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PROMs & PREMs and the Health Care System

“We need to invest in measures that will help us assess whether our health systems
deliver what matters most to people”

Ministers of Health at a 2017
Organization for Economic Co-operation and Development (OECD) Conference

(Al Sayah, F. et al. 2021)

Purpose of this Tool Kit

* The purpose of this tool kit is to provide clinicians and community-based rehab organizations with
the tools to successfully implement Patient Reported Outcome Measures (PROMs) and Patient
Reported Experience Measures (PREMs) and utilize the data collected
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Background
To enhance awareness of the value of * Recommendations included:
community-based rehabilitation, the = Implementation of a provincial data collection
Rehabilitative Care Alliance published the and reporting system
following: = Measurement and reporting of patient
* A four-part white paper that explores the experience and outcomes related to
critical role that community-based rehabilitation using standardized and validated
rehabilitation plays in the Ontario health tools
system (2020-2022) - Regular review and systemic improvements
* A briefing note sharing recommendations for based on these outcomes

action to Ontario Health and the Ministry of
Health (2022)

* Aresource to support Ontario Health Teams in
integrating community-based rehab into their
models of care (2023)

https://rehabcarealliance.ca/community-rehab/
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Patient Reported Outcome
Measures (PROMSs)




Definition of a Patient Reported
Outcome Measure (PROM)

Quantitative, validated instrument that
measures a patient’s perspective without a
health professional’s interpretation that
includes symptoms, function, pain, physical
& mental health

Provides an understanding of whether
health/rehab services make a difference to
health status and quality of life

Leads to better clinical decision making and
communication between providers and
patients

Supports service programming

Can be used for performance measurement
and quality improvement system-wide

Rehabilitative
Care Alliance

Validated
measurement
perspective

Health status

ithout health
and quality of life without healt

professional
interpretation

Includes
symptoms,
Quantitative function, pain,
physical &
mental health
Accessible
literacy level

(Quorum, 2018, Poitras, M.E. et al., 2023, Al Sayah, F. et al., 2021,
Churchill, K. et al., 2021, CorHealth Ontario, 2020)
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Generic versus Condition-Specific PROMs

Generic Condition-Specific
* Facilitate comparisons across different * Assess outcomes that are characteristic of or
conditions and sectors of care unigue to particular conditions or sectors of
e Can be used for comparisons with population care

norms

Ontario Health has recommended
implementation of the EQ-5D-5L as a generic
PROM for the following populations to date:

hip & knee replacement, heart failure, lower * Provide more detailed information that is
limb preservation, COPD relevant to the practice of clinicians

* Tend to be more sensitive in detecting change
over time and differences between groups of
people who have the same condition

In alignment with the directions of Ontario Health, the Rehabilitative Care Alliance
recommends that the EQ-5D-5L generic PROM be implemented as part of a provincial
community-rehab data collection and reporting system.

Clinically, it is recommended that both a generic tool and condition-specific tool be
utilized. Depending on patients’ needs, additional tools may be required to ensure
shared decision making and collaborative goal setting.
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Ontario Health Recommended PROMs

& cer Jrtho Hip &

Oxford Hip KCCQ-12 COPD

& Knee (Kansas City Assessment
S Cardiomyopathy
cores Questionnaire) Test

EQ-5D-5L EQ-5D-5L EQ-5D-5L

2007 2016 2022 2024 2024

L L L h L

Implementation Date

Ontario Health’s Interactive Symptom Assessment and Collection (ISAAC) Platform enables collection
of PROMs and PREMs through a standardized secure web-based patient portal.
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Value of PROMSs

Patient & Care Provider M

* |dentify health issues as reported by patients

e Support improved clinician-patient communication and raise awareness of problems that would
otherwise be unidentified

* Monitor patient outcomes over time to inform usefulness of treatments or interventions
* Facilitate performance comparisons with expected standards
* Empower patients to share how they feel about their health, independent of their provider’s view

* Involve patients and care partner/s in care planning and decision making, e.g., review with patient
changes in their reported outcomes over time

(CIHI, 2015; APERSU, 2024)
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Value of PROMSs

Health Care Organizations "i

Compare patient outcomes between peer organizations and monitor organizational performance

Identify potential areas requiring quality improvement

Identify organizations with high outcome scores to engage and learn from

Examine the effectiveness of an intervention or program and compare across different providers or
sites

(CIHI, 2015; APERSU, 2024)
10
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Value of PROMSs

Health Care System ‘I 'ﬁ,

* Compare outcomes locally, regionally and provincially over time as well as with similar regions
and/or jurisdictions

* Compare different care models and clinical pathways for outcome analysis and for the potential
realignment of referral patterns

e Support health service allocation decisions
* Compare patients’ responses to treatments or interventions across health care delivery sites

* |dentify key health problems at a system level, e.g., a dashboard that allows descriptive
examination of outcomes across groups, Ontario Health Teams and Ontario Health Regions

(CIHI, 2015; APERSU, 2024)
11
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Value of a Provincial Community-Based Rehab PROM

Benefits of Provincial
Implementation of EQ-5D-5L.:

e Comparison across different services and
patient populations

e System level health monitoring

* Comparison of patient-reported outcomes to
the Canadian normative data set.

* Common language for communication,
interpretation and reporting

* |dentify key health problems at system level

It is recommended that both a generic tool, such as

the EQ-5D-5L, and condition-specific tool be utilized.

Ak

Py
)

Micro — Patient & Care Provider
= Support clinician-patient
communication
= Raise awareness of problems
= Monitor outcomes over time

Meso — Health Care Organizations

= Monitor organizational
performance

= ldentify areas requiring quality
improvement

= |dentify high performers to
engage and learn from

Macro — Health Care System
= Compare care models and
pathways
= Support health service
allocation decisions 12
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Examples of PROMs Use: Total Joint Replacement in Alberta

i & o

Health Care Organization

Patient & Provider Health Care Svstem
. Uses Alberta Bone & Joint y
* Developed mobile health

. Health Institute (ABJHI) * ABJHI reports PROM data
app to guide self- : .
management Data Repository — part of at provincial level
geme : key performance indicators « Used PROM data to develop
« Sets realistic expectations ) - :
for patients regularly provided to provincial appropriateness
P - organizations to promote criteria for same day
« Promotes shared decision- : : :
: : ) continuous quality discharge
making with care provider )
improvement

Another Alberta example: PROMSs use in Primary Care:

https://drive.gooale.com/file/d/1Xui3PyZJaLtyZKLARYdt-YMhRHZFsrBW/view ~ /\perta PROMs data use plan)

13
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Ontario Generic PROM: EQ-5D-5L
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Generic PROM:
EQ-5D-5L

The 5-level EQ-5D version (EQ-
5D-5L) was introduced by the
EuroQol Group in 2009 to
improve the instrument's
sensitivity and to reduce ceiling
effects, as compared to the EQ-
5D-3L.

Each statement is a different
level. For example: “| have no
problems in walking about” is
coded as 1. “l have slight
problems in walking about” is
coded as 2.

The EQ-5D-5L essentially
consists of 2 pages: the EQ-5D
descriptive system and the EQ
visual analogue scale (EQ
VAS).

Rehabilitative
Care Alliance

EQ-5D-5L
MOBILITY

| have no problems in walking about

| have slight problems in walking about

| have moderate problems in walking about
| have severe problems in walking about

| am unable to walk about

SELF-CARE

| have no problems washing or dressing myself O
| have slight problems washing or dressing myself |
| have moderate problems washing or dressing myself[]
I have severe problems washing or dressing myself
| am unable to wash or dress myself O

USUAL ACTIVITIES

| have no problems doing my usual activities

| have slight problems doing my usual activities

| have moderate problems doing my usual activities
| have severe problems doing my usual activities

| am unable to do my usual activities

PAIN/DISCOMFORT

| have no pain or discomfort

| have slight pain or discomfort

| have moderate pain or discomfort
| have severe pain or discomfort

| have extreme pain or discomfort

ANXIETY/DEPRESSION

| am not anxious or depressed a
| am slightly anxious or depressed O
| am moderately anxious or depressed |
| am severely anxious or depressed

|.am extremely anxious

ooooag

Oooooo

ooooo

ED-5D Descriptive System

1.1 Measuring Health Using the EQ-5D

The best health
* We would like to know how good or bad your health is TODAY.

1
* This scale is numbered from 0 to 100.

* 100 means the best health you can imagine.
0 means the worst health you can imagine.

* Mark an X on the scale to indicate how your health is TODAY.
* Now, please write the number you marked on the scale in the

box below.

YOUR HEALTH TODAY =

|Illllll!llIHII||l||l||l|||||||Il|||||||||l|||||||Hlllll!|ll|||||l1||IIII||I||IIIIIIIII|H|IIH|I

The worst health
you can imagine

you can imagine

00

95

90

85

80

75

70

65

60

55

50

45

40

35

30

25

20

EQ-5D - Visual Analogue Scale

https://euroqol.org/information-and-support/euroqgol-instruments/eq-5d-5I/

15
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Using EQ-5D-5L Data in Program Evaluation

EQ-SD

EQ-5D Health Profile

EQ-Visual Analogue Scale
(VAS)

EQ-5D Index Score

The respondents’ self-reported level of problems on each of the
dimensions of the descriptive system

The respondents’ own perspective on their overall health (on a scale
of 0 to 100)

The respondents’ EQ-5D health profile scored base on preferences of
the general population (for that health profile)

16
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EQ-5D-5L Health Profile

Mobility | have slight problems 2

in walking about
Health State = 21134

Self-Care | have no problems 1
washing or dressing
myself

Usual | have no problems 1

Activities doing my usual
activities

Pain/ | have moderate pain 3

Discomfort  or discomfort

Anxiety/ | am severely anxious 4
Depression or depressed

17



Analyzing change in EQ-5D-5L Profile

16 -

14 -

12 -

10 -

52.9%

2.4%

1%

Improvement

Mixed

Worsening

No Change

EQ-5D-5L Overall Change in Health-Related Quality of Life

100%

- 90%

- 80%

- 70%

- 60%

- 50%

- 40%

- 30%

- 20%

- 10%

0%

Categorize changes in the EQ-5D profile using the
Paretian Classification of Health Change (PCHC):

« Ano change means no changes in levels of problems
in any of the dimensions

« Animprovement means improvement in problems on
at least one dimension and no worsening on any other

« Aworsening means worsening in the level of
problems on a least one dimension and no
Improvement on any other

« Amixed result means improvement (or worsening) in
the level of problems on one or more dimensions and
worsening (or improvement) on one or more others.

(Devlin, N. et al., 2010)

Rehabilitative
Care Alliance
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EQ-5D Index Score

* Value sets convert each EQ-5D health profile into a value on a scale anchored at 1 (meaning full
health) and 0 (meaning a state as bad as being dead)

* For more information on EQ-5D analysis and for the Canadian value set, please visit:
https://eurogol.org/

Health Index
State Score
21131 0.821
21132 0.784

Health State = 21134 j‘> 21133 0.746 Index Score = 0.581
aum | oS>
21155 0.943
21141 0.636
21142 0.598
21143 0.561
21144 0.404

21145 0.366 19
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Minimally Important Difference

Minimally Important Difference (MID) is the smallest change/difference in PROM score
that is meaningful for patients

* The MID for EQ-5D Index Scores is 0.04

= For example, if someone had an index score of 0.548 pre-rehabilitative care and their index score
was 0.543 post — the difference of 0.05 would suggest an improvement

* The index score can be converted into Quality-Adjusted Life Years (QALYs). One QALY equals on
year in perfect health.

* QALYs are used to inform economic evaluations of health care interventions or policies on health

20
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EQ-VAS

* Patients rate their overall health status on a scale of 0-100
* Minimally Important Difference (MID) is 7-10 points based on the Canadian value set.

* In the example below, the mean changes from pre to post-intervention is 9.7 suggesting an

improvement
- Pre
Average 65.0 4.7

Standard Deviation 23.4 17.6

21



Condition-Specific PROMs

In alignment with the directions of Ontario Health,
the Rehabilitative Care Alliance recommends that
the EQ-5D-5L generic PROM be implemented as
part of a provincial community-rehab data
collection and reporting system.

Clinically, it is recommended that both a generic
tool and condition-specific tool be utilized.
Depending on patients’ needs, additional tools
may be required to ensure shared decision
making and collaborative goal setting.

22
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Choosing a Condition-Specific PROM for Community-based
Rehab: Selection Criteria

Effectiveness (reliability, validity, responsiveness)

Track record of widespread and successful implementation

Meaningfulness (ability to produce information that is meaningful to patients, care
partners, clinicians and the health care organization)

Appropriateness (match with target population, measures the impact of function at
the activity/participation level)

Feasibility (licensing/training costs, data reporting requirements, standardized
administration process, time to complete)

Potential for Canadian norm comparisons and international comparability

Slaalalal@

23
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Examples of Condition-Specific PROMs currently implemented
by Ontario Health (These are not specific to community-based rehab)

Population PROM

Total Joint Oxford Hip Score

Replacement Oxford Knee Score

Heart Failure KCCQ-12

COPD COPD Assessment
Test (CAT)

Short 12-item survey that assesses pain and function in
patients undergoing joint replacement surgery. Hip:
https://www.orthopaedicscore.com/scorepages/oxford hip

score.html

Knee:
https://www.orthopaedicscore.com/scorepages/oxford kne

e score.html

12 questions in 4 sub-domains that assesses health status
In patients with Heart Failure. https://cvam.com/wp-
content/uploads/2019/07/KCCQ-Questionnaire.pdf

Short questionnaire that identifies where COPD has the
greatest effect on the patient’s health and daily live.
https://www.catestonline.org/hcp-homepage.htmi

24
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Patient Reported Experience

Measures (PREMS)
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Definition of a Patient Reported
Experience Measure (PREM)

* Provides an understanding of
whether health services make a I
difference and health care

experiences

Provides a more
* Can be used for performance comprehensive view

measurement and quality of quality of care
improvement system-wide

* Supports health services
programming

Measures of
perceived care

experience reported _—
by patient
Quantitative &
 ee——— Qualitative

Accessible literacy
level

26
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Patient Experience # Patient Satisfaction

The contrast between patient experience and patient satisfaction is the difference

between living a care event and feeling contentment about the way it fulfilled your
service expectations.

For example: a patient could have a positive experience (receiving timely, evidence-
based care), but may not be satisfied if their personal expectations were not met.

Patient Experience Patient Satisfaction

Individual’s perspective of the presence or
absence of elements of a health care

Individual’s pleasure or disappointment that
comes from comparatively assessing a service

provider’s service delivery model. Lived
experience of service dimensions such as
reliability, responsiveness, assurance,
empathy and tangibles.

against their personal values and expectations of
it.

(McMurray, J. et al., 2016) »,
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Value of Improving Patient Experience

Patient & Care Provider

Increases patient
engagement

Enhances patient outcomes
and shared decision-making
Supports rehab care
professionals to integrate
the patients’ perspective into
professional practice
Improves patient-centred
care

Ak

Health Care Organizations

Promotes positive
perceptions of patient safety
culture

Correlates with more
efficient clinical processes of
care

|dentifies specific areas of
strength or opportunity for
quality improvement

Health Care System

Reduces unnecessary
healthcare use

Includes the perspective of
patients in policy and
service development
Compare experience locally,
regionally and provincially
as well as different care
models and care pathways

(CIHI, 2023; OHA, 2024; McMurray, J. et al., 2016; Anhang, R. et al., 2014; McMurray, J. et al., 2018)

28
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PREM-Specific Key Dimensions for Community-based Rehab
(Key concepts that define rehabilitative care and facilitate measurement of patient experience at
the system level.)

Q000

Rehabilitative care ecosystem - focus on the interplay between the environment in
which the rehabilitative care is delivered and the patient experiencing it

Client & informal caregiver engagement - engaging rehabilitative patients &
caregivers in their own care

Client & health care provider relation - the relationship between rehabilitative care
clients and their providers

Pain & functional status — particular importance in the rehabilitation environment

Group & individual identity - patients' identity as an individual, but also as a member
of a larger group, e.g., patients with a particular chronic condition

Open ended - the opportunity for patients to express their experience in an open (McMurray, J.

and flexible manner is important etal., 2016)
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PREM Tool Example for Community-Based Rehab: Wat-LX™

WatLX™ Home Care Rehab Patient Experience Survey

Thank you for completing our survey. Your feedback will help us improve care. Please take a moment to think about the service you

torz * Two versions available:

= Qutpatient Community-Clinic

received In the , then circle your answer to these questions.
]
Not Entirely Mostly |Somewhat aNmr Somewhat| Mostly Entirely H ome Care
Applicable | Disagree | Disagree | Disagree | 75 Agree | Agree | Agree Click h .
T R, DR a | . , N el . ] Ick here to receive a copy or
2. | participated as much as | wanted in 3 request permISSIOﬂ fOI’ USE
decisions about my care D ! = 4 5 s 7
20f2
3. My chosen family/friends were given WatLX™ Home Care Rehab Patient Experience Survey °
the information they needed about ] 1 2 4
my care. Overall, | would rate my experience in this clinic as: [please circle the number that best matches your experience]
Neither
4. The place where | received rehab had e Positive nor St
a positive impact on my experience L] 1 2 8 Hcoative
1 2 3 4 5 6 7 8 -] 10
5. | achieved my treatment goals. [j 1 2 ¢
6. My physical pain was controlled as D 2 - 5 What is your age? — years
well as possible. '
o What is your gender [circle your response]? M F Other
7. My care providers had the information they :
needed to treat me without delay [ ! & " tcompetsdtssuvey [ ] By myser
[] with assistance. State assistant's relationship to patient?
8. | always felt safe when taking part in the D 1 2 ,
treatment activities. Primary condition for which you received care?
9. From now on | know what to expect about
my care. D 1 2 < Do you have any other comments you want to share about your experience in this clinic or this survey?
10. 1 am likely to recommend my service
providers to friends and family if they ] 1 2 :
need the same care.
TURN OVER FOR PAGE
WILFRID LAURIER UNIVERSITY
. ., UNIVERSITY OF
LAURIER ¥ Rehabilitative WATERLOO 30
Inspirirg Lives’ Care Alliance



https://www.wlu.ca/academics/faculties/lazaridis-school-of-business-and-economics/faculty-profiles/josephine-mcmurray/watlx/index.html
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Rehabilitative Care-Specific PREM Questions

The Rehabilitative Care Alliance recommends that answers to the following PREM
guestions be collected, at a minimum, as part of a provincial community-rehab data
collection and reporting system.

This data may be extracted from an existing patient experience/satisfaction survey.

* It was convenient to participate in rehabilitation in my own community
or
* |t was convenient to participate in rehabilitation virtually

* The rehabilitative care team and | decided together what to work on in therapy

* My family/friends received information to assist in managing my care, condition and recovery at home
* My rehabilitation improved my ability to perform my usual day to day activities

* | have a good understanding of my diagnosis/condition

* QOverall, how would you rate the care you received from your rehabilitative care team?

31
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PREM Rating Scale

* To ensure comparability provincially, a common rating scale is required.

* A 5-point Likert Scale with added visual aids to support communication access is recommended

* For example:

Strongly Disagree/ Neutral Agree/ Satisfied | Strongly Agree/
Disagree/ Very Dissatisfied Very Satisfied
Dissatisfied
xf”"\“ - ”J; q;-‘\ A r}
) e S f .
> o/ s

& Audiology
Canada 32

| | I | I I I I | Reviewed by
Speech-Language
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Administration of PROMs & PREMs

The choice of administration design depends on the purpose for collecting PROM/PREM
data. The 3 dominant models of administration are: pre- and post-intervention,
longitudinal and cross-sectional.

(Cross-sectional is used for population health surveillance and will not be explored here)

- Pre- and Post-Intervention Longitudinal (Multiple Points Over Time)

Purposes Evaluate relative impact of intervention(s) or Eval_uate Whe_ther HEENT outcomgs 'Mprove or -
service(s) decline over time. Compare relative differences in

improvements across service providers.

Benefits Readily interpretable change scores. Applicable to populations or health care sectors
Directly answers the question of how much  where there is no single intervention but rather a
improvement people experienced. series of complex and ongoing interventions

Example

Pre- and post- rehab intervention Chronic conditions in primary care or long term care

34
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Other Purposes and Administration

Resources Needed Advantages Disadvantages

One-time assessment
Screening tool with feedback to
clinician

Data collection over
Monitoring tool time with feedback of
results to clinician

Data collection with
feedback of results to
patients, in addition to
clinicians

Patient-centred care

Can help identify

Provides no information

problems that may have on how the patient’s

otherwise gone
unnoticed

Can track patient’s
outcomes over time.
Helps evaluate whether
interventions are
effective

Facilitates discussion
between patients &
clinicians leading to co-
development of goals
and care planning.

outcomes may be
changing over time

More resource intensive

More resource intensive

35
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Other Purposes and Administration

Resources Needed Advantages Disadvantages

Helps patient
understand treatment
options’ impact on
outcomes.

Allows for explicit
weighing of risks and
benefits

Aids not available for all
Seraian allis Creating a decision aid decisions
using PROM data

Resource intensive

Provides common data

Facilitating Method for team to e LG Requires training of

interprofessional team  share PROM/PREM BRI L clinicians in interpreting

T perspective to
communication data . results
treatment planning and

evaluation

36
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Other Purposes and Administration

Resources Needed Advantages Disadvantages

Can help identify
strengths and
weakness in care.

Pooled data from Allows clinicians to

patient from within the  compare their practice

practice, preferably with outcomes to

normative data for benchmarks.

comparison If data are publicly
available, enables
patients and purchasers
to compare providers

Does not necessarily
involve using individual
results to aid in their
management

Evaluating quality of
care

37
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ldeas for Administration

The method of administration will be
based on the purpose of implementation
of the PROM/PREM and the resources
available.

* Self-administered
* Clinician-assisted
* Computer-assisted

Prior to, during or
after the visit
At each visit

* Atregular
intervals during

In clinic ) .
. i Intervention
Via mail
: Pre- and post
Via phone : :
intervention

Web-based

38
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Barriers & Facilitators to PROM & PREM Implementation

(For successful implementation, barriers must be addressed and facilitators enhanced)

Barriers Facilitators

Lack of motivation to complete or integrate into
practice

Lack of time
Insufficient computer skills

Lack of knowledge on how to interpret and
integrate into clinical practice

Fear of administrative burden and reduction of
time for clinical activities

Lack of human resources

Lack of financial resources

Engagement of clinicians in the implementation
process

Ensure clinical relevance of the tool
Education and training

User-friendly system

Brevity of tool

Integrate PROMSs into Electronic Medical Record

Consider multiple administrative methods: email
to patient, paper-based, iPad, etc.

Timely access to data for quality improvement

39
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Questions?

* If you have questions or for further information,
please email info@rehabcarealliance.ca

THANK YOU!

rehabcarealliance.ca
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Appendix A: Development of RCA
Recommendations
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Rehabilitative
Care Alliance

Development of RCA Recommendations for Generic PROM

Final selection process:

Working Group ranked tools against agreed upon selection criteria

Considered current work of Ontario Health with implementation of EQ-5D-5L with hip & knee
replacement and Integrated Care Pathways in Ontario Health Teams

Selection criteria and tool selection validated by RCA Community-based Rehab Task Group
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Care Alliance

Development of RCA Recommendations for PREM Questions

Convened PROM & PREM Selection Working Group
Completed Comprehensive Literature Review
Established definition for PREM

Gathered PREM Questions from the literature, work already competed or in process, e.g.,
HSPN and inventory collected from Community-based Rehab Task Group

Used Modified Delphi Approach with 3 ranking surveys to select 6 questions based on the 6
Key Dimensions described in the literature for measuring patient experience of rehabilitation
services (McMurray, J. et al, 2016)

e Survey 1. Completed by PROM & PREM Selection Working Group

e Survey 2. Completed by PROM & PREM Selection Working Group, Community-based
Rehab Task Group & RCA Patient & Care Partner Advisors

* Survey 3. Completed by Community-based Rehab Task Group & RCA Patient & Care
Partner Advisors
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