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Abstract

Aims: User involvement is pivotal for health development, but there are sig-

nificant gaps in our understanding of the concept. The Copenhagen Diabetes 

Consensus on User Involvement in Diabetes Care, Prevention and Research 

(CODIAC) was established to address these gaps, share knowledge and develop 

best practices.

Methods: A literature review of user involvement was undertaken in diabetes 

care, prevention and research. Moreover, a Group Concept Mapping (GCM) sur-

vey synthesized the knowledge and opinions of researchers, healthcare profes-

sionals and people with diabetes and their carers to identify gaps between what 

is important for user involvement and what is being done in practice. Finally, a 

consensus conference discussed the main gaps in knowledge and practice while 

developing plans to address the shortcomings.
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1  |  INTRODUCTION

User involvement in health development provides peo-

ple with an opportunity to influence issues pertaining to 

their own lives and well- being. Although many different 

concepts and names exist (co- determination, shared deci-

sion making, patient and public involvement, co- design, 

participatory research, etc.), they are all concerned with 

giving users a say. Within diabetes, this has ramifications 

for care, prevention and research.

In diabetes care, user involvement is often character-

ized by patient- centred dialogue and interaction between 

healthcare professionals and people with diabetes (and 

their relatives) to define self- management and treatment 

strategies that minimize the psychosocial burden of living 

with diabetes while promoting psychological well- being. 

In diabetes prevention, user involvement is more com-

monly referred to as citizen engagement, co- creation or 

co- production and is characterized by processes of sup-

porting people in fulfilling their potential individually or 

collectively, to maintain or adopt healthy lifestyles despite 

all- pervading distractions and barriers. Finally, in diabe-

tes research, user involvement is often called participatory 

research, action research or citizens' science and aims to 

generate research agendas that are relevant and meaning-

ful to people with diabetes by inviting them to collaborate 

in defining and answering research questions through 

active participation in all phases of the research develop-

ment and implementation processes.

Results: The literature review demonstrated that user involvement is an effective 

strategy for diabetes care, prevention and research, given the right support and 

conditions, but gaps and key challenges regarding the value and impact of user 

involvement approaches were found. The GCM process identified 11 major gaps, 

where important issues were not being sufficiently practised. The conference 

considered these gaps and opportunities to develop new collaborative initiatives 

under eight overall themes.

Conclusions: User involvement is effective and adds value to diabetes care, pre-

vention and research when used under the right circumstances. CODIAC devel-

oped new learning about the way in which academic and research knowledge can 

be transferred to more practice- oriented knowledge and concrete collaborative 

initiatives. This approach may be a potential new framework for initiatives in 

which coherence of process can lead to coherent outputs.

K E Y W O R D S

care, diabetes, Group Concept Mapping, literature review, prevention, research, user 

involvement

Novelty Statement

What is already known?

• User involvement is pivotal for health develop-

ment, but there are significant gaps in our un-

derstanding of the concept.

What has this study found?

• User involvement is an effective strategy for di-

abetes care, prevention and research, but gaps 

in the value and impact of user involvement ap-

proaches exist.

• Important issues for user involvement are not 

being sufficiently practised.

What are the implications of the study?

• Action plans to address the limitations in our 

current knowledge base on user involvement 

are being developed

• CODIAC developed a new approach to transfer-

ring knowledge into clinical practice and con-

crete collaborative initiatives.

• This may be a potential new framework for ini-

tiatives in which coherence of process can lead 

to coherent outputs.
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2  |  THE CODIAC INITIATIVE

Although user involvement is being increasingly en-

shrined in the field of health, there are significant gaps 

in our knowledge of the concept. Does involvement make 

the processes and products more effective and more cul-

turally embedded? If so, how strong is the evidence? The 

Copenhagen Diabetes Consensus on User Involvement in 

Diabetes Care, Prevention and Research (CODIAC) was 

established as an international collaboration in 2019, with 

the aim of answering these questions and creating an en-

vironment to share knowledge and develop best practices 

(www.codia c2021.dk).

The overall aim of CODIAC was to summarize, com-

municate and further develop existing international 

research- based knowledge about the value and impact of 

user involvement in diabetes care, prevention and research. 

CODIAC, which was facilitated by Steno Diabetes Center 

Copenhagen (SDCC), included three phases (Figure 1):

1. a preparation phase to review the literature, compile 

existing evidence and map the gaps;

2. a Group Concept Mapping survey to obtain experi-

ences and perspectives from users and professionals, 

and thus expand the knowledge base and qualify its 

gaps;

3. an innovative international 2- day conference to review 

the gaps, add to the knowledge base, consolidate learn-

ing and propose future actions.

This paper summarizes the process of collaboration in 

these three phases while developing recommendations for 

future processes of planning and implementing actions, 

thus expanding the knowledge base on user involvement 

in diabetes care, prevention and research.

3  |  PREPARATION PHASE

3.1 | A collaborative review of the 
scientific literature

In preparation for the conference, three working groups, 

comprising international researchers from the areas of diabe-

tes care, prevention and research, undertook a collaborative 

review of the scientific literature. We define ‘collaborative 

review’ as a review that was designed and conducted by 

researchers from various scientific disciplines in consulta-

tion with user representatives and clinicians. The review 

findings were discussed with the CODIAC conference par-

ticipants (researchers, users and healthcare professionals) to 

inform the final outcomes presented in this paper.

CODIAC's focus on user involvement thus inspired us 

to apply an interdisciplinary review approach. The review 

aimed to summarize the evidence about the value and 

impact of user involvement in diabetes care, prevention 

and research to single out the methods and concepts that 

have demonstrated potential for future work and develop-

ment. A further overarching goal was to identify signifi-

cant knowledge gaps and how these could be addressed in 

future research projects. The full collaborative review will 

be presented in a separate publication. Here, we briefly 

outline the review method before presenting the findings 

from each working group.

F I G U R E  1  The three phases of the CODIAC process: (1) Summarizing the scientific evidence on user involvement in diabetes care, 

prevention and research; (2) conducting a Group Concept Mapping survey together with users, healthcare professionals and researchers; 

and (3) implementing a conference to discuss and consolidate the findings, while planning for action and further evidence building.
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4  |  METHODS

The collaborative review was conducted following sys-

tematic mapping and scoping review methods.1,2 The 

Danish Diabetes Knowledge Center performed a sys-

tematic mapping to identify literature, using eligibility 

criteria designed to include literature on involvement 

(e.g., community- based interventions, patient- centred 

interventions, patient and public involvement and user- 

driven interventions and research) of users (i.e., people 

diagnosed with diabetes or pre- diabetes, people at risk of 

developing health conditions and citizens or community 

residents) within the context of diabetes care, prevention 

and research. The following databases were searched: 

MEDLINE, Embase, CINAHL, PsycINFO and ERIC. The 

search was limited to reviews to ensure that the review 

could be completed and analysed prior to the CODIAC 

conference.

The working groups used their expertise to select pub-

lications for in- depth analyses based on the relevance at-

tached to the reviews. Papers that explicitly described the 

relationship between the nature of involvement and the 

outcomes and provided insight into facilitators and barri-

ers were considered highly relevant as ‘these could contrib-

ute to theory building and/or testing’.3 All working groups 

could include supplemental papers not identified by the 

literature search to supplement the literature search.

The reviews identified through the literature search 

were also categorized by the Danish Diabetes Knowledge 

Center and presented in an interactive Evidence Gap Map 

(https://www.unicef-irc.org/evide nce-gap-maps) to en-

sure transparency and allow others to formulate an over-

view of the evidence and identify reviews relevant to their 

work and interests. The gap map is available at www.codia 

c2021.dk/gapmap.

The preliminary analyses of each working group were 

presented at the CODIAC conference in October 2021 and 

discussed by the conference participants.

5  |  FINDINGS

The literature search was conducted in November 2019 

and yielded 8648 potentially relevant records, of which 

79 reviews were included for analysis (Appendix  S1). 

A total of 43 were considered relevant to diabetes care, 

31 to diabetes prevention and 10 to diabetes research 

(www.codia c2021.dk/reviews). Eleven reviews were 

considered relevant to more than one category. The care 

working group added one additional paper and the pre-

vention working group added three additional papers to 

their analyses that were not identified through the for-

mal literature search.

The diabetes care review covered user involvement in 

the care and support of individuals with diabetes within 

various settings, including hospitals, general practices, 

municipalities, civil society and patient associations, and 

included emotional and behavioural aspects of care. The 

prevention review examined both primary and secondary 

prevention and focused on the prevention of diabetes in 

at- risk and healthy groups in settings including munici-

palities, general practices, residential areas and civil so-

ciety. Finally, the research review assessed the literature 

on user involvement relating to research into diabetes 

complications, care and prevention and included varied 

research disciplines, such as biomedicine, epidemiology, 

health promotion and education.

5.1 | Diabetes care

A total of 44 reviews about user involvement in diabetes 

care were included (S1– S44), of which 24 were considered 

as ‘highly relevant’ (S1– S23 and S44). All but one (S26) 

of the reviews addressed individual user involvement in 

their own care and encompassed evaluation of a range of 

interventions with the purpose of improving diabetes self- 

management and/or HbA1c among people with diabetes, 

primarily type 2 diabetes. The interventions evaluated dif-

ferent methodologies to increase ‘the involvement of the 

person with diabetes in own care’ by offering individual 

consultations, education sessions or coaching/counsel-

ling or group- based training or education in diabetes 

self- management conducted by healthcare professionals. 

Some interventions involved the family of the person with 

diabetes (S24, S25, S34 and S42), caregiver (S17) or peer 

support (S27, S32 and S40). The user involving method-

ologies included person- centred, personalized, individu-

alized and collaborative care concepts and models which 

sought to increase participation, empowerment and en-

gagement of users in diabetes self- management.

Regarding the level of user involvement, most strate-

gies focused on users as consultants or collaborators with 

shared decision making or using decision aids as the 

most frequently mentioned approach (S7, S8, S11, S15, 

S16, S19 and S23). Shared decision making was effective 

in reaching treatment goals and could be implemented 

at a low cost. Other methods investigated collaborative 

goal setting (S3) and motivational interviewing (S39). A 

framework for organizing and delivering diabetes educa-

tion and support together with users has been developed 

(S9), and collaborative education has been successful in 

improving outcomes such as knowledge, psychological 

well- being and short- term behaviour changes (S2, S6, 

S20, S22, S36 and S44), however, some studies were in-

conclusive (S1) and associations between the different 
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approaches and quality of life were not found (S6, S15, 

S19). Studies with user involvement aiming to improve 

cardio- metabolic risk markers, particularly glycaemia, 

are frequently reported in the literature (S1, S2, S4, S6, 

S11, S15, S20 and S22) and have shown some success 

(S2, S4, S6, S20 and S22).

While many studies identify the impact of interven-

tions with elements of user involvement, none of the in-

cluded reviews focused on the specific contribution of user 

involvement in the interventions, thus the association be-

tween the degree of user involvement and the outcomes 

was not measured specifically. Furthermore, insufficient 

descriptions of intervention components in primary pa-

pers were also an obstacle in identifying specific and ef-

fective mechanisms and settings for successful patient 

and public involvement in diabetes care. Moreover, the 

literature included does not identify any single approach 

that consistently improves specific outcomes. No user- led 

intervention could be identified among the reviews identi-

fied although user- led initiatives, such as insulin delivery 

closed- loop (DIY) groups, play an important role in the 

field.

Only one of the articles dealt with organisational or 

collective user involvement in studying the quality of 

clinical guidelines. The study concluded that end- users 

were rarely present in the development of guidelines, and 

thus the impact could not be assessed (S26). A recently 

published review of reviews on the impact of patient and 

public involvement in health research and healthcare, but 

not specifically addressing diabetes care, included studies 

related to organizational or collective user involvement 

(S43). Impact was reported in the areas of clinic- level 

service development and improvement in terms of input 

into decisions, priorities and policies, for example, de-

fining problems and clinical priorities, changed recom-

mendations and relocation of services (S43). Impact was 

also reported in relation to information development and 

dissemination, to improvements of access to healthcare 

(e.g. improved public transport, car parking and fast- track 

emergency) and in designing new healthcare buildings 

and environments (e.g., waiting rooms) (S43). There is a 

gap in knowledge and practice regarding collective user 

involvement in diabetes care in all aspects such as devel-

opment and evaluation of services, interventions, clinical 

guidelines and education.

Focussing on key factors that enable or hinder user 

involvement in diabetes care, three main categories 

could be identified. The first category contained barriers 

related to healthcare professionals, such as insufficient 

training and development of professional competences 

and staff resources allocated to interventions (S1, S12, 

S13 and S15). The second was the barrier caused by the 

belief among people with diabetes that clinicians or 

healthcare professionals should make health decisions 

based on their expertise (professional- as- agent model) 

and the passivity this creates among the users (S19). 

Additionally, the use of new technologies was a barrier, 

particularly for older users, because of a lack of digital 

skills (S14, S21).

5.2 | Diabetes prevention

A total of 34 reviews on diabetes prevention were included 

in the analysis (S40 and S45– S77), 12 of which were con-

sidered ‘highly relevant’ (S40 and S45– S55). The literature 

described various kinds of user involvement including 

(S45– S47):

• Consultation between members of the public and 

healthcare professionals through targeted inputs in 

meetings and workshops with limited influence on de-

cision making

• More systematic collaboration where members of the 

public contributed to the decision- making process 

during intervention development and implementation

• User- driven interventions

A wide range of positive effects of user involvement 

were described not only with reference to individual be-

haviours, its determinants and direct outcomes (e.g., 

knowledge, participation and body mass index) (S45) but 

also at the social level (e.g., fostered sense of community) 

(S50, S52) or the environmental level (e.g., increased avail-

ability of healthy food outlets) (S48). By contrast, a small 

number of negative effects were reported including young 

people feeling ignored or overwhelmed (S49, S50).

Based on a broad view of preventive fields of action, 

the papers were sub- divided into person- centred inter-

ventions (e.g., motivational interviewing) (S40 and S53), 

single- setting interventions (e.g., schools and virtual set-

tings) (S49, S50 and S52) and multi- setting interventions 

(e.g., communities) (S45, S47, S48, S51 and S54). While 

for person- centred interventions, peer support strategies 

seemed more effective among 'hardly reached' groups 

(S40), results from single- setting interventions were more 

mixed.

Active user involvement strategies in digital game- based 

interventions were associated with lower effectiveness on 

behavioural outcomes (S49), while for school- based inter-

ventions, a wide range of positive effects on a personal, 

organizational and stakeholder levels were reported (S50, 

S52). For multi- setting interventions, in turn, the impor-

tance of power imbalance and the organisation's ability to 

ensure participation processes that are inclusive, accessi-

ble and supportive of citizens seemed crucial (S48).
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Regarding key factors affecting user involvement, sev-

eral aspects on micro- , meso-  and macro- level could be 

identified. Among others, these included professional 

competencies and supportive leadership, the establish-

ment of a safe and trusting environment that creates an 

open and valuable atmosphere but also ensuring early in-

volvement and support in developing skills of members of 

the public (S47). Moreover, motivation and creating quick 

and tangible wins were reported as enabling factors for 

both citizens and organisations.

5.3 | Diabetes research

Ten review papers on diabetes- related research were ana-

lysed (S45, S46, S51, S59 and S78– S83), eight of which were 

rated as ‘highly relevant’ (S45, S46, S51 and S78– S82). In 

contrast to diabetes care, some papers described how users 

had been involved in all stages of the diabetes research 

(idea, field work, analysis and dissemination) while others 

addressed community interventions with reference to dia-

betes and other non- communicable diseases with a focus 

on minorities. Specific attention was paid to the involve-

ment of users to help increase participant enrolment in 

clinical studies (S46). Various arguments to highlight the 

importance of user involvement were introduced, includ-

ing a moral obligation and an ethical perspective as indi-

viduals should have the right to be involved in research 

that potentially affects them (S82).

From a methodological perspective, public and patient 

involvement could result in higher quality research with 

potentially higher impact (S46). The reviews emphasized 

promising benefits of user involvement in community and 

culturally centred intervention approaches, particularly 

for minority groups (S45, S51 and S80). One review con-

cluded that community- based participatory research proj-

ects improved community outcomes, but failed to show 

clear associations with health improvements (S79).

It is important to emphasize that although data 

demonstrating the benefit of user involvement in clinical 

research outcomes are not strong, many funding agencies 

have started requesting clear demonstrations of user in-

volvement in the research projects such as in the United 

Kingdom where the National Health Research Institute 

has issued a handbook on Patient and Public Involvement 

in Health and Societal Care Research (www.rds-yh.nihr.

ac.uk/wp-conte nt/uploa ds/2015/01/RDS_PPI-Handb 

ook_2014-v8-FINAL-11.pdf).

Determinants for successful user involvement included 

a shared understanding of the purpose and process of pub-

lic and patient involvement among users and researchers. 

This requires a relationship that is characterized by open-

ness and mutual respect. Moreover, a key person willing 

to coordinate the whole involvement process as well as 

users with a strong connection to the study population 

were identified as success factors. In addition to provid-

ing sufficient resources, the study design should meet the 

requirements of the setting where user involvement takes 

place (e.g. community- based participatory research).

5.4 | Key conclusions across the 
three areas

Overall, all three areas demonstrated that user involve-

ment is an effective strategy for diabetes care, prevention 

and research, given the right support and conditions. This is 

particularly promising considering that the concepts, meth-

odological approaches and scope of the reviews differed 

considerably. However, the literature review also identified 

a series of gaps and key challenges regarding the value and 

impact of user involvement approaches. A key limitation 

concerned the insufficient description of the level, nature 

and process of user involvement. Most studies were not de-

signed with the purpose of investigating the impact of user 

involvement, making it difficult to attach an outcome to a 

specific form and strategy of user involvement or to elabo-

rate on the extent to which components of user involvement 

(and underlying implementation mechanisms) contributed 

to the specific outcomes. While in clinical research, rand-

omized controlled trials are often seen as the gold standard 

to generate high- quality evidence, this form of study design 

is more problematic in non- clinical contexts. For exam-

ple, it may not be possible to design studies with proper 

community- based placebo groups and waiting control 

groups may be unethical due to the long- term duration of 

interventions. To overcome these problems, researchers and 

users should consider priorities and study designs together, 

including the development of shared end points. Other limi-

tations include the relatively short duration of most diabetes 

care studies and the lack of cost– benefit analyses.

A further challenge is the use of different terms, concepts 

and forms to describe user involvement (e.g., participation, 

public and patient involvement and co- creation), which re-

strains comparison across studies and fields of action. One 

possible way of addressing the multiple methodologies is 

the use of the GRIPP2 checklist which is an international 

guide for reporting on patient and public participation in 

health and social care research.4,5 This tool has the potential 

to aid the development of user involvement strategies based 

on the best evidence and to report user involvement in a 

consistent and transparent manner.

For diabetes prevention, several follow- up questions 

arose from the factors that hinder or promote user involve-

ment. For instance, a safe environment and professional 

competencies were identified as important preconditions 
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for genuine and effective user involvement strategies (S47, 

S48). However, it remains unclear what constitutes a 'safe 

context' and how it can be created for different settings 

(e.g., clinics, schools and communities) or what specific 

competencies are needed and how supportive leadership 

can be developed. Regarding the need for competencies, 

the development of a curriculum framework represents a 

gap and so does the need for researchers to be trained in 

public and patient involvement.

Finally, while numerous studies are analysing patient 

and public involvement in individual care, there is lack of 

knowledge of the feasibility and impact of user involve-

ment at a collective level in diabetes care. More evidence 

of user- led initiatives such as peer- to- peer support groups 

or DIY groups is also needed.

6  |  GROUP CONCEPT MAPPING

A Group Concept Mapping (GCM) survey, facilitated by 

the Danish Diabetes Knowledge Center, was conducted to 

synthesize the knowledge and opinions of international 

researchers, healthcare professionals and users (i.e., peo-

ple with diabetes and their carers). The survey aimed to 

identify gaps between what is important for user involve-

ment and what is being done in practice. The results then 

informed discussions about user involvement priorities 

and recommendations at the CODIAC conference.

GCM is a participatory method to collect, organize and 

represent ideas from a group through qualitative concept 

analyses and multivariate statistical analyses.6,7 In brief, 

the process comprises a brainstorming exercise to generate 

ideas formulated as short statements about a given topic, 

which are then structured into thematic groups with each 

statement being rated on scales (e.g., from 0 to 5) by re-

spondents. The statistical analyses then elicit differences 

and similarities in how respondents view the topic. Like 

a Delphi process, GCM can create consensus (e.g. about 

research gaps) that can be summarized with statistics 

in tables and text.8,9 Unlike a standard Delphi process, a 

GCM exercise also creates a visual concept map reflecting 

themes in the statement sample that may support deliber-

ation and engagement between stakeholders.

7  |  METHODS

From June to October 2020, 73 people with diabetes, health-

care professionals and researchers participated in an online 

brainstorming to identify the important issues for user in-

volvement. A total of 338 suggestions emerged from this 

exercise, which were synthesized into 81 statements by re-

searchers, information specialists and people with diabetes.

These statements were incorporated into an online 

survey that asked respondents to rate the importance of 

each statement (referred to as importance) and whether 

the statement reflected something that was currently hap-

pening (referred to as commonality). Ratings were on an 

11- point scale from 0 ('I don't see a point in that' for im-

portance and ‘It never happens’ for commonality) to 10 

('It is extremely important' and 'It always happens'). Thus, 

participants were asked to rate the 81 statements twice 

(Appendix S2a). Respondents were also asked to sort the 

statements into thematic groups which were meaningful 

to them (Appendix S2b).

The survey was designed, and responses were anal-

ysed using GroupWisdom, a software designed to conduct 

GCM studies (www.group wisdom.com).

The survey was conducted from September to October 

2021. Participants were identified through the networks 

of those engaged in CODIAC's Scientific Organizing 

Committee and working groups. They were invited to par-

ticipate by email which included a web link to the survey. 

People were encouraged to forward the invitation to anyone 

interested in user involvement. In total, 237 people partici-

pated in at least one part of the GCM with 112 people partici-

pating in the rating, which is the prime focus of our analysis.

The cluster map function of GroupWisdom was used 

to form the thematic clusters of statements based on the 

data from the sorting exercise. The GoZone function of 

GroupWisdom was used to identify those statements that 

could reflect gaps regarding user involvement. For this 

paper, we only report statements that we consider major 

gaps in user involvement. We define major gaps as state-

ments with an above- average importance value and a 

below- average commonality value, with the importance 

value twice as high as its commonality.

At the CODIAC conference, participants were pre-

sented with preliminary results from the GCM survey. 

This analysis identified statements that were gaps as a 

whole and gaps stratified by stakeholder group (people 

with diabetes and their carers, healthcare professionals 

and researchers as shown at https://codia c2021.dk/group-

conce pt-mapping).

A complete list of the 81 statements, their average rat-

ings on importance and commonality and a visual map of 

the thematic clusters are available in the Supplementary 

Information (Appendix S2a,b).

8  |  GROUP CONCEPT MAPPING 
RESULTS

Overall, 237 people participated in at least one part of the 

GCM. Sixty- five identified mainly as people with diabetes, 

their relatives and carers; 49 as healthcare professionals; 
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and 48 as researchers; while the rest were identified as 

other or did not answer this question.

The following results are based on responses from 112 

people who rated the importance and, among these partic-

ipants, 79 people who rated the commonality of selected 

statements. Among those who rated importance, 32 iden-

tified as people with diabetes or carers, 26 as healthcare 

professionals, 36 as researchers and 18 people did not 

identify as any group. Of the participants who rated com-

monality, 22 identified as people with diabetes or carers, 

14 as healthcare professionals, 30 as researchers and 13 

did not identify as any group.

Table  1 lists 11 statements that are considered major 

gaps. The greatest gap is to involve people with diabetes 

and other members of the public in health projects from 

the project beginning until its end (major gap factor = 2.5). 

This gap is followed by statements that highlight the need 

to train healthcare professionals and their managers in 

how to involve users (major gap factor = 2.3); to involve 

users in developing health information that counters prej-

udices, stigma and misunderstandings about diabetes and 

other chronic diseases (major gap factor = 2.2); to dedicate 

time and financial resources for involvement activities 

(major gap factor = 2.2); and that results and technologies 

from projects with user involvement are made available to 

everyone (major gap factor = 2.2).

There are differences between the three groups of re-

spondents. For example, the importance of involving users 

from the beginning to the end of health projects was rated 

higher by researchers (importance = 8.7) than by people 

with diabetes and their carers (importance = 7.3) and 

healthcare professionals (importance = 7.2). People with 

diabetes and their carers also rated the importance of time 

and funding lower than both healthcare professionals 

and researchers (importance = 7.0 vs. 8.2 vs. 8.2). Overall, 

the differences between the respondent groups are minor 

in the presented data. More information on the findings 

of the GCM survey is presented in the Supplementary 

Information (Appendix S2a,b).

9  |  THE CONSENSUS 
CONFERENCE OCTOBER 2021

The consensus conference was a hybrid event with 70 

onsite participants in Copenhagen and 30 online partici-

pants. The participants included 20 users, 25 healthcare 

professionals and 45 researchers as well as 10 policy and 

decision makers. The conference comprised three sections 

and half a day was allocated to each of these sections:

• Sharing the evidence from the literature reviews and the 

Group Concept Mapping survey.

• Discussing and qualifying the main gaps in the current 

literature and practice

• Creating new evidence, aiming to fill the gaps and short-

comings identified.

Based on presentations and discussions of the find-

ings from the literature review and the Group Concept 

Mapping survey, the conference participants qualified 

the gaps and identified suggestions for new collabora-

tive initiatives under eight overall themes (Table 2). The 

listed gaps do not necessarily represent the most import-

ant gaps identified by the Group Concept Mapping sur-

vey. They rather represent needs and gaps highlighted by 

conference participants while working in groups to define 

ideas for future initiatives that would contribute much 

needed evidence to the field of user involvement. After 

the conference, the further development of the ideas into 

concrete projects commenced. These are now at various 

stages of development (see www.codia c2021.dk/confe 

rence-output).

10  |  DISCUSSION

The most important overarching conclusion of the 

CODIAC process is that user involvement is essential, 

effective and adds value to diabetes care, prevention 

and research when used under the right circumstances. 

Involvement can play a major role in ensuring that the 

experiences of users and their needs are considered in 

the processes of providing care, preventing diabetes, con-

ducting research and providing education. Incorporating 

involvement may lead to more appropriate care, better- 

tailored prevention initiatives and more relevant research.

Each component of the CODIAC process contributed 

to the findings by exploring the potential and feasibility of 

integrating involvement in different ways and from differ-

ent perspectives. Much of the obvious potential related to 

user involvement is yet to be realized, as indicated by the 

gaps between ‘what is important’ and ‘what is common’ 

identified during the Group Concept Mapping survey.

The findings of the literature review, Group Concept 

Mapping and conference were coherent, and each built 

on each other to create an understanding of the impor-

tance of user involvement. While the literature review 

highlighted what is currently known, the Group Concept 

Mapping identified those areas where there were gaps in 

practice. The conference then provided an opportunity to 

discuss these insights to create action plans to improve 

user involvement in the future. Consequently, each com-

ponent was dependent on its predecessor.

The literature reviews and Group Concept Mapping 

used existing methodologies and so the novel aspects of 
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T A B L E  1  Major gaps in user involvement identified through the Group Concept Mapping survey. Data represent the ratio of importance over commonality (importance rating/

commonality rating).

Statement: It is important…

Major gap factor ≥ 2 (importance/commonality)

All respondents 

(n = 112/n = 79)

People with diabetes and their 

carers (n = 32/n = 22)

Healthcare professionals 

(n = 26/n = 14)

Researchers 

(n = 36/n = 30)

… that people with diabetes and other members of the public are involved in 

health projects from the project begins until it ends

2.5 (8.0/3.2) (7.3/2.6) (7.2/2.9) (8.7/2.9)

… that health professionals and their managers are trained in how to 

involve people with diabetes and other members of the public

2.3 (8.6/3.7) (8.2/4.4) (8.9/2.5) (8.8/3.5)

… that people with diabetes and other members of the public are involved 

in developing health information that counters prejudices, stigma and 

misunderstandings about diabetes and other chronic diseases

2.2 (8.3/3.7) (8.5/2.9) (8.0/2.9) (8.4/4.3)

… that time and funds are dedicated to involvement 2.2 (7.8/3.5) (7.0/3.8) (8.2/2.5) (8.2/3.2)

… that results and technologies from projects that involve people with 

diabetes and other members of the public are made available to 

everyone

2.2 (8.4/3.9) (8.9/3.9) (8.6/3.8) (8.3/4.0)

… to pay attention, reach out and respectfully involve people who are 

marginalized, vulnerable, hard to reach, socially isolated, indigenous, or 

otherwise excluded or overlooked

2.1 (8.8/4.2) (8.5/4.2) (9.3/3.7) (9.0/4.4)

… to explore if there is an agreement between what is said and what is 

done when someone claims to involve people with diabetes and other 

members of the public

2.0 (7.7/3.8) (7.4/3.8) (8.1/3.8) (7.5/3.3)

… that expectations, frameworks, and definitions are discussed and agreed 

with relevant stakeholders, including people with diabetes and other 

members of the public

2.0 (7.9/3.9) (7.5/2.8) (8.1/4.4) (8.5/3.9)

… that research literature about patient and public involvement is made 

freely available to everyone

2.0 (7.6/3.8) (7.7/3.8) (8.2/2.7) (7.0/4.2)

… that the European Association for the Study of Diabetes (EASD) involves 

people with diabetes and members of the public in its work

2.0 (8.0/4.0) (8.1/3.9) (7.9/2.7) (8.0/4.6)

… that the most important wishes, needs, and ideas of people with diabetes 

and other members of the public involved are the starting point for 

diabetes prevention, care, and research

2.0 (8.0/4.0) (7.9/4.5) (7.2/4.0) (8.8/3.7)

 14645491, 0, Downloaded from https://onlinelibrary.wiley.com/doi/10.1111/dme.15160 by Test, Wiley Online Library on [27/06/2023]. See the Terms and Conditions (https://onlinelibrary.wiley.com/terms-and-conditions) on Wiley Online Library for rules of use; OA articles are governed by the applicable Creative Commons License
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CODIAC were to combine these with a new format of 

conference to develop a pathway to improved user involve-

ment. We are unaware of any previous group that has ad-

opted this approach to bringing researchers, clinicians and 

people with diabetes to create a concrete action plan from 

academic and research- based knowledge. The conference 

actively involved people with diabetes and their carers in 

its planning and conduct to create an environment that 

allowed people with diabetes and their carers, healthcare 

professionals, researchers and policymakers an equal say.

The discussions were not always easy; even defining 

user involvement across the topics of diabetes care, dia-

betes prevention and diabetes research was problematic. 

However, this ensured a deeper understanding of which 

elements of involvement were relevant.

A concrete outcome of the CODIAC process was the 

establishment of new working groups with specific ini-

tiatives and research ideas based on each of the CODIAC 

components. Among these, there were new projects as 

well as enhanced existing projects based on invigorated 

collaborations. Having identified the gaps in current prac-

tice, the working groups are tasked with identifying solu-

tions that are feasible; while these may not be possible in 

every setting, consideration of how to implement the solu-

tions will be an important component of the tasks of the 

working groups.

The inclusion of so many different equally important 

delegates created a sense of genuine participation where 

all perspectives were encouraged during the conference. 

This created a sense of equity with meaningful contribu-

tions from all without significant power inequalities. This 

fits well with ‘authenticity theory’,10 which explains how 

‘authentic’ relationships create a sense of genuine caring, 

with people or professionals possessing important skills or 

knowledge. Because most participants had a genuine role 

to play, there was no strict division or hierarchy among 

conference facilitators and participants. As the processes 

leading up to the conference and the conference itself re-

lied on mutual involvement, the acceptance of thematic 

contents was shared and accepted beforehand, ensuring 

that the themes presented were accepted as authentic by 

all attendees. This is important knowledge for anyone 

planning future user involvement processes.

In conclusion, CODIAC has developed new learn-

ing about the way in which academic and research- based 

knowledge can be transferred to more practice- oriented 

knowledge and concrete collaborative initiatives. Of the im-

portant points pertaining to process, product and outputs 

that are highlighted in Table 3, the most important outcome 

may be the process itself and we view this as a potential 

new framework for future initiatives where a framework in 

which coherence of process can lead to coherent outputs.

T A B L E  2  Main gaps and needs for user involvement (in 

bullets) and eight suggestions for new collaborative initiatives (in 

titles) identified at the CODIAC conference.

1. The family (including children and adolescents) as a setting 

for mutual and positive involvement

• Lack of knowledge of how best to involve families of people 

with diabetes in user involvement across the life course for 

children and young adults

2. The clinic as a setting for mutual learning and positive 

involvement

• Lack of feeling of safe space in clinical consultations

• System incentives to engage in user involvement

• What do users want to be involved in and are there any 

limitations?

3. Clinical research: the value and impact of the involvement of 

users

• How to get started

• Proving the impact

• Results and technologies from projects involving people 

with diabetes and other members of the public are rarely 

made available to anyone

4. The language and the concepts: How do we put involvement 

into words, so it fits with the ‘real world’? Do we need a 

shared language?

• Mostly professionals or researchers define the problems and 

where to involve users and not the users themselves

• The biomedical focus in language and communication

5. The voice and the impact of the users: Can users increase 

their impact as a movement instead of an association?

• Decision makers and citizens' knowledge and views on 

diabetes are outdated

6. The local community as a setting for synergy and positive 

involvement

• Integrated action against multimorbidity across sectors, 

disciplines, and population groups in disadvantaged urban 

neighbourhoods

7. Technology and social media: Potential or barrier for positive 

involvement?

• There is a need to activate more PWD in user- involvement 

where social media remains an arena for recruitment

8. Vulnerable groups as powerful users: the need for a culturally 

embedded approach

• There is a need for collecting examples of good practice 

on how to include vulnerable groups as users. The 

collection should ideally be followed by an overview and 

dissemination in a publication

• There is a need for recognizing that vulnerability is not 

an individual but a societal responsibility. This should, 

for example, be adapted into the planning of healthcare 

services

• There is a need for concrete projects to show case how to 

empower staff and vulnerable people
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T A B L E  3  Process, product and potential outputs of the CODIAC initiative.

Process Product Potential outputs

Identify key people with research expertise, 

clinical/professional experience and 

experiential knowledge

Form a core planning group of researchers, 

health professionals and service users

A multidisciplinary network for 

future initiatives

Investigate what is already known

Identify knowledge gaps in the literature

Organize and summarize to enable review 

of the gaps

A literature review that can be 

widely disseminated to inform 

future research and practice

Use the core planning group to create a list of 

potential conference participants, drawing 

upon existing relationships and networks 

across research, healthcare and service users

Involve people in prioritizing the user 

involvement gaps

Compile a list of potential gaps reflecting 

participant views of what is important

A list of gaps in user involvement to 

inform future activities and policy 

making

Involve participants in reviewing the gaps, 

discussing the challenges and considering 

what could be done to address them

Produce a description of new projects and/

or expansion of existing initiatives to 

address the gaps

New or expanded working groups
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