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Abstract

Introduction: Older adults with Alzheimer’s disease and related dementias (ADRD]) are

at increased risk of harm due to prescribing of potentially inappropriate medications.

Encouraging patients and caregivers to talk with their providers about potentially

inappropriate medications could stimulate deprescribing. Our objective was to explore

whether mailing educational materials to patients with ADRD might activate patients or

caregivers to initiate a conversation with their provider about potentially inappropriate

medications.

Methods: We conducted semi-structured interviews with patients with ADRD, caregivers

of patients with ADRD, and healthcare providers. All participants were shown educational

materials referencing potentially inappropriate medications and suggestions to promote

deprescribing. Interviews explored reactions to the materials, the idea of patients and

caregivers initiating a conversation about deprescribing, and the deprescribing process.

Interview transcripts were analyzed using inductive thematic analysis.

Results: We conducted a total of 27 interviews: 9 with caregivers only, 2 with patients only,

3 with patient-caregiver dyads, and 13 with providers. Patients and caregivers reported that
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patient or their caregiver to talk to their doctor about their medications might help to
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reduce the use of medications that are not beneficial. This study’s goal was to explore
whether sending educational materials to patients with ADRD might encourage patients
or caregivers to ask their doctor about their medications.

Methods: We interviewed patients with ADRD, caregivers, and doctors. We showed them
educational materials that suggested patients and their caregivers talk to their doctor
about reducing or stopping medications that may be harmful. We asked for reactions to
the materials and to the idea of talking to the doctor about stopping the medication.
Results: We conducted 27 interviews: 9 with caregivers only, 2 with patients only, 3 with
patient-caregiver dyads, and 12 with doctors. Patients and caregivers said learning that
a medication might cause harm would motivate them to talk to their doctor about the
medication. Trust in their doctor was important. Some patients and caregivers were
comfortable asking questions about medications, while others were reluctant to challenge
the doctor. Doctors were open to patients and caregivers asking about medications and
felt it was important that patients not take medications that are not needed.

Conclusion: Sending educational materials to patients with ADRD and caregivers may
encourage them to talk with their doctors about stopping or reducing medications. Studies
are needed to learn whether such materials lead to reductions in prescribing of potential

harmful medications.

Keywords: Alzheimer’s disease and related dementias, deprescribing, educational mailings,

patient-caregiver activation
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Introduction

Adverse drug events cause approximately 1.3 mil-
lion emergency department visits each year.!
Older adults are at increased risk of medication-
related harm due to high rates of multiple chronic
conditions and the involvement of multiple pre-
scribers.2”7 Approximately 34.5% of US adults
between 60 and 79 years of age used five or more
prescription drugs (known as polypharmacy) in
the last 30 days between 2015 and 2016 accord-
ing to a Centers for Disease Control and
Prevention (CDC) study.® As a result, the preva-
lence of adverse reaction among older adults is
also high. According to a recent systematic review,
the prevalence of adverse drug reactions among
older adults with dementia ranged from 12.7% to
27%.° Polypharmacy increases the risk of pre-
scriptions for potentially inappropriate medica-
tions (PIMs),10 medications for which the risk of
harm outweighs the potential benefit; such medi-
cations are best avoided by older adults in most
circumstances.!! Patients with Alzheimer’s dis-
ease and related dementias (ADRD) are at par-
ticular risk from PIMs, as these medications may
have cognition-impairing effects, and prolonged
polypharmacy may worsen dementia.

Many patients with ADRD rely on a caregiver for
medication management, and decision-making
around medication changes as their disease pro-
gresses and they become less able to manage their
medications independently.!>»!3>  For these
patients, caregivers can play an essential role,
ensuring medication safety, organizing medica-
tions, and evaluating medications’ effects.”>!2 In
other studies, caregivers report limited engage-
ment in medication management decisions, inad-
equate information, and difficulties in ensuring a
medication supply. These studies also suggested
that caregivers desire to know more about the
medication regimen and medications that impact
cognition. 1214

Deprescribing is a planned, supervised process
for reducing or stopping medications that are no
longer needed,!® thereby limiting the complexity
of the medication management process for
patients with ADRD and their caregiver. While
recommended as an approach to reducing polyp-
harmacy and PIMs,!5-18 the actual deprescribing
process is challenging!® due to the complex pre-
scribing environment and the values and beliefs
of the patient, the family, and the provider.15.20-22
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The American Geriatrics Society Beers Criterial!
and other tools such as Screening Tool of Older
Persons’ Prescriptions (STOPP) and Screening
Tool to Alert to Right Treatment (START) are
intended to improve medication safety and to
address PIM prescribing,?? but these tools are
inconsistently implemented in practice. Recent
research suggests that engaging patients, caregiv-
ers, and providers may be the most effective way
to encourage deprescribing.12:24 Martin er al.?*
achieved impressive reductions in inappropriate
medication prescriptions through an intervention
in which pharmacists distributed educational
materials on potentially inappropriate medica-
tions to patients and providers. However, this
study excluded patients with dementia who are
also likely to be less able to understand and act on
educational materials. Approaches that engage
caregivers along with patients may the key because
many patients with dementia rely on family car-
egivers to make medication-related decisions as
noted above.?>

Our objective in the present study was to explore
whether mailing educational materials to patients
with ADRD might stimulate patients and their
caregivers to initiate a discussion with the pro-
vider about deprescribing of PIMs. We also
aimed to identify the factors that might facili-
tate or impede deprescribing of PIMs in this
population.

Methods

Study design and setting

This descriptive study involved semi-structured
interviews with patients with ADRD and caregiv-
ers of patients with ADRD and their providers.
Patients and caregivers were drawn from two set-
tings: primary care practice sites of a large aca-
demic health system in the Northeastern United
States and ResearchMatch, an online national
registry of research volunteers (ResearchMatch.
org). Participants recruited via ResearchMatch
were from nine different states across the country.
Providers were drawn from practices of the aca-
demic health system. A convenience sample was
selected with all participants completing a single
interview.

Patients were eligible if they were over the age of
50, living at home, diagnosed with Alzheimer’s

disease or related dementias, and prescribed
medication to treat memory loss (e.g. donepezil,
rivastigmine, galantamine, and memantine).
While the materials which we presented and
sought feedback on referred to specific PIMs (e.g.
oxybutynin), a prescription for a PIM was not
part of the eligibility criteria. The study materials
made clear that the purpose of the study was to
obtain feedback on materials that were being
developed, and that these materials were not
intended for the participant. The interviewer reit-
erated this at the start of the interview, answering
questions and clarifying as needed. For patients
recruited locally, eligibility was initially deter-
mined via the healthcare record and confirmed by
self-report or caregiver report; for patients
recruited through ResearchMatch, eligibility was
determined via self-report. Adult caregivers of
patients who met eligibility criteria or with experi-
ence helping to care for a person with ADRD
during the last 12 months were eligible. Invitation
letters introducing the study and its purpose were
sent via mail to the health center’s patients. The
research assistant then followed up with a tele-
phone call using a script to assess interest and to
confirm eligibility. The same process occurred for
the ResearchMatch registrants except for using
email. Exclusion criteria for patients included
residing in a nursing home or skilled nursing facil-
ity or receiving palliative care at the time of
randomization.

Providers were recruited via email from three
practices within the academic medical center:
Family Practice, General Internal Medicine, and
Geriatrics. Eligibility criteria included experience
providing care to patients with ADRD. Invitations
to participate were sent via email.

Data collection

The interviews were conducted by the research
assistant (J.S.C.) who was a novice qualitative
interviewer. Prior to the interviews, the research
assistant underwent training with an experienced
qualitative researcher (K.M.M.) and conducted
practice interviews; once interviews were under-
way, the interviewer met with the experienced
qualitative researcher for feedback.

All interviews were conducted via telephone or
Zoom meeting, based on the preference of the
interviewee during the Covid-19 pandemic. At
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the start of each interview, the interviewer intro-
duced himself and his role in the study. Interviews
were recorded and transcribed lasting 30-60 min
in length. After completing each interview, the
interviewer created a short summary capturing
any insights or observations that might not be
obvious from the transcript and noting sugges-
tions for modifications to the interview process or
materials.

Patient and caregiver interviews

Prior to the interview, we mailed a packet con-
taining an informed consent form and the study
materials (cover letter and information sheet) to
allow participants to review the materials in
advance. The educational materials focused on
one of three potentially inappropriate prescrip-
tion drug classes: sedative-hypnotics, antipsy-
chotics, or strong anticholinergics. The selected
drug classes can cause harmful side effects, par-
ticularly in older patients,!! and were selected
based on their potential to cause harm in this
population as recommended by an expert panel.
The cover letter referred to the specific drug [e.g.
oxybutynin (Ditropan®)] and referenced associ-
ated harmful effects (e.g. hallucinations). The
cover letter contained three additional key mes-
sages: (1) a request to share the materials with the
person who helps the patient with their medica-
tion at home; (2) a request to bring the materials
to the next appointment with their provider and
to ask the provider whether the medication should
be reduced or discontinued; and (3) the instruc-
tion not to change the medication without talking
to the provider. The medication information
sheet listed multiple medications within the target
class, including the medication referenced in the
cover letter, indicating these drugs were some-
time used for longer than needed and could cause
serious side effects, especially in older adults (see
Supplemental File for sample materials for the
strong anticholinergic medication class).

Interviews were conducted with the caregiver, the
patient, or both, according to interviewee prefer-
ence. Questions explored the interviewee’s reac-
tions to the materials, their understanding of the
information presented, the likelihood they would
discuss the materials with their provider, and sug-
gestions for improvements. The interview guide
provided structure while allowing for flexibility to
accommodate the course of the discussion.

Patient and caregiver interviewees received a
US$50.00 gift card to thank them for their
participation.

Provider interviews

Interview materials were sent to providers in
advance via email, including: (1) an informed
consent form, (2) a copy of one of the informa-
tion sheet sent to patients, (3) a sample cover let-
ter developed for providers, (4) a sample
deprescribing algorithm intended to help provid-
ers make decisions about deprescribing for the
relevant drug class adapted from the Canadian
Deprescribing Guidelines,?® and (5) a sample
tapering guide providers might give to patients to
help track dose reductions. The cover letter pre-
sented identified a specific drug class, introduced
the subject of deprescribing, and indicated drugs
in this class were identified as potentially harmful
and inappropriate for older patients. The cover
letter included a table with (fictitious) patient
names, drug names, and dates as an example.
The materials used in the provider interviews
were prototypes and did not refer to actual
patients. Providers received a US$100.00 gift
card to thank them for their participation.

Data analysis

We used inductive thematic analysis to identify
interview themes.27286 Coding and analysis
occurred in three phases. In the first phase, two
investigators (J.S.C. and M.T.A.) independently
reviewed two transcripts from the patient—car-
egiver interviews and two from the health care
provider interviews to create a codebook for each
set of interviews. The codes and definitions were
expanded and refined through iterative discussion
until consensus was reached, and then applied to
the full set of transcripts. Once the initial coding
was completed for each set of interviews, the sec-
ond phase began with further analysis and organi-
zation of the codifying the data resulting in 10
categories for the patient—caregiver interviews
and 11 categories for the provider interviews. The
third phase of analysis continued until major
themes were identified from the categories for
each set of interviews with supporting sub-themes.
A third investigator (K.M.M.) reviewed the cod-
ing at each phase to ensure accuracy of interpreta-
tion and substantiation for each code/theme from
the data. Any disagreements related to the coding
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were discussed by the three investigators involved
in the qualitative analysis and resolved. Participant
checking did not occur due to constraints of the
study. Exemplary quotes were identified to eluci-
date the themes. The sample size was determined
pragmatically according to the constraints of the
study timeline; however, we believe saturation
was achieved, as the themes identified were con-
sistent across interview transcripts. Analysis was
conducted using Microsoft Word and Excel.

Results

A total of 27 interviews were conducted, 9 inter-
views with caregivers only, 2 with patients who
did not have caregivers, 3 with patient—caregiver
dyads, and 13 with providers. Patient and car-
egiver characteristics are presented in Table 1;
provider characteristics are presented in Table 2.

Figure 1 organizes the key qualitative findings to
describe how the themes emerged from the inter-
views could facilitate or impede a deprescribing
conversation and the deprescribing process.
Table 3 presents details and exemplary quotes
from the patient and caregiver interviews, and
Table 4 presents the same from the provider
interviews. In the following sections, we summa-
rize the main findings.

Patients” and caregivers’ themes and sub-

themes

Information that a medication may cause harm is
important and would motivate action. Patients and
caregivers consider information that a medication
may cause harm to be important and would be
motivated to act as a result. While some inter-
viewees noted that learning of the potential for
harm would be ‘scary’, no one preferred not to be
informed if this were the case. As one patient (PT
ID # 50) said, ‘the fact that it’s [informational
materials] saying it may be harmful, that’s very
valuable to me when I read it, and I’d call a doc-
tor’. A caregiver (CG ID # 70) expressed, ‘. . . it’s
pretty scary, that medication that you’re taking
could be causing some really bad side effects and
you don’t realize it. I'd want to talk to my doctor
about it’. Patients and caregivers were unanimous
in asserting they would not make any medication
changes without first contacting the provider. The
materials also generated questions about the
medications and concerns regarding the potential

side effects. Often caregivers and patients seek
this type of information to help manage their care,
understand the medications, and make decisions.
One patient (PT ID #86) shared, ‘when we get
these materials it tends to make us have questions
... I show it to my wife. She will say, “yeah I will
look it up.”” The credibility of the source of the
information increased the materials importance
and increased the likelihood of the materials being
read. ‘If it is signed by my medical officer . . . I’'m
going to read it and think it is valid and legitimate
piece of mail’ (CG ID# 120).

Caregivers play a critical role and would initiate the
conversation. Caregivers indicated they (not the
patient) would be the one to act and bring
questions to the provider. Caregivers viewed
themselves as the organizers, coordinators, action-
takers, and decision-makers with respect to their
loved ones’ care, especially as the patient experi-
enced cognitive decline. Because of this, caregiv-
ers stressed the importance of ensuring that the
information was addressed to them, as well as, or
instead of, the patient. It was also important for
the information to be personalized to the patient
and written in an empathic tone to capture the
attention of the caregiver or patient for the mate-
rials to be read. One caregiver (CG ID # 126)
shared that the most important role of the care-
giver is ‘to give input because we are [their]
security’.

Patients” and caregivers’ trust in the provider’s
judgment may facilitate or inhibit their initiating a
deprescribing conversation and sharing of infor-
mation. Patients and caregivers expressed trust in
their provider as expert on the patient’s medica-
tions, health condition, and what is best for the
patient. Comments such as ‘you trust your doctor
knows everything’ and ‘I’ve never thought much
about this [talking with the provider about medi-
cations] because we trust that doctor’ (CG ID #
70) exemplify patients’ and caregivers’ reliance on
the provider’s judgment around medications.
Some interviewees who expressed trust in their
provider referenced prior positive experiences
with raising questions and voiced confidence that
the provider would be receptive to a conversation
about the medication. Others who trusted their
provider expressed reservations about raising
questions about the medication, suggesting a def-
erence to the provider that could be a barrier to
their initiating a conversation. One caregiver
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Table 1. Patient-caregiver demographics.

Patient and caregiver characteristics

Patients, n (%)

Caregivers, n (%)

Total, n (%)

Sex

Male

Female

Information not available
Age, years

55-64

65-74

75 and older
Race

White

Black

Information not available
Ethnicity

Hispanic or Latino

Not Hispanic or Latino

Information not available

Education

Some high school, but did not graduate

High school graduate or GED
Some college or 2-year degree
4-year college graduate
More than 4-year college degree
Marital status (patient only)
Married or living with partner
Divorced
Relation to patient (caregiver only)
Spouse

Child
Other

3(60.0)
2 (40.0)
0(0.0)

0(0.0)
3(60.0)

2(40.0)

5(100.0)
0(0.0]

0(0.0)

0(0.0)
5(100.0)

0 (0.0

1(20.0)
1(20.0)
1(20.0)
1(20.0)
1(20.0)

4(80.0)
2 (20.0)

0(0.0)
11(91.7)
1(8.3)

3(25.0)
8 (66.7)
1(8.3)

10 (83.3)
1(8.3)
1(8.3)

2(16.7)
9 (75.0)
1(8.3)

0 (0.0
2(16.7)
1(8.3)
4(33.3]
5 (41.7)

7 (58.3)

4(33.3)
18.3]

3(17.6)
13 (76.5)
1(5.9)

3(17.6)
11 (64.7)
3(17.6)

15 (88.2)
1(5.9)
1(5.9)

2(11.8)
14 (82.4)
1(5.9)

1(5.9)

3(17.6)
2(11.8)
5 (29.4)
6 (35.3)

GED, General Education Development.
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Table 2. Healthcare provider demographics.

Provider characteristics Providers, n (%)

Sex

Male 4(30.8)

Female 9 (69.2)
Race

White 9 (69.2)

Asian 3(23.1)

Information not available 11(7.7)
Ethnicity

Hispanic or Latino 0(0.0)

Not Hispanic or Latino 12 (92.3)

Information not available 11(7.7)
Number of years in practice

5-10years 4 (30.8)

11-20years 6(46.2)

21years or more 3(23.1)
Clinical training

MD/DO 13(100.0)
Specialty

Family medicine 8(61.5)

Internal medicine 3(23.1)

Geriatrics 2(15.4)

Percentage of time in clinical practice

26-50% 3(23.1)
51-75% 5 (38.5)
76-100% 5 (38.5)

suggested that patients and perhaps caregivers
may overestimate their provider’s ability to dis-
cern what is happening with the patient, and
therefore may not mention concerns or symp-
toms, implying that a patient’s or caregiver’s
silence might not be evidence that there are no
concerns.

Healthcare providers” themes and sub-themes

All the providers interviewed endorsed depre-
scribing as good practice and also reported incor-
porating it into their own clinical practice. Some
noted deprescribing is particularly important to
consider in older patients with ADRD, as these
patients are especially vulnerable and at risk of
adverse events.

Informed patients and/or caregivers can play a big-
ger role in deprescribing. Providers expressed
support for having patients and caregivers receive
information about potentially inappropriate med-
ications and possible side effects, believing
informed patients and caregivers would be better
able to participate in conversations about medica-
tions. The providers were receptive to having the
patient or caregiver initiate a conversation about
medications and to take an active role in decision-
making. Some providers recommended that
materials about potentially inappropriate medica-
tion be sent to the provider as well as the patient,
and that each be informed that the other had also
received materials, as this would allow the provid-
ers to be better prepared to discuss the medica-
tion while also making it more likely the patient or
caregiver would initiate the conversation (know-
ing the provider received the information as well).
A provider stated, ‘I think the more they know the
better . . . Maybe if they see it on paper or see it
from another source, they’d be more inclined to
sort of give it another thought’ (PR ID # 116).
Providers also noted that decisions about depre-
scribing are often not made within a single visit,
and that having both parties aware of the concern
could help to ensure that the topic would be dis-
cussed again at a future visit.

Providers are faced with additional challenges
when caring for older adults with ADRD. Although
providers value deprescribing and are open to
deprescribing conversations with patients and
caregivers, they face significant challenges in
deprescribing for this population due to many
competing health priorities and care complexity.
One provider (PR ID # 85) stated,

We might see these patients once every six months
or once every four months . . . When we see those
patients . . . there is a laundry list of five other things
with their diabetes and their cholesterol and their
heart disease and their heart failure to talk about.
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Figure 1. Facilitators and challenges to deprescribing conversations between patient-caregiver and provider.

Many providers spoke of time constraints as a
barrier to deprescribing conversations, noting it
takes time to discuss a medication reduction and
alternatives, and then to agree upon a tapering
plan. Deprescribing conversations were described
as ‘tough’, ‘lengthy conversations’, especially if
the patient has been on the medication for many
years and is feeling well without symptoms.

Operational care delivery supports are needed to
help providers effectively deprescribe. Providers
identified that specific challenges to effectively
deprescribe related to how the health care system
is structured. Greater availability and ease of
access to clinical resources during visits and infor-
mation management within the provider’s office
are needed for efficiency in the process. Providers
shared that access to clinical tools to inform, to
remind, and to guide decision-making would be
helpful during the health care visit as they are
assessing and evaluating competing health con-
cerns. Many providers also reported struggles
with managing the volume of information they
receive and expressed a desire for help to ensure
important information is not being missed. At the
same time, some providers expressed that com-
munication about medication is valuable, as one
provider (PR ID # 32) shared: ‘. . . sending these
mailings out to remind us, as to what people are

on and side effects and contraindications can be
helpful’. Providers reported deprescribing con-
versations can be very difficult, especially when
there is strong resistance from the patient and
caregiver; therefore, it would be helpful to have
guidance on how best to approach deprescribing
conversations.

Discussion

The findings from interviews with community-
dwelling patients with ADRD, their caregivers,
and providers offer further support for the feasi-
bility of activating caregivers to participate in the
deprescribing process using educational mailings.
Bloomstone er al.?° found strong support for pro-
viding materials to encourage the caregivers to
initiate a conversation with the provider about
educational materials on prescribing cascades
among patients with ADRD and caregivers but
also identified a need to understand how the
materials might motivate such a conversation.
The study advances these findings in two ways.
First, patients and caregivers are often not aware
of the potential for harm from a medication, and
learning about this possibility was a motivator to
initiate a conversation about the medication with
the provider. Second, the findings underscore the
caregiver’s influential position in the successful
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Table 3. Patients-caregivers’ themes and sub-themes.

1. Information that a medication may cause harm is important and motivates action.

‘I would be on the phone right away with a doctor . . . because [patient name] does have a condition with
some of the medications that can cause problems for him’. (CG ID # 70)

The information stimulates questions and research on the medications.

‘I would probably look up each medication and look at the side effects. | would be looking to confirm what
the letter has just told me or warned me or cautioned me to be aware of". (CG ID # 133)

Caregivers and patients want medication information to inform decision-making.

‘| think people [should] be made aware there are problems. They may recognize themselves in this, ‘Oh,
that’s why my mouth is so dry or, ‘| need to talk to the doctor about that". (CG ID # 129)

The credibility of the source of the information influences importance.

‘.. .itis signed by my health care plan, the chief medical officer, then it must be pretty important. They
know what meds I'mon . . ." (CG ID # 70)

2. Caregivers play a critical role and would initiate the conversation.

‘| definitely would pull these two pieces together and put them in his book and take them with me and say,
“why do you have him on this [med] when this letter has a concern, maybe this isn’t such a good idea for
long-term treatment.” (CG ID # 129)

Information must reach the caregiver.

‘It [the materials] needs to be shown to the caregiver, sometimes the patient is unable to understand some
words in there . . . what did they say about the medication’. (CG ID # 126)

Caregivers are the organizers and coordinators of care.

‘If we were to receive this and it had that notice on it, | would put it in my husband’s little logbook we take to

doctor’s appointments, and | would make sure it came with us’. (CG ID # 120)

Personalization and empathic tone of the message increase the likelihood it will be read.

‘It [the cover letter and medication] has to be specific [to the patient] . . ." (CG ID # 126)

‘.. .an acknowledgement that we know living with a degenerative condition is hard and overwhelming and
it can be difficult in the midst of daily tasks to stop and think about how are you doing with the medications

you're on? (CG ID #127)

3. Patients’ and caregivers’ trust in the provider’'s judgment may facilitate or may inhibit their initiating a
deprescribing conversation and sharing of information.
‘| think the important thing that should be emphasized is the person talked to their doctor. But you have to

trust your doctor’. (CG ID # 135)

Deference to the provider may limit the initiation of a deprescribing conversation.

‘My doctor should already know there’s some serious side effects or he should have already been warned
there are serious side effects. So, if | take this to him, then what is he supposed to do with it?" (CG ID # 133)
‘People are afraid to let their doctors know they have opinions of their medication and feeling like we're

telling a doctor what to do’. (CG ID # 70)

Patients and caregivers may not share all information with the provider.
‘You trust your doctor knows everything but sometimes if you don’t tell him, he isn’t going to know. People
don’t always like to tell the doctor everything’. (CG ID # 70)

implementation of deprescribing and highlights
the need to prioritize reaching and activating car-
egivers. Engaging the caregiver may appear to be
a simple task, but in fact health care records may
not contain the caregiver’s name or contact infor-
mation, or permission to reach out to the car-
egiver directly, making it challenging to reach the
caregiver outside of an appointment. Although
policy efforts highlight the need for caregiver
identification, more effective system-level strate-
gies are needed to make this information readily
available.30

Two particularly important factors are likely to
influence the success of efforts to increase

deprescribing: patient and caregiver trust in the
provider, and provider openness to including the
patient and caregiver in deprescribing the pro-
cess. Trust in the provider’s expertise was a strong
underlying relational factor that would lead many
caregivers to initiate a conversation with the pro-
vider. However, for some caregivers, trust is
linked to deference, which may result in a hesi-
tancy to raise questions to avoid being perceived
as challenging the provider. The reluctance to
engage in shared decision-making by the patient—
caregiver is a known phenomenon. Blumenthal-
Barby?! noted contributing factors for this
reluctance, such as health literacy, the cultural
and value system of providers, and limited visit
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Table 4. Healthcare providers’ themes and sub-themes.

1. Informed patients and/or caregivers can play a bigger role in deprescribing.

". . .when a patient comes [in] and has a conversation, about the [education materials] . . . it will also

help to stimulate the conversation for physicians who are not going to be participating in this kind of a
conversation. Patients might play a bigger role’. (PR ID # 97)

Informed patient and caregivers may be more ready to deprescribe.

‘| think the more they know the better . . . sometimes | feel like a broken record trying to explain all these
things. Maybe if they see it on paper or see it from another source, they'd be more inclined to sort of give it
another thought'. (PR ID # 116)

‘If it's [the conversation] patient initiated, sometimes it's better received, as, if they are the ones who are
thinking about it, because these medications have a lot of addictive potential’. (PR ID # 55)

Patients with memory loss may be particularly receptive to deprescribing.

“...in patients [with] memory loss [they are more ready to try] anything that will help their memory to get
better, they will do it". (PR ID # 97)

All parties should know each received the information.

‘I would like for my patients to know | got a copy, and they got a copy because if | bring it up to them, | don’t
want them to be surprised. And if they bring it up, right, | don’t want to be surprised’. (PR ID # 31)

2. Providers are faced with additional challenges when caring for older adults with ADRD.

“You just keep trying again. . .there might be something going on that makes it more difficult right now to
do it. Often Alzheimer patients, it's their families that are trying to make those decisions for them. They
are a little leery of stopping things. | think they don’t want to be perceived as not caring about the patient
or wanting the patient to die sooner . . . it's just as difficult if not more so when they have Alzheimer's,
especially when they get to the stage when they can’t make a decision anymore’. (PR ID # 142)

" . .ittakes extra brain power to review and try to make sure that all the medications are appropriate,
given the most recent evidence'. (PR ID # 32)

Deprescribing is particularly important for patients with ADRD.

‘| think Alzheimer’s and elderly patients, patients with Parkinson’s or cognitive impairment are all needing
deprescribing’. (PR ID # 31)

‘I am in support of deprescribing and specifically in the patient population who may have Alzheimer’s. |
think it's even more important given the risks we know of, falls, confusion and sedation’. (PR ID # 140)
Patients who have been on a medication for years may be fearful of making changes.

". .. elderly patients were started on benzodiazepines, 10, 20, 30years ago . . . there’s a lot of fear around
stopping these medications. . .this is the only thing that works, do not take this away’. (PR ID # 31)

‘| think patients, providers, family members get stuck in a rut and, if they're stable and things are going
okay, you just keep on prescribing . . ." (PDR ID # 32)

Deprescribing is more difficult when there are multiple providers prescribing.

". . . one thing that happens is when you're doing this process, there’s a lot of splitting staff, as patients
start to withdraw, they might go to another doctor . . . the medical team all has to be on board, not only the
PCP, but the nurses and the other PCPs need to know who's getting taken off their benzodiazepines’. (PR
ID # 31)

3. Operational care delivery supports are needed to effectively deprescribe.

‘I'd definitely use it [deprescribing algorithm] a lot, as far as how to taper and how to talk to patients about
deprescribing and things like that [would] be helpful . . . [also] if there were more resources, especially
local resources and things like that . . . ways to combat anxiety and insomnia we can get them off of these
medicines . . . how to talk to patients to deescalate them off of medications’. (PR ID # 116)

Managing incoming information and mailings to the office can be overwhelming.

‘I think just logistically one of the challenges | have is when | get these [patient medications paper
notifications], do | even look at them because you get a box full of these . . . what's going to make me make
me do that . . . that's one of the challenges | see as a provider is which ones of these do you actually look
at? (PR ID # 53)

ADRD, Alzheimer’s disease and related dementias.

time. Providers will need to be aware of these fac-
tors and seek ways of encouraging patient and
caregiver engagement during the visit. Providers
in this study were not only supportive of mailing
educational materials to patient and caregivers
but also expressed an openness to having a patient

or caregiver initiate a conversation about their
medications. From the provider perspective,
informed patients and caregivers would be more
engaged in the conversation and more ready to
accept deprescribing, increasing the chances of
success. Research also supports the importance of
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the patient/caregiver—provider communication to
achieve clinical outcomes through engagement
and shared decision-making.29-31-33

Providers acknowledged the need to deprescribe
potentially inappropriate medications for patients
with ADRD, but seek effective clinical resources,
alternatives to medications, and operational sys-
tems designed to support the deprescribing pro-
cess within their practices. Providing such
resources could help to address the known chal-
lenges that impede the deprescribing conversa-
tion, including time constraints, communication
with multiple prescribers, and information man-
agement.1%:20:32,3¢ The findings suggest these chal-
lenges may be magnified for patients with ADRD
due to the disease trajectory and care complexi-
ties. The multiplicity of health conditions, behav-
ioral and cognitive symptoms experienced, and
the relational dynamics between the caregiver and
the patient may all require the provider’s attention
and preclude discussion of deprescribing.
Evaluating these findings from a systems perspec-
tive confirms the need to consider multi-level
interventions intended to promote deprescribing
for patients with ADRD (Figure 1). Experts sug-
gest effective health care delivery, including depre-
scribing, should be from a patient-centered and
multi-level framework.1>3537 These frameworks
provide a conceptualization of the influencing fac-
tors related to deprescribing, which may guide the
evaluation and decision-making to address gaps in
the deprescribing process for sustainability.

Our study has limitations. While typical for quali-
tative studies, our sample was relatively small. The
patients and caregivers were predominantly White
and educated, the providers were drawn from a
single health system, the inclusion criteria for
patients with ADRD, and the financial incentives
all may limit generalizability. We also focused on a
hypothetical situation, rather than a real decision
facing the interviewee; responses in real decision-
making situations may differ. ADRD represents a
disease spectrum with the role of caregiver becom-
ing much more important as the disease advances.
We did not explore whether there were any differ-
ences in willingness to engage in conversations
about deprescribing based on the severity of
dementia. Finally, the use of Zoom and telephone
calls to conduct the interviews may have reduced
the ability to cultivate an environment of trust and
comfort for complete disclosure.

Conclusion

Sending educational materials to community-
dwelling ADRD patients about the need to discuss
deprescribing of potentially inappropriate medica-
tions may promote deprescribing conversations
with providers. This study identified specific infor-
mation that may motivate patients and caregivers
to initiate a medication conversation. Our findings
also underscore the importance of ensuring that
medication-related information reach the caregiver
as well as the patient, as the caregiver may be the
one to initiate a conversation with the provider.
Providers in this study acknowledged the impor-
tance of deprescribing, especially for patients expe-
riencing ADRD, but face challenges in
implementing deprescribing. Ongoing pragmatic
trials will determine whether such interventions
can stimulate deprescribing conversations and
achieve reductions in prescribing of inappropriate
medications among patients with ADRD.

Declarations

Ethics approval and consent to participate

The study was reviewed and deemed exempt by
the University’s Institutional Review Board,
approval number H0021386. After review of the
study and its purpose, all interviewees provided
written consent and verbal informed consent
prior to the start of the interview.

Consent for publication
Not applicable.

Author contributions

Mary T. Antonelli: Conceptualization; Data
curation; Formal analysis; Visualization; Writing
— original draft; Writing — review & editing.

John S. Cox: Conceptualization; Data curation;
Formal analysis; Investigation; Visualization;
Writing — original draft; Writing — review &
editing.

Cassandra Saphirak: Conceptualization; Data
curation; Project administration; Writing — review
& editing.

Jerry H. Gurwitz: Conceptualization; Funding
acquisition; Methodology; Writing — review &
editing.

Sonal Singh: Conceptualization; Funding acqui-
sition; Methodology; Writing — review & editing.

journals.sagepub.com/home/taw


https://journals.sagepub.com/home/taw

THERAPEUTIC ADVANCES in

Volume 13

Kathleen M. Mazor: Conceptualization; Formal
analysis; Methodology; Supervision; Validation;
Visualization; Writing — review & editing.

Acknowledgements

We thank the patients, caregivers, and providers
who gave generously of their time in the sharing
of their opinions, ideas, and experiences with us
to conduct this research. Dr Antonelli acknowl-
edges the support of the Junior Investigator
Intensive Program of the US Deprescribing
Research Network in conducting this study.

Funding

The authors disclosed receipt of the following
financial support for the research, authorship,
and/or publication of this article: This work was
supported by the National Institute on Aging
(grant number 4R33AG069794).

Competing interests

The authors declared no potential conflicts of
interest with respect to the research, authorship,
and/or publication of this article.

Availability of data and materials
Not applicable.

ORCID iDs
Mary T. Antonelli
0002-8604-6805

https://orcid.org/0000-0003-0912

https://orcid.org/0000-

Sonal Singh
-941X

Supplemental material
Supplemental material for this article is available
online.

References
1. Center for Disease Control and Prevention.
Adverse drug events in adults, 2017, https://
www.cdc.gov/medicationsafety/adult_
adversedrugevents.html#anchor_1558354994

2. Fialova D and Onder G. Medication errors in
elderly people: contributing factors and future
perspectives. Br ¥ Clin Pharmacol 2009; 67:
641-645.

3. Hajjar ER, Cafiero AC and Hanlon JT.
Polypharmacy in elderly patients. Am ¥ Geriatr
Pharmacother 2007; 5: 345-351.

10.

11.

12.

13.

14.

15.

Hernandez J. Medication management in the
older adult: a narrative exploration. ¥ Am Assoc
Nurse Pract 2017; 29: 186-194.

Hukins D, Macleod U and Boland JW.
Identifying potentially inappropriate prescribing
in older people with dementia: a systematic
review. Eur ¥ Clin Pharmacol 2019; 75: 467-481.

Lau DT, Mercaldo ND, Harris AT, et al.
Polypharmacy and potentially inappropriate
medication use among community-dwelling
elders with dementia. Alzheimer Dis Assoc Disord
2010; 24: 56-63.

Look KA and Stone JA. Medication management
activities performed by informal caregivers of older
adults. Res Social Adm Pharm 2018; 14: 418-426.

Hales CM, Servais J, Martin CB, ez al.
Prescription drug use among adults aged 40-79 in
the United States and Canada. NCHS Data Brief
2019: 1-8.

Sakiris MA, Sawan M, Hilmer SN, ez al.
Prevalence of adverse drug events and adverse
drug reactions in hospital among older patients
with dementia: a systematic review. Br ¥ Clin
Pharmacol 2021; 87: 375-385.

Park HY, Park JW, Song HJ, er al. The
association between polypharmacy and dementia:
a nested case-control study based on a 12-year
longitudinal cohort database in South Korea.
PL0oS ONE 2017; 12: e0169463.

The American Geriatrics Society Beers Criteria
Update Expert Panel. American Geriatrics
Society 2019 updated AGS Beers Criteria® for
potentially inappropriate medication use in older
adults. ¥ Am Geriatr Soc 2019; 67: 674-694.

Aston L, Hilton A, Moutela T, et al. Exploring
the evidence base for how people with dementia
and their informal carers manage their medication
in the community: a mixed studies review. BMC
Geriatr 20175 17: 242.

Gench M, Sawan M], Langford A, ez al. Tools to
evaluate medication management for caregivers of
people living with dementia: a systematic review.
Health Expecr 2021; 24: 1570-1581.

Sawan MJ, Jeon YH, Bond C, ez al. Caregivers’
experiences of medication management advice for
people living with dementia at discharge. ¥ Eval
Chin Pract 20215 27: 1252-1261.

Tannenbaum C, Farrell B, Shaw ], ez al. An
ecological approach to reducing potentially
inappropriate medication use: Canadian
deprescribing network. Can ¥ Aging 2017; 36:
97-107.

journals.sagepub.com/home/taw


https://journals.sagepub.com/home/taw
https://orcid.org/0000-0002-8604-6805
https://orcid.org/0000-0002-8604-6805
https://orcid.org/0000-0003-0912-941X
https://orcid.org/0000-0003-0912-941X
https://www.cdc.gov/medicationsafety/adult_adversedrugevents.html#anchor_1558354994
https://www.cdc.gov/medicationsafety/adult_adversedrugevents.html#anchor_1558354994
https://www.cdc.gov/medicationsafety/adult_adversedrugevents.html#anchor_1558354994

MT Antonelli, JS Cox et al.

16. Farrell B and Mangin D. Deprescribing is an
essential part of good prescribing. Am Fam
Physician 20193 99: 7-9.

17. Page AT, Clifford RM, Potter K, ez al. The
feasibility and effect of deprescribing in older
adults on mortality and health: a systematic
review and meta-analysis. Br ¥ Clin Pharmacol
2016; 82: 583—-623.

18. Reeve E, Bell JS and Hilmer SN. Barriers to
optimising prescribing and deprescribing in older
adults with dementia: a narrative review. Curr
Chin Pharmacol 20155 10: 168-177.

19. Cullinan S, Raae Hansen C, Byrne S, et al.
Challenges of deprescribing in the multimorbid
patient. Eur ¥ Hosp Pharm 2017; 24: 43-46.

20. Green AR, Boyd CM, Gleason KS, ez al.
Designing a primary care-based deprescribing
intervention for patients with dementia and
multiple chronic conditions: a qualitative study.
J Gen Intern Med 2020; 35: 3556-3563.

21. Linsky A, Meterko M, Stolzmann K, ez al.
Supporting medication discontinuation: provider
preferences for interventions to facilitate

deprescribing. BMC Health Serv Res 2017; 17: 447.

22. Reeve E, Thompson W and Farrell B.
Deprescribing: a narrative review of the evidence
and practical recommendations for recognizing
opportunities and taking action. Eur ¥ Intern Med
2017; 38: 3-11.

23. O’Mahony D, O’Sullivan D, Byrne S, ez
al. STOPP/START criteria for potentially
inappropriate prescribing in older people: version
2. Age Ageing 2015; 44: 213-218.

24. Martin P, Tamblyn R, Benedetti A, er al. Effect
of a pharmacist-led educational intervention on
inappropriate medication prescriptions in older
adults: the D-PRESCRIBE randomized clinical
trial. ¥AMA 2018; 320: 1889-1898.

25. Gillespie R, Mullan J and Harrison L. Managing
medications: the role of informal caregivers of
older adults and people living with dementia. ¥
Clin Nurs 2014; 23: 3296-3308.

26. Canadian Deprescribing Network.
Deprescribing algorithms, 2017, https://www.
deprescribingnetwork.ca/algorithms

217.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

Creswell JW. Research design: qualitative,
quantitative, and mixed methods approaches. 4th ed.
Thousand Oaks, CA: SAGE, 2014.

Saldana J. The coding manual for qualitative
researchers. 3rd ed. London: SAGE, 2016.

Bloomstone S, Anzuoni K, Cocoros N, ez al.
Prescribing cascades in persons with Alzheimer’s
disease: engaging patients, caregivers, and
providers in a qualitative evaluation of print
educational materials. Ther Adv Drug Saf.

Epub ahead of print 30 October 2020. DOI:
10.1177/2042098620968310.

Friedman EM and Tong PK. A framework for
integrating family caregivers into the health
care team. Report, RAND, Santa Monica, CA,
2020.

Blumenthal-Barby JS. “That’s the doctor’s job’:
overcoming patient reluctance to be involved
in medical decision making. Patient Educ Couns
2017; 100: 14-17.

Doherty AJ, Boland P, Reed ], er al. Barriers
and facilitators to deprescribing in primary
care: a systematic review. BYGP Open 2020; 4:
bjgpopen20X101096.

Greene SM, Tuzzio L and Cherkin D. A
framework for making patient-centered care front
and center. Perm J2012; 16: 49-53.

Beasley JW, Wetterneck TB, Temte J,

et al. Information chaos in primary care:
implications for physician performance and
patient safety. ¥ Am Board Fam Med 2011; 24:
745-751.

McCormack B and McCance TV. Development
of a framework for person-centred nursing. ¥ Adv
Nurs 20065 56: 472-479.

Todd A, Jansen J, Colvin ], er al. The
deprescribing rainbow: a conceptual framework
highlighting the importance of patient context
when stopping medication in older people. BMC
Geriarr 2018; 18: 295.

Trenaman S, Willison M, Robinson B, et al.
A collaborative intervention for deprescribing:
the role of stakeholder and patient
engagement. Res Social Adm Pharm 2020; 16:
595-598.

Visit SAGE journals online
journals.sagepub.com/
home/taw

®SAGE journals

journals.sagepub.com/home/taw


https://journals.sagepub.com/home/taw
https://www.deprescribingnetwork.ca/algorithms
https://www.deprescribingnetwork.ca/algorithms
https://journals.sagepub.com/home/taw
https://journals.sagepub.com/home/taw

