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BACKGROUND: Patients with dementia and multiple
chronic conditions (MCC) frequently experience polyphar-
macy, increasing their risk of adverse drug events.
OBJECTIVES: To elucidate patient, family, and physician
perspectives on medication discontinuation and recom-
mended language for deprescribing discussions in order
to informan intervention to increase awareness of depres-
cribing among individuals with dementia and MCC, fam-
ily caregivers and primary care physicians. We also ex-
plored participant views on culturally competent
approaches to deprescribing.
DESIGN:Qualitative approach based on semi-structured
interviews with patients, caregivers, and physicians.
PARTICIPANTS: Patients aged ≥ 65 years with claims-
based diagnosis of dementia, ≥ 1 additional chronic con-
dition, and ≥ 5 chronic medications were recruited from
an integrateddelivery system inColorado and anacadem-
ic medical center in Maryland. We included caregivers
when present or if patients were unable to participate
due to severe cognitive impairment. Physicians were
recruited within the same systems and through snowball
sampling, targeting areas with large African American
and Hispanic populations.
APPROACH: We used constant comparison to identify
and compare themes between patients, caregivers, and
physicians.
KEY RESULTS: We conducted interviews with 17
patients, 16 caregivers, and 16physicians. All groups said

it was important to earn trust before deprescribing, frame
deprescribing as routine and positive, align deprescribing
with goals of dementia care, and respect caregivers’ ex-
pertise. As in other areas of medicine, racial, ethnic, and
language concordance was important to patients and
caregivers from minority cultural backgrounds. Partici-
pants favored direct-to-patient educational materials,
support from pharmacists and other team members,
and close follow-up during deprescribing. Patients and
caregivers favored language that explained deprescribing
in terms of altered physiology with aging. Physicians de-
sired communication tips addressing specific clinical
situations.
CONCLUSIONS: Culturally sensitive communication
within a trusted patient-physician relationship supple-
mented by pharmacists, and language tailored to specific
clinical situations may support deprescribing in primary
care for patients with dementia and MCC.
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INTRODUCTION

Most older adults with dementia have multiple chronic con-
ditions (MCC). Guidelines for individual conditions increase
polypharmacy and potentially inappropriate medication (PIM)
use, in which risks of medications outweigh benefits, or med-
ications may not align with treatment goals.1 Taking more
medications is associated with adverse drug events, drug
interactions, treatment burden, and negative cognitive
effects.2–5 Person-centered care should incorporate
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medications that will help patients with dementia and MCC
achieve their goals while minimizing potential harms.6

Deprescribing—reducing or stopping the use of inappropri-
ate medications or medications unlikely to be beneficial—may
improve outcomes for patients with dementia and MCC.7,
8 Effective deprescribing interventions have been multidisci-
plinary and many have involved the provision of direct-to-
patient educational materials.9–11 To date, deprescribing inter-
ventions for patients with dementia have focused on specific
drug classes or have been limited to inpatient or skilled nursing
settings.12–15 There is a need to develop deprescribing inter-
ventions for this population that target multiple medications
and can be integrated into primary care.16, 17

As yet, there is no literature on deprescribing in underrep-
resented minority populations. Since underrepresented minor-
ities have a long history of disparate health care treatment,
developing generalizable deprescribing interventions will re-
quire broader input. Members of minority cultural groups may
benefit from approaches to deprescribing that reflect cultural
and historical interactions with health care providers.18

This study was undertaken to inform the development of
Optimal Medication Management in Alzheimer’s Disease and
Dementia (OptiMize), a pragmatic, primary care–based trial to
increase awareness of deprescribing among patients with de-
mentia and MCC, family caregivers, and clinicians. Our main
objective was to elicit stakeholder perspectives on the content
and process of deprescribing communication in primary care.
As part of this objective, and to ensure that OptiMize would be
acceptable to patients from diverse communities, we also
began to explore views on culturally competent approaches
to deprescribing for African American and Hispanic patients.

METHODS

Design

This qualitative study was based on semi-structured interviews
with patients with dementia and MCC, caregivers, and prima-
ry care physicians. The study was designed to inform the
development of OptiMize, a subsequent two-part intervention
to increase awareness of deprescribing among patients with
dementia and MCC, caregivers, and primary care physicians.
The intervention consists of an educational brochure mailed to
patients and caregivers in advance of primary care visits and
12 monthly “Tip Sheets” focusing on deprescribing commu-
nication distributed to clinicians. This research was approved
by the institutional review boards of Kaiser Permanente Col-
orado (KPCO) and Johns Hopkins University School of
Medicine.

Participants and Recruitment

In the first phase, patients were recruited from KPCO in
Denver, CO. Figure 1 lists inclusion criteria. An introductory
letter was mailed to patients with “opt-out” provisions.

Patients and caregivers who did not opt out were called to
inquire about their interest in participating; caregivers could
participate independently. In the second phase, we recruited
African American patients through an academic medical cen-
ter in Baltimore, MD, and Hispanic patients through KPCO.
We initially recruited physicians at KPCO through personal

contacts and snowball sampling, in which participants identify
potential future participants for recruitment. In the second
phase of recruitment, we used personal contacts and snowball
sampling to expand physician recruitment to several health
systems in different states, targeting areas with large African
American and Hispanic populations.

Interview Guide

The interview guides (Appendix) were developed by a multi-
disciplinary team that included geriatricians, pharmacists, and
health services researchers. The guides were designed to elicit
perspectives on medication use, deprescribing, and patient-
physician communication relating to medication decisions.
Participants were also asked for feedback on the educational
materials designed for OptiMize. Drawing on previous health
care disparities research, we adapted the question guides for
members of underrepresented minority groups to additionally
focus on cultural perceptions of deprescribing, trust, and phy-
sician communication.19–21

Data Collection and Analysis

The same multidisciplinary team that developed the interview
guide (LW, KSG, CK, BS, RB, JN, CMB, EAB, and ARG)
conducted interviews from March 2018 to June 2019. All
interviewers were trained by the principal investigators, who

Figure 1 Inclusion criteria for study.
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regularly reviewed interview transcripts to ensure that consis-
tent methods were used. Interviews were audio-recorded and
transcribed verbatim; interviews with Spanish-speaking
patients were conducted in Spanish and translated into English
for analysis. Analysis was performed using Atlas.ti, version
8 (ATLAS.ti Scientific Software Development). The study
team reviewed the transcripts in weekly meetings and contin-
ued data collection until no new ideas emerged (i.e., thematic
saturation). We used constant comparison22 to identify themes
and compare them between patients, caregivers, and physi-
cians and across racial/ethnic groups. A preliminary coding
scheme was iteratively refined and applied to the data. We
used inductive coding, in which codes emerged from the data,
and deductive coding, in which we created pre-set codes based
on literature about deprescribing23, 24 and health disparities.25,
26 Each transcript was independently coded by two investiga-
tors. Differences were reconciled by consensus among all
study team members until 100% agreement was reached.

RESULTS

We conducted interviews with 17 patients, 16 caregivers, and
16 physicians. Demographic information was not collected for
the first 28 interviews; during the second phase of interviews,
9 participants self-identified as Black/African American and 5
as Hispanic/Latino. In total, 16 physicians from 12 clinics, 4
states, and the District of Columbia participated. Content
analysis revealed 5 major themes, presented below. Table 1
presents exemplar quotations.

Theme 1: Establish Trust

Establishing trust between physicians, patients, and caregivers
was seen as foundational for deprescribing. Many patients and
caregivers said they would be more likely to accept a physi-
cian’s deprescribing recommendation if they already trusted
the physician. For example, “I really trust [my doctor]... If she
told me to get off a medication, I would.” Physicians said that
having a longstanding relationship with the patient and care-
giver made it easier to raise difficult issues, such as deprescrib-
ing preventive medicines due to limited life expectancy: “If
you’ve been providing care for a patient [and] interacting with
caregivers for a time... that extended duration with them builds
trust and willingness to... deprescribe.” Not only was trust
necessary before initiating deprescribing conversations, but
patients and caregivers said they had lost confidence in physi-
cians who were not open to deprescribing. As one patient said,
“Every time I went to [the doctor]... it was the same thing—‘-
Just continue taking your medications.’ Nothing was getting
better… I didn’t trust him anymore after that.”
The importance of trust was reflected in comments by

participants of different races and ethnicities. As one African
American patient said, “If a doctor told me to stop the medi-
cine, I would think that he did it because he really felt that’s
what’s needed to be done and it had nothing to do with race.”
Similarly, a Hispanic patient said, “I stop a medication if the
doctor tells me to do so because he is the only one that knows.”
However, some key nuances emerged around the issues of
trust and communication, particularly for Spanish-speaking
patients. Though patients from all racial and ethnic groups
cited time pressures during visits as an impediment to depres-
cribing, several Spanish-speaking patients said language bar-
riers exacerbated time pressures, discouraged them from ask-
ing questions, and made them less willing to accept depres-
cribing recommendations. For example, one Spanish-speaking
patient recalled a doctor who “always needed to use an inter-
preter to talk to me ... didn’t understand anything and didn’t
hear me... I [would] think about her not doing what’s best for
me.” Another said she adjusted her medication on her own
because she felt unable to get information from her doctor:
“After starting [simvastatin], I would get dizzy. I started
breaking it into smaller pieces because why would I need so
much?”
As in other areas of medicine, racial and ethnic concordance

was seen as important. Physicians perceived that concordance

Table 1 Exemplar Quotes: Process and Content Elements
Recommended by Patients, Caregivers, and Physicians to Facilitate

Deprescribing in Primary Care

Establish trust “I have complete trust in the doctor...
He explains things well. ‘If I’m going
to stop this I’ll replace it with this.
Or... This medication... has these side
effects. Would you prefer to stop it?’”
(Patient)
“The problem is that the doctors
speak in English... A lot of times, the
patient wants to ask a question but
does not know how.” (Caregiver)

Frame deprescribing as
positive, routine

“I’m looking at the whole person and
not just one organ system... These
medications take years or decades...
to have an effect. And I think that we
should focus on what can help you
right now.” (Physician)

Align deprescribing with goals
of dementia care, including
symptom management

“You’re going down this track. What
good is [this medication]?... It’s not
going to prolong life.” (Caregiver)
“I fought for the Ativan because… I
know what we go through… I hear
what they are saying but I will take
that chance.” (Caregiver)

Provide direct-to-patient edu-
cational materials and sug-
gested language

“[The brochure] is a good
conversation starter [for older adults
who may be accustomed to a time
when] you did not question the
doctor.” (Caregiver)
“It’s not an easy conversation to say,
‘I think your life expectancy is about
3 years and this statin is not going to
benefit you.’” (Physician)

Engage entire health care team
in deprescribing

“We rely on [clinical
pharmacists]—whether it’s somebody
who comes in with... 50 different
medications and we need their help
sorting through it [or] giving us
guidance on... the best plan to wean
[a medication].” (Physician)
“There’s not much substitute for
frequent visits, close contact... and
reacting to the tests that you are doing
to make sure they realize you care.”
(Physician)
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between physicians and patients could facilitate uptake of
deprescribing recommendations, and discordance could im-
pede uptake. For example, one physician said, “My patients
who are African American maybe relate to me in a certain way
and offer certain things that they may not offer to providers
who don’t have racial concordance… Maybe that lends itself
to their willingness to do certain things.” Patients and care-
givers said it was important for educational materials about
deprescribing to include photographs of people of different
races and ethnicities “so they can see somebody that looks like
them,” to be translated into different languages and to use
language appropriate for people with varying degrees of health
literacy.

Theme 2: Frame Deprescribing as Positive,
Routine

Interviews revealed that the way a physician introduces
deprescribing could cause patients and caregivers to perceive
it as a withdrawal of care and reject it, as this comment from a
caregiver suggests: “[The doctor] would say, ‘At your age...
you probably have lived a good, long life.’… I didn’t like that
because I would like to preserve her forever.” Physicians said
they often found it difficult to explain the shift away from
preventive therapies as a result of advanced age or dementia
because it could be perceived by patients and caregivers as
abandonment.
Some physicians identified approaches they used to over-

come this perception and frame deprescribing as positive and
routine. One physician said she “sets the stage” over time,
contrasting long-term benefits of medications with immediate
risks: “We’re going to [stop] some of these medications be-
cause... the benefit you get is down the road and the harm is
right now.” This was echoed by a caregiver, who said, “I think
it’s invaluable to re-evaluate every so often the effectiveness
of [the] medications and whether or not they’re causing side
effects that may not have occurred in the beginning.”

Theme 3: Align Deprescribing with Goals of
Dementia Care, Including Symptom
Management

Caregivers and physicians said an important foundation for
discussing deprescribing was to educate patients and families
about goals of care as dementia progresses, and introduce
them to the idea that treatment of other conditions may be
deintensified as a result of dementia. As one physician ob-
served, “Our health care community has not done a good job at
explaining that dementia is a life limiting diagnosis… It can
come as a shock.” Indeed, some caregivers expressed surprise
that medicines to treat diabetes or cardiovascular conditions
could ever be stopped—and that there was a connection be-
tween progression of dementia and deprescribing medicines to
treat other conditions—as revealed by the following statement
by a caregiver: “If [the doctor] said, ‘We’re going to stop his
diabetes meds,’ I’m thinking, ‘Is he cured?’”

Physicians used different strategies to acquaint patients and
caregivers with focusing treatment on quality of life rather
than prevention or cure. For example, “We should talk about
what to expect over the next several years… and how we
might change your treatment based on this.” Another physi-
cian explained the concept of lag time to benefit: “What is the
time to benefit for statins?... What is the time to benefit for
lowering your [hemoglobin] A1c?” The daughter of a man
with advanced dementia recalled attending a caregivers’ con-
ference that introduced this concept: “What medications do
they really need… It’s not going to make things better.” As a
result, she initiated a conversation about deprescribing with
her father’s doctor.
For caregivers, it was important that physicians acknowl-

edge the tradeoffs implicit in using medications for symptom
management in dementia. As one caregiver commented: “It’s
easy for a doctor to say… ‘Stop the Ativan… Ativan causes
falls.’ … We’ve got to take that chance of her falling versus
her being up all night and nobody getting [any] sleep.” Physi-
cians said caregivers were often unaware that medications they
were giving their family member for management of challeng-
ing symptoms could cause harm: “We do not discuss the risks
of these medications... When I mention that to the family...
[they say,] ‘Oh, really? Well, then, I don’t want to try it. I’d
rather deal with the symptoms.’” Physicians emphasized the
importance of respecting the caregivers’ expertise. As one
physician said, “The ideal circumstance is to... let them di-
rect… the decision to stop something… Recommending
someone stop taking [a medication] and they’re not fully on
board… is likely not to succeed, or you could tarnish the
relationship.”

Theme 4: Provide Direct-to-Patient Educational
Materials and Suggested Language

Patients and caregivers had positive perceptions of deprescribing
in general and expressed enthusiasm about receiving educational
materials to prime them for conversations with physicians. As
one patient said, “It helps people bring up the subject if they don’t
know how.” Patients and caregivers thought it was helpful for the
materials to include examples of “questions you might want to
ask” and symptoms that could be caused by medications. Physi-
cians felt direct-to-patient materials positively would “provide
information from another authoritative source” and lead to more
productive conversations about deprescribing.
A small number of participants expressed concerns about

direct-to-patient materials. One physician feared that such
materials could exacerbate time pressures: “We all hate the
‘Talk to your doctor’… comment... I’ve got 15 minutes to talk
about 10 things.” Some patients felt that receiving deprescrib-
ing brochures at home could cause anxiety for patients with
cognitive impairment. For example: “One of my big mental
problems at home is all this paperwork… Everybody thinks,
‘This is all we send you...’ But there’s 10 other people sending
me things.”
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Physicians expressed a strong desire for suggested language
to use when talking about deprescribing with patients and
families. For example, physicians described two communica-
tion challenges they often encountered. One is that patients are
often told that they will need to take a medicine for life,
without regard for the time to benefit: “The biggest thing is,
‘My cardiologist tells me I have to be on my statin forever.’
Or, ‘My endocrinologist told me [that] if I don’t treat my
diabetes, I’m going to go blind...’ [Some] people feel like
we’re withdrawing care.” The second, related challenge was
helping a patient or caregiver decide whether a medication that
may provide “any kind of possible benefit” was worth con-
tinuing. As one physician reflected, “To myself I’m saying,
‘Even if I prevent a stroke in their last year of life, having a
stroke is... debilitating so there’s probably benefit somewhere
in staying on that.”
Some physicians provided language that was incorporated

into the physician tip sheets, such as “Few medications are
prescribed forever.” Patients and caregivers also provided
perspectives on language that was incorporated into the phy-
sician tip sheets. For example, a phrase linking aging to altered
physiology—“Our bodies change over time and certain med-
icines may no longer be needed”—was acceptable to most
patients and caregivers.

Theme 5: Engage Entire Health Care Team in
Deprescribing

Participants agreed that other members of the health care
team—particularly pharmacists—could help implement
deprescribing and alleviate time pressures facing physicians.
Physicians whose practices had embedded pharmacists or
provided interdisciplinary, team-based care said these models
provided additional, trusted team members to review patient
medications and discuss deprescribing. Patients and caregivers
who had received outreach from practice-based pharmacists to
discuss their medications said they appreciated the service.
Physicians preferred receiving individualized deprescribing

recommendations from pharmacists shortly before a patient
visit, rather than generic pop-ups in the EMR about medica-
tion classes to avoid. Physicians also said they appreciated
receiving guidance on tapering protocols from practice-based
pharmacists, as they often felt unsure about how to taper and
handle symptom recurrence.
Participants emphasized that it was important for physicians

to provide close follow-up throughout the deprescribing
process—a potential role for embedded pharmacists or other
members of the health care team. One physician said it was
crucial to reassure patients and caregivers: “This may make
you nervous… but we are committed to seeing how you do a
week from now and a month from now, and we can go back
and change this.” Patients and caregivers often had concerns
about symptom recurrence after medications were stopped and
wanted to know that the physician would be accessible and
make adjustments if needed. Ensuring access to a physician or

pharmacist during deprescribing was seen as especially im-
portant for patients with cognitive impairment, who said that
navigating automated clinic telephonemenus or being directed
to leave a message could be confusing and prevent them from
discussing their concerns with physicians.

DISCUSSION

In this qualitative study, feedback from patients, caregivers,
and physicians informed the processes and content of a prag-
matic, primary care–based deprescribing intervention for
patients with dementia and MCC. Findings underscored the
importance of using culturally appropriate language and mate-
rials that normalize deprescribing, earn patient and caregiver
trust, educate patients and caregivers about changes that occur
with aging and dementia, and acknowledge the tradeoffs of
continuing medications to treat behavioral symptoms of de-
mentia. Results also suggested that deprescribing processes in
primary care should enlist the support of pharmacists, ensure
close follow-up while tapering medications, and prepare clini-
cians with communication “pearls.”
A key finding was that physicians said they wanted to

deprescribe but felt that they lacked the language and time to
do so or were concerned that patients and caregivers would
perceive deprescribing as withdrawal of care. As a result, 12
monthly tip sheets focused on deprescribing communication
became the cornerstone of the clinician intervention. These
incorporated language and concepts that patients and care-
givers suggested, and included phrases such as “Deprescribing
is a normal part of high quality care,” “Certain medicines may
cause new side effects because our bodies change over time,”
and “What are your primary goals for this year? Let’s adjust
your medications to support those goals.” Caregivers also felt
that physicians should use language that demonstrates respect
for the day-to-day experience of caring for a person with
dementia and involves them as partners in deprescribing. This
finding has been affirmed by previous studies,27 in which
caregivers expressed that they were “on their own” in manag-
ing behavioral symptoms of dementia.28 As a result, the Op-
tiMize tip sheets incorporated the following suggestions for
clinicians: “Listen first—the patient and their family and
friends are the experts,” and “Practice shared decision-makin-
g—encourage patients and family members to communicate
their feelings, ask questions, and even disagree.” These tip
sheets can serve as a model for deprescribing communication
guides for clinicians and are currently being evaluated in a
randomized controlled trial.
As a first step toward ensuring that OptiMize would be

acceptable to patients from diverse communities, we also
began to explore deprescribing across different racial and
ethnic groups. African Americans and Hispanics are more
likely to suffer from dementia than Whites and to have higher
morbidity burdens.29–32 African Americans and Hispanics
may have comparable rates of polypharmacy to that of
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Whites,33 but lower income minorities have higher rates of
polypharmacy and PIM use.34 Population-based studies sug-
gest that African Americans have significantly less trust in
providers and the health care system; poor communication
with White providers may cause members of minority groups
to be less willing to accept deprescribing recommendations.25,
35 Engaging members of minority cultural groups early in the
development of deprescribing interventions may reduce dis-
parities in dementia care.
Findings from this exploratory qualitative study cannot be

generalized to African Americans and Hispanic communities
as a whole. That being said, comments by participants of
different races and ethnicities reflected enthusiasm for depres-
cribing and highlighted the importance of trust between physi-
cians, patients, and caregivers. Importantly, some distinctions
emerged around trust and communication. We found that
language barriers and racial/ethnic discordance between
patients and physicians may cause members of underrepre-
sented minority groups to feel disempowered from asking
questions and to reject deprescribing recommendations. This
finding reflects nationally representative survey data, which
found Blacks and other ethnic groups to be slightly less willing
than Whites to stop a medication if their doctor recommended
it.35 Patient-directed deprescribing educational materials
should be translated into different languages and include pho-
tographs of people of different races and ethnicities. Interven-
tions will likely require further modifications to address lan-
guage, health literacy, and cultural characteristics of underrep-
resented minority groups.36–38

Patients and caregivers in our study were interested in
receiving direct-to-patient education about deprescribing.
Interventions that involve direct-to-patient educational bro-
chures have been among the most successful to date,9, 39

possibly because they improve the ability of patients and
caregivers to have meaningful discussions with health profes-
sionals.40 We are not aware of previous deprescribing materi-
als developed specifically for patients with cognitive impair-
ment and caregivers. Some physicians were concerned that
encouraging patients and caregivers to “talk with the doctor”
about deprescribing would place further demands on time-
limited primary care visits. However, other studies that used
pre-visit materials to prime older adults and caregivers for
conversations with physicians showed that communication
became more patient-centered without extending visit dura-
tion.41 Pre-visit educational materials about deprescribingmay
help patients and caregivers focus visits on issues that matter
to them,42 an essential part of patient-centered care, without
imposing additional time demands.
Two of our findings are more challenging to implement in

the current primary care environment. First, we found wide-
spread support for the involvement of other health care pro-
fessionals, particularly pharmacists, in deprescribing. While
some delivery systems (e.g., Veterans Administration and
other integrated systems) include clinical pharmacists in the
care team, payment reforms will be needed to fully integrate

pharmacists into primary care.43 Second, we found that
patients, caregivers, and physicians were worried about symp-
tom recurrence after stopping medications—a concern that
echoes previous qualitative research24, 44—and it was impor-
tant to maintain close communication throughout the depres-
cribing process. Medicare initiated nonvisit-based payment for
chronic care management in 2015, which could help facilitate
deprescribing by compensating for coordinated health care
provided by clinical pharmacists outside of patient visits.45

Strengths of this study include recruitment of participants in
geographically diverse areas with large African American and
Hispanic populations and interviews conducted in Spanish
when needed. An important next step will be to confirm our
findings in other populations of African American and His-
panic patients, including those from multicultural back-
grounds. Physicians practiced in a range of settings, academic
and non-academic. We note the limitation that patients, care-
givers, and physicians who participated in the study may differ
from those who did not. For example, medical mistrust may
discourage patients from participating in research, and this
may affect our understanding of how trust in the health care
system affects uptake of deprescribing.46

CONCLUSIONS

By eliciting the perspectives of stakeholders, this qualitative
study gained key insights regarding content and process ele-
ments, including culturally competent aspects, to inform the
OptiMize intervention and increase awareness of deprescrib-
ing in primary care for patients with dementia and MCC.
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