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January 15, 2008

Honorable David Williams, President, State Senate
Honorable Jody Richards, Speaker, State House
General Assembly, Commonwealth of Kentucky
State Capitol, Frankfort, Kentucky

Dear President Williams and Speaker Richards,

We are pleased to submit this assessment of the current and future impact of Alzheimer’s on the
Commonwealth of Kentucky, as required by Senate Joint Resolution 6 passed in the 2007 Session. This
report reflects the work and input of volunteer and paid stakeholders and state staff who spent seven
months studying the needs of Kentuckians with Alzheimer’s disease and their families, surveying state
services and resources, and analyzing ways to improve the Commonwealth’s response to this public heath
crisis.

As the large baby-boom cohort of Kentuckians enters the age of greatest risk for Alzheimer’s, the impact
is going to be staggering on families, on our health care system, communities, public safety and long term
care resources.

We urge every member of the General Assembly to read this report: “Setting a Roadmap to Address
Alzheimer’s in the Commonwealth: A Report on the Assessment of the Current and Anticipated
Future Impact of Alzheimer’s Disease and Related Dementias on Kentuckians with Recommendations
for Action.”

In it, you will find that needed data and statistics about Kentucky’s population with Alzheimer’s are
sorely lacking. So how is the Commonwealth to embark upon sound planning to address the needs of
individuals and families living with this disease?

In it, you will find that there is no functioning entity within state government that can coordinate
information, services or policies related to Alzheimer’s and related dementias. With a badly out-dated
statutory basis and insufficient resources, the Alzheimer’s advisory council and office are ill-equipped to
take on the important charge envisioned in this Report to continue to assess needs, establish training and
practice protocols, encourage coordination among state agencies, and serve as a clearinghouse for up-to-
date information and resources.

This Alzheimer’s state plan includes recommendations for ways to address these issues and to enhance
existing state programs, improve the quality of dementia care across the array of services, help family
caregivers, and encourage research on Alzheimer’s disease and care practices. We urge the General
Assembly to take action with legislation as appropriate and to monitor the state government response to
this report.

Respectfully submitted,

Tonya M. Cox, MSW Jane M. Thibault, PhD
Co-Chairs, State Advisory Council on Alzheimer’s Disease and Related Disorders.

Enc.: “Setting a Roadmap to Address Alzheimer’s in the Commonwealth: A Report on the Assessment of the Current and
Anticipated Future Impact of Alzheimer’s Disease and Related Dementias on Kentuckians with Recommendations for Action”



CABINET FOR HEALTH AND FAMILY SERVICES
DEPARTMENT FOR AGING AND INDEPENDENT LIVING
275 E Main St, 3W-F

Steven L. Beshear Fr?g‘ég”éegsgggm Janie Miller
Governor Fax- (502) 564-4595 Secretary
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January 24, 2008

The Honorable Steve Beshear
Governor of Kentucky

700 Capitol Avenue

Frankfort, Kentucky 40601

Dear Governor Beshear and Members of the General Assembly:

Accompanying this letter is ‘Setting a Roadmap to Address Alzheimer's in the
Commonwealth: A Report on the Assessment of the Current and Anticipated Future
Impact of Alzheimer’s Disease and Related Dementias on Kentuckians with
Recommendations for Action.” This Report is submitted by the Office on Alzheimer's
Disease and Related Disorders and Kentucky Alzheimer’s Disease and Related
Disorders Council. The Report was generated pursuant to the requirements of Senate
joint Resolution 6 (SJR 6), passed and sighed during the 2007 Legislative Session.

The requirements of the legislation, as stated in SJR 6, were to assess the current and
future impact of Alzheimer's Disease and related dementias on Kentuckians, by
examining the existing services and resources addressing the needs of persons with
Alzheimer's, their families, and caregivers and, developing a strategy to mobilize a state
response to this public health crisis. The Department for Aging and Independent Living
(DAIL) concurs with the identified challenges and supports the recommendations to
address this crisis and will pursue fulfilling the recommendations pending available
funding.

Participants, on behalf of the Commonwealth, thank you and the Kentucky General
Assembly for the opportunity to assess and summarize a comprehensive state strategy
to address the needs of persons with Alzheimer's disease and related disorders.

Sincerely,

Dbk L Sn

Deborah S. Anderson
Commissioner

—
o
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EXECUTIVE SUMMARY

Alzheimer’s Disease is the seventh leading cause of death for people in the United States and the
fifth leading cause of death for those over the age of 65. In 2000, approximately 74,000
Kentuckians age 65 and over were diagnosed with Alzheimer’s Disease and that number is
expected to rise to 80,000 by 2010. According to the Alzheimer’s Association, it is estimated
that 70% of people with Alzheimer’s and other dementias live at home receiving care by family
and friends and 70% of nursing home residents have some degree of cognitive impairment. The
fragmented and out-dated resources, information, and services available in Kentucky will further
impede the state’s responses to the Alzheimer’s Disease epidemic.

Addressing the need to provide viable resources to adequately care for persons with Alzheimer’s
Disease and the growing number of individuals who will most likely develop this disease in the
future, Senate Joint Resolution 6 (SJR 6) (Appendix B) directed the Office on Alzheimer’s
Disease and Related Disorders and the Alzheimer’s Disease and Related Disorders Advisory
Council to assess the current and future impact of Alzheimer’s disease on Kentuckians and State
systems, programs, and services. In the following three chapters, this report presents the results
of the assessment, issues and challenges, corresponding recommendations, and strategies to
implement change.

Following is an abbreviated summary of each chapter along with global recommendations.
Specific strategies to address the recommendations can be found in the next section,
Recommendations and Corresponding Strategies, as well as in Chapter 3. Following each
strategy is an estimated date of completion. Recommendations are in no particular order of
priority and are summarized in the order they appear in the report.

Chapter 1:

Chapter 1 includes an overview of the organization of the report as well as the trends, symptoms,
warning signs, stages, and prevalence estimates related to Alzheimer’s Disease.

Major Alzheimer’s Disease Findings:

e Families may notice warning signs of Alzheimer’s Disease in a loved one but may
relegate them to “normal aging”. Physicians may also miss these early signs of the
disease.

e Alzheimer's Disease typically develops slowly and causes a gradual decline in
cognitive abilities, usually over a span of seven to 10 years. It eventually affects
nearly all brain functions, including memory, movement, language, behavior,
judgment and abstract reasoning. These changes impact the victim’s ability to care
for himself/herself, as daily living skills are gradually lost over the course of this
disease.

e While each individual is different, the progression of his or her disease can be
roughly divided into mild, moderate, and severe stages.

e According to the Alzheimer’s Association, it is estimated that 70% of people with
Alzheimer’s and other dementias live at home receiving care by family and friends
and 70% of nursing home residents have some degree of cognitive impairment.
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There is consensus in the research fields that this disease is linked to several changes
in the brain’s metabolism, resulting in abnormal brain structures called plaques and
tangles. Plaques contain deposits of an abnormal protein fragment called beta-
amyloid that builds up between cells much like plaque on the teeth. As tangles
develop in the brain due to changes in the tau protein, brain cells lose their ability to
work normally and eventually die.

An estimated 5.1 million Americans have Alzheimer’s disease in 2007. This number
includes 4.9 million people age 65 and older and at least 200,000 individuals younger
than 65 with early-onset Alzheimer’s.

According to the Alzheimer’s Association, “The greatest risk factor for Alzheimer’s
is increasing age, and with 78 million baby boomers beginning to turn 60 last year, it
is estimated that someone in America develops Alzheimer’s every 72 seconds; by
mid-century someone will develop Alzheimer’s every 33 seconds.

Currently, very little information exists regarding demographics for AD and ethnicity
groups in Kentucky.

There is no cure for Alzheimer’s but treatments for symptoms, combined with the
right services and support, can make life better for those who have the disease and
their caregivers.

Chapter 2:

Chapter 2 provides a summary of the current and future impact of Alzheimer’s Disease and
related disorders as it relates to Kentucky’s role and State infrastructure including existing
services, programs, and State support of Alzheimer’s research, and other resources.

Major State Role and Infrastructure Findings:

Realizing the imminent problem of age related neurodegenerative diseases, the 2000
Kentucky legislature created by statute (KRS 194A.601), the Office of Alzheimer’s
Disease and Related Disorders; however, the Office was established without any
funding.

Kentucky Department for Aging and Independent Living (DAIL) was established in
December of 2006. DAIL administers programs and service, establishes policy and
advocates on behalf of Kentucky’s elders and people with disabilities.

In partnership with Kentucky’s 15 Area Agencies on Aging and community partners
to provide needed services and programs, DAIL is focused on addressing issues and
circumstances that stand in the way of elders and people with disabilities achieving
the best possible quality of life.

DAIL helps streamline processes and provides one-on-one assistance by phone
through the Kentucky Resource Market, using a one-call-does-it all approach for
elder Kentuckians; DAIL assists clients by finding the most individualized
appropriate information, services, or program.

Major Services and Program Findings:

Alzheimer’s is not a stand-alone disease but often resides in an individual with other
major co-morbid chronic diseases. There is a drastic increase in cost for facility
placement of individuals with a chronic disease and Alzheimer’s.
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State and federal Medicaid spending for nursing home care for people with
Alzheimer’s and other dementias was estimated at $21 billion in 2005. It is projected
to increase to $24 billion in 2010 and $27 billion in 2015.

There are only10 geriatric Psychiatrists in Kentucky with rural areas in both eastern
and western Kentucky underserved by all specialty medical services.

There are currently 313 nursing home facilities in Kentucky.

There are currently 100 certified assisted living facilities and of those, 12 have special
dementia units with locked doors. Regulations limit the use of Assisted Living to
individuals in the early or mid stages of the disease. Additionally, Kentucky
regulations prohibit the administration of medications or any other medical care in
Assisted Living facilities.

Costs to business for employees who are caregivers of people with Alzheimer’s and
other dementias amount to $36.5 billion. These costs result from lost productivity,
missed work and costs to replace workers who leave their jobs to meet the demands
of caregiving.

The Adult Day/Alzheimer’s Disease Respite Program was created in statute (KRS
205.950) in 1992. Currently, it is the only Alzheimer’s Disease specific program in
Kentucky serving approximately 700 individuals.

There are 65 counties in Kentucky without any Adult Day Centers and 45 counties
with only one Adult Day Center.

Currently, there is a total of 3,872 on the waiting list for state funded home care
services. Of this number, 1,079 are waiting on home delivered meal services and 113
are waiting on respite services.

Major Research Findings:

Of the total 29 Alzheimer’s Disease Centers funded by National Institutes on Aging,
one exists in Kentucky, University of Kentucky’s Sanders-Brown Center on Aging.
Research at Sander-Brown focuses on developing an understanding of age-related
diseases including Alzheimer’s Disease (AD), stroke, and prion diseases (e.g. mad
cow and wasting diseases).

In 1989, the State Legislature designated $244,000 to support three AD research
positions within UK’s Sanders-Brown Center on Aging. This investment has helped
return over $40 million to Kentucky in the form of research grants and should be
expanded.

In 2000, the Gheens Center for Aging and Age-Related Diseases was established in
University of Louisville’s (U of L) School of Medicine with a $2.5 million gift from
the Gheens Foundation.

Both UK and U of L recruit Kentuckians for studies focusing on brain changes as it
relates to aging. The longitudinal Biological Resilient Adults in Neurological Studies
(BRAINS) and autopsy services for confirmation of diagnosis are key elements of the
UK program.

$100,000 of state general funds was budgeted across fiscal years 2007 and 2008 for
DAIL to partner with the Alzheimer’s Association and UNC Chapel Hill to explore
the effectiveness of dementia training in 6 long-term care facilities.

Unlike states such as California and Florida, Kentucky does not have any targeted
funds for AD research for Kentucky’s unique population. This limits Kentucky’s
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ability to provide adequate clinical care for its elders and limits research grant
competitiveness at the national level.

During the past year, DAIL has secured approximately $1.2 million in grants and
often partners with University researchers and Alzheimer’s Association trainers to
implement and evaluate practices.

The Administration on Aging currently lists 7 training curriculums as evidence-based
practices. Most of the training components are delivered to the family caregiver of an
individual with Alzheimer’s Disease or Related Dementias.

Through one of DAIL’s secured grants, staff will partner with the Alzheimer’s
Association and Sander’s Brown to evaluate the Kentucky-grown “Best Friends
Approach to Dementia Care” a model widely used by other states as well as
internationally. Although the model may be a promising practice or an evidence
based practice, until now, the anecdotal benefits of this program have not been
empirically tested.

Chapter 3:

Chapter 3 details the identified issues or challenges and corresponding recommendations
designed to improve state role and infrastructure, programs and services, and research and

evaluation.

Major State Role and Infrastructure Issues or Challenges:

Initiatives addressing services and supports for individuals with Alzheimer’s cross
many agencies and organizations.

The Office on Alzheimer’s Disease and Related Disorders was created by statute
(KRS 194A.601) in 2000; however, there was no funding for this Office and the
duties ascribed to it were absorbed into the Office of Aging (now DAIL) by utilizing
existing staff.

The Kentucky Department for Aging and Independent Living does not require
diagnostic data to be reported. Thus there is no conclusive information on the
number of individuals who are being served with Alzheimer’s in either the State
general funded Homecare program or the Older Americans Act programs.

The current array of institutional care options is rigidly sub-divided based on
providers’ service capabilities rather than on the changing needs of individuals; this is
particularly problematic for persons with dementia because of their reliance on
environmental consistency and reduced capacity for processing change.

Unlike auto, home, disability, life or health insurance, long term care insurance is not
widely perceived as a normal life risk to protect against with insurance; people
mistakenly over-rely on Medicare and Medicaid to meet any long term care needs
they may have in the future.

Institutional environments are typically grounded in a “medical model” of care, and
current regulations governing facility design and service reimbursement have the
unintended effects of preserving the status quo and inhibiting innovation.
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Recommendation 3.1: Revise KRS 194A.601 to make the Office a viable, fully funded and
staffed entity within the Department for Aging and Independent Living working in conjunction
with the Council.

Recommendation 3.2: Increase and improve support for family caregivers.
Recommendation 3.3: Develop, implement and coordinate a statewide data collection system.

Recommendation 3.4: Develop and implement training on Alzheimer’s and Related Dementias
for various stakeholders.

Recommendation 3.5: Establish State Protocol on Appropriate Interface and Choices for
Individuals with Alzheimer’s and Related Dementias and Their Families.

Recommendation 3.6: Explore options to increase insurance coverage for individuals with
Alzheimer’s and Related Dementias.

Major Existing Program and Services Issues or Challenges:

e Care providers (physicians, nurses, therapists, nursing assistants, psychologists, social
workers) and regulators (enforcement officials) frequently operate with insufficient,
incomplete and/or outdated information about diagnosing, effective treatment options
and forming appropriate goals of care for persons with chronic, progressive memory-
impairing conditions.

e Behavioral challenges often exceed long-term care providers’ capability; interest or
perceived liability; admission and discharge criteria may be more provider-protective
than resident-centered.

Recommendation 3.7: Institute State policies and procedures to provide additional support to
ensure the health, safety and welfare of individuals with Alzheimer’s and Related Dementias
Related Disease.

Major Research and Evaluation Issues or Challenges:

e Currently there is no known use in Kentucky of any of the 7 evidence-based training
curricula/practices for family caregivers recognized by the U.S. Administration on
Aging in Kentucky.

e Kentucky does not have any targeted funds to support Alzheimer’s Disease research
through Kentucky universities or other research and evaluation activities such as the
implementation of evidence based practices, evaluation of evidence based practices
specific to Kentucky populations and exploration of promising practices that may
currently exist in the State.

Recommendation 3.8: Explore the designation of existing state funding supports of
Alzheimer’s research through Kentucky universities and other resources.

Recommendation 3.9: Establish policies, procedures, and incentives to incorporate evidence-
based practices into training, service, and program activities.
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Recommendation 3.10: Research and evaluate promising practices across various regions in
Kentucky.

RECOMMENDATIONS AND STRATEGIES
State Role and Infrastructure

Recommendation 3.1

Revise KRS 194A.601 to make the Office a viable, fully funded and staffed entity within the
Department for Aging and Independent Living working in conjunction with the Council.

Strategies:

3.1.1. Recreate the “office” to become the Alzheimer’s Disease and Related Dementias Unit
working in conjunction with the Council. (2008)

3.1.2 Obtain specific State general funding to hire a full time coordinator and 2 FTE
program staff for the Alzheimer’s and Related Dementias Unit. (2008)

3.1.3. Expand the role of the Unit to include policy, research and coordination of services.
(2008)

3.1.4. Require the Unit to conduct the following activities: (2008)

= Disseminate information on services and related activities for individuals with
Alzheimer’s disease and related dementias to the medical and healthcare
community, academic community, primary family caregivers, advocacy
associations and general public.

= Enhance the DAIL website to include Alzheimer’s information and links.

= Establish a strategy to link and coordinate services and activities of State
agencies, other service providers, advocacy groups and other entities throughout
the State such as emergency personnel, police, universities and attorneys and
other staff associated with the legal system.

= Coordinate and provide support for Council activities.

Recommendation 3.2

Increase and improve support for family caregivers

Strategies:
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3.2.1.

3.2.2.

3.2.3

3.2.4.

3.2.5.

3.2.6.

Request an increase in the Alzheimer’s Respite Services line item in the State budget.
(2008)

Utilize the Council and stakeholder community to revise the current definition,
eligibility and service requirements for the provision of respite. (2008)

Ensure a system of care coordinators and benefit counselors in each of the 15 ADD
regions. (2010)

Develop incentives beyond tax incentives for caregivers. (2010)

Support legislation for a caregiver tax credit for people who provide in-home care for
dependent relatives who have little to no income, and have been diagnosed with
Alzheimer’s Disease and related dementias. (2008)

Develop a demonstration to test the feasibility and cost-effectiveness of adult day care
clients receiving services in other long- term care settings traditionally considered
“institutional” in order to expand access and accommodate anticipated growth in
demand. (2009)

Recommendation 3.3

Develop, implement and coordinate a statewide data collection system.

Strategies:

3.3.1 Require the Alzheimer’s and Related Dementias Unit to coordinate a statewide

effort to develop, and implement a statewide data collection system. (2009)

3.3.2. Collect data and monitor at a minimum the following data: (2010)

a. The prevalence of dementia related diseases across the Commonwealth;
b. The prevalence of dementia related diseases by county;

c. The prevalence of early onset dementia and related diseases across the
Commonwealth;

d. The prevalence of inpatient geriatric psychiatry beds;
e. The availability of geriatric services and specialists;
f. The availability of dementia related services and supports;

g. The availability of assessment services for Alzheimer’s and related dementias;
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h. The number and location (county) of Kentuckians who are currently providing
care in their home to a family member.

Recommendation 3.4

Develop and implement training on Alzheimer’s and Related Dementias Related Disorders for
various stakeholders.

Strategies:

3.4.1.

3.4.2.

3.4.3.

3.4.4.

3.4.5.

3.4.6.

3.4.7.

3.4.8.

3.4.9.

Identify specific training resources for targeted audiences across the state. (2009)

Develop relationships with police and community partners to develop and implement
training (such as, but not excluding including but not limited to, bankers, attorneys,
police, emergency personnel, etc.). (2009)

Develop and implement an evidence-based training curriculum and implementation
strategies for targeted audiences (i.e. Department for Mental Health and Mental
Retardation, Office of Inspector General surveyors, Comprehensive Care Centers,
family caregivers, etc.). (2009)

Develop and implement an evidence-based training curriculum and implementation
strategies for Long Term Care facilities. (2009)

Require mandatory dementia-specific training as part of DOCJT yearly in-service
training for emergency personnel (e.g. firefighters, emergency medical technicians,
police officers). (2009)

Require mandatory dementia-specific training for emergency room staff including
nurses, physicians and related services technicians such as radiology. (2009)

Increase training for state adult protective services workers on Alzheimer’s/dementia.
(2009)

Require training for providers and State staff associated with any of the Medicaid
home and community based waivers. (2010)

Develop a portable certification program for para-professional direct caregivers with
standardized content designed to enhance their understanding of memory impairment
and their performance in caring for individuals with Alzheimer’s and related
dementias. (2010)

3.4.10.Work with the universities to develop specific training and recruitment options

including:
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a. The development of optimal training content standards for licensed health
professionals; target Kentucky’s professional schools to integrate it into curricula.
(2010)

b. Create a “Bucks for Brains” program to recruit and train geriatric psychiatrists,
geriatricians, and other geriatric specialists. (2012)

c. The development of residencies or fellowships for training of geriatric
psychiatrists, geriatricians, and other geriatric specialists.. (2012)

d. The development of a specific track on Alzheimer’s disease related dementias and
dementia related diseases for medical students and residents. (2012)

Recommendation 3.5

Establish State Protocol on Appropriate Interface and Choices for Individuals with Alzheimer’s
and Related Dementias and Their Families.

Strategies:

3.5.1. Require the Unit and Council to develop a protocol detailing how to interface with
individuals with Alzheimer’s and related dementias and their families. The protocol
should include appropriate placement care options based on the stages of Alzheimer’s
and related dementias. (2008)

3.5.2. Require the Unit and DAIL to provide training to staff within the Cabinet for Health
and Family Services on the protocol including but not limited to adult protective
services workers, guardianship/social workers, and staff from the Office of Inspector
General and the Department for Mental Health and Mental Retardation on the
protocol. (2009)

3.5.3 Require, through the Secretary of the Cabinet, that all Department staff utilize the
protocol as an established Cabinet practice. (2009)

Recommendation 3.6

Explore options to increase insurance coverage for individuals with Alzheimer's and Related
Dementias.

Strategies:

3.6.1. Explore changes needed to ensure Medicaid eligibility for individuals with early
onset Alzheimer’s Disease or Related Dementias. (2009)
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3.6.2.

3.6.3.

3.6.4.

3.6.5.

3.6.6.

3.6.7.

3.6.8.

Explore potential for Medicaid waiver specific to Alzheimer’s Disease and Related
Dementias. (2009)

Explore services and options available under private insurance entities. (2009)
Provide tax incentives for individuals who purchase long-term care insurance. (2008)
Support the establishment of a Kentucky Long-Term Care Partnership Insurance
Program. This partnership has been successfully piloted in California, Connecticut,
Indiana, and New York. (2008)

Advocate for integrated systems of healthcare and support that are effective for
individuals with Alzheimer’s disease or related dementias and their families. (e.g.
disease management strategies, practice guidelines, home and community based care,
hospice care and chronic care management). (2008)

Require mental health parity. (2008)

Promote educational resources for better understanding Long Term Care financing.
(2008)

Programs and Services

Recommendation 3.7

Institute state polices and procedures to provide additional support to ensure the health, safety
and welfare of individuals with Alzheimer’s Disease and Related Dementias.

Strategies:

3.7.1

3.7.2

3.7.3

3.74

3.7.5.

Work with law enforcement to implement a coordinated protocol or swift and
appropriate action upon report of a missing adult with dementia. (2009)

Offer tax credits to families for the purchase of locator devices. (2009)

Direct the Council to study new technologies that can help locate missing persons and
to make recommendations about implementation strategies. (2010)

Utilize the Council to evaluate state regulations on home care, adult day and home
health to assure they are “dementia friendly”. (2008)

Explore changes in the certificate of need requirements in order to foster expansions
of Alzheimer’s and dementia specific services. (2009)
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3.7.6.

3.7.7.

3.7.8

3.7.9

3.7.10

Develop a process/protocol to permit persons with dementia to remain in their current
living environment despite a change in their condition (e.g. challenging behaviors or
other disease symptom) that under existing regulations might otherwise promote their
move to a different level of care; this protocol should assure that the provider can
adequately demonstrate that the person’s care needs can be safely and effectively met
without the disruption of moving. (2009).

Support a pilot demonstration project to address the problem of facility discharges of
residents exhibiting challenging behavior. (2008)

Develop regulations or waiver protocol inviting the development of new approaches
to facility design that are preserve resident safety, recognize the special needs of
persons with memory loss and pursuant to evidence based practice show promise for
improving the quality of their lives. (2009)

Review the current Kentucky Medicaid programs to ensure “dementia friendly”
approaches and policies. (2008)

a. Review the “Resource Utilization Groups” (RUGS) system to determine values of
behavior management and evidenced based interventions.

b. Increasing opportunities for self-determination.

c. Identify challenges to admission and eligibility requirements.

Review overlapping requirements for licenses for personal care homes and assisted
living facilities such as medication management including oversight, assistance,

administration and monitoring and recommend appropriate regulation changes to
accommodate the needs of persons with dementia. (2010)

xxii



Research and Evaluation

Recommendation 3.8

Explore the designation of existing state funding supports of Alzheimer’s research through
Kentucky universities and other resources:

Strategies:

3.8.1 Explore processes for distributing state funds to University faculty and determine
feasibility of desig