


 
STATE OF TENNESSEE  

COMMISSION ON AGING AND DISABILITY 
Andrew Jackson State Office Building 

502 Deaderick Street, 9th Floor 
Nashville, Tennessee 37243 

James Dunn           Phone (615) 741-2056 
Executive Director              Fax (615) 741-3309    
 
January 10, 2023 
 
The Honorable Rusty Crowe 
425 Rep. John Lewis Way N. 
Suite 720 Cordell Hull Bldg.
Nashville, TN 37243 
 
The Honorable Bryan Terry 
425 Rep. John Lewis Way N. 
Suite 646 Cordell Hull Bldg. 
Nashville, TN 37243 
 
Dear Chairman Crowe and Chairman Terry: 
 
Public Chapter 364 ( 2019) passed by the General Assembly created the 

Tennessee Commission on Aging (TCAD). The purpose of the Council is to continually assess 

 
 
The Act also requires an annual report be submitted to the General Assembly 

  
 

accounts for Council actions 
throughout 2022. 
 
Sincerely, 
 

 
James Dunn 
Executive Director
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Executive Summary 
 
In April 2019, the Tennessee General Assembly unanimously passed legislation creating the 

 
2019). The Governor signed the bill on May 10, 2019 (see Appendix A). 

This Act established the Advisory Council, administratively attached it to the Tennessee 
Commission on Aging and Disability (TCAD), and set out the purpose of the council: 

1)  
ase and dementia

on Tennessee residents; 

2) Examine the existing industries, services, and resources addressing the needs of 
persons, families, and caregivers affected by  disease and related dementia; 

3) Develop a strategy to mobilize a state respons  
disease and related dementia; and 

4) Provide recommendations to the governor and to the general assembly on issues 
related to its work. 

there were 
 

informal caregivers. These caregivers were providing approximately 500 million hours of
unpaid care in Tennessee at a value of $6.324 billion annually. 

In 2020, there were approximately 444,000 informal caregivers providing approximately 506 
million hours of unpaid care in Tennessee at a value of $6.628 billion annually. These numbers 

disease is 
expected to rise 16.7% between 2020 and 2025. 

Through focus groups and a statewide online needs assessment, services and resources were one 
of the primary needs mentioned within 1. 
These needs includedawareness, availability, and affordability of services and resources. Other 
findings included a need for workforce education and increased public awareness of the disease. 

The Advisory Council was tasked to develop a strategy to mobilize a state response to matters regarding 
  

and related dementias, listening to testimony presented at the Advisory Council meetings, and analyzing 
data gathered during the needs assessment, the Advisory Council agreed upon four overarching goals for 
this strategy. 
 

Goal 1: Educate and Empower Tennessee to be -  
Goal 2: Support and Empower Persons with Dementia and their Caregivers 
Goal 3: Ensure an adequately prepared workforce
Goal 4: Research 

 

 
1https://www.tn.gov/content/dam/tn/aging/documents/Alzheimer%27s%20and%20related%20dementia%20TN%20Sta
te%20Plan.pdf 
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In 2020, the Council was extended by action of the Tennessee General Assembly for five years. The 
Council looks forward to continuing this important work and providing recommendations to the General 

 Tennessee. 
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Introduction 
 
In April 2019, the Tennessee General Assembly unanimously passed legislation creating the 

 disease and related Dementia Advisory Council (Chapter 364 of the Public Acts of 
2019). The Governor signed the bill on May 10, 2019 (see Appendix A). 

This Act established the Advisory Council, administratively attached it to the Tennessee 
Commission on Aging and Disability (TCAD), and set out the purpose of the council: 

1)  
ase and dementia 

on Tennessee residents; 

2) Examine the existing industries, services, and resources addressing the needs of 
persons, families, and caregivers affected by  disease and related dementia; 

3) Develop a strategy to mobilize a state  
disease and related dementia; and 

4) Provide recommendations to the governor and to the general assembly on issues 
related to its work. 

The Act requires the council to develop and submit an Alzheimer's Disease State Plan to the 
General Assembly by January 15, 2020 (which was completed) and update the plan and report to 
the General Assembly on its progress no later than January 15 of each subsequent year. This 
report to the General Assembly is to identify barriers to Alzheimer's disease care, analyze service 
utilization data, and include recommendations, metrics, and best practices to address gaps in 
service. As an ongoing entity, the Council looks forward to continuing this important work and 
providing recommendations to the Governor and the General Assembly on issues related to 

 
the  Plan submitted in January 2022.
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Council Members 
Pursuant to statute, certain departments and entities were to be represented on the Council. The 
following individuals make up the Council: 

Senator Rusty Crowe 
Representative Sabi Kumar 
James Dunn, Tennessee Commission on Aging and Disability 
Katie Moss, TennCare 
Alicia Robeson, Department of Mental Health & Substance Abuse Services
Sally Pitt, Tennessee Department of Health 
Kirk Mason, Stones River Manor 
Dr. Angela Jefferson, Vanderbilt University Medical Center 
Janice Wade Whitehead,  
Jesse Samples, Tennessee Health Care Association
Vacant, Tennessee Nurses Association 
Reverend Richard Brown, Payne Avenue Missionary Baptist Church 

 
Gwyn Earl, LeadingAge TN 
Laura Musgrave, family caregiver representative 
Dr. David Compton, person living with  
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Background 
 and Related Dementias 

Dementia is a specific type of degenerative brain disease that is irreversible and gets worse over time. 

dementia, accounting for approximately 60 to 80 percent of all dementias (1 p. 9). Other dementing 
illnesses include Parkinson's disease with dementia, Lewy body disease, Frontotemporal dementia, 
vascular dementia, and a few other, rarer disorders. In older people, vascular disease is often mixed with 
Alzheimer's disease pathology, and it seems to lower the threshold for dementia to develop. Dementia 
results in the loss of cognitive functioning such as thinking, reasoning, and remembering. These 
symptoms of dementia begin when neurons or cells within the brain have been damaged or stop working. 
However, brain changes begin long before symptoms and may begin up to 20 years prior to symptoms (2; 
3; 4; 5). 

Although dementia is more common with age, it is not a normal part of aging. Scientists do not currently 
know exactly what caus  

 
developing the disease. For instance, some demographic groups such as older black / African Americans 
and Hispanics are more likely to develop dementia compared to their non-minority counterparts. (1) In 
addition, people with specific types of intellectual and developmental disabilities (IDD) such as Down 
Syndrome have a higher r  Overall, the greatest 

 
developing dementia. Some of these risk factors such as family history, or genetics are unable to be 
changed. However, other risk factors such as head injury, obesity, specific cardiovascular diseases (mid- 
life hypertension, prehypertension, high cholesterol), and diet may be risk factors which are modifiable or 
able to be changed. 

Though research is still evolving, evidence is strong that people can reduce their risk of future dementias 
by making key lifestyle changes including regular physical exercise, eating a heart-healthy diet, 
maintaining strong social connections, and keeping mentally active. Finally, there appears to be a strong 
link between future risk of Alzheimer's and serious head trauma, especially when injury involves loss of 
consciousness. Therefore, reducing the risk of head injury may also be a strategy to reduce the risk of 
future dementias. 

ADRD is diagnosed by medical professionals; however, this is not done using a single test. 
Instead,    healthcare providers complete a medical assessment including medical history, physical 
exam, neurological exams, and other diagnostic tools (6). 

There is currently no cure for ADRD and no proven way to stop the progression of the disease. However, 
there are both pharmacological and non-pharmacological treatments to help with symptoms associated 
with the disease. There are also services available to support family members and caregivers of persons 
with dementia. For the benefits to be realized, persons with dementia and their caregivers must be aware 
of these services and how to access them. 

 and related dementias in the United States 
 

number is expected to grow to as many as 14 million Americans by 2050 (1). These individuals are being 
cared for by more than 16 million informal caregivers. These caregivers provide approximately 18.5 
billion hours of care each year, valued at nearly $234 billion nationally. ADRD is a leading cause of 
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disability and the 6th leading cause of death (1; 7). Although the impact of this disease is vast, less than 
half (47 percent) of older adults have ever discussed their thinking or memory abilities with a health care 
provider. Only 28 percent report ever having received an assessment for cognitive health. And even 
fewer 16 percent receive regular cognitive assessments during routine health checkups (1). While 
almost all older adults (93 percent) say they trust their doctor to recommend testing if needed, less than 
half of primary care physicians say it is their standard protocol to assess older adults for cognitive 
impairment. Instead, many physicians wait for patients or their family members to bring the topic up first 
(1). This issue is further complicated by the well-documented shortage of healthcare professionals 
specializing in geriatrics and other  specialties. 

Healthcare costs of both individuals living with dementia and their caregivers are significantly higher than 
their counterparts without dementia (1; 8; 9; 10; 11). In 2019, nationally the cost of caring for those with 

 The annual out-of-pocket
spending incurred by dementia caregivers including household and personal care expenses is nearly 
twice as high as that incurred by caregivers of people with other conditions (1). 

 and Related Dementias in Tennessee 
Across the US, Tennessee has the 2nd highest age-adjusted mortality rate from dementia (12). Each year 

 
 These 

caregivers provided approximately 506 million hours of unpaid care in Tennessee at a value of $6.628 
billion annually. These numbers will continue to rise each year as the number of Tennesseans with 

 
report worsening or more frequent confusion or memory loss. This is often one of the earliest noticeable 
symptoms related to ADRD. In Tennessee, 14% of adults ages 45 and over have experienced these 
symptoms, yet, less than half of these individuals have talked about these symptoms with a health care 

 
system through increased healthcare expenditures as well as out-of-pocket healthcare costs (14; 8). In 
addition, caregivers often have negative health consequences related to their caregiving roles, therefore, 
caregivers also have higher health care costs. These health care costs are valued at $291 million in the 
state of Tennessee (1 p. 37). These health-related costs have increased over the past 5 years and are 
projected to continue rising for at least the next 5 years as this population continues to grow (1; 15).
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 2019 Needs Assessment 
uncil to gain an understanding of the strengths, 

challenges, and needs of persons living with dementia, their families, and other stakeholders, an initial 
 

Related Dementia State Plan. The goal of this needs assessment was to provide policy makers, service 
providers, and the general population with appropriate data about trends and implications for the current 
population. The Tennessee needs assessment was based upon similar needs assessments conducted in 

ates, the state needs assessment 
was based on a mixed-methods approach composed of three main components: (1) focus groups 
conducted by the Tennessee Department of Health in conjunction with the Tennessee State Health Plan; 
(2) an online statewide survey of ol  
Tennessee has the 2nd highest age-adjusted mortality rate from dementia 7 caregivers, and service 
providers; and (3) analyses of additional data including those presented at meetings of the Tennessee 

 and Related Dementia Advisory Council. 
 

The Council recognized that future in-depth and representative needs assessment should be conducted, as 
needed, as the plan continues to evolve. 

 

Virtual Townhalls 
In an effort to gather input from members of the community on the updated Alzheimer's State Plan, the 
Council hosted (5) five virtual town halls around the state. 

 December 2, 2020  Hosted by Senator Bo Watson 
 December 4, 2020  Hosted by Representative Ryan Williams 

 December 7, 2020  Hosted by Senator Rusty Crowe 

 December 7, 2020  Hosted by Senator Jack Johnson 
 December 8, 2020  Hosted by Senator Raumesh Akbari 

During each virtual town hall, participants were encouraged to share comments via unmuting of lines 
and/or typing in the chat box. Issues mentioned included: increased need for education/information for 
both community members and providers; increased resources for providers; and increased need for 
technology. Specifically, participants were asked about any issues related to COVID-19. Participants 
stated the pandemic has made caring for those with and dementia very difficult. For
example, caregivers are choosing to bring loved  but it can be a challenge to find in-home 
care providers. Additionally, families are having to provide care themselves while juggling other 
priorities (ex: kids who are out of school). Some are choosing to put in-home services on hold for fear of 
contracting COVID-19. Providers are also worried about contracting COVID-19 from providing in-home 
services. Recommendations provided will be discussed at the next Council meeting and incorporated into 
the  

 

Online Survey  State  Plan Update 
 
 

 population. Specifically, it aimed to include individuals unable to attend virtual Council 
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meetings or virtual town halls due to caregiving or professional responsibilities. The survey was 
distributed using both purposive and convenience sampling. Survey respondents were recruited through 

 
social media. Surveys were made available via an online link. Respondents were asked to choose the top 
(3) three priorities under each goal. 

During November and December of 2020, an electronic survey was distributed to gather input for the 
 Survey participants were asked to choose 3 short-term strategies 

from each Goal defined by the Advisory  
individuals responded to this survey. Of these 60 respondents, 15 were caregivers, 30 were not caregivers, 
and 11 reported falling  category, most previously caregivers who were not doing so 
currently. 

-  
suggested for short-term strategies include: 

 Develop a communication strategy to increase awareness, reduce stigma, and increase public 
understanding of  and other dementias 

  
local government, health and social service organizations, research and educational institutions, 
businesses and faith communities

 Using culturally appropriate communications, educate Tennesseans and raise awareness about 
brain health, potential risk reduction strategies, early warning signs, changes to discuss with a 
health professional, and benefits of early diagnosis of ADRD and mild cognitive impairment 

Within Goal 2 Support and Empower Persons with Dementia and their Caregivers, the 3 items most 
frequently suggested for short-term strategies include: 

 Increase access to home and community-based services, including adult day care and respite 
services, and ensure that those with Alzheimer's and other dementias have access to these services 
regardless of age, financial status, stage of cognitive impairment. 

 d information on services 
available across the State 

 Conduct assessment to identify gaps in and barriers to services available in Tennessee including 
but not limited to those associated with costs 

Within Goal 3 Ensure an adequately prepared workforce. the 3 items most frequently suggested for short- 
term strategies include: 

 Educate healthcare professionals on dementia treatment best practices (e.g., behavioral symptom 
  

medications, and other medications contraindicated in persons living with dementia Educate 
healthcare professionals on information related to caregivers, including health risks, available 
tools and information, and supportive programs and services 

  
support early diagnoses and disclosure of dementia, provide effective care planning at all stages 
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of dementia, offer counseling and referral, and engage caregivers, as appropriate, in care 
management 

 Educate healthcare professionals across sectors about recognizing early signs and symptoms of 
ADRD among demographic groups (age, gender, socioeconomic status, IDD, etc.) with increased 
risk of dementia 

Within Goal 4 Research, Monitor, and Evaluate. the 3 items most frequently suggested for short-term 
strategies include: 

 Ensure Tennesseans are aware of opportunities and benefits of participation in research studies, 
clinical trials, and tissue donation procedures 

 Identify health disparities in those with dementia in Tennessee though state and local needs 
assessments (geographic, socioeconomic, racial/ethnic, gender, LGBT older adults, IDD, etc.) 

 Identify strategies to increase enrollment of diverse populations to participate in research 
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Goals and Recommendations 
 

-term goals which could be achieved within a 1-2-year time 
period. These recommendations aim to positively impact a broad range of stakeholders including persons 
living with dementia, families and caregivers, healthcare providers, policy makers, government agencies, 
and others. These recommendations and strategies will be achieved through collaborative efforts between 
not-for-profit organizations, private entities, government agencies, persons with dementia, caregivers, and 
other stakeholders across the State. Furthermore, the enacting legislation states that the purpose of the 

of Alzheimer's disease and related dementia in this state and to assess the current and future impact of 
 

recommendations will be continuously reviewed and updated as needed to ensure the highest possible 
quality of life for Tennesseans with dementia, along with their families and caregivers. 

 
 

BOLD Grant 
 
In March 2022, the Tennessee Department of Health (TDH) was awarded a two-year project to promote 
Alzheimer's disease awareness. This project supports provider engagement, strategic planning, and public 
awareness of risk reduction, early diagnosis, and treatment. TDH was one of 16 public health departments 
chosen for the opportunity under the Building Our Largest Dementia (BOLD) Infrastructure for Alzheimer's 
Act. 
 

the State Plan 
utilizing many of the 25 actions laid out in the 
Brain Initiative (HBI) State and Local Partnerships to Address Dementia: The 2018-2023 Road Map. This 
was done in an effort to help TDH gain further funding for a continuation of the BOLD Grant project. 
 
The HBI Road Map prepares communities to act quickly and strategically by stimulating changes in 
policies, systems, and environments. Alignment of HBI Road Map actions with 

and efficiently into existing public health initiatives.  
 

 and Related Dementia Advisory 
Council Report, the C
actions and goals were chosen by Council members after considering all recommendations, ultimately 
focusing on the newly edited, comprehensive, strategically driven goals and actions outlined in the report. 
 
*Denotes goals and recommendations added from the HBI Road Map 
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Goal 1: Educate and Empower Tennessee to be -
Rationale
Public awareness of dementia is a challenge in our State. The public is often unaware of the 
potentially modifiable risk factors that may contribute to the development of dementia. Lack of 
awareness and understanding of ADRD can create barriers to diagnosis/care and impact families 
physically, mentally, and financially. Furthermore, lack of awareness and education can increase 
stigma surrounding dementia and create a more challenging environment for persons with 
dementia and their caregivers (18; 19; 20) Therefore, education and outreach can promote risk- 
reduction strategies, increase the likelihood of early diagnosis, and improve quality of life for 
Tennesseans living with dementia and their caregivers. 

Recommendations for 2023/2024 
1. Continue meeting, at least quarterly, as the and Related Dementia Advisory Council.
2. Regularly update and disseminate the  and Related Dementia State Plan. 
3. Using culturally appropriate communications and the best available evidence, educate 

Tennesseans and raise awareness about brain health, cognitive decline risk factors, early 
warning signs, changes to discuss with a health professional, and benefits of early diagnosis.   

4. Increase messaging that emphasizes both the important role of caregivers in supporting people 
* 

5. Develop resource guides for caregivers, health care professionals, family members of those 

management service, healthcare and legal supports, and respite services to aid in the care of 
those with cognitive decline and caregivers.*  

6. Strengthen knowledge about greater use of, care planning and related tools for people with all 
stages of dementia.*  

7. Increase awareness related to abuse, neglect, and exploitation of those experiencing cognitive 
decline and prevention opportunities.* 

 

Goal 2: Support and Empower Persons with Dementia and their Caregivers 

Rationale
There are an estimated 120,000 Tennesseans living with dementia and 444,000 caregivers for 
Tennesseans living with dementia, resulting in economic, social, and health impacts statewide (2; 
14). Results from needs assessment and testimony provided during the advisory council hearing 
suggest that the current infrastructure is inadequate to support this growing population. However, 
empowering and supporting persons with dementia and their caregivers, can improve the lives of 
both Tennesseans with dementia and their caregivers (21). 

Recommendations for 2023/2024 
1. Provide information and tools to support and educate people with dementia and caregivers 

anticipate, avert, navigate and respond to challenges that typically arise during the course of 
dementia.* 

2. Increase access to, awareness and use of evidence-informed interventions, services, support groups 
and peer-driven support for individuals living with mild cognitive impairment and early forms of 
ADRD, and their caregivers to enhance their health, well-being, and independence.* 

3. Promote the use of effective interventions and best practices to protect brain health, address 
cognitive impairment, and help meet the needs of caregivers for people with dementia.* 
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4. Strengthen knowledge about, and greater use of care planning and related tools for people with all 
stages of dementia.* 

 
Goal 3: Ensure an adequately prepared workforce 
Rationale 
The number of Tennesseans living with dementia continues to grow. When asked where they would seek 
out information related to care and resources available for ADRD, 2019 Needs Assessment survey 
respondents frequently stated they would reach out to a healthcare provider first. However, the 
respondents were not satisfied with the training of providers and 38% rated this as a pressing ADRD- 
related need for our State. At taskforce meetings, workforce issues were frequently mentioned as a barrier
to care and growing need for our State. Therefore, there must be an adequately prepared and dementia- 
capable workforce, including healthcare workers, allied professionals, administrators, nurses, social 
workers, clergy, first responders, and others for our State. 

Recommendations 
1.  

support early diagnoses and disclosure of dementia, provide effective care planning at all stages 
of dementia, offer counseling and referral, and engage caregivers, as appropriate, in care 
management. 

2. Educate healthcare professionals about the best available evidence on dementia (including 
detection) and dementia caregiving, the role of public health, and sources of information, tools, 
and assistance to support public health action.* 

3. Educate healthcare professionals about the importance of treating co-morbidities, addressing 
injury risks, and attending to behavioral health needs among people at all stages of dementia.* 

4. Emphasize the risk of health decline among caregivers and the importance of promoting 
caregiver health by providing supports, tools, and referrals to programs and services.* 

5. Estimate the gap between workforce capacity and anticipated demand for services to support 
people with dementia and their caregivers.* 

 
Goal 4: Research, Monitor, and Evaluate 
Rationale 
There is currently no cure for ADRD and no proven way to stop the progression of the disease. 
Through increased understanding of ADRD (brain health, prevention, care, and treatments), the 
Council is committed to the long-term goal of seeing Tennessee one day become a State in which 
ADRD can be successfully prevented, treated, and/or cured. 

Recommendations 
1. Implement the Behavioral Risk Factor Surveillance System (BRFSS) optional module for Cognitive 

Decline and Caregiving in 2023 or 2024.* 
2. Use data gleaned through available surveillance strategies and other sources to inform the public 

health program and policy response to cognitive health, impairment, and caregiving.* 
 
Goal 5: Develop Policies and Mobilize Partnerships* 
Recommendations 

1. Support better informed decisions by educating policymakers on the basics of cognitive health and 
impairment, the impact of dementia on caregivers and communities, and the role of public health in 
addressing this priority problem.* 

2. Engage public and private partners in ongoing planning efforts to establish services and policies that 
promote supportive communities and workplaces for people with dementia and their caregivers.* 
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3. Provide emergency preparedness teams and first responders with tools and resources related to 
supporting those experiencing cognitive decline in crisis situations.* 

 

Additional strategy related to COVID-19 
Rationale 
COVID-19 has impacted everyone, but it has especially affected older adults. Age increases 
risk for severe illness, hospitalization, and even death from COVID-19. In fact, 8 out of 10 
deaths associated with COVID-19 in the U.S. have been among adults 65 or older (22). Some 
people living with dementia might be at an even higher risk of infection or severe illness 
because of their age and/or other underlying medical conditions. For this reason, it has been 
especially important for older adults and their caregivers to follow CDC guidelines including 
social distancing, mask wearing, etc (22). Caregivers of those living with ADRD are further 
impacted by the pandemic due to increased social isolation, stress, and limited to access outside 
support (adult day, respite, etc) (23). With the understanding that the impacts of COVID-19 on 
those living with dementia and their caregivers are wide-ranging, the Council proposed this 
additional strategy. 

 and related dementia and their 
caregivers are affected by the COVID-19 pandemic including environmental/social/economic 
changes caused by the pandemic such as limited outside support, social isolation, etc. 

The Council will explore and address: 

 Effects of COVID-19 pandemic on persons living with dementia and their caregivers 

 Long-term COVID-19 complications for persons living with dementia. 

 Long-term implications on dementia related risk factors (exercise, diet, chronic condition 
management, cardiovascular health, etc). 

 
Next Steps Document for Medical Providers 

Several members of the Council identified a lack of resources available for Tennesseans newly diagnosed 
This resulted in the development of a handout that will be 

electronically distributed to medical providers across the state for ease of use. This handout includes 
resources  The 
document will be presented to the Tennessee Board of Medical Examiners in early 2022. To view the 
document, see Appendix B. 
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