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FOREWORD

This booklet has been produced by family self-help groups around
the world - fromboth developed and developing countries. Ithasbeen put
together by Alzheimer’s Disease International,anon-profit-making, non-
governmental organizationin working relations with WHO, to whomwe
are most grateful. Itbrings together the very germane and cogent views of
those wholive through the experiences of having afamily memberaffected
bydementia.

The origin of this bookletcan be traced back to 1991, whenDrJ.
G. Sampaio Faria, Regional Adviser for Mental Health, WHO Regional
Office for Europe, commissioned Professor G. Bucht, fromthe University
of Ume3, Sweden, toprepare a guiding and learning documentfor families
of people with Alzheimer’sdisease. Under Professor Bucht’s supervision,
DrC. Sillstromand DrR. Adolfsson produced afirstdraft, which waslater
revised and finalised by Alzheimer’s Disease International.

Most of those who contributed to it are relatives - children,
spouses and siblings- of people with Alzheimer’s disease, withalong and
lively experience of dealing with the disease. We hope thatin presenting
their views and experiences we are contributing to decreasing many
people’s sufferings and hardships.

As far as coverage of the content is concerned, although it was
‘primarily written by family members with direct experience, some out-
standing professionals have also contributed toit. The presentation of this
information was determined by families’ experience and is certainly
differentfromascientific journal publication. Nevertheless, itrepresentsan
invaluable contribution to the publichealth perspective.



The preparation of the final text benefitted from contributions
from many people, more particularly Mr. B. Moss, Chair, ADI; Dr N.
Graham, Chair, ADI Family Services Committee; Mrs. F. Jordan, Chair,
ADI Education Committee; members of those committees; Miss A. Shirar,
ADI Information Specialist; and Mrs R. Billington, ADI Secretary-
General, who very efficiently and diligently coordinated channels of
communication across several continents.

Animportantpoint, however, refers to the cultural background
behind this text. Despite every effort to include the experience and
viewpoints from people from developing countries, it predominantly
reflectsa specific socio-culturaleconomic environment. Whether and how
theideasexpressed here will work inregions or countries withquite distinct
beliefs, social structures, health care systems and socio-economic models
remains to be seen. Itis anticipated that the basic ideas will remain valid
eveniflocal adaptations are needed. ' '

Rather than being the final word on the subject, this publication s
intended to stimulate other organizations and groups to produce similar
manuals or tomake adaptations and translationsinto theirlocal languages.
Those wishing to do so are welcome to contact us at the address given
below. Also welcome are comments on this publication as well as
additional suggestions andreportson cxpefience.

Thispublicationisnow being made available to all WHO Member
States, NGOsandthe publicin general. Itisourhope it will be disseminated
and put at the disposal of those most concerned and in greatest need.

DrJ. M. Bertolote

Senior Medical Officer
Divisionof Mental Health

World Health Organization
CH-1211Geneva 27, Switzerland



INTRODUCTION

This bookletaims to help those faced with caring for a person with
Alzheimer’sdisease andrelated dementias. Itoffers informationtocaregiv-
ers to help themin their challenging task. For simplification, this booklet
uses Alzheimer’ s disease (AD ) torefer to all forms of dementia.

Caregivers who are well-informed can help make life better for
both themselves and the person with AD. This booklet willdiscuss:

«Basicinformation on Alzheimer’sdisease

« Living with and caring for aperson with AD

« Practical tips on dealing with the common challenges of AD
» The personal and emotional stress of caregiving

« Caring foryourself

« Help foryou—the caregiver

» ADI-A source of helpforyou

EXPLAINING DEMENTIA

Dementia occurs as aresult of adisease process. When a person
isdiagnosed by his/her physician, and is said to have adementing illness—
AD or arelated disorder—it is because that person shows clear signs of
impaired memory, thinking and behavior.

The first signs the family may see are problems in remembering
recentevents and difficulty performingroutine, familiar tasks. The person
may also experience confusion, personality change, behavior change,
impaired judgment, difficulty finding words, finishing thoughts, or following
directions. Alzheimer’s disease is the most common cause of dementia.



Alsocommon is Multi-Infarct Dementia (MID). See page 6 for
more information aboutMID.

EXPLAINING ALZHEIMER'S DISEASE

Alzheimer’sdisease (AD)attacks the parts of the brain thatcontrol
thought, memory andlanguage. The onsetof the disease is gradual and the
person’s decline is usually slow. Currently, the cause of the disease is
unknown, and there is no cure.

Alzheimer’s disease is named after Dr. Alois Alzheimer who in
1906 described changes in the brain tissue of a woman who had died of
whatwas thought to be an unusual mentalillness. These changes are now
recognized as the characteristic abnormal brain changes of Alzheimer’s
disease. '

AD affectsall groupsinsociety and is notlinked with social class,
gender, ethnic group or geographical location. And, although ADis more
common among elderly persons, younger persons canalso be affected.

WHAT ARE THE SYMPTOMS OF ALZHEIMER'S DISEASE?

AD affects each person in a different way. Its impact depends

‘largely on what the person was like before the disease, i.e., personality,

physical condition and life style. The symptoms of AD can be best

understood in the contextof three stages of its development - early, middle
and late. : '

As stated before, not all persons with AD will display all these
symptoms and they vary fromindividual toindividual. The stages serve as
a guide to the progress of the disease to help caregivers be aware of po-
tential problems and to allow for planning of future care needs. Noone



person willexperience the progress of the disease inexactly the same way
asanother.

Some of these items may appear in any of the stages, e.g. a
behavior listed in the late stage may occur in the middle stage. Also,
caregivers should be aware thatin all stages, short, lucid, periodscanoccur.

Early stage

The early stage is often overlooked and incorrectly labeled by
professionals, relatives and friends as “old age” or a normal part of the
process of aging. Because the onset of the disease is gradual, itis difficult
toidentify the exacttime itbegins. The person may:

«showdifficulties withlanguage

«experience significantmemory loss-especially short-term
bedisoriented in time

«become lostin familiarplaces

«display difficulty inmaking decisions

«lackinitiative and motivation

«show signs of depression and aggression

« show aloss of interestin hobbies and activities

Middle Stage

As the disease progresses, problems become more evident and
restricting. The person with AD hasdifficulty with day-to-day living, and:
+may become very forgetful-especially of recenteventsand
peoples names
«canno longermanage to live alone without problems
«is unable to cook, clean or shop
»may become extremely dependent



«needs assistance with personal hygiene, i.e., toilet, washing, and
dressing
» hasincreased difficulty with speech

~ eshows problems w1th wandermg and other behav1oral abnor-
malities
«becomes lostathome and in the commumty
»may experience hallucinations

Late Stage

This stage is one of total dependence and inactivity. Memory
disturbances are very serious and the physmal side of the dlsease becomes
more obvious.

The person may:

*havedifficultyeating

s notrecognizerelatives, friends, and familiar objects
«have difficulty understanding and interpreting events
» be unable to find the way around in the home
havedifficulty walking

«have bladder and bowelincontinence

«display inappropriate behaviorin public

* be confined to a wheel chair or bed

WHAT CAUSES ALZHEIMER’S DISEASE?

: Currently the causeof AD is unknown however, itisknown what
does not cause AD.

AD isnot:
« caused by hardening of the arteries
« caused by under use or over use of the brain



erelated tosexually transmitted diseases

«causedbyinfection

«caused by old-age, itis nota normal part of the aging process
« caused by exposure to alaminumor other metals

WHY ISDIAGNOSIS IMPORTANT?

Early diagnosisis helpfulin order that the caregiver can be better
equipped todeal with the disease and know what toexpect. A diagnosis
is the first step towards planning for the future.

There is no simple test to make a diagnosis. The diagnosis of
Alzheimer’sdiseaseismade by taking acareful history of the person’sproblem
fromacloserelative or friend, together withanexamination of the person’s
physical andmental status. Itisimportanttoexclude otherconditionsorillnesses
thatcause memory loss—suchas constipation, infections, thyroiddysfunction,
etc.

The diagnosis of Alzheimer’sdisease is only confirmed at post-
mortemby examination of the brain.

ISTHERE TREATMENT?

No. Atthe momentthere is no curative treatment for Alzheimer’s
disease. However, there is a greatdeal that can be done for the person with
Alzheimer's as well as things to ease the burden on you the caregiver.
Consultyourphysician, social worker or other health professional formore
information.

Researchintodrugs whichmay reduce the symptomsof Alzheimer’s
istaking place. Caregivers should be very cautious about claims made by
drug companies and seek advice from independent sources such as a
physician or pharmacist.



MULTI-INFARCT (VASCULAR) DEMENTIA(MID) .

Alzheimer'sdisease iS the mostcommoncause of dementia. Also
common is Multi-Infarct Dementia (MID) which occurs when the blood
supply to small areas of the brain fails and cells in those areas of the brain

die.
CAUSE

The multiple strokes (infarcts) may be caused byrhigh blood
pressure - causing blood vesselsin the brain to burst; or, by blood clots that
cause blockagesin the vessels which preventthe blood supply from getting
through. :

SYMPTOMS

The onset can be sudden or gradual. The first symptom to be
noticedis generally the loss of short termmemory. Then, more and more
abilities are lost as more little strokes occur. Typically, the disease
progressesinastep-wise fashionin whichmental functiondeterioratesand
then stabilizes - or even improves for a time - only to deteriorate again.
Episodes of acute confusion are quite common. Inthe early stages of the
disease, thereisusually a greater degree of awareness of disability than is
found in Alzheimer'sdisease, andrelative preservation of personality.

DIAGNOSIS -

Diagnosis is made by taking a careful history of the problemand
and anexamination of the person's physical and mental state.



TREATMENT

Thereis nocurative treatmentfor MID. However itis possible that
control of blood pressure through diet, exercise and/or drugs may be one
of the best preventive measures for MID.

OTHER CAUSES OF DEMENTIA

There are otherrarer causes of dementia. For information, contact
the Alzheimer’s society in your country, or Alzheimer’s Disease Interna-
tional (address on page 24).

LIVING WITHAND CARING FORAPERSONWITHAD

Caregivingcan be very difficultattimes. However, there are ways
to deal with the situation. Here are some tips that have worked for other
caregivers:

Establish routines butkeep things normal

A routine can decrease the decisions you will need to make and
bring order and structure into an otherwise confused daily life. A routine
may come torepresent security for the person with AD. Althougharoutine
canbe helpful,itisimportant tokeep thingsas normal as possible. Asmuch
asthe changing condition willallow, try to treat the personas youdid before
the disease.

Support the person’sindependence

It is necessary that the person remains independent as lbng as
possible. Ithelps to maintain self respectand decreases the burden on you.



Help the person maintain dignity

Remember that the person you care foris still an individual with
feelings. What you and others say and do can be dlStllI'blI‘l g Av01d
discussing the person’s condition in his or her presence.
Avoid confrontation

Any type of conflict causes unnecessary stress on you and the
person with AD. Avoid drawing attention to failure and maintain a calm
composure. Becoming upset can only make the situation worse. Remem-
beritis the disease not the person’s fault.

Keep tasks simple

Try tomake things simple for the personwith AD. Don’ toffer too
many choices.

Maintain a sense of humor

Laugh with (but notat) the person w1th AD Humorcan be a great
stressreliever. ' -

Make safety important

Loss of physical coordination and memory increase the chance of
injury, so you should make your home as safe as possible.

Encourage fitness and health

Inmany cases, this canhelp maintain the person’sexisting physical
and mental abilities for atime. The appropriate exercise depends on the



person’scondition. Consult your physicianforadvice.
Help make the best of a person’s existing abilities

Some planned activities can enhance a person’s sense of dignity
and self-worth by giving purpose and meaning tolife. A person who was
onceahomemaker, gardener, tradesperson or business executive may gain
satisfaction from using some types of abilities related to these jobs.
Remember, however, thatbecause ADis progressive, the person’slikes,
dislikes and abilities may change over time. This will require you, the
caregiver tobe observantand flexible in planning activities.

Maintain communication

Asthe disease progresses, communication between you and the

person can become more difficult. Itmay be helpful if you: _

— make sure the person’s senses are notimpaired suchaseye-
sightand hearing, (e.g. spectaclesmaynolonger be of the
right prescription, or ahearing aid may not be functioning
properly)

— speak clearly, slowly, face to face and ateye level

— showlove and warmth through hugs, if thisis comfortable for
the person

— pay attention to the person’s body language—people whose lan-
guageisimpaired,communicate through non-verbalmeans

— be aware of your own body language

— find out whatcombination of word reminders, or prompting
words, guidance and demonstrationis needed tocommu-
nicate effectively with the person |

— make sure you have the person’s attention before speaking



Use memory aids

In the early stages of AD, memory aids can help the person to
remember,and they can helppreventconfusion. The followingare successful
examples:

—Display large clearly labeled pictures of relatives so the person
can keep track of who is who
-Label doors of rooms with words and bright dlStlnCthC colors
: ~Memory alds w111 notbe souseful in the later sta ges of AD

PRACTICALTIPSON DEALING WITHTHE COMMON CHAL-
LENGES OF ALZHEIMER'’S DISEASE

The following suggestions are taken from the experiences of
caregivers. Y oumay find some difficult tocarry out. Remember, nobody
is perfect, you the care glver can only do your best.

Bathing and personal hygiene

The person with AD may forgettobathe orno ldnger recognize the
need, or may have forgotten whatto do. In this situation itis 1mp0rtant to
respect the person’s dignity when offering to hclp

Suggestions:

* Maintainthe perqon s former routine for washmg asmuchas
possible :

« Try to make bathin gapleasantandrelaxing occasion

- A shower may be easier than a bath but if the person has not
been used to a shower it may seem alarming

« Simplify the task as much as possible
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« If the personrefusesto bathe, try again alittle later, when the
mood may have changed

» Allow the person to do as much as possible unaided

- If the person appears embarrassed, keeping portions of the body
covered while bathing may be helpful

+Think aboutsafety; something firmtohold onto, such as grabrails,
anonslip mat,anextrachair,all help

«If bathing always leads toconflict, a stand-up wash mightbe
better

«Ifyouconstantly have problems helping with this, get someone
elsetodoit

Dressing

The person with AD will often forget how to dress and may not

recognize the need tochange clothes. Persons with AD sometimes appear
inpublic withinappropriateclothing.

Suggestions:

» Lay outclothes in the order they are to be put on

» Avoid clothes withcomplicated fastenings 7
*Encourage independence indressing as long as possible
» Userepetitionif necessary :

+ Use non skid rubber-soled shoes

Toiletingand incontinence

The person with AD may lose the ability torecognize whento go

to the toilet, where the toiletis or whatto do when in the toilet.

11



Suggestions:-

« Create a schedule for going to the toilet

« Label the toiletdoor using bright colors and large letters

« Leave the toiletdoor open so itis easy to find

 Make sure clothing can be easilyremoved

+ Limitdrinks withinreason before bed time

« Providing a chamber pot or commode by the bedside may be
helpful

+Getprofessional advice

Cooking

For the person with AD, the ability tocook may be lostin the later
stages. This poses severe problems if the person lives alone, with an
increased risk of injury. Poor physical coordination can lead to burns and
cuts. -

Suggestions:

» Assess how well the person cando theirown cookm g

« Enjoy cookingas ashared act1v1ty '

e Installsafetydevices :

*Remove sharp utensils

« Provide meals, or meal service, and try to see thatenough
nutritious food iseaten

Eating

Persons withdementia often forgetif they have eaten, orhow touse
utensils. In the later stages of AD the person may need to be fed. Some
physical problems will arise such as not being able to chew properly or
swallow.

12



Suggestions:

- +Youmay have toremind the person how toeat
-+ Use finger food—itcan be easier to manage and notas messy
» Cutupfood in small piecesto preventchoking. In the late stages
of thedisease, itmay be necessary tomash orliquidize all
food
» Remind the person toeatslowly
« Be aware that the person may not be able to sense hot or cold,
and may burn the mouth onhot foods or liquids
«When the person hasdifficulty swallowing,consultyourphysician
tolearna technique to stimulate swallowing
» Serve one portion of food at a time

Driving

It could be dan gerous for the person with AD to drive, since

judgmentisimpaired and reactions are slowed.

Suggestions:

«Discuss the subject with the person gently

» Suggestusing public transportation, as appropriate

« If you can not dissuade the person fromdriving, itmay be nec-
-essary toconsult with your doctor or the driverslicensing
authority

Alcohol and cigarettes

There isno problem with the person with AD drinking alcohol in

moderation, if medication problems are notinvolved. Cigarettes introduce
agreater danger because of the possibility of fire and the possible damage
tohealth. :

13



Suggestions:
» Supervise the person when smoking; or, discourage smoking al-

together—perhaps with aphysician’s prescription
» Check alcohol and medication with your doctor

Difficulty sleeping

The person with AD may berestless atnightand disturb the family—
thiscan be your mostexhausting problemas a caregiver.

Suggestions:

« Try todiscourage sleeping during the day
«Trydailylong walks, and add more physical activity duringthe day
« Try to make the person as comfortable as possible at bed time

Repetitive behavior

A person with AD may forget what they have said from one
momentto the next-leading torepetitive questioning and actions.

Suggestions

« Try todistractthe person with AD, offering somethingelse to see,
hear, ordo -

» Write down the answer tocommonly asked questions

+Give hugsandreassure with warmth, if appropriate for the person

Clinging

The person with AD may become extra dependeni on you and
follow youeverywhere. This canbe frustrating, difficultto handle,and rob

14



you of your privacy. The person may act this way as a result of feeling
insecure and fear that when you leave, you will notreturn.

Suggestions:

* Provide something to occupy his/her attention while you step
away
* Youmay want tocall on a sitter to give yourself some privacy

Losing things, and accusations of theft

The person with AD may often forget where objects were placed.
In some cases they will accuse you and others of taking missing objects.
These behaviors are caused by insecurity combined with a sense of loss of
control and of memory.

Suggestions:

«Discoverif the personhas afavorite hiding place

« Keepreplacements of importantitems, e.g., keys

» Check waste baskets before emptying them

*Respond to the person’s accusations gently—notdefensively
« Agree with the person that the itemislostand help find it

Delusions and hallucinations

Itis notuncommon for the person with AD toexperience delusions
and hallucinations. Adelusionisafalse belief. Forexample, the person may
hold the false belief of beingunder threat of harm fromthe caregiver. Tothe
person with AD the delusionis very real and causes fear, and mayresultin
distressing self-protective behaviors.

15



If the personisexperiencing an hallucination, he/she might see or
hearthings that are notthere, forinstance, figures at the foot of the bed, or
people talking in the room.

Suggestions:

* Donotargue with the personaboutthe validity of what was seen
orheard - ’

* When the personis frightened try to give comfort. Yourcalm
voice and gently holding ahand canbe comforting

» Distract the person by drawing attention to something real in the
room - ‘ -

» Check with your doctor about medications that are being used,
these may contribute to the problem.

Sexual relationships

Alzheimer’sdisease does notusually affect sexual relationships,
butthe person’s attitude may alter. Gentle cuddling and holding may be
mutually satisfying, and will let youknow if the personisable orinclined to
engage in further intimacy. It is wise to be patient. The person may not
respond in the same way as before, ormay seemtolose interest. For some
couples, sexual intimacy continues to be asatisfying part of theirrelation-
ship.

The opposite may occur, too. The person may make excessive
demands for sex, or behave inamannerthatmakes youfeel uncomfortable.
Youmay feel guilty aboutneeding or wanting to sleep seperately.

Suggestions:

« Seek help fromother caregivers or professionals you trust

16



«Insome countries there are people with special skillsin this area,
suchaspsychologists, social workers or counselors who
canprovide advice and guidance.

*Don’tbe afraid todiscussthese andrelatedissues with a profes-
sional whois trained to understand and help youmanage
them. '

Inappropriatesexual behavior

The person with AD may display inappropriate sexual behavior,
but it is rare. Behavior may include undressing in public, fondling the
genitals, or touching someone in an inappropriate way.

Suggestions:

 Try to not over-react to the behavior-remember it is the dis-
ease takingeffect

 Trytodistract the person toanother activity

«If the personremoves clothing, gently discourage the behavior,
and try todistract the person.

Wandering

Thiscanbe a worrying problem which youmay need to manage.
The person with AD may wander around the home orleave the house and
wander around the neighborhood. They may getlost. Safety is a primary
concern when the person with AD is outin publicalone.

Suggestions:

« Make sure the person carries some form of identification
» Make sure your home is secure and that the person is safe in
your home and cannot leave without your knowing

17



* When the personis found, avoid showing anger—speak calmly,
with acceptance andlove

«Itis helpful tokeep an up-to-date photograph in case the person
getslostand you mustask for help from others

Violence and aggression

Fromtime to time, the person may become angry, aggressive or
violent. This can happen for a variety of reasons such as sense of loss of
social control and judgment, loss of the ability toexpressnegative feelings
safely,and loss of the ability tounderstand the actions and abilities of others.
Thisis one of the mostdifficult things to cope with foracaregiver.

Suggestions:

« Keep calm, try not to show fear or alarm

« Try todraw the person’s attention to a calming activity

* Give the person more space

«Find out whatcaused the reaction—and try to avoid itin the future

« If violence occurs often, you will need to seek help. Talk to some-
one for support, and speak with your doctor abouthelpin
managing the person.

Depression and anxiety -
The person with AD mayexperience depression and be withdrawn

and unhappy, and will speak, actand think slowly. This can affect the daily
routine and interestin food.

18



Suggestions:

« Speak with yourdoctor he may be able to help, or offer areferral
toacounselor, psychologistor psychiatrist
_ *Give more love and support to the person
» Don'texpect the personto snap out of the depression immediately

THE PERSONAL AND EMOTIONAL STRESSOF CAREGIVING

ADnotonly affectsthe person with AD, itaffects the entire family.
The greatest burden is placed on you, the caregiver. The personal and
emotional stress of caring fora person with AD are enormous and you need
toplan ways of coping with the disease for the future. Understanding your
emotions will help you successfully cope with the person’s problems as well
as yourown. Some of the emotions that youexperience may be: grief, guilt,
anger,embarrassment, loneliness and possibly others.

Grief

Thisisanatural response for someone whohasexperiencedaloss.
Because of AD you may feel that you have losta companion, friend, or
parent, and often grieve for the way the personusedto be. Just when you
think you have adjusted, the personchanges again. Itmay be devastating
when the person nolongerrecognizes you. Many caregivers have found
thatjoining Alzheimer support groups are the best way to gethelp tokeep
going.

Guilt

Itiscommon to feel guilty, for being embarrassed at the person’s
behavior, for anger at the person, or for feeling that you can notcarry on
and are thinking aboutnursing home placement. Youmay find ithelpful to
talk to other caregivers and friends about the feelings.

19
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Anger

Your anger may be mixed. It may be directed at the person,
yourself, the doctor or the situation—all depending on the circumstances.
Itisimportanttodistinguish between your angeratthe person’s behavior—
whichisaresultof the disease—and your anger with the person. Itmay help
to seek advice from friends, family, and a support group. Sometimes
people feel soangry that they are indanger of hurting the person they care
for.If you feel like this, you must seek professional help.

Youmay find yourself taking onthe person’sresponsibilities, such
aspayingthebills, housekeeping, cooking. Thisincrease of responsibilities
canbe very stressful. Itmay be helpful to talk over your feclm gs withother
family members or a professional. :

Embarrassment

Youmay feel embarrassed whenthe persondisplays inappropriate
behaviorin public. The embarrassment may fade if you share these feelings
with other caregivers who are experiencing similar occurrences. It also
helps to giveexplanations about the illnesstofriendsand nei ghbors sothat
they will betterunderstand the person’s behaviors.

Loneliness

Many carers withdraw fromsociety and are confined inand around
theirhomes with the person with AD. Being acaregiver canbe lonely, you
may havelostcompanionship with the person and lost other social contacts
duetothe demands of being acaregiver. Loneliness makesithard tocope
withthe problems of caregiving. Itis helpful tomake ita priority tomaintain
friendships and keep social contacts. : :

20



CARING FORYOURSELF
Family

For some carers the family is the greatest source of help, for other
caregivers the family is the biggest source of distress. It is important to
accepthelp fromother members of the family if they are available and not
to carry the whole burden of caring on your own. If you are feeling
distressed because your family members are nothelping,and mayevenbe
critical because they lack understanding about AD, itmay be helpfultocall
afamily meeting todiscuss the care of the person.

Share your problems

Youneedto share your feelings about yourcaregivingexperiences
with others. If you keep themto yourself, itmay be more difficultfor you
to look after the person with AD. If you can realize that what you are
experiencingisanaturalresponse to your situation, it will be easier for you
tocope. Try toaccept support whenitis offered by others, evenif youfeel
youare troubling them. Try tothink ahead and have someone to turn toin
anemergency.

Make time for yourself

Itisessential that you make time for yourself. This willallow you
to spend time with others, enjoy your favorite hobbies, and mostimpor-
tantly—enjoy yourself. If youneed alongeramount of time away, try tofind
someone to take over the caring for you so that you can have arest.

Know your limits

How much can you take before itbecomes too much? Most

21



people will come torealize how much they can take before they reach the
point where the caring becomes too demanding. If your situation is too
much to bear, take action by calling for help to preventand avoid a crisis.

Don’t blame yourself

Donot blame yourself or the person with AD for the problems you
encounter. Remember, the disease is the cause. If youfeel yourrelation-
ships with friends and family are dwindling away, don’t blame them or
yourself. Try tofind whatiscausing the breakdown anddiscuss itwiththem.
Remember that relationships with others can be a valuable source of
support for you. This can prove to be an asset for both you and the person
with AD.

Take and seek advice

Itwill help youtoseek advice concerning yourchan gmg role and
the changes that occurin the personwith AD.

Remember youareimportant
Youareimportant to yourself, and you are animportant personin

the life of the person with AD. Without you the person would be lost. This
is anotherreason why itis so essential to take care of yourself.
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HELP FORYOU—THE CAREGIVER

- - Learningtoaccepthelp may be new to you. However, asis often
the case, members of your family, friends or neighbors may want to do
something tohelp youand the person with Alzheimer’sdisease. But, they
may not know what might be helpful or welcomed by you. A word or
suggestionfromyou — and perhaps some guidance — will allow theman
opportunity tohelp. This may help someone else feel useful, help the person
with AD, and provide you with some welcome reliefas well.

A SelfHelp Group (a group for caregivers) can be another source
of helpforyou. A selfhelp group (alsocalled a support group) provides an
opportunity for caregivers to come together, share their problems and
solutions, and supporteach other. In a growing number of countries, there
are Alzheimer’s disease societies thatcan help youfind such acaregivers'
group-—or startone.

Additionally, to support youin your caregivingrole, itisuseful to
know aboutany medical, practical, personal, or financial help thatmay be
available where youlive. Your physician, anurse, or a social worker may
be able to help you identify and refer you to the resources you need.

Fromcountry tocountry, there iswide variationin whatis provided
formedical and social care for people with Alzheimer’sdisease and their
caregivers. However, wherever you live, there are some basic things that
caregivers need. These are:

*Medical help withdiagnosis and care

« Help with the practical tasks of caring

*Rests (breaks) fromcaring

*Regularhealth checks for youthe caregiver

» In-home care, a day centre, or nursing home care
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ADI—A SOURCE OF HELP FOR YOU

Alzheimer’s Disease International (ADI)isafederation of national
Alzheimer societies around the world. These national societies represent
family members of persons with Alzheimer’sdisease and related disorders.
The societies of ferinformation and help to Alzheimer families within their
countries—and without, as well. ' '

In each country, the member society works to develop support
groups and educational programs for affected families and the general
public. Each has amedical and scientificcomponent. Some members also
provide counseling, day centers, home care, and other types of respite care

programs.
Youcancontact ADIfor:

» More informationabout Alzheimer’sdisease
«Updates onadvancesinresearch

»Tolocate the Alzheimer society nearestto you

« For guidance indeveloping an Alzheimer society
" inyour country ' ‘
«Tocontact Alzheimer societies in other countries

o N
Please call or write:
Alzheimer’sDisease International;
919N.Michigan Avenue,
Suite 1000; Chicago, Illinois 60611, USA
Tel: +(1312) 335-5777.
Fax: +(1312) 335-1110.
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