


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, Flo@ad lllinois, 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

 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.



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




ALZHEIMER 'SASSOCIATION

Pennsylvania Public Policy Coalition
Our State-Wide Legislative Voice

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

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 gfitéreasing to nearly 50% of
those over the age of 8%hen the baby-boomers reach the age of greatest risk, as many
as_14 million Americans will have this diseadeeft 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. Quality care in nursing homes and other long- term care facilities, which
would include:

e Strong enforcement of federal nursing home standards

e 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.



