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Person-centered outcomes and experiences
Essential building blocks for person-centered care

“The imperative of person-
centered care means that 
patients’ and families’ quality of 
life, as well as their experiences 
with health care, should be 
routinely, and comprehensively, 
acknowledged and assessed.”

Öhlén, … Sawatzky (2017)

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

M. Gerteis et al. (1993)

Person-
centered care

Patient & 
family 

experience

Patient- & 
family-

reported 
experiences

Patient-
centered 

performance 
indicators

Patient & 
family

outcomes

Patient- & 
family-

reported 
outcomes 

Clinical 
outcomes



Quality of Life Assessment
Giving voice to patients and families

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

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 

The use of PROMs and 

PREMs to facilitate 

routine monitoring of 

fluctuations in people’s 

quality of life, including 

the health outcomes and 

healthcare experiences of 

patients and their family 

caregivers.



Example PROM for Palliative Care
The McGill Quality of Life Questionnaire (MQOL) Revised

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-esteemCohen, S. R., Sawatzky, R., 
Russell, L. B., Shahidi, J., 
Heyland, D. K., & Gadermann, 
A. M. (2017). Measuring the 
quality of life of people at the 
end of life: The McGill Quality 
of Life Questionnaire-Revised. 
Palliat Med, 31(2), 120-129.



Example PREM for Palliative Care
Canadian Health Care Evaluation Project (CANHELP)

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

Domain # questions

Relationships with care providers 3

Illness management 9

Communication 3

Decision making 4

Feeling at peace 1

Heyland 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..



QOL assessment instruments for use in palliative care

Instrument Construct being measured Description

MQOL-R
McGill Quality of Life 
Questionnaire - Revised 

Quality of life domains
physical, psychological, existential, and 
Social

14 items + 1 global measure

ESAS-R
Edmonton Symptom
Assessment Scale – Revised

Current symptoms 11 individual items 
measuring symptoms and 
well-being (1)

QOLLTI-F
Quality of Life in Life 
Threatening Illness – Family 
Carer Version

Quality of life domains
environment, patient condition, 
caregiver’s own state, outlook, quality of 
care, relationships,  financial

16 items + 1 global measure

CANHELP-Lite
Canadian Health Care 
Evaluation Project 
Questionnaire  

Satisfaction with end of life care
e.g., relationships with doctors and 
nurses, illness management, 
communication, decision making

2 versions:
-Patients: 20 items
-Family caregivers: 21 items



Routine use of PROMs and PREMs can:

• Make patients' and family caregivers' concerns 
regarding their QOL more visible

• Raise awareness of problems that would otherwise 
be unidentified

• Lead to improved clinician-patient communication
• Result in improved care plans
• Improve collaboration among healthcare 

professionals

EXAMPLE REFERENCES RE. USE OF PROMS IN PALLIATIVE CARE:

Antunes, B., Harding, R., & Higginson, I. J. (2014). Implementing patient-reported outcome measures in palliative care clinical 
practice: A systematic review of facilitators and barriers. Palliat Med, 28(2), 158-175. 

Catania, G., Beccaro, M., Costantini, M., Ugolini, D., De Silvestri, A., Bagnasco, A., & Sasso, L. (2015). Effectiveness of complex 
interventions focused on quality-of-life assessment to improve palliative care patients' outcomes: a systematic review. Palliat Med, 
29(1), 5-21. 

Despite the benefits 

of QOL assessments, 

the use of PROMs and 

PREMs to support 

homecare for older 

adults who have life-

limiting illness has 

been limited.

Quality of Life Assessment
Use of PROMs and PREMs to enhance person-centred care



Quality of Life Assessment and Practice 
Support System (QPSS) Initiative
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An innovative, integrated health care 
information system for person-centred 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

• capacity to integrate with other health 
information systems

Practice innovation
The Quality of Life Assessment and Practice Support System – QPSS



QPSS Intervention

Patients with 
life-limiting 

illness

Family 
caregivers 

ACTION 
Client/patient & family care 
giver complete QOL 
questionnaires

PURPOSE
Obtain patients’ and
family caregivers’ 
appraisals of their QOL 
and care experiences 

Health Care Provider
notified of use 

ACTION
Review QOL questionnaire 
results

PURPOSE
Support QOL assessments in 
clinical practice

GOAL
Enhance person-centered care, 
shared decision-making, and 
continuity of care

EXAMPLES OF POSSIBLE ACTIONS
• Review QOL assessment results with 

client/patient and FCG 

• Request completion of additional QOL 
assessment questionnaire

• Refer to other services, as needed



QPSS initiative

QPSS integration in 
care for people 
with complex 
health challenges

Primary care

Tertiary care

Outpatient clinics

Consult teams

Patients and 
family caregivers 

Clinicians and 
decision makers

COMPLEX 
INTERVENTION

TARGET 
POPULATIONS

SECTORS OF CARE

ULTIMATE GOALS: enhanced person-centered care, 
shared decision making, and continuity of care



QPSS Initiative Research Projects
1. Integrating quality of life assessments into acute care for 

older adults with chronic life-limiting illness (funded by 
CFN)

2. Integrating a quality of life assessment and practice 
support system in palliative home care (funded by CFN)

3. Integrating a Quality of Life Assessment and Practice 
Support System in Routine Clinical Practice:

• Hemophilia clinic study

• Palliative consult team study (Fellowship of Dr. Marian Krawczyk, 
funded by CFN)

4. ePRO Kidney: Electronic patient-reported 
outcomes in clinical kidney practice 
(Led by Dr. Kara Schick-Makaroff, funded by CIHR)

5. Integrating a quality of life assessment and practice 
support system in home care services for older 
adults with life-limiting illness and their families 
(funded by CIHR, eHIPP)



Two projects focusing on QPSS 
implementation in hospital-based settings

Integrating a QPSS in 
a multi-disciplinary 
palliative care unit

Relational 
use of the 
QPSS by 
palliative 
outreach 
consult 
nurses



Project 1: Integrating a QPSS in a palliative care unit

 How do hospital 
palliative care clinicians 
relate to different 
health care system 
priorities when 
integrating PROMS and 
PREMs into their 
practice?



Macro-Meso-Micro Framework
Health Care System Priorities

Heterogeneous 
stakeholders 

Multiple health 
care priorities

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

Society-level focus on 
population health and 
decisions about cost, 
equity and health 
policy

Organization-level focus on 
identifying gaps in services, 
decisions about different 
types of treatments, and cost 
effectiveness

Individual-level 
focus on shared 
decision-making 
and enhanced 
continuity of care 
through integration 
in practice



a. Identify 
problem

b. Adapt 
knowledge 

to local 
context

c. Assess 
barriers to 
knowledge 

use

d. Select, 
tailor + 

implement

e. Monitor 
knowledge 

use

f. Evaluate 
outcomes

g. Sustain 
knowledge 

use

KNOWLEDGE 
ABOUT THE USE OF 

PROMS & PREMS

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

STAGE 1: Local adaptation

• Development of site-specific 
implementation protocols

• Focus groups with clinicians

• Trying out the QPSS in practice

• Interviews with patients and 
family caregivers

Integrated Knowledge Translation Approach*

STAGE 2: Evaluation

• Randomized controlled trial

• Patient- and 
family-caregiver outcomes

• Cost-effectiveness

• Qualitative evaluation of 
implementation

Design of overarching 
QPSS initiativeSTAGE 3: Sustainability

• Knowledge translation
• Integration with other 

health information 
systems 



Setting and Sample

 Setting

 10-bed palliative unit providing specialized 
interdisciplinary team support within 300-bed 
suburban acute care hospital (B.C., Canada)

 Data collection

 5 focus groups with clinicians on user-centered 
design and implementation considerations

 24 interviews with clinicians on perspectives about 
PROMs and PREMs and use in practice

 Qualitative interpretive analysis
 Experiences and perspectives of using QPSS

 Perspectives about PROMs and PREMs in routine palliative 
care

Clinician participants (n=25)

Age: median(range) 43 year (23-63)

Years in position practice: median (range) 8 years (1-26)

Gender: female 80%

Born in Canada 72%

Occupation
Medical doctor
Registered nurse
Other

8%
76%
16%



Results: Practice Tensions

 Challenges experiences by clinicians who negotiate health care priorities 
expressed by diverse stakeholders within complex health systems.

Benefits of mandated use                                  Benefits of discretionary use

Growing recognition of tensions

Standardization and quantification

Strengthens ability to provide PCC              Constrains ability to provide PCC

Scope of practice

QOL everyone's concern                 QOL domain of social work/spiritual care



Results: Growing recognition of tensions

 Initial enthusiasm about the potential 
benefits of mandated PROMs and 
PREMs use to simultaneously meet 
macro-, meso-, and micro-level 
priorities: 

 Enhanced palliative care services

 Inform clinical practice and 
quality improvement

 Enhance person-centred care 
focusing on QOL of patients and 
family caregivers

 Increasing consideration of 
meso- and micro- complexities 
of “real” hospital practices

 Workflow

 Competing priorities

 Discretionary use to identify 
issues relevant to care and 
treatment 



 Clinicians referenced numerous positive 
considerations regarding potential to 
enhance person-centered care 

 Some clinicians acknowledged the ability 
for generate data for administration, 
research, and policy

 Ambivalence regarding the purpose 
and accuracy of PROMs and PREMs

 Concern about negative impact on 
therapeutic relationships

 Concern regarding existing expertise 
in QOL assessment 

Results: Standardization and Quantification Tensions



Clinician: I do think that in nursing in general that we tend to rely too 
much on tools and protocols and not enough on personal 
communication and just quality assessments. And in my heart I think 
although these are validated tools, I think they're validated under 
certain conditions...I think that [we use ESAS-r] in a way that is not 
validated, for instance, and accreditation would be one reason…I don't 
think that any tool should be something that's a mandatory thing… 
And I think actually a lot of these tools are robbing nursing of the art 
of nursing…I can explore these things in a conversation that is far less 
clinical, probably more inviting to the person – although at times I 
think probably they would like the more anonymity of just interacting 
with a piece of paper or a tablet. 

Results: Practice Tensions
Tensions in standardization and quantification



 Routine assessments of QOL 
responsibility of every team member; 
routine use would improve every 
members’ clinical assessment skills and 
therapeutic relationship skills

 Continued to reference ideal benefits of 
all staff routinely assessing QOL and 
experiences of care

Results: Scope of Practice Tensions

 QOL increasingly referenced as 
outside scope of practice; framed 
through meso- and micro-level 
considerations of workload issues, 
task-based care. PROMs and PREMs 
use outside “clinical” scope of 
practice but appropriate for social 
work and/or spiritual care



Scope of Practice Tensions

Clinician:  I think it should be done maybe by either social worker or 
spiritual care coordinator, people that can sit down and talk about that, 
because I would feel that I'm not compassionate enough…Sometimes you 
ask one patient or one family member one question that requires a yes or 
no answer and they would go into like 10 minute conversation, which also 
pushes you back from what's waiting for you out there, the bells are 
ringing and stuff. I cannot relax in knowing that my other people are 
having pain…I just rather not put myself into those shoes that I ask the 
question and then I can’t fulfill that, so I’d rather not even initiate that 
conversation, because I know if I do, and maybe it’s not the best practice, 
but I feel if I start, I need to finish, and I can’t, and then I feel really 
bad…[and] when I leave, I have to put that smile back on and go to next 
room and pretend that nothing happened in the next room.



Project 2: Relational use of a QPSS in hospital 
palliative consult care

 Knowledge-to-action research 
project with palliative nurse 
consultants trialing the QPSS with 
older hospitalized adults receiving 
acute care.

 Primary aim of the study to 
understand consultants’ and 
patients’ experiences and 
perspectives of use regarding the 
desirable features of the QPSS and 
its use in clinical practice.

 Large tertiary acute care hospital 
in Western Canada.



Methods and Sample

 User-centered design informed by 3 focus groups with entire POCT team.

 3 PROMs and PREMs chosen:

Assessment Domains Items and Response 
Scales

Recall period 

Edmonton Symptom 
Assessment System (Revised 
Version)

Watanabe et al., 2011.

Pain, tiredness, drowsiness, nausea, lack of 
appetite, shortness of breath, depression, 
anxiety, well-being and other problem

10 questions ;11-point
Likert Scale

Present 

McGill Quality of Life 
(Revised Version)

Cohen et al., 2017

Physical, psychological, existential, social, and 
overall quality of life 

14 questions ; 11-point 
Likert Scale

Past two days

Canadian Health Care 
Evaluation Project Lite 
Questionnaire –
(Individualized Version)

Heyland et al. 2013

Overall satisfaction with care, Relationship with 
doctors, illness management, communication , 
decision-making feeling of peace

21 questions; 5-point
Likert Scale

Past month



Methods and Sample

 2 nurse specialists within (POCT) 

 Consultants >10 years palliative-specific experience; both female

 20 consenting older adult patients (55+)

 78% patient response rate

Patient demographics

Average age 66 years

Gender 75% male

Educational status All reported high school graduation

Diagnosis 62% non-cancer

Average length of 
diagnosis

4 years



Analytic approach

 Evaluation of implementation grounded in ethnographic approach

 Direct observation (50 hours) 

 Interviews (POCT nurses and 3 patients) 

 Thematic analysis informed by theoretical perspectives from social sciences



Findings

 Over 9 weeks, a total of 47 administrations with 20 patients. 



Findings

 Mutual preference for 
relational use: most often 
assisted patients in using the 
QPSS. 

 Nurses and patients 
referenced three primary 
benefits of using the QPSS.

Facilitate relevant 
conversations

about quality of life 
and experiences of 

care

Rapid co-
production of new 
knowledge about 
quality of life and 
care experiences

Promote 
therapeutic 

relationship 
building 



Preference for relational use

Patient
“It's bringing things to the surface 
that maybe I need to examine. It 
helps me understand where I'm at. 
And I think that is important when 
you're dealing with something like I'm 
dealing with... I preferred both of us 
sort of sitting together and doing it 
together. ..it just made for more 
communication and a little extra 
discussion…It created a bond”. 

Nurse
“It just really connected us to [the 
patients], and we got so much more 
information and therapeutic 
information… where I was like, "Oh, 
you have shared with me some 
feelings that you hadn't even really 
maybe thought of yourself”. ,… You 
get a lot of information about what 
somebody is thinking and feeling as a 
human being and then also all the 
clinical stuff about symptoms”. 



Use of 
QPSS data

U
se

 o
f 

Q
PS

S 
da

ta

Review with patient

Written into patient 
chart

Inform larger POCT 
team

On the spot discussion 
with primary care team



Findings: Impact on nursing 
practice

 Increased visibility of quality of life concerns 
within hospital

 Incorporated aspects of the standardized QOL 
assessment questions into routine verbal 
interactions with non-participating patients

 Increased capacity to provide person-
centered care



Findings: Theorizing the QPSS in 
palliative consult care

 Relational use co-produces new knowledge and relations of care

 The QPSS as an “actor-object”

 Interdisciplinary analytical approach to PROMs and PREMs research

 Benefits of social science theorizing and methodology to better inform health 
care practice change and policy development



Conclusions

 Clinicians’ work within the confluence of 
multiple, and at times competing health system 
priorities; navigating these can result in practice 
tensions shaping PROMs and PREMs use

 Identify and incorporate awareness of contextual 
considerations when implementing PROMs and 
PREMs in routine clinical care

 Address needs for training, education and support 
regarding the different purposes and approaches 
to the use of QOL assessment data
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