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Welcome

• Today’s webinar will be hosted by CFN’s 
Manager of Research & KT: Jeanette Prorok

• We will answer as many Qs as time permits

2020-01-22
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Reminder: Survey & Webinar

2020-01-22

• Survey will pop up on your screen after 
webinar 
• Feedback on how to improve webinar series

• Webinar slides & video available for viewing 
online within 1-2 days at: 

• cfn-nce.ca/news-and-events/webinars
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Next CFN Webinars

2020-01-22

• Currently in the scheduling process

• Please monitor our website for updates:

o http://www.cfn-nce.ca/webinars/

http://www.cfn-nce.ca/webinars/
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To recognize knowledge gaps, barriers, and the need for 
knowledge translation resources to support the use of QOL 
assessment tools.

To understand the use of quality of life (QOL) assessment 
tools in enhancing care for frail older adults who are living at 
home, and their family caregivers.1

2

Learning objectives

3 To describe the process and results of co-developing tailored 
knowledge translation resources on QOL assessments.



Quality of life assessments involve asking older 
adults who are living at home with frailty, and their 
family caregivers, about what matters to them about 
their health and their healthcare experiences



Building blocks for person-centred care

“The imperative of 

person-centered care 

means that patients’ 

and families’ quality 

of life, as well as their 

experiences with 

healthcare, should be 

routinely, and 

comprehensively, 

acknowledged and 

assessed.”

Öhlén et al. (2017)

Person-centred care

Patient & family 
experience

Patient- & family-
reported 

experiences

Patient-centred 
performance 

indicators

Patient & family
outcomes

Patient- & family-
reported outcomes 

Clinical 
outcomes

Öhlén, J., Reimer-Kirkham, S., Astle, B., Hakanson, C., Lee, J., Eriksson, M., & Sawatzky, R. (2017). Person-centred care dialectics-
Inquired in the context of palliative care. Nurs Philos, 18(4). doi: 10.1111/nup.12177
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Quality of life assessment tools

Patient Reported Outcome Measures (PROMs)
Tools for measuring aspects of patients’ and families’ 
health and quality of life from their point of view

Patient Reported Experience Measures (PREMs)
Tools for measuring patients’ and families’ experiences with 
the care provided from their point of view



The McGill Quality of Life 
Questionnaire Expanded 
(MQOL-E) 

PROM for People with Life-Threatening Illness

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

Environment

Cognition

Healthcare

Burden

Physical surroundings meet 
needs

Able to think clearly
Memory

Feeling like a burden

Information from healthcare team

Quality of healthcare
Cohen, S. R., Russell, L. B., Leis, A., Shahidi, J., 
Porterfield, P., Kuhl, D. R., . . . Sawatzky, R. (2019). 
More comprehensively measuring quality of life in 
life-threatening illness: the McGill Quality of Life 
Questionnaire – Expanded. BMC Palliative Care, 
18(1), 92. doi: 10.1186/s12904-019-0473-y



PROM for Family Caregivers

Quality 
of life

Carer outlook

Carer quality
of life

Environment

Financial 
worries

Patient 
condition

Quality of care

Relationships

Quality of Life in Life-
Threatening Illness –
Family Carer (Version 2)

Cohen, R., Leis, A. M., Kuhl, D., Charbonneau, C., 
Ritvo, P., & Ashbury, F. D. (2006). QOLLTI-F: 
Measuring family carer quality of life. Palliative 
Medicine, 20(8), 755-767. 



PREM for People With Life-Threatening Illness

EXAMPLE QUESTIONS:

You were treated by doctors, 

nurses, and other members of the 

healthcare 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

Domain # questions

Relationships with care providers 3

Illness management 9

Communication 3

Decision making 4

Feeling at peace 1Heyland DK, Jiang X, Day AG et al. (2013) The 
development and validation of a shorter 
version of the Canadian Health Care Evaluation 
Project Questionnaire (CANHELP Lite): A novel 
tool to measure patient and family satisfaction 
with end-of-life care. J Pain Symptom Manage 
46:289-297



at all levels of healthcare decision-making
Using quality of life assessments



Using quality of life assessments

CLINICAL PRACTICE
• Shared decision-making
• Person-centred care

SOCIETY
• Population health 
• Cost & equity 
• Health policy

HEALTHCARE ORGANIZATIONS
• Gaps in services 
• Different treatments
• Cost effectiveness

MACRO
•Accountability and health 

policy at regional, 
provincial and national 
levels

MESO
•Quality improvement 

at organizational 
levels

MICRO
•Enhanced person-

centered care at the 
individual level

at all levels of healthcare decision-making

Krawczyk, M., Sawatzky, R., Schick-Makaroff, K., 
Stajduhar, K., Öhlen, J., Reimer-Kirkham, S., Laforest, 
E., & Cohen, S. R. (2018). Micro-meso-macro practice 
tensions in using patient-reported outcome and 
experience measures in hospital palliative care. 
Qualitative Health Research. doi: 
10.1177/1049732318761366

https://doi.org/10.1177/1049732318761366


Users of quality of life assessments

CLINICAL PRACTICE

SOCIETY

HEALTHCARE 
ORGANIZATIONS

at all levels of healthcare decision-making

MACRO
•Accountability and health 

policy at regional, 
provincial and national 
levels

MESO
•Quality improvement 

at organizational 
levels

MICRO
•Enhanced person-

centered care at the 
individual level





The need for knowledge translation

• Despite the benefits found in the research and the 
availability in QOL assessment instruments, their 
use in healthcare has been 
constrained by a lack of supportive resources on 
how to use QOL assessment information
at all levels of health-care decision-making.

• Knowledge translation resources are needed
to facilitate the use of QOL assessment 
instruments at micro-, meso-, and 
macro-levels of healthcare.

MACRO

MESOMICRO



Knowledge Translation Project
Supporting quality of life assessments of frail older adults and their family caregivers

PRINCIPAL 
INVESTIGATORS 

Richard Sawatzky
Trinity Western University

Kara Schick-Makaroff
University of Alberta

www.healthyqol.com



Knowledge Translation Project

QUESTION  |  What knowledge translation resources do micro-, meso-, and macro-
knowledge users need to support use of QOL assessment instruments with older 
adults living with frailty at home, and their family caregivers?

OBJECTIVE |  To co-develop “tailored” knowledge translation resources for different 
knowledge user groups.



Researchers panel

Healthcare providers, 
managers & leaders 
panel

Government leaders 
& decision makers 

panel

“Innovation community” - Team members & partners

Patients and 
family caregivers 

panel

Robin Cohen, Kelli Stajduhar, Barbara 
McLeod, Lena Cuthbertson, Neil Hilliard, 
Lisa Zetes-Zanatta, Joakim Öhlén, Esther 
Laforest, Sheryl Reimer-Kirkham, Lara 
Russell, Landa Terblanche, Tracy Stephen, 
Angela Wolff, Nitya Suryaprakash (HQP)

Lena Cuthbertson, Lisa 
Zetes-Zanatta, Michelina 
Mancuso, Bruce Forde, 
Chung Liu (HQP)

Esther Laforest, Jill Gerke, Neil Hilliard 
Barbara McLeod, Melissa Kuo, Mehri Karimi-
Dehkordi, Barbara Schafer, Dominique 
Duquette (HQP), Taryne Lepp (HQP), Danielle 
Judd ( HQP)

Barbara MacLean, Janet McLean, Shelly Cory, Geoff 
Cowman, Mary Luk, Jennifer Huang, Alies Maybee, 
Autumn Beemer (HQP), Theodore Fletcher (HQP)



Determine 
Knowledge 
Gaps & Needs

• Interviews and 
focus groups with 
each user group

•Qualitative 
analysis to 
describe:
- knowledge gaps
- barriers
- resources

Co-develop KT 
Resources

•Determine content 
and types of 
resources

• Iterative feedback 
from “innovation 
community”

•Contracted 
content editor and 
graphic designer

Formative 
Evaluation

• Interviews with 
members of each 
knowledge user 
group

Implementation 
& Summative 
Evaluation

•Webpage: 
HealthyQOL.com

•Online survey (not 
presented today)

Project design



Participants

# participants 11 |  9 13 | 4 14 | 6 9 | 4

Average age 78 |74 47 | 55 52 | 54 47 | 51

# female 10 |  7 9 | 2 13 |   6 5 | 3 

# high school
# college
# undergraduate  
# post graduate

1 | 0
4 | 2
2 | 4
4 | 3

0 | 0
2 | 0
4 | 0
7 | 4

0 | 0
0 | 0
1 | 1

13 | 5

0 | 0
0 | 0
3 | 0
3 | 4

(3 missing)

Initial interviews and focus groups | formative interviews



Results: Patients and Family Caregivers

Lack of understanding:
• What are QOL assessments?
• Who uses QOL assessments?
• How are QOL assessments done?
• What is the purpose?
• How will this improve my care?

Attitudes towards completing survey questionnaires:
• Burdensome; Very structured; Vague and unclear; Irrelevant and not applicable; Redundant 

Personal health related barriers: 
• Cognitive impairment, sensory issues, etc.

Technology related barriers: 
• Do not know how to use technology; Scared of technology; Do not like to sit behind the 

computer; Cannot use the computer due to health reasons; Trouble logging in etc.

Knowledge gaps and needs



Increasing knowledge and understanding of QOL assessments:
• Video
• Pamphlets 

Supporting patients and family caregivers to complete the assessments:
• Written blurb
• Read-aloud surveys
• Videos 

Increasing exposure and familiarity:
• Active engagement one-on-one or in groups 
• Routine training in filling out the assessments 

Experiencing personal value:
• Clinicians filling out the assessments with the patient
• Providing patients with the results of other patients and caregivers 
• Online evidence-based information on different diagnoses/health conditions

Results: Patients and Family Caregivers
Recommended resources



Results: Patients and Family Caregivers
Example quote

“I think the key is going to be culture change. 

I feel optimistic about timing right now because there’s a really 

big push on standardizing areas of care that can be standardized 

and also integrating the patient’s perspective..... need to kind of 

ride that wave somehow of making sure it gets integrated.”





VIDEO



Lack of understanding:
• Who initiates the assessment?
• What can I do with the results?

Healthcare system barriers:
• Workload and time

Concern about pushback from patients and caregivers:
• Too many assessments and tools too long
• Only takes a “snapshot”

Technology related barriers:
• Multi-tasking
• Needing to use multiple systems

Results: Healthcare Providers

KNOWLEDGE GAPS + NEEDS RECOMMENDED RESOURCES
Sustain their interest in using the tools:

• Send regular emails by the administrator/authorities
• Identify a champion
• Online learning modules

Provide evidence:
• Practical examples to show it is worth their time
• Infographics to succinctly display use 

Supporting use of the system:
• Electronic / paper guidelines / quick tips
• Reminders / alarms
• Resources directories / referral lists
• Training / mentoring / continuing education





Results: Healthcare providers - Excerpt



Results: Healthcare Managers & Leaders

Lack of understanding:
• How does this work in the real world?
• How do we use PROM and PREM information?
• Knowledge of available, ready to use, valid 

assessment tools

Healthcare system:
• Challenges with integration into clinical practice
• Lack of time and training 

Technology:
• Too many different electronic platforms

Provide evidence:
• Videos / infographics demonstrating the use of 

assessments in organizational decision making
• Provide evidence-based guidelines including real life 

examples of use
• Dashboard for reporting meso-level QOL assessment 

results

Supporting use:
• Integrate QOL assessments with existing platforms
• Engage with healthcare managers and leaders to 

inform / provide mitigating strategies
• Determine interdisciplinary teams with use across 

sectors of healthcare system

KNOWLEDGE GAPS + NEEDS RECOMMENDED RESOURCES





Results: Government Leaders and Decision Makers

Lack of understanding:
• Do not know how to interpret information from PROMs 

and PREMs for use in decision making
• Do not know how to access and use the data 

Healthcare system barriers:
• Different tools used by different organizations
• Data not well integrated into decision-making process

Survey-related barriers:
• Data collection can be costly / labor-intensive

Technology barriers:
• Time lag between collection and reporting

Enhance understanding:
• Brochure / graphic examples / video with practical 

examples to demonstrate use in decision making
• Interpretation of data from PROMs and PREMs 

Supporting use:
• Resources need to be concise and “easily digestible”
• Resources need to be relevant to government 

leadership and decision makers
• Stories (and visualizations) are more relatable than 

numbers

KNOWLEDGE GAPS + NEEDS RECOMMENDED RESOURCES





Knowledge users groups have different needs regarding QOL 
assessments, which knowledge translations tools may 
support.

Knowledge translation resources must be “tailored” to the 
gaps in knowledge by different knowledge users.1

2

Key messages

3 Knowledge users perceived online resources, including 
evidence-based information, infographics and videos, to be 
helpful in supporting their use of QOL assessment tools.



VIDEO A Better Life



Thank you!

www.healthyqol.com www.healthyqol.com

Richard Sawatzky, RN, PhD

Professor & Canada Research Chair Person-Centred Outcomes
School of Nursing, Trinity Western University, Langley BC

Centre for Health Evaluation and Outcomes Sciences, 
St. Paul’s Hospital, Vancouver, BC

Kara Schick-Makaroff, RN, PhD

Assistant Professor
Faculty of Nursing, University of Alberta, Edmonton AB

visit our website!

Thank you!



www.cfn-nce.ca

Post-webinar survey
Survey will pop up on your screen after webinar 
• Feedback on how to improve webinar series

Richard Sawatzky: Rick.Sawatzky@twu.ca
Kara Schick-Makaroff: kara.schickmakaroff@ualberta.ca

2020-01-22

Project contacts

mailto:Rick.Sawatzky@twu.ca
mailto:kara.schickmakaroff@ualberta.ca
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