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MINUTES OF THE _SENATE COMMITTEE ON PUBLIC HEALTH AND WELFARE
k SENATOR ROY M. EHRLICH at

The meeting was called to order by :
Chairperson

10:00  , mtpam. on March 5 1986 in room _526.5  of the Capitol.

All members were present except:

Committee staff present:

Bill Wolff, Legislative Research
Emalene Correll, Legislative Research
Clarene Wilms, Committee Secretary

Conferees appearing before the committee:

Jerry Slaughter, Kansas Medical Society

Richard Morrissey, Bureau Manager, Department of Health and Environment

Elizabeth Taylor, Kansas Association for the Education of Young Children

Linda Wright, Member, Kansas Alzheimers Disease Task Force

Craig Grant

Diane Bottorff, Member, Board of Directors, Topeka Alzheimers Disease and
Related Diseases Association

Robert Guthrie

Linda Blaser, President, Topeka Alzheimers Disease and Related Disease Assn.

Marilyn Bradt, Kansans for Improvement of Nursing Homes

Marguerite Chalmers - written testimony

Barbara Dailey, Former Research Director for Kansas Alzheimers and Related
Diseases Task Force

Susan Miringoff, R.N., KSNA

Joyce Romero, Secretary, Department on Aging

Louis Jensen, M.D.

Dick Hummel, Executive Director, Kansas Health Care Association

John Grace, Executive Director, Kansas Association of Homes for Aging

Jane C. McClain

Others attending: See attached list

Jerry Slaughter was recognized by Chairman Ehrlich to speak on SB-690 and
SB-691 prior to other hearings due to a scheduling conflict. Mr. Slaughter
stated that the Kansas Medical Society is in favor of the concept of both
bills.

SB-672 - An Act relating to maternity hospitals or homes and homes for
children; concerning license and registration fees; providing
grounds for denial of certificate of registration;

Richard Morrissey presented written testimony for Secretary Barbara Sabol.
Attachment I. Mr. Morrissey stated that this bill would separate licensing
fees for facilities of 13 children or less and facilities over 13 children.
This bill would increase licensing fees. Section 2 would remove the require-
ment of district court judges being notified, the number of applications have
increased to a point that makes this impractical. Section 4 would establish
authority for the department to deny an initial application for registration
of a family day care home. A balloon bill is attached recommending a new
section which would change inspections from every 6 months to yearly.

Elizabeth Taylor testified and presented written testimony in support of
SB-672. Attachment II Ms. Taylor stated her organization could not support
the requested amendment. Under guestioning she stated that she had not seen
the amendment.

SB-690 - An Act concerning the department on aging; establishing an infor-
mation and referral network to assist persons with Alzheimer's and
related diseases.

Unless specifically noted, the individual remarks recorded herein have not
been transcribed verbatim, Individual remarks as reported herein have not
been submitted to the individuals appearing before the commitiee for
editing or corrections.
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SB-691 - An Act establishing regional Alzheimer's disease assistance centers;
providing for the designation of such centers: authorizing the
development of a state Alzheimer's disease assistance plan; pro-
viding grants-in-aid to such regional centers.

Linda Wright testified and presented written testimony in support of SB-690

and SB-691. Attachments IIT & IV Ms. Wright stated that SB-690 was needed

so that an information and referral system could be established to aid families
of victims. SB-691 would concentrate research, data collection and planning
into one to three centers in the state. *

Craig Grant testified and presented written testimony in support of SB-690.
Attachment VI Mr. Grant stated that people in the situation of trying to
help families and victims need aid in securing information on all aspects
of Alzheimers disease.

Diane Bottorff testified and presented written testimony in support of SB-690.
Attachment VII Ms. Bottorff stated that the Topeka Chapter of Alzheimers
Disease and Related Disorders Association which has a 24 hour answering
service which provides information and referral services to families of
victims, gets calls that are not all from this area and pointed out that
people are really searching for help. It was pointed out that people are
really searching for help. The Topeka Chapter cannot be of great help to
people from other areas due to the fact that they are not familiar with
resources in the caller's area.

Robert Guthrie testified and presented written testimony on SB-690 and SB-691.
Attachments VIIT and IX Mr. Guthrie stated that SB-690 would be very
valuable to families facing the catastrophic problems of Alzheimer's disease
and related disorders. SB-691 would provide essential services and educate
the public concerning this problem.

Wanda Blaser testified and presented written testimony in support of SB-691.
Attachment X Ms. Blaser stated that knowledge of prevention and management
procedures could lead to cost savings.

Marilyn Bradt testified and presented written testimony in support of SB-690.
and SB-691. Attachment XI Ms. Bradt stated that SB-690 would provide needed
and helpful systems to patients' relatives and through them to the victims.
SB-691 recognizes the need for adequate medical attention to Alzheimers!
patients and for the education and training of health care providers and
caregivers.

Marguerite B. Chalmers presented written testimony on SB-690 and SB-691.
Attachment XIT Mrs. Chalmers related her personal story of the difficulties
encountered in obtaining a diagnosis in her husband's case.

Barbara Dailey testified and presented written testimony in support of
SB-690. Attachment XIITI Ms. Dailey stated that in her work answering the
telephone for the Topeka Alzheimer's support group she sees the trend for
information continuing. Many areas outside the Topeka area are needing
help and SB-690 provides assistance. SB-691 would be a great help to the
families of Alzheimer's patients if a specified entity could develop and
update a resource file for public distribution.

Susan Miringoff testified and presented written testimony in support of
SB-690 and SB-691. Attachment XIV Ms. Miringoff stated that -as the
population ages this kind of program becomes increasingly important.

It was also stated that SB-690 and SB-691 would set up the kind of base
that will bring about great strides in the expertise of the health care
capabilities.

Secretary Joyce Romero testified and presented written testimony in support
of SB-690 and SB-691. Attachment XV Secretary Romero stated that both bills
are essential in providing information to professional and lay caregivers.
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Louis Jensen, M.D. testified and presented written testimony in support of
SB-691. Attachment XVI Dr. Jensen stated that he would favor designation
and some fiscal support for three centers for diagnosis, education and
training and psychosocial research as relates to Alzheimer's and related

diseases.

Dick Hummel presented written testimony in support of SB-690 and SB-691.
Attachment XVII These bills relate to Alzheimer's disease, its victims
and their families and caregivers.

John Grace presented written testimony in support of SB-690 and SB-691.
Attachment XVIII Mr. Grace stated in his testimony that in the next

15 years the over age of 75 population will increase by nearly 50%

and that it is imperative that we begin to look at developing information
and referral networks for those with Alzheimer's disease and related
disorders.

Jane McClain presented written testimony urging passage of SB-690 and SB-691.
Attachment XIX

Written testimony was presented on SB-690 and $SB-691 by Lois Johnson,
McDonald, Kansas. Attachment XX

Written testimony from Michaela Stenger, Outreach Counselor, Huntington's
Disease. Attachment XXI

*No Attachment V - attachments misnumbered.
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KANSASYDEPARTMENT OF HEALTH AND ENVIRONMENT
TESTIMONY ON SENATE BILL 672
PRESENTED TO THE SENATE COMMITTEE ON PUBLIC HEALTH AND WELFARE
MARCH 5, 1986

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

BACKGROUND INFORMATION:

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

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

Section 3 of the bill would authorize a fee for registration of family
day care homes. Registered family day care homes currently represent
the largest category of child care (3,463 homes) yet do not contribute
to the cost of the program. Even though these homes are not routinely
inspected, there is a significant cost related to the registration pro-
cess, including the criminal record and child abuse checks on the pro-
viders. The amendment would establish a $5 maximum fee for registration
of a family day care home.

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

Section 2 of the bill removes an archaic requirement that district
court judges be notified of all licenses issued or applications with-
drawn. At the present time, as many as 2,000 licenses may be issued
per quarter, making it impractical to provide an effective notice to
the district judges. Also, the courts have 1ittle need for information
relating to which day care facilities are currently licensed.

Section 4 of the bill would establish authority for the department to
deny an initial application for registration of a family day care home.
The current statute authorizes only revocation or refusal to renew an

Attachment I
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application. Applications for registration of a family day care home
may be received from applicants who are known to the agency as being
neglectful or abusive toward children, who have been unable to meet
child care licensing regulations in the past, or who have a criminal
record. We are presently issuing denials of jnitial applications
based upon case law authority and because it makes little apparent
sense to issue a registration certificate simply to revoke it.

Attached to this testimony is a balloon recommending the addition of

a new section to Senate Bill 672. This new language would amend KSA
65-512 to establish a requirement for annual inspections of child care
facilities. The current requirement is for child care facilities to

be inspected every six months. In practice, this frequency of inspec-
tion has not occurred for many years and there is little 1ikelihood
that sufficient resources will be available to support this frequency
of inspections in the foreseeable future. The department is concerned
that the state may face increased 1iability because semi-annual inspec-
tions cannot be accomplished within the current and proposed appropria-
tion levels. In addition, it is important to note that other licensing
statutes, such as those for nursing homes, hospitals, and food service
facilities, typically mandate annual inspections. Should additional
resources become available, this amendment would not prevent those
resources being utilized to increase the frequency of inspections to
more than once a year.

DEPARTMENT'S POSITION:

The department respectfully recommends that the committee amend Senate
Bill 672 as suggested and report the amended bill favorably for passage.

Presented by: Barbara J. Sabol, Secretary
Kansas Department of Health
and Environment
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T Session of 1986

SENATE BILL No. 672

By Committee on Public Health and Welfare

2-19

AN ACT relating to maternity hospitals or homes and homes for
children; concerning license and registration fees; providing
grounds for denial of certificate of registration; amending’,
K.S.A. 65-505, 65-506, 65-519 and 65-521 and repealing the
existing sections.

Be it enacted by the Legislature of the State of Kansas:

Section 1. K.S.A. 65-505 is hereby amended to read as fol-
lows: 65-505. (a) Except as otherwise provided in this section,
the fee for a license to conduct a maternity hospital or home, or
home for children shall be fixed by the secretary of health and
environment by rules and regulations. Such fee shall not exceed
$12.50 $15 except that for a hospital or home which is licensed to
care for five 13 or more residents such fee shall not exceed $35
$75. Such fee shall be paid to the secretary of health and
environment when the license is applied for and is not refund-
able. No fee shall be charged for a license to conduct a home for
children which is a family foster home as defined in K.AR.
28-4-311 and amendments thereto, The secretary of health and
environment shall remit all moneys received by the secretary
from fees under the provisions of this section to the state trea-
surer at least monthly. Upon receipt of any such remittance the
state treasurer shall deposit the entire amount thereof in the state
treasury, and such amount shall be credited to the state general
fund.

(b) The fees established by this section immediately prior to
July 1, 1082 1986, shall continue in effect until different fees are
fixed by rules and regulations in accordance with subsection (a)
of this section.

See. 2. K.S.A. 65-506 is hereby amended to read as follows:
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65-506. The sceretary of health and environment shall serve
written notice to the secretary of social and rehabilitation ser-
vices and to the judge of the distriet eowrt and to the caunty,
city-county and multi-county department of health in every city
and county in which a maternity hospital or home, or home for
children is located, of the issuance of a license to conduct such
hospital or home, or the revocation of such licenses and. Neither
the sceretary of social and rehabilitation services; the judge of
the distriet const or other efficer ox nor any other person shall net
place or cause to be placed any maternity patient or child under
sixteen {46) 16 years of age in any maternity hospital or home, or
home for children not licensed by the secretary of health and
environment.

Sec.-3  K.S.A. 65-519 is hereby amended to read as follows:

65-519. (a) The secretary shall issuc a certificate of registration to
any person who applies for registration on forms furnished by the
secretary, who attests to the safety of the family day care home
for the care of children, who submits a fee not to exceed 35
payable to the secretary of health and environment, and who
certifies that no person described in paragraphs (1), (2), (3), (4),,
(5) or (6) of subsection (a) of K.S.A. 65-516 and amendments
thereto resides, works or volunteers in the family day care home.

(b) The secretary shall furnish each applicant for registration

a family day care home safety evaluation form to be completed
by the applicant and submitted with the registration application.

(¢) The certificate of registration shall be renewed annually
in the same manner provided for in this section.

(d) The secretary of health and environment shall remit all
moneys received by the secretary from fees under the provisions
of this act to the state treasurer at least monthly. Upon receipt
of each such remittance, the state treasurer shall deposit the
entire amount thereof in the state treasury, and such amount
shall be credited to the state general fund.

Sce. 4. K.S.A. 65-521 is hereby amended to read as follows:

————— Sec. 3.

65-521. The secretary may deny, revoke or refuse to renew a
certificate of registration upon a determination by the secretary
that the registrant falsified information on the application or

K.S.A. 65-512 is herety amended to read as
folldws: 65-512. Inspections. It is hereby made the
duty of the division of health of the department of

health and environment to inspect or cause to be inspected
at Teast once every six-{6) 12 months every maternity
hospital or home, or home for children, and for that
purpose it shall have the right of entry and access
thereto in every department and to every place in the
premises and shall call for and examine the records which
are required to be kept by the provisions of this act

and shall make and preserve a record of every inspection.
The licensee shall give all reasonable information to the
authorized agent of the secretary of health and environment
and shall afford every reasonable facility for viewing the
premises and seeing the patients residents therein. No
patient or resident without his or her consent shall be
required to be interviewed by any agent unless the agent -
shall be an authorized person or a licensed physician.

4
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willfully and substantially has violated K.S.A. 65-516 to 65-522,
inclusive, and amendments thereto. The secretary shall not
revoke or refuse to renew any certilicate without first giving
notice and conducting a hearing in accordance with the provi-
sions of the Kansas administralive procedure act.

8@ -5~ =KeS3-Ar £5-505,-63-506 -653-519-mnk 65 -52-are-herelye ——
repealed. ‘

Sec. 6. This act shall take effect and be in force from and

after its publication in the statute book.

Sec. 6. K.S.A. 65-505, 65-506, 65-512, 65-519 and
65-521 are hereby repealed.
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K. ALEY.C.

Kansas Association for the Education

of Young Children, Inc.

March 5, 1986

Ti@= Senate Public Health & Welfare Committee
FROM: Elizabeth E. Taylor, Legislative Consultant - KAEYC

RE: Support for SB 672

Thank you for the opportunity to express our suppoft of SB 672.

The Kansas Association for the Education of Young Children is

a state-wide organization of child care professionals including

early childhood educators, preschool teachers, child care staff, and
parents who are concerned with issues affecting children through

age eight. KAEYC is affiliated with the NAEYC which represents 40,000.

During the last couple of legislative sessions, KAEYC has supported
several measures which increase the protection of children in
out-of-home care. In particular, we have supported the criminal
check for employees working or applying to work in child care
facilities. We realize that this increased protection for

children must be funded. We realize that this fee increase will

be easier for the larger facilities to afford and more difficult
for small facilities such as family day care homes, but we agree
that the services we have supported in the past must be funded.

Therefore, we are supporting the increase in fees and the establishment

of a fee for family day care homes.

Again, thank you for allowing KAEYC to express its views.

Atﬁachment LI
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RE: SENATE BILL NO. 690
Testimony before Kansas Senate Committee on Public Health & Welfare

Submitted by: Linda Wright
Member, Kansas Alzheimer's Disease Task Force
Past Chairman, Greater Kansas City Area Chapter
Alzheimer's Disease & Related Disorders Association (ADRDA)
Advocacy Chairman, Greater Kansas City Area Chapter
ADRDA

As a member of the Kansas Alzheimer's Disease Task Force and as a member
of the Greater Kansas City Area Chapter of ADRDA, I would like to encourage
this committee's support of Senate Bill 690.

Establishment of an information and referral system through the Kansas
Department on Aging will centralize information on Alzheimer's disease and
related illnesses. ©Not only will this serve as a focal means of support, now
lacking for families of persons with such illnesses, but as importantly will
serve as a resource to those person's beginning their search for information
and support.

With an information and referral network as outlined in Senate Bill 690,
Kansans should benefit in multiple ways. Among these is: the decreased like-
lihood of inappropriate interventions in areas of diagnosis, treatment and
research; supportive assistance for referral to systems for both care and
support; an increase in understanding and support on the part of agencies in
both the public and private sector; increased access to new information on
Alzheimer's disease and related illness.

Thank you for your support of this bill.

Attachment III
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RE: SENATE BILL NO. 691
Testimony before Kansas Senate Committee on Public Health & Welfare

Submitted by: Linda Wright
Member, Kansas Alzheimer's Disease Task Force
Past Chairman, Greater Kansas City Area Chapter
Alzheimer's Disease & Related Disorders Association (ADRDA)
Advocacy Chairman, Greater Kansas City Area Chapter
ADRDA

As a member of the Kansas Alzheimer's Disease Task Force and as a member
of the Greater Kansas City Area Chapter of ADRDA, I would like to encourage
this committee's support of Senate Bill 691.

During the public hearings held throughout the state of Kansas by the
Alzheimer's Disease Task Force, certain common problems were voiced. Support
of Senate Bill 691 would address and help to resolve some of the issues raised
in the hearings.

Through implementation of the plan outlined in this bill, the citizens of
Kansas would have access to centers for assessment of Alzheimer's disease and
related disorders without suffering the stress and frustration that occurs
today when seeking such help. Too many tales were told by family members of
less than appropriate assessment and diagnosis.

Because persons who have Alzheimer's disease or a related illness have
unique care needs whether in the home, adult day care, or nursing home set-
ting, both caregiver education and behavioral research is needed. Through the
educational and research aspects suggested in this bill, attention could be
given these areas. Unfortunately today families plead for more information on
caregiving for themselves as well as for knowledgeable trained caregivers 1in
the community and long term care.

Today no major efforts for research, data collection, and policy planning
exists in respect to Alzheimer's disease or related dementias in the state of
Kansas. Through Senate Bill 691, research and data collection could exist in
a centralized way, encouraging not only better policy direction for the pre-
sent, but for the future as well.

Because of the wide and diverse impact this bill would have to benefit
persons with Alzheimer's disease (and related disorders) as well as those who

care for them, I strongly encourage your support of this bill.

Thank you for your support of this bill.

Attachment IV
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Craig Grant Testimony Before The
Senate Public Health & Welfare Committee

Wednesday, March 5, 1986

Thank you, Mr. Chairman. Members of the Committee, my name is Craig Grant
and I am speaking as an individual. I appreciate this chance to visit with you
about SB 694.

I speak to you today as a part of a family which has had to deal with
Alzheimer's disease. My father has been diagnosed having Alzheimer's for about
five years now and has been in a nursing care home for three years. Even
though there were many services available in Johnson County, I can tell you
that my 78+ year old mother felt as isolated as anyone could feel. She was
confused and often did not know where to turn for assistance or comfort. It is
easy to understand how a person, after 51 years of relying on her spouse,
hesitated and even refused to seek help from anyone else other than family.
Sometimes our pride just gets in our way. If it had not been for my sister's
close proximity, I am sure my mother could not have coped with the trauma.

Now, after three years of building her strength (both physical and emotional)
since he entered the nursing home, my mom is much better able to cope with the
stress associated with her situation. She still goes through periods of de-
pression and needs support of others who are in the same predicament.

I am sure my story is not atypical of many in Kansas. SB 690 would allow a
person in a situation similar to my mothers to be able to call and get informa-
tion on clinics, support groups, care providers, and maybe an Alzheimer's task
force which could assist people in need. If people call and feel comfortable
in calling, this should provide a much needed service for an ever-growing seg-
ment of our population which would be well worth the investment.

I would hope that you report SB 690 favorably. Thank you for your time in

listening to my concern.
Attachment VI
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Testimony before the Senate Public Health and Welfare Committee
March 5, 1986

by Diane Bottorff

Senate Bill 690

Mr Chairman and members of the committee, my name is Diane Bottorff.
I am a member of the Board of Directors of the Topeka Chapter of the
Alzheimer's Disease and Related Disopders Association, I speak in
support of SB 690.

Our Topeka Chapter has a 24 hour answering service which provides in-
formation and referral services to families of Alzheimer's victims
and professionals who work with these persons. 1 am one of several
professionals who takes :@‘turn responding to these calls. Callers
have a variety of guestions and concerns. Not -all the calls we re-
ceive are from the Topeka area. This tells us that there are areas

in our state where a source of information and referral is lacking.

In fact, callers tell us they did not know whom to call in their ares.
e are somewhat handicapped in responding to persons from other areas
of the state because we are not familiar with their local rescurces.

If the information and referral network is established as proposed
in SB 690, then all areas of the state would have access to a cen-
tral source of information including specific - resources in their
area. This network would also be a valuable resource to our Topeka
Chapter as we attempt to help those who call us for assistance.

The bill proposes setting up the network within the Kansas Depart-
ment on Aging. This is a wise move. The Department already has in
place much data on Alyheimer's Disease and Related Disorders and
knowledge of many resources as a result of the work of the S5tate
Task Force. In addition, the Department has an gsteblished net-
work across the state with the Area Rgencies on Aging.

The report of the Task Force on Alzheimer's Disease and Related
Disorders has identified that there is a great need for informa-
tion and better understanding of the disease. Passage of 5B 650
is one way to help meet this need by making help only a phone call

away.

Attachment VII
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SENATE BILL NO. 690
PUBLIC HEALTH AND WELFARE COMMITTEE
MARCH 5, 1986

Senator Ehrlich and fellow Committee Members:

My brief remarks are made as a member of the Kansas Alzheimer's
Disease Task Force and of the Alzheimer's Disease and Related
Disorders Association, Topeka Chapter; as a native Kansan with a
deep concern for the tragic problems brought about by this
malady; and finally and most sadly, as the husband of a bright,
vivacious woman, active in many community, church and civic
affairs, who in her sixties has been stricken with Alzheimer's
Disease.

When my wife's organic illness was diagnosed about three years
ago, I found that Alzheimer's disease was generally considered a
mental disorder, not subject to the benefit of Medicare and
health insurance. As is now emphatically agreed by medical
specialists and research authorities, it is an organic disease
just as cancer, cardio-vascular illness, arthritis, diabetes or
many other maladys are diseases.

In holding public hearings over the State, the Task Force found
much confusion about dementia, its diagnosis and lack of sources
of help for the patient and family. Senate Bill No. 690, which
would establish an information and referral network through the
Department on Aging combined with a toll free telephone informa-
tion system, would bring a valuable Helpline to families facing
the catastrophic problems of Alzheimer's disease and related
disorders.

As a concerned citizen, who has served on many Boards for the
health and welfare of the less fortunate over the years, I urge
favorable consideration by this Committee on Senate Bill No. 690.

Thank you sincerely,

57
LA Mq
Robert C. Guthrie

3000 West 19th Street
Topeka, KS 66604

Attachment VIII
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SENATE BILL NO. 691
SENATE PUBLIC HEALTH AND WELFARE COMMITTEE
MARCH 5, 1986

Senator Ehrlich and fellow Committee Members:

My brief remarks are made as a member of the Kansas Alzheimer's
Disease Task Force and of the Alzheimer's Disease and Related
Disorders Association, Topeka Chapter; as a native Kansan with a
deep concern for the tragic problems brought about by this
malady; and finally and most sadly, as the husband of a bright,
vivacious woman, active in many community, church and civic
affairs, who in her sixties has been stricken with Alzheimer's
Disease.

Speaking as a layman (my business career has been in banking), I
nevertheless see the urgent need for the establishment of
regional Alzheimer's disease assistance, education and service
demonstration centers. Senate Bill No. 691 would designate the
University of Kansas Medical Center along with other centers
established under Section 4 of the Bill, to provide essential
service including professional staff specially trained in
diagnosis, geriatric nursing, medicine, neurology, psychiatry,
and other professional specialties. The education and service
provided with the demonstration units would address the major
needs as heard at the public hearings conducted by the Task

Force.

As a concerned citizen, who hopes future generations will not
suffer the same grief as some of us are at present enduring, I
urge favorable consideration by this Committee on Senate Bill NO.

691.
Thank you sincerely,

At et

Robert C. Guthrie
3000 W. 19th Street
Topeka, KS 66604
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Testimony in Support of SB 691

My name is Wanda Blaser. I am a registered nurse and have my master’s degree
irm nursing. I teach for the University of Kansas and currently serve as president
of the Alzheimer’s Disease and Related Disorder’s Association (ADRDA), Topeka
Chapter.

From my work as a support group leader and at the task force hearings 1 have
heard family concerns for improved patient care as well as the need for increased
Knowledge on the part of health and social service providers. From my work in
the hospital and nursing home setting I have seen numerous examples of poor
guality care to Alzheimer’s patients and families due to lack of knowledge about
Alzheimer’s and suitable models of care to follow. I speak in support of SE 691
for the following reasons:

{. Provides Weorkable Sclution. This bill does not create new agencies but allows
enhanced functions of those agencies already in existence. Research, education,
and clinical care are entwired to meet the needs of Alzheimer’s patients,
Alzheimer’s families, and health and social service providers. Teaching and
demorstration units within university settings, nursing homes and service
agencies such as adult day care provide needed care for patients and families,
models of care for agencies and practicing service providers, and education for
students. Models similar to those designed for work with the elderly population
in other states such as the Teaching Nursing Homes Projects of the Robert Wood
Johnson Foundation, Bevery Enterprises, and the National Institute of Aging
present good examples of expected outcomes for similar Alzheimer’s programs.
(Schneider et al, 1984)

2. Demorctrates large potertial savings. Studies of prevention and management
of AD behaviors such as incontinence, decubitus ulcers (bed sores), and
contractures (immobilized joints), can lead to cost savings. I have seen numerous
situations in hospital and nursing home settings where lack of Krnowledgable
supportive care for patients lead to increased complications and increased costs
of care. One example would be that of the Alzheimer patient inappropriately
labeled with rortreatable incontinence with its accompanying embarrassment and
increased cost of supplies, laundry, and labor. Appropriately educated personnel
often find the incontinence is a problem of the environment that can be remedied
such as lack of easily accessible bathrooms, poorly structured clothing for the
Alzheimer patient, or poorly scheduled medications.

Expensive costs of decubitus treatment and the debilitation of contractures
should be able to be entirely limited with appropriately instituted activity plans
for the Alzheimer patient. These are interventions that reguire no more time
than is already being provided by caregivers, just more knowledgable, thoughtful
use of time.

The nature of Alzheimers dicease leads in almost all cases to eventual nursing
home placement. The majority of Alzheimers victims are elderly. The costs of
nursing home care rapidly deplete the funds of the average elderly couple and
medicaide reimbursement becomes necessary. As we are a rapidly aging
population, it makes sense to determine the most cost effective modes of care
now.

Attachment X
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3. Promotes accurate diagrnosis. A gerntleman called me last week from western
Kansas and said his mother had just been diagnosed with Alzheimers. The rapidity
of onset of symptoms and the acute situation which brought on the symptoms
caused concern on my part that it might have beer an inappropriate diagnosis.
When guestioned about the diagnostic werk-up he replied he had done the best he
could. He never called back., According o & recent artizis i the Journal of the
American Medical Association, 26 out of 136 patients with a diagnosis ot
Alzheimers or a related disorder actually had a treatable problem. (Sabin et aly
1952) Since there is ro cure for Alzheimers in essence 26 patients were wrongly
given a death sentence. Multidisciplinary centers could provide a reassurance 1o
families of thorough investigation for any treatable disorders.

4. Promotes maximum function of patient. With a structured environment and
simplified tasks an Alzheimer patient can function at a relatively high level for
extended periods of time. Models of care must be provided that demonstrate the
specific structuring of these types of envirornmerits. As I hear of nursing homes
developing special Alzheimer units I am hopeful for progress, but also concerned
that some agencies might simply lock & unit and say they are specialized. I have
had experiences with nursing homes that call themselves adult day care centers
while doing nothing more than charging a patient to come in and wander about
their facility for the day. Multidisciplinary centers could provide models and
consultation to other Kansas facilities in developing a safe, supportive
environment for Alzheimer patients.

5. Promotes safety. Wandering behaviors are common for AD patients and models
of care are needed to demonstrate that tying a patient to a chair is not the safest
and least restrictive environment. I read about the Alzheimer patient who
wandered off from a TopeKa nursing home last year and died of exposure before
he was fourd. Approaches can be developed and implemented for a safe, relatively
nonrestrictive environment for Alzheimer’s patients. It is time this be done.

:. Promotes decreased burden for the family. Families have repeatedly
expressed their frustrations about lacK of information and access to resources to
ease their caregiving burdens. "What do we do¥" and "what iz available?" are
+wo of the most common guestions voiced in our support groups. Multidisciplinary
centers could provide this much needed coordination rale in returning families to
their local communities, as well as serving as resources to communities in
developing their own additional services.

We need the multidisciplinary centers described in 8B 691 1o pffer immediate
assictance and provide models that can be replicated in communities across our
state. This proposal provides a positive approach for patients, families,
educators, and health and service providers. I ask for your support of SB 6914
with the hope that you will consider the long term gains all would receive.

Schreider, E., et al. (1985). The Teaching Nursing Home. New york:
Raven Press.

Sabin, T., et al. (1932). Are Nursing Home Diagnosis and Treatment
Adequate. Journal of the American Medical Association: 24&.
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KINH Kansans for Improvement of Nursing Homes, Inc.

913 Tennessee, suite 2 Lawrence, Kansas 66044 (913) 842 3088

March 5, 1986

STATEMENT REGARDING SB 690: ESTABLISHMENT OF AN INFORMATION AND REFERRAL
NETWORK TO ASSIST PERSONS WITH ALZHEIMER'S AND RELATED DISEASES

(Testimony for Kansans for Improvement of Nursing Homes was prepared
by Harriet Nehring, Executive Director of KINH)
Mr. Chairman, Members of the Committee: As a member of the task force on
Alzheimer's Disease and a former family caregiver, I have a background of
knowledge and experience concerning the needs of Alzheimer's patients and
of the family members responsible for their care. I believe SB 690 would
provide needed and helpful assistance to patients' relatives, and through

them, to the victims also.

In the past, a typical experience--and for those who have been through it,
an all too familiar one--is the necessity of coping with the symptoms and
diagnosis of Alzheimer's with little or no information, assistance, or
support. The caregivers are overwhelmed by a feeling of helplessness; they
have no idea where to get information or help. Fortunately, that experience
is gradually changing, with growing availability of community services and
programs such as respite services and family support groups. The need now

is to link individuals who need services and information to their providers.

The existing toll free line in the Department on Aging's information and
referral network is the necessary link. It is an established service
available to Kansas citizens. What needs to be added is the gathering of

data, and information on existing support services. An important factor to

cont.——
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STATEMENT REGARDING SB 690 cont.

the success of the added function of the statewide telephone network will
be effective publicity so that all who need assistance will find it
accessible. It would greatly reduce the burden and worries of Alzheimer's
caregivers, and allow- them more effectively to care for their loved ones.
KINH enthusiasfically supports SB 690 and requests that it receive the

Committee's favorable report.



7 |
KINH Kansans for Improvement of Nursing Homes, Inc.

913 Tennessee, suite 2 Lawrence, Kansas 66044 (913) 842 3088

March 5, 1986

STATEMENT REGARDING SB 691: ESTABLISHING REGIONAL ALZHEIMER's
DISEASE ASSISTANCE CENTERS

(Testimony prepared by Harriet Nehring, Executive Director
of Kansans for Improvement of Nursing Homes)

Mr. Chairman and Members of the Committee:

SB 691 recognizes the need for adequate medical attention to Alzheimer's
patients, and for the education and training of health care providers and
caregivers. Again, in the pragmatic approach to solutions offered by the
Alzheimer's Task Force, existing health resources are utilized to meet this

identified need.

It is recognized that the cost of immediate implementation of the assistance
centers would be prohibitive in the present state financial crisis. SB 691,
however, provides for a less costly, and we hope, more affordable and suppor-
table idea of beginning to plan for the centers now through established health
planning procedure in the Department of Health and Environment. The plan,
according to the legislation, is to be prepared in the next two years, and

can only be implemented within the limits of appropriations, thus protecting

the Legislature's fiscal responsibility.

This is a reasonable and practical recommendation which gives Alzheimer's
patients and their families further hope for improvement in future services,

while laying a foundation for meaningful attention to real need in the present.

We recommend favorable consideration be given to SB 691.



TO: STATE LEGISLATORS
REGARDING: WILLIAM R. CHALMERS (ALZHEIMER'S PATIENT)
FROM: MARGUERITE B. CHALMERS (MRS. W. R. CHALMERS)

Bill Chalmers is a 1931 graduate of Kansas State University. He worked for the
Kansas Highway Commission for thirty-five years, one year for Roy Finney, Con-
sulting Engineer and four years for the Christopher Iron Works in Wichita. Dur-
ing the time he worked for KDCT, he was om a Core Drilling Party, in the Road
Department and the last twenty-five years he was a Squad Chief in the Bridge
Department. He retired april 1, 1974.

Because of throat trouble in December 1980, he was referred to an Ear-Nose-
Throat doctor by his Cardiologist. He went the ENT doctor for six months and

the only test he run was to see if Bill had throat cancer.

In june of 1981, I took bill to Dr. Robert Holmes, who is a 1978 graduate of
the K. U. Medical School. He immediately had tests run and then entered Bill
into Stormont Vail for more testing. At the end of the testing, he told me he
thought he knew what Bill's trouble was but asked if he could call in another
doctor for a second opinion. Dr. Holmes called Dr. Stein a Neurologist from
Menningers. Both diagnosed it as Alzheimer's Disease. Dr. Holmes continued
to find out what caused Bill's regurgitating. Dr. Ricci examined him and did
more testing. When this did not help, Dr. Holmes contacted Dr. Wanless and he
performed surgery on Bill's neck and this helped.

At that time, the only hospitals doing research on Alzheimer's Disease were on
either the East or West coast. We were financially unable to make the trip to
one of them. Also there was very little literature about Alzheimer's Disease.’
When I told friends about the disease they usually asked ®What's that”. Now
five years later people are better informed and there is more literature and

TV specials regarding Alzheimer's Disease.

Bill entered a nursing home Febmuary 23, 1984, He has lost 53 pourds, walks

constantly and does not know any of his family or friends.

Bill's family, a son and two daughters, and I urge you to pass Bills 690 and
691. We need to have a hospital centrally located so more people could go
there and be diagnosed earlier than Bill was. Also, there could be some kind
of educational classes for doctors, nurses, LPN's and family members. We have

some now but we need more.

WJW
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Barbara L. Dopyera Daley
6912 Towerview Lane
Topeka, Kansas 66619
862-2092

SENATE BILL 690- HELPLINE

Chairman Ehrlich and members of the Senate Public Health and
Welfare Committee: :

Thank you for the opportunity to tell you why I support the
passage of Senate Bill 690. In my experience I have found a
tremendous need for a centralized source of information and

a helpline to access this information source.

While I worked as Research Director for the Kansas Alzheimer's
and Related Diseases Task Force, I was swamped wilth telephone
calls requesting written information about Alzheimer's disease
and information about appropriate services on the local level.

Because of the number of information requests we had, we decided
to put together a resourse packet on Alzheimer's disease. We
had 300 requests for the Resource Packet before my term ended
in January.

In addition to telephone calls and written reguests for infor-
mation, the Task Force heard testimony from hundreds of Kansans.
People repeatedly testified that they had need for information

on Alzheimer's and had difficulty obtaining informatlion about

the disease and services for caregivers and victims of Alzheimer's.

For example, a Wichita man stated:

I talked with 17 attorneys to find one
who would accept the case; there is no
one place or phone number that can answer
specific guestions.

An E1 Dorado woman expressed her concern for more information
in her area. She sald:

The Task Force should help get more support
groups and more information to the public.

There should be a publicity drive in my town,

they thought I started Alzheimer's disease there.

I am currently answering the telephone for the Topeka Alzheimer's
Support Group and I see the trend in the need for information
continuing. The majority of the phone calls I have are information
requests. People either want written information or information
about serviecs. I find it particularly interesting when someone
calls to find out if something is available in Hays for example, or
Southern Kansas. I think these examples further illustrate the
need for a centalized information source.

Lastly, I would like to point out that the information about
Alzheimer's disease is rapidly changing. New research is beilng
conducted that involves diagnostic proceedures and treatment. Ways
of dealing with the behavior of Alzheimer's patient are being
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Page two- Testimony on SB 690-Helpline

developed and local services for the caregiver and victim of
Alzheimer's are implemented from time to time.

It would be a great help to the families of Alzheimer's
patients 1f there was a d631gnated office that could keep
track of all theses changes. It is essentlal that someone
develop and continually update a resource file.for public
distribution. In addition, this profe881onal could learn
about Alzheimer's specific local services.

For these reasons I encourage the committee's supprt of Senate
Bill 6%0. T urge you to consider the tremendous need for
this helpline in your deliberations.

Respectfully submitted,

Bubora 4 Depyer p«@ﬁ
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For Further Information ntact:

Susan Tannenwald-Miringoff, R.N.
Assistant Director
(913) 233-8638

the voice of Nursing in Kansas
March 5, 1986

SB 690 and SB 681

* FEstablishment of Information and Referral Network--Alzheimer's Disease.

% Establishment of Regional Alzheimer's Disease Assistance Centers.

Mr. Chairman, members of the Committee on Public Health and Welfare, my name is
Susan Tannenwald-Miringoff and I am a registered nurse here to speak to you on
behalf of the Kansas State Nurses' Association. KSNA supports Senate Bills 690
and 691. As nurses we play an important role in patient and family advocacy and
we share your concern regarding Alzheimer's and other related disorders. We
support the establishment of a 800 Helpline as well as regional Alzheimer's
disease assistance centers in the state of Kansas.

The bnportance.of this kind of program will become even more evident in the years
to come as the population:that is susceptible to dementia disorders, that is,
those over 65 years becomes much larger in pumber. Through innovations in
medicine arnd the fact that technology has made hard manual labor less prevelant,
Americans are living longer, therefore making a larger population pool susceptible
to Alzheimer's disease. The Social Security Administration projects that by the
year 2000, the group most at risk of institutionalization (the over 85 population)
will be éO percent larger than in 1983. Thé nursing home population can be
expected to increase by 49 percent according to the National Center for Health
Statistics. The year 2000 doesn't even bring todays baby boomers into the

over 65 category--their approach into the age group most susceptible to

Alzheimer's disease will bring about increase demands for help and information.

L Attachment XIV
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Perhaps by that time programs such as those proposed by SB 691 will have
uncovered preventative and/or curative methods through research at Kansas'

regional ADA centers.

The nursing profession has four basic roles. We help those that are ill

regain their health, we help the healthy maintain or enhance a state of
wellness, and we offer support to those that are dying and make life as

good as it can be given the disease process. In the case of an Alzheimer
patient we can't at this time hélp cure-—we can, though, sﬁpport the patient,
utilize the appropriate responses to behavior changes and effect the kind

of nursing care that will provide a patient care geared specifically to his
particular disorder. The families of Alzheimer's disease victimes are perhaps
+he most affected. These programs will provide much needed support, education,
and referral services to those who need it the most——-the children, the spoﬁses,
the friends of Alzheimer disease victims who are seeing their loved ones change
and don't know what to do or just need someone tO talk to who would understand
their crisis. It is also very important that health care providers know and
understand the stages of the disease process and how the patient's individual
needs should be accommodated. In order to be health educators ourselves, we
need the knowledge gained from the research programs that SB 691 will provide.
We need the training and continuing education that SB 691 spells out so that
nurses and others across the state will have access to the most recent
approaches to these debilitating diseases. These two bills set up the kind

of expertise base that will bring about great strides in health care delivery

capabilities that Kansas health care consumers need and deserve.

Attached to this testimony is a copy of an artice from the
wAmerican Journal of Nursing" of February, 1984. It reviews the

Thank stages of the disease process of Alzheimer's discase and
you. demonstrates the role of Nursing with these patients.
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ALZHEIMER’S

DISEASE

ARE

BY MARILYN PAJK

he man shuffled stifily, but insis-

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

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

Marilym Pagk, RN, MS, is a medical clini-
cal nurse specialist at Mt. Auburn Hosp?
tal in Cambridge, Mass.
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type (SDAT). It is this “secondary
- diagnosis that often becomes the pnma- F

ry challenge in nursmg care.

WHA'I' IS ALZHEIMER’S DISEASE?

semlxty ” “senile dementia,” “hard- .
ening of the arteries,” and “organic .
*brain syndrome" have been used inter-

changeably to describe the cogrut'
declme of Alzheimer’s disease.

spontaneously with no known cause
and have no known effective treatment.
Secondary dementias are reversible
and treatable; they may be caused by
- metabolic disturbances, nutritional de-
ficiency or other acute conditions (see
“Is It Alzheimer’s Disease?” on the fol-
lowing pages.) -
Alzheimer’s dxsease, named after the
German physrcxan who first described

the condition in 1907, is the most com-

‘mon irreversible: dementla It is esti-

mated that 50-70 percent of all elderly

people with dementla have the Alz-
_heimer’s type(2-4) g

-~ Though the dlsease ,has‘ been de-

- scribed, the cause is a mystery, and the
_ diagnosis is made virtually by the pro-
- cess of elimination. Conditions that pro-
_duce dementia resembling Alzheimer’s
- disease include drug intoxication, de-
. pression, head injuries, brain tumors,
| -and nutritional deficiencies such as per-
“nicious anemia. Because many of these
-disorders may be reversed or cured with

- appropriate treatment, it is crucial that-
.-they be identified and all treatable -
« causes of dementia ruled out througha
~thorough medical, neurological, and

Dementia is the term currently pre- e‘Alzhelmer s has three hallmarks:

| ferred to describe a syndrome of intel- -
lectual deterioration, drsorgamzatlon of :
 the personality, and inability to_ carry
- out the normal tasks of daily living(1). "|-
_+ 'Dementias are “categorized as primary |
- or secondary. Primary dementxas arise -

‘| “slowly, over as long as 16 years(). The

psychosoc1al assessment. The dlagnos-‘, :
tic process can be costly. - : o
. After all other drsorders have been e
ruled out, a diagnosis of Alzheimer's
“disease is usually made on the basis of
“the type of symptoms and the way the
symptoms progress over time.” Confir-
- mation, however, is only possible upon
‘postmortem examination of brain tis- |-
‘sue. The brain tissue of the patient with -

. neuroﬁbnllam tangles—palrs of
ﬁlaments wrapped around each ‘other
“in thecytoplasm of the neurons, .

generation in the neuronal processes;
. .e granulovascular degeneration—
in which fluid pockets and granular
material develop in the neurons(4).
While these changes may be seen to
some extent in the brains of normal
aging people, in patients with Alzheim-
er’s they are found throughout the cere-
bral cortex and in large concentration
in the hippocampus, the short- term »
memory center of the bram - o

 EARLY STAGES S
lzheimer’s disease can progress
quickly, over three to four years, or

first ‘stage of the disease involves
almost imperceptible changes(6). For- | -
getfulness, especially of recent events,
is .common. “There ‘may be dlﬂiculty
le,armng or remembering new informa-
tion. For example, the person may have
trouble remembering that he is not sup-
“posed to eat or drmk anythmg before a
GIseries. " r
~.The patxent may also have trouble‘

. remembermg hospital routmes, how to

- use the call light, when he had his last |

_medication, or the names of common

'obJects, such as toilet artlcles In an)

undragnosed person who is hospital-
ized, these problems may be mistakenly
attnbuted to the stress of 1llness and
hospltalxzatxon S o
-~ Deterioration in personal hyglene
‘and appearance may be noted in the
early stages. Aninability to concentrate

"“on such things as reading or watching

 television may be interpreted as a lack
“of interest, apathy, or depression. In
fact, depresswn is not uncommon at this

- point because the person knows that
 things are “not quite right.” The subtle
“nature of these changes does not usual-

ly interfere s1gmﬁcantly ‘with the per-
son’s ability to manage. Gradually,

“'though,  tasks that require abstract

-thinking, such as mathematical calcu-
lations needed to balance a checkbook,
become more difficult. Activities re-
quiring judgment, such as driving a car
or following directions, also become

- harder. The hospitalized patient may be

unable to follow directions for filling
out the daily menu or to learn how and
when to take medications. Friends and

1 “family may interpret these changes as

- carelessness or laziness, thus contribut-
mg to the patient’s feehngs of despair.

.Alzheimer’s disease is often missed
in the early stages. However, a careful
nursing assessment obtained from the
patient and family may reveal short-
‘term memory problems and inappro-
‘priate behavior that were noticed be- -
fore hospitalization and so may not be
related to the patlent’s ﬂlness

I.A'I’ER S‘I’AGES : o
The later stages of Alzheimer’s dis-
ease - extend over years, until
death. One characteristic is progressive
_ difficulty in communication. Deteriora-
“tion of the areas of the cerebral cortex

- that involve meniory, language, and mo-

tor functions results in a loss of coordi- -
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, Ty ar
uring the patient's
patient's limits and

bservation, such as ne
rly identified (e.g., by
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ATIENT WITH ALZHEIMER’S DISEASE

of care. Itis critical not to alter the patient's routine,
t the patient’s usual schedule at home and try to =
in his care, always keep such ;

e same place Sl
id place frequently endarand <.
litems, us g visual cues, |

[ If the patient is able, encourage walking, especially during the day. The

. -activity will help maintain muscle strength, joint motion, and improve sleep.

. D Bedridden patients require active and passive range-of-joint movement.
''O Avoid restraints, if possible. They tend to disturb the patient and may

- precipitate a catastrophic reaction.

.'Maintain mobility and -
“exerciseasmuchas
. possible, appropriate to the

patient’s level of fitness .

Alteration in exercise activity
patterns - L

{1 ‘Avoid isolating the patient. A person with dementia stil enjoys the
/- presence of caring people. e ‘
0 Soft music from a radio or tape recorder may be very soothing. The patient
- whose short-term memory is impaired often remembers songs and music

rorm the past

. Providecogniive
. stimulation in the patient’s
- environme g

1. Some Alzheimer's :
. stimulating ‘and frustrating to follow

patients may enjoy television; others findittoo -

.00 Keepa written record of the patient’s continent and incontinent voidings
~and bowel movements to determine his usual pattern. Then, offer the
- ‘bedpan or urinal, or walk him to the bathroom, as the pattern indicates.
{1 Often patientsare incontinent because they can't get to the bathroom
i quickly enough or because they can't find it. Marking the bathroom clearly
.. with a picture of 4 toilet may help. Some patients may be more successful
. Using a bedside commode or unnal. v e
Limit the fluids the patient consumes at bedtime to prevent nighttime
incontinence. T ;
- 'O Avoid using laxatives, but encourage a high-fiber diet to help maintain
-1 powel regularity. Since the patient may not be able to tell you about it,
"7 observe subtle signs of constipation, such as lethargy, reduced appetite,

abdominal distension.

" Maintain bowel and bladder
- continence for aslong as
~-possible - LT

Altered bowel and
bladder patterns

ppropriate to the eating abiliiesofthe
age a fork and’knife, encourage -

| d meals ap
he patient is unable to man
,isuchas sandwiches or fruit.

Altered nutritional/ . Maintain optimum
‘metabolic patterns. tritional status

jith his head forward during meals
eating. Thin liquids are the most -

-0 Encourage the patient to stay awake during the day. Naps may disrupt or
~ preventnighttime sleep. . * ./ ’ Lo B e
O If the patientis on tranquilizers to control agitation, periodically assess
“4heir effectiveriess and look for side effects. Drug dosage may need tobe
" “feduced or the schedule may need to be changed if it makes the patient
~ sleepy during the day; on the other hand, some tranquilizers may s
1 paradoxically increase agitation and confusion. S B
* - [ Schedule tests and treatments for the morning and afternoon, S0 the
* patient can wind down in the tate afternoon and evening. This helps to

. avoid overstimulation before bedtime.. i
03 If the patient wakes during the night and becomes confused and agitated,
‘' reorient himin a soft, soothing manner to avoid precipitating extreme

~ agitationand loss of control

Altered sleep
rest patterns -

219
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nation and of the abilities to write
(agraphia) or speak (aphasia). Persev-
eration, the continuous repetition of a
word or gesture, is common(7,8). The
loss of coordination affects the ability
to perform purposeful movements or
tasks, such as dressing or eating.

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

Because increased activity and
movement result in a high expenditure
of calories, these patients tend to devel-
op voracious appetites. [n addition, they
may have a compulsion to put every-
thing in their mouths (hyperorality),
whether or not it is edible. Incontinence
is also a common problem as the disease
progresses Frequently the patient sim-

ply does not recognize the appropriate
time or place to urinate or defecate.

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

interpretedbya
: psychologist: $75)

IS IT ALZHEIMER’S DISEASE ?

losis raises the question of tubercular
blems that are known to cause dementla

*

s anemia, pellagra
other psychlatnc illness may suggest

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

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

the excessive distress the patient may
exhibit in situations that confuse or
frighten him. He may, for example,
become overwhelmed by the number of
questions posed by his caregivers. He
may become angry and cry in response
to simple questions that are a necessary
part of his treatment and care. Or he
may show outrage and resistance, like
the man who fought the shower. These
reactions upset and exhaust the pa-
tient, as well as those around him.

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

rate of accidents, vascular disease, and
neoplasia(3).

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

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

y neurologist

MCHC {mean corpuscularvolume, hemoglobin,
t

folate level

pping tremor) is common in memory loss assomated

lly absent in AD MID, and

sts are approxumate, based onusual New York City charges.
This workup will rule out most of the reversible dementias.. |
me physicians also advise skull x-rays, CSF examination,
angiography, and/or cisternal scan. Positive emission .
omography (PET)is the mostrecently developedtest. it

identifies areas of brain function and dysfunction by measuring

glticose uptake. The patientis given aninjectionofa
radioactively marked glucose analogue, anduptakeis
measured by external counters placed on the skull.

Basedon information contamed in "Revefslble dememia and
the misdiagnosis of dementia: areview” by P.V.Robinsin.
.Hosp. and Comm: Psychiatry 34:830-835, Sept. 1983; L

‘Disorders of Memory’’ by G.M. McKhann in' The Pnnciples and

' others, Appleton-Century-Crofts, N.Y., 1980, pp. 1191-1195; and
‘uSanility Reconsidered” by the NIA Task Forcein JAMA '
244:259-263, July 18, 1980. , '

Practice of Medicine, twelfth editug , ed. by A.M. Harveyand
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diagnosis of pneumonia. He also had
severe seborrhea of the scalp. Small and
disheveled, with greasy hair and gener-
ally unkempt appearance, he was
brought in by his wife, a tiny, neat wom-
an who looked sad and bewildered when
she spoke with him. She frankly admit-
ted that it had become more and more
difficult to care for her husband at
home. Mr. T no longer seemed to recog-
nize her or their children. Often, he
resisted the most basic care. His need
for constant supervision was becoming
an emotional and physical drain.

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

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

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

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

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

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

Serious illness, hospitalization, or

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

REFERENCES

1. Katzman, Robert. The prevalence and malig-
nancy of Alzheimer disease. A major killer.
(editorial) Arch. Neurol. 33:217-218, Apr.
1976.

2. Eisdorfer, Carl, and Cohen, Donna. Diagnos-
tic criteria for primary neuronal degenera-
tion of the Alzheimer's type. .J.Fam.Pract.
11:553-557, Oct. 1980.

3. Kent, Saul. Classifying and treating organic
brain syndromes. Geriatrics 32:37-89, 93-96,
Sept. 1977.

4. Valenstein. Edward. Age-related chahges in

the human central nervous system. IN

Aging—Communication Processes and

Disorders, ed. by D. S. Beasley and G. A. Dav-

is. New York. Grune & Stratton, 1981, pp. 87-

106.

Terry, D., and Davies, P. Dementia of the Alz-

heimer's type. Ann.Rev.Neurosci., vol. 3,

1980, pp. 77-95.

6. Hayter.Jean. Patients who have Alzheimer's

disease. A/V 74:1460-1463, Aug. 1974

Bartol, Mari Ann. Dialogue with dementia:

nonverbal communication in patients with

Alzheimer's. J.Gerontol. Nurs. 5:21-31, July-

Aug. 1979.

8. Burnside, |. M. Alzheimer's disease: an over-
view. J.GerontolNurs. 5:14-20, July-Aug.
1979.

9. Mace, N. L., and Rabins, P. V. The Thirty-Six-
Hour Day. Baltimore, The Johns Hopkins
University Press, 1981,

NI

=1

[
~

FEBRUARY 19X



I

 matostatin, substance P and, in s
patients, norepmephrme(z 3).

, cetylchohn f(ACh), it
‘was presumed that AD patients had an

* ACh deficiency. Researchers have now -
“studied 15 neurotransnutters “and drs-,'_’
covered only four ‘that are altered in

e: Why are all |
these neurotransrrutters deficient? Is it
a cause or effect of AD? Are there ways -
"to increase CNS transmitter functions
to compensate for therr Ioss" Are there‘;(

vealed that none of the three without
above 2.7 ug/g, while each of the five

with AD had concentrations of 8.4 to
115 pg/¢ in one or more portions of

water are high, found no mcrease(5)

effect of AD? .
humans. When aluminum was injected
into rabbit brains, neuroﬁbnllary tan-

‘cally different from AD tangles(6).

they were injected mtracranxally and

AD had an aluminum concentration -

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

‘Research questxons are; Howdothese

' 'alummum deposits getintothe brain?Is

‘their presence related to aging or todis-
ease? Are aluminum deposrts a cause or

Heavy metals, such as manganese,
have been known to cause dementia in

gles formed but they were morphologl-;*

Virus. It is known that the Creutzfeldt- -
Jakob dementia is transmitted by a
slow-growing virus. In 1978, two re-
searchers reported that laboratory ani-
mals “developed a progressive neuro- -
logic illness within 29 to 40 months after '

intravenously with brain tissue from .
i Alzhelmers pat1ents(7) Tlus would o
:'J . s

‘ ’fChromosome defecf (heredlfy) It .
“has been observed that an adult’s
“chance of developing Alzheimer’s at age
- 65 is less than two percent, but if a close
relative has the disease, the chance
increases fourfold(9). This fact, plus -
“the finding that Down's syndrome pa--
“tients who survive to adulthood eventu-
| ally develop Alzheimer’s lesions in the |
brain, have led to speculation that the -
_ information on the extra chromosome
of a Down's victim might be related to .

the cause of Alzheimer’s(10). -

_ Immunologic _ defect. Abnormally
high levels of antibodies have been
-observed in Alzheimer’s patients. It is -
uspected that the ‘body’s defense sys-
em goes awry: “and attacks the’ body’s -
“own cells. In 1983, researchers reported
| success in makmg antibodies to abnor-

1 mal proteins characteristic of Alzheim-

autopsy results on eight patlents re-

er's. The antibodies can be used at
autopsy to distinguish brain samples of
Alzheimer’s patients from brain tissue
that is normal and altered by other neu-
rologic diseases. Research in this area
may lead to a simple test for AD(11).

Travma. Serious head injury may pre-
-dispose to Alzheimer's disease. Accord-

ing to studies in Minneapolis and at -
‘Duke  University, 15 percent "of AD .

patients had a history of serious head

“trauma; less than 5 percent of the con-
trol group had a similar history(2).

'KEY THERAPIES BEING TRIED

- AND INVESTIGATED N
‘Reports of clinical trials with new and
~old drugs are proliferating in Alzheim-

er's research literature. Some sub-

stances ‘are intended to attack the
: pathophysxology——low ACh levels, high
* aluminum; others are intended to re-

duce the symptoms—memory loss, de-

~creased attention, and so on.

To promote ACh production. Since

‘choline is required in the synthesis of
: acetylcholme, researchers - hypothe-
sized that giving choline salts would

boost the body s productxon of ACh In

“eursor of choline. When large oral doses
~of lecithin were given, serum choline

“choline ‘salts; some studies reported
. slight lmprovement in memory(13).
| To substitute for ACh. Just as beef
and pork insulins have been found tobe
human _insulin substltutes, some -re- |
 searchers are lookmg for an ACh substi--
tute. One such substance is arecoline,
~ which acts like ACh. The problem is
‘that it causes bladder cancer in rats.
- Drug companies are trymg to develop a
- less toxic analogue(2). »
" Toslow ACh breakdown. Physostig-
gfmme slows the breakdown of ACh by

“some lmprovement in long-term memo-
“ Ty but not in short-term memory in nor-

_improve memory with longer-lasting ef-

To spur_ neurofrcnsmiﬁor ucﬂon.‘

: tried in 14 patients who had mild to
~moderate cognitive deficits. Four pa-

- histaminic, anticholinergic, or antisero-

‘ Leczthm, a complex fat found in egg:
_yolks, meat and fish is the dietary pre-

mcreased more than it had with oral

blocking the enzyme that destroys it |
very narrow therapeutic
range(14). An - early study revealed

mal subjects(18). The 1v form, initially
used, was short-acting with effects last-
ing no longer than 30 minutes(7). Now,
an oral form of physostigmine, given
with lecithin, has been observed to

fects in some people(13).

Deanol, a substance thought to in-
crease cholmergxc activity, has been

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

Piracetam represents an effort to
alter brain chemistry to compensate for
‘lost acetylcholine. It has been shown to
increase brain energy and the inter-
hemispheric transfer of information. In
animal studies, it increased learning
and reduced the amnesia usually asso-
ciated with hypoxia. Piracetam has no
analgesic, sedative, tranquilizing, anti-

‘tonergic effects. It has been shown to
‘increase memory and cogmtxon in nor-




that have been tned in the

Cerebral vasodilators first were used
when 'dementia was thought to be
caused by arteriosclerotic narrowing. -
They are now given to énhance brain
metabolism by increasing oxygen sup-
ply. Some of the cerebral vasoghlatorsf

azardous and few researchers have
studied its use in AD(13). i
MAO inhibition. Gerovital H3 (G-H3),
also called “Rumanian procaine,” is a

,tmt\ is known to increase with
g, ~
ctivity may help patients w1th memory

there is no evidence that it affects the

found between drug and placebo
- groups. -Despite evidence that these
" drugs are not useful in treating AD,
they are still prescribed(16).

To control behavior problems. An-
 tidepressants may be used cautiously if

be exacerbating dementia. The tricyc-

: mergxc effects than other
depressants. ‘

ferred because of its weak hypotensive

triazolam ;(Halc;on) ‘and - oxazepam

ut ong-term'antlcoagulant therapy i is ‘

on of percent procame HCL MAO |

problems related to ‘depression, but

‘gmtwe nnpan'ment assocxated w1th

difference in mood or mernory has been

-depression (as it tends to do) seems to -

pin and trazodone (Desyrel)
e selected because they have few-:

- Haloperidol (Haldol) may be ngen‘ I
S 16,
‘ becomes " violent.” Halopendol is pre-

(Serax) are preferred because‘each hasy
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‘ferase, somatostann, and substance P in -
:selected cases of Alzhexmer 's disease. ]NAlz- i
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STAGES .
COGNITIVE

DEC LI N E BY BARRY REISBERG

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

Clearly, every clinician needs to be
prepared to work with these patients.
Each level of cognitive function is
marked by recognizable clinical charac-
teristics, described here and in the table
on page 227(3-5).

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

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

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

ease or some other serious ailment.

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

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

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

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

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

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

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

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

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

Encourage the patient and family to

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

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

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

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

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

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

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

IMPACT ON FAMILY: The patient’s emo-
tional lability can be particularly trou-
bling to family members, but usually
the patient’s symptoms are not suffi-
ciently severe to require medication.

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

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

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

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

Early in this stage, patients developa

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

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

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

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

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

Major tranquilizers often becom
necessary to treat the agitation at thi
stage. Phenothiazines with a low risk o
Parkinsonian side effects may be pre
scribed. Tranquilizers, if prescribec
should be initiated at very low dose:
and monitored regularly.
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The emotional burden on the family

is usually unbearable by the time the
patient reaches this stage. Urge the
family to join a support group, if they
have not done so already. Also, encour-
age them to maintain outside interests.
Full-time assistance is ideal; part-time
assistance to allow respite is essential.
At this stage, the health professional
should be prepared to discuss the option
of institutionalizing the patient: Institu-
tions can sometimes provide a higher
level of care than can the most devoted
family. Crises leading most often to
institutionalization are violence and in-
continence.
Level 7: Late dementia. Patients at
this stage first lose the ability to speak
and then to walk. The end stages of Alz-
heimer’s disease are stupor and coma, if
death has not resulted from aspiration,
infection, or other illness.

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

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

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

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

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

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

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

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

FAMILIES

SURVIVE

BY IDA MARLENE BEAM

still recall my deep hurt when the

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

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

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

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

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

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

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

The key to understanding the pa-
tient’s behavior is to know the patient.
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You may find that behaviors of early
life are repeated. For example, a former
military man may salute relatives and
respond to requests with “Yes, sir.”
Because of their intimate knowledge,
families are sometimes better able than
skilled professionals to understand and
communicate with the patients.

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

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

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

Hoarding and hypermetamorphosis
(which can be seen as forms of cling-
ing), combined with lack of judgment,
can produce shocking behavior. Acci-
dental shoplifting, for example, can
occur when the person begins fondling a
figurine and decides to hoard it, or
would like to purchase it but cannot cal-

230

nue, Chicago, 1.

-‘a packe

inclldes a recent issue of the ADRDA
ewsletter, a fact sheet on Alzheimer's

c

ort group. ADRDA does not charge f
its educational and support services
famiies. e R
““i Chapter meetings are usually educa-
- fional sessions ‘open to- anyone inter- .
_ ested in attending. Often, there is.
_speaker, on some facet of Alzheimers .
nd anfiouncements of any new informa-:

es for fam
Family G ic
zheir

eisberg. . The Free Press, Ne
| naperback editio

culate money. Accusations only antago-
nize the patient, who often has forgot-
ten that he took anything.

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

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

Social isolation also can result from
the family's lack of understanding.
When a family member has Alzheimer's
disease, the impulse is to hide the fact;
while disclosure may embarrass, secre-

L'cy fosters isolation. Openness and main-

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

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

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

To illustrate: Suppose my father is i
another room, and I shout, “Hurry, you
dinner is getting cold. Come in here, pul
up a chair, sit down and eat.” He woul
be unable to sort out my many CON
mands and so would probably forg
them all. Too, he probably would inte
pret my loud tone as anger. Thus, T
might think that [ was angry with hin
but not know why. If [ don't piece th
together, [ may become angry becaut

e
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he refuses to come to the table to eat.

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

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

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

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

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

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

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

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

Activities for Alzheimer's patients

.need not be complex; but the repetition

may bore families. Dancing or bouncing
a ball seem to reduce the incessant rest-
lessness. Vacuuming, raking leaves, and
other repetitive motions make good use
of perseveration.

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

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

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

Since many Alzheimer's patients get

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

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

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

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

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

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

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

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

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

The Department will continue to distribute copies of the final

report by the Task Force. Not only does the report contain the
recommendations which you are considering, it also contains an

extensive appendix of information including a list by county of
services for Alzheimer's victims.

The Task Force has given us a valuable tool for education.

- The report was used in February for workshops in Topeka
and Pratt. It will be used this month for workshops in
Chanute and Colby.

- A social worker from a Rossville nursing home has requested
four additional copies of the final report for family members
and staff.

- The director of resident and community services at a Newton
nursing home requested a copy of the report. The home has
opened the first Alzheimer's unit in Kansas.

- The following request came from a family member, "My mother
died two years ago now and was diagnosed as having
Alzheimer's Disease through a brain autopsy conducted
after her death. My two brothers and I would appreciate
reading such a report as to the latest research, etc. being
done concerning this devastating disease.

SB 690 and 691

Both bills, SB 690 and 691, are essential in providing
information to professional and lay caregivers. The need
revealed by the Department's experience with the resource packet
and final report is supported by testimony at Task Force
hearings.

One caregiving wife testified, "We went 6 1/2 years thinking he
was the only one in Kansas who had the disease." Kansas needs a
Helpline so that family members will always have a source of
information in the future.

A woman from Coffeyville lived with and cared for her husband for
eight years before a clinic in Tulsa diagnosed the problem as
Alzheimer's Disease.

- . . . . . @
Kansas needs clinics of its own where victims can be diagnoses/
and caregivers educated.

I feel that Senator Ehrlich and the other Task Force members have
given us reasonable proposals which can and should be approved by
the 1986 Kansas Legislature.
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Wwakarusa, KS, 66546

LOUIS JENSEN, M.D.
(913) 671-2131

March 5, 1986

TESTIMONY ON SENATE BILL NO. SB 691.
PRESENTATION BY LOUIS JENSEN, M.D., MEMBER, ADVISORY COUNCIL TO ALZHEIMER'S TASK FORCE.

POSITION: FAVOR DESIGNATION AND SOME FISCAL SUPPORT TO THREE MULTIDISCIPLINARY
CENTERS FOR DIAGNOSIS, EDUCATION AND TRAINING AND PSYCHOSOCIAL RESEARCH
AS RELATES TO ALZHEIMER'S AND RELATED DISEASES.

BACKGROUND:
I. lany diseases simulate Alzheimer's Disease:
A. Some diseases that have been mistaken for Alzheimer's Disease:

1, May be highly, favorably responsive to specific treatment. An example is
severe depression which may present with slowing of thought, complaints
of impaired memory and episodes of feeling disoriented.

2, The course of certain other diseases (such as low pressure hydrocephalus,
brain tumor, and even:certain infections of the central nervous systenm
such as with syphilis, tuberculosis, etc.) may be slowed or arrested by
appropriate specific treatment once correct diagnosis is established.,

3, At least one very formidable disease with progressive dementia and a
neurological syndrome of myoclonic jerking and, often, marked startle
reaction (Creutzfeldt-Jakob's slow virus spongioform encephalopathy)
may be transmitted to other human beings by such tissue-donor processes
as corneal transplant, etc.

4, Symptoms due to thyroid and pituitary disease may go undiagnosed. Other
endocrine, digestive and circulatory disease of the brain may be mistaken
for one of the dementias, resulting in needed treatment being omitted,
Zinc deficiency, heavy metal poisoning and poisoning from industrial
solvents, etc. need to be diagnosed, when present, to permit prevention
of other family members or co-workers from the same hazards,

5., In my experience, dementias due to brain damage incurred in periods of
cardiac arrest tend to have a quality of pervasive restlessness and of
the victim perpetually on the go, with rapid developement of tranquilizer
tolerance.,

6. The list seems endless! The reasons for desparately needing gqualified
multidisciplinary centers to establish ACCURATE diagnoses for the elderly
citizens of Kansas are legion!.. To identify treatable conditions, to
protect others from communicable illness or from toxic hazards of the
community and to create better opportunity to anticipate the course of
each illness at hand. S

e Attachment XVI A
3/5/86 S. PH&W YXUT
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TESTTHONY ON SENATE BILL NO. 691 (continued)
SENTED BY: LOULS JENSEN, 1.D. (continued)

Resources for education and training:

Currently, new information on the various organic brain diseases is
being developed more rapidly than previously in this nation®s history.
From patient to patient the treatment challenges may vary greatly.

Both the family members who care for loved ones at home and the hezlth
care personnel at nursing homes (including physicians, nurses, social
workers, home administrators, etc.) need to have resources for augumen-

tation of training and training materials.

1., Ongoing compassionate care requires attention to sustaining (to the

extent consistent with the patient's condition) independence, self-
determination, dignity, privacy, safety and prevention of such usual
complications as fractures (from £ 11s), bed sores (from extended
periods of pressure on the same areas of the skin), pneumonia (from
smmobilization and reduced resistance to infection), blood clots

(from inadequate promotion of ambulation with resulting stagnation of

circulation), etc.

2., It takes time, training and concern to learn to grasp how the patient's

1imited perception of his ongoing life events, inciuding his illness,
progressively change his/her adjustment, attitudes and expectations,

The speciallized training in these centers will, hopefully, teach how

l—Ju

+ is that the tendencies to restrain confused and forgetful patients
n

creases the risks for debilitation, blood clots and other complications,
9 3
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brain functions, tend to aggravate the very problems that are central to

milarly, most psychiatric medications throuzh slowing and dulling
V) P H g <

dementia... tne problem of rememberinge. and of putting it all together.
fuch, much more is now known about the care-needs in general and also
in the face of specific challenges§ that needs to be organized and made more
available to those caring for our elderly in Kansas, todaye.
The geriatric diseases that have mental symptoms due to organic brain
disease have had surprisingly limited research as to treatment and psycho-
social aspects of management. I believe this to be the result of our

B3

imerican culture having a strong tendency to unconsciously identify advanced
age as being a part of dying. lost of us have not come to terms with our

own dying so we, and our private and public institutions are strongly
inclined to avoid dealing with death OR the realistic needs, rights, dynanmics,

problems and limitatioms of advanced age. Looked at in a wider perspective,
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TESTTHONY OF SENATE BILL NO. 691 (continued)
PRESEINTED BY: LOUIS JENSEN, M.D. (continued)

TIT. NEED FOR RESEARCH RESOURCES AND COMMITTMENT AT SELECTED CENTERS (CCNTINUED) :
our neglect of these areas seems as though we were diligently committed fo
lining our PERSONAL retirement neslts with THORNS{!! UWhat we do, to-day,
+to enhance the knowledge and practice of care of OUR elderly offers hope
that the care that we and our children recelve in our twilight years nay

be enhanced by the knowledge and compassion and resources made nossible by

the committments made this day. THROUGH RESEARCH, WUCH RoMAINS TO bR

DISCOVERED TO ENHANCE:

¥uowledge about the diagnosis, causes, prevention and dynamics of the

various senile dementias.

3, Treatment, envSronmental enhancement and other aspects of care of these
patients,

G, Gathering, discovering and compiling information in such format as to be
neaningfully contributory to the Centers® fuctions of education and
training,.

Respectfully submifted,

Louis gén ny M.D.

LOUIS JEWSEN, M.D. - BACKGROUND:

Retired from Colmery-0'Neil V.A. Hedical Center 3-30-85 after over 38 years®
Federal service (lavy, Army & VA)
Born: Ya-an, Sichuan, China 1-21-24 of missionary parents,
LB Qegree - Colgate University, Hamilton, NY. 1944,
1D degree - Univefsity of Rochester School of Medicine, 1648,
Internship: Albany Hospital, Albany, N.Y.
Certified in Psychiatry by American Board of Psychiatry & Neurology. 1955
Chief, Psychiatry Service, V.A. Hospital, Hines, Illinois, 3-6-56 to 11-30-65.
Chief of Staff, VANC, Xnoxville, Iowa. 12-26-68 to 12-31-77,.
Staff Physician, Intermediate Care, VANC, Topeka, KS. 9-1-78 to 3-30-85.
Secare Fellow, Gerontological Socie*r, Inc. 0-6-52,
Becane Fellow, American Geriatric Society. 4-26-60,
Hember, American Psychiatric issociation since L4=30-56,
ther relevant nmemberships:
Shawnee County sdvocacy Council of Aging.
National Council on Aging.
American Association of Retired Persons.
Covenant Baptist Church,
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March 5, 1986

SUBJECT: SUPPORT FOR S.B. 690 AND S.B. 691 -- ALZHEIMER'S
DISEASE

Senator Ehrlich and Members of the Senate Public Health and
Welfare Committee:

This is to convey this association's support for the two bills
captioned above which relate to Alzheimer's Disease, its vic-
tims, their families and caregivers.

S.B. 690 provides for an informational, telephone network
within the Department on Aging. The other measure, S.B. 691,

establishes regional assistance centers and training and demon-
stration units.

These bills were recommendations from the Kansas Alzheimer's
and Related Diseases Task Force, which spent an inordinate
amount of time last year hearing the concerns and suggestions
from those associated with this crippling and incurable disease.

The Kansas Health Care Association is a voluntary non-profit
organization which represents over 200 licensed adult care homes
in Kansas, both proprietary as well as not-for-profit interests.

Your favorable consideration of these bills s respeetfully re—
quested. ’

Sincerely,

{') i M/L/',
Ué;%?%ﬁgmel
Executive Director

DH: jn
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The Organization of
Nonprofit Homes and
Services for the Elderly

Kansas Association of Homes for the Aging 913-233-7443

One Townsite Plaza
Fifth and Kansas Avenue
Topeka, Kansas 66603

March 5, 1986

Testimony for the Senate Public Health and Welfare
Committee

Re: Senate Bills No. 690 & 691

John R. Grace, Executive Director
Kansas Association of Homes for the Aging

Chairman Ehrlich and Members of the Committee.

The Kansas Association of Homes for the Aging is
the organization of community, governmental and
religious sponsored homes and services for the
aging of Kansas. We have 73 members located in
all regions of the state.

We support Senate Bills No. 690 & 691

Durings “thel™ next 15! years;, the: over age 75
population will increase by nearly 50%. As this
growth occurs, it is imperative that we begin to
look at developing information and referral
networks for those with Alzheimer's Disease and
related disorders. 1In addition, the establishment
of regional disease assistance centers for
providing assistance to families and professionals
in the field of aging, would be most helpful in
addressing this public concern.

Thank you for the opportunity to comment on these
Bills.

Attachment XVITII
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March 1, 1986

Dear legislator,

As the daughter of an Alzheimer's victim I urge you to vote

for Helpline (Senate Bill 690) and Multidisciplinary Centers (Senate
Bill 691).

This legislation would represent money well spent to assist
the victims and families of those afflicted with this tragic disease

Sincerely, ¢

jane C. McClain

Attachment XIX
3/5/86
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TESTIMONY ON S.B. 691
BY LOIS JOHNSON, MCDONALD, KANSAS
MARCH 6, 1986

Senator Ehrlich and Committee Members:
I support bill 691.

My husband was stricken with Alzheimer's disease four years ago.
We started seeking help for him through our local doctor when we
notice his personality changes. He thought it might be a stress
problem and gave him a series of testing. At our insistance, our
local doctor sent him to Denver and more testing was done,
including CT scan, heart catheter, and psychological testing. We
were then told to seek help from a psychiatrist. The closest one
was 150 miles. A lot of the same tests were run at additional
expense to us. He was diagnosed at having depression. He spent
seven weeks on a mental ward under heavy medication until we were
able to get him in a VA hospital in Topeka. As the medication
was removed, they were able to do more complete testing and we
were given the diagnosis of organic brain syndrome probably
Alzheimer's. We wish there had been a multi-disciplinary center
in Kansas, not only because of the expense, but because of the
time we could have been spending with him before he lost his
personality and was no longer able to communicate with us.

Thank you.

o Attachment XX
/D816 S. PH&W
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TESTIMONY ON S.B. 690
BY LOIS JOHNSON, MCDONALD, KANSAS
MARCh 6, 1986

Senator Ehrlich and Committee Members:
1 support bill 690.

My husband was stricken with Alzheimer's disease at age 49. We
live in Northwest Kansas at least 200 miles from any major
medical services. I had no idea where to start searching for the
doctors that we need to accurately evaluate what was going wrong
with my husband. As the disease progressed, I needed legal
counseling, support services, day care and again this was all by
trial and error as I had no place to seek advice on these
services. A "Helpline" as the bill proposes would help with the
worry and frustration that goes with this disease, especially in
rural Kansas. As a member of the advisory board for the Alz-
heimer's and Related Disease Task Force, I heard this same remark
all across the state, "Where do we go for help?"

Thank you.

Ataohim ent- T
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HUNTINGTON’S DISEASE -

Foundation of America el i
Wichita, Kansas 67211

KANSAS CHAPTER 316-684-0593

Harch 5, 1986

The Honorable Roy Enrlich
State Capital, Roowm 1330

Topeka, KS 6LGl2
Dear Senator Ehrlich:

I understand that in the lecdnesday hearing on S.B. 690 and
S.B. 691, a question was asked about international programs.

[ am therefore sending you this information on the Arthur
Preston Centre in Australia. This centre was established in 198
specifically to care for sufferers of Huntington's Diseasc.

Per a recent phone conversation with the centre, I learned
that their offorts have been very successful in educating the public
to facilitate programs for the overall benefit of victims of
Huntington's Disease.

I strongly support both bills, S.B. 690 and S.B. 691 for the
same purpose. Only through available and massive education can
we help those who so desperately need it.
~ Sincerely,
%, \ r () T
T \ W G Mo & ~ Ul o P
D I\ chhe 2o o

Michaela Stenger
OQutreach Counselor, Huntington's Disease

kr
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Help Put An End To A Family Tradition

Non-Profit — Tax Exempt — Participating Member of the National Health Agenices in combined Federal campaign
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T MARY'S LACUNT
HUNTINGTON'S DISFASE LAY
BALVYN 31C

FOUNDATION CF AMERICA, INC.
250 W. 57th STREET
NEW YORK, N.Y« 10102

A CARE CENTRE FOR HUNTINGTON’S DISEASE:
CONFRONTING ATTITUDES TO CHRONIC
TERMINAL ILLNESS.

Alison Ball
Social Worker
Arthur Preston Centre, Mclbourne -

Abstract

“This paper lirst describes the Arthur Preston Centre
8t Mary s Mount in Balwyn, Victoria and what Hun-
tington's Disease is. It then discusses the old atfitudes
to this chronic, teeminal liiness and the confrontation
with these sftitudes presented to sullerers und
families.. The type of care offered at the Centre ls
described and the ways In which the expericnce al the
cenire calls Into question the old proflessional attitudes
snd assumpflons relating to the sufferers of (his
disexse. Finally a challenge Is made for the adoption of
a new viewpoinl.

Introduction

The Arthur Preston Centre at Mary's Mount in
Balwyn Victoria, was officially opened by the Gover-
nor General of Australia, Sir Zelman Cowen on Oc-
tober 25th 1981.° Wesley Central Mission of the
Uniting Church in Australia have thus provided the

world’s first centre specifically devoted to the care of

sulferers from Huntinglon's Discase. Wesley's help
came in response 1o the needs cxpressed by the
Australian Huntington's Disease Association and the
professional work already done in the ficld by Mrs
Betty Teltscher and Dr. Edmond Chiu through the
University of Melbourne Department of Psychiaury.
The spacious properly and residence purchased for the
Centre had been owned by the Catholic Church and
had been built in the early 1930's by the late Oliver
Gilpin. With the assistance of the Commonwealth
Government, it now comprises a Delicit Funded Nurs-
ing Home for up to 25 permanent residents aged 32 to
73 years and has four other beds which are used for
short term family relief care. Additionally, sufferers
who live at home or in other institutions attend on a
daily basis for socialization groups and approved
para-medical services,

Huntingion's Disease is an inherited disease which,
alter onset, results in rapid, progressive degeneration
of brain cells, It is characterised by uncoordinated, in-
voluntary movements, specch dilfliculties and varying
degrees of physical and cognitive incapacity, Onset is
usually in the middle years of life though childhood
forms are known and some suffcrers are not diagnosed
until as late as their seventies. The disease does not
skip gencrations and each child of a sufferer has a
50% chance of inhceriting or not inheriting the gene
which causes this discase. At this time there is no cure
and no 1est can predict which children will inherit the
iliness. Death, generally through pncumonia or heart
lailure usually occurs some 135 10 20 years or more
after onsclt,

4[)0’{444/»3,\/ //;L"’/\/AL, RV, /?“.“
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The Old Attitudes

In the past in Victoria, and still in most places in the
world, sufferers from Huntington's Discase have been
the forgotien people, housed in the back wards of
Mecntal Institutions; the skeleton almost literally in the
cupboard for hundreds of familics and shunned bs
frightening and hopeless by communitics and profes-
sionals alike. Sufferers themselves have been given no
hope and familics have felt shamed by this disease
which has often wrecked their marriages and their
lives, They have felt angry that their parents have
brought this blight upon them and guilty that they may
have passed it on to their children. The community
and the professionals have reinforced their shame,
and, in the facc of their own helplessness in combating
this disease have in the main, turned their backs on
sufferers as being unircatable because their illness is
incurable. .

Communitics, families and sufferers follow the lead
of professionals in attitudes toward particular ilinesses
and, all too often right 10 this moment, the attitudes of
professionals exude helplessness and hopelessness
when this discase is mentioned. In much the same way
as they do at mention of Senile Dementia many profes-
sionals still literally turn their backs and lose all affect
as they say *‘Huntington's Discase? They can't be
treated.”” Where the old attitudes prevail the assump-
tion is that it is not worth treating somcone who has a
limited time to live or whose quality of life seems poor,
Inthe case of this devastating, chronic, terminal illness
it is thought rather better or kinder to withhold any
treaiment which may prolong that life.

Teltscher (1) and Chiu (2) have long cxprcsscd their
challenges to such attitudes. The establishment of the
Arthur Preston Centre represents the testing ground of
new attitudes derived from their ten years of interac-
tions with Huntington's Discase sulferers and their
families.

A Concrete Confrontation .
A building, even a very large one, with sometimes
up to thirty-six sufferers of Huntington's Discase
together under the one roof does represent a very
strong experience of this illncss and a very concrete
confrontation with all the old autitudes and assump-
tions. At our centre our people are not ircated as sick,
dying people. During the day they are up and about
unless they have a specific other illness at the time,
They arc up because they have work 1o do. Their work
is 10 take part in the program of activities which is
aimed at Keeping their minds and bodies active, and
which is, in our view, the only and the best way that we

N ..‘/OL. / /(/0- 3 //'JC”»S 7S P



can help them. Our people swim, pot planis, do craft
aclivitics, play word pamecs, discuss current aflairs,
take part in relanation scssions, music and movement
therapy. Our physiotherapists who began work only a
short time ago clear their chest congestion and put
unused muscles back to work. They are excited by
what their assessments of these advanced patients
might mean in the future for new sufferers. We do not
pretend that our people can be cured or that we can
even lengihen the span of their lives. All we say is that
we hope 10 improve the quality of their lives, 10 help
them to live each day to the full and, with a realistic
acceptance of the limitations, aim to promote their op-
tmum level of funciioning at any particular time.

The Sufferers

The confrontation begins with the sulferers
themselves. Daily they find themselves in the presence
of others in much more deteriorated states than
themselves, bringing into sharp focus all their worst
fears of what the future might hold for them. Many do
not want to identify with the group but there is a sense
of relief in not being the odd one out and isolation is
being replaced by caring for one another and by a
growing sclf-esteem, Sufferers have expectations plac-
ed upon them and, in an atmosphere which treats them
as responsible human beings, are now, in turn, begin-
ning to assert themselves and take pride in their ac-
complishments.

Families

Families 100, and particularly those at risk of con-
tracting Huntinglon’s Disease have also been con-
fronted with this visible evidence of all their worst
fears. Evidence of physical decterioration, loss of
speech, brain and motor function, peculiar gait and
accompanying loss of role and productive ability all
combine with distress and grief to drive home the
realities of this disease. Very often, for the {irst time,
sufferers and families have realised that this discase
canno! be dismissed as a disease of old age but that
quite young people can contract this illness and they
comprehend at last that this is what may await
themselves or their children. At the same time their
children will grow with a knowledge their parents did
not have. Future decision making for them will be all
the more difficult because they will not be ignorant
and a choice 1o have children will be all the more
agonizing. In the past families have been sheliered
from such confrontation but at the same time have
been isolated and Jeft alone to cope with their fears
and their anger. At our centre they are brought face to
face with the worst but, at the same time, they see
hope for a better quality of life for sufferers and find
support amongst friends.

The Professionals

The old attitude amongst professionals are not a
feature of the past. Every week we hear and see further
evidence of the strength and depth of the myths. The
old attitudes meant that once labelled with the

18

diagnosis, sufferers were placed in the oo peterme
chronic wards, ticated lovingly perhaps, but with no
stimulation for their minds or activity for theithodics.
The old attitudes mcant that it was not much use buy-
inp day clothes, testing cycs for reading glasses, fixing
tccth or fitting denturgs. The old antitudes lclt
gynaccological problems unaticnded and they meant
that it was hardly worth the trouble to rehabilitate an
elderly sufferer who had broken a leg nor could it have
been conceivable 10 treat the heart condition of an
older man. The old attitudes meant that the para-
medical services have had no experience at all of work-
ing with sufferers of Huntington's Discase and that
participation in the community was discouraged
because of the problems. The old auitudes said sul-
ferers were incontinent, that they wasted away, that
they were violent or aggressive. The old attitudes said
that because speech was incoherent then there was no
thinking and. most damning of all, the old attitudes
said that sufferers were demented or dementing.

The Reality

Huntington's Disease does have gross effects upon
its victims and many of these effecis are a direct conse-
quence of the discase. Brain cells do die off at a rapid
rate, functioning in many areas is greatly reduced and
for many sufferers some of the problems above aic
prevalent for some of their ycars with this discase.
But, by writing off suffcrers from almost the begin-
nings of this disease because their illness is incurable,
many of the attendant complications have long been
ignored and untreated, dismissed as an inevitable con-
comitant of this disease.

Living day by day with our people forces us to ques-
tion the old professional assumptions. Do Hun-
tington's sufferers really have to waste away? We
encourage as many as possible to continue to feed
themselves even if much of the food ends up on the
floor. None of our residents as yet eat vitamised food
cven though some came in doing so and other day-
patients return to nursing homes to eat vitamised food
after a normal lunch. Great vigilance must, of course,
be exercised in the dining room but most of our
residents have maintained weight or gained in weight,

.Is the supposed incontinence really an integral part of

this disease? Our experience suggests that it is rather
more a feature of lack of speech clarity which makes it
difficult to express needs or in other cascs the acting
out of anger which is not able 1o be verbally expressed.
Is the aggression and violence we so often hear about
also an inherent part of this illness? Our sufferers at
Balwyn, in the main, are no more aggressive than you
or L. The very few who sometimes arc seenjto be
acting out of fear of what may be happening to them
or sometimes it scems the anger attached to the grief
which is naturally felt when one is afflicted with any
chronic, terminal illness. Often, too, it seems a reac-
tion to finding oneself 1otally dependent upon others
for even the most basic needs.

And it i true that sufferers from Huntington's
Discase are demented or dementing? Centainly the



funchoning ol our people deteriorates i Y wWayy,
but dementia? Do demented people listen to the foot-
ball or cricket, discuss the scorcs and compare them
with previous years? Do demented people co-operatc,
concentrate and foflow instructions to the leiter for
sometimes up fo three or four hours when being ex-
amined and assesscd by optomcirists or
physiotherapisis? Do demented people laugh at our
jokes or, having been absent for 1wo months, ask us
how was out two week holiday which we had said we
would be 1aking when last we mei? And do demented
people show care, eoncern and gricl for the suffering
of one of their friends whose brother or son has died?
Dementia may be the medical, technically correct term
to describe death of brain cells but, when used in con-
junction with the old attitudes it is a pejorative term

which, in one foul swoop, is uscd to write off whole

categories of people as not worth bothering about.
Chiu (3) has coined a new term 'Dysmentia’ which ex-
presses a more positive approach to the intclleciual
dererioration of our Huntington's Discase sufferers.

The Challenge

The reality of 1his discase can, indeed, be frighten-
ing but our advanced sufferers at Balwyn are an in-
spiration. The battles against the old attitudes which
are being foupht arc not new although they are new for
the suffercrs of this particular discase; Professional
and community attitudes have changed in relation 1o
many disadvantaged groups in our socicty but that the
battles must be fought for our people is indicative of
how far along the road we still must travel, We do not
wani extra-ordinary measures or excessive medical in-
terventicns used to resuscitate a sufferer when a heart
attack or pneumonia will give a quick and easy release
from this world. Our sufferers themselves may well

think it 3 blessing when the linpering has ended. But
we do want our people 1o be given reasonable caie for
what ails them, we do want 1o ask the
physiotherapists, the occupational therapists,  the
specch therapists and the dociors 10 do their best to
help the sufferer to maintain whatever may be their
optimum level of functioning at any particular time.
At the Arthur Preston Centre we are in the business of
helping people to live cach day to the full, Most will
presumably reach a point beyond which they will never
improve and certainly most could not survive outside a
protected environment. All will eventually deieriorate
and dic no matier what we do. But we are in the
busincss of trying to abolish the sense of helplessness
and hopelessness which has accompanicd this disease,
Our suffcrers are pcople again; people who have rights
and responsibilities; people who are able 1o stand up
for themsclves and people who are beginning to realise
that they still may have a contribution to make 10 this
world. Our suffercrs from Huntington's Discase may
be dying; so are we all. At the Arthur Preston Centre
they are showing us how to live with a chronic terminal
illness. We have the challenge to offer realistic hope
and all of us have a responsibility 1o look not at a
discase, a sick organ, at old age or chronic illness but
at the person who, in the presence of established
disabilitics, still has ‘a lot of living to do".
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