Simple Pleasures. A multi-level sensorimotor intervention for nursing home
residents with dementia (1997 (training manual and instructions) p.1-13.

Training the volunteers

Community groups often want to vauntee to make things or do things for locd nursing
homes. It isvery difficult to dosomething meaningful for nursing home residents with
dementia. Groups might come in orce ayea to sing at the hadlidays, make table
decorations, or lap robes but the residents with dementia may not redly benefit. The
Simple Pleasures projed is designed to help vdunteas produce auseful and reeded
suppy of reaediona items for nursing home residents with dementia. The projed
targets two groups of voluntees: 1) retired dder adults, and 2 youth groups.

If you are having difficulty finding voluntee's you can write aletter to locd organizations
that take part in community service ativities. Some of the organizations that have been
helpful to usinclude: girl scouts and bgy scouts, 4-H groups, junior high and high schod
classes, Sunday schod classs, schod servicegroups, senior citizens centers, Eastern
Star groups, church craft groups, Officefor Aging, Foster Grand Parents programs, and
locd hospital volunteeas.

Wefed it isimportant for volunteas to understand the symptoms of dementia, be avare
of behavioral changesthat occur, lean how to make reaediona items that benefit the
resident, and uncderstand hav to make avisit and wse the Simple Pleasures items with the
nursing home residents. The pages that foll ow include asample-training program to use
with your older adult volunteas and with youth groups. You can also ask your locd
Alzheimer’s Association a Alzheimer’s Educaion Center to help you provide educaion
programs.

Training for adult volunteers: Alzheimer’ s disease
Some thingsyou can doto help

This educaion sessonwill provide abrief medicd overview of Alzheimer’sdiseasein
comparison to the other forms of dementia, discussthe diff erences of memory lossin
normal aging, and provide alist of the stages of Alzheimer’sdisease. It will givethe
participants away to help in the locd nursing home selli ng.

Objedives:
Uponcompletion d this sssson the participants will be ale to:

Define dementia and identify several possble caises.

Describe the symptoms and stages asociated with Alzheimer’ s type dementia.
Explain hov Alzheimer’s diseaseis diagnosed.

Distinguish between nama memory lossassociated with aging and the memory
lossassociated with dementia.

Be awvare of some things that volunteers and family members can doto help in the
locd nursing home or adult day program.
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WHAT ISDEMENTIA? Dementiaisasyndrome; agroup d signs and symptoms that
cluster together withou a spedfic identified causative disorder. It isan umbrellaterm
that encompasses many different diseases. There ae over 70 causes of dementia.

Alzheimer’s Disease (AD) isthe most prevaent type of dementia. A littl e more than
50% of all the dementias are wnsidered Dementia of the Alzheimer’s Type. The next
most common type is Vascular or Multi-Infarct Dementia. This makes up abou 20% of
al dementias. Anather fifteen percent of the dementias are combined Alzheimer’ s type
and Vascular type. Thefinal 10-15% are due to cther causes.

WHAT ISALZHEIMER'S DISEASE?

First of all it isaprogressve, neurologicd ill nessin which brain cdls are destroyed. The
destruction resultsin structural & chemicd changes in certain areas of the brain.

The brain o older adults has dightly lessmass and the ventricles or open areas enlarge
dightly. In Alzheimer’s disease the brain masslossis more pronourced, and the
ventricles enlarge to agreaer degree Certain areas of the Alzheimer’s brain are
charaderized by plagues andtangles. Lessand lessenergy is metabadlized in the brain as
the disease progresses.

At thistime thereisno knavn cause, cure, or definitive treament for Alzheimer’s
disease. Thereisgoodevidenceto show that certain forms of Alzheimer’s disease may
have agenetic basis. Our best eff ortsin these caes may be spent in prevention d a
“trigger” that kicks off the latent disease.

Symptoms

Alzheimer’s disease does not come on suddenly. It has agradual onset, some cdl it
insidious. The family may notice memory changes in the patients for 1-2 yeas before
seeking the opinion d adoctor, nurse, or other geriatric expert.

Little by littl e memory lossbecomes apparent to everyone who knaws the patient. He or
she might not be &le to manage a diedkbook,get lost in his’her own neighbarhood, @
simply reped questions or concerns over and O\er.

Thisis considered the ealy stage of Alzheimer’sdisease. Generally the person knawvs he
or she has aproblem. During this gage the individual has a deaeased ability to lean
new things, and hes difficulty concentrating. This dage lasts from 2-5 yeas.

During Stage Il (confusional stage) of the disease the patient shows poa judgment, is
often disoriented, and withdrawn. He or she may not seam interested in past hobles or
socia contads. The patient in this gage often becmes preoccupied with hisor her body,
and sometimes appeas paranoid. The patient may falsely acaise caegivers of steding or
hiding his or her things. It isduring this dage that agitation and aggresson are first
displayed. This dage can last anywhere from 3-12 yeas.

The Advanced Stage or Stage lll of Alzheimer’sis often the period that is most difficult
for caregivers. Communicaion kecomes a serious problem in this gage. Both



communicaing one' s neads and undrstanding the wishes of others are now difficult. In
addition, the patient has a significant lossof daily living skill s by thistime. Most
individuals need help with dresgng, bathing, and grooming. He or she may become
difficult to manage. The caegiver may need to assst the patient with personal care, but
the patient may becomes angry, confused, and sometimes aggressve toward the caegiver
because of the lossof dignity and independence Theindividua at this dage needs
adapted reaediona items to stay busy andto promote interadions with the environment.
Boredom isamajor problem that leads to behavioral disturbances.

The final stageisreferred to asthe Termina Stage. It can last ayea or more, andis
charaderized by substantial physiologicd dedine. The patient is often spoonfed,
incontinent, and urable to recognize family members. He or she may be unableto talk,
walk, or move aound. Theindividua at this gage still neals sensori-motor stimulation
and comforting adivities. Repetitive movements and nases may be displayed in this
stage. At the end d this gage theindividual lives avegetative existence

The entire aurse of the disease generaly lasts 5-10 yeas, bu sometimes aslong as 20
yeas. The averagelife span after diagnosisis 8 yeas. The dedineisgradual, withou
plateaus. Theindividual appeasto show areverse pattern of leaning. That is, the loss
of skill soccursin the reverse order that they were ordinally attained.

How Big Is the Problem?

Over four million people in the United States have been dagnaosed with Alzheimer’s
disease. It isamajor hedth problem for older people and their families. The st of
caing for the person with Alzheimer’ s disease is enormous. For thase receving home
caethe average estimated cost is 18,000 dtiars per yea. For those caed for in nusing
homes the ast more than doubbes.

How Is It Diagnosed?

Alzheimer’s disease is diagnaosed by exclusion. That means by ruling out all other causes
of memory andintelledual losses. The Diagnostic and Statisticd Manual of the
American Psychiatric Association requires the following to dagnose AD:

Presence of a dementia syndrome.

Insidious onset/gradual progressve murse.

Exclusion d all other spedfic causes.

Physicd examination, which includes a neurologicd exam.
Laboratory tests.
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A good dagnostic evaluation for intelledual deterioration takes time, sometimes weeks
or months, before adiagnaosis can be made. A diagnosisisimportant in that many
tredable disorders are often believed to be Alzheimer’s disease. A diagnaostic work-up
usualy includes:

1. Physicd exam to identify possble hedth problems; e.g. poa, nurition, dseases
that cause anfusion and memory impairments.
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Routine lab tests; e.g. bloodand uine analysisto assesshedth status.

EKG and x-rays.

Personal and family medicd history.

History of recent medications and alcohd use.

Neurologicd exam; e.g. mental status test, alertness muscle strength, sense of
smell, heaing and vision.

Assesament for Depresson; e.g. Geriatric Depresson Scde or Cornell Depresson
Scde.

THE OTHER FORMS OF DEMENTIA

A.

Vascular or Multi-infarct Dementia (15-20% of cases) is the seand most
prevalent form of dementia. More men than women have multi -infarct dementia.
It is caused by multiple small strokes. Thisleadsto a step wise deterioration
rather than the gradual deteriorationthat is senin Alzheimer’s disease.

Combination d Alzheimer’ s type dementia and vascular type dementiais
commonin 15% of cases. It isusualy treaed asif the diagnosisis Alzheimer’s
disease.

Dementiain Parkinson's disease shows up as memory lossand slownessin
thinking. Between 14-40% of Parkinson's patients have dementia symptoms.

The added problem of gait disturbance and tremors make this dementia difficult to
manage due to added safety isaues.

Metabadlic Dementia such as vitamin B12 deficiency, hypaothyroidism, and
repeaed episodes of hypoglycemia ae treaable dementing ill nesses. The
laboratory tests used in the diagnostic phase can identify these problems and lead
to successul treament.

Infedious Dementing Disordersinclude AIDS, Creutzfeldt-Jacob Disease, and
Neurosyphilli s. At thistime AIDSisnat curable. Creutzfe diseaseis either
familia or virally transmitted and involves arapidly progressng dementia due to
brain lesions. Neurosyphilli sis now rare with widespread use of antibiotics.

Alcohdic Dementia (Korsakoff' s syndrome) shows sgnificant brain changes due
to chronic dcohdism. A thiamine deficiency due to the excessve mnsumption
of alcohd leadsto neuronal deterioration.

Huntington's Choreais another rare caise of dementiathat is geneticdly
transmitted. Thefirst signs might be minor such asincreased irritability, bu as
the disease progresses svere personality and motor changes occur.

. Lewy Body Dementiaisan irreversible brain dsease aciated with protein

deposits cdled Lewy bodes. Lewy bodes appea in deteriorating nerve cels and
are often found ek within the brains of people with Parkinson's disease. When
Lewy bodes are foundin aher areas of the brain, such as the @rtex, adementia



syndrome occurs with symptoms smilar to those with AD. Hallucinations are
common in this disease.

Reversible Causes

A. Délirium

There ae many causes for delirium; asociated with physicd ill nesses. The onset is
usually aaute and related to: infedions, brain tumors, head injuries, nuritional
deficiencies, depresson, cardiacor pumonary changes, or medicaions. It showsup as
restlessiessand kehaviora agitation. A sudden change in behavior shoud be evaluated
by amedicd professonal.

B. Depresson
Depressonis a serious mental disorder affeding many older people. It is often na

reagnized, nd diagnosed, and nd treaed. Memory problems may be asign o
depresson. Depressonis medicd ill nessandis pervasive, persistent, intense, and
interferes with functioning. Depressonin the dderly can be dfedively treaed with
medications and therapy.

Age of Onset
+ Usually between the ages of 40 & 90; most often after 65; 10.3% of people over

65 yeas have probable AD.

Highest risk after 85 yeas; 47.2%6 of people over 85 yeas have probable AD.
AD affeds one out of threefamiliesin the U.S.

Two thirds of individuals are caed for in family homes urtil | ate stages.

Sixty to 70% of nursing home residents have AD or arelated dsorder.

Four million people aurrently have AD in the U.S.; with the projedion d eight
milli on by the yea 2020.

Fourth leading cause of deah in adults.

What you can do to help:

+ Volunteea at thelocd Alzheimer’s Association a join next yea’s Memory Walk
to raise money for locd services.

« Nursing home residents with dementia need appropriate thingsto doto prevent
boredom and reduce behavior problems. There aelots of wonderful handmade
reaediond itemsthat voluntea's can make. Theitems have been spedficdly
designed for nursing home residents with dementia. The items were tested for
safety, apped, and duability. The designs must be strictly adhered to so they
remain bah safe and appeding to the residents with dementia. Nursing homes
need a anstant suppy of items. Y ou can make them as gifts for halidays or asa
serviceprojed that continues all yea long.




Alzheimer’s Disease and Children

Many youth organizations and elementary schod classes voluntea to visit nursing homes
and adult day centers. Children may not know abou dementing ill nesses because for
many yeas they were not understood a talked abou. Families often hid the fad that
older members developed adementia. Children wererarely included. However, with the
proper preparation and educaion the diildren can provide awonderful and therapeutic
benefit to the residents of nursing homes, including those who have dementia. The
informationin this sdionis appropriate for children in the fourth through the sixth
grades.

Objedivesfor this ssson are:

1. The dildren will understand the diff erence between aging and dseese.

2. The cildren will redizethat older adults with Alzheimer’ s disease have memory
problems.

3. The dildren will be mgnizant of the fad that Alzheimer’s disease caand be
passed from personto person.

4. The dildren will understandthat Alzheimer’s diseaseisabrain dsease.

5. The dildren will be avare that sometimes people with dementia ad in
unexpeded ways for an adult.

6. The dildren will be &leto demonstrate 3 adiviti es that might be enjoyable and
engaging to aperson with Alzheimer’s disease.

Aging isnot the same as disability or disease.

Everyoneis getting older. We dassfy people acording to ages. When youare 5-12

yeasold you are cdled (kids or children). When you are 13-19you are cdled
(teenagers). After age 18 people ae usualy cdled (adults). After age

65 we often think of people & older adults or senior citizens. Just because an individual

isin a cetain age cdegory doesnot mean he or she hasadisease. You get diff erent

diseases or ill nesses at diff erent stages during your development.

L earning experience

For example, hov many of you have had a) tonsilliti s, b) chickenpax, or c) all ergies?
Have the dildren stand upif they had tonsilliti s. Point out how many did and dd na
have tonsilliti s. Do the same for chickenpax, and al ergies.

Those aethought of as children’sill nesss.

Alzheimer’s disease is abrain disease that older people sometimes get. Just like not
everyone here has had the dhickenpax, nat al older people have Alzheimer’ s disease.

The differenceis you canna cach Alzheimer’s disease from another person. Some
people get Alzheimer’s disease because othersin their family geneticdly passed it on.
Thisislike when children have the same hair color or eye @lor as their parents, thase
traits were passed onfrom generation to generation.



Some people get Alzheimer’ s disease becaise he or she was expased to a dangerous
substance or becaise he or she had ahead injury ealier in life. Scientistsare not sure
abou all the ways this disease starts. We do knowv, however, that it isnot passed on
personto person through personal contad. You do nd have to worry that you will
“catch” it from visiting an dder personwho lesit.

Symptoms

1.

Memory problems. The personwith Alzheimer’s disease may lookjust like any
other older person. But when he or she interads with ahersthereis adifference
The aeaof the brain used for storing memories and communication may be
damaged by the disease. The individual with Alzheimer’s disease can often
remember things from long ago, bu naot things that just happened. Sometimes the
person thinks he or sheisa dild and may want to go to schod with you. The
best thing to dois smply “go along with what he or she said”. Don't try to
corred the person a change his or her mind.

Repeding questions or movements. The person with Alzheimer’s disease forgets
what he or she hasjust dore or just said. The person may forget your name and
ask you ower and ower “What isyour name”. Don't get upset abou it. The best
thing to doisto wea abig nametag. Sometimesif the personwith Alzheimer’s
isbored or confused abou what to do, e or she will repeaedly rub the table or an
item of clothing. The best thing to dois give the person something else to think
abou. Try showing him or her some pictures or amagazineto divert hisor her
attention.

Trying to ea the wrong things. Sometimes people with Alzheimer’s disease
forget what to dowith oljeds. For example, a person might try to brush hisor
her teeh with a spoon. Small objeds like beads, cubes of water color paint, or
dominoes might appea to be apieceof candy or foodto the individual with
Alzheimer’sdisease. It isbest to use large objeds with the person so he or she
does nat mistakenly try to ea theitem. If the older person pus sosmething in his
or her mouth that you think might be dangerous, get help from anursing home
staff member right away.

Getting lost or not knowing where he or sheis. Theindividual with Alzheimer’s
disease sometimes wanders and is confused abou where he or sheis. The person
might be looking for “the way home” or to a placefrom long ago. Walk with him
or her andtalk abou things you are interested in. Point out things you may notice
along the way. Show the individual the way badk to the adivity areaor nurses
station.

Getting loud a upset. People with Alzheimer’s disease canna hand e too much
noise or confusion. If the room istoo crowded with too much ndse some people
might read by yelli ng or getting upset. This person might need some quiet time
to cdm down. The best thing to doisto try to prevent this from happening. Try
to focus faceto-faceon your resident only. Don't get loud. Try to move slowly,
walking is better than running. Y ou might scare the personif you come up
quickly from behind a from the side. Call his or her name first and approacd the
resident from the front whenever possble. Do things one step at atime.




Visiting the nursing home or day center

The older adultsin nu'sing homes and day centers love to have visitors. Most are very
lonely. Your visit will probably be the best thing that happened all week. Visitingis
hard the first time. The smells and sounds are diff erent than in schod or at home. It
might seem almost like ahospital, but it isnat. Some people will be in whedchairs,
others may not seeor hea well. Some might say things that dorn't make sense. Don't let
thisworry or scae you. On your sescondand third visits you will fed more & ease.

Although the resident seans to enjoy your company most of the time, be avare that he or
she may not always fed like visiting. Don't take it personally, the resident might not fed
well, or might simply betired. Ask an adult to find you someone dse to visit.
Sometimes residents might try to give you something that belongs to them. Y oushoud
not take aything. It isvery goodto tak to the resident abou the objed, but be sure you
leave it there when you leave.

Residents get upset at timesif you introduce something new. Always talk to the person
first. Ask, “Haveyouever seen ore of these?” Whatever theitem is, the resident might
try to keep it. Be prepared to leave the objed with the resident onceyouintroduceit.

Thingsto do when you visit:
«  Bring something with you that you made like a cad, a picture, or an art projed.
« Talk to the person abou his or her family. Ask one question at atime.
«  One person ony shoud visit with ead nusing home resident. Visit with pets.
»  Sing or dancetogether.
« Play ball games (tethered vdleyball, bowling pins down, catch and throw at
targets)
« Do artsand crafts projeds.
« Gofor waks.
« Have asnadk together.( Ask anurse before giving any food o drinksto a
resident. Some residents are on speaal diets.)
« Make ascrapbook,write astory, or real together.
« Arrangeflowers.
« Draw or writeona dakboard or large poster board.
+ Make a ollage or mural.
+ Plant some flowers.
» Play cads, large dominoes, table games.
« Make Simple Pleasures items and kring them to residents. Seethe Simple
Pleasures Manual for things you might like to make and use when you \isit.

Visits $ioud last abou 30 minutes. People with Alzheimer’ s disease have short attention
gpans. Several 30-minute visits greal ou over afew weeks will be more beneficial than

one or two long visits. Thank you for volunteaing to visit these individuals. Youwill be
an important part of their lives.



