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PRESENTATION NOTES

WORKSHOP #2
Understanding Leaal Questions and Concerns cf Caregivers

Presenter: Mr. Kenneth E. Bresin, Attorney at Law, Utah Legal
Services, Senior Citizens Law Project

*Individuals ought to retain control of their property and finances
for as long as possible. However, numerous ways exist to smooth the
transference of personal autonomy and ownership of property in the
event of an incapacitating i1lness or doath; such transfers may take
place only in the event of an incapacitating 111ness or death.
Without sufficient legal guidance, I may transfer property to myself
and one of my children as a means to assure that such property is
distributed amongst all of my children orly to find that the property
is being taken from me because of something my co-owner child did.

In other words, 'loss avoidance' may be more important than probate
avoidance. And a frank discussion with one's family members, coupled
with a simple legal device, prior to the onset of a debilitating
i11ness such as Alzheimer's disease, will usually prevent the need
for a guardianchip proceeding in District Court."

Other workshop presentations were
videotap=d; contact:

Resource Center

Suite 924-934

SWK Tower

Brigham Young University
Provo, UT 84602




Table 1

EVALUATING THE NEEDS OF AN OLDER PERSON

NEED EXISTS
NO NEED BUT NOT
NEEDS NEED  BEING MET CURRENTLY MET COMMENTS

Physical — Occasional
Health Activities

Diagnosis or help for:

Vision problems
(with glasses)

- Hearing problems
(with hearing aid)

Speech evaluation or therapy .

Diagnosis or treatment
for physical complaints . -

Psychosocial
Communication problems

Meaningful activities
on a daily basis

Extreme anxiety and worries
Sleep problems
Decreased interest in self-care

Prolonged grief (grief

lasting more than six months
may indicate depression which
iS a serious conditior)

Persisting guilt feelings
and regrets -

“Acting out”, combative or
self-destructive behavior

Memory problems
Loneliness
Paranoid behaviors

Confusion and
disorientation

Touch and s.. ual
identity

Social contact
and/or support

Privacy
Humor and fun

Source Ebenezer Center for Aging. Minneapohis Minnesota

Reprinted by permission of the Ebenezer Foundation for use at the Family W‘pp"’—ﬁiﬁort ‘
Elder Care Confererce, Brigham Young University, Provo, Utah, March 1986. Frcu

O 2sharing: How to Relate to the Frail Elderly.
ERIC 6




EVALUATING RESOURCES FOR CARESHARING

Social Resources

® |s there a spouse or someone living wi*h the
older person?

¢ Is there more than or.e family member who is
willing and able to be involved in the care
of the older person?

® Are there friends or neighbors who stop by
to visit the older person on a regular basis?

® Are there friends or neighbors who do errands
or other favors for the older person?

® Are there neighbors — teens or adults — who
could be hired to do certain chores or
errands?

¢ Has the older person currently or in the past
been a member of a church, fraternal or other
organization that will perform services of any
kind for its older members or former
members?

Personal Resources

® Is the older person able to do “ome house-
keeping and meal preparation independently?

¢ Can the older person do grooming
independently?

® |s the older person safe and content if |eft
alone for periods of time?

® Is the older person agieeable and cooperative
when relating to helpers?

® Can the older person see, hear and
communicate?

® |s the older person alert and able to
remember?

¢ Can the older person transfer and move
around independently?

YES NO

NOTES

Table 2

Source Etenezer Center for Aying. Minneapohs. Minnesota

(Continued)

A ruiToxt provided by ER

Reprinted by permission of the Ebenezer Foundation for
o1der Care Conference, Brigham Young University, Provo,

[ERdleresharjgg; How to Relate to the Frail Elderly.

use at the Family Support 4n

Utah, darch 1986,
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1.

10.

1.

12.

13.

14.

185,

16.

| have been 80 involved with the job of
caring for my older relative that | have not
taken time off from that responsibility for
several months.

| provide aimostali of the care and support
for my older relative because noone eise
really understands and cares the way{ do.

| encourage my olcer relative to be in-
dependent and do as many things as
possible for him/herself.

| occasionally tecome angry or impatient
with my oidar relative.

{ am “on call” 24 hours a day and | try to
respond quickiy to all the requests and
needs of my oider relative.

| know about the organizations in my
community that provide services and
nursing home care to the elderly, and |
know where to call to obtain these services
if they are needed.

I can do a good job of caring foran elderly
person without having any special train-
ing, reacing, or education about aging
and care cf the elderly.

| consider a nursing home as a last resort
for my older relative.

| have made plans for providing care if |
become disabled or if my older relative
begins to need more care than | can
provide.

| would never leave a disOriented or con-
fused older person alone or unattended.

| am the primary one who cares for my
oider relative because there is no one else
who would do it or could do it as well.

I have friends and relatives who give me
support by helping, listening to my prob-
lems, or just having fun with me.

| have promised my older relative that |
would “never put him/her into a nursing
home.”

One way | help my older relative is by
taking the burden of decision making.

At least once a week, | do something for
fun.

There are some activities that my older
relative and | can do to have fun together.

17.

18.

19.

20.

21.

23.

24,

25,

26.

27.

28.

HOW ARE YOU DOING AS A CARING RELATIVE?

Directions: if the statement is mostly trus for you, write true in the space at the left. If the statement is mostly false for
you, write faise in th? space at the left.

| provide aimost a!l of the care for my
older relative because | do not want to
impose on my family and friends.

{ have contact with my older relativeon a
regular basis, check to make sure that the
environment is safe, and that the older
person is eating well and receiving ade-
quate heaith care.

| think that it is aimost always best for an
older person to live in the same home with
the relative who is providing Ca’e.

| would not accapt money or gifis for the
things ! do because | provide care and
assistance for my oider relative out of a
sense of love and responsibility.

| have been taught to use my body
correctly when | lint or transfer my older
relative.

. | am very knowledgeable about the medi-

cations my older relative takes. | feel it is
my responsibility to understand the com-
plications that can arise from medications.

| know how to prevent skin probiems for
the elderly and how to check for signs of
skin breakdown.

Oider persons often have problems with
stability and imbalance when they are
walking, so | encourage my older relative
to wear shoes that are comfortable, sup-
portive and secure.

Since | began being responsible for the
care of my older relative, | have ex-
perienced one or more of ths following: a
change in weight of more than 10 Ibs. (this
means either weight loss or weight gain);
sleeping difficulties; increased use of
medications (including aspirin, sleeping
pills, and tranquilizers); increased use of
alcohol or tobacco.

| have checked my older reiative’'s home
for safety hazards (this includss unsturdy
or low furniture, clutter, throw rugs, stair-
ways without handrails, and slippery
fioors) that could cause falls.

| understand thet tight fitting clothing
(such as shoes, corsets, and nylon knee
high stockings) constrict blood flow and
can lead to heaith problems.

Atthis point, the best thing | candois treat
my older relative as a child.

Source: Ebenezer Center for Aging, Minneapolis. Minnesota
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DISCUSSION GUIDE
HOW ARE YOU DOING AS A CARING RELATIVE?

Compare the response to the question wit.: your own. Then read the discussion paragraph to see why the response

is prefarred.

False

Faise

True

True

1.

2.

3.

4.

| have been 8o involved with the job of
caring for my older relative that | have not
taken time off from that respousibility fcr
several months.

Caring relatives can cerry out their re-
sponsibliities most effectively when they
are no. feeiing stressed, emotionally
exhausted, or physically tired. AN people
need some personsl time for privacy and
relaxation. Caring reistives nesd “time
off” and the older individuals rmay siso
need some iime with different people.

| provide almost all of the care and support
for my older relative because no one eise
really understands and cares the way | do.

Sometimes, there is one individusl who
assumes primary responaibliity or whom
older family members respond to most
readily. It is unwise snd Impractical for
oider people to be deperdent on one
person for their security and survivel. it Is
Important not to foster dpendence ~n
one caring relative. As a cering relative,
you must actively seek pariners in the
responsibliity of caring and silow older
peopie the security of having 8 number of
persons on whom they can rely.

| encourage my older relative to be in-
dependent and do as many things as
possible for him/herselif.

Frall or handicapped people usually stay
heaithier and feel better about themse'ves
when they are sliowed or encouraged to
take care of their own needs as much as
possible. Caregivers shouid do or'y the
things that oider persons cannot do for
themseives. For example, i @ man Is able
fo dress himself on top, but not on the
botiom, the caregiver shouid heip only
with the bottom.

| occasionally become angry or impatient
with my older relative.

Caring relstives are human and cering for
oider peopie can be stressful. It is normal
to become angry snd frustrated at times.
it Is aiso important to plen constructive
ways to express the anger and frustration.
For example, you might talk about It to 8

False

True

False

5.

7.

friend or take a waik. If you feel angry or
raise your voice often (say 50% of the
time), you may have 8 problem and you
should reevaluate the situstion and con-
sider getting additions] support or pro-
fessionsl heip.

! am “on call” 24 hours a day and | try to
respond quickly to all the requests and
needs of my oider relative.

Caring reletives mey need to be “on call”
24 hours e dsy, but this does not mes::
they must respond immediately to all
nyeds and requests. There are times when
cering persons must think of their own
limitations, evsiuate requests and ssk the
older people to wait or do without.

i know about the organizations in my
community that provide services and
nursing home care to the elderly, and |
know where to call to obtair. these services
it they are needed.

Caring reistives do not necessarily have
to provide actual “hands on” care for
older people. In fact, sometimes it may be
better for a perscn with training to do a
particular job. Your role may be to find the
heip that Is needed. You may need to
spend a lot of time on the phone to les:n
about services and find help for yourself
and your oider relative. This can be 8
difficult and trustrating Job, butin the long
run, it will usualily be worth the effort.

|cando agoodjob of caring foran elderly
person without having any special train-
ing, reac’ing, or education about aging
and care of the elderly.

Caring relatives can be more effective and
more comfortable In their roles Iif they
understand the Illiness or disablilty ex-
perienced by the oider person and If they
know some basic techniquas for sdapting
thy environment and giving hands-on
care. People can get such training and
educslion In various ways, Including
reading, forme! classes and consultation
with various professionals including phy-
sicians, home care nurses, and social
wcrkers.

Source: Ebanezer Center for Aging, Minneapolis. Minnesota
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False

True

False

True

8.

9.

10.

11.

I consider a nursing home as a last resort
tor my oider relative.

Many cering relatives and meany older
people do belleve nursing homes are a
last resort. However, tirere are situations
In which moving 10 a nursing home can be
the best plan fo; both the older person
and the cering relstive. The home can
offor round-the-clock care and excelient
programs of therspy, recrestion and
heelth care that would not be avaliable In
@ person‘s own home. in 8 nursing home,
the stress of caregiving Is shared by @
number of staff. Cering relatives axd oider
people often say they experience renewed
closeness and more mesningful sociel
iateraction when the oider people move to
the safety and professionsi care of the
nursing home.

| have made plans for providing care if |
become disabled or if my older relative
begins t0 need more care than | can
provide.

Cering reistives should think about the
circumstances under which the caring
relationship will need to be changed,
Therse should be a back-up pian to sc-
comodcte the changing health needs of
the oider person. Everyone shouid inow
who will heip In emergencies and whe wiil
provide care If the caring reistive cannot
act in thet role.

| would never leave a disoriented or con-
fused older person alone or unattended.

Disoriented persons should not be left
unetiendad In situeilons they cannot
manage. However, if disoriented people
are able to be sale and feel secure, leaving
them alone sometimes may enhance their
feelings of privacy and indepéndence and
also aliow the caring reistive to have some
freedom. For example, @ woman whose
main difficulty was with the oven could be
left alone If the gas was shut off.

| am the primary one who cares for my
older relative because there is no one else
who would do it or could do it as well.

There are different reasons forone person
in a family to become the primery cering
relative. ideally, the choice should be
made through a process of open discus-
sion and consideration of the needs,
resources, and preferences of 8!l of the
parties Involved. Also, in some cases, it is
appropriste forsevers! family members to
share some of the responsibliities. Often,
people become invoived because they

True

_falss 13,

False

True

True

Faise

12.

14,

15.

16.

17.

respond to a ¢ risls, then they never seem
to change that role. When people feel they
have gone through an inequitable pro-
cess, or when they leel othe: famlly
members “gtole” the cering role from
them, family problems can occur.

| have friends and relatives who give me
support by helpirg, listening to my prob-
lems, or just having fun with me.

Caring for an oider porson can be a lonely
an stressful sxperiance. A strong support
group cen give the caring ruistive renewed
energy and strength. The caring relative
who can find no time to spend with
supportive friends and relatives is more
likely to have difficuity susteining their
effortu over time.

| have nromised my c!der relative that |
would “never put him/her into a nursing
home.”

Many caring relstives have made this
promise and have beer: unable to keep It
it Is not wise or kind to maka » promise
you may not be able to keep. Even i you
a/e able fo give care now, things mey
change. The oider person mey grow (o
need speciel nursing cars that you cennot
possibty provide st home, or you may
develop problems that prevant you from
continuing your cearing role.

One way | help my older relative is by
taking the burden of dscision making.

it is imporiant for all people to feel thoy
have some control and cholce in their
lives. Even a person who Is ill or disabled
or forgetf:il can assist In making at least
some decisions.

At least once a week, | do something for
fun.

A person who regulariy has some fun and
relaxation wiil have more to give the older
relative.

There are some activities that my older
relative and | can do to have fun together.

Oider peopie need to have fur: even if they
are fra!l or confused. Having fun with
caring reistives can siso make older
people fee/ better about themseives and
less iike @ burden to the caring relatives.

| provide almost all of the care for my
older relative because | do not want to
impose on my family and friends.

Source: Ebenezer Center for Aging, Minneapolis, Minnesota

10

T

O R TR

.



=L _18.

Faise 19

_Felse g9,

See discussion for #11 and #12. It is not
unususi for women who are caring rela-
tives 1o take most of the burden them-
ceives and avoic asking the help of their
chiidren or spouses. White it is edmirable
to want to do this, it Is siso very stresstul,
time consuming and tiring. Sometimes,
famliies and marriages will be better off If
cering for the oider person Is shared
among family members.

| have contact with my older relative on a
regular basis, check to make surethatthe
environment is safe, and that the older
person is eating well and receiving ade-
quate health care.

Oiderpeople do not siways ask for or may
even reject help when they need if. When
people are sick or vecy trall, a caring
relative should have reguisr contact end
watch for signs of problems. When olider
people cannot take care of thelr basic
needs themaselves, thsy need someone to
intercede and oversee their care. The
caring relative may provide sctusi care or
obtain and supervise gervices.

I think that it is almost always best for an
older person to live in the same home 'ith
the reiative who is providing care.

Sometimes this Is true. On the other hand,
it Is common for oider people and their
caring relatives to live In ditfersnt homes
with the cering relatives overseeing the
care and ensuring that the oider people’s
needs are met. For some older people, If Is
important that they can stay in the famiiiar
surroundings of their own homes and
experience privacy and independence.
For some caring reletives and their
famiiies, it wculd be 8 hardship to have the
older person living with them in thelr
home. There Is no rule to follow; each
situation Is different.

| would not accept money or gifts for the
things | do because | provide care and
assistance for my older relative out of a
sense of love and responsibility.

Caring reistives ususily provide care or
assistence because of jove and commit-
ment and they prefer not to recelve gifts or
money for their service. They should be
aware of the fact ‘hat oider people may
want fo repay or show thanks for the
assistance they receive. Also, caring rels-
tives may have some high costs for such
things as miieage, child care, and pur-
chase of groceries and medicine. They
should carefully document their costs
of caring for the individusl and when

_True 21,

_True 22,

_True 23

True 24

False 25

possible, some orali of those costs should
be reimbursed. It is very importent to
document amounts of money thst
change hands and dates on which ‘his
occurs. If you sre managing asnother
individusi’s financial affeirs, It Is wise
fo seek legel advico tn Insure proper
documentation.

| have been teught to use my bouy
correctly when | lift or transfer my older
relative.

A person who Iifts or sssists others with
walking and transferriny Is at high risk ot
injuring him/hersel! (particularly back
Injuries) if prope: techniques and equip-
ment are net used. When proper rans-
ferring techniques are used, the older
person cen be transferred more safely
and comfortably.

| am very knowledgeable about the medi-
cations my older relative takes. ! feel it is
my responsibility to understand the com-
plications that can arise trom medications.

it is beneficial for a caring refetive to have
some knowledge of the medicetions taken
by the older person becsuse there may be
problems with such things as side effects
and noncompliance with the physician’s
orders. You cen iearn sbout medications
by reeding and by talking to your physi-
cian and pharmacist.

I know how to prevent skin provlems for
the e!de:ly and how to check for signs of
skin breakdown.

Skin problems are common among frall
eiderly, particularly those who are not
Rhysically active. Preventing skin prob-
lems and detecting thom right awsy can
be Important tv the health and comfort of
the oider person.

Older persons often nave problems with
stability and imbalance when they are
walking, so | encourage my older relative
to wear shoes that are comfortabie, sup-
portive and secure.

Older soft shoes orslippers may feel more
comfortable to an oider person, but such
shoes also increase the risk of falls.

Since | began being responsible for the
care of my older relative, | have ex-
perienced one or more of the following: a
change in weight of more thar: 10 Ibs. (this
means either weight loss or weight gain);
sleeping difficulties; increased use of
medications (including aspirin, sleeping

Source: Ebenezer Center for Aging, Minneepolis. Minnesota
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_True ¢

_True_ 27

pills, and tranquilizers): increaced use of
aicohol or tobacco.

These can all be symptoms ol stress
snd/or depression. Il you have had these
problems, you should seek professional
help or advice.

| have checked my older relative's home
for safety hazards (inis inclirdes unsturdy
or low furniture, clutter, tt.row rugs, stair-
ways without handrails, and slippery
floors) that could cause falls.

Falis are & serious prodlem for older
pecple. The environment can be scapted
in many ways to improve safety for the
oider person.

| understand that tight fitting clothing
(such as shoes, corsets, and nylon knee

_False 28

high stockings) constrict blood flow and
can ieau to heaitr. problems.

Sircu'stiori is decreased in the elderly end
consiricting garmenta can increase swe’’-
ing and skin problems.

At this point, the best thing | can do is treat
my older relative as a child.

When an oldor person becomes f(raii
and/or forgetiul and requires a great deal
of assistance, famnily members sometimes
think they are becoming chiiditke and the
family begins (o take 8 paresiel role. This
is called “role reversal”. When ar; oider
sdult Is treated as a child, it undermines
that person’s seif-esteem. It is Important
fora caring relative to provide the needed
care and at the same time, preserve the
aduit status and seif-est=em of the older
person.

Source Ebenezer Center for Aging. Minneapolis, Minnesota
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Who Should See This Film?

Adult Children of Frail Parents
Caregiver Support Gioups
Caregiver Support Group Leaders
HealthCare Professionals, including:
Adult Day Cate Personnel
Nursing Home Personnel
Respite Care Providers
Home Health Care Workers
Hospital Personnel, especially social workers,
nurses and discharge planners

Clergy

Church groups

Community groups

Senlor Center Staff
Mental Health Professionals
Family Counsslors

Social Workers

Gerontology Students
Medical and Nursing students

o0 06006000

1 Some Facts on Aging :nd Caregiving

@ Forevery person nowin an institution, at least fwo with similar disabilities are being cared for in the
f  community. One-third of these need constant rather than intermittent care. Caregiving concems lixe
2 those shown In the film are increasing as the numbers of elderly continue to increase.

| -: . @ Persons 65 and o!der comprise 11% of the total population-24 mlim'm (compared
R with 3.1 million at the turn of the century.) By the year 2030, the total population wi ™ grow 40%. The
£ elderly population will almost double. The population over 85 will almost triple!

- @ ltis a myth that families a\andonMoldmAmmdud:mahdM movs than

half of the older persons sun syed saw at least one of their ch '
" or the day before, that three-quarters of them had sc<:: their children within a weeh, and that

on the day of the interview

- only 10% had not seen even one of the children within a month preceding ths interview.

@ Family, friends, neighbors, and aher non-professionals are the ~are-providers most preferred

by the elderly. In general, a flow of give and take axists betw~ an older and younger relatives

throughout an individual’s lifetime. But as elderly family members become more dspendent

. finandially or socially, they may receive more of some kinds of assistance than they give.

3
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Families provide many kinds of direct physical assistance, as well as financial assistance and
emotional support.

2
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Some Thoughts on Family Caregiving

Although many families wish to provide care for elderly members, their
ability to do so is influenced by many trends in contemporary life.
Amony these are: '

@ [ncreased employment of women, the traditional caregivers
" Lowered birth rates (fewer children to provide care)
- Increased divorced and single-parent families
® Increased longevity (both parents and grandparents may need care)
@ Increased mobility ( children may live across country)
® Lack of community suppon services for home-bound elderly

Various suppertive sesvices and resources for families casing for an older person
are available. Reputable health care agencies and institutions in the community will
readily provide this information to caregiver families who +eek it.

In addition, many hospitals, colleges and churches now provide (or will provide, i
asked) educational programe and caregiver support groups for families casing for a
frail older person.

These kinds of supportive services help a family to continue to carefor an elder, and
thus delcy or prevent placement in a long-term care facility.

However, nursing homs placement may be the long-term care plan of choice for
some elderly and their families. When safety, loneliness, isolation and health needs
make home a less desirable place, it may be a relief to choose a nursing home or a
retirement home over home care. Cost of services for extensive carc from commun-
ity agencies may also be a factor in the decision for placement.

3
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Some Ways to Use the Film, “MY MOTHER, MY FATHER”

One 2-4 Hour
Session:

A brief sessior: <:arting with the film and followed by discussion in small
groups of 4-6 , using a professional from the community or a seasoned caregiver
to facilitate each emall group. These facilitators may have been included in the
planning and promotion of the program and may wish to preview the film and
have copies of this discussion guide ahead of time. The program coordinator
may wish to wind up the program with brief zeports from each group, sharing
highlights of the group’s experiences.

A Day Long
Workshop:

In addidon to the above, you may wish to begin the day with an exercise
in which paired participants share 1) their own caregiving experiences and
2) what they expect from the workshop. This pair could then choose another
pair after the film to form a group of four for the post-film discussion. The
discussion could continue until the lunch break.

After lunch you could present a pane! of service providers from your com-
munity {or program directors from your own agency) who could talk about the
services available to home-bound older persone and their families.

You may want to offer a number of mint-sessions where some of the

following «opizs could e presented and discussed in more detail:

® Myths and Stereotypes of Aging

¢ When is Guardianship an Option?

® Deciding Who Does What--The Family Conference

@ Feelings of Caregivers

# Managing Difficult Behaviors

® The Normal Aging Process

® Accessing and Util'zing Community Resources

o How to Start a Self-Help Support Group for Caregivers

.@ Skills and Conditions for Hume Care

o Alternative Living Asrangements

@ Taking Care of the Caregiver

o Helping the Elder Cope with Grief and Loss
® Deuth and Dying and Home Care
°
°
°

Time Management for the Caregiver
Communication with Someone Who Has a Dementing lliness
The Finances of Zaregiving

4
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You may wish to plan a series of sessions for caregivers choosing from \he topics

previously ksted. Some people may prefer to use the film in four segments, show-
ing one family each week for four weeks, discussing the issues and concerns of
that family as they apply to the caregiver’s own situation. These groups of partici-
pants may choose to spin off from this experience into - seif-help, mutual support
and problem solving group, inviting professionals in to lecture as skills and infor-

Considerations For Facilitating Your Discussion Group

The adult participant has experiences and information of value to others
in the group. This experience can be organized around discussion points or
topics. Remen:ber that adults as leamers:

® Are self-directing

® Are responsible for themselves and their leaming

¢ Leam more if they participate actively/share

@ Have much to contribute

® Apply leaming to current life situations

® Rcquire practical application/results

There are & number of facilitator qualities and skills which help to create a
positive climate for risking and sharing. Warmth, sincerity, patience, understand-
ing, flexibility and perseverence are all human qualities which help to create
a climate of openness and trust. Skills in interpersonal communication, listening,

and empathizing are also important. In creating a positive leaming climate, a
*- dlitator should do the following:

@ Provide a non-threatening atmosphere which encourages participants
to express their ideas, opinions, feslings and experiences.

® Arrange to meet in a comfortable setting where there are a minimum
of outside noises or distractions.

Design discussion groups of 4-6 participants. It is easier to speak in
a smaller group.

Sit in a circle so everyone can see and hear each other.

Ask questions to stimulate discussion.

Encourage sharing of resources, ideas, feelings and solutions.

Challenge without attacking self-worth, confidence or integrity.

Provide positive and constructive feedback.

Allow for clarification and discussion of issues.

Don't be afraid of silence! Participants need time to think.

Emphasize that conclusion or resolution need not always be reached.
There is no right answer!

Promote mutual support and networking.

5




I My Mother, We would like to:

. M F th O Rent (16mm only)

;MY ratner Preferred date

33 minutes, 16 mm color O Preview (before a bonafide selection committes with consideration to purchase.

Purchase $495 7 Preferred date
B oo e handing O Purchase:  16mm  M"Cassette  W'VHS  ¥7Beta
Also available for purchase in (circle your choice)

; video cassette, all formats $395.00 Please Send:

y Terra Nova Films, Inc. [ jsformation about you other films.

) ”“:I s-'m;“m"' 0 copies of this study guide (10-25 @ .78 each or 26

About Terra Nova Films

Terra Nova Filn.. .. a not-for-profit company specializing in the production and distribution
of films that explore social and personal issues.

Sinceiits inception in 1979 by its present director, James Vanden Boech, the helimarks of our
films have been to show the dignity of all people, challenge stereotypes and encourage
caring attitudes.

" Other films that Terra Nova has produced include:

BECAUSE SOMEBODY CARES, a fim about the warm exchange of

friendship between volunteer friendly visitors and isolated oider persons.

Winner of the 1981 National Mental Health Association Fllm Fest-

ival's Best in Show Award.

TAKEASTAND,aﬁnka&nmhrddumwhm
been victims of crime. This fim shows the mou’s
rights in court. Whnt of the 1963 Anndc.

Ribbon Award.

wemmamm&nmwm
education for persons with mental handicaps.

Films in Progrers and Proposed Films

We are currently cesking funding for the completion of films on:
1. Aduit Day Care and Home Health Care
2. Elder Abuse
3 MM’MOMOOWIN‘“
We welcome input and ideas from agencies or individuals wishing to work cooperatively with
usmﬂmﬂmaoﬂnuochlywmﬂntwﬁmbcmﬁnﬁna

video.
TerraNova Films is also available to produce films, v onidcmmbrdimts
who want artistic excellence and social purpose in theic visual productions.

For more information contact James Vanden Bosch at (312) 881-8491.

To Order, Fill Out the Form Below, or Call Terra Nova Films (312)881-8491

(312) 881.8491 or more @ .60 each
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SERVICES FRIENDS AND
COMMUNITY ORGANIZATIONS

c -
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| afford to attend. Medicaid is

any services,

some of which

are low cost

or free, are
available in some
communities to assist persons
confined to their homes,
including:

@ Day Care Prograns
usually provide medical
services as well as social and
recreational . The
people who t most
from day care activities are
those live alone, or
whose family and friends

- work during the day. Day

care programs usually
operate five days a week,

9 am to 5 pm, and are often
sponsored by religious,
fraternal, or neighborhood
organizations, or a unit of a
hospital or dinic.

The medical help avail-
able is usually limited to
adminisiering medicines or
minor medical treatment
supervised by a registered
nurse. Occasionally, speech
or hearing therapy, physical
therapy, or occupational
therapy is availakte, but
participants are expected to
be mobile.

The cost is usually about
$10 to $30 per day, but some
programs operate on a
sliding scale which adjusts
payment to income.
Community organizations
frequently sponsor
individuals who cannot

prcbably the major source of
payment for most people,
and must approve each
person’ eligibility.

Home health care nurses
may recommend partici-
pation in adult day care
programs when & patient
completes home caie
treatment and is physically
able to leave the home.

» Friendly Visitor Program is
similar to the (elephone
reassurance program, except
that someone visits the
patient on a regular basis
rather than simply calling on
the . The
volunteer’s visit is usually
scheduled for a pre-
determined, regular time,
usually once or twice per
week.

® Hospice represents a
philosophy of care which
provides physical, emotional
and sometimes spiritual help
to terminally ill persons and
their families. With hospice
support, a dying person may
be able to remain at home.
Many hospice programs are
sponsored by home health
agencies which use the same
health professionals to
provide home health care
and hospice care.
Hospi . care attempts to:
® decrease the pain and
discomfort of the patient
by controlling the
symptoms of the illness.




o make life as full and mean-
ingful as possible until
death.

m provide support for the
patient, the family, and the
friends.

Hospice care is usually
available 24 hours a day,
seven days a week. When a
physician orders hospice care
and it is provided by a
certified home health agency,
costs may be partially
covered by Medicare or
Medicaid.

& Meals on Wheels provides

hot, nutritious home-

delivered meals once, and
sometimes twice a day, five
days a week, to persons who
are unable to cook for
themselves. There is usually

a sliding fee for meals,

determined by each

individual’s ability to pay.

& Respite Care offers support

so family or friends can take

a break from the demands of

continual home care. When a

family or friends care for a

person in their home, they

may need temporary
replacement support when
they are unable to provide

the care that is needed, i.e.,

during a vacation, an

emergency or working hours.

Respite care offers this

support.

Respite care usually
includes nursing care, chore
services, and meals, and can
be provided in most cases up

o e e et e s o i e e =

to 24 hours a day. A orlespite
care staff person or volunteer
may come ut: the home h:d
stay with the person w|
family or friends must be
away. Or, a respite center
may have an in-house facility
where the individual can
choose to stay while the
family is away. The cost
varies according to the
amount of support needed.
Information about these
services can be obtained

free service provided by
church, civic or fraternal
organizations and sometimes
by home health agency
volunteers. This service
provides daily contact for
persons who live alone, or

who are alone during the day

and worried abut their health
or safety. The client calls in
every day at a pre-
determined /ime, or a
volunteer will call the client.
If a client doesn't call in, or
if calls by a volunteer aren't
answered, the neighbors or
police are alerted to check on
tne client.

a Transportation programs
provide transportation to
needed services such as
physician visits and grocery

21

‘Churches, civic or
fraternal organiza-
tions, and sometimes
home health agency
voluntesrs provide
dally contact for per-
sons who live alone,
or are alone during
the day.’

15



‘The paiisnt and
family shou!d discuss
the care reccived and
decide if It is meeting
the pa*- "~ heaith
needs

!
1
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shopping for individuals who
are unable to transport
themselves. Transportation
may be by volunteer drivers
or by bus, taxi, or specially-
equipped van service.

HOW CAN FAMILIES AND
TRIENDS HELP?

There are many ways for
relatives or friends to
support sick and homebound
patients, with or without the
halp of a home health
agency. This support can be
both physical and emotional.
A person often feels more
comfortable with family help
than with a stranger in the
mdou relatives tl:;

can e thi
feeling of inm and
comfort.

Ffamily members or
friends can also reduce the
costs that would otherwise
be incurred by helping with
the following tasks:

» personal hygiene (bathing,
toilet)

» changing bed linens

» house cleaning

B preparing meals

m grocery shopping

m washing clothes

» helping the patient in and
out of bed

@ assisting with medications

Family members or
friends uriccomfortable or

afraid to care for a person’s
needs in the home might

benefit from health training
instruction available through
local Red Cross chapters,
home health agency nurses,
or health department visiting

nurses.
Families who are con-

sidering, or providing home
care for a person, and want
more iled information on
what they can do, should
read Home Care for the
Elderly by }. Trocchio,
printed by CBI Publishing
Co. in Boston, (1981). The

§
8
£
g
i

that family membecs zan -
provide, as well as explaining E
what broad needs and issues :
are involved in caring for
someone at home. The book B
can be very helpful to

families who want to help.

HOW DOES HOME
HEALTH CARE COMPARE
WITH INSTITUTIONAL CARE?

A need for institutional
care usually arises when a
person has a “chronic”
ailment, a condition of long
duration which can recur
frequentiy.

Institutionalization may be
necessary when the condition
it vty vevere o debifiating
that the person is unable to
care for himself or herself or
friends and relatives are
either not avz “able or
unable to F . A chronic
illness, ho < .er, does not




EVALUATING THE

QUALITY OF HOME

'HEALTH SERVICES

necessarily require
institutional care.

For several years, the
government has issued
reports on the effectiveness
of home health care. A study
by the General Accounting
Office indicated that for
most persons over 65 years
of age, restorative or
~anvalescent care can be
provided in the home, for
less than the same services
provided by an institution. *
Some of these savings are
attributed to the support
provided by a person’s
family or friends.

If problems occur with
the selected agency, local
consumer groups, such as the
Better Business Bureau, or
local Consumer Affairs
office, should be contacted.
Also, if the agency is a
member of a national group,
the association should be
notified. A listing of the
national groups is included in
the Resource section.

* U.S. Congress. Report of the
Comptroller General of the United
States. Home Health — The Need
for a National Policy to Better
Provide for the Elderly.
Washingten, D.C. Government
Printing Office, 1977.

n some communities
there may be only one
home health care agency,
but when several choices
are available, the patient
or family should try to make
an objective evaluation of
which agency is most suitable
for the homebound person.

After home bealth care
services begin, this
evaluation should continue.
The patient and family
should discuss the care
received e?;d decide ti}f‘eit is
adequately meeting
patient’s health needs.

The checklists at the back
of this bookletwcan be used
to compare the type of
services offered by several
different agencies. By
answering the questions and
filling in one column for each
agency, it is easier to
determine if an agency has
met quality standards and
can provide the services
needed by the patient. Space
is also provided for cost-
comparisons between the
services offered by different
agencies. The final section of
Checklist B is to be used
after service begins, to assess
satisfaction in the services
provided.




¥

18

¥

HOW TO ARRANGE A HOMEBOUND
PERSON'S ENVIRCNMENT

here are many simple,
inexpersive ways to
make a home safer and
more comfortable for a
homebound person.

home a ts can
bought at a hardware store;
other adjustments can be
made at no cost.

magazines

call bell, water pitcher and
glass, clock, and calendar.

@ Avoid stairs. Use a first
floor room even if it means
converting another room into
a bedroom. If steps can’t be
avoided, try to install a
ramp.

a A colorful room with large
windows and a nice view is
pleasant for a bedridden
patient.

u The bathroom should be
on the same floor, close to
the person’s room.

a Grab-bars or hand-rails
can be purchased and
installed in hallways and in
bathrooms next to the toilet
and in the shower. Bars
make walking and getting up
and down easier and safer.
(Cost @ $5 - $25)

@ Remove all elevated avor
sills or avoid them with a
ramp.

BEST COPY AVAILABLE

24

® Shag carpets, slick floors
and scatter rugs should be
climinated because of the
danger of falls.
& Make sure lighting is bright
ad adequate in the person’s
room and hallways.
a In case of fire, prepare &
g\:ﬂ of escape for the
iridden person.

al a persun is hard of
heai ing, install an amplifier
on the ~hone and tumn the
phone buzzer on loud.
aAdhesive strips can be
applied to the bathtub to
prevent slipping. (Cost o)
s A bench can be placed in
the bathtub for easy and safe
access. (Cost @ $S - $70,

on the style and
material.)
@ Wrist-straps can be made
for walkers and canes to
prevent dropping them.
Straps can be made of tape,
cloth or rope.
@ Enlarge handles of knives,
forks and spoons to enable
weak or arthritic patiznts to
hold the utensils with less
effort and more control.
Foam rubber, velcro, cloth,
garden hose, etc., can be
used.
@ Change door handles to a
lever type rather than a knob
to assist weak or arthritic
patients. (Cost @%19)
@ Plastic mattress covers
protect a bed if a person eats
or bathes in bed or is

h,
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pad over the plastic for
clomfort and to !;\‘r:d i@
slipping. Since pa
must be changed
immediately when soiled,
several will be needed.

At more expense, t}:e fol-
lowing equipment can
obtained to make a
homebound person more
comfortable. This equipment
can be l{mm or rented
through a , surgical
supply store, or pharmacy.

ing upon a person’s
medical condition, Medicare
and Medicaid may reimburse
for some of these items.

& Buy or rent an electric or
manual hospital bed tc help
the patient sit up and get in
and out of bed. {Cost $1,000
for a new clectrical hospital
bed; rental costs vary.)

@ Purrhzse side-rails for a
regular bed if a person needs
heip getting in and out of
bed or something to hold
when turning over in bed.

& A water bed, air mattress,
or foam padding can be
purchased for a person
confined to bed to reduce the
chance of bedsores. (Costs
vary)

@ A trapeze can be purchased
and installed above a bed so
the patient can grab it to
move around in bed. (Cost
$40 - $125)

used in hospitais facilitates
eating, reading, and writing
in bed. (Cost $10 - $175)

& An easy lift chair is a
mechanical or electric chair
whoee seat lifts up to make
getting in and out of a chair
easier.

@ A standard hospital type
wheelchair costs $250 - $400.
@ Second-haad chairs may ke
available from the Red Cross
or Salvation Army.

® A walker increases safety
and ease in walking alone.
(Cost $50 - $60)

BEST COPY AVAILABLE

25

incontinent. Add a mattress ’ & An overbed table like those

~ ‘Simple, inexpensive

ways can make a
home safer and more
comiortable for a
homebound person.’

:
.
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DEFINITIONS

AMBULATORY. The ability
to walk around without
assistance.

AMBULATORY WITH
ASSISTANCE. The ability to
walk around with the aid of
a cane, crutch, brace,
wheelchair, or walker.

AUDIOLOGIST. A specialist
with a graduate degree who
is certified by the Ameican
Speech-Language-Hearing
Association. This specialist
can identify and evaluate
hearing problems and
recommend and provide
therapy to rehabilitate or
enhance a person’s hearing.

" The audiologist also

specializes in determining
when hearing aids are n
and will fit one for a patient.
BOWE.. AND BLADDER
TRAINING. A program to
re'rain a patient in bowel
and bladder functions to
minimize or eliminate
incontinence.

BLOOD PRESSURE. The
measure of the force exerted
on blood vessel walls as
blood is pumped from the
heart.

CATHETER. A tube passed
<hrough the urethra into the
biadder to drain urine.

amr —m mm————— | = s

CHORE SERVICES.
Shopping, marketing,
transportation, heavy
cleaning and similar services
available alone or in
combination with
homemaker-home health aide
service. Costs for these
services are usually not
reimbursed by Medicare.
Some agencies provide chore
services only without home
health care or nursing

soft on one side, waterproof

CHUKS. The trade-name for
an absorbent pad which is f

on the other, and disposabile.
Used under incontinent
persons or for draining areas
of the body.

CONTINENT. The ability to
control the passage of feces
and urine.

DECUBITUS CARE. The
care of a bedsore, Treatment
includes medication and
dressings; a nurse can
instruct the patient on proper
bed positioning to prevent
further irritation.
DECUBITUS ULCER.
(Commonly referred to as a
bedsore). A sore or ulcer
caused by lack of blood
circulating to some area of
the bodv. This condition
usually results from sitting or
lying too long in one
positicn.

GRAB BARS. Railings placed
on walls to steady oneself as
a safety measure,

20 . S SR
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HOMEMAKER-HOME
HEALTH AIDE SERVICES.
L’:mmlahumund
memaking services
pmdinble‘c;‘the l::dck
or persons w
cannot perform basic tasks
for themaslves. Services
providedlnduduhoppmg,

ho...m udstancewlth

personal care, administering
oral medications under
supervision, and reporting
patient progress to the home
health nurse.

PULSE. A measure of the
rate and force of blood as it
is pumped by the heart,
which indicates the number
of heart beats per minute.
REGISTERED NURSE (RN).
A person who has
successfully completed a
minimum of two y-ars of
nursing education 2t an
accredited school o/ -ursing.
Nurses must be liceised by
tne state in which they work.
(Some graduate nurses can
practice in certain states for a
short time prio- *o rassing a
licensing exam.)
RESPIRATION. The act or
process of breathing.
RESTRAINT. A protective
device used to prevent a
patient from falling out of a
bed or chair (i.e., a belt
around the waist or a jacket
with straps which tie to a
wheelchair.)

~ELF-CARE. Bathing,
dressing, toileting, and
feeding oneself

SHEEPSKIN. Used under or
over a bed-sheet for softnes:
and comfort; a soft natural
or synthetic akin used to

mﬁmmdm
A o
and i curtified by the
American

mwmm The
pathologist
can aseess the patient’s
problem. duun a treatment

lhenpytohelpthepatimt
regain or maintain speech or
language skills.

SOCIAL WORKER. Usually
an employee of a hoix
health agency or a socia.
service t who is
available to help a person
adjust to confinement at
home. The social worker also
counsels family members in
caring for the patient. If
community services or

assistance are
needed, the social worker
can sources of
help.

VITAL SIGNS., Pulse,
temperature and respiration.

WALKER, A lightweight
frame held in front of a
person to provide stability in
walking. A walker is more
stable than a cane.

3]
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o Social W
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Dental Care
Medical Supplies &
Lquipment

SERVICE AVAILABILITY:

Hours/da t
* Days/ i

. STAFFING (specify ¢):

' S'm)ervhon
s
: LPNs
k Homemaker-Home Health
Aides

. ® Hours of initial trair ing
. * © Raquired hours of
- continual in-service
education

. STAFF SUPERVISOR:
—Assumes responsibility for
© care

—Visits Patients
2 —Frequency of Staff Contact
K " —Available in
‘ —Provides instruction to :
Homemaker-Home Health .
Aides

MiSCELLANEOUS: ¥
i 3

Current Operating License ! ; ‘
Freq of Physician -

- Consultation : : .
X Waiting Period for Servic» R
' Translators )(S‘pecify ‘ :

S hic Areas Served
Geograp
Certification by Medicare '
and/or Medicaid ,
Written nnel policies,
. basic benefits and wage |
1 scale for each position ‘
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Reimbursement
(Type & Rate)

{continued)
Public list of Board of

Advisory Committee g4

Annual of operations
av-n.ﬂo"
| Written statement of who is

i eligible for service and
! undervgtcmdmm
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" CHECKLIST FOR
EVALUATING HOME
- HEALTH AGENCY
SERVICE (B)

Name of Agency ' Name of Agency

PHYSICIAN SUPERVISION:

Patient Can Call
Visits Patient

i Physiclan
| Staff Consultation Weekly or

- ,.._..1

j Bi-Weckly

STAFF SUPERVISION:

: Patient Can Call
Supervisor Visits Patient
Staff Consultation Weekly

PATIENT/FAMILY
SATISFACTION:

(to be completed after
se "2 begins)
Comfortable with staff
Informed of Care Plan and
. Progress
Observable Response to
Treatment
Questions/Concerns
Answered
Services Expected are
. _ Receiv
Scheduled Visits Kept
Needed Services Added
Unneeded Services
| Terminated
: Periodic Reassessment of
i Care Plan

L
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RESOURCES

PUBLICATIONS

Irwin, Theadore. H ..ne
Health Care: When a
Patient Leaves the

sl New York:

Park A
New Yo;k 100%6. w
$1.00 each) .

Nostrand Reinhold
Publishing Company,
1981. ($11.95)

g - =

Natienal Home Care
Associations

American Hosiptal

Association ;
Division of Ambulatory and
Services N

Homie Care

840 N. Slwm Drive
, 50611

312) m
CM ﬁmunlty

- Health Services
NM League of Nunlns

Circle

10 Cotumnbis
New York, NY wm

(212) seeden2 w

(202) 547-7424

National Homecaring
Council

67 Irving Place

New York, NY 10003

(212) 6744990
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Caring for Your Aging Loved Ones:
A three agency community service

by

David Turner, M.Ed.
Salt Lake County Aging Services
and
Alberta W. Blue, A.C.S.W.
Salt Lake County Mental Health

Since 1982, three agencies have cooperatively sponsored an
education program for caretakers of aging persons. This program is
an excellent example of interagency cooperation that must take place
before efiective nonduplicative services can be offered. The paper
describes the coordination of efforts, success, problems encou: tered
and solutions found for recruitment of participants.
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Caring For Your Aging Loved Ones is not merely a community

education series. For those of us who have worked with it, it has
been an exploration of the dynamics in caretaking families, a lesson
in how to market a class, and an exercise in development and

format. The scope of this paper will range from a discussion of the
issues as we see them, to a caveat about some of our marketing
mistakes as well as our successes. Finally, we will describe how we
designed the series, and suggest some possible resources for
pPlanners.

Caring for aging loved ones in large numbers is a
responsibility that no society has ever faced . Since World wWar I,
life expectancy and social changes have created a new grour of
dependent persons. The most rapidly growing age group in the United
States is now the group over 85. Typically these persons are likely
to be frail, poor and female.

Part of our society's folklore says that families were composed
of three generations living in the same household. Actually, two
generations have always been the norm. At the beginning of the
century few people lived long enough to need any care. As the over
85 population increases, other trends are toward smaller families
and working women. Hence, we see fewer avajilable caretakers.

An even more destructive myth implies that the frail old are
neglected by their families. The Commission on Elderly People
Living Alone describes this population as 50 percent over 75 years
old, 78 percent female and 45 percent in poor health. The majority

of those who appear "abandoned" are childless or have children

living in other cities.




The people who traditionally have been assigned a caretaking
role are specific women in the family. A single, unmarried daughter
was often "expected" to sacrifice herself for any frail parents. It
is no wonder that middle aged married or unmarried women have been
called the "caught" generation. (Newgarten and Hagestad, 1976:47)
They are caught between their parents and their children as well as
their careers and personal lives.

The conflict of roles for caretakers can cause enormous
dissonance. It is quite possible for people in their middle years
to simultaneously be parent, child, spouse, student, employee,
grandparent and caregiver. Success in any role can lead to problems
or failures in another. Self-imposed and/or socially imposed
expectations are often unrealistic for anyone saddled with that many
roles.

Not only do some caretakers take on more challenge than they
can handle, but the whole family undergoes enormous stress in the
crises of added caregiving. Relationships in a family are
established early and change comes very gradually. When one member
becomes frail a change of role may be forced on all the family
members. Conflicts surface when expectations are unclear. Siblings
begin to pass judgement on each other. Past conflicts and
resentments surface. Spouses are required to learn new skills and
children feel resentful because of perceived neglect. Families
often do not understand the many changes that are happening.
Expectations for behavior and support may not be rezlistic.

Many of us who work with older persons and their families

recognize the difficulties inherent in the caretaking role. The
-3~
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literature is full of research describing the problems. A major
difficulty for community agencies is reaching caretaking families in
the first place. Available help is of little value to those who are
ignorant of it. It is not uncommon for families to avoid seeking
help from a community menta’ health agency. Area agencies on aging
have contact with a portion of the elderly popu~ition, yet their
ability to communicate with adult children is very limited. Many a
well meaning agency has offered a caretaker education series to the

community, only to have no one rhow up.

Since 1982 three agencies serving the metropolitan area of Salt
Lake have cooperatively sponsore’ a community education program for
families of frail elderly. The program is designed to provide
families with general information about age-related issues and needs
as well as an introduction to the many community services which can
assist families in their care-giving activities. Some of the series
have been much better attended than others. It is clear to us that
successful classes have resulted from successful marketing efforts.
It is simply not good enough to offer a class and then automatically
expect people to come. Certain marketing tools worked and others
did not.

Unsuccessful advertising included a listing in the YWCA
catalogue of classes. Those who need the experience most do not
read class announcements. This may be true because the stress of
care-giving leads to guilt when looking for an cutside release.
Also, it may be that the ability of the YWCA to distribute the
catalogue is limited to Y members or previous enrollees. Posters

-4~
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placed in senior centers and even in public places were not very

helpful either. Posters compete with far too many other
distractions.

Press releases usually result in small newspaper announcements
that go unnoticed. Even an extensive article is not very useful if
the publication has a limited readership. For example, some
periodicals are read by older persons or by women in the work place
(see appendix _1 ). 1In both cases, the message about aan upcoming
seminar series fails to reach its target audience. We found that
potential participants did not read these publications.

In general, dependcnce upon a host agency such as the YWCA or a
library to recruit participants results in small or nonexiatent
groups. The question, then, is what works?

First, it is important to emphasize the need for a program

called Caring for Aqing Loved Ones. The potential audience is

there, because having a dependent elderly family member is becoming
a normative experience. There is little good data about the numbers
of people who are caring for their parents or other older persons.
This is due largely to a lack of research. However, for every
person living in a longterm care facility, there are two equally
frail people who are cared for by their families. (Comptroller
General of the United States, 1977a) Our informed experience with
families indicates that our problem is not lack of people who need
help, but the difficulty of getting the word out by a productive
method.

We have been able tu place major feature articles with photos

in the local daily newspaper (see appendix). This is almost a

=

35

o



guarantee that a class will £j11 up. The problem is in attempting
to repeat ‘e article six months or even a year later. Large
newspapers are reluctant to repeat themselves. The big article cnly
works the first time.

A second source of enrollees is former class participants. We
found that by sending an announcement to former participants, we had
repeaters as well as an informed communication source to friends.
Word of mouth, as any advertiser will verify, is still the most
effective communicator. Maintaining and adding to a mailing list is
vital; using it is essential.

A third idea that work=d to some degree was a letter sent to
ministers of the local churches and directors of iocal home health
agencies. Church officials were more receptive if we had a specific
name on the envelope. Otherwise, letiters were lost in the plethora
of junk mail.

By far the most successful single technique we have found for
reaching potential class participants is radio. In thinking why
this is so effective, it is important to focus again on the stress
experience of the caretaker. Many of them have expressed to us the
guilt they feel about "stealing” time for themselves. Reading,
television and community education are activities that require one
to engage one's time selfishly. Hence, people are reluctant to
answer their own basic self replenishment needs.

On the other hand, it is possible to listen to the radio while
tending to some other duty:; parenthetically, it may not be
acceptable to go to a movie or play tennis, yet it is okay to attend

a class on how to be a better caregiver.

-6-
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An interesting example of the influence of radioc comes from one

of our participants. She came to a crisis in the care of her father.
Out of frustration to relieve her stress, she was driving up and
down the highway when she heard one of the group leaders on the
radio..Hearing this announcement prompted her to find out about the
class and attend.

Radio has several different formats that serve our purpose.

The first is the talk show. These programs vary from 30 minutes to
an hour, often with several guests who discuss a single topic. A
variation of the talk show is one that allows listeners to call in
with questions and comments. An advantage of a talk show is that it
allows discussion in some .epth. It is a method of educating the
public about needs and resources. The objective of the radio
station may be a lively and controversial discussion. Sometimes
this can be a drawback. A radio personality may attempt to harass a
guest in order to keep the show exciting. A further problem is that
a talk show can be a lot of work for one exposure.

A second format is a public service announcement. All stations
are required to do PSA's and willingly read copy that is well
written to fit into 60, 30, and 20 and 10 second slots.

Broadcasting the PSA just prior to the beginning of the interview is
beneficial. A personal contact with the station program director is
very helpful (see appendix __ ) to insure airtime at a reasonable
time of the day.

A third format is radio promotions. These promotions have the

potential to increase awareness of an event. The major prohblem with

promotions is that they must be paid for. We have not had a budget




for such campaigns. Conceivably other commercial advertisers may be
willing to attach tags about educational events in order to increase
,é visibility and good will. Radio promotions can serve to help
coordinate advertisers and community groups.

New programming is a fourth possibility. We have found that in
a large radio market a community class is not considered news. That
may not be true in small rural markets. News directors need to be
3 convinced that the issue of caring for one's elderly is a newsworthy
item. Back up material and local data may prove the point.

Of all the formats offered by radio, the most effective for us
was the regularly repeated public service announcement. These
announcements were not difficult to prepare, stations were usually
very willing to run them and they were free.

Once a group has been gathered, the structure of the class can
be decided. We have learned that it is not wise for group leaders
to decide in advance what subjects must be covered or fix on a
concrete schedule of speakers. Each group is different. Time to
process, ventilate and express needs was often valuable for group
leaders co find appropriate topics for each session. Our program is
structured as six to eight weekly sessions. At least two sessions
are best used for processing tasks. The time constraints and the
diversity of participants are both factors that constantly challenge
and limit group leaders. Much depth and detail must be skimmed or
ignored in this type of program. Our intent in providing
information is to help families with a "beginning roadmap" that can
point to some to alternatives that they can later explore as

appropriate to their particular sjituations.
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The two group leaders are community-based gerontologists who

have extensive experience in both educational and clinical models of
group work. Both are actively involved with both formal and
informal service providers throughout the area, which has enabled
them to obtain the time of "guest experts" as well as extensive
printed literature for distribution.

We have found that most agencies welcome an opportunity to
provide pv. .ic education. A single caveat may be to avoid
personalities who are intent on selling a par-ticular product or
service. The topics we generally include are normal aging vs.
illness, medications, emotional needs of both the elderly and
family, legal and financial considerations, and the continuum of
care services such as adult day care, Meals on Wheels, home health
care and nursing homes. Throughout the series there are three
themes we try to communicate:

1. "You are not alone." Others have and ar~ experiencing many
of the same situations, and have found healthy ways to cope.

2. "There is help out there.” Often families do not learn of
avajlable supports until months or years after they could first be
used.

3. "There is no one right way to care." We try to encourage
all group participants to begin to examine and discuss options
within the reality of their own family situations.

Caring for your aging loved ones has proven to be an effective

means of reaching and supporting some of the many families in our
community who serve as primary caregivers for their elders. The job

of recruitment is just as important as the quality of the classes.
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It is both feasible and cost effective for our agencies to offer

Caring for Your Aging Loved Ones to the community. Our participants

tell us that we are reaching those who most need this information

and support.

The classes give them the tools they need to take more control

P S S

of their lives and more effectively meet the needs of the whole

family.
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~ Caring for Your Aging Loved Ones 1411

' This ciase will address the changing needs of the older person ss wellas the
needs of the caregiver, and give suggestions and eptions for dealing with the

- physical and emotional conflicte that often occur in the changing

relationships between parents and children. Topics to be discuseed include:

—interpersonal relationshipe, dealing with the changing

responsibilities, expectations, and views
~legal and financial issues
—existing institutional supporte and community services

2 —~perspectives on aging, discuseed by aging people
A ~health and nutrition, with special enphasie on effects of drugs

Besides being helpful to people working with their aging parents, it would
also te beneficial to those involved with any aging loved one, such as a
spouse, close friend, or other close relative. There will be experts in the
different fields addressing theinsues, and time allowed for discussions, and

questions.

Facilitated by Alberta W. Blue A.C.S.W. of Salt Lake County Mental Health
in cooperation with Salt Lake County Aging Service.
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Time and Day: Tuesday evenings at 7:00 beginning Jan. 17th
Fee: $10.00—6 sessions.
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thoughts are simply mol Lrue.” siates
is a0t a disease. We collect our own
ysical 83 & result of genetic make-
up and lifestyle, but not as a matter of aging.”
The mental iliness of the aged is not
senility, but cepression. This can e cured, but
olten and thus untreated. Alco-
holism, too, is treatable if it's something that just
started as the person grew older.
Recently researchers huve discovered that i
interaction of drugs accounts for a lot of the aged's
problems.

are all interacting in the body.
“Our bodies don't absorb medications the same

Joag-lerm memery remalas the same.
In additien, there are social and role
shifts as spouses vetire or decems

“They need (o and sheuld rely en ench other, but in
2 hneuu;l; ¢ 5. %ﬂd 7
AMM\“.&MJ;;
cal needs (0 mest the neads of her porents. If
this is allowed ssveral become victims
of one person’s *
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SALT LAKE COUNTY AGING SERVICES
135 East 2100 South
Salt Lake City, Utah 84115 Phone 488-5454

FAMILIES AND AGING COUNGIL FOR THE AGING
SHAUNA O'NEIL
Resources for Families DIRECTOR

ACTION WITH THE ELDERLY: A HAMDBOOK FOR RELATIVES AND FRIENDS by Kenneth Keddie,
a Scottish author, thou scussion of programs 1S not applicable to the
United States, families should find most of the information helpful. Offers
suggestions to help the older person to be independent and to ease the work of
the caregiver. (Pergason Press Maxwell House, Fatrview Park, Elmsfo:, New York,
10523, 1978; $23.00, Paperbound $9.75.)

AGING IS A FAMILY AFFAIR by Victoria Bumagin and Kathryn F. Hirn. Excellent hand-
book for both the niddle-age and older generations. Covers all aspects of aging

and intergeneration communication. (Thomas Y. Crowell, 666 Fifth Avenue, New
York, 10019; 1979; $11.40.)

AGING PARENTS AND 01 OF THEIR CHILDREN by Bert Kruger Smith, Jacqueline
Lelong, and Bettima %;gm A 26-page bulletin presenting general information
about family adjustments in later life, nursing home placement of an elder, and
the design and content of a discussion series for families. (Hogg Foundation for

Mental Health, University of Texas, Austin, Texas 78712; 1981; SingTe copies
avai’ free.) .

CARinG FOR YOUR AGED PARENTS by Earl and Sharon Grollman. Using a prose format,
provides concise information and insights on aging related problems faced by
families. Does not provide in-depth information. Offers few solutions to problems.

(Beacon Press, Harper and Row, Keystone Industrial Park, Scranton, PA 18512;
1978; Paperback $4.95.)

CUTTING LOOSE by Howard M. Halpern. A guide for adults of all ages who experience

ficulty in their interactions with parents. Provides understanding and suggestions
for dealing with parents who give double messages; play a "martyr” role; rule
through fear and belittlement; are urloving; criticize continuously; are seductive;
or sow conflict in relationships. Emphasizes the importance of distinguishing old
“song and dance” from the realistic need of aging parents to be dependent on adult
sons and da.ghters. (Bantam Books, New York, 1981; $2.75.)

FOR GRANDPARENTS : WONDERS AND WORRIES by Myron and Mary Maddon. Discusses the
grandparent/grandch relationship, how grandparents can support their children in
the parenting role, and intergenerational 1iving. Has a religious orientation.
(The Westminister Press, 925 Chestnut St., Philadelphia, PA 19107; 1980; $5.95.)

MELP FOR FAMILIES OF THE AGING by Ca ocfV 112 and Jane Heald. Includes a work-
eleven structy essons) and N minute cassette tapes. Designed

for independent use by small grouggees regivers to help them deal with

emotional responses to changes i1 fela 1P% with aging relatives; idéntify

solvable problems; generate alf
appropriate for their situation. ofF
PQOQ‘BOX 2‘5’ s“‘thm. PA ]

BFdetermine which action is most
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HOME CARE OF THE ELDERLY by Julfe Trocchio. Gives basfcs of home nursing care,

managing health conditions of older aduits. (CBI Publishing Company, 51 Sleeper
Street, Boston, MA 02210; 1981; $8.95.) . .

I LOVE YOU BUT YOU DRIVE KE CRAZY: A GUIDE FOR CARING RELATIVES by Ann Calder and
Jill Watt. A basic manual for caregivers, - Suggestions given for coping with
problems, choosing doctors, involving others {n caregiving, and selecting care
facilities. Emphasizes the importance of caregivers m¢eting their own needs.
Includes questionnaires and work. sheets . for ‘self-evaluation and decis ion-making. -

(Fforbez Publications, 2133 Quebec-St,, Vancouver, Canada V57; 1981; $6.95.)

MANAGING THE PERSON WITH INTELLE 0SS AT by Fletcher McDowell. A pract-
ical manual. Gives suggestions MMgIng: people who have lost their intel-
lectual abilities and techniques for Fesolving prodlems. (Burke Rehabilftation
Institute, 785 Mamoroneck Avenve, White Plafns, N¥ 10605; 1980; $3.00.)

TAKING CARE OF OLDER PEOPLE AT HOME by Jihn Agate. A guide for caregivers.
Discusses management of problems suth as ¢isability, communication, mental
i1lness, incontinence, and death. (George Allen and Unwin, 198 Ash St., Reading,
MA 01867; 1979; $13.50; Paperback $4:50.)

THE BEST FRIEND YOU'LL EVER HAVE by Barmard Stoan, The author shares his experience
of his aged mother 1H{ving with Eis family ‘and explores generational problems.
(Crown Publishers, 1 Park Avenye, New York, NY 10016; 1980; $9.95.)

THE OTHER GENERATION : THE Ml D AND THEIR AGING PMES by Stenhen 7.
Cohen and Bruce chﬁaq; ns, scusses older parent/adult c relatfonships,
age-related changes, ways adult children can affectively assist older parents,
and issues of independence 'dependance and #Fastitutionalization. (Folletta

Publishing Company, 1010 hest Washington BTvd., Chicago, I111nots 60607; 1979;
$11.40; Paperback ,2.95.) :

THE_36-HOUR DAY by Mancy Mace and Peter Rabins. A comprehensive guide for families

caring for a person with Alzheimer's Disezse or other dementing 111ness. Practical
advice given for all aspects of home menagement and guidance given for choosing a
tong-term care facility. (Johas Hopking Uriversity Press, 3400 N. Charles, Balti-
more, Maryland 21218; 1982; $14.95; Paperback, $6.95.)

UNDERSTANDING AGING PARENTS by Andrew and Judith Lester. Examines the adult-child/
aging parent relationship and offers practical advice for dealing with one's own
feelings and those of one's parents. Primarily focuses on physical and mental
changes, death, loss, and grief, and decisions about living arrangements in later
life. Has a religfous orientation. (The Westminister Press, 925 Chestnut Street,
Philadelphia, PA 19107; 1980; $5.95.)

WHAT D0 I D0? by Katherine L. West. A practical guide designed to help families
understand the needs of nursing home residents. Suggestions given for caring for,
comforting, and communicating with institutionalized, older family members.

(Amata Graphics, P.0. Box 12313, Portland, OR 97212, 1981; $5.00.)
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WHAT HAPPENED TO MY MOTHER? by Henry Edwards. A personal account of one family's
experience in dealing with mental {1lness in their 62-year old wife and mother.
(Harper and Row, 10 East 53rd Street, New York, NY 10022; 1981; $10.50.)

WHEN YOUR PARENTS GROW OLD by Jane Otten and Florence Shelley. Provides resources ’
and information for copfng with the problems of aging parents. Topics include
finding help in the community, money matters, iseases .of older people; behavior
changes, and selecting a nursing home. (Funk and Wagnalls Company, c/o Harper
and Row, 10 East 53rd Street., Mew York, NY 10022; 1976; Papérback $2.25.)

p- YOU AND YOUR AGING PARENT by Barbara Silverstone and Helen Hyman. One of the

most complete books on the subject of helping the adult children faced wich

3 problems of aging parents. Provides detailed information about community and
"~ linstitutional sources of help. (Pantheon Books, Random House Publishers, 400

-, Hahn Road, Westminster, Maryland 21157; 1981; Paperback 38.95,.~) J
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Bumagin, Victoria E. and Kathryn P. Him. Aging is a Family Affair.
N.Y.: Lippincott and Crowell Book, 1979. :

Cicirelli, Victor G. Helping i 1ly Parents: The Role of Aduit Children.
Boston: Auburn House Publ Company, 1981. . -

Gilles, John. A Guide to Caring for and Unping with Aging Parents.

A Nashville, Tenn.: Thomas Nelson Publishers, 1961.
”# Goodman, Jane G. Aging Parents: Whose Responsibility? Family Service

Association of America, 44 East 23rd Street, N.Y., N.Y., 1980.

Schwartz, Arthur N. Survival Handbook for Children of Ming Parents.
Chicago, Follet, 1977.
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Older. Child and Family Services of Michigan, 9880 East Grand River,
3 P.O. Box 548, Brighton, Michigan, 48116, 1981.
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FEELINGS OF BURDEN AMONG ADULT CHILDREN CARING FOR
AGED PARENTS: RESULTS OF A PILOT STUDY

Clifton E. Barber, Ph.D.
Associate Professor
Interdisciplinary Studies Program in Gerontology

Department of Human Development and Family Studies
Colorado State University

Abgtract

Reported in this paper are the findings of a pilot study of 171
adult children who are currently .providing support for aged
parents. Key variables measured in the study included percept-
ions of burden (using the Caregiver Burden Scale) and fauily
coping strategies (using the Family Crisis Oriented Personal
Evaluation Scales - F-COPES). Caregiver characteristics and
coping strategies were examined in terms of their relation to
burden scores. Correlated with burden scores were the following
variables: Sex of caregiver, number of dependent children in
caregiver’s home, perceived impact of caregiving on caregiver's
health, and three out of eight coping strategies.

Introduction

Contrary to social myths that paint a portrait of family
neglect of the elderly, research has repeatedly documented the
fact that families, especially spouses and adult children,
function as a primary source of care and support for aged members
(Shanas, 1978a, 1979b; Shanas, 1980). However, accompanying
these optimistic reports regarding the role of the family in
caregiving are additional studies focusing on the experience of
rendering support to eldery family members, almost all of which
emphasize the stresses and burdens of care (Cantor, 1075, 1380;
Montgomery, Gonyea & Hooyman, 1985; Pratt, Schmall, Wright &
Cleland, 1985).

Caring for an aged parent, and particularly a parent beset

bty poor health, is extremely taxing. The caregiver (usually a

daughter) often faces some degr:e of social isolation; lack of
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time for self, family and friends; career interuptions; financial
drain; and the unrelenting sense of responsibility for the
well-being of the parent. These and other problems contribute
to a subjective sense of burden experienced by many caregivers
(Zarit, Reever & Bach-Peterson, 1880).

While previous studies of caregiving have documented a
relationship hetween caring for an older parent and burden,
only a few have focused on the specific correlates of burden
(Montgomery, Gonyea & Hooyman, 1985; Zarit, Reever &
Bach-Peterson, 1980). Specific resources, coping strategies,
caregiver characteristics, and other factors that might mediate
the sense of burden have not been fully explored. The purpose
of this paper is to help clarify the relationship between
feelings of subjective burden and (a) characteristics of the
caregiver, and (b) caregivers’ coping strategies.

Methods
Data Collection and Respondent Characteristics

The findings reported here are derived from data collected
for a descriptive study in which questionnaires were mailed to
290 adult children providing some level of care and support for
an aged parent. Names and addresses of potential respondents
were identified primarily by asking students enrolled at Colorado
State University if they knew of anyone currently providing care
for an elderly parent. Additional names and addresses of
caregivers were obtained from an adult day care program, the

membership of several churches, and from the rosters of partici-
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3
pants enrolled in workshcps on issues related to personal aging
and family care cf the elderly.

% Of the 180 questionnaires that were returned, 171 were
deemed complete enough to be included in the present analysis.
The demographic characteristics of the reapondents included in

this analysis are presented in Table 1.

Table 1.
Demographic Characteristics of Caregiver

Characteristic n %
Sex
Male 50 29.2
Female 121 70.8
Marital Status
Married (living with spouse) 149 87.1
Married (living apart from spouse) 3 1.8
Widowed 4 2.3
Divorced or legally separated 12 7.0
Never married 3 1.8
Employment Status
Employed full-time 83 48.5
Employed part-time 31 18.1
Unemployed (but not retired) 6 3.5
Full-time homemaker 29 17.0
Retired 15 8.8
Other 6 3.5
No response 1 .6

Note: Age (median) = 51.58; Years of education (median) = 15.5

The mailed questionnaire solicited information on a number

of variables, including characteristics of both the parent and

the caregiver, the caregiving situation itself, the extent to

91

ks
;

%

AL
g

R ¥ T

gt 4 .
RN AT AN S U S




4

which the caregiver had planned for the time when care would be
needed, the perceived impact of caregiving on the caregiver’s
marriage and family life, and the use of resources (including
siblings and other family members) in the fulfillment of caregi:-
ing responsibilities. Of central impecrtance to this analyvais
were sections that measured the caregiver’s coping strategies
and perceived sense of burden. Scales measuring <these latter

4

variables are described below.
Operationalization of copoing s*rasicgies. Caregiver coping
strategies were operationalized using the Family Crieis-Oriented
Personal Evaluation Scales (F-COPES). F-COPES consists of 30
items that represent eight iamily or individual coping strategies
in response to problems or difficulties (McCubbin, Larsen &
Olson, 1981). F-COPES identifies the frequency (on a five-point
scale: 1 = never; 5 = very often) that a respondent uses each
of three internal and five external coping strategies. The three
internal strategies are: reframing (the ability to redefine
stressful experiences in a way that makes them more understand-
able and manageable), confidence in problem-solving, and passivi-
ty (avoidance responses to problems). The five external coping
strategies focus on the degree to which families (or caregivers,
in the current study) use different social support sources:
Spiritual support, extended families, friends, neighbors, and
community services. The F-COPES has a reported alpha reliability
of .86 and test/retest reliability of .81 (Olson, McCubbin,

Barnes, Larsen, Muxen & Wilson, 1983).
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ation . Caregivers’
feelings of burden were measured using an adapted version f The
Caregiver Burden Scale (Zarit, Gatz & Zarit, 1081). The Care-
giver Burden Scale consists of 22 items on feelings about
caregiving and has a reported alpha reliability coefficient of
.79 (Zarit, 1882). Examples of items include: "Do you feel you
feel uncertain about what to do about you relative?" "Do you feel
your social life has suffered because you are ocaring for your
relative?” "Do you feel you could be doing more for your resat-
ive?" and "Overall, how burdened do you feel in caring for your
relative?” In the present study, both the instructions prefacing
the scale as well as the scale items were re-worded so that term
“relative" was replaced with "parent”. Each item is rated on a
5-point scale, from =zero (never) to four (nearly always). The
caregiver burden score is the sum of all the responses across the
22 items, the range of which is from 0 to 88.
Eindings
Caregiver Characteristics as Correlates of Burden
The mean caregiver burden score was 26.86 (SD = 14.14).
There were no s.ignificant differences in burden scores by
caregiver's age, ircome, education, marital status, sibling
position ("only" child versus caregivers from multiple sibling
families), the parent’s place of residence (living in own home,

with the caregiver, or in an institution), or caregiver'’'s .current

self-rated health.

Caregiver characteristics that wyere related to feelings
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of burden included caregiver’'s sex, number of dependent children
and, curiously, caregiver's assessment of how caregiving had
affected his/her health (in contrast to rating of current health
status).

Caregiver’'s burden scores differed significantly according to
sex of caregiver (t = 2.74, df = 85), with women indicating
higher feelings of burden than men. The number of dependent
children in the caregiver’s home was also significantly related
to burden scores (r = -.15), with those caregivers who still had
dependent children at home feeling greater burden than those who
either did not have children or who had already entered the
"empty nest”.

Several studies on caring for the elderly have indicated
that caregiver’s current health is an important correlate of
feelings of burden (e.g. Pratt, et al., 1985). In the present
analysis, caregiver’'s self-rating of current health status was
not significantly correlated with subjective burden (r = .13).
However, caregivers’' response to the quastion, "If your haslth
has declined since you started providing care and support to your
parent, to what extent has caregiving affected this change?", was
correlated was burden (r = -.43). Adult children indicating that
caregiving had negatively affected their health had significantly
higher burden scores than those reporting that their health had

been affected (negatively) very 1little or not at all by the

responsibilities of caregiving.
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Coping Strategies as Correlates of Burden 7

Of particular intercat in this study wasz the relationship
between coping strategies (measured by F-COPES) and burden.
Consequently, zero-crder correlations were computed between

caregivers’ scores on the eight coping strategies measured in

F-COPES and subjective burden. These correlations are presented
in Table 2. One internal strategy (confidence in solving
problems) and two external strategies (support from neighbors and
spiritual support) were found to b2 negatively correlated with
burden.

Table 2.

7ero-Order Correlations of 3Subjective Burden with Internal or
External Coping Strategies |,

Coping Strategy r f
Internal N
Confidence in problem solving - . 32%x% ;
Reframing -.09 3
Passivity .02 ;
External 4
Use of extended family -.06
Use of friends .005
Use of community resou-ces .02
Use of neighbors -.15%
Use of spiritual supports -.21%x

* p < .05 ** p < .01

Since caregiver's sex was found to be significantly related
to burden, the data on cop’ng strategies were fur-hor analyzed
for sex differnces, particularly to see if male versus female
caregivers differed on those coping strategies that were most

highly correlated with burden. Results of this analysis indicat-

ed while there were significant sex differenc..s on several
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coping strateg‘!~s (use of extended family, friends and community
recources), there were no sex differences on those coping
strategies that had the highest correlation with burden.

Addressed, too, was the question of whether those coping
strateg. s that had the highest correlation with burden were
also those strategies that were most frequently used by care-
givers. For this analysis, the scores for each F-COPES coping
strategy were calculated based on the sum of the ratings for
individual items representing that strateg . To facilitate
comparison of the relative use of each coping strategy, the
summed raw scores were divided by the number of items used to
assess that strategy. Using this procedure, it was possible to
rank order the coping strategies .n terms of how frequently they
were used by caregivers. These data are presented in Table 3.

Table 3.
Caregiver’s Ratings of F-COPES Coping Strategies

Coping Strategy Mean sD # Comparison
Items Mean

Internal Strategies

Conf. in prob. solving 15.72 2.87 4 3.93
Reframing 15.89 2.39 4 3.92
Passivity 7.62 2.96 4 1.91
External Ltrategies
Spiritual support 14.60 4. 43 4 3.65
Friends 14.32 3.04 4 3.58
Community resources 10.63 2.8 3 3.54
Extended family 13.48 3.47 4 3.37
Neighbors 8.03 3 i1 3 2.68

Note: Rating scale: I = Strongly disagree that this coping
strategy is used, to 5 = Stronly ag~se that this coping strategy
is used.
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Of the three coping strategies that were related to burden,
only confidence in problem solving and use of spiritual spports
were frequently used by caregivers. The third strategy which
was related to burden, use of neighbors, was one of tka two least
frequently used strategies (passivity being the least used).
Among the internal coping strategies, confidence in problem
solving was the highest rated (comparison mean = 3.83), followed
by reframing (3.92) and passivity (1.91). For external coping
strategies, use of spi-itual support was rated hrighest (compar-
ison mean = 3.65), followed by use of friends (3.58}, community

resources (3.54), extended family (3.37), and lastly, use of
neighbors (2.68).

Discussion

Burden

The level of burden reporied in the present analysis is
lower than that reported in other studies of caregiving (Pratt,
et al., 1985; Zarit, 1982), but this is understancable given the
fact that other studies have focused in particular on caregivirg
situations where the person receiving care is significantly
impaired in terms of functional ability (e.g. Alzheimer’'s). The
older parents receiving care and support in the present study
appear to have been healthier and to have higher functional
capacities on the average than those in other caregiving studies.

The finding that female caregivers (daughters) reported

higher levels of burden than did males, however, confirms a
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10
repeated observation in caregiving research. This finding,
coupled with the fact that the number of dependent children
under the age of 18 r;sidinz in the caregiver’s home, identifies
what might be an "at risk” population with regard to caregiving:
middle-aged women who have not yet experienced the launching of
children and who are "squeezed” between the responsibilities of
caring for children and parents/in-laws.

It is important to note that while the data in this prelimi-
nary study suggest that certain individuals are at greater risk
of subjective burden than others, the restricted characteristics
of the respondents necessitates caution in making generalizations
about the characteristics of caregivers who are at high risk.
The caregivers in the current study were for the most part
middle- and uprer-middle class, caucasian adult children assist-
ing elderly who, for the most part, were not significantly
impaired in terms of either mental or physical functioning. A
more representative sample of caregivers and non-caregivers must
be studied to more accurately identify high-risk groups.

Coping Strategies )

One of the most surprising findings in the study was
that burden was not related to coping stragegies involving the
use of extended family and friends as a sources of support in
caregiving. Other researchers have reported that immediate
families are generally the primary source of support for long-
term, chronic disability. Gottlieb (1983), for example, maint-

ains that the family is of paramount importance in the emotional
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11
life of a caregiver, rendering criticial psychosocial resources,
particularly in the face of inalterable stress. Typically, the
caregiving responsibilities fall on the shoulders of spouses
(wives) and one or more adult daughters. In this process, the
caragiver may often receive needed affective support from
extended family. And according to the "principle of substitu-
tion” (Johnson, 1883), friends £ill in when members of the
extended family are unable or unwilling to assist in caregiving.
In the present study, not only were coping strategies involving
the use of extendod family and friends not correlated wit»
feelings of burden (and hence not considesred significant media-
tors of burden), the frequency with which respondents reported
using strategies involving these sources of support was also
relatively low when compared to other coping strategies. The use
of friends as a source of support in caregiving was used about
as nuch as were community resources, but even here this was more
true for female than male caregivers.

Even in the face of these findings, the . that use of
family as a source of support was not significantly related to
burden needs to be interpreted cautiously. It may be the result
of the particular nature of +he caregivers included in the
study. It might be, too, that while extended family assistance
was not related to feelings of subjective burden, family support
might be an important mediator of more objective measures of
burden (Montgomesry, et ul., 188k).

Finally, some comments need to be made about the use of
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spiritual support as a coping strategy. Not only was spiritual
support the most frequently used external coping strategy, it

was also likely to be used by respondents almost as frequently
as the internal strategies of confidence in problem solving and
reframing. In fact, the strategy of spiritual support might in
man; ways be related to the strategy of reframing. For example,
spiritual support may serve as the basis for ocontrolling the
meaning of difficulties faced during the experience of caregiv-
ing. Spiritual support may provide the caregiver with a perspec-
tive that allows him/her t> discern some of the positive attri-
butes of the situation, cor in making positive comparisons to

others who might be facing even more difficult situations.
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THE ALZHEIMER SPOUSEs CARING AND COPING
By
Marjorie P, Westergard

The thoughts and observations in my paper are the result of my own experlences
as an '~ vheimer's spouse for the past eight years, and experiences of members of

our support group.

Algheimer's Disease is a terminal brain dissase which affects memory and
personality. It usually attacks adults over the age of forty, and is the fourth
major cause of death in people over the age of 65. At the present tlme there 1is

no treatment or cure.

Six years ago, when my husband was diagnosed, most of the general public was
unfamiliar with the word "Alzheimer"; however, in a recent survey, when partici-
pants were asked to name the dlsease they feared most, Alzheimer's placed second,

only behind cancer.

Most AD patients live at home until late in the illness, placing the stressful
and demanding burder of care upon family members. Many families complain that
physiclians often do not adequately inform them about the disease, its stages, or
offer any means of support. This results in frustratlion and feelings that no one
cares or understands. Often family members who do not spend as much time with the
victim may be urnsympathetic and unconvinced that there really is a problem.

RN
ey

The caregiver of an AD victim must have a thorough understanding of the disease
and must realize that the patient is not responsible for his words or actionms.
Because AD victims often seem uncooperative, or even mean, they are highly
susceptible to physical and mental "abuse" in nursing homes and in their own hones.,
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The following suggestions can be helpful to caregivers. B. patient and calm, )
allowing plenty of time to communicate with him, Speak slowly and simply, presenting j
only one idea at a time, Keep activitles simple. (A confused person becomes easily
frustrated when faced with multiple-step tasks.) Don't ask questions that tax his .E
memory. Give him answers, instead. Do .ot assume that he can understand and act !
on messages, either written or verbal., These expectations are unrealistic. Use
the same safety precautions used for children. Avoid situations which bring §
about frustration and anger. Do not accuse the patient of lying, and don't be |
upset if he makes unkind remarks about you, or is not tactful in public, Above all,
love him, show affection, give him the respect he deserves. ,

The loss of the abilitles to +hink, remember events, and make rational
o *dgments create perplexing behavior patterns which are very difficult for care-
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glvers to deal with,

Friends often decrease their social visits as the patient’s behaviora.l
problems worsen. Many spouses stop taking pationts out in public because of
possible embarrasc.ng acts. Since AD often causes 1mpm'om‘hte behavior, it
1s helpful to erplain the cn’s‘em and ths behavior to friends and neighbare.

Ths AD patient forgets what has besn done o' Ba.id f:von one minute to. the
next, and & common source of fmt.za.tion tor the ,gazay.ver is the repetitive
questions and demands made ovar &nﬁ overs Sonetilu [ dietnction, giving hi.m
a simpie task, will take his mind off the mﬁter fotﬂthﬂa

When the AD victim appears stubborn and mcoopémﬁvo. ﬂon't take his comnts
personally or try to reason or contradict him ‘l‘zy to aecapb Mfaot thq,t he
is not responsible. ] IR & AR

f J &

The AD patient may put things down. or even hida thon, an&fmxet where It

1s a good 1dea to inspect waste basksts, drawers, shoes, unchr cqﬁhﬁ.om uud fuw:dto -

hiding places. Keep spare sets of keys, glassas. luo.rlm ’&1‘ h‘bbaxios. ‘stc.

Wandering, so common td:th AD victine, is a mblm nlﬂ.oh ::aguh'es either
constant supervislon or a secure snvironment. An ID bmcaletr, anmvod with
"memory impaired", name, add:mss. and phone 13 essential. forthe nand.o:mr

A patient may retain his driving skills, but his 1085 od’ Judglent makes him
a hagard on the highways. Taking away his keys presents a u:)ot challenge for the
caregiver. It is at this point that a "whits 1lie" is often better then trying to
explain why it is no longer safe for him to drive. Some families have dlsconnected
the battery or starter wire and told the impaired person that the car coulda’t be
fixed, Caregivers have to learn to be creative in problem-solving attempts,
and what works one dayAwi.ll.not S.lways work the next,

It is common for an AD vietin to refuse to bathe or shower. Avold discussing
whether or not the bath is needed or reminding him it has been thwee days since
he last bathed. Instea.d. ,lqok*ffeq whys. té sinplify the number of decisions
involved in the prmcess of bathing ang. d:r.!essing Follow the same routine every
day. Don't argue when the patient says no, just calmly continues helping him,
step by step. A tempqrarf Z:haxige jif subject will often cause the person to forget
his objection, - “")

Because an AD victim 1s no longer able to evaluate the conasquences of his
actions, accidents can easily happen. Since he is unable to leari, special care
must be taken to guard against accldeats. The same safety precavtions for children
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apply to the Algheimer victim,

If friends and family assist, the patlent can often remain at home until the
later stages of the disease, "Baby—sitt;rs" must understand the nature of the
disease and not be insulted by offensive behavior. Help them feel comfortable
around your loved one.

Alzheimer Famlly Centers are beginning to emerge across the country, offering
day-care to the afflicted person at very reasonable rates, These are usually run
by individuals or civic groups. The Dept, of Aging in Utah has started a Senlor
Companion Program that can provide some respite care for AD spouses. More and
more nursing homes are offering day-care, but they are still quite expensive.
Day-care centers are the last stop before nursing homes.

When is nursing home placement necessary? When ths caregiver can no longer
prhysically or mentally handle the situation. Since most AD victims are senior
citlzens, the burden 1s often too great for the caregiver, who may also be aged.
Statistics show that spouses are dying before the victims.

o il o *y

Unfortunately, there is stlll a stigma against those who find it necessary
to place a ioved one in a nursing home. When we had to place my husband in a care
center two and a half years ago, several well-meaning friends criticized my
decislon, This did not help the guilt I already felt. Harold's doctor suggested
that the next time a comment was made, I should look back and see how many times
that individual had offered assistance during my time of need. AD patlents a:
often troublesome and uncooperative in nursing home situations and, therefore,
are not always popular amcng the pati-nts or the staff. It is imperative that the
staff understands dementing illness and how to care for people suffering from it.
Regular in-service training should be maintalned. My dear husband was abused in a
care center by an orderly who definitely did not understand AD. The orderly had
attempted to use a behavioral contract on Harold, and, in my presence, shook and
scolded him for not keeping his part of the agreement, which was to cooperate
when it was time to change his clothes. When I reminded him that my
husband suffered from AD and could not remember a promise, he looked at me and
replied, "He remembers you, doesn't he?" I didn't sleep for two nights, wondering
how that orderly treated my husband when I wasn't there. The administrator called
me a few days later and apologized, stating that the orderly had been dismissed.
But I was relieved when we found a care center where I felt the entire staff, .
including the cleaning people, loved and cared for my husband. A nursing home a
should also provide a safe place for AU patients to do their wandering, so that :
J\hvsical restraints can be kept at a minimum. If you visit e care center during
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the day, unannounced, you can usually "feel" the a;tmosphere as yYou observe the
. velationship between staff members and mtients." AD pati. ats don't require as
_much skilled care as they do patient and loving conearn from a nurse ox: an aide.

" There 13 much diversity in the m zw.uu cope with AD, Some familles

‘. suffer 1mparable damage as anger, suilt. Teseniment and refusal to accept the
.~ 1llness tear the fumily apart. ‘Other fmnes ﬁnd the 111na35 hﬂngp then closer

together in their efforts.to aseist ﬂap 111 lp\ml one and #lve ach nthar Quppmt

It is important to realize that it 18’ mrsmbh to feel fmtﬁtgd, sal;
angry with what is happening, but those who ‘ars- ¥417ing to. aaﬁe:pt zhe fact that - -

things will never again be the "way they rm:o" can procea& ta b\ﬂ.ld & quality
“new life.,"” o ... T

One of the'most. shal1erking 5.+ Toles for é ’époue 1 thet of total carsgiver.
A spouse must take on respomimnties?f%m were formerly carricd on by the victil
In most cases, the spouse i:a.éks thé g:epastion £or assuming. ihe zole of his ute. o
When AD strikes younger adul'ﬁs. the spouse unwillingly becomes the treadwinner
and caregiver,

AD does not have to‘ﬁean 'ap*éxﬁ to enjoying 1ife. It does mean that you will
need to make a special effort to £ind things that give pleasure to the impaired
person, constantly adjusting to the stage that he is in, Although early in the
dlsease, we had to stop attending the symphony and opera, I was able to take Haxold
to movies for some time, as long as we axrrived in time to sit on the back row,
with Harold in the corner. He was able to sit and stand at will, unobserved by
the majority of theater patrons. We were also very selective in our seating at
restaurants, and usually could conceal Harold's problem, although explanations to
the walter were often necessary. I learned to be very c.eative in planning
recreational activities,

Because AD affects the braln, which is not visible, the patient often looks
physically healthy. This creates the problem of having others, including family,
realize that the person is 1ll and may need special attention and supervision.
Persons not knowing the sltuation may feel that the caregiver is "over-protecting”
or not treating the patient properly. The caregiver then feels frustrated and
angry when others do not recognige the seriousness of the problem or do not lend
the support so desperately needed by both patient and caregiver.

I remember a discussion with a leader i.. my church, I had mentioned how
exhausting it was to work six days a week, trying to salvage a business that my
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husband had almost rulned. (I took Harold to work with me, and tried to care for
him there.) My friend sald he knew exactly how I felt, because he, too, worked
long hours and then spent Sundays in meetings all day. He didn't understand my
problem at all. When he went home at night, he had a wife and dinner waiting for
him, When I went home at night, after working 10 to 12 hours as breadwinner, I

; had to assume the role of homemaker and was often too tired to get all my tasks

S done, which added to my frustration.

# Families and friends need to be educated. Family members who do not spend

time with a victim may be unsympathetic and unconvinced there really is somethlng
wrong. If you are getting criticism or not enough help from your family, don't

- allow your resentment to smolder. It may be up to you to take the initlative to

' change things in your Jamily. You may need to provide them with a first-hand learning
experience. A lady in our support group was visited by a son and his family,

from out of state, for a few hours last Thanksgiving. The son commented to other
family members that he didn't know why mother was so upset. Dad seemed perfectly 2
normsl to him, During the Christmas holidays this lady, with her afflicted husband, *‘*
spent two weeks with this son in Texas. The son now feels Dad should be placed in p
a nursing home immediately.

I recently talked with a young man whose mnother, a prominent civic and chuxrch
leader, is a victim of AD. I told him that our family had received many blessings
since this tragedy struck. He asked me to name one good thing resulting from 3
Harold's illness. I told him we had learned patience., All of our children have
developed a greater sensitivity to the needs of relatives, friends, and neighbors,
who face similar problems. After reflecting on my words for a moment, the young
man replied, "You're right. My father, a successful businessman, was always too
busy to get involved in family concerns. The family always catsred to his wishes
and schedules. Now he 1s developing tralts of kindness and patience, that were
never manifest before."

Dr. Peter Rabins, in the book "The 36-Hour Day" states: "Laughter might be
called a gift to help our sanity in the face of trouble."

A year after Harold was diagnosed, he returned to the U,of U.Medical Center
to repeat the tests. He was to spend four days there, as he had the year before.
But on the morning of the second day, I received a call urging me to come immediately.
Harold had become very violent and had "stolen" items from every nurse's statlon
on the floor. (The nurses could not understand how he managed to get his hands
on so many items without being detected. I didn't dare tell them tnat, among his
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many talents, Harcld had been an amateur ugioia.n and. was ve:.y good at “"slight of
hand,") As we emptied his suitcase of pens, pencils, ‘sote. m; m'
needles. syringes, bottles, even &' pack of oimttes.x Mﬁm&m ﬂ;e room,

' grabbed the sultcase and locked himpelf in he; uthm mchm ‘troke out.

Orderlies were knocking on the doér,bm Hmhi to 10% w ﬁ.n, Hu:o]d was
yelling to leave him alone, Pinally, & secum.y gnn:nd fa:éed *tha?aw: open, We
wers 1literally pushed out of the hpspits‘l, with Hazold: m.n alisﬁ.ng his fists and
yelling, and with the orderlies degging him not to- mwd‘w;ﬁ:gu that evening, -
as I tear:ully rela.ed this hunﬂ.lhting axpeﬂ.em té g Emdttwp she swtad to
laugh, saying, "Mother, your dnac::lpt&on of- tﬁ'& Mémt 15 W :w " ¥We
both started to laugh and cry at the sams tiu. a.nd :l'b uas a,t&thut mnt that I
learned to substitute laughter for toars whenever pasaible. 1 fait mch bettér. :

There is no reason to feel ashamed 1f youlaucha‘bouttheﬂshhhl&med —

person makes, He may share the la.ughter even if he is wlz;m:o whiat 1s f\mﬂ:f

One evening all of our famlly, 1n\.1uding spouen. loaded in our. van to m our
annual trip to the. Ba.rbeﬁhop eancort in Sa.lt Lake, . an the molant tho m m'tt
into the ignition, l-h.rgl&begs.n bogha.rding me ‘with' qﬁeetions. "Whexe a.m we goﬂ.nc?

What time does it start? What time is 1t now? Where 1s 4t aoi.ng %o 1:e ho’ld? ¥hat -

time will we get theﬂb? What tinme aill we get home?" Over and over. aga.in
Finally, I assigned_ eapﬁ’ peraon aguastibﬁ to answer, and I concentrated on
driving. Answers were com:lng from all direetiona, and everyone, including Harold,

was laughing .

During a particular dark period in my ordeal, I heard that a good friend had
commented on how "bad” I was beginning to look., 1 didn't want to look "bad", I

decidad I could still look "good" in spite of my worries and concerns, I determined

to always look my best and t> try to maintain a cheecful attitude, It wasn't
always easy, but I felt better for pursuing this goal.

Caregivers need to be nourished, too, and sometimes 1t may be necessary to
develop your own support systsm. Metropolitan opera star, Dorothy Kirsten, whose
husband, former director of the Brain Institute at U,C.L.A., is suffering from AD,
commented that she had seen friends, many of whom she thought were of the lifetime
variety, and "certainly were with us when I was playlng the prime dona," simply
drop out of sight., No calls, no notes, not even a brief "thinking of you" message.
So she has organigzed a national campaign to publicize AD and to ralse funds for
research, This has been hexr outlet. Caregivers need to find time to recreate,
have fun, laugh, even if for only a few minutes each day.
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When friends ask what they can do to help, be specific and commit them right
on the spot. I had suggested to smany of our friends that taking Harold for a ride
sometime would be very helpful. In four and a half years, only two of them re-
sponded. I should have named the hour and the day I needed thls service.

It is quite common for famlly membere to feel gullty for the way they treated
the patient in the past; for being embarrassed by the person's inappropriate be-
havior; for losing their temper; for not wanting this responsibllity; and for
considering a nursing home. I'll never forget the hurt look on Harold's face wuen
I slapped him because he refused to get in the shower after an accldent, and my
son wasn't home to help me. Fortunastely, he can't remember the incldent, but I do.
Careglvers need to discuss their feelings and frustrations with others with similar
problems. One caregiver remarked, "We have scme fights, but with AD patients, you
don't make up, you just erase it and start again.” Some of us have to "start over"
many times.

Financlal worries are a major concern for most careglvers. Costs of caring
for the patient at home or in a ccre center can be extensive., The victim may be
terminated from a job, or the spouse may be required to resign early in order to
care for the victim. Home~care expenses, adult day care, nursing services can
deplete a family's financlal resources. In our case, my poor husband had made so

many judgment errors before we realized he was sick that we lost all of our savings,

health and life insurances, and almost lost our business. It's not easy to ask
for help, financially, but it usually becomes necessary. All avenues of financial
assistance, including soclal security, veterans, and church should be explored.
When I was forced to sell Harold's very valuable stamp and coin collections and
other beloved treasures that he had planned to leave to our children, it would
have been very easy to endulge in a little self-pity. Instead, I looked at this
as an opportunity for Harold to still contribute to the support of his family., It

was much easler that way.

I have also learned to accept financial contributions from friends and family
graciously. Recently a beautiful Korean family presented me with a check for $100
to help the "bishop" who had assisted them upon their arrival in Utah., Reallzing
what a sacrifice it must have been for them, I accepted it with much gratitude.

It is essential that you caregivers have others to help - to give you "time-
out” from constant care; to give you encouragement and supportj to help with the
work, an to share the financial responsibility.
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At the present time Algheimer support groups are meeting regularly in several
Utah cities. Suppori groups have been the greatest source of strength for me, ws
experts from all fields cffer advice, and as we share our concerns and exchange
information with others facing the same probiems.

A few years ago Mark Payne, from BYU, conducted a survey on support gioups in
the state. One interesting conclusion from the report was that although those who
attended support meetings didn't actually Xnow any more about Al than those who
did not attend, the support group merders thought they did, so were better able
to cope with their situations,

During these past several years, I have read and studied many hooks on over-
coming personal tragedy; I heve listened to speakers who have emexged on top of
great sorrows and trlals; and I have tried to place myself in as many happy,
beautiful surroundings as possible., I have made myself remember the /;00d things in _
my life, and I have tried to ug'ift others,

There was a saying during World War II that "there's no such thing as an
atheist in a fox hole,” I think I could say, "There's no such thing as an
atheist Algheiner spouse,” During the past eight years I have learned to pray,
ani I have found a "best friend" who never leaves my side,
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In cur support groups many revort that they have received help and encouragement
from thelr local churches, while church support has been selly lacking for others,
In some areas church groups have organlzed special "teams" who regularly take
t'rns offering respity care to the carugiver., More churches are uxpressing interest
in learning how to assist thelr members who are affiictsi with this disease.
Our support grovps offer educational programs to church and civic groups to helr
them galn a better awareness and understanding of the needs of both the AD victim
and the caregiver,

.
3
4

My family and I have grown, and are continuing to grow, from the experiences
we have had with an Algheimer victim, I like to think that, in his way, Harold
is still guiding his family, by providiag us with experiences and opportunities,
and that, perlaps, 1f he had been given the choice, he would have eagerly made this
sacrifice to help us become better individuals,

Caregivers of AD victims are facing a trewendous challenge today. Aloue, they
canrot possibly handle the burden and stress plled upcn them, but with the help and
support of family, frienas, and suppor' gruvups, they can still meintain a meaningful
life, with a brighter future ahead.
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At the m‘ese\nt time Alzheimer support groups are meeting regularly in several
Utah cities. Support. groups have been the greatest source of strength for me, as
experts from all fielda offer advi.e, and as we share our concerns and exchange
information with others facing the same problems.

A few years ago Mark Payne, from BYU, conducted a survey on support groups in
the state. One interesting conclusion from the report was that although thoge who
attended support meetings didn’t actually know any more about AD than those who

did not attend, the support group members 959 they did.. 80 were bettexr able
to cope with their situa.tions.

During these past sew‘eml ye\a.ra, I have read and studled many books on over-
coming persona.l tragedy; I have listened to speakers who have emrged on top of
great Borrows a.nd tﬁa:s; a.ﬁ I hdvé trieg. to place myself in as rany happy,
beautiful surround.ings as possib‘le. ¢ I ha\fé nade myself rememb. .L: good things in
my life, and I l'm.ve tr:led to upld.ft others.

There was a saying- durmg Vqud War II that "there’s no such thing as an
athelst in a fox hole," I think I could ssv, "There’s no such tting as an
athelst Alzheimer spouse.” During the past eight years I have learmed to pray,
and I have found a "best friend" who never leaves my side,

In our support groups many report that they have recelved help and encouragement

from thelr local churches, while church support has been sadly lacking for othesrs.
In some areas church groups have organiged speclal “teams" who regularly take

turns offering respite care to the caregiver. More churches are exprussing interest
in loarning how to assist their members who awe afflicted with this disease,

Our support groups offer educational programs to hurch and civic groups to help
them gain a better ai areness and under..canding of the needs of both the AD victim
and the caregiv- .

My famlly and I have grown, and are continuing to grow, from the experiences
we have had with an Alghelmer victim. I 1like to think that, in his way, Harold
is ~t1ll guiding his famlly, by providing us with experiences and opportunities,
and that, perhaps, if he had been given the ~hoice, he would have eagerly made this
sacritice to help us become better individuals,

Caregivers of AD victims are facing a tremendcus challenge today. Alone, they
cannot possibly handle the ‘urden and stress plled upon them, but with the help and

support of family, friends, and support groups, they can still maintain a meaningful
life. With a briGhter futm aheavd'
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