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AbstrACt
Objectives To explore the extent of patient engagement 
in the development of best practice reports related to 
transitions from hospital to home.
Design Scoping review.
Data sources Electronic databases (MEDLINE, EMBASE, 
CINAHL, Scopus, Trip Database, DynaMed Plus and Public 
Health Plus) and multiple provincial regulatory agency and 
healthcare organisation websites.
Eligibility criteria We included best practice reports 
related to the transition from hospital to a long-term care 
facility, community dwelling or rehabilitation centre. We 
included documents disseminated in English between 
1947 and 2019.
Data extraction and synthesis Two independent 
reviewers screened for eligibility and one extracted and 
analysed data using a data extraction tool we developed 
based on established patient engagement frameworks. 
Only records actively engaging patients were analysed 
(n=11). The methodological quality of actively engaging 
patients was assessed using domain 2 (item 5) of 
stakeholder involvement from the Appraisal of Guidelines 
for Research and Evaluation II (AGREE II) tool.
results The search yielded 1921 citations of which 23 
met the inclusion criteria and were included for narrative 
synthesis. These were disseminated between 1995 and 
2019, with 18 (78%) published after 2010. Most were 
conducted in North America (USA 43%, Canada 22%), 
Europe (UK 30%) and Australia (4%). Eleven (48%) actively 
involved patients, of which only two involved patients 
across all stages of development. Most involved patients 
through direct or indirect consultation. The mean AGREE 
II domain 2 item 5 score (of those that actively engaged 
patients) was 5.9 out of 7.
Conclusions Only half of existing best practice reports 
related to the transition from hospital to home actively 
involved patients in report development. However, the 
extent of patient engagement has been increasing over 
time. More organisations should strive to engage patients 
throughout the best practice development process and 
provide patients with opportunities for shared leadership.

IntrODuCtIOn
Around the world, healthcare systems strive 
towards patient-centred care.1–4 In the UK, 
patients have been involved in health research 
for at least 15 years5 6 and patient engagement 
is a prerequisite for many funding bodies 

and research ethics approval.6 7 In the USA, 
patient engagement was mandated in health 
research processes once the Patient Centered 
Outcomes Research Institute was established 
in 2010.5 8 The Canadian Institutes of Health 
Research created the Strategy for Patient-Ori-
ented Research patient engagement frame-
work in 2014.9 Increased involvement of 
patients in health services research, along 
with engagement in healthcare delivery and 
policy-making, has led to a ‘patient revolu-
tion’ in the last few decades.4 8 10–12 

Patient engagement in clinical practice 
guideline development has been recom-
mended by multiple institutions including 
the National Institute for Clinical Excellence 
(NICE),13 the WHO14 and the Guidelines Inter-
national Network.15 Even guideline appraisal 
tools, such as the Appraisal of Guidelines for 
Research and Evaluation II (AGREE II) has a 
specific section for the evaluation of patient 
engagement.16 Despite this increase in patient 
engagement, there is a lack of consensus on 

strengths and limitations of this study

 ► We conducted a scoping review of both peer-re-
viewed and grey literature to identify and assess 
relevant best practice reports including quality stan-
dards, clinical guidelines and consensus statements.

 ► We used existing patient engagement frameworks 
to develop a data extraction tool that specifically as-
sessed the level of patient engagement from consul-
tation to involvement to shared leadership.

 ► We used item 5, domain 2 from the Appraisal of 
Guidelines for Research and Evaluation II reporting 
checklist to assess the extent to which patient and 
public perspectives were sought during best prac-
tice report development.

 ► Research was done in partnership with a health 
quality agency preparing to inform patient engage-
ment in the development of a quality standard on the 
transition from hospital to home.

 ► Due to limited documentation, some patient en-
gagement activity may not have been reported 
which may mask actual level of patient engagement.
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how and when to optimally engage patients.4 7 Further, 
it is unclear how widely organisations follow the patient 
engagement guidance in the development of guidelines 
or other evidence-based recommendations.

The transition from hospital to home is an important, 
yet vulnerable exchange point that if not properly 
handled can lead to adverse clinical events and prevent-
able hospital readmissions.17 18 Often patients are not 
involved in their care transitions planning,18–21 which can 
result in unmet needs once home.22 23 Understanding the 
patient’s perspective is important in not only meeting 
their needs postdischarge but also in improving health 
outcomes.18 24 Patient and caregiver involvement in guid-
ance development may address some of these known gaps 
in care.

Currently, little is known about the extent to which 
patients and caregivers have been involved in the devel-
opment of best practice reports related to the transition 
from hospital to home. Hence, we conducted a scoping 
review to assess the extent of patient engagement in the 
development of best practice reports on transitions from 
hospital to home. We define best practice reports as docu-
ments that provide evidence-based recommendations for 
providing quality care on a particular medical condition or 
topic. We used Carman et al’s patient engagement frame-
work because it examines the continuum of engagement 
at the policy-making level from consultation or involve-
ment to partnership and shared leadership.24 We focus on 
active patient engagement, defined here as participation 
in an advisory or working group and/or direct consulta-
tion whereby resultant discussions informed the content 
of the report.25 Our findings would inform the approach 
to patient engagement in the development of a quality 
standard in transitions by the provincial quality agency in 
Ontario, Health Quality Ontario (HQO).

MEthODs
We conducted a scoping review with guidance from the 
scoping review methodological framework developed by 
Arksey and O’Malley26 as well as from PRISMA Extension 
for Scoping Reviews (PRISMA-ScR) guidelines.27 The 
protocol was developed through consultation with the 
project team, including a health sciences information 
specialist, a clinician investigator and quality improve-
ment professionals from HQO who are involved in the 
development of quality standards. Details of the protocol 
can be requested from the corresponding author.

Inclusion criteria
We aligned our inclusion criteria to match the anticipated 
scope of HQO’s quality standard on transitions of care. 
We included best practice reports (ie, clinical guidelines, 
quality standards, consensus statements, guiding princi-
ples, best practice recommendations) related to the tran-
sition from hospital to home. Home was broadly defined 
as a person’s place of residence for an extended period of 
time (ie, long-term care facilities, skilled nursing facilities, 

community dwellings (ie, retirement home, house, apart-
ment, shelter) or rehabilitation centres). Note that reha-
bilitation centres were included because HQO’s patient 
and family advisors had suggested to include this along 
with complex continuing care centres as part of the broad 
definition of home. We included all populations (ie, 
disease/conditions, ages, ethnicity, gender). We included 
documents disseminated in English between 1947 and 
2019 published in either the peer-reviewed or grey liter-
ature. We had no exclusion by year of publication as 
we found that literature on patient engagement in the 
creation of guidelines is quite limited. Foreign language 
was excluded because of cost and time involved in trans-
lating materials.

search strategy
We developed a search strategy in consultation with an 
information specialist (online supplementary appendix 
A). She devised an initial search strategy which was later 
refined in light of early results. She searched seven elec-
tronic databases covering sources from 1947 to May 16, 
2018: MEDLINE (OVID), EMBASE (OVID), CINAHL 
(EBSCO), Scopus, Trip Database, DynaMed Plus and 
Public Health Plus. The updated search was conducted 
on 7 May 2019 (online supplementary appendix B). Elec-
tronic search terms included but were not limited to ‘tran-
sitional care,’ ‘guidelines,’ ‘best practices,’ ‘consensus,’ 
‘guiding principles’ and ‘standards’. With consultation 
from HQO, we identified provincial healthcare quality 
councils and major international organisations that we 
hypothesised would hold the majority of grey literature on 
best practice reports. The updated grey literature search 
was informed by extensive, iterative searches in Google to 
identify organisations that create or study health guide-
lines, as well as a federated search in MacPlus, McMaster 
University’s Health information unit. We searched website 
content using keywords such as ‘transition’, ‘transition 
care’ or transitional care. Each website was searched for 
primary and secondary literature.

selection of sources of evidence
We conducted and reviewed peer-reviewed and grey 
literature searches separately. Search results were 
imported into an online systematic review software, 
Rayyan.28 First, titles and abstracts were reviewed to 
determine eligibility for full-text review. Screening was 
performed blindly by two independent reviewers, with 
one reviewer (GZ) reviewing all titles and abstracts. Any 
discrepancies between reviewers were discussed and 
consensus was reached. We conducted a pilot screen 
of 20 articles which were reviewed among all members 
of the project team to test the reviewer software and 
address any concerns with the article selection criteria 
developed a priori. From those selected at title and 
abstract screening, one reviewer (GZ) further reviewed 
the full-text records for eligibility owing to resource 
limitations.

https://dx.doi.org/10.1136/bmjopen-2019-029693
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Data extraction and synthesis
GZ performed the data extraction using a data extraction 
tool (online supplementary appendix C). The data 
extraction tool was developed based on published patient 
engagement frameworks9 24 29 and tested by the team 
before use. We used Carman et al’s patient engagement 
framework24 to determine the types and extent of patient 
engagement. We focused on the level of engagement at 
the policy-making level, and considered the continuum 
of engagement (consultation, involvement and shared lead-
ership). For included articles, GZ extracted report char-
acteristics (ie, year, jurisdiction, literature type), whether 
patients were involved, terminology, whether consider-
ation was given to marginalised populations, and specifics 
of when and how patients were involved. For simplicity, 
here ‘patients’ refer to patients and caregivers. Particular 
attention was paid to whether patients were participants 
of the advisory or working group that developed the 
recommendations. We restricted our analysis to records 
actively engaging patients (n=10). Data will be presented 
in a narrative format with tables and figures.

Quality appraisal
Quality appraisal of the best practice reports was 
performed using one item from the AGREE II reporting 
checklist.30 We used item 5 from domain II (stakeholder 
involvement) to assess whether the perspectives of the 
target population (ie, patients, public and so on) were 
sought. The item is scored out of 7, where a score of 1 
indicates that there is no information that is relevant 
to the AGREE II item or if the concept is very poorly 
reported, and a score of 7 indicates exceptional quality 

of reporting and where the full criteria articulated in the 
reporting checklist have been met.

Patient and public involvement
Patients and the public were not involved in the develop-
ment of this study.

rEsults
The systematic search yielded 1582 peer-reviewed and 
68 grey literature results after duplicates were removed 
(figure 1). Overall, 1605 articles were excluded at the 
title and abstract screen. A further 22 peer-reviewed and 
5 grey literature were excluded for the following reasons: 
23 did not meet the inclusion criteria, 3 were duplicates 
within the peer-reviewed searches and 1 full-text article 
could not be obtained. The remaining 23 relevant reports 
from peer-review (n=9) and grey literature (n=14) met 
our relevance screen.

report characteristics
The included 23 records were published between 
1995 and 2018, with 18 (78%) published in 2010 and 
beyond (table 1). Of these, 10 were guidelines, 5 were 
consensus statements, 4 were best practice recommenda-
tions, 2 were guides, 1 was a discharge care bundle and 
another was a scientific statement. Most were conducted 
in North America (n=15; 65%) and the UK (n=7; 30%). 
Only 10 of the best practice reports considered margin-
alised populations in their search and/or assessment 
of recommendations (table 2). Eleven (48%) out of 23 

Figure 1 PRISMA flow diagram of literature search and 
selection process. PRISMA, Preferred Reporting Items for 
Systematic Reviews and Meta-Analyses. 

Table 1 Overview of selected record characteristics

Characteristic
(n=23) Output

Year 1995–2000 (13%, n=3)
2000–2009 (9%, n=2)
2010–2018 (78%, n=18)

Record type Guidelines document (43%, n=10)
Consensus statement (22%, n=5)
Best practice recommendations (17%, n=4)
Other (17%, n=4)

Geography USA (43%, n=10)
UK (30%, n=7)
Canada (22%, n=5)
Australia (4%, n=1)

Jurisdiction Government agency (30%, n=7)
Professional organisation (30%, n=7)
Non-profit organisation (17%, n=4)
Other (22%, n=5)

Topic area General (52%, n=12)
Stroke (17%, n=4)
Heart failure (17% n=4)
Neurological (4%, n=1)
End of life care (4%, n=1)
Chronic obstructive pulmonary disease (4%, n=1)

Active PE Yes (48%, n=11)
No (52%, n=12)

PE, patient engagement.

https://dx.doi.org/10.1136/bmjopen-2019-029693


4 Zhao G, et al. BMJ Open 2019;9:e029693. doi:10.1136/bmjopen-2019-029693

Open access 

Ta
b

le
 2

 
B

es
t 

p
ra

ct
ic

e 
re

p
or

ts
 o

n 
tr

an
si

tio
ns

 fr
om

 h
os

p
ita

l t
o 

ho
m

e 
in

cl
ud

ed
 in

 r
ev

ie
w

 (n
=

23
)

A
ut

ho
r, 

ye
ar

Ju
ri

sd
ic

ti
o

n
C

o
un

tr
y

Ty
p

e 
o

f 
B

P
R

S
co

p
e 

o
f 

B
P

R
M

et
ho

d
 o

f 
P

E
A

ct
iv

e 
P

E

C
o

ns
id

er
ed

 
vu

ln
er

ab
le

 
p

o
p

ul
at

io
ns

O
sp

in
a 

et
 a

l, 
20

18
56

*
R

es
ea

rc
h 

gr
ou

p
C

an
ad

a
O

th
er

: d
is

ch
ar

ge
 

ca
re

 b
un

d
le

D
ev

el
op

m
en

t 
of

 d
is

ch
ar

ge
 c

ar
e 

b
un

d
le

 fo
r 

ac
ut

e 
C

O
P

D
 p

at
ie

nt
s

2-
ro

un
d

 m
od

ifi
ed

 D
el

p
hi

 s
ur

ve
y

Ye
s

N
o

M
ill

er
 e

t 
al

, 2
01

857
A

m
er

ic
an

 C
on

gr
es

s 
of

 
R

eh
ab

ili
ta

tio
n 

M
ed

ic
in

e
U

S
A

P
os

iti
on

 p
ap

er
R

ec
om

m
en

d
at

io
ns

 o
n 

tr
an

si
tio

n 
p

la
nn

in
g 

p
os

ts
tr

ok
e

Li
te

ra
tu

re
 r

ev
ie

w
N

o
N

o

Fa
rr

ah
i, 

20
18

58
Th

es
is

 P
ro

je
ct

U
S

A
B

es
t 

p
ra

ct
ic

e 
re

co
m

m
en

d
at

io
ns

B
es

t 
p

ra
ct

ic
e 

re
co

m
m

en
d

at
io

ns
 

fo
r 

re
d

uc
in

g 
he

ar
t 

fa
ilu

re
 h

os
p

ita
l 

re
ad

m
is

si
on

Li
te

ra
tu

re
 r

ev
ie

w
N

o
N

o

A
H

R
Q

, 2
01

748
G

ov
er

nm
en

t 
A

ge
nc

y:
 A

ge
nc

y 
fo

r 
H

ea
lth

ca
re

 R
es

ea
rc

h 
an

d
 

Q
ua

lit
y

U
S

A
O

th
er

: b
es

t 
p

ra
ct

ic
e 

gu
id

e
H

os
p

ita
l g

ui
d

e 
to

 r
ed

uc
in

g 
M

ed
ic

ai
d

 r
ea

d
m

is
si

on
s

E
xp

er
t 

op
in

io
n 

fr
om

 h
os

p
ita

l 
ex

ec
ut

iv
es

 o
r 

m
an

ag
er

s
N

o
Ye

s

N
IC

E
, 2

01
631

G
ov

er
nm

en
t A

ge
nc

y:
 N

at
io

na
l 

In
st

itu
te

 fo
r 

H
ea

lth
 a

nd
 C

ar
e 

E
xc

el
le

nc
e 

(N
IC

E
)

U
K

G
ui

d
el

in
e

G
ui

d
el

in
es

 o
n 

th
e 

tr
an

si
tio

n 
b

et
w

ee
n 

in
p

at
ie

nt
 m

en
ta

l h
ea

lth
 

se
tt

in
gs

 a
nd

 c
om

m
un

ity
 o

r 
ca

re
 

ho
m

e 
se

tt
in

gs

Li
te

ra
tu

re
 r

ev
ie

w
, f

oc
us

 g
ro

up
s,

 
P

ub
lic

 In
vo

lv
em

en
t 

P
ro

gr
am

m
e

Ye
s

Ye
s

C
am

er
on

 e
t 

al
, 2

01
635

H
ea

rt
 a

nd
 S

tr
ok

e 
Fo

un
d

at
io

n
C

an
ad

a
G

ui
d

el
in

e
M

an
ag

in
g 

tr
an

si
tio

ns
 o

f c
ar

e 
fo

llo
w

in
g 

st
ro

ke
Li

te
ra

tu
re

 r
ev

ie
w

Ye
s

Ye
s

P
el

le
tt

, 2
01

641
*

Q
ue

en
’s

 N
ur

si
ng

 In
st

itu
te

U
K

B
es

t 
p

ra
ct

ic
e 

re
co

m
m

en
d

at
io

ns
B

es
t 

p
ra

ct
ic

e 
in

 t
ra

ns
iti

on
s 

of
 c

ar
e 

re
la

te
d

 t
o 

d
is

ch
ar

ge
 p

la
nn

in
g

Li
te

ra
tu

re
 r

ev
ie

w
, t

w
o 

on
lin

e 
su

rv
ey

s,
 fo

cu
s 

gr
ou

p
s

N
o

N
o

C
oo

m
b

s 
et

 a
l, 

20
15

49
*

R
es

ea
rc

h 
gr

ou
p

U
K

G
ui

d
el

in
e

D
ev

el
op

m
en

t 
of

 c
lin

ic
al

 g
ui

d
an

ce
 

d
oc

um
en

t 
on

 t
ra

ns
fe

rr
in

g 
cr

iti
ca

lly
 

ill
 p

at
ie

nt
s 

ho
m

e 
to

 d
ie

1 
d

ay
 n

at
io

na
l s

ta
ke

ho
ld

er
 

ev
en

t;
 c

on
se

ns
us

 
m

et
ho

d
ol

og
y 

an
d

 n
om

in
al

 
gr

ou
p

 t
ec

hn
iq

ue

Ye
s

Ye
s

Tr
ill

iu
m

 H
ea

lth
 P

ar
tn

er
s 

an
d

 M
is

si
ss

au
ga

 
H

al
to

n 
C

cC
A

C
, 2

01
536

P
ar

tn
er

sh
ip

 b
et

w
ee

n 
Tr

ill
iu

m
 H

ea
lth

 P
ar

tn
er

s 
an

d
 M

is
si

sa
ug

a 
H

al
to

n 
C

om
m

un
ity

 C
ar

e 
A

cc
es

s 
C

en
tr

e

C
an

ad
a

O
th

er
: b

es
t 

p
ra

ct
ic

e 
gu

id
e

G
ui

d
eb

oo
k 

to
 b

et
te

r 
in

te
gr

at
e 

ca
re

 fo
r 

p
at

ie
nt

s 
b

ei
ng

 d
is

ch
ar

ge
d

 
fr

om
 h

os
p

ita
l t

o 
ho

m
e/

co
m

m
un

ity

In
te

rv
ie

w
s,

 c
on

su
lta

tio
ns

Ye
s

Ye
s

N
IC

E
, 2

01
532

G
ov

er
nm

en
t A

ge
nc

y:
 N

at
io

na
l 

In
st

itu
te

 fo
r 

H
ea

lth
 a

nd
 C

ar
e 

E
xc

el
le

nc
e

U
K

G
ui

d
el

in
e

G
ui

d
el

in
es

 o
n 

th
e 

tr
an

si
tio

n 
b

et
w

ee
n 

in
p

at
ie

nt
 h

os
p

ita
l 

se
tt

in
gs

 a
nd

 c
om

m
un

ity
 o

r 
ca

re
 

ho
m

e 
se

tt
in

gs
 fo

r 
ad

ul
ts

 w
ith

 
so

ci
al

 c
ar

e 
ne

ed
s

Li
te

ra
tu

re
 r

ev
ie

w
, f

oc
us

 g
ro

up
s

Ye
s

Ye
s

A
lb

er
t 

et
 a

l, 
20

15
42

A
m

er
ic

an
 H

ea
rt

 A
ss

oc
ia

tio
n

U
S

A
O

th
er

: s
ci

en
tifi

c 
st

at
em

en
t+

cl
in

ic
al

 
re

co
m

m
en

d
at

io
ns

D
es

cr
ib

es
 t

ra
ns

iti
on

al
 c

ar
e 

in
te

rv
en

tio
ns

 a
nd

 o
ut

co
m

es
 

an
d

 d
is

cu
ss

es
 im

p
lic

at
io

ns
 a

nd
 

re
co

m
m

en
d

at
io

ns

Li
te

ra
tu

re
 r

ev
ie

w
U

nc
le

ar
/n

ot
 

st
at

ed
U

nc
le

ar

A
us

tr
al

ia
n 

G
ov

er
nm

en
t,

 
20

15
43

G
ov

er
nm

en
t 

D
ep

ar
tm

en
t 

of
 

H
ea

lth
A

us
tr

al
ia

G
ui

d
el

in
e

Tr
an

si
tio

n 
ca

re
 p

ro
gr

am
m

e 
gu

id
el

in
es

Li
te

ra
tu

re
 r

ev
ie

w
U

nc
le

ar
/n

ot
 

st
at

ed
Ye

s

D
re

ye
r, 

20
14

59
C

en
tr

e 
fo

r 
H

ea
lth

 
R

es
ea

rc
h 

an
d

 T
ra

ns
fo

rm
at

io
n

U
S

A
B

es
t 

p
ra

ct
ic

e 
re

co
m

m
en

d
at

io
ns

B
es

t 
p

ra
ct

ic
es

 a
nd

 e
vi

d
en

ce
-

b
as

ed
 p

ro
gr

am
m

es
 in

 c
ar

e 
tr

an
si

tio
ns

Li
te

ra
tu

re
 r

ev
ie

w
N

o
N

o

C
on

tin
ue

d



5Zhao G, et al. BMJ Open 2019;9:e029693. doi:10.1136/bmjopen-2019-029693

Open access

A
ut

ho
r, 

ye
ar

Ju
ri

sd
ic

ti
o

n
C

o
un

tr
y

Ty
p

e 
o

f 
B

P
R

S
co

p
e 

o
f 

B
P

R
M

et
ho

d
 o

f 
P

E
A

ct
iv

e 
P

E

C
o

ns
id

er
ed

 
vu

ln
er

ab
le

 
p

o
p

ul
at

io
ns

R
N

A
O

, 2
01

444
R

eg
is

te
re

d
 N

ur
se

s’
 

A
ss

oc
ia

tio
n 

of
 O

nt
ar

io
C

an
ad

a
G

ui
d

el
in

e
N

ur
si

ng
 b

es
t 

p
ra

ct
ic

e 
gu

id
el

in
es

 
on

 a
ss

es
si

ng
 a

nd
 m

an
ag

in
g 

cl
ie

nt
 

ca
re

 t
ra

ns
iti

on
s

Fo
cu

s 
gr

ou
p

s,
 li

te
ra

tu
re

 r
ev

ie
w

N
o

N
o

C
ow

ie
 e

t 
al

, 2
01

433
*

R
es

ea
rc

h 
gr

ou
p

E
ur

op
e 

an
d

 
U

S
A

C
on

se
ns

us
 p

ol
ic

y 
re

co
m

m
en

d
at

io
ns

O
p

tim
is

in
g 

ca
re

 (i
nc

lu
d

in
g 

tr
an

si
tio

ns
) f

or
 a

cu
te

 h
ea

rt
 fa

ilu
re

 
p

at
ie

nt
s

S
tr

uc
tu

re
d

 d
is

cu
ss

io
ns

, 
lit

er
at

ur
e 

re
vi

ew
N

o
N

o

Li
m

 e
t 

al
, 2

01
245

G
ov

er
nm

en
t 

A
ge

nc
y:

 A
ge

nc
y 

fo
r 

H
ea

lth
ca

re
 R

es
ea

rc
h 

an
d

 
Q

ua
lit

y

U
S

A
G

ui
d

el
in

e
G

er
ia

tr
ic

 n
ur

si
ng

 p
ro

to
co

ls
 fo

r 
b

es
t 

p
ra

ct
ic

e 
on

 t
ra

ns
iti

on
al

 c
ar

e
Li

te
ra

tu
re

 r
ev

ie
w

N
o

N
o

S
IG

N
, 2

01
034

G
ov

er
nm

en
t 

A
ge

nc
y:

 S
co

tt
is

h 
In

te
rc

ol
le

gi
at

e 
G

ui
d

el
in

es
 

N
et

w
or

k

S
co

tla
nd

G
ui

d
el

in
e

G
ui

d
el

in
es

 o
n 

m
an

ag
em

en
t 

of
 

p
at

ie
nt

s 
w

ith
 s

tr
ok

e
Li

te
ra

tu
re

 r
ev

ie
w

, i
nt

er
na

l a
nd

 
p

ub
lic

 c
on

su
lta

tio
n 

(w
eb

si
te

)
P

at
ie

nt
 In

vo
lv

em
en

t 
O

ffi
ce

r

Ye
s

Ye
s

A
M

D
A

, 2
01

046
A

m
er

ic
an

 M
ed

ic
al

 D
ire

ct
or

s 
A

ss
oc

ia
tio

n
U

S
A

G
ui

d
el

in
e

P
ra

ct
ic

e 
gu

id
el

in
e 

on
 t

ra
ns

iti
on

s 
of

 c
ar

e 
in

 t
he

 lo
ng

-t
er

m
 c

ar
e 

se
tt

in
g

E
xp

er
t 

op
in

io
n 

of
 p

ra
ct

iti
on

er
s 

in
 lo

ng
-t

er
m

 m
ed

ic
in

e,
 

lit
er

at
ur

e 
re

vi
ew

N
o

N
o

S
no

w
 e

t 
al

, 2
00

940
*

Tr
an

si
tio

ns
 o

f C
ar

e 
C

on
se

ns
us

 C
on

fe
re

nc
e

U
S

A
C

on
se

ns
us

 p
ol

ic
y 

st
at

em
en

t
R

ec
om

m
en

d
at

io
ns

 fo
r 

st
an

d
ar

d
s 

co
nc

er
ni

ng
 t

he
 t

ra
ns

iti
on

s 
b

et
w

ee
n 

in
p

at
ie

nt
 a

nd
 o

ut
p

at
ie

nt
 

se
tt

in
gs

Li
te

ra
tu

re
 r

ev
ie

w
, 

m
ul

tis
ta

ke
ho

ld
er

 c
on

se
ns

us
 

co
nf

er
en

ce
: b

re
ak

ou
t 

se
ss

io
ns

Ye
s

Ye
s

M
al

co
m

 e
t 

al
, 2

00
847

C
an

ad
ia

n 
C

ar
d

io
va

sc
ul

ar
 

S
oc

ie
ty

C
an

ad
a

C
on

se
ns

us
 

st
at

em
en

t
B

es
t 

p
ra

ct
ic

es
 fo

r 
th

e 
tr

an
si

tio
n 

of
 

ca
re

 o
f h

ea
rt

 fa
ilu

re
 p

at
ie

nt
s

Li
te

ra
tu

re
 r

ev
ie

w
N

o
N

o

D
av

ie
s 

an
d

 H
op

ki
ns

, 
19

97
37

*
R

oy
al

 C
ol

le
ge

 o
f P

hy
si

ci
an

s 
W

or
ki

ng
 g

ro
up

U
K

G
ui

d
el

in
e

G
ui

d
el

in
es

 o
n 

m
an

ag
em

en
t 

of
 

ad
ul

ts
 w

ith
 m

al
ig

na
nt

 c
er

eb
ra

l 
gl

io
m

a

P
at

ie
nt

 in
te

rv
ie

w
s,

 w
or

ks
ho

p
s,

 
lit

er
at

ur
e 

re
vi

ew
Ye

s
N

o

B
al

l e
t 

al
, 1

99
738

*
G

ov
er

nm
en

t 
A

ge
nc

y:
 

E
m

er
ge

nc
y 

M
ed

ic
al

 S
er

vi
ce

s 
fo

r 
C

hi
ld

re
n,

 N
at

io
na

l T
as

k 
Fo

rc
e 

on
 C

hi
ld

re
n 

W
ith

 
S

p
ec

ia
l H

ea
lth

ca
re

 N
ee

d
s

U
S

A
C

on
se

ns
us

 
st

at
em

en
t

R
ec

om
m

en
d

at
io

ns
 fo

r 
co

or
d

in
at

in
g 

ca
re

 fo
r 

ch
ild

re
n 

w
ith

 
sp

ec
ia

l h
ea

lth
ca

re
 n

ee
d

s

C
on

se
ns

us
 p

ro
ce

ss
Ye

s
Ye

s

G
re

sh
am

 a
nd

 S
ta

so
n,

 
19

95
39

G
ov

er
nm

en
t 

A
ge

nc
y:

 A
ge

nc
y 

fo
r 

H
ea

lth
ca

re
 R

es
ea

rc
h 

an
d

 
Q

ua
lit

y

U
S

A
G

ui
d

el
in

e
G

ui
d

el
in

es
 o

n 
p

os
ts

tr
ok

e 
re

ha
b

ili
ta

tio
n

Li
te

ra
tu

re
 r

ev
ie

w
, e

xt
er

na
l 

re
vi

ew
Ye

s
N

o

A
ct

iv
e 

p
at

ie
nt

 e
ng

ag
em

en
t 

(P
E

) i
s 

d
efi

ne
d

 a
s 

in
-p

er
so

n 
p

at
ie

nt
 p

ar
tic

ip
at

io
n 

an
d

 o
r 

co
ns

ul
ta

tio
n 

w
he

re
b

y 
re

su
lta

nt
 d

is
cu

ss
io

ns
 in

fo
rm

 r
ec

om
m

en
d

at
io

n 
co

nt
en

t.
*P

ee
r-

re
vi

ew
ed

 a
rt

ic
le

s.
B

P
R

, b
es

t 
p

ra
ct

ic
e 

re
p

or
t;

 C
O

P
D

, c
hr

on
ic

 o
b

st
ru

ct
iv

e 
p

ul
m

on
ar

y 
d

is
ea

se
.

Ta
b

le
 2

 
C

on
tin

ue
d



6 Zhao G, et al. BMJ Open 2019;9:e029693. doi:10.1136/bmjopen-2019-029693

Open access 

records actively engaged patients in the development of 
the best practice reports.

types of patient engagement
Using Carman et al’s patient and family engagement 
framework,24 we found that when patients were engaged, 
most were engaged in the consultation (direct and indi-
rect) stage, some in involvement, and a few in shared 
leadership (table 3). Direct consultation included surveys, 
an open forum, patient interviews, workshops, confer-
ence breakout sessions, focus groups and peer review of 
provisional guidelines. Indirect consultation included four 
instances where patient preferences and values informed 
the literature search.31–34 Involvement activities included 
eight instances where patients were involved in the guide-
line developing group.31–33 35–39 Shared leadership included 
one instance where a patient was acknowledged as a coau-
thor35 and two instances where patients were involved 
from the outset .34 36

Item 5 assesses whether the views and preferences of the 
target population were considered. Score ranges from 1 
(no patient engagement (PE)) to 7 (maximum PE).

Quality appraisal
Of the records that actively engaged patients (n=11), the 
mean quality score for reporting of patient engagement 
was 5.9 out of 7 based on the AGREE II tool (domain 2, 
item 5) (table 4). The quality scores ranged from 4 to 
7 (SD=1.04), with the best practice reports from 2010 
onwards scoring either 6 or 7 (SD=0.53). Two of the four 
rating criteria—statement of patient engagement strategy 
type and methods by which preferences and views were 
sought—were met by all eleven of those reports that 
included patient engagement in their development. The 
type of information gathered and how it was used to 
inform the development process was less often addressed 
in records published between 1995 and 2009.

level of patient engagement
In earlier years (1995–2009), patient engagement 
primarily occurred in the post-development stage, after 
provisional guidelines had been drafted. In three reports 
within this time period, patients discussed and debated 
provisional guidelines either at a conference breakout 
session, a workshop, or an open forum.37 39 40 During 
this period, patients were minimally represented in the 
working group that writes the guidelines (developing 
stage), oftentimes having as little as one patient repre-
sentative on a committee of up to 33 professionals.38 39 
Many of the recommendations were developed by experts 
and medical professionals only and did not involve 
patients.33 40–47 Starting in 2010, a greater proportion of 
the working group was comprised of people with lived 
experiences31 32 34–36 and considered the patient perspec-
tive when searching the literature.31 32 34

Within each stage of development, the precise contri-
butions of patients and caregivers were unclear.

In one paper,38 there was little information on how 
the consumer representative (1 of 33 professionals) was 
involved in the task force as the authors did not elabo-
rate on the methodology of developing the recommen-
dations. For the development of the Transitions of Care 
Consensus Policy Statement,40 a consensus conference 
was convened which had attendees representing patient 
groups. However, it was not stated how many partici-
pants represented the patient groups nor were individual 
patients acknowledged in the manuscript.

uK government agencies did better
The best practice reports developed in the UK, SIGN and 
NICE involved patients at all stages of the development 
process and had a greater proportion of patients sitting 
in the working group.31 32 34 Furthermore, more UK best 
practice reports considered marginalised populations. Of 
the 1031 32 34–36 38 40 43 48 49 reports that had considered this, 
431 32 34 49 were developed from the UK.

As part of the National Health Service, both SIGN and 
NICE have to complete an ‘equality impact assessment’ 
to identify and address any equality issues regarding age, 
disability, gender, race, religion and/or sexual orienta-
tion.50 For example, NICE’s 2015 guideline on the tran-
sition between inpatient hospital settings and community 
settings for adults with social care needs had special 
considerations for the homeless and lesbian, gay, bisexual, 
trans and queer (LGBT) populations.

DIsCussIOn
We found that only half of best practice reports related 
to the transitions from hospital to home actively involved 
patients in report development. The reporting on the 
level of patient engagement was generally good, although 
some reports lacked detail about the exact contributions 
of patients. Overall, there has been an increase over time 
in the amount of patient engagement in the development 
of best practice reports for the transition from hospital to 
home. Since 2010, patients have been engaged earlier in 
the planning stages and also have been more involved as 
participants of working groups and advisory committees. 
Few organisations involved patients in shared leadership 
with only two organisations that involved patients at every 
stage of development from guideline topic proposal to 
peer review.

Overall, UK government agencies, such as the NICE 
and SIGN, were more advanced at engaging patients 
throughout the development process, had clearer docu-
mentation of their involvement and did better at consid-
ering marginalised populations. This is unsurprising as 
reporting of patient engagement has been required in the 
UK for over 15 years, much longer than other countries, 
and also reflects the cultural shift towards the importance 
of engaging and reporting patient engagement.6 51 UK 
government agencies deliberately factor patient engage-
ment in the development of these reports by having 
‘patient involvement officers’ or a ‘public involvement 
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Table 3 Reporting of patient engagement for included studies with active patient engagement (n=11)

Reference Consultation Involvement Shared leadership

Ospina et al, 
201856

 ► 34 COPD patients were involved in 
survey to inform the development of 
the COPD discharge bundle.

None. None.

NICE, 201631  ► Public and Patient Involvement 
Programme (PPIP) provides input on 
provisional guidelines.

 ► Mental illness advocacy organisations 
provided input on the scope.

 ► Patient preferences and values 
considered in developing research 
questions.

 ► 2 patients and 2 caregivers were part of 
the guideline committee (4/15).

 ► 1 PPIP member sits on the scoping 
group.

None.

Cameron et al, 
201635

 ► At least 2 patients or caregivers were 
external reviewers.

 ► Stroke survivor(s) were part of the writing 
group which discussed and debated the 
value of evidence of recommendations.

 ► One stroke survivor was made a 
coauthor of the journal article.

Ccac, 201536  ► 50 patients were interviewed to 
develop scope.

 ► Members of a patient and family 
advisory forum (Mississauga Halton 
Share Care Council) were consulted 
to develop the scope.

 ► 50 patients were involved in 
postdischarge interviews after 
implementation of new approach.

 ► Design team had a patient and a 
caregiver to help build a patient-centred 
approach to transition planning.

 ► Patients were engaged at every 
stage, including creating the 
scope of the problem.

NICE, 201532  ► Public and patient involvement 
programme (PPIP) provides input on 
provisional guidelines.

 ► Patient preferences and values 
considered in developing research 
questions.

 ► 4 patients and caregivers were part of the 
guideline committee (4/14).

 ► 1 PPIP member sits on the scoping 
group.

Coombs et al, 
201549

 ► Patients (unclear how many) engaged 
in focus groups that developed 
questions to be used in the national 
stakeholder meeting to inform the 
development of a clinical guidance 
document on transferring critically ill 
patients home to die.

 ► At the meeting, these patients were 
also involved in informing guidance 
content by participating in the event's 
activities.

None. None.

Network, 201034  ► Patient involvement officer provided 
support and facilitation for the 
guideline development group (GDG).

 ► Draft guideline was available on the 
SIGN website for a month to allow the 
public to comment.

 ► At least 2 peer reviewers were 
patients or caregivers.

 ► Members of the SIGN patient network 
were also invited to comment on the 
draft guideline.

 ► 4 lay representatives were part of 
the GDG; at least 2 were patient 
representatives selected from 
national and/or local patient-focused 
organisations in Scotland (4/26).

 ► Representatives participated in informal 
consensus.

 ► Patients were engaged at every 
stage. Individuals or patient 
groups may propose a guideline 
topic through an application.

Snow et al, 
200940

 ► Patient groups from the Institute 
for Family Centred Care attended 
the Transitions of Care Consensus 
Conference (unclear how many).

 ► Patient groups were involved in 
breakout sessions focused on 
discussing the principles and 
standards already drafted for revision.

 ► Revision, refinement and prioritisation 
of standards were done through a 
group consensus voting process.

None. None.

Ball et al, 199738 None.  ► One patient representative was a part 
of the multidiscipline task force that 
developed the transitional care plan 
(1/33).

 ► Unclear on the consensus process.

None.

Continued
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programme’.31 32 34 Additionally, SIGN allows any patient 
or group to propose a guideline topic and writes to various 
patient organisations and National Health Service organ-
isations prior to the first meeting of the guideline devel-
opment group to solicit input. The patient engagement 
officers encourage patient participation throughout all 
stages of development and provide training for all stake-
holders involved. This addresses some of the barriers 
to patient engagement implementation, such as lack 
of organisational support, limited resources (space 
and time), resistance to the idea of power sharing, and 
perceived importance of patient engagement.4 8 13 51–54 
However, Canadian jurisdictions have more recently 
been engaging patients earlier, notably in the example of 
the Seamless Transitions: Hospital to Home initiative where 
patients were engaged throughout the design process.36

While recent literature on patient engagement focuses 
on hospital service improvement53 or health services 
research,6 12 our paper highlights the extent of patient 
engagement in best practice reports focused on transi-
tions from hospital to home. The findings of this review 
are consistent with earlier studies on patient engagement 
in health services research, planning and design. More 
often than not, there was little detail on the precise contri-
butions of the patient representatives within the working 
group, which seems to be consistent with the litera-
ture.6 53 55 Some reasons for this include the complexity of 
patient engagement being a multifaceted social process7 
and that journals and peer reviewers do not usually 
request patient engagement information within manu-
scripts until more recently.6 However, we found that in 
recent years, patient engagement documentation has 
become clearer and easier to find with respect best prac-
tice reports, particularly those developed by government 
agencies in the UK.

The strengths of this review include a comprehensive 
systematic search which included searching the peer-re-
viewed and grey literature, the use of several patient 
engagement frameworks to develop our data extraction 
tool, and compliance with standards for the conducting 
and reporting of reviews (Preferred Reporting Items for 

Systematic Reviews and Meta-Analyses). There were also 
some notable limitations. With respect to article selec-
tion, an additional reviewer to screen the full-text articles 
could have increased the rigour of the selection process. 
This was mitigated by sharing all included and excluded 
articles with documentation of reasons for exclusion to 
the project members. Owing to resource limitations, only 
one reviewer performed the data extraction, and thus it 
is possible that some information may have been missed. 
Some patient engagement activity may not have been 
reported in the publication. Further, we did not solicit 
information from authors of the best practice reports to 
confirm. Although the type of patient engagement was 
captured in all of the studies, we do not know how influ-
ential their contributions were.

Our findings highlight the opportunity for organisa-
tions to better engage patients in any quality improvement 
initiative. Five strategies that organisations can consider 
are (1) engage patients in developing the scope of the 
problem, (2) involve patients in the writing of recom-
mendations, (3) consider the needs of vulnerable popu-
lations, (4) use a patient engagement officer to recruit 
patients to participate across all stages of development 
and (5) document patients’ precise contributions. Many 
of these strategies are lessons learnt from UK organisa-
tions that have engaged patients across the spectrum. In 
a report commissioned by the UK’s National Institute for 
Health Research to evaluate the impact and outcomes of 
patient engagement in funded research, one case study 
reported rises in recruitment rates once patient engage-
ment officers were involved.7 Allowing patients to partici-
pate in all or most stages of the planning, administration 
and evaluation can reduce patient engagement barriers, 
reduce the risk of tokenism, and lead to improved quality 
of outcomes.8 53 54 The earlier the patient engagement, 
the greater the reduction in research ‘waste’ by focusing 
on the topics that matter to patients.6

Our work will inform patient engagement in the devel-
opment of a quality standard on the transition from 
hospital to home in Ontario, Canada. Our intent is to 
engage patients throughout the development process 

Reference Consultation Involvement Shared leadership

Davies and 
Hopkins, 199737

 ► Patients were interviewed to inform 
guideline for patient management 
concerning communication and 
support.

 ► Patients were involved with approval 
of final guidelines.

 ► Patient and relative groups (unclear how 
many) were a part of the working group, 
which reviewed and debated provisional 
guidelines derived from research 
literature.

None.

Gresham 
and Stason, 
199539

 ► The public was consulted through 
an open forum where professional 
and provider organisations, 
manufacturers, pharmaceutical firms 
and individuals can present written or 
oral statements.

 ► Patient organisations reviewed the 
patient and family guide.

 ► Guidelines are developed by a 
multidisciplinary panel of experts with 
one patient representative who provided 
the patient perspective (1/16).

None.

Table 3 Continued
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starting with a province-wide patient consultation using 
concept mapping to help prioritise topic areas for the 
standard. Lessons that we can learn from patient engage-
ment practices in the UK include clearer documentation 
of patient engagement and involving patients in writing 
best practice recommendations.

COnClusIOn
Patient engagement has steadily increased over the last 
decade; however, a standardised protocol for reporting 
patient engagement is needed. We can learn from UK 
government agencies to better engage and document 
patient engagement as well as to consider the needs of 
marginalised populations in the development of best 
practice reports related to transitions from hospital to 
home. Our work will inform patient engagement in the 
development of a quality standard on the transition from 
hospital to home in Ontario, Canada.
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