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Charities and voluntary health organisations 

play an important role in bringing researchers, 

service users and carers together to pursue 

research which will advance our understanding 

of disease and help develop ever-better 

therapies and treatments.

 

The experience of many charities is that service 

users and carers want to participate in studies 

that could help improve their condition, even 

if they themselves may not be the direct 

beneficiaries. Having lived the experience, many 

service users and carers have an altruistic desire 

to improve the quality of life and wellbeing of 

others in the future. They often contact health 

charities in the hope of finding new research 

projects to take part in. 

 

Researchers will often follow a similar pathway, 

turning to charities in the knowledge that 

these organisations offer the most direct route 

to the insights and experiences of service users 

and carers, and one of the most effective means 

of recruiting people to their study. 

 

To make this relationship between service users, 

carers and researchers work well, the role of 

charities and other voluntary health 

organisations must extend beyond that of simply 

the dispassionate broker. They must also become 

active partners in the relationship.  Inherent in 

this role is a responsibility – primarily to their 

service user group – to ensure that the research 

is of high quality and of direct benefit, that its 

conduct reflects service users’ interests and 

concerns, and that the expectations of both 

parties are realistic.   

 It is a role which encompasses many elements 

– from information provider to gatekeeper to 

quality assurance – and is not without its 

challenges. However, this guidance put together 

by TwoCan Associates working in partnership 

with service users, carers and staff from four 

health charities – Asthma UK, The Neurofibro-

matosis Association, Rethink and The Stroke 

Association  –  provides a flexible model by 

which charities can navigate these challenges 

and make appropriate decisions about whether 

they should help researchers by promoting 

opportunities to take part in research – or not.  

 

Given the increased impetus for clinical research 

in recent years and the Government’s stated 

desire to ensure that service users and carers can 

easily access information about opportunities 

to take part in research, all charities – large and 

small, local and national – will play an 

increasingly important role in this area in future.  

‘Getting it right for service users – Getting it right 

for research’ aims to help these organisations 

fulfill this role – in a way which ensures that 

researchers and service users and carers travel 

the research pathway together, working in 

partnership to deliver genuine ‘patient benefit’. 

 

Simon Denegri 

Chief Executive, Association of Medical 

Research Charities (AMRC)
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Introduction

This guidance aims to help your organisation 

make decisions about whether to help researchers 

find people to take part in their research. 

It was developed by TwoCan Associates working 

in partnership with service users, carers and 

staff from four health charities – Asthma UK, 

The Neurofibromatosis Association (NfA), 

Rethink and The Stroke Association. The project 

was funded by the Wellcome Trust. 

In designing this project we purposefully 

selected four very different organisations to 

work with us. We hoped this would ensure that 

the general lessons would be relevant and 

useful to a wide range of health charities. 

Who is this guidance for?

This guidance has been written for people in 

health charities who are asked to make 

decisions about whether to help researchers 

find people to take part in research. It aims to 

help you make these kinds of decisions in a 

more robust and systematic way. In large 

organisations, this may be staff working in 

research departments. In smaller organisations, 

this may be a trustee, a paid member of staff, a 

volunteer, service user or carer or anyone else 

with an interest in research. Throughout this 

guidance we have referred to all of these 

potential users as ‘research staff’. 

How was the guidance developed?

Each pilot organisation set up a small working 

group to develop their policies and procedures. 

These groups were made up of around 4-6 

service users and carers and a member of staff 

or a Trustee. Each organisation worked 

independently to:

l	 Develop a set of criteria to judge the quality 	

	 of research projects

l	 Develop a process for making decisions 		

	 about which projects they will support

l	 Consult a wide range of stakeholders on 	

	 the new policies and procedures 

l	 Improve the ways they inform service users 	

	 and carers about opportunities to take part 	

	 in research

Service users, carers and staff from all four 

organisations also came together for two 

workshops to:

l	 Share learning

l	 Reflect on their experiences

l	 Draw out the general lessons for other 		

	 organisations

They helped draft this guidance and commented 

on early versions. A Steering Group made up of 

researchers, funders, people with expertise in 

user involvement in research and representatives 

from the pilots provided valuable input 

throughout the project. 
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A note about terminology

We have assumed that people reading this 

guidance will be familiar with basic research 

terms. Some useful definitions can be found in 

the INVOLVE publication ‘The Public Information 

Pack: Booklet 4: Jargon Buster’ (Download from 

www.invo.org.uk).

We use the term ‘service user’ to describe 

people who use (or wish to use or have used) 

health and/or social care services. Some 

organisations prefer the terms ‘patient’, ‘user’, 

‘public’ or ‘person’. 

We use the term ‘carer’ to include family 

members, partners or friends who have some 

responsibility for caring for someone who uses 

health and/or social care services. We do not 

mean professional carers, such as home helps 

or personal assistants, for whom caring is a 

paid job.



	 Why help researchers? – 
	 Benefits and risks

This section talks about why a health charity 

might want to help researchers find people to 

take part in research.  

Researchers often ask health charities to 

publicise their research projects. The type of 

researchers (and the type of research) varies 

enormously, and includes:

l	 Undergraduate students who want to carry 	

	 out a small project as part of their degree 

l	 Postgraduate students, for example those  

	 doing a masters degree

l	 Researchers working in the not-for-profit 	

	 sector (for example universities or NHS 		

	 Trusts) who are undertaking clinical studies –  	

	 large scale clinical trials or smaller pilot 		

	 studies

l	 Health services researchers who are 

	 undertaking qualitative research – for 		

	 example projects that ask detailed questions 	

	 about people’s health experiences 

l	 Social care researchers who may be 

	 undertaking qualitative research – for 		

	 example about people’s experience of living 	

	 with a particular condition

l	 Laboratory based researchers who want 	

	 people to donate blood or tissue samples 

l	 Pharmaceutical companies, where 

	 researchers may want help to recruit people 	

	 to take part in pilot studies or larger clinical 	

	 trials

l	 Companies that manufacture medical 		

	 devices, who may want people to take part 	

	 in research to test products 

l	 Researchers working for companies that 		

	 develop products which they want to 		

	 market to particular groups of people – for 	

	 example companies that make special 		

	 mattresses or vacuum cleaners may want to 	

	 recruit people with respiratory conditions 	

	 to test their products

l	 Market research companies, who want to 	

	 recruit people to take part in research 		

	 which asks for their views on a range of 		

	 topics

Many health charities are keen to help researchers 

as this effectively promotes the research that 

may benefit their members. It is often in line 

with their overall mission to ‘find the cause, cure 

or care’ for a particular health condition. For 

smaller organisations, this may be the only way 

they can promote research in their area, 

particularly if they haven’t sufficient resources 

to fund research themselves. By helping 

researchers, health charities can build better 

relationships with relevant research institutions. 

They will also provide a valuable service to their 

members by helping service users and carers 

find research projects they can take part in. 

What are the benefits 
to health charities?

Part
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Perhaps most importantly, by setting conditions 

on when they will help researchers, health 

charities can help shape the direction of research, 

as well as how well it is carried out. For example, 

they can state they will only help researchers 

who demonstrate they will respect and value 

research participants – this means the projects 

will better meet the needs of the people taking 

part. They can also state that they will only 

publicise a project if they believe it addresses 

an important and relevant topic – this makes it 

more likely that research will genuinely reflect 

the interests of service users and carers. 

	 “Research gives people hope and moves us 	

	 forward. It’s important for service users 		

	 and carers to have a stake in setting the 		

	 agenda.”

	 Rethink member

Researchers can find it difficult to find people 

to take part in health and social care research. 

Some projects fail because they cannot recruit 

enough people (for example in 2003 less than 

one third of clinical trials conducted in the UK 

managed to recruit within their planned 

timescale1). Delays in recruitment can lead to 

increased costs and low morale. Researchers 

therefore have a lot to gain from working with 

health charities.

1 See Pharmaceutical Industry Competitiveness Task 
Force Competitiveness and Performance Indicators 
2005 Crown Copyright 2006

In the first instance, they are likely to gain 

quicker and easier access to large numbers of 

people affected by a particular health condition. 

This can help to speed up recruitment. More 

importantly, because health charities are often 

well-respected and trusted sources of 

information, having the support of a health 

charity can make a research project more 

appealing to people thinking about whether to 

take part. 

	 “As a researcher, I feel my research project has 	

	 got more credibility because it’s got the 		

	 support of Jo’s Trust2.”

	 Claire Vale, 

	 Medical Research Council Clinical Trials Unit

 

Research projects are also likely to be more 

credible and more successful with the support 

of health charities. For example researchers 

working on a clinical trial for Paget’s disease 

found that working with The National Association 

for the Relief of Paget’s Disease not only 

helped them to find participants more quickly, 

but also meant that the people who took part 

were more committed to the trial. The 

participants were therefore more likely to 

complete the questionnaires and also stay to 

the end of the trial. This helped to improve the 

quality of the data that was collected.

2 Jo’s Trust is a charity supporting people affected by 
cervical cancer.

What are the benefits 
to researchers?
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Why involve service 
users and carers in 
judging the quality 
of research?

What are the challenges 
for health charities?

For health charities, deciding which projects to 

publicise to their members involves judging 

whether research proposals are good ‘quality’. 

This is not an easy assessment to make. Judging 

the ‘quality’ of a research project is a complex 

task because so many different aspects need to 

be considered. It includes deciding whether the 

research is:

l	 important and relevant to service users and 	

	 carers

l	 likely to make a difference to people’s lives

l	 novel and original

l	 scientifically robust

l	 using appropriate methods

l	 being carried out by researchers with the 

	 necessary skills

l	 ethically sound 

Different stakeholders will also have different 

perspectives on these issues. Some are better 

placed than others to make judgements about 

the specific aspects of a research project. This 

can make the decision-making process much 

more difficult.   

This guidance aims to help health charities 

make judgements about the quality of research 

with input from relevant stakeholders. This in 

turn will help them make decisions about when 

they will help researchers by publicising 

opportunities for service users and carers to take 

part in research.  Importantly our approach is 

based on involving service users and carers in 

the decision-making process. 

7 

Service users and carers are the people best 

suited to judge whether a research project is 

relevant and important to them. Their 

involvement is therefore essential to find out 

whether a research project genuinely reflects 

their interests and needs. 

They are also in the best position to assess other 

aspects of research projects, for example 

whether there is appropriate involvement of 

users and carers and whether the practical 

aspects of the research design will meet the 

needs of the participants.

By involving service users and carers in this 

process, you will also build up a team of people 

with a highly developed knowledge and 

understanding of your research area. These 

individuals can act as ambassadors for your 

organisation, developing new relationships 

with the research community and extending 

the reach of your networks. They can also assist 

other departments in your organisation, for 

example using their skills to support your 

organisation’s work around policy and 

campaigning. Once people become involved 

in one part of your organisation, it can help to 

support and encourage involvement in other 

areas.   
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What we ask of you

All researchers who receive support from [health charity] are asked to: 

l	 Acknowledge [health charity] in any publications/ reports of the research

l	 Provide feedback to all participants about the overall findings from the research

l	 Provide a lay friendly summary of the research for dissemination to service users and carers 

l	 Advise [health charity]  on the potential applications of the research results
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Advisory Panel review session
Programme and guidance notes
In the programme below, guidance notes for the facilitator are in italic text.  

10.45am	 Arrival and coffee

11.00am	 Welcome and housekeeping arrangements 

		  Welcome participants.  Pass on apologies from any panel members who are unable to 		

		  attend. Go through any practical things (e.g. break times, fire exits etc).

11.10am	 Introductions and review of agenda 

		  Get everyone to introduce themselves.  Explain the aims of the day.  Talk through the agenda 	

		  and check you are covering what people want to talk about.   

  

11.20am	 Feedback on how it’s going so far

		  Explain how many requests for help have come in, how they’ve been dealt with. Allow time 		

		  for questions and discussion.   

11.40am	 Your views on how things are going 

		  Ask people to get into small groups to think about how they have got on. Ask them especially 		

		  to think about:

	 l	 What they think about the requests for help they have had so far

	 l	 The paperwork they get - is it enough?  Does anything need amending or adding to? 

		  Then have a whole group discussion.

12.25pm	 What has happened with the requests for help that you have reviewed 		
		  so far? 

		  Run though what has happened with the requests for help that have been reviewed, whether 		

		  any research has started (or been completed) since the panel was set up. Again allow time 		

		  for questions and discussion.

Template 6    
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12.45pm 	 Lunch

1.15pm	 Dealing with exceptional circumstances 
		  In the review sessions we have facilitated, we found we needed to allow space on the agenda 	

		  to deal with issues that had arisen since the project began. In this case, the issue we wanted 		

		  to address was about how to deal with exceptional circumstances. You may find there are 		

		  other issues that you want to address. 

		  In this session, we talked about what to do about requests that need a quick turn around, 		

		  and whether panel members were prepared to look at research projects earlier at the design 		

		  stage.

1.40pm	 Other opportunities for getting involved in the [health charity]’s 		
		  research work 

		  We found it helpful to have a session to talk about other opportunities for involvement in the 	

		  work related to research in the organisation. 

1.50pm	 What will happen next? 

		  In this final session you need to confirm any actions you have agreed to take as a result of 		

		  this day.

		  You should also ask people whether they want to come together again to review progress in 		

		  a year’s time. 

2.00pm	 Close

Template 6    
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Application form
1. Title of Research Project (in plain English):

2. Contact Details of Researcher:

Name: Job title:

Address:

Tel:

Email:

3. Research Funding:

Name of funders/partners:

Has this project been through a process of peer review?

(Please circle yes or no)

                                                       Yes                               No

If yes, please provide further details:

4. Has this project received ethical approval?  (Please circle yes or no)

Yes:  I have attached a copy of the approval letter. 

No:  I have not yet received ethical approval.

Please enclose a copy of the participant information sheet and your approval letter with your 

application.

5a. How many people do you wish to recruit in total?                                              

5b. How many people do you wish to recruit through [health charity]?

Template 7
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6. What is the closing date for recruitment?

7. Plain English summary for service user and carer reviewers

On the next page of the form please write a lay summary of your project (no longer than one-side of 

A4 in 12 pt Arial) to answer the following questions:

Aims and purpose of the research

a)  What is the research about?

b)  How will it benefit people affected by [health condition]?

c)  How does it build on research that has already been done?

Service user and carer involvement

d)  Have service users and carers been involved in planning the research?

e)  How will service users and carers be involved as the project continues?

Practical issues for research participants

f)  What will taking part in the research involve for participants?

g)  How will you obtain consent from participants?

h)  What support will be offered to participants during the project?

i)  How will you make sure no one is out of pocket by participating in your research?

j)  How will you keep the information you collect about people confidential?

I undertake to provide a lay summary of the results of this research to the research participants and to 

[health charity] for dissemination to service users and carers.

I will acknowledge [health charity] in any publications or reports from this project.

I understand that by helping to recruit people to this project [health charity] is not taking any responsibilities 

for the research and is therefore not liable for any claims concerning negligence, harm or oversight that 

might arise during the course of the research.

Applicant signature  							       Date

Please return the form to:

[NAME and ADDRESS]

Template 7
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	 Plain English Summary of Project
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Guidance for researchers on writing for a lay 
audience
When you write your lay summary of your research, you might find it helpful to think about4:1

l	 Your writing style

l	 The layout and presentation

Your writing style

l	 Write as if you are explaining your work to a friend or family member who has no scientific 		

	 background

This will help you keep it simple. You will be writing for a mixed audience with a range of reading ages 

and levels of education. Some may have little medical or scientific knowledge. Those with a better 

understanding will not be offended by simple and direct language. 

	

l	 Talk directly to your reader

As you are writing, imagine you are talking to your reader and write the way you would speak to them. 

Refer to the researchers as ‘we’. For example, ‘we will look for...’

l	 Use simple words and avoid scientific jargon

Your vocabulary should be as simple as possible. Try to use everyday alternatives to jargon. For example, 

use ‘give’ instead of ‘administer’. If technical terms must be used, then provide a simple definition.

l	 Be positive and direct 

Try to write in a positive and direct style. Make sentences short and without too much punctuation. If 

more than one comma or connecting word seems necessary, then consider more than one sentence 

or a bulleted list. Make sure your main point is in the first part of a sentence and/or paragraph.

l	 Use active verbs rather than passive

Clear writing describes people doing things, not people having things done to them. Use active verbs 

not passive ones. For example, use ‘we will look for the effects on quality of life’ rather than ‘the effects 

on quality of life will be observed’. It’s usually clearest to keep ‘subject verb and object’ in that order.

4 Mellor E, Raynor D and Silcock J. (2003) Writing information for potential research participants. In: 

Manual for Research Ethics Committees 6th Edition. Cambridge University Press, Cambridge.  

46
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l	 Don’t turn verbs into nouns

This is often done in formal documents. It doesn’t help people’s understanding. For example, ‘When 

your blood has been tested, a decision will be taken with respect to your continued participation’ 

could read ‘We will test your blood and decide if you should stay in the trial.’

l	 Test your writing with users and carers

This is the only foolproof way to find out if your writing can be read and understood. Our panel can 

help by reading initial drafts of your patient information sheet.

Layout and presentation

l	 Guide your reader

In a long document, a short introduction can be used to highlight important points and guide the 

reader through detailed text. Make an effort to select and use clear sub-headings. Group related 

points together under a clear heading. 

l	 Format and style

This is always a matter of personal preference. But since some people may have problems with their 

sight, it is often best to:

•	 Use Ariel font, minimum point size 12 or 14

•	 Use line spacing of 1.5  

•	 Align text to the left (justified text is harder to read)

•	 Use italic, bold and underlined styles sparingly.

•	 Highlight headings by additional space rather than underlining

•	 Leave plenty of clear space in your document – particularly around bullet points and lists

l	 Useful websites

How to write reports in plain English. 

New Mills: Plain English Campaign.

www.plainenglish.co.uk

Template 8
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Assessing research projects – 
Comment sheet for Advisory Panel members
In the spaces below please write your comments on the following aspects of the research project:

1. Aims and purpose of the research

Is the project... Yes No Don’t know

in line with [health charity]’s mission?

relevant to people affected by [health condition]?

likely to benefit people affected by [health condition]?

important in your view?

Comments:

2. 	Service user and carer involvement

Have the researchers... Yes No Don’t know

involved service users and carers in developing and 

planning this research?

planned to involve service users and carers in the re-

maining stages of the research?

included enough money in the budget for service user 

and carer involvement? 

Comments:

Do you think the service user and carer involvement could be improved and if so, how?

Template 9
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3. 	Practical issues for research participants

Yes No Don’t know

Is the researcher clear about how they will recruit people 

to take part and how they will obtain people’s consent?

Has the researcher outlined clearly how confidentiality 

will be maintained and stated that participants can leave 

the project at any time without impacting on care or 

treatment?

Is there adequate support in place for people who may 

become distressed by taking part in a research project?  

Will participants in the research have their expenses 

reimbursed?

Comments:

4. 	Information for participants

Yes No Don’t know

Is the information which will be given to research 

participants (the patient information sheet) clear and 

easy to understand?

If there is other information for participants e.g. posters 

– are these clear and easy to understand?

Comments:

5. 	Any other comments:

Template 9
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6. 	Do you think [health charity] should help with finding people to take part in 		
	 this project? 

Yes – as it stands

Yes – with changes      

No

Don’t know

7. 	What changes would need to be made before [health charity] agrees to help?

Please list the changes below:

Template 9
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l	 “Research gives people hope and moves us forward. It’s important for service users and 		

	 carers to have a stake in setting the agenda.”

	 Rethink member

l	 “You need to be clear about what you’re trying to achieve, and where your role ends 		

	 and the researchers’ role begins. You need to know who you’re offering opportunities 		

	 to and exactly what those opportunities to take part in research entail – to facilitate 		

	 the provision of better information and ensure better experiences for people.”

	 Asthma UK staff

l	 “User involvement isn’t just something that you do by ticking a box. You have to be 		

	 prepared to change things. Otherwise there’s no point doing it… You need to think 		

	 about how involvement meets the charitable objectives of the organisation. There’s 		

	 no substitute for sitting down and thinking it through.”

	 Stroke Association staff

l	 “Small charities should not be put off because they do not have the resources. It is 		

	 okay to start small…”

	 Neurofibromatosis Association member

TwoCan Associates
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