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Introduction
Through its holistic human response to death, 
dying and loss, palliative care has revolutionized 
the way care is performed and provided at the 
end-of-life. It is now a mainstream component of 
health care in the United Kingdom and is interna-
tionally recognized as a crucial part of integrated, 
people-centred health services.1 Despite this, 

reports remain from within the health sector of a 
lack of compassion and dignity at the end-of-
life.2,3 Palliative care services have also been criti-
cized for their failure to reach ‘marginalised 
communities’.4–6 Concerns relating to access have 
been amplified by predicted changes in global 
demographic profiles that are skewed towards old 
age, multi-morbidity and frailty.7 Those people 
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facing death in advanced age have unique care 
needs,8 yet are poorly accommodated for in tradi-
tional palliative care models, especially when they 
have a health condition other than cancer.9

The changing context for end-of-life care is set 
against a backdrop of broader questions relating 
to what is perceived as the ‘professionalisation’ of 
end-of-life care. How this notion is juxtaposed 
alongside the ever-changing weight and value 
attributed to ideas of neighbourhood, commu-
nity, work, culture and family traditions is a 
source of tension. Increasingly, people are search-
ing for and using frameworks from outside of the 
biomedical domain to work through such ten-
sions and improve end-of-life care.10 One such 
framework exists under an amalgamation of 
seemingly interchangeable terms, including a 
‘new public health approach to palliative care’,11 
‘health promoting palliative care’12 and ‘compas-
sionate communities’.13

The close association between public health, 
health promotion and palliative care is not imme-
diately obvious. Traditional public health meas-
ures of disease prevention and control have been 
adopted by palliative care since the 1990s helping 
to improve access to analgesia and integrate ser-
vices into the mainstream.14 While these remain 
important concerns, a new public health approach 
focusses on health promotion and empowerment, 
so as to increase our own personal resources for 
life and living. The Ottawa Charter was central to 
this shift and for the first time placed emphasis on 
re-orienting health services to strengthen commu-
nity action, develop personal skills and create 
supportive environments.15 Engaging communi-
ties in health projects has subsequently been 
shown to improve health behaviours and conse-
quences16 leading Kellehear to outline his ‘health 
promoting’ or ‘new public health’ approach to 
palliative care.12

This approach recognizes that it is often not health 
professionals, but rather friends, family and close 
social networks that provide the majority of care 
when someone is dying or grieving.13 The support 
that these people require to carry out such tasks is 
built up through additional networks of people 
that link together to create what have been termed 
‘Compassionate Communities’.13 Such commu-
nities can be developed to act as a repository of 
knowledge, experience and human resource that 
can be accessed and utilized when someone is 
dying.17 Interest in this idea has accelerated at a 

rate outstripping any form of sustained change or 
impact.18 Some have alluded to the relationship 
between public health and palliative care being 
‘largely symbolic and tactical in nature’ arguing 
the need for ‘greater theoretical, practical and crit-
ical engagement’.19 We argue that tensions extend 
further than this and are as yet poorly acknowl-
edged and accounted for.

The numerous people involved when someone is 
dying represent an array of differing ontological, 
philosophical and indeed existential perspectives 
on death. Attempting to conceptualize death in a 
way that unifies and mobilizes entire communi-
ties is therefore fraught with complications. The 
lack of such a consistent approach has implica-
tions for how we then delineate responsibility. 
This is of particular importance when delving 
into the relationship between professional and lay 
caregiving services. Such ontological and existen-
tial factors have to match the processes and out-
comes and therefore necessitate considered 
formulation. This is especially so when consider-
ing performing an intervention, such as those 
associated with Compassionate Communities. 
Here, issues relating to the often universally 
accepted notions for positive change, such as 
empowerment, compassion, social capital and 
community, can cut both ways when considered 
at the level of the individual. Such theoretical 
inconsistencies can permeate through at an oper-
ational level and indeed beyond into the wider 
structures and frameworks at play.

Such issues necessitate good leadership. This in 
itself is a complex area that brings with it the slip-
pery subject of power, its use and indeed misuse, 
and how this then comes to bear on the ontologi-
cal and philosophical foundations of a new public 
health approach to palliative care. Taking these 
factors into account, we also challenge the inher-
ent tensions in using traditional academic and 
medical structures to evaluate the ‘impact’ of 
such work. We examine the concept of ‘experi-
ence’ and how this may be defined and utilized in 
the process of evaluation. We hope this may pre-
vent the finer complexities of a new public health 
approach being reduced to overly simplified pol-
icy that satisfies the pursuit of immediately viable 
and effective solutions to proxy measures of what 
may constitute ‘good care’ or a ‘good death’.

We argue that by embracing unresolved tensions 
and contradictions, we have the potential to over-
come or accommodate them to provide a level of 
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transparency that is essential to building the col-
lective moral responsibility that the movement 
adheres itself so strongly to. To this extent, the 
aim of this review is to identify studies explicitly 
affiliated to Kellehear’s ideas on new public health 
approaches to palliative care and systematically 
map the theoretical underpinnings and assump-
tions upon which they are based. In doing so, we 
hope to identify and examine some of the inher-
ent tensions with the intention of providing a the-
oretically sound platform for the development of 
future work in this field.

Methods
From this point forward, we use ‘new public 
health approaches to palliative care’ as an 
umbrella term to encompass concepts, including 
health promotion, compassionate communities, 
compassionate cities and any other measure relat-
ing to community engagement and asset-based 
interventions. In many cases, new public health 
approaches were found to breach the boundaries 
of what might be considered to be a systematic 
scientific approach. Rather, they take the form of 
a social ‘movement’, suggestive of a much broader 
socio-political agenda. We therefore refer to new 
public health approaches as a ‘movement’ 
throughout this article. We summarize the empir-
ical and theoretical literature, integrating theory 
from a range of disciplines, so as to provide a 
more comprehensive understanding of new pub-
lic health approaches to palliative care. We fol-
lowed the overall framework put forward by 
Whittemore and Knafl for rigorous integrative 
literature reviews,20 for data analysis, we used 
Braun and Clarke’s21 flexible and reflexive 
method for thematic analysis.

Problem identification stage
We sought a theoretical framework that would 
allow us to depart from a solely descriptive pro-
cess and allow us to review the literature through 
a more analytic lens. This was crucial in address-
ing the overall research question of what might be 
considered the constituent components of new 
public health approach to palliative care, where 
and what are the underling tensions, and how do 
such tensions impact on the development of the 
movement.

Through general reading that followed a brief 
scoping search of the literature, we understood 
new public health approaches and compassionate 

communities in particular, to be socially con-
structed, complex and unpredictable entities. It 
was decided that there was a need to understand 
these concepts in relation to human behaviour in 
a more interpretivist approach. With the intention 
of embracing the naturally inherent complexity 
within such concepts, we also drew on critical 
realist philosophy when analysing data. Although 
not explicitly, a ‘realist review’ this framework 
enabled us to think what might be working and 
why, and also for whom and in what context thus 
helping to refine our theoretical arguments.

Literature search stage
A search strategy was designed and carried out by 
J.M.S. in March 2020. The databases CINAHL, 
Embase and Medline were searched using the fol-
lowing terms: Health promotion, public health, 
social change, new public health, palliative care, 
end-of-life care, terminal care, incurable, hospice, 
palliative medicine, community, community 
engagement, community resource, social net-
works, caring networks, social capital, asset-based 
approach, compassionate communities/cities, 
community development, social support, com-
munity participation and community support.

The search included empirical and theoretical 
studies written in English and either explicitly 
acknowledged as sitting within the framework 
new public health approaches or health-promot-
ing palliative care as defined by Dempers and 
Gott.22 Studies describing initiatives or theory 
relating to salutogenic notions, such as promoting 
community engagement, nurturing compassion-
ate communities and adopting asset-based inter-
ventions to palliative care, were also included. 
Details of the selection process are outlined in the 
Preferred Reporting Items for Systematic Reviews 
and Meta-Analyses (PRISMA) chart23 (Figure 1).  
Details of the individual studies are given in  
Table 1.

Data evaluation
Due to the challenge of applying uniform quality 
criteria to a diverse range of research designs, inte-
grative literature reviews do not lend themselves 
to evaluating the quality of data.20 Furthermore, 
this review focussed on the conceptual frame-
works adopted and the underlying theoretical 
assumptions as opposed to the outcome of 
research findings per se. As such, quality was less 
relevant compared with a traditional systematic 
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review looking at more homogeneous data. The 
studies in this review have therefore not been sub-
ject to formal quality assessment.

Data analysis
The analysis of the data was based on the flexible 
and reflexive method for thematic analysis pro-
posed and refined by Braun and Clarke.21,91 We 
understood meaning and knowledge to be situ-
ated and contextual while researcher subjectivity 
was conceptualized as a resource for knowledge 
production as opposed to a source of bias. We 
used reflexive thematic analysis in a predomi-
nantly deductive way, using existing research and 
theory from the field of sociology and social ger-
ontology relating to communities, social capital, 
age, ageism and stigma as well as drawing on crit-
ical arguments relating to the relationship between 
lay communities and the state. We then juxta-
posed this theory alongside ideas inductively 
developed from the examined literature. In an 
attempt to add ontological depth, and better 
understand causation, we used abductive reason-
ing as a final step in the generation of themes and 
the writing of the article.

Data analysis was conducted using QSR 
International’s NVivo 12 software. First, to aid 
data familiarization, J.M.S. reviewed seminal 
papers and textbooks on the topic in an effort to 
become grounded in the literature and develop a 
broad base of terms through which key theoretical 
components could be understood. The data set 
was then organized into codes. These were based 
on the key components of the health-promoting 
palliative care, typically containing at least one 
observation or facet. We use the term ‘code’ as 
defined by Braun and Clarke21 who conceptualize 
this as ‘an analytic unit or tool, used by researcher 
to develop (initial) themes’. Rival theories were 
highlighted and discussed in memos that were 
then linked to relevant codes.

Codes and memos were analysed for patterns, 
content and meaning in relation to the overall 
research question. Evolving ideas and tensions 
were discussed in weekly seminars that sought 
to identify existing pan-disciplinary theoretical 
frameworks that would corroborate or refute 
emerging theory. Patterns were then grouped 
together into sub-themes and then subsequently 
themes. The idea being to reach a nuanced 

Figure 1. Preferred Reporting Items for Systematic Reviews and Meta-Analyses.

http://journals.sagepub.com/home/pcr


JM Sawyer, P Higgs et al.

journals.sagepub.com/home/pcr 5

Ta
bl

e 
1.

 L
ite

ra
tu

re
 C

ha
rt

 o
f I

nc
lu

de
d 

A
rt

ic
le

s.

Fi
rs

t a
ut

ho
r

A
im

P
ar

ti
ci

pa
nt

/s
am

pl
e

D
es

ig
n/

m
et

ho
d

K
ey

 fi
nd

in
g

C
ou

nt
ry

A
ll

en
 2

01
224

Ex
am

in
e 

EO
LC

 p
at

hw
ay

s 
in

 c
on

te
xt

 o
f h

ea
lt

h 
pr

om
ot

io
n

N
A

Th
eo

re
tic

al
B

io
m

ed
ic

in
e 

pr
ed

om
in

at
es

, A
C

P
 a

s 
a 

m
ea

ns
 o

f 
he

al
th

 p
ro

m
ot

io
n

Th
e 

U
ni

te
d 

K
in

gd
om

A
ou

n 
20

18
25

To
 d

et
er

m
in

e 
w

ho
 p

ro
vi

de
s 

be
re

av
em

en
t s

up
po

rt
 in

 th
e 

co
m

m
un

ity
B

er
ea

ve
d 

pe
op

le
C

ro
ss

-s
ec

tio
na

l 
su

rv
ey

St
re

ng
th

en
 c

om
pa

ss
io

na
te

 c
om

m
un

iti
es

 to
 s

up
po

rt
 

be
re

av
ed

 p
eo

pl
e

A
us

tr
al

ia

B
uc

kl
ey

 2
00

226
U

nd
er

st
an

d 
an

 e
du

ca
tio

na
l s

tr
at

eg
y 

to
 e

nc
ou

ra
ge

 
he

al
th

 p
ro

m
ot

io
n

N
A

Th
eo

re
tic

al
H

ol
is

m
 a

s 
a 

fr
am

ew
or

k 
fo

r 
te

ac
hi

ng
 th

e 
pr

ac
tic

e 
of

 
he

al
th

-p
ro

m
ot

in
g 

pa
lli

at
iv

e 
ca

re
Th

e 
U

ni
te

d 
K

in
gd

om

B
yo

ck
 2

00
127

C
on

ce
pt

ua
l f

ra
m

ew
or

k 
is

 p
re

se
nt

ed
 th

at
 d

es
cr

ib
es

 
pe

rt
in

en
t w

ho
le

-c
om

m
un

ity
 c

ha
ra

ct
er

is
tic

s,
 s

tr
uc

tu
re

s,
 

pr
oc

es
se

s 
an

d 
ou

tc
om

es

N
A

Th
eo

re
tic

al
Th

e 
fr

am
ew

or
k 

of
fe

rs
 a

 m
ap

 fo
r 

w
ho

le
-c

om
m

un
ity

 
re

se
ar

ch
, i

nt
er

ve
nt

io
n 

an
d 

ev
al

ua
tio

n 
w

ith
 th

e 
go

al
 

of
 c

ha
ng

in
g 

th
e 

co
m

m
un

ity
 c

ul
tu

re
 r

el
at

ed
 to

 li
fe

’s
 

en
d 

an
d 

th
er

eb
y 

im
pr

ov
in

g 
th

e 
qu

al
ity

 o
f l

ife
 fo

r 
dy

in
g 

pe
op

le
 a

nd
 th

ei
r 

fa
m

ili
es

Th
e 

U
ni

te
d 

St
at

es

A
be

l 2
01

328
P

ro
po

se
 a

 n
ew

 m
od

el
 o

f p
al

lia
tiv

e 
ca

re
N

A
Th

eo
re

tic
al

Th
e 

pe
rs

on
 w

ith
 il

ln
es

s 
is

 th
e 

ce
nt

re
 o

f a
 n

et
w

or
k 

th
at

 in
cl

ud
es

 in
ne

r 
an

d 
ou

te
r 

ne
tw

or
ks

 w
ith

 
co

m
m

un
iti

es
 a

nd
 s

er
vi

ce
 d

el
iv

er
y 

or
ga

ni
za

tio
ns

Th
e 

U
ni

te
d 

K
in

gd
om

A
be

l 2
01

829
St

re
ss

 th
e 

im
po

rt
an

ce
 o

f n
et

w
or

ks
 o

f p
eo

pl
e

N
A

Th
eo

re
tic

al
C

om
m

un
iti

es
 c

an
 o

ff
er

 p
os

si
bi

lit
ie

s 
fo

r 
su

pp
or

t
Th

e 
U

ni
te

d 
K

in
gd

om

A
be

l 2
01

829
To

 p
ro

po
se

 a
 p

ra
ct

ic
e 

m
od

el
 o

n 
a 

pu
bl

ic
 h

ea
lt

h 
ap

pr
oa

ch
 to

 p
al

lia
tiv

e 
ca

re
N

A
Th

eo
re

tic
al

In
ad

eq
ua

cy
 o

f a
 s

ol
el

y 
cl

in
ic

al
 m

od
el

 o
f c

ar
e

Th
e 

U
ni

te
d 

K
in

gd
om

A
be

l 2
01

829
To

 e
va

lu
at

e 
a 

po
pu

la
tio

n 
he

al
th

 c
om

pl
ex

 in
te

rv
en

tio
n 

of
 

an
 e

nh
an

ce
d 

m
od

el
 o

f p
ri

m
ar

y 
ca

re
 a

nd
 c

om
pa

ss
io

na
te

 
co

m
m

un
iti

es
 o

n 
po

pu
la

tio
n 

he
al

th
 im

pr
ov

em
en

t a
nd

 
re

du
ct

io
n 

of
 e

m
er

ge
nc

y 
ad

m
is

si
on

s 
to

 h
os

pi
ta

l.

P
eo

pl
e 

w
ith

 
em

er
ge

nc
y 

ho
sp

ita
l 

ad
m

is
si

on
s

C
oh

or
t 

re
tr

os
pe

ct
iv

e 
st

ud
y

In
te

rv
en

tio
n 

w
as

 a
ss

oc
ia

te
d 

w
ith

 r
ed

uc
tio

n 
in

 
un

pl
an

ne
d 

ho
sp

ita
l a

dm
is

si
on

s 
w

ith
 a

n 
as

so
ci

at
ed

 
re

du
ct

io
n 

in
 h

ea
lt

h 
ca

re
 c

os
ts

 fo
r 

th
e 

ar
ea

Th
e 

U
ni

te
d 

K
in

gd
om

C
on

w
ay

 2
00

830
Ex

am
in

es
 a

n 
em

er
gi

ng
 s

hi
ft

 to
 p

ub
lic

 h
ea

lt
h 

ap
pr

oa
ch

es
 in

 th
e 

‘d
ev

el
op

in
g 

w
or

ld
’ a

nd
 th

e 
‘d

ev
el

op
ed

 
w

or
ld

’

N
A

Th
eo

re
tic

al
C

om
m

un
ity

-b
as

ed
 a

pp
ro

ac
he

s 
ca

n 
co

nt
ri

bu
te

 to
 a

 
m

uc
h 

br
oa

de
r 

ag
en

da
 a

nd
 p

ot
en

tia
l f

or
 p

al
lia

tiv
e 

ca
re

Th
e 

U
ni

te
d 

K
in

gd
om

C
or

re
a 

20
18

31
D

es
cr

ib
e 

an
 e

xi
st

in
g 

m
od

el
 o

f c
ar

e 
in

 p
ri

m
ar

y 
ca

re
 

se
tt

in
g

C
as

e 
st

ud
y

C
as

e 
st

ud
y

A
pp

ro
ac

h 
ca

n 
pr

ov
id

e 
m

or
e 

eq
ui

ta
bl

e 
ca

re
B

ra
zi

l

D
e 

Li
m

a 
20

16
32

To
 p

ro
po

se
 a

 r
ol

e 
fo

r 
th

e 
in

te
gr

at
io

n 
of

 p
ub

lic
 h

ea
lt

h 
in

to
 th

e 
co

m
m

un
ity

 s
et

tin
g

N
A

Th
eo

re
tic

al
Im

pl
em

en
ta

tio
n 

m
us

t b
e 

pr
io

ri
tiz

ed
 a

nd
 p

la
nn

ed
 b

y 
th

e 
he

al
th

 a
dm

in
is

tr
at

or
s 

as
 a

 p
ri

or
ity

 p
ub

lic
 h

ea
lt

h 
is

su
e,

 n
ot

 o
nl

y 
to

 im
pr

ov
e 

th
e 

gl
ob

al
 e

ff
ic

ie
nc

y 
an

d 
ap

pr
op

ri
at

e 
us

e 
of

 r
es

ou
rc

es
 in

 th
e 

sy
st

em
, b

ut
 a

ls
o 

to
 im

pr
ov

e 
th

e 
qu

al
ity

 o
f c

ar
e 

fo
r 

pa
tie

nt
s 

w
ith

 li
fe

-
lim

iti
ng

 il
ln

es
se

s 
an

d 
to

 r
el

ie
ve

 s
uf

fe
ri

ng

Th
e 

U
ni

te
d 

St
at

es

D
em

pe
rs

 2
01

733
Ex

pl
or

e 
un

de
rs

ta
nd

in
gs

, u
pt

ak
e 

an
d 

na
tu

re
 o

f p
ub

lic
 

he
al

th
 a

pp
ro

ac
h 

in
 N

Z 
ho

sp
ic

es
H

os
pi

ce
 le

ad
er

s
M

ix
ed

 m
et

ho
ds

P
ub

lic
 h

ea
lt

h 
ap

pr
oa

ch
 is

 a
 p

ri
or

ity
, h

ow
ev

er
, t

he
re

 
is

 p
oo

r 
un

de
rs

ta
nd

in
g 

of
 th

e 
pr

in
ci

pl
es

N
ew

 Z
ea

la
nd

Fo
ok

 2
01

034
Ex

pl
or

e 
th

e 
us

e 
of

 c
ri

tic
al

 r
ef

le
ct

io
n 

in
 s

up
po

rt
in

g 
he

al
th

-p
ro

m
ot

in
g 

pa
lli

at
iv

e 
ca

re
N

A
C

as
e 

st
ud

y
D

iff
er

en
t a

ss
um

pt
io

ns
 e

xi
st

 d
ep

en
di

ng
 o

n 
th

e 
st

ak
eh

ol
de

r,
 c

ri
tic

al
 r

ef
le

ct
io

n 
as

 a
 w

ay
 o

f r
es

ol
vi

ng
 

th
is

Th
e 

U
ni

te
d 

K
in

gd
om

G
om

ez
-B

at
is

te
 

20
18

35
D

es
cr

ib
e 

th
e 

ai
m

s,
 a

ct
iv

iti
es

 a
nd

 p
ha

se
s 

of
 a

 
co

m
pa

ss
io

na
te

 c
om

m
un

ity
 p

ro
je

ct
Vo

lu
nt

ee
rs

M
ix

ed
 m

et
ho

ds
Jo

in
t l

ea
de

rs
hi

p 
w

ith
 c

le
ar

 a
im

s 
an

d 
ta

rg
et

s 
is

 
im

po
rt

an
t t

o 
su

cc
es

s
Sp

ai
n

(C
on

tin
ue

d)

http://journals.sagepub.com/home/pcr


Palliative Care & Social Practice 15

6 journals.sagepub.com/home/pcr

Fi
rs

t a
ut

ho
r

A
im

P
ar

ti
ci

pa
nt

/s
am

pl
e

D
es

ig
n/

m
et

ho
d

K
ey

 fi
nd

in
g

C
ou

nt
ry

G
ot

t 2
02

04
To

 h
ig

hl
ig

ht
 s

ex
 in

eq
ua

lit
ie

s 
re

ga
rd

in
g 

en
d-

of
-l

ife
 

ca
re

gi
vi

ng
 a

nd
 p

al
lia

tiv
e 

ca
re

 a
nd

 s
ho

w
 h

ow
 th

es
e 

in
te

rs
ec

t w
ith

 o
th

er
 s

oc
ia

l d
et

er
m

in
an

ts
 o

f h
ea

lt
h

N
A

R
ev

ie
w

To
 a

rg
ue

 fo
r 

a 
pa

ra
di

gm
 s

hi
ft

 in
 p

al
lia

tiv
e 

ca
re

 
re

se
ar

ch
, p

ra
ct

ic
e 

an
d 

po
lic

y 
to

 in
co

rp
or

at
e 

a 
fo

cu
s 

on
 s

ex
 e

sp
ec

ia
lly

 in
 c

om
m

un
iti

es

N
ew

 Z
ea

la
nd

G
ot

t 2
01

810
Ex

pl
or

e 
th

e 
ro

le
 o

f c
om

m
un

ity
 a

t t
he

 e
nd

-o
f-

lif
e 

fo
r 

pe
op

le
 in

 a
dv

an
ce

d 
ag

e
P

at
ie

nt
s 

an
d 

re
la

tiv
es

Q
ua

lit
at

iv
e 

in
te

rv
ie

w
s

P
ro

vi
di

ng
 c

om
m

un
ity

-b
as

ed
 c

ar
e 

fo
r 

pe
op

le
 o

f o
ld

 
ag

e 
is

 fr
au

gh
t w

ith
 te

ns
io

ns
 a

nd
 n

ee
ds

 to
 b

e 
fl

ex
ib

le
 

an
d 

re
sp

on
si

ve
 to

 th
e 

un
iq

ue
 n

ee
ds

 o
f t

ho
se

 in
 

ad
va

nc
ed

 a
ge

N
ew

 Z
ea

la
nd

G
re

en
 2

01
536

C
ri

tic
al

 d
es

cr
ip

tio
n 

of
 th

e 
re

la
tio

ns
hi

p 
be

tw
ee

n 
co

m
m

un
iti

es
 a

nd
 th

e 
pu

bl
ic

 h
ea

lt
h 

pr
of

es
si

on
N

A
Th

eo
re

tic
al

C
om

m
un

ity
 b

ri
ng

s 
bo

th
 p

os
iti

ve
s 

an
d 

ne
ga

tiv
es

 a
nd

 
sh

ou
ld

 n
ot

 b
e 

ro
m

an
tic

iz
ed

. T
he

 c
on

te
xt

 in
 w

hi
ch

 
su

ch
 p

ro
gr

am
m

es
 a

re
 im

pl
em

en
te

d 
is

 c
ru

ci
al

 a
nd

 a
 

‘o
ne

 m
od

el
 s

ol
ut

io
n’

 is
 u

nl
ik

el
y 

to
 b

e 
of

 u
se

Th
e 

U
ni

te
d 

K
in

gd
om

H
ar

tl
ey

 2
01

637
To

 s
itu

at
e 

ho
sp

ic
es

 w
ith

in
 th

e 
br

oa
de

r 
co

m
m

un
ity

 a
nd

 
de

sc
ri

be
 m

et
ho

ds
 o

f e
ng

ag
em

en
t

Vi
gn

et
te

s
Th

eo
re

tic
al

H
os

pi
ce

s 
as

 p
ar

t o
f a

 c
om

m
un

ity
 a

nd
 a

 n
ec

es
sa

ry
 

ch
an

ge
 in

 a
tt

itu
de

 fr
om

 w
ith

in
 m

ea
n 

st
re

am
 h

ea
lt

h 
ca

re
 p

ro
fe

ss
io

na
ls

Th
e 

U
ni

te
d 

K
in

gd
om

H
az

el
w

oo
d 

20
18

38
D

es
cr

ib
e 

an
 e

st
ab

lis
he

d 
pu

bl
ic

 h
ea

lt
h 

an
d 

pa
lli

at
iv

e 
ca

re
 a

lli
an

ce
N

A
Th

eo
re

tic
al

En
th

us
ia

sm
 e

xi
st

s 
fo

r 
th

e 
to

pi
c,

 lo
ca

l o
w

ne
rs

hi
p 

is
 

cr
uc

ia
l f

or
 s

uc
ce

ss
, t

he
re

 a
re

 e
st

ab
lis

he
d 

ba
rr

ie
rs

, 
ev

id
en

ce
 is

 a
 c

om
pl

ic
at

ed
 is

su
e

Th
e 

U
ni

te
d 

K
in

gd
om

 
(S

co
tl

an
d)

H
or

sf
al

l 2
01

339
Ill

um
in

at
e 

th
e 

qu
al

ity
 a

nd
 e

ff
ec

t o
f i

nf
or

m
al

 c
ar

in
g 

ne
tw

or
ks

 a
t t

he
 e

nd
-o

f-
lif

e
P

at
ie

nt
s 

an
d 

re
la

tiv
es

Q
ua

lit
at

iv
e

C
ar

er
s 

su
cc

es
sf

ul
ly

 m
ob

ili
ze

d 
to

 p
ro

vi
de

 c
ar

e 
at

 th
e 

en
d-

of
-l

ife
. T

hi
s 

co
nt

ri
bu

te
d 

to
 s

oc
ia

l c
ap

ita
l a

nd
 

to
w

ar
ds

 th
e 

co
nc

ep
t o

f a
 c

om
pa

ss
io

na
te

 c
om

m
un

ity

A
us

tr
al

ia

H
or

sf
al

l 2
01

440
To

 d
ev

el
op

 a
n 

un
de

rs
ta

nd
in

g 
of

 h
ow

 fo
rm

al
 a

nd
 

in
fo

rm
al

 c
ar

er
s 

w
or

k 
to

ge
th

er
 w

he
n 

ca
re

 is
 b

ei
ng

 
pr

ov
id

ed
 in

 a
 d

yi
ng

 p
er

so
n’

s 
ho

m
e

P
ro

fe
ss

io
na

l a
nd

 
vo

lu
nt

ar
y 

ca
re

gi
ve

rs
Q

ua
lit

at
iv

e
C

om
bi

na
tio

ns
 o

f f
or

m
al

 a
nd

 in
fo

rm
al

 c
ar

in
g 

ne
tw

or
ks

 a
re

 e
ss

en
tia

l t
o 

su
pp

or
t p

eo
pl

e 
an

d 
th

ei
r 

pr
im

ar
y 

ca
re

rs
. F

or
m

al
 s

er
vi

ce
 p

ro
vi

de
rs

 d
o 

lit
tl

e 
to

 
es

ta
bl

is
h,

 s
up

po
rt

 o
r 

m
ai

nt
ai

n 
th

e 
in

fo
rm

al
 n

et
w

or
k

A
us

tr
al

ia

H
or

sf
al

l 2
01

841
To

 u
nd

er
st

an
d 

if 
an

d 
ho

w
 n

et
w

or
k-

ce
nt

re
d 

ca
re

 
su

pp
or

ts
 c

ar
er

s 
of

 th
e 

dy
in

g 
w

hi
le

 d
ev

el
op

in
g 

a 
w

ho
le

 
of

 c
om

m
un

ity
 a

pp
ro

ac
h

C
ar

eg
iv

er
s,

 
se

rv
ic

e 
pr

ov
id

er
s,

 
co

m
m

un
ity

 m
em

be
rs

Q
ua

lit
at

iv
e 

in
te

rv
ie

w
s

Se
rv

ic
e 

sy
st

em
s 

ne
ed

 r
e-

or
ie

nt
in

g 
to

 p
la

ce
 c

ar
in

g 
ne

tw
or

ks
 a

s 
ce

nt
ra

l t
o 

th
e 

ca
re

gi
vi

ng
 p

ro
ce

ss
A

us
tr

al
ia

H
ua

ng
 2

01
842

D
es

cr
ib

e 
th

e 
fiv

e 
ba

si
c 

pr
in

ci
pl

es
 o

f t
he

 T
ai

pe
i 

de
cl

ar
at

io
n 

on
 h

ea
lt

h-
pr

om
ot

in
g 

pa
lli

at
iv

e 
ca

re
N

A
Th

eo
re

tic
al

In
te

gr
at

e 
pa

lli
at

iv
e 

ca
re

 in
to

 p
ub

lic
 h

ea
lt

h 
po

lic
y,

 
cr

ea
te

 s
up

po
rt

iv
e 

en
vi

ro
nm

en
ts

, s
tr

en
gt

he
n 

co
m

m
un

ity
 a

ct
io

ns
, d

ev
el

op
 p

er
so

na
l s

ki
lls

,  
re

-o
ri

en
t h

ea
lt

h 
se

rv
ic

es

Ta
iw

an

Jo
ha

ns
so

n 
20

12
43

To
 d

es
cr

ib
e 

ho
w

 c
ar

eg
iv

in
g 

ca
n 

co
nt

ri
bu

te
 to

 s
oc

ia
l 

ca
pi

ta
l a

s 
op

po
se

d 
to

 d
ra

in
in

g 
it

C
om

m
un

ity
 

m
em

be
rs

C
as

e 
st

ud
ie

s
Th

er
e 

m
us

t b
e 

at
te

nt
io

n 
to

 th
e 

w
ay

 th
at

 c
ar

in
g 

is
 o

rg
an

iz
ed

, s
up

po
rt

ed
 a

nd
 r

ec
og

ni
ze

d,
 w

hi
ch

 
ca

n 
m

ak
e 

th
e 

di
ff

er
en

ce
 b

et
w

ee
n 

a 
po

si
tiv

e 
an

d 
a 

ne
ga

tiv
e 

ex
pe

ri
en

ce

Sw
ed

en
 a

nd
 A

us
tr

al
ia

K
el

le
he

ar
 2

00
744

C
ri

tic
al

 a
na

ly
si

s 
of

 h
ea

lt
h 

pr
om

ot
io

n 
fr

om
 w

ith
in

 th
e 

sp
ec

ia
lit

ie
s 

of
 p

al
lia

tiv
e 

an
d 

be
re

av
em

en
t c

ar
e

N
A

Th
eo

re
tic

al
D

ea
th

 a
s 

a 
so

ci
al

 e
xp

er
ie

nc
e 

th
at

 r
eq

ui
re

s 
ac

tiv
e 

co
m

m
un

ity
-b

as
ed

 s
up

po
rt

 a
nd

 d
ev

el
op

m
en

t
Th

e 
U

ni
te

d 
K

in
gd

om

K
el

le
he

ar
 2

00
845

To
 s

um
m

ar
iz

e 
th

e 
m

ai
n 

ra
tio

na
le

 a
nd

 c
on

ce
pt

s 
of

 
he

al
th

-p
ro

m
ot

in
g 

pa
lli

at
iv

e 
ca

re
, l

is
t s

om
e 

of
 th

e 
ke

y 
po

lic
y 

an
d 

ac
ad

em
ic

 w
ri

tin
g 

on
 th

e 
su

bj
ec

t a
nd

 p
ro

vi
de

 
on

e 
ex

am
pl

e 
of

 it
s 

pr
ac

tic
e

N
A

Th
eo

re
tic

al
St

re
ng

th
en

 a
 c

om
m

un
ity

’s
 c

ap
ac

ity
 to

 s
up

po
rt

 to
 

he
lp

 th
e 

in
di

vi
du

al
A

us
tr

al
ia

Ta
bl

e 
1.

 (
C

on
tin

ue
d)

(C
on

tin
ue

d)

http://journals.sagepub.com/home/pcr


JM Sawyer, P Higgs et al.

journals.sagepub.com/home/pcr 7

Fi
rs

t a
ut

ho
r

A
im

P
ar

ti
ci

pa
nt

/s
am

pl
e

D
es

ig
n/

m
et

ho
d

K
ey

 fi
nd

in
g

C
ou

nt
ry

K
el

le
he

ar
 2

00
946

C
ri

tic
al

 c
om

m
en

ta
ry

 o
n 

po
lic

y 
ap

pr
oa

ch
 to

 d
ea

th
 a

nd
 

dy
in

g 
in

 d
em

en
tia

N
A

Th
eo

re
tic

al
C

ur
re

nt
 p

ol
ic

y 
is

 o
ve

rt
ly

 c
lin

ic
al

 a
nd

 h
as

 
di

sp
ro

po
rt

io
na

te
 a

tt
en

tio
n 

to
 p

hy
si

ca
l a

nd
 

ps
yc

ho
lo

gi
ca

l d
om

ai
ns

Th
e 

U
ni

te
d 

K
in

gd
om

K
el

le
he

ar
 2

01
047

O
ut

lin
e 

of
 k

ey
 a

pp
ro

ac
he

s 
fo

r 
he

al
th

-p
ro

m
ot

in
g 

pa
lli

at
iv

e 
ca

re
N

A
Th

eo
re

tic
al

Te
ch

ni
qu

es
 fo

r 
bu

ild
in

g 
co

m
m

un
ity

 c
ap

ac
ity

 fo
r 

th
e 

ac
tiv

iti
es

 o
f c

ar
eg

iv
in

g
Th

e 
U

ni
te

d 
K

in
gd

om

K
el

le
he

ar
 2

01
313

Ex
am

in
es

 a
 h

ea
lt

h-
pr

om
ot

in
g 

po
lic

y,
 it

s 
co

nc
ep

tu
al

 
or

ig
in

s 
an

d 
im

po
rt

an
ce

 to
 c

ur
re

nt
 p

ra
ct

ic
e

N
A

Th
eo

re
tic

al
H

ea
lt

h 
as

 a
 s

ha
re

d 
re

sp
on

si
bi

lit
y

Th
e 

U
ni

te
d 

K
in

gd
om

K
el

le
he

ar
 2

01
648

To
 p

ro
vi

de
 a

n 
ac

ad
em

ic
 a

nd
 p

ro
fe

ss
io

na
l c

on
te

xt
 to

 th
e 

id
ea

s 
of

 h
ea

lt
h 

pr
om

ot
io

n 
an

d 
pa

lli
at

iv
e 

ca
re

N
A

Th
eo

re
tic

al
U

nd
er

st
an

d 
ho

w
 a

n 
em

ph
as

is
 o

n 
pu

bl
ic

 h
ea

lt
h 

w
ith

 a
ff

ec
t e

ff
or

ts
 to

 p
ro

vi
de

 c
lin

ic
al

 s
up

po
rt

 a
t t

he
 

en
d-

of
-l

ife

Th
e 

U
ni

te
d 

K
in

gd
om

K
el

le
he

ar
 2

02
049

A
n 

ar
gu

m
en

t t
o 

ac
t o

n 
th

e 
so

ci
al

 d
et

er
m

in
an

ts
 o

f h
ea

lt
h 

in
 th

e 
co

nt
ex

t o
f p

al
lia

tiv
e 

ca
re

N
A

Th
eo

re
tic

al
A

 s
oc

ia
l m

od
el

 o
f h

ea
lt

h 
fo

r 
pa

lli
at

iv
e 

ca
re

, p
ro

m
ot

e 
ci

vi
c 

en
ga

ge
m

en
t a

nd
 p

ar
tn

er
sh

ip
, b

ui
ld

 a
nd

 
no

rm
al

iz
e 

cu
lt

ur
al

 li
te

ra
cy

Th
e 

U
ni

te
d 

K
in

gd
om

K
el

le
y 

20
07

50
To

 c
on

ce
pt

ua
liz

e 
a 

ru
ra

l c
om

m
un

iti
es

 p
ro

ce
ss

 o
f 

de
ve

lo
pi

ng
 p

al
lia

tiv
e 

ca
re

H
ea

lt
h 

ca
re

 
pr

ov
id

er
s

Q
ua

lit
at

iv
e

Th
eo

re
tic

al
 m

od
el

 w
he

re
by

 p
al

lia
tiv

e 
ca

re
 is

 
de

ve
lo

pe
d 

in
 s

eq
ue

nt
ia

l p
ha

se
s

C
an

ad
a

K
el

le
y 

20
18

51
In

te
gr

at
e 

pa
lli

at
iv

e 
ca

re
 s

er
vi

ce
s 

in
to

 a
n 

In
di

ge
no

us
 

co
m

m
un

ity
P

ri
m

ar
y 

ca
re

rs
Q

ua
lit

at
iv

e
Ev

id
en

ce
 fo

r 
th

e 
im

pl
em

en
ta

tio
n 

of
 a

 p
ub

lic
 h

ea
lt

h 
ap

pr
oa

ch
 to

 p
al

lia
tiv

e 
ca

re
 in

 a
n 

In
di

ge
no

us
 c

on
te

xt
C

an
ad

a

K
um

ar
 2

00
752

D
is

cu
ss

 th
e 

ev
ol

ut
io

n 
an

d 
fu

nc
tio

ni
ng

 o
f t

he
 

ne
ig

hb
ou

rh
oo

d 
ne

tw
or

k 
in

 p
al

lia
tiv

e 
ca

re
 in

 K
er

al
a,

 
In

di
a

N
A

C
as

e 
st

ud
y

K
ey

 s
uc

ce
ss

es
 a

nd
 le

ar
ni

ng
 p

oi
nt

s 
fr

om
 a

 p
ra

ct
ic

al
 

ex
am

pl
e

In
di

a

K
um

ar
 2

01
353

D
is

cu
s 

th
e 

st
at

e 
of

 p
al

lia
tiv

e 
ca

re
 in

 In
di

a
N

A
M

ix
ed

 m
et

ho
ds

P
ot

en
tia

l f
or

 a
 p

ub
lic

 h
ea

lt
h 

ap
pr

oa
ch

 to
 im

pr
ov

e 
ac

ce
ss

 to
 p

al
lia

tiv
e 

ca
re

In
di

a

Le
on

ar
d 

20
15

54
To

 a
na

ly
se

 th
e 

ca
ri

ng
 n

et
w

or
ks

 o
f p

eo
pl

e 
w

ith
 a

 
te

rm
in

al
 il

ln
es

s 
w

ho
 a

re
 b

ei
ng

 c
ar

ed
 fo

r 
at

 h
om

e 
an

d 
id

en
tif

ie
s 

ch
an

ge
s 

in
 th

es
e 

ca
ri

ng
 n

et
w

or
ks

 th
at

 
oc

cu
rr

ed
 o

ve
r 

th
e 

pe
ri

od
 o

f c
ar

in
g

In
fo

rm
al

 c
ar

eg
iv

er
s

M
ix

ed
 m

et
ho

ds
N

et
w

or
ks

 in
cr

ea
se

 in
 s

iz
e 

th
ro

ug
h 

ca
re

gi
vi

ng
, t

he
re

 
is

 im
po

rt
an

ce
 in

 th
e 

re
la

tio
ns

hi
p 

be
tw

ee
n 

co
re

 a
nd

 
pe

ri
ph

er
al

 n
et

w
or

k 
m

em
be

rs

A
us

tr
al

ia

Le
w

is
 2

01
355

To
 s

um
m

ar
iz

e 
th

e 
lit

er
at

ur
e 

on
 s

oc
ia

l c
ap

ita
l, 

w
el

l-
be

in
g 

an
d 

qu
al

ity
 o

f l
ife

 fo
r 

ke
y 

ou
tc

om
es

 to
 in

fo
rm

 a
 

m
od

el
 o

f s
oc

ia
l c

ap
ita

l i
n 

pa
lli

at
iv

e 
ca

re

N
A

Li
te

ra
tu

re
 r

ev
ie

w
So

ci
al

 c
ap

ita
l c

an
 p

ro
vi

de
 s

tr
uc

tu
re

 fo
r 

un
de

rs
ta

nd
in

g 
ho

w
 c

ar
e 

is
 p

ro
vi

de
d 

at
 th

e 
en

d-
of

-
lif

e

A
us

tr
al

ia

Li
br

ad
a 

Fl
or

es
 

20
18

56
D

es
cr

ib
e 

a 
m

et
ho

d 
fo

r 
de

ve
lo

pi
ng

 c
om

pa
ss

io
na

te
 

co
m

m
un

iti
es

N
A

Th
eo

re
tic

al
A

 fr
am

ew
or

k 
fo

r 
th

e 
de

ve
lo

pm
en

t o
f c

om
pa

ss
io

na
te

 
co

m
m

un
iti

es
Sp

ai
n

M
cL

ou
gh

lin
 

20
16

57
,5

8
R

ef
le

ct
io

n 
on

 th
e 

ad
ap

tio
n 

of
 th

e 
w

or
ld

 c
af

é 
m

ov
em

en
t 

in
 th

e 
co

nt
ex

t o
f e

nd
-o

f-
lif

e
N

A
Th

eo
re

tic
al

P
re

pa
ra

tio
n,

 p
re

se
nt

at
io

n 
an

d 
pi

lo
t e

va
lu

at
io

n 
of

 
co

m
pa

ss
io

na
te

 c
om

m
un

iti
es

 c
af

é 
co

nv
er

sa
tio

n
Ir

el
an

d

M
ill

s 
20

15
59

To
 id

en
tif

y 
an

d 
ex

am
in

e 
co

m
m

un
ity

-b
as

ed
 a

ct
iv

iti
es

 
ar

ou
nd

 d
ea

th
, d

yi
ng

 a
nd

 E
O

LC
 w

hi
ch

 m
ig

ht
 r

ef
le

ct
 a

 
he

al
th

-p
ro

m
ot

in
g 

pa
lli

at
iv

e 
ca

re
 p

hi
lo

so
ph

y

Lo
ca

l c
om

m
un

ity
 

gr
ou

ps
Q

ua
lit

at
iv

e
P

ot
en

tia
l t

o 
en

ha
nc

e 
he

al
th

 s
er

vi
ce

 p
ro

vi
si

on
 w

hi
le

 
re

st
or

in
g 

co
m

m
un

ity
 a

ge
nc

y
A

us
tr

al
ia

Ta
bl

e 
1.

 (
C

on
tin

ue
d)

(C
on

tin
ue

d)

http://journals.sagepub.com/home/pcr


Palliative Care & Social Practice 15

8 journals.sagepub.com/home/pcr

Fi
rs

t a
ut

ho
r

A
im

P
ar

ti
ci

pa
nt

/s
am

pl
e

D
es

ig
n/

m
et

ho
d

K
ey

 fi
nd

in
g

C
ou

nt
ry

M
ill

s 
20

16
61

To
 d

is
cu

ss
 fu

tu
re

 d
ir

ec
tio

ns
 fo

r 
co

m
m

un
ity

 e
ng

ag
em

en
t 

as
 a

 p
ub

lic
 h

ea
lt

h 
ap

pr
oa

ch
 to

 p
al

lia
tiv

e 
ca

re
N

A
Th

eo
re

tic
al

Th
e 

us
e 

of
 th

e 
ar

ts
, s

oc
ia

l m
ed

ia
 a

nd
 a

pp
re

ci
at

iv
e 

en
qu

ir
y 

in
 c

on
tr

ib
ut

in
g 

to
 a

ss
et

-b
as

ed
 p

ub
lic

 h
ea

lt
h 

ap
pr

oa
ch

A
us

tr
al

ia

M
ill

s 
20

19
62

To
 d

is
cu

ss
 th

e 
co

nt
ri

bu
tio

n 
of

 p
al

lia
tiv

e 
nu

rs
in

g 
to

 
he

al
th

-p
ro

m
ot

in
g 

pa
lli

at
iv

e 
ca

re
N

A
Th

eo
re

tic
al

Va
lu

in
g 

co
m

pa
ss

io
n 

ex
pr

es
se

d 
w

ith
in

 s
oc

ia
l 

ne
tw

or
ks

 o
f c

ru
ci

al
 im

po
rt

an
ce

A
us

tr
al

ia

M
ur

ra
y 

20
12

63
H

ig
hl

ig
ht

 th
e 

ne
ed

 to
 p

ro
vi

de
 p

al
lia

tiv
e 

ca
re

 in
 th

e 
Ea

st
 

M
ed

ite
rr

an
ea

n
N

A
R

ev
ie

w
B

ui
ld

in
g 

ca
pa

ci
ty

 to
 b

en
ef

it 
ac

ce
ss

 c
an

 b
e 

do
ne

 
th

ro
ug

h 
a 

pu
bl

ic
 h

ea
lt

h 
ap

pr
oa

ch
Ea

st
 M

ed
ite

rr
an

ea
n

M
ur

ra
y 

20
10

64
H

ig
hl

ig
ht

 th
e 

ch
al

le
ng

es
 to

 p
al

lia
tiv

e 
ca

re
N

A
Th

eo
re

tic
al

A
dd

re
ss

es
 fi

ve
 k

ey
 c

ha
lle

ng
es

 to
 p

ro
vi

di
ng

 p
al

lia
tiv

e 
ca

re
 o

n 
a 

gl
ob

al
 s

ca
le

Th
e 

U
ni

te
d 

K
in

gd
om

 
(S

co
tl

an
d)

M
ur

ra
y 

20
08

65
To

 d
is

cu
ss

 th
e 

im
po

rt
an

ce
 o

f p
ri

m
ar

y 
ca

re
 in

 p
ro

vi
di

ng
 

co
m

m
un

ity
-b

as
ed

 p
al

lia
tiv

e 
ca

re
N

A
Th

eo
re

tic
al

R
el

at
io

ns
hi

p 
be

tw
ee

n 
pr

im
ar

y 
ca

re
 a

nd
 s

pe
ci

al
is

t 
pa

lli
at

iv
e 

ca
re

 a
nd

 a
ls

o 
th

e 
w

id
er

 c
om

m
un

ity
 is

 
im

po
rt

an
t, 

ca
nn

ot
 n

eg
le

ct
 th

e 
ro

le
 o

f p
ri

m
ar

y 
ca

re
 

ph
ys

ic
ia

ns

Th
e 

U
ni

te
d 

K
in

gd
om

 
(S

co
tl

an
d)

M
ur

ra
y 

20
16

66
To

 d
es

cr
ib

e 
a 

re
ne

w
ed

 v
is

io
n 

an
d 

sh
ar

ed
 p

ur
po

se
 w

ith
 

re
sp

ec
t t

o 
EO

LC
N

A
Th

eo
re

tic
al

C
lin

ic
ia

ns
 h

av
e 

th
e 

po
te

nt
ia

l t
o 

su
pp

or
t 

co
m

m
un

iti
es

 to
 p

la
y 

a 
ro

le
 in

 E
O

LC
Th

e 
U

ni
te

d 
K

in
gd

om
 

(S
co

tl
an

d)

M
ur

ra
y 

20
15

67
D

oc
um

en
t b

ar
ri

er
s 

an
d 

fa
ci

lit
at

or
s 

fo
r 

pa
lli

at
iv

e 
ca

re
 in

 
th

e 
co

m
m

un
ity

 a
nd

 to
 p

ro
vi

de
 a

 r
es

ou
rc

e 
to

ol
ki

t f
or

 u
se

 
by

 p
ro

fe
ss

io
na

ls
 to

 d
ev

el
op

 s
er

vi
ce

s

P
ro

fe
ss

io
na

ls
Sy

st
em

at
ic

 r
ev

ie
w

 
an

d 
su

rv
ey

To
ol

ki
t c

an
 h

el
p 

co
m

m
un

ity
-b

as
ed

 p
al

lia
tiv

e 
ca

re
 

se
rv

ic
es

 d
ev

el
op

Th
e 

U
ni

te
d 

K
in

gd
om

 
(S

co
tl

an
d)

N
oo

na
n 

20
16

68
To

 e
xp

lo
re

 th
e 

co
nc

ep
t o

f d
ea

th
 li

te
ra

cy
R

el
at

iv
es

 a
nd

 h
ea

lt
h 

ca
re

 p
ro

vi
de

rs
M

ix
ed

 m
et

ho
ds

D
es

cr
ib

es
 a

 c
on

ce
pt

ua
l f

ra
m

ew
or

k 
fo

r 
un

de
rs

ta
nd

in
g 

th
e 

ou
tc

om
es

 fo
r 

a 
pu

bl
ic

 h
ea

lt
h 

ap
pr

oa
ch

 to
 p

al
lia

tiv
e 

ca
re

A
us

tr
al

ia

A
be

l 2
01

8 
cu

rr
ic

ul
um

29
To

 c
ri

tic
al

ly
 e

va
lu

at
e 

th
e 

U
K

 p
al

lia
tiv

e 
m

ed
ic

in
e 

sy
lla

bu
s 

in
 r

el
at

io
n 

to
 c

on
te

m
po

ra
ry

 p
al

lia
tiv

e 
ca

re
 p

ol
ic

y
N

A
Th

eo
re

tic
al

C
ur

re
nt

 s
yl

la
bu

s 
no

t a
cc

om
m

od
at

in
g 

of
 c

ur
re

nt
 

po
lic

y
Th

e 
U

ni
te

d 
K

in
gd

om

P
at

te
rs

on
 2

01
469

Sc
ot

tis
h 

pe
rs

pe
ct

iv
e 

on
 h

ea
lt

h-
pr

om
ot

in
g 

pa
lli

at
iv

e 
ca

re
N

A
Th

eo
re

tic
al

Th
e 

am
ou

nt
 a

nd
 th

e 
di

ve
rs

e 
na

tu
re

 o
f h

ea
lt

h-
pr

om
ot

in
g 

pa
lli

at
iv

e 
ca

re
 a

ct
iv

ity
 c

ur
re

nt
ly

 ta
ki

ng
 

pl
ac

e 
in

 S
co

tl
an

d 
in

di
ca

te
 th

at
 m

an
y 

or
ga

ni
za

tio
ns

 
pe

rc
ei

ve
 th

e 
im

po
rt

an
ce

 o
f t

hi
s 

is
su

e 
an

d 
ar

e 
ta

ki
ng

 
ac

tio
n 

to
 a

dd
re

ss
 it

Th
e 

U
ni

te
d 

K
in

gd
om

 
(S

co
tl

an
d)

P
au

l 2
01

670
Ex

pl
or

e 
th

e 
ro

le
 o

f h
os

pi
ce

s 
in

 w
or

ki
ng

 w
ith

 s
ch

oo
ls

 
to

 p
ro

m
ot

e 
ed

uc
at

io
n 

an
d 

su
pp

or
t e

nd
-o

f-
lif

e 
an

d 
be

re
av

em
en

t

H
os

pi
ce

 s
ta

ff
, 

ch
ild

re
n 

an
d 

pa
re

nt
s 

an
d 

sc
ho

ol
s

M
ix

ed
 m

et
ho

ds
In

no
va

tio
ns

 id
en

tif
ie

d 
to

 h
el

p 
ho

sp
ic

es
 e

ng
ag

e 
w

ith
 

co
m

m
un

iti
es

Th
e 

U
ni

te
d 

K
in

gd
om

(S
co

tl
an

d)

P
er

ei
ra

 2
01

871
Im

pl
em

en
t a

n 
ed

uc
at

io
n 

pr
og

ra
m

m
e 

an
d 

in
ve

st
ig

at
e 

its
 im

pa
ct

Te
en

ag
er

s
M

ix
ed

 m
et

ho
ds

P
ro

gr
am

m
es

 c
on

tr
ib

ut
ed

 to
 c

re
at

in
g 

an
 a

w
ar

en
es

s 
of

 p
al

lia
tiv

e 
ca

re
P

or
tu

ga
l

P
es

ut
 2

01
472

A
n 

ex
pl

or
at

io
n 

of
 r

ur
al

 p
al

lia
tiv

e 
ca

re
 w

ith
 a

 fo
cu

s 
on

 
re

sp
on

si
bi

lit
ie

s 
th

at
 s

up
po

rt
 g

oo
d 

ca
re

C
om

m
un

ity
 

m
em

be
rs

Q
ua

lit
at

iv
e

Th
e 

co
m

pl
ex

ity
 o

f r
es

po
ns

ib
ili

ty
 a

nd
 h

ow
 th

is
 is

 
ne

go
tia

te
d

C
an

ad
a

P
ri

nc
e-

P
au

l 
20

08
73

To
 a

dv
an

ce
 u

nd
er

st
an

di
ng

 o
f t

he
 s

oc
ia

l w
el

l-
be

in
g 

do
m

ai
n,

 a
 d

im
en

si
on

 o
f q

ua
lit

y 
of

 li
fe

, f
ro

m
 th

e 
pe

rs
pe

ct
iv

e 
of

 d
yi

ng
 in

di
vi

du
al

s

P
eo

pl
e 

w
ith

 c
an

ce
r

Q
ua

lit
at

iv
e

Th
e 

im
po

rt
an

ce
 o

f c
lo

se
 r

el
at

io
ns

hi
ps

 a
t t

he
 e

nd
-

of
-l

ife
Th

e 
U

ni
te

d 
St

at
es

Ta
bl

e 
1.

 (
C

on
tin

ue
d)

(C
on

tin
ue

d)

http://journals.sagepub.com/home/pcr


JM Sawyer, P Higgs et al.

journals.sagepub.com/home/pcr 9

Fi
rs

t a
ut

ho
r

A
im

P
ar

ti
ci

pa
nt

/s
am

pl
e

D
es

ig
n/

m
et

ho
d

K
ey

 fi
nd

in
g

C
ou

nt
ry

R
os

en
be

rg
 2

01
074

C
ri

tic
al

 r
ev

ie
w

 o
f t

he
 li

te
ra

tu
re

 r
el

ev
an

t t
o 

th
e 

co
nc

ep
tu

al
 fo

un
da

tio
ns

 o
f h

ea
lt

h-
pr

om
ot

in
g 

pa
lli

at
iv

e 
ca

re

N
A

R
ev

ie
w

H
ea

lt
h 

pr
om

ot
io

n 
is

 a
m

en
ab

le
 to

 th
e 

co
re

 c
on

ce
rn

s 
of

 p
al

lia
tiv

e 
ca

re
, r

es
ea

rc
h 

ne
ed

ed
 o

n 
im

pa
ct

A
us

tr
al

ia

R
os

en
be

rg
 2

01
175

C
ri

tic
al

 d
is

cu
ss

io
n 

on
 th

e 
ro

le
 o

f r
es

po
ns

ib
ili

ty
 a

nd
 

pr
iv

ac
y 

at
 th

e 
en

d-
of

-l
ife

N
A

Th
eo

re
tic

al
D

em
on

st
ra

te
s 

th
e 

co
m

pl
ex

 a
nd

 d
yn

am
ic

 n
at

ur
e 

of
 th

e 
tr

an
sa

ct
io

n 
be

tw
ee

n 
th

e 
dy

in
g 

pe
rs

on
, t

he
ir

 
fa

m
ily

 a
nd

 th
e 

pa
lli

at
iv

e 
ca

re
 s

er
vi

ce
 p

ro
vi

de
rs

A
us

tr
al

ia

R
os

en
be

rg
 2

01
676

Ev
al

ua
te

 p
ro

gr
es

si
on

 in
 p

al
lia

tiv
e 

ca
re

N
A

Th
eo

re
tic

al
Ev

id
en

ce
 is

 r
eq

ui
re

d 
fo

r 
fu

nd
in

g 
bo

di
es

 a
nd

 
po

lic
ym

ak
er

s,
 w

ith
ou

t i
t, 

pu
tt

in
g 

th
e 

‘p
ub

lic
’ i

nt
o 

pu
bl

ic
 h

ea
lt

h 
m

ay
 r

em
ai

n 
an

 a
rr

ay
 o

f s
ho

rt
-t

er
m

, 
pr

oj
ec

t-
ba

se
d 

ac
tiv

iti
es

 a
t t

he
 e

dg
es

 o
f c

lin
ic

al
 c

ar
e

A
us

tr
al

ia

R
os

en
be

rg
 2

01
877

Th
is

 s
tu

dy
 e

xa
m

in
es

 th
e 

w
ay

s 
he

al
th

 s
ys

te
m

s,
 s

er
vi

ce
s 

an
d 

in
di

vi
du

al
 h

ea
lt

h 
ca

re
 p

ro
fe

ss
io

na
ls

 in
fl

ue
nc

e 
ca

re
 

at
 h

om
e 

at
 th

e 
en

d-
of

-l
ife

In
fo

rm
al

 c
ar

er
s

Q
ua

lit
at

iv
e

To
 u

ps
ca

le
 a

nd
 m

ai
nt

ai
n 

th
e 

su
cc

es
sf

ul
 e

ff
or

ts
 o

f 
pe

op
le

 to
 c

ar
e 

fo
r 

so
m

eo
ne

 a
t h

om
e 

at
 th

e 
en

d-
of

-
lif

e,
 fo

rm
al

 s
er

vi
ce

 p
ro

vi
de

rs
 m

us
t i

nt
eg

ra
te

 in
to

 
ca

ri
ng

 n
et

w
or

ks
, p

os
iti

on
in

g 
th

em
se

lv
es

 a
s 

in
te

gr
al

 
m

em
be

rs
 o

f c
ar

in
g 

ne
tw

or
k

A
us

tr
al

ia

R
os

s 
20

18
78

U
nd

er
st

an
d 

ho
w

 n
ur

si
ng

 c
om

m
un

ity
 m

ay
 e

ng
ag

e 
w

ith
 

co
m

pa
ss

io
na

te
 c

om
m

un
iti

es
N

A
Th

eo
re

tic
al

C
om

pa
ss

io
na

te
 c

om
m

un
iti

es
 m

us
t w

or
k 

al
on

gs
id

e 
se

rv
ic

es
 a

nd
 n

ot
 r

ep
la

ce
 th

em
Th

e 
U

ni
te

d 
K

in
gd

om

R
um

bo
ld

 2
01

479
U

nd
er

st
an

d 
ho

w
 b

er
ea

ve
m

en
t c

ar
e 

fit
s 

in
to

 th
e 

m
od

el
 

of
 h

ea
lt

h-
pr

om
ot

in
g 

pa
lli

at
iv

e 
ca

re
N

A
Th

eo
re

tic
al

C
ar

e 
ar

ou
nd

 g
ri

ef
 s

ho
ul

d 
be

 o
f e

qu
al

 im
po

rt
an

ce
 to

 
th

e 
ca

re
 o

f t
he

 d
yi

ng
 p

er
so

n
A

us
tr

al
ia

Sa
ll

no
w

 2
01

480
To

 p
re

se
nt

 a
 d

ef
in

iti
on

 a
nd

 a
 c

on
ce

pt
ua

l m
od

el
 o

f 
co

m
m

un
ity

 e
ng

ag
em

en
t f

or
 E

O
LC

 s
er

vi
ce

s 
an

d 
th

e 
co

m
m

un
iti

es
 th

ey
 s

er
ve

N
A

Th
eo

re
tic

al
C

om
m

un
ity

 e
ng

ag
em

en
t i

s 
a 

sp
ec

tr
um

 o
f a

ct
iv

ity
Th

e 
U

ni
te

d 
K

in
gd

om

Sa
ll

no
w

 2
01

611
To

 r
ev

ie
w

 th
e 

ev
id

en
ce

 r
el

at
in

g 
to

 th
e 

im
pa

ct
 o

f a
 n

ew
 

pu
bl

ic
 h

ea
lt

h 
ap

pr
oa

ch
 to

 E
O

LC
N

A
R

ev
ie

w
Ev

id
en

ce
 e

xi
st

s 
an

d 
th

e 
ap

pr
oa

ch
 c

an
 in

fl
ue

nc
e 

co
m

pl
ex

 is
su

es
, s

uc
h 

as
 c

om
m

un
ity

 c
ap

ac
ity

, w
el

l-
be

in
g 

an
d 

so
ci

al
 is

ol
at

io
n

Th
e 

U
ni

te
d 

K
in

gd
om

Sa
ll

no
w

 2
01

611
To

 c
on

si
de

r 
th

e 
re

se
ar

ch
 c

ha
lle

ng
es

 r
el

at
ed

 to
 

ex
am

in
in

g 
ne

w
 p

ub
lic

 h
ea

lt
h 

ap
pr

oa
ch

es
 to

 E
O

LC
 a

nd
 

ho
w

 le
ar

ni
ng

 fr
om

 m
or

e 
tr

ad
iti

on
al

 o
r 

cl
as

si
c 

pu
bl

ic
 

he
al

th
 r

es
ea

rc
h 

ca
n 

in
fl

ue
nc

e 
a 

fu
tu

re
 r

es
ea

rc
h 

ag
en

da

N
A

Th
eo

re
tic

al
B

y 
br

in
gi

ng
 to

ge
th

er
 s

tr
on

g 
tr

ad
iti

on
al

 m
et

ho
ds

, 
su

ch
 a

s 
an

al
ys

is
 o

f l
on

gi
tu

di
na

l p
op

ul
at

io
n-

le
ve

l 
da

ta
 w

ith
 p

ar
tic

ip
at

or
y 

ap
pr

oa
ch

es
 th

at
 d

ra
w

 
on

 c
om

m
un

iti
es

’ e
xp

er
ie

nc
e 

an
d 

as
pi

ra
tio

ns
 fo

r 
ca

re
, t

he
 a

ut
ho

rs
 s

ug
ge

st
 th

at
 n

ew
 a

nd
 im

pr
ov

ed
 

op
po

rt
un

iti
es

 e
xi

st
 to

 e
va

lu
at

e 
th

e 
im

pa
ct

 o
f 

pa
rt

ic
ip

at
or

y 
ap

pr
oa

ch
es

Th
e 

U
ni

te
d 

K
in

gd
om

/
B

el
gi

um

Sa
ll

no
w

 2
01

781
To

 u
nd

er
st

an
d 

th
e 

im
pa

ct
 a

 n
ew

 p
ub

lic
 h

ea
lt

h 
ap

pr
oa

ch
 

to
 E

O
LC

 p
ro

je
ct

 c
an

 h
av

e 
w

he
n 

in
iti

at
ed

 th
ro

ug
h 

a 
ho

sp
ic

e

C
ar

eg
iv

er
s,

 p
al

lia
tiv

e 
ca

re
 p

ro
fe

ss
io

na
ls

, 
pa

tie
nt

s

M
ix

ed
 m

et
ho

ds
C

ol
le

ct
iv

e 
so

ci
al

 c
ap

ita
l c

an
 b

e 
us

ed
 to

 u
nd

er
st

an
d 

th
e 

ro
le

 o
f r

ec
ip

ro
ci

ty
 a

nd
 in

te
rd

ep
en

de
nc

y 
be

tw
ee

n 
th

e 
la

y 
an

d 
pr

of
es

si
on

al
 w

or
ld

s

Th
e 

U
ni

te
d 

K
in

gd
om

Sa
w

ye
r 

20
18

82
To

 d
es

cr
ib

e 
th

e 
in

fo
rm

al
 r

es
ou

rc
es

 a
nd

 n
et

w
or

ks
 

av
ai

la
bl

e 
to

 p
er

so
ns

 a
ff

ec
te

d 
by

 m
ul

tid
ru

g-
re

si
st

an
t 

tu
be

rc
ul

os
is

, h
ow

 th
ey

 a
re

 a
cc

es
se

d 
an

d 
ho

w
 th

ey
 a

re
 

in
te

gr
at

ed
 in

to
 e

ve
ry

da
y 

liv
es

P
at

ie
nt

s 
an

d 
re

la
tiv

es
Q

ua
lit

at
iv

e
C

om
m

un
ity

-b
as

ed
 a

pp
ro

ac
he

s 
m

ay
 e

xt
en

d 
hu

m
an

 
re

so
ur

ce
 a

nd
 s

up
po

rt
iv

e 
ne

tw
or

ks
In

di
a

Sa
w

ye
r 

20
19

83
To

 u
nd

er
st

an
d 

ho
w

 s
oc

ia
l c

ap
ita

l i
s 

us
ed

 in
 E

O
LC

 in
 

de
m

en
tia

N
A

R
ev

ie
w

C
om

pl
ex

 s
ys

te
m

s,
 s

uc
h 

as
 c

om
m

un
iti

es
 a

nd
 s

oc
ia

l 
ca

pi
ta

l, 
do

 n
ot

 o
ff

er
 u

ni
fo

rm
ly

 p
os

iti
ve

 o
ut

co
m

es
Th

e 
U

ni
te

d 
K

in
gd

om

Ta
bl

e 
1.

 (
C

on
tin

ue
d)

(C
on

tin
ue

d)

http://journals.sagepub.com/home/pcr


Palliative Care & Social Practice 15

10 journals.sagepub.com/home/pcr

Fi
rs

t a
ut

ho
r

A
im

P
ar

ti
ci

pa
nt

/s
am

pl
e

D
es

ig
n/

m
et

ho
d

K
ey

 fi
nd

in
g

C
ou

nt
ry

Si
nc

la
ir

 2
01

484
To

 e
xp

lo
re

 p
er

ce
pt

io
ns

 o
f N

oo
ng

ar
 c

om
m

un
ity

 
m

em
be

rs
 to

w
ar

ds
 A

C
P

, w
hi

le
 d

ev
el

op
in

g 
cu

lt
ur

al
ly

 
ap

pr
op

ri
at

e 
in

fo
rm

at
io

n 
re

so
ur

ce
s 

fo
r 

us
e 

in
 

co
m

m
un

ity
 a

nd
 h

os
pi

ta
l s

et
tin

gs

C
om

m
un

ity
 

m
em

be
rs

Q
ua

lit
at

iv
e

C
ul

tu
ra

lly
 a

pp
ro

pr
ia

te
 m

et
ho

ds
 o

f e
ng

ag
in

g 
A

bo
ri

gi
na

l p
eo

pl
e 

in
 A

C
P

 d
is

cu
ss

io
ns

 s
ho

ul
d 

in
cl

ud
e 

A
bo

ri
gi

na
l h

ea
lt

h 
w

or
ke

rs
 a

nd
 ta

ke
 a

 w
ho

le
 

of
 c

om
m

un
ity

 a
pp

ro
ac

h 
to

 a
w

ar
en

es
s 

ra
is

in
g

A
us

tr
al

ia

Si
ri

an
ni

 2
01

985
To

 e
xp

lo
re

 w
hy

 h
ea

lt
h-

pr
om

ot
in

g 
ap

pr
oa

ch
 h

as
 n

ot
 

be
en

 a
do

pt
ed

 in
 th

e 
C

an
ad

ia
n 

co
nt

ex
t

N
A

Th
eo

re
tic

al
C

om
pa

ss
io

na
te

 c
om

m
un

iti
es

 a
s 

a 
po

te
nt

ia
l s

ol
ut

io
n 

to
 p

al
lia

tiv
e 

ca
re

 p
ol

ic
y 

is
su

es
C

an
ad

a

St
aj

du
ha

r 
20

10
86

A
 c

ri
tic

al
 a

na
ly

si
s 

of
 h

ea
lt

h 
pr

om
ot

io
n 

an
d 

‘e
m

po
w

er
m

en
t’ 

in
 th

e 
co

nt
ex

t o
f p

al
lia

tiv
e 

fa
m

ily
 

ca
re

gi
vi

ng

Fa
m

ily
 c

ar
eg

iv
er

s
Th

eo
re

tic
al

In
 p

ar
tic

ul
ar

, t
he

re
 is

 a
 r

is
k 

th
at

 e
m

po
w

er
m

en
t m

ay
 

be
 o

pe
ra

tio
na

liz
ed

 a
s 

tr
an

sf
er

ri
ng

 te
ch

ni
ca

l a
nd

 
m

ed
ic

al
 c

ar
e 

ta
sk

s 
to

 fa
m

ily
 c

ar
eg

iv
er

s 
at

 h
om

e

Sw
ed

en

St
je

rn
sw

ar
d 

20
07

14
To

 e
xp

lo
re

 p
ub

lic
 h

ea
lt

h 
st

ra
te

gy
 in

 p
al

lia
tiv

e 
ca

re
N

A
Th

eo
re

tic
al

Fr
am

ew
or

k 
fo

r 
in

te
gr

at
in

g 
pa

lli
at

iv
e 

ca
re

 in
to

 a
 

co
un

tr
y

Th
e 

U
ni

te
d 

St
at

es

St
je

rn
sw

ar
d 

20
07

14
D

es
cr

ib
e 

pr
in

ci
pl

es
 o

f p
ub

lic
 h

ea
lt

h 
na

tio
na

l p
al

lia
tiv

e 
ca

re
 p

ro
gr

am
m

es
N

A
Th

eo
re

tic
al

Fo
ur

 fo
un

da
tio

n 
m

ea
su

re
s 

to
 h

el
p 

es
ta

bl
is

h 
pa

lli
at

iv
e 

ca
re

Th
e 

U
ni

te
d 

St
at

es

Li
nd

qv
is

t 2
01

687
 

To
 s

ha
re

 id
ea

s,
 e

xp
er

ie
nc

es
 a

nd
 r

ef
le

ct
io

ns
 fr

om
 th

e 
ea

rl
y 

st
ag

es
 o

f a
 r

es
ea

rc
h 

pr
og

ra
m

m
e 

lo
ok

in
g 

to
 

de
ve

lo
p 

he
al

th
-p

ro
m

ot
in

g 
pa

lli
at

iv
e 

ca
re

C
om

m
un

ity
 

m
em

be
rs

A
ct

io
n 

re
se

ar
ch

In
cl

ud
in

g 
pu

bl
ic

s 
in

 p
ub

lic
 h

ea
lt

h 
re

se
ar

ch
, m

ea
ns

 
al

so
 in

cl
ud

in
g 

ou
rs

el
ve

s 
an

d 
m

ak
in

g 
pu

bl
ic

 m
an

y 
of

 
th

e 
re

fl
ec

tio
ns

, t
he

 m
is

ta
ke

s 
an

d 
th

e 
ex

pe
ri

en
ce

s 
w

e 
al

l h
av

e,
 to

 fo
st

er
 c

ol
le

ct
iv

e 
le

ar
ni

ng

Sw
ed

en

To
m

pk
in

s 
20

18
88

To
 p

re
se

nt
 th

e 
hi

st
or

ic
al

 d
ev

el
op

m
en

t o
f t

he
 p

ub
lic

 
he

al
th

 a
pp

ro
ac

h 
to

 E
O

LC
 in

 C
an

ad
a,

 in
cl

ud
in

g 
its

 
su

cc
es

se
s 

an
d 

ha
rd

sh
ip

s

N
A

Th
eo

re
tic

al
Th

e 
ev

ol
ut

io
n 

of
 th

e 
m

ov
em

en
t h

as
 n

ot
 b

ee
n 

di
ff

ic
ul

t. 
So

m
e 

co
nf

us
io

n 
w

ith
in

 c
or

e 
co

nc
ep

ts
 h

as
 

le
d 

to
 s

om
e 

do
w

nf
al

ls
. M

or
e 

w
or

k 
ne

ed
ed

 a
nd

 
su

pp
or

t f
or

 k
ey

 s
ta

ke
ho

ld
er

s 
is

 k
ey

C
an

ad
a

Va
nd

er
P

lo
eg

 
20

01
89

U
nd

er
st

an
d 

he
al

th
 p

ro
m

ot
io

n 
in

 th
e 

co
nt

ex
t o

f 
oc

cu
pa

tio
na

l t
he

ra
py

N
A

Th
eo

re
tic

al
H

ea
lt

h 
pr

om
ot

io
n 

an
d 

pa
lli

at
iv

e 
ca

re
 h

av
e 

a 
lo

t i
n 

co
m

m
on

 w
ith

 r
es

pe
ct

 to
 a

n 
oc

cu
pa

tio
na

l 
pe

rs
pe

ct
iv

e

A
us

tr
al

ia

W
ill

ia
m

s 
20

11
90

To
 e

xa
m

in
e 

ho
w

 C
an

ad
a’

s 
C

om
pa

ss
io

na
te

 C
ar

e 
B

en
ef

it 
op

er
at

es
 a

s 
a 

pu
bl

ic
 h

ea
lt

h 
re

sp
on

se
 in

 s
us

ta
in

in
g 

in
fo

rm
al

 c
ar

eg
iv

er
s 

pr
ov

id
in

g 
P

al
lia

tiv
e/

En
d-

of
-l

ife
 c

ar
e

C
ar

eg
iv

er
s

Q
ua

lit
at

iv
e

Fi
na

nc
ia

l b
en

ef
it 

ha
s 

po
te

nt
ia

l t
o 

re
lie

ve
 s

om
e 

of
 

th
e 

bu
rd

en
 c

ar
eg

iv
er

s 
ex

pe
ri

en
ce

 w
he

n 
tr

yi
ng

 to
 

ba
la

nc
e 

em
pl

oy
m

en
t a

nd
 o

th
er

 r
ol

es
 w

hi
le

 c
ar

in
g 

fo
r 

a 
pa

tie
nt

 a
t t

he
 e

nd
-o

f-
lif

e.
 A

s 
su

ch
, i

t m
ar

ks
 a

 
st

ep
 in

 d
ev

el
op

in
g 

a 
pu

bl
ic

 p
ol

ic
y 

th
at

 a
dd

re
ss

es
 th

e 
pu

bl
ic

 h
ea

lt
h 

is
su

e 
of

 c
ar

eg
iv

er
 b

ur
de

n

C
an

ad
a

AC
P

, a
dv

an
ce

 c
ar

e 
pl

an
ni

ng
; E

O
LC

, e
nd

-o
f-

lif
e 

ca
re

.

Ta
bl

e 
1.

 (
C

on
tin

ue
d)

http://journals.sagepub.com/home/pcr


JM Sawyer, P Higgs et al.

journals.sagepub.com/home/pcr 11

analysis that provides overarching, multidi-
mensional and ‘meaning rich’ themes. Themes 
were further refined during the writing process 
when they were reviewed by J.M.S., P.H., 
J.D.H.P. and E.L.S. until consensus was 
reached.

Data analysis was heavily disrupted by the 
COVID-19 pandemic with the lead researcher 
(J.M.S.) being redeployed back into full-time 
clinical work in the National Health Service 
(NHS). In this role, J.M.S. worked as a commu-
nity-based palliative care physician. The experi-
ences in working as a palliative care physician 
through the pandemic and the influence this had 
on data analysis was discussed within the 
research team following a return to academic 
work. There is no doubt such a role has influ-
enced analysis of data, being open to this and 
embracing it as a resource for knowledge pro-
duction is noted as a key component to the 
methodology. It was decided that actively chal-
lenging personal experiences through the sys-
tematic evaluation of existing empirical and 
theoretical data including actively seeking out 
opposing or ‘rival’ theories to the researchers 
lived experience is recognized as adding integrity 
and strength to the methods and subsequent 
findings.

Results
Of the 75 articles identified, 37 were theoretical 
and 38 were empirical studies. Articles originated 
from the United Kingdom, Ireland, Australia, 
India, New Zealand, Spain, Portugal, Belgium, 
the United States, Canada, Taiwan, Sweden, 
Brazil and the East Mediterranean. Themes are 
divided into four sections: philosophical perspec-
tives, processes, structures and finally experi-
ences. The philosophical underpinnings of the 
movement are evaluated first to understand how 
death is constructed as an idea thus providing a 
lens through which the following sections can be 
interpreted.

Philosophical perspectives
Historically, the way we conceptualize death 
directly corresponds to the resources developed 
to support it. For example, the power of religious 
social imagery concerning death developed a cor-
responding social role for those people experienc-
ing it.44 Similarly, where death is characterized by 
the mere absence of life, the roles of 

those experiencing death are hidden and lack 
legitimacy.92 Understanding death from the per-
spective of its physical processes is recognized as 
reinforcing the notion of death as a final end point 
simultaneously shifting the balance in power from 
the dying person to the doctor.93 The articulation 
of palliative care, public health and health promo-
tion in closer terms has resulted in a new, more 
expansive understanding of death and the experi-
ences it brings. The key components, as distilled 
from the literature, are outlined below.

The whole as greater than the sum of its parts: 
death, grief, caregiving and bereavement as 
one totality
Death is conceptualized as a process that both 
shares and requires an interdependence and social 
connection with processes of grief, caregiving and 
bereavement.44,39,94,51–79 New public health 
approaches reject the notion of palliative care and 
bereavement as separate entities and construct a 
paradigm that embraces the totality of end-of-life 
experiences placing them together as shared social 
experiences.44,39,51,79–95 This is reflected in the 
development of compassionate communities that 
provide a social framework of support for prob-
lems that exist in the social world.13 In doing so, 
the movement subtly acknowledges the notion 
that there are unseen and unquantified mecha-
nisms at play that become lost when the whole is 
unpacked into its constituent components.

A shared breath, a shared life and  
a shared death
A dominant theme from within the literature was 
that of death as a shared social process.44,39,51,79,25–98 
Authors draw upon the idea of the universality of 
death, grief and loss and a shared impermanence 
held between all living things.44,59 Death therefore 
is not characterized simply by the absence of life, 
beyond which there is social vacuum. Rather, it is 
argued that death can be ‘full of life’ through the 
interpersonal experiences that the process of 
dying, caring and bereavement brings.44

Consequently, death is understood as having its 
own life course where the associated transitions 
and transformations unfold over time to generate 
social change. In this way, death as a process has 
its own legacy which can ‘increase compassion, 
empathy and social sensitivity’ while the dead 
play important roles for the living as role models 
and motivators of change.44 Such a notion is 
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encapsulated in the sharing of breath; that the 
breath we take was someone else’s moments ago 
and will become part of someone else soon after 
we let it go. It continues to exist through others 
long after it has passed through us.

Framing death in such a fashion raises important 
questions relating to responsibility, duty and 
motivations in relation to end-of-life care. The 
multiple stakeholders involved in providing end-
of-life care, families, communities, workplaces, 
professional services and the state, do not share a 
unified philosophical approach to death thus cre-
ating a discordant and fragmented response.

Dancing your own dance: negotiated 
responsibility and the moral landscape
Morality has been described as being born out of 
shared understandings of ‘assigning, accepting and 
deflecting responsibility’.99 Where responsibilities 
are not clearly understood or felt, fragmented care, 
power struggles, service gaps and moral distress 
can prevail.72 It follows that for the human interde-
pendencies to be realized as actual connections 
rather than theoretically constructed ideals, there 
is a necessary negotiation of responsibility that fol-
lows. The literature talks of compassion as a ‘moral 
imperative’ upon which the movement is built.44 
There is also mention of how ‘shared responsibil-
ity’ is a ‘hallmark’ of compassionate communi-
ties.25,30,33,61 However, there is less clarity on the 
negotiation of responsibility and how this then cre-
ates a compassionate moral landscape.

In the context of care, such negotiations, and 
their related outcomes, depend significantly on 
the cultural context and a society’s position on 
the spectrum between collectivism and individu-
alism.100 Central to individualism is the autono-
mous individual who exists in a largely 
heterogeneous and competitive society. The 
breadth of variety promotes a tolerance of differ-
ence yet breeds dependence on services. The soli-
darity or interdependence here is rational, for 
example, I choose which service to use and how 
much to pay for it, but recognize I am also inter-
dependent on its function. Collectivism is 
founded on the interdependent self101 and exists 
largely in homogeneous cultures. The norms, 
roles, rules and values of society are well estab-
lished and promote a degree of duty yet are diffi-
cult to break free from.100 In reality any given 
culture incorporates a mixture of both, for exam-
ple, families tend to adhere to collectivist 

principles, while the market is inextricably linked 
to individualist social relationships.100

At a surface level, new public health approaches 
would seem to endorse a reconstructive collectivi-
zation, that is, the redesigning of our individual 
lives in an attempt to collectively confront death 
through our own autonomous individual lives. In 
this way, responsibility is governed by a form of 
duty and maintained through social norms. It fol-
lows that such a model risks ostracizing those who 
disagree or are unable to partake in such activi-
ties. Where such people are free to leave without 
repercussion the collective culture is at risk of a 
gradual erosion.

At a deeper, more abstract level, the idea of a 
shared responsibility is suggestive of an innate 
connection held between all living things that 
breeds a fluency to the roles we play in life and 
death. Here, responsibility is less of a cognitive 
process and more something we feel which com-
pels us to move and act in a way that is unique to 
us as individuals. This notion gave rise to the 
theme of ‘dancing your own dance’ which evolved 
in response to the dilemma of negotiating 
responsibilities.

To understand this notion better, we must com-
bine knowledge relating to collectivist and indi-
vidualist philosophies with more creative ideas on 
how responsibility is given the space and time to 
evolve and be felt within us. Part of this process 
involves understanding where professional ser-
vices sit within the paradigm of death as a ‘shared 
social process’.

Creating, holding and nurturing space: the 
intersection between public, professional 
and lay services and the implications on 
responsibility and duty of care
New public health approaches to palliative care 
incorporate ideas on health promotion as a means 
of disease prevention and harm reduction. Such 
principles demand greater public responsibility, 
yet they also create bureaucratized systems that 
demand compliance rather than nurture shared 
responsibility. In this section, we discuss these 
tensions in the hope of finding a clearer path 
forward.

The literature describes the idea of a compassion-
ate city.49,29 At one level, a compassionate city is 
understood to hold some degree of responsibility 
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for end-of-life care. This is clearly not at an indi-
vidual level, but perhaps more in creating an 
accepted space for citizens to perform some of the 
‘work’ of caring.41 Organizations are then able to 
respond to local needs rather than vice versa lead-
ing in theory, to more equitable care.102

Within this concept, and interdependent upon it, 
is nestled the idea of a compassionate commu-
nity. Such communities are described as having 
an ‘outer network’ of communal support that lies 
in relation to an ‘inner network’ of private domes-
tic relationships.10,17,39 In its broadest sense, a 
compassionate community is conceptualized as 
sharing some responsibility for end-of-life care, 
yet the specifics of what it is responsible for and 
how this is held between networks are unclear.

At the level of the family or an inner circle of care, 
the culturally embedded norms of kinship present 
duty as a concept that is distinct from responsibil-
ity and more in line with some form of obliga-
tion.103 Parent–child relations are in some cases 
founded on norms of obligation, how these norms 
operate and are created within a compassionate 
community is relatively unexplored yet crucially 
important. While there are perhaps clear princi-
ples which can be referred to when considering 
the ‘proper’ thing to do, there is no consensus 
regarding what is reasonable to expect.

At the level of the patient and the professional, 
there is a more defined, although not binary locus 
of responsibility. The difficulty arises when 
responsibility is viewed at a population level. First, 
professional services do not have the capacity to 
manage such responsibility, and second, they are 
considered by some to hold a benign, yet enduring 
paternalism that is a philosophical and structural 
barrier to the paradigmatic shift of conceptualiz-
ing death as a shared social process.43 Framing the 
problem in public health terms is a logical step to 
fostering the human resource communities’ offer 
and building political capital, but conceptually, 
the locus of responsibility remains rooted in the 
professional domain. This represents an enduring 
tension across the literature and a significant bar-
rier to the progression of the movement.

Interdependent on any form of responsibility lies 
the question as to what motivates a person or 
group of people to act or assume accountability, 
both in the first instance and then in a sustained 
fashion. If compassionate communities are moti-
vated purely by altruism, driven by ideas of 

interdependence and compassion as a moral 
imperative, they will be subject to the previously 
described limitations of a collective culture. 
Furthermore, it cannot be assumed that all peo-
ple in all communities are altruistic. While altru-
ism can be fostered via the responsibilities held at 
a civic or organizational level, the reality is that 
while communities bring companionship, practi-
cal support and comfort, they also bring igno-
rance, rejection and patronization.43 Furthermore, 
altruism is difficult to implement systematically 
and can quickly lead to bias.104

If motivation is modelled on social exchange the-
ory105 and reciprocity, that is, that a compassion-
ate act is exchanged for another or some other 
form of ‘capital’, there are still inherent tensions. 
For example, many people at the end-of-life are 
unable to reciprocate acts of care thus giving rise 
to the need for professional services. In such an 
approach, care may be ‘commodified’ and subject 
to market rules. This is in contradiction to under-
standing death as a ‘shared social process’. There 
is some evidence that under the paradigm of 
shared social responsibility, reciprocity is not 
defined in terms of simple dyadic transac-
tions.81,106 For example, where an act of care or 
compassion is unreciprocated due to ill health of 
the recipient, then the benefactor will seek reward 
elsewhere in the community.83 Where these path-
ways are cultivated, this can, in theory, lead to the 
building of community capacity. There is there-
fore a fluidity to the idea of responsibility and the 
sharing of roles may need to be more common-
place. Traditionally described in the biomedical 
literature as a source of burden and distress,86 the 
sharing of roles can also be perceived as a fulfill-
ing and rewarding process.40

The fluidity regarding responsibility and motiva-
tion described within the literature gave rise to 
the overall theme of ‘Creating, holding and nur-
turing space’. Under this paradigm, compassion-
ate communities unify professional, public and 
lay services by forging a space that permits a fluid-
ity to responsibility that then allows people to find 
their own personal way at the outset while giving 
room for others to move in and support them at 
times of difficulty.

Processes over outcomes, lenses as  
opposed to interventions
The idea that how the end-of-life unfolds is of 
greater importance than any single measurable 
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outcome is central to new public health approac
hes.30,68,46,38,45,50 Using the example of responsibil-
ity and duty; while a lay person may accept a car-
ing responsibility, it does not necessarily mean 
that the experience is perceived in net positive 
terms and will contribute to community capacity. 
It is the process through which responsibility is 
negotiated and the moral landscape that is con-
structed that ultimately decides this.

That said, there is a tendency in the literature to 
use a new public health approaches to demon-
strate effect on well-established outcomes, such 
as preferred place of death and avoiding hospital 
admission.107 This is reflective of the more bio-
medical palliative care literature that speaks in 
terms of outcomes that may be interpreted as 
‘positive’ or ‘negative’. For example, a home 
death may be perceived as ‘good’ or a transition 
in care from home to hospital or care home per-
ceived as ‘bad’. This infers a more traditional 
public health perspective and reveals the tension 
between defining death as a shared social process 
with varied outcomes as compared with a clinical 
process with defined end points amenable to 
focussed interventions.

It follows that new public health approaches have 
somewhat of a fraught relationship with profes-
sionally instigated interventions. On one hand, 
intervention to aid community development is a 
central facet to the movement.13,49,102 While such 
initiatives are developed in response to the needs 
as identified by members of the community13,17,102 
and seek solutions via collective community 
resource rather than upscaling private or govern-
ment-based professional services,102 they none-
theless have the potential to demand conformity 
and narrow the locus of responsibility.

On the other hand, if death is viewed as a shared 
social process, new knowledge, skill and experi-
ences evolve naturally as a direct response to the 
challenges of caregiving through the dying pro-
cess. What is important is how these grow organi-
cally and ‘ripple out’ into the world, contributing 
to a greater body of collective resource. Initiatives 
are therefore not required to make the ripple, but 
instead give it the momentum it needs to aid 
community development. Without an apprecia-
tion of such processes, interventions have the 
potential to wield a power that generate 
entrenched social norms and demand conformity. 
Viewed in such terms, it is less an intervention that 

is required but more a platform or stage that 
affords the space for networks to generate and 
multiply. Where a change is required, it may be as 
subtle as creating a lens which offers a different 
perspective and set of solutions.72

Permitting both joy and grey hollows: the 
meaning of suffering in relation to the idea  
of a ‘good death’
Ultimately, the fundamental purpose of new pub-
lic health approaches is to enhance feelings of 
support and security at a time of immense sad-
ness and vulnerability. To achieve this, there 
needs to be some form of understanding as to 
how we view human suffering and what should be 
done in response to it.

The specialty of palliative medicine, and the med-
ical world in general, has been influential in pro-
moting the idea of a ‘good death’.108 The message 
is that the pain of death can be managed and sup-
ported, and the growing expectation from the 
public is for people to be comfortable and ‘at 
peace’ at the end-of-life.109 By virtue of logic, the 
idea of a ‘good death’ immediately implies that of 
a ‘bad’ death, and within it, elements that are to 
be remedied or avoided. While individuals and 
their families may differ in their preferences as 
well as their normative beliefs regarding what 
constitutes ‘good’ or ‘bad’, the public message is 
clear; that there are co-morbidities and symptoms 
to dying that can be fixed, prevented or alleviated 
and where this does not happen it somehow 
translates to a failure in care. The idea of anything 
other than a ‘good death’ has come to represent 
something of a failure for palliative medicine. 
This only serves to distance the speciality from 
the social roots of death and dying and edge it 
more closely towards a biomedical model.

A more social approach to suffering is perhaps 
grounded in the idea that death, much like the life 
lived until that point, is a ‘mishmash’ of joy and 
grey hollows.49,68,43,72,40 Easing the pain as a loved 
one dies is an insurmountable task. Nor is it neces-
sarily a virtuous one when creating an environment 
of complete emotionally sterility would be the only 
such way of achieving it. While the pain, fear and 
terrible sadness are there for all to see, there is also 
companionship, courage, strength, love and com-
passion in such an example. Caring at the end-of-
life must therefore accept, and then accommodate, 
both the joy and grey hollows it brings.
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Rather than something that can simply be allevi-
ated or eliminated, the literature is suggestive of 
suffering as something with meaning and impor-
tance that can be instrumental in creating new 
social legacies, building social relationships and 
building a source of new knowledge and hope.49 
New public health approaches to end-of-life care 
therefore embrace and work with the suffering 
that comes with death. By encouraging people to 
hold it and work with it, so it can be experienced 
in a healthy way that allows people and communi-
ties to transition through and develop from the 
experience it brings.49,40 Conceptualizing suffering 
in this way is vital to incorporating the full spec-
trum of community resource into the response to 
death and dying.

Processes
We now aim to evaluate the processes at play 
within new public health approaches to palliative 
care, using the core philosophical underpinnings 
as a lens through which to understand them. We 
encourage the reader to regularly reflect back on 
the underlying philosophies described to make 
sense of the forthcoming themes.

Invoking and awakening the idea of community 
as an independent agent of care
This theme is an attempt to bring some consen-
sus to the medley of processes mentioned across 
the literature. Within it, we describe some of the 
commonly encountered ideas, including empow-
erment, network building and social capital, and 
how they align with the philosophical principles 
described. We identify and discuss some of the 
inherent tensions by drawing on existing litera-
ture from other disciplines before describing our 
ideas on ‘invoking and awakening community’ as 
an overall theme.

Empowerment. Empowerment is an established 
concept in new public health-promoting strate-
gies110 and is often used as a way of describing 
shared responsibility.39,33,38,26,80,36,52 The idea 
stems from the notion that humans have a specific 
set of resources that allow us to adapt to illness 
and live with the anguish this may bring.111

There are various levels of empowerment men-
tioned in the literature.80 At the level of the dying 
person, it can be seen as a tool to making a healthy 
adaptation in the face of one’s own mortality, this 
helps to maintain a sense of control and agency 

for the person. At the level of community, empow-
erment is taken to mean the pooling of a commu-
nity’s collective resource to take action and 
generate solutions to common problems.39,52 At 
the level of policy and public infrastructure, it is 
about building a facilitative, non-prescriptive 
structures that foster such processes.30

That empowerment tends to be universally 
accepted as a force for good within the field of 
community-based care has implications for family 
and caregivers, especially at the end-of-life. For 
example, where people are ‘empowered’ to die at 
home, family members may be forced to relin-
quish traditional family roles86 while the highly 
gendered dimensions of caregiving are accentu-
ated.4,90 Furthermore, empowering people to 
work in a more holistic and supportive manner 
neglects the fact that not all people have the same 
thresholds to provide such care. People unwilling 
or unable to work in this way may then be subject 
to discrimination.90

These are examples as to how tensions can arise 
depending on the level at which empowerment is 
interpreted. In many ways, empowerment there-
fore is not something that is bestowed or gifted 
upon a community but something that is invoked 
within it. This way the power is allowed to be 
built collectively, so it is less easily stolen, dis-
placed or corrupted.

Network building. Network building is one of the 
predominant processes in engaging with and 
empowering communities40; however, a range of 
techniques are described. Authors describe using 
activism and ‘disruptive innovation’ as a means to 
achieving the scale and momentum necessary to 
bring change.53,64 Although not formally evalu-
ated in academic terms, the development of such 
initiatives has the potential to exert significant 
pressure on the relationships and actions of local 
and national governing bodies. This influence is 
important in instigating a cultural shift that brings 
lasting change. However, the influence of state 
developed interventions can risk ‘crowding out’ 
organically developed interventions, thus jeopar-
dizing solidarity within the community.53 We 
could not find empirical evidence for this phe-
nomena in the context of compassionate commu-
nities, however, the topic has been discussed at 
length in the field of sociology and social geron-
tology in relation to the welfare state.112 Opposing 
this argument is the idea that state interventions 
draw people into action.113 This positively links 
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the growth of community support to the level of 
giving and receiving.77

Community-based interventions can also be 
founded on existing networks and social assets. 
Such networks may not develop in a uniform or 
predictable pattern41 as they respond to the com-
plex interplay between love, intimacy, trust and 
duty. The fields of academia and biomedicine are 
fundamentally restricted in their abilities to 
understand how networks move and reorganize at 
the end-of-life. To help overcome this, there is a 
need to embrace the capacity held by the arts to 
provide a creative medium that dynamically 
engages communities to awaken the spirit within 
human relationships.61 Only then, we can truly 
foster the full potential within such complexity.

Another approach is to target the structures that 
impose a blockade on organically developed social 
networks. This allows for the ‘rippling out’ of 
knowledge and experience thus allowing the car-
ing capacity of a community to develop naturally. 
Advocates of such an approach theorize that lay 
networks of people want to be involved, but lack 
capacity due to other responsibilities or structures 
that impede them.41,40 At best, professional ser-
vices and the stream of bureaucratic interventions 
designed to help do fill the void, at worst they are 
further structures that obstruct people’s desires to 
partake in the caregiving process.40

Social capital. Regardless of the approach to net-
work building, new public health approaches are 
inextricably linked to the multifaceted concept of 
social capital. Generally, social capital is under-
stood in three levels: bonding, describing strong 
homogeneous relationships that foster trust and 
maintain resource; bridging, between people 
across difference that generates access to resource 
and linking, across explicit power differentials 
allowing for the generation of increased 
resource.114 The effects, however, are not univer-
sally positive.115,116 At the level of individually 
bonded ties, there may be damaging close rela-
tionships, caring roles may be subject to sex, cul-
tural and economic bias, while the strength of 
individual ties may bar outsiders thus limiting 
development. At a community level, disparate 
pathways to bridged social capital on the basis of 
social class, race, education and sex can create 
negative group norms and cause social exclu-
sion.116 Macro-level influences through linked 
social capital can also lead to the possibility of 
corruption and nepotism.

Framing the concept in palliative care terms, car-
egiving at the end-of-life is thought to have poten-
tial in contributing to social capital through the 
social interactions it brings.40 Caregiving can also 
help build trust, reciprocity and adherence to a 
new set of social norms that facilitate social 
agency.43 This is in opposition to the isolation 
and burden more commonly attributed to car-
egiving at the end-of-life, especially where old age 
and dementia are concerned.

However, framing caregiving in such terms 
neglects the described, more dispassionate, body 
of work on social capital. Such work would sug-
gest the shaded support of someone far removed 
from the business of family politics, who can pro-
vide a comfort and confidence that is unique in a 
community that knows everyone’s business, can 
in itself be a sanctuary.72 Attention must also be 
paid to the levels at which social capital operates. 
For example, where informal carers are recruited 
to provide bridged and bonded capital, they may 
be subject to the all-consuming nature of care90 
and subsequent economic hardship,90 if they are 
not supported by linked capital that affords them 
the space to fulfil such duties.

That enhanced social capital is desirable on the 
part of the dying person is another source of ten-
sion. While death may well be universally and 
routinely experienced, it remains a highly inti-
mate and private matter.43 Balancing both the 
personal and social nature of dying is not straight-
forward. This is illustrated by work showing peo-
ple in advanced age can actively withdraw from or 
resist community support.10,117

The capacity of social capital to be operationalized 
by new public health approaches is therefore very 
much dependent on a greater theoretical under-
standing of the tensions at hand. Additional pro-
cesses and supportive structures are necessary to 
develop a robust understanding and subsequent 
plan for integrating informal networks into caregiv-
ing. Regardless of the specific approach taken, a 
consistent undercurrent to the processes involved is 
to frame death as shared social process by giving 
precedence to a metaphorical web of ‘betweenness’. 
Consistently across all studies, death and dying 
directly breeds new social relationships and experi-
ences, in many ways, therefore, community is not 
something that is produced but rather invoked and 
awakened. In this idea of community, identities of 
awakened and realized individuals challenge and 
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complement each other allowing individuality and 
originality to enrich both the self and others.

Embracing that which emerges from the space: 
the construction, interpretation and use of 
knowledge
Complimentary to a thoughtful approach to social 
capital is an understanding of the process by which 
knowledge is constructed, interpreted and used in 
the context of end-of-life care. Just as medical pro-
fessionals have expertise and knowledge relating 
to disease and clinical assessment, communities 
hold knowledge relating to customs, values and 
practices,34 while families and close networks hold 
knowledge relating to a dying person’s identity.83 
New public health approaches would view all this 
as knowledge that is relevant to the end-of-life 
process. This is representative of a paradigm shift 
from traditional approaches that are based on a 
hierarchy of knowledge. Where knowledge and 
expertise are seen to emerge more broadly, people 
will seek it from the widest range of possible 
sources. For professionals to actively partake in 
the exchange of relevant knowledge they must first 
recognize the importance of socially and culturally 
constructed knowledge relating to the dying per-
son.83 Removing preconceived ideas regarding the 
importance of professional knowledge can then 
allow for mutual experiential learning that fosters 
a cultural literacy drawn from experience.49

Communication flow via ripple effect
‘Social networks lay the foundation for social 
interaction, which in turn brings about trust, 
expectations of norms emphasising reciprocity, 
and cooperation’.118 In order for this to happen 
and for knowledge to be disseminated and learned 
from, communication flow is of vital impor-
tance.40 Conversation allows for the social diffu-
sion of insights and experience that have 
developed in response to the act of dying.118 This 
generates access to knowledge and a repository 
within which it can be stored and accessed again. 
Such processes also give rise to a universal lan-
guage that endorses death and dying as a shared 
social process. This is described within the litera-
ture as the concept of ‘death literacy’.94,68,40

The dissemination of knowledge and experience 
in this way helps produce structural and commu-
nal change that embed the work of caring within 
the community and maintain new public health 
approaches in line with its philosophical 

underpinnings.98 In these situations, knowledge is 
conveyed in the form of narrative as opposed to 
didactic educational techniques employed by 
professional services. Story telling is thought to 
create very broad and inclusive opportunities for 
participation and reflection.38 It also reinforces 
the notion of experiential learning, one of the pro-
cesses central to the functioning of a compassion-
ate community.

A ripple effect was a term used in the literature and 
is apt due to the fragility it implies. Taken outside 
of the social context, this form of knowledge is 
rarely endorsed and where it is, it is perceived as 
unquantified and unvalidated. Professional ser-
vices may also be seen to obstruct the ripples that 
create such knowledge capacity, this was acknowl-
edged, although not necessarily explicitly, across 
the reviewed literature.79,41,72,55,76

Dynamic modelling
Crucial to the processes mentioned thus far is the 
ability of the movement to continually adapt to the 
changing physical, social and cultural environ-
ments.96 Processes must recognize and accommo-
date both slow burning cultural change and also 
mirror significant shifts in cultural practice that 
follows major public events. This is a notable dis-
tinction from the ‘cultural syndrome’ of collectivism 
outlined previously.100 A health-promoting approach 
to palliative care requires an adaptive culture that 
has the ability to transcend challenges and create 
now patterns of behaviour yet is not limited by pro-
fessional boundaries.13,97,89 Effective partnerships 
at the individual, community and service levels are 
required with ongoing consultations with members 
of the public described as a defining feature.34 
Without such measures, any cultural change runs 
the risk of replacing one rigid cultural norm with 
another. The constant swaying between cultural 
norms is more akin to some kind of temporary pol-
icy fashion rather than a progressive extension of 
the idea of death being a fundamental part of our 
human fabric.

Structures

Leadership, development and the spectrum  
of power
Both compassionate cities and compassionate 
communities require leadership to socially market 
the concept and enlist the cooperation and crea-
tivity of the wider community and potential 
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institutional participants. Leadership must also 
deliver sustained growth and development of the 
movement that allows for dynamic modelling. 
Leadership does not have to come from within the 
field of health and social care. Indeed, leadership 
from outside this field would help ground the 
movement within the philosophy of death as a 
shared social process. Given the range of enthusi-
asm for the movement from a variety of sources, 
this feels like a realistic possibility.38 The danger, 
however, is that communities become ‘responsibi-
lised’ for circumstances that are not of their own 
making and are beyond their means to effectively 
address.30 There is mention of a locus of leader-
ship being assumed at the hands of the dying per-
son10,40 although this concept is complicated by 
the nature of disease, for example, dementia and 
the restrictions experienced during very old age. 
In contrast, professional services hold significant 
power in addition to their expertise and are 
uniquely placed to hold such a leadership role. 
The irony being that the very services possessing 
the expertise to lead this shift in control are the 
same services that would be required to yield that 
control.75 There is also a concern that the curricu-
lum for UK health professionals involved in pro-
viding such care is of a narrow focus and fails to 
accurately articulate the foundations of health 
promotion at the end-of-life.119 Given this, there is 
ample opportunity for the corruption of such 
power.48 Leadership must recognize that a social 
approach to death cannot be ‘delivered’, but 
requires careful cultivation and awakening though 
collaborative engagement. Perhaps most impor-
tantly, there is a requirement for leadership to uti-
lize the power and control afforded by the role 
while ceding such power to allow for organic com-
munity development to flourish.

Spaces
A social model of death is a settings-based 
approach.49 Space is used as a platform for social 
connectedness that affords room for people to 
gather and their stories to be shared. Much of the 
literature is devoted to the idea of home-based 
care and a home death.11,68,75,52,53 The home pro-
vides a degree of independence, control and 
autonomy from professional structures 68,75,52 
while providing the opportunity for the coming 
together of intergenerational networks.68,40 
However, for others, the home can be a place of 
abuse, exclusion and isolation.41 The involvement 
of professionals at the end-of-life and the ‘para-
phernalia of care’ creates somewhat of a hybrid 

space where there is encroachment of profession-
alized norms on the traditional culture of the 
home. A compassionate space offers necessary 
protection and support yet is reflexive to the iden-
tity and agency of the individual at its centre.17 
Compassionate spaces incorporate and build 
‘cultural literacy’ drawn from experience gar-
nered through the valuing of local knowledge.49 A 
compassionate space can be anywhere; in an 
institution, in the community, or in someone’s 
own home. It is created by careful and consider-
ate negotiation of responsibility and an adherence 
and grounding within the philosophy of death as 
a shared social process. This is an example of how 
the process by which a space is physically and 
philosophically constructed is of more impor-
tance than the actual space itself and returns us to 
the underlying philosophies of the movement.

Beyond the home, other social platforms were 
understood to provide structure to the processes 
of rippling out and communication flow. The 
Café Conversations’ activities described by 
McLoughlin and colleagues57,58 and the use of 
arts and social media described by Mills and col-
leagues60 are examples of how social spaces can 
be built whereas places of worship, cinemas, parks 
and even hospitals contain existing spaces that 
can be recreated in such a fashion when viewed 
through the appropriate lens.82,27

Experiences
The aim of new public health approaches is to 
positively influence what is experienced at the 
end-of-life. Across the literature, experiences tend 
to be viewed as a product, something that we 
have some form of control, possession or owner-
ship of. This is in contrast to an experience being 
something that is played out through sequences 
of complex drama, something that may surprise 
us, capture our imagination or thrust us into an 
arena in which the individual is in contact with 
something far greater.120 Conceptualizing an 
experience using the latter framework is a useful 
way to understand the potential outcomes of new 
public health approaches.

Self-perpetuating community development  
and sustainability
There is a notion that good end-of-life care not 
only requires community development, but also 
assists it.28 This is modelled by the idea that recip-
rocal actions of compassion are not limited to 
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dyadic relationships.81,83 Instead the skills, knowl-
edge and experience developed by caregiving can 
be utilized in the wider community creating a net-
work for the exchange of such commodities that 
contribute to an economy of care and compas-
sion.40,54 Such notions are also thought to build a 
community’s capacity to be compassionate and 
self-sustaining41,45 while allowing for emergent, 
community-based leadership that is culturally, 
economically and needs based. This is, however, 
far from a universally experienced phenomena 
and is likely to show significant variation among 
different age groups and disease types.10 The 
challenge is understanding in what context this 
phenomenon can be usefully developed.

In order for communities to develop around end-
of-life caregiving, it is important that the experi-
ence of community growth is not viewed solely as 
a product with corresponding notions of owner-
ship. Rather the experience of community devel-
opment may be seen as participation in something 
more ultimate than one’s own needs or ego. This 
may refer to notions relating to the ‘spirit’ of a 
community. Typically, outside of the technical 
language of academia and palliative care, invoking 
and awakening the spirit of community is inextri-
cably linked to the work conducted by new public 
health approaches to palliative care yet conspicu-
ous only by its absence from the literature.

Continuity of care
Following on from this concept is the idea that 
informal caregiving networks also provide a conti-
nuity of relationship that allows for sustained 
 support in addition to knowledge development.94 
At a surface level, such continuity bridges the gaps 
that occur between medical sub-specialties.17,25,34,93 
This is increasingly vital as the timescale for the 
dying process in conditions, such as dementia 
and other chronic diseases are likely to be meas-
ured in years. At a deeper level, the experiences, 
revelations or epiphanies that arise from forming 
sustained and continuous caring relationships 
contribute to the notion of death as a shared 
social process, giving a connection to a metaphor-
ical ‘web of belonging’ that can sustain and nour-
ish even during the darkest of times.

Shared ownership and awareness of death
Currently health systems hold power that greatly 
influences the relationships formed.68 By sharing 
the locus of ownership and responsibility and 

creating a platform for discussion that highlights 
an accurate reality of the caregiving landscape, 
people can begin to redress the power balance.68 
Significantly, some of the greatest challenges faced 
by caregivers at the end-of-life originate from for-
malized medical structures and the bureaucratic 
processes that support them.41,77 Furthermore, 
regulatory systems focussing on risk management, 
privacy and confidentiality constrain service pro-
viders from working directly with informal net-
works.41,76 Such measures have led to some 
describing the current situation as ‘working 
together – apart’.39 New public health approaches 
have the potential to provide a universal set of 
practice principles that allow for shared ownership 
and responsibility thus overcoming such barriers.

Discussion

Summary of findings
This integrative review critically evaluates the 
underlying philosophical assumptions, pro-
cesses, structures and outcomes inherent within 
new public health approaches to palliative care. 
By integrating rival theories from a range of dis-
ciplines, we have highlighted previously uncon-
sidered tensions embedded within the 
movement. The review attempts to dispassion-
ately acknowledge and work with these tensions 
to provide a sounds basis for the sustained 
implementation of a new public health approach 
to palliative care. Much of this lies in bringing 
into sharper focus the underlying philosophical 
principles upon which this movement is 
founded. Articulating how death and suffering 
are conceptualized allows us to understand 
issues of responsibility and motivation in greater 
detail. Such factors are crucial when looking to 
enlist the support of a range of stakeholders that 
hold differing perspectives.

Despite a growing evidence base, which has 
expanded since our original search,121–123, the phil-
osophical underpinnings and their inherent ten-
sions are often poorly discussed. Ignoring such 
topics runs the risk of a new public health approach 
morphing into a one size fits all solution that cere-
moniously hands back care of the dying to com-
munities as a means of addressing the challenges 
faced by end-of-life care. To avoid such an eventu-
ality, we suggest that there is a greater need for 
cross-disciplinary collaboration to help bring such 
tensions to light. Our attempts to integrate work 
from the fields of sociology and social gerontology 
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are a step forwards, however, for death to be truly 
understood as a social process, work from the fields 
of arts and culture, theology, economics, architec-
ture and design, social work and education must 
be integrated into research and practice. This will 
help create a more collaborate culture that can 
accommodate notions of shared responsibility, 
knowledge and trust. Furthermore, we encourage 
academics and activists alike to articulate their 
underlying philosophical principles in relation to a 
new public health approach. If the social nature of 
death is not acknowledged in explicit terms, there 
is ample opportunity for the development of inter-
ventions under the banner of a new public health 
approaches that only serve to distance palliative 
medicine from the social roots of death and dying 
while creating structures that obstruct people in 
their desire to partake in the caregiving process. 
Since our initial search and the writing of this arti-
cle, there have been additional publications in the 
field that are beginning to address some of these 
issues122; however, as new interventions are devel-
oped and implemented,121 and the scope is broad-
ened,123 there remains an inherent need to 
acknowledge the arguments laid out in this article.

A diagrammatic summary of our main findings 
can be found in Figure 2. Here, the epicentre of 
the diagram may represent any singular event 

with the repercussions represented by the rippling 
out of waves from this point. Where repercus-
sions lead to the meeting of new bodies or struc-
tures, the wave is altered in direction and form 
and its energy dissipates quickly. Such changes 
may be welcome or necessary yet produce a wave 
form that is fragmented with a smaller body of 
resource as its product.

Where the repercussions are unheeded, a larger 
wave form exists. In this larger wave form, it is 
possible to see how notions of individualism, 
interdependence and collectivism can co-exist 
and work together rather than be seen as mutually 
exclusive ideas. As the wave falls, there is a pro-
cess of re-integration into a larger body that then 
gives energy and momentum to the synchronous 
movement of the wave. Framing this in the con-
text of new public health approaches enables us 
to see how seemingly apparent tensions and con-
tradiction can actually work in unison. However, 
only by understanding where such tensions lie 
can new bodies or structures be strategically posi-
tioned to create an intentioned or augmenting 
effect. Similarly, by limiting the addition of new 
structures, a greater body of resource may be 
allowed to develop which can have a wider reach 
and impact. Momentum is built within the wave 
itself, and crucially, the wave can still hold the 

Figure 2. Diagrammatic Representation of Core Themes.
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seemingly opposing or random movement of 
individual particles that contribute to the wave 
form without influencing momentum.

Strengths and limitations
The use of a broad search strategy has helped build 
pan-disciplinary links that have generated previ-
ously unconsidered tensions within the movement. 
Naturally, our findings are limited by the breadth 
of available literature and the human and technical 
errors inherent within the online search process. 
While we have attempted to include all relevant 
articles, it is possible that the search process failed 
to pick up some articles. We are grateful to the 
reviewers for highlighting one such article.124 
Public health and palliative care are most fre-
quently examined from a single professional per-
spective and the associated blind spots will 
undoubtedly have led to the dismissal of subsec-
tions of community life. New public health 
approaches to palliative care were felt to be more 
representative of a movement with a broader socio-
political agenda than that of a systematic scientific 
approach. When considered from this perspective, 
it can be argued that the data presented are inher-
ently limited by the systematic scientific approach 
employed in the methodology. This irony is not 
unnoticed and is taken as another example of the 
tensions that arise when framing the nature of this 
work in academic terms. This, however, is a dis-
covery in itself and the systematic nature of the 
article reinforces a key finding that academic plat-
forms in their current form are fundamentally 
restricted in their ability to embrace and under-
stand such broad-based concepts within their full 
complexity. We also recognize that what may be 
considered a limitation by some is also perceived as 
strength by others, as such by employing both sys-
tematic and reflexive methods to data collection 
and analysis, we hope our findings can be general-
izable to a range of contexts. We have not tested 
our theories within a lay population, this combined 
with gaps in the empirical and theoretical data 
mean that our work will undoubtedly need to be 
modified as the knowledge base expands.

Conclusion
We believe new public health approaches to pal-
liative care, including compassionate communi-
ties are indeed a ‘brave new horizon’ and hold 
great potential, not just in revolutionizing the way 
people view, access and experience end-of-life 
care, but also in leading the field of medicine  

and health care into a new ‘moral’ era. Here,  
co-production and co-design through collaborative 
practice pave the way for us to recognize people’s 
voices in terms of what matters to them, establish 
what is truly important to measure and perhaps 
bring the notion of healing and ‘whole person’ care 
to the forefront of medicine and social care.

There is perhaps no better driving force behind 
such ideas than the way we conceptualize death 
and dying. Where death is understood from the 
perspective of one of its constituent components 
the response can feel constrained, fragmented and 
muddled. Where death is understood from the 
perspective of the whole, the response is sought 
from a greater breadth of creative resource includ-
ing, but not limited to communities. In this way, 
the path forward comes into sharper focus through 
the amalgamation of the shadows of death and the 
light of those living and working within them.

New public health approaches provide a lens 
through which we can begin to view and under-
stand death in relation to the whole. How we now 
progress knowledge in this area is of vital impor-
tance. Do we conform to the model of evidence-
based practice, showcasing compassionate 
communities and compassionate cities as an 
intervention or an entity to be evaluated? Or do 
we see them as a lens through which people can 
view and evaluate their own actions helping to 
build trust, membership and ‘know how’ to 
develop community capacity in real terms.

Such work transcends not only the academic and 
professional disciplines, but also cultural and 
spiritual boundaries. Herein lies perhaps the most 
significant problem. In a field seeking to incorpo-
rate such diverse philosophies, it can be difficult 
to forge a unified, collective approach without 
generating tensions. In the quest for a solution to 
what can feel like an impending crisis of care, we 
must acknowledge such tensions, work with them 
and through them where possible. However, we 
must also not fail to accept that such tensions are 
indeed the essence of what gives life to a situation. 
In the words of the Sufi poet Rumi ‘Out beyond 
ideas of right and wrong, there is a field. I’ll meet 
you there’. While this review goes some distance 
in bringing to light the complexity and tensions 
inherent within new public health approaches, 
what is clear is that if we take a reductionist 
approach and ignore them in our quest for an ide-
alized ‘perfect’ system we will soon return to the 
place from which we began.
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