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W hat IS DAY BREAK?

DAY BREAK is an adult day car
center for individuals with
Alzheimers disease and related
disorders. DAY BREAK provides:

» Relief to families — allowing
time for those who are caring
for aloved one at home to
carry on the other activities in
their lives.

e A safe, caring environment for
clients — enhancing their lives
and maintaining their highest
level of functioning.

Who Comes *0
DAY BREAK?

DAY BREAK clients include those
who:

* Have memor/ impairments
and need supervision

e Are seeking an alternative to
nursing home care

e Are lonely or isolated

e Have limited opportunities for
participation in community
activities

What Services Are
Offered at day break?

DAY BREAK offers a variety of
services depending on the clients
needs and abilities:

e Recreation

« Relaxation

e Exercise

e counseling

e Socialization

e Aits and crafts

e Health and medication
maintenance

e Occupational therapy
e Croup and individual activities

e Participation in community
projects

DAY BREAK workscloserith
the Alzheimer's Disease
Family Support Croup in
providing support to clients'
families.

Location:

9210 Jupiter
Anchorage, Alaska 99508

Cost:

Fees are based on asliding scale
according to the client's ability to

pay.

Hours:

Monday-Friday
8:00 a.m. to 5:00 p.m.
Closed on holidays

Days of attendance are arranged
in advance.

For More inform ation

on the DAY BREAK program or on
Alzheimers disease and related
disorders call:

The DAY BREAK Office
346-2234

The Alzheimer s Disease
Family Support Croup
346-2366

Southcentral
Counseling Center
Geriatric Services
S63-1000



is provided by: Older Alaskans
Commission; Municipality of
Anchorage; Salvation Army Senior
Citizens' Programs — food services;

The mehemers wemeraizord ot A daycare program for
equipment and special programs. |nd|V|dual<W|th
Alzheimers disease and
related disorders

The Alzheimer’s Memorial Fund of
Southcentral Counseling center
was established to provide ongoing
care for those persons having
Alzheimer's disease and related
disorders.

Those wishing to contribute to this
fund should contact DAY break or
Southcentral Counseling Center.

DAY BREAK is located in the
Nellie Johanson Memorial center
9210 Jupiter
Anchorage, Alaska 99508
(907) 346-2234

ABBOTT HOAD

A Service of

Southcentral

ft COUNSELING CENTER
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Date -n "
Mr. President
The Committee on considered - 11>

relating to Alr.heimerls disease and related disorders.

and (a majority of the committee) (the committee) reports it back with
the following recommendations:

[ 1 do pass

[ 1 do pass withattachedamendment(s)

0 ] replace with/or adopt CS for

[ 1 new title

| same title and recommends e

[1] and attached a "LETTER OF INTENT" [ 1 NEW FISCAL NOTE
[ 1 reports it back without recommendation

[ ] recommends referral to Committee
MEMBERS SIGNING MEMBERS HAVING

DO PASS OTHER RECOMMENDATIONS

Chairman

Chairman recommendation



Senator Vic Fischer

Alaska State Legislature
Pouch V e Juneau, Alaska 99811 < (907) 465-4954

January 28, 1986

To: Senator Jan Faiks,
Senate Finance Com

From: Senator Vic Fische

Re: Request for hearin disease

Attached is a file of background information on SB 117, an
act relating to Alzheimer®s disease, that has been pending
before the Senate Finance Committee since early last
session. I would greatly appreciate your at least
scheduling a hea-ring on SB 117 at your earliest convenience.

SB 117 was introduced early last year and referred to the
Senate HESS and Finance Committee. The HE&SS Committee
heard SB 117 on March 20 and unanimously passed the CS
currently before the Finance Committee.

SB 117 is endorsed by the Alzheimer®s Family Support Group,
along with hundreds of other concerned Alaskans, and 1is
supported by the Older Alaskans Commission and the
Department of Health and Social Services.

The Finance Committee heard considerable testimony this last
year about the growing number of Alzheimer victims in Alaska
and the tremendous costs associated with treatment of
Alzheimer-related illnesses. The Department and others have
endorsed the approach outlined in SB 117 as the most
cost-effective way to address this problem.

Alzheimer®s is a devastating disease that presents
incredible hardships for both the victim and the family that
tries to help them. SB 117 would give those families a
fighting chance. It truly is the very least we can do.

During Interim - 1024 W. 6th Avenue, Suite 204C « Anchorage, Alaska 99501 ¢ (907) 278-3654



If there are any problems preventing an early hearing on SB
117, please let me know. Should you have any other
guestions, or need additional background information, please

contact me or Ginger Bairn at 4954.

cc: Senator Bettye Fahrenkamp
Commissioner John Pugh
Becky Clement - Alzheimer®s Family Support Group



HILL SHEFFIELD, GOVERNOR
\Y

DEPT. OF HEALTH AND SOCIAL SERVICES SONERU Rl Aska gsst

PHONE: 465-3030
CHHCEOF THECOVMISSIONER

Document No. 86-5

January 20, 1986

The Honorable Vic Fischer
Alaska State Senate

P.0. Box V

Juneau, AK 99811

Dear Senator Fischer:

I appreciate your candid response to my July 5 letter regarding adult
day care for Alzheimer®s victims.

Since my July letter, |1 havi studied the long-term care needs of
Alaska®"s elderly in consideiable depth. As you know, | am chairman of
Governor Sheffield"s task force on long-term care. It is well

documented that a significant element of the growing demand for long—
term care services, including residential care, is Alzheimer®s disease.
As you well know, the dimensions of the problem are far from clear at
this point.

I am convinced of the growing severity of this problem. Availability of
community based services such as adult day care and personal care would
provide the most des-irable approach to provide the needed services. The
department has requested the Governor introduce a bill to add personal
care to the medicaid program. The fiscal note on the bill is $500.0.

In addition, two weeks ago | approved a Certificate of Need for Camai
Center in Palmer because of their willingness to develop a special
program for Alzheimer®™s patients.

I definitely agree that Alzheimer®s 1is a significant problem, and 1 am
eager to support your efforts to secure passage of Senate Bill 117. I
would like to discuss this further with you as soon as your schedule
permits.

Again, thank you for your letter.

Sincerely

John R. Pugh
Commissioner



Senator Vic Fischer

Alaska Stare Legislature
Pouch V e« Juneau, Alaska 99811 < (907) 465-4954

November 15, 1985

John R. Pugh, Cornnissioner

Dept, of Health and Social Services
Pouch H 01

Juneau, Alaska 99811

Dear John:

On June 17, 1 wrote asking that the Department make legislation
providing adult day care centers for Alzehimers victims a priority.
Frankly, your lukewarm response of July 5 was a great disappointment.

Saying "the department®s position papers endorsed the concept of the
bill and indicated our willingness to serve on a task force- " simply
isn"t good enough. And it avoids a direct response to a direct
question: Will the Department make iaf*atment and care of Alzheimers
victims a priority?

John, 1°m fully aware of the financial crunch facing the state, and the
particular hardship that presents to DHSS - a department grossly
underfunded even in times of relative wealth. However, Alzheimer’s,
like most of the issue you deal with, will not go away if we ignore it,
nor will the cost of treatment be less if we fail to actively pursue
the least costly treatment alternatives available.

I truly don"t care whether its my bill, or the House bill, or
legislation yet to be introduced that provides a vehicle for

identifying Alzheimer®s victims and providing treatment alternatives.
The critical thing is for the Department to became an active and
agressive advocate for dealing with the current and anticipated "“cris.i i"
of Alzheimer-type illnesses in Alaska.

The Department has designated certain issues as priorities in the past.
A case in point is the monumental effort expressed in support of
programs dealing with physical and sexual abuse of children. This
effort resulted in a substantial increase in our understanding of the
problem and in developing better methods to deal with it.

During Interim « 1024 W. 6th Avenue, suite 204C « Anchorage, Alaska 99501 ¢ (907) 278-3654



I believe the time is overdue for the Department to take a similar lead
in advocating for treatment programs for Alzheimer®s victims. Sometimes
it"s necessary to review existing programs and make roan for newly
recognized needs and priorities. | believe this is one of those times.

I wi.l be in Juneau on December 12 on personal business. Assuming the

weather and flights are cooperative, 1 will try to meet with you then to
discuss this issue. My staff will confirm times with your office the

first week in December.

Best regards,

Senator Vic Fischer

cc: Thelma Langdon & Becky Clement
Alzheimer®s Family Support Group



\ BILL SHEFFIELD, GOVERNOR

i oy WP

DEPT. OF HEALTH AND SOCIAL SERVICES f EQMEMIQMSKA 09811
OmCE OF THECOMMISSIONER PHONE: 465-3030

Document No. 85-165

July 5, 1985

The Honorable Vic/fischer
Alaska State Se/rate

600 Barrow

Anchorage, AK 99501

Dear Senator Fischer:

Thank you for your letter of June 17, 1985 regarding legislation
authorizing adult day care centers for Alzheimer"s disease patients.

As you know, the Department had some reservations regarding the
requirement in the original bill for establishment of a diagnostic
center in Anchorage to serve the entire state. This requirement was
removed in the committee substitute for the original senate bill.
Subsequently, the department®s position papers endorsed the concept of
the bill and indicated our willingness to serve on a task force to
investigate problems relating"to diagnosis and care of people with the
disease.

I am very interested in the comparisons of day care costs versus nursing
home costs made by the Alzheimer®"sfamily Support Group. I would be

happy to discuss this bill with you"or your staff at your convenience.

Sincerely,

John R. Pugh
Commissioner



Senator Vic Fischer (907) 465-4954

Alaska State Legislature
Pouch V e Juneau, Alaska 99811 < (907) 465-4954

June 17, 1985

John Puoh, Commissioner

Department of Health and Social Services
Pouch H-01

Juneau 99P11

Dear John,

As you know legislation creating adult da.y care centers for Alaskans
afflicted with Alzheimer®s disease was introduced in both the Senate (SB
117) and House (HE 279) his year. I am writing to request that you
make this legislation a Department priority for the next session.”

Day care centers for Alzheimer®s patients have proven to be inexpensive,
efficient, and effective programs that provide critically needed
service. It is estimated that there are as many as 2000~Alzheimer”s
victims 1in the state.

Alzheimer®"s Family Support Group claims that for every year that
lerg-term institutional care is put off for each person by the
availability of adult cay care saves the state a minimum of $40,000.
T"e state ™ obligated to cover through?*&e,d-icaid the expenses of
institutional care at a minimum of 5140/day per person, equal to $51,000
a year, compared to approximately $35/day for day care. In other words,
for every ere dollar the state spends for adult day care means a hard
cash savings .of six dollars to the state.

il
The bills are/now in their respective Finance Committees. Your help
and leadership on this issue could really make a difference. Please
let me knqy wpen you would like to discuss this further.

Best Rega

Senate*" V



Frank Port, Anchorage Pioneers®™ Home Resident
DATE January 13, 1986

SU3: Alzheimers Daycare Centers with care wings for ten incontinent patients

Relative to the Alzheimers and geriatric caregroupr. turning down the use of the
State facility known as Harbor View located at Valdez. It has taken some time
for the Dept, of Health ana Social Services and the Dept, of Administration to
come up with a viable option to meet the exigency of the time no matter how it
is considered remote and it should be used beyond its planned purpose until e
joint meeting of the Legislature to consider the Honorable Vic Fischer®"s Bill

and the K able Nilo Kaponen®s Bill to provide diagonistic services, treatment,
and Daycare .ters. I suggest that in addition to the Daycare centers that a
unit of each consisting of ten rooms to take care of incontinent patients. I also

suggest a fee for Daycare patients of $15.00 per dayand $25.00 per day for in—
continent patients. This also serves notice upon familymembers that they cannot
shun off their responsibilities upon the State. Over all costs should come from
fees derived from mental health lands that have been ceded over to the State by
the Federal Government.just for this stated purpose. Medicaid would be a further
source of funding, plus matching funds from the Federal Government.

I go hope this reasoning will add to the solution of the problem facing us in a
situation that can only grow worse with each passingday. The cost for private
institutions will be prohibitive regard ess of Whether they are run by a religious
or a private corporation.

CC: Each State Legislator
Dr. Glade Birch and Charies Mundorf, S.C. Counseling Center
Governor William Sheffield
iis. Thelma Langdon, Alzheimer Support Group
Roberl.ey Potter, Anc. Pioneers®"™ Home Manager
Nancy Bourne, Director of Nurses, Anc. Pioneers®™ Home
President, Greater Anchorage Ministerial Group



Alzheimer’s disease—a debilitating form
of senile dementia afflicting an estimated
1.5 million of the nation’s elderly—is
becoming an increasingly important
s&te priority. So far this year, the
/legislatures in at least five states have
enacted laws aimed at promoting further
study of the disease and providing help
to Alzheimer's patients and their
Vfamilies. They join CALIFORNIA, which
approved several initiatives, including a
$1 million grant to create diagnostic and
tresearch centers, in last year’s session.
One of the most far-reaching efforts
this year came out of ILLINOIS, where the
legislature enacted a package of eight
bills relating to Alzheimer’s. According
to the sponsors, as many as 111,000
ILLINOIS citizens may be suffering from
‘disease and 50 percent of all nursing
ne admissions are linked to Alzheim-
>or related disorders.

The centerpiece of the ILLINOIS package
the Alzheimer’s Disease Assistance
Act (SB 388), which creates regional
centers (one serving the Chicago metro-
politan area and at least one other con-
veniently situated for residents in the rest
of the state) to provide comprehensive
diagnosis and treatment of the disease,
in conjunction with other providers in
the”state.
/'T h e centers, which will be located at
higher education institutions having a
( medical school affiliated with a medical
\ center, are to be staffed by professionals
Trained in geriatric medicine, neurology,
psychiatry and pharmacology. Under the
law, they must provide a broad ranges of
services including transportation, con-
sultation, referral and training and con-
tinuing education for caregivers, in-
cluding family members, as well as doing

researcl’ and serving as a
for dati collection and processing.

In addition, the law directs the
Department of Public Health, by
January 1, 1987, to develop standards
for conducting research and for identify-
ing, evaluating, diagnosing, referring
and treating victims of the disease
through the regional assistance centers
and other providers. By that date and
every three years thereafter, the depart-
ment will also be required to prepare an
Alzheimers’s disease assistance plan to
coordinate research, diagnosis, referral
and treatment services within each ser-
vice ai "a of the state. An advisory com-
mittee will be created to assist the depart-
ment in implementing and administering
the plan.

Finally, the law authorizes grants-in-
aid to the regional centers to conduct
research and maintain services for vic-
tims of the disease, in accord with the
triennial plan.

The other parts of the package build
on that base. SB 386, for example,
directs the Public Health Department to
establish policies, procedures and stan-
dards for collecting, maintaining and ex-
changing the confidential personal and
medical information needed to identify
and evaluate Alzheimer's victims. The
information will also be used for con-
sultations, referrals and treatment of pa-
tients through their personal physicians
and the new regional assistance centers.
Under the new law, physicians and other
health personnel at hospitals, nursing
homes and clinics will be required to
report any diagnosis of Alzheimer’'s to
the department; in turn, the department
will release the information to organiza-
tions doif-> research into the disease,

InitiQ titfO C
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ppotectjng the privacy of patients.

SB 385 creates an Alzheimer's task
force to evaluate the state’'s health and
medical assistance programs and suggest
ways of iraprovlig those programs to
| better serve the needs of patients and
--their families. Within a year, the task

Toirce will be required to sponsor a

statewide conference to explore the pro-

gress of new programs and services,
identify future needs and make recom-
mendations on how to meet those needs.

SB 391 amends tha definitions of dis-
abledjieople usdsr the state’s rehabilita-
tion act to include-Alzheimer”victims.
making them eligible for state-financed
services such as home health and home
nursing care, chore and housekeeping
services, home-delivered meals, adult
day care and respite care. Similarly, SB
384 extends eligibility for a state respite
care demonstration program to the
families.-QlAlzheimer’s disease victims.

SB 392 authorizes the'Department of
Public Aid to create and implement a
pilot project to determine the feasibility
of authorizing state medical assistance
payments for the cost of diagnosing and
treating Alzheimer’s. SB 390 will give in-
centive payments to nursing homes that
develop special programs for Alzheim-
er's patients, by considering the cost of
such programs in setting protective
payment rates for skilled nursing and in-
termediate care facilities.

Finally, SB 62 creates the Alzheimer’s
Disease Research Act, providing a
voluntary tax checkoff for ILLINOIS resi-
dents who wish to contribute a portion

! of their refund to Alzheimer’s research.
~The act also sets up a special fund within
the state treasury to finance research.

FLORIDA’S legislature also moved on
Alzheimer’s in its recent session. HB 77
(Chapter 85-145) establishes an Alz-
heimer's disease advisory committee
as well as a research trust fund to award
grants to institutions that run programs
intended to control the disease as well as

.yention, and research programs.

The new law also authorizes funds to
create memory disorder clinics at each of
he state’s three medical schools and at a

ajor private, non-profit research ori-
ented teaching hospital and/or any other
affiliated teaching hospitals. The clinics’
purpose will be to conduct research and
training in a diagnostic and therapeutic
se ting for Alzheimer’'s patients. Fur-

ther, the law requires the Department of
Health and Rehabilitation Services Jp
contract for three specialized modeljiay-
care programs in conjunction with each
of the clinics.

Finally, it directs the department to
contract for respite care programs. The
programs are to be used by the medical
schools and teaching hospitals as a re-
source to compile research and statistical
data on Alzheimer’s.

Three other states have also commit-
ted resources to further study Alz-
heimer’'s. CONNECTICUT SB 582 (Special
Act 85-81) creates a task force to assess
the needs and problems of Victims of
Alzheimer’s and related disorders as well
as the needs of the family members who
care for them. The task force is to report
its and recommendations to the General
Assembly next February 1. A KANSAS
law (SCR 1618) directs the Secretary of
Aging to set up a task force to determine
the incidence and prevalence of Alz-
heimer's and review program options.
And VIRGINIA HIR 309 creates a Commis-
gio: on Alzheimer’s Disease and Related
Disorders to study the need for and feas-
ibility of developing a network of four to
six regional dementia centers. The
centers would be based in academic or
health care centers and operated in coor-
dination with local chapters of the Alz-
heimer’'s Disease and Related Disorders
Association. The 20-member commis-
sion has been directed to study areas
such as support activities for patients
and their families by volunteer peer
counselors and continuing education and
training activities for medical, mental
health and social service workers.

Finally, the TEXAS legislature, in HCR
88, express its “ wholehearted support”
of the state Health Department’s efforts
to develop support and educational pro-
grams to help patients, their families and
nursing homes in their efforts to manage
Alzheimer’s disease. The resolution also
‘encourages the department to continue
its efforts to develop a network of
associations, family members and other
concerned individuals to deal with what
it describes as a *“serious health
problem.”

Meantime, CALIFORNIA is in the process
of implementing several Alzheimer’s
programs enacted last year and is on the
verge of approving several other bills.
The $1 million appropriated in 1984 has



been allocated, with $250,000 going to
miour research programs and the remin-
der to diagnostic and treatment centers.
The Department of Aging is in the final
stages of implementing two o*her of last
year’s initiatives: one to establish a day
care resources center and the other to set
up a statewide conference on Alzheim-
er's. Tir?—conference is tentatively
scheduled lor April of 1986.

This session, the Assembly has already
approved three bills and the Sen-
ate one. AB 99 calls for a threeearde-
jnonstration project for three Alzheim-
er’s diseasTTnstitutes, combining tradi-
tional programs with specialized strate-
gies to meet the needs f Alzheimer’s vic-
tims. Applicants would be expected to
finance the projects themselves but could

RecentandProposed Changes in State
Medicaid Programs (July 1985) is now
available from 1HPP. The survey
summarizes the major state Medicaid
policy changes—both legislative and
administrative—that have been initiated
through July of 1985. It also includes an
appendix on 1985 proposed and adopted
legislation affecting indigent care.

A review of the July 1985 survey
indicates a continuation of the trend of
states expanding program eligibility. So
far in 1985, 19 states have expanded
eligibility by extending coverage to new
categories, creating limited medically
needy programs or increasing the income
eligibility levels. This compares with 17
states that expanded eligibility in 1984
and 15 others in 1983.

Some of the surveys
include:

highlights

Services

e As of July 1985, 13 states have
expanded their benefit coverage. This
compares with 25 states that expanded
services in 1984 and 26 in 1983. Con-
versely, only two states reduced their
coverage in 1985, while six did so in
1984, and 12 in 1983. The types of new
services covered were quite diverse
"although three states—Hawaii, New
Jersey and North Carolina—all added
Dersonal care services.

Eligibility
= Seven of the 19 states that expanded
eligibility did so to comply with the
requirements of the Child Health

apply for state oi federal funds available
for Alzheimer's disease programs. An-
other bill (AB 1305) directs a 1984
Alzheimer’s task force to study a means
for making privatej nsurance available to
victims of the diseaseT'And AB 2470 au-
thorizes grants to local organizations to
provide or arrange for in-home care and
respite care for patients and their
families. Finally, SB 1113 seeks to ap-
propriate another $1 million for Alz-
heimer’s research. CALIFORNIA’S session is
scheduled to end on September 13. Sup-
porters say they are optimistic that all
the bills will win the legislature’'s ap-
proval but fear money considerations
may cause the the Governor to veto one
or more of them.

Assurance Program of the Deficit
Reduction Act of 1984 (DEFRA). New
Jersey and Texas adopted limited
me dically needy programs, while Orc?on
expanded its limited medically needy
program.

Reimbursement

e States continue to demonstrate a
willingness to try new prospective
payment systems for inpatient hospital
services. Washington and Michigan
became the fifth and sixth states to
implement a reimbursement system
based on diagnosis-related groups for
Medicaid payments. The other four
states using the DRG system are New
Jersey, Ohio, Pennsylvania and Utah:
four other states—Minnesota, Montana
Oregon and South Dakota—have
proposed adopting DRGs within the
year.

e Florida adopted legislation that
authorizes the state to contract for
services under competitive bidding. By
implementing ICARE— he Illinois
Competitive Access and Reimbursement
Equity program—Illinois joined the
Medicaid programs of Arizona
(AHCCCS) and California (Medi-Cal) in
utilizing a competitive bidding approach
to reimburse inpatient hospital services.

Admlinisfration and Management

= Nine states considered and two states
adopted legislation that prohibits
discrimination against Medicaid nursing
home residents. California’s law prohi-
bits discrimination against a Medi-Cal

Medicaid and
Indigent Care
survey
Released



Transplant
Activities
Continue

patient on the basis of source of payment
and also prohibits evicting residents who
change from private insurance to Medi-
Cal. Oregon’s law also bars discrimina-
tion based on source of payment and
against requiring a fee from Medicaid
patients in excess of the Medicaid
payments.

Other

e So far in 1985, eight states—Ken-
tucky, Maine, Michigan, Minnesota,
Nevada, Texas, Utah and Virginia—are
or will be studying at least one compo-
nent of the Medicaid program. For ex-
ample, Minnesota will study the feasibil-
ity of creating a home equity conversion
program to finance long term care ser-
vices and insurance.

Indigent Care

= In 1985, states continued to devote a
large amount of attention to the issue of
providing care to the medically indigent.
Thirty states considered legislative pro-
posals that would have either mandated
improvements in state or county indigent
care programs or would have required
establishing a commission to examine
the issue.

= Eight states altered their indigent pro-
grams, and four—Arkansas, Nevada,
South Carolina and Texas”4idoptid

State legislatures haye continued tb be
very active in promoting and facilitating
organ donation dnd procurement. In
their recent sessions, New York and
Oregon enacted laws intended jo allevi-
ate the chronic scarcity of organs
available/for transplantation by requir-
ing hospital administrators to ask
relative to donate the organs of patients
who /have died in the hospital. The new
laws, which mark a major departure

rpm current policy, are/ designed to
ercome physicians’ and hospitals’
eluctance to approach gmeving families
t organ donation/ Under New

's AB 6849 and Oregon’s HB 2902/
hospital administrators/ must ask the
relatives of all deceased/persons wlya, in
accordance with medical criteria are
determined to b; suitable candidates for
organ donation, if they are/willing to
donate organs. ExceptiorLwiu be made if
the hospitals have clear indications that
the deceased person or family members
opposed organ donations or if the prac-

legislation creating new state indigent
care programs. Texas enacted legislation
that clarified county responsibility;
created a maternal and infant health im-
provement program; established a
primary health services program; and
amended the hospital licensure law by in-
serting minimum standards governing
the transfer of patients for nonmedical
reasons. South Carolina created a
medically indigent assistance program,
financed by an assessment on general
hospitals and on counties that will reim-
burse hospitals for providing treatment
to the medically indigent. And Nevada
mandated that counties must establish a
fund to finance medical assistance for in-
digents.

= Nine states adopted legislation requir-
ing a study of the indigent care issue. Of
that group, six states—Louisiana,
Nebraska, New Hampshire, North
Carolina, Tennessee, and West
Virginia—will focus exclusively on the
indigent care issue, while in
three—Colorado, New Mexico and
Oregon—indigent care will be only one
component of the health care issues that
will be studied.

Single copies of the survey are
available without charge to state and
federal officials. Others may obtain a
copy by sending $9 to IHPP.

tice conflicts with their religious beliefs.

New York also enacted another bill,
AB 6635, designed to ease the shortage
of corneas and pituitary glands for
transplant. Coroners and medical ex-
aminers were reluct™nt->to provide the
names of deceaj”™dpersans under their
jurisdiction oy'm e names of their rela-
tives to oy”an procurement agencies,
believing4nat they lacked statutory to do
so. AB 6635 grants mem specific au-
thority to release these names, thus pav-
ing the way for organ/procurement agen-
ts to ask family Members for organ
‘donations.

/

The Intergovernmental Health Policy
Project and the U.S. Health Care Fi-
nancing Administration recently
reported findings from a fifty state
review of Medicaid coverage and pay-
ment policies forlorgan transplants. Ac-
cording to the survey, great diversity and
uncertainty exists in Medicaid policies
governing payment for organ trans-
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2)

3)
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WOULD AUTHORIZE THE OLDER ALASKANS COMMISSION TO MAKE GRANTS FOR THE OPERATION OF
DAY CARE CENTERS. THE FISCAL NOTE IS FOR $496,300 AND WAS COMPUTED BY ESTIMATING THE
NUMBER OF POTENTIAL ADULT DAY CARE CLIENTS IN TARGET COMMUNITIES:

Fairbanks, Anchorage/Chugiak expansion, Kenai, Nome, Juneau, Palmer/Wasilla

WOULD AUTHORIZE THE OLDER ALASKANS COMMISSION TO PROVIDE FOR IN-HOME SERVICES TO

VICTIMS OF ALZHEIMER®S DISEASE, the COSTS ARE INCLUDED IN THE ABOVE FISCAL NOTE

WOULD ESTABLISH AN ALZHEIMER"S DISEASE TASK FORCE. THE FISCAL NOTE IS FOR $13,000

WOULD AUTHORIZE THE DEPT. OF HEALTH AND SOCIAL SERVICES TO OPERATE OR CONTRACT FOR

A STATEWIDE ALZHEIMER DIAGNOSTIC CENTER IN ANCHORAGE. THE FISCAL NOTE IS $253,800.

THERE IS ONE ADULT DAY CARE FACILITY IN ANCHORAGE THAT PROVIDES PSYCHOLOGICAL AND
MEDICAL CARE TO ALZHEIMER VICTIMS. AS PART OF THEIR DAILY PROGRAM THEY KEEP THE

VICTIMS PHYSICALLY ACTIVE AND USE TECHNIQUES TO ENCOURAGE MEMORY.

SINCE MOST ALZHEIMER VICTIMS ARE OTHERWISE HEALTHY AND AMBULATORY, SUPERVISION AND 24
HOUR CARE IS DIFFICULT TO PROVIDE IN A NURSING HOME WHERE MOST PATIENTS ARE

RESTRICTED IN MOVEMENT.

RESPITE FOR THE FAMILY, AND PSYCHOLOGICAL AND PHYSICAL ACTIVITIES FOR THE VICTIM

UNTIL THE FINAL STAGES OF THE DISEASE, MUCH LIKE TREATMENT FOR THE DEVELOPMENTALLY

DISABLED, IS RECOMMENDED OVER INSTITUTIONALIZATION.

ADULT DAY CARE COSTS AVERAGE $35 A DAY. NURSING HOME CARE AVERAGES $140 A DAY



QUESTIONS:

DO WE KNUW HOW MANY ALASKANS HAVE ALZHEIMER S DISEASE?
413 senior citizens in the state of Alaska have been identified as having Alzheimer"s

Disease or a Related Disorder according to the Alzheimer®s Disease Family Support Group.

WHY DO WE NEED A DIAGNOSTIC CENTER? DON"T WE HAVE THE TECHNOLOGY AVAILABLE PRESENTLY TO
IDENTIFY ALZHEIMER®S DISEASE?

Technology 1is available for diagnosis. However, because of the similiarity to other
disease"s symptoms, there have been many instances of misdiagnosis. Many would-be
Alzheimer"s victims actually have another illness that may be treatable, or may .iust be
showing normal age-related forgetfulness. Proper diagnosis 1is needed, in order to
reassure these older Alaskans that these symptoms are benign and to properly diangosis

Alzheimer®"s and other diseases.

WHAT KIND OF CARE IS REQUIRED FOR ALZHEIMER®S DISEASE?

Until the final stages of the disease, most victims are ambulatory. The victim and
families need a variety of in-home support services in order to continue to care for their
loved ones at home as loro as possible. Because it is important that they be given every
opportunity for physical movement and social interaction, day care facilities provide that
opporunity and use techniques which help the victim retain memory as long as possible. As
with the families of the developmentally disabled, day care centers also

provide respite for the family.



WHAT KIND OF CARE DO WE PRESENTLY HAVE FOR ALZHEIMER VICTIMS?

There 1is one adult day care facility in Anchorage. 252 identified victims are living in
institutions around the state. However, it 1is the opinion of the families that the
traditional skilled nursing home does not meet the needs of the ambulatory victim.

Day care services and in-home services will provide needed financial and emotional relief
for those Alaskans and their families that are neither rich enough to afford thousands of
dollars a month for essential care, poor enough tc be eligible for state Medicaid, or

lucky enough to have the Alzheimer®s victim living in a Pioneer Home.



SB 117 authorizes the Older Alaskans Commission to make grants for
the operation of adult day care centers, or tc provide for in-home
services, to victims of Alzheimer disease, and to establish an
Alzheimer®s disease task force. It also authorizes the Department
of Health and Social Services to operate or contract for a
statewide center in Anchorage for the diagnosis of Alzheimer®s
disease and related disorders.

Alzheimer®s disease 1is a progressive, degenerative erosion of the
cells of the brain causing loss of memory and serious mental

deterioration. It is not known what causes it and there 1is no
known cure for it or no known way of stopping its progression. The
disease affects middle aged and older people. The number of known

or presumptive cases of Alzheimer®s 1in Alaska is not known but the
Alzheimer®s Disease Family Support Group 1in Anchorage knows of
130-150 cases.

Diagnosis 1is important to exclude treatable forms of dementia. A
diagnostic center in Anchorage 1is suggested because many families
have had to go out of state for diagnosis and because the
facilities for some of the more sophisticated diagnostic procedures
such as CT scanning are available there. Competent diagnostic
services are essential for proper treatment and for financial
planning for the patient and his or her Tfamily.

The only service that presently exists 1is the Daybreak Center 1in
Anchorage, a subsidiary of the Southcentral Counseling Center, and
the Alzheimer®s family support group. As the disease reaches 1its
final state, nursing home facilities are desirable. Since most
Alzheimer victims are ambulatory, 24 hour care 1is difficult to
provide 1in a nursing home where most patients are bedridden and
relatively easy to supervise. Further, the average annual cost for
adult day care is $9,100 1in comparison to the average cost of
nursing home care at $44,326. The type of care required for the
developmentally disabled would be more appropriate for the
Alzheimer victim until the final stage of the disease.
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Committee on
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i"arch 19, 1985

Senator John Sackett, Co-"~hair
Senator Jan Faiks, Co-Chair
Senate Finance Committee
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Juneau, Alaska 99811

bear Senator Faiks and Senator Sackett:

Sponsor Substitute for SP 117 would give the Older Alaskans
Commission the authority to make grants to nonprofit organizations
for the operation of adult day <care <centers that provide
supervision, custodial <care and psychological and physical
activities for persons afflicted with Alzheimer®s disease and
related disorders. It also requires the Older Alaskans Commission
to establish an Alzheimer®s disease task force to investigate
problems related to the care and diagnosis of people with the
disease. Finally, if would require the Department of Health and
Social Services to operate or contract for the operation of a
statewide Alzheimer diagnostic center 1in Anchorage.
The Senate Comm .ttee on Health, Education, and Social Services held
public hearing on SSSB 117 on March 6th. VJhile testimony
provided was supportive, there was recognition thrJ*funding for all

aspects of the proposal may not be available. 1In an effort to
retain the essential services, CSSSSB 117 (HESS) excludes the
diagnostic center fronm the bill. However, as we feel this

information may prove useful to the Senate Finance Committee, the
"oilowing serves as a prioritization of the proposed services based
on oral and written testimony:

"I grants for the adult day care centers ($496,300 for FY 96"
(2) "-he Alzheimer"s disease task force ($9,300 for FY 86)
(3) the diagnostic "e"enter ($253,800 for FY 86)



Senator John Sackett
Senator Jan Faiks
March 19, 1985

page two

Senators, thank you for taking these comments 1in"-0 consideration.
We would be pleased to assist you in any way during your
deliberations.

Sincerely,

Senator Edna DeVries
Vice Chairman

BF:er
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J. Paul Teusink, M.D.
Susan Mahler. M.S.\W.,
A.C.S.W.

Many families of patients uitk
Alzheimer's disease seem to un-
dergo an intense fite-slage reac-
tion process and to face several
specific problems uhen coping
uith the onset and progression of
this debilitating illness. Mental
health professionals must provide
families . with education about
Alzheimer's disease and with sup-
portive guidance, so that family
members trill successfully work
through their reactions and be
able to mourn their loved one.
make necessary decisions for his
care, and reestablishfamily equi-
librium. The authors describe the
reaction process and host mental
health professionals can help dur-
ing each stage, present a case ex-
ample ofafamily coping with the
disease, and discuss the specific
problems that families must Jace
and work through.

Azemer's dssese is e not
conmon of arunber of iseess
konn as deneatia SN nost
nmedcd auhaities ad th pudic
«b Nt dstinguish between the
p"esmlecrset ad the saile an—
== of ths pimary degerarative
denertig, ad refer to the ngjarity
of Azheimer pdients a8 ae
gap, e dHl do tre sme inthis
e

Dr. Teusink is assistant profes-
sor of psychiatry at New York
Hospital-Corncll Medical Cen-

ter, Westchester Division. 21
Bloomingdale Road. White
Plains, New York IllifiQy. Ms.

Mahler is a psychiatric social
worker at the center.

152

na Families Cope-
kheimer’s Dlsease

Acocording to severd sudes
dted by WAIs 11), Alzheiner'sds—
e aooaurts for gporadmratdy Sl
paraaT of darertiacsss vesar
ds=seee (Mmutiinfarat darertia) for
agyyodmatdy 10 peraat, aanl-
bretion of Azhaner's dsesse
ad vesadar dseese for ispaoat,

<rmonrd pressure hydroogaddus for
6 peroart, doddiam for 6 pa-

, aat, ad multiple ather asssfar
less then 20 peraart.

More then three mrillion Areri—
s ae asdad to sare dagee
bv AZemer's dseess, ad noe
man ae million, a 3paaat, of
;nc eaarlv oer ace hae sevae—
ly aedau it 2= Al noia
heaith prdfessadls mrmo wak
with eldely pdtients, in gaad
hogatas or dinics, but perticdlady
inlagtem e fadlities, arefre—
quertly invaved with Alzheimrer
peiats.

Damrertias ae unique dssesess
ot anly becaee thev are mt ar—
dde bu beasetrev aeeapo—
gesse inpamet of meray
ama adiar.—tian with earadizd

Teetenoraion in indlecud luc-
tionine ao eveLdly in pnac
rcalth Roth ard Mars' definition
a caretir. @ dreses tre po—
gesive falue of the petiat in
the adivities of everychy life, the
falue of menoy ad indlea.
anJ the dsarganization of the par—
saeity. A petiert’s indlecud
impaimnrent nay leed to erdia =
daos to daerioaion in sdf-
cae ad een to ddusas ad
hludretios.

The trererdous burden thet de—
meia petients aeste lor then

b trese pdiats ac in a_

s indlectudlyovire. In aod—
mn nay u the cagtaas of
Azeimer patients ae manbas
Vol. 35
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of et hes lbeen cdled “the sad-
wich gengratiaT —midde-aeed
aalts woee ragt a tiadnc gt
mtshed cairne tar digr oan chil—
den is dettaeo Dy tte new re—
soadhlity d cairg for troir ag-
ing parats It istherdiae o ar-
pise tret lamiiies hae drag, ad
diten vaied, reedias to the de—
vAgaret of Azener's dssese
infamily manbas

Degaite the vaiaality in family
reedias thet we e sssnin o’
work with Alzheiner pdiats &
New York Hospital-Comell Med—
id Gata, vermefoud ttet ttre
reedias d lamiiies agdng with
ne dsere ce dmilar to tre
reedias of fanilies agarne with
asgth Thus arlouon tre reedias
a tanily menbas nay ssamab-
rmmd at tines, thev nav acudly
ke nomd 9905 in a posess of
aaminc to tams witn  ri'<s ivss=
wening illiress
< in s pgoE, wWe will derader—
i2ZzwWe w hae ssanto be a
rmmd saies of repoess to Alz—
hane’s dssess aoasting of ini—
tid dnd te there is aything
wayg, fdloned by overinove—
mert of the family with the petiert
in an atept to carpasate far
tre illness, agr wen the com-
pasgionfalls, guilt thet is aeared
by e aoe, ad firdly, resdu—
tion or acogdae of the prddem
It is nat difficut 10 note the Im—
laity d the paooess we willl de—
gaibe to the Nt poosssde—
saibed by KLHa-Ross tH). whidh
do aEds of live daacs denid
ad isdation, ager, bargainig
dgyesson, ad acaqtae

Bxa e AZdine’s dssese re—
qures auh an eomos adus-
et by lanmiiies ad bease ay
aed the dagsd acogdaceean
becore aoomd o pddendtic

Hospital and Community Psychiatry



sbeendled *tre sad-
»e rdief & havrg just
ring, far their oan dil-
nered by tte new re-
mof cairg for their ag-
1 It istherefore o aur-
anilies e srag, ad
«d reedias to the de-
of Azdemer's dseese
tenbas
the varidality in family
—avwemlmessninowr
Azeimer patiats a
‘ogpital-Comdl Med-
=elaefoud thet the
t families coqadng with
nay ke similar to the
f families apping with
. dthouph the reedtias
nanties nay ssameb-
mes. they nay actudly
S5 in a pracess of
tems with this over-
iness
. vewill derader—
'shaesento ke a
‘s of reyoe=ss to Az
e aosgting of ini
tet there i r;.thrg
oned by overinadve-
family with the petiert
pt to covpasate for
ao wen the com-
ils. guilt thet isaested
< ad firdly. redu-
padce of the pradem
«alt to e the Sm-
I pao=ss we will de—
nmouming poosssoe-
Iuder-Ross (D whidh
of live dages denidl
n agE, bagenng,
adae

-ocnmunily Psychiatry

if it is at worked through, we will
provide sare guiddines for work—
ing with the family meboe.' of
Alzheimer pdatiets as they oo
throuoh the reedtion pracess e
WIT provide acse eange to ik
“wHzate how ae farily merber
wart through tre five dages of the
pacess 2 rd howdar, weare ade to
hdp hm Frdly, we will dsass

_jare of reg5dadficpddarsze-.

tre indvidd in the aee e@ande
faced ad thet many ather fanilies
face, when coping with Alz—
heimer's dseese

The reaction process
Stage one—senial. Family mem-
baswill anen s noee menay
las==s in the petiet. but ey ex—
dan tres- anay oy ssyrg tret
theyre “kit sanliry."" Athough
this reedtion gt partidly ke ex—
dained by the faily's ladk of edu—
cdion about agrg it nmay dsorep—
resat awsh an the pen of family
manbers to cay weat they ae
sssrg Sore nemav Icss with
agrgisaonmmon, but when meno—
rylcsse(m:ts mild fagetfuress,
it is adgn of abamd cogitive
fudioning secathary to darertia
or sare aher ghyscd o nmetalbd —
ic ds=e2

Se denid nay be a nomd

reedion to nemay los ac fa-*

oduress bu we have ssennary
fanilieswhotvereade toean this
reedion to arerakade edrare

AL tines fanilies evlen fal 10 rec—
agize gosdy dstubed beheviar
ad maked deteriaration in mem-
Their denid in this aee N8B ke
aded by the common finding thet

recan menory falswith acewvhie
renoe nmenoay randErs sae—
whet wall presened Thus tre fam-
ity nmay foos an ne il wdl-

fudioning rendte menay ac
Tare tre cdiar's ingdlity 10

keep track of recart tine o

.eats - —

Denid nay be avay of deferd—
ingacars the painof lIess ar.J ihe
family dsruption ihai resuits fram
Liress it mav.risoniinw ihefaily
to postpoe Jakc wh tndr
giel. In tet zeedenid ennde
‘reglistic assesg@Et, dedsion mek-
ing, ad trestrert gaming inpos—
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dde Faniies ther etibit ecss—
sve denial must ke helped.
throuch “dudtion ad & tines
throuch confrontation, to roooc-
rize the exert of the Hehilirnv
thair family menber Qily then
an they neke redidic dars far
treatmert ad noe an to an ac-

“Alth'ougH" tliV reactions

of family members may
seem abnormal ar times,
they may actually be
normal steps in a
process of coming to
terms with this
overwhelming illness.

adae of thar loed a¥gs ill—
res

Stage lu'o—overim'olvemtnl.
As te deteriaration of the sSdk
family menber becones noe do-
vias to the family, family miHo—
ke~ rrav beoore nmae invelve'd...
wh h» patiet in & enon to
anpase lor Hs o her loss=s
Ths nav invdve aredidic adus-
pent. such astaking over the fam-
ilys finendal responsihilities.
When invoverrent with the pa—
tiet's neschs is caried to an eeg—
gaated daoes honeve, fanily
menbas nay saaifice nay &
peds of thair parsord lives, auch
as thair saodd rdaiaghips, thar
freedomtoane adgo, adean
thair deep Although these fam-
ilies recogize thet there isaprdo—
lem Moy nay mat sssk help fram
tre nedcad pdessan o aber
aggdes out of ineree lodtv ro
thar loed ag tev tod thev
ma de= with the ilincss them-
shes

Gatan agats of overinave—
et ssamto ke adtualy noti—
vated Qur eqariae g dopan
s thet in soe vary dose liaddh
ama Jandh lamiiies. lar eNa2dk
s o caghies ac rasd to
‘diee et ey mA Gac lar
thdr parats without regad _to
jheir onn rescs Irthey do mx Jo
g, thev lear thev will e rJicdcd
by the community. Bertudly,
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ovarinaved farmily maners nay
reedt in aoa to feding uede to
shouder the trarerdous burden
a cairg lor an Alzreiner’'s pa—
tiert. -

To "t with overinvaverrent
ad to arape for gyrgriae
e the treating pofessads
muet ke ede to dfferertiate be—
tween pathdagcd reedionada

~Yomrd reanort withm eadh tamiiv

ad its adtud gap The rda—
tves e then be hdpad to s==
thair orindvenet a a hin—
dance rather tren ahdp in redlis—
tically cedling with the petiert's

godfic Affiadties thet their ovxa-
inidvarent isaedire icr the pa—
tiert adlor theret d ne lamiiv.

Jxacge three—auger. Anger
arag famly nmenbas cedgs
na only asareedtion to neaocoec
fyscd aroen a aaire lor 2
aanetec pasn ad to tte anr
baressrat causd by the frequent
bdhaviad prddens pesarted by
thet pa=son it dsoreats framthe
fedinc d havirg been asaced .
bv the diliHivire but mow auc—
tiocd ueraT or oo

When arger preecmirates with—
in afaniiy, it is diten paeded ar
dgdaced ato tre vav peqae
WD are thvinc to heio the faily
dedl with their overwhdminc
e a Hdessess—tre mata
heaun pdessiads I the prdfes—
dads do ma hdp the family o
adively confront their er.axr adto
redizz et they ae dgdadrg
thair oan painfd fedinogs abou
the situation faily nenbas nay
beoore 0 dssidied tret thev
remoe the petiert iromtrestimrert
a aaee dan 0l nededirc tre
petient ad therefae cadsrg tre
oeifrioration they returdiv coours
with this ilincss. Gouniatrarsfer-
arcissesingdanm bedmilar—
ly adfes2), dree the momrd re—
adion to bang acasd of niedet
isddasveress or ae, either of
whichwill futher dieate trerda—
tives.

Stage four—guilt. As ager
lessas guilt nav beoore noe
doios. Srre fedings of quilt
amayg fanily menbas nay be a
nomreEl reedion to  recognizing
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fedings of ager or wdes ttet e
dareted petiert woud de Fam-
ity manbers nav fed qulty for
nany cther reesas, Schasicdng
de they ddayed inkyvindnc intre

et (eduwstionao tris nay

;. ocotribued to the illiness

Nyret ey ware nat atertive
aoumn to adr parat o goose
ediie in thar lives tor uex—
pressed age fram et ties ad
eats o for needirg to nae
daddgas djeded to by e pa—
tiert.

Mental health professionals
me ded with the family nm-
.bas guilt by dsoowering s ase
ao bv taxdinc aaredive dqos to
dlevae it Qe gepeanbesndy
to edcte the fanily aoout the
iliness itsdf, thereby providing re—
asuae thet the family hkes ma
hamred the patiet. More exden—
Sve coursding nav ke nesded to
Hep the famiiy nake difficut bt
recessay deddas, sare of whidh
nay be dgected to by the petiert.

Stage fire—acceptance. Acogt—
awe aves aly dter rdaives
hae udastood the dseese proc—
esthat isaffeding thair lored ae
hae foud affidat resouces
within themsehves ad the commu—
ity to ded with the inoressed bur—
dmn of cae for tre pdtiert, hae
waked throuch thar anger ad
ault, ad hae reoogized tret
thair loed ae is ro lape the
pasn they ae kew Acoet—
ae is nace nore dffiaut by the
dseees irsdous ast ad diten
log payessive ause, aswdl a6
by tre pdtiert's rdaive pesena—
tion of nomd pghydd vigr ad
Fooeaace duing the eady daoes
of tre illiness.

Case examples

Ms K apdoudy dareted
75~vca-dd Jenish widown, wes
trardfared fram alagiamcae
fadlity to the Gordl Madcd
Garter for an evdugtion of agtjt-
a bdavior induding cosiart
pedrg vabd abevaess ad a
times corbativeress.  Although
Ms. K hed hed syimpas of Alz—
hamer's dsce for gpoodnratdy
ae ad a hbf yeas de hed
waked in her familys camret
mauUfaduing beress until ae

14

"ftT trr.

tiitc mvtcdiai

year befae her trardfer to the
certer.

In e rardfer summaty, the
rursing hare cargained of diffi—
adty with the petiet's 50year-dd
sn wowesrurirghs nother’'s
bEress Duing the intid pgrese
of his nather’'s hogaitdization in
ou fadlity, Mr. K wes uede to
a1 his.nothers pogyessive de—
terioration ad wes indgert tret
aartan sgs auh as inad long—
termnemay, ware proof thet e
wesless inmpaired then e hed been
tdd He bdieved rrei hisnmather's
wandering stenmred frorft her
boredomat nat hevirgwork to do
ad fromthe ladk of 9=t intiative
iNn eopgirg her in adivity.

M. Kwuigted hHs nmother nigtly
ad bragt her dess pattars to
at When ge wes uede to per—
fom the teds he eqoaded of e,
he dgdacd hHs disggpanmet
Srdaoe oo the nursing staff in
abhddile abEwe, ad acosaay
fadhiaon, thus ergardaing gt de—
fasvaess ad resdaoe to em-

wes ayourg dhild ad hed left hHs
cxeto andder sding, Mr. Khed
felt rededed ad abardoed, ad
hed devdgoed agy fedinos 1o
wadhis mather. Having toput his
nother ino a nusing hare re—
andkaed tre=se repessd fedinogs
of apy ad aadoent, ad
aasd aoars tret he was now
dadrirg hea. He was il un-
dde to sc Hs nather asanything
aher tten the strag, e
working waran he Fed knoan in
tre =, ard dthouch hrevess -
He of ruring the famiiy bLeness
he wes eqaiadng sdf-douas.
In acdition, e wes fuiaus & hs
sding, wiolived out of toan ad
was mt inaved with Hs naher’s
ae

nother hdpsd him to redize e
sueed hsagy faedirgsadhe
becare lessaitical of the 9. Hs
lessaed aoer erelded M0 un-
dagad the synpars of Alz—
hena’s dssess to nore redisi—
dly assess his noter’s iliness

pethizimgwith Hs pein M. Kwves* cad 10 noum her loss

aitical of dl agoads of ns nah- —e

a's tregmat ad eqadaed tte
hogatd to ird amirade are far
her illness

Bogrg M. Kin family thera—
py vs difficut srnee e sawbah
the dodar ad sodd walker (@PT
ad 9V) sshs advasaies. He wes
s inwedy sessias, where e
was aouragd to tak abou Hs
frustration & our inghlity to neke
hHsmatherwdl. Atthesz re
we educated hm axc ..z
hame’s dssse—its naifesta—
tias, cou= 2rd treanet.

M. K eetdly reeded hHs
aoars thet the illness wes he—
reditary or aatagaus ad hHis leg-
incs of hddessess in Gairg far
hHs maher. He hed atepted to
hae her livewith Hs family befare
dadnc her in arnusing hare, b
e ad the farily wac uede to
cord her wardaing jnd disrup—
tion of faily life.

As M. K begen to dsass his
farily hisiov ad hs fedings
oot his nher, it becane desr
tret e hed acariid+idden am-
bivdet rdationship with her.
Ms K hedwaked lag hous in
the family's baress sme M. K
February 1IM4
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Vhen Ms. K wes dsdagd
fram our fadlity, we tdked with
the sodd waker intre lagtemy
e ladluy where Ms. K wald
retumn, <o tret we coudd gyrise
her of M. Ks aoflids ad e
auace her to provide him with
aontinued suygpart.

Specific problems in
reaching acceptance
May a M. Ks reedias resite]
fram Hs atenps to aae with
sove gdfic prddans thet aise
when fanilies me race tre a st
of Azemer's dssesein atanilv
menber Bvrecognizingthe likeli—
hood ihel these pradens will ac—
ar ad by providng supgpative
gicaoe, nmed hedth pdes—
dadEs an hde eese fanilies
throuch ihe reedtion poeess

Role menu/. Qe of the not
dfficut adusmats tret a farily
manber me nde is to assune
te pdiat's fomer farily rde
wimbeao deisrolaoa edeto
fudion asinihe pest Freguertly
the familv nerber ma beoonea
perat to his ar her ovn parert,
adthet dusinot eanbe partic—
lay difficut wien the previady
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rg dhild ard hed left hHs
ldder shing M. Khed

ded ad 8 ad
‘gped] agyfeellngs to-

mother. Having to put Hs
=o a nusing hone re-
these rgyessed fedings
ad abadomet, ad
rDoens thet he wes now

her. He wes still un-
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Introduction

Alzheimer’s disease (pronounced altz'hi-
merz) is a little-known but remarkably common
disorder that affects the cells of the brain. It is a
disease that produces intellectual impairment in
adults. While experts formerly believed that the
disease occurred mainly in persons under age 65,
this disorder is now recognized as the most com-
mon cause of severe intellectual impairment in
older people as well.

The changes most commonly associated with
Alzheimer’'s disease (A.D.) occur in :'ie proteins
of the nerve cells in the cerebral cortex — the out-
er layer of the brain — Jeading to an accumulation
of abnormal fibers. Under the ordinary microscope
these changes appear as a tangle of filaments.
These “neurofibrillary tangles” were first described
in 1906 by Alois Alzheimer, a German neurol-
ogist.

New and highly sophisticated instruments and
techniques — suel as the electron microscope,
which can magnify cells more than a hundred
thousand times — have revealed other changes in’
the brain that are characteristic of the disease.
Scattered throughout the cortex, groups of nerve
cell endings degenerate and disrupt the passage of
electrochemical signals between the cells. These
areas of degeneration have a special appearance
under the microscope and are called plaques. The
larger the number of plaques and tangles, the
greater the disturbance seems to be in intellectual
function and memory.



Some Statistics

The fact that many people have never heard
of Alzheimer’s disease does not mean that it is a
rare illness. Many individuals who have the dis-
ease never receive a precise diagnosis.* The best
current estimates indicate that more than three
million North Americans may suffer from it. In
Canada, it has been estimated that at least 10,000
deaths a year are attributable to this disease, and
as many as 100,000 to 300,000 may be affected to
a varying degree. After cancer, heart disease and
stroke, it is thought to be the fourth or fifth' most
common cause of death in Canada; however, this
is difficult to verify because A.-BnixseSiways
listed as an official cause of death on death certifi-
cates. which all too often record only the events
immediately prior to death.

Causes

Alzheimer's disease is an inexorable, de-
generative. neurological disorder for which there
is currently no known method of prevention
or cure. Why plaques and neuro-fibrillary tangles
develop in the cortex of the brain has yet to be
determined.

It seems clear that the illness is not caused by
hardening of the arteries. Nor is there any evi-
dence that it is contagious. Although emotional
upsets and stress may temporarily affect the per-
son’s mood and behaviour, they do not cause the
disease but are more likely its effect.

The disease occurs in two to three per cent of
the general population over 60 years of age. and
in more than 20 per cent of those over 80. The
probability of its occurrence within the same fami-
ly is about one in six, if one’s parents have been
victims, and about one in twelve if brothers or
sisters have had the disease. This represents a
slight hereditary' disposition in some families,
possibly combined with undetermined environmen-
tal factors.

Scientists are applying the newest knowledge
and research techniques to the study of human
brain tissue removed at autopsy. Although there
are now a number of promising clues, determina-
tion of the actual cause of A.D. must await much
more extensive scientific investigation.

What Are the Symptoms?

At first, the individual experiences only
minor and almost imperceptible symptoms that are
often attributed to emotional upsets or other
physical illnesses. Gradually, however, the person

*Sridly soegkirg firel confimration of tre dagoss of Azham-
er'sdseese reqrires apost-mortem eanirgtion of tre lkan

becomes more forgetful, particularly about recent
events. The individual may neglect to turn off

the oven, may misplace things, may continually
recheck to see if a task was done, may take longer
to complete a chore that was previously routine,
or may repeat already answered questions. As the
disease progresses, memory' loss worsens and
other manifestations such as confusion, irritability,
restlessness, and agitation are likely to appear, as
well as changes in personality, mood, and be-
haviour. Judgement, concentration, orientation,
and speech may also be affected. Eventually, the
disease renders its victims totally incapable of car-
ing for themselves.

There are many different patterns in the type,
severity, and sequence of changes in mental and
neurological functioning that result from A.D. The
symptoms are progressive, but there is great varia-
tion in the rate of change from person to person.
In a few cases, there may be a rapid decline: but
more commonly, many months — even years —
may pass with little change. Limitations in physi-
cal activity during the later stages may cause the
person to have less resistance to pneumonia and
other physical illnesses that may shorten remaining
life expectancy by as much as one-half.

Although the person with A.D. may deny or
be unaware of the full extent of his or her limita-
tions — especially later in the course of the illness
— the seemingly unexplainible changes in es-
sential functions are a source of deep frustration,
both for those afflicted and for the caregivers.

Early Indications

In the early stages, the disease is very dif-
ficult to detect. The changes are subtle. Patients
may struggle to cover up their mental difficulties
through hard work and altered personal patterns.
Moreover, many of the early signs can easily be
confused with depression, drug or alcohol induced
dementia, or other acute and potentially reversible
mental impairments. Early symptoms of A.D. in-
volve an inability to learn new things, a memory
loss for recent events, poor judgement, difficulty
in communication and coping with decisions or
new situations, a suspicious attitude, and possible
outbursts of temper resulting from frustration, any
of which may not alert family members to suspect
a possible illness. And since memory for much
earlier events is usually well preserved, the family
may attribute forgetfulness of recent events to
fatigue, depression or other causes.

Eventually it becomes apparent that there
really is a problem. It is likely to be the spouse or
other close family member who will realize it. But



it could also be someone more removed from the
situation such as an employer, neighbour, friend
or doctor. Such a person would not have wit-
nessed the minor day-by-day changes, and would
more readily recognize the effects of months of
deterioration.

Many people are reluctant to consult a doc-
tor, especially when the changes are behavioural
and tbere.are.no obvious physical problems.
Therefore, it may take considerable urging by oth-
ers before they will consider this as a possible
medical problem.

How Is Diagnosis Made?

Before a diagnosis of Alzheimer’s disease is
made, other illnesses which may cause the same
symptoms musf-be.excluded. The condition must
be differentiated from tlie mild and occasional
forgetfulness that sometimes occurs during normal
aging. Depression, which is fairly common in
elderly individuals facing a variety of stressful
situations, may also present symptoms.

More than one-half of elderly men and wom-
en with severe intellectual impairment are victims
of A.D. About another fourth of the overall group
suffer from vascular disorders, especially multiple
strokes. The remainder have a variety of other
conditions; for example, brain tumors, abnormal
thyroid function, infections, pernicious anemia,
adverse drug reactions, and abnormalities in the
spinal fluid system (a type of hydrocephalus). The
specific diagnosis is very important since many of
these other causes of mental malfunctioning can
be readily treated.

Each person suspected of having A.D. should
have thorough physical, neurological, and psy-
chiatric or psychogeriatric evaluations. Com-
prehensive blood studies, including tests for de-
tecting metabolic disorders, must be carried out as
part of the evaluation. The electroencephalogram
may show a general slowing of the brain waves
and may help confirm the presence of A.D. Com-
puterized tomography (CT scan), electroencephal-
ography (EEG), and occasionally special studies
of the spinal fluid system are required for more
accurate diagnosis.

After oiiier diseases have been ruled out, in
particular the dementia associated with previous
strokes (multi-infarct dementia), a diagnosis of
A.D. can usually be made on the basis of medical
history, mental status, and the course of the ill-
ness. Periodic neurological examinations anti psy-
chological testing are very useful in confirming
the diagnosis and evaluating the stage of the
disease.

6

Misconceptions

The average person knows very little about
dementia (so-called “senility"), and the myths
which have developed about such disorders have
prevented an accurate education of Canadians.

“Senility isjustpart ofgrowing old.'7

If this were true, all old people would suffer
severe memory loss, physical immobility and con-
siderable intellectual impairment. In fact, only one
in 10 over age 60 suffer from states of confusion;
of these cases, about 70% are probably A.D.
Secondly, this disease is not confined solely to
the elderly: people as young as 40 have been
diagnosed.

“The person doesn't suffer as a result of
his/her condition because he/she doesn't
know that anything is wrong."’

There are indications that people with this
disease may realize that something is wrong, well
before anyone else becomes aware of a persistent
change.

“The disease is contagious."
There is no evidence for this statement.

“It is the result of excessive strain or emo-

tional stress

Although emotional upsets and stress may
temporarily affect the person’s mood and be-
haviour, they are not the cause of the illness.

“Declining mental ability is due to laziness

— people not using their brains.”

While withdrawal from mentally stimulating
activity could contribute to apparent intellectual
decline, the loss of memory and changes in per-
sonality that A.D. patients show are due to
physical changes in their brains; it is an actual
disease of the brain.

Stages of Deterioration

Alzheimer’s is a disease in which functions
of the brain gradually and progressively deteriorate
over a period of years — sometimes even months.

Thefirst stage is manifested by slow, subtle
changes in the person’s ability to learn, problems
in communication, memory loss for recent events,
impaired judgement, difficulty in making de-
cisions, coping with new situations, suspicious-
ness, and possible outbursts of temper resulting
from frustration.

For example:
« Mrs. V. of Victoria, B.C. relates that the
first thing she noticed in her 55-year-old hushand



was “poormemory, slow movements and occa-
sional weak legs."

eMr. M. ofMontreal. Qtte., when asked
what symptoms or signs were first noticed, an-
swered that his 6 /-year-old wife "could no longer
add up a short and simple column offigures."

eMrs. P.of P.E.L, reported "memory loss"
as thefirst symptom in her57-year-old husband.
"Thefamily doctor thought it was a case ofearly
senility'." she adds.

eMr. L.ofToronto. Ont., said he and his
50-year-old wife just thought she had a hearing
problem because she didn't seem to understand
what mw being said.

In the second stage, while memory functions
continue to deteriorate, other aspects of intel-
lectual abilities also decline, including language
and the ability to communicate and to conduct
daily activities without supervision or guidance.

The person may respond to people or objects
in an aggressive way, due to misperceptions of
what is happening. For example, someone
approaching quickly to help with dressing may be
seen as a threat, particularly if the approach is
from behind or from one side (at the edge of the
person’s field of vision).

Increased disorientation to time and place
occurs, and the person may be unable to recognize
him/herself in the mirror. There may be inability
to write or understand and use language. Often
there is a struggle to maintain bodily functions,
and some will be retained longer than others. The
person may become restless, especially at night.
There is a loss of dexterity, which mz , interfere
with tasks such as dressing and other self-care
routines. Body movements may begin to slow
down and the person physically resists being
helped. Some loss of bowel and urine control
(incontinence) may begin.

For example:

®Mrs. G. ofGananoque, Ont., said that her
father now "forgets where he has placed articles
but he can remember tunes and lyrics to hymns.
(He)forgets names ofgrandchildren, has loss of
balance... (and) has difficulty in walking."

e« Mrs. S jfB.C. said that her53-year-old
husbhand showed an "inability to concentrate and
to work onfigures." She added that "he seems
a different person but is not too hard to handle."
Later, however, she reported that he had visual
and speech impairment, as well as loss ofbladder
and bowel control.

e Mrs. L. ofLachine, Que., said that her
brother now shows so much impairment that

“comprehension (is) loo poor to determine if there
is still any memory." She added that he is "fear-
ful, suspicious, has episodes of depression and
weeping — and sometimes ofgiggling. He needs
to be guidedfor he hasjustfallen and broken his
hip."

In thefinal stage, 24-hour nursing care is
usually necessary. In addition, hospitalization may
be required to treat the increasing occurrence of
physical disabilities and illness. The ability to
speak or communicate disappears, along with in-
creased immobility. Loss of bowel and urine con-
trol greatly increases. Twitches or jerking may
develop, and seizures may occur. There may be
an almost complete absence of any spontaneous
movement or reaction to people or other stimuli.
In some cases, a general, gradual stiffening of
muscles can leave the person increasingly less
mobile. Reflexes develop, such as one that causes
sucking of anything put in the mouth. At this
stage the person is prone to pneumonia, and to
bed sores because of immobility.

As physical health deteriorates, there is in-
creasing susceptibility to other conditions. Records
indicate that between two and 19 years after the
onset of the disease, death will occur. However,
because the diagnosis often occurs late in the
course of the disease, the length of survival after a
doctor has made the diagnosis averages about five
to eight years — a significant reduction from nor-
mal life expectancy. There is usually a secondary
immediate cause of death which appears on the
death certificate, such as pneumonia or heart dis-
ease. Two Alzheimer Society members, each with
a spouse in a long-term care hospital, made these
observations:

Mr. G.ofGuelph, Ont., stated that his 69-
year-old wife is now showing a "general slowing
of movements ar.d recently has hecome bedridden
due to a complete loss of mobility."

e« Mrs. G. of Edmonton, Alta., reported that
she had been nursing and caring for her 65-year-
old husband at homefor about two years "but
finally I «ould no longer stand the physical and
emotional strain and uw able to have him placed
in a nursing home — three months before he
died!"

These stages illustrate a general trend of the
disease. Every patient gradually deteriorates and
the lost functions and abilities will never be re-
stored, but the speed of the deterioration, and the
symptoms which are manifest, will vary with each
person.



Caring for Someone
with Alzheimer’s

This section provides a number of practical
suggestions for coping with the problems and dis-
abilities of the person with Alzheimer’'s. Some
of these maj or may not be relevant to your
situation.

Overview—

As the disease progresses, disabilities in-
crease. Somehow, the caregivers must find that
tine line where they are helping the person per-
form to the best of his/her ability, while recogniz-
ing that there are some things the afflicted person
is just not capable of doing.

Caring effectively for an increasingly de-
pendent person. yeTstilL someone whose pride can
be easily injured, is a fnor.\endous challenge. The
frustration of trying to help someone who at times
seems bent on defeating every effort, can drive the
caregiver “up the wall.”

A general helping rule is to provide a con-
sistent routine for the person. A regular rhythm of
familiar household events, and of people who
come and go, provides a reassuring structure on
which the person can depend.

Coping with Emotional and Behavioural
Problems

Patient's Awareness oflInabilities. A person
with A.D. is often aware of lost abilities. This can
result in frustration, tears, anger, embarrassment
or humiliation — even in depression. When this
occurs, remember that this is caused by the neuro-
logical disease and the person needs quiet reassur-
ance and support, plus the message that he/she
is still loved.

Some families have tried explaining the dis-
ease to the person. While this can sometimes help
the family to feel better, and to know that they are
doing the best they can, it is nevertheless true that
persons with A.D. vary greatly in their ability to
comprehend these explanations.

Memory Loss. The loss of short-term mem-
ory, acommon early symptom of the disease, will
cause those who suffer from it to forget things
they have done just a few minutes ago. They may
forget answers to their questions, and so ask them
over and over again. They may forget names,
addresses and other bits of information we use
to orient ourselves. This can be as frustrating or
humiliating to them as it is irritating for those tak-
ing care of them.

People suffeiing from a less of memory tend
to perform better with a consistent daily routine.
They will need frequent and patient reminders that
may be in the form of spoken words, calendars,
clocks, diagrams, lists, schedules, and so on. It
may be that simply laying out clothes in the morn-
ing will be enough to get them to dress them-
selves. It is a test of creativity and patience to
guide someone with memory loss through the
many daily routines we usually take for granted.
Repeated instructions will be necessary. If the re-
sponse is delayed, try it again five or ten minutes
later.

It often requires more time and effort to re-
mind them to do the task themselves than it docs
to do it for them. The extra effort, huwever,
allows them to function to the best of their ability
and feel better about themselves, particularly in
the early stages. This is as important for their
health as it is for the health of the caregiver.
Sometimes they will try to hide their memory
loss, or compensate for it in some other way. In
these situations, for example, be sure that his or
her teeth really are brushed, that lunch is really
eaten, or your letter really mailed.

PoorJudgement. Mental disabilities involve
more than memory loss. Poor judgement and/or
erratic thought process also occur. Some actions
and choices based on poo Judgement may lead to
unforeseen, even dangerous situations. It is im-
portant to watch for these behaviour changes,
which tend to be subtle and are often disguised.
You may notice a mistake playing cards, an un-
necessary purchase from a salesman, or some un-
reasonable decision. The person may wander out
alone. These things may be a response to a less
of orientation, or a searching for some type of
satisfaction.

Wandering. No one knows precisely what
causes a particular person to wander. It is very
difficult to control and can be dangerous (e.g.,
there is the risk of getting mixed up in traffic, or
getting lost). Certainly it is a constant source
of worry and frustration u families and to
institutions.

Generally, the most effective solution to
wandering is to install a lock that the patient can’t
operate. Any locksmith can help with this. But
there is no need to panic if the person does wan-
der away; just have an action plan ready for find-
ing him/her. For example, let two or three of your
family neighbours know that he/she is a wanderer
and ask if perhaps they would be willing to look
after the person in their home if they see him/her
wandering and you are out for a while.



If the person is found wandering, it is im-
portant not to startle or frighten him/her by a sud-
den approach. Also, you may want to sew an
address label — not too conspicuously (perhaps on
the back of the collar of the wanderer where it
can’'t easily be removed) — or have him/her wear
an identification bracelet which is hard to take off.
By taking the person on frequent walks, or arrang-
ing for lots of exercise, the wandering may be
reduced.

Repetitious Behaviour. Being asked a ques-
tion repeatedly by someone who does not un-
derstand or remember the answer can try anyone’s
patience. A short, simple reply is often .sufficient.
Some A.D. persons may pace coiiraraoufsTy."There
seems to be no clear explanation for this. Whatev-
er the cause, there is no real solution to repetitious
behaviour. In some cases, comfort and support
may be substituted for answers to questions. In
other cases, repeated questions or other repetitious
behaviour may be ignored in the hope that it will
not persist. It is this kind of thing that is so trying
and makes it necessary for caregivers to seek
periods of respite.

Sleep and Night-time Problems. Man-
ifestations of A.D. are often prominent at night.
Some wander only at this time, others may not be
able to sleep, or may be fearful at night, while
still others may be prone to hearing or seeing
things which aren’t really there. Obviously, dis-
ruptions of this kind in the home can deprive
caregivers of much-needed rest. But the A.D, per-
son who has been physically active during the day
is more likely to sleep at night. (See “Recreation,”
p. 12. Activities and exercises should be matched
to individual abilities in various stages of the ill-
ness.) Neuroleptic medication, under the advice of
a doctor, may have a role in helping to relieve
confusion at night or to modify sleep patterns.

Remember that the A.D. person who is just
waking up is subject to the same kinds of confu-
sion and disoiientation other people feel at that
time — and even more so. Always try not to be
too loud, or move too quickly, when approaching
the A.D. person, and approach from the front so
that he/she may feel less threatened. Also, identify
yourself, explaining the time of day and what is
expected of the person.

Night lights in the bedroom and bathroom are
useful too. In some cases, shades which hide a
street light can make the person sense it is sleep
time.

Sometimes a simple reminder that it is still
nighttime will keep the person from trying to get
up. At other times, a change of location may help.

If you go into the bedroom at night, remember to
address the person by name, identify yourself, and
mention the time of night it is. This helps the per-
son to more quickly orient him/herself. If all this
fails, consult a health professional for other pos-
sible suggestions.

Fear. This disease often creates considerable
fear in A.D. persons. When individuals are unable
to learn or recall their surroundings, it must seem
very strange and threatening to them if the envi-
ronment is cluttered or continually changing. Ob-
jects and events become misconstrued, since they
are perceived through a sort of “damaged brain
filter.” Anxiety makes for tension and irritability,
so that some responses are exaggerated.

Gentle reassurance, preferably by a touch or
hug, or in words, or simply by being present, can
sometimes help. Simplified and consistent sur-
roundings also help to keep the person secure and
calm. Knowing that these fears and behaviours are
a result of the disease often makes it easier for
families to cope with them.

Aggressive Behaviour. A.D. persons can
have quick changes of mind and angry outbursts.
Some family members and professionals fail to
recognize that these are due to the person’s dam-
aged grasp on reality. Because they misperceive
what is happening, they react to misperceived
threats, dangers or insults, or they explode with
frustration that has been simmering beneath the
surface. It is seen as rudeness or unacceptable
behaviour, and is particularly disturbing to some-
one who is devoting so much attention to the
person’s care.

This emotional instability, when combined
with some of 'me physical problems discussed later
(e.g., a person who jerks away when guided or
assisted) makes the life of the caregiver extremely
difficult. Arguments can result, with frustration
and anger building up, often for both parties.

Whenever possible, these outbursts should be
dealt with calmly. You simply cannot use logic
with someone who usually is quite unable to grasp
an explanation. Raising your voice will only am-
plify the reaction. Therefore, trying to remain
calm helps the A.D. person maintain composure
as well.

But it is just not possible always to remain ;n
control. Whey you feel this way, try calling a
friend or another Alzheimer caregiver. This often
helps to restore calm and get back in control. But
remember, no caring person need feel inadequate
or guilty for losing control or feeling angry under
such circumstances. When other approaches fail,
psychotropic medication under the advice of a



doctor may play a part in relieving anxiety and
fear that can lead to irritability and apparent
aggression. It may also, to some degree affect the
thought disorder that contributes to the develop-
ment of anxiety.

Communication\ As has already been noted,
the capacity to use and understand language de-
L.i.-ates slowly and seriously, making other
forms of communication gradually more im-
portant Non-verbal means, such as facial expres-
sion. body position, or tone of voice, should help
to convey ideas. Similarly, as speech may change
to a stream of words, interspersed with only a few
appropriate ones, the person will convey some-
thing through stance, tone, or facial expression.
Yet feelings still remain, and the person may ex-
press his/her need for reassurance or complaints of
pain without words. Remember always to look for
the meaning behind behaviour that is puzzling.

When talking to the person, listen and
observe the reaction carefully; from his/her words
and actions you can sense the possible degree of
understanding. In this way you can continue to
communicate at the appropriate level of under-
standing and not make false assumptions. This
prevents “talking down" and helps maintain
dignity and respect for the individual.

Use short, simple sentences, spoken slowly
and clearly. Present one statement or question at a
time, allowing plenty of time for response. If
necessary, repeat your question exactly as you did
before. Sometimes questions requiring an answer
may confuse the person. Even the answer “yes" or
“no” may be difficult, or may not really convey
his/her wishes. An affirmative statement such as
“Here is your fruit” may be preferable to “Would
you like some fruit'’” Where possible, “either-or”
guestions should be avoided. Suggestions should
be made very clearly.

Whenever possible, the speaker should be in
front of the person to maintain eye contact. Call-
ing him/her by name should direct attention to
your verbal exchange. Whenever practical, rein-
force the spoken message using real objects and
demonstration.

If there is hearing loss, clarity of speech,
facing the person, and lowering the pitch of the
voice are more important than speaking louder.

Follow through on promises, or make ex-
planations if for some reason a promise cannot be
kept. Continue to bear in mind that the person’s
feelings are still sensitive and can be hurt just like
anyone else’s!

You should also share with other caregivers
any and all effective ways of communicating. This
will make things easier for all concerned.

Social Situations. While the social life of
family members is dealt with elsewhere, that of
A.D. persons deserves special attention. Some
may retain many of their social skills for years,
while others deteriorate in their ability to relate to
others and to participate in social activities.

Careful thought should be given to the type
of social situation in which the A.D. person can
participate. Sometimes the disabilities make a for-
mal situation uncomfortable for everyone. In other
cases, a formal situation may remind the person to
behave particularly well I Response is usually best
in the kind of social situation in which the person
was formerly comfortable — e.g., family or
church groups, where repetition of earlier social
patterns may be entered into quite naturally.

The family will also have to judge how much
socializing the person wants, and with whom. But
the lack of responsiveness to visiting, etc., does
not necessarily imply a lack of interest. Try to
watch for overall behaviour during a visit. Staff in
hospitals and nursing homes have reported that
even profoundly brain-damaged patients seem
somewhat better on days they receive visitors.

Hygiene and Personal Care

A.D. persons gradually lose their ability to
care for themselves. In encouraging them, families
and professionals who care for patients must strike
a balance between what they can and what they
cannot do. In some cases, simple reminders may
suffice; in others, tasks may need to be simplified
and broken down into small steps so that the per-
son can still manage them by him/herself. A
medical social worker, occupational therapist, or
public health nurse should be able to help with
this. (See the “Who Can Help?" section on how to
contact them, p. 15).

Here is a list of some things that might make
hygiene and personal care easier:

= Install special hand grips for the toilet and
tub so the person can lift him/herself more easily
and safely.

= Watch the person in the tub, and be sure
the tub has a rubber mat or non-slip strips. Use
just a few inches of water and check the tempera-
ture to avoid bums. Colour indicator thermometers
are available.

= Check the person frequently for red areas
that can be the result of prolonged sitting or lying.

= Use clothes that can be put on and taken
off easily. Avoid laces and buttons. If the patient



can’'t operate them, velcro strips can be used to
replace buttons and zippers.

< If he can’t tie a tie, use a clip-on; if that
doesn’t work, use a turtleneck or open-neck shirt.

= Help the person select clothing to avoid un-
necessary confusion.and inappropriate choices.

= Make sure that teeth are brushed. When the
person is no longer able to do this, it needs to be
done for him/her, gently and reassuringly.

< If the person has toilet accidents, see if
there is a pattern to such incidents, then try to es-
tablish a regular toilet schedule by giving remind-
ers. For example, someone may have “an acci-
dent” regularly an hour after meals. By giving
toilet reminders you will be replacing the signals
that the body no longer sends to him/her. Special
pads in the underwear can be a reassurance for
some persons, as well as a big help to caregivers.

= Try to keep such things as hairbrushes,
toothbrushes, electric razors and so on, in a regu-
lar, visible place, so that the person will see them
and be reminded to use them. Regular gooming is
particularly important to maintain and enhance
self-esteem and overall health.

Diet and Eating Tips

A well-balanced diet is essential for good
health. The person may simply forget to eat, lose
the ability to use a knife and fork, and become in-
capable of making proper choices of what to eat.

A doctor, nutritionist, or a public health
nurse can help you in planning a balanced diet, or
you may follow Canada’'s Food Guide*. It is very
important to consult the doctor if you notice any
major change in appetite or eating patterns, for
this may indicate a medical problem.

If the person is responsible for feeding him/
herself, don’'tjust assume he/she is eating prop-
erly. See that the right foods are available and
verify that they have been eaten. Programs such as
“Meals on Wheels” should be considered where
shopping or preparation is a problem.

The person may forget he/she has eaten and
want to eat all over again. Also try to limit be-
tween-meal eating to such things as melba toast
and fresh vegetables, or plan a number of very
small meals per day.

As the disease progresses, a loss of table
manners is normal. This will influence planning
meals and setting the table. Notice which foods
the person has trouble with. If he/she is using a
knife and fork poorly, slices of meat should be cut
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up. If the person is not chewing properly, avoid
foods that are easily choked on, and be sure that
all servings are bite-size. All of this is important
because of the effect the disease has on swallow-
ing. If eating is mostly with the fingers, try to
prepare foods that are easy and convenient to
grasp.

The table setting should be as simple as pos-
sible. Unnecessary cutler}, flatware anti con-
diments should be removed to avoid distraction.
Use plastic placemats and spill-proof cups. Con-
sistency may help at meals. Setting the table the
same way, sitting the person at the same place,
and eating at the same time each day, may help
him/her to act more appropriately.

Eating habits should determine the kind of
clothes to be worn at mealtime. Some people may
want to use a smock or apron; others prefer easy-
to-wash clothes. You can explain to guests or
hosts that the person has difficulty eating because
of the illness. With the proper selection of food
(non-messy) and cutlery, the person may be able
to join the others at mealtime. A restaurant is
strange for the person but he/she might surprise
you by falling into earlier patterns of eating and
enjoy the change, especially in the early stage of
the disease.

Those who eat regularly with an A.D. person
should be familiar with basic first-aid in the event
of choking. Your local Red Cross, St. John
Ambulance or Public Health Department can help
you with this.

The temperatures of all foods, drinks and
serving dishes should be watched so that the per-
son doesn’'t bum him/herself. Ensuring that cups
are not filled too full, and plates are not crowded,
helps to prevent spilling.

Safety Suggestions

The impairment of judgement and memory
creates many safety hazards. One of the hardest
tasks facing family members is to help the person
avoid potentially hazardous activities.

Driving. As soon as indications of deteriorat-
ing driving ability appear, the person must no lon-
ger be permitted to drive. The driver who forgets
where he or she is going, or how to get there, is a
hazard both to him/herself and others.

Smoking. lIdeally, A.D. persons should be
helped to give up smoking, if not for health rea-
sons, then because of the fire hazard. They may
forget they are smoking, and a smouldering ciga-
rette could start a fire. If they are unable to give
up smoking, then stay with them while they
smoke.



Stairs. To keep a family member from going
up or down the stairs, place a wrought iron or
wooden expanding gate at the top or bottom of the
stairs. A fairly sturdy gate, at least waist-high,
provides the best protection.

Door Knobs. Safety knob can be very help-
ful in keeping your doors and cupboards closed.

M irrors. These can frighten the person, so
you may want to turn them around, cover them
up, or remove them entirely.

Breakable Objects. Move these out of the
way because they can injure the person if broken.

Dead Bolts. If you need to use a dead bolt
lock without a turn latch, be sure to keep a key
close by in case of emergency.

Cooking. You may want to consult your
hydro or gas company about making your stove
inoperative when no one else is around. It is
too easy to turn on an unlit burner, or to put
flammable materials in the oven, or to create a
number of other fire hazards.

Hot Water. Adjust your water heater so that
the temperature is low enough to prevent scalding.

SmallAppliances. Essential electrical ap-
pliances should be used under supervision, and
other small but potentially dangerous ones should
be safely hidden away.

Poisons and Medications. The person may
have poor judgement in handling these. Hide or
lock them up, or get hard-to-operate lids.

Safety Devices. An occupational therapist or
a public health nurse should be able to provide
you with information on a whole range of clever
safety devices and procedures. These include
proper assists and handrails for balance in the
bathroom and elsewhere, difficult-to-use latches
and numerous other items.

Recreation

Recreational activities should be related to
past interests and abilities which remain intact.
Often, music and dancing are pleasurable, as are
simple woodwork, knitting, crochet work, paint-
ing, food preparation and other simple household
tasks. Again, speak to an occupational or rec-
reational therapist for additional suggestions.

When particular leisure activities seem to
frustrate the person, simplify them or try different
ones. Since memory for much earlier events re-
mains, reviewing and talking about them may be
pleasurable. Photographs and treasured objects
may stimulate enjoyable discussion and help with
a “life review" of significant past events. Physical
activity will keep the person in better health,
possibly reduce wandering, and help him/her sleep
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better at night. Adequate exercise and activity can
often reduce the need for medication. For those
who are still mobile, a daily walk may be the
easiest and most enjoyable form of exercise. For
others, including even those who are bedridden,
information about different exercises is available
from physiotherapists or public health nurses.

Physical Problems

Problems ofBalance and Coordination.
Patients with this disease often suffer from loss
of balance and coordination. Speak to the doctor
about this. You may want to request a referral to a
physiotherapist who can teach you how to lift the
person without hurting yourself, and also tell you
about handrails and other aids.

Beware of scatter rugs, carpets with curled up
ends, sharp comers on furniture, steep stairs,
loose handrails, icy walks and slippery floors.

Seizures. Some A.D. persons tend to have
seizures. But remember, seizures are much harder
on the observer than the victim.

Ease the person to the floor and loosen his/
her clothing. Move any sharp or hot objects out of
the way to prevent injury. If necessary, wipe away
excess saliva. To prevent possible choking on the
tongue, the person should be turned on his/her
side. This can also be accomplished by simply
turning the head to one side. Do not insert any-
thing in the mouth, or interfere with the seizure in
any way. When the seizure is over, call the doc-
tor. since many types of seizures can be controlled
by medication.



Impact on the Family

When someone suffers from Alzheimer's, it
has an impact on the entire family.

Because it is usually one of the older mem-
bers who is affected, and because the need for
care and attention increases, all family members
may have to take on new responsibilities and
make changes in their lifestyle, which can be ex-
tremely stressful, both physically and emotionally,
depending on the degree of involvement and the
level of disability.

Each family will find its own way of coping.
In some cases, the spouse will bear primary,
responsibility for the care of the person”vhile in
others it will likely be the children. -Eventually
most, but not all, A.D. persons are institu-
tionalized because of their chronic nursing care
needs.

Coping with an Invisible Disease

One of the most difficult aspects for family
members is that there are often no physical signs
of anything being wrong, at least in the first two
stages.* This makes it hard for family members to
recognize or accept that the person is ill, rather
than moody, depressed or “being difficult.” It also
means that outside sympathy and support, which
friends and relatives normally provide for the
spouse or child of the ill person, may not be
forthcoming. However, after increasing their un-
derstanding of the disease, and realizing that the
various changes in behaviour and the progressive
loss of judgement and memory are characteristic
of the illness, the family may also find it helpful
to share this understanding with friends and
relatives so that they, too, can realize the real
cause of the disabilities and erratic behaviours.

Anger, Guilt and Other Feelings

Coping with someone who has Alzheimer’s is
an intensely emotional experience. Family mem-
bers can resent the fact that it requires so much of
their time; or resent other family members who
don’t seem to be pulling their weight. They may
even feel guilty because they think they are not
doing enough, or because they get impatient with
the person. Discussing these feelings with family
and/or friends, or seeking professional counsel-
ling, can often help. But it should be remembered
that caregivers must somehow find ways to attend
to their own physical and emotional needs.
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Responsibility for Care

Caring for an A.D. person becomes a 24-
hour-a-day job that is more demanding as time
goes by. Some have even called it a 36-hour day!
Each person must assess just how much she or he
can do, and at what point to seek assistance — for
caregivers must not lose sight of their own needs
and push too far, overextending their energy and
emotional reserves.

Assistance may take many forms: e.g., a rel-
ative helping out once in a while to give the care-
giver a break; a friend doing some cooking or
laundry; seeking professional or volunteer help in
the home; arranging some sort of special day for
caregivers to be on their own; or seeking residen-
tial relief or respite care. Additional information
on these and other available services is discussed
in the chapter “Who Can Help?" (p. 15).

Chronic illness tends to isolate family mem-
bers from other people just when they need them
most. Visiting and being with others is greatly re-
duced because of the time taken up with caring for
a spouse or parent; or the family may be embar-
rassed to have others in the house; or the person
may not wish to go out. Moreover, friends might
not understand or know how to empathize with the
family — at least until they have been helped to
understand the nature of the illness. Yet, to em-
phasize again, it is essential for family members
to seek assistance and support.

Role Changes in the Family

As pointed out earlier, this disease usually
strikes older family members. Persons with A.D.
and their spouses will require increasing help from
their children, reversing the life-long pattern of
parents helping their children. As well, a husband
who had not previously been involved in helping
to get the meals may find himself entirely respon-
sible for this; or wives who had not previously
managed the family finances may have to learn to
pay the bills, balance bank accounts, arid so on.
This role reversal can be very' stressful for both
partners — even strongly resented by one or the
other. Some, of course, will find ways of adjust-
ing to it through family meetings, support from
friends, etc.; others may need professional
counselling. But however these changes are
struggled with, they must be faced.
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Sex and Alzheimer’s

One of the issues for some A.D. caregivers,
but certainly not all, is a diminishing expression
of sexual interest by the affected partner. This
may occur earlier, later or not at all, depending on
the onset of the disease. The caregiving partner
may easily feel that he/she has become less
stimulating or undesirable or unattractive. Why
does the A.D. person no longer look at the care-
giver wit h pleasure, or touch or embrace? Has he
or she lost interest in the partner — or perhaps in
sex? They used to respond with so much joy and
excitement to touching, stroking and other sexual
activities. But now there is little or no response. Is
their sexual loving to end?

At some stage, and for this kind of loving,
unfortunately the answer is "yes,” at least in many
cases. Nevertheless, although there may be little
or no response, you may be sure that this isnot a
message to keep away. The need for warmth,
tenderness and closeness remains. Just as with all
of us. your partner continues to need caring and
intimacy.

In other cases, where a somewhat greater
erotic response is experienced, use your intuitive
feelings drawn from your earlier lifetime style of
response. For example, where the woman has
usually tended to await her partner’s initiative, her
role may have to be reversed. She will need to
take the lead — whether or not her guiding leads
to intercourse — which is certainly not "the be all
and end all” i f an intimate relationship. Loving is
loving, and can take many forms.

Two other aspects. First, sometimes an A.D.
partner may mistake a friend or housekeeper for
his/her spouse, leading to inappropriate sexual be-
haviour. Others may mistake a lingering hand-
shake, or friendly embrace, as an erotic gesture.
To avoid embarrassment, explain A.D. to the
person and how this kind of thing can happen.

Second: For some afflicted persons, whether
male or female, their sex drive increases. But, be-
cause of their neurological impairment, they are
unable to perform adequately. They may clumsily
reach out or awkwardly try to fondle or kiss. Not
achieving satisfaction, their frustration and anger
increases. As their partner understandably resists,
they may respond with angry and unfair accusa-
tions, perhaps concerning an alleged mistress or
boyfriend. In other cases, the A.D. partner may
try to have sex two or three times a day. Of
course, all of this is very difficult to handle with-
out becoming quite upset. Try to comfort and give
reassurance that you care, which may help your
partner relax and sleep.
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Changes in the Present and Future

When one partner has the disease, the
relationship is drastically altered for the other. In
many respects, the one with the illness becomes
lost to his or her partner, lost as a friend, a con-
fidant, a companion and lover. This adds im-
measurable grief to the existing complexity of
their relationship so that “mourning” often occurs,
sometimes for the duration of the entire illness. At
the time of death, the surviving partner may feel a
sense of relief. Such feelings are not uncommon
and should not be a cause for guilt, particularly if
the partner has been mourning for some time.

Reflecting on the effects of having had to
care for such a partner, and stressing the need to
take future life into account, one person observed:

One can end up socially isolated, emotionally
drained, and physically exhausted. But one
should think about what lies ahead. What
happens after your partner has become so ill
that he or she must be placed in a nursing
home, or after he or she dies? Will you have
become isolated, without other interests,
lonely, used up, andfind yourselfin a tight
little world all your own? You must not let
this happen! You need yourfriends and hob-
hies now more than ever. You must have a
change ofpace to relieve yourjoh ofcaretak-
er, for this will bolster and carry' you through
that long night ofnever-ending illness. More
than that, it will sustain the strength you will
need when the time comesfor you to be left
alone.



Who Can Help?

Anyone caring for an A.D. person may heed
a wide variety of assistance throughout the course
of the disease. That assistance may come from
family and friends, health professionals and social
workers, community services, nursing homes or
homes for the aged, church or synagogue, sociai
clubs, and of course, local Chapters of the
Alzheimer Society. At some time during their ill-
ness most patients eventually are moved to a nurs-
ing home, home for the aged, or hospital. For
many with a family member at home, a range of
community support services is absolutely essential.
These include: geriatric assessment serv]ees. social
work, visiting nurses, visiting homeTfralcers, phy-
sio and/or occupational therapists, transportation,
day care, temporary respite care, personal or
family counselling, and last — but not least! —
Alzheimer Family Support Group services.

Family Doctors

It is important to remember that at all times
the family physician is yonr major professional
contact, and you should keep in touch with him or
her regularly. Also remember, however, that there
are no fool-proof signs to help the doctor recog-
nize the disease. He or she will probably need as
much help from you as possible. Consequently, he
or she will be greatly assisted if you, and/or any
of the friends who are close to the person, can de-
scribe, in as much detail as possible, the sequence
of events which brought you to the doctor. He/she
may well need extensive tests to help distinguish
possible A.D. from a gr*at number of treatable
conditions which also cause mental dysfunction.
Quite aside from whatever referrals the doctor
may make to other medical specialists for addi-
tional assistance in the diagnosis, you should con-
tinue to keep in close touch with him/her, and re-
port any and all changes which you observe in
order that the doctor may discover any additional
physical problems which should also be attended
to.

The doctor should also communicate regular-
ly with the caregiver(s) and explain the patient’s
progress to them. Some doctors may only give as
much information as asked for. Consequently, do
not hesitate to discuss with him/her any other
guestions which you may have. And if for any
reason you feel the doctor is not a sufficiently un-
derstanding person, you should consider changing
doctors, because throughout the entire course of
the illness, medical consultation and guidance are
so important — not only for the patient, but for
you!

You may also want to put the doctor in touch
with your local Chapter of the Alzheimer Society,
or at least supply him/her with information about
its functions and possible Family Support services.

Neurologists

The neurologist is a physician who has spe-
cialized in diseases of the nervous system and aus
as a consultant to your family physician. He/she,
or a geriatric psychiatrist, should nearly always be
involved in the diagnosis cf this disease, and may
also do periodic assessments to evaluate changes.
The family physician will get a full report from
him/her indicating the diagnosis and how it was
obtained.

The family doctor may assist the family,
where necessary, by suggesting questions to ask
the neurologist in order to obtain a clear un-
derstanding of the implications of any findings and
the status of the patient.

Psychiatrists

Your doctor may refer the patient to a psychi-.
atrist in order to determine whether changes in
memory and other functions result from an organic
disease process or are the result of stress, depres-
sion, or personal problems. Another reason for
referral could have to do with understanding the
personality changes seen in the patient, or emo-
tional disturbance seen in the caregiver.

The psychiatrist uses more specialized
methods to assess mental function than those used
by the family physician. Medication may be pre-
scribed by the psychiatrist to relieve anxiety, regu-
late sleep patterns, or to control other distressing
symptoms, if and when they develop.

Psychologists

A psychologist may be called on to adminis-
ter psychological tests, particularly assessments of
the patient’s mental capabilities, to help the psy-
chiatrist and family physician distinguish between
organic disease and emotional problems, and to
determine the severity of any dementia. This can
help in planning for the future, and can assist both
the family and the patient in making the best use
of their capabilities at any stage of the disease.

Social Workers

Most general or acute care hospitals have so-
cial workers on their staff. The family doctor or
neurologist who diagnoses the patient can prob-
ably refer you to a social worker in the hospital or
in other agencies such as iocal Family Service
Associations, municipal or provincial social ser-
vices, centres for seniors, or homes for the aged.



The social worker provides personal or family
counselling and advice, or can refer you to the
particular community service you may need. So-
cial workers who know about and understand
A.D., or who are associated with the Alzheimer
Society, can help the whole family cope with and
understand the changes" in the patient, and the
disruptions of family life that may be due to the
stresses of caiing for the patient.

Public Health Services

Public health nurses are available virtually
everywhere in Canada. They can help families of
patients by doing an assessment of the home envi-
ronment. and by providing advice and assistance
regarding other community services. They can
also help you plan the daily care of the patient and
assist with any health problems which may occur.

Families may ask the public health nurse
about medical care, diet, bathing, dressing, relief
care, first-aid, or any other health-related prob-
lems. The nurse should be able to secure an an-
swer to many of your queries — if she doesn’t
already have them!

Many other services, such as Visiting
Homemakers, are obtainable on referral by the
local Public Health Unit, Department of Health,
or Department of Social Service.

Community Information and Referral
Centres

These centres usually exist in larger urban
communities. They are a source of information on
most services available in the community and can
advise you about local resources and what to ex-
pect from them. Consult the Yellow Pages of your
telephone book — usually under the heading
“Social Services’.

Other Voluntary Organizations

First, consult your local Chapter of the
Alzheimer Society. In communities where there is
no Chapter, senior citizens’ groups may be able to
provide information on available resources. In
many parts of the country, organizations of friends
and relatives of patients in a variety of care facili-
ties have been formed; these organizations should
be able to provide some information on different
kinds of institutional care.

Home Support

In the provision of health care and social ser-
vices, there recently has been increased awareness
of the need for services to help the A.D. person
remain at home. For various reasons, Canadians
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sometimes tend to place people in institutional
care sooner than is the case in other countries.
This is changing as home support services, at
varying rates, are becoming more available.
These services may be rather expensive and, un-
fortunately, can be used by most families only as
and when they become chargeable to Medicare or
other insurance programs.

Visiting Nurses
These nurses will provide any nursing care
required by the patient (e.g., changing dressings,
teaching skills, etc.). They can also help with
advice on health counselling and household
management.

Visiting Homemakers

Homemakers help keep the household operat-
ing when family members are unable to do so
themselves. They provide personal care, house-
hold assistance and emotional support. In some
areas they are also beginning to provide short-F
relief or respite care for family members who
badly need brief periods of time away from the
A.D. person: time for shopping, going to the doc-
tor or dentist, or visiting a neighbour or friend for
a short while.

Occupational Therapists

Such a therapist can help the family to find
ways of dealing with the patient's disabilities.
This can include adaptation of the house to
accommodate disabilities, techniques for simplify-
ing tasks, minimizing the stress on caregivers, and
teaching them how to help the A.D. person with
eating and personal grooming, as well as referring
you to other agencies when needed. Occupational
therapists are available through hospitals, through
home care or home support programs, or through
referral by your physician.

Meals-on-Wheels

This service provides a meal for people who
would not otherwise be able to prepare one. This
may be appropriate for those who are still well
enough to remain alone during the day but who
might not otherwise eat properly. It can also be
helpful when the partner or spouse is unwell, too
tired, or otherwise unable to shop or prepare a
meal.

Respite or Relief Care

This is perhaps the most essential service for
caregivers of an Alzheimer patient It provides
substitute care in order to give the caregiver a



break. Unfortunately, this service is as yet very
limited on any formally organized basis and de-
pends mainly on personal arrangements.

Currently, there are three kinds of respite
care: in-home services, day care and vacation
care. In such situations, the regular caregiver
should remain with the patient long enough to
allow him/her to become comfortable with the
respite caregiver.

In-home (or “sitter") services are limited and
usually are run for a profit. With such an arrange-
ment someone comes into the home to be with the
person and to allow the caregiver to get away for
a few hours. In some cases such a service”may. be
provided by Visiting Homemaker's'orVisiting
Nurses.

Day care centres and day hospital care pro-
vide activities for patients in a supervised setting
away from the home. While day care programs for
senior citizens are becoming more common, they
often are not set up to cope with Alzheimer pa-
tients who may wander or become a bit agitated.
These programs are usually attached to chronic
care hospitals, homes for the aged or senior
citizens’ centres. Sometimes, however, specially
adapted programs and a larger well-trained staff
are provided to accommodate the mentally im-
paired within their existing program.

Short-term stay may sometimes be arranged
with some nursing homes, homes for the aged, or
chronic care and convalescent hospitals, to give
the caregivers a rest or vacation. The length of
stay permitted will vary. Locating this kind of ser-
vice becomes more difficult for patients who are
A.D. patients and who, it is assumed, are difficult
to care for. Nevertheless, it is worth investigating,
as a few weeks respite is a tremendous boon to
anyone responsible for full-time care.

Home Care Programs

In some areas of the country, comprehensive
home care health programs are being developed to
offer a full range of services to ill or disabled peo-
ple in the community. Unfortunately, a number of
these programs provide only limited periods of
service and, unless the service is renewable, the
help may be of limited duration (e.g., 15 or 30
days). However, the Home Care Programs of each
province should be checked, since these are now a
priority in health care. As with other services,
there are certain eligibility rules which vary from
province to province, as do the various pro-
fessional and other services which are provided.

Institutional Care

Most A.D. persons ultimately require some
type of institutional care. Understandably, many
families find this a very difficult decision to face.
However, there is a limit to how long the care-
giver can cope with the exhausting emotional
and physical strain. Eventually it becomes much
better for the patient to be in a setting that can
provide care and safety on a 24-hour basis.

Assessing the A.D. Person’s
Needs and Abilities

There is a variety of situations in which resi-
dential care must be seriously considered. The
person may live alone and become incapable of
providing for his/her own needs. He/she may live
with a spouse who becomes unable to provide the
care that is essential. The person may live with
other family members who, even in spite of out-
side community support, can no longer stand the
strain of disruptive behaviour, incontinence, etc.
The move may be prompted by the need for in-
creased medical attention, or by other com-
plications.

A social worker, public health nurse, or
occupational therapist will be very useful in help-
ing to assess the person's needs and abilities.
They may also be able to find ways of commu-
nicating with the patient, and can help family
members with the very difficult and stressful deci-
sion of placement.

Assessing the Family Situation

Families and individuals will need to assess
periodically their ability to continue providing
care. Personal limits of physical and emotional
strength must be recognized and, if the stress be-
comes too great and health and family rela-
tionships are likely to suffer, it is time to consider
institutional care.

Of great importance is a free and open dis-
cussion of the situation by everyone in the family,
including any relative and close friend who may
be involved. While their participation is important
in discussions of the future care and the selection
of an appropriate institutional facility, the feelings
of the main caregiver must receive primary con-
sideration.

Institutional Care Options

Options for institutional care differ in each
community, but it is essential to plan in advance,
since desirable facilities usually have long waiting
lists. This means there may be a delay of six
months or longer. Facilities that accept patients



with advanced mental impairment may be limited
in your community. Whenever possible, pro-
fessional assistance should be obtained from your
local Health or Social Services Department, or
from a Community Information Centre, where
there is one.

"The types of residential facilities which may
be needed are: homes for the aged, nursing
homes, chronic care hospitals and psychiatric
institutions"

Homes for the aged are intended for seniors
(60 years and up), but exceptions for underage ap-
plicants are sometimes made. These operate under
provincial legislation but are administered by a
municipal or non-profit agency, which may be a
religious or ethnic organization. Specific admis-
sion policies of each institution must be ascer-
tained to determine!? the care provided will meet
the requirements of the ill person. Some homes
are for those who require only minimal super-
vision; others will accommodate the patient for
life, unless some acute condition develops requir-
ing al'.ernative care. Some institutions employ the
term "special care" for a unit in which the care
and programs are adapted for patients with mental
impairment.

Nursing homes arc intended to care for those
who require medical and nursing care, and the
need for such is medically determined. They are
usually privately owned and, while operating un-
der provincial legislation, may vary greatly in the
type of patients they admit and in the level of care
they provide.

When deciding on institutional placement,
check these important features:

= What is the philosophy of care? Since you
know best the likes and dislikes of the patient, it
is you who can best interpret these to the institu-
tion. Do you sense that they will be taken into
consideration? In other words, will the staff be
taking care of the patient as well as the disease?

< Do you see the staff talking to the patients
and residents, rather than ignoring them?

= Check whether the home is licensed under
provincial authority, or incoiporated under pro-
vincial legislation and subject to inspection and
accreditation by the Canadian Council on Hospital
Accreditation.

= What are the eligibility requirements for
admission, e.g., level of care, medical examina-
tion. age. residence requirement, etc.?

= Financial arrangement and cost of care:
check lor requirement of any contract or written
agreements. Inquire about government subsidy,
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and what services are and are not covered by the
daily rate.

= Enquire whether the medical, nursing care
and supervision are provided during the day and at
night. Also, is it a safe environment, i.e., are
there smoke detectors, fire drills, etc.?

= See that resources are available for main-
tenance of maximum well-being: e.g., is there on

..staff a consultant occupational therapist and phys-

iotherapist? Is staff leadership given for appro-
priate physical, religious and social activities?

< Is there provision of well-balanced diets?

= Are there special services and comforts
available, such as hairdressing, dental service,
foot, teeth and eye care?

= Are there pleasant, clean, comfortable sur-
roundings? Does the setting lend itself to bringing
in personal possessions or pets so as to help retain
a sense of identity and familiarity?

« Do the staff appear to be open and reas-
suring to residents? Discover if they orient new
patients and families to what happens or is going
to happen in the institution.

= Note the location for ease of visiting.

= Is there an active Residents’ or Patients’ or
Family Council that speaks to the Administrator
on behalf of the residents, and whose proposals
and suggestions are cor.sidered seriously?

< The home should be a member of the pro-
vincial association of Nursing Homes or Homes
for the Aged.

Chronic care hospitals provide medical and
rehabilitative treatment where a mentally impaired
person may, in some circumstances, be cared for.
Psychiatric institutions may be appropriate for
diagnostic or continuing care purposes.

Because mentally impaired persons may not
fit neatly into the normal admission process of one
of the above types of institutional care, there is an
urgent need for more long-term care facilities for
ambulant patients which provide constant supervi-
sion in appropriate surroundings, and which have
activity programs geared to individual abilities.

Decisions and choices regarding placement
are made based on a particular setting’s ability to
provide the best services available. These services
should meet those needs felt to be the most im-
portant in the particular situation. Even with fami-
ly conferences to share the decision, the admission
of a loved one to a care facility can cause con-
siderable feelings of anxiety and guilt. Social
work or other professional counselling may help
with this. A transition period of visits to the facil-
ity prior to final admission can be very helpful for



both patient and family, and such an arrangement
should be made.

Your Local Alzheimer Society Chapter

Be sure to contact and join your local Chap-
ter of the Alzheimer Society of Canada. These
Chapters can be a source of considerable help and
emotional support. Here you will be able to meet
others who face many of the same problems that
you encounter. Moreover, the Society needs your
support in its efforts to bring about greater public
understanding of the disease, promote even,more
research into its causes and prevention, and to
work actively for the many improvementsJn
facilities and programs which anrso=feSKlly needed
in local communities. Your participation in the
Society's collective struggle to achieve these ends
is not only needed, but will protect you — at least
to some extent — from that inevitable sense of
isolation and helplessness which is the lot of so
many A.D. caregivers.

Family and Caregiver Support Groups

In a growing number of communities. Chap-
ters of the Society are operating a service known
as Family Support Groups. The purpose of these
self-help groups is to help families or other
caregivers share with one another ideas and
methods of coping with an A.D. patient. The
groups, which consist of about five to ten or
twelve persons, usually meet every other week,
depending on the particular community. The "pro-
gram” is usually quite informal and the group is
led by someone skilled in working with and lead-
ing groups, often a health professional or a person
particularly knowledgeable about A.D. These Sup-
port Groups provide an opportunity for partici-
pants to discuss their problems, recieve sugges-
tions from group members, share ideas and work
out practical ways of helping one another, as well
as the A.D. person for whom they are caring. To
date, these groups have been found to be very'
stimulating and helpful. If you are not already a
member or associated with the Alzheimer Chapter
in your community, this does not matter at all.
You will be most welcome to join one of their
Family Support Groups.

Drugs

A word ofcaution! Whenever drugs are pre-
scribed for an A.D. patient there is the risk of side
effects, some of which could cause further mental
impairment. Most elderly people have several
medical conditions for which medication may be
prescribed, and the drugs in question may interact
— whether they are prescribed or bought "over
the counter.” Consequently, it is essential that you
discuss with your physician the degree of risk
which will be involved should he or she wish to
prescribe drugs, for you will be faced with a
trade-off:

a) either you decide to take this risk because
the behaviour for which the drugs are prescribed is
just too much for you and your family to cope
with: or

b) you decide not to take the risk — at least
for the time being.

In any case, the potential risk should be seriously
considered.

Should you consent to the use of drugs, be
sure to monitor their effects and, if you observe
any changes in the patient's behaviour, other than
those for which the drugs were prescribed, report
them immediately to the doctor. Also, it is equally
impoitant to find out from the doctor about how
long it should take before you can expect to
observe the results for which the drugs were pre-
scribed. On this basis, advise the doctor if the
expected changes do not occur.

Legal Aspects

In addition to medical concerns, A.D. raises
many legal issues which require careful considera-
tion, including mental incompetency proceedings,
contractual liability, liability in "tort," testa-
mentary capacity, power of attorney effectiveness,
and medical consent liability, to name a few. For
the purpose of this manual, the discussion of the
legal aspects of the disease will be restricted to the
issues of guardianship (in most jurisdictions, this
is referred to as “committeeship”) and power of
attorney.

First, seek legal counsel. Laws and pro-
cedures vary significantly from province to prov-
ince. This manual provides only a brief and
general discussion; it cannot substitute for the
services of a lawyer.

Guardianship or Committeeship

Persons with A.D. may suffer to such an ex-
tent that they are incapable of managing their own
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affairs. Consequently, they will require the assis-
tance of a person or corporation to manage their
assets on their behalf, or to exercise certain per-
sonal rights on their behalf, such as giving consent
to medical treatment. The person or corporation
selected legally to do so is called a “guardian" or
a “committee." (The.term “committee” is used in
what follows.)

There are two alternative ways in which a
committee may be appointed to manage the estate
of a mentally incompetent person. First, a disabled
person receiving treatment in a psychiatric facility
may be certified as incompetent without a court
order if the attending physician examines the dis-
abled person and declares him/her incapable of
managing his/her affairs, pursuant to the pro-
visions of the particular province's Mental Health
Act. When such_a”declaration is processed under
the province's Mental Health Act, the committee
of the estate is the province’'s Public Trustee. In
some provinces, he/she is referred to as the Estate
Administrator or Curateur Publique. (In Ontario,
the procedure and process are also applicable to
residents of mental retardation facilities under the
Developmental Sendees Act. and to outpatients of
psychiatric facilities who reside in Homes for Spe-
cial Care. Laws and procedures governing such
declarations may vary in other provinces.)

The Public Trustee's jurisdiction is limited to
property matters and does not extend to personal
rights. The Public Trustee is a special corporation
created by statute, and one individual is appointed
by the provincial government to fill the office of
Public Trustee. The staff of the Public Trustee
administers the estate under the Public Trustee’'s
care, with the Trustee him/herself having the final
authority in all decision-making. As committee of
an incompetent person’s estate, the Public Trustee
has all the rights over such property that the in-
competent person would have if competent,
including the right to prosecute or defend court
actions in the incompetent person’s name,

A second method of appointing a committee
is pursuant to a court order and involves either
those individuals who are not under the care of a
psychiatric facility or those patients for whom a
private committee is to be appointed to substitute
for the Public Trustee. For a private individual to
obtain such an appointment, his or her lawyer
must bring a “motion” to a judge, a motion being
the legal term for a request or application. It will
include medical evidence of the disability, a recit-
al of facts, the application by the person or
corporation who wishes to be committee, an in-
ventory of all property (money, goods, land, etc.,

of the incompetent person), and a scheme of man-
aging such property, including plans for the dis- *
abled person’s care and maintenance. All facts on
the application are confirmed by sworn statements
Under this procedure, the court generally has au-'
thority to gran' the committee personal rights over
the incompetent person (e.g. the right to make
decisions regarding the care of the person), and
this authority varies from province to province, j
A committee (whether the Public Trustee or &'
private committee) is entitled to compensation for
services provided in administering an incompetent ,
person’s estate. However, a committee who is the
spouse or relative of the incompetent person often
waives any claim to such compensation, and the
Public Trustee may waive compensation, in whole v
or in part, if economic hardship is evident.
Whether the committee be an individual, a Y
trust company, or the Public Trustee, when it is
making investment of the funds in the incompetent
person's estate, such investments must be proper
investments at law. For committeeships arising
from court appointments, the investment scheme is;
supervised by the court. For committeeships by \
the Public Trustee under the provincial Mental
Health Act legislation, the investment of funds
follows the guidelines described with that legisla-
tion. Generally speaking, the investments per-
mitted by the court are more limited than those
provided by the provincial Mental Health Acts.
The question of who should be named the
committee is one that must be examined carefully.
Should it be the next-of-kin, a corporation, or the
Public Trustee? There are advantages and dis-
advantages in each choice. An individual named
as a committee of the estate of a mentally in-
competent individual will be required in many
cases to post security in the form of a bond to
guarantee to the court that the incompetent per-
son’s estate will not be depreciated by improper
management. Any committee must keep clear rec-
ords of the property of the incompetent person,
and of all income, expenses, investments, and re-
investments of estate property. A trust company or
the Public Trustee has the experience and business
know-how to manage an estate, but will not have
the same individual appreciation as the spouse or
next-of-kin of the incompetent person. You can
obtain valuable assistance with respect to the most
appropriate choice by speaking to your lawyer,
and with representatives of trust companies and
the Public Trustee. The best choice will depend
upon each person’s circumstances.



Power of Attorney

The concept of power of attorney involves
the legal ability of a duly delegated person (called
an “attorney”) to exercise certain property rights
on behalf of another (called a “donor"). The basic
element of a power of attorney is this delegation
of authority. By signing a power of attorney, a
person bestows upon another the right to handle
some or all of his/her business affairs, as specified
in the power of attorney (for example, banking,
signing legal documents, selling property, etc.).

Only a person who is legally competent to
manage his'her affairs may grant a power of attor-
ney to another. The question is often asked: “If
the donor of the power of attorr®*T?ecbmes'm-
competent after giving power of attorney to his
friend, can the friend continue to act pursuant to
the power of attorney?" The answer varies. In
most provinces of Canada, the friend can only
exercise the rights given by the power of attorney
so long as the donor is mentally competent. How-
ever, Alberta and Ontario, with the proper word-
ing of the power of attorney, allow the friend to
continue exercising it up to the time when a
formal declaration of incompetence is made. In
any event, a person cannot delegate more
authority than he/she has.

Brain Tissue Banks

Brain Tissue Banks have been established in
Canada. Their purpose is to provide needed bio-
logical material for medical research that seeks
the causes, develops treatments, and searches
for cures for the many devastating neurological
and psychiatric disorders affecting so many people
today, including A.D. and related disorders.

Why a Brain Tissue Bank?

Human brain banks are necessary because
several serious neurological and psychiatric con-
ditions affect only humans, and animal models are
not available for study. Clues to the cause and
treatment of these disorders can be found only
through analysis of human brain tissue that has
been removed at autopsy. Scientists now have
powerful new research techniques, and human
central nervous system tissue is essential to them
in order to understand and, ultimately, prevent or
alleviate these distressing illnesses. There is no
substitute. Tissue stored in the Bank will be avail-
able to all competent neuro-scientists carrying
out studies of brain diseases, both in Canada
and abroad. Autopsies must be performed very
promptly after death occurs.

Everyone Can Help Brain Research

If the person for whom you are responsible is
affected by a neurological or psychiatric disorder,
you may wish to help thousands of others who are
similarly affected by arranging for donation of
brain tissue for research. By arranging now for
donation of the A.D. person’'s brr.in tissue, you
will be giving a unique and priceless gift.

The Alzheimer Society actively cooperates
with three Canadian Brain Banks. For more
information about these Banks, and to arrange
for future donation of brain tissue for medical
research, write to:

Canadian Brain Tissue Bank
Banting Institute, Room 128
100 College Street

Toronto, Ont. M5G 1L5
(416) 977-3398

or

Brain Tissue Bank

Douclas Hospital Research Centre
6875’ LaSalle Blvd.

Verdun, Que. H4H 1R3

(514) 761-6131 Ext. 310

or

Brain Tissue Bank
Dementia Study Office
University Hospital
London, Ont. N6 A 5A5
(519) 663-3384

For More Information

If you need more information on Alzheimer’'s
disease, or wish to secure the address and tele-
phone number of the nearest Chapter of the
Alzheimer Society, contact the national office:

Alzheimer Society of Canada
185 Bloor Street East, Suite 222
Toronto, Ont. M4W 3J3

(416) 927-1580
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Additional Reading

e The 36-Hour Day, by Nancy L. Mace and
Peter V. Rabins, M .D ., Johns Hopkins University
Press, Baltimore/London (1981) 233 pp. (available
from Alzheimer Society of Canada. 185 Bloor
Street East, Suite 222, Toronto, Ont. M4W 3J3).
Price: S10.00 (Can.) including postage and
handling.

e Journal of Geriatric Nursing (U.S.), Vol. 8
#2, Feb. 1982; and Vol. 9 #2, Feb. 1983.

= Generations. Fall, 1982. A journal of articles
published by, and available from, the Western
Gerontological Society. 833 Market Street, Room
516. San Francisco, Calif.. U.S.A.. 94103.
Price: S4.00 (U.S. funds) including postage and
handling.
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Devastating for victims and families, Alzheimer’s is
now being Tecognized as ‘the disease of the century.’

The ,oart whereyour memory is gone, it3
dead. | don't know what's missing. Your
thoughts come to a void, and then there's

nothing.
— Mildred, a 53-year-old victim of
Alzheimer’s disease

f all the incurable diseases, the degen-
O erative brain disorder known as Alz-

ly sinking into coma and death. On average,
the decline occurs in six to eight years,
although some sufferers linger as long as 20.
“To lose yuur mind, your ability to live a
constructivelife, isworse than cancer,” says
Elizabeth Reno. “At least cancer is a tangi-
ble pain. This disease quietly consumes
you.” Reno can speak with special insight—
she has suffered from cancer, and now has

heimer's may be the cruelest, because Alzheimer's (box, page 60).

kills its victims twice. In Alzheimer’s, the
mind dies first: names, dates, places— the
interior scrapbook of an entire life— fade
into mists of nonrecognition. The simplest
tasks— tying ashoelace, cutting meat with a
knife, telling time—become insurmount-
able. Then, the body dies. No longer able to
walk or control elemental functions, the
victim liescurled inafetal position, gradual-

Experts r.nw call Alzheimer’s "the dis-
ease of the century.” It afflicts up to 3
million Americans—about 7 percent of the

~21 million people over 60 in'ThG-tImted
States are severely disabled'byThe'disease.
- ~ctrcss_ Rinr-Ha5worthr_movie" director
Otto Preminger and actor Edmond O’Brien
all suffer from Alzheimer's, and it has
claimed the lives of mystery writer Ross

Respite: Patients gatherfor meeting at Alzheimer$ Family Centerin San Diego
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Memoryaids: At Charlwell House, Alzheimers

MacDonald and artist Norman Rockwell.
The causes are unknown. And while medi-
cal scientists are beginning to make strides
in analyzing the chemical processes of the
brain, Alzheimer’s remains irreversible. It
strikes people of every ethnic and socio-
economic group and the number of cases is
expanding apace with the rapid growth of
the nation’s elderly population. It claims
more than 120,000 livesa year, making it the
foTTrtli lead ifig~C3useof deathaThonatheold.
after heart disease, cancer and stroke.

Anguish: Alzheimer’s may be even more
devastating for the families ofvictims. They
drive themselves to physical and emotional
exhaustion while rendering continuous
care, and experience the anguish of seeing a
loved one turn into awitless stranger who no
longer even remembers who they are. And
amid all this, they may see their life savings
consumed inthecrushing taskofcaring for a
doomed patient. “ There’s no hope at the end
of the tunnel,"” says Flora Richter, of Palo
Alto, Calif., whose 80-year-old husband,
Julius, has had Alzheimer’s for three years.
“It'sonly going to get worse."

Yet Alzheimer” is a disease that health
policymakersYomehow overlooked in their
grand plannihg. Neither Medicare nor most
private health-insurance programs pay for
the "custodial” care its victims need. Before
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victims scan prompting cards to buttress their awareness of the day ofthe week, their location and the season oftheyear

qualifying for federal-stateMedicaid,afam-
ily must spendlts way mtoTnrtual poverty.
mOccasionally, spousesTiecdfne divorced in
order to protect what's left of their savings.
“You either have to be very wealthy or
very poor,” says Jerome Stone of Chica-
go, founder of the Alz-
heimer'sDiseaseand Re-
lated Disorders Associ-~
ation (ADRDA). “The
middleclassisabsolutely
wiped out." And even
those who can afford to
pay 520,000 or more a
year for a nursing horn
areoften turned away be-
cause Alzheimer's pa-
tients are too much trou-'i
ble. "My mother would
run*up and down the
hallsand knock on all the
doors," says Mary Hunt-'\
er of San Diego. “Final-
ly, they threw herout.”
Until recently, Alz-
heimer's was jomsdered
anexoticdisorder. When
he learned that his wife
had the disease in 1970,
Stone was appalled to
find that a 680-page neu-

NEWSWEEK/DECEMBER 1, 1984

Davies: New hope in the lah

rology textbook devoted only one, sparse
page to it. But as the disease has relentlessly
continued to strike older Americans— and
the families who mustcare for them— it has
started to get the public attention it de-
serves. Since 1976, for example, federal re-
search spending on Alz-
heimer's has increased
almost tenfold, from less
than 54 million to S37.1
million this year. And
just last month, the Na-
tional Institute on Ag-
ing designated five med-

ical schools— including
Harvard, Johns Hop-
kins, the University of

California, University of
Southern California and
New York’'sMount Sinai
School of Medicine—
as Alzheimer’s research
centers with a grant of
516.6 million.

Now there are glim-
mers of hope that medi-
cal science is beginning
to unravel the Alz-
heimer’s riddle. Within
the last decade, refined
investigative techniques

have provided new clues about what causes
memory andjudgment to break down in the
brainsofvictims. Thesediscoveries raise the
possibility, for the first time, that specific
treatments can be found.

T**isted Nerve Fibers: The typical “senile
dementia"” of the elderly used to be blamed
largely on impaired blood circulation to the
brain and was thought to be an inevitable
part of growing old. In 1906, Alois Alz-
heimer,aGerman neurologist, encountered
awoman who showed all the signs o fsevere
dementia— memory loss, disorientation
and hallucinations— even though she was
only 51. After her death, Alzheimer exam-
ined her brain and discovered thatpartsofit
contained clumps of twisted nerve-cel! fi-
bers that hecalled “ neurofibrillary tangles.”
Fordecades afterward, physicians regarded
cases of the kind Alzheimer described as
rather rare and confined to the relatively
young. In fact, they called the syndrome
“presenile dementia." But in the 1960s, re-
searchers armed with electron microscopes
discovered the same neurofibrillary tangles
in brain tissue from elderly patients with
dementia. It soon became clear that the
disease is neither “presenile” nor rare.

Alzheimer's accounts for more than half
of all cases of senile dementia. The other
cases are most often caused by a succession
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of "small strokes” that knock
out increasingly large amounts
ofbrain tissue, or by avariety of
conditions, some ofthem treat-
able, that produce mental
confusion. These include de-
pression, thyroid disease, defi-
ciencies incertain vitamins, ad-
verse drug reactions, anemia
and alcoholism. Therein, of
course, lies comfort for many
people who fear they have Alz-
heimer’s. "1’ve seen some spec-
/tacular misdiagnoses," says
Dr. Barry Reisberg of New
York University Medical Cen-
ter. "One-third to one-half of
the patients referred to me
have some other illness, or nor-
emal aging."
Memory Loss:

/usually occurs after 65, al-

though it can strike in the 40s.

But according to Reisberg,

even elderly people who have trouble re-
membering where they put their glasses or
can't recall names as quickly as they once
did may just be showing normal age-related
forgetfulness. “They need to be reassured
-that these subjective symptoms are benign
and consistent with good health,” he says.

Signs of real trouble come when memory

loss begins to affect aperson’swork or social
life— a teachercan’'tremember the namesof

Alzheimer’s

UNLOCKING THE SECRETS OF THE BRAIN
Researchers are investigating cell abnormalities in Alzheimer's victims, focusing on
the cortex, the basal nucieus and the region next to the hippocampus.

his students at the end of the semester, or a
doctor forgets appointments. “ 1 write notes
to myselfand hope | remember where | put
the notebooks,” says Mildred, a licensed
practical nurse who is in the early stages of
Alzheimer’'s (and prefers to withhold her
real name). "I read the same book over and
over and each time it's new.” Typically,
patients in this phase deny their problem or
try to belittle it. When Rita Hayworth for-

Days In the Life

Ruth Conroy

is grateful for all the traveling she and her

got once that her daughter/
Yasmin Khan, had told her
about having some singing en-
gagements, sl.e exclaimed, ac-
cording to Yasmin: “Oh, silly
mother, silly me to forget."”

Although fading memory is
the most common early sign,
trouble with language or per-
sonality changes may be among
the first symptoms. Some pa-
tients believe the trouble iswith
their eyes because they aren’t
able to follow words on a page.
Or they may go for a glass of
milkand end up in thebedroom
instead of the kitchen. “Some-
times | find myselfstanding in
the middle of the dining room
and not knowing why I'm
there, or how I got there,” says
Elizabeth RenoofDetroit. An-
other dominant symptom may
be "apraxia,” difficulty in per-
forming rote gestures such as
haircombing. "W e think these
different manifestations come from differ-
ent parts of the brain,” says Dr. John H.
Growdon of Boston’s Massachusetts Gen-
eral Hospital.

Later, the first signs of true dementia
appear. The victim has trouble making ap-
propriatejudgments; typically he may dress
for winter in midsummer. As the disease
worsens, the patient may confuse the hot
and cold handles in the shower and bum

58

husband, Bill, did together— hiking and camping all over New
England, sailing their boat from Massachusetts to Long Island,
skiing in Austria, touring Pakistan and Russia. “1'm glad we did
those things without waiting to retire," the 56-year-old Brigh-
ton, Mass., woman says. “You never know what life is going to
hit you with.”

Bill, a handsome 57-year-old Harvard graduate, was diag-
nosed as having Alzheimer’s three years ago at Massachusetts
General Hospital. He stays home now while Ruth holds down a
part-time job in Boston. Before she leaves each morning, she
neatly lays out plates and silver on the Kitchen counter
and leaves his breakfast in the refrigerator. She also puts hand-

written notes around
the house— “Get name
and phone number,"
“Turn gas off,” “Don’t
go out— back at 2:30.”
Occasionally, Bill takes
walks by himself, but
for the most part he
stays home and aimless-
| ly passes the time. When
S his wife asks if he
| listened to music or
bwatched television while

£ Conroy being tested

she was away, his reply is usually something like “Can’t do
anything now. Dropped everything.”

After Ruth comes home, they occasionally take walks around
the reservoir near their condominium or watch football practice
at Harvard. But she finds it increasingly difficult to think of
things for them to do together. “Dinner gets to be earlier and
earlier,” she says. And recently, communication between the
two has become difficult because Bill often speaks in cryptic,
fractured sentences. “1 don't want to bum myself,” he said one
day recently. “1 found myself; | was gone. | have to go back
again. Everything bang! Right out of me." Ruth wonders if he
was referring to his disease. When she asks him if he's talking
about Alzheimer’s, he replies: “It's the same thing. | can't

NEWS'VEF.K/DECEMBER 3, 1984



nimself. Finally, the sufferer
becomes incontinent, forget-
ting where to relieve himself.
By this time, the patient may
not know where he lives, or the
season of the year, and may
even have forgottenthenameof
his spouse. “One day my hus-
band threatened to leave home
because he wanted to go off to
call his wife," recalls Lillian
Lewis of San Diego. “ He cried
and begged me to let him call

7% Cause not ctetr —

‘Lii.” | told him | was Lii— it
was devastating.”
Full-Time Care: Some vic-

tims may become agitated and
even sociopathic. One San Die-
go man was nearly picked up as
asex offender because he pulled
down hispants and urinated on
the sidewalk in front of some
children. Another patient, a
woman, was prosecuted for
shoplifting by a California gro-
cery chain, though her son, her
doctor and the police explained that she
didn't even know she was in a store. A
retired Air Force officer recalls that his wife
suddenly began pummeling him while they
weredriving along a highway at 55 miles an
hour. "I'm driving with one hand and hold-
ing her back with the other. A man in avan
next to us almost crashed. I'm sure he
thought I was beating her.” At this point,
the patient obviously needs full-time care.

Written reminders guide
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THE CAUSES OF SENILE DEMENTIA
Current research shows that more than haif ot all senile dementias are caused by
Alzheimer's, the degenerative disease that afflicts up to 3 million Americans.
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“The spouse is forced literally to become a
saint,” says Reisberg.

In the last stage cf Alzheimer’s, the vic-
tim loses the ability to speak much at all,
just saying “yes” or "O K" to everything.
Gradually, he becomes unable to walk and
may develop contractures of the face, arms
and legs. Primo Nini, 68, of Dearborn,
Mich., lies curled up fetuslike in the final
throes of the disease. His wife, Dorothy,

7% Bran tunors or
rare neuitfcgcal

whom he hasn’t been able to
recognize for three years, pa-
tiently changes his urinary
catheter and puts sheepskin
padsbetween hislegs to prevent
bedsores. “The decline goes at
a fairly consistent rate," says
Dr. Michael A. JenikcofMass.
General. "If there was a rapid
start, then it continues rapid. If
the start was slow, it continues
slow.” Often, death is the result
of pneumonia, which may be
caused by inhaling food into
the lungs.

Diagnosis: Theonly sure way
to diagnose Alzheimer’'s is to
take a biopsy of brain tissue,
which might disclose the tell-
tale neurofibrillary tangles. But
most doctors rely on less dras-
tic tests. Often, these eliminate
other possible causes of a pa-
tient's symptoms, rather than
simply show the presence of
Alzheimer’s. Blood tests may
indicate anemia, thyroid abnormalities or
vitamin B-12 deficiencies that could be the
source of trouble. CAT scans and the more
recently developed nuclear-magnetic-reso-
nance (NMR) technique for looking inside
the skull will reveal signs of strokes or
brain tumors.

As part of the workup, patients are given
tests of memory, attention span, language,
spatial ability and abstract reasoning. In

Conroy through hisdail
routing, and a bond ofaf-
fection helps him cope

figure.” He sometimes can’tremember the names of his stepchil-
dren, or even his wife, but he may try to cover such lapses. When
groping for a name, he’ll stall by saying, “Wait a minute, | want
to heat what they are saying.”" Sometimes he asks Ruth when
they are going home, even though they are sitting in their own
living room.

Ruth has begun to show the stress. Once, she rushed to the
emergency room, complaining of severe chest pains, afraid she
was having a heart attack. But she was told the symptom 3 were
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simply the result of being on edge. Now and then, she blows up.
“Last night, he brought me acan of beer, and | reminded him 1
like it in a glass,” she says. “He must have gone back and forth to
the kitchen four times and returned with the same can of beer. |
yelled at him, then | felt terrible.”

But most of the time, a bond of deep affection helps both of
them cope. “He tries so hard to please me,” says Ruth. "He is so
grateful.” Occasionally, Bill will take her hand and, looking into
her face, he will say simply, “1 would be dead by now.” As much
as possible, Ruth strives to make their present life together
resemble what it was before Bill's illness. “1 am taking every
good thing that I can now because | know it's not going to last,”
she says. “But | don’'t dweil on what's ahead.”
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one such exam, they are asked to name
the year, season, day of the week and
month and to count backward from 100
by sevens. A considerable number of
Alzheimer's victims display a trait called
"intrusion" in replying to the questions.
They may, for example, give the number
oftheyear when they were asked the day
ofthe week. Patients may also oe asked to
follow a three-point instruction such as
"Take a paper in your right hand, foid it
in half and put it on the floor.” Taken
together, such tests not only can suggest
a diagnosis, but also indicate remaining
abilities that can be used effectively
in care. “Many patients have trouble
talking,” says Marilyn Albert of Mass.
General, "yet we find they understand
speech. The family should know that."
‘Crutches’: Although the disease is ir-
reversible, Alzheimer’s patients are by no
means beyond help. In the early stages,
when depression is often a major symptom,
treatmentwith conventional anlidepressant
drugs can not only help but even postpone
the need for institutionalization. “Many
physicians overlook depression and don’t
treat it aggressively,"” says Mass. General's
Jenike, "but we find that ifwe really go after
it, it can make a tremendous difference."
Behavior therapy can also slow down the

Hands on: Researcher Davis comforts patient

inexorable process of mental deterioration.
“Memory crutches” its the early phase
might include keeping a simple list of rou-
tine chores. Worried that their 81-year-old
mother might wander out at night or forget
to take her medication, one family took
turns calling her in the morning to remind
her about the drugs and put a sign on her
doorwarning her not to leave herapartment
after 5p.m. “With memory patchwork, she
was able to stay on her own for two more

years," says Dr. Gene Cohen of the Na- =

tional Institute of Mental Health.

The bible for the relatives of Alz-
heimer’'s patients is“The 36-hour Day,"
by Dr. Peter Rabins and Nancy Mace of
Johns Hopkins. The book provides tips
on such matters as how to keep a stub-
born victim from continuing to drive his
car (remove the distributor cap), and
how to prevent accidents in the home by
taking such precautions as turning down
the hot-water heater, or installing gates
at the top of the stairs.

Self-Help: But the pressure of 24-hour
care eventually becomes too great for
most people, however loving, to with-
stand. To give family members much
needed respite, ADRDA now has 120
chapters across the country and spon-
sors 300 self-help groups. One highly
esteemed prototype of an Alzheimer's
care center was started two years ago by

a longtime researcher in the disease, Dr.
George Glenner of the University of Cali-
fornia, San Diego, and his wife, Joy.

At a charge of S25 a day, the center
takes care of Alzheimer’s patients Monday
through Friday. Besides helping victims
with mundane tasks like going to the bath-
room, staff volunteers take patients on
walks,conduct “currentevents” classes and
show old movies. Dances areorganized fea-
turing records by Glenn Miller and the
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Keeping the Facade

Elizabeth Reno crosses the dates off on her calendar and
writes notes to herselftojog her memory. “1 try to trick myself
into remembering,” says the 46-year-old Detroit woman. But
the tricks don’'t work so well anymore. Reno immediately
forgets the plot of the last television show she watched and she
has trouble reading newspaper articles because she loses the gist
of the story'after two or three sentences. She has long since
forgotten the names and phone numbers of relatives, and no
longer cooks or drives a
car because she can't re-
member how. “Can you
imagine the embarrass-
mentofan educated wom-
an not knowing who the
president is or having to
ask where the bathroom is
in your own house?" she
asks in frustration.

Having already
vived breast and cervical
cancer, Reno learned that
she had Alzheimer’s dis-
easeonly last March. And
like many patients in the
early stages of the ill-
ness, she is engaged in
an often-futile attempt to
mask her condition. “ I re-
hearse and rehearse," she
says, “conducting conver-
sations with myself,

sur-

an-

Patient Reno and husband:‘l am conscious that | am a burden’

ticipating what might be said. Every word | speak I have to think
about very carefully.” As aresult of that effort, she is mislead-
ingly articulate. But when she is tired, the fagade disappears and
she shows the full signs of her disability. Last August she was
forced to retire from herjob as a phone-company supervisor.
‘After work, | would collapse because | had to muster all the
strength I could to make it through the day,” she recalls.
Volunteer: Married 26 years, the Renos have three children.
Nowadays, Elizabeth tries to avoid socializing and depends on
her husband to make excuses for her. “1 am conscious that |
am a burden,” she says. Richard, a Michigan Bell Co. engineer,
all the housework
when be gets home. For-
tunately, the couple’s job
benefits will cover the fi-
nancial burdens that will
accrue when Elizabeth fi-
nal,v goes *o a nursing
home. In the meantime,
both Renos attend meet-
ings of a support group
twice a week, and Eliza-
beth is a hot-line volun-
teer for the local chapter
of ADRDA. Strong lIrish
Catholics, the couple ra-
diate confidence that
they will somehow en-
dure. "W e pray for deter-
mination and the will to
do instead of sitting and
crying,” Elizabeth says.
“Remember, we had al-
ready accepted cancer.”

aaQ tHh PO
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ffher big bands that might stir a faint
memory of another, very different
time in the patients’ lives. “Music is
familiar to them emotionally even if
theirmemory isgone," says activities
aide Madelyn Lew is-Long. "Even if
they can't remember the words, they
can tap their feet or whistle.”

The Respite Care Program in Port-
land, Ore., puts volunteers in the
homesofAlzheimer’s patients to give
their families much-needed periods
of rest. Program volunteers undergo
an unusual training course. They are
asked to perform such tasks as
threading a needle while wearing vi-
sicn-distorting glasses, or shuffling
cards while wearing gloves, to illus-
trate the physical burdens of both the
patients and the elderly spouses who
must care for them.

But in the end, most patients need
the full-time attention of a nursing home.
Chariwell House, a 124-bed home in Nor-
wood, Mass., deals with many patients in
advanced senility. The ho.tie stresses “pat-
terning,"” an individually tailored program
in which the patient bathes, dresses and
eats according to the schedule he followed
at home. “Alzheimer’s patients are much
more comfortable in a structured setting,"
says administrator Lorraine Ryan. Equally
important, patients are kept out of bed and

Facing the Inevitable

Justafew years ago, Carl Sandstrom was a successful attorney
with an oil firm. Today, at 55, he wanders around his house in
suburban Denver, vacuuming, doing dishes and watching televi-
sion. “It's heartbreaking to see him unable to decide what to
wear in the morning,” says his wife, Barbara.

With the onset of Alzheimer’s, she recalls,
became depressed and withdrawn and began losing his tem-
per with their five children at the slightest provocation. At

one point, in a fit of anger, he dis-
owned his 21-year-old daughter.
“We began to walk on eggs in or-
der not to ruffle Dad,” his wife
says. Eventually, she had to take
away his driver’s license, because
his reaction time had become too
slow, and his money— he was leav-
ing as much as S20 in change in
stores and restaurants “Il've be-
come acontrolling, interfering wife
and | don’t like it,” she says.
‘Difficults Barbara's burden is
made heavier by the fact that three
of the children are away at college
and can’t see what their mother is
going through day in and day out.
Even worse, her parentsand in-laws
don’t fully appreciate her problem
and wonder ifshe isn’texaggerating
the situation with Carl. “They tell
me he’'s looking better than ever,
and that's difficult to bear,” she
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Simulation: Volunteers experiencefor themselves

engaged in activity as much as possible.
They attend group sessions in which they
are reminded of familiar objects, like au-
tumn leaves, and listen to music.’T fwe can
keep them physically well and active, we can
bring them further along and stave off the
last stage of vegetation,” says Ryan.
Although the cause of Alzheimer’s re-
mains elusive, researchers are turning up
clues at an accelerating pace. In 1976, scien-
tists at three labs in Britain simultaneously

her husband

Sandstrom andfamily: "Webegan to walk on eggs’

found that Alzheimer’s victims show

amarked lack ofanenzyme responsi-

ble for synthesizing acetylcholine,

one of the brain chemicals, or neuro-

transmitters. responsible for carrying

impulses between nerve cells. “This

gave us a real handle for research, an

enormous impetus,” says Dr. Petei

Davies, one of the researchers, who is

now at New York's Albert Einstein

College of Medicine. Although there

isevidence that other neurotransmit-

ters, such as noradrenalin, may also

| beinvolved, reduced levels of acetyl-

choline seem to be ahallmark of Alz-

heimer’'sand can account for manyof

the characteristic symptoms of the

d disease. For example, volunteers giv-

2 en scopolamine, a drug that blocks

* the action of acetylcholine, show

lapses in memory. And recently, Dr.

Donald Price and his co-workers at

Johns Hopkins University School of Medi-

cine found that the brains of Alzheimer’s

victims exhibitadramatic lossofneuronsin

the basal nucleus, a small area deep within

the brain, where, as it happens, most acetyl-
choline is normally produced.

In recent years, researchers have found
otherclues to the pathology of Alzheimer’s.
Among the most promising:

Tangles and Plaques. Dr. Robert Terry,
now at the University of California, San

says. “He doesn’'t look sick, so people don’t think he’s sick.”

Typical of Alzheimer’s victims, Carl has lost track or night
and day, and often wanders about the house at odd hours.
“Every time he'sup, l awaken and wonder what he’sgoing to do
next,” Barbara says. Yet when she looks tired the next day, her
husband will ask her why. “He won’tremember that he kept me
up.” To make matters worse, neighbors have begun to shun the
Sanastroms. A church group occasionally sends a volunteer to
take Carl for a walk, but only if Barbara calls for help. “They
forget to come back again,"” she says.

The pressure is taking its inevitable emotional toll on Bar-

bara. Two weeks ago she quit her
job as a paid staffer at the Denver
chapter of ADRDA so she could
spend full time with her husband.
But should that prove too great a
burden, she intends to send him to
a nursing home 60 miles from
Denver. “1 don’'t want to feel obli-
gated to visit him daily, which 1
would if he were nearby,” she
says candidly. "Somehow, | have
to have some kind of a life.” The
home will cost 51,500 to $1,800 a
month, to be paid for by Carl’s pen-
sion and a lot of belt tightening.
Barbara dreads the change in
life-style, both for herself and
her husband. “ I've always been op-
timistic,” shesays, “but ldon’tlook
forward to tomorrow anymore. |
don'tlook forward to having to put
him into a nursing home; in fact I
pray that he'll die.”
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Diego, discovered some years ago that the
neurofibrillary tangles originally described
by Alzheimer consist mostly of minute
threads twisted into the shape of a double
helix, and he called them paired helical
filaments (PHF). Outside the nerve cells,
Alzheimer’sbrains show aformation called
plaques, knobby patches of dying nerve fi-
bers that are clustered around a core of
material called amyloid. Whether the accu-
mulating tangles and plaques are the cause
or the result of the disease process isone of
the tantalizing mysteries of Alzheimer’s.
Researchers are trying to determine the
molecular composition of these abnormal
structures to see what led to their develop-
ment. They have found that the PHF, for
example, are made of cementlike proteins
that can’'t be broken down by ordinary
techniques in the lab, which
may explain why the disease is
irreversible.

Hippocampus Blockage. One
of the key areas of the brain for
processing information
and putting it into the human
memory bank isthe hippocam-
pus, below the cerebral cortex.
Three months ago, researchers
at the University of lowa Col-
legeofMedicine reported high-
ly specific areas of damage ad-
jacent to this region in five
Alzheimer’'s patients. "If the
input and output to the hippo-
campusareblocked, your brain
will simply not be able to ac-
quire new memories,” says Dr.
Antonio R. Damasio, a mem-
ber of the lowa team. “We
think this is a superb way to
explain some types of memory
loss patients get in the ear-
ly stages."”

Reduced RNA. In the normal
brain, protein is being synthesized con-
tinuously, and a key chemical in the making
of protein is RNA. But Dr. Charles A.
Marotta of MacLean Hospital in Belmont,
Mass,, has discovered that the regionsofthe
brain in Alzheimer’s patients where the
plagques and tangles seem to be particularly
numerous show a marked reduction in
R N A and protein synthesis. After RN A has
done itsjob of making protein, itisremoved
by an enzyme. Recently, Marotta and his
colleague, Elizabeth M. Sajdel-Sulkowska,
found evidence of excessive activity of this
enzyme in Alzheimer’s brains, which may
account for decreased protein synthesis.

Genetics. Inheritance clearly plays a role
in about 10 to 15 percent of Alzheimer’s
cases: thechildren of these victims have a 50
percent risk of developing the disease.
Symptoms usually develop earlier than age
65 in these cases and the progress of the
disease is unusually rapid and severe. Even
among the rest of Alzheimer’s victims, as
many as a third have had a close relative

new
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with the disease. The younger the relative is
when he gets the disease, the greater the risk
for others in the family. “But ifa parent got
Alzheimer’s after age 70, there's very little
increased risk,” says Dr. Leonard L. Heston
of the University of Michigan.

Another indication of genetic involve-
ment lies in the fact that virtually anyone
with Down’s syndrome— a form of mental
retardation caused by an extrachromosome
in the body’'scells— develops what seems to
be Alzheimer’s after the age of 35 or 40.
Heston has found that families with an Alz-
heimer’s victim are three times more likely
than others to also have a member with
Down’'s syndrome. Since an extrachromo-
some is the culprit in Down's, that's where
scientists, using the new recombinant DN A
technology, are looking for the gene that
may cause Alzheimer’s.

‘Slow Viruses.” Several neurological dis-

Remembering: Dancing to the big-band sound at San Diego center

eases that produce dementialike symptoms
are known to be caused by “slow viruses,”
organisms that lie dormant for long periods
before causing any symptoms. So far, how-
ever, attempts to transmit such a putative
virus to experimental animals by inoculat-
ing them with brain tissue from Alzheimer’s
victims have been unsuccessful, leaving the
issue unresolved.

Researchers concede that taken together
the Alzheimer’s evidence to date resembles
ajigsaw puzzle. In fact, the disease might
have not one, but several interlocking
causes— viruses, toxins or genes. Still, using
the clues available, doctors are taking the
first hopeful steps in testing treatments for
the disease. The discovery that patients
have adeficiency ofacetylcholine prompted
researchers to try drugs that would raise
levels of the neurotransmitter. The most
effective of these has been a drug called
physostigmine. It increases levels of acetyl-
choline by blocking the action ofan enzyme
thatnormally removesitfrom the brain.Dr.

Kenneth L. Davis of New York’s MouVif*
Sinai School of Medicine reports clinically
significant improvement in 3 of 11 patients
taking oral doses of physostigmine. “The
best were made to look like they had looked
1*/i years earlier," says Davis. Drugs that
raise acetylcholine levels may not work in
patients with advanced Alzheimer’'s, re-
searchers suspect, simply because they
don’'thave enough acetylcholine-producing
brain cells left.

So far, the most promising results have
been obtained by Dr. Robert E. Harbaugh
of Dartmouth-Hitchcock Medical Center,
Hanover, N.H. Perhaps, he reasoned, not
enough of a drug gets into a patient’s brain
when it is given orally. So he and his col-
leagues implanted a small pump under the
skin of the abdomen in four Alzheimer’s
victims. By means of a catheter inserted
through a tiny hole in the skull, the pump
delivered acontinual flow ofan
acetylcholinelike drug called
bethanechol directly into the
ventricles of the brain. As
judged by their own families,
the patients have shown im-
provement in such previously
impaired activities as reading,
personal hygiene, conversation
and social activity for as long as
a year. Harbaugh hopes to test
the infusion pump on more pa-
tients, and using a variety of
other more promising drugs.
“Wearevery pleased," he says.

‘Exciting Tunes’: Scientists
compare the current status of
Alzheimer’'s to the challenge
they faced with heart disease
three decades ago. It, too, was
once thought to be an inevita-
ble part of aging. Then came
drugs to control high blood
pressure and recognition of
the role ofdiet in atherosclero-
sis, both of which may help
account for the present decline in coronary
mortality. So, researchers hope, it might
eventually go with Alzheimer’s. “These
are exciting times,” says Mass. General's
Growdon. "More is known than ever, and
more will be known next year.”

In the meantime, what seems needed is
to keep the Alzheimer’s tragedy in the
public eye and make sure there is no slack-
ening of the research effort. “The way |
deal with my griefis by sharing it, talking
to people about Alzheimer’s, trying to get
funding for research,"” says Yasmin Khan,
who is on the national board of ADRDA
and makes public appearances to tell her
mother’s story. "There's an enormous
need to come out of the closet,” she says,
“and to share the information, the aware-
ness and the pain.”

-
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It is imperative that the person be under the
care of a physician. The physician may be a
neurologist, a psychiatrist, or the family physi-
cian or internist who can consult with a
neurologist Most important, the physician
selected should have the time and interest to
closely monitor treatment and to answer the
many questions that arise during the variable
course of the illness. The physician will also
need to treat various other physical ailments
that may complicate the course of the disease.

Tranquilizers can lessen agitation, anxiety
and unpredictable behavior. Medication can
also improve sleeping patterns. If depression
accompanies the illness, it can be treated with
appropriate drugs. Proper nourishment and
fluid intake are important, but special diets or
supplements are usually not necessary. Appro-
priate exercise is of value and physical therapy
can help if difficulties arise in physical func-
tioning. Alcohol should be avoided since it may
add to the patient’s confusion.

Activities should be maintained at as normal

iliness, the activities that can be engaged inwith
safety, how to encourage the person to carry
out familiar activities that have become painfully
frustrating and how to explain the memory loss
to neighbors. Answers to such questions vary
according to the individual and the particular
phase of his or her illness. The physician or one
of his associates-a psychologist, nurse or social
worker-can be helpful in meeting these needs.

Alzheimer's

Disease

A Description of the Illness*
for the Family and Friends
of Patients with this Disorder

a level as possible. The daily routine, physical
activities and social contacts should be encour-
aged. It may be helpful, when necessary, to
provide simple memory aids to assist the indi-
vidual in day-to-day living: a prominent calen-
dar, lists of daily tasks, written reminders about
routine safety measures, and directions to and
labeling of frequently used items.

Although it is best to maintain an ordered
environment so that a person does not have to
continuously learn new things, it is important
not to restrict him or her from trying something
new. For example, an individual with Alz-
heimer’s Disease may do very well on a trip if
accompanied by a supportive family member
or friend.

Understandably, the person afflicted with
Alzheimer’s Disease finds it difficult to compre-
hend the changes that are taking place in
thinking and behavior. Family and friends may
also have questions about the course of the
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What is Al: eimer’'s Disease?

Alzheimer's Disease (pronounced Altz'-hi-
merz) is a little-known disorder of the brain
causing loss of memory or serious mental
deterioration. It was first described by Alois
Alzheimer, a German neurologist, in 1906.
Until recently, itwas believed that only persons
under age 65 developed this illness. However,
new laboratory techniques have revealed that
identical changes in the brain also occur in
persons age 65. Itis estimated that the disease
affects from 2 million to 2.5 million middle-
aged and older Americans.

In this disease, groups of nerve endings in the
outer layer of the brain (the cortex) degenerate
and disrupt the passage of electrochemical
signals between the cells. These focal areas of
degeneration have a characteristic appearance
under the microscope and are called “plaques”.
Changes also occur in the nerve cells of the
cortex, leading to an accumulation of abnormal
fibers called neurofibrillary tangles. The larger
the number of these two abnormalities-plaques
and tangles-the greater the disturbance in
intellectual function and memory.

The terms pre-senile and senile dementia are
used to describe any kind of severe mental
impairment in older individuals. Approximately
one-half of such persons are victims of Alz-
heimer’s Disease; about another quarter have
diseased blood vessels and the remainder
suffer from a variety of other conditions such as
brain tumors, thyroid dysfunction and perni-
cious anemia. Diagnosis of the specific type of
senile or pre-senile dementia is very important
since some types, other than Alzheimer’s
Disease, can be effectively treated.

What Are Its Symptoms?

At first, Alzheimer’'s Disease exhibits only
minor and almost imperceptible symptoms that
are often attributed to other illnesses. Gradu-
ally, however, the person becomes more

forgetful. As memory loss increases, changes
also appear in personality, mood and behavior.
The person may neglect to turn off the oven,
misplace things, take longer to complete a
chore that was previously routine or repeat
already answered questions. Judgement, con-
centration, speech and physical coordination
may also be affected. Some individuals show
confusion and restlessness and require special
assistance.

There are many patterns in the type, severity
and sequence of mental changes in this illness.
The symptoms are usually progressive, but
there is great variation in the rate of change
from person to person. In a few cases, there
may be a rapid decline, but more commonly,
there are long periods with lit le change.

Although the person with Alzheimer's Disease
is often unaware of, or may deny the full extent
of his or her limitations-especially late in the
course of the illness—the development and
course of the illness are a source of deep
frustration for those afflicted and for their loved
ones.

What Causes Alzheimer's Disease?

Alzheimers Disease, as mentioned earlier,
affects the cortex of the brain resulting in the
development of plaques and neurofibrillary
tangles. These changes are not caused by
hardening of the arteries. Nor is there evidence
that the disease is contagious. Although emo-
tional upsets and stress may temporarily affect
Ihe person’s mood and behavior, they are not
Ihe cause of the illness.

Alzheimer's Disease occurs in two to three
percent of the general population over sixty
years of age. Within the same family, there may
be an additional increase in itsoccurrence up to
four or five percent. This may represent a slight
hereditary disposition or an undetermined
environmental factor, However, Alzheimer’s
Disease does not usually affect more than a

single member of the family.

Scientists are now applying the newest know-
ledge and research techniques to the study of
human brain tissue removed at autopsy. Al-
though there are a number of promising clues
as to possible virus infections, immune proces-
ses and biochemical disturbances, the actual
cause of Alzheimer's Disease is unknown and
further scientific investigation is required.

How is the Diagnosis Made?

The diagnosis of Alzheimer’s Disease is made
only after other illnesses, which also result in
memory loss, are excluded. Each person
suspected of having this disease must have a
thorough neurologic evaluation. The condition
must be differentiated from forgetfulness that
occurs during normal aging and from depression
which may also affect memory. The presence of
brain tumors, strokes, infections and abnormal-
ities in the spinal fluid system (hydrocephalus)
must be eliminated. Diagnostic techniques such
as computer tomography (CT scan), electro-
encephalography (EEG) and studies of the
spinal fluid system are usually needed to
differentiate the various causes of dementia.
Comprehensive blood studies, including tests
for several metabolic disorders, must also be
carried out.

After other diseases-many of which may be
easily treatable-have been excluded, a firm
diagnosis of Alzheimer’s Disease can usually be
made on the basis of history, mental status and
the course of the illness. Periodic neurological
and psychological examinations are useful in
evaluating the progress of the disease.

What Is The Treatment?

As yet, the prevention or cure of the disease is
not known. However, medical care can relieve
many of its symptoms and proper guidance can
assist the person and family in coping with the
illness.
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Time drags theframe on through its changes
but the body just stumbles along behtrul. . .
A fine practical joke by sun and moon
but | ask you who's going to laugh?
Fan Ch'cng-ta, Chinese 12t ;-ccntury poet

THE CLOUDED

Old age, even in cultures
where it is venerated, is often
viewed with ambivalence.
And as living standards and
medicine continue to im-
prove. more and more ol us
will be the butts of Fan
Ch'cng-ta's line joke. For with
an increased lile-span. alllic-
lions that once were rare have
become common. Among the
gravest of these is Alzheimer's
disease, an illness that de-
stroys the mind, leaving the
body behind as a grim re-
minder of the person who
once was there. As cancer, an-
other all-tixr-familiar compan-
ion of tire later decades, has be-
come a relentless reminder of the urgency in seeking the se-
crets of the cell, so Alzheimer'sdisease has left us with another
pressing challenge— uncovering the mysteries of the mind.

Alzheimer's disease isone of the most fearsome and devas-
tating aspects ofaging: It has no known cause, no prevention,
no cure. It afflicts about a million people, roughly five per-
centofthe population over 55. By the vear 2000 an estimated
three to four million Americans, or one of every 10 adults
over 65, will be a victim. Hundreds of scientists around the
world are dedicated to understanding this affliction. Some
are isolating Alzheimer's biochemical defects in the brains of
victims, others are comparing these to similar ones in other
dementias, while still others are looking at rare dementia-
causing diseases from distant parts of the globe.

In this way, they hope to pin down Alzheimer's cause,
which is as elusive today as it was in 1906 when the German
neurologist Alois Alzheimer first descrilxrd the disease in a
reportentitled “Concerning a unique illness o f the brain cor-
tex.” Alzheimer was the first to show that senile dementia was
notjust a natural wearing out of the mind, a belief common

When a key brain
enzyme disappears, o
does memory.

by Michael Shodell

then as it huU been through
the centuries. Shakespeare re-
flected that conviction when
he described the last age of
man as “second childishness
and mere oblivion." While se-
vere dementia mav be caused
bvanumber of illnesses, such
as brain tumors, alcoholism,
or arteriosclerosis of brain
blood vessels. Alzheimer's dis-
ease is by far the single most
prevalent cause of mental de-
terioration in the elderly.

Victims initially have trou-
ble remembering recent
events. Gradually, as their
minds deteriorate, they be-
come more confused and for-
getful, repeating questions asked moments before, for exam-
ple. or getting hopelessly lost while traveling to previously fa-
miliar places. Disorientation grows, and memories of the past
disappear, sometimes accompanied bv paranoia, hallucina-
tions. and violent mood swings. Patients can no longer cook,
drive, or use tools. Later. they lose their ability to read, write,
eat, walk, or talk. Finally the disease culminates in a full de-
mentia. the undoing ol the mind.

In his seminal paper Alzheimer first described one of the
two physical characteristics o f the disease: the clumping of fi-
bers within nerve cells, railed neurofibrillary tangles. The
other—the so-called senile plaques— are filled with knobby,
abnormal nerve axons and terminals wreathed around amy-
loid. a waxv, translucent protein that looks like rippled pasta.
These structures nest among the mass of normal brain cells
and fibers in the cerebral cortex, the outer layer of the brain
in which higher thought processes and abilities originate, and
the hippocampus, which seems to play a special role in learn-
ing and memory, The plaques and tangles can easily be seen
with a low-power microscope.
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she was getting to be hard of ¢« live with it,*" Clement said,

Clement said.
didn’t seem to quite catch what n
1 would say. Then she began

. writing littia notes to herself
about what my rame was, what

.. my sister’'s name was. and about

mthings around the house. And she
began making poor decisions-
-concerning her business. '
“J thougnt that she was going

"She «?

Alzheimer's disease is a pro- -
gressive; degenerative erosion of
the cells ot the brain that deal
with thought and memory. It is
not known what causes it, and
there is no known cure for it or
no known way of stopping its
progression. VAtV -

The disease progresses from an
almost ; unnotieable - lacic. jif

ALZHEIMER'S

disease

Alzheimer’s kills, but the road
‘traveled by Its
families from that
name or mishandled
transaction to the grave Is long
and slow; lasting from'five to
‘15 years. \Y LI
1;m"It’s like a funeral that never
‘sends.” Clement said, echoing_
other families who have had to-
deal with Alzheimer's. “"Thegrief
Isalways there/" -' o -
. During the course of the di-‘-

te financial and emotion-, .

Vi& SH& sS& g& &

lrepoft/



ALZHEIMERS

yjhe families:

lifetime §

pavings spenton care

dw woa'd bs off#n.i#d S0

e
exftl 10 1t# vCtwrfl fvnsl Y cart < st i | pun# money to fa# to

HONNtlimi
V- CVrw't. on Arthex*d* m>
rego wfio Fdt irvd«pe«ndmtiy ttud-
I#d in#d x* w @nra bar rretN#»1
vdgwwiv “ il th* VY oh
W# Itrygxr. ututltf = Umity
*trrrh#*. wull *« NHn ##
J -

«'~v T#HEIAT for WD AfIhMmglg nrrouan.

# VHT. rpry tbmduf/Vv

Comdnt B<1 "tor#gir#ri hbrd
LN #1 «:xH. high kbod &
- HU - MIth#th** w c T »«

from r>m
Jo * pmk* < whal

«hd fend*## ffl Pfprrwon.
Y— u* c* Mcehol

V =» Mong wth ft I#caut» = ptb

, = 0N 4 W bury Uking car# cf ts»
. Aloh#Im## *<t>-n. roe - lack

3~ e f ckill-64 mct-nt** and aleu of
“«f Ow» own fypOwge |[¥] *#iy to
‘mj Wxm* an vndarvurwd pnofl
MAI]()#Im#r"I pdoon can U 11

3 -Awordmg to o kit motl
"‘Aut t*nar‘»vtabng névd 24 hour
K’upre VOV
- in iho twj-nn-vg L « tpact
*+In* tchoel #nd wai = =nt 10 Wavé
vl Mcth#* by h#»ifit~ Orenanl
. "S0 I got pH#nwil»«n to At
= Ahar 10 tchcol yyilhma. and alun
| Jbord# | would bnnghor homd to
e-my nnu*# o* UH fwr to my
\ hh%’tr't lo» thf *y#n.nfl %% *
f .eOmanfandha* litre. Skwirdy
*fMVnaiv reronpadl rtd Loy it;
| | ktm to |pz§n(§) Honthte at thi
aM  "It'i 1vary hard thing to do
Jto we*k cvi a<i «h« dtufli and
‘ey Itdl ka«p Moth#* baooy."

m*m M<d. -If ih# ihoognc w#
lin with

¥ aaif (ft# war# prying for (ha
room. *h#n In actwil-tv w#
nr# p#ytrf loMw to iciy with
for.

“Vou and up treikng a let
I'n. #°n || rOu'e# n#nr *Md a
_h# k3 ycv* mcthretvoh bnyou?.
- Wi You hms# Wit M T [
, <t £

!In 1981 CVrwm andTatfman
aach qv t f*V* febi In OrOrr M
far# lor Iha# moth#r.

~for ahfAfl two y»«Ti Sundry
-at~aof my day#to uttev#
of Mother.- Orrwnt u i *“I
would Fey* her MI day. in «di<-
t«on to my #rrwllcMd'm  Jyth«
i Sunday w « ova#t would tw
awrack.

*You her# to wttch h#r *#>y
mirut#. Allh#On#r'i tkt~n# ana
labi# to do anything - take a
bta out of a bar of acao - run
eway - on# tmkamy wt#r WH a
botll# of P«ro»ld# on |h#
Countar and Mpthar twgan drink-
Ingit.”

Canc#nfi moth#* now srm Jt
<bout M*m and a half houn
~ach day at th# Dtybraak | idarfy
Olttar# and AUh«im*r'i Cant#r
fn Anchoraja. Tha C#nt»f wai
crratad two yiinrgo.

C*»i cott »t thacmtr* h on a
*'-dng acala. r*npng from S3 to
STS pa* day.

Bxauw of tha langtft of th#
(S»**r. thet cort of Carr Ip* Al
th#tmé#ri yictim* can financiMly
ruin th>mand‘or thai* fam.lin

-In#uranc* comoanWi Midi
can] and Mtdcar* a»cwit
cuttodial ca*a* Cram#nt ud

A SPeic/s/ R)FCﬂ/

?Four phases mark Alzheimer's symptoms

EEEN

A COURV T Al # e N (W<
d.ovuna W r»#»

*iUh TKacTrw n cuuntmi &
~>*-Aaa<-Th»#mwt#wrnew (Mint wa
Mi#WIt\W *n4#np«w«r<»4tta

y AWFOWW'TUV Fwee ¥ W UrNeWom*can/ Wit
— ' m tf MMnanwy.-.vwiy >r#p. >ra*w atfw

Thitak Vit = « wry frm* an## wsfl

Studies unravel clues to Alzheimer's disease

by “rtnacaJ Orefmnpi dnat

Fa euryi wo* re awty kin n
et tvt iwri**n are ca™wuai
cc-mme T N5 e Ml

ursk we rertiwy at #1 wan
ant'Oyn# nev(]a»f»l WNI
rnterey| »rim<t wa\M)ryV\N n
»W# In# « It.on
tflhal (Ml i Ihnp 10UM -l
1tll unknown Put rryr*! fywi'rD
enitw'*a »om» CiuM 0 bsap.«i >
cmp awnti*c 1*laijtjgmu

st ‘Kiart  Miwttitf 0F
Cy-n## 1 oxONTOL e o> Hamd 0¥ re
#aw LI ttpfim* | aa itwdy.i |
re*-1}4N TWet -r[}y ni-iflg

« AU Mpittii*  refvan
mb

i\~

ap'tw finat
a rareopav* NElS aa vaa”

" aetvendt VAE 2 m

paeathttia®«

Thara knwid#awn- AurxnUl at
Aireytmar'i rflwy at tom el rea
new naptk tan- "Van ha>kr
*NE<ri reit read utu «ansacatied
G| pewsga ta brpn ttwuf

Sen# a* reeta cran#ti incHett
a-»kipa of rea brac. eian#*t,’ a
iraMAttfkbg  wm  of  apre*wa
pretyn Mm ta tha bran twr an#
‘o'ryuay" (@### el (Uiaiorrad
«<'.t**n|

enant -iwrch Uln twaii
rewdfp <*nj#e in rea us apy*t>
real @=a» It a Ito## bnk Mtnwn
res* hr* Inut p>a*> a-d rea
(*ia-ity of n»»tampkmmi

1P -UIPf* »*»'ec*i [a here tha
Mut SI'rp ittM i* pit (*n«|l
dtr<ifnci#l -n re* prpn tre iwtpKtrd

*0r =»!le» Ot p-CsO Of reap
tf nxtfi niwn mp in b-iMel
*T*l-nee- | aftnvt tery

ata chawpi arftyttcrohnt-«
rorett firareanvning  thwrecaf
rea’ree8M «or conwytr* naok *Oke
rwtpVw «betweenr»i(

Itavaren I'forer hyw trawn [Ne
in addt-on to chaw.** rehdawoat.

i/\z/ A»fElM«ar ifan wtai Uu (hxena

Ckscoaa ta ret won ‘AreT  lor
brain anwgy and H 1] = Will chaw<c]
br# in ret botfyl retrvitttunng
patiway lor acytrUnebw

St K-animt haw  aupgrilt#
relt wbwit Inatmani pnaMiiai fo*
A'IN np | | In P4 Otpwnwit
n**1 of At 4trail cota -nfhidami
#f cowoeunoy reat wi-aa*Aanca rea

-ﬁaﬂ cm{y'?omg‘ HﬁathW

Oanai#t feft#r»-|n*att’[ttOit a»
<to turtwe*] tht ncKir-wr al Ail
hawiti «um m famirea Aaua-fh
iN fn heva baan K rtt put wnai u
aii'ala upjat'f £ thara it t**tii,
a nik o Pawrme*<g AUawari
clazata if a pat«t or atd*# wai

L, FOARNINIL #fovvieksi- A4 Uiivihe

»fbctaj by tha0-wha at antan* are

Aa tat. no mt (an anwer rea
wretrknt potaO by fa*** -w km  of
wr Auhriww i tCEm tan pna know*
~reat rea tharxaa af ren-ng **#Awaaa
art tar torn oa tm piin pf abactat
patiawti

Anothai =eatarch if*»-| real a-euw#
“xxf* attention ra V U re## powitan
ay real Alihawwrl dnaaat *i cautad
by t *VOW vinre or vuet i.ka apant

Afewran areast-ceati it rett
1AUetmty o* Caffanva—"42 1 athoof
in Ssan firc«i 0Momit a iny
enfuytrett ~prion"-
nAxh apparad = ha Miocpad with
atwial kmoi af drgyaianw Von
ouaiat

Atiofl-i to ‘arrthan tha
thearimtet af aré >#«' aa
l«.w 10 tu (faav/r lawpaurxft
fisnvt a re# ftwa e» oapr” *>|bad n¥'<a
tltutin Areewiar'l *<twt’brawl

Th 'mgton” * road "Vow"
twavta it = tufoaciH of t ton#

dawkrewreiV mre-P*re«n w long
at 20 yran By nyn/*n. ny#t r w't
aré faitacting red «K<n daci
wwind t**cta wtthin Naim Ihtr
InJps] Intac

Inykwnwwwuf ~ Mint —uri
reptifi-Creadire r*wart*#*i  wii#
amen# tha flit 1*aiVen th* t'Nai
of arwtronmretd toain# exh at
Vtimlrexn and ofar i-*ca anaidi on
bran wit maiaboNw

OWWIV nntWyaa%anmam%

animal* by Inpctm# ikm ngn ksn;
Tn* HM «rp lo re# prolan
kb*M real rtwrllrd llorn ret tlg
mam wai awuiar to th# "
fo*"# m A'A @-WW i v#nt

Mow racantv tavaacn taami
IluOYWg aHwwm (oneiupin
A'¥ia wii | ><i.n"i >apor|rd pI«d n#
V"t Ike* cancantillen| gl Wyw,
hr* 10 to X iwin pmn rere =«
wrEV i

Sca-Mnti crulam real thwa it no
mdanca real Hunwm actud'a
cauyat reri*rr>*eomanof Aire*nn’i

rSW* I>MEAKT. ey affandt*> Mk
ersl*»iduavN »*'*u.r
aNmim hMpr#*«iktinr
=B hs'rv*<w*nomw*vinw*'f

A i s B ™ T

rmdnlwd INIWI> , wry *wy ip

~unyww«a|ngaw 4% oW, 1 4 mitt>
Tt#i<t#nnNo*w

nOwi#WErE <t

Wi M* or Xw b*P-«l L
sM<«UnrtMi TWK in |
wwvry #1F t rytwl part wr»> b#pew or fpfl
WS r»S™ W in o* AV LHE MWy ta
mawrVi (Ve T#two-* wrr @tf*wn
UWH » pectt me purr mwit M
Ph pwtn | r#* prraor*

- m*wfar* VaiwimOt  (Aaw
o onetf EMNING WHDX P We | — 8"
atnm s AS*YWr# t>* s wry ta <t
#n<rU novynn.n* Un M# aw#
arvtrecent m W ri, e~ nvpy #4w n#recop
nipnoliM.9,It thdwdn# fandy nrMrrt.

Ji'ftnynn nrjl#nairn a
o™ an#» > rw ta n#téyurd Meyg Pa ©i s
rywetow#tanWenat i#n nn>W peM
e Mpittny MW M irat nsvw
M*(# o»c'nvUMry Pwaawy tiwpypeywy
OmUia#*d UomwaMep-ttnn

Slorlas by
S. J. Blrdssll
and

Rabacea Goodman

Research continues to osplore the questions
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at what levels It becomes toxic and why, as
brains age, there Is an Increase In aluminum
concentrations In the tissues
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Help for Alaskan Alzheimer's victims

by S. J. Birdcall

During the course of Alzheimer s
disease il mav become necessary to
place the victim in a nurjing nome or
other caie facility

Numng homes m the state of
Alaska will generally accept the
Alhe«mer's victim lor care provided
he or she meets the normal require-
ments 10r dominance.

Nursing homes m the state who
say ttMry will accept Alzheimer's vic-
tims include;

« St Ann’s Nursing Home.
Juneau;

¢+ Wesleyan ~ Nursing  Home.
Seward:

+ Our Lady of Compassion Caie
Center. Anchorage;

+ Oenali Center in Fairbanks;

+ Pioneers* Home in Fairbanks.

Ketchikan. Palmer and Sitka.

The Anchorage Pioneers' Home
has m the past admitted people who
are suffering Irom Alzheimer's disease,
but thr home is currently not admit
ting Alzheimer* victims, according to
Donna Stephens, manager of the
Anchorage Pionet 'S' Home.

"We don't have the space or the
staff for them." Stephens said.

According to  Stephens, the
Anchorage home is planning to
increase services in order to provide
the Alzheimer's victim with the *best
possible” care.

"Our staff has been studying this
disease," Stephens said. "We're in the
process of training and improving our
program in this area."

Alzheimer's victims may also find
long-term  nursing  care some

Alaskan hospitals.
include:

+ Ketchikan General Hosoital;

+ Wrangell General Hospital and
Long Term Care Facility; .

+ Nome Hospital, and

+ Petersburg General Hospital.

According to Yvonne Foster,
director of the Daybreak Elderly
Daycate Center in Anchorage, in the
past two years about SO percent of
Day Bre/v's clients who have Alz-
heimer's have had to go Outside in
order to find placement in a nursing
home.

"It's very hard on the families to
send their loved ones Outside," Foster
said. "And unleu the Alzheimer's
victim s in the very last stages of the
disease, the move to the statci means

These hospitals

Alzheimer's victim: healthy

Depression, higher
alcohol go along with

[( person can-take over your life

l r---

She took what money there Wa> ‘Tn»ayhwetogo throught

and bought and sold neat estate.’
Clement-said that her mother
has enough money left to pay
for two more years of care, and
that before the end of those two

References for families

Tm  addition

Alaska’s only Alzheimer's family,3-6503.

supportgroup in Anchorage, '
Clement

bers of the

to'f o fonrivg remccm +
Tiheaswcinions tolll-vj JUJt don't believe that the Lord

and Tallman are mem-sThe
nationwide At-meets onthe second.and

i s /
J--1.?

ljr . -
family

maore contusion and another loss."

Foster said that many families
try to care for lheir failing family
member until a "breaking point"
is reached and immediate placement
into a home is necessary.

"Since many places in Alaska have
waiting lists, families have to turn to
nursmg homes outside the state in
order to find immediate placement,”
Foster sud.

According to Foster, the South-
central Counseling Center, of which
Daybreak u a subsidia'y, is working
to create a cottage-type care center
specifically for Alzheimer's victims.

Foster said the cen'er hopes to
construct the first o four care
cottages in 1985 but. she said, the
cottage concept it "still j dream."

\% : ¥'Mayba
' f>%%--—ypueb .as | should, | gues*.

«V»ould do It' to us twice. | just

support group don‘t believe that He would put
fourth uathrough hall twice."

Alzheimer’'s Glossary

Several useful references are avail-

able lor families or spouses coping
wilh an Alzheimer's victim.

+ AUheimer's Otease: A Guide
tor Families by Lcnore S. Powell and
K. Courtice. Addison-Wesley. Reading,
Man.. 1983,

+ The 36 Hour Day: A FamilK
Guide to Caring for Persons witl
AUheimer's Disease by Nancy L. Mace
and Peter V. Rabins. The Johns Hop-
kins University Press, Baltimore. 1982.

+ A Guide to AUheimer's Disease
for Family, Spouse and Friends by
Barry Reisberg. The Free Press. New
York. 1903.

+ The Nursmg Home Rating
Protect. Citizens for Improvement of

Nursing  Homes.

2349.

+ Q & A: AUheimer's Disease,
U.S. Department of Health and Social
Services reprinted by Alzheimer's

Disease and Related Disorders Associa-

tion, Inc., 360 N. Michigan Avenue,
Suite 601. Chicago, Illinois 60601.

The Alzheimer's Oitease and
Related Disorders  Association
(ADRDA) will also send upon request
a fact sheet on the disease, a recent
newsletter by ADRDA and an order
form for other educational materials.

Write the above Chicago address
or call ADRDA at 180016214)379.

1305 NE 47th,
Seattle. Washington 98105 1206) 634-

R
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Acetylcholine-A chemical compound active In
the transmission of nerve impulses. In the brains of
Alzheimer's victims, the level of choline acetyltrans-
ferate, an enzyme that stimulates production of
acetylcholine, is abnormally low.

Alzheimer's diieate-A disorder of the cells of
the brain, tho most common cause of severe intellec-
tual impairment in older individuals.

Alzheimer, Alois—1864-191B) A German physi-
cian who studied the relationship of changes in the
structure of the nervous system to disease, and who
first described the changes in the disease that carries
his name.

Brain enzyma-A protein that accelerates a
specific chemical reaction in the brain.

Nerve eell-A neuron, the basic unit of the
nervous system consisting of a cell body and its
threadl.ne extensions for receiving and transmitting
impulses.

Pfaque-A localized abnormal area found in the
bram of a person wirh Alzheimer's disease.

Tangle-An accumulation of abnormal fibers in

Teleconference on Alzheimer*! Disease jet Jury 31 .

A conference end a state-wide teleconference tpenwred in part by the AlzhiJmer's
Disease Family Support Group will be held July 31 beginning at 8:30 un, at the An-

, chorage Senior Center located at 1300 E. 19th. Formorelnformat|oncall3|-! -6706. -

I'1'sjrd;;

V[ -
N

VIW!

the nerve cells in (he cerebral cortex.

AOspitd from. 0 & A Althaimar'i Outta. U.S. Daoanmant
of Healthi and Human Samcat. 1981.



§ 44.21.200 A laska Statutes § 44.21.200

Article 4. Older Alaskans Commission.

Section Section
200. Older Alaskans Commission 230. Powers, duties, and limitations
210. Meetings 240. Definitions

220. Compensation

Sec. 44.21.200. Older Alaskans Commission, (a) The Older
Alaskans Commission is established in the Department of Administra-
tion. The members of the commission include

(1) the commissioner of the Department of Administration or the
commissioner’s designee;

(2) the commissioner of the Department of Community and Regional
Affairs or the commissioner’s designee;

(3) the commissioner of the Department of Health and Social Ser-
vices or the commissioner’s designee;

(4) the chairman of the Pioneers’ Homes Advisory Board appointed
under AS 44.21.100 — 44.21.130; and

(5) seven Alaskans selected on the basis of their knowledge and
demonstrated interest in the concerns of older Alaskans, appointed by
the governor in accordance with (b) of this section.

(b) After requesting from senior citizens’ organizations the names of
persons who are qualified for and interested in serving on the commis-
sion, the governor shall appoint the members of the commission under
(a)(5) of this section. Appointments shall be made by the governor to
assure representation of low-income persons and minorities, and rep-
resentation from rural and urban areas of the state, and to secure
statewide geographical representation on the commission. At least six
of the persons appointed by the governor shall be 60 years of age or
older. At least two of these persons shall be 65 years of age or older.
Each member appointed by the governor shall be aresident of the state.

(c) The persons appointed under (a)(5) of this section serve
overlapping four-year terms, and serve at the pleasure of the governor.
A member may be reappointed, but a member appointed under (a)(5)
of this section may not serve more than two consecutive terms or eight
consecutive years, whichever is longer.

(d) If a person appointed under (a)(5) of this section fails to attend
three consecutive meetings of the commission, a majority of the mem-
bers of the commission may request the governor to terminate the
membership of the memt r and to fill the vacancy.

(e) A vacancy in the membership of persons appointed under (a)(5)
of this section shall be filled by appointment by the governor. The
person appointed shall serve for the unexpired portion of the term. (§ 2
ch 79 SLA 1981)

Cross references. — For provisions Temporary and Special Acts
related to the commission’s initial mem- Editor's notes. — Section 13, ch. 79,
bership, see S 13, ch 79, SLA 1981, in the SLA 1981, provides: "INITIAL MEM-
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§ 44.21.210 State Government § 44.21.230

BER5SHIP AND MEETING OF COMMIS-
SION. (a) Of the seven public members
first appointed by the governor to the
Older Alaskans Commission under AS
44.21.200(a)(5),
(1) three shall serve a term of two years;
(2) twoshall serve aterm of three years;
(3) two shall serve a term of four years,
(b) In making appointments of the first
public members of the Older Alaskans

Commission under AS 44.21.200(a)(5), the
governor shall designate an expiration
date of the terms of members first
appointed in accordance with (a) of this
section.

(c) The governor shall determine the
date and place of the first meeting of the
Older Alaskans Commission: however,
that meeting shall be held not later than
September 13, 1981.

Sec. 44.21.210. Meetings, (a) The commission shall meet at the call
of the chairperson, at the request of a majority of the members, or at
a regularly scheduled time as determined by a majority of the mem-
bers. The commission shall meet at least six times each year.

(b) The members of the commission listed in AS 44.21.200(a)(1) —
(4) may not vote on matters before the commission. A majority of the
members of the commission listed in AS 44.21.200(a)(5) constitutes a
quorum for conducting business and exercising the powers of the com-
mission.

(c) The commission shall elect one of its members as chairperson,
and may select other officers it considers necessary. (§ 2 ch 79 SLA
1981)

Sec. 44.21.220. Compensation. Members of the commission
receive no compensation for their services, but are entitled to per diem
and travel allowances authorized by law for other boards and
commissions under AS 39.20.180. (§ 2 cn 79 SLA 1981)

Sec. 44.21.230. Powers, duties, and limitations, (a) The commis-
sion shall

(1) formulate a comprehensive statewide plan that identifies the
concerns and needs of older Alaskans and, with reference to the plan
adopted, prepare and submit to the governor and legislature an annual
analysis and evaluation of the services that are provided to older
Alaskans;

(2) make recommendations directly to the governor and legislature
with respect to legislation, regulations, and appropriations for pro-
grams or services that benefit elder Alaskans;

(3) encourage and aid the development of municipal commissions
serving older Alaskans and community-oriented programs and ser-
vices for the benefit of older Alaskans;

(4) employ an executive director who serves at the pleasure of the
commission;

(5) helpolder Alaskans lead dignified, independent, and useful lives;

(6) request and receive reports and audits from state agencies and
local institutions concerned with the conditions and needs of older
Alaskans;
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§ 44.21.240

A laska S tatutes

§ 44.21.240

(7) administer, with the approval of the commissioner ofadministra-

tion, federal programs as provided under 42 U.S.C. 3001

— 3045i

(Older Americans Act), as amended; and

(8) administer, with the approval of the commissioner ofadministra-
tion, state programs as provided under AS 47,65.010 —47.65.060.

(b) To accomplish its duties, the commission may

(1) review, evaluate, and comment upon state programs concerned
with the problems and the needs of older Alaskans;

(2) collect facts and statistics, and make studies of conditions and
problems pertaining to the employment, health, financial security,
social welfare, and other concerns that bear upon the well-being of

older Alaskans;

(3) provide information about public programs that would be of
interest or benefit to older Alaskans;

(4) appoint special committees, which may include persons who are
not members of the commission, to complete necessary studies;

(5) promote community education efforts regarding the problems

and concerns of older Alaskans;

(6) contract for necessary services;
(7) consult and cooperate with persons, organizations, and groups'

interested
Alaskans;

in or concerned with programs of assistance to older

(8) advocate improved programs of benefit to older Alaskans; and

(9) set standards for levels of services for older Alaskans for pro-
grams administered by the commission.

(c) The commission may not investigate, review, or undertake any

responsibility for the

longevity bonus program (AS 47.45.010 —

47.45.170) or the Alaska Pioneers’ Homes (AS 47.25.010 — 47.25.100).

(§ 2 ch 79 SLA 1981)

Editor's notes. — Section 14 of ch. 79,
SLA 1981. provides: "TRANSFER OF
PROGRAM RESPONSIBILITIES. The
following are transferred to the Older
Alaskans Commission in the Department
of Administration:

(1) the programs conducted under the
Older Americans Act, P.L. 89-73, as
amended, and the persons who administer
those programs in the division of adult and
aging services, Department of Health and
Social Services;

(2) the programs conducted under AS
47.65.010 — 47.65.060, and the persons
who administer those programs in the

division of adult and aging services,
Department of Health and Social Services;
and

(3) the Governor's Advisory Committee
on Aging.”

Section 15 ofch. 79, SLA 1981, provides:
"CONTINUING RESPONSIBILITY OF
THE DEPARTMENT OF ADMINISTRA-
TION. This Act does not affect the respon-
sibility of the Department of
Administration for the Alaska longevity
bonus program (AS 47.45.010 —
47.45.170) or the Alaska Pioneers' Homes
(AS 47,25.010 — 47.25.110)."

Sec. 44.21.240. Definitions. In AS 44.21.200 — 44.21.240, "com-
mission” means the Older Alaskans Commission. (8§ 2 ch 79 SLA 1981)



Eiderly care
expensive
In Alaska

By RONNIE CHAPPELL
Daily News reporter

Only the rich, the poor and
the lucky can afford the £48.-
000-a-year cost of nursing
home care in Alaska

Almost everyone else must
leave Alaska to find afforda-
ble long-term care, said Rod
Betit, director of the Division
of Medical Assistance.

Tne rich pay their own
bills. Medicaid takes care of
the poor. The lucky gain ad-
mission to state-run Pioneer
Homes.

Middle-class Alaskars are
caught between their retire-
ment incomes and constantly
increasing nursing home costs
that now average 84,000 a
month, Betit said. And even
when family members con-
tribute to the cost of care the
gap often is too wide to over-
come.

"It's e national problem,”
Betit said. "But the gap is
smaller in other states"
where nursing home care is
half as expensive as it is in
Alaska.

""For that reason, lots of
middle-class families end up
placing grandpa or g.andma
in a nursing home thousands

See Back Pape. NURSING

JCIU News
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Nursing home cost dilemma

Continued Irom Pape A-1

of miles from borne.

No one knows how many
are forced to leave the state,
Betit said. All that is certain
is that few are turning up at
Alaska nursing homes.

There are 550, non-Pioneer
Home long-term care beds lo~
) cated in hospitals and nursing
e homes around the state. Al-
most all — 90 percent — are
filled with Medicaid patients.

According to Betit, the oth-
er 10 percent are filled with
patients who will be Medi-
caid-eligible once they have
used up their assets paying
their medical bills.

Some middle-class senior
citizens do make it into state-
run Pioneer Homes. Many,
however, can't meet the 15
year residency requirement
and others must compete with
indigent patients — who
would be Medicaid-elgible if
they sought care at privately

operated facilities — for the
300 or so "skilled nursing
beds" available within the

Pioneer Home system.

For middle-class senior citi-
zens, Betit said, “there aren’t
a lot of choices.”

That fact has Betit and
other state officials taking a
hard look at proposals to
build new nursing homes in
Homer and Soldotna. Sixty-
bed facilities are planned in
both cities.

"Wby build the beds if
there are dol enough Medi-
caid-eligibie people to fill
tuem?" Betit asked hospital
supporters at a hearing in
Homer earlier this month.

Mike Herring, administra-
tor at South Peninsula Gener-
al Hospital iD Homer antici-
pates little difficulty filling
the £5 million facility that his
hospital hopes to open in
1988. The Homer health-care
facility just added 15 long-
term beds and all are filled.

Herring said.

“People who need the care
will become indigent,” he
said. "What happens now is
that the system requires peo-
ple to pauperize themst lves to
be eligible for it. They give
their assets away to ihe;.
children."

Liquidating assets isn’'t al-
ways enough. People who
earn more than S975 a month
cannot qualify for Medicaid-
funded nursing home care. A
survey of 1982 federal tax
returns revealed that about 60
percent of Alaska's elderly
residents had monthly income
above that standard, Betit
said.

To meet the needs of that
60 percent, health care provi-
ders must search for ways to
rnakt nursing home care af-
fordable, saio Richard Waller
of the Lutheran Homes and
Hospital Society.

Lutheran Homes wants to
open a nursing home in Sol-
dotna next year.

"We’'re looking at alterna-
tives to inpatient care,” he
said. Under one program,,
working people could leave
elderly family members in
the morning and pick them up
at night.

Another option, Betit said,
would be to require compa-
nies w'riting medical insur-
ance in Alaska to provide
coverage for long-term care.

That way the expense could
be spread over a large num-
ber of policyholders. The poli-
cy might not pay the entire
cost of a nursing home stay
but it could narrow the gap
enough to allow middle-class
families to keep elderly Alas-
kans close to home, Betit
said.

Companies are being forced
to provide coverage for long-
term care in other states, Be-
tit said. "It appears to be
financially successful."



Pioneer Homes and Alzheimer’s
an uneasy combination

Support group

w rlr answers

by Margaret Haight

The Alzheimer's Family
Support Gtojp i'f Alaska
brought both good news
ami bad to a workshop
held ai Ihe Senior Citizen's
Center in Kenai last week:
Senility is not an inevitable
pari of aging; but by Ilhe

year 2.0K) an euimated one
in ten adults over 65 will
suffer from Alzheimer's
type dementia.

Dementia, meaning “"de-
prived of mind"”, is the
most frightening aspect of
Alzheimer's for ihe victim
and the most painful for the
family. Labelled senility,
the dimming of the mind was
long considered a normal
pan of aging.

Today, however, medical
professionals and research-
ers insist it is natural to be
clear headed until ihe mon-
enl of death. *“Senility is
tint normal, senilily is adi-
sease called Alzheimer's"
is the sentiment echoed by
family support groups
around the nation. The
perspective is an important

(Continued on P»ir9)

pioneer Hemes and Alzheimers:
combination

an uneasy

Cocnnurd riom Ps|t 1)

one. Oivcen a glimmer
of hope, people will fighi
for a cure instead of
accepting menial deteriora-
tion as a sympton of aging.
The cause ofAlzheimers is
as yet undefined. What is
certain is thl il strikes the
elderly from all walks of
life, indiscriminanily.
Beverly Tallman and
Becky Clement, sistets from
Anchorage, watched helps
lcrMis as their mother's mind,
slowly clouded for five years'
before she was diagnosed as
having Alzheimer's. Frus-
trated by the lack of finan-
cial and emotional support
available (o Alaskans af-
flicted with Ihe disease,
Talhnan and Clement est-
ablished a non-profit sup-
port group six-months ago
and embarked 01l a rigorous
campaign to educate the
public about Alzheimer's

disease. "This is the only
thine we can do for our
mother now."” Clement
said.

Though about two mil-
lion mtdjle aged and elderly
Americans sulfer from
Alzheimer's, mosr iasumncc
polices and medicare bene-
fits exclude custodial care in
their health coverage. An
Alzheimer's victim may
live more than 15 years af-
ter the gnsei-of.thc_disease
becoming increavinly help-
less. Because of the length
of the d.vca<c. and the ¢ sts
of respite care. Alzheimer’s
often financially ruins both

~nvictims and their famnicj.—

‘Tli'nteni and lallnum did
they learned early on that
those holding the putse str-
ings of the state coffers knew
little or nothing about lhe
disease and llic plight of the
victim's families. Even Alas-
ka's five Pioneer Homes were
anequtpl 10 give the 24-
hour attention required by
Hie Alzheimer's suffer, and
routinely turned them away.
In lhtorv, the Pioneer

\llomes “of Ala'vkgjiroyideT
kt.vtc subsidized care impar-T
vally to all elderly Alaskans |
Abo meet the age and res- *

dcney requirements. But in
cality Alzheimer's victims
it poorly into the Pioneer
Tome system as it operates
oday. For those elderly who
ire capable of self-care re-
idence halls are available.
Sursing units serve those
hat require skilled nursing
or arc bedridden. But for
(he mentrily infirm, many
n of whom continue to
bejynb.ifotroy and may be
a danger 10 themselves or
s.~ncithcr alternative is
optimal.

Nelda Wythe, member of
the Alaska support group,
said that part of Iter mission
to the Peninsula Wednesday
was to ut. e Kenai tcsidents
lo plan fo. .ante kind of
intermediate cate facility if
and when a Pioneer Home
becomes a reality in the
area. Wythe said the
Pioneer Home system unin-
tentionally, but effectively,
excludes the mentally dis-
abled. She told workshop
participants that due to
limited spac- and high de-
mand lot hojsing in the
Pioneer Homes, a priority
system governing admittance,
was designated by stale law.

Pioneer Homes are split on Alzheimer’s

the current system.

She said ilic Alzheimer's
victim might eventually find
placement in a hoitea Home,
but only after a tragic series
of events.

"You place your elderly
relative in a private home
until that individual's re-
sources arc exhausted, llic
(amity's rcourccs are ex-

As space becomes available
applicants with the greatest
financial need are accomo-
dated first, second priority
goes to lhe physically dis-
abled, and third to those in
lhe residentail wing that ate
in need of mate intensive
care, Wythe said.

Unable to gain entry into
lhe Pioneer Home system,
Wythe said many Alzheimer's
suffcrcs are placed in private
homes at an avrtage cost per
day of S121 in Alaska.
"The nature of the system
simply pauperizes lhe indi-
vidual and the care-giving
families,” Wjihc said. She
said financial assistance to
minimize the discrepancy in
cost between the Pioneer
Home and private care
would alleviate much of
the problem and might
prove more economical
than trying (0 establish
special care units for lhe
mentally impaired in exist-
ing Pioneer Homes.

“Significant numbers of
lhe least capable ciders in
the state are excluded from
state aid,” Wythe said of

(Continual on Back Page)

hausictl. ntcd'caid is ex-
hausted, then—dclcatcd in-
digent—they'll go to the

head ol the priority list fpt
Pioneer Homes," Wythe
said. "It's acatch-22."
Donna Stephens, manager
of the Anchorage Pioneer
Home, said the system has
nescr discriminated againcst
the menially infirm. Site said
15 of the current Anchorage
residents have Alzheimet's
type disabilities.  Stephens
said priority over beds in the
facility is governed first hy

financial need ami secondly
on overall nccsl including
social, mental, physical and
emotional considerations.
"Rut there are only a fin-
ite number of resources. If a
person's safely cannot he in-
sured they can't he ac-
cepted,” Stephens said.
When Stephens became
manager of the homo jn pch-
ruary she said she attempted
to evaluate how well differ-
ent groups of people were
being cared for. She con-
cluded that heller services
sser: needed for those with
Alzheimer's type disabilities.
During the (985 fiscal year
Stephens said site will petition
the legislature for additional
funding lo increase nursing
care throughout the home.
She said one of her specific
requests will be for funding
of an Alzheimer's special
care facility. Stephens said
ilic space for such a facility
is already available, hut
staffing is expensive.
Stephens said the Anchorage
home will continue to accept
those with dementing ill-
nesses as staffing allows.
l.asl year the Divxion of
Pioneer Benefits came under
fire from advocates for the
mentally disabled elderly.
Regulations were being
drafted govcrinirg all as-
pects of the Pioneer Home

syslcm. hut a preliminary
drvbs of - rHinticte rnenx

lo Z\ vy j

n{services 10 athers.

Kdfcr suJ inflowing a ixiNic
hearing and input from many
individuals the language of
the clause had been modified.
Keller declined to he specific
about changes in the winding
hut tie said. "W e have heard
those people, and their con-
cerns have been addressed in
the final draft.”

Kclicr said Itis department
has hern attacked by those on
three scivuatc silos of the Kmc
of witnm IVxica Hanes shatkl
serve. He said some feel it
is immoral for the homes lo
serve those that ate not in
need of financial 0! medical
assistance. Others feel (he
homes should he reserved for
seniors who arc somewhat
ndcpcendcenl. as (hose living
in ilic residence units. They
argue that the Pioneer Homes
should not he turned into
nursing homes. Anti lastly,
there arc those who believe
some sort of special accom-
odations should he cJah™hcvl
fo> lhe mentally infirm

"At no point can we make
achoice without offending at
least two ol these groups.”
Kclicr said. "W e’re not going
to try to do il (make de-
cisions) on a discasc-si*-ihe-
month type concept.”

Keller poinlcd nut thai
Ihe cuttenl appeal process
for applicants who are not
accepted into a Pioneer
" *-arlv spelled

illness can't wail. Clement
said since June three people
from the 6f>member Alaskan
support gioup have given up
on receiving help in their

home stale and gone outside.

Tlic latest of these emi-
grants. she saitl, involved an
extreme hut not unusual sit-
uation. Clement saitl she liad
been trying lo aid a man
whose wife was in the ad-
vanced staces of Alzltcimcr's
Grace had been on a Pioneer
Home waiting list for two
years and her husband Joe
had meanwhile exhausted an
other avenues in seeking care
for her in Alaska. Grace
Itatl frequent silent oulhiuvlv
and Jt-c liad pailltvked all the
the cupboards, doors and the
refritigeralor lo resttain Itct
destructive impulses.

"l went lo bed at night
wondering if one of them
would’ve dead in the morn-
ing,” Clenient said. Ilic last
lime she phoned the home to
ask lkiw tiling, woe going, Joe
said lie had locked himself
in his bedroom 10 escape
his wife.

Clement phoned a .Seattle
support gtonp and explained
the emergency situation.
The Seattle group placed
Grace in a home within three
days and the couple moved
from Alaska after nearly
four decades o f residence.



A history of Alzheimer’s

Alim Alzheimer, a Gentian
scicniisi. first described the
disease in A'l-'car-
old woman had come lo him
seeking treatment for her
Increasing disorientation and
memory loss. Her prohlctn
was later complicated hy
depression and hallucina-
tions, and eventually, in a
sevyrly demented state, she
died.

The patient’s brain was

Alzheimers
History

(Continued from Frocii Pfc/t)

The Cat scan, a monu-
mental breaklhrouph for
neurology, allows medical
professionals 10 examine the
patients brain, section by
section, through the use of
x-rays, and to eliminate brain
turnon and other disorders
ai possible causes of mental
impairment.  Another ex-
citing new iool which pro-
mises to prove invaluable
in Alzheimer's research, is
called positron emission to-
mography (PET). Glucosr

(CotKiBticd on P4/T 3) *

Alzheimers

History
(Cooiibvrd tftxn h|« Ad)
.(sugar) is the primary source
of brain energy, according
to Louis Sokoloff of the
Laboiatorv of Cerebral
Metabolism, at the Univer-
sity of Pennsylvania. The
‘erate of cerebraj uptake of
glucose, therefore, is adims
measure of activity in any
given region of the brain.
In a PET scan, the subject
is injected with a radiooa-
ivdv marked analogue of
glucose that becomes trapped
in ihe brain because it can-
not be metabolized. Ex-
ternal counlets on the skull
measure the small amounts
of emitted gamma radiation,
indicating the amount of
brain activity during
sleep, sensory stimulation,
and disease states.

found to he atrophied and
Ihe outer layer of the brain
showed microscopic tangles
of fibers in the nerve cells.
These jumbles of filaments
have since become the tell-
tale sign of Alzheimer's
disease.

Little is known about
what causes the brain lo
begin lo deteriorate. Dia-
gnosis is most often based
on the presence of sympto-

diagnosis of Alzheimer's is
possible through biopsy, done
by removing a piece of the
skull and extracting a sample
of brain tissue to be exam-
ined for the hallmark neu-
rofihrillaiy tangles. While
elimination of other poss-
ible causes is important,
positive diagnosis of Alz-
heimer's is costly and of
little use since no cure in
currently available.

matic behavior. Specific

Post-mortem cramination .

of brains ravaged by Alz-
heimer's has shown lower
thao normal quantities
of chlorine aciyltransferase,
an enzyme used in manu-
facturing acetylcholine.
Acetylcholine is an impor-
tant neuixxransmmr for the
functioning of memory.

Dr. Peter Davies, of the
Albert Einstein College of
Medicine in New York City
irx- 1 Ihe source of ace
[} oline 10 a portion of

brain called the neu-
clcus basalis. He found that
in autopsies of people be-
lieved to have suffered from
Alzheimer's about 73 per-
cent of the acetylcholine
producing cells in the neu-
cleus basalts had been des-
troyed. Researchers were
encouraged by the similari-
ties of Alzheimer's and
Parkinson's disease, which
is caused by deficiency of
the nrurottansmmecr do-
pamine. Doses of the en-
zyme L-Dopa have resulted
in significant improvements
in the neural functioning of
Parkinson's viaims Though
results have not been as
dramatic in the case or
Alzheimer's sufferers, the
drug physostigmine has been
shown to increase brain,
levels of acetylcholine by
about 10 to.2f petcent in
one. out of thtee victims!
with corresponding improv-
menu in memory function-
ing.

(Continued on P*|e i

Lecithin, an enzyme wttn
many similarities to choline,
occurs in many foods and
has also been examined as
a possible nutritional treat-
ment for Alzheimer's. Ti
date there is little evidence
that memory, mood or be-
havior of Alzheimer's pat-
ients is improved by lecithin.

The quannty of aluminum
panicles in ihe brain rises
in most people with age. but
higher than expected levels
arc found in thr brains
of Alzheimer's victims,
leading researchers ro specu-
late on the relationship be-
tween aluminum and mental
functioning.  Aluminum is
present in large Quantities in
the natural environment,
making exposure inevitable
but studies indicate that
aluminum exposure does not
lead to dementia. Experi-
mental use of drugs which
eliminate aluminum from
the body have had little pre-
limtnary success as
Alzheimer's treatment. Many
researchers now believe
high levels of aluminum
are the effect rather than
the cause of Alzheimer's
type dementia.

Anolher theory ol Azhei-
mct's causation is a mal-
functioning of the body's
immunological system.
Some of the pit pins used
by the body to fight infect-
ion have shown abnormal
levels in Alzheimer's pat-
ients. Scientists suspect lhe
body's defense system, de-
signed to battle alien cells,
sometimes goes awry and
attacks body tissue.

perhaps the most contin-
ently sighted cause of Alz-
heimers, heredity, has
offered researchers some
clues. An adult's chances
of developing Alzheimer’s
ate 'bout one or two in
a 100 at age 65, but odds
increase Tour-fold if a close
telilive has the disease,
kvnh supped up research
tn the family histories of
Ivizhoma's patients, another
enettc link has become
ragically visible.
Jzhoma s family inertberr
iCoduaucU on twev fun

Alzheimers

History
(Continued (tom Page 31

arc found (o have up lo
Id limes greater risk of
giving hirllt lo u Down's
Syndrome child. The syn-
drome is known lo ho the
result of a genetic defic-
iency, and victims who live
lo lhe ape of 35 show ncu-
tolihttlaty (angles similar lo
(hose found in Alzheimer's
Speaking on a video (ape
shown al a recent
Alzheimer's workshop in
Kenai, Dr. Davies estimated
dial (lie cause of Alzheimer's
disease would Itc dearly de-
lineated in ahottl five years
and a cure in sight within

(cn.



Alzheimer's creates emotional and financial burdens

bv Mafgairl Lin*hi

"1 pill Imki and dead
bulls on lIlic door, nol lo
keep burglars and siiangcrs
ini, bill to keep John in,”
Maiion llvlcn ‘'id, avcr-
img her eves rno.ncnlarily
and groping for siiengih lo
lalk ahoul an illness lhal
steals a bit of her husband
tlav by day.

loltti bad not occn him-
self lor nearly 15 ye,its.
lint last tail, at Iter wits
end. Marion took hint tn
Seattle where lie was
diagnosed as having

Alzheimer's disease; a life
sentence vhatailarizcd by a
relentless and irreversible
deterioration of the mind.
As a voting man, John
cante lo Alaska in in;)
He traveled mound the
stale immersing himself in
the things lie loved best,
freedom and the outdoors.
Matinn was employed as a
ntnsc in Anchorage when
she met John. * He was a
good looking man,”
Marion said, with an in-
scrutable smile hinting

John and Marlon Hylen came lo Ninilchlk In 1948.

simultaneously at hap-
piness and sorrow.

They were married and
came to Ninilchik in 1148
lo hnmeslcad 160 acres and
raise two boys. Sometimes
John Mill talks cohcicntly
of those early days and
mentions Marian's name,
as though she too is just a
memory of the past. Ils
docs nol connect his
pioneer wife with the older
woman who now cares for
him constantly, bill is an
unknown slrattg.’t in his
house.

"1fe knows my fate, lie
knows | belong there, bill
he doesn't really know who
I am," she said.

John was good with his
hands. He could fi*
anything He built Itis
family's home and filled it
with elegant hand crafted
fitriiiliac. lhe walls are
dceoraird with oil pain-
tings done by John during
a younger era.

Sometime in the caily
seventies, Mation recalled,
John pul away his paints
and brushes without ex-
planation. In Iter mind lhe
day is matked as lhe
beginning of lhe end.

John became less and
less himself, friends slop-
ped entiling tn visit, and
Marion shouldered an in-
creasing burden of respon-
sibility which had once
balanced between her and
John. All properly and
assets were listed in both
tlicit names, hui John
could no longct sign ltis.

"1 was on my own and
there was no one to lalk
lo," she said. Mation
hesitated in seeking foil
pitwct_of_allnrncy ovet

John's affairs. "It was like
saying lie was gone,” she
said

Alzhciinct's victims of-
cn remain physically well
long alter they have
become mental invalids.
John would wander away
from the house at any lime
of (lav nr night. Marion
couldn't leave him alone,
yet something as simple as
a trip lo the grocery stoic
bad become an ordeal. If
she turned Iter back for s
second he would disappear
and Marion would give tp
the shopping trip ta
frustration.

John was equally
frustrated. Some mcs lie
would struggle to tell
Marion something, hut
only manage to tiller. “ |
just can't say it."
Sometimes he cried. h'.iny
Alzheimer's victims vent
their frustrations in violen-
ce, and though John had
never harmed her. Marion
svas frightened by his un-
predictability. Locked in
the house with him at night
she sometimes slept in a
living room chair to avoid
letting herself he cornered
when lie stood in a door-
way.

Finally, Marion decided
to combat the loneliness
and exhaustion brought
about by her 24-hour vigil.

“ 1 said to ntysclf, cilltci
you're going to go under
or you're going to survive;
and you better make up
yotti mind."

| isc years ago at the age
of 67, Marion began 1
career as a real estate
brokrr, She set up a small
office nest door to the
house, found a caretaker

for John, and hired a
sccrctaty; as much for
someone lo lalk lo as
anything else, she saitl.

“Well, il saved me. lhal 1|
had something else,"
Marion said, lint the
downhill cotitsc u(

Alzheimer's matched m.

lunch with him lie might
ask, "Aren't you going to
feed Tncsc other people?”
One night on his way lo
bed John informed her
there were three strangers
silling on the couch in the
living room and said.
"Why don't you throw

"Marion tells me those
people aren't there, but 1
know belief.” Deciding
that he. denials only con-
fined him and caused him
tn mistrust her. Marion
now pretends with him.
"W it,it difference does it
make now," she said.

John began to intaeir.e hr
saw people in the house.
11c could describe them in
vivid detail and when
Marion came home to hasc

Alzheimers
Victim
(Conuos-rd trout Front Pijc)

li Instead. In his attempts,
lo fix broken machinery
(hat used lo present no
challenge 10 him, John
began lo ruin rxpemive
tools.

Stripped of his talents
one by one, he began to
spend most of the day in-
doors sleeping or h aking
al magazines. One of the
crudest tricks of
Alzheimer's is the
momentary lilting of (he
fog. "Sometimes he ac-
tually reads.” Marion said.
But the clarity is always
temporary. Marion might
find him later holding a
book upside down and
looking at it blankly - the
caprices of the disease
making u cruel mockery of
a once dignified man.

Marion does whal she
can to salvage the vcs iges
of what he once was. She
makes sure he always has
some cash and a knife in
his pocket to remind him
of decades of self-reliance.
"He loses one (knife) and
1buy him anolher one,”
she said. “ You just can'l'
lake those things away."

those bums net.” Until
recently she had insisted lo
John that there was no one
tlicic.
said to Itis caretaker, Nikki,

hut one day John

Last Autumn John em-
barked on one of the
severe mental plunges that
ere typical of Alzheimer's
disease. He had difficulty
feeding and dressing him-
self, " If he couldn’t gel a
button open he would use
his knife and cut it off,"
Marion said. "Zippers are
horrendous; if he can'l
make them work, he'd just-
as-soon rip lhem out."” He
began so misjudge the
position of chairs, falling
when he tried to sit down
He was sometimes incon-
tinent. Marion took John
to Virginia Mason ir Seat-
tle. "They put a name to
il," -she said, alter years of
noi knowing why her
husband's mind was slip-
ping away. -

During a recent aftei-

noon visit John sal quicily
in his . Jiving ' room,'
surrounded by ihe lovely®
arnfacts of his once active
mind and hands His eves
ate the same striking biuc
as Cook Inice which
forms a backdrop to the
view from a window
behind him. He rises,
shakes the visitor's hand
and smiles warmly.,.a con-
vincing mirage of Ihe per-
son he was. Bui Mation
said just that morning hr
had come to her weeping
and asked het to zip hit
coal. 3he asked him wh]]|
was the matter and he
rrolied, “1 want to go
home."

John had been ar avid
gardener for years, but last
season he leil the weeds
and pulled up healthy plan.

(Continual OP Pslts t|

The stress and constant
demands ol the disease of-
ten usher the spouse into
death years before lhe vic-
tim. John has been on a
waiting list for a pioneer
home for two years. Bu|
even with his 33-yca(
residency status. Marion
said she has little hope of
his being admitted with his
need for round-ihe-clock
care Her sons urge her to
consider a private home.
One of lhem told her
recemly, "I don't warn to
lose both of you, Mom."

John slill thows glim-
mers of recognition when
his family is around him
and he is calmer in the
house where things have
remained purposely un.
changed for years. But,
Mation said, when she is
sure he no longer derives
any comfort from the
fnmiliarity of his family's
faces...il may be lime,



Senator \ nc Fischer

Alaska State Legislature
Pouch V < luneau, Alaska 99811 « (907) 465-4954

I am requesting that you schedule a hearing for SB 117 at your earliest
convenience. Attached are fiscal notes frcsn the Older Alaskans
Commission and the Department of Health and Social Services, a recently
completed report from the Alaska Alzheimer®s Family Supporrt. Group, and
other descriptive back-up materials.

This bill calls for the development of daycare centers to provide
quality care for Alzheimer®s victim and respite for families of victims.
Daycare centers are inexpensive and efficient programs that can provide
needed stimulus, social interaction, and care for the disease victim.
The Older Alaskans Commission would provide .Alzheimer®s daycare centers
in various parts of the state.

This program provides needed financial and emotional relief for those
Alaskans and their families that are neither rich enough to afford
thousands of dollars a month for essential care, pool enough to be
eligible for Medicaid, or lucky enough to have the Alzheimer®s victim
reside in a Pioneer Heme.

A diagnostic service, based in Anchorage, is also proposed- Because of
the simil.iarity to other disease™s symptoms, there have been many
instances of misdiagnosis. Many would-be Alzheimer™s victims actually
have another illness that may be treatable, or may just be showing
normal age-related forgetfulness. Proper diagnosis is needed, in order
to reassure these older Alaskans that these symptoms are benign and to
properly diagnosis Alzheimer®s and other diseases.

The states of Washington and California have adopted similiar programs.
Washington has funded demonstration projects for adult daycare.
California has in place a $4 million program that provides diagnostic
sendees, daycare centers, and funding for Alzheimer family support
groups.

Alzheimer®s is a disease that to must take action on today to relieve
not only the patient, but also the family. The types of preventative
health care described in SB 117 are critical to the dignity and

lifestyle that the state government can provide to our older citizens.

buring Interin » 1024 W, 6th Avenue, suite 201C -Anchorage, Alaska 99501 (907) 278-3654



PROBLEMS AND NEEDS OF THE ALZHEIMER'S DISEASE AND RELATED

DISORDERS VICTIMS AND THEIR FAMILIES IN ALASKA

BY
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Aizheimer's disease is a little- known but remarkably common
disorder that affects the cells of the brain. This disease produces
intellectual impairment in adults. The experts use to believe that the
disease occurred mainly in persons under age 65. However sinre the late
1970's researchers began to recognize it as the most common cause of
severe intellectual impairment in older people as well.

The fact that many people have never heard of Alzheimer's disease
does not mean that it is arare illness. Many individuals who have the
disease never receive the precise diagnosis. The only sure way to diagnose
Alzheimer's disease is by/””orming an autopsy. Pathologists find
scattered throughout the cortex, groups of nerve cell endings degenerate
and disrupt the passage of electrochemical signals between the cells. The
areas of degeneration have a special appearance and are called plagues.
Another change in the brain occur in the proteins of the nerve cells ,
leading to an accumulation of abnormal fibers called tangles. The larger
the number of plaques and tangles, the greater the disturbance seems to
be in the intellectual function and memory .

NATIONAL STATISTICS

The best current estimates indicate that more than three million North
Americans may suffer from this disease. After cancer, heart disease and
stroke, it is thought to be the fourth most common cause of death.

The problem is that AD. is not usually listed as an official cause of
deab'i on death certificates, which leads to inaccurate statistics about
the incidence of Alzheimer's Disease. This disease occurrs in three
percent of the population over age 60, and in more than 20 per cent of
those over age 80. It is estimated that in just, fifteen years (by the year
2000) one person in ten over the age of 65 will be avictim of Alzheimer's
Disease or Related Disorder.

THE SYMPTOMS

In the beginning the symptoms are almost imperceptible and are often
mistaken for emotional upsets or other physical illnesses, However, the
person becomes more forgetful, especially when asked to remember most
recent events. As the disease progresses, memory loss worsens and
confusion, irritability, restlessness, and agitation begin to appear.
Personality , mood and behavior changes also take place. Judgement,
concentration, orientation, and speech is affected. The symptoms are
progressive, and show many different patterns in the type, severity, and
sequence of changes from person to person. Most commonly the decline is
over many years, 2 to 20 years, in some cases.
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ALZHEIMER'S DISEASE IN ALASKA

During the period March 1, 1984 through February 25, 1985, The
Alzheimer's Disease Family Support Group of Alaska has identified
three major areas of concern.
1. How many victims of Alzheimer's Disease and Related
Disorders are living in the state?
2. What are the living situations of these victims?
3. What will the needs be for the future?

During the period March 1, 1984 through February 25, 1985, 412

senior citizens in the state of Alaska have been identified as having

Alzheimer's Disease or a Related Disorder (ADRD). Of the 413 seniors

identified as having ADRD, it is signficant to note that 161 seniors are

residing in their communities while 252 seniors are living in institutions
throughout the state. (see attachments)
Let us for a moment consider what are some of the needs of the

victims and their families .

1 Most know little or nothing about the disease.

2 Victims of this disease are subject to safety hazards, malnutrition,
elder abuse and neglect, financial exploitation, and medical
Nattendance.

3 The victims who are living alone are especially vulnerable to all of
the above. " Mother was diagnosed in 1979, | was teaching
school at the time. | checked on her each morning and then
went off to school wondering if she would leave the stove
on and burn up her house. | worried about who might come
to the door and how she might be influenced by strangers.
| was afraid because she still wanted to drive her car.
Would she get lost and where would | look for her?

Finally | was able to talk to my principal atjut the
problem. Mother came to school with me every day until
school was out and began doing simple tasks in my
classroom. The next fall | resigned from teaching after
nine years, authors personal experience.

4. The victims who are living with spouse or family present worry
and untold stress to those who are caring for them.

" 78 year old man roams around village causing worry on
the part of the neighbors. He lives with son and
daughter-in-law and teenage children and this is causing
resentment on the part of the children.” From rural
guestionaire - Cordova



5. The victims need to have a proper diagnosis in order to rule out
psuedo dementias and proper medical attention by ac ctor who
knows and understands the behaviors exibited by these individuals..
See attached - List of reversible causes of Mental Impairment

6. Families need assistance to prevent elderly abuse. Caregivers are
not educated about the disease and therefore do not understand
behavior patterns and the ways of dealing with the abusive situations
that can occur. Most victims are isolated and the families become
confined to a home that is half prison and half nursing home. One
daughter reports about her 82 year old father. “ He often wants to
tear up things, move things around and break things. From
questionaire Juneau.

7. Victims must have a stable, consistant living situation that will help
preserve the dignity, security and independence of life . "1 knew |
could no longer care for my husband in our own home in Kenai.
He was so confused and | was under tremendous stress trying
to meet his needs. We applied for residence in the
Anchorage Pioneers' Home.  Nickcango to the Daybreak
Day care Center during the week. lam so thankful that |
did not have to place Nick in a nursing home . This
arrangement allows us to still be independent and offers
security to me. Elsa Weiler - Pioneers' Home Anchorage.

8. The ADRD victim and families need avariety of in-home support
services in order to continue to care for their loved ones at home as
long as possible. In-home care services could reduce the cost of in
institutionalization to the state significantly." Consider the
example of adult day care . Adultdaycare service for a full
year costs approximately $ 9,100. Incomparison, 80% of
Alaska’'s nursing home residents are Med'aid eligible and
the February 1983 average per diem rate for nursing home care
totaled slightly over $44,326 per year. Jon Wolfe , Older Alaskans
Commission, Testimony on HB 124. Feb. 8, 1985
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9 Families find it very difficult to get through the bureaucratic madness
in order to receive the badly needed '*'-home support services.
"Disabled and elderly persons wp< do not live in institutions
find they must interact with the funding bureaucracy of
different funding sources for every service they receive.
This entails meeting different eligibility requirements,
completing separate application, and often undergoing
multiple assessment evaluations. In Anchorage, a disabled
person needing assistance might apply for social security
disability at the Social Security Office, food stamps at the
local State Public Assistance Office. Homemaker support is
available after it is authorized by a State Social Worker at
the Family Youth Services Office and an assessment of need
is completed both by the Social Worker and the Homemaker
program. Authorization to use the transportation system for
senior transportation system would be obtained at the
Municipality of Anchorage Senior Program office. The
individual might also put his or her name in at the local
Alaska State Housing Authority office to be put on the
waiting for subsidized, barrier-free housing. If physician
services and medications are required, Medicare or Medicaid
might assist with the bill of the eligibiltity criteria met
and the appropriate forms are filed. The problem isr t
number of programs available, but rather accessing th<
service in time of need. Unfortunately, the requirements and
criteria for medical and social services do not intermesh,
but instead overlap or leave huge gaps between services”
Donna Stephens reports in *The Continuum ;. . ..m Term Cce in
Anchorage, October 1982"

10. When the victim can no longer stay at home and be cared for by the
family, care facility which would meet the needs of the ADRD victim
IS not available in Alaska at this time. It is the opinion of the
families that the traditional skilled nursing home does not meet the
needs of the ambulatory ADRD person in particular. " When Mother
went to live in the nursing home, she could walk and talk.
She could play the piano and sing. After two months, she had
no glasses and no teeth, and each time | went to see her she
was restrained in her wheel chair or so over medicated that
she was unable to talk with me . These feeling were expressed
during an interview - /nchorage



11. The financial burden which comes with the cost of institutionalization
Is very excessive for all those families when the victim does not
qualify for state Medicaid benefits." My father lives with us now.
He could not take care of my mother any ionger. We tried to
have them both live with our family, but then we couldn't
take care of her either, after about six months. My father
pays $6,000 a month for my mother to stay at the hospital
here in Kodiak. They have a few beds for long-term care.
The thing that bothers me most is that she is so restricted
all the time." A daughter of an Alzheimer's victim conveyed her
feeling during a telephone interview. - Kodiak

12. Another major area of concern is that there seems to be no facility
that is able to take an ADRD victim in an emergency. If the family
comes to a crisis point in caring for the ADRD person, there needs to
be some facility that could meet this immediate need, " One elderly
man had been caring for his wife for three years. She became
very combative and was no longer able to attend the adult day
care with other ADRD persons. The elderly husband was
forced to keep his wife at home with him 24 hours per day.
the husband had to put locks on all the cupboards and the
refrigerator. He had to lock her in her bedroom at night for
fear that she would wander out of the house during the night.
She had been picked up by the police several times and taken
to API. It was not unusual to see scratches and bruises
where she had struck out at him in her confusion. The
husband was not able to find placement in Alaskj even though
she was a”™ong-'time Alaskan. The only help that the man
received was from his sister and the Alzheimer's Family
Support Group of Alaska and Seattle. A placement for the
with was finally made in Seattle because of the cooperation
between the two support groups.” Personal Experience, author.



13. When families have presented their financial concerns as well as
expressed their frustration about adequate placement for Alaskans
in nursing home or Pioneers' home , to those official in high level
state positions, they frequently are asked/'Don't you have family
living outside who can help you find placement where the
cost of long term care is not as great?" telephone interview
Seward Alaska.

A recent article in the Anchorage Daily Mews further illustrates the
growing financial needs concerning elderly care.

Only the rich, the poor and the lucky can afford the
$48,000-a- year cost of nursing home care in Alaska.
Almost everyone else must leave Alaska to find affordable
long-term care, said Rod Betit, director of the Division of
Medical Assistance. The rich pay their own bills . Medicaid
takes care of the poor. The lucky gain admission to
state-run °ioneers' Homes.

Middle- class Alaskans are caught between their
retirement incomes and constantly increasing nursing home
costs that now average $4,000 a month. Betit said. And even
when family members contribute to the cost of care the gap
often is too wide to overcome. “ It's a national problem."
Betit said. “ But the gap is smaller in other states where
nursing home care is half as expensive as it is in Alaska."

For that reason, lots of middle-class families end up
placing grandpa or grandma in a nursing home thousands of
miles from home.

No one knows how many are forced to leave the state,
Betit said. All that is certain is that few are turning up at
Alaska nursing homes." January 21,1985 by Ronnie Chappell



Alzheimers Disease and Related Disorders in Alaska

A Summary of Needs

by
Rebecca Clement

The needs of the Alzheimer's and Related Disorder Victims are great.
The families who care for them are being asked to bear the stress and the
exhaustion as well as the full financial resposibi lity for the care that is
required. No family should be made to keep the ADRD victim at home with
them longer than they can physically and well as mentally cope , just
because of the great financial costs. It becomes a breading ground for
elder abuse. The incapacitated victim is also abusing the caregivers and
this creates avicious cycle of abuse in the family. "The rich pay their
own bills. Medicaid takes care of the poor. The LUCKY gain
admission to the state run Pioneers' Homes."

Families find it very difficult to get through the bureaucratic
madness in order to receive the badly needed in-home support services, if
they are available in the community. Any time the ADRD person, frail
elderly or the handicapped can remain in the home, it is of emotional
benefit to the victim as well as financial benfit to the state. Some of the
following could be very helpful to the victims and families: Adult Day
Care, Chore Service, Client Finding .Escort Service, Health Maintenance
Activities, Homemaker Services, Meal (Home Delivered and Congregate),
Outreach, and Referral. It is the hope of many ADRD families that a boost
in the budget for the Older Alaskans Commission , which provide the
financial support for these services, will happen during the 1985 session.

When the ADRD victim is institutionalized, it is the sincere feeling of
families that the ambulatory victims’ needs are not being met within the
traditional skilled nursing home setting. Far ~“frequently, they are
restrained in wheelchairs, or are being over-medicated so they will not
wander around. They are made to conform to the needs of the
facility, rather than the facility responding to the needs of the
ADRD victim.



It is evident when reviewing the data collected by the Alzheimer's
Family Support Group, that the incidence of ADRD is found throughout the
state. Information from 29 communities indicates that there are 161
persons afflicted with ADRD who are living in their communities with
caregivers and families. Data also indicates that 252 possible ADRD
victims are living currently in institutional settings around the state.
These current numbers safely tells us that indeed there are at least
413 probable cases of ADRD in the state. These figures do not include
areas of the state that the Family Support Group has not been able to
survey. These areas include some of the following; Northslope Borough
other than Barrow, Bethel and outer villages of the area, Dillingham and
King Saimon area ,Aleution Chain, Outer villages of the Nome area,
Southeast other than Juneau. | would estimate finding another 20 to 30
victims in these areas.

The Family Support Group conducted Alzheimer's Disease Educational
Workshops in Juneau, Anchorage, Fairbanks, and Kenai in an effort to find
out how many victims were living in the state, what were the living
situations, and to determine the needs of the future concerning ADRD
victims.

This year the Alzheimer's Family Support Group will be conducting ten
more workshops around the state. This is supported by a grant from the
Older Alaskans Commission. These workshops will be located at Tok,
Kodiak, Cordova, Kotzubue, Sitka and Ketchikan, Sand Point and Unalaska,
Pribilof Islands and Kotzebue, with updates in Anchorage and Fairbanks.
It is hard to estimate just how many afflicted persons the Family Support
Group will find after presenting these workshops . | would estimate
finding another 100 ADRD or more during the coming year. We will also be
paying close attention to the needs of the Frail Elderly who are living in
the communities and need the support of families as well as community
based services in order to remain at home .

The time has come when families are asking the public and private
sectors for more help ( financially as well as emotional support)
in caring for their loved ones. Families will be insisting that their family
members be allowded to remain in this state when institutionalization is
required. Also families will become more in need of in-home support
services and adult day care programs.

Alaska now has approximately 24,000 person age 60 and older. We
must start planning now for the care these individuals will require in the
future. The October 1984 edition of Science 84 states. “By the year
20Q0 Qne -Q.f £YEHY .liLadults over the age of 65 will be avictim
Of Alzheimer's Disease and. Related. Disorder."



ALZHEIMER™S DISEASE FAMILY SUPPORT GROUP

OF ALASKA

During the period March 1. 1984 through February 25, 1985, 413 senior citizens
in the state of Alaska have been identified as having Alzheimer®s Disease or a
Related Disorder.

These individuals were identified through a public awareness campaign conducted
by the Family Support Group. The support group grew out of the local ADRD Day
Care program. In March 1984, three individuals from the group paid for an ad
which requested that people who knew someone with ADRD to call. That ad re—
sulted in calls from interested people from all over the state. This interest
generated an enthusiasm and awareness for the need for up-to-date and ongoing
information : support and services. Since March 84, a core group of six Iin—
dividuals have spent 1776 volunteer hours in providing information, referral and
client advocacy. The six individuals are all in the position of being a primary
caregivers to ADRD victims.

SOURCES AND RESOURCES
1. Newspaper advertisements, March 1984
2. Referrals from Daybreak Alzheimer"s Disease Day Care Center

3. Referrals from Senior Ombudsman, Older persons Action Group,
Public Guardian®s Office

4. Responses from notices placed in Pioneers®™ Homes, Nursing Homes
and letters to physicians

5. Television talk show programs, Channels 2, 11, 13, and 7

6. Newspaper articles, Senior Voice, August 1984

7. Questionaires received from rural areas after the July 29th
teleconference, Alzheimer®s Disease, Now What Do We Do? See
Addendum D.

8. Questionaires received from workshops presented in Anchorage,
July 29, 1984; Juneau, August 29, 1984; Fairbanks, September 21,
1984; Kenai, October 24, 1984

9. Meeting with Cindy Lincoln, nursing supervisor, in Kotzebue, AK

10. John Mason, Social Worker, Pioneers®™ Home, Ketchikan

11. Charge Nurse, Sitka Pioneers®™ Home

12. Kathleen Sutcliff, Aleutian Pribilof Island Association

13. Phone calls made to all Pioneers®™ Homes, nursing homes, and
several community hospitals



Public Presentations by Rebecca Clement concerning
ALZEIMER®S DISEASE AND RELATED DISORDERS j

during 1984

PRESENTATIONS MADE IN COMMUNITIES DURING 1984

10.

11.

12.

13.

PUBLIC

Confusion Conference - University of Alaska - Teleconference -
January

Providence Hospital Public Forum - May

Anchorage Exchange Club - May

Alaska Association of Retired Persons (AARP) Board Meeting - May
Anchorage Pioneers™ Home Regulation Teleconference - May

Chugach View Senior Housing - June

Air Crossroads Lions Club - June

Older Alaskans Commission (OAC) - June

Family Support Group, OAC and South Central Counsel Teleconference
Alzheimer®s Disease, Now What Do He Do? - July 29, 1984

Juneau Senior Center, Workshop - August 29, 1984
Fairbanks Senior Center, Workshop - September 21, 1984
Kenai Senior Center, Workshop - October 24, 1984

KIMO, Channel 13, ALASKA®S PEOPLE - August 4, 1984

SERVICE TV TALK SHOWS .
Norma Goodman - OPPORTUNITIES FOR SENIORS - Thelma Langdon

Norma Goodman - ALZHEIMER®S DISEASE - Ken Helander and Bev

Tal Imari '(KIVA)------

Theda Comstock - ALZHEIMER"S DISEASE - K. Helander and B. Tallman

Mid-Week - Ken Helander (KAKM)



Alzheimer's Disease

And Related Disorders Association of Columbia-Willamette
Mailing Address: 1015N.Ww. 22nd Avenue Portland, Oregon 97210 (B803) 229-7115

A Partial List of Reversible Causes
of

Mental Impairment

** D R UG § **

**x DEPRESS I 0N ***

Hypoglycemia Pain

Diabetes Const Pation

Hypothyroidism Urinary Retention

Hyperthyroidism Fractures

Liver Failure Sensory Loss:

Kidney Disease Visual

Viral Infection Hearing

Pneumonia Hospitalization

Gallbladder (Cholecystitis) Strange Settings

Diverticulitis Alcohol Reaction

T.B. o Anemia

Endocarditis Chronic Lung Disease

Myocardial Infarction Emphysema
(Heart Attack) B12 Folic Acid, Niacin

Congestive Heart Failure Deficiencies

Irregular Heart Rhychm Accidental Hypothermia

T.-1.C.A. Fatigue

Stroke Low Blood Pressure

Trauma - Hematoma Sensory Overload

Meningitis Stress

Brain Tumor

* THERE ARE 100+ REVERSIBLE CAUSES OF MENTAL IMPAIRMENT

Task Force sponsored by the National Institutes on Aging.
Senility Reconsidered: Treatment Possibilities for Mental
Impairment in the Elderly, JAMA 1980: 224(3): 259-363.

A chapter of  the national Alzheimer's Disease & Related Disorders Association
Located at 2167 N.W. Marshall on the Good Samaritan Hospital & Medical Center campus



ALZHEIMER®"S DISEASE AND RELATED DISORDERS

PREVALENCE IN ALASKAN COMMUNITIES

AS DERIVED FROM TELECONFERENCE, WORKSHOP \ND TELEPHONE SURVEY;
QUESTIONNAIRES, FAMILY REFERRALS, AND PUBLIC SERVICE PROVIDERS

From data gathered March 1984 to February 1985

Diagnosed or suspected

Community cases of AD/related disorders
Anchorage 45
Barrow 11
Chugiak 2
Cordova 3
Delta Junction 2
Fairbanks 20
Galena 1
Girdwood 1
Homer 3
Huslia 1
Juneau 15
Kaltag 1
Kenai 12
Ketchikan 1
Kodiak 1
Kotzebue 10
Naknek 1
Ninilchik 1
Nome 15
Northway 1
Nulato 1
Palmer 2
Seward 3
Tanacross 1
Tanana 3
Tok 1
Wasilla 1
Willow 1
Wrangell 1

Total 161

Source: Above information provided by Alzheimer"s Disease Family Support Group
of Anchorage r N



ALZHEIMER®S DISEASE AND RELATED DISORDERS
Il ALASKAN INSTITUTIONS

DATA COMPILED BY ALZHEIMER®S DISEASE FAMILY SUPPORT GROUP

Rebecca Clenent - Eleanor Kelley

2/20/85

) o Diagnosis of AD or # persons on On waiting list * Beds in S Case;
Alisfcan Institution Related Disorder Probable ADRD Total waitina list with probable .ADRD Fadl*tv ADRD
51. ANN'S - JUNEAU | 3 ’ 4 6 2 42 101!
PIONEERS® HOME - SITKA 2 18 20 9 3 130 15
ISLAND VIEW MANOR - KETCHIKAN 1 1 2 7 7 44 5
COPDOVA HOSPITAL (LTC) 0 1 1 2 7 3 25
WESLEYAN - SEWARD 3 1 4 5 1 66 6
HOMER HOSPITAL (LTC) 0 4 4 2 7 13 30
KODIAK ISLAND HOSPITAL (LTC) 1 0 1 7 ” 19 5
PIONEERS" HOME - ANCHORAGE 18 38 56 61 15 252 22
OUR LADY OF COMPASSION - ANCHORAGE 8 37 45 10 5 216 21
PIONEERS" HOME - PALMER 7 32 39 12 5 95 41
DENALI CENTER - FAIRBANKS 0 30 . 30 7 0 100 30
PIONEERS" HOME - FAIRBANKS 8 25 1 32 10 0 106 30
PIONEERS® HOME / SENIOR CENTER

KOTZEBUE 0 2 1 2 3 ? 20 10
NOME HOSPITAL (LTC) 0 2 2 f 4 6 33
PIONEERS" HOME - KETCHIKAN 0 i i 9 ? 7 27 33

49 203 252 142 34 1,144 ~22



Alzheimer's Disease
Family Support Group

February 15, 1985

South Central Health Planning Board
1135 West 8th
Anchorage, Alaska 99501

Dear Board Members:

The Alzheimer®s Disease Family Support Group would like to take this
opportunity to inform you about Alzheimer 3 Disease and Related Disorders as
it exists in the state as well as the southcentral region. Ve would like
to work with your board in order to insure quality total care for the victims
of this disease in all long-term care facilities already in existence or
proposed facilities such as those on the Kenai Peninsula.

Alzheimer®s Disease 1s a growing concern in our state. The Phmily
Support Group has mads a commitment to locate and aid all families who are
trying to deal with this devastating disease. This disease leaves the body
in good physical condition for a while but robs the mind of all that is
required to carry out daily living tasks. The victim eventually requires
assistance in all the daily living tasks such as toileting, eating, bathing
and dressing. Stages of the disease move from forgetfullness and confusion
to being bedridden with little acknowledgement of the world the victim is
existing in. The disease is slow and irreversable, sometimes spanning as
many as 20 years of apersons life.

It is nationally believedthat half of allnursing home patients over
the ag?2 of sixty five have some sort of dementia. It is also believed that
in fifteen years or by the year 2000, one person in ten will have Alzheimer®"s
Disease or a Related Disorder.

Alaska, between 1980-83, had the largest increase in the elderly (23.6%)
in the United States. It is time that the state realizes that the problems
of this disease can no longer be kept in the closet. There are presently
24,000 seniors age 60 or over in the state. If we use the above statistics,
we could say that there are approximately 2400 seniors citizens at this time
in some stage of tlis disease. Thisdoes not countthosevictims who can
have onset of ADRD as early astheir late 40°"s.

The question is, what can the South Central Health Planning Board do
about this growing need for care of the ADRD patient? The Alzheimer®s
Disease Family Support Group would appreciate your support and interest in
the following areas of long-term care which most affect the demented person
and their family.

1. Respite beds available within nursing homes so that families can go on
vacations or take "time out"™ from the emotional stress of caring for the
demented person.

6847 Jewel lake Road #167 Anchorage, Ak. 99502 Becky - 344-6706 Bev - 5&3-6503 Ken
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2. Inpatient beds - Are nursing homes planning on accept!."g Alzheimer®s
type persons? Families of the victims have been denied entrance because of

some behaviors demonstrated by the victim (extreme wandering, combative
behavior, etc.).

3- Adult daycare - It should be available in most larger communities,
allowing caregivers to continue working, or have daytime respite.

*+. Provide assistance and counseling for family support of those trying to
provide for care either at home or assisting in the facility.

5. Diagnosis and treatment - Accurate diagnosis will help those with reversible

dementia, often mistaken by the family practiconer as normal aging or Alzheimer”®s
Disease.

6. Staffing patterns to insure a quality program within the facility (a daycare
program that is structured to meet the needs of the demented person not. asking
the demented person to meet the requirement of the facility). It is the ex—
perience of families that demented patients are often restrained in wheelchairs

or are over medicated in an effort to reduce management minutes of the staff
for persons who wander.

?. Education and training - _t is the experience of many family members that
education and training in the area of dementia has not been taking place.

8. The need for "special™ staff who are working with the demented persons.

Are these people patient and understanding of the condition? Do they treat
the person with dignity and respect?

9- Physical structure of the facility - Is the facility planned in such a

way that the demented person can freely wander about without leaving the building?

Is an alarm system installed to help prevent the wanders from leaving the

facility undetected? Does the person have access to going outside toa fenced

area? Is there a planned area for the adult daycare which could meetthe needs

of those residents in the facility as well as those who need on.y daycare and
return home with family in the evening?

10. Reimbursement issues - How can families afford the $*1000.00 to $6000.00
per month it takes 1f the victim is not medicaid eligible? Is it fair to ask
longtime Alaskans to leave the state because there is not room in thePioneer™s

Home and the persons income isover medicaid standards but cannot afford the
four to six thousand reqnired to remain in the state?

These are some of the areas of concern that the Alzheimer®s Family Support

Group considers as being high priority in terms of the victims of Alzheimer®s
Disease or a Related Disorder.

We are most eager to be of any assistance to your Board in the future.

As family members, we appreciate your time and thoughts concerning this devas—
tating disease.

Sincerelv.

Becky Clement, Project Coordinator
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Day care centers for Alzheimers victims needed

By Vic Flachar

Alzheimer's — the “disease of the century” —is a horrible
devasting condition.

It afflicts one to two million Americans. By the year 2000,
one of every 10 adults over age 65 will be affected.
Alzheimer's U now the fourth leading cause of death among
the old, claiming more than 120,000 lives a year. Only heart
disease, cancer, and stroke claim more victims.

Irreversible and incurable, Alzheimer's disease has been
only recently recognized. We do know that it Is a degenera-
tive, neurological disorder. We do. know that it Kkills twice,
first destroying the mind and then the body, 'over a period
from two to 20 years.

Victims initially have trouble remembering recent events, >
although their memory of long past events may remain
strong. Gradually, as their minds deteriorate, they become
more confused and forgetful. Judgment, orientation, and
speech become affected. The victim is unable to perform
daily living tasks. Eventually, the disease renders those
afflicted totally incapable of caring for themselves.

When someone suffers from Alzheimer’s, the entire respon-
slbility for care is usually put upon the family members.
After the disease'leaves its early stages, continuous 24-hour
care is needed. While trying to provide continuous care, the

slmiliar programs.

Provision of quality day care services for those with

Alzheimer's is an overlooked and desparate need. Day care
centers and services are relatively Inexpensive and efficient
programs that can provide needed stimulus, social interac-
tion, and care for the disease victim. At the same time, they
would provide respite care for families terribly overbur-
dened by the disease.
'e Day care services will provide needed financial and
emotional relief for those Alaskans and their families that
are neither rich enough to afford thousands of dollars a
month for essential care, poor enough to be eligible for state
Medicaid, or lucky enough to have the Alzhelmers victim
living in a Pioneer Home. iF m

A diagnostic service, based in Anchorage, is also proposed.
Because of the similiarlty of Alzheimer’s symptoms to other
disease’s symptoms,
misdiagnosis. Some apparent Alzheimer's victims actually
have another illness that may be treatable, or individuals
may just' be showing normal, age-related forgetfulness.
Proper diagnosis Is needed, in order to reassure these older

Inc states of Washington and California have adopted
Washington has funded demonstation

J

there have been many instances of"

1 Alaskans that these symptoms are benign and to properly) \
diagnose Alzheimer’s and related disorders.

family is devasted. The house becomes a nursing home. m projects, for adult day care. California has in place a $4 *

Financial resources are drained as thousands are spent each

million program that provides diagnostic services, day-care

month for care. Life-long patterns change, causing abusive.”~centers, and funding for Alzheimer’s family support groups.

and dangerously stressfgl situations. The result is emotional,
financial and physical exhaustatlon.
Middle income families arc especially hard hit financially
by Alzheimer’s. The very .” " night be able to take care of
nursing home costs that rui. over $40,000 a year In this state..",:
But Medicare and most private health insurance programs
don’t pay for the custodial care Alzheimer’s victims need.
And to qualify for Medlcald a family must spend itself mto
virtual poverty.
Alakans are not immune to Alzheimer’'s disease. It is
estimated that there are more than 2,000 Alzheimer’s victims
in the stBte. The Alzheimer's Family Support Group has been
. conducting a survey that has Identified more than 400.
. individuals with Alzheimer's and related diseases. These

people are spread throughout Alaska, in our largest cities
mknd in remote villages. And the survey continues.

We must begin action in Alaska now to relieve not only

ethe victim, but also the family.-To this end, | have
introduced legislation (SB 117) that addresses two of the

*Immediate needs of those Alaskans suffering from Alzhel-
mer’s: day care and diagnosis.

-4

s Federal Reserve dishonest?

This letters' concerns an act of the 63rd

These types of preventative health care are critical to the

to Alaska's older citizens and their families. These services
are sorely needed.

I fully realize the fiscal crunch of the_state and the
difficulty every new program proposal creates. However, we
must not ignore newly recognized needs. If we have to choose
among priorities, them we must support those programs that
provide criucal care and support for the health and well-
being of our residents.

The disease and the problem will not go away. In fact, as
Alaska's population grows older, the problem will only
become worse. We mqjt initiate the necessary programs now,
and this bill is meant to be a step in that direction. Please

. join me in helping to make this a priority of the Legislature

this year.

- Vic Flschar e, e state asnator raprasanting Downtr >n
Anchorage.

Congress, "The Federal Beserve Act of 1913.,."
More specifically,, it refers to the eighth--
paragraph of section B under bank reserves: =
®f "A bank in a reserve city, as now or
_’ereafter defined,_ shall hold and maintain =8 - it" -
irtsttryes/equal to fifteen percent of the aggre- u “Letters from the people”
checking account deposits
A P*r ctnt saving aoaart

Anrhnraoo Dnilw Mo\uc

c

1 dignity and lifestyle that the state government can provide m

ZV.« -

IS your space to

comment ori nearly any topic, subject only to

ment program. | have been living in the
! village of Wend u-Nody in northern Senegal
now for six mon hs, and | wanted to take this
~time to share with you the life and problems
of the people here.
> Wendou-Nody (pulaar for "pond of croco-
* dlles") is a village of 900 inhabitants located
20 miles south of the Senegal river in the
northern sub-sahelian region of Senegal. The
people of the village are of the Toucouleur and
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POSITION PAPER

SPONSOR SUBSTITUTE FOR SENATE BILL NO. il!7

For "An Act relating to Alzheimer"s disease and related disorders."

This bill authorizes the Older Alaskans Commission to make grants for the
operation of day-care centers providing services to victims of Alzheimer's
disease, to establish an Alzheimer®s disease task force and the Department
of Health and Social Services to operate or contract for a statewide
center in Anchorage for the diagnosis of Alzheimer®"s disease and related
disorders. This position paper is concerned solely with the bill"s
provisions affecting the Department of Health and Social Services.

Alzheimer®s and related diseases are organic mental disorders of insidious
onset and a course of uniform, gradual progression. In early stages, mental
impairment may be the only apparent cognitive deficit but there may also

be subtle personality changes. With progression, various cognitive dis—
turbances become quite apparent and behavior and personality arj more ob-—
viously affected. In the late stage, the individual may be completely

mute and inattentive and becomes totally incapable of caring for himself or
herself. According to the Diagnostic and Statistical Manual of Mental

Pi .orders (DSM-111) published by the American Psychiatric Association,

"“tTle duration of symptoms from onset to death is about five years when

onset occurs after age 65. Duration is longer with earlier onset.

Prevalence of these disorders given in DSM-I111 is two to four percent ov
the population over age 65 with prevalence increasing with advancing age.
Other estimates range from two percent in those aged 65 to 70 up to 22
percent for persons 80 years and older. The disease can occur 1in persons
as young as 40. The number of known or presumptive cases of Alzheimer's
in Alaska 1is not known but the Alzheimer®s Disease Family Support Group
in Anchorage knows of 130-150 cases.

The disease is definitively diagnosable only through brain biopsy or
post mortem examination. However, through a series of medical, laboratory,
psychological and radiological tests a reasonably accurate diagnosis

can be established. Diagnosis is important to exclude treatable forms
of dementia such as subdural hematoma, cerebral neoplasms, vitamin Bj2
deficiency, hypothyroidism, substance intoxication or depression. Diag—
nosis is also important to allow the family to plan for the emotional

and financial demands which the inexorable progression of the disease
will exact. A diagnostic center in Anchorage is suggested because many
families have had to go out of state for diagnosis and because the
facilities for some of the more sophisticated diagnostic procedures such
as CT scanning are available there.

A definitive statement of need cannot be made nor can service demand
estimates be made with any precision. Competent diagnostic services are
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essential for proper treatment and for financial planning for the patient
and his or her family. The need for a center in Anchorage can be debated
since neurologists and other specialists are also available in Fairbanks
while a consulting neurologist visits Juneau approximately every three
months. CT scanning and electroencephalographic capabilities also exist
in Fairbanks®and Juneau. Moreover, it seems likely that Medicare
coverage.for at least a portion of the diagnostic costs would be available
to many patients. In view of diminishing state revenues, the Department
suggests that the degree to which costs could be offset through Medicaid,
other third party payors and family participation should be studied as
well as the demand for a single statewide diagnostic center.

Recommended by:
Robert 1. Fraser, M.D.
Director
Division of Public Health

Date:

Approved by:
Johp R. Pugh
CcKfimissioner
Department of Health &
Social Services

Date: 3



STATE OF ALASKA 1985 LEGISLATIVE SESSION
FISCAL NOTE

Revision Date:

REQUEST FISCAL DETAIL

Bill/Resolution No.: SSSB 117 Agency Affected:___ HPalth A Social Sprvir.PR
Title: Alzheimer*s disease and Program Category Affected: pnh, ir Hpalth
related disorders

Sponsor: y. Fischer et ai BRU, Program or Subprogram(s) Affected:
Requestor: Public Hpalt.h Administration

Date of Request: 2/5/85

EXPENDITURES/REVENUES:

FY 6b FY b6 FY 6/ FY 88 FY 89 FY 90
OPERATING
100 PERSONAL SERVICES 0 0 0 0 0 0
200 TRAVEL 0 0 0 0 0 0
300 CONTRACTUAL 0 253.8 189.2 195.7 204.6 212.8
£ SUPPLIES 0 0 0 0 0 0
500 EQUIPMENT 0 0 0 0 0 0
600 LAND 4 STRUCTURES 0 0 0 0 0 0
7C0 CRANTS, CLAINS 0 0 0 0 0 0
BOO MISCELLANEOUS 0 0 0 0 0
TOTAL OPERATING 0 253.2 188-2 196.7 20,43i_. -2J2J2.
CAPITAL
c REVENUE 0

FUNDING: (Thousands of Dollars)

jtNLruiC'~nji'3n 0 253.8 J 189.2 ; 196.7 204.6 212.8

-EDERAL AUNDB 0 0 n 1 0 0 0

3THER 0 n n 0 0 n

TOTAL n 253 fi- 189.2 196.7 _ 2Q4*6._

FEFTW o 0 n n 0 0 0
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0 0 Qe . 0 Q "

ANALYSIS: Attach a separate page if necessary

See attached sheet.

Prepared -By: R. r. Fraspr. M.n. Phone:_ .155r3Q9.Q.
Division: Public Health Date:

Approved by Commissioner : Date:

Agency: Department of Health & Social Spfviccl. / g

Distribution (by Agency preparing fiscal note):
Legislative Finance
Legislative Sponsor
Requestor



CALCULATIONS

Staff

1 psychiatrist 0 20 hours per week: $40.0

1 psychologist 0 20 hours per week: 17.5
1 nurse @ 20 hours per week: 15.6
Total staff in 1986 $7XT

Note: Salaries inflated at 4% per year for remainder of period

Patient and escort travel

These figures are based on a patient load of 100 cases in the first year and
50 cases in each of the following years. The first year figure assumes that
about two-thirds of the known or suspected cases will use these services in
the first year and for subsequent years, it is based on an overall prevalence
rate of 8% with incidence spread over a 20 year period for the population age
65 or older. Travel costs are based on airfares from various locations in
the state to Anchorage, allowing a 30% senior center discount rate <6r the
patient and full coach fare for the escort. Numbers from each location are
based on the senior population in each census district. Per diem for patient
and escort is calculated at $110 per day (total for patient and escort).
Transportation iri Anchorage is assumed to be provided through existing

senior citizen services. No transportation costs are allowed for patients
from Anchorage or the Mat-Su Borough or for half the presumed patients from
the Kenai. Per diem costs are not provided for Anchorage or Mat-Su residents.
Costs for the 100 patients in the first year are estimated to be $60,500.
Costs for 50 patients in the second year are $31,400 and inflation for the
remainder of the period is estimated at 4% annually.

Purchased medical and diagnostic services

For each patient funds are allowed as follows: Complete physical exc ination -
$150; laboratory tests - $100; electroencephalogram - $150; computeri ed
tomographic examination - $225. For one-half of the patients, $150 * allowed
for other specialized examinations or consultations. Costs for the "lIrst year
are estimated to be $70,000. Costs for the second year are $36,400 aid for
the remainder of the period are estimated to increase at a 4% annual rate.
Suppl ies

$1000 are provided for supplies in the first year and $500 annually thereafter.
Telephone

Telephone costs are estimated to be $100 per month with a 4% inflation rate.

Space rental

Allowance is made for rental of 1,000 ft» at a cost of $3. 50/ft~/month for a
first year cost of $42,000. A 4% inflation rate applies thereafter.

Equipment

$6,000 is allowed for office equipment in the first year.
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SENATE BILL NO. 117

03 For "An Act relating to Alzheimer"s disease and related disorders."”
-p-<
cJ This bill authorizes the Older Alaskans Commission to make grants for the
0 operation of day-care centers providing services to victims of Alzheimer"s
C() disease and the Department of Health and Social Services to operate or
contract for a statewide center in Anchorage for the diagnosis of Alzheimer's
<£J disease and related disorders.; This position paper 1is concerned solely
with the bill"s provisions affecting the Department of Health and Social
Services.
03 Alzheimer"s and related diseases are organic mental disorders of insidious
i onset and a course of uniform, gradual progression. In early stages, mental
)( impairment may be the only apparent cognitive deficit but there may also

be subtle personality changes. With progression, various cognitive dis—
turbances become quite apparent and behavior and personality are more ob—
viously affected. In the late stage, the individual may be completely

mute and inattentive and becomes totally incapable of caring for himself or
herself. According to the Diagnostic and Statistical Manual of Mental
Pisorders (DSM-111) published by the American Psychiatric Association,

the duration of symptoms from onset to death 1is about five years when

orset occurs after age 65. Duration is longer with earlier onset.

Prevalence of these disorders given in DSM-111 1is two to four percent of
the population over age 65 with prevalence increasing with advancing age.
Other estimates range from two percent in those aged 65 to 70 up to 22
percent for persons 80 years and older. The disease can occur in persons
as young as 40. The number of known or presumptive cases of Alzheimer®s
in Alaska is not known but the Alzheimer®s Disease Family Support Group
in Anchorage knows of 130-150 cases.

The disease is definitively diagnosable only through brain biopsy or

post mortem examination. However, through a series of medical, laboratory,
psychological and radiological tests a reasonably accurate diagnosis

can be established. Diagnosis is important to exclude treatable forms

of dementia such as subdural hematoma, cerebral neoplasms, v\ min B] 2
deficiency, hypothyroidism, substance intoxication or depression. Diag—
nosis is also important to allow the family to plan for the emotional

and financial demands which the inexorable progression of the disease
will exact. A diagnostic center in Anchorage 1is suggested because many
families have had to go out of state for diagnosis and because the
facilities for some of the more sophisticated diagnostic procedures such
as CT scanning are available there.

A definitive statement of need cannot be made nor can service demand

estimates be made with any precision. Competent diagnostic services are
essential for proper treatment and for financial planning for the patient
and his or her family. The need for a center in Anchorage can be debated
since neurologists and other specialists are also available in Fairbanks



RAPER/Department o Health & Social Services'

POSITION

while a consulting neurologist visits Juneau approximately every three
months. CT scanning and electroencephalographic capabilities also exist
in Fairbanks and Juneau. Moreover, it seems likely that Medicare

coverage for at least a portion of the diagnostic costs would be available
to many patients. In view of diminishing state revenues, the Department
suggests that the degree to which costs could be offset through Medicaid,
other third party payors and family participation should be studied as
well as the demand for a single statewide diagnostic center.

Recommended by: C
Robert!. Fraser, M.D.
Di rec tor
Division of Public Health

Date: <E£EKEIN 6~

Approved by:

J&fin R. Pugh

rammissioner

Department of Health &
Social Services

Date: 8/ pit*TJ 883 -

r



CALCULATIONS

Staff

1 psychiatrist 0 20 hours per week: $40.0

1 psychologist 0 20 ~ours per week: 17.5
I nurse 0 20 ours / week: 15.6
Total staff in 1986 $7XT
Note: Salaries inflated at 4% per year for remainder of period

Patient and escort travel

These figures are based on a patient load of 100 cases in the first year and
50 cases in each of the following years. The first year figure assumes that
about two-thirds of the known or suspected cases will use these services in
the first year and for subsequent years, it is based on an overall prevalence
rate of 8% with incidence spread over a 20 year period for the population age
65 or older. Travel costs are based on airfares from various locations 1in
the state to Anchorage, allowing a 30% senior center discount rate for the
patient and full coach fare for the escort. Numbers from each location are
based on the senior population in each census district. Per diem for patient
and escort is calculated at $110 per day (total for patient and escort).
Transportation in Anchorage 1is assumed to be provided through existing

senior citizen services. No transportation costs are allowed for patients
from Anchorage or the Mat-Su Borough or for half the presumed patients from
the Krnai. Per diem costs are not provided for Anchorage or Mat-Su residents.
Costs for the 100 patients in the first year are estimated to be $60,500.
Costs for 50 patients in the second year are $31,400 and inflation for the
remainder of the period is estimated at 4% annually.

Purchased medical and diagnostic services

For each patient funds are allowed as follows: Complete physical examination
$150; laboratory tests - $100; electroencephalogram - $150; computerized
tomographic examination - $225. For one-half of the patients, $150 is allowed
for ocher specialized examinations or consultations. Costs for the first year
are estimated to be $70,000. Costs for the second year are $36,400 and for
the remainder of the period of estimated to increase at a 4% annual rate.
Supplies

$1000 are provided for supplies in the first year and $500 annually thereafter
Telephone

Telephone costs are estimated to be $100 per month with a 4% inflation rate.

Space rental

Allowance 1is made for rental of 1,000 ft2 at a cost of $3.50/ft2/month for a
first year cost of $42,000. A 4% inflation rate applies thereafter.

Equipment

$6,000 is allowed for office equipment in the first year.
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FISCAL NOTE

Revision Date:

REQUEST FISCAL DETAIL

6ill1/Resolution No.:SB 117 Agency Affected:Health & Social Services

Title:Alzheimer"s disease and Program Category Affected: Hud Me H.eaitn
related disorders

Sponsor: V. Fischer et al BRU, Progrt-> or Subprogram!s) Affected:

Requestor: PublicHealtn Administration

Date of Request:2/5/85

EXPENDITURES/REVENUES: (Thousands of Dollars!
rl

BY 85 1 FY bo TEYTETT FY 86 FY 89 FY 50
OPERATING
TOO rclftSONAL stnviICtS 0 17" U U N 0
Z00 TRAVEL 0 0 U U u - - m
300 CONTRACTUAL 0 253.8 187.2" 1%8./ 204. 0 212.8
1*00 SUPPLIES 0 0 0 U U u
500 EQUIPMENT 0 0 U U u
J600 LAND 4 STRUCTURES 0 0 U U | U 8
700 CRANTS, CLAIMS 0 0 U U | U - )
300 MISCELLANEOUS 0 0 u U 1 wu 0
TOTAL OPERATING 0 253.8 lay.z  iiyb.s  i2u4.0 212 o
Capital i q i u i u iou" i u | o
| REVENUE 10 | 0 | U | U I "0 ] u
FUNDING:  (Thousands of Dollars! .
-l ruNC D """750 1187.2 Wo./ 2U4.0 1cic.0
rEDERAL FUNDS 0 0 1 0 u u 1 A
DTHER 0 0 1 0 u u u
TOTAL 0 253.8 1189.2 iyo./ 204.6 1212.3
POSITIONS:
~ULL-11IM TT 0 0 u R - 0
3ART-TIME 0 0 u 0 0 -
TEMPORARY 0 0 0 0
ANALYSIS: Attach a separate page if necessary
See attached sheet.
Prepared ay: R. I. Fr aser Phone: 465-3090
Division: Pubiic Healtn Date:
Approved by C o m m i s s i o n D a t e : ) Jrr
Agency: Department of Healtaya SocTdl ServJEes- - - -jr—~" [

Distribution (by Agency preparing fiscal note):
Legislative Finance
Legislative Sponsor
Requestor
Office of Management and Budget
Impacted Agency(ies) 7/1/84



STATE OF ALASKA 198.
FISCAL NOTE

Revision Date:

REQUEST FISCAL DETAIL

Bill/Resolution No.: _"£S 1rZ Agency Affected;

Title: an /w roiatinn to aiThPimpr*"~rogram Category Affected:
disease and related disorders

Sponsor: y p-jgrHoy.

Requestor:

Date of Request:

i> /a p t

*? _.GISLATIVE SESSION

March 11, 1985
Fage 1 of 3

Administration

Social an ~

Fronomic Assistance for the Aged
BRU, Program or Subprogram"s) Affectea:

Older Alaskans C6..imission -

EXPENDITURES/REVENUES: (Thousands of Dollars)

FY 85 Fy 86 FY 87
OPERATING i
100 PERSONAL SERVICES _0-
200 TRAVEL 10.7 4.1
300 CONTRACTUAL 2.3
*00 SUPPLIES
500 EQUIPMENT
600 LAND 4 STRUCTURES
700 CRANTS, CLAIMS 496.3 545.9
800 MISCELLANEQOUS
TOTAL OPERATING -0 509.3 550.0
CAPITAL 1 -0- _0- 1 -0-
revenuE -0- -0- -0-
FUNDING: (Thousands of Doll ars)
GENERAL FUND -0- 441 .6 435.8
FEDERAL FUNDS -0- ~0- -0-
OTHER -0- 67.7 64.2
TOTAL -n- 50P 3 550.0
POSITIONS 7
FULL-TIME -0- . -n- L.-0-
PART-TIME -0- -n- . -0-
TEMPORARY -0- -n- _o-
ANALYSIS: (Attach a separate page if necessary)
Prepared By: Jon B. Wolfe. Execufrfve”PirectorU
Division: Older Alaskans Commissfon_;
Approved by Commissioner: Lisa__Rudd
Agency: Department of Administration

Distribution (by Agency preparing fiscal
Legislative Finance
Legislative Sponsor
Requestor
Office of Management and Budget
Impacted Agencv(ies)

note):

FY 88 FV 89 Fy go
4.5 4.7 - 4.9
1
600.5 * 0 662 .0
605.0 i635.2 "666.9 -
-0- 1 -0- -0-
= e rur- -
534.4 j 561.1 58y.L
-0- 1 -0- -u-
70.6 \ 74.1 77 7
605.0 1 635.2 666.9
HOH l—‘ol—‘ -0-
A Ao _0_
—c— Ao -0-
Phone: 465-3250
Date: March 11, 1985
Date:"

7/i/Ra
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Bill SSSB 117
Fiscal Note Analysis
Prepared by Division of Older Alaskans Commission
Department of Administration!
March 11, 1985

SSSB 117: "An Act relating to Alzheimer®"s disease and related disorders™.

This act gives the Older Alaskans Commission the authority to make grants to
nonprofit or-ganiz.a t.ions for.theoperation of adult day <care centers thatprovide
supervision, custodial care and psychological and physfcal activities for persons
afflicted with Alzheimer®s disease and related disorders.

The Alzheimer®s Disease Family Support Group in Anchorage has identified 150
senior citizens having Alzheimer™s Disease or a related disorder. It is
estimated that by the year 2000 one in every ten adults over the age of 65 will,
be a victim of this disease.

The amount of $496.3 in the grants line for FY 86 was computed by estimating the
number of potential adult day care clients in communities identified as target
areas by various sources. Of the potential clients it was assumed that 65% of
those would use adult day care services on a regular basis. Based upon program
statistics and costs obtained from the Day Break adult day care program in
Anchorage, costs to establish or expand adult day care iin the targeted
communities were calculated. In communities that have available space in a
senior center, the cost per client per day was figured at $20. The cost per day
was figured at $35 in communities without available space within the senior
center. Average usage per week per client was calculated at 3.75 days; or the
equivalent of 195 days per year I""Client "fe"es were Ysffihated"ate$T,27 per client
per day. Program expansion for programs currently operating in Anchorage and
Chugiak were calculated at their current operating level plus a 7.5% increase.
The specific cost break out follows:.. - -

Palmer/Wasilla - estimated 30 clients

65% of 30 clients x 195 days x $35 day = $136*500
(65% of clients rounded from 19.5 to 20)

less estimatedclient fees (  4.%953)
less 10% local match- ( 13-*550)

net cost $117*£97

Juneau - estimated 15 clients

65% of 15clients x 195 days x $20day = 39*000
(65% of clients rounded from 9.75 to 10)

less estimatedclient fees ( 2,477)
less 10% local match (  3>,9Q0)

net cost $ 37"»623

Nome - estimated 15 clients

65% of 15clients x 195 days x $20day = 39,000
(65% of clients rounded from 9.75 to 10)

less estimatedclient fees ( 2:»477)
less 10% local match ( 337900)

net cost $32 7623

Fairbanks - estimated 35 clients
65% of 35clients x 195 daysx $35day = 156*975
(65% of clients rounded from22.75 to 23)
less estimatedclient fees ( 5,696)
less 10% local match (15,698)

net cost $T36i,t>81
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March 11, 1985

Kenai - estimated 25 clients
65% of 25 clients x 195 daysx $35 aay = 109,200
(65% of clients rounded froml1l6.25 to 16)
less estimated client fees ( 3,962)
less 10% local match (10,920)
net cost $94,318
Anchorage & Chugiak expansion 15,600

TOTAL COST $496,275
LESS TOTAL CLIENT FEES $ 19,565
LESS TOTAL MATCH $ 48,068
NET COST TO STATE $428,642

The costs for FY 87 and FY 88 were increased by 10% for program expansion and
inflation. The costs for FY 89 and FY 90 were increased by 5% for inflation.

SSSB 117 establishes an Alzheimer®"s Disease Task Force. Because staff
requirements under this bill are compatible with current Commission duties,
personal services costs will be met under the Commission®s current budget. No
new staff are requested.

Travel costs will be incurred for program development, monitoring and task force
activities. Teleconferencing is planned in order to kiep task force travel costs
to a minimum. The size of the task force is recommended at eight to permit two
family members, two senior organization members and one staff person.

Travel
Technical assistance and grant monitoring 3.7
Eight member task force travel and per

diem for six meetings in Anchorage 7.0
10.7

Contractual
Three teleconferences @ $500 1.5
Advertising meetings .3
Printing of final report .5
2.3

Travel costs for monitoring and development only are increased by 10% for FY 87
and FY 88 to meet program expansion and inflation. They are increased by 5% for
inflation only in FY 89 and FY 90.
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Position Paper
Sponsor Substitute for Senate Bill 117

This bill gives the Older Alaskans Commission the authority to make grants to
nonprofit organizations for the operation of adult day care centers that provide
supervision, custodial care and psychological and physical activities for persons
afflicted with Alzheimer®s disease and related disorders. It also requires the
Older Alaskans Commission to establish an Alzheimer®s disease task force to
investigate problems related to the care and diagnosis of people with the
disease; propose programs and policies to relieve or resolve these problems; and
report its findings to the legislature and the governor by February 1, 1986. The
Older Alaskans Commission, Department of Administration supports this bill.

Alzheimer®"s disease is a devastating disease that causes a slow degeneration of
brain cells. Currently there is nocure for the disease, which is estimated to
affect 1.5 - 2.5 million elderly inthe United States. The Alzheimer"s Disease
Family Support Group in Anchorage has identified 150 older Alaskans having
Alzheimer®s Disease or a related disorder. It is estimated that by the year 2000
one in every ten adults over the age of 65 will be a victimof this disease.

The cause of Alzheimer®s disease 1isunknown. It involves a slow, gradual
deterioration of memory, speech, orientation, personality, and the ability to
care for oneself. The course of the disease lasts an average of six to eight
years, although for some it lasts up to twenty years. It is the fourth leading
cause of death among the elderly.

As devastating as the disease is to the victim, it is equally or more devastating
to the families of the victims. Not only do they suffer the emotional trauma of
watching a loved one turn into a "witless stranger"”, many have to expend their
life savings in helping the victim. Medicare does not fund "custodial care" for
Alzheimer®s patients; most families do not qualify for Medicaid reimbursement.

Generally, families care for victims at home until they burnout emotionally
and/or physically. Burnout®™ occurs due to the stress and isolation resulting from
caring for the victim twenty-four hours a day.

Adult day care and respite services can reduce the emotional and financial
burdens of the caregivers by relieving them of some of the day-to-day
responsibilities of caring for the victim. Day care services can enable the
caregiver to maintain steady employment. These services can postpone or prevent
burnout, thereby preventing premature institutionalization.

With the average cost of nursing home care at $140 per day andthe approximate
$95 per day for Pioneers® Home placement, adult day care services estimated at
$35 per day can amount to substantial savings for the State.

The Older Alaskans Commission supports the establishment of the Alzheimer”s
disease task force.

It appears that the intent of the proposed bill is to give the Older Alaskans
Commission the authority to award grants for respite services to other frail
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elderly at risk of premature institutionalization in addition to victims of
Alzheimer®s disease and related disorders. If this is the case, it is
recommended that Sec.. 1 AS 44.21.230 (b)(10) be amended as follows:

"make grants to ... for the operation of adult day care centers and respite
care services... for persons afflicted with Alzheimer"s disease and related
disorders and other frail elderly at risk of premature
institutionalization™.

This clarification would not change the fiscal note.

It is recommended that "other frail elderly at risk of institutionalization”™ be
included because it would not be cost effective to exclude this client group from
service delivery especially in rural areas. In addition, the diagnosis of
Alzheimer®"s disease is often difficult, not available and cost prohibitive.

~V~havec.L [/ /98.S
Date

Date
Department of Administration
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CS FOR SPONSOR SUBSTITUTE FOR SENATE BILL NO. 117 (HESS)

For "An Ac. relating to Alzheimer"s disease and related disorders.”

This committee substitute authorizes the Older Alaskans Commission to
award grants for operation of adult day care centers or for other serv—
ices for persons with Alzheimer"s disease and related disorders. It
also directs the Commission to establish a task force to present a
report by February 1, 1986 on problems related to the care and diagnosis
if persons with the disease and on recommended policies and programs

to alleviate those problems. The bill deletes provisions contained in
earlier versions directing the Department of Health and Social Services
to establish a statewide center in Anchorage for the diagnosis of Alz—
heimer"s disease and related disorders.

The Department of Health and Social Services endorses this approach to

the problem. The task force can determine the need for diagnostic
facilities and make more reliable estimates of costs if a need is es—
tablished. The Department will cooperate with the task force if so
requested.

Recommended by:
Robert 1. Fraser, M.D.
Di rector
Division of Public Health

Date:

Approved by:
Jtfkn R. Pugh /1
Oommissioner r
Department of Health and
Social Services

Date:
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Revision Date;

REQUEST FISCAL DETAIL

Bill/Resolution No.: CSSSSB 117 Agency Affected: Health & Social Serv.
Title Alzheimer®s disease Program Category Affected: Public Health
and related disorders

Sponsor: Senate HESS ?RU, Program or Subprogram(s) Affected:
Requestor: State Health Services

Date of Request: 3/22/85

EXPENDITURES/REVENUES: (Thousands of Dollars)

FY 8s FY a6 FY 6/ FY 88 FY 89 FY 90
OPERATING
100 PERSONAL SERVICE 0 0 0 0 0 0
200 TRAVEL 0 0 0 0 0 0
300 CONTRACTUAL 0 0 0 0 0 0
1¥00 SUPPLIES 0 0 0 0 0 0
500 EQUIPMENT 0 0 0 0 0 0
S00 LAND & STRUCTURES 0 0 0 0 0 0
700 GRANTS, CLAIMS 0 0 0 0 0 0
300 MISCELLANEOUS 0 0 0 0 0 0
tOTAl Operating 0 0 0 0 0 0
I CAPITAL | 01 01 (O 0 1i 01 01
| REVENUE | 0 | 0 i 0 0 | 0 ) 0 |

FUNDING: (Thousands of Dollars)

JLOKA 0 0 0 0 0 0
*EDERAL FUNDS 0 0 0 0 0 0
DTHER 0 0 0 1 0 0 0
TOTAL 0 0 0 0 0 0
Jine
ART-TIME
TEMPORARY JL p
ANALYSIS: Attach a separate page if necessary
afthP

Prepared By: Robert I. Fraser. M.D Phone: 465-3090
Division: Public Health Date:

Approved by Commissioner: John R. Pugh

Agency: Dept, of Health and Social Sep/ices ' n

Distribution (by Agency preparing fiscal note):
Legislative Finance
Legislative Sponsor
Requestor
Office of Management and Budget
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MEMORANDU M

TO: Members, Senate Committee on Health, Education and Social
Services

FROM: Committee Staff

RE: Committee Meeting, March 7, 1985
TELECONFERENCE

DATE: March 6, 1985

On Thursday, March 7, at 1:30 pm in the Beltz Room, the Senate
Committee on Health, Education and Social Services will hear the
following bills. The hearing wij.1 be telconferenced to Anchorage,
Fairbanks, Nome, Kotzebue, and the Anchorage Pioneer®s Home.

SSSB 117, Alzheimer"s disease and related disorders.

SSSB 117 would authorize the Older Alaskans Commission to make
grants for the operation of adult day care centers and to provide
in-home services to victims of Alzheimer disease, and to establish
an Alzheimer®s disease task force. It also authorizes the
Department of Health and Social Services to operate or contract for
operation of a statewide Alzheimer diagnostic center in Anchorage.

Alzheimer®s disease is a progressive, degenerative® erosion of
the cells of the brain causing loss of memory and mental
deterioration. There is no known cause or cure. The Alzheimer®s
Disease Family Support Group has 1identified 413 Alaskans as
Alzheimer victims.

Psychological and medical care is presently provided on a day
care basis at the the Daybreak Center in Anchorage, a subsidiary of
the Southcentral Counseling Center. According to the Division of
Medical Assistance and the Older Alaskans Commission, respectively,
the average daily cost of nursing home care is $140 and the daily
cost for adult day care is $35.
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