





152

Conclusionsg

This research is consistent with previous research
related to Alzheimer’s disease and caregivers. The
demographic data obtained had many similarities to research
using larger sample populations from wider geographical
areas. While the sample of this study was limited to 30
caregivers, the following comparison of data with previous
research shows the sample to be adequate.

Mortimer and Schuman (1981) stated that by the age of
80 the incidence of the disease for this population is 15%
to 20%. Of the 30 patients in this study diagnosed with
Alzheimer’s, 6 (10%) ranged in age from 80 to 86 years.

Several studies demonstrated that most long-term care
of older persons was provided by families (Brody et al.,
1968, Carrilio & Eisenberg, 1983) and that a significant
role was played by the immediate family (Shanas, 1979a,
1979bh). All patients in this study were being cared for by
immediate family members including two daughters-in-law who
accepted responsibility for their spouses’ parents.

The majority of caregivers were women (Brody, 1981;
U.S. Congress, Office of Technology Assessment, 1987). 1In ‘
this research 26 (86.7%) of the caregivers wera female.
Studies showed that when a disabled person was married, the
caregiver will most often be the spouse (one-third to one-

half) usually women (OTA, 1987). In this sample, the
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caregiving spouses included eight (26.7%) wives and two
(6.7%) husbands for a total of 33.4% of the sample caring
for Alzheimer’s patients. When there was no available
spouse, adult children assumed the role of caregiver. The
OTA report (1987) cited one-third adult children as
caregivers. This study had a higher percentage with 14
(46.7%) daughters and two (6.7%) sons for a total of 53.4%
of the sample.

The research by Brody (1981) noted the increasing
number of middle-aged women in the work place with many
having multiple family responsibilities. This study
included 13 (43.3%) women who were working. Ten (33.3%)
held full-time positions and 3 (10.0%) held part-time
positions. The average age for the total number of adult
children working full or part-time jobs was 46.2 years.

The OTA report noted a variety of reasons for long-term
care and also the characteristics of the caregivers. More
adult children placed parents in a long-term care facility
than did spouses. In this study, the 15 caregivers with
patients in long-term care consisted of 11 (73.3%) adult
children and 4 (26.7%) spouses.,

A nation wide study by Chenoweth and Spencer (1986) of
289 caregivers showed a number of similarities. Forty-five
percent of their sample were caregivers caring at home and
55% were caring in a long-term setting. In this study, half
of the patients were in a home setting and half in a long-
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term care facility. Chenoweth and Spencer’s sample had a
high level of formal education with 63% having some college
or graduate school. In this research, 59.9% of the sample
had some college or graduate school. The authors also
recognized that the sample was more educated than the
general population. 1In the research by Chenoweth and
Spencer, initial explanations given to families about
Alzheimer’s included "’/Nothing can be done, hopeless,’"
(54%), adequate explanation about disease (28%), and no
information (20%). In the present study, 53.3% remembered
"kaey phrases," 36.7% received information about cause and
stages of the disease, and 10.0% received additional
information, material resources and ongoing support to the
caregiver. All 30 caregivers in this study received some
information at the time of diagnosis.

This study generally supported the findings of other
research and assumptions on adult learning. Knox (1977)
stated that adults learn continually and informally as they
adjust to role changes which occur throughout their life
span and that a life crisis was a significant cause and
motive for learning. Brookfiéld supported a similar view
that life changes necessitated the development of new
competencies. The life crisis of caring for a loved one
with Alzheimer’s did produce a role change for these caring

and created a need for caregivers to learn new competencies.
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A problem-solving perspective and immediacy of
application toward most of their learning as defended by
Cross (1981) and Knowles (1980) as reasons for adult
learning were noted in this study. Within the caregiving
environment Gilleard (1984) and Sanford (1975) identified
patterns of evolving problems, adaptations, then additional
problems requiring new adjustments. This study supported
the patterns of problems and also Gilleard’s further
assumption that the significance of problems may fluctuate
according to the situation of the caregiver and the
development of the dementia. In the area of day-to-day
caregiving, where there was the greatest use of a solving
problem process, a relationship to the stage of the disease
was apparent.

The study supports the previous work of Tough (1971),
1982), Brookfield (1984b), and others, that learning is a
natural part of adulthood and is carried out in informal and
independent ways. This study, with 185 identified learning
activities, shows that caregivers as adult learners had a
capacity for self-directed learning.

Penland (1975) found that environmental factors such as
lack of formal opportunity or negative views of formal
opportunities as a means of learning were often associated
with self-initiated learning projects. The one formal
learning opportunity for caregivers was support group

activity. While all caregivers were aware, not all joined
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or participated with the same degree of activity. This
study supports and also contradicts Penland’s view. First,
some caregivers were not able to travel the distance to
neetings so they could not attend. Two or more caregivers
nentioned a negative experience at the first meeting and
chose not to return. One man mentioned feeling
uncomfortable with a predominantly female group and chose
not to return. Other caregivers more active in support
groups mentioned that they no longer learned from the group
and that activities became repetitive. Some caregivers were
extremely selective in what they attended. This study shows
that the level of information being provided to caregivers
did not meet the needs of these caregivers desiring more
in-depth information. The interesting fact was that two of
these caregiyera continued to attend programs where they
felt they knew as much as the presenters. These two
caregivers had a limited informal support system. For then,
the need for socigl and emotional support might be more
significant than the need for informational support.

The existence of prepianning in self-directed leﬁrning
activities was noted by Tough (1971), Heimstra (1975), and
Penland (1979). In this study the evidence of preplanning
is identified more clearly in three instances. First, when
more time was available and the patient was in an earlier
stage of the disease, caregivers were more systematic in

their approach to learning about the disease. Second, the
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10 caregivers with previous caregiving experience showed
greater preplanning. Shortly after diagnosis, one caregiver
established files which included the obtaimment and use of
medical equipment even though her mother was still living on
her own with limited help. The caregiver had analyzed what
she might need in the future based on her early reading
about the progression of the disease. Third, preplanning
was noted by those caregivers with more years of experience
and the willingness to help others learn. Organization was
necessary in order to present material to others.

Spear and Mocker (1984) in their study of self~directed
learners with less than high school completion found that
while their subjects did not do detailed preplanning, their
afforts could not be characterized as random or non=-
rational. The authors derived the concept of the
"Organizing Circumstance" which states that learners tended
to select a course from limited alternatives which occur
fortuitously within their environment and which structures
their learning projects. The learning process of
observation is similar to the "Organizing Circumstance" in
that the process depended upon a health professional being
in the caregiver’s environment. Another supporting example
would be the caregivers’ use of a neighbor or friend with
medical or legal expertise. Also, the four caregivers
categorized as passive in their need to obtain information

about Alzhelmer’s disease mentioned reading magazines they
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found primarily in food stores while shopping. All four had
a secondary diploma or less. However, of the remaining
eight who had a high school diploma or less, four were
moderate and four were active. A lower educational level
did not appear to be a significant factor in how these
caregivers chose to learn about the disease.

Adult education literature documented the use of
personal experience as a learning resource (Boyde & Fales,
1983; Simpson, 1980). In this study past caregiving
experience is applied to the present role. The effect of
current experience was noted in facilitating learning for
~others where the caregivers involved showed a greater number
of years as caregivers. In solving problems, caregivers had
the ability to describe a process which could be applied to
each new or different situation. The caregivers using a
solving problem process were caring for patients requiring
constant care. These caregivers did appear to adjust to the
constant change brought about by the progression of the
disease. Caregivers recognized an ongoing trial and error
approach. The caregivers were not repeating the identified
experience over and over by a variation of earlier
experience. Getting an Alzheimer’s patient to eat varies
from the patient forgetting to eat in the earlier stages to
tube feeding near the end of the disease. Age and
educational level of these caregivers were not significant.

Initial information ranged from key phrases to a good
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description by physicians. The only significant factors
were the extensive informal support system and the absence
of support group involvement of all but two of these
caregivers. The two with a limited informal support system
were both active support group members. A problem solving
process was discussed in their meetings. Sharing their
experiences within an extensive informal support or within a
support group meeting appeared to be significant factors in
caregivers learning to solve problems over a period of time.
One additicnal factor mentioned by a number of these
caregivers was the use of humor both with the patient and
themselves as caregivers.

A "perspective transformation® (Mezirow, 1981) was
described by eight caregivers. The causes for change
varied. Poor care her father received at a long-term care
facility resulted in a caregiver who was a registered nurse
to change the emphasis of her career and work with
Alzheimer’s patients. Fear of Alzheimer’s and having their
families care for them caused two caregivers to establish a
living will, while three mentioned suicide as a possibility.
One caregiver, a writer, discovered that her "outlook toward
writing®™ changed.

Hooyman (1983), Shanas (1979b & 1979b), Treas (1977),
Wentowski (1981), and others have documented the importance
of the informal social support system in caring for an older

pérson. This study adds to the information on informal
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support systems by looking at caregivers of Alzheimer’s
patients as a group. Luikart (1977) noted the relationships
between individuals in a social network. He found that the
amount, source, and type of assistance was related to the
size, density, and composition of the group providing
asgistance. This study showed that 53.5% had an extensive
informal support network of four or more people involved and
daily contact. The immediate family provided 61.4% of the
total number of supporting activities identified by
caregivers. Friends provided 26.1% and the extended family
12.5%. Four different types of supports were provided by
these groups (see Table 10). Friends played the most
significant role in providing information and emotional
support to caregivers. The immediate family was involved
most in decision-making support. The extended family showed
a higher involvement in providing practical help.

Family and friends play a significant role as "lay
consultants," a term used by Furstenberg (1985) in her
research. She defined lay consultants as "the way people
talk about and look for information from nonprofessionals
about health problems they are experiencing" (p. 108).
Caregivers identified 65 activities in using family and
friends to obtain information related to Alzheimer’s and 56
activities in decision making. Furstenberg also found that
the use of lay consultation carried more weight and was

sought actively when people felt ill-informed by their
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physician. Although caregivers generally received limited
information at the time of diagnosis and did have
significant informal networks, this study did not show
definite support for this assumption.

From a methological perspective, this study had some
limitations. The sample was based toward a slightly more
formal educated and white population. Although caregivers
were sought in all areas of the eight counties through local
senior centers, it was difficult to get caregivers in the
extreme rural areas to agree to an interview. Many of the
experlences discussed in the research depended on
caregivers’ descriptions of past events. The passage of
time is likely to affect caregivers perceptions of
experience.

The strerngth of the study was the selection of a sample
population which did not use lists from local or national
Alzheimer’s support groups which presents an initial biased
group. The majority of research to date has chosen samples

in this manner.

Reconmendations
Based on the findings of this study, the following
recommendations are suggested:
1. Additional research should be conducted on how
caregivers use a problem solving process. This study shows

greater use of the process by caregivers with a previous
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related caregiving experience, those with a longer time as a
caregiver, and those with an extensive informal support
system. What specific role does experience play in the
problem solving process? How do caregivers identify and
learn to apply a problem solving process? What role do
other people play in the process? The investigations of
questions such as these may provide some explanations as to
why some caregivers were able to identify and use a problem
solving process and others could not.

2. Caregivers and learning styles should be examined
further. There was some evidence to suggest that caregivers
had a preference for some learning processes over others,
How does stress affect learning styles? Does the
environment of caring force the use of uncomfortable
learning styles on caregivers? Questions such as these may
provide some explanation as to why some caregivers were
better able to adjust to the constant change brought about
by the progression of the disease.

3. A study should be conducted on the learning
activities of a family group who care for an Alzheimer’s
patient. This research documents the significance of the
family in providing information to caregivers. A comparison
of what different family members feel is important to learn
and how they learn would shothhe strengths and weaknesses

of the family as a learning network.
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4. Further research should be conducted on the
friends, neighbors, and acquaintances of caregivers. This
study noted that 60.6% of this group provided information,
resources, and discussion to caregivers. How are these
people chosen? Do they volunteer information? The
investigations of questions such as these may provide some
explanation as to why some caregivers had an extensive
informal support system and others did not.

5. Longitudinal studies should be conducted on the
learning of caregivers as the disease progresses in the
patient. One weakness of this study was the reliance on
caregivers’ ability to recall past events.

6. Continued attempts should be made to do research on
caregivers with levels of formal education representative of
the population. Having a higher level of formal education,
this group did not adequately represent all possible
caregivers in the East Tennessee area.

7. Research should be conducted on learning in a
support group. This study showed positive and negative
aspects of the influence on learning by support groups.
Additional research is necessary to determine the imp;ct of
such groups.

8. Research should be conducted on caregivers showing
a change in perspective regarding the fear of having
Alzheimer’s disease to determine if their views toward

suicide change after the decease of the Alzheimer’s patient.
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Interview Code #

I. DEMOGRAPHICS
A. Person with diagnosis of Alzheimer’s disease

Age S5ex

Other chronic illness{es)

Living arrangements

Living alone

With family caregiver
Wwith paid caregiver
Long—-term care

Other (specity)

B. Primary caregiver
Relation to Alzheimer’s patient

Spouse
Adult child
Other

Age Sex

Formal educational level

oOother family role(s) =~ (check all which apply)
Spouse Adult child
Parent Grandparent

Provider Other
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II. CAREGIVER SUPPORT SYSTEM
A. Formal Supports

Ever used? Use now?

Hours/week
Home health care and services
Adult day care
Hospital and/or nursing honme
respite care .
Homebound services (including
meals on wheels, physical
therapy)
Legal services, (including
ombudsman)
Public housing
Other (specify)
Participate in Project ACCESS
B. Support Group Affiliation
Member When join?
month year

Active (try to attend all activities)

Moderate (select topics or meetings
of personal interest)

Inactive (joined but attend very few
activities

C. Informal Supports (family and friends)
Relationship Type of Support Hours/ﬁeek
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III. PRIOR TO DIAGNOSIS OF ALZHEIMER’S DISEASE

wWhat specific situation(s) caused you to become
concerned about your and seek
medical help? :

What was the date of diagnosis?
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IV. LEARNING AT THE TIME OF DIAGNOSIS

What initial information was given teo you about the
disease at the time your was diagnosed as
having Alzheimer’s?

Who provided this information?

Any written material provided? What?

Resources to ocbtain additional information?
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V. LEARNING AFTER DIAGNOSIS

What have you learned or needed to learn in caring for
you ?

What caused this learning?

What were the steps involved in learning? (Include
significant people, resources and othar sources used.)
How and why they were chosen?

Who or what was the most sigpificant gsource of help?

Time spend in learning?
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VI. SKETCH OR CAREGIVER’S MOST RECENT DAY WITH ALZHEIMER'’S
PATIENT. )

Date and Place of interview:
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INFORMAL SOCIAL SUPPORT NETWORKS OF CAREGIVERS
Alz. pat.
Caregiver

INFORMATION EMOTIONAL DECISION PRACTICAL
SUPPORT SUPPORT MAKING SUPPORT

Relation

Activities

How Often

Other

——— ——— - - ——————————— o ———————— 3
Relation

Activities

How pften

Other

b - -—
Relation

Activities

How often

Other
m
Relation

Activities

How often

Other
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LNFORMED CONSENT

PRINCIPAL INVESTICATOR:_ Joannatte G. MeTaupghlin
PITLE OF PROJECT:___A Study of Learning Activities of Selected
Caregivers of Alzhaimor'g Patients in Hast Tonnessee

A caregiver of someone who has been diagnoised with Alzheimer's
digease iz confronted with ncw and changing situations as the
disease progrosses. The purpose of this interview is to explore

and dogeribe the learning activities that occur while caring

for a person with this discase. Your participation as a respondent
in this regearch project has the possibility of helping other
individual caregivers through Alzhecimer's support groups, and to

the medical community in their desire to provide support to families

caring for an Alzheimer's patient.

As a respondent, I understand that the careglving role can be
stressful and an interview on this subject might be upsetting. My
garticlpntion in thic interview is veluntary and I may end tha
ntorview at any time. I understand that information acquired
during this intorview will be treated confidentially. General .
degeriptions may be included in the interviewer's report., Specific

identify will not be reported.

I understand that I can eall Jeannatte McLaughlin at (615) 753-8429
for answers to ‘pertinent questions about the rescarch and researc
subjects's rights, and Dr. Robert D. Fox at (615) 929-6275 in the
cvent of a rescarch-reluated injury. .

I aloo understand that while East Tennessec State University does

not provide compensation for modical treatment other than cmergency
firgt aid, for any physical injury which may occur as a rosult of

my participation as a subjcet in thig study, claims arising againgt
ETSU or any of its agenis or cmploycea may be submitted to the
Tennessee Claimg Commisgion for digposition to the cxtent allowable

ag provided under TCA Section 9-8-307. Additional information
concerning this may be obtained from the chairman of the Ingtitutional

Roview Doard.

I also understand that while my rights and privacy will be maintainea,
the Secretary of the Department of Health and Human Sorvices and

the ETSU Institutional Reviow Doard does have free access to any
information obtained in this study should it become nacossary and

I rroult and voluntarily choose to participate. I understand that |

I may withdraw at any time without prejudice to me. Refusal to
participate will involve no penalty or loss of benefits to which I

am otherwige entitled, and I may digcontinue participation at any
time without penalty or loso of bonefits to which I am otherwigo

entitled.

Having read the above statements and agreeing to the interview,
please sign bolow az tho Respondent.

Date Interviewer - Date _ Respondent
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Education:

Professional
Experience:

184

VITA
JEANETTE GOSS McLAUGHLIN

University of Maryland, College Park,
Maryland. Certificate in Rural Aging
Administration, 1987

George Washington University, washington,
District of Columbia. MAT-Museum Education,
1980 _— ,

Syracuse University, Syracuse, New. York. M.,S.
Elementary Education, 1973

University of North Carolina at Charlotte,
Charlotte, North Carolina. B.A. History, 1970

Student Teaching Coordinator, East Tennessee
State University, Johnson City, Tennessee,
1987-1988

Adnministrative Intern, First Tennessee
Development District Area Agency on Aging,
Johngon city, Tennessee, 1986-1987

Doctoral Research Assistant, Center for
Geriatrics and Gerontology, East Tennessee
State University, Johnson City, Tennessee,
1984-1486.

Research Assistant, Archives of Appalachia,
East Tennessee State University, Johnson City,
Tennessee, 1982-1984

Education Program Coordinator, Sully"
Plantation, Fairfax County Park Authority,
Fairfax, Virginia, 1979

Assistant Education Curator, Jefferson County
Historical Society, Watertown, New York, 1974~
1978

Kindergarten Teacher, Heman Street School,
East Syracuse, New York, 1973-1974.



