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Purpose: We examined how patient-reported outcome measures (PROMSs) support patients’
adherence to fall prevention recommendations in a novel primary care setting — the Falls
Prevention Clinic.

Patients and Methods: Using a patient-oriented qualitative study design, we recruited
patient partners to our study team to assist in developing focus group prompts. A trained
facilitator conducted five semi-structured interviews with a total of 21 Falls Prevention Clinic
participants. A trained facilitator prompted participants about: their views on the EuroQol 5
domain — 5 level (EQ-5D-5L) PROM, their preferences for PROM administration and
feedback, the presentation of PROM questionnaire data, the use of comparative data and
the EQ-5D-5L in improving adherence to recommendations, and other information they
would need to improve adherence. Participants’ responses were coded according to three
stages of qualitative analysis: open, axial and selective coding using an iterative and
comparative approach.

Results: “Opportunity” and “Development” emerged as higher-level themes for the partici-
pants’ perspectives on how the EQ-5D-5L may be helpful for their appointments. “Frequency”
described how often the participants believed the EQ-5D-5L should be administered and feed-
back provided. “Challenges”, “Benefits”, “Patients’ Understanding”, “Relevance of Data”, and
“Usefulness of Data” provided insight on how PROMs data presentation was viewed by patients.
“Performance”, “Resources”, “Knowledge”, “Role in Behaviour Change” highlighted the parti-
cipants’ ideas for the role of the EQ-5D-5L and additional information in supporting their
adherence to falls prevention recommendations. Participants emphasized that patients would
value further support information to facilitate their adherence.

Conclusion: This patient-oriented qualitative study, among individuals at high risk of future
falls, sheds light on the importance of timely, understandable feedback, integrated with other
clinical feedback in supporting adherence.

Keywords: EQ-5D-5L, patient-physician communication, administration, self-awareness,

adherence, falls

Introduction

Falls are a common geriatric syndrome and a leading cause of chronic disability
from injury and mortality worldwide.'> Of the 30% of community-dwelling
seniors who fall, half fall recurrently and are at significant risk for hospitalization,
institutionalization, and death.*® As the proportion of the population over 65
continues to increase, falls will place an increasing demand and cost on the public
health system.’
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Falls are preventable using a multifactorial prevention
approach in a falls prevention clinical setting8 that targets
multiple risk factors for falling based on an individual’s
fall risk profile. Meta-analytic’ and systematic review data
demonstrate that a multifactorial fall risk assessment and
management program can reduce falls; this effect was
stronger for individuals at higher risk for falls.'"® Such
a clinical setting was evaluated in the seminal Prevention
Of Falls in the Elderly Trial (PROFET) study;'" this multi-
led by
a geriatrician reduced falls by approximately 30%.'

factorial individually tailored intervention
Falls Prevention Clinics that have demonstrated feasibility
and success in falls prevention include the Finish Falls
Prevention Clinic and the Vancouver Falls Prevention
Clinic.®'? The Finnish Falls Prevention Clinic randomized
controlled trial demonstrated a 26% reduction in falls and
fall-related

a multifactorial individually tailored Falls Prevention

injuries  among  patients  attending
Clinic.® A Falls Prevention Clinic provides a feasible
way to deliver multifactorial falls prevention to high-risk
patients in a medical clinic setting dedicated to falls
prevention.®'?

The degree of effectiveness of a physician-led multi-
disciplinary falls prevention program may be limited by
adherence to recommendations.'> Despite established effi-
cacy for fall prevention interventions in reducing falls,
adherence to lifestyle or exercise interventions is generally
lower compared with adherence to medication changes
and physician referrals.'*'*'> We postulate that lower
adherence may diminish some intervention benefits.
Many studies report a 50% adherence rate or lower.'®'®
A critical void exists in our understanding of the patient’s
perspective and role in assessing their own health and how
or if it contributes to adherence.

Patient-reported outcome measures (PROMs) are self-
assessments of various aspects of patients’ health status;
historically, these are measured for research purposes.'’
For example, PROMs data are often used as outcome
measures in clinical trials and to identify important clinical
drivers of health-related quality of life and health resource
use, as well as quantitative descriptions of patient adher-
ence and overall patient experience.’’ > More broadly,
PROMs are increasingly recognized for their role in pri-
mary care clinical settings.'®*"?” For example, PROMs
data were used to customize patient education and provide
feedback for the physician. It improved medical care,
resulted in greater assistance with functional or clinical

problems for older patients and provided better patient

understanding of threats to their health.”® PROMs may

positively impact clinical management through shared

29

practitioner/patient decision-making;” the effectiveness

depends on the
28,30,31

quality  of
Additionally,
used as a simple screening tool

patient-physician
PROMs may be

in primary care

communication.

settings.”**? There remains limited research on how
PROMs can be used in the clinical management of
a Falls Prevention Clinic.

PROMs have demonstrated feasibility in a number of
settings. Frequent collection (i.e., every 3 months) inter-
vals are associated with higher response rates.*> > Yet,
PROMs are historically often implemented without input
from patients.’® Patients are less likely to complete
PROMs if they do not perceive or understand the
value.”> A patient-oriented approach may be useful for
improving PROMs completion rates, by promoting com-
munication between the provider and the patient to gain
patient input and to facilitate the patient’s understanding of
the PROM. Indeed, when PROMs completion is synchro-
nous with a patient’s clinic appointment, completion rates
are higher.*’

Patient benefits received from an intervention can be
limited by failure to fully or partially adhere to
recommendations.>® Patients’ motivation to adhere to recom-
mendations is partly influenced by pre-existing attitudes,
beliefs, and expectations toward their condition and
treatment.**** Clear information about regimens is often
not enough to ensure adherence,” highlighting the strong
influence of patients’ intrinsic beliefs about their condition
and treatment.***® Patients’ intrinsic beliefs include their
own understanding and perception of how the regimen will
affect their condition, and whether it makes sense to them.*°
Patients who evaluate that their personal needs do not exceed
their concerns about negative effects of treatments, such as
viewing the treatment as unnecessary or unsafe may explain
why they fail to adhere. 4748

The provider-patient relationship affects adherence by
providing opportunities to address patients’ concerns.**
Patient-physician communication is a significant predictor
of treatment adherence because it facilitates patient invol-
vement in decision-making.**>* Building trust through
tailored communication is also important for adherence
to recommendations in a falls prevention clinic setting.’
Because PROMs influence shared decision-making, it is
essential to explore the role of PROMs in supporting
adherence. PROMs can encapsulate the personal impact
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of conditions and provide an objective measure that can be
used during discussions to set expectations.***°

In light of the potential benefits and feasibility of
PROMs in primary care, we underscore the need to better
understand the value of PROMs data in a Falls Prevention
Clinic. The literature is devoid of how PROMS data may
be used to support patients’ decision-making regarding
adherence to the falls prevention recommendations pre-
sented from a Falls Prevention Clinic. The effectiveness
of using PROMs as a mechanism to promote patient
adherence is also unknown. Hence, this study used
a patient-oriented research approach by engaging patients
as research partners to understand if PROMs data may
improve patient adherence to falls prevention recommen-
dations. The goal of improving patient’s adherence to falls
prevention recommendations is to reduce the number and
rate of falls experienced by at-risk seniors. We used
a context of patients at high risk of falls that present to
a Falls Prevention Clinic for a fall in the previous 12
months to investigate these methods. Our primary objec-
tive was to explore Falls Prevention Clinic participants’
perspectives on PROMs and on how PROMs might impact
their own adherence to recommendations using a patient-
oriented qualitative study design with patient partners in
British Columbia, Canada.

Patients and Methods
Setting

This study took place at the Vancouver Falls Prevention
Clinic where patients receive a comprehensive medical
examination to identify their individual risk factors for
falls and fall-related injuries at baseline with optional
follow-ups at 6 and 12 months. A geriatrician assistant
completes questionnaires and various functional, mobility,
balance, strength and cognitive assessments. A geriatrician
performs a comprehensive 1-hour medical checkup where
the following factors were also reviewed: comprehensive
medical exam, physical function, functional ability, physi-
cal activity or exercise (i.e., strength and balance retrain-
ing), nutrition, medication review, alcohol/smoking review
and a home hazard assessment (via checklist). The best
practices offered by the Falls Prevention Clinic follow an
effective multifactorial approach.® During their appoint-
ment, patients complete a PROM (EQ-5D-5L) question-
naire prior to receiving any clinical interventions, and
repeat the PROMs questionnaire at six and/or 12 months
post-baseline assessment if the patient is requested by the

geriatrician to come back to the Falls Prevention Clinic at
6 and/or 12 months with a response rate of 99%.%° The
EQ-5D-5L was selected for this study because it has
demonstrated validity among individuals at risk of
falling,’® it has demonstrated feasibility in a comparable
population'? and there is growing interest in its routine
collection in primary care settings.”’

Patient Partnership

We recruited four (three active at a time) patient partners
who attended the Falls Prevention Clinic previously to join
our research team. Patient partners contributed to the
research project, the study design and methodology sec-
tion, as investigators with lived experience as patients of
the Falls Prevention Clinic. Participants contributed to data
collection. Due to the dynamic nature of our older patient
partners' health status, we actively recruited new patient
partners on an ongoing basis. Recruitment of new patient
partners was based on retention of existing patient part-
ners. If a patient partner became unable to participate due
to health conditions, we actively recruited a new patient
partner. Newly recruited patient partners were introduced
to the study in full and provided with all the information
the existing patient partners received. All patient partners
were engaged throughout the research process including
grant preparation, participant recruitment, focus group
question design, refinement and feedback.

Study Sample

Eligible participants were those who met the inclusion cri-
teria to attend the Falls Prevention Clinic. Participants were
included if they were: 1) aged >70 years referred by
a medical professional to the Falls Prevention Clinic as
a result of seeking medical attention for a non-syncopal low
trauma fall in the previous 12 months. Falls were defined as

Unintentionally coming to the ground or some lower level
and other than as a consequence of sustaining a violent
blow, loss of consciousness, sudden onset of paralysis as

in stroke or an epileptic seizure;>®

2) able to understand, speak, and read English profi-
ciently; 3) had an MMSE>® score >24/30; 4) had
a Physiological Profile Assessment (PPA)O® score of at
least 1.0 SD above age-normative value or a Timed Up
and Go Test (TUG)' performance of greater than 15
seconds or one additional non-syncopal fall in the previous
12 months; 5) expected to live greater than 12 months
(based on the geriatricians’ expert opinion); 6) living in
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the Greater Vancouver area; 7) community-dwelling (i.e.,
not residing in a nursing home, extended care unit, or
assisted-care facility); 8) able to walk 3 meters with or
without an assistive device; and 9) able to provide written
informed consent. Participants were excluded if they: 1)
were previously diagnosed with or suspected (by the ger-
(e.g.
Parkinson’s disease); 2) were previously diagnosed with

iatrician) to have neurodegenerative disease
or suspected (by the geriatrician) to have dementia (of any
type); 3) had a stroke; or 4) had a history indicative of
carotid sinus sensitivity (i.e., syncopal falls).

All participants signed written and informed consent to
participate in this study and included publication of anon-
ymised quotes, and this study was conducted in accor-
dance with the Declaration of Helsinki. Ethical approval
was obtained from the Vancouver Coastal Health Research
Institute (V19-03192, November 27, 2019) and the
University of British Columbia’s Clinical Research
Ethics Board (H19-03192, November 27, 2019).

Study Design and Methodology
Descriptive characteristics were collected for the following
measures at baseline: age, sex, height, weight, education,
instrumental activities of daily living, falls risk, balance and
mobility, depression status and cognitive status. The Lawton
and Brody Instrumental Activities of Daily Living Scale
(IADL) assessed independent living skills (range 0-8,
8=best).*> The Physiological Profile Assessment (PPA)
reports z-scores. A PPA z-score of 0-1 indicates mild risk
for falling, 1-2 indicates moderate risk for falling, 2-3 indi-
cates high risk for falling, and 3 and above indicates marked
risk for falling.®® Balance and mobility were ascertained
using the Short Physical Performance Battery (SPPB)
(range 0-12, 12=best; MCID=1.0; scores < 9/12 predict
subsequent disability).*> The 15-item Geriatric Depression
Scale (GDS) assessed mood (range 0—15, O=best; scores <5
are normal).®*®> Global cognitive function was measured
with the Mini-Mental State Examination (MMSE)®® and the
Montreal Cognitive Assessment (MoCA)®’ (range 0-30
points for each measure, higher=better). MMSE scores >
24/30 and MoCA scores > 26/30 indicate normal cognition.
To ensure we obtained a diverse array of perspectives
and experiences, we purposively sampled participants on
age, mobility and cognitive status within the limits of the
inclusion and exclusion criteria. We recruited 21 partici-
pants with a range of demographic profiles from the Falls
Prevention Clinic and conducted semi-structured inter-
views in order to understand patients’ perspectives on

how PROMs data could be used to inform them about
the consequences of adherence to Falls Prevention Clinic
recommendations. Each of the five focus groups conducted
included a range of 46 participants. Focus group metho-
dology was used for this study because we are at the initial
stages of understanding the value and utility of PROMs in
a Falls Prevention Clinic setting.®® Hence, focus groups
are deemed beneficial for exploratory research. Focus
group methods encouraged open communication among
participants. As such, the power of a group dynamic to
facilitate conversation and discovery about new topics in
this setting was deemed particularly useful. Guided by our
patient partners, we developed six open-ended questions in
each interview, designed to elicit responses about patient
benefits
PROMs data to inform their decisions to adhere, and

adherence to recommendations, from using
potential areas for improvement within the clinic. The
patient partners each met individually with our study
team to provide feedback on the focus questions in
advance of conducting the focus groups with participants.
The patient partners were asked to provide their input
based on the following prompts: 1) “Is there anything
that could be a cause for confusion?” and 2) “What can
be made more clear?” In summary, they suggested alter-
nate and additional explanations of the questionnaire and
proposed graphs for simplification. Following the input of
our three patient partners, Table 1 describes the six ques-
tions included in the focus groups.

The same trained facilitator administered these questions
to all focus group participants. Participants were made aware
that the purpose of the interview was to better understand
their perspectives on the use of PROMs data to promote their
own adherence and were shown the EQ-5D-5L and respec-
tive graphs when they answered the questions. Patient part-
ners were present for all focus groups and contributed to the
focus groups by further simplifying any explanations that
were still confusing for participants. After each focus
group, the patient partners discussed what they thought
were the main highlights with the facilitator separately.

Data Analysis

All analyses were conducted after data collection was com-
pleted. We coded the participant responses according to the
three stages of qualitative analysis outlined by Strauss and
Corbin: open coding, axial coding and selective coding.®’
Briefly, in the initial data reduction stage, two readers (DT
and JCD) repeatedly read participant responses from the
interviews to highlight sections of data that informed the
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Table 1 Focus Group Prompts

I. Why do you think we ask you to complete this questionnaire?
How do you think this measure (the EQ-5D-5L) might be helpful?

2. What are your feelings about the timing of feedback? How helpful
would it be if administration of the EQ-5D-5L increased in
frequency?

3. Do you think this type of information for tracking your health
status over time is useful? What do you think might happen if you
do not adhere? What do you think happens if you do adhere?

4. Would you like to be provided with comparative information of
how you are doing relative to how the average population seen at
the Falls Prevention Clinic is doing? Why or why not?

5. What type of information would you need to promote your
adherence to Falls Prevention Clinic recommendations?

6. Where do you think the EQ-5D-5L could fit in to promoting your

adherence?

research question (open coding). The first step in open coding
was to ascribe individual codes representing main concepts
to each line of the transcript. We then clustered ideas together
to form emergent themes (axial coding) by two readers (DT
and JCD). We highlight that this stage was an iterative
process. Axial coding was characterized by sorting and con-
densing codes; we grouped similar concepts together. We
explored relationships between codes. We completed the
conclusion drawing and verification stage (selective coding)
and established a finalized set of overarching themes. From
our selective coding, we generated a final list of higher-level
themes and associated categories that captured the main ideas
provided by the focus group participants. The sample size of
the study was based on the saturation of data. In this study,
we defined saturation as the point where no new additional
emergent themes were identified.

Results

A total of four patient partners (3 active at a time) were
recruited. Of these, one patient partner withdrew from our
study team due to a chronic condition. Upon their with-
drawal, our study team actively recruited an additional
patient partner.

We conducted 5 focus groups with a total of 21 partici-
pants, who had an average age of 82 (8) years. Table 2
provides demographic characteristics of the participants
included in the focus groups based on their profile at their
initial appointment at the Falls Prevention Clinic. Participants
in this sample are representative of the average population
seen at the Vancouver Falls Prevention Clinic in terms of age,
sex, mobility and cognitive status. Participants' average PPA

score was 1.3 (SD: 1.1), their average MoCA score was 26.5
(SD: 2.2) and their average SPPB score was 9.9 (SD: 1.5).
The focus group questions were designed to elicit
responses about six different yet connected topics. Table
3 summarizes the six key themes that emerged, and Table

4 provides quotes supporting each theme.

Theme |: Usefulness of a
Patient-Reported Outcome Measure
(EQ-5D-5L) to Patients

Focus group participants reported their assumptions for the
purpose of PROMs completion and identified that it can be
an opportunity at two distinct levels: 1) an opportunity for
physicians to gain a patient's perspective about their con-
dition and how it impacts their daily living and 2) an
opportunity for comparison to delineate individualized
trends of patients’ wellbeing before and after going into
the clinic. A participant stated: “I think if you came in here
for the first time, you’d want to know something about us
and how we feel about our condition.” Another elaborated:

Table 2 Baseline Demographics (n=21)

Patient Preference and Adherence 2020:14

Variables Mean (SD) or Range
Frequency (%) (Min,
Max)
Age 81.1 (6.5) 66, 93
Sex N/A
Male 5(24.8)
Female 16 (76.2)
Height (cm) 161.1 (8.5) 146.1, 181.6
Weight (kg) 72.7 (15.3) 48.5, 109.1
Education (n=20) N/A
High school certificate or 2 (10)
diploma
Trades or professional 7 (35)
certificate or diploma
Some university certificate | 3 (I5)
or diploma
University degree 8 (40)
IADL (n=20) 8.0 (0.2) 7,8
SPPB (12 points max) 9.8 (1.6) 7,12
PPA (-2 to 3)* 1.2 (1.1) 03,34
GDS (30 points max) 1.7 (2.1) 0,7
MMSE (30 points max) 28.9 (1.2) 26, 30
MoCA (30 points max) 26.6 (2.3) 22, 30
EQ-5L-5D score (n=18) 0.8 (0.3) 0.1, 1.0
Note: *A score of 3 indicates marked risk.
submit your manuscript 2 I 09
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Table 3 General Themes from Focus Groups Regarding the Role
of PROMs (i.e, EQ-5D-5L) to Promote Adherence to Falls
Prevention Clinic Recommendations

Theme |: Usefulness of a patient-reported outcome
measure (EQ-5D-5L) to patients

Opportunity
Gaining the patient perspective
How patients are feeling
How patients’ conditions affect their daily living
Gaining self-awareness
Brining issues to the patient’s attention
For comparison
Follow up purposes
Possible trends
Development
Care pathway

Role in provider’s/physician’s decision of treatment plan

Table 3 (Continued).

For self-awareness
Figure out why they are in a certain group
For Provider

Find and provide reason for different levels of compliance

Theme 5: Patient perspectives on promoting their own

adherence

Theme 2: EQ-5D-5L administration and feedback timing

Frequency
When to receive feedback
Real-time
Patient's preference
Administration of questionnaire
Often is more helpful

Performance
Direct feedback from the provider
Report of/asking how compliant they were
Resources
Lists
Recreation/exercise programs
Directly from provider
Ask what patients need
Knowledge
Effect of comorbidities
How it can hinder compliance
Self-reflection
Prompts to think about reasons they have not been complying

Theme 6: Potential role for the EQ-5D-5L in promoting

adherence

Theme 3: Tracking health status over time - the relationship

to adherence

Benefits
Comparison
Able to see if there are changes throughout time
To understand the treatment process
Motivation
Able to see improvements or declines
Challenges
Data presentation
Cause for confusion
Target audience
Patient vs Provider vs Research
Patients’ understanding
Interpretation of the graphical data
Reasons for decline/incline

Role in behaviour change
Not having a role
Already knowing own state of wellbeing
More important for provider
Reasons for its ability to change behaviour
Improving self-awareness
Positive reinforcement

Theme 4: Comparison of PROM data with peers

Relevance of data
Relevance to self
Performance of others not relevant
Evidence for benefits from recommendations
Already knowing their own level of adherence
Need to be similar in demographics/conditions
Usefulness of data
For Patient

For motivation

(Continued)

For me [the EQ-5D-5L] sort of covers how you’re able to
function. And you know, for that, I think it’s a nice encap-

sulation ... whatever your condition, health condition,

how you’re managing in your life ... that’s an indication
of whether your condition, your health is interfering with

your abilities to function in the world.

Those who talked about comparison purposes had similar
thoughts: “... You get a sense of the progress or the
fluctuations of your healing process.” Participants also
reported an opportunity for patients to gain more self-
awareness of how their conditions affect their lives.
Some participants pointed out: “There might be, some of
these issues here, some of these items, that you really
haven’t thought about in a while.” A minority of partici-
pants talked about it being more useful for the provider.
They reported that the completion of a PROMs question-
naire may assist in the development of the primary care
pathway for falls prevention:
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Table 4 lllustrative Quotes for Key Themes About the Role of PROMs (i.e.,, EQ-5D-5L) in Promoting Adherence to Falls Prevention

Clinic Recommendations

THEME I: Usefulness of a patient-reported outcome measure (EQ-5D-5L) to patients

Higher Level Theme |: Opportunity

Predominant theme:

Sub theme and quotes:

|. Gaining the patient's perspective

How patients are feeling

“I think if you came in here for the first time, you'd want to know something about us and how we feel about
our condition.”

How patients’ conditions affect their daily living

“For me [the questionnaire] sort of covers how you're able to function. And you know, for that, | think it’s
a nice encapsulation ... whatever your condition, health condition, how you’re managing in your life ... that’s

an indication of whether your condition, your health is interfering with your abilities to function in the world.”

2. Gaining self-awareness

Bringing issues to the patient’s attention

“There might be, some of these issues here, some of these items, that you really haven’t thought about in a while.”
” ... that it's something you might not have thought about for a while, and [think], “Oh gee, | guess that is true, so
maybe | should follow-up and see my GP, because | am having more pain,” something like that. It might make you
think about something you had not thought about.”

“I think it’s helpful because it just makes us more self-aware, you know, | think that being self-aware when you're
older it’s very important because | live with somebody who has dementia and he’s not self-aware. And so there’s
huge difference between my awareness of what’s going on and everything in his. So, yes, | think it’s important from

that point of view.”

3. For comparison

Follow up purposes

“Think the idea of having it filled out again later, as a follow-up could really be an indication of whether there’s
been a change and whether the Falls Prevention Clinic had a role in it

Possible trends

“[The provider] can compare to what we wrote when we first came to the Falls Prevention Clinic.”

“We understand it could be different tomorrow or yesterday and that we'll be doing this each time you're
here ... So you get a sense of the progress or the fluctuations of your healing process ... Then | think it could
be very interesting.”

“I think it encourages us [to] see what’s happening, [whether] we're improving or slipping and [if so,] it might
just give us a little kick in the back in the bottom.”

Higher Level Theme 2: Development

4. Care pathway

Role in provider’s/physician’s decision of treatment plan

“The patient might think that she’s having acertain problem, and it turned out it’s not that. And the doctor can
redirect her to the correct treatment.”

“[Providers should make recommendations] on the basis ... of what [they’ve] observed in the tests that are

done and also in terms of the individual’s approach to what the patient thinks.”

THEME 2: EQ-5D administration and feedback timing

Higher Level Theme 3: Frequency

5. When to receive feedback

Real-time

“I just found that [it is] helpful is to have the person tell me how | respond to them on that particular day.”
“We're here personally to understand our bodies and maybe learn something and maybe together not have so
many falls, but that doesn’t mean that the information we provide to the research team.. . isn'timportant. It is very
important. But for me personally ... you got to take it and run with it

“I found it more helpful immediately when | was finished, and had an interview with the doctor, and | enjoyed that.”
Patient's preferences

“It would depend on each [person] ... whether they feel that they need [to].”

(Continued)

Patient Preference and Adherence 2020:14
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Table 4 (Continued).

6. Administration of questionnaire

Often is more helpful

“I think it should be done that probably at least every three, if not two. And the reason | suggest that is
because | think there may be ... seasonal aspects to us. You may find you'’re doing more in the summer.”
“And | think [having it done often is] a good thing, because | think each week, or each month, you may be
worse, or you may be better. The first week you can walk about, and then the next month you've fallen, or

something’s happened, and you can’t do that. So yeah, | think this is very useful.”

THEME 3: Tracking health status over time - the relationship to adherence

Higher Level Theme 5: Benefits

7. Comparison

Able to see if there are changes throughout time

“It’s a great visual, which is probably easier to grasp at once then if we were to compare written format.”
“If it could be sent to you on a sort of brag, you're saying two months or something, you could see how you
were progressing, if you were getting better or if you were getting worse. You know, that would be excellent if
it would be kind of depressing if you get [down] all of a sudden.”

“So | would expect to go [up]. And then the next time, to be a little bit more improvement ... That’s what
| would like my graph to look like. Simple, and my expectation would be, if | come, and | am reasonably
compliant, I'd progress. And hopefully, it would shame me, if | didn’t progress.”

“| also think it’s a preventive measurement, if you're getting worse, you have to mindful not to fall.”

To understand the treatment process

“[It would] help me understand the process that I've been through.”

Higher Level Theme 6: Challenges

8. Data presentation

Cause for confusion

“They’ve way overcomplicated this, because | think it's very wonderful for the professional reading it - But it’s
not a terrific thing for ... your regular person.”

“I mean, it doesn’t make any sense when | just look at it ... Unless [the provider] starts [talking about] what

caused that decline.”

9. Target Audience

Patient vs Provider vs Research

“I think this is more for staff, who are taking care of me, if they need to know.”

“Maybe that’s okay for research ... But it’s personally not for me.”

“Well, you know it in your head ... You know if you're getting better or if you're slipping ...”

Higher Level Theme 6: Patients

’ understanding

10. Interpretation of the graphical
data

Reasons for incline/decline

“I like that idea, too, of doing this, if you find yourself improving, then it’s great. You just have to remember
what you did the last time, the first month. You don’t want to say, ‘Oh, what did | say last month? Am [ feeling
better, or not?” So you'd almost have to keep track of what you did, yourself, month by month.”

“Well, they would just have to explain the graph at the beginning, like after five months, where are you? And

after ten months, where are you? ... And | think that, when | first looked at this, | said, ‘What?"”

THEME 4: Comparison of PROM data with peers

Higher Level Theme 7: Relevance of data

(Continued)
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Table 4 (Continued).

I I. Relevance to self

Performance of others not relevant

“Personally, 'm not interested in how I’'m measuring up against other people. I'm interested in my own goals,
of falling less, or injuring myself less, or having a better quality of life, or whatever ... And so, for me, this isn’t
going to help me comply.”

“Not being compared, I'd just like to see that, what you were asking for, is that | want to see a steady increase,
if ’'m compliant in doing the exercises, | should be improving my strength and flexibility, and balance, all that
kind of stuff”

Evidence for benefits from recommendations

“So, you know, like what difference does it make unless the people who adhered ... Definitely had an 80%
chance of not falling again.”

Need to be similar in demographics/conditions

“It would be sometimes comparing apples to oranges, if you're in a group, and maybe I'm a lot better off than
the next person that comes in. You're comparing two different physical aspects a lot of times, right? ... Or

mental. So it's hard to say.”

Higher Level Theme 8: Usefulness of data

12. For patient

For motivation

“We could get to being ashamed if we didn’t do well, it might motivate us to do more.”

“If I then got feedback that | was at a different group than what | anticipated ... Then | suppose that would be
a point of discussion or a point of thinking for myself [about needing] to ... become more or less compliant.”
For self-awareness

“Well, | would like to know where I'm at ...

because you're not always right. Somebody has to tell you.”

Figure out why they are in a certain group

“I probably would change my approach to my recommendations. | would probably ask a bit more questions
when | was there, as to why | was not considered in the moderate, even though | considered | was. But when
| find out that I'm not, | would like to know what it is that | can help myself with.”

13. For providers

Find and provide reason for different levels of compliance

“Maybe [it is useful] for the group that’s doing the study, or the clinic itself. Maybe it’s good for them to know
how you're doing, what group. But for me personally, to find out that I'm in group one, or two, or three, or
four ... [does not tell me much]”

“It’s maybe more important for the instructor to know this and then use it in consultation with a patient about
trying to find out ... they should have a fairly good idea how the program is working, and if it isn’t working,

why isn’t it?”

THEME 5: Patient perspectives on promoting their own adherence

Higher level theme 9: Performance

14. Direct feedback

Report of/asking how compliant they were
“You know, it'd be really helpful if someone would ask, have | been compliant? No one has ever asked me that.
And so | feel guilty because | haven’t been completely blind and yet no one asks me like, | guess that’s okay.”

Higher Level Theme 10: Resources

15. Lists Recreation/exercise programs
“I think maybe it would be very useful for them not only to let those people know what programs are available
under their own auspices, but maybe do a compilation of what other programs may be available in the city or
the region. That would be of assistance.”
“Getting people on to programs, stops isolation. Isolation is probably a huge [factor] ... It’s a huge.”
“[We] need a training program of fitness instructors who work with seniors.”
(Continued)
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16. Directly from provider

Ask what patients need

“I think that would be a direct question that could result in this. And if we aren’t compliant, why? Do we need
encouragement! Do we need different programs? Why are we not feeling well? And that’s questions we can
ask ourselves because | think the whole idea is to improve our quality of life.”

“I think I'd feel good if | came in and said, if | even had a list that | checked off for something, but | come in and
have this discussion of how are you doing if you’re upset? How are you doing with that? Really helping this one
on one discussion. If I'm saying, ‘Oh boy, | get so confused or I'm lazy or whatever; just to have some

inspiration.”

Higher Level Theme |1: Know

ledge

17. Effect of comorbidities

How it can hinder compliance

“Well, | think that all these things are interconnected, like you're depressed, because of other stress, that you
cannot follow the recommendations, and all those things. So it’s just interrelated to other diseases, and your
health problems. But one thing, leads to another thing”

18. Self-reflection

Prompts to think about reasons they have not been complying

“And if you had a fall, there may be a volunteer could call and say, ‘Hey, what’s happening? Are you recovering!
Or how did you fall? Can you see any way to stop yourself? Have you learned anything? Asking those
questions might be an encouragement. | just know I've been here three times, | sometimes would have liked to
have called in and said, ‘| want to ask question’, but there didn’t seem to be resource where | can do that”

THEME 6: Potential role for the EQ-5D-5L in promoting adherence

Higher Level Theme 12: Role in behaviour change

19. Not having a role

Already knowing own state of wellbeing

“...in my personal case, | don’t think I'd pay much attention to it because | know how | feel. You know inside
how you're feeling.”

More important for provider

“Well, if it helps the person that’s examining you to understand where you're at, when you come in for your
visit, then | think it’s very good.”

20. Reasons for its ability to

change behaviour

Improving self-awareness

“I think it improves the awareness ... So you are aware of all the things around you.”

“Well, it’s important to know how you're doing. That is important. Compared to other people, it's not that
important but to [see] how you are doing, yourself [and] whether it’s helping you.”

“It will make you a little more self-aware of some of these things ... If you're having more pain, if you're having
less pain, if you're feeling more sad, or more whatever. It just makes you aware, yes.”

Positive reinforcement

“Well, and the reason | want to see the long-term answer sheets is, I'm curious to know whether the exercise

program, that I've put myself through, is changing any of these answers, as the year progresses. And so that

seems to me, that, that would give really good feedback to adherence ... *

[Providers have] to [make recommendations] on the basis ... with the provider present was highlighted. One participant

of what [they’ve] observed in the tests that are done and also in summarized: “1 found lt more helpful lmmedlately When

terms of the individual’s approach to what the patient thinks.

Theme 2: EQ-5D-5L Administration and

Feedback Timing

I was finished, and had an interview with the doctor, and
I enjoyed that.” Another participant pointed out that feed-
back should be given when there is enough data to be
compared. A selected few suggested that explicitly asking
the patient how often they would like to complete the

Real-time feedback was a predominant preference, and the  questionnaire and to receive feedback would be preferable,

importance of it being done at follow-up appointments since everyone’s conditions are unique. A majority of
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participants also suggested that administration of this
with
a frequency of every 1 to 3 months suggested. One parti-

questionnaire often would be more helpful,

cipant elaborated: “The reason I suggest that is because
I think there may be seasonal aspects to us. You may find
you’re doing more in the summer.” Another reasoned:

... because I think each week, or each month, you may be
worse, or you may be better. The first week you can walk
about, and then the next month you’ve fallen, or some-
thing [has] happened, and you can’t do that. So yeah,
I think this is very useful.

There was a divide between participants who would want
to complete the questionnaire with an administrator during
an appointment, and those who did not mind completing it
on their own monthly.

Theme 3: Tracking Health Status Over

Time — the Relationship to Adherence
Focus group participants highlighted three key areas of
benefits, challenges and aspects relating to understanding
what the trend over time graph represents. The key bene-
fits were to compare pre-post their health to provide moti-
vation to patients and to better understand and appreciate
the treatment process. Regarding the chance to visually see
their progress over time and with many agreeing, one
participant said:

... you could see how you were progressing, if you were
getting better or if you were getting worse. You know, that
would be excellent if it would be kind of depressing if you
get [down] all of a sudden.

Many also agreed if they were able to see improvements
over time, it may motivate them to continue to adhere to
their prescribed recommendations and to stop behaviors
that are stunting improvement or that were making their
functioning worse. One participant summarized: “... my
expectation would be, if I come, and I am reasonably
compliant, I’d progress. And hopefully, it would shame
me, if I didn’t progress.” Two main challenges participants
identified for the use of the EQ-5D-5L data over time to
impact adherence included data presentation and target
audience (e.g., patient versus provider versus researchers).
Participants highlighted that how data were presented may
be confusing to the target audience, including the number
scale used to score the EQ-5D-5L. Depending on who the
target audience is, the level of understanding may differ
and thus, some participants thought the data were more for

the providers or for research. For example, one participant
said:

They’ve way overcomplicated this, because I think it’s
very wonderful for the professional reading it - but it’s
not a terrific thing for ... your regular person.

Participants also emphasized that going beyond the
PROMs results is important in understanding how useful
it is to track health status over time. A participant high-
lighted: “... they would... just have to explain the graph at
the beginning, like after five months, where are you? And
after ten months, where are you?” Thus, it would be help-
ful for patients to understand what clinical factors explain
declines or improvements in health status measured by the
PROM, as seen by the provider.

Theme 4: Comparison of
Patient-Reported Outcome Measure

Data with Peers

Focus group participants had different opinions on the
value of comparing PROMs data with their peers in
terms of relevance. Some felt that the performance of

others is not relevant to their own performance:

Personally, I’'m not interested in how I’'m measuring up
against other people. I’'m interested in my own goals, of
falling less, or injuring myself less, or having a better
quality of life, or whatever ... And so, for me, this isn’t

going to help me comply.

Some explained that this may in part be due to differences
in demographics or other health conditions of others. As
one participant pointed out:

It would be sometimes comparing apples to oranges, if
you’re in a group, and maybe I’m a lot better off than the
next person that comes in. You’re comparing two different
physical [and mental] aspects a lot of times ... So it’s hard
to say.

Some participants were more concerned with hearing

13

about the evidence: . what difference does it make
unless the people who adhered ... definitely had an 80%
chance of not falling again.” Yet, other participants sug-
gested population-level comparative PROMs information
may be useful to patients for motivation. In support of
population-level comparative PROMs information, one of

the participants said:
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If I then got feedback that I was at a different group than
what I anticipated ... Then I suppose that would be a point
of discussion or a point of thinking for myself [about
needing] to ... become more or less compliant.

Another participant commented that it can be useful for
patients to have an understanding of their health status
relative to their peers. A participant related this to adher-
ence practices:

I probably would change my approach to my recommenda-
tions. I would probably ask a bit more questions when I was
there, as to why I was not considered in the moderate, even
though I considered I was. But when I find out that I’m not,
I would like to know what it is that I can help myself with.

One participant also stated that it could be helpful for
raising self-awareness: “Well, I would like to know
where I'm at
Somebody has to tell you.” For others, they felt that it
may be more useful for providers. Participants suggested

because you’re not always right.

that it may assist health-care providers or exercise instruc-
tors in understanding reasons for different levels of adher-
ence, which may help them change aspects of the
recommendations or programs to promote adherence:

It’s maybe more important for the instructor to know this
and then use it in consultation with a patient about trying
to find out ... they should have a fairly good idea how the
program is working, and if it isn’t working, why isn’t it?

Theme 5: Patient Perspectives on

Promoting Their Own Adherence

Focus groups participants were asked to consider adher-
ence outcomes outside the realm of PROMs to comment
on how their own adherence to Falls Prevention Clinic
recommendations could be promoted. Three themes
emerged: performance, resources and knowledge. Direct
feedback on participant adherence was suggested as
a performance metric. Lists of recreational or exercise
resources, especially those lead by individuals who are
experienced in working with seniors, to help further
improve their physical functioning was also highlighted
as important. A participant stated:

I think maybe it would be very useful for them not only to
let those people know what programs are available under
their own auspices, but maybe do a compilation of what
other programs may be available in the city or the region.

That would be of assistance.

One participant elaborated on how programs can help:
“Getting people on to programs, stops isolation. Isolation
is probably a huge [factor] ... It’s a huge.” A more direct
way of supporting patient adherence was suggested by
a participant:

I think that would be a direct question that could result in this.
And if we aren’t compliant, why? Do we need encourage-
ment? Do we need different programs? Why are we not
feeling well? And that’s questions we can ask ourselves
because I think the whole idea is to improve our quality of life.

Patient knowledge was identified as an important contri-
butor to adherence. Specifically, knowledge of patient’s
comorbidities and in what ways that may hinder patient
adherence was brought up:

Well, I think that all these things are interconnected, like
you’re depressed, because of other stress, that you cannot
follow the recommendations, and all those things. So it’s
just interrelated to other diseases, and your health pro-
blems. But one thing, leads to another thing.

Additionally, patient knowledge acquired through self-
reflection was suggested to contribute to adherence.
Patient self-reflection may prompt patients to think about
their own reasons for non-adherence. As an example,
a participant said:

If you had a fall, there may be a volunteer could call and
say, ‘Hey, what’s happening? Are you recovering? Or how
did you fall? Can you see any way to stop yourself? Have
you learned anything?’ Asking those questions might be

an encouragement.

Theme 6: Potential Role for the EQ-5D-

5L in Promoting Adherence

Focus group participants reported two contrasting points
of view on whether the PROMs questionnaire would be
helpful in improving patient’s self-awareness. One partici-
pant explained:

Well, it’s important to know how you’re doing. That is
important. Compared to other people, it’s not that impor-
tant but to [see] how you are doing, yourself [and] whether
it’s helping you.

Additionally, one participant highlighted that the graph
over time could be used as positive reinforcement:

Well, and the reason I want to see the long-term answer

sheets is, I’m curious to know whether the exercise
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program, that I’ve put myself through, is changing any of
these answers, as the year progresses. And so that seems to
me, that, that would give really good feedback to
adherence ...

One patient participant reported a contrasting viewpoint
that the PROMs questionnaire would not play a role in
promoting adherence, with some in agreement: “... in my
personal case, I don’t think I’d pay much attention to it
because I know how I feel. You know inside how you’re
feeling.” Few participants added that the questionnaire
may be more important for the health-care provider to
use when assessing patients, with one stating: “Well, if it
helps the person that’s examining you to understand where
you’re at, when you come in for your visit, then I think it’s

very good.”

Discussion

This patient-oriented qualitative study provides novel
insight on the role of PROMs (i.e., EQ-5D-5L) and their
potential role in supporting adherence to recommendations
received at a Falls Prevention Clinic. This study advances
PROMs methodology and content knowledge in two key
ways: 1) from a patient-oriented methodology perspective
and 2) from a new vulnerable primary care area (i.e.,
a Falls Prevention Clinic). From a methods perspective,
this study included patient partners, who were older adults
at high risk of future falls who attended the Falls
Prevention Clinic. Patient partners were involved in fina-
lizing the interview prompts and the focus groups. Key
findings within the higher-level themes include that
patients would find higher frequency of the EQ-5D-5L
administration and communication of the feedback useful.
The higher frequency may only be useful to promote
adherence when other factors are considered. For example,
our study highlights the importance of productive provider
feedback to facilitate patient understanding and to promote
self-awareness, confirming established knowledge of

communication as
5254

effective patient-physician

a significant contributor of patient adherence.
Presenting the data that allows patients to see how their
health status progressed over time was suggested as help-
ful and motivating for adherence practices, with the use of
comparative data with their peers to a lesser degree. Other
findings include the challenges that come with it, the
additional resources and knowledge the patients would

like to gain in order to help support adherence, and

opportunities that the participants identified that come
with completing the EQ-5D-5L.

Many of the participants emphasized the role of the
health-care provider for almost every prompt, most of
which is related to patient-physician communication. For
example, in light of the use of the questionnaire results,
many indicated that they would be less interested in complet-
ing the questionnaire and receiving the results and graphs.
Further, they would not find it helpful without the provider’s
interpretation and explanation of them. This feedback high-
lights the importance of integration of the provider feedback
when implementing PROMs in a primary care setting. This
finding is in agreement to that of Dowrick et al** who
reported that both patients and doctors highlighted that
a doctor’s attentiveness to the patient is crucial in order for
routine PROMs collection to be accepted. Participant’s sug-
gestions for adherence support require productive patient-
physician communication, a significant contributor of patient
treatment adherence.”?>* Further, participants stated they
would value a discussion about why they may be less adher-
ent, why their health status may be declining, or how their
comorbidities may be affecting them. Together, these items
highlight the importance of patient understanding how mea-
sures used to assess their health status relate back to why they
may not adhere and how other aspects of their health status
also related to their adherence.

Most participants consistently highlighted their prefer-
ence for frequent EQ-5D-5L administration and feedback.
They believe patient experiences are dynamic and should
be recorded frequently to capture this. Falls calendars,
a gold standard method to prospectively track number of
falls, were provided monthly in the Falls Prevention
Clinic. Patients suggested the EQ-5D-5L be included
monthly alongside falls calendars. A systematic review
on the use of PROMs in clinical practice for rheumatoid
arthritis®® showed the feasibility of doing so, as most
studies cited that administration was done every 3 months.
Furthermore, the EQ-5D-5L was one of the PROMs that
was more frequently collected. Hence, increasing the fre-
quency of EQ-5D-5L administration in the Falls
Prevention Clinic should be considered.

Participants generally had positive feedback for the
EQ-5D-5L and how it can help support their adherence.
Firstly, patients demonstrated a good understanding of the
questionnaire itself. They acknowledged that it can be
a useful tool for providers to gain a patient’s perspective
on their conditions and that it can be used to record any
trends that the providers can then follow up with them on.
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From these responses, they believe that it can assist in
directing the provider’s treatment plan for them. These
perspectives align and extend findings of another study
exploring patients’ views on the use of PROMs to assess
depression in a clinical setting; patients viewed question-
naires as a tool to enhance objectivity in the practitioner’s
clinical judgement.>® Furthermore, a study that explored
the sharing of previous PROMs records revealed that it
can help patients understand the effect of treatment, help
in medication adherence and help improve trust in the
physician.””

Notably, some participants highlighted challenges with
the presentation of the EQ-5D-5L results graphically.
Participants expressed confusion regarding the EQ-5D-5L
scores and the way the graphs present the data, as it was
difficult for some to interpret. Those who found it confus-
ing were likely to say that the graphs were more useful for
the providers themselves and unsuitable for patients. These
participants were also likely to deem the graphs as not
useful since they know their own state of health. Clear
explanations of the graphs do appear to have the potential
to mitigate these challenges as some cited the need for
explanations from providers, which further emphasizes the
importance of patient-physician communication.

An important theme that emerged in our analysis was
self-awareness. Most participants believed that completing
the questionnaire would help patients become more self-
aware of how their conditions are affecting their well-
being by potentially bringing issues to the patient’s atten-
tion. It is reported that PROMs can be used for this
purpose, thus our current finding further emphasizes the
potential it has to increase patient self-awareness.’'
Through self-awareness, they indicated that it may guide
more adherent behaviour, or at least prompt them to reflect
on reasons for their results. As well, the participants
articulated that the graphs depicting the results over time
and comparative adherence levels may also contribute to
their self-awareness of how their conditions are affecting
them and their level of adherence, respectively. Being able
to visualize such results were noted as particularly helpful.
Some participants reported motivation to change their
behaviors if they observed a decline in their health status
or if they see that they belong in a low-adherent category.
Indeed, the visualization of personalized PROMs records
by showing patients their disease activity course in real-
time has demonstrated statistically significant improve-
ments in patients’ willingness to remain on treatment and

medication adherence.””

The incorporation of patient partners who were former
patients at the Falls Prevention Clinic was a unique aspect
of this study. The main themes that emerged from discus-
sion with the patient partners were benefits to patients,
protocol for data presentation, challenges in interpretation
of PROMs data and frequency of administration. Patient
partners highlighted that much of the potential benefit
patients could gain from PROMs are from the personalized
graphs showing individuals own PROMs data. Patients
were able to see improvements and compare their adher-
ence relative to others, which may motivate them. Patient
partners emphasized the large variability in patients’ abil-
ity to understand the data. As a result, they suggested in
agreement with study participants that it would be useful
for practitioners to directly ask patients what would be
most helpful to improve their adherence. Patient partners
added that for those who would find it helpful, more
frequent (i.e., monthly) administrations and real-time feed-
back appeared to be the preference.

This study provides insight on the use of PROMs in
a novel, primary care setting among a population at high
risk of future fall-related functional decline. A unique
aspect to our methodology is the patient-oriented approach
that was implemented among a group of older adults at
risk of future falls. The patient partners recruited for this
study included older adults at high risk of future falls. This
study provides a framework for future researchers to con-
sider when working with vulnerable populations such as
those at risk of future falls. In collaboration with the
patient partners, the focus group questions were refined
in a way that provided more clarity to patients. Moreover,
the patient partners were present in the focus groups to
further simplify anything that was still unclear to partici-
pants and later on, we gained their perspectives on what
they believed were the important points that the partici-
pants brought up, highlighted in Table 1. Next, conducting
focus groups as opposed to one-on-one interviews pro-
vided the opportunity for discussion between participants
and for facilitating the deeper development of ideas.’?

This study has limitations. As this study was conducted
in the urban setting of Vancouver, our findings may not
reflect the demographics of rural settings. Because of the
diversity of patients seen in the Falls Prevention Clinic,
recommendations patients receive vary widely. The
responses of participants who received more simple recom-
mendations may not be reflective of patients who require
more intense, long-term recommendations of which adher-
ence plays a larger factor in their experience. The number of
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focus groups and participants were small and may affect the
generalizability of these findings. Further, the relevance of
PROMs to other specific populations such as those who with

visual impairment need further research.

Conclusion

This novel patient-oriented qualitative study among older
adults at high risk of future falls highlights several key
considerations that are critical to consider for effectively
implementing PROMs in this primary care setting. First,
participants highlighted the importance of communication
with the patient’s health-care provider, especially in pro-
viding understandable feedback along with other clinical
feedback, as a critical factor in supporting patient adher-
ence utilizing the EQ-5D-5L PROM. Participants also
emphasized the importance of timely feedback on their
health status assessed using the EQ-5D-5L. Additionally,
participants suggested that the process of completing the
EQ-5D-5L PROM may increase patients’ self-awareness
through receiving its results and thus may also support
patient adherence.
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