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ALZHEIMER’S ASSOCIATION

LEGISLATIVE PLATFORM PACKET 2004



This document contains 2004 legislative platforms from the Alzheimer’s Association
chapter network. This information is intended to demonstrate the issues advocates will be
working on throughout the year as well as the array of formats chapters use to develop
their legislative platforms.

The DC Public Policy office received platforms from chapters in the following states:
Arizona, California, Connecticut, Florida, Illinois, Indiana, lowa, Kentucky,

Maine, Michigan, Missouri, Nevada, Pennsylvania, Rhode Island, Texas, Virginia and
West Virginia.

For your convenience, a platform chart has also been included to summarize and
categorize the large amounts of information found in the platforms.

For more information, contact the DC Public Policy Office at 202-393-7737
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Alzheimer's Association Desert Southwest
Chapter

Public Policy Agenda

2004 Arizona Priority Issues

We Advocate for the Following Critical Issues:

e MAINTAIN OR INCREASE FUNDS FOR HOME AND COMMUNITY BASED
SERVICES

e TAKE IMMEDIATE STEPS TO ADDRESS THE IMPENDING LONG TERM
CARE WORKFORCE SHORTAGE

e TAKE IMMEDIATE STEPS TO PROVIDE ADEQUATE SAFETY AND CARE
FOR MEMORY IMPAIRED ELDERS WHO WANDER AWAY FROM THEIR
CAREGIVERS AND BECOME LOST

e INCREASE REIMBURSEMENT RATES FOR THE ALZHEIMER’S ASSISTED
LIVING CARE FACILITY PILOT PROJECT

Why These Issues Are Important!

Over four and one-half million people in the United States have Alzheimer’s
disease and related forms of dementia. Alzheimer’s disease has been
characterized as the epidemic of the 21°" Century. When the baby-boomers
reach the age of greatest risk, as many as 16 million Americans will have the
disease. Left unchecked Alzheimer’s could overwhelm our healthcare system,
bankrupt Medicare and Medicaid/AHCCCS, and destroy the personal financial
security of millions of American families.



We must act now to head-off the looming crisis in care. Public and private
sectors in Arizona must maintain and improve a wide range of medical and social
services to ensure essential care. The State of Arizona must maintain its fiscal
health and meet its mandate to protect vulnerable citizens. This 2004 Alzheimer’s
Association, Desert Southwest Chapter list of priorities represents the most
critical issues faced by the families we serve.

Facts About Alzheimer’s:

e Alzheimer’s affects nearly 90,000 Arizonians today and will affect an
estimated 145,250 by the year 2020.

e Alzheimer’s affects 10% of those over age 65 and 47% of those over age 85.

e Alzheimer’s disease is the 4th leading cause of death of individuals over 65
years of age.

e The average lifetime cost of care for a person with Alzheimer’s is $175,000.
Families struggle to pay most of these costs out of their own pockets.

e The total annual cost of Alzheimer’s disease in the United States is at least
$100 billion, making Alzheimer’s the third most costly disease after heart
disease and cancer.

® At least half of all nursing home residents have dementia. The average
cost of placement in a nursing care or assisted living care facility ranges
between $35,000 to $45,000 per year, and exceeds $70,000 per year in
some areas of the country.

% PRIORITY ISSUES***

Maintain Or Increase Funds For Home And Community Based

Services:

Home and community based services are critical to the care of individuals dealing with
Alzheimer’s disease and related forms of dementia. The Department of Economic
Security estimates that, because of continuing state budget shortfalls, additional cuts
could be sustained in home and community-based services. This spells disaster to elder
families dealing with Alzheimer’s disease and related forms of dementia. The Desert
Southwest Chapter of the Alzheimer’s Association opposes any cuts to services and
advocates preserving, or increasing, the funding levels established by the 2001 legislature
and sustained by succeeding legislatures in the Aging and Adult Administration/DES
budget. Throughout Arizona, many Alzheimer’s caregivers and their loved ones are
already at risk because they are unable to receive needed care. Estimates are that at this
time there are over 1,000 seniors on waiting lists for needed services. This is tragic and
unacceptable to the citizens of our state. It is also economically foolish. Essential in-
home services such as bathing, health care, personal care and home delivered meals make
it possible to care for a loved one at home and delay the placement of an individual in a




residential care facility. The longer a person can be cared for at home the more the state
saves in long-term residential car costs.

Take Immediate Steps To Address The Impending Long Term

Care Workforce Shortage:

Nursing care facilities, assisted living care facilities, in-home care and adult day care
provider agencies in Arizona are experiencing a deepening staffing crisis. Lack of staff
and lack of dementia care training have a direct impact on care. Persons with Alzheimer’s
disease and related forms of dementia are among the first and most significantly affected,
as they require consistent, familiar, and adequately trained staff to deliver basic care. The
Alzheimer’s Association supports initiatives to stabilize the long-term care labor force.
Further, the Alzheimer’s Association supports measures to increase pay and health care
benefits for caregivers and to provide additional dementia care training requirements and
opportunities and to provide training in the area of dementia care.

Take Immediate Steps to Provide Adequate Safety and Care
For Memory Impaired Elders Who Wander Away From Their

Careqgivers, Become Lost And Are At Great Risk:

Wandering is a major health and safety concern for individual scaring for a person with
Alzheimer’s disease and related dementia. Approximately 65% of those with Alzheimer’s
disease will wander at some point during the course of the disease process. When a
person with Alzheimer’s disease wanders, becomes lost, and is not registered in the Safe
Return Program, the potential for tragedy increases significantly. The Alzheimer’s
Association strongly encourages all state agencies working with the elder population to
promote registering in the Safe Return Program.

In addition, situations frequently occur in which a “wanderer” is found by law
enforcement with no way to discern the confused person’s identity or place of residence.
In such situations, law enforcement and community agencies must provide a Safe Haven
until a responsible party can be located for the individual, or other placement options can
be arranged. Currently Adult Protective Services is not funded for full-scale
investigations between the hours of 5p.m. and 8a.m. There are no designated Safe Havens
at this time available for individuals who have wandered away from their caregiver,
become lost, and been found by Good Samaritans or law enforcement personnel. The
lack of Safe Haven poses a challenge for law enforcement, creating uncertainty about
what to do with the confused and lost person. The Alzheimer’s Association supports the
establishment of Safe Havens for elder individuals and ongoing training for law
enforcement personnel and other first responders on how to work with elders afflicted
with Alzheimer’s disease and related forms of dementia.



Increase the reimbursement rate of the ALTCS Alzheimer’s

Pilot Project:

Through the efforts of Alzheimer’s Association the 1999 legislature establish the
Alzheimer’s Assisted Living Facility Demonstration Pilot Project. This very successful
project enables qualifying individuals to receive ALTCS funding to pay for all or a
portion of the costs associated with placement in a participating facility. The legislation
that established this alternative for families is only in place until 2005 and currently limits
the number of participants to 300. The Alzheimer's Association is concerned with the
reimbursement rates for this pilot project. Many care facilities are not participating in the
pilot because the reimbursement rate through ALTCS is insufficient to meet staffing,
training, and facility costs. The Alzheimer’s Association advocates for increasing
reimbursement rates to residential care facilities participating in the Alzheimer’s Assisted
Living Care Facility pilot program.

Alzheimer’s Association, Desert Southwest Chapter
Additional Long Range Public Policy Issues

Research:

The investments made by the Arizona Legislature and U.S. Congress in Alzheimer’s
research is beginning to show positive results. Science is at a point where effective
treatment and prevention are within reach. It is within the realm of possibility that we can
keep many of the nearly 627,000 Arizona baby boomers and nearly 17 million national
baby boomers who are now at risk of Alzheimer’s from ever realizing its most
devastating effects. By delaying onset of and progression of Alzheimer’s disease by 5
years we can save as much as $ 50 billion nationally in annual health care costs. Even a
one-month delay in nursing home placement for people with Alzheimer’s disease could
save $1 billion a year. We advocate for additional funding for research until a cure is
found for this dreaded disease.

Prescription Drug Assistance:

Persons with Alzheimer’s disease and/or vascular disease have very high drug costs. The
mean monthly cost, according to a study commissioned by the Memory Disorders Clinic
at John Hopkins Hospital and published in Health Affairs Journal in March-April of
2000, reveals that the cost is $155.27 a month ($1,863.24 annually). This is well above
the average cost of $91.58 a month ($1,099 annually) for all Medicare beneficiaries. If
the costs of drugs for the treatment of Alzheimer’s disease are added for those persons
with Alzheimer’s disease who are not now receiving these medications, the mean
monthly costs increase to $246.46 a month ($2,957.52 annually). This is nearly 3 times
the cost of drugs for all beneficiaries. We support a statewide prescription drug program
to assist the thousands of Arizona seniors unable to afford costly, lifesaving drugs.




Tax Credit for Spousal Caregiving:

Seventy to seventy-five percent of individuals with Alzheimer’s disease or related
dementia continue to live in their home. The average cost to families for providing care
and medications for their loved one during the course of the disease is over $175,000.
This cost, however, is significantly below the costs that would be incurred if the person
with the disease were to be placed in a nursing facility or assisted living care facility early
in the disease process. The average cost of placement in a nursing care or assisted living
care facility ranges between $35,000 to $45,000 per year. The average length of time a
person lives after diagnosis is 8 to 10 years. This cost would range from $280,000 to
$450,000 if the diagnosed individual were to spend all of his/her time in a care facility.
This cost would increase the stress on AHCCCS and other state agency support
programs. We support the establishment of a tax credit to family caregivers who keep
their loved-ones at home and absorb the costs associated with in-home caregiving.

For more information on these issues or any other public policy concerns, contact your
Regional Council.

Central Arizona Northern Arizona Southern Arizona

1028 E. McDowell Road 225 Grove Avenue, Suite B 5132 E. Pima Street

Phoenix 85006-2622 Prescott 86301 Tucson 85712

(602) 528-0545 1-800-392-0022 (928) 771-9257 1-800-773-7840 (520) 322-6601 1-800-
425-9080

John Durbin, Chapter Director of Advocacy and Education, (602) 528-0545 ext 208, email: john.Durbin@alz.org Web Site:
www.alzaz.org



California Council of the Alzheimer’s Association

e el it . Extend the Tax Check-Off for Alzheimer’s Research to 2010 — AB 1799 (Mullins and Bates)

treatments and ,
preventive = m The tax check-off on the state income tax return has raised more than $6.7 million for Alzheimer’s disease research

measures o m 101 research projects have been funded in the areas of basic science, diagnosis, treatment, epidemiology, behavioral management, and caregiving. Findings from these studies have
are now in | Ty contributed significantly to our understanding of Alzheimer’s and other dementia disorders and their impact on patients of all races/ethnicities and their caregivers
— m Funds are awarded to California researchers through a competitive process administered by the California Department of Health Services.
development. &=

Advocate for the Cause and Cure Expand Community-Based Options

m Serve as an effective and powerful voice in educating legislators and government agencies on the needs of m Defend funding for state and federally sponsored home and community-based programs
persons living with Alzheimer’s, their families, and local communities that avoid or delay institutionalization

m Defend funding for the university-based, Alzheimer’s Research Centers of California (ARCCs) m Continue efforts to protect and expand the availability of all levels of adult day services,

m Work to ensure people with Alzheimer’s have access to all approved medications for treating the disease including the Alzheimer'’s Day Care Resource Centers, to ensure that appropriate social,

m Raise public awareness of the state income tax check-off to fund Alzheimer’s research E)?ﬁ[\ipsetl;ttg’ and healthcare options are available at all stages of dementia and in all areas

m Highlight the Alzheimer’s Association’s commitment to California’s research community, including

m Urge the Department of Aging to maintain and support local activities that serve
ethnically and culturally diverse communities through the federal Alzheimer’s Disease
matching grants

m Ensure that Federal Family Caregiver Support Act funds enhance services statewide and
meet diverse caregiver needs.

Strengthen Care Facilities

m Monitor the initiation of a federal Medicaid waiver process necessary to create an assisted living benefit for
low-income seniors

m Work to improve Department of Social Services’ oversight of assisted living facilities, particularly enforcement
of the dementia regulations

m Partner with coalitions that evaluate and monitor the impact of nursing home reform laws, including provisions to
increase quality standards, staffing, wages and Medi-Cal reimbursement

m Promote state and private initiatives focused on long-term care workforce issues.

targeted outreach to minority populations

m Support funding for human stem cell research if appropriate ethical and oversight guidelines are
in place.

Community-based
programs are more
cost effective than
institutional care.

Protect Persons with Dementia

m Promote coalition efforts to implement the recommendations of the
Health and Human Services Agency’s strategic plan for mental health
crisis care for persons with dementia

m Increase awareness of the Alzheimer’s Association’s nationwide
Safe Return program, which assists in the safe and timely return of
individuals with dementia who wander and become lost

m Encourage the use of advance directives

m Ensure that legal documents such as advance directives, conservatorships,
and consent to research protect the best interest of the person with dementia,
including those who speak English as a second language

m Advocate for appropriate and equitable screening by the Department of £ g EXpan d Educatlon and Tral ni ng Opportun |t|eS
Motor Vehicles to determine the ability of persons with dementia to drive safely S0 o e wit m Develop and implement innovative professional education programs to meet the new state-mandated standards for

m Provide the patient and family perspective in the debate on mandatory Alzhei ) d residential care facilities for the elderly and nursing home administrators and staff
physician reporting of a dementia diagnosis to the Department of AR USSR m Enhance providers’ ability to deal with issues related to diversity in long-term care settings

Motor Vehicles. m Promote awareness and training about Alzheimer’s disease among law enforcement and emergency services personnel.

2004 Public Policy Platform

for at home.




ALZHEIMER’S ASSOCIATION
CONNECTICUT, CHAPTER

PUBLIC POLICY PRIORITIES, 2004

This statement sets forth the Connecticut Chapter’s 2004 legislative priorities and serves
as the Chapter’s general position statement on public policy issues. These priorities and
issues are dynamic and may be revised by the Chapter’s Public Policy Committee during
the course of the legislative year. The purpose of this statement is to communicate the
Chapter’s position on these issues to its constituency, to state and federal officials and to
other related organizations that may share similar interests. The Chapter has adopted this
statement of priorities in order to formulate goals, set objectives and frame and develop
the strategies needed to achieve our goals. Although the statement’s primary emphasis is
on state public policy issues the Chapter maintains a high level of interest in federal
issues as well.

STATE OF CONNECTICUT ISSUES

Respite Care
Obtaining and retaining adequate funding for the Alzheimer’s Respite Care Program

remains the Chapter’s highest political priority. Given the state’s fiscal situation and the
anticipated budgetary shortages that will need to be addressed during the 2004 session the
Chapter will be monitoring the Alzheimer’s Respite Care budget line item closely.
Nonetheless, the Chapter will seek an increase of $ 1m in funding because the need is
growing. The Chapter will prepare its justification and document both the cost benefits to
the state and the benefits to family caregivers.

Training of Nursing Home Staff

The issue is not whether there is a need for better trained staff in the dementia field but
rather if it should be mandated or incentive driven. The Chapter believes that an incentive
program that will encourage dementia specific training and the hiring of properly training
staff is the preferred approach. In cooperation with other interested parties including the
nursing home industry, the Chapter will seek voluntary incentives that will encourage the
adoption of dementia specific training programs.

Long —Term and Community Based Care

The Connecticut Long Term Care Planning Committee is currently in the process of
preparing a Long Term Care Plan for submission to the state legislature. The process has
been an open one in receiving comments through the Long Term Advisory Council; the
Chapter is a statutory member of the Advisory Council. A Chapter task force has
reviewed the draft plan and has submitted a detailed critique outlining its concerns and
suggested changes. The opportunity to address a numbers of concerns related to our
constituency affords the Chapter a chance to shape the state’s plan over the next four
years. The Chapter will continue to participate actively in the plan’s development.




Long-Term Care Tax Relief

The objective of the long term care plan is to increase the use of community based
services, thereby reducing the number of individuals receiving care as residents of skilled
nursing facilities. The long term care plan raises the possibility of providing tax relief for
individuals with long-term care expenses and the Chapter will support these and other
efforts to provide state income tax credits for long term care expenses. For example, the
State of Connecticut through several venues is attempting to encourage Connecticut
residents to purchase long term care insurance. The Chapter believes that two factors -
cost and the fact that coverage is not available to high risk individuals - have deterred
many of its constituents from acquiring long term care insurance. Recognizing that it is
in everyone’s interest to encourage individuals to purchase long term care insurance, the
chapter will submit legislation proposing a state income tax credit as an incentive to
encourage state residents to purchase such insurance. The Chapter will also investigate
other forms of tax relief, including deductions or credits for other long term care
expenses, which might reduce the financial burden of providing quality home care for a
loved one who suffers from dementia.

Nursing Home Placements

The recent tragic fire in Hartford, which caused the death of sixteen elderly patients,
raises the issue of appropriate placement. In that instance, the fire was set by a mentally
ill resident in her twenties who was living in the nursing home because of a lack of other
facilities for mentally ill individuals. Most patients in nursing homes are patients who
suffer from dementia and housing them with the mentally ill needs to be addressed. In
this context a discussion with members of the nursing home industry should take place
first in the hope of some common resolution. If that fails, legislation should be introduced
to address the placement situation.

Transfer of Assets

The Chapter will support legislation that reaffirms a policy that waiver provisions under
section 1115 cannot be undertaken until such waiver is officially granted by the Federal
government. The State of Connecticut has moved to implement such a waiver on the
issue of transfer of assets without it being approved.

FEDERAL ISSUES

The Chapter will advocate an increase in federal research funding for Alzheimer’s. The
goal is $1 billion.

The Chapter supports the inclusion of prescription drug coverage and chronic care
benefits as part of any Medicare reform.

The Chapter supports targeted federal tax incentives for long term caregivers
The Chapter will monitor proposed revisions to Medicare and Medicaid laws, regulations

and policy interpretations, including any waiver and/or block grant proposals that would
affect Connecticut residents.



Priority Alzheimer’'s Issues in 2004
Alzheimer's Association - Florida Public Policy Council

RIGHTS, SAFETY & DIGNITY....FOR ALL FLORIDIANS
4 Expand the live-saving SAFE RETURN program statewide
0 Help offset enroliment costs; identification bracelets for both the

patient and caregiver; registration.

0 Train ALL law enforcement, emergency medical personnel, and
caregivers on SAFE RETURN program, behaviors, interaction, and
support.

v" Re-evaluate the BAKER ACT to protect persons with Alzheimer's

Disease from overuse and abuse.
o0 Consider specific language to address Alzheimer's issues

ACCESS TO HOME & COMMUNITY-BASED
SERVICES....EVERYWHERE
v" Provide more services in underserved, low density and rural
population and target the special NEEDS OF MINORITY

COMMUNITIES.
0 Expand the successful program in Miami-Dade County to other areas in
Florida to provide more services in minority communities.
0 Maintain funding for the "Memory Mobile," a unique program that
serves families in the underserved areas of Southwest Florida.

v Continue protecting ALZHEIMER RESPITE services (ADI) against
budget cuts. Restore funds for SENOR SERVICES, including
Community Care for the Elderly (CCE) and Home Care for the Elderly
(HCE) program.

BEST QUALITY CARE.... THROUGHOUT THE CONTINUUM OF
CARE
v" COORDINATE LONG TERM CARE PROGRAMS and services across state
agencies and throughout the continuum of care.

RESEARCH....TO CARE AND TO CURE
v Encourage investment in research for MEDICAL TREATMENT and a
cure. Encourage investment in APPLIED RESEARCH AND TREATMENT
of behaviors unique to persons with Alzheimer's.

WE WILL ALSO FIGHT FOR:
e SUICIDE PREVENTION among Floridians, especially among Alzheimer

patients and caregivers.



e PROTECTION AGAINST ABUSE, NEGLECT AND FINANCIAL
EXPLOITATION.
e SAFE DRIVING initiatives to protect the right of the elderly and the
public.
e Responsible and properly TRAINED GUARDIANS.
e Continue to expand DEMENTIA TRAINING across the continuum of
care.
e Benefits for PRESCRIPTION DRUG COVERAGE throughout all stages of
the disease.
e PROVEN CORE ALZHEIMER PROGRAMS to enable caregivers to provide
care for at-risk persons.
e ALZHEIMER MEDICAID WAIVER program.
FEDERAL FAMILY CAREGIVER SUPPORT ACT dollars to provide caregiver
services efficiently and effectively without unnecessary duplication



Alzheimer’s Association lllinois Chapter Network
2003-2006 Platform

ExPAND AND PROMOTE HOME AND COMMUNITY-BASED OPTIONS:

Public funding for long-term care programs is biased in favor of institutional settings, yet
70% of all people with Alzheimer’s disease live at home and family and friends provide 75%
of all care at no expense to the state. While this is the preferred option for many, not all
lllinoisans can access the services they need due to limits on program capacity, geographic
barriers and income restrictions. We are dedicated to protecting funding for all state and
federally sponsored home and community-based programs.

WE SUPPORT

» Increasing funding for the Adult Day Services (ADS) reimbursement and
transportation line items.

» Increasing Office of Rehabilitation Services (ORS) ADS reimbursement rates.

» All existing Medicaid home and community-based waivers being reviewed for
expansion, specifically to address the needs of people with Alzheimer’s disease and
related dementia.

» Passing SB 1620 (House version 1196), creating the Family Caregiver Act, which
provides counseling, training and respite care.

» Incrementally increasing the non-exempt asset limit for Community Care Program
under the Department on Aging from $10,000 to $20,000.

OUALITY TRAINING FOR DEMENTIA CARE:

The single greatest factor of quality dementia care in all settings is the competency of direct care
staff.

In order to ensure quality care, the Alzheimer’'s Association supports innovative strategies to train
gualified personnel in the home, the community, and licensed care facilities.

WE SUPPORT
» Funding and implementing Public Act 91-744 to develop training and experience criteria
for persons providing health care and home care to individuals with dementia-related
disorders and to assess the effectiveness of certifying those persons.
» The goal of 20% of all required training being refocused on dementia-specific issues.

QUALITY ASSURANCE:

The General Assembly plays a major role in determining the quality of care people with
Alzheimer’s disease receive, whether or not the state is paying for that care. To that
end, the Alzheimer’'s Association wants to ensure essential protections and opportunities
for people with dementia in the codes that regulate all settings.

WE SUPPORT



» Advocating for an increase in funding for the Medicaid reimbursement tool, using
the MDS, to reimburse for the care of people with Alzheimer’s disease and
related dementia. The MDS should recognize that, while the condition of people
with dementia may not improve, their quality of life should be maintained and
their care deserves fair reimbursement.

Continuing to work with and advocate on behalf of the services provided by the
Alzheimer’s Disease Centers (SIU, Rush, and Northwestern).

Ensuring continued funding for the expenses related to the oversight and
licensure of assisted living establishments.

Passage of the Dementia Special Care Unit (SCU) Regulations by the Joint
Committee on Administrative Rules (JCAR).

Working to support the presence of Family Councils in all long-term care facilities
and assisted living establishments.

YV Vv V V

www.alzheimers-illinois.org * www.alzillinois.org * www.alz.org/greateriowa * www.alzstl.org




Indiana Coalition of Alzheimer’s Association Chapters
Public Policy Platform
2004

The Indiana Coalition of Alzheimer’s Association Chapters is the unified voice of the
three chapters that serve Indiana, dedicated to increasing awareness about Alzheimer’s
disease and the Alzheimer’s Association. As our population is aging, more and more
individuals are becoming afflicted with Alzheimer’s disease. As many as 14 million
Americans may have the disease by 2050, up from a minimum of 4 million cases today—
which includes over 100,000 Hoosiers. Coping with this disease takes a terrible toll on
the individuals affected and their families and caregivers, as well as impacting our
healthcare system, our businesses and our communities. The Coalition advocates for
state and federal laws and public policies that support the quality of life for our citizens
affected and impacted by Alzheimer’s, and supports research to find a prevention and
cure for the disease.

State Priorities
Implement the Comprehensive Home and Community-Based Services Program as
Outlined in SB 493 (which passed in the 2003 Legislative Session)

- There are more than 22,000 Hoosiers currently on official waiting lists for home and
community-based services through the CHOICE Program and the Indiana Medicaid
Waiver programs. We will work with FSSA and other appropriate organizations to
implement the above referenced legislation, which includes:

1) home and community-based services

2) self-directed care

3) assisted living

4) adult foster care and adult day care

5) family and caregiver training

6) quality initiatives

7) other services necessary to maintain a person in a home and community-based
setting, including transportation, case management housing, education, and
work force development

Provide Equal Access for Recipients of Medicaid Waiver Services
- Current rules allow an individual to qualify for Developmentally Disabled Waiver
services at a maximum income of 300% of SSI, but the Aged & Disabled Waiver
permits a maximum income of 83% of SSI in order to qualify for services. We
support equal access to Waiver Services by establishing the eligibility of all waivers
at 300% of SSI as outlined in SB 493.

Enact Alzheimer’s and Dementia Specific Training
- Almost half of nursing home residents have a diagnosis of Alzheimer’s Disease or
dementia. We support requiring six hours of dementia-specific training initially and
three hours each year thereafter for all staff that have resident contact.



- Utilize the Civil Monetary Penalty Funds to provide dementia training for nursing
home staff.

- Investigate providing dementia-specific training for the staffs of
residential care facilities, assisted living facilities, home health agencies, and adult
day care centers.

Develop Regulations for Special Care Units
- The current Special Care Unit (SCU) disclosure law is a paper compliance
regulation. The Association was in active participant in the 2003 workgroup. In
addition to the increased staff education requirements outlined above, we will work
to implement the workgroup’s other recommendations into the regulatory process.

Ensure that Emergency and Law Enforcement Personnel Have Adequate Dementia
Training and Are Familiar with the Alzheimer Association’s Safe Return Program
- Almost 60% of persons with dementia will wander from home. If not located within

24 hours, 46% will die. Safe Return is a national identification program for people
with dementia. Emergency and law enforcement personnel who are versed in the
symptoms of dementia and are familiar with Safe Return can play a life-saving role
in reuniting individuals with Alzheimer’s and their families. The association will
take the lead in implementing dementia specific training.

Begin to Assess the Need for Assisted Living Regulations
- Indiana recently revised the regulations for Residential Care Facilities. We
will monitor this process and work with other groups to determine whether
regulations are necessary for Assisted Living Facilities that are exempt from the
Residential Care rules.

Assess the Implementation of Regional Long Term Care Facilities Specializing in
Behavior Management
- The Task Force on Dementia and Aggressive/Combative Behavior has recommended
the creation of a few regional long term care facilities specializing in behavior
management for combative/aggressive individuals who have become inappropriate
for continued nursing home placement. The Association will assess the current
regulatory framework, eligibility requirements, and reimbursement policies.

National Priorities

Prevent Alzheimer’s Disease through an Investment in Research

We will work with Congress to increase funding for Alzheimer’s research at the National
Institutes of Health to $1 billion as soon as possible.

Support Families Coping with Alzheimer’s
- Improve Medicare to meet the health care needs of people with Alzheimer’s Disease
by adding prescription drug coverage and chronic care benefits designed to prevent
health care crises and excess disability



Continue funding for Safe Return, a Department of Justice program to help law
enforcement and public safety personnel locate and protect Alzheimer patients

who wander from home.

Preserve and expand quality affordable long-term care, including caregiver support,
to meet the special needs of persons with dementia

Approved by the Greater Indiana Chapter Board of Directors on October 14, 2003



Alzheimer's disease (AD) is a progressive,
degenerative brain disorder, and the leading cause
of dementia. Dementia is a general term for
several symptoms related to a decline in thinking
skills. Common symptoms include a gradual loss of
memory, problems with reasoning or judgment,
disorientation, difficulty in learning, loss of
language skills, and decline in the ability to
perform routine tasks.

Some 65,000 to 70,000 lowans over 65 are living
with AD or some form of dementia. Some live in
lowa’s assisted living facilities and nursing homes,
and depend upon them for their care. Most live at
home, cared for by family and friends, sometimes
with little or no outside help.

The price is often high—a price paid by the well-
being of caregivers and their family dynamics, as
well as by private and public long-term care
funding streams. Despite remarkable advances in
research and treatment over the past decade, there
remains as yet no cure. But there is help, and
there is hope.

We provide both.

The Alzheimer's Association is a national
network of chapters, and the largest national
voluntary health organization dedicated to
advancing Alzheimer's research and helping those
affected by the disease. While we lead the charge
toward “a world without Alzheimer's”, we are also
dedicated to serving the thousands of lowa
families living with the disease every day.

And you can help us do so. Find out how inside.

The lowa Alzheimer’s Association Coalition uses its
expertise and leadership to advocate public policy changes
toward a continuum of care that provides for the needs of

individuals with dementia and their caregivers.
Helpline (24 hours a day, 7 days a week)

Across lowa (800) 272-3900

Southwest lowa (800) 309-2112
(Pottawattamie, Harrison, Shelby,
Mills, and Fremont Counties)

Contact your local Alzheimer's Association

Big Sioux Chapter

Sioux City ® Sheldon e Carroll
(712) 279-5802
WwWw.alz-sioux.org

Greater lowa Chapter

Des Moines ® Quad Cities ® Dubuque
Burlington e Creston ® Newton

(515) 263-2464
Www.alz.org/greateriowa

East Central lowa Chapter
Cedar Rapids ® Waterloo
(319) 294-9699
www.alzeci.org

Midlands Chapter

Council Bluffs ® Southwest lowa
(712) 322-8840
www.midlandsalz.org

2004

Advocates’
Guide

public policy platform of the
lowa Alzheimer's Association Coalition



our mission:
what we do

In addition to a wide variety of localized services and
support provided across the state (including adult day
care, in-home respite and respite assistance, support and
awareness groups, and more) the lowa Alzheimer's
Association Coalition has also partnered with the lowa
Department of Elder Affairs to provide dementia care
education and training at all levels, for both home and
professional caregivers. This partnership includes:

Family Advocate Training. Educating caregivers
whose loved ones with AD reside in nursing homes,
and empowering them as informed health care
consumers.

Advanced Dementia Training. An enhanced
curriculum for assisted living and nursing facility
staff, above and beyond that required for staff
certification as Dementia Care Specialists.

CCDI Surveys. Assessments of staffing,
programming, care philosophy, and other essential
components in lowa’s Chronic Care and Dementing
lliness (CCDI) facilities—otherwise known as
special-care “Alzheimer’s units”.

Public Education Initiative. Practical assistance
for the family caregiver at home through the
development of educational materials, caregiver
workshops, and the nearly statewide Helpline
network.

a call to action: what you can do

As lowa's lawmakers, administrators, and decision-makers, the
lowa Alzheimer's Assaciation Coalition calls upon you to support
the needs of the thousands of older lowans currently living with
Alzheimer's disease and other forms of dementia, and their
families:

1. At home.

Most lowans with AD live at home, cared for by family and
friends—often with little or no outside help. As a result,
caregivers and their families are under great physical,
emotional and financial strain.

Although the majority of funding still supports institutional
care instead, simple low-cost caregiver interventions help
these individuals remain home longer, while reducing stress
and strain on their families. This, in turn, reduces the cost to
taxpayers by keeping long-term care costs down.

What you can do

- Invest in incentives to increase access to adult day care
and other true home and community-based services
(HCBS).

- Pretect the Senior Living Trust Fund as a sustainable,
accountable funding source for developing HCBS.

2. Throughout the long-term care
system.

This includes lowans with AD living in, and receiving care
from, assisted living facilities, nursing homes and special-
care “Alzheimer’s units”. The Alzheimer’s Association has
already worked closely with the state and other providers to
help develop oversight mechanisms for adult day care and
assisted living programs. This way, these emerging pieces
of the long-term care continuum can develop into consistent,
high quality, dementia-friendly services accessible to all
lowans who might benefit from them. But there is progress
yet to be made at every stage of the long-term care system.

What you can do

- Follow through on the establishment of adult day
care and assisted living regulations by enforcing
consistently high standards.

- Call for reassessing the decade-old regulations on
Chronic Confusion and Dementing lliness (CCDI)
units—otherwise known as “Alzheimer’s units.”

- Suppeort our ongoing efforts to empower
caregivers as informed consumers of health care
services.

In the community.

AD and other forms of dementia are often responsible
for challenging behaviors in those affected, especially
the common problem of wandering. Public safety
issues can result if the community at large—whether
neighbors or facility staff in their residences, or law
enforcement personnel called to respond to an
apparent crisis—is not equipped to respond.

While older lowans are particularly vulnerable to
abuse, neglect, or financial exploitation, this is doubly
so for lowans with dementia. Protecting their rights
and safety is vital in a state with lowa’s unique
demographics.

What you can do

- Support the utilization of lowa's Amber Alert
system, in tandem with the Safe Return program,
to quickly locate cognitively impaired individuals
who wander.

- Promete ongoing training of law enforcement/
EMT personnel about dementia and the Safe
Return program..

- Support legislation to protect vulnerable older
lowans and dependent adults.



ALZHEIMER’S ASSOCIATION
Pennsylvania Public Policy Coalition

Chapter Offices
Greater PA Chapter
3544 N. Progress Ave.
Suite 205

Harrisburg, PA 17102
(717) 651-5020 (Phone)
800-652-3370 (Toll free)
(717) 651-5066 (Fax)

Delaware Valley Chapter
100 N. 17" Street

Second Floor

Philadelphia, PA 19103

(215) 561-2919 (Phone)
800-272-3900 (Toll free)
(215) 561-4663 (Fax)

Regional Offices

Northeastern Region
Wilkes-Barre, PA
(570) 822-9915

Northwestern Region
Erie, PA
(814) 456-9200

South Central Region
Harrisburg, PA
(717) 651-5020

Southeastern Region
Philadelphia, PA
(215) 561-2919

Southwestern Region
Pittsburgh, PA
(412) 261-5040

Branch Offices

Butler (724) 431-1223
Hellertown (610) 838-2552
Reading (610) 375-4990
State College (814) 237-2550

Points of Service

Washington County
(724) 228-6856
Westmoreland County
(724) 853-1495 or

(724) 853-0970

Our State-Wide Legislative Voice

SUMMARY OF PRIORITY ISSUES

2003-2004

GOAL 1: Ensure that nearly 500,000 Pennsylvanians,
including underserved rural & minority populations, afflicted
by Alzheimer’s disease & related dementias can live outside
of an institutional environment for as long as possible by:

Objective 1: Seeking full funding of the state match
portion of the Federal AoA grant already awarded to the Pa.
Dept. of Aging for the Alzheimer’s Association Memory Loss
Screening Program in FY04& 05.

Objective 2: Appropriately increasing the maximum
family allowance ($200/month) authorized by the Pa. Family
Caregiver Support Act of 1992, which has remained
unchanged since inception.

Objective 3: Fully restoring and /or increasing the
annual $200,000 Dept. Of Aging allocation to the
Association’s two state chapters, a critical resource in its
ongoing mission of delivering quality education, awareness
and outreach services to over 1,000,000 Pennsylvanians.

Objective 4: Expansion of the Safe Return program to
all appropriate State Police personnel through dedicated
funding for additional training provided by the Alzheimer’s
Association.

GOAL 2: Ensure access to necessary health care services and
facilities for all Pennsylvanians affected by Alzheimer’s
disease & related dementias by:

Objective 1: Participating in the development of
assisted living legislation that is dementia-specific in the areas
of staff training and certification.



Objective 2: Expanding resources for dementia patients
under 60 years of age through increased community
outreach & assessment while advocating with DPW and the
Dept. of Aging to create special pilot programs to aid in the
effort.

Objective 3: Providing for appropriate access to services
and facilities for dementia patients with “difficult”
behavior.

Objective 4: Ensuring that spouses of persons entering
long-term care facilities are not impoverished by the costs
of care through continuance of the “resource first”
methodology used by DPW.



RHODE ISLAND 2004 PUBLIC POLICY PRIORITIES

1.Funding for one more full time inspector in the Department of Health to examine the Assisted
Living Facilities.

2.Funding for the 180 approved units of assisted living under the Medicaid waiver

3.Long Term Care Insurance Tax Credit--State income tax credit would be $100; $200 per
couple, for premiums

4.Coordination of Benefits Provision in R.I. Pharmaceutical Assistance for the Elderly

5.Restoration of the co-pay program for home and community based programs in R.l. The
Governor's office has frozen the program.



Alzheimer’s Association
West Virginia Alzheimer’s Association 2004 Policy Platform

The West Virginia Alzheimer's Association advocacy priorities for 2004 were
developed using feedback from individuals with Alzheimer’s disease, their family
members and caregivers, and health care professionals as a result of town meetings
throughout the state of West Virginia.

It is estimated that over four million Americans have Alzheimer’s disease, and
more than 41,000 of those individuals are West Virginians. Alzheimer’s disease affects
approximently10% of the population over the age of 65, increasing to nearly 50% of
those over the age of 85. When the baby-boomers reach the age of greatest risk, as many
as 14 million Americans will have this disease. Left unchecked, Alzheimer’s could
overwhelm our health care system, bankrupt Medicare and Medicaid and destroy the
personal financial security of millions of American families.

The West Virginia Alzheimer’s Association is dedicated to providing education
and support services to the more than 41,000 West Virginians and their families living
with this disease, to supporting research into the causes, treatments, and an eventual cure,
and to advocating for the following public policy measures in 2004:

1. That all care providers be specifically trained in caring for persons with
Alzheimer’s disease and related disorders.

e We support measures to increase dementia care training requirements and
opportunities for all health care professionals who deal with Alzheimer’s disease.

2. An increase in and, improved access to home and community based service
options for families of individuals with Alzheimer’s disease or related
dementias, to include: an increase in respite care opportunities for Alzheimer
families.

3. Quiality care in nursing homes and other long- term care facilities, which
would include:

» Strong enforcement of federal nursing home standards

» Adequate levels of reimbursement tied to salaries and benefits for direct care staff

» Staffing levels sufficient to ensure quality care for all residents

e Job training that is focused on a dementia care career ladder and advancement
opportunities.

4, Relief for families bearing the financial burden of caring for loved ones with
Alzheimer’s disease or related dementia.



