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MINUTES OF THE ____Housg . COMMITTEE ON ELFARE
The meeting was called to order by Marvin L. Tittlej O}(lj?lairperson at
_1:30  /fah./p.m. on March 26, 1986 in room _423=5 _ of the Capitol.

All members were present except:

Committee staff present:

Emalene Correll, Research
Norman Furse, Revisor
Sue Hill, Secretary to Committee

Conferees appearing before the committee:

Marilyn Bradt, Kansans for Improvement of Nursing Homes

Michele Hind, Kansas State Nurses Association

Joyce Romerso, Secretary Department on Aging

Dick Morrissey, Department of Health and Environment

Elizabeth Taylor, Ks. Assn. of Education of Young Children
Ks. Assn. of Local Health Departments

Visitor's register, (see Attachment No.l.)

Chairman called meeting to order, and invited conferees who would not be heard at
previous meeting since meeting ran out of time.

Hearings continued again on SB 690.

Marilyn Bradt, Kansans for Improvement of Nursing Homes gave hand-out yesterday, so it
is recorded in minutes of 3/27/86, as Attachment No. 8. She asked members to note her
printed testimony distributed yesterday, and she urged for favorable consideration of SB
690, saying this is a good beginning towards helping people with these particular
problems. It is a modest beginning, but a beginning.

Michele Hinds, Kansas State Nurses Assocaition gave hand-out, see (Attachment No.2), for
details. She spoke in support of establishing an 800 helpline where information related
to Alzheimer's disease could be relayed to those who need such information. Social
Security administration projects that by the year 2000, the group most at risk of
institutionalization will be 60 percent larger than in 1983. The nursing home population
can be expected to increase by 49 percent according to National Health Statistics recently i
compiled. The nursing profession has four main roles she stated, i.e., help those who

are ill, regain their health; help the healthy maintain or enhance a state of wellness;

offer support to those that are dying; and make life as good as it can be given the

disease process. In the case of an Alzheimer's patient, we can't at this time help

cure, but we can support the patient, utilize appropriate responses to behavior changes

and effect the kind of nursing care that will provide a patient care geared specifically

to this particular disease. Perhaps families of the Alzheimer's patient are even more
affected, and the program that is spoken to in SB 690 will be of help to them. The

Dept. on Aging would be responsible for implemtation of SB 690 in providing adequate
professional staff and resources to fulfill items detailed in Sec. 1, (c¢). She urged
committee to favorable support SB 690. She spoke to the support of SB 3051 as well, and

asked members to note that in her printed testimony this date. Within the Attachment

are papers from Nurses Journal that members might find interesting and have some of

their questions answered.

Ms. Joyce Romero, Secy. of Department on Aging gave hand-out, see (Attachment No.3), for
details. She recommended passage of SB 690, and wanted to assure committee that their
Department does not intend to create a new unit as the word "office" implies in Sec. 1,

(b) of the bill. The office of Alzheimer's information would be a service delivered by

a professional within an existing division of their Department. This person would assist
those who call in or write; research national, state and local information for dissemination;
publicize the existence and purpose of the helpline; cooperate with local area agencies

Unless specifically noted, the individual remarks recorded herein have not
been transcribed verbatim. Individual remarks as reported herein have not
been submitted to the individuals appearing before the committee for 1

editing or corrections. Page

of _4




CONTINUATION SHEET

MINUTES OF THE ___ HOUSE COMMITTEE ON PUBLIC HEALTH AND WELFARE ,
room ___423-§ Statehouse, at __1:30  am./p.m. on March 26, 1986

Hearings continue on SB 690.

on Aging in disseminating information and making proper referrals; build a resource file
of information; train state and local staff. These duties will require a professional
who is knowledgable about Alzheimer's and related diseases. Kansas needs a Helpline so
that family members of Alzheimer's patients will always have a source of information in
the future. The House Ways and Means approved $10,000 and Senate Ways and Means approved
an additional $35,000 for funding this helpline.

At this point, Chairman noted he had discussions with Mr. Harper who testified at
meeting yesterday on SB 690, and their Department would not have any problem with
amending language in Sec. 1, (b), lines 30-35 that speak to "office'., he said. Motion
made by Rep. Runnels to amend SB 690 to make necessary technical changes by removing
lines 29-35 through the word "metwork" on line 35. Motion seconded by Rep. Williams.
Discussion ensued, i.e., some objecting to all this language being removed since it
describes some duties that shall be performed. Rep. Blumenthal made a substitute motion
to change only the word "office" in line 30, to "position'. Motion seconded by Rep.
Branson. Discussion ensued, i.e., what other language might be more appropriate.

At this time, Rep. Blumenthal and Rep. Branson removed their substitute motion.
Rep. Runnels, Rep. Williams withdrew their original motion to amend SB 690.

Possible language to amend was suggested by Ms. Correll. At this point, Rep. Branson
made a motion to amend SB 690 by striking language in line 30, after the word an, "office
of Alzheimer's information to assist', and to strike in line 31, words, ''persons making
inquiries through the'", and to leave the remaining language intact. Motion seconded by
Rep. Runnels.

Chairman invited Ms. Romero to comment on amendment proposed, and she said it was fine.
No further discussion. Vote taken, motion carried.

Ms. Romero answered question, i.e., yes, they have one 800 phone number which is called
Aging Services in Kansas. The helpline that they had requested funds for, they are just
going into that. They are not establishing a whole new number. The present 800 number

is highly publicized and currently is mainly used to take complaints against nursing
homes, and we plan to have area agency publicize their 800 numbers more, she said. The
request we have made will just piggy-back onto what is currently established, she said.
When asked when they could begin to utilize a helpline, she replied, as soon as funding

is available. Rep. Williams made a motion to amend SB 690 by striking the words, "statute
book'", and insert in lieu there of, "register'", in line 56. Motion seconded by Rep.
Hassler, no discussion, vote taken, motion carried.

Questions of Ms. Romero continued, no, there is nothing to prevent them from carrying
out this service now, except that it would not be cost effective since they do not have
any professionals manning the phones. TIf SB 690 were passed, it would change that.
Radio and TV announcements were mentioned, since the FCC requires stations to air public
service announcements be given. Ms. Romero thought this a good suggestion. The staff
member that would be placed to work the helpline was discussed, i.e., credentials of
said staff member. Ms. Romero said they would hope to get someone with a graduate
degree, someone who had worked with Alzheimer's patients, or who had worked closely in
the field of gerontology/geriatrics. We have people in mind, she said. There was
discussion on related diseases, and presently there are over 100 dimentias and Alzheimer's
is but one of those. The helpline won't be perfect, but it will serve to educate and
assist people and help to lessen some of their burden.

Chair at this point noted that Ms. Romero wished to speak to HB 3051.

HB 3051.

Ms. Romero offered attachment (No.4), in response to questions posed by committee
members. Their Department on Aging suggests an amendment to HB 3051, she said, to
authorize three demonstration respite care projects. Recommended amendment that speaks
to this authority would be to delete Sec. 4 (c¢) through (h), and Sec. 10. Further, to
insert the word, '"three" between "that", and "countywide", in Sec. 4. Further, to amend
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CONTINUATION SHEET

MINUTES OF THE HOUSE COMMITTEE ON PUBLIC HEALTH AND WELFARE

room 423-S _ Statehouse, at 1330 /{{h/p.m. on March 26, 19_86

Ms. Romero continued on HB 3051.

Section 5, could be amended by adding, ''One program shall be established in a city which
is a major population center of the state, one program shall be established in a city
which in population is intermediate in size and one program shall be established in a
city which in population is small in size." She stated their Department estimates these
three projects would cost the state $45,000, total, $15,000 for each project.

Chair had committee note, this project of 3 programs being established had no funding.
The funding was for the helpline only, so this proposed program would have to go through
Ways and Means Committee before we could do anything further on it.

There was discussion on HB 3051, and Chair determined to by-pass action on this bill
until such time as Rep. Wagnon will be available.

At this point, Rep. Branson moved to report SB 690 out favorably as amended, seconded by
Rep. Cribbs, no discussion, vote taken, motion carried.

Hearings began on SB 672:——

Dick Morrissey, Department of Health and Environment spoke to SB 672, gave hand-out,
(Attachment No.5), for details. He pointed out several technical changes. Sec. 1, he
recommended the changing fee to $15 for home licensed to care for less than 13

residents. And to change fee to $75 for home licensed to care for more than 13 residents.
In Sec. 3, to establish a fee of $5 to offset costs incurred. And to remove an archaic
requirement in Sec. 2 that would notify judges of all licenses issued or applications
withdrawn. (This is no longer wanted or needed by the judges). Sec. 4 proposed changes
purely technical, Sec. 5, would amend to establish requirement for annual inspection
rather than 2 inspections per year. He urged for favorable passage. He answered
questions from members, i.e., difficulty in the age of children authorized and perhaps
changing the age to 16 or 18, since some are working age. Discussion on problems in

some areas of the state where children are placed by the courts and the number permitted
might not be in proper categories of under 13, or over 13. Mr. Morrissey agreed there
are problems in both these cases, but their department felt it not best to make
recommendations in this regard at this time. Just changing age limitations would not
correct the problem in the one case he said. There has been an attempt to make adjustments,
some County Attorney offices cooperate, and some do not. Purely in most cases because
they too, must follow priority schedules, and this often is not top priority.

Norman Furse then asked members to note that line 64 of SB 672, language changes necesary
might need to be made to delete language, 'mot to exceed".

Elizabeth Taylor, speaking to SB 672 in behalf of two groups, Kansas Association of
Education of Young Children, and Kansas Association of Local Health Departments. They
are concerned with the education of children under age 8, she said. We support Mr.
Morrissey's recommendation of increasing the fees; the number of children; the technical
changes suggested, but are concerned with the inspection visits, and do not support
changing that from 2 to 1 per year. She answered questions from members, i.e., they
feel a small $5 fee would not discourage anyone from applying for registering a home

to care for children. She suggested the legislature might wish to take a look at
targeting the $5 fee into the Local Health departments.

There was discussion in regard to a case in the state where one home was trying to put
another out of business are are daily counting the number of children in an established
home for children.

Hearings closed on SB 672.

Chairman asked Ms. correll to brief members on HB 3124.
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MINUTES OF THE HOUSECOMMITTEE ON PUBLIC HEALTH AND WELFARE

room __423=S Statehouse, at 1330 /44 /p.m. on March 26, 19.86

Ms. Correll stated, it was discovered there were hospital districts around the state who
were unlawfully operating as hospital districts, having not operated hospitals

for a period of years. There is a specific hospital that does not wish to operate as a
hospital any longer, but wishes to operate as an adult care home. Hb 3124 would give
authority to say that if a hospital district needs to terminate its hospital activities,
it can turn itself into a health care facilities and services hospital district and can
continue to operate those other types of health related services that it was

operating at the time it was a hospital.

It is a technical kind of bill, and it is my understanding, she said, that the bill will
speak to four or so other specific cases in the coming year.

Chair then noted work to be done in committee before deadline date. Tomorrow, Committee
will have discussion and action on 9 bills/resolutions, and hold hearings on some.

Meeting adjourned at 3:15 p.m.
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the voice of Nursing in Kansas
For Further Information Contact:

Terri Rosselot R.N.
Executive Director

(913) 233-8638

March 25, 1986

SB 690
~ T ESTABLISHMENT OF INFORMATION & REFERRAL NETWORK--ALZHEIMER'S DISEASE

Mr. Chairman, members of the Committee omn Public Health and Welfare, my
name is Michele Hinds, MN,'RN; and I come before you today as the
Legislative Chairperson ;f the Kansas State Nurses' Association. There
are currently over 22,000 licensed registered nurses in the state of
Kansas. KSNA supports Senate Bill 690 and HB 3051 (Respite care services
for caregivers). As'gurses we play an important role in patient and
family advocacy and we share your concern regarding Alzheimer's and other
related disorders. We support the establishment of a 800 Helpline

where information related to the disease and resources available to
caregivers and family members can be disseminated in a systematic and

timely fashion.

The importance of this kind of program will become even more evident in
the years to come as the population that is susceptible to dementia
orders, that is, those over 65 years becomes much larger in number.
Through innovations in medicine and the fact that technology has made
hard manual labor less prevelant, Americans live longer, therefore making
a larger population pool susceptible to Alzheimer's disease. The Social
Security Administration projects that by the year 2000, the group most at
risk of institutionalization (the over 85 population) will be 60 percent
larger than in 1983. The nursing home population can be expected to

increase by 49 percent according to the National Center for Health / ?\
Kansas State Nurses Association e 820 Quincy ¢ Topeka, Kansas 66612 ¢ (913) 233-8638 i
Alice Adam Young, Ph.D., R.N., — President e Terri Rosselot, J.D., R.N. — Executive Director ’ Q"(ﬁ ‘
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SB 690 Alzheimer's Testimony
March 25, 1986
Page 2

Statistics. The year 2000 doesn't even bring todays baby boomers into
the over 65 category--their approach into the age group nost susceptible
to Alzheimer's disease will bring about increase demands for help and
information. Perhaps by that time programs will have uncovered

preventative and/or curative methods through research.

The nursing profession has four main roles. We help those that are 111
regain their health, we help the healthy maintain or enhance a state of
wellness, and we offer support to those that are dying and make life as
good as it can be given the disease process. In the case of an Alzheimer
patients we can't at this time help cure--we can, though, support the
patient, utilize the appropriate responses to bekavior changes and.effect
the kind of nursing care that will provide a patient care geared
specifically to this particular disorder. The families of Alzheimer's
disease victims are perhaps the most affected. This program will provide
nuch needed education and refefral services to those who need it most--
the children, the spouses, the friendé of Alzheimer disease victims who
are seeing their loved ones change aﬁd don't know what to do or just need
someone to talk to who would understand their crisis. It is also very
important that health care providers kﬁow and understand the stages of
the disease process and how the patient's individuals needs should be

accommodated.

SB 690 and HB 3051 were two of several recommendations from the Task




SB 690 Alzheimer's Testimony
March 25, 1986
Page 3

Force Report on Alzheimer's Disease. The Department on Aging would be
responsible for implementation of 8B 690 in providing adequate
professional staff and resources to fulfill the items detailed in (c).
KSNA would encourage this committee to support SB 690 and the

fiscal note attached to its implementation.

HB 3051 which encourages the development of respite care services for
caregivers through state financial assistance is an attempt to provide

a much needed system for round-the-clock family members to remove
themselves from the constant attention-giving setting that Alzheimers and
other related disorders present. Without the availability of such
services, family and loved ones tire very quickly of the constant strain
of caring for these victims and resign to institutionalizing them. As
institutionalized patients many of them become medicaid recipients and
the state eventually pays for the services related to their care.
Respite care services would encourage families %o retain loved ones 1in
the home for longer periods and indireﬁtly reduce the financial strain on
the already limited funds of the medicaid system. HB 3051 1is one of the
two remaining recommendations of the Task Force in this legislative

session. KSNA encourages serious consideration to its passage.

Thank you.
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the voice Df \AU?SmQ in Kansas ntinuing education credit
copy of an article from the dyofthisfeamre_
American Journal of Nursing

Feb. 1984. Tt reviews the

stages of the disease process

. Explam three current theories on the cause of Alzhelmer s d:sease. o j ‘
iscus: three treatment experiments based on the above theories.
‘thg level of cognitive impairment in an Alzheimer's patient.
! . Identify appropnate interventions for caretakers (nurses and others) ateach of S|x levels of cognitive |mp
vpla nursing interventions for five functional disabilities common to hosp‘taluzed Alzheimer's patient
how famuly members can approach four common problem areas (sex nutrmon sleep.

, RN, was consultantto this , L
ged’ucatw'nf ature. Ms. Kahnis @ volunteer ; .
th Alzh mer’s disease famzly support groups n New York Ci

L i Education.

ILLUSTRATIONBY PETERFIORE




ALZHEIMER’S

DISEASE

INPATIENT

CARE

BY MARILYN PAJK

he man shuffled stiffly, but insis-

tently, down the corridor—the
nurse beside him trying to coax him into
taking a shower. The more she insisted,
the more he resisted, his mask-like face
tightening in refusal. Finally, the scene
ended as it had every day since he had
been admitted: He rigidly braced him-
self outside the shower room and
shouted his refusal. The nurse won-
dered how this could possibly be the
man who, according to his wife, had
retired three years before as depart-
ment chairman at a prestigious univer-
sity.

Sadly, such tragic behavior changes
are all too common among the vietims of
Alzheimer’s disease. People who have
the disease are usually cared for at
home in the early stages of the disease
and often require placement in a nurs-
ing home during the late stages. Nurses
who work in acute care facilities may
also encounter Alzheimer’s victims who
have been hospitalized for medical and
surgical problems. A patient with con-
gestive heart failure or diabetes, for
example, may have a secondary diagno-
sis, senile dementia of the Alzheimer’s

Marilyn Pajk, RN, MS, is a medical clini-
cal nurse specialist at Mt. Auburn Hospi-
tal in Cambridge, Mass.
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type (SDAT). It is this “secondary” ,
diagnosis that often becomes the pnma-

1y challenge in nursing care.

WHAT IS ALZHEIMER'S DISEASE?

Senility," “senile dementia,” “hard-
ening of the arteries,” and “organic

© brain syndrome” have been used inter-

. changeably to describe the cognitive

- decline of Alzheimer’s disease.

. Dementia is the term currently pre-
| ferred to describe a syndrome of intel-
~ lectual deterioration, disorganization of

~ the personality, and inability to carry

' out the normal tasks of daily living(1).
. Dementias are categorized as primary
" or secondary. Primary dementias arise
spontaneously with no known cause
and have no known effective treatment.
Secondary dementias are reversible
and treatable; they may be caused by
metabolic disturbances, nutritional de-
ficiency or other acute conditions (see
“Is It Alzheimer’s Disease?” on the fol-
lowing pages.)
Alzheimer’s disease, named after the
German physician who first described
the condition in 1907, is the most com-
mon irreversible dementia. It is esti-
mated that 50-70 percent of all elderly
‘people with dementia have the Alz-
heimer’s type(2-4).
Though the disease has been de-
. scribed, the cause is a mystery, and the
diagnosis is made virtually by the pro-
cess of elimination. Conditions that pro-
duce dementia resembling Alzheimer's
disease include drug intoxication, de-
pression, head injuries, brain tumors,
' and nutritional deficiencies such as per-
nicious anemia. Because many of these
disorders may be reversed or cured with

appropriate treatment, it is crucial that-

they be identifled and all treatable

causes of dementia ruled out through a

thorough medical, neurological, and

psychosocial assessment. The dxagnos—
tic process can be costly. :

After all other disorders have been
ruled out, a diagnosis of Alzheimer’s
disease is usually made on the basis of
the type of symptoms and the way the
symptoms progress over time. Confir-
mation, however, is only possible upon
postmortem examination of brain tis-
sue. The brain tissue of the patient with
Alzheimer’s has three hallmarks:

o neurofibrillary tangles—pairs of
filaments wrapped around each other
in the cytoplasm of the neurons;

e neuritic  plaques—filamentous
and granular deposits representing de-
generation in the neuronal processes;

&

o granulovascular degeneration— "

in which fluid pockets and granular
material develop in the neurons(4).

While these changes may be seen to
some extent in the brains of normal
aging people, in patients with Alzheim-
er’s they are found throughout the cere-
bral cortex and in large concentration
in the hippocampus, the short-term
memory center of the brain.

EARLY STAGES

Izheimer’s disease can progress

quickly, over three to four years, or
slowly, over as long as 15 years(6). The
first stage of the disease involves
almost imperceptible changes(6). For-
getfulness, especially of recent events,
is common. There may be difficulty
learning or remembering new informa-
tion. For example, the person may have
trouble remembering that he is not sup-
posed to eat or drink anything before a
GI series.

The patient may also have trouble
remembering hospital routines, how to
use the call light, when he had his last
medication, or the names of common
objects, such as toilet articles. In an

undiagnosed person who is hospital- |
ized, these problems may be mistakenly |
attnbuted to the stress of illness and
hospitalization.
Deterioration in personal hygiene
and appearance may be noted in the
early stages. An inability to concentrate
on such things as reading or watching
television may be interpreted as a lack
of interest, apathy, or depression. In
fact, depression is not uncommon at this
point because the person knows that
things are “not quite right.” The subtle
nature of these changes does not usual-
ly interfere significantly with the per-
son’s ability to manage. Gradually,
though, tasks that require abstract
thinking, such as mathematical calcu-
lations needed to balance a checkbook,
become more difficult. Activities re-
quiring judgment, such as driving a car
or following directions, also become
harder. The hospitalized patient may be
unable to follow directions for filling
out the daily menu or to learn how and
when to take medications. Friends and
family may interpret these changes as
carelessnessor laziness, thus contribut-
ing to the patient’s feelings of despair.
Alzheimer’s disease is often missed
in the early stages. However, a careful
nursing assessment obtained from the
patient and family may reveal short-
term memory problems and inappro- |
priate behavior that were noticed be- -
fore hospitalization and so may not be
related to the patient’s illness. |

LATER STAGES

The later stages of Alzheimer’s dis-
ease extend over years, until
death. One characteristic is progressive
difficulty in communication. Deteriora-
tion of the areas of the cerebral cortex
that involve memory, language, and mo-
tor functions results in a loss of coordi-
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ATIENT WITH ALZHEIMER’S DISEASE

patterns - .

Altered bowel and
bladder patterns

‘Maintain mobility and

exercise as much as

possible; appropriatetothe
. patient’s level of fitness

oo

NURSING INTERVENTIONS

n his care, always keep such
ace.

efrequently: Acalendarand
labe using visual cues,

he patientis able, encourage walking, especially during the day. The -
activity will help maintain muscle gth, joint motion, and improve sleep.

1 Bedridden patients require active and passive range-of-joint movement.  ©

. Avoid restraints, if possible. They tend to disturb the patient and may
precipitate acatastrophicreaction. - ...

_continence for as longas
- possible - L

patient. A person with dementiastillenjoysthe

recorder may be very soothing. The patient
arm memory is impaired often remembers songs and music: -

television; other# ﬁnd ittoo

O Keep awritten record of the patient’s continent and incontinent voidings
and bowel movements to determine his usual pattern. Then, offer the
bedpan or urinal, or walk him to the bathroom, as the pattern indicates.

O Often patients are incontinent because they can’t get to the bathroom
quickly enough or because they can't find it. Marking the bathroom clearly

ith a picture of a toilet may help. Some patients may be more successful

ing a bedside commode or urinal.

a Limit the fluids the patient consumes at bedtime té preveni niéhttime
3 Avoid using laxatives; butencourage a htgh-ﬁbér'diet to help rhaintain

_ bowel regularity. Since the patient may not be able to tell you about it,
- observe subtle signs of constipation, such as lethargy, reduced appetite,

agitation, periodically assess
s. Drug dosage may need tobe

ng and afternoon,

late afternoon and evening. This helpsto

bedtime. .

i

nt and becomes confused and agitéted;

L
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ALZHEIMER’S

DISEASE

nation and of the abilities to write
(agraphia) or speak (aphasia). Persev-
eration, the continuous repetition of a
word or gesture, is common(7.8). The
loss of coordination affects the ability
to perform purposeful movements or
tasks, such as dressing or eating.

Changes in gait are also common. A
stiff, stooped posture and wide-based
stance, with slow, shuffling steps are
typical. The patient may cup his hands
at his sides and limit arm-swing. Con-
stant movement and purposeless pacing
are also characteristic. Problems with
balance may occur, and this puts the
patient at risk for injury.

Because increased activity and
movement result in a high expenditure
of calories, these patients tend to devel-
0p voracious appetites. In addition. they
may have a compulsion to put every-
thing in their mouths (hyperorality),
whether or not it is edible. Incontinence
is also a common problem as the disease
progresses. Frequently the patient sim-
ply does not recognize the appropriate
time or place to urinate or defecate.

In addition to depression, which may
have been present at the earlier stage.
other personality changes may be seen.
Restlessness, irritability, and nocturnal
awakenings are common, as are confu-

!
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sion and disorientation. Eventually, the
Alzheimer’s patient may become so dis-
oriented that he can not recognize his
own reflection (mirror sign). Finally,
the patient can no longer express him-
self verbally and employs other types of
behavior as a means of communica-
tion(7). For example, the patient who
cannot describe pain in words may sig-
nify pain by facial grimacing or by
guarding the area that hurts.

A dramatic example of behavioral
communication occurs when the pa-
tient is asked to do something thatis too
complex for him: He has a “catastrophic
reaction.” The term is used to describe

the excessive distress the patient may
exhibit in situations that confuse or
frighten him. He may, for example.
become overwhelmed by the number of

questions posed by his caregivers. He .

may become angry and cry in response
to simple questions that are a necessary
part of his treatment and care. Or he
may show outrage and resistance, like
the man who fought the shower. These
reactions upset and exhaust the pa-
tient, as well as those around him.

As the disease progresses, Alzheim-
er's patients become physically as well
as intellectually disabled. They are very
susceptible to infection and have a high

rate of accidents, vascular disease, and
neoplasia(). . .
Other factors that contribute to ill-
ness in the Alzheimer's victim are mal-
nutrition, dehydration, lowered toler-
ance to stress, and adverse reactions to.
medications, including the anticholin-
ergic effect of most tranquilizers(3.3).

MR.T,FOREXAMPLE
he Alzheimer's patient entering the
hospital during this period may be
very ill and present a serious behavior
problem. Howard T, for example, was a
2-year-old retired schoolteacher ad-
mitted to a busy medical unit with a

e
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Costs are approximate, based on usual New York City charges.

Based on information contained in“Reversible dementia and

is workup will rule out most of the reversible dementias.

ISome physicians also advise skull x-rays, CSF examination,
angiography, and/or cisternal scan. Positive emission

omography (PET) is the most recently developed test. it
identifies areas of brain function and dysfunction by measuring
glucose uptake. The patientis given aninjectionofa
radioactively marked glucose analogue, and uptake is
measured by external counters placed on the skuil.

the misdiagnosis of dementia: areview”’ by P.V.Robinsin

Hosp. and Comm:. Psychiatry 34:830-835; Sept. 1983;

“Disorders of Memory” by G.M. McKhann in The Principles and
Practice of Medicine; twelfth edition; ed. by A.M. Harvey and

others, Appleton-Century-Crofts, N.Y., 1980, pp. 1191-1195; and

“Senility Reconsidered” by the NIA Task Force in JAMA
244:259-263, July 18,1980. |
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diagnosis of pneumonia. He also had
severe seborrhea of the scalp. Small and
disheveled, with greasy hair and gener-
ally unkempt appearance, he was
brought in by his wife, a tiny, neat wom-
an who looked sad and bewildered when
she spoke with him. She frankly admit-
ted that it had become more and more
difficult to care for her husband at
home. Mr. T no longer seemed to recog-
nize her or their children. Often, he
resisted the most basic care. His need
for constant supervision was becoming
an emotional and physical drain.

It took several days for Mr. T to
adjust to his new environment and for
the nursing staff to understand Mr. T’s
behavior and plan the best ways to care
for him. Communicating was difficult at
first. Much of the time he babbled or
repeated short phrases, such as “That’s
enough now!” or “Where's mother?”
Every now and then, however, he would
say something appropriate and even
poignant. “I'm so sad,” he might say,
and he would truly look unhappy. Since
Mr. T could no longer read or write, the
staff learned to understand what he
was trying to communicate by paying
close attention to his body language, as
well as the inflection in his voice, even
when he was perseverating. They also
came to realize that Mr. T would reflect
their own emotional states: If a nurse
was tense and hurried while caring for
Mr. T, he responded by becoming tense
and resistant.

Each day Mr. T was required to take
a shower and shampoo for his sebor-
rhea. The shower was one of the many
things he no longer could recognize and
interpret (agnosia). As a result, he was
very fearful. “It’s raining in there!"” he

would shout repeatedly as he tried to
push his nurse aside and shuffle back to
his room. Occasionally, his reaction
would be more extreme—he would be-
come uncontrollably upset and emphat-
icin his refusal. The nurse learned that
the best approach was to remain calm
and to take Mr. T back to his room. Dis-
traction, rather than confrontation,
proved effective. He would quickly for-
get the episode and later take his show-
er with less resistance.

Mr. T was a picture of constant
motion. While many patients are reluc-
tant to get out of bed, Mr. T was always
up and walking around. Attempts to
secure him in a geriatric chair or use
any kind of restraint made him agi-
tated. The nurses discovered that it was
best to permit him to walk the corridors,
as long as he remained in sight. He nev-
er went much further than the vicinity
of the nurses’ station. He seemed to like
to be around people, and this allowed all
to keep an eye on him. Sometimes he
would simply sit quietly at the station
next to a nurse who was charting.

Mr. T had a healthy appetite. Some-
times he would help himself to trays
that were delivered to the nurses’ sta-
tion for other patients. Because of his
constant activity, though, he remained
slight and spare.

Night seemed to arouse many fears
and compulsions in him. He feared his
reflection in the window at night, but
would quickly calm down when the
shades were drawn. Too, if anyone tried
to remove his slippers when helping
him into bed, he would become quite
upset. He was frequently awake and
restless during the night.

Serious illness, hospitalization, or

surgery do not affect the course of Alz-
heimer’s disease, but the stress of these
events may exacerbate the patient’s
dementia for a time. Also, the patient’s
brain impairment may make it more dif-
ficult to adjust after illness(9). Ms. T
met frequently with the nurses and the
hospital social workers to plan the sup-
port services she would need when her
husband came home. After much con-
sideration, Ms. T made the difficult
decision to place her husband in a nurs-
ing home.
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to. compensate for their loss? ,
neurotransrmtter enhancers or substi-

| concentratmns ha

autopsy results on eight patients re-
vealed that none-of the three without

AD had an aluminum concentration

1 ‘above 2.7 ug/g, while each of the five
1 ‘with AD had concentrations of 8.4 to
115 pg/g in one or more portlons ‘of

brain tissue(4). A second study, in Ken-
tucky, where water aluminum levels in -

~water are high, found no increase(5). -

- Research questions are: How do these k
aluminum deposits getinto the brain?Is
their presence related to aging or to dis-
ease? Are alummum deposns 2 cause or

effectof AD? -
Heavy metals, such as manganese,
have been known to cause dementia in

humans. When aluminum was injected :

into rabbit brains, neurofibrillary tan-

gles formed but they were morphologi-

cally different from AD tangles(6).
' Virus. It is known that the Creutzfeldt-

Jakob dementia is transmitted by a

“slow-growing virus. In 1978, two re-

searchers reported that laboratory ani- -
mals- developed a progressive neuro- -

logic iliness within 29 to 40 months after
they were injected intracranially and
intravenously with brain tissue from
Alzheimer's patients(7). This would

e

‘been observed m,:‘_:
the brains of AD patients. In 1973,

Chromosome defect (heudity) It
~ has been observed that an adult’s
chance of developing Alzheimer's at age
65isless than two percent, butif a close

of a Down'’s victim might be related to
' the cause of Alzheimer's(10). =~
Immunologic defect. Abnormally
“high levels of antibodies have been
bserved in Alzheimer's patients. It i is.

suspected that the body’s defense sys-

tem goes awry and attacks the body’s
_own cells. In 1983, researchers reported
“success in makmg antibodies to abnor-
mal proteins characteristic of Alzheim-
- er's. The antibodies can be used at’

autopsy to distinguish brain samples of
Alzheimer's patients from brain tissue

-“that is normal and altered by other neu-
- rologic 'diseases. Research in this area

- may lead to a simple test for AD(11).:

. Trauma. Serious head injury may pre- |

- dispose to Alzheimer’s disease. Accord-

- ing to studies in Minneapolis and at
‘Duke. University, 15 percent of AD
“patients had a history of serious head

trauma; less than 5 percent of the con-
trol group had a snmﬂar Iustory(Z)

I(EY THERAPIES BEING TRIED

- AND INVESTIGATED

Reports of clinical trials with new and' 1

old drugs are proliferating in Alzheim-

er's research literature. Some sub-
| stances are intended to attack the
i pathophysxology—low ACh levels, high
- aluminum; others are intended to re-

duce the symptoms—memory loss, de-
creased attention, and soon.

To promote ACh production. Smce
choline is required in the synthesis of
acetylcholine, researchers hypothe-

~ sized that giving choline salts would

boost the body’s production of ACh. In

tute. One such substance is arecoline,
which acts like ACh. The problem is
that it causes bladder cancer in rats.

 Drug companies are trying to develop a
- less toxic analogue(2). -

o slow ACh bmkdown. Physostzg

- mine. slows the breakdown of ACh by

the enzyme that destroys it. It
-very = narrow . therapeutic

| range(14). An early study revealed

some improvement in long-term memo-

- ry but not in short-term memory in nor-

mal subjects(13). The 1v form, initially

- used, was short-acting with effects last-

ing no longer than 30 minutes(7). Now,
. an oral form of physestigmine, given
~ with lecxthm, has been: observed to

improve memory with longer-lastmg ef-

| fects in some people(13).

| To spur neuroh'ammimr ucﬁon.
, Deanal a. substance thought to in-
. crease cholmerglc activity, has been
~ tried in 14 patients who had mild to

moderate cognitive deficits. Four pa-

- tients expenenced no change; 10 im-
~ proved in such behavior problems as
| anxiety and depressxon, but not in mem-
. ory or cognition(15). -

- Piracetam represents an effort to

i alter ‘brain chemistry to compensate for
 lost acetylcholine. It has been shown to
- increase brain energy and the inter-
- hemispheric transfer of information. In
- animal studies, it increased learning

and reduced the amnesia usually asso-

" ciated with hypoxia. Piracetam has no
- analgesic, sedative, tranquilizing, anti-
~ histaminic, anticholinergic, or antisero-
- tonergic effects. It has been shown to
. increase memory and cognition in nor-
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ly impaired elderly ubjects, but
severely impaired people. This
plracetam may have valne in early and :
~ber. No sngmﬁcant effect on cognitive
impairment has been shown(13). -

arin and warfarin sodium, for exam-
e—may have some value in slowing
erioration in multi-infarct dementia, -
ut long-term anticoagulant therapy is
hazardous and few researchers have
studied its use in AD(13). .
- MAO inhibition, Gerovital H3 (G-HS), ‘
also_called “Rumanian procaine,” is a
solution of 2 percent procaine HCL MAO
ty is known to increase with
aging; using procaine to block MAO
_activity may help patients with memory
problems related to depression, but
-there is no evidence that it affects the
" cognitive impairment associated with
AD(13).
Psychosﬁmulcﬁon. One theory is
that elevating mood may increase at-
tention in Alzheimer’s patients. Methyl-
henidate (Ritalin) and pentylenetet-
raz.ol (Metrazol), in particular, have -
tued‘m the elderly impaired. No -
difference in mood or memory has been
found between drug and placebo
groups. Despite - evidence that these
, drugs are not useful in treatmg AD,

| to determine their effect on cognition.

| Nalozone, ‘an antagonist of endog

i nous opxate 'neuropeptxdes, has —been
‘ ‘ter

Some study is bemg done on the use
of chelating substances, sm;has sodium |

3. Davies, P., and others. Choline acetyltrans-

Naftidrofuryl and carbonic anky- |
draseinhzbuom(e.g.,acetazolanudeor 1
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revalence data indicate that Alz-

heimer’s disease may be the fourth
leading cause of death in the United
States(1). It is estimated that four to
five percent of the over-65 population
have severe dementia and 11-12 per-
cent have mild to moderate dementia.
This translates into more than three
million people(2).

Clearly, every clinician needs to be
prepared to work with these patients.
Each level of cognitive function is
marked by recognizable clinical charac-
teristics, described here and in the table
on page 227(3-6).

Level 1: Normal. [t is important to
recognize that some individuals suffer
no subjective or objective changes in
intellectual functioning with increasing
age. There are people in their 90s who
show no cognitive decline.

Level 2: Normal aged forgetful-
ness. Most people over age 65 have sub-
jective complaints of decline in cogni-
tive functioning: They don’t remember
names as well as they used to or they
have difficulty remembering where
they have put things. When these com-
plaints are so slight that they do not
interfere with job or social functioning,
the prognosis is entirely benign(6). Nev-
ertheless, the symptoms can be very
frightening to someone who fears that
they represent early Alzheimer’s dis-

Barry Reisberg, MD, is clinical director of
the Geriatric Study and Treatment Pro-
gram and assistant professor of psychia-
try at the New York University Medical
Center in New York City. He has been
involved in the study and treatment of
Alzheimer’s disease for more than six
years. He has written two books and writ-
ten and edited more than 70 articles on
Alzheimer’s and related diseases.

ease or some other serious ailment.

PATIENT RESPONSE: Subjective discom-
fort; no overt emotional symptoms.

IMPACT ON FAMILY: Patient is more trou-
bled by symptoms than are family mem-
bers or others.

PROFESSIONAL CARE: Reassure the pa-
tient that the prognosis is benign.
Level 3: Early confusion. A small but
significant number of elderly people
experience enough of a decline in cogni-
tive abilities that it begins to interfere
at work and in social situations. A
teacher who once knew the names of all
of her students Ly the end of a semester
may find, for example, that she cannot
recall even one and that she forgets
important faculty meetings. A sales-
man, once able to remember hundreds
of customers, is unable to recall the
names even of his best clients.

In social situations, names of people
to whom one has just been introduced
are immediately forgotten.

Co-workers may become aware of a
deterioration in job performance. Inti-
mates note deficits in a friend’s or fami-
ly member’s ability to recall names or
select words. They may also be shocked
to discover that an object of great value
has been lost or misplaced.

PATIENT RESPONSE: Memory loss at this
stage frequently is accompanied by a
marked increase in anxiety as the per-
son attempts to fulfill social and occu-
pational obligations, a task that be-
comes exceedingly difficult.

IMPACT ON FAMILY: Family discusses
patient’s retirement and withdrawal
from demanding tasks.

PROFESSIONAL CARE: It is vital to realize
that a variety of conditions apart from
central nervous system aging and de-
generation can produce the symptoms
above. Acute and chronic physical ill-

nesses, as well as such mental illnesses
as depression, must be ruled out. When
all other causes have been eliminated,
however, the health professional is
faced with the probable diagnosis of
age-associated brain disease. The pa-
tient and his family can be reassured
that the majority of people with these
symptoms experience no further de-
cline for several years, if ever(6).

Encourage the patient and family to

continue social activities but to with-
draw from situations that, by virtue of
their coraplexity, provoke the patient’s
anxiety. A change to a less demanding
lifestyle and retirement should be ex-
plored. Anxiety-reducing drugs gener-
ally are not suitable. The patient’s anxi-
ety is an appropriate reaction to his
impaired ability to function.
Level 4: Late confusion. Symptoms in
this phase are those of early Alzheim-
er's disease. Notably, the person loses
the ability to handle such routine activ-
ities as marketing or managing personal
and household finances. Frequently,
however, orientation to time and person
and recognition of familiar faces and
places remain unimpaired.

Prognostic studies have indicated
that approximately one-third of these
patients decline quickly; they are insti-
tutionalized or dead within three years.
Another third become worse but can
still function in the community, and
one-third seem to remain at this level
for three years or longer(6).

PATIENT RESPONSE: Denial is the domi-
nant defense mechanism, and the pa-
tient withdraws emotionally.

IMPACT ON FAMILY: Arrangements must
be made for someone to take over the
patient’s finances and associated re-
sponsibilities and to check on the
patient regularly.
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PROFESSIONAL CARE: The person in the

late confusional phase often, with help,
can continue to function in the commu-
nity. If the patient has no spouse or oth-
er family members, it may be necessary
to make arrangements with a bank or
other agency for power of attorney to
take care of such financial matters as
paying the rent. A part-time homemak-
er and visiting nurses can provide the
daily support and personal contact the
patient needs. At this stage, the patient
tends to get lost or, when under stress,
forget his address. An identification
bracelet or labels sewn on clothing help
ensure his safe return.
Level 5: Early dementia. People at
this stage can no longer survive alone in
the community. At times, they cannot
recall their address, the year, or other
major information about their lives.
The area of memory lapse varies from
moment to moment. Hence, on one occa-
sion a person may recall his correct
address but not know the year; on the
next visit he may recall the year, but
forget the address. Family members
frequently interpret this as being “good
one day and bad the next.” In fact, the
person’s overall level of cognitive abili-
ties remains unchanged.

You can recognize this stage by
querying the family about the patient's
functional level. At this point, he has
difficulty choosing clothing appropriate
to the occasion or season without super-
vision, and he would wear the same
clothing day after day, if not reminded
by caregivers to change.

PATIENT RESPONSE: Most of the time,
denial mercifully protects the patient
from confronting the terrible truth that
he is literally “losing his mind.” Still, on
occasion, anger, suspicion, and tran-
sient crying episodes occur.

IMPACT ON FAMILY: The patient’s emo-

tional lability can be particularly trou-

bling to family members, but usually
the patient’s symptoms are not suffi-
ciently severe to require medication.

Care and supervision of the patient
begin to become full-time responsibili-
ties. Families who care for patients
need at least part-time help. If the
patient lives alone, full-time homemak-
ing and personal supervision are
needed. The key problems, of course,
are finding people who can work with
the patient and finding a way to pay for
help. The local chapter of the Alzheim-
er's Disease and Related Disorders As-
sociation can help.

PROFESSIONAL CARE: Common queries of
family at this stage are “Should I push
him to do more?” “If he were more
active and used his mind more would
that keep him from getting worse as
rapidly?” The answer to such questions
is no. It is important to explain to the
family that the patient's withdrawal
from stressful activities is an adaptive
response to decreased cognitive capaci-
ties: Pushing the person to do more only
provokes anger and anxiety.

The family may need guidance in
handling the patient’'s emotional out-
bursts. Part-time home health care, if it
can be arranged, is very useful because
the patient needs continuous supervi-
sion and frequently must have an escort
when he leaves home. The family can be
advised that, despite the need for con-
stant supervision, the patient may still
enjoy nondemanding social situations
such as going to the theater or movies.

Driving an automobile does not seem
to become hazardous until this stage.
Then, early signs of reduced driving
ability include suddenly speeding up or
slowing down for no apparent reason, or
“absentmindedly” going through a stop
signal. Sometimes, the patient realizes
the danger and voluntarily abandons
driving. At other times, the health pro-
fessional can help by suggesting that
the family arrange for the motor vehi-
cle bureau to retest the patient.
Level 6: Middie dementia. Patients
at this stage begin to require assistance
with such basic activities of daily life as
bathing and toileting. Memory deterio-
rates to a fragmentary knowledge of
address and whereabouts. Patients fre-
quently cannot identify the spouses
upon whom they depend for survival; in
clinical testing, patients have difficulty
counting backward from 10.

Early in this stage, patients develop a

fear of bathing. They forget how to
adjust the water for temperature and
may become frightened, particularly of
the shower. At times, towel washing is
all that the patient will tolerate.

Later in the stage, the patient begins
to forget the mechanics of toileting.and
must be given step-by-step instructions
for wiping and washing himself. De-
creased cognitive capacity eventually
results in urinary, and then in fecal,
incontinence. The lack of ¢ontrol is not
due to infection or physiological
change, but simply to lack of memory
about toileting. Taking the patient te
the toilet frequently and using absor-
bent bed pads and incontinence briefs
can help. For some male patients, con-
dom catheters can be of enormous
assistance. While not all men tolerate
such devices, catheters can make the
difference between being able to accom-
pany family into the community with-
out embarrassment and being home-
bound smelling of urine.

PATIENT RESPONSE: The world becomes
frightening to patients at this stage,
and the chemical balance in the brain
changes markedly. For these psycholog-
ical and neurochemical reasons, denial
becomes less effective. Instead of with-
drawal, the patient is prone to agita-
tion, violence, paranoia and delusions.
For example, he may talk to imaginary
people or accuse the spouse of being an
imposter. Emotional changes in this
stage are variable and can also include
obsessive symptoms, such as repeating
a simple cleaning activity. The patient
can show a loss of willpower because he
cannot carry a thought long enough to
determine an action.

IMPACT ON THE FAMILY: This is the stage
at which caregivers usually become
overwhelmed by the requirements of
the Alzheimer's victim—they literally
must devote their lives to helping a
patient who can no longer even recall
their names much less the kindness
shown to him. Caretakers of Alzheim-
er’s victims are forced into a “saintly”
role, and this strain must be alleviated.

PROFESSIONAL CARE: The family needs
to be taught how to assist the patient
with bathing and toileting, and how to
manage his incontinence.

Major tranquilizers often become
necessary to treat the agitation at this
stage. Phenothiazines with a low risk of
Parkinsonian side effects may be pre-
scribed. Tranquilizers, if prescribed,
should be initiated at very low doses,
and monitored regularly.
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notional burden on the family
is usuatly unbearable by the time the
patient reaches this stage. Urge the
family to join a support group, if they
have not done so already. Also, encour-
age them to maintain outside interests.
Full-time assistance is ideal; part-time
assistance to allow respite is essential.
At this stage, the health professional
should be prepared to discuss the option
of institutionalizing the patient: Institu-
tions can sometimes provide a higher
level of care than can the most devoted
family. Crises leading most often to
1nst1tut10nahzat10n are violence and in-
continence.
Level 7: Late dementia. Patients at
this stage first lose the ability to speak
and then to walk. The end stages of Alz-
heimer’s disease are stupor and coma, if
death has not resulted from aspiration,
infection, or other illness.

The need for tranquilizers evapo-
rates at this stage, and overmedication
may occur. As the patient’s vocaliza-
tions are reduced to grunts or screams,
these are frequently interpreted as
signs of distress and muted with tran-
quilizers. Such a procedure, of course,
merely serves to dull the remaining con-
sciousness of the patient.

Before the complete loss of ambula-
tion, the patient may be found some-
times on the floor, when he “forgets”
that he was walking and sinks to the
ground. This process must be differen-
tiated from a stroke, transient ischemic
attack, or other cause of syncope.

PATIENT RESPONSE: In most cases, de-
nial again protects patient against
much of the emotional impact of the ill-
ness. In some patients, denial is so effec-
tive in the late dementia phase that the
patient may continue to laugh, smile,
and appear to enjoy life as much as any-
one else. The victim, even at the late
stage, is as often kindly and amenable
as recalcitrant and angry. There have
been patients in this phase who could
no longer talk, vet could attend and
enjoy such important family events as
weddings.

IMPACT ON FAMILY: Much of the suffer-
ing falls upon the family and, in particu-
lar, the caregiver. Yet, the life of the
patient in this late phase continues to
be meaningful for the family. Simply
having a parent or grandparent alive
| can be valuable. Very young children
may be able, many years later, to con-
- jure up an image of their grandparent.

PROFESSIONAL CARE: Early on, the pa-
tient requires someone to help him with

walking. A walker 1s generally not use-
ful for these patients because they lack
the cognitive capacity to use the device
properly. Guard rails and soft rugs or
matting in the home may help. Geriatric
chairs, which confine the patient, are to
be avoided; they simply produce agita-
tion. If the family cannot offer full-time
care in the home, an institution may be
the only answer.

Caregivers must be prepared to deal
with eating problems. Early in this
stage, food must be carefully cut up for
the patient. Later, as the ability to chew
is entirely lost, a soft diet may be neces-
sary. Aspiration is a danger and a com-
mon cause of death and disability in
these patients. Medical or psychological
crises may result in the patient’s refus-
al of all oral nourishment, and naso-
gastric feeding may become temporari-
ly necessary.

The patient’s screams and emotional
outbursts should be carefully inter-
preted. They may be attempts to com-
municate needs, not just expressions of
distress. Such attention can prevent
unnecessary sedation—an increasingly
important issue as consciousness de-
creases.

As the patient becomes completely
unaware, you must be prepared to
respond when loved ones ask, “Does it
matter if I talk to my father? He doesn’t
seem to understand me” or “Should I
touch my mother?” The answer is, I
believe, that human contact continues
to make all the difference in the world
for the Alzheimer’s patient, either in
the home or in an institution. A loving
voice, attention and touch are enor-
mously important—they keep the pa-
tient emotionally and physically alive.
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HELPING

FAMILIES
SURVIVE

BY IDA MARLENE BEAM

still recall my deep hurt when the

doctor said, “The reason for your
father's confusion is Alzheimer’s dis-
ease, or senile dementia. There is no
cure or treatment, and his confusion
will progressively worsen.”

No one had noticed changes in my
father’s behavior, although my mother
said he often exhausted her patience by
losing things or asking questions and
forgetting the answers. I now know that
she was seeing the early, subtle signs of
cognitive decline. We could rot have
anticipated the destruction it foreshad-
owed. After five years, [ still grieve
when [ reflect on this mysterious, vic-
tim-wasting, family-shattering disease.
My nursing experience provided some
knowledge, but we were not really pre-
pared for the problems to come.

Alzheimer's is insidious; the diagno-
sis often is not made until the person
exhibits memory loss, confusion, and
sometimes inappropriate behavior. Of-

Ida Marlene Beam, RN, BSN, retired from
the Army Nurse Corps, is the director of
The Well, an adult day care program for
patients with Alzheimer’s disease and
related disorders, sponsored by the Alz-
heimer’s Steering Commilttee in Colorado
Springs, Colo. She teaches volunteers and
professionals how to work with Alzheim-
er's patients and families.

ten, it is the latter that prompts the
family to seek help. Alzheimer’s victims
invariably deny or attempt to conceal
lost abilities, but often are poignantly
aware and afraid. Once, my father was
working on my car and he said, “I can’t
put the air cleaner back in place
because my memory is not like it was.”
Later, watching television films about
Alzheimer’s disease, he saw patients
refusing to dress and demonstrating
other behavior problems and said,
“That’s how [ act.” The family must
know that they cannot expect the
patient to “try harder to remember” or
to “try to control himself.”

They also must learn not to be
shocked or suprised by anything the
person says or does. The most bizarre
behavior is often an attempt to commu-
nicate something that his brain can't
relate any other way.

The demoralized families often want
a reason for the behavior, as they
attempt to deal with the resultant
chaos. [ liken the Alzheimer’s patient’s
brain to a mass of tangled electrical
wires that first work with faulty con-
duction and then not at all. Initially,
only thought and sensory functions are
disturbed; eventually, however, all
functions fail.

The key to understanding the pa-
tient’s behavior is to know the patient.

_J
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You may find that behaviors of early
life are repeated. For example, a former
military man may salute relatives and
respond to requests with “Yes, sir.”
Because of their intimate knowledge,
families are sometimes better able than
skilled professionals to understand and
communicate with the patients.

The delusions and suspiciousness of
the Alzheimer’s victim can be especial-
Iy trving: Families may feel hurt,
embarrassed. and bewildered by the
victim's unjust accusations. I try to help
them see beyond the behavior, to under-
stand that it is often related to distor-
tions of a failing brain, and to the fright-
ening world that develops as abilities to
comprehend and communicate slip
away. When my father felt threatened
or overwhelmed he would refer to his
family as “strangers in the house.” If
the family can understand this relation-
ship. they will be able to comfort them-
selves as well as the patient.

Some particularly annoying behavior
the family can expect includes clinging,
hoarding, perseveration (repetitive mo-
tions and words), and excessive fidget-
ing. rearranging or fondling objects (of-
ten called hypermetamorphosis).

The person suffering from Alzheim-
er's disease clings to family members
because they represent familiarity, be-
longing, and security. My father used to
follow me around and watch every
move [ made. One day, I asked, “Why
don't you quit watching me?” He
replied, “I like watching you.”

Hoarding and hypermetamorphosis
(which can be seen as forms of cling-
ing). combined with lack of judgment,
can produce shocking behavior. Aceci-
dental shoplifting, for example, can
¢ occur when the person begins fondling a
' figurine and decides to hoard it, or
would like to purchase it but cannot cal-
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culate money. Accusations only antago-
nize the patient, who often has forgot-
ten that he took anything.

At home, the patient may become
preoccupied with tying knots in shoe-
laces, or in the fringed edges of rugs or
bedspreads. A pocketful of rocks, toilet
paper, nails, pens or pencils can disrupt
the laundry. Mail, dentures, wedding
bands or eyeglasses disappear in the
trash, become buried in dresser draw-
ers, or clog the toilet. I tell families to
expect, and prepare for, these prob-
lems. I suggest they use a locked box to
protect valuables and devise alterna-
tive activities for the patient’s annoying
or destructive behavior. For example,
the patient can collect unwanted adver-
tisements or figurines.

0dd behavior can result in social iso-
lation, especially if others do not under-
stand the disease. Families can become
double victims: They lose not only the
fellowship of the Alzheimer’s patient,
but that of friends and relatives.

Social isolation also can result from
the family’s lack of understanding.
When a family member has Alzheimer’s
disease, the impulse is to hide the fact:
while disclosure may embarrass, secre-
cv fosters isolation. Openness and main-

taining social activities as much as pos-
sible are vital. Alzheimer's individuals
must not be shrouded from society nor
excluded from decisions during lucid
times.

Yet another burdensome lifestyle
change for an Alzheimer’s family is role
reversal: shifts in who makes decisions,
cooks, pays the bills or keeps house.

The degeneration in neurons eventu-
ally destroys all verbal skills. To teach
families communication guidelines, I
again use the example of faulty wires.
Overloading the brain’s system with
compound sentences, complex direc-
tions, or shouting can cause a blowout.
The Alzheimer's patient will be over-
whelmed, confusion will increase, and
he will either become more agitated or
forget what he has been told.

To illustrate: Suppose my father is in
another room, and I shout, “Hurry, vour
dinner is getting cold. Come in here, pull
up a chair, sit down and eat.” He would
be unable to sort out my many com-
mands and so would probably forget
them all. Too, he probably would inter-
pret my loud tone as anger. Thus, he
might think that  was angry with him,
but not know why. If I don't piece this
together, I may become angry because
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he refuses to come to the table to eat.

Knowing what to do, though, does not
automatically mean the family will be
able to do it. Even when family mem-
bers know that a low tone, short words,
and simple sentences are important,
they may not be able to follow through
when patience is thin(1).

Besides what you say to the Alzheim-
er's patient, what he says to you can be
important—even if it seems to be gib-
berish. Families often complain that it
is irritating to listen to an Alzheimer’s
patient's meaningless chatter. A care-
ful listener, however, may detect hid-
den messages. “Pins in stomach,” for
example, might mean abdominal pain,
indigestion, or constipation.

In his attempts at conversation, the
Alzheimer's patient is easily distracted,
and the message may change rapidly.
After I told my father about a promo-
tion, for example, he said, “Congratula-
tions for getting so many things done for
your requirements.” Then, hearing con-
struction workers outside, he went on,
‘... The big trucks and equipment are
digging with all this dirt to keep the
wheels turning over.”

Sensitivity to nonverbal communica-
tion is another way of listening. Wan-
dering and restlessness often mean the
person is searching for something or
someone. When my father wandered, if
[ approached him gently and took his
nand, he would smile, shake my hand,
and go with me calmly. As the disease
progresses, nonverbal communication
becomes critical. Eventually patients
are unable to express physiological

needs or pain other than by moaning,
perspiring or grimacing.

An Alzheimer's patient's potential
for injury is great: Hazards include
look-alikes (apple juice, beer and urine;
fruit-shaped soap; poisons that resem-
ble medications), accessible medica-
tion, a forgotten cigarette, a lit stove.
When Alzheimer’s patients wander,
they may stray into a blizzard or walk in
front of a car. The list can be endless.

Ways to prevent accidents include
adequate lighting that minimizes shad-
ows and clearly points the way to the
bathroom, fiddle-proof locks so the pa-
tient doesn’'t wander away while the
family is sleeping, reality-orientation
devices such as clocks, calendars, and
picture labels (a man or woman on the
bathroom door).

Restless wandering increases if the
patient has nothing to do. I become very
concerned when I hear of an Alzheim-
er’s patient left idle all day, although
the family may do this without harmful
intent. Some caregivers must work and
have no money for day care. Others do
not know that the lack of sensory input
increases confusion.

Activities for Alzheimer's patients
need not be complex; but the repetition
may bore families. Dancing or bouncing
a ball seem to reduce the incessant rest-
lessness. Vacuuming, raking leaves, and
other repetitive motions make good use
of perseveration.

Simplicity is the key. Sensory over-
load confuses and frustrates Alzheim-
er’s patients. Activities that are com-
plex or require a lost skill terrify them.

My father, for example, was asked to
help put a table together. When [ came
to take him home, he said, “You saved
my life.” His conversation then drifted,
but this small statement told me that he
felt threatened by the task.

Activities associated with what the
individual did in the past can support a
crumbling self-esteem. [ advise families
to create a photo album of the Alzheim-
er’s patient’s past or to play old music. A
former trucker may like to take short
trips; a former businessman may enjoy
attending meetings (even if it is only
attending a family support group).

Since many Alzheimer’s patients get

along particularly well with two- and
three year olds, I encourage families to
have parties for young children, to have
the Alzheimer’'s patient bat a balloon
around with the children, and engage in
other play. I found that my father
enjoyed amusement parks and zoos.
They captured his attention and would
provoke the laughter we all need.
Sex and belonging. Neuronal dam-
age blocks self-control, and the exhibi-
tionism common among Alzheimer’s pa-
tients is often related to forgetfulness.
Unable to locate a bathroom, for exam-
ple, the patient may indicate the need to
void by unzipping his pants in the living
room or on the street.

Although sexual exposure or open
masturbation can be shocking to fami-
lies, they should understand that the
patient’s sexual needs persist in spite of
Alzheimer’s disease. Affection and car-
ing work better than scolding. I find
that Alzheimer’s individuals crave af-
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feo. _.i. They may show it by patting the
caregiver, or clinging to a lovable ani-
mal. The anticipation of needs and use
of distraction may divert sexual atten-
tion without triggering anger(2).
Sleep. Alzheimer’s patients seem to
sleep very little and sometimes have
day-night sleep reversal, which in-
creases the patient’s confusion and de-
pletes the energy of both patient and
family. Excessive wakefulness or agita-
tion may require the judicious use of a
mild sedative. Families who crave
sleep, however, need to be cautioned
against being quick to give sleeping
medications: Sedatives can increase
confusion and have other side effects.
Nutrition. Alzheimer’s disease leads to
regressive eating behavior and de-
creased motor skills. Frequently, the
patient’s behavior is extreme—either a
refusal to eat or gorging. Again, nonver-
bal clues are important. When my
father refused steak it was a signal that
he could not use a knife. Playing with
utensils may signify difficulty in choos-
ing foods on a plate. When a plate is
overloaded, the patient may overeat
and vomit. I teach families that it is best
to give fewer choices and less food, but
more frequent meals. When the individ-
ual has lost motor skills, 1 suggest pre-
paring “finger foods,” like sandwiches.
Dressing and bathing. Simply getting
the patient bathed and dressed can
exhaust and depress the family. Activi-
ties that most people take for granted

must be broken down, simplified, and
slowly presented to avoid overloading
the Alzheimer’s individual. Trying to
rush the person is futile and inevitably
ends in battle.

Families aiso can expect compliance
problems—a patient wants to wear pa-
jamas all day, sleep in clothes or wear
two sets. Problems in dressing may be
born of a fear that clothes are being
stolen during the changing. Motor prob-
lems are another cause: When the shuf-
fling gait becomes too difficult, the indi-
vidual may claim, “My shoes are too
heavy.”

As Alzheimer’s disease progresses,
incontinence, choking, and seizures be-
come potential problems. Problems in
toileting are related to forgetfulness
and to misperception. For example, the
family may find urine or feces in a trash
can or on a valet chair that resembles a
toilet. I advise families to limit fluids at
bedtime and to label items with pictures
that show their use.

Teaching families to understand Alz-
heimer’s disease not only helps in car-
ing for the patient, but also may prevent
a fruitless journey from physician to
physician. Blindly optimistic globetrot-
ting hastens family burnout and may
deplete a lifetime savings in the search
for a miraculous cure.

Advertised, unproved medicinal and
dietary products may stimulate false
hope of a cure for Alzheimer’s disease.
For example, when families opt for

over-the-counter agents like choline o1
lecithin (dietary substances requirev in
the synthesis of the neurotransmitter,
acetylcholine), 1 try to ease potential
disappointment by pointing out that,
even in the favorable studies, many
patients have not shown any improve-
ment with these substances.

As I struggled to care for my father,
and, in later years, to help other fami-
lies, 1 learned that the family often
needs as much care as the person with
the disease. Knowledge of resources
(day care, respite care, family support
groups, legal aid or financial assis-
tance) must be acquired and shared
with families. Also, as hard as it sounds,
as soon as the diagnosis is known, the
family should seek legal counsel about
such things as planning for wills, before
the patient becomes incompetent. Fi-
nally, it is important to continually
assess the family’s ability to care for
the patient at home. One ought not sug-
gest institutionalization prematurely.
Moreover, | recommend that nurses
attend an Alzheimer’s family support
group and listen to what families say
about the help they need.
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Testimony Regarding
S.B. 690 - Helpline

Before the
Public Health and Welfare Committee
Kansas State House
March 26, 1986

Presented by
Joyce Romero
Kansas Department on Aging

Rep. Littlejohn and members of the committee, the Kansas
Department on Aging recommends passage of S.B. 690, the Helpline
bill.

Let me assure you that the Department does not intend to create a
new unit as the word "office"™ implies in Sec. (1) (b). The office
of Alzheimer's information would be a service delivered by a
professional within an existing division of the Department.

The person who would supply this service would perform the
following duties: assist people who call or write; research
national, state and local information for dissemination;
publicize the existence and purpose of the helpline; cooperate
with local area agencies on aging in disseminating information
and making referrals; build a resource file of information; and
train state and local staff.

Such duties will require a professional who is knowledgeable
about Alzheimer's and related diseases.

One caregiving wife testified in a public hearing of the
Alzheimer's and Related Diseases Task Force, "We went 6 1/2 years
thinking he was the only one in Kansas who had the disease."”
Kansas needs a Helpline so that family members will always have a
source of information in the future.
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Proposed Amendment
H.B. 3051 - Respite Care

Before the
Public Health and Welfare Committee
Kansas State House
March 26, 1986

Presented by
Joyce Romero
Kansas Department on Aging

In response to questions from the committee, the Kansas
Department on Aging suggests an amendment to H.B. 3051 to
authorize three demonstration respite care projects.

This can be accomplished by deleting Sec. 4(c) through (h) and
Sec. 10. If the word "three" is inserted between "that" and
"countywide" in Sec. 4, the bill will authorize three
demonstration respite care projects.

<;§§§j 5 uld be amended by adding the following sentence: "One
program shall be established in a city which is a major
population center of the state, one program shall be established
in a city which in population is intermediate in size and one
program shall be established in a city which in population is

small in size."

The Department estimates that three projects would cost the state
$45,000, $15,000 for each project.
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KANSAS DEPARTMENT OF HEALTH AND ENVIRONMENT «,fff”*_: tﬁf

TESTIMONY ON SENATE BILL 672 2-72

PRESENTED TO THE HOUSE COMMITTEE ON PUBLIC HEALTH AND WELFARE

MARCH 26, 1986

This is the official position taken by the Kansas Department of Health
and Environment on Senate Bill 672.

BACKGROUND INFORMATION:

Section 1 of the bill authorizes an increase in licensing fees to $15

for facilities caring for fewer than 13 children and an increase to 375
for facilities caring for more than 13 children. Establishing the higher
fee for facilities caring for 13 or more children will place all licensed
day care homes in the lower fee category and includes all child care
centers and most group homes and residential programs in the larger fee
category. ’

Section 3 of the bill would authorize a fee for registration of family
day care homes. Registered family day care homes currently represent

the largest category of child care (3,463 homes) yet do not contribute

to the cost of the program. Even though these homes are not routinely
inspected, there is a significant cost related to the registration pro-
cess, including the criminal record and child abuse checks on the pro-
viders. The amendment would establish a $5 maximum fee for registration -
of a family day care home.

The fee increases authorized by Sections 1 and 3 would generate an addi-
+ional $73,500 in revenue. These funds are urgently needed to augment
the current appropriation of $125,000 for county health departments con-
ducting the child care inspections and administering the programs on the
local level. A 1981 Statewide Health Coordinating Council study, Public
Health Services in Kansas, estimated that the reat -cost of the county
health departments' services in inspecting child care facilities was
$353,000 per year. The increase fee revenue proposed under Sections 1
and 3 will not fully fund the counties; however, it would represent more
than a 50 percent increase in current funding to the counties for child
care licensure work.

Section 2 of the bill removes an archaic reguirement that district
court judges be notified of all licenses issued or applications with-
drawn. At the present time, as many as 2,000 licenses may be issued
per quarter, making it impractical to provide an effective notice to
the district judges. Also, the courts have little need for information
relating to which day care facilities are currently licensed.

Section 4 of the bill would establish authority for the department to
deny an initial application for registration of a family day care home.
The current statute authorizes only revocation or refusal to renew an
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application. Applications for registration of a family day care home
may be received from applicants who are known to the agency as being
neglectful or abusive toward children, who have been unable to meet
child care licensing regulations in the past, or who have a criminal
record. We are presently issuing denials of initial applications
based upon case law authority and because it makes 1ittle apparent
sense to issue a registration certificate simply to revoke it.

Section 5 of the bill amends KSA 65-512 to establish a requirement

for annual inspections of child care facilities. The current require-
ment is for child care facilities to be inspected every six months.

In practice, this frequency of inspection has not occurred for many
years and there is 1ittle likelihood that sufficient resources will

be available to support this frequency of inspections in the foresee-
able future. The department is concerned that the state may face
increased liability because semi-annual inspections cannot be accom-
plished within the current and proposed appropriation levels. In
addition, it is important to note that other licensing statutes,

such as those for nursing homes, hospitals, and food service facili-
ties, typically mandate annual inspections. Snould additional resources
become available, this amendment would not prevent those resources
being utilized to increase the frequency of inspections to more than
once a year. :

DEPARTMENT'S POSITIQON:

The department respectfully recommends that the committee report the
bill favorably for passage.

Presented by: 'Barbara J. Saboi, Secretary
Kansas Department of Health and
Environment





