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Abstract

Polypharmacy, or the simultaneous use of multiple medications, represents a significant public health
challenge—particularly among older adults, who are more likely to experience negative clinical outcomes
attributable to adverse reactions to or interactions between their medications (Canadian Institute for
Health Information, 2013). Improved medication management on the part of both patients and health
care providers (HCPs) is needed to address the issues and consequences associated with polypharmacy,
but conversations between patients and their HCPs about options for medication changes remain the
exception. In a rural community near Ottawa, Ontario, a community-based participatory research
(CBPR) approach aimed to support improved public awareness of and participation in medication
management and deprescribing through educational events aimed at older adults. This paper describes
the processes researchers used in collaboration with community members to discuss and address
medication management in a locally relevant manner, details the results of these processes, and suggests
how similar approaches may be employed to empower patients and communities to address issues of

personal health care.

Our research team has used a rigorous method
to develop five deprescribing guidelines intended
to help health care providers (HCPs) decide when
and how to reduce or stop medications that patients
may no longer need or that cause more harm than
benefit (Bjerre et al., 2018; Farrell, Black, et al.,
2017; Farrell et al., 2016; Farrell, Pottie, et al., 2017;
Pottie et al., 2018; Reeve et al., 2018). Although
HCPs have widely accepted these guidelines in
general, the recommendations remain challenging
to implement in practice, and HCPs have told us
that they would be more inclined to use them if
patients initiated conversations about stopping
their medications (Conklin et al., 2019). This
is not common, however, so our team set out to
work with members of the public to understand
how to facilitate these deprescribing discussions.

The  Deprescribing  Initiatives ~ Using
Community Engagement (DICE) project was a
co-constructed, community-level initiative to
facilitate deprescribing conversations between
members of the public and their HCPs. By
formalizing a partnership between community
members and our research team, we aimed
to develop a sustainable strategy within the
community, adapt it for broader use, and
measure subsequent reach and adoption of the
initiative. In this paper, we present our experience
developing a local advisory group, summarize
advisory group members’ perspectives on public

knowledge and needs regarding polypharmacy
and deprescribing, and outline the resulting
educational intervention.

Background

Coexistence of multiple chronic health
conditions, or multimorbidity, is common
among older adults (Guerra et al., 2019; Salive,
2013). One consequence of multimorbidity is
the simultaneous use of multiple medications, a
phenomenon known broadly as polypharmacy.
Polypharmacy is very common: An estimated two
out of three Canadians over the age of 65 take at
least five prescription medications, and one out
of four takes at least 10 (Canadian Institute for
Health Information, 2018).

Although it may be clinically appropriate for
an individual to take multiple medications at once,
polypharmacy can become problematic when the
medications’ benefits are negated or outweighed by
potential adverse effects (Masnoonetal.,2017). The
consequences of such polypharmacy—increased
hospitalization and accompanying health care
costs; increased risks of falls, drug interactions,
and adverse drug events; and increased risk of
cognitive decline—represent significant public
health challenges (Duerden et al.,, 2013). Older
adults are particularly vulnerable to negative
outcomes associated with polypharmacy due both
to its incidence among this demographic and to the



physical implications of aging, including changes
to the body’s ability to metabolize medications.
Older adults are hospitalized five times more
often than individuals under the age of 65 due to
harmful effects from their medications (Canadian
Institute for Health Information, 2013).

One solution to the challenge of polypharmacy
is deprescribing — a process of tapering, stopping,
discontinuing, or withdrawing medications that
are harmful or that are no longer having their
intended effect. The goal of this process is to
mitigate polypharmacy and improve outcomes
(Thompson & Farrell, 2013). However, despite
HCPs growing interest in deprescribing and
the availability of tools and resources to aid in
the process, conversations between patients and
their HCPs about deprescribing rarely occur.
Turner and Tannenbaum (2017) found that older
adults experiencing polypharmacy are often
aware that their medications could be harmful
to them; nearly half of research participants had
independently researched medication-related
harm. However, patients largely rely on HCPs to
initiate conversations about their medications
(Sirois et al., 2017), and clinicians fail to do so on
a routine basis (Anderson et al., 2014).

Public awareness of polypharmacy and
deprescribing is limited. People who are aware
of medication harms and are familiar with the
term “deprescribing” are more likely to initiate
deprescribing conversations, but older adults
remain generally unfamiliar with both the
term and the concept (Turner & Tannenbaum,
2017). Approaches to educating the public about
polypharmacy and deprescribing are being trialed
(Turner et al., 2018) but have yet to be studied
in-depth. We are not aware of a community
engagement approach being used to develop
strategies from the public perspective to support
local deprescribing initiatives.

A community engagement approach to social
change derives from a growing body of theoretical
and empirical work dating back to the 1940s and
the early work of Kurt Lewin for the Committee on
Food Habits (Lewin, 1943; Wansink, 2002). This
work identified the principle that social change is
often facilitated when the people whose behavior
is expected to change are engaged as participants
in the change process. From this theoretical
foundation, a plethora of work has emerged on
the most effective ways to engage stakeholder
populations in efforts to bring about beneficial
behavior change (Bunker & Alban, 2006; Bushe
& Marshak, 2015), and a variety of community

engagement approaches have been found to be
effective in positively influencing health behavior
and outcomes (O’Mara-Eves et al., 2013).

CBPR is a community engagement approach
to public health research that centers local
needs, interests, and experiences to improve
the adoption and sustainability of intervention
activities (Israel et al., 2013). There is increased
recognition that community engagement is a
crucial determinant of success in public health
initiatives (Gebbie et al., 2003; National Institute
for Health and Care Excellence, 2016). Depending
on its depth and nature, community involvement
can facilitate capacity development (Mason et al.,
2013) and community empowerment (Martin,
2008). It also improves the relevance of local-level
interventions (Balazs & Morello-Frosch, 2013;
Norman et al., 2013) and supports increased
quality and validity of research without sacrificing
rigor or reliability (Balazs & Morello-Frosch,
2013). When approached thoughtfully, CBPR
benefits both communities and researchers,
facilitating a bidirectional flow of information,
skills, and resources while actively addressing
issues of equity, access, and decision-making
power (Balazs & Morello-Frosch, 2013; Buchanan
et al., 2007). The goal of maximizing community
engagement in research and intervention
processes anchors the core principles of CBPR
and presents unique and complex challenges.
Considering evidence that public awareness may
be a key element in meaningfully addressing
issues of polypharmacy and deprescribing
(Turner et al., 2018; Turner & Tannenbaum, 2017;
Working Group on Medication Overload, 2020),
CBPR has promise as a powerful and practical
mechanism for encouraging the public’s interest
in and engagement with these topics.

Research Team Characteristics

The research team consisted of four
coinvestigators, three of whom have health care
backgrounds in pharmacy (PharmD) and have
actively supported patients in deprescribing
efforts. The fourth is a social scientist (PhD) with
a background in organizational culture change. All
are scientists associated with different Canadian
research institutes. This team has worked
together since 2013 on the project to develop
and implement deprescribing guidelines. A social
science research associate (MA) with experience in
community engagement and qualitative methods
interacted with community members to develop
a local advisory group and to manage all data



collection and analysis. This person is not an HCP
and had no experience managing polypharmacy
or deprescribing. The research team also hired
a practicing pharmacist (BScPhm) to facilitate
group discussions about polypharmacy and
deprescribing. Five team members are women; the
social scientist is a man.

Methods
Formation of the Local Advisory Group

The research team scheduled and advertised
an initial public meeting in a small, primarily
English-speaking ~ community  (approximate
population 2,400, with 30% over the age of 65
and an average age of 46) to solicit interest in the
project and to begin the formation of the local
advisory group, or “LAG” However, our lack of
local knowledge early on resulted in the selection
of an event venue that, as we later learned, was not
much used by the community and was not easily
accessible to older residents due to its distance
from downtown. This event was poorly attended,
but it did put us in touch with a journalist from the
local newspaper. We were able to use this contact
later to advertise both the project and the final
event to the community.

Using publicly available information, we
reached out to local residents identified through
their existing engagement in community
organizations and activities, such as local social
clubs and service organizations. We anticipated
thattheseindividuals wouldlikely have established
relationship networks in the community, making
them not only valuable research participants
but also potential entry points for the research
team into the greater community. We conducted
initial outreach by email and followed up by
telephone, resulting in meetings with two local
organizations. We also employed opportunistic
and snowball recruitment methods, soliciting
and following up on recommendations from well-
connected residents.

Ultimately, five local women joined the LAG:
Three were between the ages of 55 and 74 and
two were in their 80s. Two women had nursing
backgrounds (one was employed as a community
wellness nurse and the other was retired), two
worked with a senior services provider (not health
carerelated) in the community, and one represented
a provincial seniors’ advocacy organization and
was a caregiver for her spouse. All had lived in the
community for at least 10 years, some for over 30
years. The group met regularly over the winter and
spring of 2018-2019 at a community boardroom

and received no financial compensation for their
participation. Data collection was approved by the
research ethics boards of the Bruyére Research
Institute, the University of Toronto, and Concordia
University. All members of the advisory group
were informed of the project’s parameters and goals
and participated voluntarily. All members signed
prepared project information forms indicating
their informed consent to participate. The process
is outlined in Figure 1.

Local Advisory Group Process

Indesigning, forming, and facilitating the LAG,
our central challenges were (a) operationalizing
the key principles of CBPR and (b) maximizing
engagement. The process needed to prioritize the
voices and experiences of the community and
minimize the degree to which researcher biases
might dampen or negate the LAG’s perspectives.
While we possessed a “big picture” idea of the
issues surrounding deprescribing, our goal was
to discover how patients and HCPs experienced
these issues on a personal level. Toward this end,
we took a conversational, open-ended approach.
At the same time, the LAG space needed to foster
trust between members of the community and
the research team, facilitate cocreation and shared
decision-making, and support a multidirectional
flow of information.

We used a multimethod qualitative approach
focusing on descriptive validity and minimal
inference. Approaching participation as a dynamic
process (Draper et al., 2010; Stauffacher et al.,
2008; Tritter & McCallum, 2006), we employed
an evolving mix of complementary methods to
structure discussions, facilitate consensus on
actionable priorities, and guide intervention
creation. The objectives, activities, and outcomes
of each advisory group meeting are summarized in
Table 1.

Articulating Key Issues. The advisory group’s
initial meetings had two goals: (a) to establish
a bidirectional flow of information between
community members and the research team and
(b) to establish a common understanding of the
issues of polypharmacy and deprescribing from
a local perspective. The High Plains Research
Network’s Boot Camp Translation (BCT) model
suggested a practical framework for creating
a shared knowledge base among community
members and researchers (Norman et al., 2013).
Developed at the University of Colorado, the BCT
model is a process for translating evidence-based
best practices in health prevention and chronic



Figure 1. Local Advisory Group process
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illness care into accessible public health messaging
that emphasizes patient-driven change and self-
management (Fagnan et al,, 2018). It has been
used to create successful campaigns addressing
colon cancer screening, routine asthma care, and
hypertension monitoring (Norman et al., 2013).
The LAG’s first meeting began with an
overview of polypharmacy, deprescribing, and
the research process via a PowerPoint slideshow.
During the presentation, members were
encouraged to ask questions, request clarifications,
and share thoughts about the content. The goal
of this informal approach, drawn from the BCT
process, was to foster group cohesion and to
establish a participatory norm early on. The group
then engaged in silent generation of responses to
and thoughts on the information covered, using
question prompts on a worksheet prepared by the
research team as a starting point. Next, a roundtable
discussion focused on perceived local issues

surrounding polypharmacy and medication use,
particularly among older community members.
Borrowing from Van de Ven and Delbecqs (1972)
nominal group theory, we chose this process for
its capacity to highlight points of consensus and
divergence among group members and to balance
contributions from assertive and more reticent
participants. The group’s first meeting also allowed
LAG members to get a clearer understanding of
the LAG’s purpose and goals, the formal research
process that would guide the groups activities,
and the implications of working within such a
process (e.g., the requirements of the research
team’s institutional research ethics board and the
necessity of accurate and thorough documentation
of data).

One research associate (acting as facilitator)
and one team pharmacist (cofacilitator and content
advisor) participated in the initial meetings. This
minimal representation was deliberate, reflecting



Juswabeuew
uonedipaw pue Adew.seydAjod Jnoge suoileSISAUOD Aloloejsiies-Ajjeninw
‘pawiojul ‘uado bBujuieisns pue buireniul sdOH JIdYl pue sjnpe Jap|o °

:dojineyaq awodino
jJuswabebus juaned pue bupjew
-uoisap padeys buniqiyul ‘Juswsbeuew uopiedpaw jnoge Jayio yoea
UlIm suonestanuod |njbuiueaw buiaey Jou ade sdOH J19ya pue sjjnpe Jap|o  *
;doineyaq jobue
buiqliosaidap pue uonen|eAs uoledipaw Jo sassadtold ayl ul Joddns
SuJ22U0d juanned ssalppe AlUea|d pue A|PAIRdayS 03 S||IMS pue abenbue| -
S9NSS| uoedIpaw Jnoge
suoesIaAuU0d buiney ul wayl Hoddns 03 sepinb-uoisioap pue saulepinb e
buiqrosaidap pue >umctm:n_>_oa lnoge uonew.ojul o
:paau (SdDH) stapinold w\_mucu_mwz
SUJDU0D pue siea) ssalppe 03 Joddns pue aduelInsse Jo swsiueydaw
ADBD0OApE-§|9S 93R}|IDR) 0] S|00) *
uollew.ojul Jeyl ssadoe 0] salbajeldys pue ‘Jewuo) pue abenbue|
d|geyoeoidde ul pajuasald ‘uoijewlojul JURAD|D] JO syunowe ajelidoidde e
suondo pue suoieJIPaW JUSJIND JI9Y] JN0Oge uoiewdojul o
buiqiosaudap pue AoewdeydAjod Jnoge uoiewdojul ¢

¢Joineyaq uj abueyd
SIyy inoge Bulqg 031 a3e} I M Jeym e
¢Joineyaq
siyy abueyd 03 BulAil om aue Aem jeym uy
¢obueyd
031 BulAiy aue am JoiAeYDQ DUl SI IBYM °
¢9N|0S
03 BbuiAny aue am wajqoid Byl SI 1YW °
SNSUSU0D Ydead 0] uoissnosip papinb
pue Ss}o9ys)Jom [enpiAlpul jo uopd|dwo) -
yoJeasad buiqriosaidap builsixa Jo MIIAIBAQ ¢
Hbuizesw 3se| wody syuiod ASy JO MIIADY
:S9IUARDY
(uonuaniayul
JOo siseq) omy ay3 =b6pliq 03 popaau S|
Jeym Ssndsip pue ['sJOlABYSQ SWO0IIN0,
ajenoide  [/sioineysq  39biey,  Lziuould e
2bueyd |esoineyaq JO s3doduU0d 2oNpoJul o
uonuaAlalul Aq palabie) aq

ued jeyy sanuoud ojul swajqold aiejsued) 610C
:poau 3|dodd :saA3[qO Adenuaga4
AJIssad9u J19y] uoi3sanb 0} uosead SS9 {3S00-MO| JO 934} 9q Aew SPIIN °
Alsnolas uax el buiaq suldaouod Joaye |[Im sasoubelp Jold eyl ALIoOpL ¢
2quosaid 03 JobunoA ueyl A2 240w S10300p JBpP|O °
1SUOIIRAIDSO JBYI0 asn
Hoys uonedipaw pue AcewJeydAjod o3 bunejal
aJe sjuawijujodde !suopesitanuod yidap-ul J0) dwil 9AeY SAem|e J,uop ¢ S9NSS| |J0| JO UOISSNISIP 9|el-punoy
0S op 0} sydwold uosanb yiim 12aysiiom
2oueyd ayl wayl aAlb 1o suoisanb yse ued Aayl sjusined wuojul J0u Aew e e buisn seapl Jo uonelsauab Jua|is O °
sjuaned J1ay] 104 suoisap ,3ybu, 8yl 9xew 0] paisnJy ale e uonejuasald
pauonsanb aq 03 Jou sa.unby Ajoyine se sjinpe Jap|o Auew Ag uaas aJe ¢ bulnp syybnoyy aJdeys pue suonsanb yse
1510300 | 03 pabeunodus oy {ssed0.d yodeasad pue
(suoneoo| a3owad Ul bulpisad ‘a4ed |eryuapisad Ul ‘aulpap aARIubod ‘Ajie.y ‘buiqluosaudap ‘AcewueydAlod ‘esodand
*6°9) suoiisanb se 03 Ajioeded [eausw Jo |BIISAYd By)] aAeY J0U Aew ¢ DY 40 uonejuasald wea)l yoieasay
peO|I9A0 UOjRWIOJUl DUSLIDAXD * 1S911IAIDY
:synpe Jap|0 buiqriosaidap pue AdewueydAjod
suonedIpaw Jiay)y Inoge suoiisanb yse 03 3ybu ayy aney Asuyj 1eyy Jo Bbuipueisiapun uowwod e ysijqeisy -
)Se 03 suonsanb jeym Jo adIApe pue uoilew.lojul o) 0b 03 alaym ¢ wea} yodeasal
Aj3usJayip synpe Jap|o 1094e SUOoiIedIpaW SWos ey} ° pue siaquiaw AJUNWWOD Udamiaq
Aym pue uo aJ,Aayl suoiedipaw jeym ¢ uolleWJIOUl JO MOJJ |RUOIIDBIIP-Iq YSI|qeisT 810¢
IMOU>| 1,U0p S3|Npe Jap|o Auely :S9A109[q0 | Jaquidag

s2wodlnQ

SSIMAIPY pue saARIq0

CITRELTA

S2WO023NQO pue ‘sanIAldY ‘saAndalqo sbuinasin dnods AJOSIApY |B207 T 3|qeL




sbuiuiea| Jisyy
uo dn Buimo||o4 Ul seapualle Joddns 03 WSIuBRYIDW ,JUDWHWWOD, ¥ ©
S99puUdIe 10} S|elID1eW DWOY-9X ) dU109dS-]UudAd pue |eiduln) -

JUDAD 9y3 JO Med painionJals alow ayy buimojjol ,91burw,
|ewJojul ue bulnp saspualie Yiim ey 03 siapiaold aJedyyjeay |eoo] o
suollsanb asualpne Jamsue 03 aA0qge ay3 Jo dn apew |oued ¥ ¢

suol3edIpaw Jiayl 3noge siapiaold aldedyyjeay Jisyy

03 Bupj|el 1eIS Ued SyNpe Jap|o Moy pue Aym jnoge deads 03 AJlunwiwiod
2y wody uepisAyd e pue ‘3spewdeyd ‘21gnd ayj Jo Joquiswl Y ¢

9AI3BI}IUI UolIEONPa AJUNWILWIOD
pal-9y1 buizijeuonyeisado Jo uoissndsIq °
91ep 01 AJBWWNS UOISSNISIP DY M3IADY *
abueyd buipunj mainsy
:S9lUAIDY
(oym ‘moy ‘qeym ‘usym
‘3J9YM) UOISSaS 3yl JO SoiIsibo| aulwlaleg °
paJaAllap
2q |IM abessaw ayj moy aulwialaq -
Pa}IAUl @ p|noys oym AJauspr ¢
UOISSaS uol3edNpa ay3 Jo |eob aulwlialeg °

:BbuinjoAul JuaAs uoiednpa d1gnd ajbuls v 1saAR[q0 | 6107 AN
(buiquosauadap
‘AoewaeydAjod) suoiisenb pue sydaouod 3 nowip aJow 03 ssadboud o
UOISSOS 1SB| 9U3 Ul pasSnJs|p ‘pauded] Ssem 3eymM UO Sp[Ing UOISSDaS Yyoesd -«
(sybu Juaned ,a4ed Jo 9poJ10,) s1dodu0d JIseq Yyim Heis o UOIJUDAJDIUI UR 104 JOPISUOD 03 Soyldads pue
SuU0ISSas J1|gnd aAI30eI]Ul JO SOIIaS e :Abajedis bulbiswg SsaJppe ued Dy 2yl Spasu JO uoissnasiq °
sa1693e.43s Juswa|qeua/3loddns pue uoieINPa pud|g ° S19sse AJlunwiuwod JO uoIssnasiq °
24ed JO 92412 ay3 ojul (>peq) uaip/auanned ayy ade|d ¢ siapiaodd aiedyyeay pue olgnd
(@ouailadxa ‘abenbue|) a|qeiead g - Y3 J0J 9|gejieAe sjoo] buiqliosaidap pue
uosiad-ul 2oe|d el AdewueydAjod uo uonejuasald julodiomod ¢
10} P99U SUOIIUDAIIUI |B1I3UIOd 1S9IAIRDY
Hels 03 UOIJUDAJDIUI Wwlojsulelg e
9J9YM/MOY MOU> 3,U0p SdDH J19y3 03 bupj|ey ul pajsalajul aie oym asoyl sjosse
94eD JO 32412 9Y3] JO Med se SoA|9SWaY] 99S 3,uUop synpe Jap|0 ° AJlunwwod pue s924n0saJ aJedyyeay
:,9ded d|ge|ieAe-A||RD0| SSNJSIp pue Jnoge uJdea ¢ 6102
4O 32412, BY3 Ul UOIIEDIUNWWOD PUNO.JR U93UdD PASSNISIP SONSS| U3 JO SO 1S9AI1303[q0 yoJep

Saw0d1nNQ

S9NIAIDY pue $9AIR3(q0

GISIREETN

SQW02INQ pue ‘sanIAdY ‘saAndalqo sbunas dnoas AlosiApy |20 *(panuijuod) T ajqeL




the research team’s concern with giving the nascent
advisory group space to build internal relationships
and capacity without the potentially overwhelming
influence of formal expertise. Over time, additional
research team members and local HCPs also came
to attend advisory group meetings.

The advisory group met four times over six
months, with each meeting’s agenda determined by
the decisions made and priorities set at the previous
meeting. These meetings were supplemented with
occasional, smaller meetings to welcome new
members and to allow existing members to catch
up on and contribute to the content of any missed
meetings. Participants and researchers were
encouraged to complete post-meeting memos to
track new and emergent understandings, to explore
and react to issues and ideas that came up during
meetings, and to assess the perceived effectiveness
of the research process (i.e., Did participants feel
the process was accomplishing what they hoped or
understood that it would?; Birks et al., 2008).

Data Collection and Analysis. Shortly
following each meeting, three members of the
research team received a data package consisting
of meeting minutes, researcher and participant
memos, field notes, and other meeting materials
(such as slides, handouts, and worksheets).
Team members analyzed these packets using
developmental evaluation—a utilization-focused
process aimed at generating rapid, “real-time”
feedback to inform and support the proceeding
phase of intervention development (Rey et al.,
2014). Using a rapid analysis technique premised
on a common, structured template, each analyst
produced a memo highlighting patterns in the data
and any insights that emerged during review. The
entire research team reviewed these memos and
noted patterns and implications in the analyses
before meeting to reach consensus on “lessons
learned” The resulting summary was presented to
the advisory group at the start of the next meeting
for discussion and endorsement or repudiation (it
was also sent to absent advisory group members
to include them in the process). Team members
proposed themes based on recurring topics and
relationships around which the memoed data
appeared to cluster, and these were checked against
the data to confirm coherence, relevance, and
depth (Braun & Clarke, 2006).

Focusing on Behaviors. The results of the
first meeting were a set of issues, concerns, and
ideas which described what the LAG perceived
to be key drivers of polypharmacy and barriers
to deprescribing in their community. To

translate these items into actionable priorities
for intervention, the research team employed the
COM-B model, the foundational component of
the Behavior Change Wheel (BCW) framework
(Michie et al., 2011). This model facilitates the
selection of effective intervention strategies by
identifying target and outcome behaviors and the
relationships between the two. It has been used
to develop a range of health care interventions
addressing such goals as medication management
in multimorbidity (Sinnott et al., 2015), dietary
behavior change (McEvoy et al, 2018), and
medication adherence (Murphy et al., 2014).
The LAG focused on answering four core
questions:
1. What is the problem we are trying to solve?
2. What is the behavior were trying to change?
3. In what way are we trying to change this
behavior?
4. What will it take to bring about this change
in behavior?

By identifying target behaviors as well as drivers
and deterrents using the COM-B model and BCW
framework, the advisory group articulated the focus
and goal of the intervention (discussed below).
Next, group members conducted a community
assets inventory (Sharpe et al, 2000), applying
their experiential knowledge to recommend
strategies and local resources for implementing
the anticipated intervention. The inventory
included consideration of accessible public spaces
in the community, local opportunities for event
promotion and advertising, and known, trusted
local HCPs who might act as both promoters of
and participants in the eventual intervention.

Results

Here, we describe four themes that emerged
from the research team’s analysis of advisory group
discussions, an outline of the groups planned
intervention, and the group’s ultimate actions.

1. Older People Have Access to Very Little
Understandable Information About Their
Medications

LAG members expressed concern that many
people, particularly older adults, are taking too
many medications without necessarily knowing
what they are for, why they are taking them, what
effects to expect from them, or how the effects of
certain medications may change with age. Older
adults can be overwhelmed by the volume of
medication information they receive, particularly
if it comes in the form of generic, pharmacy-



supplied, medication-specific pamphlets or if
content is written in complex, technical language.
Confusion can arise when a medication brand
is changed, unfamiliar generic names are used,
or new options and alternative treatments are
proposed without explanation of the benefits
and risks. Although accessible information about
medications is important, LAG members also
felt that the skills people need to acquire that
information are equally important, particularly
in terms of how to ask HCPs questions about
medications. Patients may not be motivated to ask
such questions depending on how they perceive
the authority of the prescriber and their own role
in medical decision-making.

2. Older People Fear Asking Their Physicians
Questions About Their Medications

According to LAG members, older adults
believe HCPs may perceive them as questioning a
doctor’s decisions or as “difficult” patients if they
ask questions about their medications, which they
fear could result in denial of care, loss of access
to treatment, or dismissal from their physician’s
practice. LAG members described people’s feelings
of intimidation as well as fears associated with
having their concerns dismissed, experiencing
consequences of new treatment plans, and
changing established patterns of behavior.
Advisory group members believed that these
fears may stem in part from a power imbalance
between people and physicians, wherein patients
perceive physicians as authorities on medications
and treatment, believe that medical decisions are
the purview of physicians, and trust physicians to
make the right decisions. Some older people feel
their physicians are uninterested in concerns and
questions about medications or treatment plans
or they don’t have time to address them. Group
members also had a sense that people might be
more comfortable asking pharmacists questions
but did not necessarily do so out of concern about
imposing on them when they appear busy.

3. Older Adults Are Unfamiliar With the Concept
of the “Circle of Care” and Therefore Do Not
Recognize Their Role Within It

In recounting how older people engage in
their own health care, LAG members described
a marked level of passivity. They described many
as unaware of their rights to receive a full and
accurate account of their health status from their
physician, to be consulted, to ask questions, to
share their goals and preferences, and to participate

in their health care decisions. As a result, they
felt patients often failed to engage in their own
health care due to a lack of interest or capacity.
These observations suggest that older people may
not conceive of a “circle of care” in which HCPs
partner with them to provide care that aligns with
their needs and goals. The circle of care typically
refers to the “ability of certain health information
custodians to assume an individuals implied
consent to collect, use or disclose personal health
information for the purpose of providing health
care” (Information and Privacy Commissioner
of Ontario, 2015). The advisory group started to
apply the term to collectively describe individuals
involved in managing a persons medication and
treatment plan (including the person themselves).
The circle of care framework conceives the patient
not as a passive recipient of care at the center of
the circle but as an active part of the circle. The
LAG suggested that older people often do not see
themselves as health decision-makers and rarely
engage in self-advocacy for their care, as this
simply does not occur to them.

4. Relationships Among HCPs and With Their
Patients Are Not Always Present or Effective

LAG members suggested that relationships
between older people and their HCPs within
the circle of care are failing to achieve optimal
medication management. Local pharmacists
attending the LAG meetings confirmed that
hospital and community pharmacists rarely
communicated during transitions in care, leaving
the latter lacking information about medication
changes made in hospital. Even in this small
community, the hospital and community
pharmacists attending the meetings did not know
each other. Communication between community
pharmacists and physicians relies heavily on fax
transmissions that frequently go unacknowledged.
LAG members also perceived that many older
patients’ deferential attitudes toward their doctors
reduced the effectiveness of the physician—patient
relationship, and they pointed out the difficulty for
isolated older people and those living in long-term
care to maintain relationships with their HCPs that
would allow detailed discussions of medications.

Summary

Together, the four themes reveal a pattern
of interaction and communication within
the community that impedes deprescribing
medications for older adults. Control and
authority over medication decisions is ceded



to physicians instead of being the shared
responsibility of patients, physicians, and
pharmacists. Patients receive information about
medications that, although valid and useful, is
presented in a complex manner that is difficult
for patients to understand—if it is presented at all.
Disconnections in communication among HCPs
make it challenging to maintain an accurate and
complete record of a patient’s medications, and it
is often unclear whether important information
has been received and considered. Questions
and concerns are suppressed, and collaborative
decision-making within the circle of care rarely
takes place. These themes informed the LAG’s
next steps.

The LAG? Initial Plan

Group members determined that an
intervention should empower older adults to
initiate conversations with their HCPs and
participate more actively in medication-related
decisions. They proposed a series of local
educational events for older adults, with the
first designed to help attendees develop a basic
understanding of their role as patients in managing

their medications. Each event would build on
previous events to improve medication literacy,
culminating with the concept of engaging in
shared decision-making. The gradual introduction
of basic then more complex information and
skills was proposed to maximize support among
community members and improve retention of
information. The LAG suggested involving local
experts (pharmacists, physicians, public) in these
events to help attendees build confidence and
competence through discussion and role playing.
The group also conceived a component in which
attendees would create a written commitment
to action based on their learnings. To coordinate
relationship ~ building and communication
among HCPs, the group planned a concurrent
information-sharing strategy.

What the Group Carried Out

As the advisory group began planning the
proposed education series, all Health Service
Research Fund grants were discontinued by the
Ontario provincial government, and research
teams were told to wind down activities over
a 90-day period. The group determined that a

Table 2. “Talking About Your Medications” Public Event Outline and Description

Event Part People Involved

Description and Purpose

I: Members and | Speakers: o Short (5-10 minute) talks from individuals
Roles in the « Local resident representing different members of the circle
Circle of Care . Local of care
community . Establish baseline knowledge about the
pharmacist members and their roles in medication
« Hospital management
physician . Get attendees thinking about potential
concerns or questions they might want to ask
later in the session
. Speakers use personal experience and local
relationships to connect with attendees
II: Panel Speakers, MC . Attendees submit written questions to be
Questions Period | from local partner drawn at random and read out-load by host
organization . Allow attendees the opportunity to share

experiences and ask questions that are
relevant to them

Format allows for anonymity, balances the
contributions of more and less confident
participants

III: Mingling
Period

Attendees, speakers, .
local healthcare
providers

Following formal portion of meeting,
attendees and local HCPs invited to partake in
refreshments, mingle with each other
Encourage attendees to make one-on-
one connections with speakers, healthcare
providers and ask more questions




single, abridged public event would honor their
commitment to community members and would
provide the community with tools to continue an
intervention after the departure of the research team.
Individual group members took on responsibilities
in organizing and advertising the event, recruiting
local speakers, and managing the event itself.

The 2-hour evening event, “Talking About Your
Medications,” was conducted in partnership with
the local senior center. It focused on encouraging
people to initiate conversations with their HCPs
about their medications by demonstrating the
patient’s role in the circle of care. The session was
presented in three distinct parts (see Table 2).

To initiate and sustain behavioral change,
LAG members felt attendees needed a take-home
information resource and a way to commit to an
action plan. Together with the research team, the
group produced two resources: a trifold handout
(Appendix 1) and a “My Appointment Plan”
template (Appendix 2). The local senior center and
a local pharmacy agreed to continue supplying
these to community members after the event.

LAG members were pleased with the turnout.
Alocalresident, alocal community pharmacist, and
a physician from a nearby urban area participated
on the panel. In attendance were 33 community
members (primarily seniors) along with a local
hospital pharmacist, two pharmacy students, and
four members of the research team. A short, written
survey was distributed to attendees to gather
informal feedback about the event. Attendees
universally approved of the event’s format and
content, and they expressed particular satisfaction
with the question period and the opportunity
to have informal conversations with the HCPs
present. In addition, a public event planning guide
was made available on the research team’s website
(https://deprescribing.org/public-event-planning-
guide/) to support other communities in holding
their own medication management events.

Discussion

By engaging with community members,
we were able to contextualize polypharmacy,
deprescribing, and medication management in a
locally relevant way. Many of the LAG members’
experiences and observations confirmed concerns
and issues described in the literature about
older adults’ views on and experiences with
medication-related decision-making (Belcher et
al., 2006; Modig et al., 2012). Their impression
that authority over medication decisions is often
ceded to physicians, instead of being perceived

as a shared responsibility, is consistent with
Belcher’s findings that many older people do not
want to participate or have difficulty participating
in health-related decisions (Belcher et al., 2006;
Modig et al., 2012). Research has also described
the potential obstacles to participation raised by
the LAG members, including the fear of being
categorized as “difficult” and the desire to conform
to the socially acceptable role of a passive recipient
of health care. The group also contended that
HCPs present information about medications in a
manner that is difficult for people to understand—
or in some cases not at all—leaving many older
adults unable to meaningfully participate in
decision-making even if they would like to do
so. Others have called for better medication
information, including standards and oversight to
address this issue (Shrank & Avorn, 2007).

The LAGs perception of physicians’
authoritarian attitudes may or may not be correct,
but the perception itself signifies a barrier to
collaboration. The group also identified a new
perspective that has not been described in the
literature: The lack of accurate and complete
records of patients medications complicates the
potential for older adults to participate in shared
decision-making with their HCPs and deserves
further study.

The CBPR approach allowed researchers
to access local knowledge and experiences and
increased both the rigor and relevance of the
research findings beyond what a hierarchical,
researcher-led process could have produced
(Balazs & Morello-Frosch, 2013). That LAG
members identified local issues confirmed by
other research findings lent support to researchers’
confidence and drive that they were indeed
addressing widely known but locally relevant
issues. There were some initial concerns regarding
the extent to which LAG members meaningfully
reflected the community on whose behalf they
were speaking. For example, all members of the
LAG were older women who had experience
working in health care and/or with organizations
for older adults. However, all members were
also long-term residents of the community and
had experience with their own medications, in
caring for older people with medication concerns,
or both, putting them in a strong position to
guide the LAG’s work. Further, as Steuart (1993)
discusses, CBPR participants often differ from
members of the community at large, particularly
in regard to education and income, as these
individuals are often in a better position to



participate in research while also providing an
insider’s view of community life (Steuart, 1993). In
short, professional experience should not negate
participants’ status as members of the community
and may in fact enhance their capacity to inform a
given study (Israel et al., 2008).

The LAG’s local knowledge was key in the
logistical planning of intervention activities. Early
in the process, the research team planned and held
a poorly attended public LAG recruitment event in
the early afternoon at the local community center.
The LAG later informed the team that the time and
location of the event had been inconvenient to its
target audience and that researchers had employed
the venue’s official, but uncommonly used, name
in event advertising. The LAG was able to apply
its members’ knowledge of local preferences and
habits both to plan their educational event at a
time and place that would maximize the target
audience’s attendance and to design and distribute
advertising that would effectively reach it.

As the LAG began strategizing about how it
would address its core issues, the emerging strategy
mirrored the group’s own process. LAG members
entered the study with significant knowledge, both
experiential and professional, about polypharmacy
issues among older adults in their community.
However, they demonstrated minimal conceptual
and extra-local knowledge on the subject and
awareness of existing initiatives and resources. The
research team’s provision of this information helped
group members contextualize their knowledge and
experiences, supporting realistic and appropriate
intervention planning.

Early in the groups work, the research team
took the lead in defining and organizing the group;
the concern at this stage was that researchers’
influence and biases would undermine the stated
goal of community-centered prioritization (Ross
et al, 2010). As the groups understanding of
process increased, so too did members’ ability to
bring their knowledge and experiences to bear,
increasing the group’s capacity to address perceived
community needs and priorities (D’Alonzo, 2010).
Clear leaders emerged in the group, and ownership
of both process and outcome increased, reflecting
a fluid, situation-specific, and participant-directed
model of community participation (Tritter &
McCallum, 2006) in which each component of
the engagement process demands an evolving
profile of collaboration. This is in contrast to the
linear, siloed conceptualization of community
participation represented most famously by
Arnstein’s ladder, which has been challenged

as oversimplified, inflexible, and power-centric
(Morgan, 2001). This outcome suggests that once
a community engagement process is underway, a
LAG may be able to take on progressively more
independence and initiative, particularly if a
clearer, self-defined structure and process emerges.

Several emergent factors compelled us to
adopt a more flexible group structure and process
than we had first envisioned. Originally planned
as a group of around half a dozen members who
would commit to the project from beginning to
end, a dragging recruitment process compelled us
to create a rolling form of member recruitment
that would allow new members to join the LAG
after the initial group was established. This
involved “onboarding” new members so they
could join the existing group with similar baseline
knowledge and a clear sense of the group’s progress.
Onboarding was accomplished via one-on-one,
in-person meetings with new members using
revised introductory materials and summarizing
the issues and decisions that had emerged from
the LAG until that point. New members also had
the opportunity to endorse, reject, or otherwise
contribute feedback to the processes that had
occurred prior to their joining.

An unusually snowy and icy winter forced
the group to rebook its second meeting three
times, prompting concerns about continuity
and maintaining group member buy-in. Early
communication issues aggravated this delay: At its
first meeting, the LAG agreed that communication
among the group would occur by email, but
LAG members did not consistently or reliably
respond to emails. The research team adapted by
reducing the number of emails sent, minimizing
the information remaining emails contained,
and restricting decision-making to in-person
meetings. LAG members responded positively to
these changes.

Group members often had conflicting
schedules, making consistent meeting attendance
by all members challenging and prompting
concerns that inconsistent attendance would
lead to a disconnected process and data biased
toward a subset of the group. To avoid this,
absent group members’ input was solicited via
email, phone, and smaller group meetings and
recorded in minutes and researcher memos.
The research team also adapted how meetings
themselves were organized, introducing a high
level of flexibility in order to work for both small
groups and larger discussions.



Implications and Conclusion

Our findings have implications for members
of the public and for HCPs. People need to know
more about their medications, they need skills to
help them find that information, and they need
to be comfortable approaching their HCPs with
questions. They and their HCPs need to see the
patient as part of a “circle of care,” with a joint
responsibility for information sharing and decision-
making. Building these skills and shifting how
people see their relationship to their medical care
is not likely to happen with a single intervention;
thus the recommendation to build skills gradually
over a series of interactive educational events
seems important. Those developing and delivering
education or support to individuals need to keep
in mind that transitioning people to take a central,
informed, and accountable role in their own health
care will often take time and sustained effort. In
this context, the LAG emphasized the importance
of getting participants started with a basic
understanding, gradually building knowledge and
new skills, and allowing opportunities for practice.
In the public forum offered by our workshop,
participants were able to interact safely with HCPs
and encouraged to ask questions; through these
interactions, they acquired new knowledge and
skills in a nonthreatening forum that mitigated
their worries about talking directly to their
physician about their own medications.

Additionally, our community partners’
knowledge of medications and polypharmacy was
consistent with what we found in the literature.
However, the engagement process allowed us
to discover an additional salient point: The lack
of accurate and complete records of a patient’s
medication use may hamper the patient’s ability
to participate in shared decision-making. This
deserves further study.

Since the completion of this study, the Lown
Institute has released a National Action Plan
to eliminate “medication overload,” which they
define as “the use of multiple medications that
pose a greater risk of harm than benefit” (Working
Group on Medication Overload, 2020, p. 7). Their
recommendations include raising awareness about
medication overload, implementing prescription
checkups, and improving information at the
point of care—all key components of the LAG’s
discussions and proposed solutions. Our findings
support the potential for collaboration between
researchers and communities in creating and
implementing public health interventions to
address the concerns and recommendations

outlined in this action plan. Local knowledge not
only allowed for the integration of local concerns
and interests in the prioritization of key issues but
also allowed the intervention events themselves to
be better attuned to local habits and preferences.
Over the course of the process, LAG members took
on greater leadership and planning roles, indicating
increased group capacity and confidence—crucial
components in the sustainability of public health
intervention planning. Additionally, the group’s
echoing and contextualization of known issues and
concerns affirmed the importance of addressing
polypharmacy and medication management in the
context of community-level and community-led
public health interventions.

Finally, our experience has allowed us to
identify some “lessons learned” that may be
useful for other groups approaching this kind of
collaborative and community-based work. Overall,
we learned that CBPR was an effective strategy
to engage with members of our stakeholder
community. The resulting shared decision-
making approach ultimately enhanced our team’s
knowledge of local habits and helped us identify
the best opportunities and recruitment strategies
to engage effectively with the community’s
wider public audience. Community members’
participation in the CBPR process appeared to
encourage them to view our codesigned process
and its intended outcomes as their own. This
sense of personal ownership and commitment
is likely to be important for researchers who are
hoping to maximize the reach, adoption, and
implementation of their work.

We learned that researchers working with a
CBPR process need to be flexible and adaptable for
community members. For example, flexibility in
how community members could participate in the
process was key to maintaining the interest of our
LAG members and respecting their boundaries
regarding availability and communication. We
occasionally found it necessary to schedule separate
“catch-up” meetings for members who missed
meetings and reduced the research team’ reliance
on email as a main form of communication. We
also found it necessary to accommodate a rolling
recruitment process as new members joined and to
modify our communication and meeting processes
to suit individual and community needs. Localized
knowledge of community habits and preferences
was as valuable as insights into local issues and
concerns and allowed us to cocreate both an
appropriate communication strategy and an event
plan that maximized potential participation.



Lastly, rather than “one-off” events that do not
support the building of new habits over a longer
time period, a progressive, “scaffolded” approach
may be more effective and accessible to build
knowledge and capacity among both advisory
group members and community members.

While we were unable to apply some of these
lessons outside the LAG process due to loss of
funding, new project funding (acquired after the
closing of the DICE project) will not only allow for
intervention activities to be planned and conducted
as the advisory group originally envisioned but will
allow the research team to evaluate the outcomes
of the intervention, providing a clearer picture of
reach, effectiveness, and impact.
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Appendix 1. “Talking About Your Medications” Tri-fold Handout (back)
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Appendix 1. “Talking About Your Medications” Tri-fold Handout (inside)
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Appendix 2. My Appointment Plan Template

My Appointment Plan

| have made an appointment with my doctor or
pharmacist (circle which one) to talk about my
medications.

My appecintment is with

on {date) at AM/PM

Three questions or concerns | would like to talk about are:

1.

| will bring to my appointment:

o A written list of all my current medications, including over-
the-counter pills, vitamins, and natural health preducts

o My list of questions, concerns, and information | want to
talk about

o A notebook and pen to write down what | learn

o Someone to take notes for me if | have trouble taking
them myself



