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Welcome and our webinar format

• Good afternoon. 

• My name is John Muscedere, Scientific Director with TVN, the 
Technology Evaluation in the Elderly Network.  

• Welcome to today’s webinar.

• TVN webinar series is a monthly forum where Canadian and 
international experts share research and insights on 
advancements in assessing and caring for frail elderly 
Canadians

• In recent months, we have been highlighting the outcomes of 
TVN-funded Knowledge Synthesis grants, and today’s 
presentation is no exception.
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Objectives

• To become familiar with the integration of patient- and 
family-reported outcomes and experience measures in 
health care

• To learn about the characteristics of PROMs and PREMs used 
in acute care of older adults and their family caregivers

• To review important measurement validation considerations 
regarding the selection and utilization of PROMs and PREMs 
used in acute care of older adults and their family caregivers



Background on PROMs and PREMs



The imperative for 
patient- and family-

centered care requires 
that the health outcomes 

and health care 
experiences relevant to 

the quality of life of elderly 
patients and of their 

family caregivers, are 
routinely assessed and 

addressed. 

Patient- and family-centred outcomes and experiences

“Our aim should be to find out what each patient 
wants, needs, and experiences in our health care 

system” M. Gerteis et al. (1993)

Patient- & 
family-
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Patient & 
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performance 
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Patient- & 
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reported 
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Clinical 
outcomes

Essential building blocks for patient- and 
family-centered care



Comprehensive reporting 
of QOL and health care 
concerns by the patients 
and family caregivers is 

required to inform patient-
and family-centred 
approaches to care 

planning and decision 
making to improve quality 

of care and enhance 
QOL. 

Patient- and family-centred outcomes and experiences

Essential building blocks for patient- and 
family-centered care

Patient-Reported Outcome Measures (PROMs) 
and Patient-Reported Experience Measures 
(PREMs), provide information about patients’ 
perspectives of their quality of life (QOL) and 
healthcare experiences without prior 
interpretation by a clinician or any other person. 

PROMS
used to assess 
patients’ and 

families’ 
perspectives of 

various domains 
of their health 

and QOL*

PREMS
used to assess 
patients’ and 

families’ 
experiences 

with the care 
provided

* includes overall health, physical symptoms, mental health,
social health and existential wellbeing



Patient-reported outcome 
measures (PROMs)

• Self-report instruments used to obtain 
healthcare recipients’ appraisals of their 
health status.

• Most PROMs are multidimensional in 
that they address various domains of 
human experience, including symptoms, 
functional status, and psychological and 
social and spiritual wellbeing.

• PROMs provide information about 
patients’ perspectives of their health 
and quality of life without interpretation 
by a clinician or any other person. 



What do PROMs measure?
E x p l a i n i n g  P a t i e n t - R e p o r t e d  O u t c o m e s  M e a s u r e s

The complete PROMIS domain framework is available at: http://www.nihpromis.org/Documents/PROMIS_Full_Framework.pdf 



What do PROMs measure?
E x p l a i n i n g  P a t i e n t - R e p o r t e d  O u t c o m e s  M e a s u r e s

Functional Assessment of Chronic Illness Therapy Measurement system

www.facit.org

Quality of life

Physical wellbeing

Social/family wellbeing

Emotional wellbeing

Functional wellbeing

Life domains 
relevant to the 

QOL 
of people with 
chronic illness



Domain coverage of generic PROMs*
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Cohen, S. R., Sawatzky, R., Shahidi, J., Heyland, D., Jiang, X., Day, A., Gadermann, A. M. (2014). McGill Quality of Life Questionnaire 
(MQOL) – Revised. Journal of palliative care, 30(3), 248. 

Quality of
Life

Physical

Psychological

Existential

Relationships

Physical symptoms

Physically unable to do things
Feeling physically well

Depressed

How often sad
Nervous or worried

Communication

Feel supported
Relationships stressful

Fear of the future

Meaning in life

Control
Achievement of life goals

Self-esteem

Example PROM for palliative care
T h e  M c G i l l  Q u a l i t y  o f  L i f e  Q u e s t i o n n a i r e  ( M Q O L )  R e v i s e d



Patient-reported experience measures (PREMs)

Self-report instruments used to obtain patients’ appraisals of their 
experience and satisfaction with the quality of care and services• Assess various domains of 

patient-centred care 
(e.g., access to care, 
coordination of care, 
emotional support, 
information.)

• Provide information from 
patients’ perspectives 
without interpretation by 
a ‘middle man’.



Common dimensions of patient experience

Through the Patients’ Eyes 

(Picker Institute, 1986)

Model for Patient 
& Family Centred Care 

(IPFCC, 1992)

Achieving an Exceptional 
Care Experience 

(IHI, 2012)

Respect for patient values &
preferences

Respect and Dignity Respectful Partnerships

Information, Communication & 
Education

Information Sharing Evidence Based Care

Coordination of Care Collaboration Leadership

Involvement of Family Participation

Emotional Support Hearts & Minds

Physical Comfort

Preparation for Discharge / 
Continuity & Transitions in Care

Reliable Care

Access

Compiled by Lena Cuthbertson, Provincial Director, Patient-Centred Performance Measurement & Improvement, BC Ministry of Health 



Example questions:

You were treated by 
doctors, nurses, and other 
members of the health 
care team in a manner 
that preserved your sense 
of dignity.

Your emotional problems 
(for example: depression, 
anxiety) were adequately 
assessed and controlled.

Each question is rated on (1) Importance, (2) 
Satisfaction

Heyland, D. K., Cook, D. J., Rocker, G. M., Dodek, P. M., Kutsogiannis, D. 
J., Skrobik, Y., et al. (2010). The development and validation of a novel 
questionnaire to measure patient and family satisfaction with end-of-
life care: The Canadian Health Care Evaluation Project (CANHELP) 
Questionnaire. Palliative Medicine, 24(7), 682-695.

Example PREM for palliative care
C a n a d i a n  H e a l t h  C a r e  E v a l u a t i o n  P r o j e c t  ( C A N H E L P )



Reasons for using PROMs and PREMs

•At point of care, to inform treatment decisions, monitor patients’ conditions, 
promote patient-clinician communication, reveal health and quality of life concerns 
that may otherwise have not been noticed

Health professionals

•Examine the effectiveness of treatments and the impact of healthcare interventions
•Better understand the impacts of treatments and services on people’s health from 

their point of view

Health researchers 

•Evaluate the efficacy, effectiveness and cost-effectiveness of healthcare services and 
programs

Health service decision makers

•Monitor symptoms and concerns and communicate with health care professionals

Health care recipients



Problem

• There is significant interest in the use of PROMs and PREMs to inform 
patient- and family-centered health care services.

• There are many PROM and PREM instruments available, but it is not 
clear which instruments are appropriate for older adults in acute care 
and their families.

• Users need information about administrative and measurement 
characteristics of PROMs and PREMs to decide which instruments are 
best suited for their intended purposes.



Knowledge synthesis

P a t i e n t - a n d  f a m i l y - r e p o r t e d  o u t c o m e  a n d  e x p e r i e n c e  
m e a s u r e s  f o r  e l d e r l y  a c u t e  c a r e  p a t i e n t s



AIM
The overarching aim of this 
knowledge synthesis 
project was to provide a 
comparative review of 
available PROMs and 
PREMs that would facilitate 
the selection and 
utilization appropriate 
measures for seriously ill 
elderly patients and their 
families in acute care 
settings.

P a t i e n t - a n d  f a m i l y - r e p o r t e d  o u t c o m e  a n d  e x p e r i e n c e  m e a s u r e s  
f o r  e l d e r l y  a c u t e  c a r e  p a t i e n t s

Knowledge synthesis

Motivation for the synthesis
• Although there are many PREM and 

PROM instruments, information about 
their reliability and validity, applicability, 
and administration in acute care settings 
for seriously ill older adults, and their 
families, has not been systematically 
reviewed and synthesized. 

• Healthcare professionals, administrators, 
and decision makers require up-to-date 
information to direct the selection and 
utilization of appropriate PREM and 
PROM instruments. 



Knowledge synthesis objectives and methods

Objective Method Selection criteria

STAGE 1 To identify a 
comprehensive list of 
generically applicable 
PROM’s and PREM’s.

• Extensive searches of library databases, 
PROQOLID©, review articles, books, and 
websites.

• Bibliometric analysis of instrument 
publications. 

• Data extraction of instrument 
characteristics.

• The instrument is applicable to elderly 
patients or their family caregivers.

• There is evidence of use in a hospital 
setting.

• The instrument has at least one 
publication during the past 5 years or has 
been developed during the past 5 years.

STAGE 2 To describe and 
compare 
characteristics of 
generic PROMs and 
PREMs.

• Systematic database searches of selected 
PROMs and PREMs.

• Data extraction of information regarding 
their reliability, validity, applicability and 
use within the target population, as well 
as information regarding their 
administration.

• Exclude disease- or condition-specific 
instruments

• PROMs must measure physical health and 
mental health domains

• PREMs must measure more than one 
domain.

STAGE 3 To review the 
psychometric 
properties of the 
generic PROMs and 
PREMs.

• The COSMIN search strategy was used to 
identify psychometric validation studies.

• The EMPRO criteria were used to 
evaluate the psychometric properties of 
the PROMs and PREMs.

• We only included PROM and PREM 
instruments with validation studies 
pertaining to elderly patients in acute 
care. 



DATABASE SEARCHES
1. Ageline
2. Biomedical Reference Collection 
3. CINAHL  
4. Cochrane Database of Systematic Reviews 
5. EMBASE 
6. Medline (EBSCOhost)
7. ProQuest Dissertation Abstracts International 
8. PsycINFO
9. Social Sciences Citation Index (Web of Science)

OTHER SOURCES
1. PROQOLID 
2. Handbook of Disease Burdens 
and Quality of Life Measures
3. Review articles/reports
4. City of Hope website
5. Expert team members
6. Browsing (internet)
7. Survey

After removing duplicates, 2,507 articles were 
screened.

A total of 158 articles met the screening criteria.  
The full-texts were reviewed to identify PROMs 
and PREMs for use in seriously ill elderly patients 
in acute care. 

A preliminary list of 223 
instruments was generated.  
We then screened the instruments 
to identify PROMs and PREMs 
relevant to seriously ill elderly 
patients in acute care.

Search and selection methods 



Systematic search conducted on each of the 223 
instruments to determine the number/frequency 
of scholarly publications on the use of each of 
the instrument on seriously ill elderly patients in 
acute care. 

Three databases were searched:
1. MedLINE
2. CINAHL
3. EMBASE

STAGE 1 CODING
(186 instruments)

Criteria were developed and 
applied to select PROMs and 
PREMs for Stage II.

STAGE 2 CODING
(88 instruments)

STAGE 3 CODING
(2 instruments)

Search and selection methods 



STAGE 1

Selection criteria

1. The instrument was a PROM or PREM
2. The instrument was administered to 

OLDER ADULTS (>= 55 years). 
3. The instrument was administered in 

an ACUTE CARE SETTING
Include: 

Hospital setting greater than or equal to 24 hours.
Exclude:

Admittance for less than 24 hours
Surgical daycare
ambulatory care/medical daycare
IV clinic
dialysis unit
preadmission
ER
Rehabilitation unit
Geriatric/step-down unit/alternate level of care/path 
units
Maternity and Pediatric units (excluded due to age)

Data collected

• Instrument Type
• Dimensionality
• PROMs: Dimensions Measured
• PREMs: Dimensions Measured



Results  |  Identification of relevant PROMs and PREMs

PROMs PREMs PROMs/PREMs

Patient FCG Patient FCG Patient FCG

# of Instruments 136 13 9 4 20 4

Disease-/ Condition-
specific 67 9 3 4 14 4

Generic 50 4 4 0 5 0

Population-specific 19 0 2 0 1 0

Median # of Publications 
per Instrument 27 7 3 1 37.5 8.5

NOTE:  Short forms, revisions, and adaptations of original instruments are counted separately. 



Results  |  Identification of relevant PROMs and PREMs

PROMs PREMs PROMs/PREMs

Disease/ Condition 
Focus Classification

Patient FCG Patient FCG Patient FCG

Alzheimer's Disease 2 1 0 0 0 0

Dementia 2 0 0 0 0 0

Cancer 17 3 0 2 0 0

Palliative Care* 11 4 2 2 6 3

Other 35 1 1 0 8 1

Note: Palliative care instruments were included in the final selection of instruments for stage 2 because they 
pertain to a wide range of life-limiting conditions (not one particular disease or disease group).



STAGE 1  |  # of PROMs & PREMs per dimension

0 50 100 150

General/Overall QOL

General/Overall Health

Physical Function
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Mental Health

Social Health
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0 10 20

Information and education
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Emotional support

Respect for patient…

Involvement of family and…

Continuity and transition

Overall impression
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Global Rating

Other PREM Dimensions

# PREMs

PROMs PREMs



STAGE 2

Selection criteria

Selection criteria for PROMS
1. Exclude disease and condition specific 

instruments
2. Include multidimensional instruments 

that measure both physical health 
and mental health domains

3. Include all family caregiver PROMs
4. Include all instruments developed for 

palliative or end-of-life care 

Selection criteria for PREMs:
1. Include only instruments that 

measure more than one domain (i.e., 
multidimensional)

2. Include all family caregiver PREMs
3. Include all instruments developed for 

palliative or end-of-life care 

Data collected

• Scoring
• Scaling
• Mode of Administration
• Response Burden
• Translations



Measurement characteristics

Scoring

Scaling

Mode of administration

0 20 40 60 80 100

Canadian Norms
Population Norms

Utility Scores
Domain Scores

Total Scores

# of instruments

0 25 50 75 100

Other (e.g., categorical)
Visual Analogue Scale
Qualitative Responses

Binary
Guttman

Likert

# of instruments

0 20 40 60 80 100

Other

Proxy(clinician)

Proxy(caregiver)

Clinician

Computer

Telephone

Interviewer

Self (paper)

# of instruments

Patient PREM Patient PROM

Patient PROM & PREM FCG PREM

FCG PROM FCG PROM & PREM



Response burden

0 10 20 30 40

    Others ("brief",…

    1-10 min

    5-15 min

    10-30 min

    20-40 min

    30-60 min

# of instruments
0 10 20 30 40

Unclear or Varies

51 or More

41 to 50

31 to 40

21 to 30

11 to 20

10 or Less

# of instruments

• Most instruments consist of less than 20 items and take less than 10 minutes to 
complete



Language

0 5 10 15 20 25 30 35 40 45

Tagalog

Punjabi

Korean

Farsi

Chinese

French

Patient PROM FCG PROM Patient PREM

FCG PREM Patient PROM & PREM FCG PROM & PREM

• All 88 instruments are available in English
• Although instruments have been translated into different languages, validity 

evidence of the translated versions is limited



STAGE 3

Selection criteria
Include

1. Psychometric validation 
studies

2. Older adults (over 55 years 
of age) and/or their family 
caregivers

3. Hospital setting greater 
than or equal to 24 hours

Search and Evaluation
COSMIN
• The COSMIN search filter was developed for 

identifying psychometric studies in PubMed 

EMPRO
• We used the EMPRO criteria to evaluate the 

following psychometric characteristics of the 
instruments:

1. Conceptual and measurement model
2. Reliability
3. Validity
4. Responsiveness
5. Interpretability
6. Burden
7. Alternative modes of administration
8. Cultural and Language Adaptations



Instruments with a validation study pertaining to elderly patients in acute care:

Canadian Health Care Evaluation Project 
Questionnaire 

(CANHELP and CANHELP LITE)
• Designed to measure satisfaction with 

care for older patients with life 
threatening illnesses, and their family 
members.

• CANHELP:
38 items (Patient version)
40 items (Family version)

• CANHELP LITE: 
21 items (Patient version)
23 items (Family version)

Heyland, D. K. et al. (2010). The development and validation of a 
novel questionnaire to measure patient and family satisfaction 
with end-of-life care: The Canadian Health Care Evaluation Project 
(CANHELP) Questionnaire. Palliative Medicine, 24(7), 682-695.

Quality of Dying and Death Questionnaire
(QODD)

• Designed to measure the quality of dying 
and death using the perspective of family 
members 

• 31 items 

Curtis JR, Patrick DL, Engelberg RA, Norris K, Asp C, Byock I. (2002). A 
measure of the quality of dying and death. Initial validation using after-
death interviews with family members. Journal of Pain Symptom 
Management,,24, 17-31.

STAGE 3  |  Results
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The overall score 
(total = 100, 
higher score 
indicates better 
measurement 
quality):

CANHELP and 
CANHELP LITE = 
70.87

QODD = 11.05 

STAGE 3  |  Results



Table 6: EMPRO Domain and Overall Scores
*NOTE:  Dash denotes no information available; N/A denotes not applicable. 
Higher scores indicate better “quality”

QODD CANHELP CANHELP Lite

Conceptual and Measurement Model 28.57 90.48 90.48

Reliability 0 75 75

Validity 26.67 100 100

Responsiveness 0 - -

Interpretability 0 88.89 88.89

Respondent Burden 11.11 100 100

Administrative Burden 0 91.67 91.67

Alternative Modes of Administration N/A N/A N/A

Language Adaptations - - -

Overall 11.05 70.87 70.87

STAGE 3  |  Results



There are many PROMs and PREMs that have been used in acute care settings for elderly patients. 
Several instruments were specifically developed for use in older adults, whereas others, such as 
the SF-36, were developed for general populations but are widely-used in older adults.
There are instruments specifically designed for use in end-of-life or palliative care. 
We are in the process of evaluating the psychometric properties (Stage III) of the most widely 
applicable instruments and to develop guidelines and recommendations regarding the selection 
and utilization of PROMs and PREMs for seriously ill elderly patients and their families. 

Summary of knowledge synthesis results

• There are many PROMs and PREMs that have been used in acute care settings for 
elderly patients. Several instruments were specifically developed for use in older 
adults, whereas others, such as the SF-36, were developed for general 
populations but are widely-used in older adults.

• Many of the identified PROMs and PREMs have not been validated  for this 
population (i.e., elderly patients in acute care).  More validation studies are 
urgently needed. 



There are many PROMs and PREMs that have been used in acute care settings for elderly patients. 
Several instruments were specifically developed for use in older adults, whereas others, such as 
the SF-36, were developed for general populations but are widely-used in older adults.
There are instruments specifically designed for use in end-of-life or palliative care. 
We are in the process of evaluating the psychometric properties (Stage III) of the most widely 
applicable instruments and to develop guidelines and recommendations regarding the selection 
and utilization of PROMs and PREMs for seriously ill elderly patients and their families. 

Next steps … Delphi study  

Delphi study by Eric Chan (TVN interdisciplinary fellow) to develop 
recommendations for the selection and use of PROMs for older patients 
who have serious illness

• Study protocol received Best Poster Award in 2014.
• The objectives are to: 

1. Identify and review existing standards, guidelines, and recommendations 
for the use of PROMs for elderly patients (Stage I). 

2. Conduct a Delphi survey (multi-stage survey) to establish consensus-
based recommendations for the use of PROMs for elderly patients (Stage 
II). 



Concluding comments

T h e  i m p o r t a n c e  o f  m e a s u r e m e n t  v a l i d a t i o n



Purposes for PROMs Data 
Collection

Administration of PROMsSelection of PROMs

Utilization of PROMs

Framework for the selection and utilization of 
PROMs and PREMs



Decisions about the selection and utilization of PROMs and 
PREMs must be guided by the evidence needed to substantiate 
the inferences we want to make based on the scores

The first step in planning for PROMs data collection is therefore to obtain clarity 
about the inferences, decisions, and judgements we want to make.
• What are the purposes?
• How will the information be used?

We also need to consider personal and societal consequences, both intended and 
unintended.
• What are the potential unintended consequences that we wish to avoid?
• What are the underlying values?

The Selection and Utilization of PROMs and PREMs



Modern view of measurement validation

Our ultimate goal is to arrive at justifiable or “valid” 
inferences, judgements, and decisions based on 
measurement as

“an integrated evaluative judgment of the degree to 
which empirical evidence and theoretical rationales 

support the adequacy and appropriateness of 
interpretations and actions based on scores …”

Messick, S. (1995). Validity of psychological assessment: Validation of inferences from 
persons' responses and performances as scientific inquiry into score meaning. American 
Psychologist, 50(9), 741-749.



Three foundational considerations

• What evidence is needed to warrant comparisons 
between groups and individuals?
• Comparisons between groups
• Comparisons at the individual level

Comparisons of 
different people

• What evidence is needed to warrant comparisons 
over time?
• Comparisons before and after a treatment
• Evaluation of trajectories over time

Comparisons 
over time

• What are the value implications, including 
personal and societal consequences, of using PRO 
scores?

Consequences

Sawatzky, R., Chan, ECK., Zumbo, B.D., Bingham, C., Juttai, J., Lix, L., Kuspinar, A., Sajobi, T. Challenges and 
opportunities in patient-reported outcomes validation. 



F. Evaluate 
outcomes

A. Identify
Problem

B. Adapt 
knowledge about 

PROMs local 
context

C. Assess barriers 
and facilitators to 
use of PROMs & 

PREMs

E. Monitor the 
use of PROMs & 

PREMs

G. Sustain use 
of PROMs

Knowledge 
about the use 

of PROMs

D. Select, tailor & 
implement PROM 

& PREM 
instruments

Utilization of PROMs and PREMs
An integrated knowledge translation approach

*Adapted from: Graham, I., Logan, J., Harrison, M. B., Straus, S. E., Tetroe, J., Caswell, W., & Robinson, N. (2006). 



The Quality of Life Assessment and Practice Support System – QPSS

Utilization of PROMs and PREMs

An innovative, integrated health care 
information system for patient- and family-
centered care that facilitates:
• use of QOL assessment instruments (including 

PROMs and PREMs) at point of care
• instantaneous feedback with information 

about scores, score interpretation, change over 
time, and targets for improvement

• documentation of interventions planned to 
address areas of unmet need

• tracking and assessing whether an 
implemented intervention has achieved the 
desired result

• capacity to integrate with other health 
information systems





“Our aim should be to find out what each patient wants, 
needs, and experiences in our health care system.”

M. Gerteis et al. (1993)

CONTACT
rick.sawatzky@twu.ca

Rick Sawatzky
Canada Research Chair in Patient-Reported Outcomes

Associate Professor | School of Nursing  |  Trinity Western University
Research Scientist | Centre for Health Evaluation and Outcome Sciences

thank you !

Eric Chan
Technology Evaluation in the Elderly Network

| School of Nursing  | Trinity Western University
| Measurement, Evaluation, and Research Methodology (MERM) Program |

University of British Columbia



Q-&-A

Please submit your questions online during the webinar.

We’ll answer as many questions as possible 
immediately following the presentation. 



Webinar satisfaction survey

At conclusion of Q-&-A session

Thank you for participating in today’s webinar.

A very brief feedback survey will pop up 
on your screen within the next few seconds.

We value your feedback on today’s presentation, and your 
opinions on how we can continue to improve 

the TVN webinar series.  Thank you.



Future TVN webinars

Next webinar: July 22 at 12 noon ET: 
Post discharge rehabilitation interventions for older adults 

with cognitive impairment following a hip fracture
Katherine McGilton, PhD, RN, Toronto Rehabilitation 

Institute, University Health Network, and
Paula van Wyk, PhD, University of Windsor 

To register, follow us on Twitter: @TVN_NCE
Today’s webinar slides available at: 

tvn-nce.ca/news-and-events/webinars

https://twitter.com/TVN_NCE
http://www.tvn-nce.ca/news-and-events/webinars/
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