CONSUMERS
INNHS RESEARCH
SUPPORT UNIT

Welcome to the second edition of our newsletter.
We had lots of very positive feedback about the
first issue, and we hope you find this one equally
interesting and helpful.

As you'll see, it contains a questionnaire asking
about research projects that have actively involved
consumers. If you have undertaken any research as
a consumer or with -

consumers, wed be l___.-‘"__ T - ]
grateful if you could | f I'a.-r_,_-\ |
complete and return | Yo o

this to us in the pre- |_‘_1f11-'E remnst L[ ‘
paid envelope. We are Lf-l-'i:_r.m&*l 1"'r
interested in research [NES WiTh ]

projects involving con- RL;";“':a,Ef (s }\
sumers in health and "f'“————;‘lll'ﬁl ’?,’.x _
other related fields. ———3_ 33

Our aim is to compile a database providing a useful
resource to disseminate information about
research involving consumers. Look out for more
news about the database in future editions.

If you'd like more information about the
Consumers in NHS Research Support Unit and how
you can contact us, please turn to the back page.
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Seminar for research
commissioners and funders

On the 26th of June Consumers in NHS
Research held a seminar for research
commissioners and funders. Around 50
research commissioners (from . voluntary
arganisations,  National NHS  R&D
Programmes and NHS Executive regional
olfices) attended the event. Our aim was (o
fadilitate the sharing of information and
expetience about imvolving consumess inithe
reserch cormmissoning . process.

The meaming session provided an opporunity
for discussion about the definition of
‘vonsarer” and the stages of the research
process  in which  consumers can be
imvoived, Most people felt that quite a booad
definition is necessary  {ier  including
patients, carers and rejuesentatves from
petienit orgaresatons) and et corsumerns
could be imnvobved at all stapes of the
research, though it could be harder toimvohe
oo ners Al sne siages and with some types
of research,

Dhrirg the afternoon, the National Lottery
Charities Board, the Joseph Rowntree
Foundation, The Aldbeimer’s Society, The
Health Tedhnology Assessment Programime
and the UK Coordinating Comimitiee on
Cancer Besearch all shared ther experiences
of imvolving consumers in their work,

A seminar report will be available soon. To
el a copy, please contact the Suppors Unil.
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Regional News

+ [In June, the South East NHS Executive held a seminar on
corsumer  imobement  for Local Research  and
Devedopanent Officers. The seminar aimed o provide a
forum for disoussion about how consumers can be
irwiobved in BE&LD,

Representatives from NHS Trusts, voluntary organgsations
ard social service departments in the region led disoussions
with small groups about thelr esqperiences of imolving

NHS research, The events will toous on
ackdressing the practical and methodological
create opporunities for lkemindasd people
o network and explore the fonmation of
ool laborations.

The workshops will take place in
October/MNovember and  details will be
armounced on our web gle and through
regional offices in the very near future. If
yow e ina northem reghon and wanit to find
ot e about consumer Ivoherment In

corsumers. This highlishted a number of key issues R&L), contact names are below.
inchudding how to identify consumer s, training and support
fior consumeens and professionals, and the necd for additional

TESOUTTES.

NorthWest: Catherine Venrill

Tet 01925 TO2T8

E-mail: Catherine Verrill@doh gsigovuk
The regional office intends o run a series of seminars in
the AuhmmyWinter on consumer imvohlvement in R&D,
dlinical porvernance and patient partnership,

Northem and Yorkshire: Vicloria Cave
Tel 0191 301 1455

E-mail: VictoraCave@dohgsigovuk
Further information: Heather Hawkins, South East
Regional NHS Executive Tel: 020 7725 2705 E-mail:
Ahanwkinuitlcloh. gov ek

Trent: Elzabeth Clough
Tel 01142820470
E-mail: Elizabeth Clough@doh.gsigov.uk

West Midlands: Frances Howie
el 0121 224 4600
E-mail: Frances Howie@dohgsigovuk

= Plars are underway for joint Consumers in NHS Research
and NHS Bxecutive one-day workshops to take place in
the northern regions. The workshops will aim to bring
topether those with an inferest in imvolving consume s in

MRC Consumer Liaison Group makes a start

The MRC corsurmer Radson group met for the first tme in May, The thirteen members of the group were
sedected from 150 people who applied in resporse to achvertisements in national neswspapers and throush other
networks. The group has members fiom a wide range of backgrounds. One of the criteria for selection was
envidence ol active participation in consumer imobement. Prolessor Bay Fitzpatrick chairs the group.

‘The first meeting aimed to balance itenns relating o how the group would work, infoomation itens, and items
for detailed discussion. The group met in time to contribute: to consultation on the Draft Guidelines for Tesue
Callection which raised considerations about confidentiality, crmership and consent. Also discussed was the
UK Bicrmediical Collections project, which the MEC and the Welkome Trust are jointly developing, The project
proposes recruiting S00000 people aged 4564 to donate DNA. CLEG members disoussed ways inowhich the
prubstic: conabd B cotsulted and acourate informmation coukd be disserninated. This will Be a topac for further
s cussion as the project progresses.

Feedback from mermbers about the process so far has been positive bul it is early days intens ol identifying
the impact it will have. Look out for further reports from members of the group in this newsletter.

Further information: Elizabeth Mitchell, External Communications Manager, MRC, 20 Park Crescent,
London, WIN SAL, Tel: 0171 636 5422 x 6790 E-mail; elizabeth. mitchelli@headaffice mre ac.uk



Examples of consumer involvement

Consumer involvement at South
London & Maudsley NHS Trust

In Apel 1998 three NHS Trusts (Bethlem and Maudsley,
Gus and Leswishern Mental Health Trust and Lamibeth
Healthoare Tnst) merged to fom South London and

NHS Trst The eleven existing user groups
formed a Federation of South London User Groupes
(SLUG). During May 2000 the Trust comvened a meeting
of kocal users to find out thelr views on research pricnities
and to corsider how users might be more inohed in
reseanch

There are a number of examples within the Trust of suc-
cessful consurmes involerment at different stages of the
research process and with a varety of different dient
o, Corsumers hane been invohlved in designing, plan-
rirg, rmanaging, undertaking, and disserminating reseach

bor example, the Centre for Rehabilitation i Severe
Psychosis (CRISP) has a broad range of research projects
aimed at improving the quality of life for people with
severe andd encuring mental ilness, particularty psychosis,
Users are imvobved on the steering committee: for CRISP
andd henve been essential in changing outoome messures,
from specdfic outcomes such as symptom redudtion to
mone general functioning outoonmes like social functioning
kevels and quality of life measures.

Within the Disorders of Chikdhood Activity Area, users
have also beenirmobved inthe planning of several research

rOCyaNImeS

Further information; Dv Gill Dale, R&D Manager, South
London & Maudsley NHS Truse, Instivute of Psvehiatry, De
Crespigny Park,  London  SE5  84F E-mail:
edalelaiop kel .ac.uk
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Consumer involvement in
the Cochrane Skin Group

The Cochrane Skin Group (CS06) is an inter-
national network of health professionals and
consumers who are committed to prosviding
refalle evidence on the: best possible ways
tey treat skin conditions.

A rigomous process hes 1o be undertaken in
order to establish the evidence. First, a question
B fonmulated &g What are the effects of
nterventions for ame?) A protoool & then
written, describing the methods to be used
and stating which dirnical cutoomes will be
corsidered, A comprehersive searchis under -
taken for all clinical trials, published and
unipublished. The triaks are then assessed and
only those satisfying stringent quality critesia
are used, Before the review can be pulblished
it is critically assessed by the editorial board
of the Skin Group, as well as two ‘external
subject experts and a consuamer.

The CSG is one of about 50 Collaborative
REeview Groups' (covering most medical
specialities) which make up the Cochrane
Collaboration: This intematonal orgprssation
exdsts to help people make wellintoomed
decraons about healthcare, It publishes the
systematic reviews prepared by the review
groups inan electronic lbrary, Consumes
participaton ensures that the Brgusge used
is accessible and meaningful to nonHechnical
people and that the outcomes studied are
relevant to patients and their families.

The Skin Group hes ahvays encouraged con
sumer involvernent at all stages of the
revieaw process. Consumers also participete
in conferences, wiite arfickes. present papers
and are meanbers of the corsumes nebaork

Further information: Nicola Thornton, UK
Cochrane Centre, Summertown  Pavilion,
Middie Way, Oxford OX2 7LEG

Tel:+44 1865 516300 Fax: +44 1865 510311
Email: nthorntonimcochrane.co.wky
Website: http:fwwwcochrane. org/cochrane/
consumer. him
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in response to feedback abour our first newsletter, we intend o include a regular notice board column. This
can be used 1o advertise forthcoming events or initiatives abowt consumer involdvement in R&D and let others
kmow ahout interesting publicarions, If vow would like to put an article on our natice hoard please contact

Sarah Gorin ar the Support Unir.

For tht:[:mlng OIS

= Un 15th November the Depariment of Palliathve
Medhcine at Boval Hallarrshive: Heospital is hosting a con-

ference about vser invoberment in policy and service
development (moming session) and the volverment. of
users incancer research fallermoon session). The moming
session will have a regional perspective and will focus on
thee feediack o user groups of a study of user irvolvernent
in cancer services in Trent. The aftermoon will address the
broader issues of invobving users in cancer research. The
corference will be held at the Quaker Meeting Hoose,
Sheffiedd from 10.30am.30pm

Further information and booking form: Tony Stevens,
Department of Palliative Medicine, K Floor, Roval
Hallamshire Hospital, Sheffield 510 2JF

Tel: 0114 271 1707 E-mail: rstevensilsheffield ac ok

+ The Tomonto Group (Research as Empowenment) & an
aliance of sodal care and bealth service users and
researchers that mesd repularly at the National rstibote of
Social Work n London. The group formed  following a
codference on Brmpowenment beld n Lomonioan 1997, The
proup's spedfic aims are to enhance the role of service
users in research and o promote reseanch as an emposening
process. The Group has recenthy secured Runding from the
Joseph Bownitree Foundation o hold a seminar on

About the Support Unit...

'The Consumers in NHS Research Support Unit s based at
the Hedp for Health Test in Winchestor, Our role is to

= Provide information, achice and support o corsumess,
researchens and those wiorking inthe NHS on oonsumer
irnoberment in health research

* Cormmisson and uncertake research about the imvoberment:
of consumers in health research

* Produce publications and repornts
* Urganise seminars, conferences and wiorkshops on
ansuer rvobvernent in bealth research

Please contact us i vou require further information, or
wiould like to contribute fo our next newsletter.

research, empowerment and agenda sefting
in the suturmnSwinter in London Further
details will be given in the next edition. In
the meaniime i yviou would ke t© oome
alorg 1o a mesting of the Tomonio Group or
register your inferest in the seminar please
coritact Sarah Gorin at the Support Unit

Interesting publications:

« Dekoning, D, and Martin,d M. (1996)
Participatory Research in Healsh.
London: Zed Books.

* Truman, C. Mertens, DM, and
Humphsies, B (20000
Research and Inegualine.
London: UCL Press.

* Consumers in NHS Research and the
Consumers in NHS Rexearch Support Uit
heve produced a number of publications
You can obtain free copies of all of them by
coriacting the Support Uit or dosynlcackng
them from our website.

Consurmers in NHS Research Support Unit
The Help for Health Trust

Highcroft

Romsey Road

Winchester 3022 5DH

Telephone: 01962 872247
Fax: 01962 842079
E-mail: conres@hfht.org

Website:

v bt org/Consumersin
MNHSResearch




