
Sandra Lauck PhD, RN

St. Paul’s Hospital Professorship in Cardiovascular Nursing at UBC
Clinician Scientist, Heart Centre St. Paul’s Hospital

Associate Professor, UBC School of Nursing 

UBC Division of Cardiology Research Rounds

Monday November 4, 2024

PROMs and PREMs: 
Opportunities for improving 
outcomes and health services



The value of PROMs and 
PREMs
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What matters most to patients? 

Getting 
better/being in 
good health

Why?
• To be with family
• To pick-up like again

Getting home

Why?
• To take care of 

someone
• To be in own space

Having a diagnosis 
and a plan

Why?
• To feel less anxious 

and uncertain



Patient-Reported Outcome 
Measurements (PROMs)

• Measure patients’ perception of their 
disease and treatment as it relates to 
their health status and health-related 
quality of life

Patient-Reported Experience 
Measurements (PREMs)

• Measure patients’ perception of their 
experience of the health care they 
receive

Definition

• Symptoms, pain/discomfort
• Physical, mental/emotional, social health 

status
• General quality of life

• Communication 
• Involvement in decision-making
• Patient education

Examples of Domains Measured

Source of Data

• The patient is the only source of data: Based on self-assessment 
• Outcomes and experiences only known to the patient
• Use of validated questionnaires/tools selected to meet the goals of measurement
• No interference or interpretation from health care provider
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Patient-reported outcomes: 
When the patient is the only source of data

Any report of the status of a patient’s health 
condition, health behaviour, or experience with 
healthcare that comes directly from the 
patient, without interpretation of the patient’s 
response by a clinician or anyone else

Moons et al., Eur Heart J 2023
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1. Provide a comprehensive picture of the impact of disease 

and treatment from the patient’s perspective

2. Focus on symptoms and psycho-social concerns that are 

relevant to the patient

3. Capture key indicators of a patient’s experience

1. Physical symptoms

2. Mental health

3. Emotional wellness

4. … 

Understanding PROMs: Validated measures
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1. Offer real time information

2. Helps prioritize health concerns that matter 

most to the patient

3. Track response over time

4. Help HCPs deliver care that is responsive to 

patient needs

Understanding PROMs: Informing 
clinical  care
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Understanding PROMs: Making the best of the 
consultation
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Why use PROMs?

Early identification and 
treatment of patient needs

Better coordination and 
multidisciplinary teamwork

Empowerment of patients to 
be active partners in their 
care

� Improve ability to detect worsening 
symptoms

� Provide information that may have 
otherwise been missed

� Enhance shared decision-making
� Ensure voice of user is integrated in health 

planning, research and innovation
� Reduce drop-out

Lambert, 2010; Miller, 2016; Coulter 2010; 
Greenhalgh 2019; Moons et al., 2024 
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1. More detailed understanding of a patient’s symptoms and emotional state: Using 

validated measures with demonstrated sensitivity to change to guide the development 

of a personalized care plan

2. Standardize the symptom assessment process to enable clinicians to focus their time 

on symptom intervention – or at health system level to facilitate evaluation and 

planning, and drive system-wide improvement

3. Support health policy planning and research

Why use PROMs?
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1. PROMs and PREMs must be reliable, valid, precise and responsive tools that 

accurately capture the domains of interest in the patient population 

Selection of validated instrument(s): Key principle s

Reliability

Does the instrument 
provide a repeatable 
and consistent 
measurement?
� Test-retest 

reliability?

Validity

Does the instrument 
measure what it is 
meant to? 
� Content validity?
� Face validity? 
� Criterion validity? 
� Construct validity? 

Precision 

Does the instrument 
discriminate between:
� Patient groups? 
� Health states?
� Treatments?

Responsiveness

Is the instrument 
responsive to 
change when 
change is present? 

Thompson et al., 2016; Kornowski et al., 2023; 
Creber et al., 2021



12

2. PROMs and PREMs must be acceptable to patients

Selection of validated instrument(s): Key principle s

Kane et al., 2017; Davis et al., 2022
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3. PROMs and PREMs must be integrated in health systems

Selection of validated instrument(s): Key principle s

Kane et al., 2017; Davis et al., 2022
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Capturing the domains of self-reported health in ca rdiac care

Measurement 
of cardiac-

specific health 
status

Measurement 
of generic 

health status

� Specific to disease group
� Sensitive to detect 

clinically significant 
changes

� Content relevant to target 
group

� Cannot compare with 
general population

� Suitable for the general 
population

� Not sensitive to detect 
disease-specific issues

� Can compare across 
groups
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Development: 
• Index-based score

• 30+ years use and development

• Used extensively in health technology development and cost 

effectiveness studies

Versions: 
• 5 items

• Available in >200 languages

Scales, sub-scales and scoring: 
• Responses are converted into a single index score (utilities –

preference-weighted health status assessments): 1= Best possible health 

to 0= worst health/death10

• Domains: Mobility, self-care, usual activities, pain/discomfort, 

anxiety/depression

• Visual analog scale (VAS): 0= worst imaginable health state to 100 

(best imaginable health state)

• Available with 3 or 5 levels of responses

Measurement tools: Generic health – EQ5D  
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Development: 
• Rand Corporation: Medical Outcomes Study Short Form

Versions: 
• 36, 20 and 12-itent versions

• Validated in patients with cardiovascular disease

Scales, sub-scales and scoring: 
• Domains: Physical functioning, role physical, bodily pain, general 

health, vitality, social functioning, role emotional, mental health

• Physical and mental component summary sub-scales with comparison 

to societal norms

Measurement tools: Generic health – SF-36  
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Measurement tools: Kansas City 
Cardiomyopathy Questionnaire (KCCQ)

Development: 
• Developed for patients with heart failure

Versions: 
• Original: 23 items; Short version: 12 items

• Available in multiple validated translations 

Scales, sub-scales and scoring: 
• Overall score (KCCQ-OS): 0-100, higher scores indicate less symptom 

burden and better QOL

• Sub-scales:

• 23-item: Physical function, social function, symptoms, self-

efficacy and knowledge, QOL

• 12-item: Physical limitation, symptom frequency, QOL, social 

limitations

������� �����	
� �
�
�����
����
��	����	�
������ ��
�
��� ��������	
� �
�
���������
�	���
� !"



18

KCCQ: Psychometric properties
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+5 points = 
Small clinical 
improvement

+10 Points = 
Moderate clinical 

improvement

+20 Points =                   
Large clinical 
improvement

Clinically important differences

KCCQ: Psychometric properties
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KCCQ: Psychometric properties



Integrating PROMs in research 
and registry -based evaluation
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Reducing the risk of “disconnect” in health care

Clinician-Reported Outcomes Patient-Reported Outcomes

Will they live longer?

How long will the valve last?

What is their risk for in-hospital complications?

How likely are they to experience delirium?

What is their risk for a new pacemaker?

Are they at risk for readmission?

Will I feel better?

When will I be able to return to work? 

How likely am to experience depression after my 
valve procedure? 

How soon will I be able to look after my spouse? 

How long will it take for me to feel well? 

Will I have pain? 
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The BC THV Program: Early days of health policy
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The BC THV Program: Early days of health policy
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The BC THV Program: Early days of health policy



Building the BC THV Registry:
Clinician vs. patient-reported outcomes the management of aortic 
stenosis

Living with Aortic Stenosis

Choosing the Right Treatment

Clinician-Reported Outcomes Patient-Reported Outcomes

• Mortality on wait list 
• Timing of treatment 
• Hospitalization rate

• 30-day, 1-year and long term 
mortality

• 30-day and 1-year 
readmission

• Length of stay
• New pacemaker

• Symptoms
• Activities of daily living 
• Mobility
• Social and mental/emotional 

health

• Change in symptoms, ADLs, 
mobility, social, and mental/ 
emotional health

• Rate of recovery
• Pain

SAVR TAVI Medical Mgt
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PROMs and health policy: Canada
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PROMs and health policy: BC
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PROMs and BC health policy (2016)
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Accelerating knowledge 
translation: 
Implementation of PROMs and 
PREMs in cardiac care
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Phase 1: 

1. Determine optimal implementation blueprint to overcome barriers for collection and 

use of PROMs and PREMs.

2. Evaluate PROM/PREM blueprint implementation and ability to extract data for use 

including linkage with administrative data.

Moving the strategic plan forward

Improving cardiac care in BC: 
Paying attention to patient reported outcomes and experiences 




