explore the process of how nurses develop their expertise in this 

type of nursing care. It would also be interesting to examine the experiences of nurses with 

less years of nursing experience caring for patients with dementia. Their lived experience 

may be quite different than nurses in my study. 

Further qualitative research in the broad area of dementia care is needed. This 

research will become even more important as the population ages. The trends of the aging 

baby boomers and increasing longevity will inevitably require concentrated research efforts 

into improving the quality of life of patients with dementia, and the work life of nurses 

providing the complex care. In relation to the issue of nurses being devalued by the nature of 

the caregiving work with dementia patients, future research is needed to explore why some 

nurses feel more devalued than others. Some nurses in my study described this devaluing 

piece more strongly than others. A qualitative study on this issue would provide rich data to 

help understand how to address this issue and make nurses feel more valued. 

Quantitative research efforts are also needed in relation to the educational needs of 

nurses caring for patients with dementia. One important question to be addressed is what are 

the specific educational needs of nurses with regard to dementia care? Once the needs are 

clearly identified, educational programs could be developed to meet these needs. Clinical 

trials could then be carried out to test the effectiveness of educational programs for nurses. 



Summary 

Nurses' experience caring for patients with dementia has been explored using 

phenomenological methods as outlined by van Manen (1990). A total of eight nurses from 

three long-term care agencies in the St. John's region were interviewed. Five main themes 

were identified as essential to understanding the lived experience. The themes were seeing 

beyond the confusion, caregiving as rewarding, meeting challenges, creating a caring 

environment, and being devalued by the nature of the care giving work. 

91 

These themes formed the structure or essence of the nurses' experience. It is through 

describing the themes that the researcher was able to move toward an understanding what the 

experience was really like. van Man en (1990) states that if the description is adequate, it 

shows us the significance of the experience in a fuller deeper manner. The researcher 

believes that the presentation of the study findings allowed for a rich, deep understanding of 

what it was like for nurses to care for patients with dementia. 

The study findings were discussed in relation to the literature reviewed. Limitations 

of the study and implications for nursing practice, research, and education were presented. 



92 

References 

Acton, G. J., & Winter, M.A. (2002). Interventions for family members caring for an elder 

with dementia. Annual Review of Nursing Research, 20, 149-179. 

Almberg, B., Grafstrom, M., & Winblad, B. (1997). Major strain and coping strategies as 

reported by family members who care for aged demented relatives. Journal of 

Advanced Nursing, 26, 683-691. 

Alzheimer Society of Canada. (1997). Fact sheet. Ottawa: Author. 

Alzheimer Society of Canada & Home Support Canada. (1992). Training issues related to 

the delivery of services to persons with Alzheimer Disease. Ottawa: Authors. 

Andresen, G. (1995). Caringfor people with Alzheimer Disease. A training manual for 

direct care providers. London: Health Professionals Press. 

Association of Registered Nurses of Newfoundland & Labrador & Newfoundland & 

Labrador Nurses Union Working Group. (2002). Enhancing the role of the 

registered nurse in long term care. St. John's, NL: Author. 

Astrom, S., Nilsson, M., Norberg, A., Sandman, P. 0., & Winblad, B. (1991). Staffbumout 

in dementia care: Relations to empathy and attitudes. International Journal of 

Nursing Studies, 28, 65-75. 

Benner, P., & Wrubel, J. (1989). The primacy of caring. Stress and coping in health and 

illness. California: Addison-Wesley. 

Berg, A., & Hallberg, I. R. (2000). The meaning and significance of clinical group 

supervision and supervised individually planned nursing care as narrated by nurses on 

a general psychiatric ward. Australian and New Zealand Journal of Mental Health 

Nursing, 9, 110-127. 



93 

Berg, A., Hallberg, I. R., & Norberg, A. (1998). Nurses' reflections about dementia care, 

the patients, the care and themselves in their daily caregiving. International Journal 

of Nursing Studies, 35, 271-282. 

Berg, A., Welander Hansson, U., & Hallberg, I. R. (1994). Nurses' creativity, tedium and 

burnout during 1 year of clinical supervision and implementation of individually 

planned nursing care: Comparisons between a ward for severely demented patients 

and a similar control ward Journal of Advanced Nursing, 20, 742-749. 

Bochenski, J. M. (1965). The methods of contemporary thought. Dordrecht-Holland: D. 

Riedel. 

Bowden, P., & Leduc, L. (1994). Alzheimer's disease: Research turned into reality. Caring, 

13(8), 40-41. 

Canadian Study of Health and Aging Working Group. (1994). Canadian Study of Health 

and Aging: Study methods and prevalence of dementia. Canadian Medical 

Association Journal, 150, 899-913. 

Chappell, N. L., & Novak, M. (1994). Caring for institutionalized elders: Stress among 

nursing assistants. Journal of Applied Gerontology, 13,299-315. 

Clinton, M., Moyle, W., Weir, D., & Edwards, H. (1995). Perceptions ofstressors and 

reported coping strategies in nurses caring for residents with Alzheimer' s disease in a 

dementia unit. Australian and New Zealand Journal of Mental Health Nursing, 4(1), 

5-13. 

DeYoung, S., Just, G., & Harrison, R. (2002). Decreasing aggressive, agitated, or disruptive 

behavior: Participation in a behavior management unit. Journal of Gerontological 

Nursing, 28(6), 22-31. 



94 

Duquette, A., Kerouac, S., Sandhu, B. K., Ducharme, F., & Saulnier, J. (1995). Psychosocial 

determinants ofburnout in geriatric nursing. International Journal of Nursing 

Studies, 32, 443-456. 

Edberg, A. K., Nordmark Sandgren, A., Hallberg, I. R., & Axelsson, K. (1995). Initiating 

and terminating verbal interaction between nurses and severely demented patients 

regarded as vocally disruptive. Journal of Psychiatric & Mental Health Nursing, 2, 

159-167. 

Eliopoulos, C. (2001). Gerontological nursing. (5th Ed.) New York: Lippincott. 

Graham, I. W. (1999). Reflective narrative and dementia care. Journal of Clinical Nursing, 

8, 675-683. 

Haggstrom, T. M., Jansson, L., & Norberg, A. (1998). Skilled carers ' ways of 

understanding people with Alzheimer's disease. Scholarly Inquiry for Nursing 

Practice: An International Journal, 12, 239-266. 

Hansebo, G., & Kihlgren, M. (2001). Carer's reflections about their video-recorded 

interactions with patients suffering from severe dementia. Journal of Clinical 

Nursing, 10, 737-747. 

Hellzen, 0., Asplund, K., Sandman, P. 0., & Norberg, A. (1999). Unwillingness to be 

violated: Carers' experiences of caring for a person acting in a disturbing manner. An 

interview study. Journal of Clinical Nursing, 8, 653-662. 

Holden, U. P., & Woods, R. T. (1995). Positive approaches to dementia care. 3rd Ed. New 

York: Churchill Livingstone. 

Ineichen, B. (1990). The extent of dementia among old people in residential care. 

International Journal of Geriatric Psychiatry, 5, 327-335. 



95 

Jones, G. M. M. (1992). A communication model for dementia. In G. M. M. Jones & B. M. 

L. Miesen (Eds). Care-giving in dementia: Research and applications (pp. 75-99). 

New York: Tavistock/Routledge. 

Jones, D. C., & Jones, G. M. M. (1985). Communication patterns; Ethnic elderly and nursing 

staffin a long term care facility. Perspectives, 9(3), 12-16. 

Jones, J., Cheek, J., & Ballantyne, A. (2002). Providing residential care to older Australians: 

Issues for registered nurses. Contemporary Nurse, 12, 225-234. 

Joyce, E. V ., & Kirksey, K. M. (1996). Specialized care of the Alzheimer patient. In R. L. 

Dippel & J. T. Halton. Caring for the Alzheimer patient. A practical guide (pp 55-

64). (3rd Ed.) New York: Prometheus Books. 

Kamer, T. X., Montgomery, R. J.V., Dobbs, D., & Wittmaier, C. (1999). Increasing staff 

satisfaction. The impact ofSCUs and family involvement. Journal of 

Gerontological Nursing, 24(2), 39-44. 

Keady, J. (1996). The experience of dementia: A review of the literature and implications for 

nursing practice. Journal of Clinical Nursing, 5, 275-288. 

Kitwood, T. (1993). Discover the person, not the disease. Journal of Dementia Care, 1 (1 ), 

16-17. 

Koch, T., Marks, J., & Hofmeyer, A. (2002). Caregivers talk about experiences of caring for 

an older person with dementia. Australian Journal of Holistic Nursing, 9(2), 14-23. 

Mace, N. L. (1990). The management ofproblem behaviors. In Dementia care. Baltimore: 

Johns Hopkins University Press. 



96 

Macpherson, R., Eastley, R. J., Richards, H., & Haq Mian, I. (1994). Psychological distress 

among workers caring for the elderly. International Journal of Geriatric Psychiatry, 

9, 381-386. 

McAiney, C. A. (1998). The development of the empowered aide model: An intervention for 

long-term care staff who care for Alzheimer's residents. Journal of Gerontological 

Nursing, 24(1), 17-22; 58-64. 

Mcintosh, I. B., Swanson, V., Power, K. G., & Rae, C. A. L. (1999). General practitioners' 

and nurses' perceived roles, attitudes, and stressors in the management of people with 

dementia. Health Bulletin, 57(1), 35-40. 

Middleton, J. I., Stewart, N.J., & Richardson, A. J. (1999). Caregiver distress related to 

disruptive behaviors on special care units versus traditional long-term care units. 

Journal of Gerontological Nursing, 25(3), 11-19. 

Moniz-Cook, E., Millington, D., & Silver, M. (1997). Residential care for older people: Job 

satisfaction and psychological health in care staff. Health and Social Care in the 

Community, 5, 124-133. 

Morgan, D. G., Semchuk, K. M., Stewart, N. J., & D' Arcy, C. (2002). Job strain among staff 

of rural nursing homes. Journal of Nursing Administration, 32, 152-161. 

Morgan, D. G., & Stewart, N.J. (1999). The physical environment of special care units: 

Needs of residents with dementia from the perspective of staff and family caregivers. 

Qualitative Health Research, 9, 105-117. 

Morris, R. G., Morris, L. W., & Britton, P. G. (1988). Factors affecting the well-being of the 

caregivers of dementia suffers: A review. British Journal of Psychiatry, 153, 147-

156. 



97 

Moyle, W., Edwards, H., & Clinton, M. (2002). Living with loss: Dementia and the family 

caregiver. Australian Journal of Advanced Nursing, 19(3), 25-31. 

Normann, H. K., Asplund, K., & Norberg, A. (1999). Attitudes of registered nurses towards 

patients with severe dementia. Journal of Clinical Nursing, 8, 353-359. 

Olsson, A., Bjorkhem, K., & Hallberg, I. R. (1998). Systematic clinical supervision ofhome 

carers working in the care of demented people who are at home: Structure, content, 

and effect as experienced by participants. Journal of Nursing Management, 6, 239-

246. 

Olsson, A., & Hallberg, I. R. (1998). Caring for demented people in their own homes or in 

sheltered accommodation as reflected on by home-care staff during clinical 

supervision sessions. Journal of Advanced Nursing, 27, 241-252. 

Ragneskog, H., Kihlgren, M., Karisson, 1., & Norberg, A. (1993). Nursing home staff 

opinions of work with demented patients and effects oftraining in integrity­

promoting care. Vard I Norden L 13(1), 5-10. 

Ramsay, D., & Dupuis, M. (2001). The clinical nurse specialist in dementia care. Canadian 

Nursing Home, 12(2 ), 14-1 7. 

Rodney, V. (2000). Nurse stress associated with aggression in people with dementia: Its 

relationship to hardiness, cognitive appraisal, and coping. Journal of Advanced 

Nursing, 31, 172-180. 

Rundqvist, E. M., & Severinsson, E. I. (1999). Caring relationships with patients suffering 

from dementia: An interview study. Journal of Advanced Nursing, 29, 800-807. 

Sandelowski, M. (1998). Focus on qualitative methods. Research in Nursing and 

Health. 21, 467-71. 



98 

Schonfeld, L., Cairl, R., Cohen, D., Neal, K. K., Watson, M.A., & Westerhof, C. (1999). 

The Florida Care College: A training program for long-term-care staff working with 

memory impaired residents. Journal of Mental Health and Aging, 5, 187-199. 

Statistics Canada. (2001). The daily, Tuesday, March 13, 2001. Retrieved from the world 

wide web August 31, 2001. www.statcan.ca/Daily/English/010313 

Skog, M., Grafstrom, M., Negussie, B., & Winblad, B. (2000). The patient as 'teacher': 

Learning in the care of elderly persons with dementia. Nurse Education Today, 20, 

288-297. 

Tappen, R. M., Williams-Burgess, C., Edelstein, J., Touhy, T., & Fishman, S. (1997). 

Communicating with individuals with Alzheimer's disease: Examination of 

recommended strategies. Archives of Psychiatric Nursing, 11, 249-256. 

van Manen, M. (1990). Researching lived experience. Human science for an action sensitive 

pedagogy. London, Ontario: Althouse Press. 

Wagner, L. (1997). Focus on caregiving. Teaching staffhow to interpret difficult behavior. 

Provider, 23(1), 58-62. 

Weiner, M. F. (1996). The dementias: diagnosis, management, and research. London: 

American Psychiatric Press. 

Welander Hansson, U., Hallberg, I. R., & Axelsson, K. (1995). Nurses' satisfaction with 

nursing care and work at three care units for severely demented people. Journal of 

Psychiatric and Mental Health Nursing, 2, 151-158. 

Wilen, S. B., Harman, S.M., & Alexander-Israel, D. (1997). Education and training. 

Home care and the Alzheimer's disease patient: an educational imperative. Caring, 

16(1), 44-46. 



Wilkinson, C. (1999). An evaluation of an educational program on the management 

of assaultive behaviors. Journal of Gerontological Nursing, 25(4), 6-11. 

99 



100 

Appendices 



101 

Appendix A 

Letter to Clinical Educators 



Vicki Earle 
Office 913, Centre for Nursing Studies 
St. John's, NF 
AlA 1E5 

January 25, 2002 

Ms. Sherida Healy (Clinical Educator) 
L.A. Miller Center 
100 Forest Road 
St. John's, NF 

Dear Ms. Healy, 

I am a graduate student at Memorial University of Newfoundland School of Nursing. A partial 
requirement for the degree of Master ofNursing is a research study. This letter is to explain the 
purpose of my study and to seek your assistance in obtaining participants. 

The purpose of my study is to explore the experiences of nurses who care for clients with 
dementia. The goal is to add to the body of knowledge related to dementia care. Allowing nurses 
the opportunity to reflect on their clinical practice has the potential to lead to greater 
understanding by the staff of the rewards and challenges of their daily work. It may also help to 
identify whether there are any specific learning needs of nurses who care for clients with 
dementia. Along with a greater understanding comes the potential to improve the quality of care 
being provided to clients with dementia. 

This is a qualitative research study, which will involve two interviews each lasting about forty­
five minutes to one hour. The interviews will be tape recorded and transcribed verbatim. The 
researcher and two faculty members of Memorial University School ofNursing will then analyze 
the transcripts to identify themes. A research report will be provided to the staff of your agency 
following completion of the data analysis. All transcripts, tapes, and notes will then be destroyed. 
There will be no names or distinguishing characteristics in the report. The Human Investigation 
Committee of Memorial University will review the proposed study and I will confirm approval to 
you prior to the start of the study. 

I am requesting your assistance in obtaining the names of nurses who would be interested in 
participating in my study. I ask that you discuss the purpose of this study with nursing staff at 
your agency. I will be asking them to reflect on their clinical practice with dementia patients. 
The interviews will be unstructured, allowing participants to discuss any aspects of the care giving 
experience. They may withdraw from the study at any time and all data is kept confidential. 

I hope that you will consider my request. Your assistance is central to the success of obtaining 
participants for my study. Should you require further information or have any questions, please 
contact me. I look forward to your reply. 

Sincerely, 

Vicki Earle 
709 782-2194 (home) 
709 777-8186 (work) 
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FACULTY OF MEDICINE, SCHOOL OF PHARMACY, SCHOOL OF NURSING 
OF MEMORIAL UNIVERSITY OF NEWFOUNDLAND; 

NEWFOUNDLAND CANCER TREATMENT AND RESEARCH FOUNDATION; 
HEALTH CARE CORPORATION, ST. JOHN'S 

Consent to Take Part in Health Research 

TITLE: Nurses' Experience Caring for Patients with Dementia 

INVESTIGATOR: Vicki C. Earle RN BN 

You have been asked to take part in a research study. It is up to you to decide 
whether to be in the study or not. Before you decide, you need to understand what 
the study is for, what risks you might take and what benefits you might receive. 
This consent form explains the study. 

The researcher will: 

• discuss the study with you 
• answer your questions 
• keep confidential any information which could identify you personally 
• be available during the study to deal with problems and answer questions 

You decide whether or not to take part or to leave the study at any time. 

1. Introduction: 

Very little research has been conducted on the experiences of nurses who care for client 
with dementia. This study is an attempt to fill in some of the gaps related to the 
experiences of formal caregivers. Much research has already been conducted on the 
experiences of family caregivers and dementia patients yet the experience of a formal 
caregiver may be quite different. There may be unique challenges associated with 
providing nursing care to patients with dementia. The study will allow for a greater 
understanding of the complex care required by patients with dementia. With this 
increased understanding comes the opportunity to improve the quality of care for the 
patients and the work life of the nursing staff. 

2. Purpose of study: 

The purpose of this study is to explore the experiences of professional nurses who care 
for patients with dementia. 

3. Description of the study procedures and length of time: 



As a participant you will be asked to take part in two interviews each lasting from 45 
minutes to one hour. You will be asked to explore, reflect on, and describe your 
experiences caring for patients with dementia. 

4. Possible risks and discomforts: 

There are no immediate risks involved in the study. Emotional discomfort may be a 
possibility. Reflecting on work situations that are stressful or challenging may lead to 
some degree of emotional discomfort. 

5. Benefits: 

There is no guarantee that you will benefit from taking part in this study. However, 
through sharing of personal experiences, you may come to a greater understanding or 
increased awareness of the complexities of your daily work with patients who have 
dementia. 

6. Liability statement: 

Signing this form gives me your consent to be in this study. It tells me that you 
understand the information about the research study. When you sign this form, you do 
not give up your legal rights. You have the right to withdraw from the study at any time. 

7. Confidentiality: 

The information you provide will be kept confidential. Each interview will be audio­
taped and then transcribed. Each transcript will be numbered and coded to coincide with 
the consent forms. The consent forms, audiotapes, transcripts, coding notes, and the 
researcher' s personal notes will all be locked in a safe place. The consent forms will be 
separate from the transcripts to further ensure confidentiality. Only the researcher and 
the research supervisors will have access to the interviews and transcripts. 



Signature Page 

Study title: Nurses' Experience Caring for Patients with Dementia 

Name of principal investigator: Vicki Earle 

To be filled out and signed by the participant: 
Please check as 

· appropriate 

I have read the consent. 
I have had the opportunity to ask questions/to discuss this study. 
I have received satisfactory answers to all of my questions. 
I have received enough information about the study. 

I understand that I am free to withdraw from the study 

• at any time 
• without having to give a reason 

Yes {} 
Yes {} 
Yes {} 
Yes {} 

Yes {} 

I understand that it is my choice to be in the study and that I may not 
benefit. Yes { } 

I agree to take part in this study. Yes {} 

Signature of participant Date 

Signature of witness Date 

To be signed by the investigator: 

No {} 
No {} 
No {} 
No {} 

No {} 

No {} 

No {} 

I have explained this study to the best of my ability. I invited questions and gave answers. 
I believe that the participant fully understands what is involved in being in the study, any 
potential risks of the study and that he or she has freely chosen to be in the study. 

Signature of investigator Date 

Telephone number: 
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Interview Guide 

Opening Statement 

I am interested in discovering what it is like for you to care for patients with 
dementia. I would like you to share any experiences which come to mind. Feel free to 
discuss any aspect ofthe caregiving experience. 

Interview Prompts 

1. How would you describe your experience caring for patients with dementia? 

2. What aspects of the caregiving experience do you consider rewarding? 

3. What aspects ofthe caregiving experience do you consider stressful? 

4. Which coping mechanisms work best for you when caring for patients with 

dementia? 

5. What is it like to communicate with patients who have dementia? 

6. What training have you received to prepare you to meet the needs of patients 

with dementia? 

7. Can you describe the behavior of patients who have dementia on your unit? 

8. How do you deal with behaviors such as aggression and agitation? 

9. What are some of the issues that families express to you and how do you 

assist them to cope? 
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Office of Research and Graduate Studies (Medicine) 
Faculty of Medicine 
The Health Sciences Centre 

February 12, 2002 

TO: Ms. V. Earle 

FROM: Dr. F. Moody-Corbett, Assistant Dean 
Research & Graduate Studies (Medicine) 

SUBJECT: Application to the Human Investigation Committee- #02.04 

The Human Investigation Committee of the Faculty of Medicine has reviewed your proposal for 
the study entitled "Nurses' experience caring for clients with dementia". 

Full approval has been granted for one year, from point of view of ethics as defined in the terms 
of reference of this Faculty Committee. 

For a hospital-based study, it is your responsibility to seek necessary approval from the 
Health Care Corporation of St. John's. 

Notwithstanding the approval of the HIC, the primary responsibility for the ethical conduct of 
the investigation remains with you. 

lz.4= ~' ~-t<l 
F. Moody-Corbett, PhD 
Assistant Dean 

FMC/jjm 

cc: Dr. C. Loomis, Acting Vice-President (Research) 
Dr. R. Williams, Vice-President, Medical Services, HCC 

St . John' s, NF, Canada AlB 3V6 • Tel. : (709) 777-6762 • Fax: (709) 777-7501 • email: rgs @mun.ca 








