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Abstract
Background: Patient and public involvement in diabetes research is an international 
requirement, but little is known about the relationship between the process of in-
volvement and health outcomes.
Objective: This realist review identifies who benefits from different types of in-
volvement across different contexts and circumstances. Search strategies Medline, 
CINAHL and EMBASE were searched to identify interventions using targeted, em-
bedded or collaborative involvement to reduce risk and promote self‐management of 
diabetes. People at risk/with diabetes, providers and community organizations with 
an interest in addressing diabetes were included. There were no limitations on date, 
language or study type.
Data extraction and synthesis: Data were extracted from 29 projects using elements 
from involvement frameworks. A conceptual analysis of involvement types was used 
to complete the synthesis.
Main results: Projects used targeted (4), embedded (8) and collaborative (17) involve-
ment. Productive interaction facilitated over a sufficient period of time enabled 
people to set priorities for research. Partnerships that committed to collaboration in-
creased awareness of diabetes risk and mobilized people to co‐design and co‐deliver 
diabetes interventions. Cultural adaptation increased relevance and acceptance of 
the intervention because they trusted local delivery approaches. Local implementa-
tion produced high levels of recruitment and retention, which project teams associ-
ated with achieving diabetes health outcomes.
Discussion and Conclusions: Achieving understanding of community context, devel-
oping trusting relationships across sectors and developing productive partnerships 
were prerequisites for designing research that was feasible and locally relevant. 
The proportion of diabetes studies incorporating these elements is surprisingly low. 
Barriers to resourcing partnerships need to be systematically addressed.
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1  | INTRODUC TION

Research on the social determinants of health shows that the living 
conditions of people with diabetes, including cultural background, 
economic circumstances and built environment, can interfere with 
the potential effectiveness of interventions.1 Culturally adapting in-
terventions can increase their relevance, acceptability and uptake of 
physical activity and healthy eating.2 Adapting an intervention refers 
to ‘the process of altering a program to reduce mismatches between 
its characteristics and those of the new context in which it is to be 
implemented or used’3 (p.25).

If mismatches between intervention and target group are re-
duced, the reach and provision of services may become more equi-
table for people in minority or vulnerable groups.4

A recent meta‐review found 199 reviews published since 2010 
on patient and community involvement in adapting interventions.4 
However, there are no published studies concerning the effec-
tiveness of involving patients and the public in adapting diabetes 
interventions to reduce diabetes risk or achieve better diabetes 
self‐management.5

1.1 | The theory of involvement in research

People can be involved in many different types of research. The 
focus of our review was involvement in co‐designing and imple-
menting interventions to help people reduce diabetes risk and self‐
manage diabetes. The underlying theory for involvement posits that 
people who have a health condition, their carers and their commu-
nities have an important contribution to make in terms of identify-
ing and prioritizing research topics, as well as the ways the research 
should be conducted.

Involvement enhances research in a number of ways as follows: 
ensuring the relevance and appropriateness of the research design; 
developing more effective recruitment strategies; designing re-
search tools that are more appropriate and user‐friendly; conducting 
interviews and surveys with more relevant and acceptable lines of 
enquiry; analysing data that includes lay perspectives; and better 
dissemination and implementation of research findings.6

The lived experience of people with chronic health conditions 
and their carers is just as important as the professional knowledge of 
practitioners and the skills of health researchers,7,8 so contributions 
at any of these steps could influence the relative success of an inter-
vention. Research can be done to a community, for a community, by 
a community or with a community. Although these different stances 
reflect different perspectives on involvement, the relationships be-
tween stance and effectiveness are rarely reviewed.9

Although involvement is stipulated by an increasing number of 
funders and organizations, we need to know more about how patient 
involvement can actually contribute and in what circumstances it is 
useful.10 The International Diabetes Federation (IDF) Guidelines rec-
ommend that people with diabetes work with organizations to pro-
vide expert support and recommend that lay health workers actively 

engage people in communities, responding flexibly to dimensions of 
culture, ethnicity, psychosocial situations and disability.11 Such en-
gagement, which is conceptualized as a ‘meeting of minds coming 
together’,12 is based on the principle that the experiences of people 
who have diabetes and those at risk of diabetes are essential in the 
collaborative design and delivery of services that work for everyone.

Despite the IDF Guidelines, diabetes research has been chal-
lenged by issues such as low uptake of screening and problems with 
recruitment to education sessions.13,14 Diabetes research has also 
been criticized for not considering context, erring on the side of focus-
ing on interventions to change individual behaviour, when effective-
ness is actually influenced by factors outside an individual's control,15 
including physical environment (access to healthy affordable food, op-
portunities for activity), psychosocial context (exposure to stressors, 
mental health and coping strategies) and biological characteristics.16 A 
recent review suggests that culturally tailored diabetes interventions 
may increase participation by minority and migrant groups.17

Despite the evidence that co‐produced health research can 
ultimately improve service delivery, patient experience and out-
comes,18,19 we did not identify any reviews exploring the relation-
ships between various types of involvement and diabetes outcomes.

We conducted a review to identify how different approaches to 
involvement are being used to design and adapt diabetes interven-
tions, and whether involvement contributes to reduction of diabetes 
risk and improved self‐management.

The questions for the review were as follows:

RQ 1: How have people with diabetes and the wider community 
been involved in setting priorities, designing and conducting di-
abetes research?

RQ 2.1: What are the main characteristics of the process that appear 
to explain the relative success or failure of involving people with 
diabetes and the wider community in diabetes research?

RQ 2.2: Does successful involvement in adapting diabetes inter-
ventions benefit people with diabetes, communities and practi-
tioners, leading to achievement of health outcomes?

2  | METHODS

Our questions reflect a contingent review design (Table 1) where 
findings from the first set of included projects inform the retrieval 
and synthesis of subsequent projects to answer different questions 
within the review.20 A two‐stage approach to identifying literature 
was used because we aimed to do a realist synthesis, and our realist 
synthesis was dependent on identifying projects that describe the 
process of participation.

Realist synthesis was used to explore how involvement was facil-
itated or hindered by different contexts (RQ2.1) and whether inter-
actions between researchers, patients and communities influenced 
the design, delivery and outcomes of the intervention.21
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We chose a realist approach because, although the degree of 
involvement can be seen and reported, the underlying explana-
tions for involvement or processes that trigger involvement are 
hidden.22 Involvement may be influenced by a number of aspects 
of the surrounding context. For example, researchers may be re-
luctant to involve people because they cannot see the value of it, 
they may feel that the time needed cannot justify the expense, and 
they may feel unequipped with the requisite skills for engagement.

People with diabetes may lack confidence to participate be-
cause they do not understand research or recognize the value 
of their lived experience. These attitudes and feelings about en-
gagement act as mechanisms, which either enable or constrain in-
volvement in research. These mechanisms have been documented 
in reviews of patient involvement.6 However, the ways in which 
contexts act to either create negative attitudes and feelings to-
wards diabetes interventions, or mitigate and promote positive 
mechanisms for managing diabetes, have not been systematically 
documented. Realist synthesis enables the interactions between 
contexts and mechanisms to be mapped and related to out-
comes.23 It is therefore a promising approach to explaining what 
works for whom and in what circumstances to promote diabetes 
involvement.

2.1 | Scoping and mapping

A sensitive search was conducted (GA, JH) in order to determine how 
many diabetes research studies actively involved patients and the 
wider community in diabetes intervention studies. The scoping was 
used to make decisions on how to organize studies, based on their 
respective contexts, populations and approaches to involvement.

The scoping search strategy was based on previous systematic 
reviews of patient and community involvement in research.6,24 
We searched health databases (Medline, CINAHL, EMBASE), and 
search terms were broad in order to map the extent of involve-
ment. Population was defined as people with diabetes or at risk for 
diabetes who are patients, potential patients, carers of people with 
diabetes and people from organizations that represent people who 

use diabetes services. The wider community was defined as: health 
and community service providers, community organizations with 
an interest in addressing diabetes and diabetes risk, researchers 
and policymakers.

Involvement was defined as engagement, collaboration or part-
nership working across the population and wider community that 
aimed to co‐design and co‐implement interventions that drew upon 
the expert knowledge of all those who were involved. Involvement in 
diabetes research was defined as participation in the priority setting, 
design, implementation and/or evaluation of diabetes initiatives.

All interventions reducing risk for developing diabetes and pro-
moting self‐management of diabetes were included. There were no 
limitations on date or language. All study types were included, as di-
abetes interventions have used a range of designs from clinical trials 
to community‐based participatory research.4

As projects were identified, we identified a number of issues 
concerning completeness of reporting involvement. We attempted 
to address these ‘thin descriptions’ by locating all of the papers 
for each project using a technique called ‘cluster searching’ (see 
Figure 1). Project names and members of the author team were used 
to identify additional papers describing a particular project.25

Several of the projects noted that they were aiming to pilot or 
conduct trials measuring diabetes outcomes, so the search was up-
dated in 2016 and again in 2017 to identify the completed trials and 
also checked for additional projects. We concurrently searched for 
papers that presented theories or conceptual frameworks for in-
volvement. Several typologies and frameworks were identified that 
have conceptualized involvement in health research.26,29-32

The scoping search that was conducted in 2015 produced 3241 
hits. After removing duplicates and papers that were not about di-
abetes, 2716 titles and abstracts were screened for relevance by 
dividing the set across the review team (JH, MG, MK, JHa, TD). 
Relevance was defined as the pertinence of the paper to the review 
question and concordance with the inclusion criteria.27 A total of 
3030 abstracts were excluded, primarily because involvement was 
not defined. Undefined involvement referred to a research study 
where there was no public involvement in the planning, design or 

Review question aims
Projects included 
if they Output

RQ1: Scoping and mapping to 
identify projects that involve 
people with diabetes and the 
wider community

Report actual in-
volvement at one 
or more stages of 
the project

Identification of type of involvement 
by stage

RQ2.1: Identifying character-
istics contributing to success 
or failure of involvement

Discuss reasons for 
success or failure 
of involvement

Propositional statements illustrat-
ing how interactions in different 
circumstances promote or preclude 
involvement

RQ2.2: Establishing whether 
there are relationships 
between the type and level 
of involvement and achieve-
ment of health outcomes

Discuss or establish 
relationships be-
tween the process 
of involvement 
and outcomes

A mid‐range theory explaining how 
involvement can work at different 
stages of the research project in pa-
tients with diabetes and the wider 
community to promote achieve-
ment of positive health outcomes

TA B L E  1  Overview of the contingent 
review design
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conduct of the research, or where the claim of involvement was not 
explained or evaluated.26

In a number of cases, it was necessary to review the full 
text because information on involvement was not clear in 
the abstract. A further 145 papers were excluded because (a) 
some claiming involvement did not actually report on it; and (b) 
some incorrectly described retrospective interviews or focus 
groups conducted after the study to explain what happened as 
involvement.

We used a recent conceptual analysis of involvement 26 to clas-
sify projects by types of involvement (see Box for definitions).

As the primary aim of most of the papers was to report on a 
diabetes intervention rather than on involvement, papers needed to 
be assessed for relevance.28 Descriptions of involvement were scat-
tered across the introduction, background and discussion sections 
of the paper in many instances. The quality of information within the 
papers was assessed on ability to contribute:

•	 data and insight about the contribution of involvement to the pro-
cess of designing and implementing diabetes interventions;

•	 explanations of how involvement may be related to diabetes 
outcomes.

The final set totalled 92 articles (see Reference section for de-
tailed list of papers by project).

Data extraction was done by members of the team (JH, 
MG, JHal, MK) with a subset of articles, in order to develop a 
data extraction template based on previously developed frame-
works.29-32 The first data extraction template was structured by 
the stage of the project at which participation occurred: priority 
setting, proposal writing, intervention design and implementation. 
Implementation included involvement in recruitment, delivering 
the intervention, data collection and analysis. We then used a re-
cently published concept analysis for community involvement to 
conduct the synthesis.26

There were four concepts contained in the framework that were 
reported in projects, which we used to develop the theory of in-
volvement. These were as follows:

•	 Frequency of contact, for example one‐off or specific consulta-
tion vs regular contact.

•	 Contact vs collaboration: People who interact for a specific pur-
pose have a different relationship with the researchers than peo-
ple who actively collaborate as members of the research team.

•	 Reciprocal relationships are developed when people with relevant 
lived experience are able to contribute their knowledge and skills 
as equal members of the team.

•	 Shared control over the research process leads to identification 
of relevant topics and production of knowledge that is useful for 
diabetes management.

Propositional statements describing the relationship between 
context, mechanisms and outcomes were drafted for each project 
(JH). Other members of the team critiqued the statements for co-
herence (JHal, MG, MK, TD). The statements were subsequently 

F I G U R E  1  Flow chart for study selection at each stage of the 
review

RQ 2.1
Characteristics of involvement

66 papers

RQ 2.2
Relating involvement to 

outcomes
81 papers across 18 projects

RQ 2.1
Involvement at a single stage (no 

outcomes reported)
11 papers

Cluster searching
identifies 29 projects

Excluded 3030

Excluded 145

RQ1
Scoping for involvement

3241 papers

211 full-text reviewed

Box 1 1 Types of involvement26

•	 Targeted consultation: people are contacted and consulted on specific aspects of the study, for example tasks such as a research pro-
posal, wording of information sheets or surveys. Those involved may not be otherwise involved in the design of the study and may not 
receive much information regarding subsequent progress, outputs or impact.

•	 Embedded consultation: People with relevant lived experience are consulted regularly throughout the research cycle from initial ideas 
and proposals to dissemination of findings. People may be individual representatives on steering or advisory groups; or be representing 
a user‐led organization. The research team retains ownership and control over the research study with regular input from the public.

•	 Collaboration and co‐production: People with relevant lived experience are active members of the research team, contributing to key 
decisions regarding the research process as well as the findings. Relationships are reciprocal and collaborative, with shared control 
across researchers, patients and the public, based on specific areas of expertise.

•	 User‐led research: People with lived experience are supported to lead the research, and take a systematic approach to directing the 
team through each stage from selecting the topic, writing proposals, designing the intervention, collecting and analysing data, and dis-
seminating findings.



     |  911HARRIS et al.

refined and patterns (demi‐regularities) were identified between the 
types of involvement used in different contexts and outcomes of 
involvement.

3  | RESULTS

Projects were the unit of analysis for this review, rather than in-
dividual articles, so results are presented by citing projects (see 
Reference section).

RQ 1: How have people with diabetes and the wider community 
been involved in setting priorities, designing and conducting diabe-
tes research?

The 29 projects were situated in six countries (UK, USA, Australia, 
Canada, New Zealand, Ireland) and covered a range of ethnic groups 
(Maori, Aborigine, Native American, North American, Latino, Asian, 
African American, Caribbean, British, Irish). Eight focused on adults 
(Brown 2006, Carlson 2006, Evans 2007, Gadsby 2012, Lee 2007, 
Lindenmeyer 2007, Paul 2007; Simmons 2013), with the remainder 
focusing on families and community residents. Projects that focused 
on the wider community included people at risk of diabetes as well as 
those who were already diagnosed (Thompson 2000; Braun 2002; 
Daniel 1999; Goldfinger 2008; Adams 2004; Mendenhall 2010; 
Macaulay 1997; Merriam 2009; Coppell 2009; Hanley 1995). Four 
projects were conducted in clinical settings (Noyes 2014; Paul 2007; 
Simmons 2013; Peek 2008); one initiative expanded to include a range 
of community settings (Peek 2008). The remaining projects were 
community‐based, initiated by academic‐community partnerships.

The projects were organized by types of involvement (see Box 1). 
Targeted and embedded involvement took place in a context where 
researchers organized one‐off or limited consultation with patients 
or members of the public to inform a specific research element 
(Table 2).

Two projects focusing on priority setting had frequent contact 
and one‐off contact, respectively46, 43. Gadsby et al46 established a 
partnership representing diabetes organizations, diabetes research 
networks, people with diabetes and carers. The partnership set up 
a steering group that had eight face‐to‐face and teleconference dis-
cussions prior to the priority setting exercise. A democratic process 
produced an agreed set of the priorities that were subsequently 
taken to funding bodies. Brown et al43 used primary care staff to 
recruit from lists, and patients were offered one‐off participation in 
a focus group. They found divergence between patient and research 
council priorities for research and stated that the process added in-
sight, but it is not clear whether the information was actually used.

Lee48 revised medication information leaflets by working with 
pharmacies to recruit patients to individual interviews where they 
appraised readability and content of information. The information 
went through several reviews using a consumer involvement frame-
work, and the user recommendations were used by researchers to 
develop Consumer Medication Information.

The different approaches to targeted involvement suggested 
that frequent involvement establishes/strengthens relationships 

and iterative discussions can produce consensus on research priori-
ties as well as useful patient information. In contexts where involve-
ment is used to extract information via a one‐off encounter (Brown 
2006), the utility of the involvement remains unclear.

A second set of projects characterized as embedded involve-
ment.85, 86  used semi‐structured focus groups and interviews at 
several points to inform design of an intervention and materi-
als. Researchers retained decision‐making authority and control. 
Repeated contact with the same set of service users was not re-
ported. They concluded that participation by patients and general 
practices appeared to be inadequate and suggested that there was a 
‘need to rethink context and the hierarchical relationships between 
children, young people, parents and professionals with regard to 
“partnership and participation” in diabetes decision‐making, self‐
care and self‐management’86:xxxv.

This led us to explore contexts where the pre‐existing relation-
ships, that were initially hierarchical, subsequently shifted to shared 
control. Lindenmeyer49 retrospectively assessed user contributions 
in an established Research User Group. Co‐learning, training and 
support over time served to clarify the purpose of involvement for 
both users and researchers. Researchers acknowledged that it was 
challenging to relinquish control but agreed that users changed the 
direction of the research studies, adding credibility to proposals, 
making them more likely to be funded, and producing interventions 
that were more relevant to people with diabetes. This indicated that 
in contexts where researchers are able to relinquish control, recip-
rocal relationships can emerge, triggering mechanisms where users 
feel confident to contribute knowledge, thereby increasing the rele-
vance of the research.

The relationship between reciprocal relationships and relevance 
also appeared in projects that focused on developing educational 
materials. For example, Evans45 actively engaged primary care staff 
in an action research project where they iteratively developed more 
appropriate educational materials for supporting people with pre‐di-
abetes. Their rationale for action research was that it enables ‘the 
developmental process to be grounded in the views of both service 
users and frontline staff’45:771. The materials were co‐developed, 
tried with patients and revised based on feedback from both pa-
tients and staff. This ongoing process of exchange produced rele-
vant, acceptable and useful educational resources for people with 
diabetes and professionals.

The regular and reciprocal nature of the relationship is an explicit 
requirement in research involving Aboriginal people, as was noted in 
Shoen51 and Watson53. Reciprocity is defined in Aboriginal research 
as the requirement that researchers must demonstrate a return for 
participation that is of benefit to the community. In Schoen's project, 
this took the form of reciprocal interventions such as foot clinics, 
diabetes training and education while Watson's team produced ed-
ucational materials that were owned by the Aboriginal participants. 
Reciprocal dialogue, where the knowledge of local people was given 
equal value, enabled the identification of issues that were important 
with people who had diabetes. Outcomes for collaborative production 
of educational materials included a more coordinated team approach 



912  |     HARRIS et al.

TA
B

LE
 2

 
Ta
rg
et
ed
 a
nd
 e
m
be
dd
ed
 in
vo
lv
em
en
t

A
ut

ho
r, 

Ye
ar

, 
Co

un
tr

y
In

vo
lv

em
en

t a
pp

ro
ac

h
Co

nt
ex

tu
al

 d
riv

er
s f

or
 re

se
ar

ch

Co
nt

rib
ut

io
n 

of
 in

vo
lv

em
en

t

Pr
io

rit
y 

se
tt

in
g

St
ud

y 
de

si
gn

St
ud

y 
in

fo
rm

at
io

n 
&

 re
cr

ui
tm

en
t

Ed
uc

at
io

na
l 

m
at

er
ia

ls
D

at
a 

co
lle

c-
tio

n 
an

al
ys

is
D

is
se

m
in

at
io

n

Br
ow
n,
 2
00
6,
 

U
K

Fo
cu
s 
gr
ou
ps

N
H
S 
po
lic
y 
to
 in
vo
lv
e 
co
ns
um
er
s,
 b
ut
 th
er
e 
is
 a
 

la
ck
 o
f r
es
ea
rc
h 
on
 in
vo
lv
in
g 
pe
op
le
 fr
om
 d
e-

pr
iv
ed
 a
re
as
 a
nd
 m
in
or
ity
 e
th
ni
c 
gr
ou
ps

Y
U

N
N
A

Y
N
A

G
ad
sb
y,
 2
01
2,
 

U
K

Pa
rt
ne
rs
hi
p 

Vo
tin
g

In
te
re
st
s 
of
 c
lin
ic
ia
ns
, p
at
ie
nt
s 
an
d 
ca
re
rs
 m
ay
 b
e 

ov
er
lo
ok
ed
 w
he
n 
pr
io
rit
ie
s 
ar
e 
se
t b
y 
fu
nd
in
g 

bo
di
es
 a
nd
 a
ca
de
m
ic
s

Y
U

U
N
A

U
U

Le
e,
 2
00
7,
 

A
us
tr
al
ia

Fo
cu
s 
gr
ou
ps

 
Pa
rt
ne
rs
hi
p

N
ee
d 
to
 ta
ilo
r c
on
su
m
er
 m
ed
ic
in
e 
In
fo
rm
at
io
n 
vi
a 

co
ns
um
er
 in
vo
lv
em
en
t

U
U

U
Y

U
U

Pa
ul
, 2
00
7;
 

Sm
ith
, 2
01
1,
 

U
K

Re
se
ar
ch
er
 c
on
tr
ol
le
d 
tr
ia
l 

Se
m
i‐s
tr
uc
tu
re
d 
in
te
rv
ie
w
s

Pe
er
 s
up
po
rt
 m
ay
 b
e 
a 
m
or
e 
ef
fe
ct
iv
e 
ap
pr
oa
ch
 to
 

in
vo
lv
in
g 
pa
tie
nt
s 
in
 s
el
f‐
m
an
ag
in
g 
di
ab
et
es
 th
an
 

di
da
ct
ic
 s
up
po
rt

N
Y

N
N

N
N

Si
m
m
on
s,
 2
01
3;
 

20
15
, U
K

Re
se
ar
ch
er
 c
on
tr
ol
le
d 
tr
ia
l 

Se
m
i‐s
tr
uc
tu
re
d 
in
te
rv
ie
w
s 

O
bs
er
va
tio
n

A
lth
ou
gh
 p
ee
r s
up
po
rt
 c
an
 b
e 
ef
fe
ct
iv
e 
in
 d
ia
be

-
te
s,
 li
tt
le
 is
 k
no
w
n 
ab
ou
t d
iff
er
en
ce
s 
in
 e
ff
ec
tiv
e-

ne
ss
 b
et
w
ee
n 
in
di
vi
du
al
 a
nd
 g
ro
up
 p
ee
r s
up
po
rt

N
Y

N
N

N
N

N
oy
es
, 2
01
0;
 

20
14
, U
K

In
te
rv
ie
w
s,
 fo
cu
s 
gr
ou
ps

La
ck
 o
f c
hi
ld
‐c
en
tr
ed
 re
se
ar
ch
 h
as
 h
am
pe
re
d 

de
ve
lo
pm
en
t o
f e
ff
ec
tiv
e 
in
te
rv
en
tio
ns

U
Y

N
Y

N
U

Ev
an
s,
 2
00
7,
 U
K

Ta
ilo
rin
g 
ed
uc
at
io
na
l t
oo
lk
it 

A
ct
io
n 
re
se
ar
ch

U
nc
er
ta
in
ty
 re
ga
rd
in
g 
m
an
ag
em
en
t o
f p
re
‐d
ia
be

-
te
s 
in
 p
rim
ar
y 
ca
re

U
U

U
Y

Y
U

Li
nd
en
m
ye
r, 

20
07
, U
K

Re
se
ar
ch
 u
se
r g
ro
up

 
Q
ua
lit
at
iv
e 
ca
se
 s
tu
dy

N
ee
d 
to
 a
sc
er
ta
in
 w
ha
t m
ak
es
 u
se
r i
nv
ol
ve
m
en
t 

su
cc
es
sf
ul
 in
 a
 re
se
ar
ch
 u
se
r g
ro
up
 th
at
 h
as
 b
ee
n 

es
ta
bl
is
he
d 
fo
r 6
 y

Y
Y

Y
Y

Y
U

M
ud
d‐
M
ar
tin
, 

20
13
, U
S

Pa
rt
ne
rs
hi
p 

C
BP
R

N
ee
d 
to
 re
du
ce
 ri
sk
 o
f t
yp
e 
2 
di
ab
et
es
 a
m
on
g 

ge
ne
tic
al
ly
 s
us
ce
pt
ib
le

Y
Y

Y
Y

Y
Y

Sc
ho
en
 2
01
0,
 

A
us
tr
al
ia

C
om
m
un
ity
 re
fe
re
nc
e 
gr
ou
p 

Fo
cu
s 
gr
ou
ps

N
o 
fr
ee
ly
 a
va
ila
bl
e 
di
ab
et
es
 fo
ot
 c
ar
e 
in
fo
rm
at
io
n 

fo
r A
bo
rig
in
al
 p
op
ul
at
io
n

U
Y

Y
Y

Y
Y

Th
om
ps
on
, 

20
00
, A
us
tr
al
ia

C
om
m
un
ity
‐b
as
ed
 e
th
no
gr
ap
hy

 
Su
rv
ey
 p
ilo
t

K
no
w
le
dg
e 
of
 c
ul
tu
ra
l r
is
k 
fa
ct
or
s 
is
 n
ot
 in
te
gr
at
ed
 

in
to
 e
pi
de
m
io
lo
gi
ca
l r
is
k 
fa
ct
or
 s
ur
ve
ys

U
Y

Y
Y

Y
Y

W
at
so
n,
 2
00
1,
 

A
us
tr
al
ia

Pa
rt
ne
rs
hi
p 

C
BP
R

C
ul
tu
ra
lly
 a
pp
ro
pr
ia
te
 to
ol
s 
fo
r d
ia
be
tic
 fo
ot
 c
ar
e 

ne
ed

ed
Y

U
U

Y
U

Y

A
bb
re
vi
at
io
ns
: N
, D
id
 n
ot
 c
on
tr
ib
ut
e;
 N
A
, N
ot
 A
pp
lic
ab
le
; U
, U
nk
no
w
n;
 Y
, C
on
tr
ib
ut
ed
.



     |  913HARRIS et al.

with clearer strategies for supporting patients with pre‐diabetes man-
agement45; co‐developed materials, which increased understanding 
of diabetes risk and were incorporated into support services, training 
and manuals that were useful in informing people with diabetes, other 
community members and professionals50-53.

Although initial involvement may inform project design, re-
searcher control over subsequent stages of projects may undermine 
initial co‐development. Two projects that consulted patients and 
the wider community to inform research design, Peer Support in 
Diabetes118‐119 and RAPSID120-122 maintained control over recruit-
ment and content of the intervention. Patient recruitment was low, 
and both projects found that peer supporters who were recruited 
dropped out. The RAPSID project noted the need to recruit peer 
supporters directly rather than through clinicians and that recruit-
ment to trials requires very careful preparation, management and 
an understanding of the population involved. We compared these 
projects with another set that maintained user relationships through 
the stages of recruitment and delivery of the intervention.

3.1 | Collaboration and coproduction across all 
stages of the research

Projects reporting involvement across all stages collaborated to ex-
plore local environments, design and conduct interventions. These 
projects noted that developing partnerships took time, in terms of 
making use of the very different areas of expertise held by patients, 
the public and researchers44, 47. Partnerships incorporated local 
people who were committed to reducing health disparity101-105 , with 
reputations as ‘doers and consensus makers’. Task groups included 
people from community agencies and universities who met regu-
larly and reported back to Community Advisory Boards (CAB)114‐115, 
123‐124. The Advisory Boards had project oversight as well as facili-
tating acceptance and participation in the research via their local 
social networks, sectors and organizations. In some places, the 
Advisory Board was established first in order to set priorities for 
the research101-105   , while in other settings, the project was initi-
ated by academics133‐134. In the five projects that were conducted 
in First Nation settings (British Columbia65; FEDS87-90; HCSF91-100; 
Kahnawake106-113; Sandy Lake125-130)  the Tribal Councils had legal 
authority over decisions to conduct research on the reservations, 
which placed academics in a position of making a formal application 
to work with communities.

Partnerships were tasked with developing collaborative relation-
ships via regular face‐to‐face open meetings and site visits in order to 
enable members to express concerns and generate culturally appro-
priate solutions114‐115,123‐124. Communication issues were addressed 
via different group techniques that were used to develop solidarity, a 
shared purpose and a shared knowledge base101-105 .

Partnerships started with an exploration of how local environ-
ment and contexts influenced perceptions of diabetes and challenged 
self‐management. Data were collected to document prevalence and 
raise awareness of risk 91‐92, 106, 116; combined with qualitative work 
to explore perceptions of risk and diabetes57,76, 87, 94, 101, 123, 125-127, 

131, 133. This exploration led to an increased awareness that diabetes 
was a problem that needed to be addressed.

Partnership governance was instrumental in making shared deci-
sions, and negotiating differential skills and expertise. Co‐design and 
training for local researchers increased skills55, 57.

Partnerships felt that the engagement and empowerment of 
people in defining and finding solutions to diabetes for their commu-
nity lead to a sense of responsibility and control over programmes, 
which should theoretically promote change58, 108, 133‐134.

Co‐learning from exploration of local context was used to de-
velop theory‐based protocols that were culturally acceptable, pro-
ducing accessible and efficacious interventions89‐90, 123‐124. Using 
local facilitators for interviews and focus groups meant that people 
could freely express opinions, which was key to considering accept-
able interventions77, 82, 131.

The feasibility of making lifestyle changes was considered in 
relation to cultural norms and local resources. For example, the 
availability and cost of food was mapped and used to leverage local 
resources to provide healthier and more affordable choices102, 129. 
In some projects, one approach to intervention development was 
tried and evaluated before revising114‐115 or moving on to another 
strategy95-100 while others adopted a multifaceted approach which 
included a number of local activities which ran in tandem72-74, 87-90, 
130. Responsiveness to local conditions was noted to be key in de-
signing interventions107.

Materials and approaches to supporting people with diabetes 
and the wider community drew upon local values, lifestyles and tra-
ditional social structures60, 90, 123, 130. Local workers and diabetes 
patients tailored educational teaching style and messages, incorpo-
rating components that culturally resonate50-53, 56, 62, 70, 73, 79, 81, 83, 
84, 93, 95, 103, 117, 124, 131, 133. Co‐created information ensured cultural 
appropriateness, respect for local practices and feasibility and ac-
ceptability of advice. Community presence contributed to the design 
of effective and efficient recruitment protocols and ensured the ac-
ceptability of the methods to potential participants55, 104. This was 
associated with high levels of satisfaction with programmes124.

Projects that aimed to co‐design controlled trials encountered a 
number of challenges. Funders found it difficult to accept that there 
were ethical issues to using a control group design117. Time periods 
of 3‐14 years were needed to agree the methods and intervention 
(Alabama Black Belt; Detroit REACH; HCSF; HEED; LLDPP; Yakima 
Valley). Development was affected by historical relationships be-
tween researchers and communities. In communities that distrusted 
research, it took longer to establish relationships (Detroit REACH; 
HCSF). Where longer periods of time were needed, projects were 
placed in a position of having to sustain activity while applying for a 
series of funding proposals.

Local coordinators and agencies who had long‐standing rela-
tionships with people and were respected in the community were 
instrumental in managing trials56, 104‐105, 114‐115, 124, 131‐132. Hiring and 
retaining qualified local people (site coordinators; community health 
workers; peer support workers) was a challenge, but recruitment/
retention teams were an important component of study design.
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Trials used inclusive approaches to establishing control groups. 
There was randomization at household level, with additional family 
members assigned to the same intervention55, 115, and active control 
groups where all families received a version of the intervention99‐100. 
Stepped recruitment successfully retained control group participa-
tion because people believed that they would eventually receive the 
intervention132. Ensuring sustained participation, however, incurred 
more costs (time, money) as a result.

High rates of recruitment and retention were attributed to lo-
cally led recruitment teams who were sensitive to neighbourhood 
constraints and possibilities, and who were involved at proposal, re-
cruitment and data collection stages55‐56, 100, 115,124, 132. The exper-
tise and connections of respected community agencies promoted 
trust and acceptability, ‘which likely decreased participant with-
drawal from the study’124:363.

Local contexts challenged sustainability of interventions. A 
number of the projects noted the challenges of following dietary 
guidelines when people live in areas where it is difficult and expen-
sive to get healthy food options (British Columbia, Chicago REACH, 
Kahnawake). Other projects noted that exercise was difficult due to 

the lack of exercise facilities, paved paths, safety risks and inclement 
weather (HCSF; Sandy Lake; Starr County). Increase in disposable 
income and childcare mitigated against the initial positive indications 
of healthier eating109. Partnerships were challenged when resources 
(both human and financial) are thinly stretched across a range of 
competing needs in high‐deprivation communities130.

What contributes to the success or failure of 
involvement?

Theories about involvement5,6,31-33 and project data were synthe-
sized to construct a series of propositions for how involvement 
works, in what contexts, for whom, at different stages of design and 
implementation of the intervention (Table 2).

3.2 | Exploring relationships between the process of 
involvement and health outcomes

Our final review question asked: Does successful involve-
ment in adapting diabetes interventions benefit people with 

TA B L E  3  Propositions about involvement in diabetes research

Stage of re-
search project Relationship between context, mechanisms and outcomes

Priority setting When setting priorities, the involvement of people with experience of diabetes may increase relevance but only if there is a 
context where:
•	 there is productive and sufficiently long interaction between researchers and patients/communities
•	 there is facilitation and/or training providing opportunities for people to share knowledge and experiences
•	 the people involved are similar or the same as those that will be designing the intervention

When these conditions exist, mechanisms are triggered where:
•	 researchers aware of their own stance and are willing to relinquish control
•	 community members feel safe to share concerns and disagree
•	 people commit to working out differences

The outcomes of the priority setting process are as follows:
•	 problem framing which allows patient and community concerns to be foregrounded
•	 agreed topics that are taken to funding bodies
•	 raised awareness of health issues and possible solutions that are relevant to patients/communities
•	 continued interest in participating in design and mobilizing to take action

Design of the 
intervention

During the design stage, the same context is important, with the added provisos that:
•	 relevant stakeholders and agencies need to be included
•	 stakeholders need experience in facilitating partnership working
•	 safe and comfortable spaces need to be identified to encourage participation of new stakeholders

If these conditions are in place, then members of the project group will feel:
•	 empowered to judge the feasibility and appropriateness of the emerging design
•	 clear on who has the expertise to undertake different study tasks

If successful, the end products are more culturally acceptable interventions, more appropriate approaches to recruitment, and 
more user‐friendly information and tools. Excluding people from the design process may lead to project information that is 
difficult to understand and less culturally acceptable

Implementation 
stage

Implementing an intervention needs some key resources, which include the following:
•	 training for local people and community workers that is appropriate for their needs and levels of knowledge
•	 supportive supervision for people who are explaining the project to potential participants, providing the intervention, col-
lecting and analysing data

•	 knowledge of the ways in which different stakeholders can contribute to the initiative 
When these resources are in place, the people delivering the interventions feel empowered to exercise judgement when 
recruiting to the study, confident to tailor the intervention based on patient/community needs and concerns, comfortable 
to raise issues about acceptability and suggesting how components can be modified
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diabetes, communities and practitioners lead to achievement of 
health outcomes?

We assessed the impact of involvement on the research pro-
cess as well as on health outcomes. A participatory research impact 
framework34 was used to chart reported benefits (Table 4).

Projects agreed that successful inclusion of people influenced 
decisions about research priorities and topics. Projects that con-
sistently used involvement described it as having a cumulative 
effect. Community engagement in framing the problem increases 
interest in co‐designing an intervention. The focus of the research 
is amended, producing research questions and methods that are 
shaped to local contexts and circumstances. Inclusion in collecting 
data and analysing it increases the trustworthiness of the findings 
and the quality of the data. Involvement of local people in recruit-
ment enables projects to achieve high rates and involvement of 
local people in delivering interventions contributes to sustained 
retention. Benefits to community researchers include increased 
knowledge and confidence to contribute to different stages of 
the project. Academic researchers reported that their perceptions 
of the utility of involvement changed and they developed skills in 

engaging with communities of practice and an increased under-
standing of the topic. Although involvement was seen to benefit 
the process at a number of steps, participation in data analysis, 
writing up and dissemination were rarely reported.

Projects using a collaborative approach related involvement to 
achieving health outcomes. Cohesive collaborative partnerships 
were seen to impact local community health (HEED) and cultur-
ally relevant programmes which were sensitive to literacy were 
associated with efficacy in diabetes management (San Francisco) 
evidenced by improved HbA1c, weight loss and improved insulin re-
sistance (LLDPP). Conversely, projects that were unable to embed 
involvement or mobilize partnerships were unable to show clinical 
effect (British Columbia; EPIC; PSPD; RAPSID;).

4  | DISCUSSION AND CONCLUSIONS

This review found that projects which promote frequent and regu-
lar contact across researchers, patients with diabetes and wider 
communities are able to develop reciprocal relationships where 
the lived experiences of people are instrumental in developing 
and conducting relevant and accessible interventions promot-
ing diabetes self‐management. In contexts where researchers are 
able to share control and ownership, community advisory groups 
and community researchers can achieve and sustain high rates of 
participation, which can potentially support achievement of health 
outcomes.

Although we were able to follow our original protocol,35 our the-
ory depended on the extent of explanation and attribution in papers 
reporting the process of involvement. We compensated for thin re-
porting by using cluster searching to identify additional reports for 
each project. Our finding that good rates of recruitment and co‐de-
velopment of recruitment influence high uptake and retention rates 
is consistent with a review by Horigan et al36 that found non‐atten-
dance occurs when these factors are not addressed. Our finding that 
delivery by local workers influences retention is consistent with tri-
als noting that community health worker intervention groups have 
higher completion rates than usual care groups.37 The importance of 
reciprocity is supported by a realist review38 and a validated model 
for community‐based participatory research that demonstrate the 
importance of relationships when working in academic/community 
partnerships to achieve individual and system outcomes.39 To the 
best of our knowledge, there are no other reviews attempting to link 
involvement in diabetes interventions to health outcomes, but there 
is strong evidence across a range of health conditions that commu-
nity engagement is effective.40

However, involvement requires investment in new ways of 
working, which research funding rarely covers. The development of 
partnership trust takes time, as was acknowledged by a number of 
the teams included in the current review. Therefore, we need to ask 
how limited resources can best be used to incorporate patient and 
community experiences into diabetes research. We need to define 
what ‘good enough’ involvement actually means; in some contexts, 

TA B L E  4  Reported benefits of involvement

Benefit Reported

On research agenda

Initiating the research topic R

Identifying different research questions R

Influencing funding decisions NR

On research design

Amending the focus of this research R

Shaping the question (s) for this research R

Designing data collection/generation approach R

Designing approach to data analysis R

Increased trustworthiness R

Quality of the data R

On research process

Supporting recruitment R

Collecting/Generating data R

Analysing data R

Writing up NR

Dissemination NR

On participatory researchers

Knowledge of research R

Confidence to contribute R

Skills R

Empowerment R

On academic/community based researchers

Affected perceptions R

Affected engagement with communities of practice R

Affected understandings of topic area R

Note: Adapted from Cook et al.34
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targeted engagement may be sufficient, while in others, ongoing in-
volvement and active collaboration may be needed.

It has been argued that research funders currently prioritize re-
search designs that favour controlled studies at the expense of ignoring 
complexity in health interventions.41 Further, in the case of diabetes, 
research projects are generally expected to generate evidence of clin-
ical impact over a relatively short time period of 6‐18 months. The 
successful projects in our review placed health outcomes within a 
wider and longer term perspective and defined impact as achieving 
understanding of community issues and context, developing trusting 
relationships across sectors and developing productive partnerships. 
These dimensions of impact are prerequisites for designing research 
that is feasible and locally relevant as well as robust.42

Research teams need to incorporate the key aspects of working in 
partnerships and community development that were identified in our 
review. In addition, more support needs to be dedicated to funding 
different types of research that foreground interactions, intercon-
nectedness and understanding of how integral community systems 
are to reduction of diabetes risk and self‐management of diabetes.

ACKNOWLEDG EMENTS

We would like to thank Nina Skille, Norwegian Diabetes Association, 
Norway, and Berit Rokne,, Western Norway University of Applied 
Sciences, Bergen, Norway, for their participation and feedback on 
earlier drafts.

CONFLIC TS OF INTERE S T

The authors confirm that they have no conflicts of interest.

DATA ACCE SSIBILIT Y

Data sharing is not applicable to this article as no new data were cre-
ated or analysed in this review.

ORCID

Janet Harris   https://orcid.org/0000-0002-0754-7223 

R E FE R E N C E S

	 1.	 Walker RJ, Smalls BL, Campbell JA, Williams JL, Egede LE. Impact 
of social determinants of health on outcomes for type 2 diabetes: 
a systematic review. Endocrine. 2014;47(1):29‐48.

	 2.	 Liu JJ, Davidson E, Bhopal RS, et al. Adapting health promotion 
interventions to meet the needs of ethnic minority groups: mixed‐
methods evidence synthesis. Health Technol Assess (Winchester, 
England). 2012;16(44):1‐469.

	 3.	 Card JJ, Solomon J, Cunningham SD. How to adapt effective pro-
grams for use in new contexts. Health Prom Pract. 2011;12(1):25‐35.

	 4.	 Sarrami‐Foroushani P, Travaglia J, Debono D, Braithwaite J. 
Implementing strategies in consumer and community engagement 
in health care: results of a large‐scale, scoping meta‐review. BMC 
Health Serv Res. 2014;14(1):402.

	 5.	 Davidson EM, Liu JJ, Bhopal RA, et al. Behavior change inter-
ventions to improve the health of racial and ethnic minority 
populations: a tool kit of adaptation approaches. Milbank Q. 
2013;91(4):811‐851.

	 6.	 Brett J, Staniszewska S, Mockford C, et al. Mapping the impact of 
patient and public involvement on health and social care research: 
a systematic review. Health Expect. 2014;17(5):637‐650.

	 7.	 Glasby J. From evidence‐based to knowledge‐based policy and 
practice. In: Evidence, policy and practice: critical perspectives in 
health and social care. Bristol, UK: Policy Press; 2011:85‐98.

	 8.	 Durose C, Needham C, Mangan C, Rees J. Generating 'good enough' 
evidence for co‐production. Evid Policy. 2017;13(1):135‐151.

	 9.	 Harris J, Cook T, Gibbs L, et al. Searching for the impact of par-
ticipation in health and health research: challenges and methods. 
BioMed Res Int. 2018;2018:1‐12.

	 10.	 Staniszewska S, Denegri S. Patient and public involvement in re-
search: future challenges. Evid Based Nurs. 2013;16:69.

	 11.	 International Diabetes Federation Guideline Development Group. 
Global guideline for type 2 diabetes. Diabetes Res Clin Pract. 
2014;104(1):1‐52.

	 12.	 Think Local Act Personal. Making it real: marking progress towards 
personalised, community based support. 2011. London, UK: TLAP. 
https​://www.think​local​actpe​rsonal.org.uk/Lates​t/Making-it-
Real-Marki​ng-progr​ess-towar​ds-perso​nalis​ed-commu​nity-based-
suppo​rt/. Accessed July 20, 2018.

	 13.	 Gray LJ, Troughton J, Khunti K, Davies MJ. Let’s prevent diabetes: 
from idea to implementation. Pract Diabetes. 2017;34(2):55‐57.

	 14.	 Barry E, Roberts S, Oke J, Vijayaraghavan S, Normansell R, 
Greenhalgh T. Efficacy and effectiveness of screen and treat 
policies in prevention of type 2 diabetes: systematic review 
and meta‐analysis of screening tests and interventions. BMJ. 
2017;356:i6538.

	 15.	 Barry E, Roberts S, Finer S, Vijayaraghavan S, Greenhalgh T. 
Time to question the NHS diabetes prevention programme. BMJ. 
2015;351:h4717.

	 16.	 Mezuk B, Concha JB, Perrin P, Green T. Commentary: recon-
sidering the role of context in diabetes prevention. Ethn Dis. 
2017;27(1):23‐28.

	 17.	 Pottie K, Hadi A, Chen J, Welch V, Hawthorne K. Realist review to 
understand the efficacy of culturally appropriate diabetes educa-
tion programmes. Diabet Med. 2013;30(9):1017‐1025.

	 18.	 Crawford MJ, Rutter D, Manley C, et al. Systematic review of in-
volving patients in the planning and development of health care. 
BMJ. 2002;325(7375):1263.

	 19.	 Tempfer CB, Nowak P. Consumer participation and organiza-
tional development in health care: a systematic review. Wien Klin 
Wochenschr. 2011;123(13):408‐414.

	 20.	 Sandelowski M, Voils CI, Barroso J. Defining and designing mixed 
research synthesis studies. Res Sch. 2006;13(1):29‐40.

	 21.	 Pawson R, Greenhalgh T, Harvey G, Walshe K. Realist review‐a 
new method of systematic review designed for complex policy in-
terventions. J Health Serv Res Policy. 2005;10(1_suppl):21‐34.

	 22.	 Sayer A. Essentialism, social constructionism, and beyond. Sociol 
Rev. 1997;45(453):487.

	 23.	 Pawson R, Tilley N. Realistic evaluation. London, UK: Sage; 1997.
	 24.	 Viswanathan M, Ammerman A, Eng E, et al. Community‐based 

participatory research: assessing the evidence. Evid Rep Technol 
Assess. 2004;99:1‐8.

	 25.	 Booth A, Harris J, Croot E, Springett J, Campbell F, Wilkins E. 
Towards a methodology for cluster searching to provide concep-
tual and contextual “richness” for systematic reviews of complex 
interventions: case study (CLUSTER). BMC Med Res Methodol. 
2013;13(1):118.

	 26.	 Hughes M, Duffy C. Public involvement in health and social sciences 
research: a concept analysis. Health Expect. 2018;21:1183‐1190.

https://orcid.org/0000-0002-0754-7223
https://orcid.org/0000-0002-0754-7223
https://www.thinklocalactpersonal.org.uk/Latest/Making-it-Real-Marking-progress-towards-personalised-community-based-support/
https://www.thinklocalactpersonal.org.uk/Latest/Making-it-Real-Marking-progress-towards-personalised-community-based-support/
https://www.thinklocalactpersonal.org.uk/Latest/Making-it-Real-Marking-progress-towards-personalised-community-based-support/


     |  917HARRIS et al.

	 27.	 Gough DA, Oliver S, Thomas J. Learning from research: systematic 
reviews for informing policy decisions: a quick guide. London, UK: 
Nesta; 2013.

	 28.	 Wong G, Greenhalgh T, Westhorp G, Buckingham J, Pawson R. 
RAMESES publication standards: realist syntheses. BMC Med. 
2013;11(1):21.

	 29.	 Shippee ND, Domecq Garces JP, Prutsky Lopez GJ, et al. Patient 
and service user engagement in research: a systematic review and 
synthesized framework. Health Expect. 2015;18(5):1151‐1166.

	 30.	 Oliver SR, Rees RW, Clarke‐Jones L, et al. A multidimensional con-
ceptual framework for analysing public involvement in health ser-
vices research. Health Expect. 2008;11(1):72‐84.

	 31.	 Saunders C, Crossing S, Girgis A, Butow P, Penman A. 
Operationalising a model framework for consumer and commu-
nity participation in health and medical research. Aust New Zealand 
Health Policy. 2007;4:13.

	 32.	 Telford R, Boote JD, Cooper CL. What does it mean to involve con-
sumers successfully in NHS research? A consensus study. Health 
Expect. 2004;7:209‐220.

	 33.	 Cook T, Boote J, Buckley N, Vougioukalou S, Wright M. Accessing 
participatory research impact and legacy: developing the evidence 
base for participatory approaches in health research. Educ Action 
Res. 2017;25(4):473‐488.

	 34.	 Newman L, Dale A. Homophily and agency: creating effec-
tive sustainable development networks. Environ Dev Sustain. 
2007;9:79‐90.

	 35.	 Harris J, Graue M, Dunning T, et al. Involving people with diabe-
tes and the wider community in diabetes research: a realist review 
protocol. Syst Rev. 2015;4(1):146.

	 36.	 Horigan G, Davies M, Findlay‐White F, Chaney D, Coates V. Reasons 
why patients referred to diabetes education programmes choose 
not to attend: a systematic review. Diabet Med. 2017;34(1):14‐26.

	 37.	 Babamoto KS, Sey KA, Camilleri AJ, Karlan VJ, Catalasan J, Morisky 
DE. Improving diabetes care and health measures among Hispanics 
using Community Health Workers: results from a randomized con-
trolled trial health. Health Educ Behav. 2009;36(1):113‐126.

	 38.	 Jagosh J, Bush PL, Salsberg J, et al. A realist evaluation of commu-
nity‐based participatory research: partnership synergy, trust build-
ing and related ripple effects. BMC Pub Health. 2015;30(15):725.

	 39.	 Oetzel JG, Wallerstein N, Duran B, et al. Impact of participatory 
health research: a test of the community‐based Participatory 
Research Conceptual Model. BioMed Res Int. 2018;2018:1‐12.

	 40.	 O’Mara‐Eves A, Brunton G, Oliver S, Kavanagh J, Jamal F, Thomas 
J. The effectiveness of community engagement in public health in-
terventions for disadvantaged groups: a meta‐analysis. BMC Public 
Health. 2015;15(1):129.

	 41.	 Greenhalgh T, Papoutsi C. Studying complexity in health services 
research: desperately seeking an overdue paradigm shift. BMC 
Med. 2018;16:95.

	 42.	 International Collaboration for Participatory Health Research. 
Impact in participatory health research. 2018. Position Paper 3 (in 
press).

I N C LU D E D PROJ EC T S TA RG E TE D A N D E M B E D D E D 
I N VO LV E M E NT

	 43.	 Brown K, Dyas J, Chahal P, Khalil Y, Riaz P, Cummings‐Jones J. 
Discovering the research priorities of people with diabetes in 
a multicultural community: a focus group study. Br J Gen Pract. 
2006;56(524):206‐213.

	 44.	 Carlson BA, Neal D, Magwood G, Jenkins C, King MG, Hossler CL. 
A community‐based participatory health information needs as-
sessment to help eliminate diabetes information disparities. Health 
Promot Pract. 2006;7(3 suppl):213S‐22S.

	 45.	 Evans PH, Greaves C, Winder R, Fearn‐Smith J, Campbell JL. 
Development of an educational ‘toolkit’ for health professionals 
and their patients with prediabetes: the WAKEUP study (Ways of 
Addressing Knowledge Education and Understanding in Pre‐dia-
betes). Diabet Med. 2007;24(7):770‐777.

	 46.	 Gadsby R, Snow R, Daly AC, et al. Setting research priorities for 
Type 1 diabetes. Diabet Med. 2012;29(10):1321‐1326.

	 47.	 Giachello AL, Arrom JO, Davis M, et al. Reducing diabetes health 
disparities through community‐based participatory action re-
search: the Chicago Southeast Diabetes Community Action 
Coalition. Public Health Rep. 2003;118(4):309‐323.

	 48.	 Lee DY, Armour C, Krass I. The development and evaluation of 
written medicines information for Type 2 diabetes. Health Educ 
Res. 2007;22(6):918‐930.

	 49.	 Lindenmeyer A, Hearnshaw H, Sturt J, Ormerod R, Aitchison G. 
Assessment of the benefits of user involvement in health research 
from the Warwick Diabetes Care Research User Group: a qualita-
tive case study. Health Expect. 2007;10(3):268‐277.

	 50.	 Mudd‐Martin G, Martinez MC, Rayens MK, Gokun Y, Meininger 
JC. Sociocultural tailoring of a healthy lifestyle intervention to 
reduce cardiovascular disease and type 2 diabetes risk among 
Latinos. Prev Chronic Dis. 2013;10:130‐137.

	 51.	 Schoen D, Balchin D, Thompson S. Health promotion resources 
for Aboriginal people: lessons learned from consultation and 
evaluation of diabetes foot care resources. Health Promot J Austr. 
2010;21(1):64‐69.

	 52.	 Thompson SJ, Gifford SM, Thorpe L. The social and cultural con-
text of risk and prevention: food and physical activity in an urban 
Aboriginal community. Health Educ Behav. 2000;27(6):725‐743.

	 53.	 Watson J, Obersteller EA, Rennie L, Whitbread C. Diabetic foot 
care: developing culturally appropriate educational tools for 
Aboriginal and Torres Strait Islander peoples in the Northern 
Territory, Australia. Aust J Rural Health. 2001;9(3):121‐126.

I N C LU D E D PROJ EC T S CO LL A B O R ATI V E A N D US E R‐
LE D R E S E A RC H

Alabama Black Belt
	 54.	 Cherrington A, Martin MY, Hayes M, et al. Intervention mapping as 

a guide for the development of a diabetes peer support interven-
tion in rural Alabama. Prev Chronic Dis. 2012;9:110053.

	 55.	 Andreae SJ, Halanych JH, Cherrington A, Safford MM. Recruitment 
of a rural, southern, predominantly African‐American popula-
tion into a diabetes self‐management trial. Contemp Clin Trials. 
2012;33(3):499‐506.

	 56.	 Safford MM, Andreae S, Cherrington AL, et al. Peer coaches to 
improve diabetes outcomes in rural Alabama: a cluster randomized 
trial. Ann Fam Med. 2015;13(Suppl 1):S18‐26.

American Samoa
	 57.	 Braun KL, Kuhaulua RL, Ichiho HM, Aitaoto NT. Listening to the 

community: a first step in adapting Diabetes Today to the Pacific. 
Pac Health Dialog. 2002;9(2):321‐328.

	 58.	 Braun KL, Ichiho HM, Kuhaulua RL, et al. Empowerment through 
community building: Diabetes Today in the Pacific. J Public Health 
Manag Pract. 2003;9:S19‐25.

	 59.	 Aitaoto NT, Braun KL, Ichiho HM, Kuhau RL. Diabetes Today 
in the Pacific: reports from the field. Pac Health Dialog. 
2005;12(1):124‐131.

	 60.	 Rosen RK, DePue J, McGarvey ST. Overweight and diabetes in 
American Samoa: the cultural translation of research into health 
care practice. Med Health R I. 2008;91(12):372‐377.

	 61.	 Aitaoto N, Tsark J, Braun KL. Sustainability of the Pacific Diabetes 
Today coalitions. Prev Chronic Dis. 2009;6(4):A130.



918  |     HARRIS et al.

	 62.	 DePue JD, Dunsiger S, Seiden AD, et al. Nurse–community health 
worker team improves diabetes care in American Samoa. Diabetes 
Care. 2013;36(7):1947‐1953.

	 63.	 Hamid S, Dunsiger S, Seiden A, et al. Impact of a diabetes con-
trol and management intervention on health care utilization in 
American Samoa. Chronic Illn. 2014;10(2):122‐134.

	 64.	 Rao M, DePue JD, Dunsiger S, Elsayed M, Nu'usolia O, McGarvey 
ST. Long‐term impact of a community health worker interven-
tion on diabetes control in American Samoa. Prev Chronic Dis. 
2015;12:150160.

British Columbia
	 65.	 Daniel M, Green LW, Marion SA, et al. Effectiveness of com-

munity‐directed diabetes prevention and control in a rural 
Aboriginal population in British Columbia. Canada. Soc Sci Med. 
1999;48(6):815‐832.

Chicago REACH
	 66.	 Peek ME, Quinn MT, Gorawara‐Bhat R, Odoms‐Young A, 

Wilson SC, Chin MH. How is shared decision‐making defined 
among African‐Americans with diabetes? Patient Educ Couns. 
2008;72(3):450‐458.

	 67.	 Peek ME, Wilson SC, Gorawara‐Bhat R, Odoms‐Young A, Quinn 
MT, Chin MH. Barriers and facilitators to shared decision‐making 
among African‐Americans with diabetes. J General Intern Med. 
2009;24(10):1135‐1139.

	 68.	 Peek ME, Odoms‐Young A, Quinn MT, Gorawara‐Bhat R, Wilson 
SC, Chin MH. Race and shared decision‐making: perspectives of 
African‐Americans with diabetes. Soc Sci Med. 2010;71(1):1‐9.

	 69.	 Peek ME, Wilkes AE, Roberson TS, et al. Early lessons from an ini-
tiative on Chicago's South Side to reduce disparities in diabetes 
care and outcomes. Health Aff. 2012;31(1):177‐186.

	 70.	 Peek ME, Harmon SA, Scott SJ, et al. Culturally tailoring pa-
tient education and communication skills training to em-
power African‐Americans with diabetes. Transl Behavioral Med. 
2012;2(3):296‐308.

	 71.	 Nundy S, Dick JJ, Solomon MC, Peek ME. Developing a behav-
ioral model for mobile phone‐based diabetes interventions. Patient 
Educ Couns. 2013;90(1):125‐132.

	 72.	 Chin MH, Goddu AP, Ferguson MJ, Peek ME. Expanding and sus-
taining integrated health care – community efforts to reduce dia-
betes disparities. Health Promot Pract. 2014;15(2_suppl):29S‐39S.

	 73.	 Peek ME, Ferguson MJ, Roberson TP, Chin MH. Putting theory 
into practice: a case study of diabetes‐related behavioral change 
interventions on Chicago's south side. Health Promot Pract. 
2014;15(2_suppl):40S‐50S.

	 74.	 Goddu AP, Roberson TS, Raffel KE, Chin MH, Peek ME. Food Rx: 
a community–university partnership to prescribe healthy eat-
ing on the South Side of Chicago. J Prevention Interv Community. 
2015;43(2):148‐162.

	 75.	 Goddu AP, Raffel KE, Peek ME. A story of change: the influence of 
narrative on African‐Americans with diabetes. Patient Educ Couns. 
2015;98(8):1017‐1024.

Detroit REACH
	 76.	 Kieffer EC, Willis SK, Odoms‐Young AM, et al. Reducing dispari-

ties in diabetes among African‐American and Latino residents of 
Detroit: the essential role of community planning focus groups. 
Ethn Dis. 2004;14(3 Supp 1):S27‐S37.

	 77.	 Two Feathers J, Kieffer EC, Palmisano G, et al. Racial and Ethnic 
Approaches to Community Health (REACH) Detroit partnership: 
improving diabetes‐related outcomes among African American 
and Latino adults. Am J Public Health. 2005;95(9):1552‐1560.

	 78.	 Spencer MS, Kieffer EC, Sinco BR, et al. Diabetes‐specific emo-
tional distress among African Americans and Hispanics with type 
2 diabetes. J Health Care Poor Underserved. 2006;17(2):88‐105.

	 79.	 Two Feathers J, Kieffer EC, Palmisano G, et al. The development, 
implementation, and process evaluation of the REACH Detroit 

Partnership's Diabetes Lifestyle Intervention. Diabetes Educ. 
2007;33(3):509‐520.

	 80.	 Rosland AM, Kieffer E, Israel B, et al. When is social support im-
portant? The association of family support and professional sup-
port with specific diabetes self‐management behaviors. J General 
Intern Med. 2008;23(12):1992‐1999.

	 81.	 Heisler M, Spencer M, Forman J, et al. Participants' assessments 
of the effects of a community health worker intervention on their 
diabetes self‐management and interactions with healthcare pro-
viders. Am J Prev Med. 2009;37(6):S270‐S279.

	 82.	 Spencer MS, Rosland AM, Kieffer EC, et al. Effectiveness of a com-
munity health worker intervention among African American and 
Latino adults with type 2 diabetes: a randomized controlled trial. 
Am J Public Health. 2011;101(12):2253‐2260.

	 83.	 Tang TS, Funnell M, Sinco B, et al. Comparative effectiveness of 
peer leaders and community health workers in diabetes self‐man-
agement support: results of a randomized controlled trial. Diabetes 
Care. 2014;37(6):1525‐1534.

	 84.	 Spencer MS, Kieffer EC, Sinco B, et al. Outcomes at 18 months 
from a Community Health Worker and Peer Leader Diabetes Self‐
Management Program for Latino adults. Diab Care. 2018;41:1414‐1422.

EPIC Project
	 85.	 Noyes JP, Williams A, Allen D, et al. Evidence into practice: evalu-

ating a child‐centred intervention for diabetes medicine manage-
ment. The EPIC Project. BMC Pediatr. 2010;10(1):70.

	 86.	 Noyes JP, Lowes L, Whitaker R, et al. Developing and evaluating 
a child‐centred intervention for diabetes medicine management 
using mixed methods and a multicentre randomised controlled 
trial. Health Serv Deliv Res. 2014;2:(8).

Family Education Diabetes Series (FEDS)
	 87.	 Doherty WJ, Mendenhall TJ. Citizen health care: a model for en-

gaging patients, families, and communities as coproducers of 
health. Fam Sys Health. 2006;24(3):251‐263.

	 88.	 Berge JM, Mendenhall TJ, Doherty WJ. Using Community‐Based 
Participatory Research (CBPR) to target health disparities in fami-
lies. Fam Relat. 2009;58(4):475‐488.

	 89.	 Mendenhall TJ, Berge JM, Harper P, et al. The Family Education 
Diabetes Series (FEDS): community‐based participatory re-
search with a midwestern American Indian community. Nurs Inq. 
2010;17(4):359‐372.

	 90.	 Mendenhall TJ, Seal KL, GreenCrow BA, LittleWalker KN, 
BrownOwl SA. The family education diabetes series: Improving 
health in an urban‐dwelling American Indian community. Qual 
Health Res. 2012;22(11):1524‐1534.

Healthy Children Safe Families (HCSF)
	 91.	 Adams A, Miller‐Korth N, Brown D. Learning to work together: de-

veloping academic and community research partnerships. Wis Med 
J. 2004;103(2):15‐19.

	 92.	 Adams AK, Quinn RA, Prince RJ. Low recognition of childhood 
overweight and disease risk among Native‐American caregivers. 
Obes Res. 2005;13:146‐152.

	 93.	 LaRowe TL, Wubben DP, Cronin KA, Adams AK, Peer VSM. de-
velopment of a culturally appropriate, home‐based nutrition and 
physical activity curriculum for Wisconsin American Indian fami-
lies. Prev Chronic Dis. 2007;4(4):A109.

	 94.	 Adams AK, Harvey H, Brown D. Constructs of health and environ-
ment inform child obesity prevention in American Indian commu-
nities. Obesity. 2008;16(2):311‐317.

	 95.	 Adams A. Understanding community and family barriers and 
supports to physical activity in American Indian children. J Public 
Health Manag Pract. 2010;16(5):401‐403.

	 96.	 Adams A, Prince R. Correlates of physical activity in young 
American Indian children: lessons learned from the Wisconsin 
Nutrition and Growth Study (WINGS). J Public Health Manag Pract. 
2010;16(5):394‐400.



     |  919HARRIS et al.

	 97.	 Adams AK, LaRowe TL, Cronin KA, et al. The healthy children, 
strong families intervention: design and community participation. 
J Prim Prev. 2012;33(4):175‐185.

	 98.	 Adams AK, Scott JR, Prince R, Williamson A. Using Community 
Advisory Boards to reduce environmental barriers to health in 
American Indian Communities, Wisconsin, 2007–2012. Prev 
Chronic Dis. 2014;11. E160.

	 99.	 Tomayko EJ, Prince RJ, Cronin KA, Adams AK. The healthy chil-
dren, strong families intervention promotes improvements in nu-
trition, activity and body weight in American Indian families with 
young children. Public Health Nutr. 2016;19(15):2850‐2859

	100.	 Tomayko EJ, Prince RJ, Cronin KA, et al. Healthy Children, Strong 
Families 2: a randomized controlled trial of a healthy lifestyle inter-
vention for American Indian families designed using community‐
based approaches. Clin Trials. 2017;19(15):2850‐2859.

HEED East Harlem
	101.	 Horowitz CR, Williams L, Bickell NA. A community‐centred 

approach to diabetes in East Harlem. J General Intern Med. 
2003;18:542‐548.

	102.	 Horowitz CR, Colson KA, Hebert PL, Lancaster K. Barriers to buy-
ing healthy foods for people with diabetes: evidence of environ-
mental disparities. Am J Public Health. 2004;94(9):1549‐1554.

	103.	 Goldfinger JZ, Arniella G, Wylie‐Rosett J, Horowitz CR. Project 
HEAL: peer education leads to weight loss in Harlem. J Health Care 
Poor Underserved. 2008;19(1):180‐192.

	104.	 Horowitz CR, Brenner BL, Lachapelle S, Amara DA, Arniella G. 
Effective recruitment of minority populations through commu-
nity‐led strategies. Am J Prev Med. 2009;37(6):S195‐S200.

	105.	 Horowitz CR, Eckhardt S, Talavera S, Goytia C, Lorig K. Effectively 
translating diabetes prevention: a successful model in a historically 
underserved community. Transl Behav Med. 2011;1(3):443.

Kahnawake Schools Diabetes Prevention Project
	106.	 Macaulay AC, Paradis G, Potvin L, et al. The Kahnawake Schools 

Diabetes Prevention Project: intervention, evaluation, and base-
line results of a diabetes primary prevention program with a native 
community in Canada. Prev Med. 1997;26(6):779‐790.

	107.	 Potvin L, Cargo M, McComber AM, Delormier T, Macaulay AC. 
Implementing participatory intervention and research in commu-
nities: lessons from the Kahnawake Schools Diabetes Prevention 
Project in Canada. Soc Sci Med. 2003;56(6):1295‐1305.

	108.	 Bisset S, Cargo M, Delormier T, Macaulay AC, Potvin L. Legitimizing 
diabetes as a community health issue: a case analysis of an Aboriginal 
community in Canada. Health Promot Int. 2004;19(3):317‐326.

	109.	 Paradis G, Lévesque L, Macaulay AC, et al. Impact of a diabetes 
prevention program on body size, physical activity, and diet among 
Kanien'keha: ka (Mohawk) children 6 to 11 years old: 8‐year results 
from the Kahnawake Schools Diabetes Prevention Project. Pediatr. 
2005;115(2):333‐339.

	110.	 Macaulay AC, Ing A, Salsberg J, et al. Community‐based participa-
tory research: lessons from sharing results with the community: 
Kahnawake schools diabetes prevention project. Prog Community 
Health Partnersh. 2007;1(2):143‐152.

	111.	 Cargo M, Delormier T, Lévesque L, Horn‐Miller K, McComber A, 
Macaulay AC. Can the democratic ideal of participatory research 
be achieved? An inside look at an academic–indigenous commu-
nity partnership. Health Ed Res. 2008;23(5):904‐914.

	112.	 Cargo MD, Delormier T, Lévesque L, McComber AM, Macaulay 
AC. Community capacity as an “inside job”: evolution of perceived 
ownership within a university‐aboriginal community partnership. 
Am J Health Promot. 2011;26(2):96‐100.

	113.	 Salsberg J, Macridis S, Garcia Bengoechea E, Macaulay AC, Moore 
S. KSDPP School Travel Planning Committee. The shifting dy-
namics of social roles and project ownership over the lifecycle 
of a community‐based participatory research project. Fam Pract. 
2017;34(3):305‐312.

Lawrence Latinos Diabetes Prevention Project (LLDPP)
	114.	 Merriam PA, Tellez TL, Rosal MC, et al. Methodology of a diabe-

tes prevention translational research project utilizing a commu-
nity‐academic partnership for implementation in an underserved 
Latino community. BMC Med Res Methodol. 2009;9(1):20.

	115.	 Ockene IS, Tellez TL, Rosal MC, et al. Outcomes of a Latino com-
munity‐based intervention for the prevention of diabetes: the 
Lawrence Latino Diabetes Prevention Project. Am J Public Health. 
2012;102(2):336‐342.

New Zealand Ngati
	116.	 Coppell KJ, Tipene‐Leach DC, Pahau HL, et al. Two‐year results 

from a community‐wide diabetes prevention intervention in a 
high risk indigenous community: the Ngati and Healthy project. 
Diabetes Res Clin Pract. 2009;85(2):220‐227.

	117.	 Tipene‐Leach DC, Coppell KJ, Abel S, Pāhau HL, Ehau T, Mann JI. 
Ngāti and healthy: translating diabetes prevention evidence into 
community action. Ethn Health. 2013;18(4):402‐414.

Peer Support for People with Type 2 Diabetes (PSPD)
	118.	 Paul G, Smith SM, Whitford D, O'Kelly F, O'Dowd T. Development 

of a complex intervention to test the effectiveness of peer support 
in type 2 diabetes. BMC Health Serv Res. 2007;7(1):136.

	119.	 Smith SM, Paul G, Kelly A, Whitford DL, O’Shea E, O’Dowd T. Peer 
support for patients with type 2 diabetes: cluster randomised con-
trolled trial. BMJ. 2011;15(32):d715.

RAPSID Peer Support in Diabetes
	120.	 Simmons D, Bunn C, Cohn S, Graffy J. What is the idea behind peer 

to peer support in diabetes. Diabetes Manag. 2013;3(1):61‐70.
	121.	 Simmons D, Cohn S, Bunn C, et al. Testing a peer support inter-

vention for people with type 2 diabetes: a pilot for a randomised 
controlled trial. BMC Fam Pract. 2013;14(1):5.

	122.	 Simmons D, Prevost AT, Bunn C, et al. Impact of community 
based peer support in type 2 diabetes: a cluster randomised con-
trolled trial of individual and/or group approaches. PLoS ONE. 
2015;10(3):e0120277.

San Francisco
	123.	 Chesla CA, Chun KM, Kwan CM. Cultural and family challenges 

to managing type 2 diabetes in immigrant Chinese Americans. 
Diabetes Care. 2009;32(10):1812‐1816.

	124.	 Chesla CA, Chun KM, Kwan CML, et al. Testing the efficacy of cul-
turally adapted coping skills training for Chinese American immi-
grants with type 2 diabetes using community‐based participatory 
research. Res Nurs Health. 2013;36(4):359‐372.

Sandy Lake
	125.	 Hanley AJ, Harris SB, Barnie A, et al. The Sandy Lake Health and 

Diabetes Project: design, methods and lessons learned. Chronic Dis 
Can. 1995;16(4):149‐156.

	126.	 Gittelsohn J, Harris SB, Whitehead S, et al. Developing diabe-
tes interventions in an Ojibwa‐Cree community in northern 
Ontario: linking qualitative and quantitative data. Chronic Dis Can. 
1995;16(4):157‐164.

	127.	 Gittelsohn J, Harris SB, Burris KL, et al. Use of ethnographic meth-
ods for applied research on diabetes among the Ojibway‐Cree in 
northern Ontario. Health Educ Behav. 1996;23(3):365‐382.

	128.	 Gittelsohn J, Harris SB, Thorne‐Lyman AL, Hanley AJG, 
Barnie A, Zinman B. Body image concepts differ by age 
and sex in an Ojibway‐Cree community in Canada. J Nutr. 
1996;126(12):2990.

	129.	 Saksvig BI, Gittelsohn J, Harris SB, Hanley AJ, Valente TW, Zinman 
B. A pilot school‐based healthy eating and physical activity inter-
vention improves diet, food knowledge, and self‐efficacy for na-
tive Canadian children. J Nutr. 2005;135(10):2392‐2398.

	130.	 Kakekagumick KE, Hayward MN, Harris SB, et al. Sandy lake health 
and diabetes project: a community‐based intervention targeting 
type 2 diabetes and its risk factors in a first nations community. 
Front Endocrinol. 2013;4:170.



920  |     HARRIS et al.

Starr County
	131.	 Brown SA, Hanis CL. Culturally competent diabetes education 

for Mexican Americans: the Starr County study. Diabetes Educ. 
1999;25(2):226‐236.

	132.	 Brown SA, Garcia AA, Kouzekanani K, Hanis CL. Culturally compe-
tent diabetes self‐management education for Mexican Americans. 
Diabetes Care. 2002;25(2):259‐268.

Yakima Valley
	133.	 Livaudais JC, Thompson B, Islas I, Ibarra G, Godina R, Coronado 

GD. Type 2 diabetes among rural Hispanics in Washington State: 
perspectives from community stakeholders. Health Promot Pract. 
2010;11(4):589‐599.

	134.	 Duggan C, Carosso E, Mariscal N, et al. Peer reviewed: Diabetes 
prevention in Hispanics: report from a randomized controlled 
trial. Prev Chronic Dis. 2014;11. E28. https​://doi.org/10.5888/
pcd11.130119

SUPPORTING INFORMATION

Additional supporting information may be found online in the 
Supporting Information section at the end of the article. 

How to cite this article: Harris J, Haltbakk J, Dunning T, et al. 
How patient and community involvement in diabetes research 
influences health outcomes: A realist review. Health Expect. 
2019;22:907–920. https​://doi.org/10.1111/hex.12935​

https://doi.org/10.5888/pcd11.130119
https://doi.org/10.5888/pcd11.130119
https://doi.org/10.1111/hex.12935

