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Community Research Engagement Network (CREN):
helping communities understand the benefits of
engagement and participation in research. A
participatory community perspective of
engagement in research. By Lily Keck, Claudia Sykes
and Dr. Nagina Khan
Posted on May 2, 2024  by mthompson

Why is it important to work together to involve and engage communities in

research?

It is very important to understand what public involvement means. It has been

defined by INVOLVE, the national advisory group that supports public

involvement, as “Research being carried out ‘with’ or ‘by’ members of the

public rather than ‘to’, ‘about’ or ‘for’ them.

The public can contribute to research in a few distinct ways:

Engagement – where information and knowledge about research is

shared with the public and

They are involved in all stages of the research process.

Most importantly, it is a two-way process.

Participation – is then a process where people take part in a research

study.

In the past we have excluded groups that have been deemed ‘hard to reach’.

Due to certain communities being labelled in this way, they  are infrequently

approached, excluded by the system,  and consequently are less likely to

engage with health and care research. This has been to the detriment of many

groups who were and are in need of appropriate and timely health and social

care services as they may have been impacted by the wider social

determinants of health. Therefore, being able to engage with those who are

facing health inequalities is crucial for achieving health equity, tailoring

interventions, informing policies, and having better representation in health

and care research for impacting better and positive health outcomes for the

whole of society and individuals that make up those diverse communities. For

example, as part of the NIHR’s Be Part of Research, Alka Pandey took part in

the LOLIPOP 100K study at Wycombe Hospital in Buckinghamshire. The study

invited people of South Asian heritage to undergo tests to help researchers

understand why conditions such as heart disease and diabetes are more

common in this group. Alka has a family history of type 2 diabetes, and felt the
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study gave her a route of getting her risks checked and helped her feel

reassured about her own health. She has now also shared it with family and

friends to encourage them to take part in it for better health in the future.

Furthermore, community engagement in research is important for

researchers and the wider research community at large, as it can generate

new research questions or fresh insights into research challenges, improve

the relevance and quality of research, as well as increase visibility for both the

research and the researcher’s profile. The main aim of researchers is to help

their communities and the individuals who reside in them; therefore, meeting

the original aspirations of the researcher and research teams undertaking

such collaborative approaches to their work.

Involvement and participation of communities is important, as a broad range

of participants means results are generalisable to a broader population. So, if

an intervention has not been tested with different groups, it’s possible it will

not be effective for a cross section of the population and everyone that needs

it.

The principle of “no decision about me, without me” means that under-served

groups should be included in research, so that decisions reflect their needs

too.

Using an asset-based approach to help with public can be incredibly powerful,

as provisions are being built on existing resources and strengths within the

community. Being able to tackle low levels of participation in research and

support communities in gaining better health outcomes starts with

understanding the differing needs of each of those communities, empowering

individuals, and co-producing solutions.

How we are doing it?

The Research Engagement Network Development programme is a multi-

partner project with the University of Kent, the National Institute of Health and

Care Research (NIHR), Kent and Medway ICB and Kent County Council. The aim

of the programme is to increase engagement and participation in research by

local people in Kent and Medway, and to develop a Community Research

Engagement Network.

They key element of this programme is that is led by the Voluntary,

Community, Social Enterprise (VCSE) sector. Building on the knowledge and

skills in community engagement within the VCSE sector, each organisation

that is leading in their geographic area are working with key voices from their

local communities, to be trained and supported in research skills.
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These engagement events explore the benefits of engagement and

participation in research with different communities and hearing from diverse

voices. From this, we hope to enlist the trusted advocates from the local

community that attend, to be trained and supported in research skills. The

idea is advocates can take their learnings back to their communities to spread

the awareness and importance of engaging with research, hopefully creating a

more sustainable impact.

Community research advocates also commit to attending Community

Research Engagement Network (CREN) meetings. The aim for the CREN

meetings is a “community of practice” model – bringing together academics,

research teams and advocates to share ideas, discuss issues and barriers in

participating in research, as well as a space to promote existing and upcoming

research projects.

Why and what was good, any the downfalls to look out or prepare for?

We found that some simple steps that work as well as any great strategies is

that researchers need to be updating the communities they are working with

throughout the entire research process. Especially after they have been

involved in a project, and that includes reporting of the results, publications

and feeding back and giving back to the individuals so that they do not feel

like external helpers.

If certain communities aren’t kept informed of how their opinions and input is

being used within the research project, it runs the risk of being tokenistic. This

will certainly result in further instances of negative experiences which will lead

to communities disengaging in research all together, as the incentive and

motivation will likely be reduced or entirely removed. Hence as we started this

blog by saying ‘true engagement is a two-way process’ that needs consistent

communication and checking in to see that the fundamental steps of

engagement and involvement are being adhered to (Rosen, 1979).

There also runs a risk of over engaging and the process becoming prescriptive

with certain groups that are engaged and re-engaged with, and as a result

losing their interest. This prevents access to individuals that do not ordinarily

wish to engage with research and that we never likely hear from.

Throughout this programme, we have recognised the value each individual

brings when they give up their time to participate in the training sessions and

network events held through offering participation payments. This can be

through paying for their time in taking part, gift vouchers, covering travel

expenses, childcare costs, translation costs etc. This is something that more

researchers should implement as best practice, as it incentivises participation
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in addition to showing a better understanding that the communities they are

trying to engage with will be valued and appreciated for their time in taking

part.

What did we learn?

To summarise, the importance of working collaboratively to involve and

engage communities in health and care research cannot be overstated. By

following the principles of public involvement and participation, researchers

can ensure that their work is not only inclusive but also reflective of the

diverse needs and perspectives of the communities they serve.

Programmes like the Research Engagement Network Development

programme demonstrate the need for partnership working and community-

led efforts in promoting a culture of research engagement. Although, it is

important to recognise issues around tokenism and over-engagement, and

instead aim for more genuine, two-way communication that sustains

meaningful involvement throughout the research process. By prioritising

inclusivity and collaboration, this will lead researchers to have more impactful

work, improving the relevance and quality of their research outcomes.
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