Understanding the Dementia Experience
by Jennifer Ghent-Fuller, B.A., R.N., M.Sc.N.

I ntroduction

Alzhemer Disease and other dementias
dowly sed dl memories and abilities
that have been learned since infancy - a
process of progressve, permanent
amnesa All dementias are characterized
by progressve brain falure due to bran
cdl deterioration and brain cel death.
All dementias are fad illnesses. As the
brain deteriorates, the person's ahility,
understanding and behaviour go through
many changes. Often people with a
dementia such as Alzhemer disease are
sen  a  individuds  with  behaviour
problems.

It is important to reframe how people
with Alzheimer dissese ae viewed.
Firgly, they are people with an atered
view of redity due to the Alzhe@mer
dissase. Secondly, they ae people
whose behaviour can change, depending
on how we interact with them. In order
to know how to interact with a person
with dementia, it is important to
understand what they are experiencing
asaresult of having dementia.

Once we undersand the dementia
experience, and no longer view people
with dementia a having behaviour
problems, we see their behaviour as
aopropriate  within the context of the
dementia. This dlows us to approach
their care without fear. We can then
deliver pdliative care, care appropriate
to someone with a fata illness, with love
and kindness.
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For those readers who have Alzheimer
disease, or whose family members have
Alzheimer disease, this is very difficult
reading. Please remember that you have
alot of living left to do. You will need to
find different ways to do things, but it is
important to look for joy and hope every
day. There is an enormous amount of
rescarch being done on dementia, with
new research being published daly, and
lots of reason to hope for new treatments
being available. There is joy to be found
in one's friends and family, in the beauty
of naure, in the enoyment of daly
events, and in shared laughter. There is
pride and contentment to be found in
caring for a loved one, even though they
have changed and become unable to do
the things they did in the past. So please
read to understand, and then turn your
thoughts to the positive.

In this document, the emotiond effects
of this illness, on the family, have been
woven into the discusson of the changes
of the dissase. During family teaching
sessons, it is clear that certain parts of
this maerid evoke a drong emotiond
reaction. At that point, we sop and
discuss  ther  emotiond  responses.
Therefore, the discussons of the
emotiond effects of this illness on the
famly have been ddiberady placed
with the emoctiond date of the family
reader in mind. In order to be useful to
high-school levd grandchildren in  the
family, wherever possble the use of
medica terminology has been avoided
or carefully defined.
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Also, the changes that take place in the
person's abilities have been followed
through to the end concluson, in order
to illusrate how everyday life changes
as the disease progresses to the later
stages.

This whaligtic approach may frudrate
those who appreciate information being
organized into categories such as stages,
deficits, symptoms, warning sgns (i.e, a
reductionig framework). There are many
excdlent sources in publication which
ae organized in exactly tha way.
However, a wholistic approach works
wdl in individud family sessions when
decribing the physicd, emotiond and
psychologicd changes of people with
Alzhemer disease to their family, so, for
that reason, it has been replicated here.
This text attempts to dlow the reader to
vicarioudy experience the phenomena of
dementia - the confuson, anxiety, fears
and redities of having Alzhemer
dementia, in order to deepen our logica
and emotiona ingght and
understanding.

Memory Processes

When we tak about Alzheimer disease,
we discuss man types of memory
processes. Immediate memory is that
which you use in conversaion to
remember what has been said just during
the time period of the conversation.
Typicdly, people with  Alzhemer
disease ae ale to use ther immediate
memory until the disese is farly
advanced. Therefore, they can usudly
have a coherent and socidly acceptable
conversation. Often, people who do not
live with the peson with ealy
Alzheimer  dissese  will  think  that
because they can have a good

conversation with the person, there is
redly nothing wrong.

The short-term memory fals ealy in
Alzhemer discese. Therefore, dthough
the person may be ale to use ther
immediate memory to have a reasonable
conversation, they may not remember
the details of the conversation, or that
the entire conversation took place, even
just a few minutes later. This is the type
of memory that you use to remember the
last week or so. If you tried, you could
probably track back for about a week,
remembering everything you did, and dl
the medls you ae You would not be
able to do this if you were trying to
remember back sx months, to remember
that far back we use a different memory
process.

Short-term memory is dso the memory
process that dlows you to do many
things a once to do “multi-tasking’.
When you are cooking breskfast, you
can remember how long the eggs have
been boailing, when the frying bacon
needs to be turned, when in the process
to turn on the coffee and dtart the toad,
and when you can fit in peding the
oranges. A peson with short-term
memory deficit can concentrate on only
one thing & a time, and if a second thing
digracts them, the fird may leave ther
consciousness completdy. For example,
one lady related how she set a nice hot
med on the table and she and her
husband, who has Alzheimer disease, sat
down to eat. During the conversation,
she asked her husband if he would weed
the garden a the dde of the house
Leaving his hot med on the table, her
husband got up, went out the side door
and darted to weed the garden. When
she went out to ak him to come in
agan, she discovered that he had



completdly forgotten that he was in the
middle of eating a med, after he darted
to think about the garden. You can see
from this example tha many caregivers
eventudly lean to curtal the
goontaneity of their conversation, and
indead evauate the effect of what they
ae going to say, on ther loved one
before they say it. Short-term memory
loss thus creates stress and tension in the
household in the ealy dages of the
illness

Many people have noted that repetitive
questioning (the same question beng
aked many times in a row), the
hdlmark of dhort-tee'm memory  loss,
seems to increase when the person with
Alzhemer disease is emotiondly upsat
or worried about a specific situation.

To remember back months, or many
years or decades, we use our long-term
memory. An intact short-term memory
IS necessay to meke new long-term
memories. After the short-term memory
is dfected, the individud  with
Alzhemer diseese does not usudly
meke many new long-term  memories
(with the occadondly exception of
emotiondly-laden  and/or  procedura
memories, to be discussed later).
Additiondly, the long-term memory is
dowly eased in a chronologicad
sequence, with the most recent memories
dissppearing firs. So, if a 75-year-old
has had Alzhemer disease for two years,
they may have vague memories of thar
last 15 years or S0, but clearer recall of
ther firs 60 years. As ther disease
progresses, they may have access only to
their first 50 years, then 40, then 30, and
o on, until they go back to ther
childhood memories This is not an
orderly reversd — the person may
remember more or less on different days

and a different times during the day.
(Not dl types of dementia affect the
memory in the same way, frontd [obe
and vascular dementia, for example, may
leave mogt of the memory quite intact in
theinitid sage of theillness)

This results eventudly, in the person
with Alzheimer disease thinking they are
much younger than they actudly are It
is not as though they redize they are, for
exanple, 81, but they can only
remember ther first 30 years. Indtead, it
is as though they are the person that they
were a age 30. Consequently, they are
confused, because they may not
recognize ther family, snce they ae
looking for the individuds they were
sharing their life with a age 30.

One might compare our redity to a
jigsaw puzzle. We have dl the pieces in
place, and we are able to see the whole
piccure. The longer a peson has
Alzheimer disease, the more pieces ae
missng, and the more difficulty they
have in undestanding the picture.
However, it is human naure to try.
Therefore this person may look at ther
30-year-old daughter, and decide that
she must be their sger, and therefore
cdl ther daughter by her aunt's name
Not being recognized is hurtful and
grievous for family members. However,
understanding that the person with
Alzhemer disease is desperady trying
to put them into context may bring some
understanding and emotiona comfort.

As the person with Alzheimer disease
continues to be rdegated to living in
their own past by the advancing of the
disease process, they eventudly pass
through ther own childhood. It is
extremdy common for people with
Alzhemer disease to be looking for ther



parents, and to be very distressed if they
ae told tha they ae long dead.
Thinking of the context of the person
with Alzheimer disease, it is as though
one is tdling a 10-year-old that ther
parents are suddenly dead. They become
sad and upset. Then, because of their
short-term memory  difficulty, they ask
agan for ther parents, being unable to
remember that this conversation took
place a few minutes ago. If they ae
agan told that their parents are dead,
their anxiety and sadness is increased.
They may become angry, because they
“know” perfectly wel tha ther parents
ae not dead (within ther verson of
redity). The events of ther parents
degths are no longer in the memory of
the person with Alzheimer disease.

If another person continues to ingst that
the parents are dead, the person with
Alzhemer Disease may experience an
ecdaion of their frudrations and
emotiondity to the point that they may
lose ther temper completdy and
"explode’ in wha has been termed a
“caagtrophic  reaction”. This is best
avoided as it is emotiondly panful for
the person with the disease and ther
caes. No amount of convincing will
dlow a person with dementia to grasp
and accept another person's redity. An
underdanding of the changes in memory
and psychologica processes is basic to
underganding the dtered redity of
people with dementia and in heping
them to aod emotiondly panful
dgtuations One lady with Alzhaemer
demertia is told, whenever she taks
about her parents, that they are in
Horida She misses them, but she is glad
they ae having fun in a nice wam
place. There is a family connection to
Forida in her remote past, which makes
this sory plausble Many researchers

have written about the vaue of the
validation of the experience and beliefs
of the person with dementia, whether or
not it is in agreement with generdly
accepted redlity.

Think of the gdtuation that you are in
right now. If someone were to tel you
that some dement of your redity is not
true, you would laugh and think they
were being ridiculous. If they continued
to indg on a different verson of redity
than you ae experiencing, you may
become very annoyed, and eventudly
vay angry with them. This is gmilar to
a pason with Alzhemer Disease being
told that they are wrong about something
they fed is obvioudy true The long-
established habit of trusting ther
memory is the first instinct of people
with dementia, just as it is in people
without dementia.

Insight

If the person with dementia has an intact
abllity to have insight into thar own
behaviour, they will recognize that their
memory is poor. They will go off to gat
something, arive in a room, and not
remember why they went there. Ther
goouse will ask them to get three things
a the sore, they will remember one, or
forget to look at the ligt they were given.
Their frudration is enormous.

For the person whose ingght has been
destroyed by their disease process,
things will not seem normd, but they
may express it by blaming others for the
things that are going wrong. They are
feding didress, ae unaware of anything
about themsdves that may be causng
the distress, so they look esawhere for
the explanation. The loss of the dility to



redize that there is anything wrong is
cdled anosognosia These people are not
"in denid"; they honedlly are not adle to
redize that they have a discase that is
causng them problems, because the part
of the bran tha dlows reasoning is
being damaged.

The people with ingght are often able to
discuss the fact that they have Alzhemer
discase, and the difficulties they have
asociated with it. They may become
depressed and they may grieve as they
grapple  with  the enormity of ther
diagnoss. These people may need hep
with  ther  depressve  symptoms,
possibly including medication.

People without indght, on the other
hand, will deny adamantly that anything
is wrong, because they are no longer
cgpable of rationdly recognizing what is
happening to themsdves. They trust
ther memory and therefore fed that if
ther lives are topsy-turvy, someone else
is responsble, because they have no
memory of caudng the difficult
gtuations themselves. Acceptance  of
ther view of redity is cudd in
avoiding aguments. It is very difficult,
for a child especidly, to accept that a
grandparent  cannot  control  ther
tendency to making accusations which
ae not the truth. This takes many
months of patient explaning by other
adultsin the household.

The person with Alzhemer disease has
no choice but to experience a different
redity, in tems of where they ae
located, or should be, when it is in time,
and whom they are with. They may gt in
ther home of fifty years and demand to
be taken “home’, because they expect to
be in thar childhood home Trying to
ingg tha ther redity is wrong and

yours is right will only produce anxiety
and agitation, as they are not cgpable of
remembering your verson of redity and
interndizing it.

Some families have described their
loved one with Alzhemer Disease as
engaged on a redless search for redity
and “the known”, which they can never
find. These people ae rarely happy.
Many spousd caregivers describe the
person with Alzhemer dissase as only
happy at times that they are out — for a
drive, to a restaurant, a the market, etc.
It may be that they are happy only when
they are away from their resdence, and
awvay from the environment in which
they have a sense of frudration, despar
and injudice & no longer being able to
function a home. There are no demands
on their disappearing skills when they're
out for adrive.

In contragt, others with dementia have
sad they ae only redly heppy and
secure when they are a home and fed
quite nervous when they ae out One
lady would agree to go to a mudcd play
in another city only if her name and
address and that of her daughter were
pinned on her coat; she knew she
wouldn't be able to get hersdf home if
they became separated in the crowd.
Each individud has unique needs.

What to do?

Frdly — answer their emotiond apped —
if they are looking for their mother and
faher, are they feding worried and
insecure? Try to reassure them. You
may say something within the context of
their reality such as “Your Mom and
Dad ae away for a whileg’ or “ae
daying with Aunt Sussn and Unde
Tary for a while They love you very



much”, followed by a hug and a amile.
This would be much more socthing than
the frown they would see on your face if
you agued with them. (All of us fed
upset if someone ese frowns a us).
Some people view the search for “Mom
and Dad” as a cler message tha the
peson  with demettia is feding
uncertain and log and is looking for
emotional security. Doing whatever you
can to help them fed emotiondly secure,
within the context of your specid
knowledge of your loved one, may
dleviate their emationd pain.

Secondly, use distraction. Use the fact
that people with Alzheimer disease can
only kegp one thing in thar mind & a
time, and give them something dse to
occupy their thoughts. Something with
emotional goped will be more effective.
A soothing ritud of a cup of tea Playing
with the dog. Something meeningful and
pleesureble to them. Pull them gently
into whatever activity you are doing to
socidize ("I would redly gppreciate
your hdp chopping the vegetables’;
"would you mind handing me the nals
while | fix this shdf?' ec) Take them
on a  emctiond memory by
“intervieving” them dbout ther early
life. If you know their childhood dories
— you will be ableto say — “I remember
you tdling me...” and reminisce as if
you were there yoursdf. Tel them a
funny dory (eg. “Remember the sory
that Aunt Minnie used to tdl about
snesking into the house just before
midnight, and turning back the
grandfather clock one hour, only to have
it grike ‘23?7 ”). Such conversations
may bring back remote childhood
memories that could be quite enjoyable
for the person to tak about. Often people
with Alzheimer disease, who
gpontaneoudy tak about only the same

few dories over and over again, can be
triggered to remember other memories
by specific questions, comments or the
reminiscence of others. When you do
this you ae heping the person with
Alzhemer dissese fed joy and
contentment instead of emotiond pan,
and you will enoy your day
consderably more aswell.

More about memory

Although the patterns of response
mentioned in  the previous two
paragraphs ae effective, they are
difficult to do when you ae feding an
enormous amount of grief a the
gtuaion in which you find yoursdf and
your loved one. It is important for you to
find support in your grieving, to have
people to tak to who will hep and
support you as you dwel with this
disease.

The memory loss patterns described
above ae not absolute. People with
Alzheimer disease have good days and
bad days. At some times, they will seem
to be in the present, a other times back
30 years, at other times, back 70 years. It
is vey chdlenging for others around
them to continuoudy adapt to the time
frame that the person is forced to be in,
by the disease, however, the ability to do
SO creates a supportive emotiond
environment for the peson  with
Alzheimer disease.

In addition, some “memories’ that the
person has may have actudly happened
to someone ese, or came from a book,
and ingtead they recdl these things as
something they did. When this happens,
it truy stuns the family with disodief as



they ae shaply reminded of the
enormous changes that are taking place
as a result of the Alzhemer disease. For
example, one lady, a widow who
devdoped Alzhemer discase, darted
tdking to her family and friends about
her past hobby of playing tennis. This
was very digurbing to her children as it
had been their father who was the tennis
player, and ther mother had never
picked up a racquet. She had a huge
dore of memories of tennis games, but
did not remember that it was someone
else who had played them.

Many people with Alzheémer disease
decribe a  heightened  ability  to
remember ther very ealy years. This
happens for some in the early part of the
illness One fdlow sad he could
remember conversations with his mother
and father word for word, which had
taken place when he was sSx or seven
years old. (When asked if this was
upsetting, he sad, “No, it's kind of a
nice vist!”). A lady was shocked when
she suddenly remembered the day her
gster came home from the hospital as a
newborn. She was only 18 months older
than her dster. Some people surprise
their ddely shlings with the extent of
ther recdl of thar ealy family life The
explanation for this phenomenon in
some people is unknown, but it is quite
common to hear it described.

Since the short-term memory is affected
ealy, many people who are developing
Alzheéimer Dissase ae  misunderstood,
because they cannot remember what
took place five minutes ago, but they can
remember what took place 60, 70 or 80
years ago, often with great detal. For
this reason, family and friends may
sugpect that the forgetful person redly
does know, but is pretending not to

remember. They may sy to themselves,
“If he can remember what happened
when he was five why can't he
remember wha we taked about ten
minutes ago?’ Until one understands
that different memory processes and
pahways ae involved, the memory
problems of Alzhemer disease can be

vay puzzing.

Those events in which the person with
Alzheama  dissese is  emationdly
invesed may be remembered more
eadly. The things most easly dropped
from short-term memory seem to be the
mundane day-to-day deals of daly
living. However, many people do not
forget having therr driver's licence taken
away. Happy emotiond times, like the
job promotion of a son, or the birthday
of a grandchild, dso often have enough
emotiond impact to be remembered, a
leest for a time. This phenomenon is
known as emotionally mediated
memory.

Here is an example of the emotions
helping a peson with midde dage
Alzhemer dissase edablish a new long-
tem memory. A fdlow tod of
rluctantly leaving his wife behind, and
making ther annud trip “home’ to the
ead coast adone. His wife had been
diagnosed with Alzheimer disease for
about sx years, she did not dways
recognize him, and she spoke very little
She fdt very insscure traveling in the
cax and usudly indgsted on returning
home after approximately haf-an-hour.
She was disgppointed that she wasn't
going on the trip, but he hoped that her
faulty memory would protect her from
some of the sadness & missing the trip.
When he returned, he thought that his
wife had forgotten that he had left her
behind. However, the firg time he



cooked fish, she sad, “you went home
without me’. The smdl of cooking fish
triggered memories of the east coadt trip
she had missed. The memory came back
only when she could smdl fish cooking.
This led to such a drong negative
emotiond reaction in he that he
eventudly had to dsop cooking fish
atogether.

Some people use these exceptions, the
feawv ingdances of a person with
Alzhemer disease laying down new,
emotiondly medialed memories, as
evidence that there is no disease process.
They may say to themsdves “If she can
remember the kind of car we just bought,
that proves tha he memory is dill
working and she has no disease. She is
putting dl this on just to be difficult.” It
is important to look a the whole picture,
and the long-term patterns of the
person’'s memory processes, rather than
afew specific instances.

When a person has some ingght
into their ingbility to remember things,
they sometimes seem to continuoudy
“kick-gtart” ther memory by dmost
obsessing on a future event. For
example, if they ae told there is a
doctor's gppointment coming up, they
may frequently verbdize the worry thet
they should be leaving for it, or the
worry that they may have missed it
They may do this many times a day until
the gppointment. Often, family members
wat until such gppointments are quite
near to tel the person with Alzhemer
disease about them, and thus hep them
both avoid that stress. One can see by
these examples that the person with
Alzhemer dissa= lives with a farly
high anxiety level. This is another reason
we suggest udng a cadm, resssuring

goproach to hedp them control their
axigy levd.

Arguing or finding fault with ther
ingbilities, expecting them to “pull ther
socks up” or “get a grip on themsdves’
are pefectly norma reections, until you
redize tha the person has Alzhemer
disease, and therefore no longer has the
control to adapt to the everyday
pressures of ther environment. One
fdlow intended to dday tdling his wife,
who had Alzhemer disease, that they
were going away to a cottage as they had
done for many years. However, one of
his adult children told her three weeks
before the event. For three weeks she
packed and unpacked their clothing, and
had it srewn in al rooms of the house.
He put up with the disorder with good
nature, as he knew that only going to the
cottage would eventualy stop it.

One thing that can be misunderstood is
the habit many people with Alzhemer
disease have of covering up for thar
lack of memory. They may spend an
evening with good friends laugh and
chat and seem very appropriate, and then
afteeward ask their wife on the way
home “Who were those nice people?’
How could the person with Alzheimer
disease be so dishonest as to spend a
whole evening with people and pretend
to know them? From an ealy age, we
ae dl taught to “cover” our memory
lapses by pretending to know, until we
do remember, in order to remain socidly
graceful. If you mest someone on the
dreet, and you remember ther face, but
not ther name you will usudly chat
with them wuntil you do acces the
memory of their name, and not let them
know that you ever forgot. If you can get
away with it, you will move into taking
in vague genera terms in order to cover



up your memory lgpse. You do this
because in our society, it is consdered
rude to forget something important like a
person’s name, or sgnificant events that
happened to them. So we hide our
forgetfulness to avoid hurting the
fedings of othes. People with
Alzhemer diseese have not logt this
long-ingrained habit; they just need to
use it much more often than they ever
have before. People with memory loss
are not able to control when they forget
something, and they may remember it
one day and forget the same thing the
next day.

You will fed extreme shock and sadness
tha your loved one with Alzhamer
disease can no longer remember your
friends or family. You may dso fed
embarrassed and tend to withdraw from
friendships. Because of the great
emotiona toll on both of you, it is better
to tell friends about the illness, seek ther
understanding, and maintan a socid life
together as long as possble If the
person with Alzheimer disease reaches a
point where they refuse to socidize, it is
good for you to mantan friendships on
your own. You need the drength that
comes from strong supportive
friendships and relaionships with others.
This is paticulaly true snce the person
with the diseese is not able to fill the role
of your companion in the same way they
did in the past. One lady, whose husband
had recently been diagnosed in the early
dage, sad, "Even when my husband is
gtting in the chair right besde me |
misshim.”

Memories which ae deeply ingraned
seem to last longer. So, for example,
someone who has logt the memory of
mogt of the last 35 years of ther life may
dill remember the names of ther young

grandchildren  for quite a while
Unfortunately, this dissese eventudly
robs us of every memory, and every bit
of leaning tha we have ever
accomplished. In the late stage of the
illness, family members often fed that
the person with dementia has no idea
who they are. However, recent research
has found that people, who have
seemingly  forgotten  family  members,
dill have a messurable emotiond
reection when family enters the room,
which they do not have when a dranger
enters.  The reaction used in this
messurement  was  gdvanic  <kin
response, the same measure  of
emotiondity used in lie detector teds
(the avaladle reference for this work at
time of writing was a verba
communication from Dr. Guy Proulx,
Baycrest, Toronto). Is there recognition
on some leve tha the person with
Alzheimer dissese is unable to show,
verbdly or nontverbdly? It may be so.
One lady, whose hushand is in the lae
stage of dementia, says she feds her
husband does not know her, but her
daughters tell her that his eyes follow
her everywhere in the room. Another
lady relates that her husband, who no
longer taks, occasondly has a brief
smile and on rare occasons puckers up
for a kiss. He is aso noticeably more
content  with musc playing. Assuming
that there is recognition on some leve
would seem reasonable in this Stuation.

The &bility of people with Alzhemer
Dissase to edablish new memories is
being activdly researched a present.
Cameron Camp and his associates at the
Menorah Park Centre in Ohio have
developed a method they cal *Spaced
Retrievd”, which dlows someone to
hep a person with Alzhemer disease
devdlop new habits This method



conggts of teking a smple one-step task
and working with the person with
Alzheimer Disease to practice it (retrieve
the memory repeatedly over spaced
amounts of time). The practice sessons
are kept pogtive, with no pointing-out of
migakes, but giving the correct
information each time (termed “error
free’). Paradoxicdly, people are able to
devdop new habits, such as udng a
walker correctly, but they do not
remember being taught. This vdudble
new mehod is dating to make a
difference to the daly lives of many
people with ealy or midde dage
Alzhemer Disease. It is quite evident to
those who work in long-term care
setings, that people with dementia are
able to get accustomed to new
procedures. Spaced Retrievd is a
training process that dlows others to
formdly access the retained ability of
people with dementia to have new
procedura learning.
(Wwww.myersresearch.org)

It is human nature to teach someone how
to do something when they cannot do it.
If a person with Alzhemer disease no
longer knows how to do up a buton,
they may have logt that ability for good.
Teaching them how to do up a button in
an ordinary way will result in frudration
for you and a sense of fallure for them. If
they can be taught usng the method of
gpaced refrieval, they may regan some
aoilites with your assgance. Ther
dissupted  short-tem memory  hes
resllted in difficulty in leaning new
things or in rdearning knowledge that
the Alzhemer discase has destroyed.
However, dl of us who work with
people with Alzheimer disease have seen
evidence of new memories being lad
down. A person who is admitted to a
nursng home may lean the location of
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their room, and how to get to the dining
room dfter a few months. People with
Alzhemer disease tak about not being
ale to recal the contents of the
newspaper article or book chapter they
have just read. They forget the content,
but remember the emotiond experience
of forgetting it. We are jugt beginning to
explore the posshilities of teaching new
or forgotten materid to people with
Alzhemer disease, and there is hope of
meking an impact on ther daly lives
which may last for months or even a
couple of years.

While spaced retrievd can help people
learn, or relearn, ample tasks, it cannot
reverse the loss of the ability to think
rationdly, to memorize, to think in the
abdract, to have ingght, to consder
many facts a once in order to solve a
problem, or to assess the fedings of
one's own body and reach a conclusion
about what one should do next in order
to resolve difficulties.

Abstract thought

Abstract concepts such as numbers and
aithmetic, become difficult early in the
dissase. Vey often, one of the firs
indicators of a dementing process is
misnanagement of finances and an
inability to add and subtract in order to
manage a cheque book. When combined
with the deficit in short-term memory,
this may result in debts not being pad,
or beng pad many times over. Often,
people with Alzheimer disease will pay
for purchases with a hill or two, ask if it
is enough, and trust that they are
recaving the correct change It is
difficult, but important, for family to be
aure that the person is not being taken
advantage of by another who does not



have their best interests a heart, or is
working for ther own persond
advantage, rather than protecting the
interests and assets of the person with
dementia.

L anguage and Communication

Language difficulties take many forms.
Aphasa means the loss of language, and
can include both  speech  and
comprehenson. Usudly, this happens
gradudly as the Alzhemer disease
progresses. Any one of these skills may
be affected: undersanding wha others
ae saying; knowing what things ae
cdled, being able to put one's own ideas
into words, or, being adle to think of the
words you want and use them to
communicate what you want to say. The
disease robs people of their vocabulary
and ther grammar. All of us grope for
the right word on occason. When
language is daffected, the frudraion of
word-finding  difficulies is magnified
many times. People may use a smilar
word — such as st when they mean
sugar, or they may describe the thing
that they can't name — for example, a
cup may be described as “the thing that |
drink out of”.

This difficllty in naming things is
compounded by a difficulty in just
knowing what things are. A person with
Alzheimer disease may look a a fork,
tun it over, and put it down, not
knowing what it is or what one would
ue it for. The knowledge that they
developed in childhood, about forks and
ther use, has disgppeared. Agnosa
means a totd or partid loss of the ability
to recognize familiar objects or persons
through sensory dimuli as the result of
organic bran damage due to the
dementia. Any of the senses can be

afected - an inddlity to identify
something by dght would be termed
visud agnosa An incbility to identify
something by touch is cdled tactile
agnosa The loss of the ability to
interpret  perceptions combines with the
loss of language to make communication
and underganding more and more
difficult.

The people close to the person with
Alzheimer disease often correct mistakes
in language. This frequently provides a
source of irritation or tenson between
them. All of us are somewhat offended
when people tell us that we are wrong. It
is an irritation that we have to meke an
effort to get over. Also, pointing out that
someone is wrong is not something the
red of us do lightly. People with
Alzhemer Dissase make very frequent
mistakes, as time goes on, they ae
dmos dways wrong. Having those
mistakes pointed out to them causes a lot
of gdress, and their dress builds each
time they ae corrected. Continuous
patterns  of negative and  scolding
interaction may lead to anger andlor
withdrawal on the pat of the person
with the dissase. Long-time caregivers
often tak about how they learned to
“jug let things go’, rather then
correcting every mistake.

People with dementia who are having
language difficulies sometimes gppear
to be dedf. If you think of the sounds that
come out of your mouth as just that,
sounds, you can redize that the person to
whom you ae spesking is organizing
those sounds into words, and giving
those words meaning, in order to
understand what you are saying. Further,
they are integrating the meaning of your
communicetion with the other things
they know in order to evauate your
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words. When someone cannot sort the
sounds into  meanings, your words
become meaningless, as though they
were ligening to a language being
spoken that they do not understand. One
fellow described his experience with this
by saying, “It's not just that | need a
hearing ad: | need adescrambler!”

The problem of comprehending what
others have said is made worse when the
person with dementia is in a room with
many people taking a once People
with dementia and language imparment
are unable, as they once were, to isolate
the words of one person in order to carry
on a conversion when many other
people are taking. Families may see the
frudration this causes the person with
dementia, as their loved one retires to a
room adone during a family gathering, as
they leave the church to gt in the car to
avoid dl the chit chat after the sarvice,
or, as they refuse to go to restaurants or
mals where there is so much auditory
and visud dimulaion to process that
they ae totdly ovewhdmed and
perhaps frightened. One lady in the very
early part of the disease described being
ovewhdmed when in dgtudions where
many things are going on a once. She
sad she fdt very insecure and anxious if
she were anywhere in town besdes her
own home.

People with Alzhemer dementia are best
able to communicate when they are in a
conversation with just one other person,
they are face to face, and there are no
other visud or auditory didractions in
the aea (such as teevison, radio,
crowded malls, or other people having
conversaions).

12

Emoctions

Emotions day farly intact in the person
with dementia. They continue to fed the
whole aray of emotions happiness,
sadness, joy, grief, and so on. What
changes is the amount of control they
have on the expresson of ther emotions.
When well, most of us can St in a room
and fed a srong emotion, such as anger
or joy, but hide it from any one dse, 0
no-one knows how we fed, and we can
control what we say to mediate the
expresson of that emotion. This type of
controi is no longer avalable as
dementia progresses. For this reason,
people with Alzheimer Disease are seen
to have emotiona swings. It is important
to redize the effect you have on the
emotions of the person with dementia
They are extremdy sengtive to your
body language (and your spoken
language), and may eadly react with
axiey to a frowmn on your face or
tenson in your voice. As you develop an
awareness of ther reaction to your
moods, you will become adept at being
sure you are not communicating anxiety.
If you do, take a few minutes to gather
your thoughts, cadm down, and then
goproach them again with a digtraction
or a different gpproach. As the disease
becomes more advanced, people with
dementia become unable to express their
emotions with ther facdd muscles or it
may not occur to them to hug. They may
regoond negativdly to the noise and
confuson of many people present.
Young children, particularly, need to be
given an explanaion that “Grampa 4ill
cares, he just can't show it.”

Time

The person with Alzheimer disease loses
the ability to use time in a meaningful



way farly ealy in the illness This
includes the ability to know the meaning
of what time it is, what day of the week,
month, season, or year. A person may
not remember having breskfast, and
tdling them that it is 10:30 and well past
breskfat may work for a couple of
minutes until ther short-term  memory
fals, and they ask again about breskfast.
They may not recognize the feding of
fulness in ther domach as indicating
that they don’'t need to eat again, as they
ae no longer able to connect bodily
senstions to the meaning of those
sensdions. The inadility to tdl time is
adso compounded by being unable to
interpret  other externa cues in their
immediate environment. Seaing that it is
dark outsde, may not help them redize
that it is not breskfast-time and they
should go back to bed until it'slight.

An example of this is a sory about a bus
driver. He dated work at eight in the
morning, however, as his sense of time
eoded with the beginnings of his
Alzheimer disease, he began to arive a
work earlier and earlier. He knew that
his adlity to tdl time was not
functioning, so he began pushing himsdf
to get out the door as soon as possble
after he woke up. The anxiety caused
him to weake ealier, and after a few
months he was regularly showing up for
work about 4 A.M. (Note the smilarity
with seeming “obsessons’ described
ealier).

It is often tasks that are repested daily
that are confused when the time dement
is taken into consderation. Making the
bed one day blends in with meking the
bed every other day. Forgetting that a
day has passed in between, one felow
repeatedly demanded of his wife why
she had messed up the covers as they

had jug finished making it. The food
will go bad in the refrigerator because
they do not remember how many days it
has been snce they bought it. People
will carefully take their medication, and
then do it agan hdf-an-hour later,
forgetting they have previoudy taken
enough for the day. People with a
dosstte will do the same, forgetting
what day it is. Checking the day off on a
cdendar may not be a rdiable
compensation if they don't remember
what the date is, as they go through the
day. Some people may be able to rely on
something in the ewironment to
repestedly check the date, such as
yesterday's paper, or a date and time
function on a watch. Others may forget
to check the date and time. One person
edablished the procedure that only his
wife could make an X on the caendar to
show that each day was over. With that
one assid, he was Hill able to teke his
own medications. However, once the
person has proved unrelidble in taking
their medication, they need help to do
0. If they live done, counting the pills
that should be left or checking with the
pharmacit a&bout the frequency of
prescription renewas will let you know
if they ae accurde in medicating
themselves.

Apathy

Apathy is the term used when a person
with Alzhemer disease experiences the
loss of drive or the inadility to use
initiative. The pat of the bran tha
controls  initiation  of  activity or
communication is damaged. People who
have this, need to rely on other people
cueing them in  order to be involved in
conversdtion or in activities Families
tak about ther frudration because the
person just Sts and Stares at nothing for
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long periods of time, and fed tha they
should be udng ther time for some
pupose.  When this occurs, it is
important to identify who has the
problem. Is the person with Alzheimer
dissese being harmed by stting for long
periods, or is it the -caregiver's
discomfort with this change in the
person's date that is the issue The
apathy is caused by the disease process.
As long as the peson is receving
adequate nutrition, is geting sufficent
exercise spaced throughout the day, and
is gtting in a soft comfortable chair so
they are not at risk to develop pressure
aress, and they seem content, are not
showing dgns of anxiely semming from
boredom, then their condition should be
accepted.  Periodic  gimulation  and
pulling them into engagement with
activities and conversation ae useful,
however, the person will not exhibit full-
time engagement with those around
them and ther environment as they had
previoudy.

Geogr aphic Disorientation

Alzheimer dissase ds0 causss an
ingbility to recognize one's
surroundings. This geographic
disorientation begins with an inability to
find on€s way aound the community.
People with Alzheimer diseese may Qo
down a dreet that they have known for
50 years, and suddenly, none of the
buildings look familiar. They may
recover ther memory in a few hours
until the next episode of ‘blankness, but
eventudly, ther memory of the
geography of ther community is gone
pemanently. People who ae d4ill
driving may possess driving skills, but at
some time reach a point a which they
are reliant on another person to be in the
ca with them to give them directions
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This geographic disorientation
progresses until they are unable to find
the way around ther own
neighbourhood, and later, unable to
navigae to find rooms in ther own
home.

There ae obvious safety concerns
because of geographic disorientation.
When a peson with dementia has
geographic  disorientation  and  thelr
memory is on a backward trek, they may
dat waking or driving to a home that
they lived in decades ago. Since they
have memory loss, they may be heading
for a place in a diffeent city or a
different country, and they become
eadly lost. The geographic
disorientation may mesan that they drive
aound for hours until something looks
familir and they find ther way home
Diana Frid McGowan, in her book
“Living in the Labyrinth’, a fird hand
account of having dementia, describes
these episodes. Laer in the illness,
people are no longer able to recover and
find ther way home. They ae likdy to
travel in a draght line (perhaps because
of tunnel vison, to be discussed later),
over the path of most resstance (rather
than turn to stay on the road, they will go
over fences, across fidds, or into dense
bush to say in a draght line). Because
of thiss when a person with more
advanced dementia goes missng, it is an
extreme emergency.

(Contact this Chepter of the Alzheimer
Society a -
www.adzhemercambridgeonca -  to
request files on a proect, entitled
"Search is an Emergency”, completed to
help Long Term Care Facilities prepare
for the eventudity of a resdent who
goes missng. Alzhemer Canada is
currently engaged in a project on this




topic. Both of these were inspired by
extensve work and lobbying by retired
Ontario Provincid Police Officer, Ted
Phillips, whose aticle “When Resdents
Go Missng: Over-reaction is judified,
under-reaction is inexcusableé® can be
found in the May/June 2000 issue of the
journa Long Term Care).

Since people usudly have wdl-ingrained
habits of carrying their purses or wadlets,
it is a good idea to have them cary
family contact information even before
they are at risk for being logt. The Safely
Home: Alzheimer Wandering Registry
exids to hdp the authorities search for
people with dementia who ae lost
(Applications  for the  Wandering
Regisry can be obtaned from any
Chapter of the Alzheimer Society, or
ordered from the Alzheimer Canada web
dte — www.dzheimer.ca). Since no
pictures are attached to the Wandering
Regidry a present, it is dso advisable to
have up-to-date pictures of the
individual on hand — both of the face and
ds full-length, in order to show body
shegpe and podure (this will  help
searchers spot a person a distance away).
Some people put a notch in the soles of
ther loved-one's shoes so their footprints
can be distinguished eeslly.

People whose geogrephic disorientation
has extended to the point that they are
not able to find their way around ther
own home cannot be left done, for fear
that they may inadvertently wak out the
door to the outsde while trying to find
the way to the bathroom, for example.
One woman put a picture on the
bathroom door, S0 whenever her
hushand cdled that he could not find the
bathroom, she could cdl out — “It's the
door with the picture of the hockey
player on it!”, and thus avoid running

upgtairs hersdf to show him the door.
However, she Hill could not leave him a
home aone he needed to be reminded
each time. In one ingance, he went out
the back door in February, with no coat
or boots, because he thought it was the
way to the bathroom. Even when he was
outsde, he could not rationdly connect
the facts that there he was danding in
snow and he was outsde and cold with
the fact tha the bathroom couldn't
possibly be there.

Many people who do not recognize their
home are redless to “sop vidting” and
return “home’. They may be concerned
about who is paying the bill for them to
day in “this place’. Reassurance given
in a way that does not contradict ther
current view of ther redity is difficult to
give. Beng podtive and confident,
raher than awious, hdps when
resssurance is being given. It is vitd to
avoid arguing and reasoning. Without an
intact memory, it becomes increasingly
less posshle to follow a reasoned
agument as the disease progresses.
Didraction may be hdpful in thee
crcumgances. Try a didracting ritud,
such as feeding the birds, which can lagt
a long time and is emotiondly
engrossing.

The geogrephic disorientation  extends
from an inability to orient themsdves in
ther community, in ther
neighbourhood, in ther own home to
eventud disorientation to thaer own
body. Think of a smdl child leaning
what their hand is, what their aams and
feet and legs are. Later they learn how to
put their limbsinto clothing.

If you think of a toddler just learning to

dress themsdves, and then push the
thought back to before that stage of
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devdopment, you will arive a& an
understanding of the adult with
Alzhemer Dissase who loses one Kill
after ancother in putting on their clothes.
Forgetting the geographic layout of ther
body, generd loss of episodic and
procedura memories, and  apraxia
(discussed below) dl contribute to a
developing inability to dress. People
become uncertain of the way to dress
themsdves — often putting ther feat into
Svedter deeves, or putting things on
backwards. For example, one felow
became unable to cooperate with his
wife as she dresssd him because he
forgot that he needed to raise his foot off
the ground in order to get it into the
trouser leg. Instead, he pressed his foot
into the ground. He remembered that
there was something he needed to do
with his foot, but pressed down instead
of pulling up. His wife at firs thought he
was being uncooperative on purpose
but then redized that she had to change
her tactics and have him gt to put
clothing on his lower body. Also think of
a veay young infant who has not yet
leaned the identity and gppropriate
movements of their hands and arms or
fet and legs. The appropriate
movements required in  dressing  ae
forgotten. At a later point, a caregiver
will have to pick up ther loved on€'s
hand or foot and place it in the clothing.
This is an illugration of the theory that
people  with Alzheimer disease
experience a regresson back through
their  childhood devdopment (see
Reisberg, B. & 4d. Rerogeness
Clinicd, physologicc, and pathologic
mechaniams in bran aging, Alzhamer's
and other  dementing  processes.
European Archives of Psychiary and
Clinica Neurosciences, 1999; 249(S3):
111/28-111/36).
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Caregiving Grief

The lady in the paragraph above aso
grieved the fact that her husband had lost
one more ability. Caregivers may get
into a routine and fed that they are on
top of therr loved on€'s needs, only to
fed devadtated that al ther efforts have
not prevented ther loved one from
getting worse. There is cumulative grief,
mounting up over dl the losses and
difficut to relve a you ae dill
reminded of it snce you ae dwdling
with the cause of your grief every day.
This grief leads to anger, frudration,
resentment, a sense of fallure and other
svee emotions. There is grievous
outrage because the person with the
disease is no longer able to help you to
meet your needs, because you don't have
time to meet your own needs snce
youre 0 busy watching out for them,
and because you find yoursdf in S0
many drange Studions in which you
find you have a red loss of control, and
you are not able to reestablish control -
the gdtuation just has to run it's course.
Finding people to tadk to, especidly
others who are experiencing the same
things, in a support group, or on a
caegiver web Ste may hdp give you
strength to carry on.

It is best to avoid getting into a pattern
of substance abuse in order to cope.
Caregiving requires a lot  of
thoughtfulness, credtivity, patience and
perseverance, and is easer with a clear
heed. If you ae feding totdly
overwhelmed, you may need to seek
help for support, new ideas or respite
(someone dse  taking over  your
caegiving for a few days while you
ret). Some caregivers find ways to
goend time on activities they find dress-



rdleasing. Looking after your own gtress
levels and hedlth is very important.

Some caregvers  experience
symptoms of depresson (for example,
problems with deeping, decreased
appetite, increased fedings of irritability,
fedings of hopeessness) and sometimes,
a famly physdan may suggest
medication, such as an anti-depressant.
This medication does not change your
dtuation but may help you to cope more
effectively, and anti- depressant
medication is nor+addictive,

Doing things

Alzhemer  dissase  dffects musde
drength and coordination Fine motor
movement is affected, causng lack of
precison in movements. This may be
sen in the fird few years as shaky
handwriting, or generd clumsiness when
grabbing or holding things with the
hands, or difficulty peforming tasks
requiring precison.

Apraxia is a loss of &bility to initiate
purposeful movements and to execute
and sequence patterns of movement to
cary out specific activities. As wel,
individuds with goraxia may dso have
trouble understanding back, front, left,
right, up, down, or other redive
directions. As a result of these bsses, it
becomes difficult to do things such as
tying shodlaces, doing up buttons and
Zippas ad ay adtivity involving
coordination. Loss of patterns of
movement will reult in the eventud
ingbility to coordinate hand and leg
movements when driving.

In addition to fine motor movement, the
Alzhemer disease dso  affects gross
motor movement. The most notable

change is a lack of gtrength and stamina
in waking. People with Alzhemer
diseese lose the ability to dride and
subsequently  take progressively  shorter
deps. The ability to balance is adso
affected. As this happens, the person
devdops a dow, shuffling waking gait
and darts to become prone to fdls This
type of wak is reminiscent of that of a
person with Parkinson's disease. In the
late stages, the ability to walk islogt.

Myoclonus is an occasond
grong and prolonged contraction of
skeletd muscles, usudly seen only in the
lae dages of Alzhemer diseese. This
may happen as an emotiond response
when the person is dartled or stressed.
You may pull one way on a person’s am
or leg, only to have ther limb draw back
from you. If you are dressng a person
with Alzhemer Diseese, you may have
the impresson tha they ae beng
uncooperative. However, they have no
such intent and are unable to control the
contraction of their muscles, or release
the muscles. The contraction will dowly
rdeeseinit’'sown time.

The memories that ae affected by
Alzhemer disease are not only those for
events, but physical memories or
automatic abilities as wdl. As we
progress  through  childhood  and
adulthood we learn about doing many
things that become so habitua that we
do them without conscious thought.
Usng cutlery, brushing our teeth,
waghing, toleing skills  grooming,
dressng, driving, playing the piano,
typing, skiing, sSkating, riding a bicyde,
or svimming ae dl examples of
overlearned or habitua activities that we
may have practiced so frequently that we
do them easly without conscious
thought. Since thee <kills ae
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overlearned, they are usudly mantained
in the early stages of Alzheimer Disease.

Grooming and bathing are
disupted when the person forgets how
and when to do things. They may forget
what the steps of washing are. They may
forget that they need to wash. They may
be unable to remember how much time
has eapsed since they last washed or
changed ther clothes They may dso
believe that they ae cean and take
offence  should anyone  suggest
otherwise. Deding with such dgtuaions
in a manner that is kind and jovid, rather
than confrontationd, is important. One
fdlow, who needed to hdp his wife
bathe as she was no longer able to do so
hersdlf, was puzzled because she was
cam and cooperative until he helped her
sep out of the bahtub, and then she
became agitated and wanted to get
covered up immediady. As it turned
out, as soon as she saw her own
reflection in the mirror, she thought
there was another person in  the
bathroom, and she was embarrassed. As
you can see, the cause of the distress for
a peson with dementia is not aways
readily apparent to the rest of us, who
can take intact thought and reasoning for
granted.

Control of bowel and bladder are usudly
affected in the middle or late dages of
the disease due to sphincter control,
dthough, some people ae affected
earlier. Rdeaning control is not
possible (because the short-term memory
interferes with learning), and
incontinence products are needed.
However, if a person who has usudly
toileted themsdves, becomes acutdy ill
(for example, with pneumonia), they
may become incontinent for a time and
then recover, especidly if they ae
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facilitated in doing 0. This incontinence
is due to an environmentd cause
Facilitation would mean the remova of
barriers, such as bed rals or other
restrants, and the use of pull-up
incontinence products, rather than those
with tgpe fadeners that are difficult to
learn to take off and regpply. If the
incontinence is due to the disease
progresson, they may dill  have
sphincter control, but be unable to find
the bathroom, and/or remove thar
clothing, and/or find the toilet to gt
down. Guiding the person to the toilet
every 1 % to 2 hours, and/or helping
them with ther dothing and dtting on
the toilet, and deaning themsdves may
help them avoid incontinence. A picture
on the kethroom door of a toilet or some
other identifying symbol may hdp a
person who gets logt in the house and is
unable to find the bathroom, but they
may need reminding of the picture every
time they are looking for the bathroom.
Leaving the bathroom light, and perhaps
a hdl light, on a nigt may hdp them
find the bathroom, as wel. Finding out
what is contributing to a new indbility is
essentid in resolving it. New problems
usudly aise with deterioration. It is
necessaay to  carefully examine the
cdrcumstances in order to pinpoint which
defigdt  is  intefering  with  the
performance of a task, such as toileting,
50 that the help offered to the person is
appropriate and not more or less than
what they need.

(Although new problems can sometimes
be resolved successfully in a way that
the person with dementia is able to
continue to function, generdly they need
more and more help. When the person
caing for them dats to fed frantic
because of the sheer volume of things to
do, it may be time to contact your bcal



community care agency to look for
outsde help.)

Some people with Alzhemer Disease
say that they have to think out every step
to do things they used to do without
thinking. One woman related a an Early
Stage Support Group, that she could no
longer use an escalator and was very
unhappy about this. After being coached
to dow down and concentrate on the
task, she was able to go out and use the
ecaator the next week. However, she
dso was widful that there were things
she used to be able to do autometicaly,
and now she had to think about them.
(This same lady often sad, “l think
you're only sent as much as you can
handle’ — her inspiring philosophy, and
her drength, in her journey through
Alzhemer disease)

One fellow related how he would dways
ask his wife to wash before dinner. One
day she didnt return to the kitchen.
When he went looking for her, he found
her a the bathroom door. She knew she
had to go into the bathroom to wash, but
she couldn't remember what to do to
wash.

Another lady related that the last year
her husband planted the annud flowers
in their garden, they didn't do very well.
The next spring, she discovered that, in
the sequence of deps to planting the
seedlings, he had neglected to remove
them from the plastic seedling holders.

Eventudly, people become less adept a
ther formerly automdic abilities and
findly, will be undble to do them. For
this reason, in the middle and late stages,
people need help with many activities as
they care for themsdlves or the things in
their household. Incbilities with fine

motor  movement  compound  the
difficulties  causd by forgetting
automatic phydca dhilities. One felow
described his frudration as his wife was
losng her abilittes to do her hobbies
She left many projects in various stages
of completion around the house. He said,
"If only she would just work on one
thng & a time and ge it finished!"
However, her short-term memory loss
was making it difficult for her to
remember what she had been working on
(and where she had lagt left it), and her
decreasing skills were causng her to
make migekes in her knitting and
sewing, s0 she would put the projects
down in frudration. She was ungble to
work on them and unable to finish them.

Driving

The isue of driving Iis extremdy
difficult. Sometimes during teding, a
physcan will find that the person's
goatid skills are such that they need to
cease driving immediady. Other times,
the family may want to curtail the person
from driving because when they gt in
the passenger seet  while the person with
dementia is doing the driving, they find
ther driving unsafe. One method of
gradudly cessng the driving has been
found to work well. A lady asked her
husband once a week or o if it could be
her turn to drive (her license renewd
was coming up). She gradudly increased
the frequency of asking for her turn until
she was doing the driving 80% of the
time. Then she dated to automaticaly
heed for the driver's sde of the car
whenever they waked toward the car,
without saying anything. After about Sx
to eight weeks, her husband aways went
to the passenger sSde and never agan
expected to be the driver. This non
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confrontationa approach is podtive, but
not dways possible.

Sensory Changes

Two types of changes affect a person’'s
dtered perception of the environment
through ther senses  Frdly, the
memories of the meanings of sensations
may be los. We are able to sniff the air
and think, “flowers’ or “something's
burning”. However, we had to lean
those meanings in the past and they will
eventudly be forgotten with Alzheimer
disease.

Secondly, the interpretation of the
sensory information may be altered.
Agnosa is the loss of recognition of
sensory  information  and  indudes  dl
senses - dght, sound, taste, touch, and
andl. For example, one woman became
panicked essly while driving in a car
because she had the illuson that they
were moving draght up rather  than
dong the ground. Lae afternoons or
early evenings are more problematic for
visud perception, as light changes occur
a that time.

If, for example, the person forgets what
a common sound means, such as the
ringing of a teephone they will exhibit
a dartle response every time they heer it.
Most people who hear a sound they can’t
identify immediatdly want to know what
the sound was, and get up to investigate
until they have <solved the mydery.
People with Alzheimer disease may have
this type of dartle reaction to normd,
everyday sounds. Thus, they ae
frequently  surprised, and  become
awious and in need of reassurance if
they become frightened. This is often the
reeson that people with Alzhemer
disease become agitated and restless for
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no apparent reason. Even though you do
not know the reason tha they have
become anxious, it is important to
resssure and cam them, rather than tell
them that they have no reason to be
awxious. The reason is there, in ther
redity; it is difficult to find out wha it
is and you may not. It is important to
vidate ther emotions and recognize
that ther emotions ae red and
appropriate in ther redity. For example,
one fdlow in a nurdang home became
very agitated every day about 4 P.M. In
order to try to understand the cause,
someone sayed with him from 3:30 to
4:30. The volunteers, activity daff and
the day <hift of nurses left at 4, and the
evening shift went into report. The unit
changed from a budling hive of activity
to the quiet of a deserted library. As it
became quieter, he began to pace and
shout, "Who's on that line? Why arent
they working?' At one point in his
working life he had been a factory
supervisor. In his mind, he was back in
that time in tha workplace. His
interpretation of the sudden dlence in his
current  environment was linked in his
mind to his former workplace and he
took the absence of activity to mean that
the work on the factory line had ceased
and fdt respongble to get it going agan.
Ligening carefully to the person with
dementia and knowing their higory are
vauable tools to helping them.

Televison or radio programs ae one
exanple of sounds and visud effects
which may disurb a person with
Alzhemer disease who no longer knows
the meaning attached to these media If
you can put yoursdves into the mind of
someone who has forgotten what a radio
or televison is, you may have a reaction
that is not unlike someone from the
1700s  suddenly  experiencing a



tdevison. You may think that the
people in the box are looking & you or
tdking to you, or laughing a you.
Unlike the person from the 1700's, you
will not be able to learn what that box is
and become accommodated to it
because your short-teem memory  will
prevent you from laying down this new
memory. Waeatching a small child become
able to use the phone, she went from not
knowing what the phone was used for, to
thinking that the person who was
goesking was actudly, magicdly in the
recaver, to findly redizing tha gshe
could somehow communicate without
the person she was spesking to being
present, by using the telephone. The
person with Alzhemer disease or rdated
dementia goes through a Smilar process,
but in reverse. This lagt example is an
illugration of how many inabilities
(sound recognition, visua recognition,
language, abdtract thought, etc) may
combine to the point where the person
with  Alzhemer dissase cannot  do
something they have done for decades,
such as use atelephone.

The sense of smell may decrease, and
the most notable effect when this occurs
is a decrease in the ability to taste food.
On our tongues, we taste Sweetness,
sourness, sdtiness and bitterness. The
rest of our ability to taste can be
attributed to the sense of smel. One
fdlow who log his sense of amndl quite
ealy in the disease, described how he
had to force himsdf to eat, because
putting food into his mouth was like
putting cardboard into his mouth. This
same fellow put 6 — 8 teaspoons of sugar
in his tea He sad he couldn't tagte the
tea or the milk, but he enjoyed the
sensation of having hot, sweet liquids.
He dso enjoyed sdty foods and meds
that were highly spiced.

Paradoxicdly, when the disease process
is afecting the olfactory centre of the
brain, people with Alzheimer disease or
rlated dementias may relate that they
detect strong unpleasant odours, when
others present cannot. Removing what
they see as the cause of the odour is
more effective than aguing tha the
gndl doesn't exis. For them, the smdl
is quite red. Since the origin of the
perception of the amdl is in ther mind,
removing the object they see as the
cauue may have no effect, and
digraction or some other comfort
messue may work. Arguing will not
change the fact tha they perceive the
andl, but it will rase ther axiety levd
and may lead to worsening behaviour
patterns.

The loss of visual depth perception, the
ability to see in three dimensons may
mean that people have difficulty
navigating dars, paticulaly if the same
colour carpet that is on the floor aso
goes down the daircase. Some people
have had success putting a contrasting
colour of duct tape a the front of each
dep, so the person with Alzhemer
dissase can visudize the deps more
eadly. If a peson with Alzhamer
disease is looking a a solid black area,
or a solid white area, such as a bathtub,
they may perceive a yawning bottomless
hole. Putting a coloured bath mat down
may increee the likdihood that they
would be willing to gep into the tub.
Putting blue food colouring into the
water may dlow them to see wha they
are depping into as well. Generdly, with
atered depth perception, it becomes
chdlenging to judge how high, deep,
long, wide, near or far things are.
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The geographic  disorientation  and
difficulties  with  depth  perception
combine to lead to an inability to find
onedf in gpace The person  with
Alzhemer disease may lack a cognitive
map of where ther body is in space
This leads to difficulty navigating. They
may go to gt down, but miss the chair,
as they are unable to judge the distance
and relative location of their body to the
chair. Spaced retrieval has been used to
help people with dementia remember to
fed the front of the chair on the back of
their legs before they st down.

Visual acuity is aso worsened, and this
can hagten the loss of ability to read or
tell time or recognize people or things.
People whose visud acuity is affected
may enjoy reading large print books and
later in the disease may dill be able to
reed headline-szed print. It is important
to try, as dgns may hep them find a
familir place in thar otherwise
confusng environment. Each individud
is unique in this regard. (The ability to
read is aso affected by short-term
memory loss - if you cant remember
what happened in a story in the previous
chapter, your enjoyment of reading a
book will be affected. Reading is dso
affected by decreased language Kills -
frudration & no longer recognizing

many words.)

There is dso the development of tunnel
vision, and the associated decrease in
ther avaldile peiphead visud fidd
causes people with Alzheimer disease to
have problems with going through the
environment  physcdly. Other  things
passing through their visud fidd from
gde to sde, such as a car on the road
may dso datle them more easly. We
see the car coming “out of the corner of
our eye€’, 0 we have warning, whereas
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the person with tunne vison will not see
the ca until it is directly in front. Also,
they may not connect the sounds they
hear with the fact that a car is driving
cose by. Sdafety is an important
condderation after tunnd vison has
developed. People are more likely to trip
on curbs or scatter mats, which are on
the ground or floor at their feet, as these
ae no longer in ther peripherd vison.
The short-term memory, which the rest
of us use to remember that there is a
curb coming up, may not assg the
person with Alzheéimer Disease. Many
people have mentioned that the family
member with Alzhemer Disease likes to
wak directly behind them. This may be
the easest place for them to keep track
of ther caegiver, if ther decreasad
peripherd vison would not dlow them
to easly see someone waking beside
them.

Judgment

The enormous changes in  memory,
perception, interpretation and
underganding lead to changes in the
ability to use judgment as the person has
used it in the past. A person with
Alzhemer dementia may not be able to
take everything into account when they
make a judgment, and may forget many
important  factors when making a
decison. This may  rexult in
embarassment for the family. One
fdlow, who had been a very proper
gatleman dl his life unzipped and
urinated into the water in front of a tour
boat loaded with people about to
dissmbark. He was oblivious to the
scandd he had created, and, athough
there had been dgns of memory loss,
this incident hdped the family redize
that there was something serioudy
wrong. This type of behaviour may be



dso termed dignhibition, but whatever it
is cdled, it is the result of multiple
losses in cognition affecting the person's
ability to exercise ther usud sandard of
judgment. The indbility to exercise
judgment in daly life is often seen in the
frequently  voiced  observation by
families that ther loved one can no
longer chose what to eat on a restaurant
menu, or may be perplexed when it
comes to deciding between different
items of clothing, such as whether to
wear the brown bt or the black belt.
Even such seemingly  inconsequentid
decisonrmaking tasks may become
impossble for some people with
Alzheimer dementia

Hallucinations

Visud or auditory hallucinations
happen to about hdf the people with
Alzhemer disease and may happen with
other types of dementia, especidly Lewy
body and fronta lobe dementia Usudly
the hdlucinagions ae of anmds or
people. You may be unaware of these
hdlucinations until your loved one darts
talking about the nice dog or cat they
saw, or comes into the room when the
two of you have been done dl day,
saying, “Where did everybody go?
There is no point in arguing that these
hadlucinations are not red, as they ae
very red to the person experiencing
them. The hdlucinaions can be very
susceptible to  suggestion, however.  If
they are not causng digress, they can
just be accepted. If they are distressing, a
suggestion tha they have  been
misnterpreted (eg. “Those aren't enemy
soldiers, those ae Unce Arthur's
hunting buddies’) or that they will be
gone soon (“Don’'t worry, he€s just
leaving’) and definite cdmness on your
part, can be very effective.

I ntegration of Concepts

The processing of all information is
slowed. One fdlow described his
sruggle in socid settings. He had a great
ded of difficulty processng the words
that people were saying to figure out
wha they meant. When he stood taking
to a group of friends, he would work
hard to figure out what each one was
saying, as the conversation went around
the group. He would miss a little of what
each one said, because, before he had
finished understanding what one person
had sad, the next person would dart
taking. He was dso dower in trying to
think of his own contribution to the
conversation. Consequently, by the time
he thought of what he would say, and
how he would say it, the conversation
had passed onto another topic. When he
sad something himsdf, the others
laughed and sad, "Where have you
been, we were taking about that five
minutes ago!" He ended up withdrawing
socidly, and just concentrated on
ligening, instead of participating, unless
he was in a one-to-one Stuation.

Processng visud informdion is dso
dowed. One person noted that his wife
jumped every time thear young
grandchildren ran across her fidd of
vison. Sowness in processng the visud
input, a wdl a tunnd vidon,
contributed to the impresson that the
children had jumped into place Many
people are surprised to get an answer to
a question they have asked the person
with Alzheémer Disease, five or ten
minutes after they had asked it. The
downess extends into al spheres. One
woman related how leaving the house
for an outing used to require a hdf-
hour’s preparation in the morning. In the
months just before her husband went
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into the nursng home, she could count
on a ful three hours or more to
accomplish the morning's chores of
breskfaging, dressng and usdng the
washroom before leaving the house.

In order to integrate some of the
concepts described thus far, think for a
minute about the congdlaion of
indbilites  mentioned  earlier, and
imagine an ddealy man who goes into
the washroom in his nurang home and
comes out complaining about the other
man who won't leave. The nurse goes in
with  him and finds the washroom
otherwise empty. He ingss that the
other man leave before he does his
busness. The nurse leaves, frudrated
because she cannot make this man
understand that there is no one but
himsdf in the washroom. This occurs
many times a day, and the man's
frugtration dowly builds over the days to
the point tha he ‘needs sedation.
Pulling together what you know about
the congdlation of inabilities however,
you can figure out that this man no
longer knows what a mirror is and what
it does. Furthermore, his memory has
gone backward in time, and he thinks of
himsdf as looking the way he looked in
his teens (perceptagnosia). So, each and
every time he goes into the washroom,
he sees an 80-year-old dranger who
refuses to leave as long as he is in there,
and therefore he has no privacy. Even if
the nurse tdls him that he is in the
mirror, it will not help, as he has
forgotten what the word mirror means,
and forgotten the concept of reflections
in mirrors, and forgotten what his face
looks like in the present. Once the cause
of the problem is figured out, the mirror
can be covered, and the man will regain
his sense of privacy and his frudration
and anxiety will decreese. He needs
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others to work within his redity to help
him solve the problem.

Take another ingtance of a person who
hes logt the ability to feed themseves
well, has lost the knowledge that a
catan feding in thar somach means
they are hungry and need to edat, and, has
log the adility to undersand most
words. They are fed a couple of bites,
and, seemingly have logt interest in
eging. Thar short-term memory does
not dlow them to remember that they
are in the middle of a med. They may
not recognise food as food, or connect it
with the task of feeding themsdves.
Someone asks them if they are full. They
may hear what sounds like nonsense
words — gopm fltem wdber — for
example. However, wanting to be polite,
they may answer a rased inflection in
the person's voice with a socidly
acceptable “yes’. This results in thar
food being taken away before they have
had enough to eat. People with
Alzheimer disease reach a point where
others have to take on the task of
asessing whether they have had enough,
as they are no longer able to judge their
own nutritiona inteke for its adequecy.
They may feed themsdves once they get
help starting, or they may need D be fed
by someone €dse. They may not
recognize fedings of thirg, and may go
without drinking for long periods, or
work outsde on hot days without taking
in adequate fluids, risking dehydration.

Other people may overedt, as they fal to
recognize the physcd fedings of
fullness, do not remember that they have
just edten, or are no longer able to
execse ther judgement to give
themsdves adequate nutrition. In some
ingtances, keeping food out of sght, or
not having ingppropriate food in the



house is the only way to cope with a
person going through this type of phase.
This can cause red conflicts for a
caregiver. In one ingance a lady had to
sop having her ddicious cookies and
quares available for her grandchildren,
who adored them, in order to hdp her
husband who had diabetes and
Alzhemer disease, but was no longer
able to exercise gppropriate judgement
in gopping himsdf from eating as much
as he wanted to eat. This caused grief to
this caregiver as she was no longer able
to dote on her grandchildren in a way
she and they loved.

Geogrephic and spatid  disorientation
combine with a faled ghort-term
memory to result in people and things
becoming logt. If a person with the
disease looks for things where they think
they have left them, and is congtantly
unable to find them, they may ga a
sense that things are aways disgppearing
on them. If they are convinced tha they
left an item in a different place, they fed
as though someone dse has moved it.
They may develop a conviction tha
someone is coming into ther house and
moving things or taking them.
Therefore, they may hide things away. If
you found that your car was missng,
you would autométicaly report it stolen.
The logic of thinking a missng item has
been solen remains a part of the logic of
a peson with Alzhemer dissase. The
difference between you and the person
with Alzhemer disease is tha they may
not accuratedy remember what things
they actudly had or where they Ieft
them. Family may be accused of geding
things and this is most dressful.
Smiling, being reassuring, and chearfully
offering to hep them look ae useful
goproaches.  Didracting them  into

another train of thought as you look may
bring an end to the episode.

People with Alzhemer disease gradudly
dop their household activities such as
repair, cleaning, cooking, gardening, etc.
as the disease makes the performance of
these tasks impossble. The abilities to
plan, organize, and carry out functions
become severdly compromised early in
the disease. These functions are cdled
executive functions, because they
require a number of different memories,
different kills and the ability to see the
sequence of each of the steps of a
procedure and their relation to the other
deps. Peforming duties aound the
house becomes impossible for the person
with Alzhemer dissese, even though
they appear to be physicdly capable of
carying out those duties. Take, the
exanple of bailing an egg. One must
know what an egg is that boiling it
requires putting weter in a pot, heating it
to a boil, and leaving the egg in for the
correct amount of time. If any one of
those doeps cannot be peformed
adequately, the person with Alzhemer
disease cannot boil the egg. They may be
able to do things for a period of time if
the steps are broken down for them (eg.
“please put these plates on the table’,
“please put these forks on the table” etc.,
rather than “please st the table’), or, if
they work sde by sde with another
peson doing the same thing, but
eventudly, this too, becomes impossible.
The picture is complicated because the
person with the illness has good days
and bad days, and, for a while, they may
perform the required function on some
days, and seemingly refuse to, on others.

Knowing which &bilittes reman and

which inabilities need to be compensated
for is important for family members
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caing for ther loved one It is difficult
to step into the persond gSpace of
someone with Alzheémer disease and
take over a function when they are no
longer able to do it. They may do it one
day and not the next. They may be
offended because they fed they are dill
capable of taking cae of things
themsdlves  Usng good  humour,
showing respect and caring, trying and
faling and trying agan, the caregiver
eventudly helps the peson  with
dementia get used to the fact that they
need hep. Further deterioration means
that they are having to dtart this process
al over again. Sometimes family who do
not live with the person with dementia
are surprised by how much they cannot
do. They may say something lke “If you
weren't doing so much for Mom, she
would be ale to do it hersdf!” Not
having been there for dl the times Mom
tried and couldn't, and not wanting to
accept that Mom is as incapable as she
is, they end up hurting Dad who has had
to accept Mom’ s indbilities and help her,
because he has no choice.

Just as not remembering where they put
something can lead a peson  with
dementia to have delusions about people
geding from them, the inability to sense
the passsge of time may lead to
delusons about their dgnificant other. If
a peson thinks that their husband or
wife has been gone for a long time, even
though they left for jus an hour and
came back with bundles of groceries, the
person with dementia may accuse them
of bad behaviour. It is very demordizing
for a hard-working and caring caregiver
gpouse to be accused of having an &ffair,
but it is hepful for them to redize that
the anxiety their spouse is experiencing
because of the disease, coupled with
their inability to evduate time, and their
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lack of judgement may lead to them
making hurtful accusations such asthis.

Is it any wonder that anxiety, fear and
frudration are hdlmarks of this disease?
The person with Alzheimer disease has
log al anchors and connections to the
rel world. When you are interacting
with a person with Alzhemer disease
they may not know where they are, who
you are, what you want to do, why you
want to do it and how it is done. Unlike
you, they ae lacking an understanding
of their context. At the beginning of the
illness, most of the person's contextud
information is intact. As the disease
progresses, they lose more and more of
their abilities and their knowledge which
they use to evaluae the context they're
in. Early on, you may see a person who
is functionng wel, but who's judgement
of what is appropriate to say in a socid
setting is disurbed. Later, the lack of
context may mean that they do not ever
know where they are in place or in time,
but they do know their man caregiver.
They will “shadow” ther caregiver,
never letting them out of their sght, for
fear of becoming completdly logt.

Giving pesond cae is egecidly
intrusve, and trus must be established
each and every time that the person with
Alzheimer disease is gpproached. If you
fed threstened and someone darts
handling you without your permission,
you may fight them off. It is a amilar
gtuation if someone with Alzheimer
diseese is fighting the person trying to
help them: it may be because they do not
understand, or are mistaken, about the
context of the interaction, and they fed
threatened. The reputation that people
with Alzhemer dissese have of beng
aggressve is misplaced. In most cases,



the person is merdy on the defensive,
keeping themsdves from ham by
someone who seems to be about to do
them ham or avoiding a dtuation they
find threstening. You know that they
need your hep and you fed tha they
should be grateful. On the other hand,
they do not redize that they need help,
and may be offended when hdp is
offered. Almogt dl of “aggressive’, or
violent defendgve behaviour in dementia
can be avoided by adapting changes in
the way other people interact with the
person  with dementia Forceful
digraction can be very effective. When
her husband gripped her arm too tightly,
for too long, one lady pointed behind
him and said, “Look at the birds out the
window!” By the time he got to the
window and complained that he couldn’t
see any hirds, the criss was over and he
had completely forgotten that he was
upsst about having his medications
givento him.

If you send clear sgnds through your
tone of voice, facid expresson and
rdlaxed and confident attitude, that you
mean them no ham, they may be trust
you to the point where you are able to
help them with ther persond cae.
People with Alzheimer disease become
extremely sendtive to the body language
of others, as they no longer possess the
judgement and insght to understand the
dgtudtion, 0 they evaduate the threat
posed to themselves by the frown or
aggressve dance of the other. It is
important to exaggerate your body
language communicetion to let the
person  with Alzheimer disease  know
that you intend them no ham. A gnmile
on your face, a relaxed tone of voice and
body stance, a sense of cadmness and
reessurance, perhgps a hug, Al
communicate that you mean to hep, not

harm. If you fed like you're overdoing
the podtive body language, you are
communicating your intent effectivey
for aperson with Alzheimer disease.

Remember that their short-term memory
may not permit them to remember what
you are doing when the two of you are
part way through a task, such as a bath.
People have found it effective to keep
chatting throughout the task, as the
continued connection and reassurance of
a soothing tone helps the person with
Alzhemer dissese day cdm in a
dtudtion they would othewise find
threatening.

You can asSg the person with ther
emotions. The person with Alzheimer
disease, paticulaly late in the disease,
lives in the moment, without a context.
They ae without a perceived past or
future. If you hep them enjoy the
moment, it is a gift of podtive emotions.
A peson with Alzhemer disease, who
gets into a bad mood, will say in that
mood long after they've forgotten why
they fed that way. Your gift of laughter
or pleasure can result in a postive mood
that lasts for hours. Laughter a some of
the comicd  dtuations you  will
experience is hedthy and to be shared
with the person with Alzhemer disease
by hugging them, or somehow showing
that the two of you have shared a specid
moment. A few people have worried that
laughing is ingppropriate because of the
gravity of the illness and fed guilty for
findng some gtuaions funny. Very
experienced caregivers have said, "You
have to laugh. If you dont laugh you
cry. Sometimes you laugh and cry a the
sametime.”

The text above provides the rationae for
the pamphlet “How to Interact with a
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Person with Alzheémer Diseass’, which
is avalddle by cdling the Alzhamer
Society of Cambridge at (519) 650-1628,
or can be viewed on the web dte
www.alzhemercambridge.on.ca

Individuds with Alzhemer disease ae
unigue in thar prior higory, bdiefs
behaviours and  habits  Alzhe@mer
disease progresses at different rates in
different people some succumb to it in
as little as two years, others deteriorate
dowly over twenty years. The changes
that the person experiences a any one
time depend on the areas of the brain
that have been affected. So, for example,
some people develop language changes
ealy in thar illness othes mantan
therr fluency for years. Some develop
incontinence very early and are able to
completly manage ther incontinence
products on their own for a long time.
Others reman continent for years. Some
have indgght and intact judgment ahility,
others do not.

A person with Alzheimer dissase has a
congdlation of inabilities and
difficulties tha combine to produce the
unique pettern of the expresson of their
disscase @ any one point in time. Each
new inability interacts with the others to
produce new chalenges for the person
with the disease and those supporting
them. Whenever the progresson of the
disease changes the person's dhilities
and behaviours, the person affected and
ther family need to find new ways to
cope with their care and dally life events.

Note:

Originally, this material started out as a
talk based on the video “ The Brain and
Behaviour”, featuring Dr. Helen
Creasey, produced by the University of
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Sydney (Australia) Television Service for
the Alzheimer’s Disease and Related
Disorders Society (ADARDS). The
content has grown in depth and
complexity (and hopefully insight)
thanks to the people with dementia and
their families who have shared their
experiences with me over the past three
years.

A special thanks to Susie Gregg, who
shared her article, "The Seven A's of
Dementia", to Jane Grieve, who lent her
expertise to the comments on caregiver
depression, and to Craig Smith for his
many comments and suggestions.
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