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• What are disease-specific PROMs?
• When should we consider using a disease-specific
PROM?
• How to select and use a disease-specific PROM?
• Can we use disease-specific PROMs alongside
other PROMs?
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What are disease-specific PROMs?
• A PRO “patient-reported outcome” is a direct report by the patient
without interpretation of the response by a clinician or anyone else
and pertains to the patient’s health, quality of life, or functional
status.
– A PROM “patient-reported outcome measure” is the
instrument used to measure the PRO.
§ Types of PROMs
§ Generic
§ Focus on/assess outcomes in relation to overall health
§ Disease-specific
§ Focus on/assess outcomes that are specific to a certain
disease or clinical condition

Generic vs. disease-specific PROMs
Generic

Advantages

Disadvantages

Suitable for use across a broad range of
health problems

May not focus adequately on
area of interest (content validity)

Allow comparisons between different
populations or patient groups

Less responsive to clinically
important changes in health

Yield single index value to be used in
calculating QALYs (preference-based)
Specific

Clinically sensible / more relevant
May be more responsive

Do not allow cross-conditions
comparisons
May not pick up unanticipated
changes in health
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How do you decide on whether to
use a generic PROM? A diseasespecific PROM? Or both?

When to use a disease-specific PROMs?
§ Interested in exploring outcomes that are specific to a given
disease
§ E.g., itchiness in renal disease
§ Generic PROMs are not clinically informative
§ E.g., in hypertension patients
§ Generic PROMs are not sensitive to change
§ E.g., in mental health
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Selecting and using disease-specific PROMs

PURPOSE

Measurement
Properties

Patient
management

Outcome
monitoring

Practical
Considerations

Program
evaluation

Economic
analysis

Other?
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Selecting Disease-specific PROMs

Measurement Properties
Reliability: Extent to which a measure produces the same score when
measured in different ways or at different times -- All else being equal.
Validity: The extent to which an instrument measures the property that it is
intended to measure
Interpretability: The extent to which the scores obtained from a measure are
meaningful

Reliability
Internal
Consistency

• Average inter-item correlation
• Consistency between items
• Cronbach’s alpha

Test-retest

• Temporal stability
• Consistency between times
• Correlation coefficients and ICC

Split half
Inter-observer/
inter-rater

• Consistency between equivalent forms
• Correlation coefficients and ICC

• Consistency between observers
• Correlation coefficients and ICC
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Validity
Face validity

• Whether an instrument appears to be measuring the
concept it purports to measure

Content validity

• Extent to which the content of the items in the
instrument accurately reflect the underlying construct

Criterion validity

• Comparison of a new measure to some existing ‘gold
standard

Construct validity

• The extent to which a test measures the construct it
intends to measure

Longitudinal validity

• Ability of a measure to reflect underlying change when
it occurs

Interpretability
Nature of the scores/scale (e.g., T-score,
utility score)

Comparison with population norms

Effect size (magnitude)

Minimal important difference
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Selecting Disease-specific PROMs

Practical Considerations
•
•
•
•
•
•
•

Length of the measure – respondent burden
Ease of administration
Administration modes (paper-based, via phone, web..)
Timing and frequency of administrations
Reference period
Languages
Licensing fees

BALANCE

PURPOSE

Measurement
Properties

Practical
Considerations
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Scenario
§ Setting: primary care
§ Purpose of using PROMs: program
evaluation
§ Program focus: improving mental health
(specifically depression) in patients with
chronic disease
Which PROMs should I use?
Generic and/or disease-specific?
How do I select the PROMs?
How do I use the data from the PROMs?

Selecting and using PROMs
What do you want
to measure?
Aspects of health that
are specific to a
disease
Symptoms
In depth assessment
of a particular
symptom or condition

What is the purpose
of using the
measure?
Descriptive
Screening, diagnostic
purposes
Monitoring change
over time
Examining the clinicaland/or costeffectiveness of a
drug or intervention

What type of
measure should you
use?
Profile vs. preferencebased
Generic vs. specific
(disease, population,
age group etc…)
Patient-reported vs.
proxy

8

19-06-21

Selecting and using PROMs
What do you want to
measure?
General health-related
quality of life
AND depressive
symptoms

What is the purpose of using
the measure?
Monitoring patient
symptoms during the
program, and examining
the usefulness of the
program

What type of measure should
you use?
Generic and diseasespecific
Patient-reported

Two PROMs:
- Generic preference-based measure (EQ-5D-5L)
- Symptom-specific measure (PHQ-9)
- Both, patient-reported

Selecting and using PROMs
Baseline

3 months

6 months

PHQ-9
EQ-5D-5L
Other?

PHQ-9
EQ-5D-5L
Other?

PHQ-9
EQ-5D-5L
Other?
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Refer to previous webinars:
https://apersu.ca/news/annualmeetings/seminars/
§ The use of EQ-5D in program evaluation
§ The use of EQ-5D in clinical practice
§ The use of EQ-5D in economic analysis

Examples of disease-specific PROMs
§ Symptoms assessment scales
§ ESAS (general and specific)
§ Pain rating scale (general and specific)
§ PHQ-9 (depressive symptoms)
§ GAD-2 (anxiety symptoms)
§ PAID-5 (diabetes-related distress)
§ Functioning measures (physical)
§ WOMAC (osteoarthritis)
§ Oxford hip and knee osteoarthritis index (osteoarthritis)
§ Health-related quality of life measures
§ EORTC-QLQ-C30 (cancer)
§ AQLQ (asthma)
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Pain rating scale
pain intensity

Pain rating scale
pain intensity: current/acute pain
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Pain
questionnaire
specific types of
pain

Short-Form McGill Pain Questionnaire-2
example

Proportion of Younger and Older People reporting different types of Cancer Pain
Gautheir et al 2014
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WOMAC
conditionspecific:
Osteoarthritis

WOMAC
example

Bachmeier et al 2001
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EORTC-QLQ-C30
• Condition-specific: cancer
Ø Core module
Ø 15 scales (5 functional scales, 3 symptoms scales, 1 global health
status scale, & 6 single items)
Ø 30 questions
Ø 4-point Likert scale & 1-7 rating scale

Ø Reference period: during the past week
Ø Specific modules
Ø Cancer types (e.g., lung, cervical)
Ø Cancer-related symptoms (e.g., fatigue)
Ø Treatment-related problems (e.g., high-dose chemo)

EORTCQLQ-C30
conditionspecific:
cancer

https://qol.eortc.org/questionnaires/
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EORTCQLQ-C30
example

General population normative data for the EORTC-QLQ-C30
in 15 countries (N=15,386)

Nolte et al. 2019

PHQ-9
symptom-specific: depression
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PHQ-9
example
Prevalence of depression severity according to
the stage of diabetic nephropathy

Takasaki et al. 2016

ESAS-r
general
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ESAS-r
Renal

ESAS-r
example

ESASr score at
baseline, before start
of chemotherapy (C1),
before fourth cycle of
chemotherapy (C4),
and after completion
of six cycles of
chemotherapy (C6)

Yogananda et al. 2018
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Using disease-specific PROMs alongside
other PROMs: Some considerations
§ PURPOSE
§ Advantage
§ Choice of PROMs – minimize redundancy
§
§
§
§

Selection
Implementation
Use
Data analysis
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