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Abstract
Purpose Patient-reported outcome measures (PROMs) are increasingly used in clinical settings to inform individual patient 
care. In-depth understanding of end-users’ experiences may help identify factors that promote or hinder their use in clinical 
decision-making. We aimed to examine stakeholder perceptions of the utility of using PROMs in clinical practice based on 
real-life experience.
Methods Systematic review searching Medline, Embase and PsychINFO from inception to May 2021. Qualitative stud-
ies examining patients’ and/or clinicians’ experiences of using PROMs in clinical settings were included. Study screening 
and data extraction were performed by two independent reviewers. Qualitative data from included studies was analysed 
thematically.
Results Of 2388 abstracts retrieved, 52 articles reporting 50 studies met eligibility. Five key benefits were identified: (1) 
promotes active patient involvement (enables goal setting and discussion of sensitive topics); (2) enhances the focus of 
consultations (prioritizes patient needs); (3) improves quality of care (enables tailored, holistic care and prompts action); 
(4) enables standardized monitoring of patient outcomes; and (5) enhances the patient–clinician relationship (provides reas-
surance). Perceived limitations included the capacity of PROMs to shift the focus of consultations; inaccurately estimate 
problems; raise unrealistic expectations for care; inhibit patient–clinician interaction; lack clinically meaningful information; 
and not be suitable for all patients.
Conclusion Both patients and clinicians reported benefits of using PROMs across diverse health conditions and clinical set-
tings, but also highlighted several limitations. These limitations shed some light on why PROM use may not always improve 
patient outcomes and provide considerations for the design and implementation of future PROM initiatives.

Keywords Patient-reported outcomes · Clinical practice · Qualitative research · Patient centered care

Introduction

Traditionally, patient-reported outcomes (PROs) such as 
health-related quality of life (HRQL) have been most com-
monly used as endpoints in clinical trials where aggregated 
PRO data is used to guide improvements in clinical care. 

More recently, there is increasing momentum internationally 
for using patient-reported outcome measures (PROMs) in 
routine clinical practice to support and inform the manage-
ment of individual patients [1, 2]. PROMs provide unique 
information about the impact of disease and treatment from 
patients’ perspectives that can complement conventional 
clinical measures (e.g. blood tests, functional tests, imag-
ing) [3] and are increasingly viewed as a key component of 
patient-centered care [4].

Although there is variation in how PROMs are used 
in clinical settings with individual patients, typically this 
involves a patient completing a questionnaire (or set of 
questionnaires) that assess health-related outcomes and 
results are provided to the treating healthcare professional 
for review [5]. In clinical practice, PROMs can be used to 
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screen for and detect problems (e.g. symptoms of depres-
sion or anxiety), monitor changes in patient outcomes over 
time, and promote patient-centered care by incorporating 
the patient’s perspective into clinical decision-making [6].

Despite proven benefits for patient–clinician communica-
tion and patient satisfaction [7], several systematic reviews 
indicate mixed evidence regarding whether routine assess-
ment of PROs in clinical practice improves patients’ health 
outcomes [7–11]. Given these variable findings, a better 
understanding of end-users’ experiences of using PROMs to 
inform patient care is needed to improve their future utility. 
Previous reviews have identified barriers and facilitators to 
using PROMs in clinical practice [12–14] and examined how 
PROMs support patient care [15]. A deeper understanding 
of how patients and clinicians perceive the clinical utility 
of PRO data based on their own experiences may provide 
unique insights into specific factors that promote or hinder 
their use in clinical decision-making. To explore this issue 
in-depth, we conducted a systematic review of the qualitative 
literature to examine end-users’ perceptions of the utility of 
using PROMs in diverse medical contexts. Psychiatric set-
tings were excluded from this review as use of PROMS in 
these settings has been comprehensively reviewed elsewhere 
[16]. Our specific objective was to examine the perceived 
benefits and limitations of using PROMs in medical clinical 
practice settings from both patient and clinician perspec-
tives, based on their real-life experience.

Methods

This review focused on qualitative studies of experiences 
of using PROMs in clinical practice. We chose to limit our 
review to qualitative studies because qualitative designs 
allow for more in depth exploration of patient and clinician 
perspectives on the benefits and limitations of using PROMs 
“in clinic”. From hereon, we use the term “in clinic” to refer 
to use of PROMs in clinical practice to support individual 
patient management. This systematic review was conducted 
according to the Preferred Reporting Items for Systematic 
Reviews and Meta-Analyses (PRISMA) (see Supplementary 
File 1) and Centre for Reviews and Dissemination (CRD’s) 
guidance for undertaking reviews in health care [17].

Electronic searches

We searched MEDLINE, EMBASE, and PsychInfo data-
bases from inception to May 25th 2021. Our search strategy 
included terms for “patient-reported outcome”, or “quality 
of life” or “symptom report” and “clinical setting”, or “prac-
tice”, and qualitative methods (see Supplementary File 2 
for full search strategy). We also checked reference lists of 

included studies and relevant review articles for potentially 
relevant studies.

Study selection and eligibility criteria

Eligibility criteria were:

• qualitative study design (i.e. interviews, focus groups 
or open-ended survey questions); mixed method stud-
ies were considered if qualitative data collection was 
included; and

• focus was on using PROMs in clinic and explored patient 
and/or clinician perceptions of the benefits and/or limita-
tions of PROMs in managing individual patient care.

Studies were excluded if they:

• used quantitative methods;
• focused on PROM development, validation, or selection 

for use in clinic;
• used patient-reported experience measures for quality 

improvement purposes;
• only asked about hypothetical benefits/limitations, not 

based on actual experience;
• were non-English or conference abstracts; or
• were in psychiatric settings.

All retrieved titles and abstracts were screened for eligi-
bility by one reviewer (RC)1 and 25% cross-checked at ran-
dom by a second reviewer (AJ) [18]. If abstracts met eligibil-
ity criteria or relevance was unclear, full texts were obtained 
and reviewed independently by two reviewers (RC and AJ). 
Disagreements were resolved through team discussion.

Quality assessment

The quality of the reporting of included studies was assessed 
using the Consolidated Criteria for Reporting Qualitative 
research (COREQ) checklist [19]. The COREQ checklist 
includes 32 items, grouped into three domains: (i) research 
team and reflexivity; (ii) study design; and (iii) data analy-
sis and findings. Each item was scored as 0 = not reported, 
1 = partially reported, and 2 = fully reported, with each arti-
cle receiving a total quality score out of 64, converted into 
a percentage (see Supplementary File 3 for scoring rules 
for each COREQ item). Thus, higher scores indicate higher 
quality reporting. Two reviewers (RC and AJ) independently 
assessed three articles, compared assessments, and discussed 
discrepancies until consensus was reached. Given minimal 

1 XX, YY, ZZ used throughout to replace author initials for blind 
manuscript.
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discrepancies, the remaining articles were assessed by one 
reviewer (RC or AJ) and a second reviewer (RC or AJ) cross-
checked assessments against original articles.

Data extraction

A data extraction form was developed that included study 
aim, patient characteristics (e.g. population/disease type, 
sample size, age, gender), clinician characteristics (e.g. 
specialty, sample size, gender, age, years of experience), 
study design (e.g. focus groups, interviews, mixed meth-
ods), PROM used, purpose of PROM use, mode of admin-
istration (i.e. paper or electronic), and textual data regarding 
perceived benefits and limitations of using PROMs in clinic 
from patient and clinician perspectives. One author extracted 
data (RC or AJ) and a second author (RC or AJ) cross-
checked extractions against the original article for accuracy.

Data synthesis

Thematic analysis [20] was conducted using NVivo 12. 
Two authors (RC and AJ; both post-doctoral researchers 
with expertise in PRO methodology) coded the textual data 
extracted from the results sections of included studies line by 
line to inductively identify preliminary concepts, annotating 
whether textual data was specific to clinician or patient per-
ceptions. Following initial coding, both authors looked for 
similarities and differences between concepts and grouped 

them into descriptive hierarchical themes (i.e. subthemes 
and themes). A third author (CR) also read the articles and 
reviewed the descriptive themes to ensure they accurately 
reflected data reported in included studies. Aggregated find-
ings across studies were grouped and summarized under 
each descriptive theme.

Results

Summary of included studies

Searches yielded 2388 abstracts, of which 161 were poten-
tially relevant and 52 articles reporting on 50 studies met 
inclusion criteria (see Fig. 1). Included studies used focus 
groups (n = 15), interviews (n = 24), a combination of inter-
views and focus groups (n = 7), mixed methods (n = 2), or 
qualitative data from open-ended survey questions (n = 2) 
(Table 1). Studies were conducted in primary care (n = 22), 
hospital (n = 9), outpatient clinics (n = 9), palliative care 
(n = 4) or multiple settings (n = 5) and reported clinicians’ 
(n = 26), patients’ (n = 7) or both patient and clinician expe-
riences (n = 17). PROMs were administered electronically 
(n = 26), via paper (n = 12) or either (n = 4); eight studies did 
not report mode of administration. Total sample size across 
studies was 1256 clinicians and 375 patients; four studies did 
not report sample size for patients, clinicians or both. Stud-
ies used PROMs in diverse patient groups, including cancer, 

Fig. 1  Flow chart of study 
inclusion Retrieved from 

databases  
(minus duplicates) 

n=2388 

Articles reviewed in 
full 

n= 161 

Reasons for exclusion (n=2255):  
873 - Conference abstract or non-English  
           publica�on   
545 - No PROM included 
375 - Included PROM without use in clinic  
174 - Quan�ta�ve research 
147 - No primary research 
141 - Focused on PROM development/  

  valida�on 

Retrieved from 
reference lists 

n= 28 

Included articles 
n=52 

Abstracts reviewed 
n=2416 

Reasons for exclusion (n=109):  
109 - Not focused on benefits/limita�ons of  
        PROM use with individual pa�ents  



1600 Quality of Life Research (2022) 31:1597–1620

1 3

Ta
bl

e 
1 

 C
ha

ra
ct

er
ist

ic
s o

f t
he

 in
cl

ud
ed

 q
ua

lit
at

iv
e 

stu
di

es

Fi
rs

t a
ut

ho
r 

(y
ea

r)
; c

ou
nt

ry
C

lin
ic

al
 se

tti
ng

Pa
tie

nt
 a

nd
/

or
 c

lin
ic

ia
n 

pe
rs

pe
ct

iv
e

Pa
tie

nt
 g

ro
up

; 
sa

m
pl

e 
si

ze
 (n

); 
ag

e;
 g

en
de

r

C
lin

ic
ia

n 
gr

ou
p;

 sa
m

pl
e 

si
ze

 
(n

); 
ag

e;
 g

en
de

r; 
ye

ar
s o

f 
ex

pe
rie

nc
e

M
et

ho
d

Pa
tie

nt
 g

ro
up

 
PR

O
M

 u
se

d 
in

PR
O

M
 u

se
d

Pu
rp

os
e 

PR
O

M
 

w
as

 u
se

d 
fo

r
M

od
e 

of
 a

dm
in

-
ist

ra
tio

n

A
hl

uw
al

ia
 

(2
01

8)
; U

SA
Ve

te
ra

n 
aff

ai
rs

 
ru

ra
l a

nd
 

ur
ba

n,
 c

om
-

m
un

ity
, a

nd
 

ho
sp

ita
l-b

as
ed

 
pr

im
ar

y 
ca

re
 

cl
in

ic
s

C
lin

ic
ia

n
N

A
Pr

im
ar

y 
ca

re
 p

ro
vi

de
rs

 a
nd

 
cl

in
ic

 st
aff

; n
 =

 60
; N

R
; 

N
R

; N
R

Fo
cu

s g
ro

up
s

Ve
te

ra
ns

PR
O

M
 n

ot
 

sp
ec

ifi
ed

Ro
ut

in
e 

pa
in

 
sc

re
en

in
g

El
ec

tro
ni

c

B
ak

er
 (2

01
7)

; 
U

SA
H

os
pi

ta
l; 

M
ed

ic
al

-s
ur

-
gi

ca
l i

np
at

ie
nt

 
un

it

C
lin

ic
ia

n
N

A
N

ur
se

s;
 n

 =
 63

, N
R

; N
R

; N
R

Fo
cu

s g
ro

up
s

M
ed

ic
al

 su
rg

i-
ca

l p
at

ie
nt

s
R

D
O

S
To

 a
ss

es
s 

dy
sp

ne
a

El
ec

tro
ni

c

B
ak

er
 (2

02
0)

; 
U

SA
In

te
ns

iv
e 

ca
re

 
un

it 
(I

C
U

)
C

lin
ic

ia
n

N
A

N
ur

se
s;

 n
 =

 7 
at

 fi
rs

t f
oc

us
 

gr
ou

p;
 n

 =
 10

 a
t s

ec
on

d 
fo

cu
s g

ro
up

; N
R

; N
R

; N
R

Fo
cu

s g
ro

up
s

IC
U

 p
at

ie
nt

s
N

um
er

ic
 ra

tin
g 

sc
al

e 
fro

m
 0

 
to

 1
0

To
 a

ss
es

s 
dy

sp
ne

a
Pa

pe
r

B
en

dt
se

n 
(2

00
3)

; S
w

e-
de

n

O
ut

pa
tie

nt
 

ho
sp

ita
l-b

as
ed

 
cl

in
ic

C
lin

ic
ia

n
N

A
Ph

ys
ic

ia
ns

; n
 =

 7 
at

 fi
rs

t 
fo

cu
s g

ro
up

; n
 =

 9 
at

 
se

co
nd

 fo
cu

s g
ro

up
; N

R
; 

N
R

; N
R

Fo
cu

s g
ro

up
s

C
hr

on
ic

 
ob

str
uc

tiv
e 

pu
lm

on
ar

y 
di

se
as

e

SF
-3

6
To

 a
ss

es
s 

H
R

Q
L

El
ec

tro
ni

c

B
ou

ve
tte

 
(2

00
2)

; 
C

an
ad

a

M
ul

tip
le

 se
t-

tin
gs

C
lin

ic
ia

n
N

A
N

ur
se

s;
 n

 =
 42

; N
R

; N
R

; N
R

Fo
cu

s g
ro

up
s

Pa
tie

nt
s i

n 
pa

l-
lia

tiv
e 

ca
re

PS
A

R
To

 a
ss

es
s 

sy
m

pt
om

s
Pa

pe
r

C
al

la
ly

 (2
00

6)
; 

A
us

tra
lia

M
en

ta
l h

ea
lth

 
se

rv
ic

es
C

lin
ic

ia
n

N
A

N
ur

se
s, 

al
lie

d 
he

al
th

 st
aff

 
an

d 
m

ed
ic

al
 st

aff
; n

 =
 83

; 
N

R
; N

R
; N

R

Fo
cu

s g
ro

up
s 

an
d 

in
te

r-
vi

ew
s

Pa
tie

nt
s 

at
te

nd
in

g 
m

en
ta

l h
ea

lth
 

se
rv

ic
es

BA
SI

S-
32

; 
K

-1
0+

; M
H

I-
38

To
 a

ss
es

s 
tre

at
m

en
t 

eff
ec

tiv
en

es
s

El
ec

tro
ni

c

C
ol

qh
ou

n 
(2

01
0)

; 
C

an
ad

a

O
ld

er
 p

er
so

n’
s 

re
ha

bi
lit

-a
tio

n 
un

it

C
lin

ic
ia

n
N

A
O

cc
up

at
io

na
l t

he
ra

pi
sts

; 
n =

 3;
 M

ea
n 

ag
e =

 15
, a

ge
 

ra
ng

e =
 6–

31
; a

ll 
fe

m
al

e;
 

N
R

Q
ua

lit
at

iv
e 

da
ta

 
fro

m
 o

pe
n 

en
de

d 
qu

es
-

tio
ns

M
ix

ed
 (o

rth
o-

pe
di

c 
an

d 
ne

ur
ol

og
ic

al
 

di
ag

no
se

s)

CO
PM

To
 a

ss
es

s 
pe

rfo
rm

an
ce

 
in

 e
ve

ry
da

y 
liv

in
g 

ov
er

 
tim

e

N
R

C
ra

nl
ey

 (2
00

4)
; 

C
an

ad
a

A
cu

te
 te

ac
hi

ng
 

ho
sp

ita
l

C
lin

ic
ia

n
N

A
N

ur
se

s;
 n

 =
 29

; N
R

; N
R

; N
R

Se
m

i s
tru

ct
ur

ed
 

in
te

rv
ie

w
s

M
ix

ed
 (n

ot
 

sp
ec

ifi
ed

)
U

ns
pe

ci
fie

d
To

 a
ss

es
s 

ac
tiv

iti
es

 o
f 

da
ily

 li
vi

ng
, 

sy
m

pt
om

s, 
an

d 
re

ad
in

es
s 

fo
r d

is
ch

ar
ge

N
R

D
el

ga
di

llo
 

(2
01

7)
; U

K
Ps

yc
ho

lo
gi

-
ca

l t
he

ra
pi

es
 

ste
pp

ed
 c

ar
e 

se
rv

ic
e

Pa
tie

nt
 a

nd
 

cl
in

ic
ia

n
Pa

tie
nt

s a
cc

es
s-

in
g 

m
en

ta
l 

he
al

th
 se

rv
ic

es
; 

n =
 6;

 N
R

; N
R

Th
er

ap
ist

s;
 n

 =
 15

; N
R

; N
R

; 
N

R
Se

m
i s

tru
ct

ur
ed

 
in

te
rv

ie
w

s
Pa

tie
nt

s 
ac

ce
ss

in
g 

m
en

ta
l h

ea
lth

 
se

rv
ic

es

PH
Q

-9
; G

A
D

-7
To

 m
on

ito
r 

re
sp

on
se

 to
 

tre
at

m
en

t

El
ec

tro
ni

c



1601Quality of Life Research (2022) 31:1597–1620 

1 3

Ta
bl

e 
1 

 (c
on

tin
ue

d)

Fi
rs

t a
ut

ho
r 

(y
ea

r)
; c

ou
nt

ry
C

lin
ic

al
 se

tti
ng

Pa
tie

nt
 a

nd
/

or
 c

lin
ic

ia
n 

pe
rs

pe
ct

iv
e

Pa
tie

nt
 g

ro
up

; 
sa

m
pl

e 
si

ze
 (n

); 
ag

e;
 g

en
de

r

C
lin

ic
ia

n 
gr

ou
p;

 sa
m

pl
e 

si
ze

 
(n

); 
ag

e;
 g

en
de

r; 
ye

ar
s o

f 
ex

pe
rie

nc
e

M
et

ho
d

Pa
tie

nt
 g

ro
up

 
PR

O
M

 u
se

d 
in

PR
O

M
 u

se
d

Pu
rp

os
e 

PR
O

M
 

w
as

 u
se

d 
fo

r
M

od
e 

of
 a

dm
in

-
ist

ra
tio

n

D
eu

ts
ch

er
 

(2
00

8)
; I

sr
ae

l
O

ut
pa

tie
nt

 
re

ha
bi

lit
-a

tio
n 

cl
in

ic
s

C
lin

ic
ia

n
N

A
Th

er
ap

ist
s;

 n
 =

 11
4;

 
m

ea
n 

ag
e =

 37
.7

, 
ag

e 
ra

ng
e =

 24
–6

3;
 

m
al

e =
 37

.7
%

; m
ea

n 
ye

ar
s 

ex
pe

rie
nc

e =
 11

.9

Q
ua

lit
at

iv
e 

da
ta

 
so

lic
ite

d 
du

r-
in

g 
a 

se
rie

s 
of

 in
fo

rm
al

 
m

ee
tin

gs

N
eu

ro
m

us
cu

-
lo

sk
el

et
al

 
di

ag
no

si
s

8 
bo

dy
 p

ar
t-

sp
ec

ifi
c 

CA
Ts

 
to

 a
ss

es
s 

fu
nc

tio
na

l s
ta

-
tu

s o
f c

er
vi

-
ca

l, 
sh

ou
ld

er
, 

el
bo

w
, w

ris
t, 

ha
nd

, l
um

ba
r, 

hi
p,

 k
ne

e,
 fo

ot
 

an
d 

an
kl

e

To
 a

ss
es

s 
fu

nc
tio

na
l 

ou
tc

om
es

El
ec

tro
ni

c

D
ow

ric
k 

(2
00

9)
; E

ng
-

la
nd

G
en

er
al

 p
ra

c-
tic

e
Pa

tie
nt

 a
nd

 
cl

in
ic

ia
n

M
ix

ed
 p

at
ie

nt
 

gr
ou

p;
 

n =
 24

; m
ea

n 
ag

e =
 47

, a
ge

 
ra

ng
e =

 20
–7

7;
 

M
al

e =
 38

%

G
en

er
al

 p
ra

ct
iti

on
er

s;
 

n =
 34

; m
ea

n 
ag

e =
 44

, a
ge

 
ra

ng
e =

 31
–6

2;
 m

al
e =

 56
%

; 
m

ea
n 

ye
ar

s e
xp

er
ie

nc
e =

 14

Se
m

i s
tru

ct
ur

ed
 

in
te

rv
ie

w
s

M
ix

ed
 p

at
ie

nt
 

gr
ou

p
PH

Q
-9

; H
A

D
s

To
 a

ss
es

s 
se

ve
rit

y 
of

 
de

pr
es

si
on

N
R

D
ro

nk
er

 (2
02

0)
; 

Th
e 

N
et

he
r-

la
nd

s

O
ut

pa
tie

nt
 

cl
in

ic
Pa

tie
nt

Pa
tie

nt
s w

ith
 

he
ad

 a
nd

 n
ec

k 
ca

nc
er

; n
 =

 15
; 

N
R

; N
R

N
A

Se
m

i s
tru

ct
ur

ed
 

in
te

rv
ie

w
Pa

tie
nt

s w
ith

 
he

ad
 a

nd
 n

ec
k 

ca
nc

er

EO
RT

C
 Q

LQ
-

C
30

; E
O

RT
C

 
H

&
N

35
 

m
od

ul
e;

 
H

A
D

S;
EA

T1
; 

V
H

I; 
EQ

-
5D

-5
L

To
 m

ea
su

re
 

ph
ys

ic
al

 
pr

ob
le

m
s, 

ps
yc

ho
so

ci
al

 
pr

ob
le

m
s a

nd
 

H
R

Q
L

El
ec

tro
ni

c

Ei
la

nd
er

 
(2

01
6)

; T
he

 
N

et
h-

er
la

nd
s

D
ia

be
te

s c
lin

ic
s

C
lin

ic
ia

n
N

A
Pe

di
at

ric
ia

n,
 D

ia
be

te
s 

nu
rs

e,
 p

sy
ch

ol
og

ist
, 

di
et

ic
ia

n;
 n

 =
 26

; N
R

; 
m

al
e =

 15
.4

0%
;N

R

Se
m

i s
tru

ct
ur

ed
 

in
te

rv
ie

w
s

A
do

le
sc

en
ts

 
w

ith
 ty

pe
 1

 
di

ab
et

es

M
Y-

Q
To

 a
ss

es
s 

H
R

Q
L 

re
la

te
d 

to
 d

ia
be

te
s

El
ec

tro
ni

c

Ev
an

s (
20

20
); 

C
an

ad
a

Ei
gh

t i
n-

fa
ci

lit
y 

he
m

od
ia

ly
si

s 
un

its

Pa
tie

nt
 a

nd
 

cl
in

ic
ia

n
Pa

tie
nt

s r
ec

ei
v-

in
g 

lo
ng

-te
rm

 
he

m
od

ia
ly

si
s;

 
n =

 9;
 m

ea
n 

ag
e =

 64
; 

m
al

e =
 44

%

N
ep

hr
ol

og
ist

s, 
nu

rs
es

, p
ha

r-
m

ac
ist

s, 
di

et
ic

ia
ns

, s
oc

ia
l 

w
or

ke
rs

, o
th

er
 st

aff
; n

 =
 48

; 
N

R
; N

R
; N

R

Se
m

i s
tru

ct
ur

ed
 

in
te

rv
ie

w
s

Pa
tie

nt
s r

ec
ei

v-
in

g 
lo

ng
-te

rm
 

in
-fa

ci
lit

y 
he

m
od

ia
ly

si
s

ES
A

S-
r:R

en
al

To
 a

ss
es

s 
ph

ys
ic

al
 a

nd
 

ps
yc

ho
so

ci
al

 
sy

m
pt

om
 

bu
rd

en
 in

 
pa

tie
nt

s 
tre

at
ed

 w
ith

 
m

ai
nt

en
an

ce
 

di
al

ys
is

El
ec

tro
ni

c 
an

d 
pa

pe
r



1602 Quality of Life Research (2022) 31:1597–1620

1 3

Ta
bl

e 
1 

 (c
on

tin
ue

d)

Fi
rs

t a
ut

ho
r 

(y
ea

r)
; c

ou
nt

ry
C

lin
ic

al
 se

tti
ng

Pa
tie

nt
 a

nd
/

or
 c

lin
ic

ia
n 

pe
rs

pe
ct

iv
e

Pa
tie

nt
 g

ro
up

; 
sa

m
pl

e 
si

ze
 (n

); 
ag

e;
 g

en
de

r

C
lin

ic
ia

n 
gr

ou
p;

 sa
m

pl
e 

si
ze

 
(n

); 
ag

e;
 g

en
de

r; 
ye

ar
s o

f 
ex

pe
rie

nc
e

M
et

ho
d

Pa
tie

nt
 g

ro
up

 
PR

O
M

 u
se

d 
in

PR
O

M
 u

se
d

Pu
rp

os
e 

PR
O

M
 

w
as

 u
se

d 
fo

r
M

od
e 

of
 a

dm
in

-
ist

ra
tio

n

G
re

en
ha

lg
 h

 
(2

00
5)

; U
K

O
ut

pa
tie

nt
 

cl
in

ic
s

Pa
tie

nt
M

ul
tip

le
 

sc
le

ro
si

s;
 

n =
 13

; m
ea

n 
ag

e =
 43

, a
ge

 
ra

ng
e =

 30
–6

6;
 

M
al

e =
 23

%

N
A

Se
m

i s
tru

ct
ur

ed
 

in
te

rv
ie

w
s

M
ul

tip
le

 sc
le

-
ro

si
s

M
SS

ID
To

 m
on

ito
r 

sy
m

pt
om

s 
an

d 
as

se
ss

 
H

R
Q

L

Pa
pe

r

G
re

in
er

 (2
01

5)
; 

U
K

 a
nd

 
C

an
ad

a

H
om

e 
ba

se
d 

co
m

pl
et

io
n

Pa
tie

nt
M

ul
tip

le
 sc

le
ro

-
si

s;
 n

 =
 12

; N
R

; 
N

R

N
A

Te
le

ph
on

e 
in

te
rv

ie
w

M
ul

tip
le

 sc
le

-
ro

si
s

M
SQ

oL
To

 a
ss

es
s 

w
ee

kl
y 

he
al

th
 

re
po

rts

El
ec

tro
ni

c

H
ug

he
s (

20
04

); 
En

gl
an

d
N

on
 sp

ec
ia

lis
t 

pa
lli

at
iv

e 
ca

re
 

se
tti

ng
s

Pa
tie

nt
 a

nd
 

cl
in

ic
ia

n
Pa

tie
nt

s i
n 

pa
l-

lia
tiv

e 
ca

re
; 

n =
 3;

 N
R

; N
R

N
ur

se
s;

 n
 =

 13
; N

R
; a

ll 
fe

m
al

e;
 m

ea
n 

ye
ar

s e
xp

er
i-

en
ce

 =
 3

Se
m

i s
tru

ct
ur

ed
 

in
te

rv
ie

w
s

Pa
tie

nt
s i

n 
pa

l-
lia

tiv
e 

ca
re

PO
S

To
 a

ss
es

s 
ph

ys
ic

al
, 

ps
yc

ho
lo

gi
ca

l 
an

d 
sp

iri
tu

al
 

do
m

ai
ns

 o
f 

H
R

Q
L

Pa
pe

r

K
et

tis
-L

in
db

la
d 

(2
00

7)
; S

w
e-

de
n

H
os

pi
ta

l
Pa

tie
nt

 a
nd

 
cl

in
ic

ia
n

G
as

tro
in

te
sti

-
na

l c
an

ce
r; 

n =
 20

; m
ea

n 
ag

e =
 60

.5
; 

m
al

e =
 50

%

O
nc

ol
og

ist
s;

 n
 =

 6;
 N

R
; 

m
al

e =
 66

.6
7%

; N
R

Se
m

i s
tru

ct
ur

ed
 

in
te

rv
ie

w
s

G
as

tro
in

te
s-

tin
al

 c
an

ce
r

SE
IQ

oL
-D

W
; 

SE
IQ

ol
-D

R
To

 a
ss

es
s 

H
R

Q
L

El
ec

tro
ni

c

K
le

in
 (2

00
6)

; 
U

SA
Pr

im
ar

y 
ca

re
 

cl
in

ic
C

lin
ic

ia
n

N
A

St
aff

 a
t p

rim
ar

y 
ca

re
 p

ra
c-

tic
e;

 n
 =

 11
; N

R
; N

R
; N

R
Fo

cu
s g

ro
up

s
M

ix
ed

 p
at

ie
nt

 
gr

ou
p

PR
IM

E-
M

D
; 

PH
Q

-9
To

 sc
re

en
 fo

r 
de

pr
es

si
on

Pa
pe

r

K
nu

ds
en

 
(2

01
8)

; D
en

-
m

ar
k

R
he

um
a-

to
lo

gy
 

cl
in

ic
Pa

tie
nt

R
he

um
at

oi
d 

ar
th

rit
is

; 
n =

 15
; m

ea
n 

ag
e =

 56
, a

ge
 

ra
ng

e =
 28

–7
7;

 
m

al
e =

 53
.5

5%

N
A

Se
m

i s
tru

ct
ur

ed
 

in
te

rv
ie

w
s

R
he

um
at

oi
d 

ar
th

rit
is

Fl
ar

e-
R

A
To

 m
on

i-
to

r d
is

ea
se

 
ac

tiv
ity

 a
nd

 
de

te
rm

in
e 

if 
a 

pa
tie

nt
 n

ee
ds

 
an

 o
ut

pa
tie

nt
 

vi
si

t

El
ec

tro
ni

c

K
or

ze
ni

ow
sk

i 
(2

01
5)

; 
C

an
ad

a

A
m

bu
la

to
ry

 
ca

nc
er

 c
en

te
r

Pa
tie

nt
 a

nd
 

cl
in

ic
ia

n
Pr

os
ta

te
 c

an
ce

r; 
N

R
;N

R
; A

ll 
m

al
e

R
ad

ia
tio

n 
on

co
lo

gi
sts

, 
nu

rs
es

, r
es

id
en

t; 
n =

 10
; 

N
R

; m
al

e =
 50

%
; N

R

Se
m

i s
tru

ct
ur

ed
 

in
te

rv
ie

w
s 

an
d 

br
ie

f 
in

fo
rm

al
 

de
br

ie
fin

g

Pr
os

ta
te

 c
an

ce
r

EP
IC

-2
6

To
 a

ss
es

s 
bo

w
el

, b
la

d-
de

r, 
se

xu
al

 
fu

nc
tio

ni
ng

 
an

d 
im

pa
ct

s 
of

 h
or

m
on

e 
th

er
ap

y

El
ec

tro
ni

c



1603Quality of Life Research (2022) 31:1597–1620 

1 3

Ta
bl

e 
1 

 (c
on

tin
ue

d)

Fi
rs

t a
ut

ho
r 

(y
ea

r)
; c

ou
nt

ry
C

lin
ic

al
 se

tti
ng

Pa
tie

nt
 a

nd
/

or
 c

lin
ic

ia
n 

pe
rs

pe
ct

iv
e

Pa
tie

nt
 g

ro
up

; 
sa

m
pl

e 
si

ze
 (n

); 
ag

e;
 g

en
de

r

C
lin

ic
ia

n 
gr

ou
p;

 sa
m

pl
e 

si
ze

 
(n

); 
ag

e;
 g

en
de

r; 
ye

ar
s o

f 
ex

pe
rie

nc
e

M
et

ho
d

Pa
tie

nt
 g

ro
up

 
PR

O
M

 u
se

d 
in

PR
O

M
 u

se
d

Pu
rp

os
e 

PR
O

M
 

w
as

 u
se

d 
fo

r
M

od
e 

of
 a

dm
in

-
ist

ra
tio

n

K
ra

w
cz

yk
 

(2
01

9)
; 

C
an

ad
a

Pa
lli

at
iv

e 
ca

re
Pa

tie
nt

 a
nd

 
cl

in
ic

ia
n

Pa
tie

nt
s w

ith
 li

fe
 

lim
iti

ng
 il

ln
es

s 
in

 p
al

lia
tiv

e 
ca

re
; n

 =
 3;

 
ag

e =
 55

 a
nd

 
ol

de
r; 

N
R

N
ur

se
s;

 N
R

; N
R

; N
R

; N
R

Fo
cu

s g
ro

up
s 

an
d 

in
te

r-
vi

ew
s

Pa
tie

nt
s w

ith
 

lif
e 

lim
iti

ng
 

ill
ne

ss
 in

 p
al

-
lia

tiv
e 

ca
re

ES
A

S;
 M

Q
O

L;
 

CA
N

H
EL

P 
Li

te

To
 a

ss
es

s 
H

R
Q

L
El

ec
tro

ni
c

Li
tc

hfi
el

d 
(2

02
1)

; T
he

 
U

K

Pr
im

ar
y 

ca
re

C
lin

ic
ia

n
N

A
G

Ps
; n

 =
 25

; N
R

; 5
2%

 m
al

e;
 

ye
ar

s o
f e

xp
er

ie
nc

e 
ra

ng
e 

2–
33

Se
m

i s
tru

ct
ur

ed
 

in
te

rv
ie

w
s

Pa
tie

nt
s a

tte
nd

-
in

g 
G

P 
cl

in
ic

s
N

ot
 sp

ec
ifi

ed
To

 a
ss

es
s 

pe
rc

ep
tio

ns
 

ab
ou

t t
he

 
im

pa
ct

 o
f 

di
se

as
e 

an
d 

tre
at

m
en

t o
n 

sy
m

pt
om

s, 
fu

nc
tio

ni
ng

 
an

d 
H

R
Q

L

El
ec

tro
ni

c 
an

d 
pa

pe
r

Lo
ck

er
 (2

01
5)

; 
G

er
m

an
y

Pa
lli

at
iv

e 
ca

re
 

w
ar

d
Pa

tie
nt

 a
nd

 
cl

in
ic

ia
n

A
dv

an
ce

d 
ca

nc
er

 p
at

ie
nt

s;
 

n =
 3;

 m
ea

n 
ag

e =
 68

.6
7,

 
ag

e 
ra

ng
e =

 55
–8

6;
 

m
al

e =
 33

.3
%

D
oc

to
rs

 a
nd

 n
ur

se
s;

 
n =

 5;
 N

R
; N

R
; A

 to
ta

l 
of

 5
0 

ye
ar

s e
xp

er
ie

nc
e 

be
tw

ee
n 

cl
in

ic
ia

ns

In
te

rv
ie

w
s

A
dv

an
ce

d 
ca

n-
ce

r p
at

ie
nt

s
SE

IQ
oL

-D
W

; 
Q

LQ
-C

15
-

PA
L;

 R
SC

L;
 

PO
S

To
 a

ss
es

s 
H

R
Q

L
Pa

pe
r

M
ar

k 
(2

00
8)

; 
U

SA
C

om
m

un
ity

 
on

co
lo

gy
 

cl
in

ic
s

C
lin

ic
ia

n
N

A
Ph

ys
ic

ia
ns

, n
ur

se
 p

ra
ct

iti
on

-
er

s, 
ph

ys
ic

ia
n 

as
si

st
an

ts
; 

n =
 16

; N
R

; N
R

; N
R

In
te

rv
ie

w
s

M
ix

ed
 c

an
ce

r 
pa

tie
nt

s
PC

M
To

 a
ss

es
s 

sy
m

pt
om

s
El

ec
tro

ni
c

M
as

on
 (2

00
8)

; 
U

K
Pr

im
ar

y 
ca

re
C

lin
ic

ia
n

N
A

N
ur

se
s a

nd
 m

id
w

iv
es

; 
n =

 19
; N

R
; N

R
; 

ra
ng

e 
in

 y
ea

rs
 e

xp
er

i-
en

ce
 =

 15
 m

on
th

s–
28

 y
ea

rs

Se
m

i s
tru

ct
ur

ed
 

in
te

rv
ie

w
s

W
om

en
 w

ith
 

po
stn

at
al

 
de

pr
es

si
on

EP
D

S
To

 a
ss

es
s/

sc
re

en
 fo

r 
po

stn
at

al
 

de
pr

es
si

on

Pa
pe

r

M
cH

or
ne

y 
(2

00
2)

; U
SA

A
st

hm
a 

cl
in

ic
Pa

tie
nt

 a
nd

 
cl

in
ic

ia
n

A
st

hm
a;

 
n =

 39
; N

R
; 

m
al

e =
 31

%

Ph
ys

ic
ia

ns
; n

 =
 30

; N
R

; 
m

al
e =

 80
%

; N
R

Fo
cu

s g
ro

up
s 

an
d 

se
m

i 
str

uc
tu

re
d 

in
te

rv
ie

w
s

A
st

hm
a

SF
-3

6;
 H

O
I 

A
st

hm
a 

10
.1

To
 a

ss
es

s f
un

c-
tio

na
l h

ea
lth

Pa
pe

r

M
ee

ha
n 

(2
00

6)
; 

A
us

tra
lia

Va
rio

us
C

lin
ic

ia
n

N
A

M
en

ta
l h

ea
lth

 st
aff

; n
 =

 32
4;

 
N

R
; N

R
; N

R
Fo

cu
s g

ro
up

s
A

du
lts

 u
si

ng
 

m
en

ta
l h

ea
lth

 
se

rv
ic

es

M
H

I-
38

To
 m

on
ito

r 
tre

at
m

en
t 

eff
ec

tiv
en

es
s

El
ec

tro
ni

c

M
ej

da
hl

 (2
01

8)
; 

D
en

m
ar

k
O

ut
pa

tie
nt

 
cl

in
ic

s
C

lin
ic

ia
n

N
A

N
ur

se
s a

nd
 p

hy
si

ci
an

s;
 

n =
 13

; N
R

; m
al

e =
 3%

; N
R

In
te

rv
ie

w
s

Ep
ile

ps
y 

pa
tie

nt
s

A
m

bu
Fl

ex
/e

pi
-

le
ps

y 
PR

O
M

To
 id

en
tif

y 
pa

tie
nt

s i
n 

ne
ed

 o
f c

lin
i-

ca
l a

tte
nt

io
n

El
ec

tro
ni

c 
an

d 
pa

pe
r



1604 Quality of Life Research (2022) 31:1597–1620

1 3

Ta
bl

e 
1 

 (c
on

tin
ue

d)

Fi
rs

t a
ut

ho
r 

(y
ea

r)
; c

ou
nt

ry
C

lin
ic

al
 se

tti
ng

Pa
tie

nt
 a

nd
/

or
 c

lin
ic

ia
n 

pe
rs

pe
ct

iv
e

Pa
tie

nt
 g

ro
up

; 
sa

m
pl

e 
si

ze
 (n

); 
ag

e;
 g

en
de

r

C
lin

ic
ia

n 
gr

ou
p;

 sa
m

pl
e 

si
ze

 
(n

); 
ag

e;
 g

en
de

r; 
ye

ar
s o

f 
ex

pe
rie

nc
e

M
et

ho
d

Pa
tie

nt
 g

ro
up

 
PR

O
M

 u
se

d 
in

PR
O

M
 u

se
d

Pu
rp

os
e 

PR
O

M
 

w
as

 u
se

d 
fo

r
M

od
e 

of
 a

dm
in

-
ist

ra
tio

n

M
itc

he
ll 

(2
01

1)
; 

U
K

G
en

er
al

 p
ra

c-
tic

e 
cl

in
ic

C
lin

ic
ia

n
N

A
G

en
er

al
 p

ra
ct

ic
e 

st
aff

; n
 =

 38
; 

N
R

; N
R

; N
R

Fo
cu

s g
ro

up
s

Pa
tie

nt
s w

ith
 

di
ab

et
es

, 
he

ar
t d

is
ea

se
, 

ne
w

-o
ns

et
 

de
pr

es
si

on

PH
Q

-9
To

 sc
re

en
 fo

r 
de

pr
es

si
on

El
ec

tro
ni

c

M
on

ro
e 

(2
01

8)
; 

U
SA

U
rb

an
 H

IV
 

cl
in

ic
Pa

tie
nt

 a
nd

 
cl

in
ic

ia
n

H
IV

 p
os

iti
ve

; 
n =

 11
; m

ea
n 

ag
e =

 51
%

, a
ge

 
ra

ng
e =

 33
–6

1;
 

m
al

e =
 64

%

Ph
ys

ic
ia

ns
, n

ur
se

 p
ra

ct
iti

on
-

er
s, 

ph
ys

ic
ia

n 
as

si
st

an
ts

; 
n =

 11
; N

R
; N

R
; N

R

In
te

rv
ie

w
s

H
IV

 p
os

iti
ve

 
pa

tie
nt

s
A

U
D

IT
-C

; 
A

SS
IS

T;
 

PH
Q

-8
; 

G
A

D
-7

; 
“m

ea
su

re
s 

of
 q

ua
lit

y 
of

 
lif

e”

To
 a

ss
es

s 
se

lf-
re

po
rte

d 
su

bs
ta

nc
e 

us
e 

an
d 

m
en

ta
l 

he
al

th

El
ec

tro
ni

c

N
eff

 (2
01

8)
; 

U
SA

H
os

pi
ta

l
Pa

tie
nt

 a
nd

 
cl

in
ic

ia
n

Pa
rk

in
so

n’
s 

di
se

as
e;

 n
 =

 8;
 

N
R

; N
R

N
eu

ro
lo

gi
st,

 p
hy

si
ca

l t
he

ra
-

pi
st,

 o
cc

up
at

io
na

l t
he

ra
pi

st,
 

sp
ee

ch
 p

at
ho

lo
gi

st,
 m

ed
ic

al
 

as
si

st
an

ts
, n

ur
se

; n
 =

 11
; 

N
R

; N
R

; N
R

Fo
cu

s g
ro

up
s 

an
d 

in
te

r-
vi

ew
s

Pa
rk

in
so

n’
s 

di
se

as
e

PD
Q

-3
9

To
 a

ss
es

s d
iffi

-
cu

lti
es

 a
cr

os
s 

8 
di

m
en

si
on

s 
of

 d
ai

ly
 li

vi
ng

Pa
pe

r

N
yi

re
nd

a 
(2

01
9)

; U
SA

H
om

e-
ba

se
d 

co
m

pl
et

io
n

C
lin

ic
ia

n
N

A
“C

lin
ic

ia
ns

” 
ex

ac
t r

ol
e 

no
t 

sp
ec

ifi
ed

: n
 =

 6;
 N

R
; N

R
; 

N
R

In
te

rv
ie

w
s

M
ix

ed
 p

at
ie

nt
 

gr
ou

p
PR

O
M

IS
 

se
lf-

effi
ca

cy
 

fo
r m

an
ag

-
in

g 
sy

m
p-

to
m

s, 
da

ily
 

ac
tiv

iti
es

, a
nd

 
gl

ob
al

 h
ea

lth

To
 a

ss
es

s h
ea

lth
 

st
at

us
 a

nd
 

se
lf-

effi
ca

cy
 

fo
r m

an
ag

in
g 

sy
m

pt
om

s

El
ec

tro
ni

c

O
’ C

on
no

r 
(2

01
7)

; A
us

-
tra

lia

H
os

pi
ta

l
C

lin
ic

ia
n

N
A

N
ur

se
s, 

so
ci

al
 w

or
ke

rs
, 

ph
ys

io
th

er
ap

ist
; n

 =
 6;

 N
R

; 
N

R
; N

R

M
ix

ed
 m

et
ho

ds
G

yn
ae

-c
ol

og
ic

 
ca

nc
er

D
T;

 P
ro

bl
em

 
C

he
ck

lis
t

To
 a

ss
es

s 
di

str
es

s a
nd

 
pr

ob
le

m
s

N
R

Po
rte

r (
20

21
); 

U
K

Pr
im

ar
y 

ca
re

 
pr

ac
tic

es
Pa

tie
nt

 a
nd

 
cl

in
ic

ia
n

Pa
tie

nt
s w

ith
 

m
ul

tim
or

bi
d-

ity
; n

 =
 10

; N
R

; 
N

R

N
ur

se
s;

 n
 =

 4;
 N

R
; N

R
; N

R
Se

m
i s

tru
ct

ur
ed

 
in

te
rv

ie
w

s
Pa

tie
nt

s w
ith

 
m

ul
tim

or
bi

d-
ity

EQ
-5

D
-5

L;
 

m
in

i-A
Q

LQ
; 

RC
P 

3 
as

th
m

a 
qu

es
tio

nn
ia

re
; 

C
C

Q
; M

RC
 

B
re

at
hl

es
s-

ne
ss

 sc
al

e;
 

PH
Q

-9
; 

M
LH

FQ
; 

O
H

S;
 O

K
S;

 
PG

I

To
 a

ss
es

s 
as

pe
ct

s o
f 

he
al

th
 st

at
us

Pa
pe

r



1605Quality of Life Research (2022) 31:1597–1620 

1 3

Ta
bl

e 
1 

 (c
on

tin
ue

d)

Fi
rs

t a
ut

ho
r 

(y
ea

r)
; c

ou
nt

ry
C

lin
ic

al
 se

tti
ng

Pa
tie

nt
 a

nd
/

or
 c

lin
ic

ia
n 

pe
rs

pe
ct

iv
e

Pa
tie

nt
 g

ro
up

; 
sa

m
pl

e 
si

ze
 (n

); 
ag

e;
 g

en
de

r

C
lin

ic
ia

n 
gr

ou
p;

 sa
m

pl
e 

si
ze

 
(n

); 
ag

e;
 g

en
de

r; 
ye

ar
s o

f 
ex

pe
rie

nc
e

M
et

ho
d

Pa
tie

nt
 g

ro
up

 
PR

O
M

 u
se

d 
in

PR
O

M
 u

se
d

Pu
rp

os
e 

PR
O

M
 

w
as

 u
se

d 
fo

r
M

od
e 

of
 a

dm
in

-
ist

ra
tio

n

Pr
im

da
hl

 
(2

01
9)

; D
en

-
m

ar
k

R
he

um
at

o-
lo

gi
c 

ca
re

 (e
xa

ct
 

se
tti

ng
 n

ot
 

sp
ec

ifi
ed

)

Pa
tie

nt
Pa

tie
nt

s w
ith

 
in

fla
m

m
a-

to
ry

 a
rth

rit
is

; 
n =

 32
; m

ea
n 

ag
e =

 60
, a

ge
 

ra
ng

e =
 32

–8
0;

 
m

al
e =

 34
%

N
A

Fo
cu

s g
ro

up
s

Pa
tie

nt
s w

ith
 

in
fla

m
m

-a
to

ry
 

ar
th

rit
is

H
A

Q
; 3

 it
em

s 
fro

m
 th

e 
M

D
-H

A
Q

 
as

se
ss

in
g 

pa
in

, f
at

ig
ue

 
an

d 
gl

ob
al

 
he

at
h 

sc
or

es

To
 a

ss
es

s 
fu

nc
tio

na
l 

st
at

us
 a

nd
 

sy
m

pt
om

s

El
ec

tro
ni

c

Ry
an

 (2
01

6)
; 

U
SA

B
ur

ns
 o

ut
pa

-
tie

nt
 c

lin
ic

Pa
tie

nt
 a

nd
 

cl
in

ic
ia

n
Yo

un
g 

ad
ul

t 
bu

rn
 su

rv
iv

or
s;

 
n =

 11
; a

ge
 

ra
ng

e =
 19

–3
0;

 
N

R

D
oc

to
rs

 a
nd

 n
ur

se
s;

 n
 =

 11
; 

N
R

; N
R

; 1
 >

 ye
ar

s e
xp

er
i-

en
ce

Q
ua

lit
at

iv
e 

da
ta

 
fro

m
 o

pe
n 

en
de

d 
qu

es
-

tio
ns

Yo
un

g 
ad

ul
t 

bu
rn

 su
rv

i-
vo

rs

YA
BO

Q
To

 a
ss

es
s 

sy
m

pt
om

s, 
fu

nc
tio

ni
ng

 
an

d 
H

R
Q

L

El
ec

tro
ni

c

Sc
hi

ck
-

M
ak

ar
off

 
(2

01
7)

; 
C

an
ad

a

H
om

e 
di

al
ys

is
 

cl
in

ic
C

lin
ic

ia
n

N
A

C
lin

ic
 n

ur
se

s, 
n =

 11
, m

ea
n 

ag
e =

 46
; a

ll 
fe

m
al

e;
 

be
tw

ee
n 

1 
an

d 
10

 y
ea

rs
 

ex
pe

rie
nc

e

M
ix

ed
 m

et
ho

ds
A

du
lt 

pa
tie

nt
s 

re
ce

iv
in

g 
ho

m
e 

di
al

ys
is

ES
A

S 
fo

r r
en

al
 

pa
tie

nt
s;

 
K

D
Q

O
L-

36
; 

co
m

ox
 v

al
le

y 
nu

rs
in

g 
ce

nt
re

 
cl

ie
nt

 P
RO

M

To
 a

ss
es

s 
sy

m
pt

om
s 

an
d 

H
R

Q
L

El
ec

tro
ni

c

Sc
hm

id
t (

20
16

); 
G

er
m

an
y

H
os

pi
ta

l
Pa

tie
nt

 a
nd

 
cl

in
ic

ia
n

M
ix

ed
 c

an
ce

r; 
n =

 71
; m

ea
n 

ag
e =

 61
.3

; 
m

al
e =

 55
%

Ph
ys

ic
ia

ns
, n

ur
se

s, 
m

ed
ic

al
 

te
ch

ni
ci

an
s, 

so
ci

al
 w

or
ke

rs
, 

nu
tri

tio
na

l c
on

su
lta

nt
; 

n =
 39

; N
R

; N
R

; N
R

Fo
cu

s g
ro

up
s 

an
d 

in
te

rv
ie

w
M

ix
ed

 c
an

ce
r

EO
RT

C
 

Q
LQ

-C
30

; 
D

T;
 M

D
A

SI
; 

EO
RT

C
 

si
ng

le
 it

em
s

To
 sc

re
en

 
an

d 
m

on
ito

r 
sy

m
pt

om
s

El
ec

tro
ni

c

Sc
ho

lle
 (2

01
8)

; 
N

R
Fe

de
ra

lly
 Q

ua
l-

ifi
ed

 H
ea

lth
 

C
en

te
r; 

A
ca

-
de

m
ic

 H
ea

lth
 

C
en

tre

Pa
tie

nt
 a

nd
 

cl
in

ic
ia

n
Ty

pe
 2

 d
ia

be
te

s;
 

N
R

; N
R

; N
R

C
lin

ic
ia

ns
 a

nd
/o

r c
ar

e 
m

an
-

ag
er

s;
 N

R
; N

R
; N

R
; N

R
Se

m
i-s

tru
ct

ur
ed

 
in

te
rv

ie
w

s
Ty

pe
 2

 d
ia

be
te

s
PR

O
M

IS
-2

9
U

se
d 

in
 c

ar
e 

pl
an

ni
ng

 to
 

im
pr

ov
e 

qu
al

-
ity

 o
f c

ar
e

Pa
pe

r

Sc
hu

lm
an

-
G

re
en

 (2
01

7)
; 

U
SA

H
os

pi
ce

C
lin

ic
ia

n
N

A
H

os
pi

ce
 st

aff
; n

 =
 24

; N
R

; 
N

R
; N

R
Se

m
i-s

tru
ct

ur
ed

 
in

te
rv

ie
w

s
Pa

tie
nt

s i
n 

ho
sp

ic
e

ES
A

S
To

 a
ss

es
s 

sy
m

pt
om

s
N

R

Sc
hw

ar
tz

 
(2

00
5)

; U
SA

H
os

pi
ce

, h
om

e 
he

al
th

 a
nd

 
pa

lli
at

iv
e 

ca
re

C
lin

ic
ia

n
N

A
Ex

ac
t r

ol
es

 n
ot

 sp
ec

ifi
ed

, 
re

fe
rr

ed
 to

 a
s “

st
aff

”;
 N

R
; 

N
R

; N
R

In
te

rv
ie

w
s

A
dv

an
ce

d 
ch

ro
ni

c 
ill

-
ne

ss

M
V

Q
O

LI
-R

To
 a

ss
es

s 
H

R
Q

L
Pa

pe
r



1606 Quality of Life Research (2022) 31:1597–1620

1 3

Ta
bl

e 
1 

 (c
on

tin
ue

d)

Fi
rs

t a
ut

ho
r 

(y
ea

r)
; c

ou
nt

ry
C

lin
ic

al
 se

tti
ng

Pa
tie

nt
 a

nd
/

or
 c

lin
ic

ia
n 

pe
rs

pe
ct

iv
e

Pa
tie

nt
 g

ro
up

; 
sa

m
pl

e 
si

ze
 (n

); 
ag

e;
 g

en
de

r

C
lin

ic
ia

n 
gr

ou
p;

 sa
m

pl
e 

si
ze

 
(n

); 
ag

e;
 g

en
de

r; 
ye

ar
s o

f 
ex

pe
rie

nc
e

M
et

ho
d

Pa
tie

nt
 g

ro
up

 
PR

O
M

 u
se

d 
in

PR
O

M
 u

se
d

Pu
rp

os
e 

PR
O

M
 

w
as

 u
se

d 
fo

r
M

od
e 

of
 a

dm
in

-
ist

ra
tio

n

Ta
i (

20
20

); 
C

an
ad

a
Fa

lls
 p

re
ve

nt
io

n 
cl

in
ic

Pa
tie

nt
Pa

tie
nt

s a
tte

nd
-

in
g 

th
e 

fa
lls

 
pr

ev
en

tio
n 

cl
in

ic
al

; 
n =

 21
; m

ea
n 

ag
e =

 81
.1

; a
ge

 
ra

ng
e =

 66
–9

3;
 

m
al

e =
 25

%

N
A

Fo
cu

s g
ro

up
s

Pa
tie

nt
s a

tte
nd

-
in

g 
a 

fa
lls

 p
re

-
ve

nt
io

n 
cl

in
ic

 
fo

llo
w

in
g 

a 
tra

um
a 

fa
ll 

in
 

th
e 

pr
ev

io
us

 
12

 m
on

th
s

EQ
-5

D
-5

L
To

 a
ss

es
s h

ea
lth

 
st

at
us

N
R

Ta
lib

 (2
01

8)
; 

U
SA

Pr
im

ar
y 

ca
re

Pa
tie

nt
Pa

tie
nt

s 
ex

pe
rie

nc
in

g 
po

or
 sl

ee
p,

 
pa

in
, a

nx
ie

ty
, 

de
pr

es
si

on
 

an
d 

fa
tig

ue
; 

n =
 23

; m
ea

n 
ag

e =
 56

, a
ge

 
ra

ng
e =

 24
–7

7;
 

m
al

e =
 52

%

N
A

In
di

vi
du

al
 

in
te

rv
ie

w
s

Pa
tie

nt
s 

ex
pe

rie
nc

in
g 

po
or

 sl
ee

p,
 

pa
in

, a
nx

ie
ty

, 
de

pr
es

si
on

 
an

d 
fa

tig
ue

PR
O

M
IS

-2
9

To
 a

ss
es

 sy
m

p-
to

m
s

El
ec

tro
ni

c

Ta
va

bi
e 

(2
00

9)
; 

Th
e 

U
K

Pr
im

ar
y 

ca
re

 
pr

ac
tic

e
C

lin
ic

ia
n

N
A

G
en

er
al

 p
ra

ct
iti

on
er

s;
 n

 =
 16

; 
N

R
; M

al
e =

 56
.2

5%
; 

ra
ng

e 
in

 y
ea

rs
 e

xp
er

i-
en

ce
 =

 0–
10

 y
ea

rs

Se
m

i-s
tru

ct
ur

ed
 

in
te

rv
ie

w
 a

nd
 

fo
cu

s g
ro

up
s

Pa
tie

nt
s a

tte
nd

-
in

g 
a 

G
P 

pr
ac

tic
e

PH
Q

-9
To

 sc
re

en
 fo

r 
de

pr
es

si
on

El
ec

tro
ni

c

Th
es

tru
p 

H
an

se
n 

(2
01

9)
 1

; 
D

en
m

ar
k

H
em

at
ol

og
y 

ou
tp

at
ie

nt
 

cl
in

ic

Pa
tie

nt
C

hr
on

ic
 H

em
at

o-
lo

gi
c 

C
an

ce
r; 

n =
 16

; a
ge

 
ra

ng
e =

 68
–8

6;
 

m
al

e =
 62

.5
%

N
A

Fo
cu

s g
ro

up
s 

an
d 

in
di

vi
du

al
 

in
te

rv
ie

w
s

C
hr

on
ic

 
H

em
at

ol
og

ic
 

C
an

ce
r

EO
RT

C
 Q

LQ
-

C
30

; O
EQ

To
 a

ss
es

s 
H

R
Q

L
El

ec
tro

ni
c 

or
 

pa
pe

r

Th
es

tru
p 

H
an

se
n 

(2
01

9)
 2

; 
D

en
m

ar
k

H
em

at
ol

og
y 

ou
tp

at
ie

nt
 

cl
in

ic

C
lin

ic
ia

n
N

A
H

em
at

ol
og

ist
s;

 n
 =

 14
; N

R
; 

m
al

e =
 71

.4
%

; N
R

In
di

vi
du

al
 

in
te

rv
ie

w
s

C
hr

on
ic

 
H

em
at

ol
og

ic
 

C
an

ce
r

EO
RT

C
 Q

LQ
-

C
30

; O
EQ

To
 a

ss
es

s 
H

R
Q

L
El

ec
tro

ni
c 

or
 

pa
pe

r

Th
es

tru
p 

H
an

se
n 

(2
02

1)
; D

en
-

m
ar

k

H
em

at
ol

og
y 

ou
tp

at
ie

nt
 

cl
in

ic

C
lin

ic
ia

n
N

A
N

ur
se

s;
 n

 =
 9;

 N
R

; A
ll 

fe
m

al
e;

 N
R

Fo
cu

s g
ro

up
s 

an
d 

in
di

vi
du

al
 

in
te

rv
ie

w
s

C
hr

on
ic

 
H

em
at

ol
og

ic
 

C
an

ce
r

EO
RT

C
 Q

LQ
-

C
30

; O
EQ

To
 a

ss
es

s 
H

R
Q

L
El

ec
tro

ni
c 

or
 

pa
pe

r

Tr
au

tm
an

n 
(2

01
6)

; G
er

-
m

an
y

C
om

pr
eh

en
si

ve
 

C
an

ce
r C

en
tre

C
lin

ic
ia

n
N

A
N

ur
se

s a
nd

 P
hy

si
ci

an
s, 

n =
 5;

 
N

R
; N

R
; N

R
G

ro
up

 in
te

r-
vi

ew
M

ix
ed

 c
an

ce
r 

pa
tie

nt
s

EO
RT

C
 Q

LQ
-

C
30

; D
T;

 H
SI

M
N

A
; C

PS
; 

B
PI

To
 a

ss
es

s 
sy

m
pt

om
s 

an
d 

H
R

Q
L

El
ec

tro
ni

c



1607Quality of Life Research (2022) 31:1597–1620 

1 3

Ta
bl

e 
1 

 (c
on

tin
ue

d)

Fi
rs

t a
ut

ho
r 

(y
ea

r)
; c

ou
nt

ry
C

lin
ic

al
 se

tti
ng

Pa
tie

nt
 a

nd
/

or
 c

lin
ic

ia
n 

pe
rs

pe
ct

iv
e

Pa
tie

nt
 g

ro
up

; 
sa

m
pl

e 
si

ze
 (n

); 
ag

e;
 g

en
de

r

C
lin

ic
ia

n 
gr

ou
p;

 sa
m

pl
e 

si
ze

 
(n

); 
ag

e;
 g

en
de

r; 
ye

ar
s o

f 
ex

pe
rie

nc
e

M
et

ho
d

Pa
tie

nt
 g

ro
up

 
PR

O
M

 u
se

d 
in

PR
O

M
 u

se
d

Pu
rp

os
e 

PR
O

M
 

w
as

 u
se

d 
fo

r
M

od
e 

of
 a

dm
in

-
ist

ra
tio

n

U
ns

w
or

th
 

(2
01

2)
; U

K
H

os
pi

ta
l a

nd
 

a 
co

un
se

lin
g 

se
rv

ic
e

Pa
tie

nt
 a

nd
 

cl
in

ic
ia

n
C

lie
nt

s o
f o

cc
u-

pa
tio

na
l h

ea
lth

 
th

er
ap

ist
; 

n =
 10

; N
R

; N
R

O
cc

up
at

io
na

l h
ea

lth
 th

er
a-

pi
sts

, t
ra

in
ee

 p
hy

si
ot

he
ra

-
pi

sts
, p

rim
ar

y 
ca

re
 c

ou
ns

el
-

lin
g 

th
er

ap
ist

s;
 n

 =
 13

; N
R

; 
N

R
; m

ea
n 

ye
ar

s e
xp

er
i-

en
ce

 =
 6.

5–
9

Fo
cu

s g
ro

up
s 

an
d 

in
te

r-
vi

ew
s

C
lie

nt
s o

f 
oc

cu
pa

n-
tio

na
l h

ea
lth

 
th

er
ap

ist

CO
R

E-
O

M
To

 a
ss

es
s w

el
l-

be
in

g,
 so

ci
al

 
fu

nc
tio

ni
ng

, 
sy

m
pt

om
s, 

ris
k 

to
 se

lf/
ot

he
rs

El
ec

tro
ni

c

W
he

at
 (2

01
8)

; 
U

K
Va

rio
us

 in
sti

tu
-

tio
na

l s
et

tin
gs

C
lin

ic
ia

n
N

A
C

om
m

is
si

on
er

 o
r p

ra
ct

i-
tio

ne
r, 

pr
og

ra
m

 o
r n

et
w

or
k 

m
an

ag
er

; n
 =

 26
; N

R
; N

R
; 

N
R

In
te

rv
ie

w
s

M
ix

ed
 p

at
ie

nt
 

gr
ou

p
Va

rio
us

 (e
xa

ct
 

PR
O

M
s n

ot
 

sp
ec

ifi
ed

)

To
 a

ss
es

s 
pa

tie
nt

 o
ut

-
co

m
es

N
R

W
re

ss
le

 (2
00

9)
; 

Sw
ed

en
H

os
pi

ta
l

C
lin

ic
ia

n
N

A
Ph

ys
io

th
er

ap
ist

s;
 o

cc
up

a-
tio

na
l t

he
ra

pi
sts

, p
hy

si
ci

an
, 

so
ci

al
 w

or
ke

r, 
as

si
st

an
t 

nu
rs

e;
 n

 =
 7;

 N
R

; N
R

; N
R

In
te

rv
ie

w
s

R
he

um
at

oi
d 

ar
th

rit
is

CO
PM

To
 a

ss
es

s 
oc

cu
pa

tio
na

l 
pe

rfo
rm

an
ce

 
an

d 
sa

tis
fa

c-
tio

n 
w

ith
 

pe
rfo

rm
an

ce
 

in
 a

re
as

 o
f 

se
lf-

ca
re

, 
pr

od
uc

tiv
ity

 
an

d 
le

is
ur

e

N
R

NA
 n

ot
 a

pp
lic

ab
le

, N
R 

no
t r

ep
or

te
d,

 A
SS

IS
T 

al
co

ho
l, 

sm
ok

in
g 

an
d 

su
bs

ta
nc

e 
in

vo
lv

em
en

t s
cr

ee
ni

ng
 te

st,
 A

U
D

IT
-C

 a
lc

oh
ol

 u
se

 d
is

or
de

rs
 id

en
tifi

ca
tio

n 
te

st 
al

co
ho

l-c
on

su
m

pt
io

n,
 B

AS
IS

-3
2,

 
be

ha
vi

or
 a

nd
 s

ym
pt

om
 id

en
tifi

ca
tio

n 
sc

al
e-

32
, B

PI
 b

rie
f p

ai
n 

in
ve

nt
or

y,
 C

AN
H

EL
P 

C
an

ad
ia

n 
he

al
th

 c
ar

e 
ev

al
ua

tio
n 

pr
oj

ec
t, 

C
O

PM
 C

an
ad

ia
n 

oc
cu

pa
tio

na
l p

er
fo

rm
an

ce
 m

ea
su

re
, C

O
RE

-O
M

 
cl

in
ic

al
 o

ut
co

m
es

 in
 ro

ut
in

e 
ev

al
ua

tio
n,

 C
PS

 c
on

tro
l p

re
fe

re
nc

e 
sc

al
e,

 D
H

P 
di

ab
et

es
 h

ea
lth

 p
ro

fil
e,

 D
T 

di
str

es
s 

th
er

m
om

et
er

, E
AT

10
 e

at
in

g 
as

se
ss

m
en

t t
oo

l, 
EO

RT
C

-Q
LQ

-C
15

-P
AL

 E
ur

op
ea

n 
O

rg
an

iz
at

io
n 

fo
r R

es
ea

rc
h 

an
d 

Tr
ea

tm
en

t o
f C

an
ce

r-Q
ua

lit
y 

C
or

e 
15

 Q
ua

lit
y 

of
 L

ife
 Q

ue
sti

on
na

ire
, E

O
RT

C
-Q

LQ
-C

30
 E

ur
op

ea
n 

O
rg

an
iz

at
io

n 
fo

r R
es

ea
rc

h 
an

d 
Tr

ea
tm

en
t o

f C
an

ce
r-Q

ua
lit

y 
of

 
Li

fe
 Q

ue
sti

on
na

ire
, E

PD
S 

Ed
in

bu
rg

h 
po

stn
at

al
 d

ep
re

ss
io

n 
sc

al
e,

 E
PI

C
-2

6,
 e

xp
an

de
d 

pr
os

ta
te

 c
an

ce
r i

nd
ex

 c
om

po
si

te
-2

6,
 E

SA
S 

Ed
m

on
to

n 
sy

m
pt

om
 a

ss
es

sm
en

t s
ca

le
, E

SA
S-

r:
RE

NA
L 

Ed
m

on
-

to
n 

sy
m

pt
om

 a
ss

es
sm

en
t s

ys
te

m
 r

ev
is

ed
: R

en
al

, F
la

re
-R

A 
fla

re
 in

 r
he

um
at

oi
d 

ar
th

rit
is

 q
ue

sti
on

na
ire

, G
AD

-7
 g

en
er

al
 a

nx
ie

ty
 d

is
or

de
r-7

, H
AD

S 
H

os
pi

ta
l a

nx
ie

ty
 a

nd
 d

ep
re

ss
io

n 
sc

al
e,

 H
AQ

 
he

al
th

 a
ss

es
sm

en
t q

ue
sti

on
na

ire
, H

SI
 H

or
nh

ei
de

r 
sc

re
en

in
g 

in
str

um
en

t, 
H

O
I 

As
th

m
a 

10
.1

 H
ea

lth
 O

ut
co

m
es

 I
ns

tit
ut

e 
10

.1
, K

-1
0 +

 K
es

sl
er

-1
0 

Pl
us

, K
D

Q
O

L-
36

 k
id

ne
y 

di
se

as
e 

qu
al

ity
 o

f 
lif

e 
in

str
um

en
t-3

6,
 M

D
AS

I 
M

.D
. A

nd
er

so
n 

sy
m

pt
om

 in
ve

nt
or

y,
 M

D
H

AQ
 m

ul
tid

im
en

si
on

al
 h

ea
lth

 a
ss

es
sm

en
t q

ue
sti

on
na

ire
, M

H
I-

38
 m

en
ta

l h
ea

lth
 in

ve
nt

or
y-

38
, m

in
i-A

Q
LQ

 m
in

i q
ua

lit
y 

of
 li

fe
 

qu
es

tio
nn

ai
re

, M
LH

FQ
 M

in
ne

so
ta

 li
vi

ng
 w

ith
 h

ea
rt 

fa
ilu

re
 q

ue
sti

on
na

ire
, M

NA
 m

in
i n

ut
rit

io
na

l a
ss

es
sm

en
t, 

M
Q

O
L 

M
cG

ill
 q

ua
lit

y 
of

 li
fe

 q
ue

sti
on

na
ire

, M
S-

Q
ol

 m
ul

tip
le

 s
cl

er
os

is
-q

ua
lit

y 
of

 
lif

e,
 M

SS
ID

 M
S 

sy
m

pt
om

 a
nd

 im
pa

ct
 d

ia
ry

, M
VQ

O
LI

-R
 M

is
so

ul
a-

V
IT

A
S 

qu
al

ity
 o

f L
IF

E 
in

de
x-

re
vi

se
d,

 M
Y-

Q
 M

IN
D

 y
ou

th
-q

ue
sti

on
na

ire
, O

EQ
 o

ut
co

m
es

 a
nd

 e
xp

er
ie

nc
es

 q
ue

sti
on

na
ire

, O
H

S 
O

xf
or

d 
hi

p 
sc

or
e,

 O
K

S,
 O

xf
or

d 
kn

ee
 sc

or
e,

 P
C

M
 p

at
ie

nt
 c

ar
e 

m
on

ito
r, 

PD
Q

-3
9,

 P
ar

ki
ns

on
 d

is
ea

se
 q

ue
sti

on
na

ire
-3

9,
 P

G
I p

at
ie

nt
 g

en
er

at
ed

 in
de

x,
 P

H
Q

-8
 p

at
ie

nt
 h

ea
lth

 q
ue

sti
on

ni
ar

e-
8,

 P
H

Q
-9

 
pa

tie
nt

 h
ea

lth
 q

ue
sti

on
na

ire
-9

, P
O

S 
pa

lli
at

iv
e 

ca
re

 o
ut

co
m

es
 s

ca
le

, P
RI

M
E-

M
D

 p
rim

ar
y 

ca
re

 e
va

lu
at

io
n 

of
 m

en
ta

l d
is

or
de

rs
, P

RO
M

IS
-2

9 
pa

tie
nt

-r
ep

or
te

d 
ou

tc
om

es
 m

ea
su

re
m

en
t i

nf
or

m
at

io
n 

sy
ste

m
-2

9,
 P

SA
R 

pa
in

 a
nd

 sy
m

pt
om

 a
ss

es
sm

en
t r

ec
or

d,
 R

C
P 

Ro
ya

l C
ol

le
ge

 o
f P

hy
si

ci
an

s, 
RD

O
S 

re
sp

ira
to

ry
 d

ist
re

ss
 o

bs
er

va
tio

n 
sc

al
e,

 R
SC

L 
Ro

tte
rd

am
 sy

m
pt

om
 c

he
ck

lis
t, 

SE
IQ

oL
-D

R 
sc

he
d-

ul
e 

fo
r t

he
 e

va
lu

at
io

n 
of

 th
e 

in
di

vi
du

al
 q

ua
lit

y 
of

 li
fe

-d
is

ea
se

 re
la

te
d,

 S
EI

Q
oL

-D
W

 s
ch

ed
ul

e 
fo

r t
he

 e
va

lu
at

io
n 

of
 th

e 
in

di
vi

du
al

 q
ua

lit
y 

of
 li

fe
-d

ire
ct

 w
ei

gh
tin

g,
 S

F-
36

 s
ho

rt-
fo

rm
-3

6,
 V

H
I v

oi
ce

 
ha

nd
ic

ap
 in

de
x,

 Y
AB

O
Q

 y
ou

ng
 a

du
lt 

bu
rn

 o
ut

co
m

e 
qu

es
tio

nn
ai

re



1608 Quality of Life Research (2022) 31:1597–1620

1 3

diabetes, arthritis, HIV, asthma, Parkinson’s disease, kidney 
disease, among others. PROMs most commonly used (i.e. in 
three or more studies) included the European Organization 
for Research and Treatment of Cancer Quality of Life Ques-
tionnaire Core 30 (EORTC QLQ-C30), the Patient Health 
Questionnaire-9 (PHQ-9), and the Edmonton Symptom 
Assessment Scale (ESAS).

Methodological quality of included studies

The quality of included studies was highly variable with 
quality scores ranging from 8 [21] to 69% [22]. Notably, 
none of the COREQ items were fully reported in all studies 
(see Fig. 2). However, the majority of studies reported the 
number of participants (90%) and methodological orienta-
tion underpinning the study (60%); displayed consistency 
between data presented and findings (77%); and clearly 
presented major themes (69%). Few studies included inter-
viewer characteristics such as gender, possible bias, and 
nature of the relationship with interviewee (8%); whether 
anyone else was present during the interview/focus groups 
besides the researcher (10%); and whether transcripts were 
returned to participants for comment (6%).

Synthesis

Seven themes were identified: Active patient involvement 
and partnership; Focus of consultation; Quality of care; 
Standardized monitoring of patient outcomes; Patient–cli-
nician relationship; Lack of valuable information; and Suit-
ability for all patients. Below we describe the subthemes 
pertaining to each theme, which cover perceived benefits and 
limitations of using PROMs in clinic, or a mixture of both. 
Illustrative quotes are included in Table 2.

Active patient involvement and partnership

Enables greater awareness and reflection

Both patients and clinicians reported completing PROMs 
helped patients identify their needs and symptoms [23–29]. 
Some patients reported PROM completion increased their 
self-awareness by “forcing them to think” and identify spe-
cific problem areas [22, 30–34], whereas clinicians reported 
PRO data helped reflect on patients’ progress and improved 
their understanding and awareness of patients’ physical and 
mental health [35–38].

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

Which author/s conducted the interview/focus group?
What were the researcher’s creden�als?

What was their occupa�on at the �me of the study?
Was the researcher male or female?

What experience or training did the researcher have?
Was a rela�onship established prior to study commencement?

What did the par�cipants know about the researcher?
What characteris�cs were reported about the interviewer/facilitator?

What methodological orienta�on was stated to underpin the study?
How were par�cipants selected?

How were par�cipants approached?
How many par�cipants were in the study?

How many people refused to par�cipate or dropped out? Reasons?
Where was the data collected?

Was anyone else present besides the par�cipants & researchers?
What are the important characteris�cs of the sample?

Were ques�ons, prompts, guides provided? Was it pilot tested?
Were repeat interviews carried out? If yes, how many?

Did the research use audio or visual recording to collect the data?
Were field notes made during and/or a�er the interview/focus group?

What was the dura�on of the interviews/focus group?
Was data satura�on discussed?

Were transcripts returned to par�cipants for comment/correc�on?
How many data coders coded the data?

Did authors provide a descrip�on of the coding tree?
Were themes iden�fied in advance or derived from the data?

What so�ware, if applicable, was used to manage the data?
Did par�cipants provide feedback on the findings?

Were par�cipant quota�ons presented? Was each quota�on iden�fied?
Was there consistency between the data presented and the findings?

Were major themes clearly presented in the findings?
Is there a descrip�on of diverse cases or discussion of minor themes?

yes par�al no

Fig. 2  Quality of reporting across included articles (n = 52) per COREQ item
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Encourages patient involvement

Both patients and clinicians reported PROM completion 
improved communication by helping patients recall symp-
toms to discuss with their clinician [27, 31, 32, 39] and cli-
nicians to pinpoint issues to discuss with their patients [40, 
41]. This enhanced communication was reported by both as 
encouraging patients’ to work collaboratively with clinicians 
and be more involved in their care [24, 29, 42, 43].

Facilitates goal setting

PRO data was reported to facilitate short- and long-term 
goal setting by patients and clinicians [24, 44]. Clinicians 
found patient-reported functional data particularly useful 
for setting functional goals throughout treatment [21]. Both 
patients and clinicians reported PRO data helped to motivate 
and “reinforce positive change when patients’ symptoms 
were on track” [34, 35]. Some clinicians stated individual 
items (rather than domain scores) were especially useful for 
setting goals with patients [28].

Influences honesty

Patients and clinicians had mixed opinions about patients’ 
honesty when completing PROMs. Some patients reported 
the impersonal nature of PROMs promoted honesty whereas 
others reported it facilitated dishonesty [25, 27, 29, 45]. The 
degree of honesty may be dependent on the type of PROM, 
with some patients expressing they were more dishonest 
when completing PROMs assessing depression, to avoid 
unwanted treatment or being judged [29]. Clinicians simi-
larly expressed mixed views, with some reporting patients 
were more honest because they did not need to please clini-
cians directly while others reported patients hid symptoms 
and responded in socially desirable ways [22, 40, 45–47].

Permits discussion of sensitive topics

PROMs were reported to help patients and clinicians discuss 
difficult or embarrassing topics during the clinical encounter 
(e.g. sexual or mental health issues) [24, 38, 46]. Some clini-
cians reported completing PROMs gave patients “permis-
sion to talk” about sensitive issues because PROMs covered 
questions not usually asked by clinicians [48]. Others stated 
using PROMs helped patients with communication difficul-
ties to express concerns in numbers rather than words [22, 
49].

Focus of consultation

Helpful as a screening tool

Receiving PRO data before the consultation helped some 
clinicians better prepare by providing an overall impression 
of their patient’s condition and identifying issues to focus on 
during the consultation [22, 50]. This reduced time needed 
to take detailed histories, allowing them to focus immedi-
ately on patient priorities [42].

Prioritizes patients’ needs

Many patients and clinicians reported using PROMs helped 
prioritize patients’ needs and identify problems that may 
have otherwise been overlooked [22, 29, 33, 37, 40, 42, 44, 
46, 48, 51–53]. It also helped clinicians identify areas in 
which patients were doing well, enabling them to focus on 
other issues important to the patient [52]. Some clinicians 
stated PRO data did not change the questions they asked, but 
rather the order in which they asked questions [22, 52], pre-
venting important issues from being left till last [28, 33, 52]

PRO data was reported to trigger conversations about 
patients’ priorities for care and treatment [31]. This was 
appreciated by patients, because patients and clinicians can 
differ in what they perceive as most important in relation 
to care [31, 42]. One clinician described patients as look-
ing “relieved we’re talking about what is most important 
to them” [28]. Some clinicians reported PRO data captured 
information essential for shared decision-making and helped 
clinicians understand patients’ treatment preferences [42].

Conversely, some clinicians reported using PROMs 
negatively shifted the focus of consultations away from the 
patient’s main health complaint, towards other less impor-
tant symptoms, particularly when PROMs were symptom-
specific (e.g. focused on pain) [44]. Those clinicians felt this 
resulted in them having to manage lower priority problems 
and reduced the time to deal with other important issues 
[44, 54].

Provides one piece of the picture

PROMs were perceived by some patients and clinicians to 
reduce complex conditions to numeric scores and only pro-
vide one piece of the picture [29, 54]. Several clinicians 
emphasised the importance of using PRO data in combi-
nation with clinical skills and questioning patients further 
about their broader life context [55].
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Structures consultations and improves efficiency

PRO data helped several clinicians structure consultations by 
highlighting areas to focus on Refs. [27, 37, 46, 48]. PROMs 
administered electronically were reported especially efficient 
because they provided information at a glance, enabling cli-
nicians to prepare for consultations time-effectively [25, 27, 
31, 46]. The process of completing PRO assessments also 
helped patients feel better prepared, resulting in a more effi-
cient consultation [32].

Quality of care

Assists diagnosis and enables tailored care

PRO data assisted some clinicians to make accurate diag-
noses by identifying exactly where problems lay [29, 54]. 
Others reported it helped determine goals of treatment, 
resulting in more individualised care plans [21, 25, 51, 53, 
56]. Patients similarly believed that reporting symptoms sys-
tematically assisted their healthcare team to make decisions 
about their care [52].

Ensures holistic care

Several clinicians stated PROMs covered issues essential 
for holistic care such as patients’ quality of life [36, 42]. By 
providing information about different aspects of quality of 
life (e.g. emotional, social and spiritual), PRO data helped 
clinicians understand patients’ lives more holistically [26, 
38, 48, 57, 58].

Can inaccurately estimate the problem

Some clinicians reported PRO data inaccurately estimated 
patients’ problems by over- or underestimating symptoms 
[27, 29, 40, 44, 55]. Some were concerned PRO data led to 
“false positives” and encouraged patients to “find” a com-
plaint, pushing clinicians to intervene even if treatment was 
not a priority [44]. Others were concerned PRO data under-
estimated patients’ problems and reported cases of patients 
scoring low on symptoms (e.g. dyspnea) even though they 
exhibited signs of more severe symptom burden [49, 59, 
60]. Several patients also expressed difficulty quantifying 
the level of their symptoms [25].

Prompts appropriate action

Many patients expected PRO data to prompt clinicians to 
take action to manage their symptoms [27, 32, 39]. When 
PRO scores did not prompt any action, patients wanted reas-
surance their scores had been considered when developing 

treatment plans [26, 31, 39]. Conversely, other patients were 
not aware that their PRO data could inform treatment deci-
sions [39].

Many clinicians reported PRO data prompted them to 
address symptoms [29, 31, 46, 55], while others expressed 
concern that patients may expect PRO scores to prompt 
action. Some found it difficult to act on PRO data and wor-
ried they were expected to address all the issues reported, 
even though they were not equipped with adequate resources 
to manage them [38, 40, 41, 45, 46, 49, 50]. Others reported 
the demands induced by PROMs was a stress factor that had 
a negative bearing on their job satisfaction [37, 38].

Standardized monitoring of patient 
outcomes over time

Helps determine effectiveness and side‑effects 
of treatment

Routinely assessing PROs in clinic helped some clinicians 
assess whether treatment was achieving desired outcomes, 
resulting in modifications to treatment plans if symptoms 
were not improving [33, 35, 42, 51, 52, 61]. Others reported 
it helped monitor acute and late effects of treatment [52, 61] 
and determine whether supportive care was required [62].

Useful for monitoring changes and tracking 
progress

Regular PRO assessment helped clinicians monitor changes 
and track progress in patient outcomes over time [49, 61]. 
Some clinicians reported showing patients trends in their 
PRO scores over time helped illustrate improvements in 
their condition [24, 26]. Patients reported seeing their PRO 
data helped to “see how far they’ve come and how far they 
needed to go” [63]. While some patients found it encour-
aging to see symptoms improve over time, others found it 
distressing when symptoms worsened [23].

Patient–clinician relationship

Provides reassurance that clinicians care

Some patients reported completing PROMs helped improve 
the patient–clinician relationship by reassuring patients 
that clinicians cared [32, 40]. It helped some patients feel 
they were being taken seriously and induced a feeling of 
not being left alone [29]. Several clinicians reported using 
PROMs improved the patient–clinician relationship by dem-
onstrating clinicians’ interest in all aspects of patients’ well-
being [26, 35, 36, 42, 46, 53].
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Inhibits interaction and rapport

Others expressed the opposing view, namely that PRO assess-
ment inhibits interaction and rapport. Some patients found 
PROM assessment impersonal because it gave the impression 
clinicians were too busy to talk to them [26]. As a result, one 
patient stated they wanted to “go back to the days when doc-
tors were concerned about human beings and not numbers” 
[26]. Others worried PROM assessment would reduce the time 
available to talk with the clinician [35, 52].

Several clinicians were similarly concerned PROM 
assessment would be perceived as impersonal and harm the 
patient–clinician relationship [37, 40, 47, 49, 64]. One clini-
cian argued that “patient-centered care should rely on conver-
sation and focus on knowing the human, not data” [50]. Others 
feared using PROMs would lead to a de-skilling of clinicians 
and produce a “generation of doctors driven by ticking boxes” 
[29].

Lack of valuable information

PRO data is not specific enough to be clinically 
meaningful

Generic PROMs (e.g. the SF-36) were reported by some cli-
nicians to be less clinically meaningful than disease-specific 
PROMs because they provided information on outcomes out-
side clinicians’ control [26]. Some clinicians were also critical 
of how PRO data was reported, stating that scores of individual 
items were more clinically meaningful than aggregated multi-
item scores because items enabled identification of specific 
issues of concern [52].

Both clinicians and patients reported patients had difficulty 
answering questions in some PROMs because questions were 
unclear or irrelevant [25, 39, 46, 57, 59]. Some patients also 
struggled to choose a response because options provided were 
not specific enough [25, 39].

Provides redundant information

Some clinicians stated PROMs provided redundant informa-
tion because they covered questions already asked by clini-
cians and added no new information [52]. Perceived useful-
ness of PROMs was somewhat dependent on clinicians’ years 
of experience; PROMs were considered most useful for less 
experienced or less confident clinicians [26, 29, 47, 51, 54].

Suitability for all patients

Several clinicians and patients believed PROM assess-
ment was not universally suitable for all patients [26, 31, 
44]. Some clinicians reported very sick or highly distressed 

patients were unable to concentrate on completing PROMs 
[45, 55, 58]. Others felt patients in palliative care were so 
used to their symptoms they had difficulty quantifying them, 
or so heavily sedated they were unable to reliably respond 
to questions in PROMs [56]. Several clinicians reported 
PROM completion was too complex for elderly, cognitively 
impaired or low literacy patients [26, 33, 53, 65].

Discussion

This review identified 52 articles reporting on patient and 
clinician experiences of using PROMs in clinical practice to 
inform the management of individual patients. Synthesized 
evidence indicated both patients and clinicians reported 
many benefits of using PROMs in clinic. These include five 
key benefits: (1) promoting active patient involvement in 
their care by facilitating goal setting, and permitting discus-
sion of sensitive topics; (2) enhancing the focus of consulta-
tions by prioritizing care around patient needs; (3) improv-
ing quality of care by enabling tailored, holistic care and 
prompting appropriate action; (4) enabling standardized 
monitoring of outcomes over time to monitor PRO changes 
and track progress; and (5) enhancing the patient–clinician 
relationship by reassuring patients that clinicians care. A 
number of limitations were also identified such as the capac-
ity for PROMs to negatively shift the focus of consultations 
and reduce quality of care by inaccurately estimating symp-
toms and raising expectations for care that exceed clinicians’ 
resources. In some studies, PROMs were reported to inhibit 
the patient–clinician relationship, lack clinically meaningful 
information and were not considered suitable for all patients.

Although patients and clinicians tended to converge on 
the perceived benefits of using PROMs, several limitations 
were uniquely reported by clinicians (e.g. PROMs provide 
redundant information and negatively impact on the focus 
of consultations). Given that clinicians play a key role in 
the utilization of PRO data, these negative perceptions may 
hinder the potential for PRO data to drive clinical decision-
making and improve patient outcomes. These findings sug-
gest that shifting clinician attitudes by providing training 
and education on the added value of PRO data, may help to 
improve the effectiveness of using PROMs in clinic. They 
further highlight the importance of emphasising that PROMs 
administration is intended to promote high quality standard-
ized patient-centered care and enhance communication with 
patients’ about their needs and concerns rather than replace 
patient–clinician conversations.

The themes identified were remarkably consistent across 
diverse health conditions and clinical settings. The most 
common themes identified across ten or more health condi-
tions were enabling greater awareness and reflection, useful 
for monitoring changes and tracking progress, influencing 
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honesty in disclosure and inhibiting interaction and rap-
port. The least common themes, emerging across only five 
or fewer health conditions, were helpful as a screening tool, 
structures the consultation and improves efficiency and pro-
vides redundant information. The consistency of themes 
across clinical settings was also noteworthy, with all themes 
emerging across three or more different clinical contexts. 
The biggest discrepancies were observed within palliative 
care settings, where several themes did not emerge (i.e. 
facilitates short & long term goal setting, helps determine 
effectiveness of treatment, helpful as a screening tool, PRO 
data not specific enough to be clinically meaningful, and 
provides redundant information).

Importantly, the identified limitations highlight why 
use of PROMs in clinical settings may not always improve 
patient outcomes and indicate important considerations to 
be addressed in the design and implementation of future 
PROM initiatives. In line with the International Society for 
Quality of Life Research (ISOQOL) guidance [66], these 
findings emphasize the importance of choosing appropriate 
PROMs for the patient group and clinical context, report-
ing PRO results to clinicians in an easily interpretable 
and clinically meaningful format, and developing feasible 
strategies or guidance for responding to issues identified 
by PROMs. It is essential that PROMs support clinicians 
to provide enhanced care, rather than add to job demands. 
While patient engagement with PROMs is critical, clinicians 
are responsible for using PRO data to inform patient care 
and require adequate support and training to realize their full 
potential. Co-designing PROM initiatives with patients and 
clinicians may help ensure clinical relevance and feasibility.

A key strength of this review is that it synthesizes quali-
tative evidence on the clinical utility of PROMs among 
a range of patient groups, across diverse clinical settings 
and countries, from both patient and clinician perspectives. 
Although other qualitative reviews have also examined end-
users' experiences of using PROMs in clinical practice, they 
focused mainly on barriers and facilitators to PROM imple-
mentation either from clinicians' perspectives [12] or within 
a particular clinical setting [13]. The themes identified in our 
review closely align with key findings from a realist synthe-
sis of qualitative and quantitative data [15], which also found 
PROMs facilitated reflection and gave patients permission 
to raise issues with clinicians but could sometimes constrain 
rather than support communication [15]. This review sup-
ports and extends these findings by also identifying several 
additional themes common across diverse health conditions 
and clinical settings such as facilitating short and long term 
goal setting and influencing honesty during consultations. 
This review also provides some insight into findings from 
quantitative systematic reviews [7–9, 11, 12] which found 
mixed evidence for the effectiveness of using PROMs in 
clinic by identifying several limitations such as the capacity 

of PROMs to underestimate problems or lack clinically 
meaningful information, which may have contributed to 
variability in patient outcomes across studies.

This review also has some limitations. Our search strat-
egy did not include terms for PROMs often used in the field 
of psychiatry and clinical psychology, such as routine out-
come monitoring (ROM), clinical feedback (CF), measure-
ment feedback system, and feedback-informed treatment. As 
such our findings may not be generalizable to these settings. 
A systematic review of qualitative studies examining patient 
experiences of ROM/CF systems as part of psychological 
therapies within mental health settings found some benefits 
similar to those identified in this review, such as empower-
ing patients to be more involved in their care, encouraging a 
collaborative practice by helping patients to set goals, track 
progress, reflect and become more self-aware [16]. How-
ever, that review also identified some negative perceptions 
that did not emerge in our review, such as suspicion towards 
service providers including concerns about confidentiality 
and fears that patients’ PRO data could be used against them 
to limit or deny access to services [16]. Privacy concerns 
were reported in two studies included in our review [26, 31], 
with some patients expressing fear about whether insurance 
companies would have access to their data. However, as this 
concern only emerged in two studies it did not warrant inclu-
sion as a major theme or subtheme in our review.

We acknowledge that our search strategy may also have 
missed other relevant papers. This arises due to different 
terminology heritages and conventions across disciplines, 
creating a complex problem for cross-disciplinary systematic 
reviews. Arguably this problem could be solved by identify-
ing an exhaustive multidisciplinary set of terms for PROMs, 
but its use would likely retrieve thousands of abstracts to 
screen, a task which may not be feasible for many research 
teams due to resource constraints. Another limitation is that 
the methodological quality of included studies was highly 
variable. Several studies lacked detail about their methods 
which may affect the credibility of some findings. In addi-
tion, it was not possible to synthesise data by sample char-
acteristics, either because patient and clinician character-
istics were poorly reported or findings were not reported 
by sample characteristics in the original studies. This is a 
missed opportunity as it prevents gaining insight into spe-
cific patient and/or clinician characteristics that promote or 
hinder the use of PRO data in clinical decision-making. We 
also did not assess inter-rater consistency during screening 
and full text review but any discrepancies were discussed 
until consensus was reached. Finally, this review was also 
limited to full text articles published in English and may 
have excluded informative studies published in other lan-
guages and formats.

This review identified some critical gaps in evidence. 
Only one study reported on the experiences of ethnic 
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minorities [57] and few studies included patients with 
low socio-economic status or low literacy. As a result, the 
potential benefits and limitations of using PROMs in clinic 
is not well known from the perspective of these vulnerable 
patient groups. Further qualitative research is needed to 
gain insights into the unique experiences of these and other 
more socially disadvantaged patient groups to ensure future 
PROM initiatives are designed to be equitable and inclusive.

In sum, the present review identified many benefits but 
also highlighted several limitations of using PROMs in clini-
cal practice from both patient and clinician perspectives. 
Although patients and clinicians agreed on many of the per-
ceived benefits, several of the limitations such as concerns 
about the validity of existing PROMs, clinical relevance or 
added burden on job demands were only reported by cli-
nicians. In order for PRO data to be useful and improve 
patient outcomes, it is essential that these limitations are 
addressed in the design and implementation of future PROM 
initiatives.
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