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Abstract

Black and Latinx Americans are disproportionately at greater risk for having Alzheimer’s disease
and related dementias (ADRD) than White Americans. Such differences in risk for ADRD are
arguably explained through health disparities, social inequities, and historical policies. Structural
racism and discrimination (SRD), defined as “macro-level conditions that limit opportunities,
resources, and well-being of less privileged groups,” have been linked with common comorbidities
of ADRD, including hypertension, obesity, diabetes, depression. Given the historical impact of
SRD—including discriminatory housing policies resulting in racial residential segregation that

has been shown to limit access to education, employment, and healthcare—BIlack and Latinx
populations with ADRD are directly or indirectly negatively affected by SRD in terms of access,
quality and cost for healthcare. Emerging studies have brought to light the value of structural-level
hospital and public health collaboration on care coordination for improving healthcare quality and
access, and thus could serve as a macro-level mechanism for addressing disparities for minoritized
racial and ethnic populations with ADRD. This paper presents a conceptual framework delineating
how care coordination can successfully be achieved through health information technology (HIT)
systems and ultimately address SRD. To address health inequities, it is therefore critical that
policy initiatives invest in HIT capacities and infrastructures to promote care coordination,
identify patient needs and preferences, and promote engagement of patients with ADRD and

their caregivers.
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INTRODUCTION

Black and Latinx Americans over 65 years of age have the highest prevalence of
Alzheimer’s disease and related dementias (ADRD), with estimates predicting there will
be 3.2 million Latinx and 2.2 million Black or African Americans with ADRD by 2060.1
Structural racism and discrimination (SRD), defined as “macro-level conditions that limit
opportunities, resources, and well-being of less privileged groups,”2 have been linked

with common comorbidities of ADRD including hypertension,3 heart diseases,* cognitive
impairment,® and diabetes.® The historical impact of SRD (i.e., housing policies that
resulted in racial residential segregation which has been shown to limit access to education,
employment, and healthcare):8 has created structural barriers in the healthcare delivery
system among Black and Latinx populations. These structural barriers are likely to have
directly or indirectly affected access, quality and cost of healthcare among older Black

and Latinx populations with ADRD.® However, most of the ADRD literature on improving
healthcare access and equity focuses on individual-level factors, while evidence at structural-
level factors is lacking.

Chen and colleagues developed the Hospital and Public Health InterdisciPlinarY (HAPPY)
framework10 and the patient-centered multi-level personalized patient activation and
empowerment framework,”1! which emphasizes the importance of building community
capacity to provide healthcare and social services. Evidence shows that cross-sector
collaborations between hospitals and public health entities can improve healthcare quality
and reduce disparities'112 for minoritized racial and ethnic populations with ADRD

and risk factors.13 Care coordination, specifically, the deliberate organization of patient
care and sharing of information across those involved in promoting quality healthcare,

can successfully be achieved by leveraging HIT to support efficient data sharing with
organizations outside of the healthcare system (e.g., public health, social services) and
bidirectional patient-provider communication.1* Health systems have shown innovation

in adopting HIT tools to improve efficiency and quality of healthcare delivery. For
example, the Veterans Health Administration has used thousands of HIT applications for
their veteran population.1® Such efforts were made possible through engagement with
stakeholders in the development of digital applications to ensure user-friendly, affordable,
accessible, and convenient applications; this can help facilitate adoption and overcome
barriers among certain populations. A recent study also demonstrated the effectiveness of
telehealth-supported collaborative models (i.e., the telepsychiatry collaborative care model
and telepsychiatry/telepsychology—enhanced referral model) in improving perceived patient
care access and engagement and health outcomes for patients with complex psychiatric
disorders.16
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In this article, we present a framework based on the HAPPY model that promotes
System-level Multidisciplinary Integration for populLation health and Equity (SMILE)
and explicitly includes HIT (i.e., HAPPY+HIT model). HIT is defined as “the electronic
health systems used by healthcare systems, providers, and increasingly by patients to store,
share, and analyze health information.”1” HIT is increasingly being used to support care
coordination, by leveraging electronic health records (EHRS) to enable both providers

and patients to ensure effective transitions of care, especially follow-up care post-ED
visits.1819 HIT has been used to advance patient engagement functionalities by leveraging
personal health records from patient portals to actively involve patients and caregivers

in managing their healthcare.20 Hospitals that report higher rates of adoption of patient
engagement functionalities have been found to have lower readmission rates and higher
patient satisfaction rates.2! Despite its promise, however, there is a dearth of knowledge
on structural-level HIT adoption that includes community-level HIT infrastructure, hospital-
level HIT adoptions, cross-sectional HIT collaborations, and systemic-level efforts,
including policies and laws to promote community investment and HIT adoptions. Our
framework presents SRD in ADRD care, then focuses on structural-level HIT adoption
and delineates the mechanisms through which HIT adoption can be used to reduce SRD
for patients with ADRD and their caregivers. We also discuss the challenges in utilizing
HIT and call for future studies and policy initiatives that invest in HIT infrastructure for
healthcare providers and patients that could support better patient care coordination and
patient-provider engagement.

FRAMEWORK OF STRUCTURAL RACISM AND DISCRIMINATION IN ADRD

We adapted and expanded the HAPPY framework—which focuses on using local health
departments as a health system partner to expand healthcare access and coordinate care for
enabling services—to explicitly include HIT and incorporate tenets of the World Health
Organization Social Determinants of Health Framework (2010).22 Figure 1 presents a theory
of change model that describes how HAPPY + HIT can contribute to the Quadruple Aim of
improving healthcare access, quality, reducing cost, and improving health equity.

We hypothesize that enhanced HIT infrastructures that promote care coordination and
patient engagement (i.e., EHRs and patient portals) are critical for improving healthcare
quality for minoritized racial and ethnic populations with ADRD and ADRD risk factors.
The rationale is that a care coordination model supported by HIT can potentially address:
1) institutionalized racism by improving equitable societal access,® 2) social determinants
of health (SDOH)22 by improving community healthcare capacity, and 3) system-level
barriers in healthcare delivery system by having more coordinated and quality healthcare
resources.13 Improving the HIT infrastructure can potentially address longstanding systemic
barriers to patient access and engagement, user bias, and discrimination, which have
implications for the quality of healthcare delivery. Improved HIT-supported services can
improve care coordination for patients with ADRD by increasing patient engagement, and
identify patient needs (e.g., social support services) and preferences.
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ELEMENTS OF THE HAPPY+HIT MODEL

Structural Racism and Discrimination: Societal and Community Levels

SRD is the interaction of macro-level systems and institutions, including housing, education,
employment, healthcare, and other systems, that produce and reinforce inequities among
minoritized racial and ethnic populations.23 Seminal works suggest that racism can

directly and indirectly impact quality of life for minoritized racial and ethnic groups

and also influence sociocultural factors, including the quality of education, ability to

receive affordable healthcare, and determination of where individuals live.24-27 Camara
Jones’ theoretical framework categorizes three levels of racism: institutionalized, personally
mediated, and internalized racism.2> Jones defines institutionalized racism as “the
differential access to the goods, services, and opportunities of society by race,” and argues
that SRD can manifest as differential access to quality healthcare. Similarly, according

to Nancy Krieger, SRD pathways include “economic and social deprivation,” “inadequate
medical care,” and “ecosystem degradation and alienation from the land.”28 Institutionalized
racism in U.S. housing policies produced racial/ethnic residential segregation, which has
resulted in differential healthcare quality by neighborhoods, with neighborhoods with higher
concentrations of minoritized racial and ethnic populations experiencing lower quality
healthcare compared to predominately White neighborhoods.”

Structural Racism and Discrimination: Intermediary Determinants

Provider and institutional bias within the healthcare system has been shown to contribute to
disparities in patient care and health outcomes.28 The 2021 Alzheimer’s Disease Facts and
Figures reported that “...the ability to obtain a diagnosis, manage the disease, and access
care and support services for dementia vary widely depending on race, ethnicity, geography
and socioeconomic status.”2% Black/African American patients are two times more likely

to have dementia underdiagnosed than Latinx and White patients, which results in delayed
care and lower quality of care for Black/African American patients with ADRD.30 In
addition, minoritized racial and ethnic populations often have more challenges in accessing
and receiving high quality dementia care and support services.2® Minoritized racial and
ethnic populations with ADRD are at especially high risk for receiving uncoordinated and
low-quality care, with higher rates of hospitalizations particularly among Black and Latinx
populations.3 They also experience ADRD diagnoses at later stages, delays in timely
primary care with higher levels of impairment at time of referral to ADRD services,32

as well as have lower rates of prescriptions for antidementia medications.33 Although
minoritized racial and ethnic populations have disproportionately higher rates of physical
inactivity, smoking, and chronic conditions (all of which are risk factors for ADRD),34 these
outcomes and behaviors are driven by SDOH factors (e.g., income, education, environmental
conditions) that make it difficult to adopt behaviors to mitigate these risk factors.3®

HIT Supported System-level Multidisciplinary Integration for population health and Equity
(SMILE)

The National Plan to Address Alzheimer’s Disease 2020 noted that public health and health
system integration is critical for addressing SDOH and promoting culturally appropriate
population assessment, prevention, and treatment of ADRD, as well as risk factors for
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ADRD.36 Community-based care coordination interventions have been shown to improve
quality of care and quality of life for patients with ADRD. Also, patients with ADRD
enrolled in care coordination programs have been found to have greater quality of life, less
neuropsychiatric symptoms, and less unmet safety and advanced care needs than those not
enrolled in care coordination programs.37-38

HIT and care coordination—The 2020 National Health IT Priorities for Research
report by the National Coordinator for Health Information Technology,3° has notably
acknowledged how HIT can ensure better access for healthcare providers to access health
information and improve care coordination. HIT-supported care coordination can play

an essential role in managing care for patients with ADRD at home through referrals

to community-based social supports services such as home care agencies for additional
in-home supports. Access and utilization of patient portals, for example, can support
these patients in monitoring their care and keeping in touch with their healthcare team

by messaging through patient portals. The information exchange functionalities of HIT
systems are critical to the digitalization of healthcare as it relates to interoperability,

data management and integration, building predictive tools, surveillance systems, artificial
intelligence, and post-discharge remote patient monitoring.40

HIT and Data Integration—Multifaceted and patient specific considerations in the
treatment and management of coexisting ADRD chronic conditions are necessary. A
well-designed HIT infrastructure can facilitate the information exchange among a multi-
disciplinary team of providers (e.g., primary care and hospitals) and advance care
coordination for people with complex health needs by leveraging EHRs, participating

in health information exchanges, overcoming interoperability barriers, and querying
information among healthcare providers and across sectors.

Remote patient monitoring following hospital discharge,*! data sharing between hospitals
and outpatient providers through portals, integrating data into the EHR,*2 and automatic
notifications regarding care transitions*3 are some of the strategies that can support

care coordination and facilitate chronic disease management.4 For example, automatic
notifications of ED visits and inpatient admissions and discharges to primary care providers
encourage timely follow-up and have been found to decrease the risk of readmissions among
Medicare fee-for-service beneficiaries.*®

Implementing data integration and sharing between institutions to improve care coordination
across sectors has the potential to break down longstanding silos and bridge the gap between
healthcare providers, community-based organizations, social service agencies, and the public
health sector. HIEs allow for the dissemination of ED and hospital records to community-
based providers and aim to minimize communication failures that frequently occur during
the care transition process.64’ For home- and community-based services (HCBS), EHRs
may support the standardization of HCBS eligibility assessments and even data retrieval.
Challenges with data integration include clear communication, staffing, employee skill sets,
resources, standardization of policies and system capabilities, which demonstrate the siloed
operations of healthcare and social services 4849
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HIT and Data Collection of Social Determinants of Health—Incorporating the
collection and use of SDOH data has been highlighted as a strategy to address racial
disparities in healthcare delivery.%0 Although there is no standardization for SDOH
measures, some health systems have begun using these measures and data to improve quality
initiatives. The Boston Medical Center tested the feasibility of using a SDOH screening and
referral program in their internal medicine clinics and linked SDOH measures to ICD-10
codes in the EHR to help track and monitor patients needing referrals to social supports.®!
There have also been recommendations to integrate community-level data into EHRS to
expand the reach of initiatives mitigating health inequities by addressing community-wide
social needs.>2

Health systems that are considering using SDOH measures should use caution to ensure that
measures used are applied through a health equity lens. Use of EHRs can result in bias,
which can stem from the structural design of the data that is compiled. These data can be
impacted by implicit biases of healthcare providers’ documentation in these records, which
informs clinical decision-making, thus contributing to system-level discrimination within
healthcare.3 Stigmatizing language in EHRs documentation has the potential to cause harm
by reinforcing racial bias in healthcare.® Still, innovative use of EHRs can support care
coordination efforts and information sharing between care providers and organizations,
which improves the quality of care and access to additional social supports, which is critical
for patients with ADRD.

HIT and Patient-Centered Care—HIT has been used to advance patient engagement
functionalities.20 This includes effective design of patient portals, which can allow
patients to view their medical records, schedule appointments, and communicate with their
providers through a platform that can be accessed from multiple devices (i.e., computer

or smartphone) with a user-friendly navigation.5® Patient portals have been found to
improve adherence to medications, reduce medical errors, and improve patient-provider
communication.®® Using alternative devices such as mobile phones have the potential to
serve as a temporary solution®’ in mitigating barriers to broadband and improve utilization
of HIT patient engagement functionalities.

Emerging studies acknowledge HIT’s potential to improve access to patient-centered care
for patients with ADRD (and caregivers), especially for those who experience healthcare
disparities. Patient portals that are designed to be patient-centered can engage and
empower patients and caregivers. As such, we are more likely to observe personalized and
efficient care management and treatment plans for patients with ADRD under an effective
HIT-facilitated information exchange platform. Integrated data platforms with individual,
caregiver, and healthcare provider measures on clinic, healthcare services, social services,
and life-course disease development and progression data can improve healthcare delivery
and outcomes, particularly for minoritized racial/ethnic patients with ADRD.
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THE ROLE OF POLICIES TO ADDRESS THE SRD IN ADRD

Since the Health Information Technology for Economic and Clinical Health (HITECH) Act
of 2010 HIT capacity within health systems have increased.58 Still, many patient populations
have been excluded from the benefit of engaging with HIT tools to support their health.

Innovative and Reimbursement Models

Healthcare delivery models that use team-based approaches and financial incentives can be
designed to promote community collaboration and expand community-HIT capacity.5%-61
For example, the Health Outcomes, Planning, and Education for Alzheimer’s (HOPE) Act
supports healthcare providers’ ability to bill and be reimbursed for care management of
ADRD, using the new Current Procedural Terminology (CPT) codes.®2 Innovative models,
such as accountable care organizations (ACOSs) purport to improve care coordination both
through tailored healthcare design and incorporation of SDOH. Specifically, ACOs provide
financial incentives to providers (e.g., using CPT codes to reimburse for dementia care
management activities) to promote care coordination across care settings.53 ACOs are
positioned to ensure comprehensive needs assessments are provided to adults with complex
health needs to determine what patients need to safely remain in the community and ensure
they receive nonmedical care such as Meals on Wheels and adult day care.

Broadband Accessibility

Barriers in home broadband access, especially among underserved patients remains
challenging.84 Evidence has shown that access to home-based broadband has followed
historical racial residential segregation patterns within metropolitan areas, with areas with
high concentrations of minoritized racial/ethnic populations being less likely to have in
home broadband. Broadband inaccessibility has been characterized as a SDOH, as it restricts
patient access to healthcare resources including health information and digital-based health
services and their medical data.> The COVID-19 pandemic has exacerbated these barriers.
As HIT patient engagement functionalities become more sophisticated, having access to
broadband at higher speeds will be imperative.

Workforce Training and Engagement

Effective coordination requires a team of numerous healthcare providers across an array

of trained medical staff (e.g., primary care providers, case managers, or social workers)

who can understand and address these complex issues of ADRD. Ensuring the healthcare
workforce is effectively trained and competent in HIT is an essential component in
successfully utilizing HIT to support care coordination.5¢ For example, Community health
workers (CHWSs) play an important role in building connections between healthcare systems
and the community by serving as liaisons between healthcare settings and communities.%”
CHWSs, who are uniquely positioned to increase the availability of culturally competent care,
would benefit from healthcare organizational efforts to incorporate strategies for using HIT
tools.
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THE ERA FOR HIT-INTEGRATED CARE COORDINATION

The COVID-19 pandemic has advanced the way the healthcare industry utilizes HIT.
Evidence has suggested that HIT is a useful tool to expand healthcare access by utilizing
remote providers, streamlining treatment, and easing burnout among frontline healthcare
providers.58 Further, HIT has been recognized as a feasible alternative for readily assessing
and diagnosing ADRD, allowing for earlier interventions, easier follow-up care and

easier management of ADRD. Use of HIT for care coordination, especially among older
populations with chronic conditions, present its own set of challenges that must be
considered. Older adults are generally less comfortable navigating through technology,
may lack access to internet, or may be dealing with limitations that affect their ability to
utilize technology.®® Thus, more research on the unique challenges for patients with ADRD
effectively utilizing HIT, especially among minoritized populations with ADRD is critical
for addressing health inequities.
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Highlights
What is the primary question addressed by this study?

This paper presents a conceptual framework delineating how care
coordination can successfully be achieved through health information
technology (HIT) systems and hence reduce structural racism and
discrimination (SRD) for ADRD patients and their caregivers.

What is the main finding of this study?

Based on the literature review, we hypothesize that enhanced HIT
infrastructures that promote care coordination and patient engagement are
critical to improving healthcare quality for racial and ethnic minority groups
with ADRD. The rationale is that HIT supported care coordination model
can potentially address: (1) institutionalized racism by improving equitable
societal access, (2) structural barriers in healthcare delivery system by having
more coordinated and quality healthcare resources, and (3) structural and
social determinants of health by improving community healthcare capacity.

What is the meaning of the finding?

Improved HIT-supported services can improve care coordination for ADRD
patients, identify patient needs and preferences, and thus understand health
disparities for ADRD patients.
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FIGURE 1.

Framework of structural racism and discrimination in ADRD: Hospital and Public Health
InterdisciPlinarY Research (HAPPY) + Health Information Technology.
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