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What is the evidence behind outcome 
measures?

Value of outcome measures
• Demonstrating impact of services on patient 

(and family) current/future health status
– At level of individual

– At level of cohort / population (e.g. PCOC)

Several other benefits:

- Measuring quality and effectiveness of services

- Quality assurance and improvement

- Understanding value and efficiency

- Describing the population seen (complexity)

- Enabling comparisons (with casemix adj)
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• There are a number of patient-reported or 
patient-centred outcome measures in palliative 
care and increasingly widespread work done to 
implement outcome measurement in palliative 
populations (Antunes et al 2013, Hearn & Higginson 1999, 
Higginson & Carr 2001)

• But there is limited evidence and no review of 
the impact of the use of PCOMs on clinical 
practice and outcomes in palliative care 
populations

Background

• But no consensus on the way in which 
information is best captured and transferred 
between patients and clinicians and vice versa 
(Simon et al. 2012)

• Also no consensus on which method of data 
collection is most amenable to successful 
information transfer and feedback (Gwaltnewy et al 
2008, Bennett et al. 2012)

• However, in many palliative settings, the 
integration of outcome measurement into 
routine practice has proved challenging (Antunes 
et al 2013)

•

Background
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To understand the methods by which 

PCOMs data is 

collected, transferred and fed back 

in palliative care and 

the effect(s) on process and 

outcomes of care

Aim of the review

• Sytematic review of the literature of publications where 
PCOMs were used in palliative care and where the main 
focus of the paper was on the impact of measures 
and/or process of using outcomes information

• Level 1 analysis: outcome measures used, method of 
data capture/report, sample size, disease group, setting 
and, where available, completion rate

• Level 2 analysis: primary and secondary outcomes, 
information transfer and feedback, randomisation 
methods, acceptability and feasibility, impact on 
processes and outcomes of care 

Methods
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Literature review flowchart

Records excluded 
n = 1281

Full-text articles 
assessed 
n =432

Records excluded
n =4932

Duplicates removed 
n = 2260  

Records identified through database 
searching:
Medline n = 2371 Psych INFOn = 244
EMBASE n = 4299 CINAHL n = 1587
BNI n = 339 Total N = 8840

Additional records from:
Reference/citation search; Grey 
literature; Personal contact  
n = 65 

Abstracts screened 
n =1648   

Titles screened
n =6580

Literature review flowchart (cont.)
Full-text articles assessed 

n =432
Full-text articles excluded 

Review Article n =18   
Not PCOMs n =102
Not Palliative n = 58 

No data collection n = 43
Language n = 3

Studies Included at level 2 
n = 17

Assessed against Level 1 criteria

Assessed against Level 2 criteria

Studies included at level 1 
- From databases n =128
- Additional n = 56
- Total n = 184
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Population of study

Patient diagnosis

Cancer

Lung 
Cancer

All cancer

Other 
advanced 
illness 

Place of care

Hospice Outpatient 
Home care

Nursing home

Specialty of care

Oncology

Specialist 
palliative care

Primary care

Outcome 
measures

EORTCQLQC30            

MSAS 
PACSLAC   

Symptom diary             

Symptom 
distress score             

MVQOLI                      

Symptom survey                              

HQLI-14                         

MOS             

SF36                

FACT-G                           

ESAS

HADS

Lung Cancer 13

Measures used

Transfer of 
information

Physician

Who receives 

Information?

Multidisciplinary 
team

Nurse

Presented 
in person

Printed report
E-mail

Hand-
written

Telephone

How is 
information 
transferred?

Symptom alerts

Summary 
Report

E-mailSMS

Physician

Completion of 
measures

ProxyWith
assistance

Patient
completed

Who completes?

TabletsE-pens

Web

Paper

Interview

Telephone

Electronic

How is data 
captured?

Nurse Carer

Results – level 1

HRQOL

Symptom 
burden

Mental 
health/distress

CarersPatients

Effect on outcomes 
of care

Symptom identification

Attention to 
psychological/emot
ional issues

Time to symptom 
identification

Appropriate 
referrals/actions

Referrals

Other actions based on 
symptom identification

Discussion of HRQOL

Effect on process of care

Communication between 
patient and professional

Congruence of patient/ 
professional HRQOL 
assessments 

Results – level 2
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Effects of PCOMs on processes of care
Sy

m
pt

om
 id

en
tif

ic
at

io
n

Time to symptom 
identification

Symptom alerts

Sharing of PCOMs 
data

Lind: shorter time from patient 
symptom reporting to identification 
of symptoms by professionals

Summary: symptom reporting 
times shorter

Mills: 23% shared PCOMs data; 
Davis: 95% discussed PCOMs data; 
Niklasson: more discussion of 
emotional issues; Takeyuchi, 
Velikova (a): More symptoms 
discussed

Summary: more discussion of 
symptoms

Davis, Yount, Kornblith, Lind:
Symptom alerts generated for 
deterioration in HRQOL

Summary: symptom alerts feasible

Conclusion: PCOMs 
feedback allows more 
efficient identification 

of symptoms in 
palliative care 

populations

Strength of evidence 
++

Effects of PCOMs on processes of care

In
te

rp
er

so
na

l C
om

m
un

ic
at

io
n

Congruence of 
patient/ 
professional 
HRQOL 
assessments 

Discussion of 
HRQOL

Detmar: Improved congruence 
of assessments re social 
functioning; Hill: Nursing 
assessments more congruent 
with patient assessments

Summary: HRQOL assessments 
more congruent

Detmar, Niklasson, Takeyuchi, 
Velikova (a) & (b), Gilbert:
more discussion of HRQOL; 
Niklasson: More discussion of 
emotional HRQOL; 

Summary: more discussion of 
HRQOL

Conclusion: PCOMs 
feedback facilitates 

discussion of HRQOL, and 
increases understanding 

of patients and 
professionals 

perspectives of illness 

Strength of evidence +++
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Appropriate 
referrals/actions 
based on PCOMs 
reporting

Yount, Kornblith Niklasson Velikova 
(b) Gilbert, Detmar: Clinical changes 
made in response to symptoms/ 
psychological/ emotional concerns 
in intervention group; 

Fuchs-Lacelle: Increased ‘as needed’ 
Pain medication prescribing; 

McMillan: Some increase in number 
of patient visits; 

Summary: Increased clinical 
actions/ referrals in response to 
HRQOL information

Conclusion: PCOMs 
feedback empowers 

professionals to act to 
address identified 

need 

Strength of evidence 
+++

Effects of PCOMs on processes of care
Ch

an
ge

s i
n 

se
rv

ic
es

 p
ro

vi
de

d

Effects of PCOMs on outcomes
Overall HRQOL

Evidence:

Positive
Hill: Within group improvement in HRQOL
Velikova (a): Improved HRQOL compared to control, but intervention 
and attention control groups no different

Neutral
Detmar, Yount, Hill, McMillan, Mills, Rosenbloom: No change in 
overall HRQOL between intervention and control groups

Negative
Mills: Worsened HRQOL with some measures, no change with others

Summary of evidence: no improvement in HRQOL
Strength of evidence +++
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Effects of PCOMs on outcomes

Evidence:

Positive
Fuchs-Lacelle: improvement in pain scores

Hill: improved symptoms within groups

Neutral
Yount: No difference in overall symptom burden between groups
Lind: no difference in pain scores

Velikova (b): Communication rated better compared to control, but 
intervention and control groups no different in symptoms

Summary of evidence: no effect on symptom burden
Strength of evidence +/++

Symptom burden/ information needs

Effects of PCOMs on outcomes
Mental health/distress

Evidence:

Positive
Detmar, Kornblith, McMillan: Higher proportion of patients in 
intervention group had improved mental health scores on some 
HRQOL measures

Velikova (a): Improved emotional well being compared to control, but 
intervention and attention control groups no different

Chih: Improved Carer Mood in intervention group

Summary of evidence:

1. Positive effect on caregiver distress
Strength +

2. Positive effect on mental health/distress for patients
Strength ++



9

Does feedback make a difference?
Patients with unaddressed needs identified by PCOM

PCOMs feedback allows more efficient 
identification of symptoms needs in 

palliative care populations

PCOMs feedback facilitates discussion of 
HRQOL, and increases understanding of 
patients and professionals perspectives 
of illness – allowing clearer understanding 

Benefits in emotional and psychological 
HRQOL

No evidence benefits in physical or 
overall HRQOL & no effect on symptom 

burden

PCOMs feedback empowers professionals to 
act to address identified need 

Systematic review of PROMS in oncology
Kotronoulas. J Clin Oncol, 2014: 32:1480

• Asked whether inclusion of PROM in routine clinical practice 
is associated with improvements in patient outcomes, 
processes of care, and health service outcomes in oncology

• 26 articles included, reported on 24 controlled trials.

• Wide variability in the design and use of interventions 
delivered, outcomes evaluated

• Health service outcomes were rarely included as end points. 

• Overall, the number of statistically significant findings were 
limited and PROMs’ intervention effect sizes were 
predominantly small-to-moderate.



10

Systematic review of PROMS in oncology
Kotronoulas. J Clin Oncol, 2014: 32:1480

• The routine use of PROMs increases the frequency of 
discussion of patient outcomes during consultations. 

• In some studies, PROMs associated with improved symptom 
control, increased supportive care measures, and improved 
patient satisfaction. 

• Additional effort is required to ensure patient adherence, as 
well as additional support to clinicians who will respond to 
patient concerns and issues, with clear system guidelines in 
place to guide their responses. 

• More research is required to support PROM cost-benefit in 
terms of patient safety, clinician burden, and health services 
usage.

• Identification of PROMs used in routine cancer clinical 
practice, and sought evidence of impact on patient, provider, 
and system outcomes, and the implementation factors 
influencing uptake

• 30 articles  included

• PROM use appears to be acceptable to patients, enables 
earlier detection of symptoms and may improve 
communication between clinicians and patients 

• However, the impact of routine PROMs collection on health 
outcomes is less clear and high-quality research is still 
warranted

Systematic review of routine clinical 
collection of PROMS in oncology

Howell et al Annals of Oncology 26: 1846–1858, 2015
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Systematic review of routine clinical 
collection of PROMS in oncology

Howell et al Annals of Oncology 26: 1846–1858, 2015

Patient satisfaction:

• 2 RCTs evaluated the effect of PROMs on patient 
satisfaction; both positive effect but not stat significance 

• Among 16 further studies on routine collection of PROMs, 13 
studies (81%) reported a positive effect on patient 
satisfaction

• However, studies were limited by small sample sizes and a 
lack of comparability in terms of direct outcomes measured.

Systematic review of PROMS in oncology
Howell et al Annals of Oncology 26: 1846–1858, 2015

Patient outcomes:

• 6 studies evaluating impact on overall patient well-being 

• A significant overall effect on HRQoL in 1 RCT, whereas 3 
RCTs and one sequential cohort) found no significant effect

Symptom management:

• controlled study; when results were generated from a 
computerized PROM and placed in patients’ files, those 
reporting debilitating physical symptoms were significantly 
less likely to do so at the next visit (OR = 2.8, P = 0.04).

• PROMs increase symptom-related actions taken by 
clinicians; visits where patients reported higher ESAS scores 
for pain or shortness of breath were significantly associated 
with higher rates of documentation and action
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What can we conclude?
In palliative care: evidence limited BUT what there is 
suggests that using PCOMs leads to:
• More efficient identification of symptoms
• More discussion of HRQoL (and better congruence)
• Professionals addressing symptom needs more often
• Possibly better emotional and psychological wellbeing
In oncology: evidence is limited BUT what there is suggests 
using PROMS routinely in clinical practice:
• Increases the frequency of discussion of pt outcomes

• Probably lead to improved symptom control, increased 
supportive care measures, & improved pt satisfaction 

• Higher rates of action re symptoms and improved 
physical symptoms
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