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	What does this guide add?
This guide brings together established inclusive research practice with some of the specific issues raised in Alcohol Research? No Thanks!, including stigma, identity, disclosure, readiness to revisit difficult experiences, trust, and whether participation feels worthwhile.
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About this guide
Alcohol Research? No Thanks! explored why people may choose not to participate in research about alcohol and what researchers could do differently. The project gathered short accounts from people with direct and indirect experience of alcohol-related problems. The findings highlighted four interconnected areas: stigma and disclosure; readiness to revisit difficult experiences; whether participation feels worthwhile; and practical barriers to finding and taking part in research.
Some actions that help address these barriers are already well-established within inclusive, participatory and trauma-informed research. They still matter. This guide uses three layers in each section:
	STANDARD PRACTICE
The inclusive research foundations that should already underpin good study design.
	WHAT OUR STUDY ADDS
What participants told us about particular challenges of taking part in alcohol-related research.
	GOING FURTHER
Practical ideas for how researchers could respond to what we found.


Who is it for?
· Researchers developing studies involving alcohol use, alcohol dependence, recovery or alcohol-related harm.
· Research teams recruiting people with lived experience, family members or communities affected by alcohol.
· Public involvement leads, research managers and community partners supporting recruitment.
· Ethics and governance teams considering participant burden, safety and inclusion.
How to use it
Use the five principles when developing research studies, revisit the questions before recruitment opens, and return to them during recruitment and when planning how participation will end. The aim is to give people who want to take part the opportunity to do so, while respecting that some people will choose not to. Researchers should also think about whether anything about the study or recruitment approach could be making it harder for people to take part.

What did people tell us?
Participation can mean exposing a hidden or stigmatised identity
Shame, stigma and fear of judgement were prominent reasons why people might avoid alcohol-related research. Taking part could involve revealing experiences that had previously been hidden, acknowledging a problem that was difficult to discuss, or sharing information that participants feared might affect how they or their families were viewed.
	“People quickly judge and label you. And so yeah, you know, it's the stigma behind an addiction.”



People may not be ready to revisit difficult experiences
Participants described the potential for research to bring back difficult memories and emotions. Some explicitly said that there had been times when they would not have felt ready to participate, suggesting that willingness to talk may change over time.
	“...it created a lot of bad memories and traumatic memories, which this survey could bring up, and I'm not ready to revisit those memories.”



Participation needs to feel worthwhile
Some participants questioned the value of repeatedly contributing to research when they did not see what happened afterwards. Others were motivated by the possibility that research might improve understanding, services or support for other people.
	“...I've never actually seen anything tangible come out of the surveys that we've done.”



Some people never get the opportunity to take part
Time, appointments, group participation, preferences about contact and lack of awareness of research opportunities could all make participation more difficult. Some people had never heard about opportunities to take part in research.
	“...it should be open to everyone, but it should be easy. Everyone should know about it.”





1. Make research easy to find and take part in
Before somebody can decide whether they want to take part in alcohol research, they need to know the opportunity exists and be able to take part in a way that works for them.
Standard inclusive practice
· Use clear, everyday language and make it easy to understand what taking part involves.
· Offer flexibility around time, location and mode of participation where possible.
· Keep surveys, interviews and repeat appointments only as long or frequent as necessary.
· Offer study information in accessible formats where this would help.
	WHAT OUR STUDY ADDS
Some participants had never heard about opportunities to take part in research. If recruitment relies on services or existing research networks, researchers may keep hearing from the same groups of people and miss others whose experiences could be very different.



Going further
· Ask who will never see your study through the routes you normally use.
· Look for opportunities to recruit in places people already go, such as community centres, food banks or community cafés, rather than relying on alcohol services.
· Think about whether people know that research opportunities exist in the first place.
· Consider whether written study information is the only route into the study. 
	WHAT THIS LOOKED LIKE IN OUR STUDY
In Alcohol Research? No Thanks!, we worked with community organisations to reach people who may not usually hear about opportunities to take part in research. We also created a short participant information video so that people could find out about the study without having to rely on written information alone.
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	Watch the participant information video
https://youtu.be/Fr8Lh9CDg1M





2. Design recruitment with the people you want to reach
People from the communities you hope to reach can help identify problems with recruitment that may not be obvious to the research team. In alcohol research, this is particularly important when thinking about stigma, identity and how the study is presented.
Standard inclusive practice
· Involve people with relevant lived experience when developing recruitment materials and processes.
· Ask community partners which groups may be missed by planned recruitment routes.
· Test whether people can quickly understand why they are being approached and what participation involves.
	WHAT OUR STUDY ADDS
In alcohol-related research, the way a study is presented can affect whether people see it as relevant to them or feel comfortable taking part. The words, images, settings and eligibility criteria used in recruitment can suggest an identity that somebody may not recognise in themselves, or may not want associated with them.



Going further
· Ask ‘what might put you off?’ and also ‘what would make this feel relevant, safe or worthwhile enough to consider?’
· Take conversations about research design into the communities you hope to reach. Do not rely only on people who are already comfortable with research, attending advisory groups or reviewing written materials. Spend time in accessible community settings such as food banks, community cafés or other places people already use, and have informal conversations about how the study looks and feels. This may help you hear from people who would be less likely to volunteer for formal involvement, including people who may struggle with written information or find formal research processes difficult.
· Test the identity implied by the invitation: who would think ‘this is for people like me’, and who might reject that identity even when their experience is relevant?
· Ask people how they describe their own experiences rather than assuming clinical or service labels will feel acceptable.
· Involve lived-experience contributors and community members in deciding who should introduce the study and where that first approach should happen.
	WHAT THIS LOOKED LIKE IN OUR STUDY
We worked with people with lived experience and trusted community organisations to shape recruitment. Community organisations could also introduce the study to people they already knew and worked with.



3. Make it safer to disclose
Alcohol-related experiences may be hidden, stigmatised or closely connected to how somebody believes they or their family will be judged. Someone may feel they are revealing something about themselves just by responding to an advert or showing an interest in the study.
Standard inclusive practice
· Use non-judgemental, person-centred language.
· Explain confidentiality and anonymity clearly, including who will see participants' information.
· Avoid assumptions about drinking, behaviour, appearance or life circumstances.
· Make clear that there are no 'right' or 'wrong' experiences to share.
	WHAT OUR STUDY ADDS
Participants were concerned about who might find out about their alcohol use or experiences, and how they might be judged as a result. For some, taking part could mean identifying themselves in a way they were uncomfortable with or being associated with a stigmatised label. There were also concerns about how talking about alcohol problems within a family might affect how other family members were seen. Researchers therefore need to think carefully about what taking part might feel like it reveals about a person and the people around them.



Going further
· Avoid imposing labels such as ‘alcoholic’. There is no single term that everybody will be comfortable with, so use descriptive, person-centred language and ask the people you hope to reach what wording they prefer.
· Ask what somebody may feel they are revealing about themselves by responding to the advert, attending a venue or joining the study.
· Consider whether recruitment messages could inadvertently expose somebody's alcohol-related experiences to family, peers or community members.
· Think carefully about who makes the first approach. Some people may feel more comfortable hearing about the research from a person or organisation they already know and trust.
	WHAT THIS LOOKED LIKE IN OUR STUDY
In our study, potential participants could hear about the research through trusted community organisations and people with lived experience. This was intended to make the initial approach feel less exposing and more approachable in a topic area where participants later described substantial stigma and fear of judgement.





4. Recognise that people may not be ready to talk
There may be times when somebody does not feel ready to talk about their experiences. Readiness to take part in alcohol-related research can change over time, particularly when those experiences are painful or traumatic.
Standard inclusive practice
· Be clear before consent about potentially sensitive topics.
· Give people choices about how, where and when they participate wherever possible.
· Remind participants that they can skip questions, pause or stop.
· Ensure researchers conducting sensitive interviews understand trauma-informed approaches and can respond appropriately to distress.
· Plan appropriate signposting and support.
	WHAT OUR STUDY ADDS
Some participants said there were points in their lives when taking part in research would have felt too difficult, even though they might have been willing at another time. Saying no to research at one point in somebody's life does not mean they will always feel that way.



Going further
· Do not treat reluctance as a recruitment problem to overcome. Respect somebody saying they are not ready.
· Consider whether every sensitive question is necessary and proportionate to the study aims.
· Think about the end of participation as carefully as the beginning, particularly after a participant has shared difficult experiences or developed rapport with a researcher.
· Be explicit about whether participants can contact the team afterwards, for how long, and for what purpose.
· Where governance and consent arrangements allow, consider offering interested people a way to hear about future opportunities rather than assuming a decision made now applies indefinitely.
	WHAT THIS LOOKED LIKE IN OUR STUDY
The study was designed to allow people to decide how much they wanted to share. What participants told us showed that readiness to take part can change over time. Somebody choosing not to participate now should not automatically be seen as a recruitment failure.





5. Show people why taking part matters
Participation asks for people's time and, in alcohol research, may also ask them to share experiences that are difficult, personal or stigmatised. People reasonably want to know what will happen as a result.
Standard inclusive practice
· Explain why the research is being done and how participants' contributions will be used.
· Be realistic about what the study can influence and avoid promising change that cannot be guaranteed.
· Plan from the start how findings will be shared with participants and recruitment partners.
· Acknowledge the time and personal contribution involved.
	WHAT OUR STUDY ADDS
Some participants described taking part in research before but never hearing what came from it. This left them questioning whether giving their time and sharing their experiences actually made a difference. Showing people what happened as a result of the research may help them feel that their contribution was valued and worthwhile.



Going further
· Where you can, give people examples of what previous research has achieved or changed.
· Tell participants what the study found; do not assume they will find academic outputs themselves.
· Go back to the organisations and communities that helped with recruitment and tell them what came from the research.
· Where possible, explain what happened next - including influence on further research, services, policy or practice - while being honest when impact has not yet occurred.
· Consider how people who want to stay involved can hear about appropriate future opportunities, subject to consent and governance arrangements.
	WHAT THIS LOOKED LIKE IN OUR STUDY
We created the Alcohol Research? No Thanks! film to share participants’ accounts in an accessible and engaging way. We also held a screening event where participants, researchers and other stakeholders could watch the film and discuss what researchers could do differently. The film provides an output that can be easily shared with participants, communities and research teams.



	[image: ]
	Watch the Alcohol Research? No Thanks! film
https://youtu.be/ddmydHxb5bs





Planning checklist
The checklist includes the foundations of inclusive research alongside additional questions raised by Alcohol Research? No Thanks!. Not every item will be relevant to every study.
Standard practice: are the foundations in place?
☐  Have people with relevant lived experience been involved in reviewing recruitment materials and processes?
☐  Is study information clear, accessible and proportionate?
☐  Are confidentiality and anonymity explained clearly?
☐  Can participants make genuine choices about how, where and when they take part where feasible?
☐  Can participants skip questions, pause or stop without having to justify their decision?
☐  Are sensitive questions necessary and proportionate?
☐  Are researchers prepared for sensitive conversations and possible distress?
☐  Is there a clear plan for signposting, ending participation and post-participation contact?
☐  Have we planned how findings will be shared back with participants and recruitment partners?
Going further: questions prompted by our findings
☐  Who is unlikely ever to encounter this research opportunity through our usual recruitment routes?
☐  What identity does our study title, advert, imagery, eligibility wording or recruitment setting imply?
☐  Could somebody have relevant experience but reject the label or identity our recruitment materials appear to give them?
☐  Have we asked what would attract people to consider the study, as well as what might put them off?
☐  Could responding to the study itself disclose something about a person's alcohol use or family experiences?
☐  Would the first approach feel safer coming through a trusted person or organisation?
☐  Could somebody's 'no' reflect timing or readiness rather than a general unwillingness to contribute to research?
☐  Have we thought about how to end contact sensitively after somebody has shared difficult experiences or built rapport with a researcher?
☐  Can we show potential participants that previous contributions to research have gone somewhere?
☐  Will we tell participants and the communities that supported recruitment what happened as a result of the study?
☐  Where appropriate and consented, can interested people be offered a route to hear about future research opportunities?
During recruitment and participation
☐  Are the people coming forward similar to those we expected to reach? If not, what might be getting in the way?
☐  Are potential participants repeatedly expressing the same concern or misunderstanding?
☐  Are people being given genuine choices rather than just being told what the study requires?
☐  Are recruitment partners receiving enough information and support?
☐  Are any procedures creating avoidable burden, exposure or repeat contact?
When participation ends and after the study
☐  Do participants know what happens next and whether they can contact the team afterwards?
☐  Has the end of contact been handled sensitively where rapport or trust developed?
☐  Have accessible findings been shared with participants?
☐  Have we gone back to organisations and communities that supported recruitment?
☐  Can we explain what participants' contributions informed without overstating impact?
☐  What did we learn about who did - and did not - participate that should change the next study?
A final note
	The aim of improving participation is to give more people the opportunity to take part in research, not to persuade people who do not want to. Talking about alcohol can be difficult, personal or upsetting, and there may be times when someone does not feel ready to share their experiences. Researchers should respect that choice, while also asking (where appropriate) whether there is anything about the study or the way people are being approached that might be putting people off unnecessarily.
We want people who would like to take part to feel able to do so, while respecting the decision of those who don't.



About Alcohol Research? No Thanks!
Alcohol Research? No Thanks! was a qualitative research project exploring why people may choose not to take part in research about alcohol. We heard from people with a range of experiences, including people with personal experience of alcohol problems and recovery, and people affected by the alcohol use of family members.
Participants were invited to record short accounts of their views and experiences, which were brought together in the Alcohol Research? No Thanks! film. These accounts informed the practical recommendations in this guide.
The project was led by researchers at the University of Southampton and funded by the British Academy/Leverhulme Small Research Grants programme.
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	Watch the Alcohol Research? No Thanks! film
https://youtu.be/ddmydHxb5bs



Further resources
There is already extensive guidance available on inclusive research, public involvement and trauma-informed research. We have included links to some of these resources below. This guide focuses specifically on the issues raised by participants in Alcohol Research? No Thanks!.

Public Involvement in Education and Research | Bournemouth University
Public and Patient Involvement and Engagement | University of Southampton
Raising Voices in Research | Increasing Diversity in Research Participation
Research Inclusion – Applied Research Collaboration: Wessex
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