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Promoting public involvement in NHS, public health and social
care research

Welcome to INVOLVE’s winter newsletter!
In our work to promote public involvement
in research, this is one of the ways in which
we can report on what researchers and
people who use services are currently doing.
We are convinced that public involvement
in research has many benefits - but we also
know that it is not always easy. If you would
like to share your experiences with other
readers of our newsletter why not drop us
a line? In the meantime, we hope you enjoy
this edition with its many varied articles
and news items.
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The Multiple Sclerosis (MS) Society is a
major funder of research into this condition.
Roger Bastow, who is affected by MS, tells
us how he became involved in the Society’s
Research Buddy Scheme.

My experience of being a research buddy has
been both enjoyable and interesting. When I
volunteered to become involved in their pilot
venture, I had some reservation of the unknown.
Like most people I had considered research
as something that is done by professors in
their ivory towers. However, following initial
meetings to outline the buddy scheme, it soon
became clear that the MS Society’s aims in
setting up this scheme would dismiss Cont ‘
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this view. By the buddies reporting back about
the progress of the research in non-research
language, the lay person could have a better
appreciation of what was involved in research
and the people who carry it out.
The MS Society planned to trial buddies with
three research projects, and I was assigned
to one of these as ‘buddy team leader’. The
team comprised of four buddies, all affected
by MS. Two buddies would, with me, visit the
researchers and one virtual buddy, typically
someone unable to travel, would correspond
with the buddy team by phone and email. We
were issued with relevant information relating
to our chosen research project and contact was
made to arrange the first visit. My main role
was that of communicating with the researchers,
planning the visit day, and ensuring that any
access issues, etc. were dealt with before the
visit. From this communication I soon lost my
apprehension of the researcher ethos and
looked forward to the visit.
Eventually the day came and my fellow buddies
and I went to the University which was carrying
out the research. We were warmly met, and
the research team presented their project
followed by a discussion and tour of the facility.
The researchers were also very keen to learn
about MS and the way it affected us. They were
as eager as us to break down any barriers and
understand more, giving them a purpose for
their research. Many of the research team were
young, had not met anyone with MS and like a
large percentage of the population were of the
opinion that MS is a very disabling condition.
After meeting us they were pleasantly surprised
that although we had problems, we could still
laugh, joke and enjoy life.
This initial visit was definitely a success with
all concerned and gave both us and the MS

Society the confidence to continue with the
Buddy Scheme.
Over the next 2 years further visits were made
and reports written to monitor the progress of
the particular research project, hopefully
meeting the objectives. Giving feedback to
the Society, explaining in lay terms the status
of the project, confirming that their funding of
the project was being well spent and that
targets were being met.
My project was a laboratory based investigation
into the role of ADAM17 in the pathogenesis
of MS. It sounded very alien to me at first,
but with explanation and diagrams from the
researchers, I soon had a simple understanding
of the aims and components involved. My
understanding of the study was that central
nervous system tissue from both MS and normal
autopsy would be compared to investigate
the role of ADAM 17 protein in MS disease
progression.
Over the duration of the project I formed a good
relationship with the researchers and was
involved in various joint presentations with
them for the MS Society. My project has now
finished and I consider it was a very worthwhile
experience. I now have a better understanding
of research and am able to appreciate its
importance. Also I am pleased to report that
further buddy projects have started, moving the
process forward. I look on it as a small but
positive step to hopefully understanding and
eradicating MS in the future
- Roger Bastow
For further information about the MS
Society Research Buddy Scheme contact
the MS Society research team on:
020 8438 0770.
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Support Unit
News
INVOLVE Conference 2006

Please don’t forget to put INVOLVE in your
2006 diary. On 6th and 7th September we will
be in Hatfield for ‘People in Research’, our 5th
national conference at the de Havilland Campus
of the University of Hertfordshire.
Thank you to everyone who has responded to
our Call for Participation. We will be working
over the next couple of months to develop the
conference programme around the proposals
that you have sent us. We have been pleased
to get so many proposals from you but
unfortunately this means that not everyone who
has sent in a proposal will get the opportunity
to present their work at the conference.
The draft programme and booking form will be
available from early in May. We have increased
our technical know-how, so this year you will be
able to book a place at the conference online
as well as by sending us the booking form in
the post. And if you want to keep up with the
latest news about the conference, why not
sign up for our email alerts? (More info in the
next item on this page). We will be using email
alerts along with the newsletter as a way of
giving you more conference updates. In the
meantime, if you have any questions about the
conference please contact Rosemary McMahon
from Professional Briefings, our conference
administrators, on tel: 01920 487672 or by
email: london@profbriefings.co.uk

INVOLVE email alerts

You can now sign up to receive regular email
alerts informing you of new items on the
INVOLVE website (www.invo.org.uk). Just visit

our home page and click on ‘Receive email
alerts’ in the orange box.

INVOLVE mailing list

We would like to update our mailing list and
you can now edit your details online. We will be
emailing all those who have given us an email
address with a password so you can edit your
own mailing list details. This will allow you to:
• Let us know if you change your postal or
email address
• Decide whether to receive your newsletter
by email or in the post
• Receive other information about INVOLVE
by email (usually about four times a year)
• Sign up to receive email alerts about new
items on the INVOLVE website.

If you have an email address but do not hear
from us it might be that we do not have your
correct details. Please click on ‘join our mailing
list’ on the front page of the website, which
will allow you to add your details. If you do
not have an email address you will continue
to receive information in the post but please
contact the Support Unit with any change of
address details.

Public Information Pack - more
help needed!

We are working on producing an updated
version of one of our key publications, ‘Getting
involved in research: a guide for consumers’.
Last year we asked for people who use services
and members of the public with experience of
public involvement in research to take part in
a workshop. This gave us an opportunity to
work with people to develop ideas about the
content of the information pack. The workshop
identified a list of topics that should be covered
by the pack. This was done by using the
information that you shared with us in response
to a questionnaire, in addition to the Cont ‘
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knowledge and experience of the people who
attended the workshop, and what we know from
other events INVOLVE have run in the past.
We want to continue developing the pack in
collaboration with people who use services
and members of the public and there are at
least two ways in which we hope you might
be interested in getting more involved:

1) Shared experiences. We want to make
sure that the information pack includes the
experiences and reflections of people who have
been actively involved in research. So we are
looking for people who are willing to share their
experiences - good or bad - and the learning
that came from those experiences. At this
stage we would just like you to send Philippa
your contact details and she will get back in
contact with you. Please could you send your
name and email address or phone number to
Philippa Yeeles at the Support Unit on tel:
02380 651088 or email: pyeeles@invo.org.uk

2) Design reference group. The purpose of the
group will be to provide feedback at different
stages of the design of our Information Pack
and associated Multi Media website. This does
not just mean the graphic design, but also the
way the resources interact and their ease and
accessibility of use. We envisage that this
group will work remotely. Online access will
be important when we are working on the
development of the multi media web pages,
since these will be viewed on a temporary non
public website during development. If you are
interested in being part of this group, contact
Roger Steel at the Support Unit Tel: 02380
626233, Email: rsteel@invo.org.uk

Glossaries

A big Thank You to everybody who has shared
their glossaries of research terms with me; I
will let you know how ours develops.
Helen Hayes - hhayes@invo.org.uk

Interesting articles and
publications

• Reward and Recognition - The principles
and practice of service user payment and
reimbursement in health and social care
A guide for service providers, service users
and carers. This publication explains the
implications for benefits, employment law and
tax. It is intended to support service users and
volunteers to make an informed choice about
being involved.
January 2006
Department of Health www.dh.gov.uk
• Contributing on equal terms: service user
involvement and the benefits system
This report looks at the difficulties service users
face in being paid for their contribution to
reviewing, planning and developing services
and the difficulties payments cause with the
benefits system. (Published: October 2005)
Available from the publications section of the
Social Care Institute for Excellence (SCIE)
website www.scie.org.uk
• University of Stirling Cancer Care Research
Centre - Patient and Carer Experiences Phase 1 Reports
The Cancer Care Research Centre has now
completed the first year of a 3 year programme
of work which involves working with people
affected by cancer. A summary of phase 1 of the

work is now available on their website. They:
• looked at articles other researchers have
written about involving people affected by
cancer
• carried out a scoping exercise to find out
what other patient involvement work is going
on in Scotland.
• set up groups of people affected by cancer
who will advise them on what research they
should carry out.
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• asked people across Scotland to tell them
what they think is important about cancer and
care in Scotland.
Find out more about their work and download
the reports at http://www.cancercare.stir.ac.uk/
projects/pce_intro.htm#reports
• More researching together: the role of
nondisabled researchers in working with
People First members
By Val Williams and Ken Simons, Norah Fry
Research Centre and Swindon People First
Research Team
British Journal of Learning Disabilities issue
33, pages 6 - 14
This paper is about my job as a research
supporter. I was part of a team, with three
people with learning difficulties. They had paid
jobs as researchers. The project was at a
People First organisation, and it was about
direct payments.
If you have written or know of any publications
or articles relevant to public involvement in
research that might be of interest to readers,
please contact Helen Hayes at the Support
Unit with details: hhayes@invo.org.uk

Reasons for getting
involved in research

Many thanks to all those who responded to
our query in the last newsletter. Here are two
brief excerpts from people’s responses. We’ll
include more excerpts in the next newsletter,
and a full account of people’s responses will be
included in a paper we are writing on reasons
why people get involved in research.
• ‘I first became interested in research while
my wife was ill and looking for new drugs or
any local trials. This then led me to being
interested in becoming a member of our local
research ethics committee. This was nearly 8
years ago and I have now been elected as
chair of the committee, so it shows that a
user/carer can make a difference.’
- Neil Marsden November 2005
• ‘I chose to get involved in research as a
service user because I was mistreated in a
couple of children’s homes some years ago...
NoCLoR (North Central London Research
Consortium) has helped me ENORMOUSLY.
I was taken on to [their] Research Scheme as
a New Researcher, this means I do exactly
that of an experienced researcher, but I am
given training and a great mentor (a senior
doctor). So far I have developed my ideas,
structured the titles, carried all the research
in those areas and have then written up the
articles and protocol.’
- Service User Researcher, November 2005

Deadline for contributions for
our next newsletter:
17th of March 2006

We welcome contributions about any aspect
of public involvement in NHS, public health
and social care research. Please ask us for
information about submitting an article.
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User Controlled
Research: Its meaning
and potential
By Peter Beresford

User controlled research has been developed
by service users and their organisations as a
new approach to research and evaluation. The
aim of this project, commissioned by INVOLVE
and undertaken by Shaping Our Lives and
the Centre for Citizen Participation at Brunel
University, was to find out more about the
definition, nature and operation of user
controlled research. It was carried out through
a literature review and through information
gathered directly from service users and service
user researchers in a series of individual
interviews and group discussions.
What was striking was the consistency in what
both the literature and service users say about
user controlled research. A picture emerges
of a coherent thought through approach to
research, with its own widely agreed principles
and values as well as its own body of work
and knowledge. Terminology is not always
consistent and there are clearly significant
overlaps between user controlled, survivor
and emancipatory disability research. All are
seen to be closely concerned with service
users shaping research and all prioritise
research as a means of making personal and
political change in line with people’s rights and
self-defined needs. Models for good practice
can be identified for user controlled research
following from its underpinning values.
One area where there does not seem to be
consensus is whether the researcher needs to
be a service user. This emerged as a particular
subject of discussion and disagreement, with
people equally divided over it. What was

agreed was that the researcher must be
accountable to service users so that they
have effective control of the research project.
Service users associate a range of practical and
other benefits with user controlled research.
They and the literature also identify a series
of barriers facing it. These include:
• The dominance of medically based research
in health
• External assumptions that user controlled
research is biased
• Lack of capacity among service users and
their organisations
• Inferior access to funding.
There is a strong sense that despite its
achievements so far, the future of user
controlled research is still uncertain. Service
users identify four key areas of activity to take
it forward:
• Improving its relationship with funders
• The national coordination of user controlled
research
• Strengthening the position of user controlled
research
• Linking user controlled research with user
involvement generally.
The Report offers a series of recommendations
for the future to ensure that the benefits of user
controlled research may be more widely
available. One of these is to undertake more
work on user controlled research from the
perspectives of black and minority ethnic
service users and communities to ensure that
they are equally included and supported in
this emerging research approach. More work
now needs to be done to share these findings
and maintain the momentum so far established.
The full report and summary are available to
download from the INVOLVE website, or you
can contact the Support Unit for printed copies.
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Working with patients
and their carers to
develop cancer care
By Marilyn Kendall

What do patients and carers think is important
in cancer care? Is it effective pain relief?
Having a local doctor who really knows you?
Feeling in control of what’s going on? Having
easy access to information? Or...?
Much of the care and support for people
affected by cancer is provided in the community
by GPs, nurses, social workers, pharmacists,
family members, friends, ministers, and others,
but there is very little research evidence to show
what kind of care and support from these people
would be most valuable to patients and carers.
The new GP contract means most GP practices
now have a cancer register, and so know which
patients have cancer, and can plan and monitor
their care more closely; but again there is little
research to show how patients and carers
would like these registers to be used. It’s vital
that the care and support provided matches
what patients and carers themselves feel they
need and provided in a way they find acceptable.
Our Primary Palliative Care Research Team
at Edinburgh University was delighted to be
funded by the Scottish Executive, Health
Department, to look at this area. The project
integrates the perspectives of patients with
cancer and their carers in the design,
implementation, analysis and dissemination
of this initiative. It makes recommendations
centred on the patient and carer experience for
effective national implementation of cancer
registers. It also assesses the feasibility, benefits
and drawbacks of such user involvement.
We established two discussion groups of
current cancer patients and carers to work with

us. They met monthly and discussed what they
considered to be the main elements of good
care for people affected by cancer, and used
these ideas to make a framework for monitoring
each person’s care. In the second half of the
study the groups worked with five GP practices
to develop ways in which this framework could
be used. One practice started holding regular
team meetings to discuss the care of cancer
patients, based on the framework, and bringing
in specialists from secondary care. Another
developed a web-based register to share
information about cancer patients and track
contacts at the key times. A third developed a
practice protocol for cancer care; another plans
to set up a practice based support group.
The study has shown there is an important and
unique role for primary care in offering continuity
of care and information that is patient-centred
and holistic, throughout the cancer journey.
People with cancer often see many different
staff and services. What can be lacking is a
professional who knows you and your family
well and can act as advocate, guide and care
co-ordinator - such as someone from your
local practice. We would like all practices in the
UK (who will all be set new targets to provide
palliative care by the government in 2006) to
have access to the findings of this study, so
they can discover what patients want, and how
they want it done.
This study finishes in 2006 but the groups are
keen to look for funding for further research
studies. Ideas include living with fatigue and
support for family carers. It is important that
research too is based on the concerns of
current patients and carers so if you would like
to get involved please contact Dr Marilyn Kendall
Tel: 0131 650 9235
Email: Marilyn.Kendall@ed.ac.uk
www.chs.med.ed.ac.uk/gp/research/ppcrg.php
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NOTICE BOARD

This is a regular column which can be used to advertise events, initiatives and publications about
public involvement in R&D. If you would like to put an article on our notice board please contact the
Support Unit.

Funding from Wellcome Trust

‘Engaging Science’ is a grants programme
offering £3 million per year to support projects
that investigate biomedical science and its social
contexts. Funding is available for activities or
academic research. Projects can consider the
social, cultural, ethical and historical issues
related to biomedical science. The society
awards: research (above £50,000) are available
to support academic research that will advance
knowledge about public engagement in
biomedical research. For more information
see www.wellcome.ac.uk/ The deadline for
applications is March 1 2006.

Rehabilitation-related scholarship

The Toronto Rehabilitation Institute has a new
scholarship in rehabilitation-related research
for graduate students with disabilities. The
scholarship will be for September 2006 to April
2007 and will be renewable for an additional
year depending on satisfactory performance.
The scholarship is for $20,000; an individual
supplement will be provided to help meet special
costs of attending graduate school that are
incurred as a result of disability. They are open
to applications from the UK. The deadline is
May 1, 2006. See www.torontorehab.com/ or

contact Research Administration, Toronto
Rehabilitation Institute, 550 University Avenue,
#1202, Toronto ON M5G 2A2 Canada
Tel: 416-597-3422 ext. 3081 Fax: 416-597-3031

Society for Academic Primary
Care Annual Scientific Meeting

12 - 14th July 2006, University of Keele
‘The contribution of research and education
to patient-centred primary care.’
The deadline for submission of abstracts is
Friday 10th March 2006. Further information
is available at www.sapc.ac.uk or contact Sue
Stewart at office@sapc.ac.uk Tel 01865 331839

I NVOLVE
Support Unit

Wessex House
Upper Market Street
Eastleigh
Hampshire SO50 9FD
Telephone: 02380 651088
Textphone: 02380 626239
E-mail: admin@invo.org.uk
Website: www.invo.org.uk

Friendly disclaimer: The views expressed in this newsletter and in any enclosures are those of the
authors and not necessarily those of INVOLVE, the Support Unit or The Department of Health.
Articles are selected for the sole purpose of stimulating ideas and debate on public involvement
in research.

Funded by the Department of Health
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