
The 5Ws of Patient-reported Outcome 
Measures in Pediatric Care in Alberta

Dr. Maria Santana, Mpharm, PhD
Associate Professor, Cumming School of Medicine, University of Calgary
Provincial Lead, Patient Engagement Team, Alberta SPOR Support Unit

Dr. Erin McCabe, MScPT, PhD
Post-doctoral fellow
School of Public Policy & Department of Pediatrics, University of Calgary

APERSU End User Conference Oct 13-14, 2022



2

PROMs in routine clinical care - what does it look like?

Santana et al, Framework to assess the effects of using patient-reported outcome measures in
chronic care management. Qual Life Res. 2014 Jun;23(5):1505-13. doi: 10.1007/s11136-013-0596-1. Epub 2013  Dec 7
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PROMs in routine clinical paediatric care

Santana et al, Framework to assess the effects of using patient-reported outcome measures in
chronic care management. Qual Life Res. 2014 Jun;23(5):1505-13. doi: 10.1007/s11136-013-0596-1. Epub 2013  Dec 7

Additional complexities in pediatrics: 
Measuring change over time while 
children are developing 
• requiring forms for different age 

groups and cognitive development 
• requiring multiple versions for proxy-

and self-report

Completion of PROMs & 
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Benefits of using PROMs in routine pediatric clinical care
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Improve children’s health outcomes including symptom control and quality of life

Identify unmet needs 

Remote monitoring of symptoms

Evaluate an individual’s response to treatment

Rich data source for pediatric research and evaluation

Operationalizes patient-centred care



Vision
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Province-wide implementation of 
PROMs in pediatric routine clinical 
care



Environmental scan of 
PROMs clinical use in 

Alberta



Environmental scan
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STUDY 1
FALL 2021

STUDY 2
SUMMER 2022

Study design



Environmental scan recruitment
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43 survey 
participants

23 interview 
participants



Survey results



Uses of PROMs in Alberta
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Clinical care 

ResearchEvaluation 



Types of 
PROMs 
used

• 64 different PROMs
• PedsQL was the most common (9 instances)
• Mostly a mix of generic and disease-specific 

measures 
• EQ-5D only preference-based measure (2 

instances)
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Modes of administration

30% emailed 
patients an 

electronic survey

30% used tablets in 
the waiting room

15% mailed surveys 
ahead of time

15% used paper 
surveys in the 
waiting room

15% administered 
verbally

1 used Connect Care
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Charting PROMs data

Half of respondents were not 
recording PROMs into EMR

2 scanned paper 
copies into EMR 

2 had mechanisms 
for automatic data 

entry

4 manually entered 
data into EMR
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Interview results



Interview participants

10
clinician 
scientists

5
researchers

2
evaluation 
specialists

4
administrators 

from AHS

2
allied health 

clinicians
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Factors Affecting Use of 
PROMs in Pediatrics
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1. Characteristics of PROMs



Characteristics of the PROMs

• Finding appropriate PROMs
• Validity of measures
• Measures for typically-

developing populations
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Characteristics of the PROMs
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(Interview 3 part 1).

“And some of the families that I've worked with have reported that 
PROMs feel quite negative to them, like when you're asking functional 
questions about: “Can they do this independently? Do that 
independently?”... and in my population none of the kids can do any of 
those things, and I think for parents having to outline that is really quite 
troubling.” - Interview 3



2. Individuals’ beliefs about using 
PROMs



To overcome these beliefs:
• Automate the processes 
• Make scores available to 

clinicians and patients
• Choose PROMs that add 

value for the clinician

Getting buy-in from staff 
was a challenge

Belief that PROMs will be 
time-consuming and take 
away from patient care

Individuals’ beliefs

21



Individuals’ beliefs

Concerns about the 
consequences of 
measuring patient 
outcomes
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“You have to have the...professional self-esteem or the 
confidence to ask and to accept that, “oh man, it's not working.” 
So, it can bruise your ego and be frustrating if you see, ‘Oh no, 
they're getting worse as I'm seeing them.’ ” – Interview 22



Individuals’ beliefs

To address this fear of 
measurement: 
• build a relationship of trust 

between clinical staff and 
managers 
• cultivating a culture of 

continuous quality improvement
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3. Administering PROMs



Administering PROMs
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Integration of 
PROMs with an 
EMR was 
highlighted as 
essential
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Access to scores
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“I just remember a youth commenting how they fill out all this 
outcome measure stuff, and then it just goes into a void. And she 
commented, “you know, aren’t these my results? like why can't I get 
to know that information on my score and stuff?” and I thought, 
‘what a powerful comment’” – Interview 2

Patients and clinicians should have access to 
the patient’s scores from PROMs. 



Response rates

Obtaining adequate 
response rates 
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4. Clinical processes



Clinical processes
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Designing a PROMs program 
is resource-intensive Which measures? 

How many PROMs?

How will we administer?

Data collection platform?



Clinical processes
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Considerations in pediatrics

Is a proxy-report sufficient? 

At what age should PROM responses be kept 
private from caregivers?

Who’s responses should be more highly 
weighted?

Who is the most appropriate respondent?

Does our data collection system support 
separate parent and child accounts?



Clinical processes

Clinical processes 
to follow up on 
issues identified by 
PROMs
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Recommendations for a 
Strong Implementation 
Strategy



Recommendations for implementation

• Choose the “best” PROMs 
• PROMs should be “value-added” information for clinicians
• Make scores available to clinicians and patients 
• Have a clear plan to use the data 
• Automate the process
• Build trust between administrators and clinical staff
• Cultivate a culture of quality improvement
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Institutional commitment
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Demonstrate prioritizing collecting 
patient-reported outcomes 

Provide resources and support
Funds for PROMs licenses
Support PROMs data collection systems
Support dedicated implementation teams
Provide additional personnel



Education & training

Importance of PROMs to improve care
How to score and interpret 
Clinical workflow
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Education & training

Clinicians using PROMs need to 
understand:

• The PROMs 
• How to score and interpret 
• How to introduce PROMs to 

patients and families
• How to include PROMs in 

conversations with patients and 
families
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Education & training

Patients and families need to understand:
• How to fill out measures
• Why they are important
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Specific implementation strategies

• Patient and family 
engagement
• Engage staff 
• Champions
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Key messages

1. PROMs are not consistently used in pediatric care in Alberta
2. Challenges to using PROMs vary across pediatric settings and users, 

however, they typically include:
• Finding appropriate measures
• Getting buy-in from clinical staff
• Having adequate funding and resources to design, implement and sustain
• Developing automated processes for administering and recording PROMs 

3. Use principles from implementation science
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What’s next?
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Implement PROMs in clinical care of 
pediatric chronic conditions
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