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ABSTRACT

Title: Caregiver's Experience: Pain and Elders with Alzheimer's

Author: Mary Waldo

Approved:

Jane Marie Kirschling, DNS, Associate Dean for Graduate Studies

Chronic pain is a significant problem for many elders with chronic
ilinesses. The actual prevalence of chronic pain in elders, and in elders with
Alzheimer's Disease (AD), is unknown. Further there is a paucity of literature that
addresses the experiences of chronic pain in persons with AD and no studies
that address the experiences of family caregivers managing the chronic pain of
AD elders.

This descriptive study used intensive interviewing and qualitative analysis
to describe the experience of 13 family caregivers (mean age: 67.85 years;
84.6% female; 69% wives) managing the chronic pain of elderly persons with AD
(mean age: 73.9 years; 76.9% male; 69.2% husbands; 69.2% with arthritis). The
major finding of this study was that the experiences of caring for a family
member with AD was of paramount importance to caregivers and the experience
of the family member's pain became embedded within and overshadowed by the
experience of AD. Thus the presence of pain in the care receiver was often not
identified or investigated. The paramount concerns typically centered around
four areas: behavioral and physical changes of the care receiver, emotional
response to caregiving, restriction and isolation, and planning for the future.

Family caregivers developed the knowledge that the elder with AD was
experiencing chronic pain in concert with a general understanding of AD and the
stages of AD. Pain assessment strategies developed by the family caregiver
included listening for verbal complaints, use of probing questions, and behavioral
observation. Family caregivers had identified pain cues that indicated when the
elder is having pain. This knowledge evolved over many years and was the
result of a long-enduring relationship. The stage of AD the care receiver was
experiencing influenced which assessment technique was most appropriate.
However, pain intervention strategies used throughout the course of AD by
family caregivers did not change as the AD progressed. The interventions used
by the caregivers were those that they had experience with rather than those
that might be effective for the care receiver.
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CHAPTER 1
Introduction

"Our Alzheimer's patients don't experience pain, but we can talk anyway." (A

health care professional's reply when asked how caregivers managed the pain of

elderly care receivers with Alzheimer's Disease.)

Chronic pain is a significant problem for many elders with chronic illnesses. The
actual prevalence of chronic pain in elders, and in elders with Alzheimer's Disease (AD),
is unknown. Further, there is a paucity of literature that addresses the experiences of
chronic pain in persons with AD, and no studies that address the experiences of family
caregivers managing the chronic pain of AD elders.

Almost 2.4 million persons are afflicted with AD (Beck, Heacock, Rapp, & Shue,
1993). The care of the majority of these elders with AD is provided at home by at least
one family member (Rabins, Mace, & Lucas, 1982). Thus, the family is instrumental in
maintaining AD elders in the community (Light & Lebowitz, 1989). Caregiving literature
has also reported that family caregivers of elders with AD experience many detrimental
effects from caregiving (Light & Lebowitz), including increased stress and burden
(George & Gwyther, 1986). Little is known, however, about the experiences of a
caregiver caring for elders with AD and chronic pain. An understanding of these
experiences is required before intervention strategies can be designed to enhance family
caregivers' ability to manage chronic pain in elders with AD.

The pain literature does address the effects of chronic pain in adults on their

significant others (Block, 1981; Flor, Turk, & Scholz, 1987; Maruta, Osborne, Swanson,
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& Halling, 1981; Shanfield, Heiman, Cope, & Jones, 1979). The majority of these studies
address the needs of an adult population able to participate actively in the assessment and
management of their pain. However, family caregivers and health care professionals
cannot rely solely on similar self-reports from elders with AD because of their cognitive
deficits.

It was not the purpose of this study to develop a definition of pain appropriate for
elders with AD nor to determine if elders with AD were physically capable of
experiencing pain. Based on personal clinical experience, this researcher believes that
elders with AD do experience pain. This researcher also believes that this pain must be
assessed and managed as would the pain in any other population. The overall purpose of
this study was to identify, describe, and analyze the experiences of family caregivers
managing the chronic pain of elders with AD. This was the first study in a program of
research designed to enhance caregiving to older persons with AD through development
of assessment and intervention strategies to improve chronic pain management in elders
with AD. The specific aims were to:

1. describe how a caregiver develops the knowledge that the elder with AD is
experiencing chronic pain,

2. identify intervention strategies used by family caregivers in managing the
chronic pain of elders with AD, and

3. analyze how the trajectory of these strategies changed as the status of the care

receiver changed over time.



Background

Pain is a phenomenon that has long interested researchers. The literature
addressing pain has focused on many aspects, including: (a) the effect of pain on the
experiencing person (Cohen-Mansfield & Marx, 1993; Ferrell, Ferrell, Ahn, & Tran,
1994; Kerns, & Turk, 1984); (b) the effects of pain on family members or caregivers
(Block & Boyer, 1984; Ferrell, Grant, Chan, Ahn, & Ferrell, 1995; Flor, Turk, & Rudy,
1989; Snelling, 1990); (c) the experience or perception of pain based on age (Ferrell,
Ferrell, & Osterweil, 1990; Ferrell, Rhiner, Cohen & Grant, 1991; Gibson, Katz, Corran,
Farrell, & Helme, 1994; Harkins & Chapman, 1976; Sorkin, Rudy, Hanlon, Turk, &
Stieg, 1990); (d) the experience of pain based on acute and chronic medical conditions
(Acute Pain Management Guideline Panel, 1992; Jacox et al., 1994); and (e) pain in
children (Elar;d, 1990; Engel, 1991; Grootenhuis, van der Wel, de Graaf-Nijkerk, & Last,
1996; Schechter, 1995; Villarruel & Denyes, 1991). Of all the published studies on pain,
fewer than 1% address pain in elders (Melding, 1991). McCaffery and Beebe (1989)
anticipate that the growth of literature on pain in elders will mirror the recent growth of
literature addressing pain in children. Selected literature on pain in children can be
applied to elders with AD experiencing chronic pain. For example, the ability of children
to give accurate self-report of pain is questionable because of their limited cognitive and
verbal abilities (Villarruel & Denyes). When the ability to self-report pain is limited or
impaired, other relevant data sources must be used. It has been suggested that parents can
provide information about their children's pain when the ability to self-report is not

present (Eland; Engel).



This study drew from the literature regarding the use of someone other than the
person in pain to interpret the experience of pain in persons with AD. Although one could
question the use of others for reporting pain, previous work with cancer patients and
family caregivers has explored the accuracy of caregivers' assessment of pain in others.
Family caregivers of cancer patients either matched the patient's estimates of pain
(O'Brien & Francis, 1988) or rated the care receiver's pain significantly higher than the
patients rated their own pain (Ferrell, Ferrell, Rhiner, & Grant, 1991; Yeager,
Miaskowski, Dibble, & Wallhagen, 1995).

Several studies have attempted to identify the prevalence of pain in specific
populations. In long term care populations, studies have indicated the incidence of pain
may be as high as 39% to 83% (Ferrell, Ferrell, & Rivera, 1995; Morley, Kraenzie, Bible,
& Bundren, 1995; Roy & Thomas, 1986; Wagner, et al., 1996). Ferrell and colleagues
indicated that over 70% of elderly long term care residents (37% with some cognitive
impairment) reported the presence of pain; approximately one third of these patients were
in constant pain (Ferrell et al., 1990). Estimates of the prevalence of pain range from 25%
to 70% in community-based elders (Ferrell & Ferrell, 1990; Roy & Thomas, 1987).
Crook, Rideout, and Browne (1984) report a 100% increase in the incidence of persistent
pain in community informants over age 60 when compared with informants under age 60.
They also found that persistent pain (pain that is often troubling to an individual)
increased with age, affecting 40% of participants over age 80.

Despite the general information on pain in community-based and institutionalized

elders, the actual prevalence of pain in the elderly population as a whole is unknown
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(Ferrell et al., 1990). Furthermore, the prevalence of pain in the AD population has yet to

be explored.



CHAPTER 2

Review of Literature

General Overview

The most common form of the irreversible dementing illness, Alzheimer's Disease
(AD) (Beck et al., 1993), affects approximately 60% of the 4 million persons diagnosed
with dementia (Kuhlman, Wilson, Hutchinson, & Wallhagen, 1991). AD is a leading
cause of total disability and death for adult Americans (Kuhlman et al.).

The presence of agitation in demented elders is a significant problem for
caregivers (Cohen-Mansfield, 1986; Cohen-Mansfield, Marx, & Rosenthal, 1990).
Cohen-Mansfield and colleagues (1990) maintain that agitation is manifested by a wide
range of inappropriate behaviors (verbal, vocal, or motor) that are not caused by the
presence of needs or confusion. They suggest that agitation may result from pain in more
cognitively intact elders or may signal cognitive deterioration. A foster caregiver
interviewed in the pilot study supported this contention by saying, "I first have to decide
if the agitation in my AD residents is because their cognitive status is changing. Once that
possibility has been ruled out, my next step is to decide if they're in pain. Sometimes it's
very difficult to decide what's causing the agitation."

It is difficult for nurses, as well as other formal and informal caregivers, to
determine the cause of agitated behaviors in elders with AD (e. g., pain, declining
cognitive status). Family caregivers of elders with AD have had to struggle with the
elder's behavior 24 hours a day, 7 days a week. They have had to learn, often times by

trial and error, how to manage effectively the elder's pain (Stewart, Archbold, Harvath, &



Nkongho, 1993). This qualitative study was needed so that nurses could gain a better
understanding of family caregivers' experiences in caring for elderly persons with AD in
chronic pain.

Despite the growing attention given to pain, minimal work has been done with
chronic pain in elders with AD and no research was found related to family caregiving for
persons with AD and chronic pain. Given this lack of research, a qualitative study was
warranted in order to gain a comprehensive picture of the experiences of family
caregivers caring for elders with AD and chronic pain. Although no research was found
on this topic, the literature was reviewed in related areas to inform the study. The
following areas are covered in more detail: (a) the presence of chronic pain in elders, (b)
chronic pain in the cognitively impaired, (c) effects of care receiver's pain on family
caregivers, and (d) family caregivers of elders with AD experiencing chronic pain.

It is interesting to note that while the review of literature included a 20 year time
span conducted through CINAHL, Medline and by hand searches, studies focusing on
spouses' response to chronic pain were conducted primarily in the late 1970s to early
1980s. Studies which address pain in demented elders are much more recent
chronologically. Appendix A provides a summary of 14 key articles which address the
above related areas.

The Presence of Chronic Pain in Elders

Several misconceptions about elders and pain are commonly held by health care
professionals (McCaffery & Beebe, 1989). These misconceptions include: pain is a

normal part of growing old; pain perceptions decrease with age; lack of pain behaviors



indicate lack of, or limited, pain; and, when a known cause for pain is absent, the pain is
caused by depression. It has been shown that pain is not a natural outcome of the aging
process; the presence of pain in elders necessitates assessment and treatment. Harkins and
colleagues (Harkins & Chapman, 1976; Harkins, Price, & Martelli, 1986) did not find
significant age-related differences in sensitivity to pain. Sorkin et al. (1990) found no
significant differences between young (under age 35) and old (over age 65) chronic pain
patients in measures of self-reported activity and in measures of how pain influences their
lives. Ferrell et al. (1990) suggest that a lack of pain behaviors does not necessarily
indicate a lack of pain, but rather a hesitancy on the part of elders to report pain
symptoms. In the case of persons with AD, the ability to self-report may be absent due to
their level of impairment.

The literature supports the association of chronic pain in elders with depression
(Cohen-Mansfield & Marx, 1993; Parmelee, Katz, & Lawton, 1991), increased health
care utilization, malnutrition, sleep disturbances, cognitive dysfunction, decreased
socialization, and falls resulting from impaired ambulation and gait disturbances (Ferrell
& Ferrell, 1990; Ferrell et al., 1990). Moss, Lawton, and Glicksman (1991) interviewed
the closest available person, usually kin, of 200 deceased elders. Using these
retrospective reports, they concluded that when illness is associated with pain some
aspects of psychological well-being suffer more than others. For example, at 3 months
prior to death, pain contributed significantly to depression and decreased happiness of the

elder.



Chronic Pain in the Cognitively Impaired

Although we do not know the prevalence of chronic pain in elders with AD, there
is no reason to believe that they experience less chronic pain than cognitively intact
elders. Few studies were found that addressed chronic pain in elders with AD. Parmelee,
Smith, and Katz (1993) used a cross-sectional correlational study design to examine the
association between self-reported pain and cognitive impairment. The predominantly
female (70%) sample included 758 institutionalized elders (30% urban nursing home,
70% congregate apartments) with a mean age of 83 years. The cognitive status of the
participants ranged from no impairment to marked impairment. Physicians or physician
assistants rated the participants' health. Other measures included self-reports of pain
intensity, number of localized pain complaints, and disability in performance of activities
of daily living. These researchers found that pain complaints tend to decrease with
increasing cognitive impairment and that cognitive impairment interferes with chronic
pain self-reporting. A negative association was present between cognitive impairment and
reported pain intensity and number of complaints (after controlling for effects of physical
health and functional disability). However, for acute or serious problems such as cardiac
or gastrointestinal disorders, no differences were found in the reporting patterns of pain in
severely impaired individuals as compared to the mildly impaired or intact participants.
These findings argue for focusing this study on chronic rather than acute pain in AD
elders.

Parmelee et al. (1993) also assert that "(1) in comparison with cognitively intact

persons, impaired individuals are almost equally able to accurately report pain, and (2)
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their complaints tend to be genuine" (p. 522). Ferrell, Ferrell et al. (1995) support
Parmelee and colleagues (1993) findings by reporting that pain assessment in the
cognitively impaired nursing home patient is possible by using or modifying existing pain
assessment scales to compensate for individual disabilities. The resulting self-ratings of
pain are seen to be both reliable and valid.

Even though the pain reports of cognitively impaired elders are usually reliable
and valid, it is not known if their pain recall is as reliable (Ferrell, 1995). This indicates
that cognitively impaired elders may require more frequent pain assessments than do
elders who are cognitively intact.

Since cognitive deficits are correlated with lower reported chronic pain, health
care professionals need to consider non-verbal indices of pain to ensure that pain and its
causes are identified among AD elders. This is consistent with the work of Hurley and
colleagues (Hurley, Volicer, Hanrahan, Houde, & Volicer, 1992), who developed a 9-
item behavioral indicator discomfort scale for use with patients with advanced dementia.
Care providers rate the person with AD on the presence of: noisy breathing; negative
vocalization; content, sad, and frightened facial expression; frown; relaxed and tense
body language; and fidgeting. This qualitative study, which builds on the work of
Parmelee et al. (1993) and Hurley et al. describes the clues that lead a caregiver to
conclude that the elder with AD is experiencing pain. An understanding of these family
caregivers' perceptions is essential given that the majority of care for persons with AD

occurs in the home,
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Effects of Care Receiver's Pain on Family Caregivers

Family members describe an intense physical and psychological burden that
results from caring for a cognitively intact person in pain (Ferrell, Taylor, Grant, Fowler,
& Corbisiero, 1993). Pain and comfort of family members are frequently identified as a
concern of family caregivers (Ferrell, Rhiner, et al, 1991; Ferrell, Taylor, et al., 1993 ;
Hinds, 1985; Stetz, 1987). Family caregivers of chronic pain patients report feelings of
helplessness (Stetz) and uncertainty when attempting to manage pain of care receivers
(Rowat & Knafl, 1985).

Four major themes have been identified regarding family descriptions of pain.
These themes are: anatomical descriptions, hidden pain (caregivers perceived the patient
as hiding or minimizing pain), family fear and suffering, and overwhelming and/or
unendurable pain (Ferrell, Rhiner, et al., 1991). Ferrell, Cohen, Rhiner, and Rozek (1991)
found that significant role functions related to pain management exist for family
caregivers of persons with cancer. Frustration related to being ineffectual in providing
pain relief was apparent, as was the satisfaction derived from successful pain
management; caregiving that surrounds the administration of pharmacological and non
pharmacological pain interventions is both frustrating and fulfilling. In addition, Ferrell,
Rhiner, et al. identified three themes related to the family experience of pain. These
themes were identified from responses to the question, "What is it like for you having
someone you love with pain?" The themes identified were: helplessness, coping by
denying feelings, and a wish for the care receiver's death. Although focused on persons

who were cognitively intact and on persons with cancer, the results of these studies speak
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to the need for interventions to support family caregivers in managing the chronic pain of
elders with AD.

Ferrell and colleagues (Ferrell, Cohen, et al., 1991; Ferrell, Rhiner, et al., 1991)
developed a preliminary model that demonstrated the caregiver experience of cancer pain
in cognitively intact persons. Family caregivers are thought to be influenced by previous
pain experiences, cultural influences, relationship to the care receiver, and the meaning of
and understanding of pain (Ferrell, Cohen, et al.). This pain experience may then result in
caregiver suffering, burden, and emotional responses. Although this model has
contributed greatly to the understanding of family caregivers' experiences with pain, the
focus of this model has been specific to persons with cancer and may not address the
wide range of situations in which caregivers are involved.

This study expanded on the work of Ferrell and colleagues by the extension of
research to family caregivers of persons with AD. Family caregivers were asked to
identify intervention strategies that they used to manage the chronic pain of AD elders.

This knowledge will contribute to nurses' understanding of managing pain in elders with

AD.
Family Caregivers of Elders with AD Experiencing Chronic Pain

Limited research was found that specifically focused on the experiences of family
caregivers caring for AD elders with chronic pain. However, caregiving literature on AD
does inform the study. The first symptom of cognitive impairment noticed by family
members is often an increase in difficulty in performing everyday functional activities

(Chenoweth & Spencer, 1986). Loss of functional abilities results in increased familial
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responsibility for the patient's safety and well-being. Functional limitations and cognitive
impairments of elderly care receivers prescribe what type and how many caregiving tasks
are required by family caregivers (Given & Given, 1991; Neary, 1993; Silliman &
Sternberg, 1988). The behavioral and personality problems that often accompany
cognitive deterioration contribute to caregiver stress (Anthony-Bergstone, Zarit, & Gatz,
1988; Mort, Gaspat, Pulscher, & Laird, 1993; Zarit, Orr, & Zarit, 1985). Caring for a
person with dementia may demand less physical exertion than caring for a person with
physical impairments (Mort et al.; Neary). However, the care receiver with dementia may
require more supervision resulting in loss of sleep and companionship for the caregiver.
This literature demonstrates the difficulties that are inherent when caring for persons with
dementia. These difficulties are most likely magnified by the presence of chronic pain.
"Listening to the family is the beginning of any pain management phase"
(Caserta, 1989, p. 3). Flor, Turk, and Rudy (1987) also assert that the family should be
included in the assessment and treatment of pain patients. In cases of persons with AD,
the family is the key component of pain management. Including the family of persons
with AD is crucial in order to get a more complete picture of the pain experience. Herr
and Mobily (1991) assert that significant others can identify behaviors or changes in
function in elderly persons with AD that can then be used as pain indicators. Marzinski
(1991) supports this contention in her study of 26 patients on an AD unit. The staff of this
unit were able to assess pain behaviors in residents by recognizing verbal and nonverbal
clues, and then arranging these cues into a meaningful pattern (Marzinski). The staff

knew their patients and quickly acted upon any deviation from normal behavior. Herr and
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Mobily's and Marzinski's writings support using others, such as family caregivers, to
report on chronic pain in the elder with AD. |
Summary

The review of literature supports the need for a qualitative study. Although the
literature indicates the detrimental effects of chronic pain on family members and of
dementia in family members on caregivers, literature describing the experiences of family
caregivers caring for elders with AD who are at a high risk for chronic pain is absent.
Nuréing research in this area is needed to enhance nurses' understanding of intervention
strategies for elders with AD in chronic pain. In addition, research is needed to develop
nursing interventions that enhance family caregivers' pain management abilities, thereby
decreasing caregiver burden and enhancing the caregiving situation for persons with AD.
The National Institute of Nursing Research (NINR) in a 1994 publication on symptom
management with acute pain (NINR, 1994), recommended that research was needed on
cognitively impaired elderly to identify behavioral indices of their pain. F urthermore,
research was needed with family caregivers in order to learn more about their attitudes
and knowledge about pain and how these influence pain management (NINR). This study
addressed NINR's recommendations.

Descriptions of assessment and intervention strategies for AD elders with chronic
pain have implications for policy and program planning. These implications were
addressed by the Agency for Health Care Policy and Research (AHCPR) when acute and
cancer pain were selected as clinical problems that required practice guidelines (Acute

Pain Management Guideline Panel, 1992; Jacox et al., 1994). The AHCPR guidelines
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address numerous barriers to effective management of cancer pain (Jacox et al.). These
barriers include problems related to health care professionals (e.g., inadequate knowledge
of pain management and poor assessment of pain), patients (e.g., reluctance to report pain
or to take pain medications), and the health care system (e.g., problems of availability of
treatment or access to it and low priority given to cancer pain treatment). As the number
of family caregivers providing care to AD elders increases, strategies that enhance the
caregiving situation will be of great value to caregivers and care receivers. Nurses can
play a critical role in establishing partnerships with family caregivers of elders with AD
in order to decrease costs, overcome existing barriers, improve care receiver comfort and
enhance the caregiving situation by effectively managing chronic pain (Harvath et al.,

1994).
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CHAPTER 3
Research Design and Methods

This descriptive study used intensive interviewing and qualitative analysis to
describe the experience of family caregivers responsible for pain management of elderly
persons with AD. Qualitative methodology is not restricted by predetermined lines of
inquiry (Patton, 1990), thus it allowed for an in-depth examination of the experiences of
family caregivers in caring for elderly persons with AD and chronic pain.
Descriptive/exploratory research, the first mode of qualitative inquiry, was used to
provide detailed descriptions of the circumstances surrounding the lives of these family
caregivers (Artinian, 1988). Intensive interviewing, a qualitative data-gathering
technique, was used to determine what is meaningful to family caregivers caring for AD
elders with chronic pain. The detailed material resulting from the interviews with family
caregivers was used in qualitative analysis.
Intensive Interviews

The goal of intensive interviewing, also known as unstructured interviewing or in-
depth interviewing (Lofland & Lofland, 1984; Taylor & Bogdan, 1984), is to 'discover'
detailed information about the informant's experiences surrounding a topic or situation
(e.g., the experiences of caring for an elderly person with AD and chronic pain) (Lofland
& Lofland). In intensive interviewing, the interviewer is the research tool (Taylor &
Bogdan). The interviewer begins a conversation with "a real person and engages the
interviewee as human being, not a study subject" (Kaufman, 1994, p. 123). Taylor and

Bogdan have identified several drawbacks to interviewing. These include incongruities
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between what the informant says and does in interviews and across different situations,
and inaccurate assumptions and misconceptions that occur due to the researcher not being
aware of the context in which the informant's language and experiences are based.
Because of these drawbacks to interviewing, the importance of intensive interviewing is
emphasized. The process of intensive interviewing requires getting to know the family
caregivers well enough to understand what they mean, and creating an atmosphere in
which they will talk freely about their experiences in managing the chronic pain of an
elderly person with AD.

Open-ended interview questions are designed to allow informants to speak freely
in their own words about the research topics, problems, or goals the researcher brings to
the interview (Kaufman, 1994; Lofland & Lofland, 1984). These questions are assembled
in an interview guide that then becomes a check list of topics to be covered rather than a
structured set of closed questions. The interview guide for this study was structured to be
consistent with the aims of the study (see Appendix B). The guide addressed how a
caregiver knew when an elder with AD was experiencing pain and how this knowledge
developed over time, what intervention strategies were used by family caregivers in
managing the chronic pain of elders with AD, and how intervention strategies used to
manage chronic pain changed over time, including what factors influenced this change.

The interview guide allowed the researcher to be flexible in responding to
caregiver replies. This format also allowed for data clarification. General questions asking
what it is like to be a caregiver for the care receiver were asked first in an attempt to

promote the development of researcher-informant rapport. The interview concluded with
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the questions "If I were to take care of (care receiver) and you taught me about caring for
him/her when he/she was in pain, what would you say?", and finally, "What have you
gained from being a caregiver for (care receiver)?" These questions were designed in an
attempt to end the interview on a positive note with the caregiver reflecting on the
positive aspects of being a caregiver.

The interview guide was developed after consideration of personal experiences in
caring for persons' with pain. For example, the daughter of an 80-year-old woman with
Alzheimer's taught me to question changes in her mother's usual behavior. The daughter
had discovered that changes in her mother's behavior, such as increased restlessness and
the throwing of objects, often indicated an increase in her mother's arthritic pain. This
experience, and others like it, prompted the question "How do you know when (care
receiver) is in pain?"

A review of the literature focused on variables influencing the experience of pain
also contributed to the development of the interview guide. Ferrell and colleagues’
(Ferrell, Cohen, et al., 1991; Ferrell, Rhiner, et al., 1991) preliminary model, depicting
the caregiver experience of cancer pain in cognitively intact persons, guided the
development of questions like "How did you learn what to do for (care receiver) when
he/she is in pain?"

The interview guide was pilot tested with two spouse caregivers. This pilot test
highlighted areas that required revision (e.g., caregivers were ready to discuss the care
receiver's pain and did not want to discuss their personal previous experiences with pain).

The interview guide was revised with the assistance of Dr. Sheila Kodadek, an expert in
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intensive interviewing. The revised guide was distributed to 10 nurses with community
and acute care backgrounds, and to two elderly women for input regarding the language,
and the order and clarity of the questions. The interview guide again was revised and
tested on two family members of a person with AD who was experiencing chronic pain.
The interview guide, and all aspects of this research study, was approved by the
Institutional Review Board at Oregon Health Sciences University and the Veteran's
Administration Research Services.

Demographic data were gathered to describe the sample. Questions about the
duration of AD and pain in the care receiver addressed the aim of describing how the
trajectory of the caregiver's pain intervention strategies changed as the status of the care
receiver changed over time. Other data, including the relationship of the caregiver to the
care receiver, education levels and occupations of both, were asked to further explain how
a caregiver developed the ability to determine when the care receiver was in pain.
Sampling Plan

Informants were accessed through the Alzheimer's Disease Center and the
Veteran's Administration (VA) Dementia Clinic, both of Portland, Oregon, and through
community based referrals (e.g., adult day care and the Alzheimer's Association). Health
professionals at the Alzheimer's Disease Center and the VA Dementia Clinic agreed to
assist the investigator by arranging access to informants and identifying potential
informants with AD and chronic pain or the presence of potentially painful conditions.
Purposeful sampling was used to select information-rich cases and to ensure that the

sample was representative of family caregivers who provide care to family members with
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AD 1n their home (Patton, 1990).

For the purposes of this study, family caregivers were the primary informants and
included adult children or spouses of the care receiver who had been self-identified as the
primary caregiver. Elders with AD were identified as those persons over the age of 65
who had a diagnosis of AD. As self-identification of pain was not always possible in
these persons, the caregiver confirmed that the care receiver had chronic pain. Chronic
pain was defined as pain having a duration greater than 6 months or the presence of a
condition that is known to be painful (e.g., degenerative joint disease and osteoarthritis)
(Marzinski, 1991). The results of the pilot study refined the process that was used to
determine who had AD and chronic pain.

Sample Size and Study Participants

The purpose of this sampling procedure was to obtain as much information as
possible about the family caregiver's experiences of pain in the care receiver and the
strategies used by family caregivers to manage chronic pain (Lincoln & Guba, 1985).
Issues of sample size and use of probability sampling are critical when the purpose of the
study is to generalize the findings (Patton, 1990); this is nof the purpose of this study. The
sample of family caregivers grew as the properties and dimensions of the caregivers'
experience emerged. The minimum number of informants, approximately 12, was based
on a desire to capture a range of caregiving experiences. Thus, informants included male
and female, spousal and adult child, family caregivers, some who were new to the role
others who were 'experienced caregivers, and family caregivers of elders who were early

and late in the disease process. Recruitment of informants ended at 13 caregivers, when
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new information was not being obtained and when the aims of this research were met (see

Table 1 for characteristics of the sample).



Table 1
Demographics of Sample

Variable Caregivers Care Receivers

Age

Mean 67.9 years 73.9 years
Gender

Male 15.4% 76.9%

Female 84.6% 23.1%
Relationship

Wife 69.2% 15.4%

Husband 15.4% 69.2%

Partner 7.7% 7.7%

Daughter 7.7% 7.7%
Length of Time
Providing Care <8 years N/A
Education

High School graduate

or below 30.8% 30.8%

Attended College 69.2% 69.2%
Culture/Ethnicity

Caucasian 92.3% 92.3%

African-American 7.7% 69.2%

Diagnosed Stage of AD

(Care Receiver)

Early 15.4%
Middle 7.7%
Late 23.1%
Unknown 53.8%
Sources of Pain (Care
Receiver)*
Arthritis 69.2%
Rheumatoid Arthritis 15.4%
Shingles 7.6%
Back/chest pain 7.6%
Headache 7.6%
Duration of Pain (Care
Receiver) 1 year to “since high

school”

* one care receiver reported two sources of pain.
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The ages of caregivers ranged from 40 to 81 years; the average age was 67.85
years. There were two male caregivers (15.4%) and 11 female caregivers (84.6%). Nine
caregivers (69.2%) were wives, 2 (15.4%) were husbands, 1 was a partner, and 1 was a
caregiver (7.7% each). Education of caregivers ranged from 7th grade through achieving
a Ph.D.; 69.2% attended college. Twelve caregivers were white (92.3%), 1 caregiver was
black (7.7%).

The ages of care receivers ranged from 61 to 87 years, the average age was 73.9
years. Three care receivers were female (23.1%), the remaining 10 were male (76.9%).
Twelve care receivers were white (92.3%), 1 was black (7.7%). Education of the care
receivers ranged from 4th grade to achievement of enhanced doctoral degrees; 69.2%
attended college.

Length of the care receiver's AD ranged from 2 to 10 years; 2 care receivers were
in the early stages of AD (15.4%), 1 in the middle stages (7.7%), and 3 in the later stages
(23.1%). The stage of AD of the remaining seven care receivers was not known by the
caregiver (53.8%). The time since diagnosis of AD ranged from 1 to 9 years. Of the 13
sampled, 10 care receivers had received a diagnosis of probable AD. Two care receivers
had a diagnosis of possible AD versus stroke. The diagnosis of the remaining care
receiver was less clear. This care receiver may have had haldol or alcohol induced
dementia with characteristics of AD. The results discussed in Chapter 4 include the 12
care receivers with a diagnosis of probable or possible AD. The 13th care receiver will be
included in the discussion of the results presented in Chapter 5 and used as a comparison

case.
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Sources of care receiver pain included arthritis (69.2%), rheumatoid arthritis
(15.4%), back and chest pain of unknown cause (7.7%), and headache (7.7%). Duration
of pain ranged from 1 year to since high school.

Minority and gender representation. Ethnic, racial, socio-economic, educational or
religious factors were not used to exclude caregivers or care receivers from this study. In
addition, sampling procedures insured that the sample reflected the gender and ethnic
diversity of the population seen by both the Alzheimer's Disease Center and the Dementia
clinic. In 1993, 869 persons were seen in the two clinics. Ethnic and gender
representation of clients were as follows: 63.9% were male and 36.1% female; the mean
age of females was 71 years and of males was 70 years; 96.7% of the females were
Caucasian and 3.3% were non-Caucasian; and 97.7% of the males were Caucasian and
2.3% were non-Caucasian. Three percent of the females and 55% of the males were seen
at the VA Dementia clinic. While the sample included both male and female caregivers,
the proportion of female caregivers, 84.6% of the sample, was congruent with the
caregiving literature in which females comprise 60% to 80% of the sample (Horowitz,
1985).

Data Collection Procedures

Health care providers identified persons who might fit the inclusion criteria.
Caregiver informants were screened to determine if they were the primary family
caregiver of a care receiver with AD and chronic pain and were able to speak English.
Care receivers were screened to determine if they were over age 65, with a diagnosis of

AD, and had experienced chronic pain or a chronic painful condition for 6 months or
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longer. When potential informants met the initial screening criteria, a telephone call was
made to the caregiver by the investigator. During the telephone call, the investigator
further explained the study, ascertained the caregiver's willingness to participate in this
study, and confirmed that the inclusion criteria had been met. If the informant was
willing, an appointment was made for the interview at a time and place which was
convenient to the caregiver and which provided some assurance of privacy.

Twenty-six caregiver-care receiver dyads, who potentially met the inclusion
criteria, were identified; 19 were from the Alzheimer's Disease Center of Oregon
(ADCO), 3 from community-based referrals, and 4 from the VA's Dementia Clinic. Of
the 19 caregivers identified initially through ADCO, 15 were called. Saturation of data
was reached before the remaining 4 caregivers were contacted. Of the 15 caregivers, 6
were not interviewed; 1 caregiver refused as she had just placed her husband in the
nursing home, 1 caregiver was acutely ill, 2 refused due to busyness of schedules, and 2
did not meet the study criteria (1 care receiver was not being cared for at home, and 1
caregiver stated her husband was not experiencing pain).

The 3 community-based referrals were called. Two caregivers declined to
participate as their wives were not experiencing pain. Three of the 4 dyads identified
through the VA Dementia Clinic were interviewed, the remaining dyad had moved.

Prior to the beginning of the interview, the study was explained to the caregiver.
The right of the caregiver to refuse to answer any questions, to stop the interview at any
time, or to withdrawal from the study at any time without repercussions was reviewed. In

addition, the purpose and goals of the interview were described. The informed consent
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form (see Appendix C) was reviewed and the caregiver's signature was obtained if he or
she agreed to participate in this study.

Risks to informants were minimal and included emotional distress that may have
resulted from exploration of the experiences of the caregiver. The investigator observed
the caregiver for signs of fatigue or emotional distress and asked the caregiver if he/she
wanted to end the interview. Three caregivers exhibited signs of emotional distress. These
signs included anger, crying, expressions of hopelessness or helplessness. All 3
caregivers were asked if they wanted to stop the interview, all three declined. The
investigator stayed with the caregivers until the caregivers were outwardly calmer and
had stated they were okay with the investigator leaving; in one of the three situations a
friend came to visit before the investigator left. Two caregivers were called the next day;
neither reported adverse effects from the interviews. These occurrences were discussed
with faculty advisors within 48 hours; no additional interventions were identified.

In the event the interview was not completed at the end of 90 minutes, the
investigator was prepared to ask the caregiver if the interview should be continued or if
another appointment to conclude the interview was desired. All interviews were
completed within 45 to 90 minutes. At the conclusion of the interview, the investigator
went over the purposes of a possible second contact (i.e., clarification of data; exploration
of topics brought up by other participants; discussion, explanation, or verification of the
conclusions drawn from the data) to be made either by telephone, in person, or by mail.

All interviews were tape recorded. The tape recorded interviews were transcribed

and identifying information was removed. Notes were taken during the interview to
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supplement the recordings. Post-interview summaries were written after the interview
was completed. All interviews, transcripts, notes, and analyses were kept strictly
confidential and were stored in a locked file cabinet. Only the investigator and
dissertation committee members had access to tape recordings and transcripts. All data
were assigned code numbers and identified only by code numbers. The audio tapes of the
interviews were erased upon completion of this study. The qualitative data management
program, Ethnograph, Version 4.0 (Seidel, Friese, & Leonard, 1995), was used to enter
and organize the data for analysis.

Method and Structure of Analvtic Approach to Data

The goal of data analysis was to develop an understanding of the people being
studied (Taylor & Bogdan, 1984). Analysis was an ongoing process and occurred
throughout data collection. The dissertation committee actively participated in reviewing
the data and the ongoing analysis.

Aim 1 and 2: Analytic Approach. The data were read and reread in an attempt to
identify themes and concepts within the data that spoke to the first two aims (Taylor &
Bogdan, 1984). A log containing memos was used during this process of discovery to
record the development and interpretation of codes, categories, and definitions. All data
were coded and sorted into coding categories. A code book containing all codes and
accompanying operational definitions was kept. Each piece of data in a category was
examined for fit with that category; categories were revised as new relationships or
interpretations were discovered, or as new codes and categories were added. Any data

remaining after sorting were re-examined.
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Aim 3: Analytic Approach. After coded segments were extracted from the data

and summarized, the third aim was addressed through a data display. Miles and
Huberman (1994) maintain that valid qualitative analysis requires focused displays that
permit a viewing of systematically arranged data. This display of data allows for
detection of comparisons and differences within and among data sets, the discovery of
patterns, themes, and trends, and the direct use of the results thus improving the
credibility of conclusions. A time ordered data display matrix (see Appendix D) was used
to discover how the trajectory of pain intervention strategies used by the family caregiver
changed as the status of the care receiver changed over time. The columns were organized
sequentially by progression of AD, the rows were cases in arbitrary order. Examples of
pain intervention strategies that occurred in that case at that time period were entered in
each cell. The strategies were accompanied by a descriptor indicating the kind of
intervention used (e.g., medication, distraction, and physical means). Scanning rows
showed the total range of pain intervention strategies used by specific caregivers;
scanning columns showed interventions used for different stages of the progression of
AD. This analysis relied on retrospective data, a limitation of the study.
Trustworthiness

The four critera for determining trustworthiness of the data, as described by
Lincoln and Guba (1985), were met by use of several strategies throughout this study.
The criteria of credibility, transferability, dependability, and confirmability were

addressed as described below.
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Credibility. The interviews were analyzed by the investigator as well as three
members of the dissertation committee. All exceptions to the resulting analysis were
identified during meetings with the committee members, and were subsequently
analyzed. Regular meetings and communication between the investigator and the
dissertation committee were used for exploration of emotions and peer debricfing,

refinement of research processes, and review of the methodology.

Transferability. Data collected through purposive sampling and intensive
interviews provided thick descriptions of the caregivet's experiences in caring for an
elderly person with AD experiencing chronic pain. Through the presentation of the
findings, readers should be able to decide if the results of this study are applicable to their
situation (Lincoln & Guba, 1985).

Caregivers sampled in this study included wives, husbands, a partner and a
daughter of elderly family members with AD who were experiencing chronic pain. The
sample of caregivers and care receivers was heterogeneous with respect to the stage of
AD, understanding of AD, source of pain, and the means used to assess the pain of the
care receiver, as well as educational levels and employment backgrounds. Descriptions of
the caregiver's experiences from these multiple perspectives enhance the transferability of
the data.

Dependability. The research findings are deemed to be dependable if they can be
repeated (Lincoln & Guba, 1985). To ensure dependability of the findings, an audit trail
was established through maintenance of raw data, data reduction and data reconstruction

products, process notes, and instrument development information. An inquiry audit also
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was conducted by a faculty member with expertise in qualitative methodology.
Confirmability. Confirmability of the data in this study was addressed by peer
debriefing with the dissertation committee. This was done to identify investigator biases

and analytical weaknesses, to clarify interpretations, and to stimulate thinking.
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CHAPTER 4
Results
The overall purpose of this study was to identify, describe, and analyze the
experiences of family caregivers managing the chronic pain of elders with AD. The
specific aims were to:

1. describe how a family caregiver develops the knowledge that the elder with AD
is experiencing chronic pain,

2. identify intervention strategies used by family caregivers in managing the
chronic pain of elders with AD, and

3. analyze how the trajectory of these strategies changed as the status of the care
receiver changed over time.

Family caregivers have identified pain as being a major concern of caregiving.
Ferrell, Cohen, et al. (1991) developed a preliminary model illustrating family caregivers'
experience of the cancer pain of cognitively intact care receivers. The pain experience is
central to this model. A caregiver's perception of a care receiver's pain is colored by the
caregiver's prior pain experience, cultural influences, the caregiver-care receiver
relationship, the caregiver's understanding of the pain, and the meaning that the pain had
to the caregiver. The pain experience elicits feelings of caregiver burden, suffering and
other associated emotions.

The work of Ferrell and her colleagues has contributed greatly to this researcher's
understanding of family caregivers' experiences with pain. In addition, Ferrell, Cohen, et

al.’s model (1991) was instrumental in the development of the interview guide used in the
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current study. However, the pain experience of family members of cognitively intact
cancer patients appears to be significantly different than the experience of caregivers of
elders with AD who also have chronic pain. Ferrell, Cohen, et al.'s caregivers used their
family member's cancer pain, and the changing levels of that pain, as an indicator of the
extent of the disease; increased pain was linked to the progression of cancer and the
eventual death of the care receiver. Caregivers either welcomed the approach of the care
receiver's death as an end to pain or avoided the approach of death by questioning the
pain that accompanied the progression of cancer. In contrast, the major finding of this
study was that the experiences of caring for a family member with AD was of paramount
importance to caregivers and the experience of the family member's pain became
embedded within and overshadowed by the experience of AD.

This unexpected finding influenced the direction of the stﬁdy, guided the analysis of
the results, and directed the development of this chapter. The remainder of this chapter
will be divided into three sections: (a) paramount concerns of family caregivers, (b) how
a family caregiver developed the knowledge that the elder with AD was experiencing
chronic pain, and (c) pain intervention strategies used by family caregivers. Refer to
Table 2 for a summary of caregivers. The names of caregivers have been changed to

protect their anonymity.
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Table 2

Caregivers , Relationship to Care Receivers, and Stages of AD/Source of Pain

Pseudonym of Relationship to care Stage of AD and source of
Caregiver (CQG) receiver (CR) pain*
Joshua Husband Early, arthritis
Ruth Wife Early, arthritis
Mary Partner Late, arthritis
Eve Wife Early, arthritis
Sarah Wife Late, arthritis
Rebekah Wife unknown, back and chest pain
Naomi Daughter Middle, arthritis
Hannah Wife Late, arthritis
Martha Wife Middle, chronic headaches
Elizabeth Wife Late, rheumatoid arthritis
Abraham Husband Early, rheumatoid arthritis
Abigail Wife Middle AD versus stroke,
arthritis
Ester Wife Early AD versus stroke,
arthritis

N When caregivers did not know the stage of the care receiver's AD, the investigator
placed the care receivers into stages based on family caregiver description of the
behaviors of the elder. The investigator used Reisberg's Global Deterioration Scale
(1984) to place these six care receivers into early, middle, or late stage of AD.
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The Paramount Concern: Caregiving for Elders with AD and Chronic Pain

Each family caregiver was contacted by telephone to arrange the interview. They
again were called to confirm the appointment the day before or the morning of the
interview. With each contact, an explanation of the study was provided by the researcher,
including reading and discussion of the consent form which was signed prior to the start
of the interview. Even knowing explicitly that the study’s focus was on the pain of the
care receiver, family caregivers focused on their experiences of caring for a family
member with AD.

That the significance of the AD experience to the family caregiver overshadowed
concern about the care receiver's pain was apparent from the start of each encounter.
During the walk from the front door to the area where the interview would take place,
caregivers would start to talk about the diagnosis of AD or behaviors of their family
member that were of concern.

The discussion of the caregiver's experiences of caring for a family member with
AD continued to take precedence throughout the interview. This was especially clear
from the responses to one of the final questions of the interview: If you could teach me
something about caring for someone with chronic pain and Alzheimer's, what would you
tell me? Caregivers consistently talked about the AD and not about the pain:

You really have to be very, very patient.... Just somebody had to do it and

I knew it had to be me, but it is frustrating at times, and another frustration

is you don't always know whether you are reaching the person... It is so

easy to overload. I mean, you can't give too many commands or give her

too much information, because it just totally overloads the circuits and she

becomes totally confused... And it is hard for me because she was
probably one of the most gifted people that I have ever known and to see
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that kind of drift away, that is kind of hard...But I think the main thing is

you just got to have the gift of the patience of Job. You have got to

remember things are not going to be like they used to be. (Abraham)

Probes were used throughout the interview to elicit and clarify information from
the family caregivers. It was anticipated that the initial probes, which were general in
nature (e.g., "What's a usual day like for you", "What's it like being a caregiver", "Tell me
about your family member before the AD started"), would draw out comments about
pain, since that was the specified purpose of the study. However, the participants'
responses to these probes regarding the caregiving process typically centered around four
areas: behavioral and physical changes of the care receiver, emotional response to
caregiving, restriction and isolation, and planning for the future. Each of these areas is
discussed below.

Physical and Behavioral Changes of the Care Receiver

A major finding of this study was that the behavioral and physical changes of the
care receiver which occurred with AD were of great importance to the caregiver.
Incontinence was a significant issue for the majority of family caregivers of care receivers
in middle or late stage AD. The incontinence had changed how daily activities were
planned, interrupted the sleep of the caregiver, and influenced future plans.

-..And I got him up and in bed and then the next time he had to urinate,

why he woke me up. I kind of scolded him and he woke me up and went

back and waded through urine in the bathroom, but we have tile linoleum

in there and I put old towels down, just in case, and so [ found that and

that is a lot of extra work, but thank the Lord, it could be worse, it could

have come out here in the other room. (Hannah)
The other physical concern that was described by family caregivers was that of
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falling. One care receiver with middle stage AD already had fallen and suffered a
fractured hip. Another care receiver, in the late stage of AD, had fallen three times,
escaping injuries other than bruising. This caregiver worried about her husband's next
fall:
I'had him for a walk and I took him around the field and walked through
the park. He fell in the park and he was real alarmed. I said "Just sit there
for a minute, you are not hurt, you are fine. Just sit there for a minute and
gather yourself together and I will help you up." And he did. He had this
kind of wild look on his face and thought I am down and I will never get
up, but I let him sit there. ... but the next time he fell, he had to step down
from the kitchen into the garage and it is a cement floor. He fell and was

all black and blue, but he didn't complain about that at all and I watched
him.... He could stumble and fall anytime. (Hannah)

The majority of family caregivers identified several changes in the care receiver's
personality or behavior that had occurred since the onset of the AD. Caregivers
reminisced about who the care receiver used to be and compared this image to current
behaviors.

He was a very bright man. He read a lot. Well, when we moved here, we

sold 2500 books. He read constantly. He was a newspaper editor, he was

(the editor of a news column), very vocal, very interested in politics and it

all changed. He will watch the news, once in a while ask a question, but if

there is a commercial, he has forgotten what he saw just before, so it is

very confusing. (Eve)

Several behavioral changes of the care receivers were described by the family

caregivers. The inability of the care receiver to dress appropriately was of concern to

many of the caregivers.

Well, we usually get up about 7:00. I have to help him dress now, because
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he might come out in my clothes. I used to put his undershirt, underwear,
top shirt, pants, shoes and socks in front of the bed and he would come out
all dressed. Can't do that anymore. He came out with my girdle on the
other day because I let him try...I don't let him tie his shoes anymore,
because he ties them in such tight knots that I can't get them out. (Hannah)

Other behavioral changes of the care receiver included shadowing of caregivers
(i.e., following the family caregiver around the home), and unexpectedly hitting out at or
becoming agitated with the caregiver. More than half of the caregivers were concerned
about the care receiver wandering off and getting lost.

I have a caretaker that comes in for three hours one afternoon a week, and

while she was here, and she kind of dusts so that he thinks she is the

cleaning lady, she went to the bathroom and he disappeared and three

hours later he was across the highway at a restaurant calling. I am sure

somebody helped him...So I take my bath late at night when he is in bed.

(Eve)

Emotional Response to Caregiving

Emotions surrounding their experiences frequently came to the surface as family
caregivers recounted the incidents that lead up to the diagnosis of AD or talked about the
current caregiving situation. Caregivers described their circumstances as being hectic,
frustrating, and lonely. Several caregivers cried openly as they talked; three reported they
were being treated for depression. Most stated caregiving was hard and required patience,

gentleness, and self-control.
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It (caregiving) is hard, but I know it has to be done, you know? It makes
me nervous and it makes me uptight and then there are times, you know,
when he almost seems normal. Of course, he don't think there is anything
wrong with him... Sometimes it gets really hard... I try to keep control of
myself, because I know he is sick. He is not in any right state of mind that
he has been. But, it is hard, because you realize you haven't got the person
you married. (Ruth)

Family caregivers of elders in early to middle stages of AD also appeared to
struggle with restricting activities they thought were no longer appropriate for their care
receiver. If the care receiver was still driving, caregivers grappled with knowing when
and how to stop their family members from getting behind the wheel of a car. Others
were considering the amount of supervision the person with AD required for everyday
activities such as walking to town, working outside or going to the store.

I am really concerned about a lot ‘bf the things she wants to do and thinks

she can do; I am not sure she should be trying it. But, now she has gone

down to (the comer store). I think I might join her. (Joshua)

For most of these caregivers, AD meant change in their long-term relationship. A
daughter believed that she and her mother (middle stages AD) had traded places and
found herself saying to her mother what her mother used to say to her. Two wives, one
caring for a husband with early stage AD and one with late stage AD, talked about how
the man they married was not the person they were living with now. Others discussed
how their relationship had changed with the progression of AD:

I don't feel as loving as I would like to be, I mean in hugging, holding, that

type of thing, physical... You put up a wall between you and that person,

because if you don't you will lose it.....You are not quite sure what you are

going to lose, but that strength, that stamina, that whatever it takes for you
to be a caregiver may go out the window. (Sarah)
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Sense of Isolation and Restriction with Caregiving

Most family caregivers described a sense of isolation and restriction as the AD
progressed. In the early stages of AD, the caregiver and care receiver were still able to
enjoy their usual activities. As the AD progressed, caregivers reported feeling restricted.
The caregiver was uncertain about leaving the elder with AD and the elder also depended
on the caregiver for security. As a result, activities family caregivers once did alone were

being neglected or performed in the company of the care receiver.

He is actually fundamentally very good natured and very amenable to
what I want to do, but he is constantly there. I can't let him walk alone
anymore. I just had surgery on my feet, so I can't walk right now. He
walks around the property and I have to stand and watch for him when he
goes because he did get lost once... But it is very restricting, because I just
can't go anywhere without him. When I go to the store, he goes and sits in
the car unless there is something he wants to make sure that I buy...but I
guess the thing that is most stressing is the restriction because I used to be
able to go out with my daughter. We would be gone all day and I just can't
do that anymore. (Abigail)

Family caregivers often reported not only the loss of freedom to leave the home,
but the loss of friends that would come into their home. Feelings of isolation were
compounded in those who had recently relocated their homes to be closer to families or
medical care.

I think the hardest thing for us to realize when we moved here because we

have our two sons here, is that our friends our age don't come to see (my

husband). The men who are 80 are a little forgetful. They look at (my

husband), visualize themselves that way and are depressed.... We hadn't

anticipated that and these are people who love (my husband), but they just
can't handle it. (Eve)
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Planning for the Future

Family caregivers of elders in all stages of AD were looking toward the future.
This planning for the future was not unique to caregivers of elders in a particular stage of
AD. Two caregivers were considering renovations to their home that would make it a
safer place for the elder with AD (e.g., new locks, new windows, and fewer stairs). A few
caregivers had completed the necessary legal arrangements such as power of attorney.
Others were considering when they would need help in the home (e.g., when the care
receiver became incontinent). Most of the caregivers for the four elders in the late stages
of AD had in-home care and had thought about when nursing home placement would be
necessary (€.g., when the care receiver became more agitated).

While planning for the future, most caregivers stated they took one day at a time.

Well, I think the hardest part is, more or less, just worrying day to day...

Hoping that he doesn't walk off someday and sometime and get confused

and can't find his way home... I hope he doesn't turn violent, that is my

biggest concern...Yyou know that is something you don't know. Just have

to take each day as it comes and deal with whatever comes up from that

day. (Ruth)

After talking about their hardships and concerns, the majority of family caregivers
voiced a desire to continue providing the care for their family member and avoid
placement in a nursing home. Some of the caregivers felt an obligation to their family
member. These caregivers stated their family member was always good to them in the

past. Two caregivers said they knew their family member would take care of them if the

roles were reversed. Others believed the elderly family member required care and there
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were no other options to providing that care. A few voiced satisfaction gained from the
caregiving role.

He was always so good to me, willing to do whatever he could.... Well, it
is the satisfaction (of caregiving) I think, to me, not so much to him. When
I see his response to some of the things I help him with and some of the
things he does and everything, it is just that pleasant look on his face and I
feel, well, I am doing my share. It's just that's the thank you, because he
can't tell you... and we are standing face to face and many times he will
reach over and give me a little kiss, not a big smack like he used to... You
know when you have deep feelings for somebody and they have been
good, you can't be mean to them. You just can't and you know that they
don't know, you know, it is hard, but I feel I am strong and I ask the Lord
for help every night before I go to bed, keep me healthy so that I can help
him, you know, and that is the way it goes. (Hannah)

In summary, the paramount concern of the family caregivers who participated in
the study was the care receiver's Alzheimer's Disease (AD) and how it influenced both of
their lives. The care receiver's experience of chronic pain was a secondary concern and
was not easily brought to the surface during discussion with the caregiver. However, once
caregivers voiced their feelings and concerns about the AD, they then were able to focus
their thoughts, with direction provided by the interviewer, on the care receiver's pain
experience.

You know he didn't ask for this disease he has got and his own brother

died in June and he has Alzheimer's. Just going to have to try to make the

best of it I guess.

Investigator: I would like to ask you a few questions about your husband's
pain. Now, you said it was his knee. Was there an injury to his knee?.

Yabh, he said the first injury on his knee when he was in the service. (Ruth)
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The remainder of this chapter is organized according to the three aims of the study (see

pp. 35 for the aims).

How a Family Caregiver Develops the Knowledge that the

Elder with AD is Experiencing Chronic Pain

The ability of the family caregiver to know if the elder with AD was experiencing
pain appeared to be related to two areas of caregiver understanding. The first area was the
extent of the caregiver's general understanding of AD and stages of AD. The second area
focused on how family caregivers assessed the pain of the care receiver. This area
included the type of assessment used (verbal complaints, probing questions, and
behavioral observation), the caregiver's understanding of both the caregiver and care
receiver's past history of pain, and the caregiver and the caregiver - care receiver
relationship.

Family Caregiver's General Understanding of Alzheimer's Disease

Caregivers' understanding of AD influenced their ability to link the care receiver's
verbal and behavioral indicators to the presence of pain. Within this group of 12 family
caregivers there appeared to be three levels of general understanding regarding AD:
caregivers with little understanding of AD (5 caregivers), including the 2 caregivers who
were caring for an elder with possible AD versus possible stroke; those with moderate
understanding (3 caregivers); and those who appeared to have a substantial understanding
of AD (4 caregivers). The understanding of AD was defined as the caregiver's general
knowledge about the diagnosis, symptoms, course, and stages of the disease, rather than

the ability of caregivers to apply the knowledge to specific situations. Table 3 provides a



description of the participants according to their general understanding of AD and the

stage of the care receiver's AD.



Table 3

Comparison of Caregiver Understanking of AD to the Care Receiver’s Stage of AD
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Caregiver Understanding of AD

Little Moderate Substantial
Stages of AD

Early Stage Joshua Eve

Ruth

Abraham

Ester
Middle Abigail Naomi
Stage Martha
Late Stage Mary Sarah

Hannah Elizabeth
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The level of caregiver understanding of AD was based on subjective criteria and
was determined by the investigator. The subjective criteria included caregiver appraisal of
their own knowledge, caregiver understanding of the basis for the diagnosis of AD, an
understanding of the physical and behavioral changes that occur with AD, and an
understanding of the care that would be required as the AD progresses.

Little understanding of AD. The caregiver's level of understanding was
determined in part by his or her own self-assessment. The investigator ascertained that
caregivers had little or no understanding of AD when a definate diagnosis of AD had not
been made. In addition, caregivers who did not appear to have an understanding of the
physical and behavioral changes that would occur as the care receiver progressed through
the disease also were placed in this category. An example of self assessment in a
caregiver with little understanding was the caregiver who stated, in answer to the
question. “What stage of AD is your wife in?” I really don't know, I don't know that much
about the disease, I mean about the prognosis on her. (Joshua)

Moderate understanding of AD. Caregivers who had significant understanding
about AD in some areas (e.g., stage, diagnosis, and care required), but had little
understanding in other areas (e.g., perceived intentionality of care receiver's behaviors,
dependence on on verbal cues with late stage AD elders) were placed in the category of
moderate understanding. A caregiver believed her partner, in late stage AD, purposefully
didn't swallow when eating. She also focused on the elder's verbal cues to decide how he

was feeling. However, the caregiver appeared to understand the diagnosis, staging, and
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course of AD. This caregiver, and two others, demonstrated a moderate understanding of

AD.

He won't open his mouth for me. Now, he has gotten, for some reason, he
refuses to eat for me now. He will eat ice cream for me, but that is all...
But, his (aide) cuts it all up in little pieces and kind of gets him to eat it,
boy, he just has to coax him to open his mouth for practically every bite.
Sometimes he puts it over here and in his cheek and won't swallow it and
(the aide) has to push it over and get him to swallow it before he gets
another bite. Sometimes I think he is just doing that on purpose.
Sometimes I see kind of a little smirk on his face like he is getting away
with something. (Mary)

Substantial understanding of AD. Level of understanding also was determined in

part by the caregiver is understanding of the course of the AD relative to the level of care

that the care receiver required. A wife caregiver had attended several workshops and

support groups to find out more about AD. This caregiver, and three others, verbally

demonstrated a substantial understanding of AD by her accurate descriptions of what AD

is, her understanding of how the AD was diagnosed, what she expected to occur in her

husband in relationship to the AD, and the care she is providing now and she expected to

have to provide in the future.

He was diagnosed in December, we got the written diagnosis. I
immediately went to the Alzheimer's Association and (his hospital) and
they had workshops going... and a support group and anything else I could
grab onto that I knew would help me... He was put in the hospital, where I
thought, this is my chance. So, we had the cat scans and the EGs and the
EKGs and everything else that I could think of done while we were there
and ended with the neurologist. (Sarah)

In addition to the caregivers’ understanding of AD, their understanding of the

staging of AD also influenced their ability to assess and manage the care receiver's pain.
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Family Caregiver's Understanding of the Staging of Alzheimer's Disease

An understanding of the staging of AD assisted the caregiver in recognizing what
pain cues the care receiver realistically could offer. Of the 12 family caregivers, 6 were
aware of the stage of the care receiver's AD as identified by a health care provider. Of the
remaining 6, 2 had a diagnosis of possible AD versus stroke; 4 care receivers had a
diagnosis of AD, but the caregivers were unaware of the stage of the care receiver's AD.
The investigator staged the later 6 care receivers based on a family caregiver description
of the behaviors of the elder. The investigator used Reisberg's Global Deterioration Scale
(1984) to place these 6 care receivers into early, middle, or late stage of AD.

For the purposes of this study, early stage of AD corresponds to Reisberg's (1984)
stages 1, 2, and 3. Clinical characteristics of this stage include forgetting placement of
objects, familiar objects or names, short term memory loss, and memory loss which
affects social or employment activities. Middle stage of AD corresponds to Reisberg's
(1984) stages 4 and 5. Deficits in concentration and knowledge of current events are
apparent in this stage. In addition, participants in this stage have difficulty in traveling
alone, performing complex tasks, or in appropriately dressing themselves. Stages 6 and 7
of Reisberg's Global Deterioration Scale (1984) coincide with late stage AD for this
study. Participants in this stage needed major assistance for their activities of daily living.
Verbal abilities are lost and urine incontinence may be occurring. Psychomotor skills
such as walking also may be lacking.

Based on caregiver knowledge of the stage of the care receiver's AD and on the



48

staging of AD by the investigator, 5 elders were in the early stages of AD, 3 were in the
middle stages of AD, and 4 were in the late stages.

Caregiver understanding of AD and the stage of the care receiver appeared to be
related. The majority of caregivers with little understanding of AD were caring for elders
in the early stages. A similar number of caregivers with substantial knowledge were
caring for elders in middle or late stages of AD. (See Table 3).

In summary, the family caregiver was more accurate in his or her assessment of
the care receiver's pain if the method of assessment was appropriate for the stage of AD.
Caregivers' understanding of AD also affected their ability to link verbal and behavioral
cues to the presence of pain. The cues family caregivers used to assess their care
receiver's pain, the caregiver's and care receiver's past history of pain, and the past and
current relationship of the caregiver and care receiver will be described below.

Assessment of Pain

Understanding of the stage of AD and the level of general understanding
regarding AD appeared to be related to how the caregiver knew the care receiver was
having pain. Caregivers demonstrated three methods of assessing the pain of care
receivers with AD. The type of pain cues the care receiver provided formed the basis of
cach method. These methods of assessment were: (a) listening for unsolicited verbal
complaints of pain by the care receiver, then interpreting these verbal cues as being
meaningful or not; (b) observing behavioral cues that then then interpreted as possibly
being pain related, and then asking probing questions of the care receiver to confirm the

existence of pain; and (c) looking for and observing behavioral cues that previously had
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been interpreted as being pain related, and then interpreting those behavioral cues in the
absence of verbal confirmation.

Caregivers assessed the presence of pain by listening for verbal complaints of pain
from the care receiver. Often these complaints were not solicited by the caregiver, but
were made independently by the care receiver. The caregiver would then interpret the
complaint of pain as being real or not, and responded accordingly. The caregivers were
asked, “How does (the care receiver) act when he or she is having pain or discomfort?”

No problem, I mean, he will complain about it a little, he will complain

about it and take...Now he takes this Ibuprofen and lets it go at that.

(Ester)

The use of probing questions occurred when a family caregiver observed
behaviors that were thought to be pain related. These caregivers then asked probing
questions of the care receiver regarding the presence of pain. These questions included
"You look like something hurts. Are you uncomfortable?" The caregivers received a
verbal confirmation or denial from the care receiver. The caregivers then compared the
observed behavioral cues with the verbal responses of the care receivers.

It is really hard, like I will see her rubbing her head and I will say "Do you

have a headache?" "No"... "Well, why are you rubbing your head?" "Well.

it hurts." So, you know, it takes, you have to sort of watch the body

language and then keep at it until you find out why they are doing

something. (Naomi)

Other caregivers depended on only their observation of behavioral cues to

determine if their care receiver was experiencing pain. These behavioral cues were



50

previously identified by the caregiver as being pain related. This assessment was often
done in the absence of any verbal cues.

Right now he is smiling and I guess the reason I tell if he is in pain if he is

really just looks despondent or if he takes his arm and tries to hit, I make

some kind of conclusion that some of the aggressiveness may be the pain

he is feeling. (Elizabeth)

A few caregivers did not use a single method of pain assessment. Instead, these
caregivers assessed their care receiver's pain by using a mix of all three methods, often at
the same time. They then selected the method that appeared to provide them with the
most accurate information at that time. This was done in response to inconsistent cues
being provided by the care receiver. The care receiver may have verbally complained of
pain but did not present with previously identified behavioral pain cues. Conversely, the
care receiver may have exhibited previously identified behavioral pain cues, but denied
the presence of pain when questioned by the caregiver. As a result, these caregivers often
were not confident in their ability to know when their care receiver was experiencing
pain.

Well, part of the time he laughs when I don't think he is in pain. So, you

know, I don't know, he will say, "Well, my knee sure does hurt, my knee

sure is bothering me today." Stuff like that, you know. He has got a lot of

arthritis in it too. So the only way he is in pain is when he says he is in

pain or he will try to straighten his leg out or try to bend it and it will be

hurting him, you know and he will laugh and will say it is hurting, you

know, and will still laugh... I can tell when he is not in pain, because when

he is sitting over there watching television and he is not saying anything

and you can tell he is really paying attention to the television, he is not in
pain. (Ruth)
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Relationship Between Methods of Assessing Pain and Understanding of AD

Table 4 illustrates the relationship between the family caregiver's methods of pain
assessment and their understanding of AD. The methods of assessment used by the
caregivers to determine the pain of the care receiver with AD appeared to lie on a
continuum with verbal complaints at one end, followed by mixing methods of assessment
and by use of probing questions, ending with behavioral observations on the opposite
end. The stage of AD and the caregiver understanding of AD also fell on a continuum
from early to late stage, and from little to substantial understanding of AD. These three
continuums appear to be related. As the care receiver became less able to verbally
complain of pain, the caregiver's methods of assessing the presence of pain changed from
a verbal assessment to a behavioral one. As the caregiver gained in understanding of AD,
they were able to determine which pain cues could reasonably be expected depending on
the stage of AD their care receiver was experiencing.



Table 4.
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Methods of Pain Assessment Compared to Caregiver Understanding of AD and the Care

Receiver’s Stage of AD

Stage of AD Little Moderate Substantiai
Early Stage Joshua - V Eve - P

Ruth - M

Abraham - M

Ester- V
Middle Stage Abigail - M Naomi - P

Martha - B
Late Stage Mary - M Sarah - B
Hannah - B Elizabeth - B

Methods of Assessment

V = Verbal complaints

P = Probing questions

B = Behavioral observation

M = Mixed methods of assessment
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Verbal complaints and mixed methods of assessment.. All caregivers with little

understanding of AD assessed the pain of their care receiver by listening for verbal
complaints or by mixing their methods of assessment. The majority of these were caring
for elders in the early stage of AD.

No, I don't think there are (behaviors that are associated with pain), I think
she acts pretty much normal with pain. When it is really hurting, why she
complains about it. (She says) Oh, I am hurting. Usually what she says is
in response to a question that I ask her, "If she is okay?" "If it does hurt?"
"How are your Shingles?" Why, she tells me. It is all very reasonable, so I
think I take it for what she says... No, no, (nothing that prompts me to ask)
just concern on my part. (Joshua)

The following caregiver used mixed assessment methods to assess the care receiver's
pain.

Oh yes, you could tell just by trying to walk, the pained expression on her
face, plus verbally she expressed pain, in fact she still does. I mean ...well,
now, for instance, if she sits too long, she has to get up and walk a little bit
just to kind of shake the hip out and then she will sit back down... Usually
I will ask. "How's the hip?" and she will say "Fine", and then if she would
sit down here and we would be sitting here for about fifteen minutes, she
had to get up three or four times and walk around and kind of...pat the hip,
you know, that is the time to go for the pill box. (Abraham)

Probing questions. This method of knowing appeared to be a transitional stage

between verbal complaints and behavioral observation. Caregivers of middle and late
stage AD utilized this method. In addition, many caregivers who used mixed methods in
their pain assessment of elders in early and middle stages of AD often used probing
questions.

I guess just to watch the changes in behavior. That's about the only thing I

can do. And I ask him, if he rubs his stomach or something, I say "What is

it?" and he starts describing the pain in his side, I took him to see a

gastroenterologist and he said it was probably a diverticulitis. And so,
other than just questioning him at the time, I don't know what I will do at
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the time when he is not able to tell me. I guess the matter...just as soon as I
notice the behavior I will have to take him to see the doctor. (Abigail)

Behavioral observation. The majority of caregivers with substantial knowledge of

AD, and a majority of caregivers caring for elders in the late stage of AD used behavioral
observation as their primary method of knowing if pain was present.

Well, I think that I would see it on his face, I think that he might be

walking around, he might be following me a lot more. How I discovered

his foot was that he was scratching his heel and he took his shoe off and so

he was scratching away at it. (Martha)

However, these caregivers also had noted a decline over time in the frequency that
care receivers displayed pain behaviors. They wondered if this decline was related to their
inability to assess pain because the care receiver could no longer verbally communicate

their pain or if the AD decreased the ability of the care receiver to experience pain.

Questioning the Presence or Severity of the Care Receiver's Pain. The majority of

caregivers caring for elders in late stage AD questioned if their care receiver was capable
of experiencing pain or was experiencing less pain as the AD progressed. These
caregivers questioned if the disease progression inhibited the ability of persons to
experience pain.

Yes, we tried different things like Ibuprofen (for his pain), you know
different things they had prescribed at (the hospital), but none of it did any
good. He was still able to complain at that point. But now, I don't know if
it is not hurting anymore, or if he it is just not registering on his brain that
he is hurting. I don't know which it is. (Mary)

It appears to me that he suffers a lot less pain now than when he was not a
victim of Alzheimer's, it just appears that way. Now, I don't know if that is
because he can't communicate, but you know, he was almost in constant
pain before he had Alzheimer's. (Elizabeth)
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In summary, there appeared to be a relationship between family caregiver
understanding of AD, stage of AD the care receiver was in, and how the family caregiver
knew that the elder with AD was experiencing pain. However, the ability of the family
caregiver to know when the elder with AD was experiencing pain, and their confidence in
the accuracy of that assessment, was also related to the caregiver's understanding of both
the caregiver and care receiver's past history of pain, as well as the caregiver and the
caregiver - care receiver relationship.

Assessment of Pain: Family Caregiver Understanding of the Care Receiver's History of
Pain

The history of the care receiver's pain experience and how the care receiver
demonstrated that pain influenced the confidence that the family caregiver had in
assessing current pain. Caregiver confidence also was related to the stage of AD. Family
caregivers caring for elders in the early stage of AD appeared to be more confident in
assessing pain than those caring for elders in the later stages. Several caregivers indicated
that the care receiver's past history of pain and demonstration of pain made it difficult for
them to know when the care receiver was experiencing pain. One caregiver reported his
wife just worked through the pain, that her attitude regarding pain had always been to
grin and bear it.

Another caregiver described how her husband had taken care of his pain himself
without her help or knowledge. In a third care receiver, pain was used to camouflage

other activities such as having a headache when wanting to avoid balancing the
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checkbook. Other caregivers felt their care receivers in the past had endured their pain
without complaining.

I am not confident (about knowing when he is having discomfort).

Because of who he is, he was determined never to complain ... because of

his being so stoic when he was in terrible pain, I don't know whether he is

keeping that with him now also, you know that same nature of being very

quiet about it. (Elizabeth)

Caregivers who found it difficult to know when the care receiver was having pain
due to their history and demonstration of pain usually were not confident in their current
ability to determine the care receiver's pain. These caregivers voiced doubt regarding their
ability to assess pain in their family member with AD. All caregivers who were insecure
in their assessment ability cared for elders in the middle or late stages of AD.

I don't know. I am not sure that I am confident that I am going to discover

all of them (behavioral cues to pain). I am going to do the best I can and

even if (the doctor) thinks I am a little overprotective I don't care. I mean,

when you are a caregiver, you have to do what you have to do. (Martha)

All caregivers caring for elders in the early stages of AD were confident in their
ability to know when their family member was experiencing pain regardless of the care
receiver's past history and how they demonstrated pain. These caregivers used verbal
complaints or verbal responses to questions in assessing the pain of the care receiver.

(How confident are you in your ability to know when he is having pain?) I

think he would say something, because he certainly does know about the

pain in that side. He is very open about it. I don't...I think I would know if
he had any severe pain. (Abigail)
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A few caregivers were fairly confident in their abilities to assess pain; one care
receiver was in late stage and one in middle stage AD. Both of these caregivers used
random assessment techniques, using both verbal complaints and behavioral observations
as indicators of pain. The following caregiver thought he could tell his wife was having
pain because her pain behavior (pacing) had not changed over time.

(How confident are you in your ability to know when your wife is having

pain?) Fair. I can tell, I mean, even at night once in a while she will get up.

If she gets up in the night and starts to pace, starts to walk a little bit, I

know that her pain is bothering her, so we go to the pain killer and it takes
about twenty minutes and she is back down and fine. (Abraham)

Assessment of Pain: Family Caregivers Prior Pain Experience

The caregiver's own pain experiences influenced the ability of caregivers to assess
pain in cognitively impaired elders. A caregiver, fairly confident in his ability to assess
the pain of his wife who was in the middle stages of AD, stated the only pain he had was
normal, “growing up” pain. He used a variety of methods to assess his wife's pain.
Another caregiver denied ever experiencing pain. This caregiver was not confident in her
ability to assess her husband’s pain and questioned if he was experiencing pain during the
late stage of AD.

A majority of the family caregivers had experienced acute episodes of pain from
surgeries or accidents. The remaining caregivers had and were currently experiencing
chronic pain. There were no patterns relating the previous pain experience of the
caregiver to their confidence of assessing pain or to how they assessed the pain of their

care receiver. However, personal pain experiences have had a few caregivers to believe in
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and assess the pain of their care receivers. They were able to empathize with their family
member and understood why the elder walked or behaved as they did.

Well, in 1963 I had back surgery, so...when he talks about his back

problems, and that is when I say lower back pain, when he comes in

holding his back when he has been out raking the yard or pulling weeds,

and I have got the sympathy for it all right enough. (Ester)

In other cases the caregiver's history of pain influenced how he or she perceived
care receiver's pain. The following caregiver had undergone many surgeries with little
remembrance of pain, and she sometimes questioned if her husband was experiencing as
much pain as he complained of:

After my surgery I was in a little pain... | mean it didn't last for no great

long time. I did pretty good with all of them... it wasn't like it just hurted

for a long time... a lot of times I would be wondering if he was really in

pain, but I really believe that he is and I know I have never been in that

much pain. You know, I have had kids, but to me that wasn't even that

bad. So, I just dealt with it, you know. I don't know. (Rebekah)

There was no clear connection between how the caregiver cared for their children
with pain and how they were caring for their elder with pain. This appeared to be due to
the differentiation on the caregiver's part between the usual pains associated with growing
up (e.g., broken bones, and tonsillectomies) to the pain that occurred with a disease
process such as arthritis.

Pain in the family has always been through athletics and the kids as far as

that goes, you know, besides their normal stuff when they are little, you
know and athletic pain. (Sarah)
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Family caregivers’ reactions to their elder's pain were similar in many cases to
how they perceived pain while they were growing up. For example, a careg