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1.0 Introduction

1.1 Healthwatch EsseXx

Healthwatch Essex is an independent charity that gathers and represents views
about health and social care services in Essex. Our aim is to influence decision
makers so that services are fit for purpose, effective and accessible, ultimately
improving service user experience. We also provide an information service to help
people access, understand, and navigate the health and social care system.

1.2 Background

In 2023, Healthwatch Essex were approached by Suffolk and North East Essex
Integrated Care Board (SNEE ICB) to support the evaluation of the ‘Community
Voices in Health Research’ programme. This programme was funded by NHS
England through their Research and Engagement Network (REN) scheme. REN
aims to tackle the under-representation of diverse groups and communities in
health research by increasing awareness and motivation to participate in
research projects. SNEE ICB successfully bid to be one of the second cohorts to
receive REN funding (REN Cohort 2) in October 2023.

The ‘Community Voices in Health Research’ programme featured two main
components:

e A mapping activity conducted by Health Innovation East to decipher
existing health research activity taking place across Suffolk and north east
Essex. A broad definition of research was adopted to incorporate projects
taking place within universities, Foundation Trusts, and the voluntary sector.

e A community grants scheme: community-led organisations in Suffolk and
North East Essex were funded and trained to become community research
champions. Champions were encouraged to engage members of their
community to understand the following:

e What research means to them.

e What areas of research they believed should be a priority.

e The barriers they face to getting involved in health research.
e How these barriers can be overcome.
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Grants awarded were distributed by Suffolk and Essex Community
Foundations. Training for the community research champions was
facilitated by the National Institute of Health Research’s (NIHR) Clinical
Research Network (CRN) East of England.

These activities are due to culminate in a learning event and the ongoing
development of a research network that will support the increased inclusion and
accessibility of health research for diverse communities across Suffolk and north
east Essex.

The ‘Community Voices in Health Research’ programme ran until 31 March 2024.
Working in partnership with Healthwatch Suffolk, Healthwatch Essex have
evaluated the programme. Healthwatch Essex were tasked with producing an
evaluation that explored the views and experiences of professionals who were
involved in the development and facilitation of the ‘Community Voices in Health
Research’ programme. This report provides an overview of their perspectives.

1.3 Acknowledgements

Healthwatch Essex would like to thank all those who participated in interviews as
part of this evaluation. Our interviewees have exceptionally busy working lives, so
we appreciate them giving up their time to talk to us and share such valuable
insights.

1.4 Terminology

BLMKICB Bedfordshire, Luton, and Milton Keynes Integrated Care Board

CRN Clinical Research Network

ESNEFT East Suffolk and North Essex Foundation Trust

NHSE NHS England

NIHR National Institute of Health Research

REN Research and Engagement Network

REN Cohort 2 Indicates that SNEE ICB successfully bid to be in the second
cohort funded by NHS England as part of their REN
programme.
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PPI Patient and public involvement

SNEEICB Suffolk and North East Essex Integrated Care Board
SNEE ICP Suffolk and North East Essex Integrated Care Partnership
VCSFE Voluntary, Community, Faith, and Social Enterprise

1.5 Disclaimer

Please note that this report relates to findings carried out on specific dates and
times, representing the views of those who contributed to our evaluation
interviews. This report summarises themes and learnings from the responses
collected, based on the experiences shared with Healthwatch Essex during this
time.

2.0 Methodology

This project aimed to capture the views of and experiences of professionals who
supported the development and facilitation of the ‘Community Voices in Health
Research’ programme. Their reflections were recorded via in-depth one-to-one
interviews conducted online via Microsoft Teams. The interview guide
incorporated questions from the ‘REN 1 and 2 Cohort Reporting Template’
produced by NHS England (NHSE), which focused on the general development
and impact of the programme. Participants were also encouraged to reflect on
their role within the programme, the aspects of the programme they felt worked
well, and areas that could be improved.

Participants included in this evaluation came from the following organisations:

e Health Innovation East

e CRN East of England, NIHR

« East Suffolk and North Essex Foundation Trust (ESNEFT)
e Essex Community Foundation

e SNEEICB

» SNEE Integrated Care Partnership (ICP)
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o Suffolk Community Foundation

The professionals included in this report supported the following activities:

e Saton the REN programme’s steering group.

e Produced the funding application.

e Facilitated the grants programme.

« Distributed funding.

e Adapte and led research training for successful grant applicants.
o Offered I:1 support to successful grant applicants.

e Ran or supported the mapping activity.

This report provides an overview of participants’ perspectives, breaking down
their experiences of different aspects of the programme, responding to the
evaluation questions posed by NHS England, and analysing key themes and
learnings that emerged as we spoke to these individuals.

It should be noted that this report does not include the reflections of staff from
community organisations who successfully applied for grants through the
‘Community Voices in Health Research’ programme. Their perspectives are
included in the accompanying evaluation produced by Healthwatch Suffolk,
which focuses on the beneficiaries of the grant programme.

3.0 Reflections on programme activities

Participants provided insights on their involvement in different stages of the
‘Community Voices in Health Research’ programme, from designing it, to running
the mapping activity, and facilitating training. This section breaks down
participants’ reflections on each stage of the programme’s development to
identify its successes and potential learnings for future work.

3.1 Designing the programme

The ‘Community Voices in Health Research’ programme was instigated by SNEE
ICB’s Head of Innovation. Participants leading SNEE’s REN programme were keen to
emphasise that its initial design was a collaborative process that incorporated as
many stakeholders as possible. The Head of Innovation described how their role
was to:
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bring the group together initially to try and get as many system partners
around the table so that we could co-develop the work and agree
what we're trying to do.

These initial conversations, which included representatives from research
organisations, health care services, the voluntary sector, and other community
groups aimed to ‘really make sure that we were delivering to our kind of research
priorities, what the needs of the communities were, and what was required as part
of the funding'. Partners at SNEE ICP, who took a central role in facilitating the REN
programme, described how they requested to lead the project due to their
experience facilitating SNEE ICS’ VCSFE Resilience Charter, their Community
Ambition programme, and broader work responding to health inequalities. SNEE's
then Head of Innovation confirmed that this was the case, indicating that it was
valuable for SNEE ICP to be involved due to their close links to the VCSFE sector.

East Suffolk and North East Essex Foundation Trust's (ESNEFT) Research and Grants
Co-ordinator described attending initial meetings and offering ‘insight on what
we do as ESNEFT and what projects there are and..what information they might
want to gather’. They contributed to discussions about what constituted research,
sharing an example of a current ESNEFT project on learning disabilities that did not
constitute ‘typical NHS research’. In doing so, they gave a steer on what kind of
information the mapping activity could record. They recalled there being some
confusion during initial meetings about the scope of the REN programme and
what their role would be. However, as the meetings progressed, they came to
understand the aim of the programme as follows:

Engaging the communities in terms of research and breaking down those
barriers in terms of research and kind of getting the word out about what is
going on, but also equipping them to be able to talk to local populations
about research.

This approach aligned with their existing research ethos, which was informed by
co-production and patient and public involvement (PPI).

Staff at Health Innovation East also described being brought into these initial. They
recalled pitching a range of different ways that they could support the
programme before it was agreed that they would undertake the mapping activity.
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Staff from NIHR’s CRN East of England described being similarly involved. Their
Deputy Delivery Research Manager recalled:

liaising with SNEE to highlight the possibilities of [REN], what it was and how
we could potentially use it to promote it to promote health and care
research in..underserved communities that are very stereotypically not
accessing research, but not just that, not accessing, not accessing health
and care.

During these discussions, they emphasised the importance of building a
sustainable programme:

‘What we don't want to do is put something in place that we do for six
months and then it stops because that is more damaging to a community
than coming up with something'.

They praised the fact that ‘there was so much enthusiasm to really get on board
with this and take it to our local communities’ in the early meetings.

Working collaboratively, those involved in the initial planning stages of the
programme decided on an open, community-led definition of ‘research’ as
highlighted by the facilitators at SNEE ICP: ‘We listen to people..ask the people who
know and are trusted. Have those conversations. Let's not think we know best'.
Health Innovation East’s Principal Advisor agreed that it ‘shouldn’t just be what the
HRA would deem research’. Rather it had ‘to be led by the organisations of what
they think is research’.

In their interview, SNEE's Head of Innovation reflected that the conversations that
informed the design of the REN programme were ultimately a success:

| think what we did do was manage to bring together a whole range of
different voices and inputs from a range of different stakeholders to
develop a really good opportunity to make sure we got as much of the
funding out into the communities as possible, but were able to successfully
deliver in the very stringent timeframes that we give it by NHSE.

They also deemed the initial stages of the project successful because staff at
SNEE ICP were able to get the voluntary sector on board:
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That was done through the alliance. They did an initial presentation to
them so that they could really understand what the opportunity was, how
they would need to kind of submit applications for that funding and

also to then develop, um, the applications in partnership with them.

This sentiment was reiterated by the NIHR’s Deputy Delivery Research Manager:

| certainly think bringing everyone on board at an early stage was the best
thing you could have done because it made sure everyone involved had a
voice. And was able to contribute and therefore buy into what we were
doing and if we were to do it again, that is the right approach.

3.2 Mapping activity

The mapping activity was facilitated by staff at Health Innovation East. Their
Principal Advisor oversaw the commissioning of the activity. They recognised that
it would likely be an ‘absolutely mammoth task’. This view was reiterated by SNEE's
Head of Innovation, who indicated that it was a ‘huge piece of work’. However,
staff at Health Innovation East were confident that SNEE ICB had already identified
research active organisations across the system that could be contacted about
their ongoing research projects. They further liaised with staff at SNEE ICP to agree
the project information that should be collected in a spreadsheet.

Health Innovation East described how it was relatively straightforward obtaining
meetings with research active organisations, including:

e East of England Ambulance Service

e ESNEFT

e Essex Partnership University NHS Trust
e Healthwatch Essex

e Healthwatch Suffolk

e University of Essex

e University of Suffolk

e West Suffolk NHS Foundation Trust

Whilst most organisations shared information, both the University of Essex and
University of Suffolk declined to do so. The participants from Health Innovation
East explained:
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We..had a really good conversation, certainly at University of Suffolk,
but..didn't ever receive any information from [them] We had some
interesting discussions with the University of Essex. We've got almost we're
talking to the gatekeeper from University of Essex, which is absolutely fine
and very much following a pro governance process around how much they
could share from a competition perspective and sensitivity perspective.
And again, we didn't receive any project information from University of
Essex in the end.

Health Innovation East attributed their reticence to the universities’
‘sensitivity..around like commercial agreements, commercial sensitivities or just in
general IP [intellectual property] sensitivities'.

Partners at SNEE ICP were also surprised that the universities had not been
forthcoming about their research projects. They suggested that this potentially
restricted how effectively the REN programme could bolster links between local
research infrastructure, the ICS, and community groups. However, the exercise
identified ‘'some of the challenges in learning about research, where there is
information readily available and where there isn't’. It helped them to understand
the issues that the programme’s Research Champions may face when seeking to
identify research opportunities for members of their groups or communities to get
involved in.

Staff at Health Innovation East had not anticipated that organisations did not
have the information that they requested immediately to hand in a shareable
format. Instead, most organisations requested a copy of the spreadsheet so that
they could complete it themselves:

| was quite surprised, | thought. Other organisations would just want to send
us a link to their information or a spreadsheet with their information, but all
of them wanted to fill our spreadsheet in, which was a bit of a shock to me
really because | thought, well, they must have that information already
combined somewhere, but 'm not sure it's straightforward.

Through the mapping activity, staff at Health Innovation East formulated a
spreadsheet containing information about over 600 research projects taking
place in Suffolk and north east Essex. They expressed surprise about the amount
of data they collated: 'l suppose big bit of learning is just that there's probably a
lot more going on than we thought'.

10
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They submitted the raw data to SNEE ICP. At the time of their interview, they were
still waiting to hear from the ICP about whether they should analyse the data
further, incorporating:

deep dives into therapeutic areas, into geographies, into populations, into
whatever, to produce something that's a bit more actionable..You know,
like, oh, this is the research we should be focusing on..rather than just this
huge list.

The participants felt that understanding these next steps would be useful in terms
of communicating the value of the mapping activity to organisations who had
provided information:

Obviously like one of the things that's come out of this type of work is the
importance of avoiding..transactional relationships..we've gone and asked
[research organisations] for loads of data, they've filled in spreadsheets,
they've taken time out of their day..so that we can show that their time that
they took was appreciated and valued.

The staff at Health Innovation East reflected on how they could streamline the
mapping activity if they were to do it again. They recognised the need to avoid
duplication — data provided by the Foundation Trusts could be acquired via the
NIHR, for example. Health Innovation East also supported the mapping initiative for
Bedfordshire, Luton and Milton Keynes ICB’s (BLMK ICB) REN initiative. When
interviewed, they compared the mapping activities across the REN programmes,
suggesting that BLMK'’s was more straightforward due to its narrower scope (the
programme focused specifically on diabetes research).

This evaluation also incorporated the perspectives of professionals at
organisations who submitted data as part of the mapping activity. The Research
and Grants Co-ordinator at ESNEFT described how their role as a partner
organisation was to provide data on the Trust's non-commercial research
projects. They viewed the activity as an opportunity to share with communities
the current research projects that they could get involved in:

It's giving a snapshot of, OK, this is what your local NHS organisations are
doing in terms of research, just to give a bit of a flavour and more of like a
talking point of what is going on at the moment.

1
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They did highlight, however, that they had not received an update about the
project after submitting the necessary data. They would have valued further
communication on how the grants programme was going, for example, as their
own research involves engaging with community organisations who were
successful awarded grants. This point was reiterated by staff at Health Innovation
East:

I'm really looking forward to catching up with the team to see how this
model worked with, you know, funding the individual organisations and the
connections they've had and the feedback they've had with their
communities.

SNEE’s former Head of Innovation indicated that the next phase of the REN
programme could explore how to communicate the data recorded so that people
know what projects they can get involved in.

3.3 Community Grants Scheme

The community grants scheme was facilitated by staff from SNEE ICP. Their
approach to the organisation of the programme was influenced by SNEE ICS’
VCSEE Resilience Charter, which is underpinned by working as equal partners,

fostering open and honest community, promoting co-production, and
recognising the diversity of the VCSFE sector. They responded to the Charter by
ensuring that a large proportion of funding received for the REN programme was
invested in the voluntary/community sector through the distribution of research
and engagement grants.

This approach was also seen to ensure that communities themselves were
leading any conversations about research, rather than an external researcher:

If a researcher inserts themselves into a situation, they change that
situation. And so we haven't purposefully been going into those
conversations. We purposefully haven't been turning up. We've supported
the those that are having the conversations and that was important to do.

The facilitators at SNEE ICP were keen to promote a broad understanding of what
might constitute research. They hoped that this would mean that community
members could highlight what issues they thought needed to be researched,
rather than those topics being determined from the outset:

12
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| think it's much better to get whatever people tell you and then like you're
doing to get whatever people tell you and then make some sense of it, you
know, make it.

Several organisations were involved in promoting the programme. Suffolk
Community Foundation promoted the opportunity to a range of different
organisations they already had connections with. This encouraged applications
from a diverse range of groups to apply. The Foundation’s recruitment drive was
informed by NHSE's Core20PLUS5 approach. As SNEE's Head of Innovation
reflected, this approach ensured that the programme was ‘as inclusive as
possible..to target health inequalities across the who system and not focus on
one or two key areas'.

SNEE’s VCSFE Assembly and Suffolk Commmunity Foundation supported the
shortlisting of grant applicants. The programme facilitators from SNEE ICP praised
this approach because it ‘really was an opportunity to broader [the programme]
to quite a lot of organisations that weren’t on our radar’. They recalled members
of the VCSFE Assembly commenting that they had been made aware of different
community organisations by participating in the shortlisting process.

Essex Community Foundation were also involved in the facilitation of the
community grants programme. They were happy to take part in the programme
due to the Foundation’s ‘very keen interest in lived experience, in developing
things collaboratively’. However, their Director of Policy and Programmes
indicated that they were brought in later:

| mean, | think [our role] was limited to be honest with you..came in very
sort of near to the end of the programme to the to the, to the launch of the
programme. So from that respect, it was a very quick.

They reflected that it would have been helpful to be included in initial
conversations. It felt as though they did not have ‘that much influence over the
structure of [the programme] and how it was going to happen’. From a design
perspective, the Essex Community Foundation staff member suggested that the
programme could have engaged with community groups at an earlier stage to
see if the planned approach for the programme worked for them:

13
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You could have said this is our issue. Got speaking to some groups. Giving
them some money to think about how that might, how that might work,
how you might engage effectively..in a shared way.

Similarly to the Suffolk Community Foundation, Essex Community Foundation were
asked to identify organisations who they felt might be interested in or benefit from
a grant. They felt that it was important to highlight to groups the nature of the
programme and the commitment required if they were awarded a grant:

Our principle is working on is that we should know everything. Before
making a decision, so it's really important that the groups know what they
are, in a way signing up because it's, you know, it's like, OK, so it might be 5
grand, but actually, you know, for a very small organisation, it could take up
a huge amount of time.

Both Foundations were then responsible for distributing the grants awarded, as a
staff member at Suffolk Community Foundation highlighted:

Once we've kind of allocated the funding, told the organisations, got the
terms and conditions all drawn up and sent to the organisations and sent
back to us, and the money is disseminated. Our kind of involvement ceases
a little bit.

The participant described how Suffolk Community Foundation had to assess each
application and do due diligence. Whilst they successfully distributed the grants,
the staff member reflected that it was tight due to the project’s short deadlines.

Several participants reflected on the diversity of groups that applied and were
subsequently awarded grants. Staff at the Suffolk Community Foundation shared
that they were ‘happy with the applications, the geographic spread, the different
demographics that ended up applying’. Whilst they acknowledged the diversity of
groups included in the grant programme, the NIHR Patient and Public Involvement
Manager suggested it could have included more organisations that supported
individuals from socioeconomically deprived areas.

Drawing on the VCSFE Resilience Charter, the REN programme co-ordinators tried
to provide as many opportunities as possible for successful organisations to ask
questions and raise concerns. As SNEE's former Head of Innovation noted, this
ensured that organisations did not feel isolated during the application process
and the programme itself. The programme was introduced via a webinar where

14
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organisations could find out more about the grants before applying and meet all
the staff involved. Staff at Suffolk Community Foundation felt that this event
successfully provided prospective applicants with more information about the
programme. They ensured that as many eligible organisations attended as
possible and sent out meeting recordings to those who could not make it.

The ICP hosted several peer support workshops across the course of the
programme (running from January to March), multiple training sessions, and a
smaller subgroup session focused on developing materials to support community
engagement and involvement. The SNEE ICP co-ordinators stated suggested that
these sessions were valuable for everyone involved:

It was good to bring everyone together to hear their views and because so
much of the project was led by them, it was good to kind of have the
opportunity and to check in as well.

Bringing them all together, having their perspectives has been really, really
helpful..l can't think of anything | would change.

Partners at SNEE ICP felt that the programme had been successful and reiterated
their ongoing commitment to VCSFE organisations — ‘it just kind of adds to what
we already know. And strengthens the case to do more of it'. At the time of their
interview, the community groups involved had recorded 650 conversations about
research. The staff at SNEE ICP highlighted feedback from the groups involved:

[They] said that actually they just weren't even aware of research. | wasn't
aware of this opportunity and they can't say enough positive things about
being part of the project and just now knowing this stuff.

The Programme Manager at Suffolk Community Foundation praised the flexibility
of the grants programme as it empowered the groups involved:

It gave the groups autonomy as to what they could do with that time and
the conversations they could have with their communities..and what issues
they may be facing.

This flexibility also meant that the groups could invest in initiatives that they were
already running. The Programme Manager was interested to know the key themes
to emerge out of the different groups’ conversations. Anecdotally, grant recipients
had also requested further information about the outcome of the programme:

15
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‘[They said] are you going to share with us? What happens after this? Because
we've all done our bit. So what do we hear about?’

3.4 Training

Representatives from each organisation awarded a ‘Community Voices in Health
Research’ grant had the opportunity to attend research training. The training was
led by the Patient and Public Involvement Manager at NIHR’s CRN East of England.
The training was based on the NIHR's Research Ready Communities training
package — a programme that aims to work with communities to develop more

inclusive health and social care research. The SNEE ICP partners praised working
alongside the NIHR, noting the Patient and Public Involvement Manager'’s flexibility
when tailoring the training to the REN programme.

Participants involved in organising and facilitating the training recalled initial
discussions about whether training sessions should be run online or in-person.
The Patient and Public Involvement Manager described how Research Ready
Communities training had previously been held in person. A hybrid approach was
initially suggested when adapting the training for the ‘Community Voice in Health
Research’ programme. However, staff at SNEE ICP felt that the sessions should be
online. They were conscious that the community groups receiving the training
were based across a large geographical area. In-person sessions did not feel
feasible, particularly because there was no budget in the programme to fund
participants’ travel:

Even if we were going to give it back, which we didn't have a budget for..to
make people travel in in Suffolk and north east Essex. It's quite hard. It's
difficult for people to get from Clacton to Colchester, let alone to get from
Clacton over to Ipswich or to Bury St Edmunds or somewhere like that. It
wouldn't have been fair.

The facilitators also reasoned that the Covid-19 pandemic has meant that people
were now more used to meeting online. They ultimately felt that the online
sessions were the ‘best way to go’ as everyone who had booked on the training
attended.

The NIHR training facilitator, however, reflected that they would have liked at least
some sessions to be in person. Regarding online sessions, they stated that:

16
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It's quite hard as a trainer, but mostly it's not as beneficial to the group, but
they were so spread out, so | would probably put more resources in to be
able to go to a local place and get people there and fund them to be there.

37 individuals from 18 organisations received the training. The training sessions
were held in the middle of the day over three weeks. It was agreed that most
participants would be available at this time. The initial session focused defined
research, providing examples of impactful university and social care research
projects. The second session outlined what was expected of the community
groups, particularly around recording conversations about research with their
peers. The facilitator reflected that it may have been valuable to switch these
sessions around:

My reflection..is it should have been the other way round. | think the way
that the training is written meant that people were actually a bit
flummoxed after the first session. Although they took in some of it, they
were thinking, why is this relevant to me? [..] It's quite a leap for people to
come from voluntary sector service delivery into can you help us promote
research? And we're gonna tell you what research is, why it matters, health
inequality. It's quite a lot to get through.

The training sessions were also an opportunity for participants to raise concerns
and receive reassurance about how their conversations with community and
group members were going:

The training was also an opportunity for us to as collectively..surface any
worries that [participants] had, to uncover any worries that they had, and
then to respond to that as well. So | think that helped.

Following the training, the NIHR facilitator also held 1:1 meetings with each
organisation receiving the training in their preferred location, travelling to
Colchester, Ipswich, and West Suffolk. The meetings were an opportunity to check
in with organisations to see how they were finding the programme. The trainer
also felt that these meetings were helpful in facilitating enduring connections
between the organisations and the NIHR. They could promote ongoing research
that community members could get involved in:

| found myself having conversations with them about, you know, if we have
studies that might be relevant to your population, would you be interested

17
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in? Just, you know, letting your group of people, your community know
about those studies.

They were in turn able to highlight these community groups to researchers at the
NIHR.

Over the course of the programme, participants were concerned about the
ethical approval they might need to have conversations about research with their
group/community members. Some were keen to have preprepared consent
forms. Participants were reassured that they did not need consent forms as their
conversations centred on people’s views about research, rather than personal
experiences. Ultimately, the conversations constituted engagement not research.
One of the SNEE ICP programme facilitators reflected that these concerns
indicated how difficult it can be to discern between engagement, involvement
and research approaches.

Other feedback focused on accessible materials. Applicants were encouraged to
set aside budget to produce materials accessible to their group or community.
However, it has since been fed back that it should not be down to the groups
themselves to produce these materials, as a staff member from SNEE ICP detailed:

Having materials that people would use, that shouldn't be something that
they have to develop, that should be available from the start. And you
should be..building in accessibility earlier. Not once you've got the money.

During their interview, the training facilitator reflected how each organisation
responded to the programme. The diversity of groups involved meant that
organisations faced different barriers when establishing and running their funded
programmes. The facilitator referred to this as a ‘spectrum of challenges’. Some
groups were more likely to be affected by structural systemic issues than others.
The facilitator providing the example of one group who was supporting refugees:

They felt that they couldn't cover what we were asking of them through
their work [..] they said we can't really go there, you know, it's just too much
for that group to be asked those questions because it's really triggering for
them, you know. Huge chunk of their group experience PTSD. They are very
anxious about their status in the country.

18




healthwatch
Essex

Another organisation, who worked with survivors of domestic abuse, discussed
how they had to wait for the appropriate time to ask questions about research. It
would have been insensitive, for example, to segue into a conversation about
research following an in-depth discussion about group members’ lived
experiences. The NIHR facilitator therefore reflected that the programme’s ask had
to be tailored to each organisation.

4.0 Responses to NHSE reporting questions

Deliverables

Interview participants were asked whether they felt the REND programme had
fulfilled the deliverables that it set out to achieve. The Deputy Delivery Research
Manager at the NIHR praised the success of the community grants programme,
believing that it had helped to strengthen links with local communities due to the
agency it afforded groups:

| think it's really brought communities together and it's really brought
organisations together. It's given a voice to people and it's really
empowered them to come forward..| know with the project, it was about
choosing the organisations and allowing them to choose us as well.

The participant from Essex Community Foundation felt that the REN programme
had initiated an important conversation, but wanted to see more people involved
in the design of research projects:

| think people being involved in in the research in this way is a start. I'd love
to see them being much more proactively involved in deciding how the
research happens, who does it, peer researchers, that sort of stuff. Yeah,
but I think it's, you know, an encouraging start and it's always a really good
start to bring people into those sort of conversations.

Participants spoke highly of the training, as reiterated by one of the facilitators at
SNEE ICP - ‘We've just only heard really positive things from people. | think they
genuinely, really enjoyed it and find it really valuable’. The NIHR facilitator also felt
that the training was a success because it responded to community needs. This
meant that the training — and the programme more broadly — could be
adaptable:
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| feel we met the aims because part of what Sharon and Rachel did that
was very clever was they kept it very open. They didn't prescribe too much
beforehand what was going to be delivered because they were very much
about it needs to come from the community, so they had to wait and see
what bids came in and, you know, think about it in quite an organic

way [..] We kept it broad enough that as things shifted and as organisers
relations presented with particular issues or ways of doing things, we could
adapt.

Some participants, including staff at ESNEFT and Health Innovation East had not
been updated on the development of the programme since their involvement so
did not feel able to comment on its outcomes.

Impact on the local system

Several participants reflected on how the outcomes and learnings from the REN
programme could impact on the local system more broadly. The Deputy Delivery
Research Manager from the NIHR felt that REN programme would be influential
because it is ‘about more than just research’. By engaging people with people
from different communities, they hoped that REN would empower people to
access services more broadly:

It's reassuring people that..the NHS and other health and care
organisations are there to support the community and | hope that it just
really empowers people to come forward and get the get the support and
care that they need in the right sectors when they need it.

The Programme Manager from Suffolk Community Foundation also detailed the
impact that they hoped the REN programme would have on local communities:

| hope that it will give communities and the groups that we work with better
understanding generally of research, how research can help to improve
services that are provided to the community..I think that's key..Because
people can be a bit like, why do you want my opinion on research? What,
you know, what is it that you're trying to get out of this?
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Informing national policy

The professionals interviewed were also asked how they felt the outcomes of the
REN programme could inform national policy to improve diversity in health
research. Staff at ESNEFT felt that the programme could be a model for research
that is fully collaborative, networked with local communities, and facilitated in
part by the voluntary sector: ‘This is an option where perhaps partners and
voluntary sector can..collaborate and..build those links..A more sort of organised
approached.’

The Deputy Delivery Research Manager at the NIHR felt that the REN programme
as a whole could inform national policy if all ICSs involved fed back their learnings:

together in the right way and..making a case [to] the Department for
Health and having our voices heard..hopefully we're creating a much
stronger voice to..promote the value of engaging the voluntary sector.

Lessons learnt

Participants were asked if they had learnt any lessons about how to support
diverse communities to get involved in health research. The Research and Grants
Co-ordinator at ESNEFT felt that the programme had reiterated the importance of
‘going back and reviewing what you're doing and what could work better’.

Professionals highlighted the value of learning from and sharing information with
other ICBs running REN programmes. Several participants discussed the insights
they had gained from engaging with colleagues who had facilitated Norfolk and
Waveney ICB’s REN initiative:

‘Linking with Norfolk and Waveney and..obviously that whole sharing
learning across systems was really good because if 'm honest that wasn't
on our radar. But that's been brilliant and that's such a good bit about that
sustainability.

Participants also felt it has been helpful to work across multiple REN initiatives. This
was the case for Suffolk Commmunity Foundation, who had supported the grants
programme for Norfolk and Waveney. Health Innovation East had provided
support for Bedfordshire, Luton, and Milton Keynes ICB’s (BLMK ICB) REN initiative:
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‘We also did the mapping role for BLMK as well. So we felt like it kind of worked
quite well to be playing that role across two projects and apply the learning'.

The Deputy Delivery Research Manager at the NIHR felt that the programme had
reinforced the value of the voluntary sector to research. This learning could inform
their work at the NIHR more broadly:

Don't underestimate the power of..voluntary organisations and people that
are willing to give up their time for the good of the community and they're
inspiring people, you know, that's a huge piece of learning for me, is how
selfless some people are..we have people across our patch going above
and beyond every single day to make sure that the underserved
communities are looked after. And it's our responsibility as paid
professionals to support these organisations as much as we can.

For the Patient and Public Involvement Manager from the NIHR, working with
community groups had also indicated the reassurance they may require when
taking part in a research-related activity. They recalled how group facilitators
expressed concern about not getting it right or not being able to speak to enough
people about research. The Patient and Public Involvement Manager reflected
that this anxiety could have been tempered if groups had more time to conduct
the programme’s ask of them.

Local research infrastructure

Participants reflected on how they felt the REN programme had strengthened links
between communities and local research infrastructure. The Research and Grants
Co-ordinator at ESNEFT felt unable to comment on this as they did not know the
outcomes of the programme. Staff at Health Innovation East highlighted how both
the University of Essex and University of Suffolk had not wished to provide
information about their research projects as part of the mapping exercise.
Participants at SNEE ICP reflected that the universities’ reticence to support the
activity potentially limited the extent to which the ‘Community Voices in Health
Research’ programme could bolster links between the ICS, communities, and the
local research infrastructure.
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National REN programme

The majority of participants highlighted the limitations of the short timeframe
allocated for REN programmes at a national level. This sentiment was expressed
by the Principal Advisor at Health Innovation East:

Some recognition of just how difficult it is to plan, and maybe some support
and guidance around..expectation really about how you're supposed to
take it forward. And it's very difficult to get something up and running. And
embed it and sustain it within such a short time window. It almost makes
me wonder if they'd have been better to do fewer rounds of REN funding.

Participants did, however, praise the national sharing events facilitated by NHSE.
The events provided interesting insights on how different REN programmes were
being run, and additional advice on developing accessible and inclusive health

research. One participant did suggest that it was difficult to remain engaged for
the whole-day online event, indicating that it may have been more accessible if
held over two half days.

Overcoming barriers

Participants highlighted that the REN programme had illustrated that many of the
barriers that people and communities to get involved in research are the same
barriers that restrict their access to services more generally.

SNEE’s Head of Innovation felt that the programme had gone some way to
highlighting barriers to research, but that this was just the beginning:

I'm not sure if we will have overcome all of those barriers, but | think it is a
first step on that road..that's why it's such an important piece of work, um,
and shows that we want to invest in our communities; to support them to
access the research because research is important to every single one of
us in order that we can do things differently and things can improve not
only for ourselves, but for the people around us and the people in the future

One of SNEE ICP staff members who had co-ordinated the programme further
reflected on the importance of having people involved in the design of research
projects to overcome barriers to research:

23




healthwatch
Essex

Design is often where people are excluded and | think we they need a
damn good reason to be excluded really. Otherwise, we should be
including people. We should be flexible.

As the NIHR trainer indicated, groups also faced different barriers when facilitating
their respective engagement activities. These barriers varied depending on the
cohorts that they were engaging with. It felt inappropriate at times to facilitate
discussions about research with those facing multiple systemic barriers to
healthcare, or who had experienced trauma (refugees and survivors of domestic
abuse, for example). This highlights the need to tailor engagement methods to
the different communities being engaged with.

Sustainability

Several participants commented on how the sustainability of the REN programme
can be ensured. Facilitators from SNEE ICP saw the value in communicating the
benefits of their collaborative and flexible approach to ‘colleagues who perhaps
aren’t quite as embedded with all of this way of working'. They also emphasised
the need to ensure that organisations actively adopt the research principles that
will be established following the REN programme. This could be achieved by
engaging with research leads and drawing on the approach that they adopted
following the launch of the VCSFE Resilience Charter:

We don't just want the principles as a nice shiny thing with, you know, this is
what we should do. We need to make sure people are then doing it and
hold them to account.

Staff at Health Innovation East suggested that the REN programme could be
sustainable if research champions were provided with ongoing support. They
recognised that short-term funding can make this really difficult. Long-term
funding is needed to ensure the enduring success of the ‘Community Voices in
Health Research’ programme. The NIHR’s Patient and Public Involvement Manager
suggested that the programme would be most sustainable through the
establishment of a research equalities network that continues to ‘connect more
closely with the community’. SNEE's Head of Innovation felt that adapting the
mapping output into an accessible document that demonstrated gaps in
research and opportunities to get involvement in projects could help to ensure
the programme’s sustainability.
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5.0 Key learnings and recommendations

Across the course of our discussions, the professionals interviewed provided

numerous reflections on what they had valued about the REN programme, what
they had learnt, and how they felt it could be improved. Their reflections have
been categorised into the following themed recommendations:

Accessibility: Several participants suggested that programme facilitators
could have provided accessible materials for organisations awarded grants
from the outset. Organisations were encouraged to put aside part of their
grant to produce materials accessible to their community or group. However, it
should not be down to the groups themselves to generate these materials.
Accessibility should be built into any funding programme from the beginning.
Any research and engagement materials should be provided in Easy Read, for
example, by default.

Bringing people together: Participants praised the fact that multiple
organisations were invited to initial meetings to discuss how the ‘Community
Voices in Health Research’ programme could be designed and developed. It
was agreed that this was an effective way to initiate the project as it meant
that people felt as though their voice was heard and ensured that everyone
bought into the programme. Not all organisations involved in the facilitation of
the programme were included in these initial conversations. There is value in
considering which organisations are not included in planning meetings who
should be there.

Communication: When working with community organisations on research-
related projects, ensure that they are provided with all information — including
the nature of the ask, time commitments etc. — from the outset. Organisations
should be given multiple opportunities to raise queries about the programme
and seek reassurance. These opportunities should be in varied formats,
including introductory webinars, group peer support sessions, and 1:1 meetings.

Some participants felt that communication with partners across the
programme could have been improved. This was particularly the case for
partner organisations involved in the early stages of the programme. They
were interested to know how the programme had developed since their
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involvement and felt that this communication may have bolstered their
community links given their existing connections with local organisations that
were awarded grants. It is therefore important to ensure that all partner
organisations are suitably communicated with across the course of the
programme, including updates on how the programme is developing. They
can then also communicate the value of the programme to the groups they
have been working with (e.g. organisations who contributed to the mapping
activity).

Engagement, involvement, and research: Consider how to communicate the
possible overlaps between engagement, involvement, and research when
designing research training or research strategies. Reflect on how individuals
may equate these approaches, and offer reassurance that engagement and
research require different ethical processes. Work with organisations to
develop documentation that helps them to engage with members of their
groups or communities. This might include creating accessible consent forms,
or producing an information sheet defining what research is.

Maintaining flexibility: Avoid being prescriptive when designing a research-
related engagement programme. Promoting an open definition of research
empowers groups to articulate their own understandings of what it constitutes
and the topics that they think researchers should explore.

Allow groups the flexibility to design their own engagement approaches
tailored to the individuals and communities that they support. Acknowledge
that not all groups will want to engage in the same way and that some will
face greater barriers when expressing their views. Support groups to tailor their
engagement approaches to the needs of their respective communities. This
also relates to monitoring and reporting. Ensure that groups have a flexible
and accessible means to monitor the conversations that they have with
community and group members. Reporting methods should not involve
participants repeating the meaningful reflections they have shared with
Research Champions.

Funding should always be flexible, ensuring that community groups can apply
for grants to support existing projects as well as new initiatives.
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» Mapping: Do not underestimate the amount of research taking place within a
system. Recognise that research organisations may manage information
about their research projects in contrasting ways. This affects the time it may
take them to complete mapping spreadsheets. Consider which organisations
might hold comparable data about local research projects to avoid
duplication and ensure efficiency (e.g. Foundation Trusts and the NIHR).
Identify who operates as gatekeepers at universities (research offices,
contract teams, for example) and allocate the time necessary to build
reciprocal relationships that encourage their sharing of data for non-
commercial projects from a range of subjects and disciplines. Ensure that any
mapping activity results in an actionable output that highlights gaps in
research and potential opportunities for community members to get involved.

« Ongoing support for Research Champions: Identify the potential barriers that
Research Champions may face when promoting research projects amongst
their groups and communities. This might include, for example, universities not
providing information about prospective projects that people can get involved
in. Draw on data collected during the mapping activity to produce an
accessible output that clearly highlights research opportunities. Reflect on
how Research Champions can support the involvement of individuals and
communities in the design of research projects. Work with Research
Champions to design and develop materials that will support them in their role
(e.g. accessible information sheets about what constitutes research, or NIHR-
branded materials).

e Sharing learning: Link up with other ICSs who have developed REN
programmes to share learnings and develop examples of best practice.
Consider how all ICSs can work together to establish a united voice on
inclusivity and accessibility in health research, championing changes to policy
and practice at a national level.

o Timelines: Ensure longer timeframes on comparable projects in the future. The
majority of participants commmented on the short deadlines for the project. This
meant that several staff members had to work above and beyond their usual
working hours to deliver the programme. Community groups also required
additional reassurance because they felt pressure to complete their funded
tasks in a short timeframe.

27




healthwatch
Essex

o Training: Budget for additional in-person sessions that bring community
organisations together (and reimburse trainees for their travel expenses).
Consider reordering training sessions so that attendees gain a good
understanding of why they are undertaking the training before elaborating on
what constitutes research.

6.0 Conclusion

This report has evaluated SNEE’'s ‘Community Voices in Health Research’
programme, an initiative funded by NHSE's REN initiative. This evaluation explores
the reflections of 10 professionals from 7 organisations who were involved in
different aspects of the design and facilitation of the ‘Community Voices in Health
Research’ programme. Their views were captured via in-depth one-to-one
interviews recorded online using Microsoft Teams. The interviews were transcribed
and analysed to understand participants’ respective roles in the programme,
their reflections on its successes, and their views on how it could be improved.

Through sharing their reflections, the participants outlined the development of the
project. These reflections are explored in the section ‘Reflections on programme
activities’, which breaks down the design of the programme, learnings from its
mapping activity, the development of the programme’s community grants
scheme, and outcomes from its valuable training sessions. This section illustrates
the value of bringing a range of different organisations into the planning of the
programme, potential difficulties in converting mapping data into accessible
outputs, the importance of promoting flexibility and openness when working with
organisations on a research-related research project, and the value of engaging
with organisations and groups in a variety of different ways when facilitating
training.

In addition, participants were asked questions that map onto NHSE's ‘REN 1 and 2
Cohort Reporting Template'. In doing so, they provided reflections on the success
of the programme’s deliverables, ensuring its sustainability, how REN will influence
the local health and care system, and its potential impact on national policy.

By analysing the themes to emerge from participants’ reflections, this report
outlines key learnings and recommendations for the future development of the
‘Community Voices in Health Research’ programme.
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