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Abstract

To advance care for persons with Alzheimer’s disease and related dementias (ADRD), real-world
health system effectiveness research must actively engage those affected to understand what
works, for whom, in what setting, and for how long — an agenda central to Learning Health System
principles. This perspective discusses how emerging payment models, quality improvement
initiatives, and population health strategies present opportunities to embed best practice principles
of ADRD care within the Learning Health System. We discuss how stakeholder engagement

in an ADRD Learning Health System when embedding, adapting, and refining prototypes can
ensure that products are viable when implemented. Finally, we highlight the promise of consumer-
oriented health information technologies in supporting persons living with ADRD and their care
partners and delivering embedded ADRD interventions at scale. We aim to stimulate progress
toward sustainable infrastructure paired with person- and family-facing innovations that catalyze
broader transformation of ADRD care.
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1. Introduction

More than 6 million Americans are living with Alzheimer’s Disease and Related Dementias
(ADRD).! Systems of care are not well aligned to meet the needs of those who are affected,
and care quality is poor and costly.2 Half of persons with ADRD do not receive a diagnosis,?
leading to missed opportunities to proactively address safety concerns and plan for future
care needs.* Family and unpaid caregivers and care partners (“care partners” hereafter) are at
the forefront of helping persons with ADRD manage their care.> However, care partners are
not routinely identified, and their needs for information, training, and support too often go
unmet.8 7 Gaps in care delivery systems and the lack of attention to care partners exacerbate
ADRD impacts and impose unnecessary burden on individuals, families, and society. 8 9

A 2021 AHRQ systematic review of hundreds of randomized clinical trials of ADRD care
and services interventions found that the overwhelming majority were disconnected from
systems of care delivery; none met criteria of high or moderate evidence of benefit.1% Two
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2021 reports by NASEM Consensus Committees commissioned to evaluate findings from
the AHRQ review and survey the research landscape found limited evidence to guide the
implementation of interventions at the organizational and community levels.2 11 This body
of work makes a compelling case for the need for real-world effectiveness research that
actively engages those living with ADRD and their care partners to understand what works,
for whom, in what setting, and for how long — an agenda that intersects with principles of
the Learning Health System.12

Given this background, this article summarizes opportunities and strategies to sustain
innovation and improvement in care of persons with ADRD and their care partners through
consumer-oriented health information in Learning Health Systems. We begin by defining
the Learning Health System, including why this concept merits special consideration for
driving improvements in ADRD care. We then summarize how emerging payment and
quality improvement initiatives align with principles of best practices in ADRD care and
opportunities for embedding these principles within the Learning Health System. Finally, we
put forward a case for consumer-oriented health information technologies as an especially
promising strategy for engaging patients and care partners and delivering embedded ADRD
interventions at scale. Our goal is to stimulate conversation and progress toward developing
sustainable infrastructure paired with person- and family-facing innovations that are poised
for broader transformation of ADRD care.

Potential of The Learning Health System to Improve Dementia Care

The Learning Health System (LHS) has been defined as “one in which science, informatics,
incentives, and culture are aligned for continuous improvement and innovation, with

best practices seamlessly embedded in the delivery process, patients and families active
participants in all elements, and new knowledge captured as an integral by-product of the
delivery experience”.12 This aspirational vision involves harnessing data and analytics to
drive clinical transformation by learning from patients and feeding knowledge of what works
best back to clinicians, public health professionals, health system leaders, patients and their
care partners, and other stakeholders in cycles of continuous improvement.12 Motivation for
the LHS lies in inefficiencies, waste, and burden arising from complexity and fragmentation
in current systems of care, uncertainty surrounding best practices, and a translation gap
between scientific discovery and clinical practicel? - factors that are especially salient in

the context of ADRD.% 11 The LHS aligns with implementation science and improvement
science in health care: we contend that it poses special opportunities for accelerating efforts
to address real-world challenges in ADRD care, as follows (Table 1).

2.1 Overcoming real-time surveillance challenges.

Because of challenges in ADRD detection and diagnosis, our knowledge of the prevalence,
services use, and experiences of persons living with ADRD and their care partners
overwhelmingly originates from curated data collected in national surveys or analyses of
deidentified administrative claims with linked data sources.!! These data provide insight
regarding care gaps and potential targets of intervention, but are disconnected from systems
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that diagnose and care for individuals. Existing data are not positioned to produce real-time
benefit or new knowledge regarding the effects of care redesign, as envisioned by the LHS.

2.2 Attenuating disparities.

There are profound inequities in ADRD care: racial and ethnic minorities are at greater

risk for ADRD, yet less likely to receive an accurate diagnosis or benefit from the

care of a specialist.11 The growing diversity of aging populations and disproportionate
impacts of ADRD on racial and ethnic minority subgroups pose a risk that ADRD may
exacerbate health and economic disparities. Racial and ethnic minority subgroups have

been poorly represented in randomized efficacy trials of ADRD prevention and care.13 The
LHS draws on real-world data collected at the point of care without exclusion criteria,
creating opportunities to understand and mitigate health disparities through data that include
populations who have traditionally been underrepresented in research.

2.3 Bridging clinicians, settings, and silos of care.

Persons with ADRD have a high burden of chronic medical conditions and are heavy
users of health services while functional impairments impose extensive long-term services
and supports needs. ADRD care spans health care and long-term services and supports
settings.14 Data integration across settings is critical for effective care planning and
coordination, a requirement well-aligned with “bottom-up” LHS initiatives to transform
clinical care in partnership with community stakeholders. For example, ambulatory clinics
with integrated referrals to community-based organizations can facilitate timely care
coordination and access to services.® The fragmentation and high costs of ADRD care
make it a model condition for organizations operating within value-based payment models
that encourage investments leading to improved care quality and health.®

2.4 Engaging care partners.

Care partners have a foundational role in all aspects of ADRD care - from initial detection,
managing treatment and support, through end-of-life care. Given the ramifications of ADRD
on memory, judgment, and autonomy, care partners serve as a critical source of information
about a patient’s health history — and they coordinate treatments, facilitate care planning,
and participate in routine and high-stakes decision-making. Importantly, with rare exception,
care partners are not routinely identified or supported in care.16-18 The competence and
capacity of care partners affect the care quality, outcomes, and well-being of both the person
they assist,19-21 as well as themselves.® Support of care partners has been identified as a key
opportunity for achieving savings in care delivery redesign.® The LHS has been described
as “inherently observant — seeking new information and data from many sources.”22 Scaling
strategies to learn from and better support care partners could help close ADRD care gaps to
improve care experiences, quality, and efficiency.

2.5 Driving care redesign.

Comprehensive, multi-component ADRD care models demonstrate the ability to achieve
better care, improved outcomes, and lower costs through combining therapeutic elements
such as comprehensive assessments, care planning, medication management, and care
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partner support.19 However, these models are complex, costly, and challenging to implement
and deliver, and existing reimbursement models do not support diffusion into clinical
practice at scale.? 11 Pockets of excellence in ADRD care have been achieved at

select institutions,8 23 and geographies,24 but mainstream care is too often reactive and
unsystematic. Investigator-initiated interventional studies are typically limited to examining
the effects of a specific program or model.19 In contrast, the LHS is directed at identifying,
tailoring, acting on, and learning about incremental efforts to address specific problems’2
and therefore holds promise for operationalizing best practices to achieve quality and
efficiencies with broader reach and sustainability.

3. Existing Building Blocks to Support Development of an ADRD Learning

Health System

We are unaware of existing LHSs that specifically focus on ADRD, but emerging policy
and payment initiatives offer building blocks that support the feasibility and potential of
ADRD-focused LHS applications (Table 2). Tuzzio recently described how features of the
LHS support embedded pragmatic clinical trials to advance the evidence base for testing
interventions for persons living with ADRD and their care partners.2> Here, we focus on
features that can motivate longer-term, sustained institutional investments.

3.1 New payment mechanisms launched by the Centers for Medicare and Medicaid
Services provide reimbursement for detection, diagnosis, and care planning, contributing

to the financial feasibility of an ADRD-focused LHS. The Medicare Annual Wellness

Visit, introduced in 2011, involves a health risk assessment that includes reporting on
subjective cognitive impairment and direct observation of cognitive function as a condition
of reimbursement, thus providing information from cognitive screening at the point of care.
Cognitive assessment and care planning visits, introduced in 2017, include billing codes
for multidimensional assessment and creation of a written care plan that reinforce actions
linked to best practices in ADRD care, including caregiver identification and support. 2: 26 A
recent analysis found 1.5% of eligible beneficiaries incurred a claim for billed ADRD care
planning visits, with foregone revenues estimated to be as much as $12,891 per provider
per yearZ’ suggesting that greater attention to such codes represent opportunities for ADRD
LHS sustainability.

3.2 Quality metrics, such as the Dementia Management Quality Measurement Set, 28
provide a practical starting point for linking evidence to practice in ADRD care. These
metrics draw on data collected in routine care to quantify algorithms for process measures

in clearly specified populations and time frames, focusing on outcomes that demonstrate
cost efficiency and principles of high-quality care. Examples of ADRD quality metrics
include disclosure of a dementia diagnosis, providing educational resources to ADRD

care partners, and conducting screening for home safety, driving, and pain. The use of
benchmark performance rates and trends by organizations enable comparisons with peer
institutions and monitoring of progress over time. Measures from the Dementia Management
Quality Measurement Set have been included in recent value-based payment schemes, such
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as the Merit-Based Incentive Payment System (MIPS) and set the stage for financially
compensating higher-performing providers.

3.3 Population health initiatives and disease-specific registries enable the implementation
and iterative refinement and evaluation of targeted interventions and quality improvement
initiatives, key components of an ADRD-focused LHS.1! As a starting place, algorithms
may be applied to electronic health records to identify individuals who may have

ADRD based on structured data such as diagnosis codes, problem lists, medical history,
medications, cognitive screens, or clinical notes. For example, because underdiagnosis of
ADRD is common, Barnes et al. describe eRADAR, a high-performing algorithm that

uses common EHR data to identify patients with undiagnosed ADRD.2° Novel population
health-oriented approaches that draw on natural language processing to mine clinician notes
may further broaden systems-level identification of persons with ADRD. 30 Once a registry
is established and validated, quality metrics can be routinely applied to identify individuals
who may benefit from targeted initiatives to improve diagnosis and care quality, including
strategies to identify and attenuate disparities.

3.4 Increasing availability of information about cognitive function in the clinical

setting (e.g., data collected during dementia care planning visits, in patient/care partner
questionnaires, or aggregated within an ADRD registry), sets the stage for an LHS to pursue
rapid-cycle initiatives to improve detection, diagnosis, and treatment and attenuate identified
health disparities and other gaps (Table 1). For example, patient-reported outcome measures
that capture the patient voice may be routinely collected to understand experiences of care.
A recent review found seven ADRD-specific patient- and care partner-reported outcome
measures were suitable for widespread use, yet none were found to have been deployed

in an ADRD registry.3! Such data could be harnessed to support the LHS transition, such

as in risk stratification and population-based monitoring to evaluate quality improvement
activities that link to appropriate interventions.11: 26 A rapid and iterative ADRD LHS would
expand the pace and type of interventions and implementation strategies, adaptation or fit

to clinical and community context, and ultimately the magnitude of evidence generation by
bridging best practices in comprehensive care models toward processes and workflows that
support systems-level implementation and learning.

4. Care Partners and ADRD Care

Scaling strategies to better support ADRD care partners is among the most promising

of value-based systems-level ADRD interventions® and aligns with tenets of the LHS to
identify and address gaps in knowledge and skills that could lead to better care quality

and outcomes. 12: 22 However, systems-level strategies to identify and support care partners
are not well developed.? 11 32 |n-person interactions between care partners and clinicians
have been described as tense, and can be adversarial.33 Doctors may, for example, question
the reliability of information reported by persons with ADRD34 but hesitate to direct
questions to the care partner for fear of undermining patient autonomy.3° Care partner
efforts to support, protect, and respect the person living with ADRD may mask clinician
understanding of cognitive, functional, and behavioral changes and challenges, thereby
unintentionally eroding care quality and outcomes.3® Caring for a person with ADRD
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may confer physical, emotional, and financial hardship, but the needs of care partners are
typically not asked considered in the clinical context”: 32 and often remain unmet.3” A recent
physician survey found fewer than 1 in 10 internists to report conducting formal assessments
with ADRD care partners.32

Because the demands of ADRD care are so highly interwoven with disease stage and
symptoms, interventions to support patients and care partners share commonalities in being
guided by individual assessment and tailored to meet situational challenges.11 Common
therapeutic elements of care partner support address psychosocial and emotional needs

to attenuate guilt, frustration, grief, and depression; skill building to increase knowledge
and capacity to manage symptoms such as repetitive questions or behavior changes; and
strategies to improve communication and develop meaningful connection with the person
living with ADRD.10 Multicomponent, tailored interventions attenuate the demands of
ADRD caregiving,10 but their complexity and costs have inhibited widespread scaling.? 11

The LHS provides a model platform for identifying and testing innovative discrete strategies
to identify, engage, and support care partner involvement in ADRD care, with opportunities
to refine, combine, and scale those that prove meritorious. In the context of an ADRD
registry, forward-thinking organizations could pilot strategies to leverage reimbursement
and quality improvement structures while engaging and supporting ADRD care partners.
For example, an ADRD LHS could test supplemental questions that are fielded at the

time of the Annual Wellness Visit to determine the identity and contact information of
involved care partners of patients with identified or suspected ADRD as a foundational

step in facilitating proactive partnerships. Similarly, an ADRD LHS could test workflows,
modalities of outreach, and impacts of fielding screening surveys to better understand gaps
in care partner capacity before or during ADRD Care Planning Visits, and opportunities for
addressing them.

5. Consumer-Oriented Health Information Technology and the ADRD LHS

Consumer-oriented health information technologies are electronic applications and systems
that enable patients and care partners to access health information, undertake health
management tasks, and engage in bidirectional interaction with clinicians and other
members of the care team. These technologies meet the expressed desire of patients

and families for timely, accurate, comprehensive information and contextualized medical
advice.38 39 The rapid evolution of such technologies and their ability to diffuse innovative
strategies to engage, educate, and support patients and care partners at scalel6: 40 make them
highly relevant to LHS applications.

The patient portal, which connects to a care delivery organization’s electronic medical
record, is among the most widely available consumer health information technologies.

The patient portal may be used to conduct telehealth visits, collect patient-reported health
information, and complete legal documents such as advance directives. 41 42 Although the
patient portal is a powerful tool for cultivating and sustaining partnerships with engaged and
empowered patients and care partners (a key element of the LHS),12 use in ADRD care has
been limited. Privacy rules intended to safeguard personal health information are especially
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problematic in the context of ADRD, as they may inhibit care partner access to information
that is vital when executing the patient’s treatment plan.40

Notable human factors considerations associated with emerging technologies have important
benefits - and drawbacks that must be addressed to achieve their full potential. For

example, the time demands of electronic messaging pose a risk for compounding burnout
among front-line clinicians, while tempering enthusiasm for widespread use and innovation.
Similarly, persons with ADRD are typically unable to navigate the patient portal, but little
attention has been directed at proactively engaging with care partners who commonly do

so on their behalf: a recent scoping review found less than 3% of registered portal users to
have “shared access” with care partners, who more often engaged in portal use with patient
identity credentials.*3

6. ADRD Care Partners and Consumer-Oriented Health Information

Technology

Greater attention to systematic engagement of care partners through consumer-oriented
health information technologies holds promise for overcoming systems-level challenges in
ADRD care. At a most basic level, simplifying registration processes and workflows for
shared portal access (also termed, “family”, or “proxy” access), such as at the time of
diagnosis, explicitly documents who the person living with ADRD has chosen to involve in
their care, while facilitating transparent information sharing as a step toward longitudinal
partnership (bottom panel of Figure 1).40 Engaging care partners through the patient

portal opens new possibilities for data collection and practice by capturing the reality of
“shared care” with multiple involved care partners that is common in ADRD.1! ADRD
interventional research and clinical practice typically focuses on a single “primary” care
partner, but the ability to engage multiple care partners through the patient portal gives rise
to a host of novel opportunities that reflect the reality of ADRD caregiving.

Once one or more care partners have been registered for the patient portal, a range of
functionalities may be mobilized to facilitate greater awareness and knowledge of patient
health and treatments (e.g., diagnoses, prescribed medications, test results, clinician notes),
timely communication with clinicians about emerging health concerns, and coordination of
care with primary and specialty clinicians (Table 3). Care partner screening and assessment
—a structured process for identifying care partner needs and risks — is the foundation

of evidence-based strategies to deliver tailored services and supports and the formulation
of care plans that are tailored to care partner capabilities - but has not been widely
deployed throughout care delivery.16: 32 Embedding standardized screening and assessment
instruments within the patient portal represents an efficient way to identify care partners’
perspectives on the needs of the person living with ADRD, as well as address unmet needs
of the care partner related to knowledge of ADRD symptoms, treatments, and support.
ADRD print and video education, tools, and resources may be assembled and electronically
disseminated (e.g., electronic health record vendor “illness journey” platforms such as
Epic’s “Care Companion™) to address needs such as post-diagnosis anticipatory guidance;
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behavioral, safety, and communication challenges; and information about and referrals to
legal and financial planning.44: 4°

Any patient portal-based innovation must recognize the considerable time demands

of ADRD care for ambulatory care clinicians, who are simultaneously experiencing
overwhelming workload, burnout, and increasing numbers of direct messages that
necessitate time outside of patient visits.*8 Novel technologies, such as artificial intelligence,
could efficiently take action to address non-medical care gaps. For example, structured care
partner screening and assessment could be automatically deployed through a patient portal-
messaged questionnaire at the time of diagnosis without the need for immediate clinician or
staff involvement. Creating and testing structured messages with appropriate resources, (e.g.,
information about ADRD, ADRD care, and referral resources) and supportive workflows
involving trained non-clinician team members has the potential to decrease clinician
workload while improving ADRD care quality.

7. Conclusion

Emerging payment models, quality improvement initiatives, and consumer-oriented health
information technologies provide important building blocks that could catalyze rapid

and substantial improvements to close widely recognized ADRD care gaps. An ADRD
LHS would afford opportunities of multiple, small, rapid trials through consumer health
information technologies that enable clinicians and health system leaders to quickly discard
strategies that prove to be infeasible or ineffective in real world systems, while refining and
further enhancing the potency of innovations that show promise and high acceptability by
patients and care partners. Our premise is that the ADRD LHS poses special opportunities
for accelerating efforts to overcome real-time surveillance challenges, understand and
attenuate disparities, bridge fragmented care, and more effectively engage and support care
partners in the service of care delivery transformation.

The National Institute on Aging has made notable investments to build research capacity

in implementation science. Less attention has been directed at developing longer-term
sustained organizational investments in ADRD care transformation. For example, the multi-
institutional NIA-funded IMPACT Collaboratory has created community, built research
infrastructure, and expanded the pool of investigators with the necessary skills and training
to lead embedded pragmatic trials in health care delivery.2> However, context matters in
implementation science: it is not simply the features of an intervention, but characteristics of
the setting, the involved individuals, available resources, organizational culture, and socio-
technological environment that affect the relative success or failure of its implementation
process and outcomes.? 11 Thus, the seeding of short-term pilot studies and investigator-
initiated pragmatic trials, most of which are constrained to a 5-year project period may yield
very different outcomes than longer-term commitments undertaken by LHS with extended
time horizons, supportive culture, and nimble informatics teams with a commitment to
sustained long-term impact beyond a specific study.

An active and vibrant area of emerging scholarly work has triangulated the aspirational
nature of the LHS concept with how it is unfolding in practice. This work suggests that
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rather than focusing on the “fully realized” LHS, that organizations may be thought as
embarking a process of system-change directed at evidence-informed continuous learning.
47 This nascent body of work speaks to enabling conditions that support advancement along
this path, most notably the availability of effective, committed leadership, supportive culture,
and alignment across organizational missions and functions — manifested by LHS-dedicated
resources, data systems and informatic infrastructure, and a prepared, skilled workforce.*8

In the context of the high costs of ADRD care, shifts toward bundled payments and/or
leveraging value-based payment programs to implement ADRD-specific models of care
could prove a powerful incentive in garnering the attention of key organizational leaders to
ADRD as an initial target of priority. 26

The applications of consumer-oriented health information technologies in ADRD care and
support are wide ranging and evolving rapidly, making attention to strategies that bridge the
“digital divide” especially timely and urgent. In the context of an ADRD LHS, organizations
can engage patients and care partners, clinicians, informaticists, health system leaders, and
researchers to collaboratively design, introduce, embed, adapt, and refine prototypes of
consumer-oriented technologies to ensure that the products are viable in real-world settings.
Co-developing, refining, and testing innovations in consumer-oriented technologies with
patients and care partners overcomes important methodologic concerns in which prototype
technologies fail to transfer to real-world settings.*?

Early work from the NIH Common Fund’s Health Care Systems Research Collaboratory
identified informatics challenges in successfully executing large-scale embedded pragmatic
clinical trials, including: 1) using clinical data for research, 2) integrating data from
heterogenous systems, 3) leveraging electronic health records to support intervention
delivery or health system change, and 4) improving data capture to define study populations
and outcomes.®0: 51 Each of these challenges involves special considerations in successfully
supporting an ADRD LHS to improve care and support for persons with ADRD and their
care partners. The complex and costly profile of those affected makes the ADRD LHS the
ideal test case for organizations seeking to invest in the LHS construct, as lessons learned are
likely to be applicable to patients with other conditions or complex needs, and broader sets
of clinicians involved in the care of comorbid chronic medical conditions.

This work was supported by the National Institute on Aging R35AG072310 to JLW and K23AG064036 to HA,
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Alzheimer’s Disease and AD-Related Dementias Clinical Trials Collaboratory (NIA IMPACT Collaboratory). The
content is solely the responsibility of the authors.
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Research in Context
Systematic review:

The evidence supporting the content of this paper was identified using three main
strategies: 1) The coauthors provided direct experience and specialized knowledge, 2)
We performed focused searches of the peer-reviewed literature using PubMed, 3) We
used forward and backward selection procedures of pertinent articles.

I nterpretation:

We interpret the available evidence as supporting the Learning Health System as

having special opportunities for accelerating efforts to overcome real-time surveillance
challenges, understand and attenuate disparities, bridge fragmented care, and more
effectively engage and support care partners in the service of care delivery
transformation. These findings support importance and value of systems-level care
delivery initiatives to identify and support persons with dementia and their care partners
through consumer health information technology at scale.

Futuredirections.

Emerging payment models, quality improvement initiatives, and consumer-oriented
health information technologies provide important building blocks that could catalyze
rapid and substantial improvements to close widely recognized care gaps. Our goal is to
stimulate conversation and progress toward developing sustainable infrastructure paired
with person- and family-facing innovations that are poised for broader transformation of
ADRD care.
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Table 1.

The Learning Health System and Systems-Level Challenges in ADRD Care

Issue Current State Learning Health System

Overcoming Reliance on curated data sources from Clinical data is systematically gathered at the point of care in rapid cycles
surveillance national surveys and administrative . Lo

challenges claims of continuous quality improvement.

Attenuating
disparities

Poor representation and reporting on
minority subgroups in randomized
clinical trials

Routine collection of clinical data affords opportunities to understand and
mitigate inequities in care, such as enhanced detection through the Annual

Wellness Visitzand algorithms drawing from electronic health records.l

Bridging clinicians,
settings, silos of
care

Siloed information across multiple
providers and settings, including long-
term services & supports

Internal data and experiences are integrated with external evidence to

- .3 L .4
facilitate transparent data sharing,” communication, and action, " across
clinicians, settings, and silos of care.

Engaging care

Care partners are not routinely

LHS are “inherently observant” and seek new information and data from

partners identified, assessed, or supported multiple sources, and thus are poised to identify in-person and electronic
workflows that leverage the input of care partners.

Driving care Comprehensive care models exist but Internal surveillance and integration of technologies (including consumer-

redesign have not been diffused oriented technologies) facilitate identification & refinement of incremental

. 6
solutions at scale.

J'Barnes, D. E., et al. (2020). "Development and Validation of eRADAR: A Tool Using EHR Data to Detect Unrecognized Dementia." J Am
Geriatr Soc 68(1): 103-111.

Lind, K. E., et al. (2021). "The effect of direct cognitive assessment in the Medicare annual wellness visit on dementia diagnosis rates." Health

Serv Res 56(2): 193-203.

3'Nort0n, J. M., et al. (2022). "Assessing Progress Toward the Vision of a Comprehensive, Shared Electronic Care Plan: Scoping Review." J Med
Internet Res 24(6): e36569.

4'Reuben, D., et al. (2009). "Closing the dementia care gap: Can referral to Alzheimer's Association chapters help?" Alzheimers Dement 5(6):

498-502.

5’Fortinsky, R. H., et al. (2020). "Effectiveness of the Care of Persons With Dementia in Their Environments Intervention When Embedded in a
Publicly Funded Home- and Community-Based Service Program.” Innov Aging 4(6): igaa053.

&Tuzzio, L., etal. (2020). "Transforming Dementia Care Through Pragmatic Clinical Trials Embedded in Learning Healthcare Systems." J Am
Geriatr Soc 68 Suppl 2: S43-S48
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Modality and Elements of Recent ADRD Payment & Quality Reporting Initiatives

Medicare Annual
Wellness Visit 12

Medicare ADRD Care
.23
Planning

ADRD Management Quality
M easurement Set

Modality Self-reported health risk Detailed history, with care partner Documentation of processes from
assessment report, evaluation, & creation of electronic medical record or clinical
written care plan; ~50 minutes face- | data registry (numerator, denominator &
to-face reference period)
Element

Detection of
cognitive impairment

Report of subjective cognitive
change with clinician direct
observation

Cognition-focused history and

examination; Staging of dementia

Not included

Diagnosis

Not included

Establish or confirm diagnosis,
etiology, severity

Disclosure of diagnosis (y/n)

Care partner
identification &
needs assessment

Not specified (social support
and living arrangement is
assessed)

Identify social supports, including
how much care partners know and

able/willing to care

Provision of education to care partner on
dementia and referrals to resources for
support (last 12 months)

Functional status
assessment

Difficulty with daily activities;
sensory impairment; fall risk

Basic and instrumental activities

of daily living & decision-making

capacity

Functional status assessment (last 12
months)

Behavioral and
psychiatric symptom
assessment

Depression screening at initial
(but not subsequent) Annual
Wellness Visits

Evaluate symptoms using
standardized screening tool

Screening and recommendations for
management (last 12 months)

Safety screen

Safety at home & abuse

Evaluation for home and driving
safety

Safety screen & follow up Driving
screening & follow up/ referral (last 12
months)

Advance care
planning (ACP)

Not required, but may
be discussed at beneficiary
discretion

Address ACP or updates and
palliative care needs

Advance directive & counseling on
palliative care (within 2 years of
diagnosis)

Pain assessment

Recent increase

Not included

Screening & follow up (each visit)

Medication review &
reconciliation

Not required beyond review of
current opioid prescriptions.

Reconcile & review for high-risk
medication

Discussion of treatment options (last 12
months)

Cordell, C. B., et al. (2013). "Alzheimer's Association recommendations for operationalizing the detection of cognitive impairment during the
Medicare Annual Wellness Visit in a primary care setting." Alzheimers Dement 9(2): 141-150, and https://www.ecfr.gov/current/title-42/chapter-
IV/subchapter-B/part-410/subpart-B/section-410.15

ZAppropriater trained members of the clinical team working with the eligible provider may provide this service.

Borson, S., et al. (2017). "Innovation in care for individuals with cognitive impairment: Can reimbursement policy spread best practices?"

Alzheimers Dement 13(10): 1168-1173 & Alzheimer’s Association. (2017) Medicare's cognitive impairment assessment and care planning; https://
www.alz.org/professionals/health-systems-clinicians/care-planning ; https://www.cms.gov/files/document/cognitive-assessment-care-plan-services-

cpt-code-99483.pdf

4 . . . . . .
Schultz, S. K., et al. (2020). "Quality Improvement in Dementia Care: Dementia Management Quality Measurement Set 2018 Implementation
Update.” Am J Psychiatry 177(2): 175-181.
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