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ABSTRACT 

Caring for a loved one with dementia is a complex experience. The relentless 

nature of 24 hour care giving responsibility for the person with dementia, while observing 

the progressive loss of cognitive and functional abilities and even change in personality 

itself, can be overwhelming. The progressive loss of behaviors observed in persons with 

dementia includes alterations in eating habits and the ability to feed oneself. The ritual of 

giving and accepting of food involves both the efforts of the caregiver in meeting the 

fundamental nutritional needs of the person with dementia, as well as serving as a social 

interaction between the two. 

The purpose of this phenomenological study was to provide a full, rich description 

of the experience of the caregiver of the person with dementia at mealtime in the home 

setting. Through a deeper understanding of the mealtime experience from the perspective 

of the caregiver, nurses will be able to provide appropriate, sensitive interventions to 

support those afflicted with dementia and those striving to care for them. 

In this study three family caregivers participated in audiotaped interviews 

describing their experience feeding the person with dementia at home. Four theme 

categories were identified by phenomenological data analysis of the interviews. These 

were: (1) Food Preserves Life; (2) It Gnaws At You; (3) Slipping Away; (4) Being 

Alone In It. These categories illuminate the essential structure of this experience for 

caregivers who struggle on a daily basis to nourish and protect their loved ones who 

suffer the ongoing deterioration of dementia. 
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CHAPTER! 

INTRODUCTION 

Eating is a basic physiologic process which serves to sustain each individual but 

which may also serve as a social interaction between two or more individuals. As such, 

eating involves more than food. It involves motivation towards eating, customary and 

cultural attitudes and practices, and general mental and physical health (Kimmel, 1990). 

For some elderly, eating carries the additional facet of increased dependency on others for 

providing nourishment. Caregivers of persons with dementia become responsible for the 

nutritional well-being of those they care for and face a unique experience in providing for 

this essential need. In order to more fully understand the perspective of the caregiver for 

the person with dementia at mealtime, this thesis focuses on describing the essential 

structure of this experience by conducting a secondary analysis of data obtained for a 

grounded theory study. 

The elderly are the fastest growing component of our population. Living into 

very old age increases the risk of developing Alzheimer' s Disease (AD), the most 

common cause of dementia (Seshadri et al., 1997). At age 65 the remaining lifetime risk 

of AD is approximately twice as high in women (12%) as in men (6.3%) and varies little 

with age between 65 and 80 years of age. The remaining lifetime risk of all-cause 

dementia averages 10.9% in men and 19% in women in the age range of 65 to 80 years 

(Seshadri et al. , 1997). The number of individuals 65 years of age and over will rise from 



almost 34 million in 1996 to a projected 36 million in 2005 (U.S. Bureau of the Census, 

1996, p. 1 ). The projected rise in population of this age group will bring an additional 

number of persons with dementia. 

More than seven out often people with AD live at home. Almost 75 percent of 

the home care is provided by family and friends (Alzheimer's Association, 1998). 

9 

Family caregivers are described by Marcia Ory, PhD, chief of the National Institute on 

Aging's (NIA) Social Science Research on Aging program (NIA, 1995) as an important 

national resource in need of special attention. These caregivers are often unprepared for 

the scope of care necessary for a dependent individual. The care of a person with 

dementia has been described as a "36 -hour day" (Mace & Rabins, 1991) because of the 

unrelenting nature of caregiving responsibilities. Without the care provided by 

community-based caregivers, the formal long-term care resources in this country simply 

would be unable to accommodate the needs of elders. Keeping family caregivers 

mentally and physically healthy and helping them continue with their role responsibilities 

is central to meeting the long-term care needs of elders (Phillips, 1989). 

Motenko studied the frustrations, gratifications, and well-being of 50 wives caring 

for a husband with dementia at home and found that the meanings of caregiving are more 

important to the caregiver' s well-being than the amount of care provided (1989). 

Motenko' s analysis of frustration and gratification associated with care giving suggested 

the importance of continuity in the closeness of the marital relationship, in the meaning of 

caregiving to the caregiver, in the social support network of caregivers, and in patient 
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illness characteristics. The study found that wives who were more frustrated had lower 

well-being. They were also more anxious, more depressed, and reported less self-control 

and less vitality. The study also showed that health of the caregiving spouse was only 

weakly correlated to well-being. These findings challenged the conventional thinking 

that persons with dementia require institutionalization to preserve the physical and mental 

health of their caregivers. The study indicated that disruption was associated with 

caregiver distress, and as such, the disruption of institutionalization may not be in the best 

interests of the caregiver. This holds implications for practice as promoting caregiver 

ability to continue to care for the person with dementia may go farther in maintaining 

caregiver well-being than assisting caregivers to relinquish a caregiving role which 

continues to hold positive, life-sustaining meaning. 

In-home caregiving for persons with dementia presents many challenges but 

mealtime can be particularly problematic as identified by 55% of caregivers (Rabins et 

al., 1982). Dementia of the Alzheimer type leads to a progressive loss of learned 

behaviors including the ability to feed oneself (Volicer et al., 1989). Du, DiLuca, and 

Gordon found that persons with AD in the middle stages of illness and still living at home 

lost a small but statistically significant amount of weight over a two year period ( 1993 ). 

Research by Singh, Mulley and Losowsky (1988) demonstrated that Alzheimer's patients 

lose weight, and on average weigh 21 % less than persons without dementia and 14% less 

than persons suffering with multi-infarct dementia (MID). As such, the nutritional status 



of both persons with AD and MID was below that of the persons without dementia 

studied. 
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Among the behavioral changes reported as occurring in dementia are alterations in 

eating habits. Morris, Hope, and Fairburn (1989) reported the most common change in 

eating habits was a decrease in intake associated with a decrease in weight. Two-thirds of 

the sample studied ate significantly less at some stage in their illness than they ate before 

the onset of dementia. The nutritional status of the elderly person with dementia may 

pose a threat to the fundamental health of the individual and is an ongoing challenge for 

the caregiver. 

Statement of the Problem 

Current literature contains gaps in formal study of the care of the person with 

dementia in the home setting. Studies do exist on the nutritional status of persons with 

dementia as well as on the impact of dementia on family caregivers. However, no 

reported research explores the experience of the caregiver for the person with dementia at 

mealtime in the home setting. 

The importance of the caregiver in providing nourishment for the person with 

dementia is appreciated in the acknowledgment that nourishment sustains life and the 

responsibility for this critical need lies with the caregiver. The inability to adequately 

nourish the person with dementia at home can threaten the ability of the caregiver to 

maintain the individual in the home setting or may be even life threatening. Research is 



needed to promote understanding of this unique experience, in order to provide sensitive 

support to the caregiver, and appropriate interventions for the person with dementia. 

Purpose of the Study and Research Question 
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The purpose of this study is to conduct a secondary analysis to describe the 

essential structure of the lived experience of the caregiver of the person with dementia at 

mealtime in the home setting. The findings of this study characterize the nature of 

mealtime for the caregiver of the person with dementia at home. In doing so, it will help 

establish direction for future interventions to assist the caregiver - care receiver dyad meet 

both the nutritional needs of the person with dementia as well as the supportive needs of 

caregiver. The research question is: What is the essential structure of the lived 

experience of the caregiver of the person with dementia at mealtime in the home setting? 

Definitions 

For the purposes of this study dementia is defined as a gradual and progressive 

loss of cognitive functioning, ability to communicate, and, eventually, physical 

capabilities. Because of declining intellectual ability, the individual exhibits alterations 

in behaviors. AD is now considered to be the most common causes of severe cognitive 

dysfunction in older persons (Claggett, 1989; Huether & McCance, 1996). 

The primary caregiver is defined as the individual who has assumed primary 

responsibility for rendering care to the person with dementia in the past six weeks. This 

person is not compensated financially for caregiving and may include the spouse, 

children, other family member, domestic partner or long-standing friend. 



The essential structure of the lived experience is defined as the statement of 

identification of the fundamental structure of the investigated phenomenon as described 

by the study participants (Colaizzi, 1978, p. 61 ). 

Significance to Nursing 

Eating problems related to dementia represent a range of behaviors that can have 

profound nutritional and overall health consequences for the care receiver and 

compromise the caregiver's ability to sustain home care (Corcoran & Gitlin, 1996). The 

appropriate target of care to older clients is the elder-caregiver dyad. Keeping primary 

caregivers mentally and physically healthy is central to the continuation of their role 

responsibilities in meeting the long-term care needs of the elderly (Phillips, 1989). 

Phillips states, "Every health care decision that is made by a health professional with an 

elder, on behalf of an elder, or about an elder therefore has profound implications for the 

lives and health of the elder' s significant others" (p. 796). Only through understanding 

the experience of the caregiver for the person with dementia at mealtime can appropriate 

interventions be proposed to support the caregiver - care receiver dyad in meeting this 

most fundamental need. 

Personal Perspective on Caregiving for the Person with Dementia 

This study used a phenomenological approach to qualitative research in order to 

study the experience of the caregiver of the person with dementia at mealtime in the 

home setting. To provide a full, unbiased description of this experience the researcher 

identifies and brackets preconceived personal perspectives (Oiler, 1982, p.179). In this 

13 



14 

way researchers acknowledge, but suspend, what they think they already knows about the 

experience in order to not influence the analysis of the data (Oiler, 1982). 

As a nurse case manager in a large internal medicine practice, the researcher has 

identified a problem-based perspective of caregiving for the person with dementia. 

Current job responsibilities of the researcher focus on unresolved issues for patients and 

caregivers which initiate the case management referral. My ongoing association with 

caregiving challenges creates a predisposition which, if not acknowledged, may limit my 

sensitivity to recognizing the gratifications of caregiving. 

The maintenance of life is also identified by the researcher as a value held which 

promotes interest in mealtime, but also creates a predisposition which must be 

acknowledged to prevent its influence in the data analysis. The ethical issues of 

prolonging life in a progressive disorder must be acknowledged, with the researcher's 

values identified and suspended, to allow only the experience of the caregiver to be 

accurately described. 

Summary 

The experience of caregiving for a person with dementia is complex. Although 

much has been written about the issue of caring for the person with dementia, little 

research has been done to describe this experience in the home setting. Much is expected 

and needed from the primary caregiver for a person with dementia. Mealtime may pose 

substantial challenge for the caregiver and is unique in its significance in caregiving. The 

consequence of mealtime may determine whether the person with dementia can be cared 



for at home or even whether life itself is maintained. It is imperative that clinicians 

understand the experience of feeding the person with dementia from the perspective of 

the caregiver in order to provide ongoing, sensitive care throughout the course of this 

progressive disorder. 

15 
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CHAPTER2 

LITERATURE REVIEW AND CONCEPTUAL ORIENTATION 

A review of literature pertinent to the care of the person with dementia in the 

community and conceptual orientation is presented in this chapter. The review includes a 

survey of the numerous dementias, characteristics of the caregiver, caregiving 

perspectives, effects of caregiving for the person with dementia, implications of the 

research for health care providers, and the issue of expense of care provided at home. 

More specifically, issues related to the nutritional status of the person with dementia and 

mealtime are reviewed. 

Literature Review 

Dementia 

Dementia is defined as a gradual and progressive loss of cognitive functions with 

deficits causing impairment and a decline from previous functioning. The dementias 

include Alzheimer's Disease, vascular (multi-infarct) dementia, dementias due to 

Parkinson's disease, Lewy body disease, Pick's disease and other frontal lobe dementias, 

other progressive dementing disorders (Huntington's and Creutzfeldt-Jakob diseases), 

and dementia due to other causes. Alzheimer's Disease is the most common dementia, 

accounting for 50-75% of the total, with a greater proportion in the higher age ranges. 

Vascular dementia is probably the next most common, but its prevalence is unknown. 

The remaining types of dementia account for a much smaller fraction of the total, 
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although recently, it has been suggested that Lewy body disease may be more prevalent 

than previously realized (American Psychiatric Association, 1997). Mechanisms leading 

to dementia include neurological degeneration, cerebrovascular disorders, compression, 

toxins, metabolic disorders, biochemical imbalances, demyelination, and infection 

(Huether & McCance, 1996, p. 361). Although there are many types of dementia, they 

have a number of features in common. The essential features of a dementia are multiple 

cognitive deficits and at least one of the following: aphasia, apraxia, agnosia, or 

impairment of executive function (the ability to think abstractly, and to plan, initiate, 

sequence, monitor, and stop complex behavior) (American Psychiatric Association). As 

the experience of the caregiver of the person with dementia is the center of this 

investigation the pathophysiology of the numerous dementias are not included. Although 

unique features and their consequences do exist in several of the dementias over the long

term course of the disease (Hepburn & Gates, 1988), it is the common features of 

dementia described previously and the perception of the caregiving experience at 

mealtime which were the focus of this study. 

Characteristics of the Caregiver 

Characteristics of the caregiver as well as care receiver needs have been found to 

correlate with the perception of the caregiving experience by the caregiver. These 

findings support study of the caregiver experience in the investigation of mealtime for 

the person with dementia. Majerovitz found in a study of 54 spouses of a partner with 

dementia, caregivers who were lower in adaptability and provided longer hours of care 
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reported greater depression than did caregivers with higher adaptability whose longer 

hours of care were unrelated to depression (1995). Wallhagen found in a study of 60 

elderly caregivers, caregivers with higher levels of perceived control and greater 

perceived resources, had lower levels of depression and higher levels of life satisfaction 

(1993). In addition, greater subjective demands of caregiving were negatively associated 

with life satisfaction and fewer perceived resources were associated with more subjective 

symptoms of stress for the caregiver. The influence of perceived control and subjective 

demands of caregiving on depression and life satisfaction support the need for study of 

the caregiver' s experience as they perceive it. The most potent caregiver stressors 

identified by Nolan, Grant, and Ellis in a content analysis of 671 questionnaires were 

linked more to subjective perceptions of events or circumstances than to the objective 

features of events and circumstances themselves (1990). In a study of 159 elderly spouse 

caregivers, for those who felt abandoned or were stressed by the ways in which 

caregiving affects their daily schedules, it appeared that characteristics of the caregiver 

(rather than characteristics of the patient) were predictive of spouse responses to 

caregiving (Given, Stommel, Collins, King, & Given, 1990). The strongest predictor of 

quality of elder caring were the caregiver's perception of subjective burden and viewing 

the role of caregiving from a monitoring as opposed to an assessing and nurturing role 

(Phillips et al., 1995). These studies support the notion that subjective factors and 

characteristics of the caregiver influence the caregiving experience and underscore the 

need for ongoing research which includes these factors. 
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In theoretical support of the influence of caregiver characteristics, Piccinato and 

Rosenbaum identified keypoints for elderly caregiver hardiness, using Watson' s theory of 

Human Caring (1997). These are: (a) the characteristics of hardiness in elderly caregivers 

are control, commitment, and challenge, (b) the goal of nursing using Watson' s theory of 

Human Caring is to gain a higher degree of harmony within the mind, body, and soul, and 

(c) nurses who integrate Watson's theory into their practice can promote hardiness in 

elderly caregivers (1997, p. 39). Caregiver hardiness explored within Watson's theory of 

Human Caring appears congruent with the literature which describes the subjective 

context and caregiver perceptions as correlates of depression, stress, and caregiver 

burden. The caregiver must be cared for in order to have the inner harmony and strength 

to care for their loved one (Piccinato & Rosenbaum, 1997). 

Caregiving Perspectives 

Study of the caregiver perspective has identified stages in the caregiving process. 

Wilson described the basic social process of caregiving for the person with dementia as 

"surviving on the brink" and defined stages in the caregiving process as: (a) taking it on, 

(b) going through it, and ( c) turning it over (1989b, p. 95). The qualitative study by 

Wilson of 20 family caregivers identified stages of experiencing Alzheimer's Disease for 

caregivers and contended that families should be offered knowledge about the course of 

the disease in order to ease their fears and their difficulties in interpreting interactions 

with the person with dementia (1989a). The family caregiver role has been described as a 

"fatalistic career process" (Lindgren, 1993, p. 214). The descriptive qualitative study was 
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a content analysis of interviews of 10 spouse caregivers and identified stages in the 

caregiving career. These were: (a) the encounter stage, (b) the enduring stage, and (c) 

exit stage. Lindgren found that caregivers with unabated high emotional exhaustion, 

institutionalized their care recipients and did not continue in the role (1990). A 

phenomenological study by Boykin and Winland-Brown described the human experience 

of "unending care" with themes of self-sacrifice, living in the moment, overwhelming 

frustration, and guilt identified by caregivers of persons with Alzheimer's Disease ( 1995, 

p. 13). The study also identified "Caring Keypoints" which suggested that support given 

by nurses to caregivers may prevent them from viewing their loved one as an object and 

prevent some of the associated guilt (1995, p. 18). The challenges and frustrations of 

caring for a person with dementia have been substantiated in the literature. Reported 

research findings have contributed to the understanding of the experience for the 

caregiver of the person with dementia overall. The literature gap addressed by this study 

is the more specific experience of the caregiver at mealtime. 

Effects of Caregiving for the Person with Dementia 

The ongoing needs of the person with dementia are complex and impact the 

caregiver in a number of ways. O'Connor et al. found that the problem categories of 

physical dependence, disturbed behavior, forgetfulness, and inertia were all positively 

associated with measures of strain (1990). Caregiver distress due to disruptive behaviors, 

cognitive impairment behaviors, and ADL impairment were also associated with 

caregiver burden (Farran, Keane-Hagerty, Tatarowicz, & Scorza, 1993). In a study by 



Rabins, Mace, and Lucas, caregivers of persons with dementia reported that they 

themselves had feelings of anger, depression, and fatigue (1982). 
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The personal consequences facing the caregiver of a person with dementia are 

complex whether the person is cared for at home or has been placed in a nursing home. 

There is evidence that caregivers who had discontinued home care because of placement 

or death of the person with dementia had improved functioning, quality of life, and better 

health than caregivers still providing home care (Gold, Reis, Markiewicz, & Andres, 

1995). Bergman-Evans found, however, that depression is a problem for caregivers 

whether the spouse with AD remains in the home or has been transferred to a nursing 

home ( 1994 ). Of interest was a trend for a higher level of depression among former 

caregivers of nursing home residents than home caregivers although the difference was 

not significant. The realization that many of the tasks of caregiving continue even after 

nursing home placement as well as the discovery of new problems, such as finances and 

transportation, may contribute to high depression scores for the former caregivers of 

nursing home residents. These findings highlight the complexity of providing care for 

the person with dementia as well as meeting the needs of the caregiver. 

A study by Motenko discovered that gratification is also experienced by 

caregivers of persons with dementia and challenges conventional wisdom that persons 

with dementia may require institutionalization to preserve the physical and mental health 

of the caregiver (1989). Motenko asserted that practitioners may enhance caregiver well

being by supporting the process of providing care for the person with dementia at home 
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which, for many caregivers, holds a positive, life-sustaining meaning, rather than 

en·couraging the caregiver to relinquish the caregiving role. The paradoxical findings in 

the literature of caregiver well-being improvement after nursing home placement and yet 

slightly higher depression among former caregivers of nursing home residents as 

compared to current caregivers suggests the need for individualized care solutions and 

underscores the importance of ongoing support by health care providers. 

Nutritional Status in the Person With Dementia 

Alterations in eating behaviors affecting the nutritional status of the person with 

dementia. Clinically important weight loss occurred more frequently among 362 patients 

with Alzheimer's Disease than among 317 cognitively normal control subjects (White, 

Pieper, Schmader, & Fillenbaum, 1996). Weight change was not related, however, to 

duration of dementia or dementia severity but with decreased independence in self

feeding in a study of 81 persons with dementia by Du, DiLuca, and Growdon ( 1993 ). 

Van Ort and Phillips found simple nursing actions which modified the environment 

promoted self-feeding for nursing home residents (1995). This suggests that 

modifications in the home setting may also improve self-feeding for the person with 

dementia. Directed verbal prompts and positive reinforcement correlated positively with 

the level of eating independence and significantly improved eating performance in elderly 

nursing home patients with dementia (Coyne & Hoskins, 1997). Eating problems related 

to dementia represent a range of behaviors that can have profound nutritional and health 

consequences for the care receiver and compromise a caregiver' s ability to sustain home 
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care (Corcoran & Gitlin, 1996). In a review of studies on the role of nutrition in 

increased morbidity and mortality in hospitalized patients, Sullivan identified lower 

complication rates, greater energy levels and improved clinical outcomes in patients 

receiving oral nutritional supplementation which contributed to greater protein intake 

(1995). A study by Franzoni et al. concluded that dementia developing in very old age is 

not necessarily associated with malnutrition and decreased life expectancy (1996). 

Franzoni et al. assert that with adequate care in providing nutrition, a maximal lifespan 

can be provided to the very old, frail person with dementia. These findings focus 

attention on the importance of feeding for both the person with dementia and their 

caregiver. 

Implications for Health Care Providers 

The needs of the person with dementia and the caregiver are complex and require 

collaboration between health care providers and family. This includes initiation of 

interventions which support the caregiver/care receiver dyad. In a study of 60 caregivers, 

home-based interventions of caregiver-focused health care, education about dementia and 

caregiving, assistance with problem solving, regularly scheduled in-home respite, and a 

family caregiver support group were found to improve quality of life and extend time to 

long-term institutionalization (Mohide et al., 1990). A cognitive remediation intervention 

for community-dwelling persons with dementia improved cognitive and behavioral 

performance and supports the viability of interventions in dementia despite the trajectory 

of cognitive decline (Quayhagen et al., 1995). A study by Van Ort and Phillips described 
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behaviors of both the feeder and the person with dementia that elicit, sustain, or 

extinguish functional feeding ( 1992). Their findings posited that identification of these 

behaviors can facilitate development of behavioral and environmental interventions to 

promote feeding for the person with dementia. The significance of support from the 

health care provider was also illustrated in a study by Chenoweth and Spencer as families 

surveyed felt less abandoned and more capable of handling problems when explanation of 

the irreversible, declining nature of dementia was given (1986). This support is best 

provided when information provided by the health care provider is integrated with 

information from the caregiver that is unique to their care receiver (Harvath et al. , 1994). 

The financial expense of caring for persons with dementia living at home also 

impacts the caregiver, and may be higher than previously estimated, with many expenses 

paid directly by patients and their families (Weinberger et al. , 1993). In studying 

caregiver role strain, Archbold et al. found that although the factors of mutuality and 

preparedness ameliorated some aspects of strain, it had limited effect in reducing strain 

from lack of resources (1990). Financial constraints must be acknowledged in the plan of 

care and the health care provider must offer support to the caregiver in this aspect as well. 

Conceptual Orientation 

The perspective of this author on providing care for the caregiver of a person with 

dementia role reflects the influence of Jean Watson's conceptual model of human caring. 

Based on the review of literature and the salience of the concept of caring in research on 

caregivers and persons with dementia, Watson' s model of human caring seems 



appropriate. The model continues to evolve but is rooted in ten carative factors which 

are the foundation for the caring relationship (1985, p. 75). These carative factors 

provide a framework for the application of the knowledge gained from the researcher' s 

investigation and include: 

1. Formation of a humanistic-altruistic system of values, 

2. Faith-hope, 

3. Sensitivity to self and others, 

4. Creation of a helping-trusting human care relationship, 

5. Expressing positive and negative feelings, 

6. Using creative problem-solving in the caring process, 

7. Transpersonal teaching-learning, 

8. Promotion of a supportive, protective, and/or corrective mental, physical, 

societal, and spiritual environment, 

9. Assistance with the gratification of human needs, 

10. Existential-phenomenological-spiritual forces. 

"The goal of nursing proposed is to help persons gain a higher degree of harmony within 

the mind, body and soul which generates self-knowledge, self-reverence, self-healing, 

and self-care processes while allowing increasing diversity" (Watson, 1988, p.49). The 

stressors often present for the caregiver of the person with dementia would disrupt the 

harmony described by Watson above. Watson's conceptual model provides the 

framework for the researcher's perspective of the caring relationship between the nurse 
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and caregiver for the person with dementia, as each carative factor describes an element 

congruent with seeking to understand the experience and provide sensitive, individualized 

interventions to optimize the harmony experienced during mealtime and promote the 

well-being of the dyad. 

Summary 

Dementia profoundly affects the lives of family caregivers as they watch the 

personality of the person with dementia disintegrate. In addition, caregivers face great 

physical and emotional demands as they struggle to meet the comprehensive needs of the 

person with dementia. Caregiver concerns related to health needs, safety, and physical 

caregiving are overlaid with the psychosocial concerns of changes in previous 

relationships, preservation of dignity of the person with dementia, and the preservation of 

self. The caregiver is faced with many previously unknown issues with varying amounts 

of support available to them. One critical aspect in caregiving for the person with 

dementia is ensuring adequate nutrition. This study seeks to describe the experience of 

mealtime from the perspective of the home caregiver. In doing so, the features of this 

important caregiving function can be more fully explored, allowing health care providers 

to provide insightful, sensitive interventions and problem-solving to support the caregiver 

in sustaining the person with dementia in the home setting. 
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CHAPTER3 

METHODOLOGY 

The purpose of this chapter is to describe the method used in this investigation. 

The chapter includes: design, sample, setting, the data generating question, protection of 

human participants, data collection, data analysis, and data management. Trustworthiness 

is addressed, using Guba and Lincoln's (1989) criteria for qualitative research. A 

discussion of secondary analysis precedes the research method description. 

The author of this study used a phenomenological approach to answer the research 

question. Phenomenology is an approach that brings to language the meaning of human 

experience. Because nursing practice is enmeshed in the life experience of people, the 

phenomenological research method is well suited to the investigation of phenomena 

important to nursing (Streubert & Carpenter, 1995, p. 29). Phenomenological inquiry has 

been used to study various phenomena, including childhood cancer (Martinson & Cohen, 

1988) and components of courage in chronically ill adolescents (Haase, 1987). '"The 

nursing profession advocates the individual as author of his own world; definer of his 

own reality" (Oiler, 1982, p. 178). The phenomenological approach offers valuable 

insights into everyday experience which, if understood, allow the holistic approach 

sought by nursing. Phenomenological analysis contributes knowledge of human 

expenence. 
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Secondary Data Analysis 

This study was a secondary analysis of data generated in pursuit of a theoretical 

basis from which to develop a grounded theory of contextual issues related to the person 

with dementia and the caregiver at mealtime in the home setting (Amella, 1997). The 

purpose of the original research was to facilitate development of a repertoire of 

interventions based on interaction phenomenona (Amella, 1997). Secondary data 

analysis has been used by the social sciences for a long time (Gleit & Graham, 1989). 

Secondary analysis makes use of data gathered for the purposes of primary research, but 

looks at questions not originally asked by the original investigator or addresses similar 

questions using different methods of analysis (McArt & McDougal, 1985). The purpose 

of this secondary analysis is to use a phenomenological approach to describe the meaning 

of the experience of the caregiver of the person with dementia at mealtime in the home 

setting, which diverges from the original investigator's purpose of generating grounded 

theory by disclosing the context of care. 

There are numerous benefits in conducting a secondary data analysis. Secondary 

analysis provides the opportunity to shed new light on the overall research question or 

add new knowledge about the area under investigation. A strengthening of the scientific 

collegiality among the researchers can also occur during secondary data analysis while 

enlarging the existing knowledge base. Secondary analysis also provides an efficient and 

cost effective means of conducting research, as the three initial steps of the research 

process are eliminated: instrument development, sample selection, and data collection 



(McArt & McDougal, 1985). Jacobson, Hamilton, and Galloway state, " .. .investigators 

who use secondary sources appropriately can make significant contributions to nursing 

science at less cost than that engendered by traditional research methods" (1993, p. 493). 
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There are also disadvantages to secondary data analysis. A major limitation for a 

descriptive design is lack of control over how a data set was conceived, generated, or 

recorded (Jacobson, Hamilton, & Galloway, 1993). The researcher conducting this 

secondary analysis, found it necessary to reconcile these inherent limitations. 

Specifically, the interviews were, perhaps, more guided by the interviewer for the purpose 

of the original research than would be desirable in seeking a purely phenomenological 

data analysis. A second issue is currency of the original data (McArt & McDougal, 

1985). These issues did not impose limitations for the research as the data for the original 

study was generated within one year of collection, and the researcher has had the 

opportunity of working with the original researcher to answer questions and address 

issues of concern for clarification. In the following sections are a description of the 

original study followed by a description of the secondary analysis study. 

Research Methods of the Original Research 

Research Design 

The research design of the original study, Assisting with Meals for the Person 

with Dementia at Home: Disclosing the Context of <;are (Amella, 1997) was a 

descriptive study, using a grounded theory approach. Additionally, the study includes 

instruments to describe characteristics of the study sample and quantify the mealtime 
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interaction. The purpose of the research was to provide a theoretical basis from which to: 

1) develop a model of contextual issues that facilitate or impair mealtime performance in 

the home for the person with dementia and his or her caregiver, and 2) develop a 

repertoire of interventions based on interaction phenomenon for the person with dementia 

and their caregiver. 

Setting and Sample 

Setting 

Data for the original study were collected in the home setting of the care giving 

dyad. The home setting was chosen as the preferred site for the interview in order to 

provide a naturalistic setting (Polit & Hungler, 1995). This allowed the interview to 

take place in the studied setting promoting study of the full context of care. This also 

provided a location that was convenient for the caregiver and mitigated the need for 

additional caregiving arrangements for the person with dementia. The caregiver was 

offered the opportunity of having either the investigator or research assistant (RA) 

available to provide supervision for the elder during the interview. 

Sample 

A purposive sample was chosen as this sampling allows selection of individuals 

based on their particular knowledge of a phenomenon for the purpose of sharing that 

knowledge (Streubert & Carpenter, 1995). Purposive sampling is a type of 

nonprobability sampling in which the researcher selects subjects on the basis of the 

researcher's judgment about which ones will be most representative or productive (Polit 
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& Hungler, 1995). This type of sampling provides information rich cases for in-depth 

study. Participants were recruited from among the members of families attending support 

groups for persons with dementia and from the clients of local physicians who specialize 

in elder care. Sampling continued until theme saturation occurred and theory generation 

was initiated. The original investigator anticipated that seven to ten participants would be 

required to reach saturation. The purpose of the inclusion criteria is to select participants 

who will provide some commonalties of experience. The inclusion criteria were: (a) the 

elder and caregiver were Caucasian to develop a culturally based sample; (b) the person 

with dementia: age 60 or older, met ADRDA criteria for diagnosis of dementia (MMSE 

<23 or 17), and required assistance from another for eating (GDS <3); (c) caregiver was a 

blood, step, or half-child or sibling, niece or nephew, spouse (including common-law, 

domestic partner), long-standing friend or associate who has had primary responsibility 

for rendering care to the person with dementia within the past 6 weeks; ( d) caregiver was 

not financially reimbursed for services; and ( e) was able to read and speak English 

(Amella, 1997). 

Protection of Human Subjects 

The Committee for the Protection of Human Subjects of the University of Arizona 

approved this study (Appendix A). After initial contact by the original investigator, 

caregivers were sent a letter informing them of the purposes, risks, and benefits of the 

study. One week after the letter, a follow-up telephone call was made to determine if the 

caregiver had any questions regarding the project. A signed consent was given by the 



surrogate or guardian of the person with dementia. At that time the original researcher 

obtained permission for secondary analysis of the interviews of the author. The person 

with dementia was asked to verbally assent to assessment. 

Data Collection Procedure 

32 

At least one week prior to the initial interaction, Amella assessed both the person 

with dementia and the caregiver, using a standardized screening tool to determine level of 

cognitive functioning, the Mini-Mental Status Examination (MMSE) (Folstein, Folstein, 

& McHugh, 1975). The physical functioning of the person with dementia and caregiver 

were also assessed using the Global Deterioration Scale (GDS) (Reisberg et al., 1982). 

The Body Mass Index was calculated from anthropometric measurements and oral health 

assessed by Brief Oral Health Status Examination (BOHSE). The Caregiver Information 

Sheet and Care Receiver Information Sheet was also completed. The original researcher 

instructed the caregiver in the correct method to complete the Three-Day Diet Recall. For 

the interview, the caregiver responded to a Grand Tour Question (Appendix B). The 

Grand Tour question was supplemented by nonspecific probes to expand on the response, 

in order to provide a full, rich description of the phenomenon. The original researcher 

requested the participants to think about this question in advance in order to provide a 

full, rich description of the experience. 
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Secondary Analysis Study 

Research Design 

The design for this study is descriptive, using a phenomenological approach. 

Phenomenology involves "approaching the phenomenon with no preconceived 

expectations or categories, performing some form of bracketing to define the limits of the 

experience, and then exploring the meaning of that experience as it unfolds for the 

participants" (Ornery, 1983, p. 54). Phenomenology has been described as " ... a science 

whose purpose is to describe particular phenomena, or the appearance of things, as lived 

experience" (Streubert & Carpenter, 1995, p. 30). "Phenomenology aims to describe 

experience rather than to define, categorize, explain, or interpret it" (Munhall & Oiler, 

1986, p. 81). In the phenomenological approach for this study, the research question 

addresses the lived experience of the caregiver of the person with dementia at mealtime in 

the home setting. 

Setting and Sample 

The setting for this study consisted of the homes of the participant caregivers of 

the persons with dementia as described for the original study. The sample for this 

secondary analysis was the first three participants in the original study. The nature of the 

original research design of grounded theory dictates that the research question be refined 

as data are generated and analyzed in the study (Streubert & Carpenter, 1995). The 

sampling chosen for the secondary analysis was to protect the opportunity to analyze a 



consistent data generating question, the original researcher's Grand Tour Question 

(Appendix B). 

Protection of Human Subjects 
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The author received approval for conducting the secondary data analysis from the 

original researcher (Appendix C), and obtained approval for the study from the 

University of Arizona Human Subjects Review Committee (Appendix D). Consent from 

study participants was not required for reanalyzing the primary data set. The data were 

available only to the original researcher, research assistant, thesis committee members, 

and the author. This research was conducted in study participants' homes regarding 

matters of a potentially emotional nature and as such made study participants highly 

vulnerable to the researcher. This mandated the strictest ethical behavior for those 

involved in data analysis which was carefully upheld. Ethical treatment of subjects 

mandates maintenance of confidentiality which was consistently provided and included 

the use of pseudonyms for all study participants. In addition, ethical considerations 

include acknowledgment of inherent risks and benefits present for study participants. An 

inherent risk for study participants may be a feeling of vulnerability and perhaps guilt at 

sharing negative feelings surrounding duties related to caring for someone they love and 

feel responsible for. In contrast, a benefit may be a feeling of validation that the 

researcher feels their experience is important and worthy of study. 



Data Collection Procedures 

Interviews conducted by the original researcher were open-ended, unstructured, 

and audiotaped with the participants' permission. The data-generating question for this 

study is the Grand Tour Question posed by the original researcher, "Tell me what 

mealtime is like for you feeding __ (care receiver)". Demographic data on the three 

participants was obtained from the Caregiver Information Sheet. 

Data Analysis 
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Bracketing was the initial methodological device of phenomenological inquiry 

and required deliberate identification and suspension of all judgments and ideas related to 

the research topic (Streubert & Carpenter, 1995). For this research, the investigator met 

with the thesis Chair to identify and discuss ideas to be bracketed as identified in personal 

perspectives. The investigator identified a more problem focused perspective on 

caregiving for the person with dementia bracketed this orientation throughout the 

duration of the data analysis and reporting. The data analysis method involved the 

procedural steps outlined by Colaizzi (1978) and adapted by Haase (1987) for analysis of 

phenomenological data. The following process guided analysis: 

1. All of the participant's transcribed descriptions, termed protocols, were read 

repeatedly in order to acquire a familiarity and feeling for them. 

2. Each protocol was analyzed with extraction of phrases or sentences which 

pertain to the phenomenon under investigation. This step is identified as extracting 

significant statements (Colaizzi, 1978). 



3. The significant statements (SS) are rendered as restatements (RS) in the next 

analysis step which transforms the phrase into the language of science (Colaizzi). 

4. The underlying meaning of the words in the significant statements and 

restatements are then articulated in the formulated meaning (FM). This step strives to 

engage creative insight into the experience of the participant (Colaizzi). 
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5. Themes are derived by the researcher from the aggregate formulated meanings 

(Colaizzi; Haase, 1987). 

6. The themes derived from the formulated meanings are arranged in theme 

clusters. The theme clusters are identified as commonalties of the experience emerge 

from the data generated (Colaizzi). 

7. Theme clusters are fused under broader theme categories. Each sequential step 

of the data analysis elicits the meaning of the experience for the participant (Colaizzi). 

8. An exhaustive description of the phenomenon allows full explication of the 

data derived from the previous steps. Colaizzi describes the exhaustive description as 

the full depth and breadth of the experience articulated in scientific language. 

9. The exhaustive description of the phenomenon allows the essential structure of 

the experience to be identified and communicated in the final step (Colaizzi). 

Trustworthiness 

The trustworthiness of the phenomenological study was established using the 

following criteria as described by Guba and Lincoln (1989). 
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Credibility 

The credibility criterion focuses on the match between the experience as perceived 

and described by the participants and the description of the experience as provided by the 

researcher (Guba & Lincoln, 1989). Several techniques were employed to ensure 

credibility for this study. 

"Peer debriefing" is described as "testing out" the researcher's findings and 

tentative analysis by an objective peer during the course and at the conclusion of the 

research study (Guba & Lincoln, 1989, p. 237). The peer debriefing for this study was 

provided by a colleague who is familiar with phenomenology but not involved in the 

investigation, to provide objective, ongoing discussion of the process and findings. 

"Progressive subjectivity" is a process used to provide a means of monitoring the 

researcher's subjective perspective of the phenomenon (Guba & Lincoln, 1989, p. 238). 

Prior to engagement in any research activity, through bracketing, the researcher identified 

and recorded the preconceived perception of the experience of the caregiver of the person 

with dementia at mealtime in the home setting (Streubert & Carpenter, 1995). 

Phenomenological analysis requires the researcher to state explicitly assumptions 

regarding the phenomenon under investigation, and then bracket or suspend these 

preconceptions in order to fully understand the experience of the subject and not impose a 

priori hypothesis on the experience (Riemen, 1986). During data analysis and at the 

creation of the essential structure, the recorded personal perspective of the researcher 

were revisited to ensure it remained bracketed. 
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"Member checks" were conducted to provide final credibility (Guba & Lincoln, 

1989, p. 238-239). At the conclusion of the data analysis process, the investigator 

contacted study participants to review the findings on the essential structure of the lived 

experience with them. The participants were encouraged to comment freely on the 

findings and make additions and deletions as they deemed appropriate to accurately 

describe the experience. Study participants verbalized study results were truly and 

accurately reflective of their experience, and had no additions or deletions to make in the 

essential structure as written. 

Transferability 

In qualitative research, transferability may be thought of as parallel to external 

validity or generalizability. Guba and Lincoln describe the goal of transferability as 

provision of as complete a data base as possible through "thick description" (1989, p. 

241) of the phenomenon, so others who wish to apply the study to their own situation 

may do so. The researcher provides a thorough description of the data and process of 

analysis to allow other researchers to judge transferability. A full, rich description of the 

experience of mealtime at home for the caregiver of the person with dementia was 

provided by the researcher. Transferability demonstrates the probability that the research 

findings have meaning to others in similar situations, not to the general population. 

Dependability 

Dependability is concerned with the stability of the data over time. Guba and 

Lincoln (1989) state dependability can be assured through an established, trackable, and 



39 

documentable process which can be confirmed through an inquiry audit of the research. 

Data were systematically analyzed, stored as a computer program, and printed as hard 

copy through each successive phase which provided an audit trail for verification by the 

committee Chair. Analysis was performed systematically according to Colaizzi's (1978) 

protocol for phenomenological analysis. Extensive consultation was sought during the 

analysis process to verify appropriate transitions were made between the steps of data 

analysis. 

Confirmability 

Confirmability is concerned with assuring that data, interpretations, and outcomes 

are reflective of the data itself, and are not "figments of the evaluator's imagination" 

(Guba & Lincoln, 1989, p. 243). This means that data can be tracked to their sources, and 

that the logic is both explicit and implicit in the description of the experience ( Guba & 

Lincoln, 1989). To ensure confirmability, the committee Chair audited the data analysis 

and study findings were discussed with all committee members. 

Summary 

This study uses a phenomenological approach to qualitative research. 

Phenomenology offers a way to uncover and portray the meanings of experience and is a 

useful qualitative research method for nursing. Three caregivers of persons with 

dementia provided interview data for analysis. Using Colaizzi' s method ( 1978) the 

interview data was analyzed in a systematic process to generate themes, theme clusters, 

and theme categories in order to describe the essential structure of the lived experience. 



Trustworthiness of the research was established using criteria for credibility, 

transferability, dependability, and confirmability, of the data (Guba & Lincoln, 1989). 
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CHAPTER4 

ANALYSIS OF DATA AND PRESENTATION OF FINDINGS 

In this chapter findings are presented. An exhaustive description follows which is 

a discussion of themes, theme clusters, and theme categories derived from 195 significant 

statements. Four theme categories, 23 theme clusters, and 115 themes were identified 

from the data. The essential structure of the experience of the caregiver for the person 

with dementia (PWD) at mealtime in the home setting is then described. 

Description of the Sample 

Three caregivers of persons with dementia participated in the study. All 

caregivers were actively caring for their loved one in their own homes at the time of the 

interviews. All interviews were conducted in the participant's homes. For the purpose of 

strict confidentiality, pseudonyms were assigned to each caregiver and PWD. The three 

participants were an elderly man caring for his wife, a daughter caring for her mother, and 

an elderly woman caring for her husband. All study participants were Caucasian. Two of 

the participants were sole caregivers, with one participant having 24 hour in-home 

caregiving assistance. Two study participants reported actively caring for the PWD for 

five years or less, while the participant with continuous caregiver assistance reported 

active caregiving for more than five years. Two caregivers reported taking the PWD 

rarely or never to a restaurant for meals, while one participant reported less than once a 

month, but more than once a year. The age span of the PWD was 69 to 88 years of age 



with a mean age of 76.3 years. Two study participants reported an annual income of 

$20,001 - $30,000 while one reported more than $50,000 per year. All three study 

participants reported Alzheimer's Disease as one of the diagnoses of the PWD. The 

descriptions of each study participant were provided by the original researcher. 

Pseudonyms are assigned to caregivers and persons with dementia to protect 

confidentiality. 
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Henry is a well-groomed gentleman with a pleasant, beguiling smile and quick 

sense of humor. Their home appears as though a man has been in charge, with things 

arranged to provide a functional environment to take care of his wife. Henry spoke 

openly in front of his wife and became tearful during the interview when discussing her 

increased verbalizations while toileting. His longing for communication with his wife 

was apparent throughout his interview and in his gentle interactions with her. Henry 

provides almost all care for his wife, although her brother comes each evening and 

brushes her teeth with an electric toothbrush. June attends day care twice a week while 

Henry has scheduled activities he attends at that time. A caregiver comes twice a week to 

give her a bath. 

Sally shares openly her commitment to provide 24 hour care for her mother. Sally 

has given up her employment in order to move in with her mother and provide the 

continuous care she needs. The rich descriptions of her feeding responsibilities were 

woven with discussion of her previous activities and stirred a sense of the loss of life as 

she previously knew it. Her discussion centered around the endless tasks related to caring 
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for her mother and their home. Her statement "I do everything for her but chew her food 

... " gave a sense of the overwhelming nature of her caregiving responsibilities. 

Alberta is a woman whose words flow easily as she recounts both the day to day 

activities in their meal routine but also relates much about the cooking activities and 

entertaining she and Fred used to enjoy together. Their home always was, and continues 

to be, a place where friends are welcome and socializing occurs. The stories of their 

home, friends, and activities depict mealtimes that were more than just meeting the 

nutritional need of the moment. Mealtimes were relished and made into a happy, social 

event. Fred remains present for these activities although he is no longer able to 

participate and feeding him has become an integral part of the flow at each mealtime. 

Exhaustive Description 

An overview presentation of the four theme categories and 23 theme clusters as 

extracted from the interview data is presented (Table 1 ). In the following narrative each 

theme category is presented and includes the theme clusters present within it. Direct 

quotes from the interviews provide statements to promote an understanding of the themes 

and theme clusters within each theme category. 

Theme Category: Food Preserves Life 

Study participants' portrayal of the importance of mealtime is captured by the 

theme category Food Preserves Life (Table 2). It was through the careful nourishing of 

their loved one that the continuation of life was made possible in a disease over which 



there was no other control. Each theme cluster under this category speaks to a slightly 

different perspective of this complex and life-preserving activity. 
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TABLE 1. Theme Categories and Theme Clusters 

Theme Category Theme Cluster 

Food Preserves Life • Manageability of Meals 
• End of Eating= End of Life 
• Pressure to Meet Nutritional Needs 
• Mealtime Madness 
• Mealtimes are Forever Changed 

It Gnaws At You • Caring About Feelings 

• Constant Vigilance 

• Overwhelming Responsibility 

• Being Controlled By It 

• Loss of a Normal Life 

• Maintaining Home Environment 

Slipping Away • Losing the Connection 

• Appreciating Previous Personhood 

• Dealing With Deterioration 

• Maintenance of Rituals 

Being Alone In It • Endless Uncertainty 

• The Devastation of Life 

• No Preparation for This 

• Home Is Best 

• Any Help Is Appreciated 

• Aloneness 

• Grasping for Hope 
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TABLE 2. Theme Cluster and Themes: Food Preserves Life 

Theme Cluster 

Manageability of Meals 

End of Eating= End of Life 

Pressure to Meet Nutritional Needs 

Mealtime Madness 

Mealtimes Are Forever Changed 

Themes 

• Simplicity of Meals 
• Trying to Make Meals Easier 
• Not Always Able to Plan Ahead 
• Not Enough Energy to Make Separate 

Meals 

• Maintaining Weight = Maintaining Life 
• Must Be Nutritionally Adequate 
• Every Meal is Important 
• Even Treats Must Contribute to 

Nutritional Needs 
• Coaxing to Eat 

• Constant Pressure to Eat Enough 
• Constantly Searching For Ways to 

Increase Intake 
• Adapting to Changes 
• Eating Must Occur Even If Resisted 
• Anxiety Anticipating the Struggle 

• Feeding is a New, Difficult Experience 
• Feeding is Time Consuming 
• Resistance to Eating 
• Inconsistent Responses 
• Constant Strategizing to Meet Needs 
• Coercion Necessary to Ensure Eating 
• Needing to Be Flexible 
• Endless Uncertainty About Whether 

Eating Will Occur 
• Uncertain Whether Intake Meets 

Nutritional Needs 

• Loss of Basic Table Manners 
• Losing Mealtime Pleasures 
• Loss of a Peaceful Mealtime 
• Nothing Normal Anymore 
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Seeking a Manageability of Meals 

Manageability of meals speaks to the practical considerations of accomplishing 

the ever-present task of feeding. Trying to manage mealtime planning, preparation, and 

feeding required some general strategies. Sometimes simplifying meals and keeping 

preparation easy was a means for keeping mealtimes manageable. "Lately, I've found a 

recipe for cup custard for two. A very simple recipe ... " relates Henry's strategy for 

providing a nourishing dessert that is manageable to prepare. In addition, a "back-up" 

plan was necessary for days when time for meal planning and preparation was not 

available but good nutrition was nonetheless, a priority. "I keep my ice ... freezer stocked 

with TV dinners just in case I don't have time to cook up a big dinner" was a strategy 

shared by Henry. In addition, there simply was not enough energy to provide two 

separate menus for the caregiver and PWD despite variable needs so choosing meals 

suitable for both of them was one strategy employed. At times, feeding was 

accomplished while performing other necessary tasks for the PWD in order to manage the 

myriad of responsibilities of providing care. 

End of Eating= End of Life 

The caregivers shared their perspective of the importance of mealtime as being 

nothing less than preserving life itself. Sally's statement "When she completely breaks 

down and stops eating then it's going to a number of days" summarizes the day-to-day 

importance of sustaining life through diligent feeding by the caregiver. The measurable 

feature of weight made it a parameter that was focused on with the underlying belief that 



to maintain weight is to sustain life. Henry's strategy for doing this was captured by his 

statements "My main concern is to give her as much fattening food as I can" and "I've 

been pouring half and half over it just to keep her weight up". Sally shared, " .. .I don't 

mind giving her some junk food because I know that will help keep the weight on and at 

this point that is important to me" as her means to sustain her mother's life and forestall 

any changes in her status. 

Caregivers expressed the importance of providing nutritionally adequate meals. 
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Every meal is deemed important in its contribution to sustaining the PWD and even treats 

must contribute in some beneficial way to this goal. As Sally stated, "I feed her candy 

bars and stuff when she wants them because I want her to ... if I can stuff those drops 

down along with her regular nutrition". Coaxing to eat is often necessary and was a 

strategy employed by Henry during the interview. "Delicious. Try some." and "Take a 

big bite of this ... take a drink". These statements illustrate the ever-present need to 

nourish in order to preserve life. 

Pressure to Meet Nutritional Needs 

The larger perspective of eating to sustain life then gives way to the more palpable 

pressure for the caregiver in trying to meet day-to-day nutritional needs. "If I let her 

alone she just wouldn't do it" shares Henry's perspective of the constant pressure to be 

sure June eats enough. The ongoing need to eat enough then requires a constant search 

for ways to increase intake. "I mix up a big batch of smoothies and keep them in this big 

jar" illustrates Henry's quest to provide June with nutritious foods. In contrast to life as 



previously known, it is now solely Henry's responsibility to search for menus and then 

hope the product of his time and energy will be eaten. 
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The strategies for providing adequate nourishment must also be flexible in order 

to adapt to changes in the needs and abilities of the PWD. As Sally shared, "So, yeah, her 

dietary needs have changed quite a bit". In addition, the progressive nature of dementia 

as well as the impact of co-morbidities make planning somewhat akin to hitting a moving 

target. Skills previously present are lost and new behaviors may emerge making it 

necessary to find new strategies to accommodate the changes. As Sally describes, 

" ... until about July when we figure she had a minor stroke and things went down hill very 

quickly. She had to be fed", and Alberta's, "Anyway, some days are better than others ... " 

as shared by Alberta and "It's just touch and go" described by Henry. These statements 

illustrate the fluctuating nature of the feeding experience for the caregiver. 

The pressure to meet nutritional needs ultimately culminates in the actual feeding 

process. Study participants shared that eating must occur even when the effort is resisted. 

As stated by Alberta "If you just keep at him he'll eat everything that's there". For Sally 

the pressure for her mother to eat enough is larger than the immediate meal itself the 

consequence of which is anxiety anticipating the struggle. Her statements "I never know 

from meal to meal if she is going to eat or not" and "I'm always anxious anticipating the 

struggle" lends insight into the endless pressure of the feeding experience. 
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Mealtime Madness 

Mealtime madness depicts the struggle beyond the immediate issue of nutrition 

and stretches into the behaviors of the PWD, and related frustration and uncertainty for 

the caregiver at mealtime. Feeding is a new, difficult experience and previous skills 

acquired while feeding children do not transfer to the feeding of a PWD. In discussing 

the difficulty of feeding her mother Sally shared, "That was hard because it's not like 

feeding a baby". In addition to the challenging nature of feeding, the time required to do 

so also impacted the experience. Henry stated "Sometimes I sit here for an hour and a 

half at night". Resistance to eating and inconsistent responses were described by study 

participants and impacted the mealtime experience. Henry captured the nature of the 

struggle with "Because she'll open her mouth when she is damn good and ready" and 

Sally described her struggle as " .. .I don't stuff the food down, of course, but I have to 

really force her to eat". The inconsistency of responses lends uncertainty to the mealtime 

as described by Alberta, "Sometimes he opens his mouth and sometimes he doesn't". 

These behaviors make it difficult to plan and execute a consistent mealtime routine and 

add to the uncertainty experienced by caregivers. They also illustrate the dramatic 

change in the nature of the basic relationships that were previously experienced during 

mealtimes. 

In order for eating to occur, constant strategizing and even coercion is necessary. 

Feeding June during the interview Henry tried to coerce June with, "How come you're 

not opening your mouth for me? Open up that big mouth". Constant strategizing is like a 
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current present throughout the day and is an integral part of the day's activities. It is 

necessary in promoting hydration as well as eating as Henry revealed, "I keep one (drink) 

handy all day long and try to get her to drink as much as she can". 

The unpredictable nature of mealtime makes it necessary to be flexible with meal 

planning in order to accommodate the changing behaviors of the PWD. Variable sleep 

patterns and schedules impact mealtimes as well as varying amounts of self-feeding 

making it necessary for caregivers to be flexible. Participants described their strategies to 

accommodate these fluctuating needs. Henry illustrates this flexibility with "Sometimes 

because she sleeps so late we don't get to have very much of a lunch. Instead we have 

cheese and crackers and a drink of some sort". The need for flexibility, the constant 

strategizing, and the ongoing need to coax or coerce the PWD all add layers of 

complexity to the mealtime experience. All of these features add to the endless 

uncertainty about the outcome of the meal. In addition, the lack of meaningful verbal 

interaction make it impossible for the caregiver to know with certainty whether 

nutritional needs are met as described by Henry: "She'll just sit here and eat. You just 

have to guess if she's had enough." The phrase "mealtime madness" captures many 

facets of the experience for caregivers. 

Mealtimes Are Forever Changed 

The caregiver of the PWD must also cope with the loss of even basic table 

manners. From the previously high functioning, professional wife Henry once knew, a 

bib at mealtime is now a necessity. He notes, "This bib is a God-send. Sometimes she'll 
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open her mouth and by the time I get there she closes up and everything ends up in her 

lap". The loss of these most basic abilities provides ongoing evidence of the changes that 

must be coped with, especially the basic relationships of husband to wife. 

For caregivers of PWD, the mealtime experience is not limited to how mealtimes 

are now. The loss of previous mealtime pleasures is also part of the experience for 

caregivers. Alberta describes her past enjoyment of preparing a meal with her husband, 

" ... we always cooked together when he was well enough". Sally's recollection of 

mealtimes before and losses experienced now were summarized by "Because my dad 

used to be big on family meals ... then he died and she got sick and to me, it's not the 

same anymore". Henry also described previous, more pleasant mealtimes "She'd cook up 

a turkey at Thanksgiving for the whole family and then later on we'd have turkey 

tetrazini and curry. She did all of those things". One of the many losses for caregivers is 

the loss of a peaceful mealtime. Alberta described the need to interrupt her own meal for 

feeding responsibilities as "When he' s tired and he is not eating well, we eat ours while 

we feed him ... ". For Henry, the attempt to fill the lengthy time now required to feed June 

with TV viewing was even thwarted as it distracted June from completing her meal. The 

mealtime experience for study participants includes both the loss of previous mealtime 

pleasures as well as the many challenges posed by current mealtimes. The combination 

of these two features contribute to a mealtime experience in which nothing is normal 

anymore, in the face of continuing to make things as normal as possible. 
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Theme Category: It Gnaws At You 

The term It Gnaws At You captures the pervasive, endless nature of the duty and 

worry as the caregiver for the PWD. This feature of the caregiving experience was 

expressed by participants as (1) Caring About Feelings, (2) Constant Vigilance, (3) 

Overwhelming Responsibility, (4) Being Controlled By It, (5) Loss Of a Normal Life, (6) 

Maintaining Home Environment (Table 3). 
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TABLE 3. Theme Cluster and Themes: It Gnaws At You 

Theme Cluster 

Caring About Feelings 

Constant Vigilance 

Overwhelming Responsibility 

Being Controlled By It 

Loss of a Normal Life 

Maintaining Home Environment 

Themes 

• Trying to Please 
• Providing Foods Previously Enjoyed 
• Is There Pain/Discomfort/Sadness 
• Preventing Embarrassment 
• Trying to Provide Praise 

• Vigilance in Planning, Preparing, and 
Feeding 

• Fear of Choking 
• Staying in Tune Constantly 
• Vigilance for Everything 
• Guarding and Protecting 

• Responsibility for Everything 
• Responsibility for Sustaining Life 
• Forced Reversal of Roles 
• Endless Work 

• Controlled by Caregiving 
Responsibilities 

• Caregiver Needs Are Secondary 
• Must Sustain Self to Continue Care 
• Putting Life on Hold 

• Longing For a Normal Life Back 

• Loss of Simple Pleasures and a Normal 
Schedule 

• Loss of Previous Activities Together 

• Social Atmosphere at Home 

• Meals Take Place While Socializing 
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Caring About Feelings 

In addition to the enormous responsibility of providing nourishment to sustain life 

for the PWD, caregivers shared their concern about how the PWD felt emotionally. 

Caring about emotional feelings was an important matter for study participants as they 

proceeded about their feeding and other caregiving duties. Henry noting "She likes that" 

during the interview illustrated his concern for trying to please June. His understanding 

springs forth without benefit of verbal feedback from June and is the product of knowing 

what was enjoyed before and providing those foods now. 

In addition to trying to please the PWD at mealtime there was also a concern 

about whether sadness, pain, or discomfort were present for the PWD. For caregivers it 

was not just about "getting the job done" but also about caring how the PWD was feeling 

and whether all needs were truly met. In attempting to communicate with June during the 

interview Henry asked "You feel sad? What's the matter?". Sally was also tuned into the 

potential for pain for her mother when she expressed, "The doctors have always brought 

up, 'does that really hurt?' " and added, "There are a lot of things that you have to ask -

all kinds of questions ... ". 

Caring about feelings also extends into a concern for embarrassment the PWD 

may feel. Sally does what she can to protect her mother from this. She states "Going to 

the store and stuff doesn't bother her in the wheelchair but eating does because she does 

drop and dribble." Sally's accommodation of this is illustrated by "When we have them 

here with the whole family ... she doesn't want to eat and that is the only time I won't 



press her to eat because she does get embarrassed when she drops". Trying to provide 

praise is another example of caring about feelings. Henry praised June during the 

interview by stating "You've done a good job". The themes derived speak to the 

underpinnings of caring about feelings as an ongoing effort by caregivers to try to 

promote positive experiences for the PWD. 

Constant Vigilance 

56 

The need for constant vigilance was identified by all study participants. This was 

expressed in terms of the need for vigilance in planning, preparing meals, and feeding the 

PWD as well as constant monitoring during all meals for fear of choking. Henry' s 

thoughtful meal planning is illustrated by, "I don't want her to get sick so I don't want to 

give her any spicy Mexican food and things like that...". In addition, monitoring of the 

quantity of food eaten is an ongoing concern and contributes to the constant vigilance 

needed. Henry's observation "She ate pretty good" highlights his ongoing assessment of 

her dietary intake. Fear of choking is also a concern for caregivers as they endeavor to 

nourish and protect the PWD. For Sally, meal preparation and feeding includes the fear 

of choking " ... she can't have big food so we have to cut it up really, really tiny because 

she does have a choking problem sometimes". Henry alertness constantly provides the 

safety June needs during meals to provide the safety for her that she is no longer able to 

provide for herself. Henry's "Don't laugh and drink at the same time" captures the 

moment-to-moment vigilance needed. 



57 

Vigilance is not needed solely at mealtime. For the loved ones of the study 

participants, vigilance is needed for everything. A facet of this vigilance is guarding and 

protecting the PWD. As Sally became solely responsible for her mother's care she 

became aware of unresolved medical issues which caused diarrhea and influenced her 

nutritional status. Sally explained, " ... she told her doctors and nobody ever really knew 

or said anything". "It wasn't until I just had it one day and I called the doctor's office and 

I took her to the emergency room and they figured out she had diverticulitis really 

bad .... ". 

Overwhelming Responsibility 

A pervasive sense of overwhelming responsibility was described by study 

participants. This responsibility encompasses everything needed for the PWD including 

the very fundamental need for maintaining life itself through diligent feeding. Henry 

described this so succinctly, "If there wasn't anybody around she'd starve to death 

because she wouldn't be able to do anything for herself'. As caregivers expressed this 

overwhelming responsibility there was a sense of a forced reversal of roles. The role of 

caregiver was not chosen but was born of necessity. In describing the decline 

experienced by her mother Sally stated "She had to be fed" which captures the non

negotiable nature of the care and feeding needed by the PWD. This all translates into a 

scenario of seemingly endless work for the caregiver of the PWD. 
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Being Controlled By It 

The caregiver' s day was described as being entirely controlled by caregiving 

responsibilities. Meal planning and preparation are tied to the fluctuating schedule and 

needs of the PWD. She described her sole responsibility for everything, " ... as you can see 

this is a pretty large house, large land, and just lots of things to do, and I'm the only one 

that does it all". As Sally related, even her meals are controlled by her responsibilities to 

her mother and she finds it necessary to fit in eating throughout the day instead of sitting 

down for a meal when she feeds her mother, "Sometimes I do. Usually I'm too busy". 

The priority of accommodating the needs of the PWD very much leaves the caregiver' s 

needs as secondary. This includes even menu selection as described by Henry "I'll have 

what she has ... .I don't make anything different for myself'. Sally discussed her priority 

for maintaining her mother's health and home above all else, "That is all that matters to 

me". 

In spite of the priority of providing all the care needed by the PWD, there was 

also an underlying knowledge of the importance of sustaining self in order to continue 

caring for the PWD. Henry expressed concern that his own health would continue so that 

he could continue to care for June. He shared "I just pray that my own health stays good. 

More so than hers". There was also a perspective conveyed by study participants that it 

is necessary to put their own lives on hold in order to provide the necessary care for the 

PWD. Sally stated very specifically her priority, "When this is all done, then I will again 

come first". 
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Loss of a Normal Life 

The experience of caregivers of PWD included the loss of the "normal life" 

known before. This loss brings a longing for a normal life back. As Sally stated "I have 

always, always, since the day I moved in here to take care of her, strived for normalcy". 

The losses experienced include a loss of simple pleasures and something as basic as a 

normal schedule. Study participants also described the loss experienced of previous 

activities together. For Alberta, mealtimes previously included preparing the meal 

together - an activity no longer possible. She shared, " ... we always cooked together when 

he was well enough" and added "We enjoyed cooking". 

Maintaining Home Environment 

Study participants described their attempts to maintain their home environment 

and routines. Sally described her goal as "To have everything as normal and easy

going ... " and shared her effort to promote mealtime pleasure with "Then other days you 

have plenty of time to eat and we'll sit with her and try to make it a fun thing". Alberta 

and Fred's home was a place where friends and family gathered. She continues to 

promote the social atmosphere at home they previously enjoyed when possible. "If it's 

someone we know really well, why, we just sit and chabber and yabber and ... " . 

Theme Category: Slipping Away 

The term Slipping Away confers a sense of slowly losing the person the study 

participants once knew. Within this category the theme clusters of (1) Losing the 

Connection, (2) Appreciating Previous Personhood, (3) Dealing With Deterioration, and 
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(4) Maintenance of Rituals, were present. (Table 4). The slipping away process was 

described within the context of the mealtime experience for caregivers, but carried with it 

the larger and more profound losses associated with dementia. 



61 

TABLE 4: Theme Clusters and Themes: Slipping Away 

Theme Cluster 

Losing the Connection 

Appreciating Previous Personhood 

Dealing With Deterioration 

Maintenance of Rituals 

Themes 

• It Is Sad to Be Unable to Communicate 
• Feeling of Being Cut Off 
• The Importance of Continuing to Try to 

Communicate 
• The Need to Interpret Nonverbal Clues 
• Uncertain Whether Basic Needs Are 

Met 

• Respecting Previous Knowledge and 
Abilities 

• Appreciating Prior Personality 
• Always Love and Inclusion 
• Trying to Treat Like a Normal Person 

• Dealing With Deterioration Without 
Time to Accept It 

• Losing Social Graces 
• Losing Wit and Humor 
• Inability to Sustain Own Life 
• The Unfairness of Dealing With This at 

the End of Your Life 

• Attempts to Maintain Rituals 
• Inclusion in Meals 
• It's Just Not the Same Anymore 
• Maintaining Family Meals 
• Eating Together 
• Pressure Off During Family Meals 
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Losing the Connection 

Losing the connection captures the essence of dealing with the loss of 

communication with the PWD. It is sad to be unable to communicate and the loss of 

conversation between the study participants and the PWD was especially hard.. In 

Henry's words, "Conversation is what is kind of sad". The struggle is painful to watch. 

"She tries so hard to get into the conversation when other people are sitting around but 

she gets half of a sentence out and that's it" and "When the folks came down she was 

dying to get into the conversation but she couldn't say anything. She didn't know what 

to say". The inability to communicate could be characterized as a feeling of being cut 

off from the PWD. Henry's statements, "There is just no communication there" and "She 

has a thought there but she can never finish it" illustrates the unsuccessful grasping for a 

connection with the PWD. 

In spite of the inability of the PWD to provide meaningful verbal feedback, with 

all study participants there were implicit indications that it was important to continue to 

try to communicate. Alberta illustrated her effort, "We just go ahead and talk to Frank 

and tell him things". Henry's interview was punctuated with attempts to communicate 

with June and elicit her feelings and thoughts. He asked, "You feel sad? What's the 

matter?" in order to clarify some perceived sadness. However, when verbal 

communication is not forthcoming, it becomes necessary for the caregiver to interpret 

nonverbal clues. Alberta's interpretation of Fred's behaviors were illustrated by, "If he 

doesn't like what you are feeding him he will shut his eyes". Henry had a similar strategy 



with "Sometimes she'll push the food away and she won't open her mouth. You figure 

that is sign enough that she's had enough". This interpretation, however, brings with it 

an uncertainty whether basic needs are met. Alberta shared her uncertainty, " .. .it's hard 

to realize what these guys want or need". 

Appreciating Previous Personhood 
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As the slipping away process was described, it included a panoramic view of the 

PWD which included a reflection on and appreciation of previous personhood. Alberta 

proudly described Fred's accomplishments as, "But he was a very well-known, 

distinguished, and well thought of scholar". Henry also shared his perception of June as a 

woman of many abilities, "She'd cook up a turkey at Thanksgiving for the whole family 

and then later on we'd have turkey tetrazini and curry. She did all of those things" and 

"She was an excellent housekeeper - much better than I am". In appreciating previous 

personhood, study participants also described personality traits which are no longer 

present. Henry's description of June now, "June is always in a good frame of mind" and 

previously, "She had a temper. Nobody would put anything over on her". 

In spite of the slipping away process, study participants related ongoing love and 

inclusion for the PWD in the family structure. As Alberta shared, "Oh, he is part of the 

group. Definitely part of the group". Henry commented, "She'll eat with the whole 

group and she'll enjoy it". Strategies were used in order to promote the feeling of being 

part of the family as explained by Alberta, "Just kid him along like he is a person". 

These exquisite words illustrate the need to continue family patterns of communication 
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with a sense that these interactions may not be meaningful for the PWD but are important 

to the caregiver. As Alberta went on to explain, "We talk to Frank and tell him things". 

Henry's mealtime interaction with June illustrated his ongoing attempts to connect with 

her, "How about a bowl of soup? Then we'll have a smoothie or a cookie or something". 

Dealing With Deterioration 

Dealing with deterioration is an ongoing issue for the caregiver of the PWD. Part 

of the complexity of this is dealing with deterioration without time to even accept it. 

There is a sense of this being thrust upon caregivers of PWD. Sally, in describing the 

unexpected and sudden need to begin feeding her mother after an apparent stroke shared, 

"That was difficult". Study participants described losing social graces as part of the 

deterioration which occurs for the PWD. Mealtimes are laden with cultural norms and 

behaviors and losing social grades are indicative of the deterioration of the PWD. Henry 

describes June's behavior at mealtimes, "She might pick up a few spoonfuls and throw it 

on the table". This change in social behavior serves as a reminder of the overall 

progressive deterioration present for the PWD. The loss of wit and humor also heralds 

the deterioration of the person known before. Henry notes, "She smiles when other 

people smile and laugh. I don't think she knows what she is laughing about". 

The deterioration present includes the loss of the ability to even sustain one's own 

life for the PWD. This is apparent as described by Henry, "Well, at mealtime she would 

reach over there and grab a cookie and break it up and drop it on the table, but she just 

doesn't feed herself'. Without Henry providing all aspects of nourishment, June would 



not survive. Alberta summarized the unfairness of this disease, " .. .like this to cope with 

at the end of your life". 

Maintenance of Rituals 
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In spite of the ongoing deterioration of the PWD, study participants identified 

their attempts to maintain rituals. Henry described his efforts to maintain rituals and 

niceties of meals with varied courses. " ... usually we have soup and a fruit cup or a green 

salad. Then we have ... we try to have a green vegetable and meat" and "Every evening we 

have something for dessert - usually ice cream". He has also maintained a ritual of a big 

Sunday breakfast, "Sundays we'll have French toast and bacon. I make myself a big, 

good, strong, cup of coffee and I give her a small cup of decaf'. Alberta shared her 

attempts to maintain family meal rituals, "When the kids come for holidays we still clear 

the table off and we cook a turkey and put stuff on the table and pretend to like the olden 

days or whatever". Her words reflect the effort to continue rituals but also how it really is 

not the same anymore. Sally shared her family ' s attempts to maintain special family 

mealtimes through the deterioration of her mother as, "It has kind of lost its' meaning to 

me". Alberta's words, "It's a family gathering" reflect the importance of continuing to 

maintain these mealtime gatherings. She also shared, "Fred usually eats when you do. 

He very seldom sits by himself'. For Sally, a gathering of her family for a shared meal 

means a special time with special considerations. For her, in order to preserve the 

pleasure of the family meal for all, the pressure is off during family meals. She stated, "I 



let her eat what she can" which illustrates a different priority for the family meal instead 

of the usual one of the amount of food consumed. 

Theme Category: Being Alone In It 

The experience of the caregiver of the PWD has many facets. However, a 

pervasive feeling of being alone in it is woven through the matrix of the entire 

experience. Being alone in it was described by study participants as (I) Endless 

Uncertainty, (2) The Devastation of Life, (3) No Preparation For This, (4) Home Is Best, 

(5) Any Help Is Appreciated, (6) Aloneness, and (7) Grasping For Hope (Table 5). 
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TABLE 5: Theme Cluster and Themes: Being Alone In It 

Theme Cluster 

Endless Uncertainty 

The Devastation of Life 

No Preparation for This 

Home Is Best 

Any Help Is Appreciated 

Aloneness 

Grasping for Hope 

Themes 

• Uncertainty On How Any Day Will Go 

• Loss of Certainty in Anything 

• So Many Difficulties 
• Never Thought Life Would be Like 

This 
• Loss of the Person Known Before 
• Home Will Never Be the Same 

• There Is No Experience to Draw From 

• Lack of a Roadmap 
• Trying to Understand What Is 

Happening 
• It Is In the Knowing Before 

• Best Care Is At Home 
• Fear of the Nursing Home 
• Need to Stay Healthy to Keep At Home 

• Some Self-feeding Makes It Easier 

• Cooperation Helps 
• Caregiving Help is Essential 
• Any Lessening of the Load is 

Appreciated 

• No One Else to Really Share This With 

• No One Else Can Really Understand 

• Feeling Abandoned By Physician 

• Need to Just Get Away 
• Loss of Connection With God 

• Trying to Prevent a Slipping Away 

• Attempt to Maintain Hope 



Endless Uncertainty 

Endless uncertainty captures the essence of the ongoing quandary facing the 

caregiver of the PWD each day. The depth of this uncertainty is as basic as even 

knowing how any day will go as Alberta explained, "Anyway, some days are better than 

others". The day-to-day uncertainties are so pervasive, caregivers described a loss of 

certainty in anything with Henry summing it up as "It's just touch and go". 

The Devastation of Life 

Life for the caregiver is forever changed by dementia. The extent of this change 
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is characterized as the devastation of life. There are so many difficulties to face and study 

participants indicated they never thought life would be like this. As Henry described so 

exquisitely, " ... because nobody thought that June would get Alzheimer's 

Disease .... wasn't until a year or so ago that the full impact of the thing hit us". The 

devastation experienced includes the very fundamental loss of the person known before 

as well as the knowledge that their home will never be the same. 

No Preparation for This 

Despite the varied backgrounds of study participants, there was no preparation for 

this. There is no experience to draw from that really prepares the caregiver for the 

feeding and nurturing of the PWD despite parenting and other care giving duties 

performed previously. This virtual lack of a roadmap is described by Alberta as "We 

just face these things as they come" and really is the essence of the daily dilemma for 

caregivers. There is, however, an ongoing attempt to understand what is happening 
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illustrated by Henry's question "Studying dementia, would you say that June is a little 

further along than dementia? I mean, isn't dementia more or less about memory loss?" 

The many decisions faced by caregivers ultimately are made without concrete experience 

to draw from but are accomplished by life history with the PWD. Although study 

participants identified a lack of preparation, it was in the knowing before that makes 

some understanding possible now. This knowing before serves as the basis for caregiving 

decisions. Henry summarized his mealtime strategies, "Well, I know what she likes". 

Home Is Best 

As study participants described their caregiving experiences~ there was a 

pervasive opinion that home is best for the PWD. There is an identified opinion and 

belief that the PWD is best cared for and protected in their own home. The foundation 

for this includes a fear of the nursing home and having to relinquish care to others. 

Alberta summarized her concerns, "I don't know what would happen to him ifhe wasn't 

at home". This feeling fortifies the resolve of study participants to continue caring for the 

PWD at home. Life's purpose of caring for the PWD at home is only possible if the 

caregiver' s own health, energy, and abilities allows it. As Henry stated, "I just pray that 

my own health stays good. More so than hers". This illustrates that, for the caregiver, 

the value of their own health is that it allows caregiving efforts at home to continue. 

Any Help Is Appreciated 

As caregivers trudge through the day's caregiving duties they shared the 

perspective that any help is appreciated. Some self-feeding by the PWD makes the 



70 

mealtime experience easier as does any type of cooperation, neither of which is always 

forthcoming for them. Assistance with caregiving was identified by Alberta as essential, 

"It keeps me alive as well as Fred". Study participants identified various forms of 

assistance from respite care in order to leave the house briefly, to assistance with feeding 

at family gatherings, to full-time caregiving. The bottom line for caregivers was any 

lessening of the load is appreciated. 

Aloneness 

Study participants identified a feeling of aloneness as an element of the care giving 

experience. For each, there was no one to really share this with - no one else who can 

really understand their experience. In spite of having caregiving assistance or family 

respite help, all caregivers ultimately felt alone in it. All study participants identified a 

feeling of being abandoned by the physician as part of the aloneness they felt. As Alberta 

so exquisitely stated, "They could take more of an interest in our well-being" and "He 

sees the doctor so seldom. He barely asks me how I feel, let alone how Frank is eating". 

As pressure mounts for caregivers, there is a need to just get away as Alberta described, 

" ... because sometimes I get crazy and go out". The aloneness experienced can be so 

profound that there appears to be a loss of connection with God as well. In Henry ' s 

words, "No rituals at all. No prayers. We used to be church goers but we don ' t 

anymore". 
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Grasping for Hope 

A sense of grasping for hope was shared by study participants. It was woven in 

conversation along with the necessary duty related topics of caregiving in general and 

feeding in particular. It was as simple as the ongoing attempts to try to communicatae 

with the PWD but also includes attempts to make every effort to allow a return of the 

person known before. There exists some small hope of having some of the old person 

back as Alberta described, " ... we talk to him because we never know when he is going to 

answer us or say something". 

Essential Structure 

The essential structure is an integration and synthesis of the common elements of 

the experiences described by study participants. The lived experience of the caregiver for 

the person with dementia at mealtime at home divulged itself with the complexity of both 

the nourishing of a dependent loved one as well as the deeper anguish of coping with a 

progressive, degenerative disease. It proved impossible to isolate the feeding experience 

without allowing the story of the toil and heartache of caregiving for the PWD to be told. 

The experience of the caregiver at mealtime was far more profound than the task 

of providing food for the PWD. Providing food takes on the larger significance of 

preserving the life of the loved one. It becomes the sole means of trying to hang on to the 

life of the PWD and stave off the insidious, robbing of personhood by dementia. Trying 

to preserve the physical being offers the only avenue into which to direct the energy and 

devotion of the caregiver as the mental capacity of the PWD slowly erodes. Caregivers 
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expressed their strategies for managing meals and shared the constant pressure of meeting 

nutritional needs and forestalling the eventual end of eating and end of life. Along with 

this, nourishing a person who is unaware of consequences, often unable to cooperate, and 

requires physical assistance at every turn, changes forever mealtimes for the caregiver 

and contributes to the madness of the circumstances. 

For caregivers, there is a pervasive, oppressive sense of endless work and worry. 

It gnaws at them. It is the ever-present load that remains on the backs of the caregivers as 

they struggle to maintain constant vigilance for their loved one while maintaining their 

home environment. The caregiver is no longer truly in control of the caregiving - they 

are controlled by it. The normal life known before is gone forever. However, there is a 

sense of these not being merely chores to be completed but a labor of love with an 

abiding concern for the feelings and dignity of the PWD. 

As caregivers tend to their loved ones each day, there is no way to look away 

from the process of decline in function and abilities. The caregiver must observe these 

losses, which is akin to watching as your loved one slips away. As the PWD slips away, 

the connection between them is lost. However, in spite of the observable limitations 

present, caregivers shared previous traits and abilities with reverence, love, and respect. 

Although life is different now, there is an ongoing effort to maintain rituals and traditions 

and the PWD remains an integral part of the family. 

In spite of having love and support from others, caregivers are ultimately alone in 

the caregiving experience. There really is no one with whom to fully share the endless 



uncertainty. For all, the effects of dementia have had a devastating effect on their life. 

There really is no preparation for the 24 hour care of a PWD at home, regardless of 

previous parenting or caregiving experience. 

As caregivers struggle with challenges, there remains a belief and commitment 

that home is best for the care of the PWD. This means, of course, that the caregiver is 

bound to continuous duty. With such a tremendous task, any help is appreciated. 

Cooperation and any self-care by the PWD as well as respite help from family or hired 

caregivers were all viewed as easing the burden of care. 

Ultimately, however, there is a profound sense of aloneness for each caregiver. 
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For each, the final responsibility lies in their hands and in their hearts. Through all that 

they do, there is a sense of grasping for hope, perhaps not for any change in the 

devastation of the disease, but for a day or even a moment of satisfaction with a meal well 

taken or just knowing they truly have done all that they can. 

Validation of Findings 

All participants were visited at home approximately one year after the interviews 

were obtained and asked to confirm that the essential structure is congruent with their 

individual experience. The essential structure was read as written and the participants 

were asked to comment. All participants stated that the essential structure captured their 

experience as caregivers for the PWD. In addition to the verbal validation of the study 

findings overall, each caregiver had a particular facet that seemed especially descriptive 

of their personal experience. Upon returning to the room after the essential structure was 
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read, the author found the elderly husband caregiver tearful, with more to share regarding 

the experience of watching his life-partner slowly slip away. During the reading of the 

essential structure by the daughter caregiver, the tears flowed openly and freely, with her 

conversation that day being focused on the solitary nature of the caregiving experience. 

The elderly wife caregiver was not tearful after reading the essential structure but notably 

bitter on what she perceived as indifference on the part of the physician during the later 

and most difficult times caring for her husband. The apparent heartfelt connection with 

the essential structure of their experience validated in a profound way the study findings. 

Summary 

The experience of the caregiver of the PWD at mealtime was illustrated in the 

exhaustive description and the essential structure. This phenomenon, as described by 

three family caregivers, is complex. The focal point of the experience is the meal itself 

which takes on the magnitude of nothing less than caregiver responsibility for preserving 

the life of the PWD. The experience, though, also includes the gnawing, nagging worry 

of this enormous responsibility and of serving both as preserver of life and preserver of 

dignity. This immense charge must be executed in the face of the painful experience of 

watching a loved one slip slowly away. And finally, in spite of the concern and 

assistance the others, the caregiver faces the eventual solitary nature of the mission of 

sustaining the PWD at home. 
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CHAPTERS 

DISCUSSION, IMPLICATIONS, AND CONCLUSIONS 

The purpose of this study was to describe the lived experience of the caregiver for 

the person with dementia at mealtime in the home setting. The emphasis in 

phenomenological research is on the meaning of the lived experience (Beck, 1994). 

Although the findings of the phenomenological study are not meant to be generalized to 

the widespread population, they provide the basis for use by others in similar situations 

and promote understanding of the experience for the clinicians serving this population. 

The results of this study provide insight into the mealtime experienc~ from the 

perspective of the caregiver for the PWD. This chapter presents methodological issues, 

the results are related to the conceptual framework previously identified as influential to 

providing care to the caregiver, links findings to the literature, presents implications for 

clinical practice, and suggests implications for further research in this area. 

Discussion of Methodology 

A phenomenological approach was used in this study and was beneficial in 

describing the lived experience of the caregiver for the PWD at mealtime at home. 

Phenomenology provides a means of inquiry that emphasizes the complexity of human 

experience and studies that experience holistically as it is actually lived (Polit & Hungler, 

1995). The phenomenological method strives to bring to language the perceptions of 

human experience and as such allows a means to understand the experience of these 



caregivers (Streubert & Carpenter, 1995). Common themes of these individuals' 

experiences were extracted from their interviews and provide a rich description of the 

complex experience of the caregiver for the PWD which, unless experiencing the 

phenomenon first-hand, would be difficult to understand. Since nursing practice is 

enmeshed in the life experience of people, this understanding is integral to providing 

appropriate, sensitive care to this population. 
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The design of this study was secondary analysis which, although an efficient 

means to acquire data, did not allow a truly phenomenological perspective for the 

interviews. As the original researcher pursued a grounded theory analysis, the interviews 

were, perhaps at times, more guided than would be desirable in a pure phenomenological 

design. In addition, the story and experience of the study participants was woven 

throughout the interview instead of being confined in the response to the grand tour 

question. Interestingly, in spite of the focus of the interviews for the original researcher, 

the story of the caregiving experience would not allow itself to go untold - it was of such 

importance that it flowed throughout the course of the interviews. 

Each study participant shared the challenges surrounding the feeding and caring 

for of a PWD. Although centered on mealtime, the omnipresent burden of work and 

worry were inextricably woven throughout the course of the interviews. As identified by 

Phillips (1989) the appropriate target of care to older clients is the elder-caregiver dyad. 

She states, "Nursing care for caregivers, therefore, not only is nice, it must be the central 

focus of the care provided to elders" (p. 795). For a dependent PWD, the single most 



life-sustaining task provided by the caregiver is providing nourishment, and as such, an 

understanding of the experience for the caregiver is a critical foundation in caring for the 

dyad. Through their words, caregivers shared the complex nature of mealtime which 

brought with it essences of the overall caregiving experience. 
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The phenomenological method of research requires that the experience of the 

individual be explored with no preconceived expectations and then further explores the 

meaning of that experience as it unfolds for the participants (Ornery, 1983). Nursing 

encourages attention to the care of persons as human beings and grounds its practice in a 

holistic belief system that cares for the mind, body, and spirit (Streubert & Carpenter, 

1995). This perspective is congruent with the phenomenological method of inquiry. By 

better understanding the experience of the caregiver for the PWD, nurses have the 

opportunity to promote harmony of the mind, body, and spirit for the caregiver of a PWD 

whose life trajectory is one of decline. 

Discussion of Conceptual Framework 

This author previously identified Jean Watson' s model of human caring as 

influencing the relationship between nurse and caregiver. Based on the study findings of 

the caregiver experience, Watson's theoretical framework was validated as an appropriate 

model from which to develop an optimal relationship between the health care provider 

and the caregiver. This model is offered as a framework to be used in subsequent care of 

the dyad by the clinician based on the study findings. Its ten carative factors speak 

exquisitely to the opportunity present for the clinician to promote harmony of the mind, 
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body, and spirit for the caregiver. The promotion of harmony described by Watson 

speaks exquisitely to the quest to provide understanding-based care for individuals coping 

with a debilitating and progressive disease for which there is no cure. Watson's model 

posits care without cure and describes a means to address the needs and priorities of the 

caregiver in a truly open and sensitive way. Incorporation of the carative factors by the 

clinician is congruent with the theme categories identified by the study caregivers and 

speaks to an aspect of the caring relationship to be developed between them. Watson 

states, 

"The carative factors were embedded in a philosophy and value system which was 

humanitarian, aesthetic, and spiritual, attempting to honor the human dimensions 

of nursing's work and the inner life world and subjective experiences of the 

people we serve" (1997). 

The essential structure of the caregiver' s experience derived from the study clearly lacks 

the harmony of the mind, body, and spirit sought by Watson's conceptual framework. 

Caregivers did not identify the need for further medically driven interventions. The 

struggle identified was the ever-present, overwhelming responsibility and solitary nature 

of total care of a dependent person while watching their life and beings slip slowly away. 

As such, Watson's theoretical framework which promotes harmony of the mind, body, 

and spirit for both members of the dyad has much to off er based on the study findings. 

Many of the features of the care giving experience identified by the study are 

addressed specifically by Watson's carative factors. Grasping for hope was present for 



study participants and as such, the carative factor of instillation of faith-hope posited by 

Watson's model offers an appropriate means to provide for this need for caregivers. 

Caregivers also identified a lack of sensitivity and a feeling of abandonment by the 

physician which would be addressed by the carative factors cultivation of sensitivity to 

one 's self and to others as well as the development of a helping-trusting, human care 

relationship by the clinician. 
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It is apparent from the interviews of the study participants that the experience of 

the caregiver has some positive and yet many negative features, and as such the factor of 

promotion and acceptance of the expression of positive and negative feelings would be 

highly beneficial in the relationship between the health care provider and the caregiver. 

In addition, as the care of the PWD is a multi-faceted experience fraught with an ever

changing array of challenges, the systematic use of a creative problem-solving caring 

process is essential as evidenced by the need for constant strategizing identified in the 

interviews of the study participants. The promotion of transpersonal teaching-learning 

infers a reciprocal nature of the teaching and learning present for both the health care 

provider and the caregiver in their relationship. This reciprocity is fundamental in the 

care of a progressive disease as only with this exchange can the clinician remain 

consistently sensitive and open to the changing needs of the dyad as well as gaining a 

deeper understanding of those we seek to care for in the future. This also speaks in 

support of the need for further study of the caregiving experience. 
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The isolation identified by study participants as well as the identification of their 

own needs as being secondary makes the assistance with gratification of human needs a 

priority for the health care provider in meeting the caregiver's needs who continually 

subvert their own needs as they care for their loved one with dementia. Each of the 

carative factors speak to a different facet of the care to be offered by a clinician but 

overall, the experience described by study participants validates the need for assistance in 

the pursuit of harmony of the mind, body, and spirit for the caregiver. 

Discussion of Findings in Relation to Literature and Implications for Practice 

The results of this study may be used to support other research findings, assist in 

fully understanding the phenomenon of caring for the PWD, and provide direction to 

apply generated knowledge in clinical practice. Implications are included so that further 

dialogue related to the lived experience of caring for a PWD may be pursued. 

Food Preserves Life 

Clinically important weight loss occurs more than twice as often with PWD than 

among cognitively normal older adults (White, et al., 1996). Preserving the life of the 

PWD through diligent feeding was revealed as a clear priority for study participants. The 

importance of this process is supported by Sullivan's study of the consequences of 

malnutrition (1995). His findings supported previous research that malnutrition affects 

virtually every organ system as well as the immune system. The importance of this 

priority for caregivers is also supported by the finding that dementia developing in very 

old age does not necessarily cause decreased life-expectancy which suggests that 



adequate care in providing good nutrition might be a determinant of good survival in 

frail, demented persons (Franconi et al., 1996). As could be expected, study participants 

related the enormous amount of pressure brought by sole responsibility for feeding the 

PWD. 
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Study participants shared their experience in managing the specific tasks 

necessary to provide adequate nutrition for the PWD as well as themselves which has not 

been described previously. In addition, although behaviors of PWD have been 

identified, the specific contribution of these behaviors to the challenges of feeding the 

PWD at home described as mealtime madness has not been studied. The net effect of the 

behavior changes of the PWD ultimately changes the mealtimes for the caregiver as well. 

The decline in abilities of the PWD may also include the loss of the ability to feed 

oneself and eventually the loss of the ability to take oral nourishment at all. The personal 

and ethical issues related to this are complex. It has been advised that family members 

are the individuals most appropriate to make the difficult decisions related to an issue in 

which uniformity in outcomes is not the goal (Meyers & Grodin, 1991 ). Study 

participants attend diligently to the nutritional needs of the PWD with the ever-present 

knowledge that end of eating may mean end of life for their loved one. 

It Gnaws at You 

Given et al. identified four domains of responses by elderly spouses to caregiving: 

negative response, role responsibility, feelings of abandonment, and impact on daily 

schedule (1990). Three categories of variables were identified to predict spouses' 



reactions to caregiving roles: patient characteristics, the caregiving environment, and 

characteristics of the caregiver. Their findings support the identification of theme 

clusters of constant vigilance, overwhelming responsibility and loss of a normal life 

identified from data provided by study participants. The theme cluster of constant 

vigilance was also echoed by Lindgren who described caregiver burnout experienced 

specifically as emotional exhaustion and lack of personal accomplishment which is 

consistent with the experience of the study participants (1990). 
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A sense of being controlled by it was expressed by study participants and is 

validated by a previous phenomenological study by Boykin and Winland-Brown (1995) 

that identified feelings of frustration and a sacrifice of self as the dementia progresses. In 

addition, the loss of a normal life was one aspect of the experience of the caregiver and 

paralleled findings by Motenko (1989) that the distress of caregivers was associated with 

the disruption in the life of the caregiver as a consequence of the illness. 

Interestingly, the theme clusters of caring about feelings and maintaining home 

environment have not previously been studied. These features of the caregiving 

experience lend insight into the way the caregiver remains "tuned in" to the PWD and 

what they are experiencing, as well as the caregiver' s attempt to maintain a normal home 

environment when possible. 

Slipping Away 

The theme category of slipping away was consistent with the grounded theory 

developed by Wuest, Ericson, and N oerager in a basic social process they described as 
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"becoming strangers" (1994). Wuest et al. described a continuum of dawning, holding 

on, and letting go. The study participants had begun experiencing losing the connection 

in the dawning stage described by Wuest et al. which describes the recognition that 

changes in the PWD' s behavior are not isolated events but are beginning to form a 

pattern. Their study also described a phenomenon of "protecting" behavior which 

respects previous abilities and correlates with appreciating previous personhood and does 

as much as possible to allow treatment of the PWD as a "normal" person. Mc Curdy 

describes "personhood" as an entire lived, embodied history, which includes the reality 

of dependence on others, especially in the early and late years (1998). He concludes that 

to be a person with a history is to live in a nexus of relationships that ground respect for 

one's humanity and posits that the amount of care offered or not offered by clinicians is 

important as it reflects on us. McCurdy also addresses the notion of dignity which is akin 

to the concept of appreciating previous personhood which he describes for the person 

with dementia as important as "it nourishes the spirit by recognizing this person as one 

whose life can still have meaning and purpose ... " (1998, p. 84). As such, the described 

theme category of appreciating previous personhood is an identified phenomenon that is 

appropriate and beneficial to the caregiver. The theme cluster dealing with deterioration 

occurs in the holding on stage which describes loss of the person previously known and 

dealing with the challenges of the ongoing decline. A quote taken from Wuest et al., 

describes it all exquisitely: 
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"As life goes on it's full of disappointments but you learn to adjust. It ' s just 

losing this person who was here, my best friend and companion, into a world that 

only they know, that you don't know anything about" (1994). 

The theme cluster of maintenance of rituals has not been studied specifically as studies 

have primarily focused on the changes made to accommodate the PWD rather than the 

attempts to preserve previous rituals. 

Being Alone In It 

The theme category being alone in it speaks to the experience of caregivers as 

ultimately having the burden of the responsibility and decision-making squarely upon 

their shoulders. The theme clusters no preparation for this and endless uncertainty are 

validated in a study by Wilson which describes Alzheimer's dementia as an "experience 

illness" whose course can never be clearly charted, and as such, there is no previous 

experience to draw from or a roadmap to follow (1989a). This description clearly echoes 

the findings of the current study of caregivers' experience. 

The devastation of life experienced by study participants was consistent with 

Lindgren's findings in a study of the caregiver career in which the caregiver role is 

described as afatalistic career process which describes identifiable stages. In the 

encounter and enduring stages caregivers confront the diagnosis and losses or previous 

lifestyle patterns and then manage extensive care routines and deal with social isolation 

and mental pain. Wilson also describes illness, ambiguity, breakdown of shared 

meanings, and disrupted household patterns which affirms the devastation of life 



described by study participants ( 1989). These studies concur with the difficulties and 

ultimate loss of the person and home life known before. 
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Caregivers shared the perspective that home is best for the PWD. In a study by 

Du, DiLuca, and Growdon, data suggested that weight loss coincided with nursing home 

placement. The feeding provided by diligent caregivers at home may forestall the 

eventual physical decline of the PWD. However, in a study by Pushkar, Reis, 

Markiewicz, and Andres, caregivers studied who were still providing home care at the 

end of the study were functioning less well than caregivers who had ended home care, 

despite having initially functioned at better levels (1995). However, a study by 

O'Connor, Pollitt, Roth, Brook, and Reiss, revealed that, despite the burden imposed on 

caregivers, the majority continued to derive satisfaction from their role and few achieved 

high scores on a rating scale of psychological ill-health (1990). These findings validate 

that although there is no single optimal solution for caregivers, it is a worthwhile 

endeavor to support those individuals who wish to continue caring for the PWD at home. 

Study participants revealed that any help is appreciated while caring for the PWD 

at home. Earlier studies indicated that emotional responses such as burnout are believed 

to be mediated by the support received from others and was validated by findings in a 

study by Lindgren (1990). 

The feeling of aloneness was pervasive among study participants. Research 

conducted by Wuest, et al. support this finding and describe an aspect identified as 

jeopardizing relationships. They discussed the consequence of the caregiver choosing to 
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care for the PWD at home which may result in jeopardy of other relationships as 

caregiving responsibilities take a position of priority in their life. In a study of caregiver 

responses Given et al. reported the demands of caregiving may cause other family 

members to withdraw from the caregiver and patient, leading caregivers to feel they have 

been abandoned by their families (1990). Another aspect of aloneness identified was the 

feeling of being abandoned by the physician. This feeling was not related to a perceived 

lack of any medical attention, it was related in the context of a lack of any contact or 

expressed concern on the part of the physician. Chenoweth and Spencer found that when 

physicians explained the irreversible, declining nature of the disease and the ways in 

which families might benefit from support or might continue to return for discussion of 

their questions, families felt less abandoned and more capable of handling the inevitable 

problems (1986). These findings have obvious implications for the manner in which the 

caregiver and the PWD are cared for in the future. 

The theme category grasping for hope was present, not within the realm of hope 

for a cure or improvement in the disease, but within the domain of continually attempting 

to maximize the PWD's abilities through the caregiver's constant efforts in order to 

prevent the eventual loss of the person known before. There was a sense of not just 

allowing it to happen, but instead of caregivers digging their heels in, trying to prevent 

the eventual loss of the person known before. That hope was present and of benefit to the 

caregiver of the PWD was validated in a study by Irvin and Acton that demonstrated hope 



did mediate the relationship between stress and well-being for women caring for family 

members with Alzheimer's Disease (1997). 

Directions for Future Research 

Findings of this study establish some initial foundation in understanding the 

experience of the caregiver of the PWD at home. Although this study focused on 

mealtime, it is apparent that the larger issue of slowly losing a loved one to dementia 

cannot be set aside for caregivers. Study participants were not isolated to a specific 

gender, age, or relationship to the PWD and as such the experience described is not 

limited by these features. However, all study participants were Caucasian, with some 

financial resources available to support the dyad without outside employment or the 

burden of severe financial constraints. The experience could be significantly different 

among different cultural or socioeconomic groups and requires separate study. 
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Dementia is an organic, mental syndrome characterized by a general loss of 

intellectual abilities involving impairment of memory, judgment, and abstract thinking as 

well as changes in personality. This disease poses enormous challenges to the PWD and 

all who care for them. These issues are most often not related to a discrete medical issue 

which would lend itself to diagnosis and treatment. Instead, caregivers must face the 

encumbrance of caring for loved ones who are unable to understand a rational explanation 

or even the consequence of their own actions. As such, in order to provide holistic care, 

the health care provider must understand the experience from the perspective of the 

caregiver in order to care for either member of the dyad. Although there is '"nothing left 
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to do" in terms of forestalling the inherent decline of the PWD, there is much left to be 

done in terms of providing support to the dyad. We must not look away from this often 

painful experience but instead look to those experiencing it to understand better what is 

needed. Research must continue in order to fully understand this complex condition 

which unfolds without a predictable course and whose effects can devastate a family. 

The current study has helped describe the endless work and worry that is part of the 

experience, but we must go further to identify what the concerns and priorities of the 

caregivers are. The study participants shared a sense of abandonment by their physicians. 

Subsequent steps in research must include study of what the health care community can 

do to positively impact the experience of dementia for families. Dementia touches our 

ethics as individuals as well as a nation as we grapple with the personal and financial 

consequences of this devastating disease. We must look broadly at the experience, 

guided by those who have had to cope, often unassisted, with the devastating effects of 

dementia. 

The concept of hope in dementia care has been identified and has proven 

beneficial for caregivers. The data identified the concept of grasping for hope by 

caregivers. How to foster a positive experience for the dyad must be identified and 

explored. The challenge will be one of developing resources to do the good we know, to 

avoid the abandonment common among clinicians, and to press forward to expand our 

knowledge and understanding of how best to support these vulnerable and struggling 

caregivers and those they care for. 
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The essential structure derived from the data described a sense of isolation as well 

as abandonment by health care providers. It was apparent from the data that regularly 

scheduled appointments had not been a part of the care provided for the PWD. It seems 

an appropriate first step to facilitate ongoing care for the dyad by the health care provider. 

A focus of study could then be indicators of well-being as perceived by caregivers who 

receive scheduled visits by the health care provider compared to caregivers who do not 

have regular scheduled visits such as the current study participants. This could thus 

measure the influence of scheduled visits with health care providers and provide some 

direction on how to positively impact the experience of caregivers for PWD at home. 

Clinical Implications 

Supporting the PWD involves complex issues in attending to the daily needs of 

the individual. Currently, caregivers must choose whether to care for the PWD at home 

or whether to relinquish care to others. Must this choice be the only one for caregivers? 

With further research perhaps a living environment could be developed that supports both 

members of the dyad. A place where caregivers and PWD live together in an 

environment designed for the safety of the PWD with staff trained in dementia care. 

Caregivers could provide as much care as they were willing or able to, with additional 

caregiver services immediately available to meet the special needs of the PWD. In 

addition, the spouse would be living in an environment with an inherent support system 

of other caregivers and services designed to allow pursuit of their own activities with 

peace of mind that their loved one is being well cared for in their absence. This living 



arrangement would address the needs of the dyad, not be limited to the needs of the 

PWD, and potentially may reduce the identified isolation and despair present for the 

caregiver. Irvin and Action recommend more proactive hope-fostering strategies 

encouraging a positive orientation in caregivers which may mitigate the debilitating 

effects of stress (1997). This environment may facilitate caregiving by families rather 

than opting for institutionalization. However, any intervention must be designed after 

further study of those whose understand the experience - the caregiver. 

Conclusions 
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Findings of this study concur with existing literature that the experience of 

feeding and caring for a PWD is a complex experience that requires tremendous energy 

and strength from caregivers in what is often an isolating and painful experience. It is an 

experience that caregivers enter into without benefit of any transferable knowledge or 

experience to guide them. Dementia ultimately becomes the force defining all aspects of 

life for the caregiver. Caring for a loved one with dementia is a unique experience that is 

a relentless pursuit of nurturing and preventing further decline. Currently, health care 

providers seem at a loss to know how to proceed as an ongoing support and guiding force 

for the dyad once the diagnosis is made. Caregivers remain committed to serving the 

PWD in the face of shrinking support and guidance. Clinicians must challenge 

themselves to remain involved in dementia care and create opportunities to learn more, 

share more, and ultimately serve better, all those touched by the devastation of dementia. 
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APPENDIX A 

HUMAN SUBJECTS APPROVAL 

FOR ORIGINAL RESEARCH 
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27 Ap_ril 1998 

Elaine Amella, Ph.D. 
College of Nursing 
PO BOX 210203 

I IE.Al:111 SCIENCES CENrE.R lHcson, t\1izo11:111372 ·1-51 H 
(320) (12() (1721 

RE: HSC A98.54 ASSISTING WITH MEALS FOR PERSONS WITH DEMENTIA AT 
HOME: A PILOT STUDY 

Dear Dr. Arnella: 

We received your above cited research proposal. The procedures to 
be followed in this study pose no more than minimal risk to 
participating subjects. Regulations issued by the U.S. Department 
of Health and Human Services [45 CFR Part 46 . 110 (b)] authorize 
approval of this type proj.ect through the expedited review 
procedures, with the condition ( s) that subjects' anonymity be 
maintained. Although full Committee review is not required, a brief 
summary of the project procedures is submitted to the Committee for 
their endorsement and/or comment, if any, a[ter administrative 
approval is granted. This project is approved effective 2·1 April 
1998 for a period of one year. 

The Human Subjects Committee (Institutional Review Board) of the 
University of Arizona has a current assurance of compliance, number 
M-1233, which is on file with the Department of Health and Human 
Services and covers this activity. 

Approval is granted with the under:standing that no further changes 
or additions will be made either to the procedures followed or to 
the consent form(s) used (copies of which we have on file) without 
the knowledge and approval of the Human Subjects Committee and your 
College or Departmental Review Cammi ttee. Any research related 
physical or psychological harm to any subject must also be reported 
to each committee. 

A university policy requires that all signed subject consent forms 
be kept in a permanent file in an area designated for that purpose 
by the Department Head or comparable authority. This will assure 
their accessibility in the event that university officials require 
the information and the principal investigator is unavailable for 
some reason. 

Sincerely yours, 

~~ 
William F Denny, M.D . 
Chairman 
Human Subjects Committee 

WFD:rs 

cc: Departmental/College Review Committee 
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APPENDIXB 

GRAND TOUR QUESTION 
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GRAND TOUR QUESTION 

"Tell me what mealtime is like for you when feeding _______ (care 

receiver)". 
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APPENDIXC 

CONSENT FOR SECONDARY 

DATA ANALYSIS 



Elai11e Amelia, PhD, l{N, CS 
Associate Professor 
University or Arizona 
College or Nursing 

Tucson, Arizona 

Dear Dr. Amel la : 

]960 N 13ullercup Drive 

Tucson, t\riw11a 85749 
May 7, 1998 

The topic I have chosen to study ror my master's thesis is the experience or !he caregiver or lhe 

person with dementia at mealti111e in the home selling. As you are in progress wilh ri funded 

research study Assisting with Meals for the Person with Dementia al I Jome: Disclosi1~ 

Context of Care for which you will be conducting inlerviews with caregivers of pc1so11s wilh 

<lemenlia, I am requesting permission to <lo a secondary analysis or lhe data you will be 
collecting. 

My thesis lille will be The Essential Structure of the Lived Experience or_1hc_(.'c1rcgivcr _ur Ilic 

Person With Dementia Al Mealli111e Jn !~l_!Qn1e ScUi!!g. This phc11olllcnological study would 

analyze lhe parlicipanls' inlerview respo11ses to your Grand Tom qucslion, " Tell me wlial 

mealli111c is like for you when rccdi11g _____ _ ___ __ (cnrc receiver)" 

As my lhesis committee clrnirpcrso11, yo11 will be able lo provide ongoing supervision as I 

conduct my analysis of !he dala you have cnllcclcd . Thnnk you for your considernlion i 11 this 

ma lier. 

Sincerely, 

~~l)L,L~ 
Cathy L. Dukes 
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APPENDIXD 

HUMAN SUBJECTS APPROVAL 

FOR SECONDARY DATA ANALYSIS 



Tl IE. UNIVE.RSIIY or 

:."ollq~e of Nur~ing ARIZONAoo Ll()<; N . Marlin 

l'O l\n x 2 102(1.l 
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HE.ALTII SCIE.NCES CENrER 111,~011, A Z 85721 -02{1.1 

(520) (, 2(, -(, 151 

May 14. 1998 

Ms. Cathy Dukes 
3960 N. Buttercup Drive 
Tucson, AZ 857 49 

Dear Cathy: 

Your request to complete a secondary analysis of data originally collected by Elaine 

Amella has been approved by the Office of Nursing Research . It is understood that this 

data will be used for your Master's thesis. 

We wish you success with your research . 

Sincerely, 

r~ ·II/ {)).<..<<-·( ) 

Jean Davis, PhD, RN 
Director of Biobehavioral Research 

JD/sl 

cc: Elaine Amella, PhD, RN 
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