
Involving patients and the
public in medical research

A guide for staff



User involvement explained
User Involvement is central to National Institute for Health Research
activity and a key priority for our comprehensive Biomedical Research
Centre. This guidance is for all staff.

Who are users?
Users are the people who will benefit from the outcomes of research. They can
include patients, their family members or carers and in some circumstances,
members of the public.

Users can also be referred to as the following: public, patients, service users,
consumers, lay people, carers.

What is user involvement?
“Rather than the use of people as the ‘subjects’ of research it is doing research ‘with’
or ‘by’ the public.” 1

User involvement, also sometimes known as Patient and Public Involvement,
is the creation of a partnership between users and researchers to try to make the
research process more effective.

“Service user involvement in research means more than asking people to share their
views on a particular topic or issue. Service users can also be involved in planning or
making decisions about the research itself, in undertaking research and in evaluating
research. Involving service users as active partners in these processes is thought to
achieve better quality research, which might lead to better quality health services.” 2

User involvement can be done in different ways, for example:

• user representation on steering groups or project boards;
• advisory groups and patient panels;
• collaborating with community or patient groups;
• interactive web-based forums.

1 INVOLVE www.invo.org.uk

2 NHS Service Delivery and Organisation R&D Programme. Department of Health, October 2006.



Some real examples:

• A study which planned to ask participants for blood samples in order to extract
cells for modification asked users to comment on ethical issues. This enabled the
researchers to understand what the participants’ main concerns were and to get
their advice on how they could try to meet their needs.

• Users sitting on a study steering group investigating a new dental treatment in
elderly patients helped identify practical issues with the research design. They
commented that potential participants would be put off by the frequency and
time of day they were required to visit the hospital. By making some small
changes participants felt they were able to take part conveniently and the
research team felt their time was used more efficiently.

• A cluster randomised trial to improve secondary prevention of stroke in south
London involved service users in the development of consent forms and participant
information literature. The resulting documents not only met the ethics
committee’s requirements but were also easily understood by patients and carers.

Why is user involvement important?
For some time now it has been considered best practice to involve users in research.

Getting it right – involving users in the development of the research can lead to
more relevant research questions.

Research ethics – research ethics committees always ask if users have been involved in
the development of the research. Where there may be particular ethical issues, such as
first in man trials or taking human fluid samples, it can save time to discuss these
matters with users in order to address any issues before seeking ethics approval.

“Research ethics committees (RECs) make many comments about Patient Information
Sheets.” 3 By involving patients in developing communication materials RECs are
reassured that the material suits the patients’ needs.

Funding – many funding bodies, such as the National Institute for Health Research, and
especially the Research for Patient Benefit funding stream, now ask if user involvement
has been part of the research process and where it has not, to provide clear justification.
Charitable bodies that fund research also want to see that researchers have been
working in collaboration with users, and researchers often need to demonstrate that
patient needs and experience have been incorporated into research plans.

3 National Research Ethics Service (NRES) Helpline September 2009.





Methodology
Users can inform the design
of data collection tools, for
example piloting a
questionnaire.

Communication materials
Users can help develop
communication materials
that are clear to patients
and the public.

Dissemination
Users can advise on
who to share research
findings with and the different
ways to communicate with them.

Evaluation & feedback
User involvement should
be evaluated from both the
users’ and the researchers’ point
of view. This will help make
improvements for next time and
contribute to the evidence base.

Research ideas
Users’ experiences
of a condition can help
generate new ideas or clarify
questions that researchers may
have about new studies.

Research
proposal
Users can help support
proposals and collaborate
on grant applications. The users
could be an individual, a patient
group or a charitable organisation.

Ethical approval
Having user input
before the ethics
application shows you have
considered patient concerns.

Data collection
and analysis
Less common, but some
studies have asked users to
collect and analyse data.

How users can be involved in the research process



Support available

For guidance on getting started, important things to consider and
how to recruit users, contact Sophie Auckland, comprehensive Biomedical

Research Centre user involvement manager on 020 7188 6333
or email sophie.auckland@gstt.nhs.uk

Other sources of information:

London Research Design Service www.rdslondon.co.uk

INVOLVE www.invo.org.uk

NIHR Research Design www.rdinfo.org.uk

UK Clinical Research Collaboration www.ukcrc.org

James Lind Alliance www.lindalliance.org

People In Research www.peopleinresearch.org

Patients Partnering in Research www.patientpartner-europe.eu
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Guy’s and St Thomas’ NHS Foundation Trust and King’s College London’s
comprehensive Biomedical Research Centre

Working together to deliver better health through research


