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Abstract

In this Perspective article,wehighlight current research to illustrate the intersectionof

social determinants of health (SDOHs) and Alzheimer’s disease and related dementia

(ADRD) caregiving. We then outline how public health can support ADRD family care-

givers in the United States. Emerging research suggests that family care for persons

with ADRD is influenced by SDOHs. Public health actions that address these inter-

sections such as improved surveillance and identification of ADRD caregivers; building

and enhancing community partnerships; advancing dementia-capable health care and

related payment incentives; and reducing the stigmaof dementia andADRDcaregiving

can potentially enhance the health andwell-being of dementia caregivers. By engaging

in one or all of these actions, public health practitioners couldmore effectively address

the myriad of challenges facing ADRD caregivers most at risk for emotional, social,

financial, psychological, and health disruption.
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1 INTRODUCTION

Dementia is among the costliest health conditions in the United

States.1 Mostolder adultswithAlzheimer’s diseaseand relateddemen-

tias (ADRD) receive some, if not all, of their support from an unpaid

relative or friend (hereafter referred to as “family”).2 “Caregiving” is

defined as providing help to another individual due to a health need.

The sheer extent of ADRD family care has resulted in a large scien-

tific literature describing the potentially negative health implications

of sustained caregiving.1

Social determinants of health (SDOHs) encompass non-medical fac-

tors that contribute to important health outcomes across the lifespan

and include those “conditions where people are born, grow up/age,

and live,” as well as various systems and structures that affect peo-

ple on a daily basis.3 SDOHs are generally grouped into five domains:

(1) economic stability; (2) educational access and quality; (3) health

care access and quality; (4) neighborhood and built environments; and

(5) social and community support. Current research has considered

how SDOHs influence well-being and health across the life course, as

well as how key factors such as gender, race/ethnicity, sexual minority

status, disability, and immigrant status influence and/or intersect with

SDOHs to exacerbate the effects of the latter onpopulationhealth out-

comes. The SDOH framework represents a public health perspective

to inform and drive holistic, multi-dimensional, and multi-level inter-

ventions to improve health and mitigate unjust disparities in health

outcomes.3 We posit here that ADRD family care is itself an important

social condition/role that influences, and is influenced by, SDOHs.4

In this Perspective essay, we synthesize current research to illus-

trate the intersection of SDOHs andADRD caregiving and, specifically,

how SDOHs influence dementia caregiving. An additional emphasis

and contribution of this article is to highlight those public health

actions that could successfully address critical issues related to demen-

tia caregiving and its intersection with SDOHs.

2 SOCIAL DETERMINANTS OF HEALTH AND
ADRD CAREGIVING

2.1 The intersection of ADRD caregiving and
SDOHs

Unlike the robust literature on the health effects of dementia

caregiving,1 the research literature related to SDOHs and demen-

tia caregiving is less developed (particularly research that considers

SDOHs explicitly as a framework). Specifically, research on dementia

caregiving that ascertains: (a) the empirical associations betweenmea-

sures of SDOHs and key dementia caregiving outcomes (e.g., quality

of life, stress, depressive symptoms, health, service utilization); and (b)

perhaps as critically, the mechanisms driving these associations over

time is lacking. Traditionally, much of dementia caregiving research

is conceptually oriented around individually based stress and coping

models. Adopting an SDOH framework when examining the longitu-

dinal, health ramifications of dementia caregiving would allow for a

RESEARCH INCONTEXT

1. Systematic review: The authors synthesize current

research to illustrate the intersection of social determi-

nants of health (SDOHs) and Alzheimer’s disease and

related dementia (ADRD) caregiving and, specifically,

how SDOHs influence dementia caregiving.

2. Interpretation: Adopting an SDOH framework when

examining the longitudinal, health ramifications of

dementia caregiving would allow for a better under-

standing of how this phenomenon operates in context

and would yield intervention targets for policies and

programs. In addition, couching research in a SDOH

framework would further emphasize the public health

importance of dementia caregiving.

3. Future directions: Although existing research suggests

that ADRD caregiving influences (and is influenced by)

multiple SDOHs, the implementation of public health

strategies to support families caring for people with

dementia varies across states and communities. The

authors subsequently outline several public health

actions that can address the intersection of SDOHs and

dementia caregiving.

better understanding of how this phenomenon operates in context and

would yield intervention targets for policies and programs. In addition,

couching research in an SDOH framework would further emphasize

the public health importance of dementia caregiving.

Figure 1 illustrates a conceptual model that identifies potential

pathways that may influence SDOHs and dementia caregiving health

outcomes. It is important to note that the mechanisms (or those pro-

cesses that explain how/why SDOHs account for dementia caregiving

health) presented are preliminary, not comprehensive, and require

additional research to identify, measure, and eventually influence via

theexamplepublic health actionspresented inFigure1.Belowwehigh-

light select, emerging findings on SDOHs and dementia caregiving and

align available research with the SDOH conceptual model in Figure 1.

2.2 Economic stability

In 2022, the total lifetime costs of caring for someone with ADRDwas

estimated at $392,874; 70% of these costs represent the care pro-

vided by family members and other unpaid individuals (estimated as

a time-based equivalent salary for a home health aide, for example) as

well as out-of-pocket expenses.1,5 Additional costs related to dementia

care, such as lost workplace productivity and the increased health

care costs that dementia caregivers themselves are subject to, are

less understood.6 Nonetheless, there is evidence demonstrating that

dementia care represents a significant threat to the economic stability
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F IGURE 1 Conceptual model: Intersection of social determinants of health and dementia caregiving.

of families or other unpaid caregivers. As illustrated in Figure 1, a

hypothesizedmechanism accounting for threats to dementia caregiver

health that intersect with the SDOH of economic stability is the

significant costs of dementia care for families that may exacerbate

existing financial strains. For example, annual out-of-pocket care

costs are twice as high for dementia caregivers than non-dementia

caregivers.7 Among the out-of-pocket costs that are most expensive

for dementia caregivers are medical and personal care for the person

with ADRD.8,9 Surveys of dementia caregivers indicate that close to

half (48%) cut back on other spending and four in ten cut back on

savings and have difficulty purchasing necessary food.10 Just over one

in five dementia caregivers indicate issues dealing with banks/credit

unions when attempting to manage finances of care recipients with

ADRD, compared to less than one in 10 of non-dementia care-

givers (9%).11 Approximately 60% of all dementia caregivers worked

nearly full time (35 h per week) while also engaged in dementia care

responsibilities. Close to six in 10 dementia caregivers indicated a

work-related disruption due to dementia caregiving (e.g., going in late,

leaving early, declining a promotion, decreasing hours from full to part

time) when compared to 47% of non-dementia caregivers.11 Among

broader caregiver samples, financial satisfaction is linked with key

health outcomes; for example, lower levels of financial satisfaction are

linked to increased rates of diabetes, greater depression, and higher

bodymass index of caregivers.12

2.3 Educational access and quality

Among caregivers overall, lower levels of education are linked tohigher

levels of heart failure.12 Similarly, years of education are positively

associated with both greater health literacy as well as overall knowl-

edge of dementia among family members.13 It is important to note

that the empirical associations between formal years of education and

dementia caregiving health outcomes remain unclear as education is

often considered as a covariate but not a focus of interest in many

research efforts. However, “education” in the context of dementia care-

giving may also extend beyond years of formal education as family

caregivers’ lack of knowledge about the ADRD process, lower health

literacy, and absence of similar resources may adversely influence the

effects of dementia on both the caregiver and care recipient. For

example, low health literacy and a lack of knowledge of the care recip-

ient’s disease can greatly affect a caregiver’s ability to access health

services,14 which in turn influences their ability to seek ADRD screen-

ing and appropriate treatment. It is this SDOH-related mechanism

that is postulated to adversely influence dementia caregiver health in

Figure 1, as the oft-noted complexity of navigating a fragmented health

care system for a relative living with dementia is often the responsi-

bility of a dementia caregiver, but lower health literacy may challenge

families when providing such support to a relative living with ADRD.

2.4 Health care access and quality

Dementia caregiving intersects with health care use in several ways.

Caregivers of persons with dementia are twice as likely to experience

an overnight hospitalization when compared to caregivers of persons

without dementia.15 Depressive symptoms, greater behavioral distur-

bances on the part of care recipients, and impaired functional status

all contribute to a higher risk for emergency department visits, hospi-

talization, more frequent doctor visits, increased medical procedures,
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4 GAUGLER ET AL.

and greater use of medications among dementia caregivers.16,17 As

illustrated in Figure 1, the mechanism of requiring greater health care

services due to the demands of dementia care is hypothesized to result

in negative health outcomes on the part of dementia caregivers, but

challenges of health care access extend to the various barriers that

exist when helping care recipients with dementia navigate the exist-

ing health care system. For example, due to variations in eligibility, long

wait lists, lack of availability, and chronic staffing shortages, consistent

access to high-quality health care services for personswith dementia is

lacking and is a frequent concern for dementia family caregivers. One

such barrier to end-of-life dementia care for families includes having

towait tomeet stringentMedicare dementia hospice eligibility criteria

(i.e., the recipient is terminally ill/expected to live 6months or less).18

During the coronavirus disease 2019 (COVID-19) pandemic, access

to telemedicine services via videoconference for people with ADRD

and their caregivers was associated with improved well-being for both

caregivers and their care recipients.19 However, cognitive and sen-

sory impairments as well as lack of access to an available caregiver to

assist with technology are ongoing barriers to utilizing telehealth for

homebound older adults.20

2.5 Neighborhood and built environment

Geography and neighborhood appear to influence dementia caregiv-

ing. Caregivers living in more rural areas compared with those living

in urban areas are more likely to provide longer term and more inten-

sive functional support.21 In addition, rural caregivers are more likely

to miss annual checkups for their own health, more likely to report

14 or more days/month of poor mental health, and are more likely to

be obese or a smoker than their urban caregiving counterparts.21,22

Whether an ADRD caregiver lives in a low- or high-income neigh-

borhood may also contribute to their well-being. For example, ADRD

caregivers who live with their care recipients and reside in low- or

medium-income neighborhoods indicated the highest distress (i.e.,

caregivers’ negative appraisals of/reactions to neuropsychiatric symp-

toms of the person with ADRD) when compared to ADRD caregivers

living in high-income neighborhoods.23 A key mechanism that may

explain the intersection of adverse dementia caregiver health out-

comes and neighborhood is the inability to engage the care recipient

living with dementia in meaningful social or physical activities (see

Figure 1) that are alignedwith potential declines in cognition and func-

tion in environments that are less “dementia friendly” (see below).

Such limitations may lead to perceptions of social isolation, depressive

symptoms, or similar outcomes on the part of dementia caregivers.

2.6 Social and community support

Systematic reviews consistently find that dementia caregivers

need help and support from others throughout the care provision

process.24,25 However, close to four in 10 dementia caregivers in

the United States provide help without additional support.1 Reviews

imply that with the disease progression of a care recipient’s dementia

and accompanying symptoms, caregivers’ social isolation becomes

more pronounced.26 As shown in Figure 1, it is this mechanism that

is postulated to drive negative health outcomes among dementia

caregivers.

Studieshave sought to characterize the supportnetworksofdemen-

tia caregivers. One identified four types of support: (1) large networks

with multiple helpers; (2) larger networks that tended to support care-

givers; (3) smaller, more dense networks focused on helping both

caregivers and care recipients; and (4) smaller social networks that

offer little to no help to dementia caregivers or those they care

for.27 Various studies have indicated that receiving support from oth-

ers, and satisfaction with such support, buffers the stressful effects of

caredemands/intensity (another SDOH-drivenmechanismhighlighted

in Figure 1).28–30 However, evidence-based interventions that seek

to improve social support among dementia caregivers (e.g., support

groups; family support strategies) indicate mixed effects and scientific

rigor.31

A fairly substantial literature exists on the potential effects

of community-based long-term services and supports, which refer

broadly to programs that are delivered to people with health needs

who live at home. Examples include adult day service programs and

in-home health, in addition to more novel models that integrate acute

and chronic disease services.32 Evaluations of community-based pro-

grams to provide respite (or relief/time off from care demands) and

a range of other supports to dementia caregivers have demonstrated

mixed benefits in randomized controlled trials, although more inno-

vative clinical approaches as well as controlled designs that balance

internal validity with the contextual heterogeneity of these services

may result in broader psychological and health benefits for dementia

caregivers (e.g.,33–37).

2.7 The intersection of race/ethnicity, SDOHs,
and ADRD family care

As noted earlier, there are important structural considerations that

influence SDOHs including gender, immigration status, disability, and

others. Although space considerations preclude a full review of these

various factors, we highlight one (race/ethnicity) to document how it

intersects with SDOHs and ADRD family caregiving (see Figure 1).

The racial and ethnic differences between caregivers establish the

existence of inequities and disparities, many of which reflect injus-

tices both historic and persisting. A meta-analysis found that White

ADRD caregivers reported lower psychological well-being than non-

Hispanic Black (hereafter referred to as Black) ADRD caregivers;

however, Hispanic/Latinx ADRD caregivers indicated lower physi-

cal well-being than their non-Hispanic White (hereafter referred to

as White) dementia caregiving counterparts.38 Hispanic ADRD care-

givers tend to reportmoredepression thanWhite dementia caregivers,

and Black caregivers are more likely to care for someone with ADRD

and to report more extensive care provision when compared toWhite

caregivers.39,40 Even before the onset of ADRD caregiving, Black and
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GAUGLER ET AL. 5

Hispanic individuals who later assume dementia care roles indicate

poorer health than Black and Hispanic individuals who do not assume

such roles; this discrepancy in self-rated health is not observed for

White caregivers.41 Greater support from family and friends is linked

to positive self-reported health among Black ADRD caregivers; how-

ever, this association is not apparent among Hispanic or White ADRD

caregivers.38

Research is beginning to emerge that examines the intersection

of ADRD family care, race/ethnicity, and SDOHs. In a recent meta-

analysis of the experiences of older immigrants living with dementia

and their caregivers, Chejor and colleagues found that the absence

of culturally appropriate services, barriers in language, and stigmati-

zation of dementia (see below) have adverse influences on quality of

and access to effective dementia care services.42,43 In addition, a lack

of attention to the cultural and religious backgrounds of caregivers

and care recipients by a health professional result in caregivers and

care recipients not returning to that health professional.14 Ethnicity

also appears to intersectwith perceptions of neighborhood quality and

dementia caregiving. For example, Mexican American adults provid-

ing care in neighborhood with a greater proportion of Latinx residents

were less likely to report depressive symptoms and higher life satis-

faction; the percentage of Latinx and Spanish-speaking residents in the

neighborhoodappearedprotective against depressive symptomswhen

care recipients hadmore-severe dementia symptoms.44

3 PUBLIC HEALTH ACTION TO SUPPORT ADRD
CAREGIVING THROUGH AN SDOH LENS

Although existing research suggests that ADRD caregiving influences

(and is influenced by) multiple SDOHs,4 the implementation of public

health strategies to support families caring for people with demen-

tia varies across states and communities. In the subsequent sections,

we briefly outline several public health actions that can address the

intersection of SDOHs and dementia caregiving.

3.1 Surveillance

Targeting of public health education and support initiatives to those

dementia caregivers most at risk for chronic stress or other adverse

outcomes may result in improved health for a disproportionately

affected population. The classic public health surveillance framework

could be implemented through state and local surveys of ADRD care-

givers, where existing surveys could consistently incorporate assess-

ments of dementia caregiving prevalence and health implications. Data

gaps are amajor challenge in understanding and responding to thepub-

lic health implications of ADRD caregiving. Available data systems and

the development of new ones are needed to assist in identifying ADRD

caregivers; linking caregivers to evidence-based care, programs, and

support services; and facilitating enrollment in new programs, clinical

trials, or other research efforts that can more effectively and rapidly

bridge the data-to-action gaps in dementia care. Although national

data sources exist, access to localized, granular, longitudinal data on

ADRD caregiving prevalence and needs could better inform public

health action at the local level (similar to recent county-level estimates

of dementia prevalence now available).45

Enhanced and more localized surveillance efforts may also help to

identify gaps in services and supports that can make ADRD care more

difficult. Such efforts could focus on SDOHswhen doing so.4,15–20,22,23

Examples include: (1) increased awareness and access to programs that

allow family caregivers to be financially compensated for providing

help as well as other financial supports to ensure economic stability

through the stages of caregiving; (2) better supports for high quality

education and continuing education regarding brain health and ADRD

care supports; (3) increased access to dementia-friendly healthcare by

addressing barriers to ensure that people with ADRD and their family

caregivers are linked to appropriate services—included in this recom-

mendation is training for providers across the spectrumof services and

disciplines including medical care (emergency, primary care, oral, and

palliative care), social care (senior centers, adult day health, hospital-

based, and long-term care), and public health (community outreach,

media campaigns, information support); (4) targeted modifications of

built environments to support people with ADRD and their caregivers,

including access to timely transportation supports, and broadband

internet in rural and other potentially disadvantaged areas; and (5)

scaling up of evidence-based programs and adequately-funded com-

munity supports to increase the size and quality of social networks,

sustain caregivers’ social connectivity, and reduce the risk of harm-

ful social isolation. As suggested in Figure 1, improved and enhanced

surveillance of dementia caregiving is likely an essential public health

action that can target multiple SDOH-related mechanisms that drive

dementia caregiving health.

3.2 Community empowerment

Public health agencies can also operate in concert with local aging

service networks and community stakeholders to implementDementia

Friendly Community actions that improve support and engagement

for people with ADRD and their care partners. Dementia Friendly

America is a national, community-initiated movement with the goal of

making life with ADRD—for the person and their family caregivers—

more accepting and inclusive in the neighborhoods they live in by

mobilizing supportive neighborhoods for people living with dementia

and their caregivers (and thus directly attempt to address the SDOHs

of built environment/neighborhood and social and community support

for persons with ADRD and their caregivers; see Figure 1). As of

October 2022, ≈350 communities were officially working toward

dementia friendliness as recognized by Dementia Friendly America.

Research evaluating the impact of Dementia Friendly Communities

on outcomes of persons living with ADRD or their caregivers is still

emerging.46 Advancing or initiating the development of Dementia

Friendly Communities could result in more appropriate, meaningful,

engaging activities for people livingwith dementia and their caregivers

and also help to alleviate the social isolation that is often a result of
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6 GAUGLER ET AL.

dementia caregiving, thus targeting one of the mechanisms driving

health outcomes in the conceptual model of Figure 1.

3.3 Policies and public health actions to support
dementia caregivers

Public policies are one method to intervene upon and potentially

change SDOHs.47 For example, housing policies may influence access

to where people can or cannot live, which in turn may have a range

of “downstream” health effects due to available services and sup-

ports (e.g., in the context of dementia care, this could include specialty

memory care; accessible community-based services and supports such

as adult day programs or in-home health; and transportation). Some

scholars argue that although they receive relatively little attention

in SDOH frameworks, public policies are “upstream” influences on

SDOHs, the latter of which are better understood as mediating factors

in overall health outcomes.47 Studies from other countries of public

policies designed to support caregivers of older adults suggest that if

SDOHs are not addressed (e.g., financial stressors of care provision and

associated employment disruption), policies designed to directly sup-

port family caregivers may not have the intended reach or benefit.48

For example, the extent of employment disruption related to dementia

caregiving (see above) indicates the need for more robust paid family

leave policies than currently exist in the United States.

Recent policy efforts at the federal level aim to enhance support of

family caregivers of older adults, such as the Recognize, Assist, Include,

Support, and Engage (RAISE) Family Caregiving Advisory Council. The

Secretary of Health and Human Services convened the Council as

directed in the RAISE Family Caregivers Act, which became law on

January 22, 2018. The Council’s task is to specify actions that com-

munities, service providers, and governmental agencies can adopt to

identify and assist family caregivers. TheCouncil submitted its national

family caregiving strategy in September 2022.49 In addition, the Care-

giver Advise, Record, and Enable (CARE) Act policy initiative directly

supports ADRD caregivers at the state level, which requires formal

identification of caregivers of hospitalized older people and inclusion

in discharge planning.50 Although passed into law in 40 states in the

United States, the extent of policy implementation and effectiveness of

the CARE Act remains unclear. Public health agencies can and should

determine the extent and success of implementation of the recom-

mended policy actions of RAISE and CARE in their localities to support

those who care for individuals with ADRD, as many of these poli-

cies’ action items are directly relevant to strengthening and addressing

multiple SDOHs directly, which in turn influence dementia caregivers’

health via themechanisms illustrated in Figure 1.

3.4 Translating public health concepts into
dementia-capable health care

The concept of dementia-capable health care systems, first articulated

in the late 1990s and more recently revived,51 calls for programmatic

attention to the well-being of caregivers as an integral part of car-

ing for individuals living with dementia. Dementia-capable health care

also requires full integration of caregivers as partners; caregivers have

important roles at all stages of health care for people livingwithADRD.

Caregivers are a powerful “early warning system” for detection and

diagnosis, often first to alert clinicians of cognitive deficits thatmay not

be obvious in routine appointments; they are indispensable partners in

planning andenacting preventive and therapeutic care at homeand can

learn to identify critical changes in health status that signal the need

for clinical evaluation. They provide necessary post-acute care and are

integral to long-range health care planning and transition decisions.

These roles are, however, still poorly or not at all articulated within

health care delivery systems and rarely incorporated into their formal

operations.1,52,53

The formal identification of caregiving and care receiving status in

health care systems is necessary to ensure that the needs of the fam-

ily caregiver are assessed and eventuallymet; doing so is a prerequisite

to supporting the well-being of the care recipient as well. The National

Academies of Sciences, Engineering, and Medicine, in its landmark

2016 report Families Caring for an Aging America, elevated caregiver

identification by health care systems as a priority recommendation

given the importance of incorporating family and friend caregivers into

care plans and decision-making; however, for reasons ranging from

lack of reimbursable services to other complications, efforts to iden-

tify caregivers in electronic health care records remain sparse.52 At

present, most health care systems or other providers of services to

people with ADRD have not implemented a standard process to iden-

tify whether someone is a caregiver of a person living with dementia,

and this inability to identify ADRDcaregivers inmedical recordsmakes

it difficult to implement and disseminate evidence-based interven-

tions to assist them or effectively integrate them into dementia care

management or health care regimens.53

Ultimately, the systematic identification of caregivers in electronic

health records would foster accomplishment of three important goals:

(1) amore robust, longitudinal understanding of thehealth implications

of ADRD care provision within health care systems and potentially

within communities (which would help to address the surveillance rec-

ommendation described earlier); (2) integration of ADRD caregivers in

critical health care processes and decisions, including health informa-

tion exchange between the provider, patient, and caregiver “triad,” to

allow for more effective management of patients’ needs (and allowing

formoreeffective leveragingof recent payment reforms to incorporate

caregivers into care planning; see below); and (3) providing essential

data for health care system self-evaluation. All three goals are firmly

within the purview of public health and target the SDOH mechanism

of both enhancing dementia care delivery as well as improving health

literacy of dementia caregivers via their more effective integration in

care delivery as noted in Figure 1.

3.5 Addressing stigma

A consistent concern raised by dementia caregivers is the stigma asso-

ciated with dementia. Stigma is a “negative social attitude attached
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to a characteristic of an individual that may be regarded as a men-

tal, physical, or social deficiency. Stigma implies social disapproval

and can lead unfairly to discrimination against and exclusion of the

individual.”54 Although a number of descriptive studies have exam-

ined stigma among people with ADRD,55 less-extensive research has

occurred among caregivers. Existing studies suggest that dementia

family caregivers are less likely to indicate stigma for themselves, but

instead recognize the stigma that care recipients with ADRD expe-

rience. In addition, dementia caregivers indicate potential feelings of

fear and shame as a result of a care recipient’s functional, cogni-

tive, or behavioral status.56–58 Dementia family caregivers of various

racial and ethnic backgrounds (e.g., African-American, Chinese Amer-

ican, and Latinx caregivers) also perceive that lack of recognition of

ADRD as well as language and cultural barriers on the part of health

care providers are barriers to effective management of a relative’s

ADRD.56 Family stigma related to ADRD has also been shown to pre-

vent dementia caregivers from seeking services that could reduce their

perceived care burden.49 Shame about the care recipient’s functional

and cognitive status aswell as decreased involvement in care provision

is associated with greater perceptions of dementia caregiver burden

and potentially social isolation, although more extensive research is

needed to linkdementia caregivers’ perceptionsof stigma tohealth and

well-being outcomes.56,59

Reducing stigma could reduce social isolation for dementia

caregivers, thus targeting a driver of adverse outcomes of the

SDOH/dementia caregiving conceptual model. Moreover, alleviating

dementia-related stigma can potentially improve and enhance health

care access and quality as well (see Figure 1). Recommendations

to reduce stigmatizing experiences for families caring for someone

with dementia include improving diagnosis and treatment of ADRD in

health care settings.56 Additional strategies that public health agencies

may undertake in collaboration with healthcare systems to reduce

dementia-related stigma and improve service delivery for persons

with dementia as well as their caregivers include: (1) ensuring privacy

and confidentiality for individuals who seek a diagnosis of ADRD; (2)

avoiding and correcting stigmatizing language (e.g., “suffering from

dementia;” use of outdated/offensive terms such as “senile” dementia,

or even “dementia”); (3) progressing beyond language correction and

bystander status to actively speaking against negative behaviors

and statements in all communications/interactions; (4) using public

imaging across the disease course that avoids the common stereotype

of the frail older personwith severe ADRD in awheelchair and living in

a nursing home; (5) designing, evaluating, and eventually referring peo-

ple who have experienced dementia-related stigma to evidence-based

support resources; and (6) where appropriate, involve and include

people with ADRD and/or their caregivers to ensure the adoption and

success of these strategies.60

3.6 Payment concerns

In general, reimbursement for health or long-term care services is

focused on treatment of diseases of individuals, not on supporting

the family care that is often essential to support effective treatment

and management of chronic conditions outside of health care settings

(i.e., at home). For these reasons, caregiving support is absent in many

health care contexts.53 Even in instances where the caregiver is a

patient in the same health care system as their care recipient or person

living with ADRD, the services provided may be unrelated to caregiv-

ing status or the care demands of the personwith dementia, unless the

caregiver is diagnosed with a mental health condition (e.g., depression

or anxiety).

Recent trends in value-based payment models in health care (e.g.,

assessment of non-medical factors/SDOHs) may encourage broader

delivery perspectives that benefit ADRD caregivers. Of particular

interest are incentive strategies, applicable across health care and

long-term care services, which encourage interaction with and directly

support ADRD caregivers regardless of whether the patient is physi-

cally present or when the patient lacks capacity to engage in decision-

making regarding complex treatment regimens. This could necessitate

greater engagement of family members or others involved in care.53

There have been recent expansions of Medicare coverage to ensure

that care is delivered to aperson livingwithADRDand their caregivers,

but these benefits remain underutilized.61–63

Public health’s role in promoting and facilitating the use of the

Centers for Medicare & Medicaid Services (CMS) care planning codes

would be of direct benefit to ADRD caregivers, given the effectiveness

of dementia care planning and associated collaborative care mod-

els and would target the SDOH mechanism of improving health care

access and quality for dementia caregivers.64 There is also poten-

tial to “scale up” annual wellness visits, and by extension cognitive

screening, by using non-clinicians and initiating annual wellness visits

at the earliest age of eligibility (i.e., with younger, healthier benefi-

ciaries); such an approach can yield profits for health care systems.

Critically, there is some early evidence that if annual wellness visits are

implemented appropriately and equitably in health care systems, racial

and ethnic disparities in ADRD diagnoses are ameliorated to some

extent.65 Encouraging the implementation of evidence-based demen-

tia care programs as part of the expanded CMS care planning and

advance care planning codes is another area that public health could

facilitate to further improve/enhance ADRD care.53

4 CONCLUSION

Dementia caregiving significantly influences and is influenced by

SDOHs. Understanding and aligning ADRD caregiving within the

SDOH framework can inform the targeting of multiple public health

strategies to address key mechanisms driving the overall health

of dementia caregivers. Specifically, public health actions such as

improved surveillance/identification of ADRD caregivers; building and

enhancing community partnerships to achievemore dementia-friendly

communities; advancing dementia-capable healthcare and related pay-

ment incentives; and reducing the stigma of ADRD and ADRD care-

giving are all initiatives that can influence and address a range of

mechanisms that account for adverse health and well-being outcomes
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among family caregivers of relatives with ADRD. Greater scientific

as well as public health attention is needed to identify, measure, and

influencemechanisms of action that are influenced by SDOHs and con-

tribute to dementia caregiving health. Nonetheless, by engaging in one

or all of the actions summarized herein, public health practitioners

could more effectively address the myriad of challenges facing ADRD

caregivers most at risk for emotional, social, financial, psychological,

and health disruption.
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