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Healthwatch Suffolk

What we do

We are Suffolk's health and social care champion. We capture people’s experiences,
views, and ideas related to the delivery of local NHS, social care, and wellbeing services
and support. We work with local NHS and social care leaders to consider people’s
feedback and improve standards of care. We can also help people find information
and advice about local services and support.

For more information about us, or to find feedback about local services, please visit our
website (www.healthwatchsuffolk.co.uk).

Our trusted insights

Our team are local leaders in inclusive co-production, engagement and research with
people and communities. Our insights help health and social care systems to make
better decisions about how care is provided to people across Suffolk, and further afield.

For more information about our services, please visit
www.healthwatchsuffolk.co.uk/theres-more-to-us/. You can explore examples of other
research we have completed to shape, influence and improve local care and support
on https://healthwatchsuffolk.co.uk/ourresearch/.

How to contact us

If you have a question about Healthwatch Suffolk, our services, or this report,
please contact us. You can reach us by:

« Calling freephone 0800 448 8234
« Sending an email to info@healthwatchsuffolk.co.uk
« Using our website contact form: https://healthwatchsuffolk.co.uk/contact/

Be the first to shape services with us

If you would like to follow our work to shape local health and social care, please
sign up at https://healthwatchsuffolk.co.uk/sign-up/.
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Background

The ‘Community Voices in Research’ programme, funded by NHS England and
developed in partnership with NHS Suffolk and North East Essex Integrated Care

Board, aims to tackle the under-representation in research among diverse groups and
communities in Suffolk and North East Essex, by increasing awareness and motivation
to participate in research.

Community-led organisations in Suffolk and North East Essex have been funded and
trained to become community research champions. By facilitating conversations
about health research amongst members of their community the aim has been to:

e understand what research means to different communities,

o discover what areas of research are a priority for different communities,
e understand the barriers people face engaging in health research

e discovering how these barriers can be overcome.

The learning from this programme will be used to develop a set of best practice
principles for inclusion that can be used by local statutory and VCFSE organisations
when designing research or applying for funding for research. These principles will be
showcased at an online event planned for summer 2024.
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Methodology

This report presents an evaluation of the ‘Community Voices in Health Research’
project in Suffolk & North East Essex. It outlines the feedback received from the
following key stakeholder groups within the project, as follows:

an online survey for people who delivered VCFSE led research engagement
activity (Community Research Champions).

a survey (available in both printed and online formats) for people who were
engaged in VCFSE-led research conversations (Participants).

a final project report from each VCFSE organisation, summarising their overall
activity and providing their reflections on the conversations with participants
(VCFSEs).

The aim of the evaluation has been to provide (through quantitative and qualitative
data):

An assessment of research engagement activities, including how people felt
about the approaches taken, existing barriers to engagement, and whether the
projects had helped to overcome them.

The likelihood that people will remain engaged in future research.
What people see as the key barriers still to be addressed, and what could help.
To what extent the Research Ready Communities Training has provided VCSFEs

with the practical skills to develop research engagement activities within their
communities.
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1. Participant Survey
Results

There were 66 responses to the participant survey. The survey asked four simple
questions:

1. Thinking about the discussions you have taken part in about health research,
would you say you were now:

e More likely to consider taking part in research in the future?
e Less likely to consider taking part in research in the future?
e My opinion about taking part in research has not changed?

1b. Please tell us why you feel this way?
2. What issues might prevent you from getting involved in health research?

3. What could researchers do to help and encourage you to take part in health
research?

Question one: “Thinking about the discussions you have
taken partin, how likely are you to consider taking part
inresearch in the future?”

There were 65 responses to the question about how likely respondents were to
consider taking part in research in the future.

e Most respondents (45 of 65, 69%) were more likely to consider taking part in
research in the future.

o The rest were evenly split, with 15% (10 of 45 respondents) reporting that they
were less likely to take part in research in the future, and the same number
(10,15%) indicating their opinion had not changed.
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Chart: Respondent’s likelihood of taking part in research in the future
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Respondents to question one were also asked, “Please
tell us why you feel this way”.

There were 64 respondents who answered the follow-up question about why they were
more or less likely to take part in research. Themes in their responses are shown below,
split by how likely they were to take part.

Key reasons respondents said they were more likely to take part in research in the
future included:

»

@

Wanting to have an impact

Eighteen of the 45 (40%) respondents that were more likely to take part in
research in the future said this was because they wanted to have an
impact or make a difference.

This included wanting other people to benefit from their participation, to
improve things for future generations, to improve services, or to influence
decision making.

Wanting to share their experiences

Fifteen of 45 (33%) respondents more likely to take part said they wanted
to share their experiences with others. This included wanting to have their
voice heard, share their opinions, and be involved. Two wanted to share
their experiences to increase diversity in research.
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Interest in research

Twelve of 45 (27%) respondents were more likely to take part in research
because they were interested in research, or particular topics of research
that affected them.

For example, two respondents were interested in research around mental
health because of their personal experiences. Most comments were
general, for example being interested in current events or public health
issues.

2.6 Better understanding
G

Eight of 45 (18%) respondents had a better understanding of research
because of the discussions. One respondent felt more confident to take
part in research because of this.

Examples of quotes from respondents who said that they were more likely to
participate in research included:

“I would take part in research because now | know about it. | will take part
because | want to help the future.”

“Not enough people with my ethnic background in studies which contributes to
us being under/misrepresented.”

“I realised there are many ways to contribute to the betterment of society.
Health research is one of those that have direct impact on the future
generation. This will surely give me a push to join in and contribute. Along with
the fact that, | would take part in something that is substantial.”

“Because | like to know what is going on in the world. There is always new
research going on and it would be great to be part and know about it.”

“The only way to see the change we need in the healthcare system is by voicing
our concerns, opinions and needs. If we don’t speak out then we can’t complain
when things are the same but also those in charge of making decisions
wouldn’t know.”
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“I have a better understanding of research and their purpose.”

“I am a result of medical research. Without it | would not be here. | had a brain
tumour removed. Like to help research if | can.”

Key reasons respondents said were less likely to take part in research, or that their
opinion had not changed included:

'

®
Q]
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Health barriers

Eight of 20 (40%) who said that they were less likely to take part, or their
opinion had not changed, said their health was a barrier. This included
that they had existing health problems, that they did not want to risk side
effects, or that they felt that their age meant they could not take part.

Trust and values

Five of the 20 (25%) respondents less likely, or who had not changed their
opinion, said values and beliefs could be a barrier. One felt taking part
was against their religion, and two respondents did not trust research.
One respondent was afraid of taking part, and one felt that people did not
listen to them.

Interest in a topic

Four of the 20 (20%) respondents said they would take part in research
only if it was on a topic relevant to them.

Examples of quotes from respondents who said that they were not more likely to
participate in research, or that their opinion had not changed as a result of the
conversations included:

“I think any research is contraindicated for my age.”

“Because | already have far too many health problems already.”

“If | feel the research is relevant to me, and my input will be of use, | will certainly
take part. Otherwise, | won't.”
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“Lack of trust. A lack of belief in the western method of dealing with mental
health. A general distrust of ‘'organisations’”

“I am dependent on alcohol and don't know how long, if ever, it will take to
recover. But | am fully supportive of research.”

Question two: “What issues might prevent you from
getting involved in health research?”

There were 59 responses to the question about what issues might prevent
respondents from getting involved in health research. The key messages from this
question were:

Mg |

'

Time and practical barriers

U4
’
4
@ 36% (21 of 59 respondents) felt time and logistical barriers might prevent

them from getting involved in research. This includes fitting in research
around work or study, travelling to a given location to take part in research,
any costs associated with taking part, and childcare.

Information and understanding

31% (18 of 59 respondents) said that understanding how to take part, and
what it means to take part, in research might be a barrier for them to
become involved. This included understanding the objectives of the
project, how their information would be used and kept secure, and being
made aware of the opportunity to take part.

Some were concerned about potential health risks or side effects of taking
part in clinical research.

Personal and health circumstances

20% (12 of 59 respondents) said their health, age or disability could be a
barrier to them getting involved in research.

Community Voices in Health Research Evaluation
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Some felt a future health problem or a worsening of their existing health
problem could prevent them from taking part. Two lived with a disability
that they felt could be a barrier.

Trust, communication and values

17% (10 of 59 respondents) mentioned that personal beliefs, cultural
values, and shared language might be barriers to getting involved in
research. These included a fear of judgement, cultural or religious beliefs,
trust, and the attitudes of researchers conducting a project.

vasssa No barriers

7/ /]
| |
ah ah

10% (6 of 59 respondents) felt they would not face any barriers to
becoming involved in health research.

Examples of quotes from respondents about what issues might prevent them from
getting involved in research included:

“Not having enough time. Not fully understanding what the research means.”
“The time and location of the research might prevent me.”

“Worries about side effects if it interfered with my work.”

“It's the attitude. If it’s anything like visiting your GP, then that would be a
problem. | don’t mean to dismiss their hard work, but they don’t seem to be the
most sympathetic people, which is quite ironical. I'm investing my time and
money, | would like for the researchers to be culturally aware, sensitive to my
choices and respectful.”

“Because | am a religious person.”

“Lack of understanding of the research studies. Issues surrounding protection of
personal information. Cultural upbringing.”

“Issues that might prevent me from getting involved includes research topic,
research purpose and time frame of the research.”

Community Voices in Health Research Evaluation
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Question three: “What could researchers do to help and
encourage you to take part in health research?”

There were 62 responses to the question about what researchers could do to help
respondents take part in health research.

The key messages from this question were:

Communication

37% (23 of 62) respondents said clear communication before, during, and
after a project would encourage them to participate in research. This
included being informed about research opportunities, receiving clear and
accessible information about participating, and being transparent about
the purpose and outcomes of the research.

i@p Incentives

é 39% (24 of 62) respondents wanted incentives to take part in research. This
included money and vouchers. However, respondents also mentioned
broader incentives like improved health, signposting and making research
more engaging and interactive.

Ease and accessibility

',

ﬁ 15% (9 of 62) of respondents felt research needed to be easy regarding
participation. This included ensuring people have time available to
participate, and that flexible scheduling could help. They wanted options
on how to participate, and a location that suited them.

Examples of quotes from participants about what researchers could do to encourage
them to take part in research included:

“They should make it more accessible by bringing it to different locations and
make it more enticing for people to participate.”

“Keep taking part accessible, phone, email and texts.”

Community Voices in Health Research Evaluation
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“It can be free medical support or money.”
“Free vitamins, vouchers, money (encourage).”

“Keep it simple, make it easy to take part, offer incentives that would benefit
me.”

Community Voices in Health Research Evaluation
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2. Research Champion’s
Survey Results

Community Research Champions were also invited to complete a survey about their
experiences. Nineteen completed the survey.

Many responses repeated themes from the VCFSE feedback forms below. Therefore,
the survey analysis has been focussed on the champion’s evaluation feedback on
training and the programme overall.

The following questions are reported within this report section:

e To what extent did the 'Research Ready Communities’ training prepare you for
having research conversations with members of your community?

e Please tell us what aspects of the training you found most useful in planning and
holding your conversations.

e How could the training have been improved?
e Have you felt supported in your role, as a Community Research Champion?
e Please tell us what has been good about the support you have received?

e What additional support would you have liked?

Community Voices in Health Research Evaluation
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Question one: “To what extent did the 'Research Ready
Communities’ training prepare you for having research
conversations with members of your community?”

There were 18 responses to the question about how the training had prepared
respondents to have conversations with members of their community.

e 56% (10) said that they felt very prepared.

o 33% (6) said they felt somewhat prepared.
e M% (2) said that they didn't feel prepared at all.

1% \

339 56%

m | felt very prepared m | felt somewhat prepared It didn't prepare me at alll

Question two: “Please tell us what aspects of the
training you found most useful in planning and holding
your conversations.”

There were 17 responses to the question about which aspects of the training
respondents had found useful in holding and planning their conversations.

The key messages from this question were:

Community Voices in Health Research Evaluation
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Data collection

59% (10 of 17) respondents said information about how to conduct the
data collection for the project had been useful during the training. This
included sharing information about methods, ideas about how to conduct
conversations, and thinking about how to engage communities that could
be difficult to access.

Knowledge of research

41% (7 of 17) said learning more about research and research methods
they could talk to participants about had been the most useful part of the
training. This included background about health research, the benefits of
research and becoming more familiar with research to explain this to
people in communities.

Networking

12% (2 of 17) had found networking with other organisations as part of the
training useful. In particular, this included sharing experiences and
networking with others on what worked regarding engagement had been
helpful.

“Sharing experiences with other champions on “what worked” and talking
through any issues/difficulties.”

‘Networking with others and sharing ideas. Awareness that some cohorts are
more complicated and difficult to access than others and the flexibility to adapt
to this.”

“I found most aspects to be very useful. From receiving background information
about health research generally, to learning useful methods that could be used
to collect data. | was able to implement most of the training during
conversations.”

Community Voices in Health Research Evaluation
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Question three: “How could the training have been
improved?”

There were 17 responses to the question asking how the training could have
been improved. Key messages in this question were:

=

Ko

Length

35% (6 of 17) respondents said the length of the training sessions could be
improved. Most (five of six) felt the sessions were too long. This included
that it could have been more concise, that it was ‘too comprehensive’ or
could be ‘streamlined’. However, one said they felt it was ‘short and
rushed'.

Accessible information

35% (6 of 17) respondents said more accessible information or resources
could be shared alongside the training. This included translated materials
for their communities, more information and advice about how to engage
people from different backgrounds or more explanation relevant to people
with English as a second language.

Timeframe

18% (3 of 17) felt the timeframe to deliver the conversations following the
training had been too short.

Information about data protection or ethics

12% (2 of 17) would have like more information about data protection or
ethics. This included whether they needed to ask for consent and greater
clarity on the ethics of the project.

Examples of comments about how the training could have been improved included:

“Some initial thoughts about consent and whether this counted as research and
study or not. At [the] first meeting we understood that it wasn't a study so didn't

Community Voices in Health Research Evaluation
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need consent. Awareness of potential detrimental effects of asking the
questions.”

“I think this programme is quite new, so there is not a lot of practical experience
shared about how to obtain information/ opinions from different groups of
people of different backgrounds. But the team was very helpful during the whole
programme, we have got very supportive feedback whenever we raised any
questions.”

‘We had to spend a lot of time after sessions making the information accessible
for our members - it would be good to think materials would be produced in
user friendly formats going forwards.”

“More clarity about ethics, preparing service users to be aware of consent forms,
and how to navigate those for pre-literate service users. In addition, further
assistance for EAL [English as an Additional Language] service users, who will
need additional explanations of how their data will be disseminated.”

“I felt the information could have been condensed into shorter sessions. It would
have been better if we’d had longer between the training and starting our
conversations, although | know the time frame was shorter than originally
anticipated and out of the control of the organisers. We were given free rein R.E.
how we ran the conversations and what information we provided as we know
our audience, but it was difficult to know where to start and get our heads round
the design, it felt rushed. Once we got the briefing document it was easier to see
a direction.”

Question four: “Have you felt supported in your role, as
Community Research Champion?"”

There were 18 responses to the question asking whether respondents felt supported in
their role as a Community Research Champion.

All 18 respondents felt they had been supported in their Research Champion role.

Community Voices in Health Research Evaluation
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Question five: “Please tell us what has been good about
the support you have received?”

There were 18 responses to the question about what had
been good about the support Community Champions
had received.

All 18 left positive comments about the support. These
comments were varied, so were not analysed
thematically like other questions.

General findings from their comments were that respondents:

¢ Had benefitted from the one-to-one support, peer support and training.
e Felt the resources and briefing document had been helpful.

e Had their questions about the project answered.

e Felt project leads were responsive to contact and emails.

Positive comments about the support that Community Research Champions generally
reflected well on the project leads and design. These comments included:

“I really enjoyed the one-to-one conversation as | was able to ask questions
and felt like it was a general question.”

“The mixture of peer-to-peer support, group and one-to-one training has been
excellent. Also, the resources (PowerPoints, documentation, and signposting to
other sources). The briefing document was also excellent and explained quite a
complicated project in an accessible and positive way.”

“Regular check-in and direct email contact and fast replies - | felt there was
someone there if we needed!”

“I think the support was excellent and there was no need for additional support.”

“The support was excellent, and the one-to-ones gave helpful suggestions for
how to help our service users.”

Community Voices in Health Research Evaluation
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Question six: “What additional support would you have
liked?”

There were 14 responses about additional support the Community Research
Champions would have liked. Many responses to this question were short (e.g., ‘More
time!’).

Key messages were:

No additional support

%4@ 43% (6 of 14) of respondents did not require any additional support.

Time

29% (4 of 14) of respondents would have liked more time.

o"-N
©
Translated materials

29% (4 of 14) of respondents said would have liked translated materials for
their service user group or community.

Examples of quotes about additional support Community Research Champions would
have liked included:

“I don't think we needed any more support.”

“More time in carrying out the exercise of research in communities. | would have
reached more people and groups had there been more time to conduct the
research.”

“For our service users, EAL friendly, or materials available in additional
languages. We did not have the scope or financing to get materials translated
in such a short time frame. This was due to the quick turnaround time of the
report and the availability of our part time translation staff over Ramadan and
half-term.”
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3. Reflections from VCFSEs

Each of the 18 VCFSE respondents, funded and trained to become Community
Research Champions submitted a final report, providing:

o Details of the number and range of people engaged in discussions about health
research.

e A summary of the conversations held with participants, specifically focussing on:

o People’s understanding and knowledge of health research, including the
purpose and benefits of research.

o People’s attitudes to participating in health research.

o The potential barriers or concerns people had about getting involved in
health research and how those barriers could be overcome.

Number and range of participants engaged within the
project

Between 31 January and 31 March 2024, 1,159 people were engaged in conversations
about health research.

VCFSE partners were not required to gather demographic information from individual
participants but they were asked to provide an overall indication of the population
groups they had engaged in the project. The table below provides a summary.

No. of organisations who
engaged each population

group

Young people (18-25) 14
Older people (65+) 14
Disabled people (physical or mental health, sensory 12
impairment)

People with learning disabilities =
Ethnic minority communities 10
Refugees and asylum seekers 6
People living in areas of deprivation 10

Community Voices in Health Research Evaluation
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In addition, three VCFSE partners had engaged with people aged 25-64. Other
population groups mentioned included:

» People with pre-school children (1 mention)

e Victims of domestic abuse (1 mention)

e People with English as a second language (1 mention)

« People who are neurodivergent (1 mention)

e People who pay for medical treatment because of their immigration status (1
mention)

Summary of conversations in communities

What follows is a summary of the feedback VCFSE partners had recorded from their
conversations with people in communities they had engaged. The quotes are as
recorded by the partners during the course of their conversations with people and
groups, but they may also represent a summary of conversations recorded by
Research Champions within their form return.

Understanding and knowledge of health research

Given the number and diversity of people engaged across the project, it is not
surprising that VCFSE partners reported a varied understanding of research among
people in communities and across population groups and demographics. Some VCFSE
partners reported that groups appeared well-informed, whilst others found groups
and people they engaged had little knowledge or awareness of health research.

“It was found that there is a significant lack of understanding and knowledge
regarding health and care research. Participants expressed minimal awareness
of the purpose, aims, benefits, types, and research methods.”

“90% of carers knew what health care research is.”
“Many participants expressed good understanding of [the significance of

research ], however it was noted that some older adults, particularly those over
65 with language barriers, had limited understanding.”

Community Voices in Health Research Evaluation
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“The overall response from participants when discussing existing knowledge of
health and care research was varied, with some women having a deep
understanding, and others having little to none. “

“Members found this question difficult, with 50% stating that they had ‘very little’
knowledge or knew ‘nothing’, and many of those who did comment related it to
their own experiences of healthcare rather than research, reporting details of
hospital stays and interventions.”

There was a good understanding of service evaluation — as many of our
respondents are current service users. About 50% of the time, this was people’s
primary or only association or experience with health and care research.

Most people engaged with initially had little understanding of the concept of
health and care research. There was a lack of familiarity with vocabulary and
research concepts, even among higher level language speakers, and difficulties
around the concept of consent — this was hard to explain with many clients
lacking the language or literacy skills to understand how data might be used
and how they can keep control of this.

Even among those who expressed good knowledge, there was sometimes confusion
about what activities constituted research. For example, some participants had
regarded the process of getting an autism diagnosis as research, while another
participant had been involved in researching venues for work events.

“Three people felt their Autism diagnosis was research. Perhaps this is because
a diagnosis can use language like ‘we’re finding things out about you'’. Perhaps
this connected people to think that a diagnosis conversation was research
specifically.”

“[At work] I have good experience in researching locations for delivering
workshops.”

Some individuals had viewed research as primarily academic, leading certain groups
to consider it as ‘complex’ and ‘inaccessible’ to them.

“[Displaced Ukranian Nationals] This group demonstrated a good
understanding of research programmes as a process, but in general their view
is that this is a more academic work, and they are unable to personally benefit
from involvement in research programmes.”

Community Voices in Health Research Evaluation
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“Focus group of students aged 20-30, have little to intermediate understanding
of health research. Reflecting on their academic stance, they assumed it was
just academic university run program, dissecting data, and different
interpretation of present sources.”

“Research can be complicated, language, length of documents and scientific.”

Feedback from VCFSE partners also indicated a general lack of awareness about how
to get involved in health research, even amongst those who had previously
participated in studies. This highlights the need to make research more visible and
accessible through increased publicity and community engagement.

“Generally, participants were well-informed about types of health research and
the ways people can contribute to a study. People are not sure how to get
involved in health research.”

“If they approached me and said ‘would you like to try a new treatment or be
part of a study to prevent further degradation’ or whatever, then yes | would. But
it'’s never been offered to me. And I've never heard a general advert on the radio
or TV that I would fit into.”

“In my experience, in my local area I've not been offered nothing. And only three
years ago, going to a specialised hospital and I've had my ophthalmology there,
that I've actually been asked to do studies that I've signed up for.”

Overall, VCFSE partners felt participants had recognised health research as having
positive benefits for themselves, the wider community and even globally. However, a
couple of participants had expressed a more cynical view that research was driven by
a desire to ‘make money’ and that this was not always in the best interest of the
patient.

“To find ways for people to live healthier, better lives.”

“Finding out what’s going on across the world and whether or not we can do it
better or what we can learn from that.”

“It finds cures and treatments. It teaches us how to live better by giving us good
advice. It makes sure medicines are safe to use. It helps health professionals
use new tools and methods to help us. It tells health professionals what they
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can do to keep us healthy. Educational to keep learning and finding new ways
to help us.”

“Participants agreed that research plays a crucial role in preventing illness,
finding cures, and improving treatments. Overall, the dialogue highlighted how
research contributes to better health outcomes, informs treatment
advancements, and shapes healthcare policies and delivery.”

“Participants understand the purpose and aims of the health and care research.
Some said it helps for policy making, some said it contribute to address gaps in
knowledge. It generates knowledge about diseases, treatments etc.”

“To make more money to do things better, not always best for the patient.”

“It should be about people living healthier, happier lives but that’s not always
what it’'s about.”

Attitudes to participation in health research

All VCFSE partners were asked to provide an indication of whether people had
previously been involved in any research studies; however, only a few provided actual
numbers.

Based on the figures reported, it is estimated that around 10% (110) of participants had
some prior involvement in research studies. Clearly, these experiences contributed to
their knowledge and awareness of health studies while also shaping their views and
attitudes to research more generally.

Factors that were identified as contributing to positive experiences of research
participation included:

Accessibility and Support

People reflected positively on research presented in accessible ways. This included
that it had met individual communication needs, thereby making it easy for them to
participate. Having access to appropriate support to enable participants to engage
fully was also felt to be important.

Community Voices in Health Research Evaluation
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“A few participants mentioned participating in surveys, which they found
accessible due to the absence of language barriers. They highlighted the ease
of participation in surveys.”

“Patients felt that taking part had been made easy for them - there were
different ways to contribute.”

“Participants felt supported and their (accessibility) needs were met.”

“One participant in mental health recovery was very keen to share their
experience.... The participant said that the reason they were able to participate
in the research was that they were an in-patient in a hospital setting and free
from any other distractions and trying to manage their illness independently.
They also didn’t have anything else to focus on and had the support of a staff
member to help them complete the therapy and then submit feedback.”

“There were lots of options for taking part, and support provided where needed.”

Clearly defined purpose and expectations

It was important that participants had a good understanding of what they could
expect from a research project, including how their information was going to be
used.

“Expectations were clearly communicated.”

“It was positive. Was clear what it was about and what the info would be used
for.”

Communication
Continuous communication with participants throughout the lifecycle of the project
was also identified as a key element in making research involvement a positive

experience.

“Participants could access results, and/or findings were regularly
communicated.”

“People were kept well informed throughout the project.”

Community Voices in Health Research Evaluation
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Achieving impact.

One of the key motivators for people to get involved in research was about
achieving benefits, either for themselves or the wider community. Consequently,
projects that had achieved a clear impact, such as the development of new
treatments or changes in procedures, were viewed positively.

“New treatments, tools and equipment had gone on to be used.”

“Very positive as had seen some subsequent changes, as a result of the study
which included drug research and questionaires.”

“Participants in population studies found it interesting/intriguing to see new
avenues of research and different questions were introduced as the study
progressed over the years.”

It is not surprising that when these key factors were missing from a project,
participants reported a more negative experience of research. The following examples
illustrate how a lack of support/accessibility and a lack of good
communication/information led to poor experiences for research participants.

“Long pages of written notes to read when the patient is visually impaired.”

“One participant received results pretty quickly that indicated that an aspect of
their health was not as it should be for their age - this was a bit of a shock.”

“Another dad experienced a clinical drug trial in their early twenties. He raised
concerns about the lack of after-care which only involved 1 outpatient visit after
two weeks.”

“One long COVID study was abandoned. Participants were not given any
feedback or kept informed of progress, and they found this frustrating.”

“I'm in my 6th year of completing a range of questionnaires about pain, sleep,
anxiety, impact on daily activities etc. | don't mind completing these although
there's never any feedback.”

“It's not always clear how you'll see the impact of your contribution or the
impact of the research once it’'s concluded.”
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Similarly, if the purpose and expectations of the research project were not well defined
or fully understood by the research participant this often created negative feelings and
mistrust of the process as a whole.

Participants reported experiences where the practical arrangements of a research
project had led to significant disruption to their family life and daily routines. Another
participant lost trust in the research study they were involved in because they felt the
scope of data being collected was overly intrusive for the purposes of the project. This
created concerns about how the data was being used and who it was being shared
with.

“One person said that taking part in a diabetes study ‘turned my life upside
down’. It was quite disruptive, and they are still waiting for access to the actual
treatment which is disappointing.”

“Taking part in a study impacted family life - family members had to drive the
subject to appointments, collect samples, give medicines etc.”

“Onerous number of hospital visits required.”

“Three participants shared their experiences of participating in clinical trials,
expressing feelings of limited support, the experience being time-consuming
and emotionally challenging, and facing financial barriers. Some participants
noted that their experiences were not very positive overall.”

“A participant taking part in a movement detector study was keen to get
involved at first, but then felt it was quite an intrusion - talking through results
with a facilitator made them realise how much of their life was being scrutinised
and it felt inappropriate.”

VCFSEs identified several reasons why people would be, motivated to participate in
research. These are summarised below and include:

To benefit others

‘Helping others’ was perhaps the main reason given by VCFSE partners for why people
would get involved in research. This was particularly important when the research
topic had been relevant to a specific person or community, for example studies
looking at health conditions specific to the black community.
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“It would be important for me to know that | am helping people.”
“To help push boundaries of what people can do.”

“To contribute to scientific research to develop new treatments or explore new
ideas.”

“To benefit the black community and the health challenges they are prone to
(hypertension, diabetes, etc.).”

“The biggest motivator was helping people who were unwell — if sharing their
experience or feedback could help another person — that was cited in nearly
every conversation as the thing which would make them want to take part.”

For personal benefit

Respondents often saw involvement in research projects as an opportunity to gain
valuable insights about their own health or to access resources to help them manage
an existing condition. This was particularly important to those participants with Long
COVID, who were not only seeking answers about their condition but who also wanted
an opportunity to find a community of peers with whom they could connect.

“To learn more about themselves.”

“Peace of mind when the results is assured me free of problem.”
“To learn new method of handling my mental health.”

“To get access to the latest treatment for a condition they have.”

“Our cohort living with long COVID expressed a shared desperation to find
answers about their condition.”

“To find a community of peers and benefit from the support this offers.”
“There was the positive feeling amongst some that by volunteering to take part

in research, they would receive fast-tracked support and treatment that
otherwise they would have to wait a long time for.”
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To be heard

For some, the opportunity to share their experiences and have their voice heard had
been a key reason to consider participating in research.

“I would be open to doing it, it would give me a chance to express how | feel.”

“To have my voice listened to.”

A personal connection or interest in the research subject

The perceived relevance of the research topic was another important factor for people
when deciding whether to get involved in research. People were more likely to consider
research into topics that affected close family members or where they had a personal
connection to the topic.

“Would participate if it is a subject they're interested in.”

“Supporting research into a condition they or a close family member suffers
from: Diabetes, cholesterol, heart disease, allergies, Cancer, Alzheimer’s,
dementia, Asthma, menopause, stroke, hay fever.”

“Keen to take part in particular areas of study relevant to their own personal
experience (i.e. long-term effects of cancer).”

Potential barriers/concerns

During the course of their conversation with participants, VCFSE partners identified a
number of potential issues and barriers that had influenced people’s likelihood of
participating in health research.

These barriers are presented below, in no particular order of priority.
Fear/Anxiety/Stigma

There were several different ways people had expressed fear and anxiety about
participating in research, ranging from feeling anxious about what to expect and ‘fear
of the unknown’, to concerns about whether they would be ‘up to the task’. Some
respondents had also been concerned about the longer-term impact of the research
on their mental health (e.g. should it lead to revisiting past traumas) or physical health
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(e.g., potential side effects from drug trials). Some respondents feared stigmatisation
because of being involved in research.

“Feeling anxious, vulnerable, nervous.”

“Fear not knowing what to expect.”

“Worried it would lead to (revisiting) trauma.”

“I'm worried the research may not be safe, | don’t want risks with my body.”

“Dads expressed their concerns over the stigma attached to taking part in
research.”

“Fear if something goes wrong or the fear of the unknown.”

“Concerns over what if it doesn’t work? Side effects, aftercare, e.g. in clinical
trials.”

Lack of awareness of research opportunities

There was a common view amongst participants that there was a lack of information
about how to access health research opportunities. Some participants reflected that
they had never been approached to participate in any health research despite being
frequent users of health services.

“Haven't had the chance.”

“No one has ever asked me.”

“I've never been asked.”

“They don't know where you could get involved in research.”

“Barely hear about research projects.”

“Unaware of opportunities. Not only are women unaware of where to find
opportunities if they wanted to seek them out, but they also mentioned never

being asked. This could speak to the underrepresentation of minority
communities in research and the need to seek these groups out.”
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Accessibility — language
For some individuals, the vocabulary of research was seen as ‘complex’, ‘complicated’
and ‘hard to understand’, thereby making it ‘inaccessible’ to them. This was particularly
difficult for those unable, or not confident, to speak or read English. Concepts, like
consent, anonymity, and data sharing/security had been difficult for some to
understand.

“Because it’s hard to understand.”

“Complicated.”

“Language is too complex.”

“I can’t speak English.”

“Language differences may prevent effective communication.”

“Communication - which includes having Aphasia, not being understood,
reading difficulties and not being able to answer questions.”

“Having to write.”
“Lack of help with reading.”

“Lack of familiarity with vocabulary and research concepts, even among higher
level language speakers.”

“Difficulties around the concept of consent — hard to explain with many clients
lacking the language or literacy skills to understand how data might be used
and how they can keep control of this.”

Accessibility — Physical access

In addition to language barriers, people also reported other physical barriers to
accessing reseadrch. The most common of these was lack of access to transport;
however, concerns were also raised about parking, disabled access to buildings,
finance, childcare, IT equipment, and technology.

Community Voices in Health Research Evaluation
33



“I don’t have transport.”
“I am useless using technology, no way | can’t even use my phone.”

“Physical access which includes parking, lifts, transport, finding places and,
access to information.”

“The financial burden associated with participating in research, including
potential costs and lack of compensation, was also mentioned as a barrier.”

“One participant noted that if researchers wanted the voice of parents of young
children, they have to know the challenges of child care and would have to
come to a group setting and talk, while there are others on hand to assist with
the supervision of children.”

“A lack of laptops, time and travel difficulties also came up as barriers.”

“Some of our members suffer financial hardship, and therefore, the cost of
getting to and from research projects would be a deterrent.”

Accessibility — Time

People lead busy lives. Therefore, ‘lack of time” was a concern for many when
considering participation in research. This was particularly important for people who
were working full-time or caring for others (e.g., children or adults with significant
health conditions/support needs).

“I don’t have the time.”

“When you have a little one you don’t have time for yourself, let alone anything
else!”

Caregiving responsibilities, and time constraints were cited as barriers to
participation.

“I have to work.”

“Busy schedule, eg work and family life. Not being able to take a day/days off
work or finding child minders for those with children, especially single parents.”
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“All carers had strong feelings about barriers to involvement in research.
Shortage of time was the most common reason for past and future projects.
There was a sense of exhaustion about coping with life and therefore future
research needs to be made easy. They found the SAS environment ideal in that
they weren't being asked to a make a special trip or to find extra time for
research as many of them visit the Centre from time to time to drop off or pick
up their spouses.”

Distrust

VCFSEs reported that some participants had a general distrust of bureaucratic
processes and mainstream services and institutions.

Sometimes this was based on past personal experiences of discrimination and
marginalisation. In other instances, opinions were shaped by the experiences gathered
from others through word of mouth, reading books or from the internet. Some people
expressed concerns about the rising number of scam emails and texts they received,
which made them generally distrustful of any request for personal information.

“Mistrust in research institutions or concerns about ethical practice (e.g.,
personal instances of discrimination, marginalisation, and general treatment
were recounted).”

“Some individuals expressed distrust of researchers or concerns about
bureaucratic processes.”

“Some expressed a lack of confidence in the health service and didn't feel they
could commit to being part of health research due to these concerns.”

“Trust issues due to past negative history or what has happened to some
communities whether known to individuals or read off from other sources such
as the internet, books and word of mouth.”

“There was a level of mistrust approximately 20% of respondents said when they
receive texts or emails these days they are “never completely sure if they are
scams.”

“A lack of trust in researchers. This fits with the prevalence of mistrust in
mainstream services amongst minority communities.”

Community Voices in Health Research Evaluation

35



“They believe there is a sense of distrust between Health Research groups and
members of ethnic minority background, especially among student population
who are aware of the ill practices carried out by Health agencies in the past in
the UK.”

Lack of cultural competence/cultural sensitivity

Some groups felt there was a lack of cultural understanding and sensitivity amongst
researchers. This meant that individual preferences and behaviours of different
population groups (and the members within those groups) were not given adequate
consideration within research studies. For example, some participants reported how
they had been categorised and treated in the same manner as others because of their
physical similarities (e.g., skin colour) rather than a consideration of their individual
cultural, religious and ethnic backgrounds, values and beliefs.

“The lack of culturally competent and accessible information about research
opportunities presented a significant barrier to participation. Merely relying on
online platforms for dissemination proves inadequate, as it overlooks the
preferences and behaviours of many individuals within ethnic minority
communities.”

“Cultural beliefs and religious considerations may influence attitudes towards
research participation and present barriers for some individuals.”

“In our culture, we don't usually go to doctor. We have our own remedies and
ways of dealing with health issues.”

“Cultural sensitivity - [Participants were of] the opinion that it is the researchers/
research groups duty to be culturally sensitive to the people invited for the
research. Student groups are particularly hesitant as often in GPs they are
categorised in the same manner as people of different nationalities and
ethnicities just on a basis of skin colour.”

Personal limitations (e.g., health conditions)

Some participants felt their physical or mental health presented a barrier to
participation in health research. This was a particular concern when people’s
conditions varied significantly from one day to another. Participants felt anxious and
concerned about letting people down at the last minute if they did not feel well enough
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to participate on the day. Age was also seen by some individuals as a barrier to
involvement in research.

“Access issues in participating in certain types of health research due to
mobility issues, being in chronic pain, limited transport available and mainly
being house bound.”

“Lots of our respondents highlighted that how able they are to do things
depends on their mental health — which can change quickly and is largely
beyond their control. Signing themselves up to something in 2 weeks is difficult,
because they have no idea whether they’ll be well enough or able to take part
then. It depends how they feel on the day, and there was worry about signing up
and then needing to cancel last minute and waste people’s time. Or the feeling
of the appointment or commitment hanging over them as something they
needed to do and be well enough for.”

“Personal factors such as physical or emotional limitations.”
Relevance of research topic

Some participants struggled to see the personal relevance of health research to them.
As one participant reflected, ‘There is no need for me to do it, as | have no current
health issues.’

This perhaps indicates a lack of knowledge and understanding of the aims and value
of health research and, importantly, the potential benefits that these studies offer to
the wider population.

“A lot of the time it is too vague. | would be more likely to do it if it was more
relevant to me or my family right now.”

“Suggestions from those engaged with included materials translated into
different languages, with simple explanations of what the NHS is and what
health research is.”

“Perceived lack of relevance of research to the community's health priorities
(the perspectives and health concerns of black men are not adequately
represented or addressed in "UK research studies”).”

Community Voices in Health Research Evaluation
37



“Limited awareness of the potential benefits of research participation;
scepticism about the relevance and applicability of research findings to their
own lives.”

“Older adults expressed a lack of understanding/awareness/knowledge
regarding the value and purpose of research. — ‘I can’t think of any reason |

would want to participate’.”

“There’s no need for me to do it as | have little health involvement.”

Concern over security or use of personal information

Some participants raised concerns about the security and use of their personal data.
For example, one respondent was worried that it would lead to constant unsolicited
phone calls.

“Giving out my information.”

“Fear of stigmatisation or privacy concerns regarding health information (there
remains a lot of stigma around certain health conditions, compromising
perceptions of ‘"manhood” or what it means to be a “strong black man”).”

“Worried that her personal data would not be properly treated.”

“People are worried their details would be passed on, [such as] ‘I don’t want
constant unwanted calls etc. from doing things like this”.”
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Solutions to barriers

There are many ways in which researchers can address some of the concerns people
have about participating in research.

Raise awareness of research

Increase publicity and community engagement to make research more visible and
accessible. Continue the conversations already started through ‘Community Voices’ to
increase people’s knowledge and understanding of the value of research and how
they can get involved.

Build trust and reduce fear and anxiety

Researchers need to work hard to earn people’s trust by being open and honest about
their work. This includes providing clear information (in accessible formats) about the
purpose of the research, the security of people’s personal information and how it may
be used or shared, how people may withdraw from studies or participate flexibly, and
how information or responses will be collected and stored. Much of this should be a
standard practice regarding GDPR policy and data sharing and considered within the
design of any study (data protection by design).

Engaging and co-producing with communities at every stage of a project's
development can help create transparency and trust in the research process.
Establishing partnerships with commmunity leaders and groups, as well as developing
programmes like Community Voices, can help build relationships between researchers
and participants.

Address accessibility issues

Make it easier for people to get involved in research by addressing issues that prevent
participation.

¢ Language -Use plain language and provide translation for those who need it,
provide information in different formats (e.g., written, verbal, pictures, large text,
BSL, different colours etc), and gather information in different ways (e.g., surveys,
interviews, videos, photos etc). Be flexible to people’s individual communication
needs and work with community groups and leaders to provide support for
individuals with different language needs. Be aware of any cultural sensitivities
around the language of the project.
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Other physical barriers — Offer alternative ways to participate that do not
require transport, consider the location of research venues, offer reimbursement
for travel costs, provide transport solutions, and offer flexibility about dates and
times of research events. Research projects should cover the costs associated
with participating in research, so money is not a barrier for anyone who wants to
take part. Offer support to those with caring responsibilities (e.g., financial
reimbursement or provision of childcare/replacement carer). If appropriate,
integrate research activity into pre-existing activities that participants already
attend.

Time - Offering flexible methods for data collection means people can
participate at a time that suits them (e.g., providing a survey people can
complete at their own convenience). Providing alternative methods for gathering
feedback can also reduce travel time for people. Offer financial reimbursement
for people’s time and incorporate research into activities participants are
already committed to.

Be sensitive to culture - Researchers must understand and respect people's
cultural beliefs and values. By working closely with communities, through
engagement and co-production, researchers can ensure research is more
inclusive and welcoming to everyone.

Provide Support for participants - Researchers must consider the impact that
participation in research may have for individuals. Signposting and support
should be provided to anyone who is affected (both physically and emotionally)
by the topics covered in the research. Some individuals may require the support
of an advocate, translator or other trusted adult to engage fully in research. Talk
to community groups and civic leaders to find out how they can help to support
members of their community to be involved in research.

Provide good communication and information - From the very start of a project,
it is important participants are provided with good information (presented in a
format that meets individual communication needs) that supports
understanding of the purpose and the scope of the research. This will help to
establish clear expectations about what the project involves (including practical
details such as time and travel), what data will be collected, and how
information will be stored and used.
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It is also important that there is continuous communication with research
participants throughout the life of a project regarding updates on progress and
to explain any changes to the research programme. Crucially, such information
should inform people of the outcome of the research. All communication should
be provided in an accessible format that meets individual’s personal
communication preferences. The goal is to make sure that everyone gets the
information they need about research in a way that works best for them.
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