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Conclusions
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, Carrillo & Eisenberg, 1983) and that a significant 
role was played by the immediate family (Shanas, 1979a, 
1979b). 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). In 
this research 26 (86.7%) of the caregivers were 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-



tern care facility. Chenoweth and Spencer's sanple 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. In 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 
"key 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. Brookfield 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 tovard 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



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 
meetings so they could not attend. Two or more caregivers 
mentioned 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 caregivers continued to attend programs where they 
felt they knew as much as the presenters. These two 
caregivers had a limited informal support system. For them, 
the need for social and emotional support might be more 
significant than the need for informational support.

The existence of preplanning in self-directed learning 
activities was noted by Tough (1971), Heimstra (1975), and 
Fenland (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 obtairraent 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 
efforts 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 Alzheimer'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 additional 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 
person. This study adds to the information on informal



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 
assistance. 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. Hany of the 
experiences discussed in the research depended on 
caregivers' descriptions of past events. The passage of 
time is likely to affect caregivers perceptions of 
experience.

The strength 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.

Recommendations 
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 tine 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 show the 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 impact 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 ______ Sex_______
Other chronic illness(es) ______________

Living arrangements
Living alone ___
With family caregiver ___
With paid caregiver ___
Long-term care ___
Other (specify) ___

B. Primary caregiver
Relation to Alzheimer's patient

Spouse ____
Adult child ____
Other ___ _
Age ______ Sex_______

Formal educational level ______
Other 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 home __________ __________

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/Week



XII. PRIOR TO DIAGNOSIS OF ALZHEIMER'S DISEASE
What specific situation(s) caused you to become
concerned about your__________________  and seek
medical help?

What was the date of diagnosis?



IV. LEARNING AT THE TIME OF DIAGNOSIS
What initial information was given to you about the
disease at the time your _______________was diagnosed
having Alzheimer's?

Who provided this information?

Any written material provided? What?

Resources to obtain additional information?
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V. LEARNING AFTER DIAGNOSIS

What have you learned or needed to learn in caring for 
y o u ____________ ?

What caused this learning?

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

Who or what was the most significant_source of help? 

Time spend in learning?
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VI. SKETCH OR CAREGIVER'S HOST 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

Hov Often

other

Relation

Activities

How often

Other

Relation

Activities

How often

Other

Relation

Activities

How often

Other



Appendix C 

INFORMED CONSENT FORM

181



182

INFORMED CONSENT

PRINCIPAL INVESTIGATOR I Jeannntto C. McLmmhlln______________
TITLE OP PROJECTi A Study of Learning Activities of Solocted
Caregivers of Alzheimer's Patients in East Tennessee

•

A c a r e g iv e r  o f  someone who h a s  been  d ia g n o is c d  w ith  A lz h e im e r 's  
d is e a s e  i s  c o n fro n te d  w ith  now and ch an g in g  s i t u a t i o n s  a s  th o  
d is e a s e  p ro g r e s s e s .  The p u rp o se  o f  t h i s  in te r v ie w  i s  to  e x p lo re  
and d o sc r ib o  th o  le a r n in g  a c t i v i t i e s  t h a t  o c c u r  w h ile  c a r in g  
f o r  a  p e rso n  w ith  t h i s  d i s e a s e .  Your p a r t i c i p a t i o n  a s  a  re sp o n d e n t 
in  t h i s  r e s e a rc h  p r o j e c t  h a s  th o  p o s s i b i l i t y  o f  h e lp in g  o th e r  
in d iv id u a l  c a r e g iv e r s  th ro u g h  A lz h e im e r 's  s u p p o r t  g ro u p s , and to  
th e  m ed ica l community i n  t h e i r  d e s i r o  to  p ro v id e  s u p p o r t  to  f a m i l i e s  
c a r in g  f o r  a n  A lz h e im e r 's  p a t i e n t .

As a  re sp o n d e n t, I  u n d e rs ta n d  t h a t  th o  c a r c g iv in g  r o l e  can  bo 
s t r e s s f u l  and an in te rv ie w  on t h i s  s u b jo c t  m ig h t be u p s e t t i n g .  My 
p a r t i c i p a t i o n  in  t h i s  in to rv ie w  i s  v o lu n ta r y  and I  may end th a  
in te rv ie w  a t  any  tim e . I  u n d e rs ta n d  t h a t  in fo rm a t io n  a c q u ir e d  
d u r in g  t h i s  in to rv ie w  w i l l  be t r e a t e d  c o n f i d e n t i a l l y .  G e n e ra l 
d e s c r ip t io n s  may be in c lu d e d  in  th e  i n t e r v i e w e r 's  r e p o r t .  S p e c i f ic  
i d e n t i f y  w i l l  n o t  bo r e p o r te d .

I  u n d e rs ta n d  t h a t  I  can c a l l  J e a n n e t te  M cLaughlin a t  (615) 753-8^29 
f o r  answ ors to  ’p e r t i n e n t  q u e s t io n s  a b o u t th e  r e s e a r c h  and re o o a rc h  
s u b j e c t s 's  r i g h t s ,  and D r. R o b ert D. Fox a t  (615) 929*6275 i n  th o  
e v en t o f  a  r e s e a r c h - r e l a t e d  i n j u r y .

I  a l s o  u n d e rs ta n d  t h a t  w h ile  E a s t  Tcnncosoo S ta to  U n iv e r s i ty  does 
n o t  p ro v id e  com pensation  f o r  m e d ic a l t r e a tm e n t  o th e r  th a n  em ergency 
f i r s t  a id ,  f o r  any p h y s ic a l  in ju r y  which may o c c u r  a s  a  r e s u l t  o f  
my p a r t i c i p a t i o n  a3 a  s u b je c t  i n  t h i q  s tu d y , c la im s  a r i s i n g  a g a in s t  
ETSU o r  any  o f  i t s  a g e n ts  o r  em ployees may bo su b m itte d  to  th o  
Tennessee C laim s Commission f o r  d i s p o s i t i o n  to  th o  e x te n t  a l lo w a b le  
a s  p ro v id e d  u n d e r TCA S o c tio n  9 -0 -3 0 ? . A d d it io n a l  in fo rm a tio n  
c o n ce rn in g  t h i s  may bo o b ta in e d  from  th o  chairm an  o f  th o  I n s t i t u t i o n a l  
Review H oard.

I  a l s o  u n d e rs ta n d  t h a t  w h ile  my r i g h t s  and p r iv a c y  .w il l  be m a in ta in e d , 
th e  S e c re ta r y  o f  th e  D epartm en t o f  H e a lth  and  Human S e rv ic e s  and 
th o  ETSU I n s t i t u t i o n a l  Reviow Board does have  f r e e  a c c e s s  to  any 
in fo rm a tio n  o b ta in e d  i n  t h i s  s tu d y  sh o u ld  i t  b eco m o .n ecessa ry  and 
I  f r o o ly  and v o l u n t a r i l y  choose  to  p a r t i c i p a t e .  I  u n d e rs ta n d  t h a t  .
I  may w ithdraw  a t  any  tim e  w ith o u t p r e ju d ic e  to  me. R e fu sa l to  
p a r t i c i p a t e  w i l l  in v o lv e  no p e n a l ty  o r  l o s s  o f  b e n e f i t s  to  w hich I  
am o th e rw ise  e n t i t l e d ,  and I  may d is c o n t in u e  p a r t i c i p a t i o n  a t  any 
tim e w ith o u t p e n a l ty  o r  I 030 o f  b o n o f i t s  to  w hich I  am o th e rw io o  
e n t i t l e d .

H aving road  th e  above s ta te m e n ts  and a g re e in g  to  th o  in te r v ie w , 
p le a s e  s ig n  below  a s  th a  R esponden t.

D a t e I n t e r v i e w e r

i

D ate , R esponden t
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