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Abstract

INTRODUCTION: As the complexity of medical treatments and patient care systems

have increased, the concept of patient navigation is growing in both popularity and

breadth of application. Patient navigators are trained personnel whose role is not to

provide clinical care, but to partner with patients to help them identify their needs

and goals and then overcome modifiable patient-, provider-, and systems-level barri-

ers. Due to its high incidence, duration, and medical–social complexity, dementia is an

ideal candidate for a patient-centric health care deliverymodel such as care navigation.

METHODS: The Alzheimer’s Association formed an expert workgroup of researchers

in the field of dementia care navigation to identify evidence-based guidelines.

RESULTS:Recognizing the unique and challenging needs of persons livingwith demen-

tia and their care partners, several U.S. dementia care navigation programs have been

developed and assessed in recent years. Collectively these programs demonstrate that

persons living with dementia and their care partners benefit from dementia care nav-

igation. Improved care system outcomes for the person living with dementia include

reduced emergency department visits, lower hospital readmissions, fewer days hospi-

talized, and shorter delays in long-term care placement. Well-being is also increased,

as there is decreased depression, illness, strain, embarrassment, and behavioral symp-

toms and increased self-reported quality of life. For care partners, dementia navigation

resulted in decreased depression, burden, and unmet needs.

DISCUSSION: This article presents principles of dementia care navigation to inform

existing and emerging dementia care navigation programs.
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Highlights

∙ Several U.S. dementia care navigation programs have demonstrated outcomes for

persons living with dementia, care partners, and health systems.

∙ The Alzheimer’s Association formed an expert workgroup of researchers in the field

of dementia care navigation to create a shared definition and identify evidence-

based guidelines or principles.

∙ These outlined principles of dementia care navigation can inform existing and

emerging dementia care navigation programs.

1 INTRODUCTION

As the complexity of medical treatments and patient care systems

has increased, the concept of patient navigation is growing in both

popularity and breadth of application. Patient navigators are trained

personnel whose role is to partner with patients to help them identify

their needs andgoals and thenovercomemodifiable patient-, provider-,

and systems-level barriers.1,2 Navigators can be nurses, social work-

ers, lay healthworkers, or peersworking individually or in various team

and supervisory arrangements. Navigation activities include disease

education, health system education, assistance with insurance and

public benefits, care coordination and communication, advance care

planning, referral to community resources, arranging transportation,

medication monitoring, emotional and cultural support, screening for

safety needs, non-pharmacological behavior symptom management,

and others. Since its beginnings in oncology in the 1980s, the navigator

approach is being applied to an increasing variety of chronic diseases,

including diabetes, HIV/AIDS, cardiovascular disease, kidney disease,

smoking, multiple morbidity, and dementia.2

Due to its high incidence, duration, and medical–social complex-

ity, dementia is an ideal candidate for a patient-centric health care

delivery model such as care navigation.3 Dementia affects more than

6 million persons in the United States, and more than 12 million are

expected to be affected by 2050.4 The average time from diagnosis

to death is 5 years,5 during which gradual or episodic declines cre-

ate a continuously changing and highly individualized set of issues and

needs for persons living with dementia (PLWD) and their care part-

ners. Medical care quality for dementia tends to be poor, with studies

showing that patients receive half or less of the recommended care

components relating to treatment, education/support, assessment, and

safety.6,7 Over the last two decades, significant efforts have beenmade

to encourage primary care physicians to detect and diagnose dementia

and experts highlight the many benefits of an early diagnosis including

participation in clinical trials, access to caregiver resources, and sup-

port and the opportunity to make plans for care and end of life.8 The

availability of effective treatments and biomarker-based tests will fur-

ther encourage diagnosis but barriers to early diagnosis remain even

as health care providers recognize the need formore-effective support

systems for themselves and their patients receiving a diagnosis.9

Financial, legal, health, and insurance services can be intimidat-

ing generally; navigating these services in the context of dementia

is even more complicated and frustrating. Community-based organi-

zations offer resources for addressing these barriers, but they are

generally underutilized. Among unpaid family and community-dwelling

care partners generally, one study found that only a fourth took advan-

tage of supportive services.10 Even once referrals are made, managing

appointments, medications, and other treatments for PLWDwho often

have multi-morbidity and polypharmacy can be a significant burden.

Primary care providers have limited capacity and expertise to assist

in all the areas of need associated with dementia,1 and especially tra-

ditionally non-medical activities such as counseling, education, and

referrals to community-based organizations.11,12

Given these complexities, dementia care navigation is as important

for the care partner as it is for the PLWD. In the United States alone,

more than 11 million family members and friends provide informal

care for PLWD.4 Many care partners experience burden and resultant

declines in their own health, such as depression, stress, and increased

risk of disease and mortality.13–17 Widespread public fear and stigma

around dementia contribute to social isolation among PLWD and their

care partners. Educational materials about dementia abound, and the

science, care, and treatment of dementia are constantly evolving.

Together, this can create an overwhelming level of information over-

load, especially when care partners themselves are often elderly, have

their own illnesses, or have competingwork and family responsibilities.

1.1 Dementia care navigation programs

Recognizing the unique and challenging needs of PLWD and their

care partners, several U.S. dementia care navigation programs have

been developed and assessed in recent years. These programs operate

within or in direct collaboration with a health system. The Agency

for Healthcare Research Quality defines a health system as including

at least one hospital and one group of physicians providing compre-

hensive care and are connected to each other and the hospital under

joint ownership or management.18 The programs reviewed include

(1) Care Ecosystem19,20; (2) the Benjamin Rose Institute (BRI) Care

Consultation21 and the relatedPartners inDementia Care for veterans
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with dementia (PDI)22,23 and Cleveland Alzheimer’s Managed Care

Demonstration21,24; (3) Maximizing Independence at Home (Mind

at Home),25 a home-based program delivered through a community-

based aging service provider; (4) the Alzheimer’s and Dementia Care

Program (ADCP),26,27 a health care system–based model; and (5) Col-

laborative Care for Older Adults with Alzheimer’s Disease in Primary

Care,28 a primary care–based model focused primarily on behavioral

and psychological symptoms of dementia.

Collectively, these programs demonstrate that PLWD and their

care partners benefit from dementia care navigation. Improved care

system outcomes for the PLWD include reduced emergency depart-

ment visits, lower hospital readmissions, fewer days hospitalized, and

shorter delays in long-term care placement.20,25,26 Well-being is also

increased, as there is decreased depression, illness, strain, embar-

rassment, and behavioral symptoms23,28 and increased self-reported

quality of life.20,25 For care partners, dementia navigation resulted

in decreased depression,20,28 burden,20 and unmet needs.22 Provid-

ing dementia care navigation services may be cost neutral for health

systems,26,29 although few studies have included cost analysis or

compared costs between programs.

There are number of differences between these programs, however,

and as interest in dementia care navigation flourishes, it is impor-

tant to define what exactly is meant by the term. Although all of the

existing programs focus on providing comprehensive, individualized

guidance and support to PWLD and their care partners, and all are

designed to supplement and enhance (but not replace) existingmedical

care, they differ with regard to payment structures, navigator training

level and background, supervisory structures, settings (academic and

non-academic health care– or community-based organization), pro-

gram evaluation methods, and other aspects. These differences allow

for customized implementation within health systems and commu-

nity organizations based on patient, caregiver, and community needs.

Clearly, both users and funders need to knowwhat to expect from such

programs.2 In the absence of common standards, wide variability and

potential misunderstandings about what constitutes a dementia care

patient navigation program are likely to arise.30

In furtherance of this goal, the Alzheimer’s Association identified

a panel of experts who met in person at the Alzheimer’s Association

Chicago headquarters in March of 2020. The goals of the meeting

were to create a definition of care navigation as it applies to dementia,

draft a set of key principles, and identify appropriate process and out-

comemeasures to assess and refine these service components through

research and program evaluation. The intent of this article is to pro-

vide principles that set a standard for the delivery of dementia care

navigation within or in collaboration with health systems.

1.2 Toward a definition of dementia care
navigation

Several existing definitions of patient navigation were reviewed,

including those by Freeman,3,31 the American Medical Association,

the American College of Surgeons, the Joint Position Statement of

RESEARCH INCONTEXT

1. Systematic review: Five U.S. dementia care navigation

programs developed and assessed in recent years were

identified and reviewed. Collectively these programs

demonstrate benefits for persons living with dementia

(PLWD; such as increased well-being and reduced emer-

gency department visits), as well as their care partners

(such as decreased depression and unmet needs).

2. Interpretation: The Alzheimer’s Association formed an

expert workgroup of researchers in dementia care nav-

igation to create a definition of care navigation for

dementia, draft a set of key principles, and identify appro-

priate process and outcome measures to assess and

refine service components through research andprogram

evaluation. The resulting principles of dementia care nav-

igation outlined in this article provide guidance for other

dementia care navigation programs.

3. Future directions: Given the current environment with

potential treatments for Alzheimer’s as well as legislative

and regulatory efforts around alternate payment models

for dementia, we believe it is critical to provide evidence-

based guidance for health systems to successfully imple-

ment dementia care navigation.

the Oncology Nursing Society, the Association of Oncology Social

Work, and the National Association of Social Workers. As applied to

PLWD and their care partners, these definitions were seen as overly

focused on the medical components of care, being a better fit for

chronic conditionswith establishedmedical treatments, such as cancer

and diabetes. Existing definitions were also viewed as lacking suffi-

cient emphasis on personalization, empowerment, and support over

time. The working definition of dementia care navigation developed

by the expert workgroup encompasses these points in the following

way:

Dementia Care Navigation is a program that provides

tailored, strengths-based support to persons livingwith

dementia and their care partners across the illness con-

tinuum and settings to mitigate the impact of dementia

through collaborative problem solving and coaching.

Judge and colleagues32 list the following as key aspects of using

a strengths-based approach including facilitating participation from

both care partners in the intervention process; focusing on identifying

caregivers (CG’s) and individuals with dementia (IWD’s) individual and

collective strengths as care partners, and; building on what was cur-

rently working for dyads while learning techniques to compensate for

cognitive and functional changes due tomemory loss.
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1.3 Toward a set of key principles of dementia
care navigation

Freeman’s Principles of Navigation33 once again served as an inspi-

ration for these discussions, along with the collective expertise of

the work group and the peer-reviewed literature on dementia care

generally and dementia-care navigation specifically. The unique sit-

uation of persons with dementia and their care partners required

modifications to Freeman’s principles, specifically with respect to

emphasizing patient-centeredness, the reduction of disparities, conti-

nuity of care across settings, and emphasizing strengths-based support

over direct coordination. For eachprinciple, examples of elements from

the evidence-based programswere outlined (see Table 1).

1. The goal of every aspect of patient navigation is to be person-

and family-centered in order to ensure collaboration and enhance

engagement.

In patient-centered processes, the particular needs and goals of

the individual receiving assistance guides care. Patients and their

care partners are instrumental partners in the process of clarifying

needs and goals specific to the broad range of challenges that they

may experience including medical, social, financial, emotional, and

spiritual. The dose, or frequency and intensity of support, is then

adapted to the patient’s and caregiver’s needs and readiness for

engagement. Studies demonstrate that an important factor in the

level of burden experienced by a caregiver is how competent the

caregiver feels in the role,34 and that greater caregiver knowledge

is associated with higher care quality.7 In addition, individualized

assessments match to level of need and include person living with

dementia and caregiver components.

2. Dementia care navigation is culturally responsive and addresses

disparities in access to health care and support services.

It includes cultural sensitivity and knowledge of the local com-

munity. Accomplishing this component requires cultural sensitivity

and intimate knowledge of the local community. Partnerships with

local organizations are a key aspect of promoting health equity.35

All of the existing programs collaborate with, are based in, and/or

refer to community-based services and organizations that are

representative of the populations being served.

3. There are well-defined roles and responsibilities for all members of

the dementia care navigation team.

The review foundwide variation in the educational backgrounds

and overall structure of the navigation teams, but in each model,

clinicians were a part of the teams and there were well-defined

roles and responsibilities for all teammembers. All models follow a

manualized care coordination protocol that provides clear position

descriptions, competencies, and role expectations.

4. Dementia care navigation addresses barriers relating to medical,

legal, financial, emotional, and other domains facing the person

living with dementia and their care partners.

All of the existing programs have a multicomponent focus,

screening for and responding to unmet needs relating to medical,

legal, social, emotional, and financial needs. Reponses to unmet

needs in these areas can include referral to community groups and

offering resources and help in the form of support groups, coun-

seling, adult day and other respite care, education/training, help

with Medicare/Medicaid and other benefit enrollment, legal assis-

tance, safety evaluations, housing advocacy, vouchers, behavior

management interventions, andmedicationmanagement.

5. Dementia care navigation provides coaching, education, and coor-

dination in a manner that is empowering, solution-focused, and

strengths-based.

Different programs take a more or less hands on approach, but

allmodels focus on education and skills building in order to increase

the independence, confidence, and resourcesof thePLWDand their

care partner.

6. Due to the progressive cognitive and functional declines that char-

acterize dementia, and in recognition of the important role of care

partners, dementia care navigation focuses on the family unit as

defined by the patient.

When a patient does not have a care partner, dementia care

navigation facilitates connection to appropriate community-based

organizations. All of the models included in this review are based

on a family-centric, whole-person approach to health. Although the

primary target is the PLWD and their care partner, other family

and friend care partners are involved as available and beneficial.

When a PLWDdoes not have an identifiable care partner, dementia

care navigation facilitates connection to appropriate community-

based organizations. The PLWD’s and care partners’ capabilities

andunmetneeds are reassessed continuously over time.Mostmod-

els offer at least monthly contacts, with higher or lower frequency

dependent on the clients’ needs and wishes. Roughly three-fourths

of contacts are by phone, but they also occur over email, in per-

son, and through video conferencing. To monitor changing needs,

reassessments are conducted at every contact, but some models

also include a full reassessment at stipulated intervals.

7. Dementia care navigation processes and protocols are evidence-

based.

All five of the models reviewed here demonstrate effective out-

comes, and there is ongoing research being conducted on their pro-

tocols. In addition to this ongoing research, thenavigationprotocols

were designed from their onset to be responsive to guideline-based

quality indicators for dementia. Somemodels include automatically

generated reports of fidelity to protocols, offer electronic track-

ing systems that provide continuous quality feedback to the entire

team, and/or conduct consumer satisfaction and other client evalu-

ation tools on a pre-established schedule that are then reviewed at

team or supervisorymeetings.

2 PROCESS AND OUTCOME MEASURES

Process and outcome measures are essential to advancing the goals

of dementia care navigation, both in terms of contributing to the

peer-reviewed literature and to enable ongoing quality control and

monitoring of the navigation delivery process. Existing dementia
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navigation intervention outcome studies have included a wide range

of patient (quality of life, unmet safety and legal needs, depression,

strain, embarrassment, behavioral and psychological symptoms of

dementia (BPSD)), caregiver (quality of life, unmet safety and legal

needs, depression, stress and strain, family/friend help, satisfaction

with family support), process (number of navigator contacts, number

of referrals to community-based organizations), service use outcome

(emergency department, hospital use, hospital days, hospital read-

missions, community service, time to transition to residential care,

increasing hospice use in last 6 months, nursing home placement), and

cost measures. Although the results have been positive, our expert

panel expressed frustration that traditional outcome measures have

a limited capacity to capture the true impact of dementia care naviga-

tion. These frustrationsmirror a general growing interest in the field of

dementia care for identifying measurable outcomes more meaningful

to care recipients.36 In addition to capturing a fuller andmore accurate

spectrum of the benefits to PLWD and their care partners, a more

person-centered research approach recognizes the important role that

PLWD and their care partners can have in the development and design

of research questions and studies.37 Ultimately research that includes

variables of meaning to the recipients of dementia care navigation will

be of greater interest to PLWD and their care partners, potentially

leading to both a greater general awareness of the existence and value

of navigation, as well as increasing willingness to participate in future

studies.

New, more person-centered measurement approaches attempt to

capture the positive characteristics and capacities of persons that

enable continued well-being.38 The concept of measuring “social

health,” for example, includes the degree to which one is able to ful-

fill one’s obligations and potential, maintain as much independence

as desired, and participate in meaningful activities (i.e., activities that

are linked to self-esteem and identify and not just a way to pass

time).39,40 Cox et al.41 identify five core values that should be reflected

in dementia-outcome measures, namely: maximizing personal control;

enabling choice; respecting dignity; preserving continuity; and promot-

ing equity.41 Gwyther42 emphasizes measures that take into account

one’s sense of control, inclusion, reciprocity, meaningful activities,

feeling safe and secure, maintaining self-esteem, maximizing physical

well-being, and having services that match perceived needs.

Within the context of dementia care navigation, measures of posi-

tive well-being could include maintenance of specific activities of daily

living or the frequency of engaging in social or work activities that

are meaningful or a part of the identity of the PLWD, the care part-

ner, or the two as a dyad. It is important that measures need to reflect

the progressive and degenerative nature of the disease, while still

focusing on positivewell-being and engagement. These activities could

be unique to each research participant and identified at the begin-

ning of the study, with maintenance or increases in the frequency or

satisfaction of engagement in their unique chosen activity as the mea-

surable outcome. Traditional measures of stress, strain, and isolation

could be balanced with measures of a sense of mastery or self-efficacy

in navigating the legal or medical systems, the frequency of enjoy-

ing social time with family and friends, the awareness of services and

community supports available to them, and a sense of having a safety

net and knowledge and skills to meet whatever challenges tomorrow

brings.

In addition to more traditional process measures, such as the num-

ber of contacts with the navigator or the number of community-based

referrals thatpatients receiveand/or contact, person-centeredprocess

measuresmight include the degree towhich they felt heard by the nav-

igator, or the frequency with which they begin to initiate and take the

lead on identifying issues or solutions.

3 CONCLUSION/FUTURE DIRECTIONS

Dementia care navigation has proven benefits for the PLWD, their

care partners, and health care systems. When individuals and their

care partners are provided with appropriate support and community

resources, the outcomes are beneficial to all, including increased self-

reported quality of life, decreased burden, and reduced emergency

department visits, to name a few. These principles offer guidance for

health systems to implement dementia care navigation; however, fur-

ther research in real life settings is needed. The advent of effective

treatments for Alzheimer’s disease is quite likely to provide signifi-

cant impetus for primary care practices and health systems to deliver

dementia care navigation, in part, as a way to support primary care

providers as they face the influx of patients demanding access to treat-

ment and quality care. This increased adoption will afford ongoing

opportunities for further evaluation and research.

There is also the need to build capacity across health systems

to better serve the needs of those living with dementia and their

caregivers. Part of building capacity will include the dissemination of

toolkits and resources to support health systems in creating and deliv-

ering dementia care navigation. Because the landscape in dementia

treatment and care will continue to change, the field will need to

adapt. Borrowing from other disease states, one opportunity to sup-

port the adoption of dementia care navigation programs would be the

creation of a national Dementia Care Navigation Round Table that

would include providers, payors, and researchers who would regularly

meet to identify challenges, share best practices, and promote ongoing

research.

However, creating a health system environment that will support

dementia care navigation remains challenging due in part to the cur-

rent payor model. Resourcing a dementia care navigation program

requires the health system to make an investment upfront—yet any

savings that occur are unfortunately not reflected in the health sys-

tem’s bottom line. Therefore, in addition to shared definitions and

standards, we also need to consider policies that would include alter-

native payment models and take the burden off health systems as well

as outcomemeasures specific to dementia care navigation.
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