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Note from the Department of Health and Human Services 
The recommendations herein reflect the work of contributors within and outside of state 
government. They do not reflect policy commitments of the Maine Department of Health 
and Human Services or Maine Center for Disease Control and Prevention, and further do 
not confer support from the Executive Branch for specific legislative initiatives. Policy 
proposals will be reviewed and commented on as they arise.  

Executive Summary 
Maine’s Alzheimer’s disease and Related Dementia (ADRD) State Plan (Plan) recognizes 
the value of older adults with dementia and the need for policies aimed at enhancing 
prevention through early detection and diagnosis, provider to patient communication and 
care planning, treatment, and appropriate supports for people with dementia and their 
care partners and family members. The Plan provides the basis for action to be taken 
jointly by government and non-governmental partners and is integrated within chronic 
disease public health program work in risk education and reduction, and complements 
strategies that exist in other state plans: the 2020-2024 Maine State Plan on Aging1, the 
2020 Maine Age Friendly State Plan2, and the 2021-2025 Maine Cancer Plan3. The Plan 
seeks to create the necessary infrastructure that empowers, educates, and 
supports people living in Maine by reducing ADRD risk factors, promoting early 
detection, and connecting people to resources they need to optimize their 
wellbeing. 

Recommendations for the Plan were developed over the course of a year (2021-2022) 
through a rigorous, multi-phased process. Using the U.S. Centers for Disease Control 
and Prevention’s (CDC’s) Healthy Brain Initiative’s State and Local Public Health 
Partnerships to Address Dementia: The 2018—2023 Road Map, which outlines an action 
agenda for state and local public health agencies and their partners, Maine assembled a 
diverse stakeholder group to lead a series of subcommittees that were each tasked with 
developing a set of recommendations that align with the four essential services of public 
health: educate and empower, develop policies and mobilize partnerships, assure a 
competent workforce, and monitor and evaluate. The subcommittees and the respective 
recommendations that they produced address six focus areas: Access to Care, Care 
Partners, Legal and Safety Issues, Public Awareness, Research and Data Collection, and 
Workforce Development and Training. Each subcommittee was led by a Maine-based 
subject matter expert in their respective fields4. Subcommittees followed a formal charter 

 

1 https://www.maine.gov/dhhs/sites/maine.gov.dhhs/files/inline-files/Maine State Plan on Aging 2020-2024.pdf  
2 https://www.maine.gov/dhhs/sites/maine.gov.dhhs/files/inline-files/Age-Friendly-State-Plan.pdf  
3 https://www.maine.gov/dhhs/mecdc/population-health/ccc/documents/2. Maine Cancer Plan 2021-2025.pdf  
4 A full list of subcommittee leads can be found in the appendices 
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outlining the specific mission, structure, expectations, and procedural policies to legitimize 
and organize the subcommittees and obtain buy-in from subcommittee members. 

The Plan addresses each focus area and the essential services of the Road Map as 
depicted in Figure 1. 

Figure 1. Maine State Plan on ADRD Focus Areas and Corresponding Subcommittee 
Workgroups 

 

 
 
 
 
 
 
 
 
 
 
 
 
Background 
Alzheimer’s disease is the most common type of dementia in older adults. It is an 
irreversible, progressive brain disorder that slowly destroys memory, cognition, and 
functional skills and, eventually, the ability to carry out the simplest tasks. It is not a normal 
part of aging. Dementia is the loss of cognitive functioning like thinking and remembering 
to an extent that it interferes with daily life. Dementia ranges in severity from mild, where 
it begins to affect a person’s functioning, to severe, when a person must depend 
completely on others for help with basic activities of daily living.  

Age is one factor leading to a higher risk for being diagnosed with ADRD. Maine ranks 
number one in the United States for the highest population of people aged 65 and older, 
making ADRD a public health priority5. Maine’s population also meets other risk factors 
for ADRD diagnosis, such as higher rates of tobacco use, obesity, comorbidity with other 
chronic disease, mental health related conditions, and alcohol and drug misuse. Adding 
to this dilemma are both policy and funding deficiencies in social supports for those with 
the disease and those who care for them. 

Maine is the largest and most rural state in New England. Weather, lack of services in 
rural areas, isolation, limited and lengthy transportation, and a lack of adequate 

 

5 Public Reference Bureau. (2021). 2021 Population Bulletin, Elderly Americans. Retrieved from: 
https://www.prb.org/resources/which-us-states-are-the-oldest/. 



supportive housing are all 'barriers to older Mainers establ ishing meaningful connections 
in their communities and accessing needed services that support their independent 
lifestyles' articulated in the Maine State Plan on Aging 2020-2024. 

Recent data reveals rapidly increasing trends in both the number of people living with 
dementia and the cost of health care to address ADRD. The Alzheimer's Association has 
compiled data on Alzheimer's Disease and the costs associated with it. A few of the key 
takeaways are listed below. 

• Alzheimer's is the most expensive disease in America, with costs nationally 
exceeding a quarter of a trill ion dollars annually. 

• By 2050, Alzheimer's and other dementias will cost $1.1 trill ion in 2018 dollars. 
• One in five Medicare dollars is spent on the care of people with ADRD. In 2050, it 

is projected to be one in every three dollars. 
• Average per-person Medicare spending for those with Alzheimer's and other 

dementias is more than three times higher than average per-person spending 
across all other older adults. Medicaid payments to address ADRD are 23 times 
higher. 

• In 2015, there were 1,471 emergency department visits for every 1,000 Medicare 
beneficiaries with dementia. 

• In 2018, the direct costs to care for those with Alzheimer's Disease is estimated 
at $277 bill ion .6 

Figure 2. Projected Alzheimer's Costs in Billions in 2018 Dollars 

Projected Alzheimer's Costs in Billions 
in 2018 Dollars 

$1 ,200 

$1 ,000 

$800 

$600 

$400 

$200 

$0 I I I I I 
2018 2020 2025 2030 2035 2040 2045 2050 

■ Medicare / Medicaid ■ Private / Out of Pocket / Other 
7 

The combined impact of increasing rates of ADRD in Maine and the immense strain it 
puts on individuals, families, and state resources demonstrates the importance of 
addressing this disease with renewed focus and enhanced resources using a public 
health approach . 

6 Alzheimer's Association. (201 8). 201 8 Alzheimer's Disease Facts and Figures. Retrieved from: 2018 Alzheimer's 
Disease Facts and Figures. 
7 Alzheimer's Association. Changing the trajectory of Alzheimer's disease: How a treatment by 2025 saves lives and 
dollars. Chicago, IL: Alzheimer's Association; 201 5. 
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Process 
The Plan is informed using a public health approach to addressing ADRD which enables 
Maine’s state government to act quickly and strategically by stimulating changes in 
policies, systems, and environments (Healthy Brain Initiative Road Map, 2018). 
 
In 2019, as a means to develop a public health approach to address ADRD, Maine Center 
for Disease Control and Prevention (Maine CDC) was encouraged to apply for the Healthy 
Brain Initiative (HBI) Planning Lab, a nine-month technical assistance grant sponsored by 
the Alzheimer’s Association and the Association of State and Territorial Health Officials 
(ASTHO). The grant was intended to educate states on the Healthy Brain Initiative in 
response to the anticipated 25% increase in ADRD diagnosed individuals by 2025. This 
grant work enabled the Maine CDC to organize a statewide stakeholder group (HBI 
Stakeholder Group).  

The Federal Building Our Largest Dementia (BOLD) Act provided the legislative push to 
fund public health agencies to focus on the prevention of ADRD. As created under Public 
Law 115-406 on December 31, 2018, it amends the Public Health Service Act to authorize 
the expansion of activities related to Alzheimer’s disease, cognitive decline, and brain 
health under the US CDC’s Alzheimer’s disease and Healthy Aging Program, and for 
other purposes through the following: 

1. Advancing the awareness of public health officials, health care professionals, and 
the public, on the most current information and research related to Alzheimer’s 
disease and related dementias, including cognitive decline, brain health, and 
associated health disparities; 

2. Identifying and translating promising research findings, such as findings from 
research and activities conducted or supported by the National Institutes of Health, 
including Alzheimer’s disease Research Centers authorized by section 445, into 
evidence-based programmatic interventions for populations with Alzheimer’s 
disease and related dementias and care partners for such populations; and  

3. Expanding activities, including through public-private partnerships related to 
Alzheimer’s disease. 

BOLD grant funding was awarded to Maine as a three-year core capacity grant (2021 – 
2023). Maine CDC focused on three key areas in planning for improved capacity: 1) 
create a public health infrastructure focused primarily on the prevention of ADRD, 2) 
create a multisectoral and collaborative stakeholder group, and 3) create and/or update 
a state ADRD plan.  

The BOLD grant also emphasized the need to better understand the current landscape 
of ADRD in Maine to inform the work of creating a new state plan. Using the U.S. CDC’s 
Healthy Brain Initiative’s State and Local Public Health Partnerships to Address 
Dementia: The 2018—2023 Road Map, Maine assembled a diverse stakeholder group to 
lead a series of subcommittees that were each tasked with developing a set of 
recommendations pertaining to six focus areas: Access to Care, Family Caregiving, Legal 
and Safety, Public Awareness, Research and Data Collection, and Workforce 
Development and Training. Each subcommittee was led by a Maine-based subject matter 
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The Plan is organized in alignment with the four action areas identified in the Healthy 
Brain Initiative Roadmap, in the subsequent sections. Below is a depiction of the format 
of the Plan and alignment of action areas and subcommittee focus areas. 

Figure 3. Maine State Plan on ADRD Focus Areas and Corresponding Subcommittee 
Workgroups 

 

Develop Policies and Mobilize Partnerships 
The Healthy Brain Initiative Roadmap emphasizes the critical need for public health to 
understand the implications of the best available evidence and to promote rapid 
integration into policies and practice. Planning and policy initiatives provide opportunities 
to integrate cognitive health and to engage state and local partners.  

Annual Screening for Cognitive Impairment 
Cognitive impairment can have many possible causes including medication side effects, 
endocrine disruptions, depression, dementia, and Alzheimer’s disease being the most 
common. Some of these causes can be treated, others cannot but in either case, 
individuals and families can be prepared for changes and address safety concerns if they 
successfully identify cognitive impairment in themselves or their loved one.   
 
Many people who are developing dementia or already have it do not receive a diagnosis 
according to the National Institute of Health. One study showed that physicians were 
unaware of cognitive impairment in more than 40% of their cognitively impaired patients9.  
The problem of underdiagnosis is even more pronounced in underserved populations and 

 

9 Chodosh J, et al. Physician recognition of cognitive impairment: Evaluating the need for improvement. J Am Geriatr Soc. 

2004;52(7):1051-1059. doi: 10.1111/j.1532-5415.2004.52301.x. Retrieved from: https://www.nia.nih.gov/health/assessing-

cognitive-impairment-older-patients  



 

10 
 

in those with lower educational attainment – a finding confirmed in Maine in a 2021 needs 
assessment. Failure to evaluate memory or cognitive complaints is likely to obstruct 
possible treatment and care management and may present safety issues for patients, 
their families, and their communities.    
 
The Alzheimer's Association also cites benefits of early detection including:  

✓ Ensuring patients receive the most benefit at the earliest point possible from 
treatment options and comprehensive care plans 

✓ Having more time to plan for the future  
✓ Lessening anxieties about unknown problems  
✓ Increasing changes of participating in clinical drug trials, helping advance 

research  
✓ Providing opportunities to participate in decisions about care, transportation, 

living options, financial and legal matters  
✓ Promoting time to develop a relationship with doctors and care partners  
✓ Benefiting from care and support services by making it easier for diagnosed 

individuals and their families to manage the disease  
 

Federally Qualified Health Centers across the state of Maine are working in partnership 
with the Maine CDC to fully integrate cognitive assessments into existing processes for 
their health care providers and provide training on how to use them as a diagnostic tool 
and navigate tough conversations about diagnosis, care planning, and safety with 
patients and their families. Further work is needed to ensure that all health care providers 
in Maine have access to cognitive assessment tools, training on when and how to use 
them effectively, and how to have conversations with patients and families that will 
maximize early detection and begin supportive care planning for the best possible 
outcomes.   
 
Care Planning 
Care planning helps health care providers map out the possible trajectory of a patient’s 
illness and identify the steps or interventions to take as the illness advances. Every person 
with an ADRD diagnosis should have a care plan to manage their care and know what to 
expect at each stage of illness that leverages services that are person-centered. Care 
planning with individuals with dementia is an ongoing process and a formal update to a 
care plan should occur at least once per year or when indicated by disease progression.  
 
A care plan typically addresses some or all of the following topics:  

• Biography  
• Communication  
• Mobility  
• Toileting  
• Eating Patterns  
• Orientation/Cognition  

• Co-morbidities   
• Current medical care  
• Medications  
• Psychosocial/Behavioral  
• Care Partner Support Needs  
• Recreational Activities  

 





Key Legal and Safety Issues Focus Areas 

• Advanced directives 
• Power of attorney 
• Supportive decision making for individuals with ADRD and their care partners 
• Guardianship 
• First responder education 
• Approaches to justice that support individuals living with ADRD 

End-of-life Planning 
Advance care planning discussions ensure patients' values and goals of care, including 
the freedom to choose their place of death, are respected. The benefits of advance care 
planning and early end-of-l ife care discussions are often delayed, as these discussions 
are not initiated early in patients' disease trajectories. As a result, patients' wishes often 
would remain unknown. Evidence suggests that many patients inappropriately receive 
aggressive treatment near the end-of-life, which leads to higher resource utilization, 
decreased quality of life, and increased cost.10 

Advance care planning is a patient-centered, voluntary, and ongoing process of 
communication among patients, family members, care partners, and health care 
professionals to understand, review, and plan for future health care decisions. Advance 
care planning promotes shared decision-making in accordance with patients' values and 
preferences for medical care. It includes the selection of a surrogate decision maker 
before a medical crisis or the loss of a patient's decision-making capacity through 
advance directive documents. 

Monitor and Evaluate 
Surveillance is a fundamental and essential public health tool for understanding the 
prevalence of disease, health risk factors, preventive health behaviors, and burden of 
diseases and conditions. 

Mill ions of Americans are living with Alzheimer's disease 
or other dementias. As the size of the U.S. population 
age 65 and older continues to grow, so too will the 
number and proportion of Americans with Alzheimer's or 
other dementias. That is because the risk of dementia 
increases with advancing age. The population of 
Americans ages 65 and older is projected to grow from 
58 mill ion in 2021 to 88 mill ion by 2050. The baby-boom 
generation (Americans born between 1946 and 1964) 
has already begun to reach age 65 and beyond , the age 
range of greatest risk of Alzheimer's disease and 

1 in 3 seniors dies with 
Alzheimer's or another 

dementia. It kills more than 
breast cancer and prostate 

cancer combined. 

Source. https:llwww.alz.org/alzheimers­
dementialfacts-figures 

10 Goswami, P. (2021 ). Advance Care Planning and End-of-Life Communications: Practical Tips for Oncology 
Advanced Practitioners. Journal of Advanced Practitioner in Oncology. Retrieved from: 
https:/ twww.ncbi.nlm.nih.gov/pmc/articles/PMC7844190/ 
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dementia; in fact, the oldest members of the baby-boom generation turned aged 75 in 
2021 .11 

Figure 4 demonstrates the severity, and prevalence of ADRD across the country. While 
the numbers of those impacted by ADRD continues to grow, the financial burden and 
costs to human lives also increases. Alarmingly, only a small percentage of Americans 
are able to recognize or are familiar with early stages of Alzheimer's. 

In 2021, the Maine CDC performed a needs assessment 
as a part of its BOLD Grant. The 2021 needs 
assessment, using 2017 data, found that Maine ranked 
the fourth highest in the nation for the rate of dementia 
deaths and reported a rate that was roughly twice that 
of New York as demonstrated in figure 6, below. In 2017, 
Maine had a dementia death rate of 85.5 per 100,000 
residents. With in the state of Maine, Knox County (7.55 
per 10,000 residents), Androscoggin County (8 per 
10,000 residents), and York County (8.14 per 10,000 
residents) had the highest rate of deaths per 10,000 
caused by ADRD compared to other counties. The rates 
of death due to ADRD in these counties have been 
trending upward since 2014. 

The number of deaths due to ADRD are not equal for all 
diagnoses nor is ADRD a standalone illness; it is 
common for those diagnosed to be diagnosed with other 
health issues as well. ADRD deaths in Maine are most 
often attributed to unspecified dementia (54%), followed 
by Alzheimer's disease (29%), vascular dementia (12%) 

Figure 5. Rate of Deaths Due to 
ADRD per 10,000 Residents by 
County (Maine Vital Statistics, 
2010-2019) 

2.6 8 .J --------
and other degenerative diseases of the nervous system (5%). However, those under age 
65 have a higher percentage of deaths related to other degenerative diseases of the 
nervous system (19%) compared to those over 65 (5%). Deaths due to ADRD occur most 
often in hospice or nursing homes, while they occur the least often in medical faci lities 
regard less of the ADRD diagnosis type. The number of deaths due to Alzheimer's disease 
increases as age increases, with those 85+ (349 deaths) having over double the number 
of deaths due to Alzheimer's disease as those 75-84 years old (147 deaths). 

11 Alzheimer's Association. (2023). 2023 Alzheimer's Disease Facts and Figures. Retrieved from: 
https:/twww.alz.org/alzheimers-dementia/facts-figures 
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Educate and Empower 
Public education plays a fundamental role in public health. Helping people take actions 
to promote cognitive health requires clear and consistent messages about what is known 
– and what is yet to be discovered. Target audiences include but are not limited to older 
adults, adult children, employers, and people supporting an older neighbor or friend.  

Public awareness is a key part of public health. It connects information to people so that 
they know about health and diseases and how it can impact them and their families. 
Activities such as raising awareness about brain health, shifting mindsets and normalizing 
discussions about brain health, improving access to information, and reducing stigmas 
and myths around disease are key elements.  

Informal or unpaid care partners (family members or friends) are the backbone of long-
term care provided in people’s homes. While some aspects of caregiving may be 
rewarding, care partners can also be at increased risk for negative health consequences. 
These may include stress, depression, difficulty maintaining a healthy lifestyle, and 
staying up to date on recommended clinical preventive services.  
Informal or unpaid caregiving has been associated with:  

• Elevated levels of depression and anxiety  
• Higher use of psychoactive medications  
• Worse self-reported physical health  
• Compromised immune function  
• Increased risk of early death  

 
Over half (53%) of care partners indicate that a decline in their health compromises their 
ability to provide care. Furthermore, care partners and their families often experience 
economic hardships through lost wages and additional medical expenses. In 2009, more 
than one in four (27%) care 
partners of adults reported a 
moderate to high degree of 
financial hardship as a result of 
caregiving.14 
 

 

14 Centers for Disease Control and Prevention. (2023). Division of population health, national center for chronic 
disease prevention and health promotion. Retrieved from: https://www.cdc.gov/aging/caregiving/index.htm 

Figure 8. Number of Weekly Hours Spent 
Caregiving by Care Partner Type (BRFSS, 2019)  
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In 2021, the Maine CDC 
performed a needs 
assessment as a part of its 
BOLD Grant to get a better 
understanding of the 
environment as it pertains to 
ADRD throughout Maine. The 
needs assessment revealed 
that care partners for 
individuals diagnosed with 
ADRD are more likely to be 
caring for their parent or 
parent-in-law (47.2%) than for individuals with non-dementia diagnoses (31.3%). The 
care that is provided to those with ADRD also tends to include more hours per week of 
caretaking and extend beyond six months of care. Almost 100% of care partners reported 
providing care for over six months, compared to only 70% of care partners for other 
conditions. Over half (53%) of the care partners reported that they provide more than 
eight hours of care per week, a percentage that demonstrated a steady increase between 
2015 to 2019 (30% vs 53%) (Figure 8, above). Almost a quarter of respondents reported 
that they spend 40 or more hours a week caretaking for an individual with dementia.  
 
Care partners for people with ADRD can experience higher rates of depression and poor 
mental health compared to those providing care for other conditions. Rates of depression 
are higher among those that are care partners for people living with ADRD (31.1%) 
compared to those with other conditions (27.4%). The mental health of care partners is 
also impacted with 19% of ADRD care partners report having 14 or more poor mental 
health days in the past 30 days compared to 15.7% of other care partners.  
  
Examination of care partners highlights the immense need for services, supports, and 
resources for both individuals living with ADRD and their care partners as demonstrated 
in Figure 9, below.  
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Figure 9. Individuals Needing Assistance with Day-to-Day Activities (Among Adults with 
Subjective Cognitive Decline), Maine15 

 
 
Results from the focus groups held as a part of the needs assessment confirmed the 
quantitative data findings with regard to the need for services and provided additional 
detail and context to those needs. Focus group participants described a wide array of 
supports needed to meet their unique situations. Care partners often struggle to identify 
private or state funded supportive resources that are both available and accessible, at 
times resulting in the care partner feeling isolated and in need of additional, in-person 
support. Support groups were reported as a highly utilized resource among the 
participants, aiding in the feeling of support and community; but they do not occur with 
the frequency desired and needed by care partners. Participants reported that increased 
frequency and meeting in person improves the support group experience. Additionally, 
participants indicated a need for legal advice on topics such as power of attorney. 
 
The care partners support subcommittee of the HBI Stakeholder Group identified key 
issues to address in Maine that served as the research basis for developing 
recommendations for this plan. The key areas of focus explored by the subcommittee are 
listed in the table that follows.  

 

15 Source: Maine Behavioral Risk Factor Surveillance System (2016, 2018) 
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6. Enhanced public health and clinical surveillance systems for ADRD that supports 
the work of Maine researchers for new, insightful, and innovative research on 
ADRD. 

Each subcommittee was led by a Maine-based subject matter expert in their respective 
fields.16 Subcommittees followed a formal charter outlining the specific mission, structure, 
expectations, and procedural policies to legitimize and organize the subcommittees and 
obtain buy-in from subcommittee members. The figure below illustrates the connection 
between the six focus areas in conjunction with the four roadmap action areas.  

The graphic below depicts the four action areas as defined in the Healthy Brain Initiative’s 
State and Local Public Health Partnerships to Address Dementia: The 2018—2023 Road 
Map and highlights the need for collaboration to reach success. Collaboration is a key 
theme of the Plan and a requirement for successful implementation of the Plan’s 
recommendations. Key areas of collaboration include alignment with other state plans as 
appropriate, community partners, national agencies, non-governmental partners, and 
others. 

Figure 10. Actions and Outcomes: Collaboration, Leverage Resources, and Eliminate 
Disparities 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

16 A full list of subcommittee leads can be found in Appendix 11.2.  
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The subcommittees helped to quantify the needs within the state and identify 
opportunities for improvement which were refined into a set of recommendations that 
were presented to the Maine CDC for review and consideration in the spring of 2022.  The 
total number of recommendations produced by the subcommittees totaled over 200 
initially which can be found in appendix 11.4. Subcommittee leads were asked to work 
with their teams to refine their recommendations and prioritize those that were deemed 
most critical for their respective focus area. After identifying overlap between 
subcommittees, refining, and prioritizing, a total of 22 recommendations were developed 
for the state of Maine to focus on over the next five years. The recommendations, broken 
into short and long-term, are listed in figures 11 and 12 directly below. Short-term 
recommendations are expected to be implemented by 2025, and long-term by 2027.  
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Short Term Recommendations  
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Long Term Recommendations 
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Appendices 
 
Glossary of Terms 
ADRD: Alzheimer’s Disease and Related Dementia 

Adult Community Care Services (Adult Day): Adult Day Services are social and health services provided 
in community settings to older adults and adults with disabilities. Services may include meals; socialization; 
physical and educational activities; information and referral; assistance with personal care and activities of 
daily living; and health monitoring. Individual care plans are developed with participants to outline services 
to address identified needs. 

Alzheimer’s Association: a national organization that leads the way to end Alzheimer’s disease and all 
other dementia by accelerating global research, driving risk reduction and early detection, and maximizing 
quality care and support. 

Alzheimer’s Disease: Alzheimer’s disease is the most common type of dementia. It is a progressive 
disease beginning with mild memory loss and possibly leading to loss of the ability to carry on a 
conversation and respond to the environment. Alzheimer’s disease involves parts of the brain that control 
thought, memory, and language. 

Area Agencies on Aging (AAA): The five Area Agencies on Aging in Maine serve as “one-stop-shops” to 
answer questions from older adults, individuals with disabilities and their care partners about a wide range 
of in-home, community-based, and institutional services. 

Behavioral Risk Factor Surveillance System (BRFSS): The nation’s premier system of health-related 
telephone surveys that collect state data about U.S. residents regarding their health-related risk behaviors, 
chronic health conditions, and use of preventative services. 

Care Partner: Also known as caregiver, care partnering includes aiding an individual with a health condition 
to meet their self-care deficits, the commitment to a care partner relationship, and the recognition that 
people with self-care deficits are care partners contributing to their own care.18 

US Center for Disease Control and Prevention (CDC): The nation's leading science-based, data-driven, 
service organization that protects the public's health. 

Centers for Medicare and Medicaid (CMS): A governmental organization that provides health coverage 
to more than 100 million people through Medicare, Medicaid, the Children’s Health Insurance Program, and 
the Health Insurance Marketplace. 

Chronic Disease: According to the U.S. National Center for Health Statistics, a chronic disease is one 
persisting for a long time (usually three months or more) and generally cannot be prevented by vaccines or 
cured by medications, nor do the symptoms disappear on their own. Health-damaging behaviors or 
modifiable risks—particularly tobacco use, lack of physical activity, and poor eating habits—are major 
contributors to chronic disease. 

Dementia: Dementia is the loss of cognitive functioning — thinking, remembering, and reasoning — to 
such an extent that it interferes with a person's daily life and activities. Some people with dementia cannot 
control their emotions, and their personalities may change.19 Dementia is a term used to describe a group 
of symptoms affecting memory, thinking and social abilities severely enough to interfere with your daily life. 
It isn't a specific disease, but several diseases can cause dementia. Alzheimer’s disease is the most 

 

18 https://pubmed.ncbi.nlm.nih.gov/27993361/ 
19 https://www.nia.nih.gov/health/what-is-dementia# 
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common cause of dementia, about 60%. Other types include vascular dementia (associated with a stroke), 
Lewey Body dementia (associated with Parkinson’s disease), frontotemporal, and mixed or combination. 

Geriatricians: Physicians concerned with the diagnosis, treatment, and prevention of disease in older 
adults. They specialize in managing conditions specific to aging, including dementia. 

Gerontologists: A gerontologist studies the physical, cognitive, social, emotional, psychological, and 
societal effects of the aging process.to improve quality of life and promote well-being of people as they 
age. 

Guardian: Guardianship is established by a court order. The court grants the guardian authority and 
responsibility to act on behalf of another person. The relationship is fiduciary, which means that the guardian 
is obliged to act in the best interest of the individual for whom he/she is a guardian. 

Healthy Brain Initiative: A partnership between the Centers for Disease Control and Prevention and the 
Alzheimer’s Association to examine how best to bring a public health perspective to the promotion of 
cognitive health. Resulted in the creation of the publication, The Healthy Brain Initiative: A National Public 
Health Road Map to Maintaining Cognitive Health, published in 2007, with the most recent update being 
published in 2018.  

Hospice: A hospice program offers support for dying individuals to live as fully and comfortably as possible. 
Hospice care is generally provided to individuals with a life expectancy of six months or less. Rather than 
seeking a cure, hospice care aims to make an individual’s remaining time as comfortable and as meaningful 
as possible. Hospice is a type of palliative care. 

Long-Term Care Facility: A long-term care facility is a nursing home or assisted living center designed to 
provide a variety of services, including both medical and personal care, to individuals who are unable to 
manage independently in the community.  

Maine CDC: Maine Center for Disease Control and Prevention, the state public health agency within the 
Maine Department of Health and Human Services.  

Medicaid (MaineCare): Medicaid is a joint federal and state program that helps with medical costs for 
qualified individuals with limited income and resources. Medicaid can also provide benefits not normally 
covered by Medicare, including long-term nursing home care and personal care services. 

Mild Cognitive Impairment (MCI): Mild cognitive impairment (MCI) causes a slight but noticeable and 
measurable decline in cognitive abilities, including memory and thinking skills. A person with MCI is at an 
increased risk of developing Alzheimer’s or another dementia. 

Medicare: Medicare is a federally funded government health insurance program for people aged 65 and 
older and for certain younger individuals with disabilities. 

Palliative Care: Palliative care is specialized medical care for people living with a serious illness, like cancer 
or heart disease. It is meant to enhance a person’s current care by focusing on quality of life for them and 
their family.  

PCG: Public Consulting Group 

PCP: Primary Care Physician 

Person-Centered Care: This term refers to health care and social services designed to reflect the 
individual’s unique preferences, values and needs, identified and agreed upon in partnership with the 
medical providers, the patient, and other family members when appropriate. The goal is for people to be 
treated as individuals and to receive appropriate and timely care that meets their needs. 
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Power-of-Attorney Form: A power of attorney form is a legal document designating someone to act on 
someone’s behalf when making major decisions such as medical and financial decisions when the 
individual is unable to make those decisions him/herself.  

Respite Care: Respite care provides a care partner temporary relief from the responsibility and stress of 
caring for individuals with chronic physical or mental disabilities. Examples of respite care include in-home 
assistance, a short or long-term care facility stay, or day programs for adults. 

  







 

34 

 

Limitations of the Needs Assessment 
The initial needs assessment completed as a part of the BOLD grant activities in 2021 
produced valuable data and identified opportunities for improvement within the 
Alzheimer’s disease infrastructure in the state of Maine. However, there were limitations 
that reduced the reach of the assessment and reduced the impact of the findings.  

➢ PCG was able to utilize a variety of data sources to identify trends in the ADRD 
population; however, non-identifiable medical claims data was limited to 
MaineCare. MaineCare is available for Mainers that have low or very low income. 
A data request was placed with the Maine Health Data Organization (MHDO) to 
acquire information about the demographics and prevalence of ADRD outside of 
the Medicaid system. Due to the timeline of this report and the lengthy approval 
process through MHDO, the MHDO data was not yet available to be analyzed. The 
MHDO data will, however, be analyzed and shared with stakeholders upon receipt. 
Lack of comprehensive data sets for the entire population of Maine reduces full 
representation across the state. 
 

➢ Collecting data from individuals living with ADRD is challenging and was difficult 
to collect for this assessment. Only 12 diagnosed individuals responded to the 
survey and of those, approximately six responded to any given question, which 
made the data collected lacking in representation of the population of Maine. The 
difficulty of collecting data from this population is well documented. There are five 
common challenges faced by researchers working with this cohort: 

a. Effective communication, 
b. Fluctuating capacity, 
c. Distress to individuals, 
d. Time pressures, and 
e. Support staff availability. 

 
➢ Access to patient registries were requested for the purpose of recruiting survey 

and interview participants but no response was received. As this work continues, 
gaining access to this cohort will be a valuable resource that will provide a myriad 
of additional data around the lived experience of individuals diagnosed with ADRD. 
Program stakeholders should consider developing ongoing relationships with the 
data keepers of patient registries and expanding their outreach efforts to this 
population to ensure data sets are complete and representative. 
 

➢ As cited in the survey section of this report, no emergency responders participated 
in the survey. Maine Emergency Medical Services (EMS) was asked to participate 
in the survey to share their perspective and experiences but due to the 
overwhelming demand on EMS from the rise of the delta variant of the COVID-19 
pandemic, the agency declined to participate.  
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➢ The needs assessment was delayed in implementation due to the timing of 
receiving a waiver from the Paperwork Reduction Act.20 The BOLD grant is 
administered by the U.S. CDC and as such, any surveys to be administered are 
subject to the Paperwork Reduction Act. While Maine CDC finally received 
exemption from the Paperwork Reduction Act, the unforeseen delay impacted the 
time to complete this assessment.  

 
Clinical Overview 
Alzheimer’s disease is the most common cause of dementia in older adults. It is an 
irreversible, progressive brain disorder that slowly destroys memory and thinking skills 
and, eventually, the ability to carry out the simplest tasks. It is not a normal part of aging. 
Dementia is the loss of cognitive functioning like thinking and remembering to an extent 
that it interferes with daily life. Dementia ranges in severity from mild, where it begins to 
affect a person’s functioning, to severe, when a person must depend completely on others 
for help with basic activities of daily living.  

Alzheimer’s disease is named after Dr. Alois Alzheimer. In 1906, Dr. Alzheimer noticed 
changes in the brain tissue of a woman who had died of an unusual mental illness. Her 
symptoms included memory loss, language problems, and unpredictable behavior. After 
she died, he examined her brain and found many abnormal clumps (now called amyloid 
plaques) and tangled bundles of fibers (now called neurofibrillary, or tau, tangles).21 

These plaques and tangles in the brain are still considered some of the main features of 
Alzheimer’s disease. Another feature is the loss of connections between neurons in the 
brain. Neurons transmit messages between different parts of the brain, and from the brain 
to muscles and organs in the body.  

 
Review of Dementia 
Mild cognitive impairment and dementia can be diagnosed with simple office tests and 
routine studies. Yet the opportunity to diagnose remains complicated by many factors 
including reluctance to report cognitive problems due to fear and embarrassment, a lack 
of sensitive and efficient office tools to assist with cognitive assessment, a confusing 
lexicon for dementia and the diseases that cause dementia, and therapeutic nihilism on 
the part of clinicians who do not feel that existing treatments are useful.   

The diseases that commonly cause dementia include amyloidopathies (neuritic plaques) 
and/or tauopathies (neurofibrillary tangles), synucleinopathies (Lewy bodies), 
prionopathies (spongiform degeneration), or strokes (cerebrovascular disease). These 
pathological entities destroy cortical and subcortical grey matter and produce impairment 
in various cognitive domains depending primarily on which specific areas are damaged. 

 

20 https://www.govinfo.gov/content/pkg/PLAW-104publ13/html/PLAW-104publ13.htm 
21 https://www.maine.gov/dhhs/sites/maine.gov.dhhs/files/documents/ALZ-State-Plan.pdf 
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Cognitive impairments usually present in patterns and these patterns, or syndromes, are 
identifiable in an office environment.  

The earliest signs of dementia are in the form of mild cognitive impairment and personality 
changes such as becoming more irritable or apathetic. When the threshold of dementia 
is crossed, the cognitive impairments are obvious.  

The final stage is the loss of abilities to independently perform basic activities of daily 
living such as toileting, hygiene, dressing, and eating. Drafted by John J. Campbell, MD, 
FANPA Medical Director for General Hospital Psychiatric Services at Maine Medical 
Center, each syndrome has its own particular name or diagnosis. Thus, we have 
dementia of the Alzheimer Type, frontotemporal dementia, dementia with Lewy bodies, 
progressive aphasias, subcortical dementia, and vascular dementia. The nomenclature 
for these syndromes is non-uniform in that some conditions are named after people 
(Alzheimer, Lewy), others after locations of pathology (frontotemporal, subcortical, 
vascular), and still others based on pathological findings (Lewy bodies), or symptoms 
(aphasias). Further confusing the picture is the fact that the syndromes are not entirely 
predictive of the pathologies. For instance, dementia of the Alzheimer type is often, but 
not always, caused by neuritic plaques and neurofibrillary tangles (Alzheimer’s 
disease).22 

  

 

22 https://www.maine.gov/dhhs/sites/maine.gov.dhhs/files/documents/ALZ-State-Plan.pdf 
























