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ABSTRACT

Background: Alzheimer’s disease and related dementias (ADRD) are chronically underdiagnosed in the U.S.,
particularly among minoritized racial and ethnic groups. Primary care providers are at the forefront of diagnosis
given the increasing prevalence of cases and shortage of dementia specialists. Advances in policy, detection, and
treatment in the past decade necessitate an updated review of the current state of determinants of ADRD diagnosis
in U.S. primary care settings.

Methods: Following Joanna Briggs Institute guidelines, we conducted a scoping literature review on ADRD diag-
nosis among older adults in U.S. primary care settings. Studies published in English from January 2010 to January
2024 were retrieved from PubMed, PsycINFO, and CINAHL. We extracted primary data on study characteristics
and synthesized key findings according to facilitators, barriers, and rates of diagnosis in primary care.

Results: Of 563 articles retrieved, 12 met eligibility criteria. Three studies reported rates of diagnosis, and all but
one reported facilitators and/or barriers to diagnosis. ADRD remains underdiagnosed in primary care settings,
especially in the earliest symptomatic stage (i.e., mild cognitive impairment). Multi-level barriers and facilita-
tors were identified including individual beliefs about ADRD (e.g., value of early diagnosis), interpersonal rela-
tionships between patients and their family members and providers (e.g., importance of an established clinical
relationship), and healthcare system limitations (e.g., insufficient resources and training).

Conclusion: Despite national policy efforts to improve timely diagnosis of ADRD, underdiagnosis remains a clinical
and public health challenge. Increased attention to social and community contexts will be important for future
research and intervention.

1. Background

tions to improve or maintain cognitive function, and treating reversible
causes of cognitive impairment [2].

Alzheimer’s disease and related dementias (ADRD) are the sixth lead-
ing cause of death in the United States [1]. They are among the most
expensive and burdensome conditions, costing the healthcare system
over $350 billion annually and demanding care from 11 million unpaid
caregivers [2]. More than 6.5 million Americans are currently living
with ADRD, and the prevalence is projected to double by 2060 with the
growing older adult population [2]. Early (or timely) diagnosis of cogni-
tive decline due to ADRD, before progression to dementia, may help im-
prove quality of life and care planning for patients and families. Benefits
of early diagnosis include access to new treatments and clinical trials,
referral to education and social support programs, and advance plan-
ning that involves the patient in financial, legal, and medical decision-
making [2-4]. Diagnosis can also guide clinical decision-making, such
as avoiding treatments that may worsen cognition, initiating interven-
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Timely and accurate diagnosis of ADRD is a high priority of the U.S.
National Alzheimer’s Project Act (NAPA) (P.L. 111-375), signed into
law in 2011 [5]. Research suggests less than half of people with ADRD
have been formally diagnosed by a clinician, and delays in diagnosis are
more common among Black, Hispanic, and Asian older adults compared
to non-Hispanic White older adults [4,6,7]. Previous systematic reviews
have identified multiple barriers to ADRD diagnosis at the patient, clin-
ician, and healthcare system levels [8-13]. Studies suggest major con-
tributors to underdiagnosis include stigma and attitudes about ADRD,
challenges in patient - clinician communication, educational deficits,
and system resources constraints [9]. Additionally, limited availability
of dementia specialists [14] and unclear guidelines on cognitive screen-
ing and assessment [15] present challenges to ADRD diagnosis in the
U.S., particularly in primary care settings.
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With the increasing prevalence of ADRD and shortage of specialists
to diagnose and manage these conditions, experts suggest that cognitive
assessment in primary care is a critical first step to early detection [16].
Establishing a cognitive baseline in primary care can assist providers
in early detection of cognitive changes that merit further evaluation
[16]. In alignment, the Centers for Medicare and Medicaid (CMS) re-
quire detection of cognitive impairment in beneficiaries ages 65 and
older via routine brief cognitive assessment at Medicare Annual Well-
ness Visits (AWV). Despite policy efforts to improve timely diagnosis
of ADRD in primary care, recent national surveys report that less than
20% of older adults receive regular cognitive assessments during health
check-ups [17,18]. Advances in national policy and detection and treat-
ment of ADRD over the past decade necessitate an updated review of
the current state of the determinants of ADRD diagnosis in U.S. primary
care settings.

1.1. Purpose

The primary goal of this scoping review is to assess the extent of
the literature in the past decade addressing the question: What factors
contribute to underdiagnosis of ADRD in U.S. primary care settings?
Specifically, this review aims to: (1) identify rates of diagnosis of cogni-
tive impairment or dementia due to ADRD in primary care in the past
decade since recent national policy efforts to promote diagnosis (i.e.,
NAPA; Medicare AWV); (2) identify research studies that have exam-
ined barriers or facilitators of ADRD diagnosis in primary care settings;
and (3) compare and contrast the outcomes of these studies to identify
needs for future research and interventions to improve early diagnosis
of ADRD. Facilitators and barriers were interpreted based on the so-
cial ecological framework, which posits that multiple levels of factors —
including individual beliefs and characteristics, interpersonal relation-
ships, institutional structures, and community environments — influence
health outcomes [19].

2. Methods

This scoping review followed the Joanna Briggs Institute (JBI) guide-
line for scoping research and was reported according to the Preferred
Reporting Items for Systematic Reviews and Meta-Analyses extension
for Scoping Reviews (PRISMA-ScR) guidelines (Fig. 1) [20]. The JBI
methodology provides up-to-date guidance on the conduct of scoping
reviews that is aligned with the current state of knowledge and report-
ing standards in evidence synthesis [21].

2.1. Search strategy

A literature search of PubMed, PsycINFO, and CINAHL was con-
ducted in February 2024 to identify studies published from January
2010 to January 2024, given the timing of implementation of NAPA and
Medicare AWV. A library informationist at the University of Michigan
Taubman Health Sciences Library assisted in developing comprehensive
search terms for four key concepts: (1) Alzheimer’s disease and related
dementias, (2) detection or diagnosis, (3) determinants, and (4) primary
care. Searches combined these four key concepts using the Boolean op-
erator “AND”, and terms within concepts using the Boolean operator
“OR”. Detailed search strategies are available in the supplementary pro-
tocol.

2.2. Eligibility criteria

2.2.1. Inclusion criteria

The population of focus was U.S. adults ages 65 years and older,
family members or care partners of older adults with ADRD, and primary
care providers who serve older adult patients. The outcomes of interest
were (a) prevalence or incidence rates of ADRD diagnosis in primary
care settings, or (b) factors that contribute to ADRD diagnosis in primary
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care settings. Studies were included if they examined at least one of these
outcome categories using qualitative, quantitative, or mixed methods.
Given the focus on national policies and health services, only studies
conducted in U.S. regions were included. Studies had to be published in
English language in peer-reviewed journals.

2.2.2. Exclusion criteria

Studies were excluded from the review if the population of focus
was adults under the age of 65 years or genetically inherited causes of
dementia (e.g., Huntington’s disease, autosomal dominant Alzheimer’s
disease). Outcomes focused on diagnosis outside of primary care set-
tings (e.g., specialty clinics, inpatient settings), evaluation of ADRD di-
agnostic tools (e.g., cognitive tests, biomarkers), or ADRD prevalence
and incidence estimates were excluded. Since the aim of the scoping
review was to examine the state of ADRD diagnosis in primary care,
quality improvement and intervention studies were excluded. Addition-
ally, systematic or scoping reviews and grey literature including reports,
guidelines, and recommendations were excluded from the analysis.

2.3. Data extraction and analysis

All studies retrieved from the search were imported and managed
in Covidence systematic review software (Veritas Health Innovation,
Melbourne Australia, available at www.covidence.org). Covidence is a
web-based collaboration software platform that streamlines the produc-
tion of systematic and other literature reviews. Duplicates were removed
by Covidence. A single reviewer (CGC) screened all titles/abstracts and
full-text manuscripts to determine if studies met eligibility criteria and
examined the reference lists of included articles for additional studies
that may have been missed in the original search. A data extraction tem-
plate was developed to extract information on the following study char-
acteristics: author(s) and year published, the primary objective(s) of the
study, the methodology (i.e., qualitative, quantitative, mixed) and de-
sign, the setting (i.e., U.S. region, clinic, database) the population (i.e.,
older adults 65+, care partners, providers), sample characteristics (i.e.,
average age, sex, race and ethnicity, clinical training), and main findings
(i.e., facilitators, barriers, or rates of diagnosis).

Results were grouped into three broad categories related to the pri-
mary objectives of this review: (1) rates of diagnosis of ADRD in pri-
mary care; (2) facilitators of diagnosis of ADRD in primary care; and (3)
barriers to diagnosis of ADRD in primary care. Results related to facili-
tators and barriers were further organized based on the social ecological
framework [19] to help synthesize and interpret multi-level factors that
may interact across patient, care partner, and provider populations to
influence underdiagnosis of ADRD in primary care.

3. Results
3.1. Search results

A total of 563 articles were retrieved in the initial search and 166 du-
plicates were removed by Covidence (Fig. 1). After screening 397 titles
and abstracts, an additional 309 articles were excluded. A full-text re-
view was conducted on the remaining 88 articles, and 76 were excluded.
The main reasons for exclusion were studies conducted in countries out-
side of the U.S. (N = 44), ineligible design or outcomes including evalu-
ation of diagnostic tools, quality improvement, interventions, or system-
atic reviews (N = 16), ineligible population or setting including patient
population under age 65 and specialty clinic settings (N = 8), and grey
literature including reports, recommendations or guidelines (N = 8). A
remaining 12 studies were included in this scoping review. Table 1 pro-
vides a detailed summary of the studies, organized by methodology.

3.2. Study characteristics

The 12 studies were published from 2016 to 2024. All but one study
[22] reported factors that contribute to ADRD diagnosis in primary care,
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Table 1

Characteristics of 12 studies that met scoping review criteria, organized by method.

Author, Year

Primary Objective(s)

Method, Design

Population, Setting

Sample Characteristics

Key Findings: Facilitators, Barriers, or Rates of Detection

Sideman et al., 2023

Nogueras et al., 2016

Blinka et al., 2023

To describe providers’

perspectives on their role

in dementia diagnosis
and care

To learn about the
experiences of adult
children of elderly
parents who were
ultimately diagnosed
with dementia

To identify factors that
delay or facilitate
dementia diagnoses in
racial or ethnic
minoritized people living
with dementia, and elicit
care partner perspectives
on timing and effects of
diagnosis

Qualitative, interview

Qualitative,
telephone-based
interview

Qualitative,
semi-structured
interview

Providers; California
safety net primary care
clinics

Care partners; U.S. rural
and urban settings

Older adults and care
partners; greater
Maryland region

N = 39 Providers
64% Female
41% Asian

36% White

8% Black

8% Hispanic
77% MD

15% NP

8% DO

N = 12 Care partners
83% Female
All adult children

N =18 Dyads
Patients:

Ave. age 83 years
72% Female

Care partners:

Ave. age 61.6 years
83% Female

N =1 White
N =11 Black
N = 4 Asian

N = 3 Hispanic
N = 2 Other

Facilitators
« Providers view themselves as first point of contact for
detection and believe they’re uniquely positioned to
provide dementia care because of trusting relationships
with patients
Barriers
« Providers feel they need confirmation from specialists
» Most reported minimal training in dementia; concerned
about additional time needed for training
« Disparity between what providers wanted to do and their
ability to fulfill this role due to healthcare system
challenges

Barriers

« Difficulty convincing providers to evaluate changes in
parent memory/behavior
Told by providers that changes were normal part of aging,
nothing to worry about
Attributed changes in parent’s behavior to grief or normal
function of aging
Parents’ spouse/partner sometimes covered up their
symptoms for many years

.

Facilitators
« Most care partners sought provider input, valued
longstanding relationships, and found provider supportive
in diagnostic process
« Many care partners felt dementia screening should be
routine

Barriers

« Lack of knowledge of dementia and normalization of
"senility"
Difficulty recognizing early symptoms versus normal aging
Secrecy, stigma, respect for elders kept some families from
labeling dementia
Cognitive testing not culturally sensitive
Diagnoses were family-initiated, with concerns raised by
family and not by clinicians or health system

(continued on next page)
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Table 1 (continued)

Author, Year

Primary Objective(s)

Method, Design

Population, Setting

Sample Characteristics

Key Findings: Facilitators, Barriers, or Rates of Detection

Bandini et al., 2022

Perales-Puchalt et al.,
2023

Abe et al., 2021

To understand the
acceptability of screening
for cognitive impairment
in primary care among
patients, family
caregivers, and providers

To explore the
preferences of providers
for dementia care
training programs

To understand the
approach and challenges
of primary care
physicians for diagnosing
dementia in Japan versus
U.S. healthcare systems

Qualitative, focus group
and semi-structured
interview

Qualitative, interview

Qualitative,
semi-structured
interview

Older adults, care
partners and providers;
University of Pittsburgh
Medical Center and other
U.S. primary care clinics

Providers, U.S. primary
care clinics

Providers, Michigan
rural and urban primary
care clinics

N = 18 Patients
Ave. age 68.3 (3.2)
N =5 Care partners
Ave. age 54 (10.4)
Patient/care partners:
65% Female

73% White

14% Black

9% Asian

N =11 Providers
36% Female

64% White

27% Asian

9% Other

82% MD

18% NP

N = 23 Providers
56% Female
43.5% White
43.5% Latino
9% Black

4% Asian

65% MD

30% NP

4% PA

N = 24 Providers
58% Female
All MD

Facilitators
+ Most patients would be comfortable with provider asking
them about memory or completing self-assessment
« Patients and family felt that early detection was important
in primary care, may facilitate planning for the future

Barriers

« Most patients reported never formally having cognitive
screening by provider; variability in how they are asked
about memory

Providers report not routinely screening outside of
Medicare Annual Wellness Visits; absence of standardized
screening methods and concern about time to administer
Providers noted issues around routine screening in absence
of effective pharmacologic treatments

Providers noted difficulty screening patients limited
English proficiency or low educational attainment

.

Barriers

« Providers described work burden, low awareness of
resources, lack of a care plans to serve patients and their
families, and social determinants of health (i.e., healthcare
coverage, language, cultural proficiency) as barriers to
dementia care
Providers want training/materials to promote early
detection and build cultural competence, including tools
for early detection and education about available tests to
improve diagnosis

Facilitators

« Provider diagnosis more likely in patients with advanced
age, apparent cognitive symptoms, and access to family
who can provide patient history
Established relationship with the patient to recognize
when changes occur
Providers see value in ensuring safety and well-being of
patients and community, gaining access to additional care
resources, and family planning for future
Dementia screening requirement at Medicare Annual
Wellness Visits and systematic prompting support
diagnosis

Barriers

« Providers note challenges in diagnosing patients in early
stage, younger age, living alone, lacking access to family
member to discuss patient
Clinic settings without access to specialists, imaging tests
Rural areas with long distance and waiting times for
appointments with specialists

Providers note no clear effect of dementia medications,
limited value in specifying the type of dementia, hesitancy
to label the patient given social stigma

(continued on next page)
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Table 1 (continued)

Author, Year

Primary Objective(s)

Method, Design

Population, Setting

Sample Characteristics

Key Findings: Facilitators, Barriers, or Rates of Detection

Wiese et al., 2021

Aufill et al., 2019

Bernstein et al., 2019

To examine rural
stakeholder attitudes
toward routine memory
screening

To assess whether having
a diagnosis, ratings of
cognition by clinicians,
or ratings of cognition by
family were associated
with discussion of
memory during primary
care visits.

To quantify perspectives
and behaviors of primary
care providers and
neurologists with respect
to evaluation and
management of
neurocognitive disorders

Mixed-methods,
semi-structured
interview and
cross-sectional surveys

Quantitative,
cross-sectional design

Quantitative,
cross-sectional survey

Older adults, care
partners, and providers;
West Virginia
community health
centers

Older adults, care
partners and providers;
Baltimore primary care
clinics

Providers, U.S. database

N = 22 Stakeholders
Ave. age 64 (12.1)
73% Female

95% White

5% Black

N = 14 Providers

N =93 Dyads
Patients:Ave. age 79.9
(7.6)

52% Female

42% Hispanic/non-White
Care partners:Ave. age
62.3 (12.2)

75% Female

N = 150 Providers
67% Primary care 33%
Neurology

Facilitators
» Most stakeholders would want to know if higher risk for
AD
« All would want to know if they had memory problems,
wanted annual memory screening, and agreed earlier
diagnosis would facilitate advance care planning

Barriers
« Most stakeholders expressed concern that family would
suffer financially if diagnosed, worried about losing health
insurance
« Most would not be motivated to have healthier lifestyle
« Half thought doctor would not be able to provide adequate
care

Facilitators
» Each unit increase in provider-rated severity of patient
cognitive impairment was associated with more
memory-related discussion

Barriers

« Family ratings of patient cognitive impairment were not
associated with memory-related discussions

Rates
* N =43/93 (46%) were undiagnosed
+ N =26/93 (28%) diagnosed with mild cognitive
impairment
* N =24/93 (26%) diagnosed with dementia

Facilitators

 Primary care providers reported similar levels of
confidence in managing care to neurologists (46-64%)

« 55% of providers reported they (or staff) administer
standardized cognitive screening to over half patients with
cognitive concerns

« Most providers ordered labs to assess for reversible causes
of cognitive impairment (84%)

Barriers

« Few providers (21%) reported high confidence in ability to
recognize when a patient has a neurocognitive disorder;
fewer (13%) reported high confidence in providing a
specific diagnosis
Providers reported lack of confidence and ability to
implement and interpret cognitive testing and
neuroimaging results; a third found cognitive tests highly
useful

(continued on next page)
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Table 1 (continued)

Author, Year

Primary Objective(s)

Method, Design Population, Setting

Sample Characteristics

Key Findings: Facilitators, Barriers, or Rates of Detection

Arroyo-Miranda et al.,
2023

Perfect et al., 2023

Liu et al., 2024

To address primary care
physicians’ salient beliefs
that affect their intention
to diagnose ADRD early

To compare rates of
newly documented mild
cognitive impairment or
dementia in GeriPACT
and PACT settings

To estimate the
contemporary detection
rates of mild cognitive
impairment in the full
Medicare population for
U.S. primary care
clinicians/practices

Quantitative,
cross-sectional survey

Providers, Puerto Rico
College of Physicians
database

Quantitative, prospective
matched cohort design

Older adults, U.S.
Veterans Affairs Medical
Centers

Quantitative,
observational study

Providers, U.S. primary
care clinics

N =103 Providers
Ave. age 50.2 (13.6)
50% Female 63%
General medicine 14%
Family medicine 23%
Internal medicine

N = 470 Patients
N = 235 GeriPACT:
Ave. age 81 (6.7)
N = 235 PACT:
Ave. age 79.6 (6.9)
5% Female

85% White

12% Black

4% Other race 3%
Hispanic

N = 226,756 Providers
N = 54,597 Practices
25.5% Internal medicine
35.5% Family medicine
36% NP/PA

2.6% OBGYN

0.4% Geriatric medicine

Facilitators
« Providers’ subjective norms and perceived behavioral
control were positively associated with intention for early
diagnosis
« Number of years in practice and hours in dementia training
positively associated with percentage of patients diagnosed

Barriers

« Few providers (14%) were comfortable making a diagnosis
independently
Some providers (10%) believed referral to a specialist was
a medical requirement
Most providers (85%) were unaware of support programs
for patients with dementia

Facilitators
« Patients with low cognitive assessment score and married/
partnered were more likely to receive a diagnosis
« New diagnosis rates were higher in patients who received
GeriPACT compared with PACT care

Barriers
« Across both groups, a small percentage of patients with
low cognitive scores received a diagnosis of mild cognitive
impairment or dementia

Rates
* N =26/138 (19%) of patients with low cognitive
assessment score received a diagnosis during 24-month
study period: 21% in GeriPACT; 17% in PACT
« N =18/332 (5%) of patients with higher cognitive
assessment score received a diagnosis during 24-month
study period: 7.4% in GeriPact; 3.6% in PACT

Rates

« Among Medicare beneficiaries ages 65 and older, 8% of
expected cases of mild cognitive impairment were
diagnosed, on average

« Less than 1% of primary care clinicians and practices have
diagnosis rates within the expected range for mild
cognitive impairment
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Studies from databases
(n=563)

PubMed (n=274)
Psyclnfo (n=145)
CINAHL (n=144)

Identification
\4

References removed
before screening

Duplicate records identified
by Covidence (n=166)

Fig. 1. PRISMA flow diagram, identification of
studies via databases.

v

Studies screened
(n=397)

Studies excluded
(n=309)

|

Studies sought for retrieval >
(n=88)

Studies not retrieved

(n=0)

Screening

|

Studies assessed for
eligibility (n=88)

Studies included in review
(n=12)

Included

»| Studies excluded (n=76)

l Outside U.S. (n=44)
Ineligible study design (n=8)
Ineligible outcome (n=8)
Ineligible population (n=7)
Ineligible setting (n=1)
Grey literature (n=8)

and three studies reported rates of diagnosis of mild cognitive impair-
ment (MCI) or dementia in primary care settings [22-24]. One study
used parallel mixed methods [25], six studies used qualitative meth-
ods, and five used quantitative methods. All qualitative studies used
semi-structured interviews to examine perspectives of older adults with
ADRD and their care partners [26,27] or primary care providers [28-
311, and one study involved focus groups of older adults without ADRD
and care partners of patients with ADRD [29]. Of the quantitative stud-
ies, two were cross-sectional surveys of primary care providers’ per-
spectives [32,33], and three examined rates of diagnosis using cross-
sectional analysis [22,23] or a prospective cohort design [24]. While not
delineated in Table 1, four of the 12 studies applied theoretical frame-
works to their analysis including the National Institute on Aging Health
Disparities Framework [26], the Behavior Change Wheel [33], the The-
ory of Planned Behavior [32], and the Sociocultural Health Belief Model
[25].

Most studies included primary care providers (N = 8); four recruited
providers from regional clinics [23,28,31,32] and four involved national
samples [22,29,30,33]. All studies of primary care providers included
physicians, and four included nurse practitioners and/or physician assis-
tants [22,29-31]. Five studies included older adults (average age range
from 68 to 83 years) from regional primary care clinics [23,29], com-
munity settings [25,26], or U.S. VA Medical Centers [24]. Three of these
studies included older adults living with ADRD [23,24,26], and three in-
cluded older adults without cognitive impairment [24,25,29]. Five stud-
ies included care partners of people with ADRD [23,25-27,29], most of
whom were female with average age ranging from 54 to 62 years.

3.3. Synthesis of study results

3.3.1. Rates of diagnosis in primary care

Three of the 12 studies reported diagnostic rates of MCI or demen-
tia in primary care. Aufill and colleagues (2019) used a cross-sectional
design to examine interactions between 93 patient/care partner dyads
and their providers at Baltimore based primary care clinics. Nearly half
of participants with probable cognitive impairment, identified using the
Callahan six-item cognitive instrument [34], had no diagnosis in their
electronic health record (46%), 28% had a diagnosis of MCI, and 26%
had a diagnosis of dementia. Perfect and colleagues (2023) compared
MCI and dementia diagnostic rates among 470 U.S. Veterans receiving
care at geriatric-focused versus traditional primary care clinics across
57 VA medical centers. Among 138 patients with objective cognitive im-
pairment, evaluated in two-parts using the Callahan six-item cognitive
instrument and the modified Telephone Interview for Cognitive Status
(mTICS) [35], 19% received a clinician diagnosis during the 24-month
study period (21% in the geriatric-focused clinic; 17% in the traditional
clinic). In an observational study of the full Medicare population for U.S.
primary care providers (N = 226,756), Liu and colleagues (2024) esti-
mated that, on average, 8% of expected cases of MCI were diagnosed,
based on a predictive model using data from the Health and Retirement
Study [36], and that fewer than 1% of providers and practices have di-
agnosis rates within the expected range. Taken together, the results of
these studies indicate ADRD remains frequently underdiagnosed in pri-
mary care, particularly in the earliest stages (i.e., MCI) and even within
clinics focused on geriatric care.
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3.3.2. Facilitators of diagnosis in primary care

Individual Facilitators. Nine of the 12 studies reported factors that
may facilitate diagnosis of ADRD in primary care settings. At the indi-
vidual level, there is often a desire to know one’s risk for ADRD among
older adults and family members. Qualitative studies of older adults
and care partners suggest an interest in routinely (e.g., annually) being
asked about memory problems to learn if they are at increased risk for
ADRD [25,26,29]. Similarly, older adults, care partners, and providers
communicated the importance of early detection of cognitive decline
in primary care to facilitate advance care planning and access to care
and resources for patients and their family members [25,28,29]. A small
qualitative study of primary care providers found they view themselves
as uniquely positioned to diagnose and care for patients with ADRD as
the first and consistent point of contact [31].

Studies also report individual characteristics of older adults and
providers that may influence whether a diagnosis is made. Patient ad-
vanced age and cognitive severity, as perceived by the provider [28],
are associated with more discussion about memory functioning in clinic
[23] and higher likelihood of diagnosis [24]. One study examining pri-
mary care physician characteristics found that number of years in prac-
tice and hours of ADRD training were positively associated with per-
centage of patients diagnosed with ADRD [32]. Additionally, physicians’
perceived ability to diagnose and their normative beliefs about early de-
tection were positively associated with an intention to make an early
diagnosis of ADRD [32].

Interpersonal Facilitators. At the interpersonal level, two studies em-
phasized the importance of the patient, family member, and provider
relationship in the early detection of ADRD. A qualitative study that
focused on the diagnostic experiences of minoritized older adults with
ADRD and their care partners found most families sought medical in-
put from a primary care provider, valued their longstanding relation-
ship, and found the provider supportive in the diagnostic process [26].
Another qualitative study of primary care physicians indicated the im-
portance of (a) an established relationship with patients to be able to
recognize when cognitive changes occur, and (b) access to family mem-
bers who can provide compelling and accurate patient history [28].

Institutional Facilitators. Three studies reported on institutional level,
or healthcare system, factors that may support ADRD diagnosis. In one
qualitative study, primary care physicians reported that the cognitive
screening requirement in Medicare AWV prompted them to look out
for early signs of cognitive decline [28], and a larger survey of U.S.
providers found about half (55%) administer standardized cognitive
screening assessments to most patients with cognitive concerns [33].
Additionally, most primary care providers (84%) report ordering lab
panels (e.g., B12, thyroid stimulating hormone) to assess for reversible
causes of cognitive impairment, an important step in the diagnostic pro-
cess [33]. Lastly, while Perfect and colleagues found only moderately
higher diagnostic rates in geriatric-focused compared to traditional pri-
mary care clinics (Section 3.3.1), clinics specializing in collaborative
care for older adults merit further exploration [37].

3.3.3. Barriers to diagnosis in primary care

Individual Barriers. All but one study (Liu et al., 2024, which focused
on rates) reported barriers to ADRD diagnosis in primary care. At the
individual level, most studies focused on provider barriers, but one indi-
cated that older adults had financial concerns for themselves and their
families were they to be diagnosed with ADRD [25]. Two studies re-
ported care partners’ misconceptions about memory loss, including at-
tributing early symptoms to normal aging due to lack of knowledge of
ADRD [26,27]. Similarly, providers reported older adults who are in the
earliest stages of cognitive decline, younger patients, and those who live
alone can be the most challenging to detect ADRD [28].

Four studies reported factors at the provider level that may inhibit
ADRD diagnosis, including lack of confidence in the diagnostic pro-
cess, reliance on specialists, and uncertainty of how to support patients
and families post-diagnosis. In a cross-sectional survey of U.S. primary
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care providers, Bernstein and colleagues found few providers (20%) felt
highly confident in their ability to implement and interpret cognitive
testing, and less were confident in providing a specific diagnosis [33].
Similarly, qualitative studies reported that providers saw limited value
in specifying the cause of dementia [28] and felt they needed confir-
mation from a specialist [31,32]. Additionally, providers reported no
clear benefit of ADRD medications [28], and few were aware of support
programs for patients and families after diagnosis [30,32].

Interpersonal Barriers. Four studies reported interpersonal barriers to
ADRD diagnosis among patients, care partners, and providers. Quali-
tative interviews with adult child care partners found challenges with
inter-family dynamics, such as patients’ partners hiding symptoms from
other family members for several years [27]. Other studies reported
providers’ reliance on family members to initiate discussions about pa-
tients’ cognitive changes, including lack of access to family members as
a barrier to diagnosis for providers [26,28]. On the other hand, two stud-
ies indicated that when family members reported concerns about a pa-
tient’s memory, providers did not always follow up with memory-related
discussions [23] or evaluations [27]. In some cases, adult children said
they were told by providers that their parent’s memory changes were a
normal part of aging and nothing to worry about [27].

Institutional Barriers. Multiple barriers within the healthcare system
were identified across five studies, including lack of time and resources,
lack of standardization for ADRD diagnosis, and insufficient ADRD train-
ing for providers. Providers reported that short appointment times and
higher work burden inhibit detection and diagnosis [28,30,31], includ-
ing administration of cognitive screening [29]. Another concern re-
ported was financial expense of the diagnostic workup and lack of reim-
bursement and funding [28,31]. Four studies cited resource constraints
including lack of adequate staff [31], absence of care plans and treat-
ments to serve patients [29,30], and limited access to specialists and
diagnostic tools (e.g., neuroimaging, neuropsychological testing) [28].

One qualitative study involving interviews and focus groups with
older adults (N = 18), care partners (N = 5), and providers (N = 11)
reported challenges in standardization of cognitive assessment [29]. In
alignment, most providers reported not routinely screening for cogni-
tive decline outside of Medicare AWV, and most older adults reported
never being formally screened by a provider. Additionally, patients re-
ported variability in how they had been asked about their memory, and
providers noted absence of standardized screening methods, including
what tools to use, who should administer, and what types of patients to
screen. For example, a survey of U.S. primary care physicians found that,
among the half of physicians who routinely use standardized cognitive
screening tests in their practices, 53% administered testing themselves,
while 15% had a nurse and 17% had a physician assistant or other med-
ical staff administer screening [33].

Consistent with providers’ reported lack of confidence in ADRD di-
agnosis, providers report minimal ADRD training [31] and a need for
more training and materials on topics related to early detection [30].
Qualitative interviews with providers on their training preferences also
indicated a need for education on culturally competent tools to improve
early detection and diagnosis [30]. This is aligned with patient and care
partner reports that cognitive testing is not culturally sensitive [26] and
provider reports of challenges in screening patients with limited English
proficiency or low educational attainment [29].

Community Barriers. Community level barriers, including social and
environmental factors, may contribute to underdiagnosis of ADRD, par-
ticularly among racial and ethnic minority groups in the U.S. While few
studies focused on community level factors, Perales-Puchalt and col-
leagues (2023) reported that providers felt social determinants such as
healthcare coverage, language, and culture were barriers to ADRD di-
agnosis and care. Providers and care partners reported that concerns
about social stigma and respect for elders inhibited labeling of older
adults with ADRD [26,28], which may differ across cultures [38]. One
study reported rural area primary care clinics experience long distances
and waiting times for appointments with specialists, which may also
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be a barrier to early diagnosis of ADRD for patients who live in these
communities [28].

4. Discussion

This scoping review examined the state of research on the determi-
nants of ADRD diagnosis in U.S. primary care settings since implemen-
tation of national policy efforts to improve timely diagnosis. Recent ad-
vances in early detection and treatment of ADRD, including blood-based
biomarker testing [39] and FDA-approval of the first disease-modifying
drugs [40,41], necessitate understanding of current challenges faced by
older adults, family members, and providers navigating ADRD diagno-
sis and care. The search strategy and eligibility criteria for this review
aimed to capture the experiences of older adults, their family members,
and primary care providers in the U.S. in the past decade, which resulted
in 12 studies that used qualitative and quantitative approaches across
diverse settings and geographic regions.

Consistent with previous research on diagnostic rates of ADRD [9],
this review found that ADRD remains frequently underdiagnosed in U.S.
primary care, including geriatric-focused clinics [23,24]. Importantly,
the Medicare claims analysis by Liu and colleagues highlights the high
prevalence of missed diagnoses in the earliest symptomatic stage of
ADRD (i.e., MCI), a critical period for therapeutic intervention and ad-
vance care planning [22]. In October 2024, the NAPA Reauthorization
Act (P.L. 118-92) was signed into law with the aim to build on the
advances made since NAPA'’s establishment over a decade ago. In this
new era of ADRD research and care, prioritization of early diagnosis in
primary care will be essential to address chronic challenges of under-
diagnosis. In a 2020 review, the U.S. Preventative Services Task Force
(USPSTF) concluded there is insufficient evidence to recommend for or
against routine cognitive screening in older adults [15]. Other experts
argue routine assessment for cognitive impairment is an essential ele-
ment of good clinical practice [42]. Inconsistent guidelines necessitate
new screening policies to ensure all older adults and their families have
access to timely diagnosis, treatment, and support for ADRD.

While underdiagnosis is prevalent across racial and ethnic groups in
the U.S., numerous studies report disparities in ADRD diagnosis, includ-
ing higher rates of missed and delayed diagnosis among Black, Hispanic,
and Asian patients compared to non-Hispanic White patients [4,6,7].
Most studies in this review involved primarily non-Hispanic White sam-
ples or did not report race and ethnicity, and no studies examined factors
contributing to ADRD diagnostic disparities in primary care settings. A
recent scoping review mapping racial and ethnic disparities in ADRD
healthcare similarly found very few studies examining underlying pro-
cesses that may account for inequitable ADRD healthcare [43]. Given
substantial evidence of disparities in ADRD diagnosis [43], future re-
search should focus on multi-level barriers (e.g., cultural beliefs, family
dynamics, healthcare access) to timely diagnosis among racial and eth-
nic minority groups in the U.S.

This review found factors at multiple levels of the social ecologi-
cal framework that may facilitate or inhibit timely diagnosis of ADRD
in primary care. At the individual level, although there seems to be a
consensus among older adults, care partners, and providers that early
diagnosis is valuable and cognitive screening is desirable, misconcep-
tions of ADRD and concerns about limited resources for patients persist.
In particular, evidence supports that primary care providers are oper-
ating within a system that does not align with the diagnosis and care
they hope to provide their older patients with ADRD [31]. A recurring
theme over the past several decades of research is insufficient resources
and training for primary care providers, contributing to a lack of con-
fidence in their ability to implement and interpret timely and accurate
assessment of cognitive decline [10,12].

Practical recommendations for timely diagnosis of ADRD in primary
care have been previously published [42], including a standard work-
flow to evaluate cognitive impairment grouped with specific assess-
ments for differential diagnosis. Promising educational interventions
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aimed to address provider training deficits have been developed, such
as Project ECHO (Extension for Community Healthcare Outcomes) cur-
rently implemented by the Alzheimer’s Association [44,45]. The ECHO
program is a tele-mentoring model that connects ADRD specialists with
providers who want to improve their capacity to diagnose and care for
patients with ADRD. Additionally, in an effort to address resource con-
straints on providers, Medicare Part B now covers Cognitive Assessment
& Care Plan Services (CPT code 99483) to facilitate more detailed as-
sessment of cognitive decline in patients who show initial signs of im-
pairment. Research and outreach efforts are needed to increase provider
awareness of these resources and to examine their utility in improving
timely ADRD diagnosis in primary care.

The qualitative studies included in this review also revealed impor-
tant themes at the interpersonal and community levels. Older adults,
care partners, and primary care providers valued established clinical re-
lationships to be able to discuss and recognize when cognitive changes
occur. At the same time, studies found diagnoses were often initiated
by family members, rather than providers, and concerns about a pa-
tient’s cognitive decline were sometimes disregarded or minimized by
providers. Social stigma related to memory loss and diagnostic labeling
was a concern cited among older adults, family members, and providers
and is consistent with previous literature reviews of the challenges of
timely diagnosis of ADRD [3,46,47]. Moreover, previous studies sug-
gest these barriers vary cross-culturally [38,48], potentially contribut-
ing to racial and ethnic disparities in ADRD diagnosis. From the studies
included in this review, the extent to which underlying social and com-
munity factors (e.g., healthcare access, language barriers, discrimina-
tion, cultural stigma) contribute to underdiagnosis of ADRD in primary
care is less understood and an important area for future research, par-
ticularly across different racial and ethnic groups.

4.1. Limitations

While this scoping review provides important insight into the cur-
rent state of determinants of ADRD underdiagnosis in U.S. primary care,
there are limitations. First, the single-reviewer approach to screening
and data extraction may introduce bias, though a systematic review
methodology was employed throughout the study. Many publications
that focus on diagnostic challenges were likely excluded from the anal-
ysis due to this review’s specific focus on studies published since 2010,
primary care settings, and the U.S. Of the 12 studies that met eligibility
criteria, most were qualitative with small sample sizes. Though these
studies provide valuable perspectives of the older adults, care partners,
and providers who were interviewed, the findings cannot be extrapo-
lated to the general U.S. population. Most studies included in the anal-
ysis focused on primary care providers; thus, the perspectives of older
adults and family members are underrepresented in this analysis. Lastly,
few studies explicitly applied theoretical frameworks, limiting interpre-
tation of how and why various factors may contribute to underdiagnosis
of ADRD.

5. Conclusions

Despite national policy efforts to improve timely diagnosis of ADRD,
underdiagnosis in primary care remains a significant clinical and public
health challenge. Lacking a timely and accurate diagnosis limits access
to treatments, clinical trials of new therapies, social support services,
and advance planning for patients and families. This scoping review
identified barriers to diagnosis across individual, interpersonal, institu-
tional, and community levels, particularly from the perspective of pri-
mary care providers. More research, grounded in theory, is needed to
take insight from qualitative findings and apply it to larger-scale studies
of barriers to diagnosis in diverse U.S. patient and provider populations.
Increased attention to social and community contexts will be important
to identify needs for future public health interventions.
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