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Dear Carer
. "”\‘1
Wel come to our first newsl etter! | f in
because a lot has been happening. We organised two events in the Scientific J
Conference in March; we held the Factor-us-in event in April; and in May we

moved office into the Institute of Psychiatry.

ul

Our first piece of major news is that our operational manager, Vanessa Pinfold ’
(who many of you will have noticed was in a very advanced state of pregnancy at

our April event!), had a baby girl on 12th May. Both mother and baby are doing i

fine. Her maternity leave is being covered by Joanne Ashcroft, who is also Deputy ‘

Assistant Director for the Mental Health Research Network. Joanne has worked for ' w I "n
the MHRN Coordinating Centre since early 2004 and says she is really looking
forward to working with the FACTOR team over the coming months.

Factor us in - 11th Aprll 2008 Inside this issue:

Just a year after being set up in the UK Mental Health Research Network, FACTOR
held its first event, . Factor us in", a te o
Walk, London SW1. The event was oversubscribed, with 100 carers attending from | Factor usin 1-2

as far afield as Manchester, Liverpool and North Yorkshire.

Carers" res 2 h pri
We wanted mental health carers to hear clinical researchers speaking about up-to- | ties

date research in mental health, and we wanted carers to be able to discuss with | Scientific Conference 2
academic researchers the issues which are most important to them. We were
delighted by the amount of interest shown in this event by all parties.

Topics for the first four presentations addressed issues which we knew were | cais to carers 3
important to carers. Dr Anirban Dutt addressed an issue which often comes up in
car er s s u pboesrnmentagiliness rmrsin families? Prof Shén Lewis gave a
presentation on Medication and psychosis: good or evil? Dr. Jerry Tew addressed
Social perspectives in mental health and Dr Rose McCabe spoke on Communicating | Your shout

about illness and treatment: different agendas of patients, carers and professionals. Folder of involvement

Upcoming events

A panel of carers spoke about their experience in research, encouraging other carers | Featured website

LN

to get involved. FACTOR"s ne ntact
In his response on behalf of the UKMHRN, Prof Shon Lewis said that mental illness | details

costs the NHS more than cancer does. Only 10% of studies win funding and it takes

a long time to get results. He acknowl e e " s f

gratification® that is the nature of re
cope with uncertainty.

Presenters from the morning session ran
workshops on related topics, in which
carers were asked what they felt were the
priorities for new research into mental
health.

Massage and relaxation therapy sessions
ran throughout the day, with the only
compl aint being that
sessions to meet demand. The day
concluded with a laughter and joy therapy
workshop which delighted many, but was
not everyone®"s cup o

Professor Shén Lewis We hope that all who attended gained | -2ughterand joy therapy workshop




something from the day; and certainly feedback on
the event has been mainly very positive. The
audience seemed to
address carers” deep
causes and the stigma of mental iliness in families,
medicalisation of social problems, and difficulties in
communication between professionals and carers.
And carers felt it was a worthwhile event:
educational, empowering and long overdue.

However, the event also brought to the surface

carers ) frustration at t afternoon just before the conference got under way. hn
producing actual change; and the message that they lts aim was to introduce service users and carers to
want to be taken more seriously by professionals: to each other and to the conference. We had two rooms
be fu_IIy involved, fully informed and helped to be in the Royal College ofoutPhys i
effective carers. room” and one for our progra
A report on the event will be published in due course on the first floor gallery. As the session began, more
on the MHRN website at: www.mhrn.info. We hope and more people piled in and chairs had to be found.
to hold the next one in summer 2009, so watch this We presented the Conference programme on
space. PowerPoint slides; this generated many questions
about the speakers and presentations. Tim Rawcliffe,
Service User Development Worker for the MHRN
North West Hub, chaired the introductions by service
users and carers. We also introduced our ongoing
Folder of User and Carer Involvement and Research,
Points from the conference workshops inviting people to send material in at any time. Many
questions came up about the role of service user
We asked carers for their research priorities in the involvement in the MHRN and the session became
following areas: communicating with professionals; increasingly lively. Most people needed a rest after
social care; ways of supporting families; causes of this, and declined the offer of a tour round the
mental illness; and recovery. In all the workshops, building.
carers” priorities reflected their connection at many
levels with the person they cared for, and their wish Service user involvement has a longer history in the
to carry out their caring role as well as possible. MHRN than carer involvement does, and almost all
They wanted research on improving communication the attendees were service users. Three carers
between carers and professionals (including attended this session, one of them pointing out that
professionals® accountabi | ithigwasyhraes morecthan ig the preyjosssGonfergnce;
information); finding out what support is most hopefully this number will grow in future. ~We
effective for families and carers; health needs of succeeded in introducing ourselves to each other,
carers and other family members; links between breaking the ice and helping people to meet up during
developmental disorders and psychosis; and on how the Conference. Service users and carers were
carers can be helped to facilitate a valuable role for important in  the Conference, their presence
the service user. Carers also wanted research on representing an alternative standpoint, and at times
effective strategies for working with stigma and asking challenging questions.
isolation.
Some of the people at the Pre-Conference Gathering
were from SURE (Service User Research Enterprise)
Carersbo Research Pri or iWigh gvgs holding a session on Service User
Research the next day. This was followed by another
FACTOR is putting together SesdsoI cOu"'me A ¢ g"i')rr"\' SCeaq’ rb « Factor:

Research Priorities. This will draw together points
from the Factor-us-in conference workshops, other
MHRN conferences, Vi ews
groups, replies from carers on our FACTOR network,
together with a search of the existing literature. We
are also designing a survey which people can
complete online, and which we will send out to
carers" organisations
our document on Carers
raise awareness of mental health carers as part of
the support structure around service users, and will
help clinical researchers to focus on the most
important issues in caring.
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standing went out for a drlnk as a way of roundlng off

UKMHRN Scientific Conference
March 2008

FACTOR organised two events in the Scientific
Conference in March: the Pre-Conference Gathering
for service users and carers, and the Any Questions
session.

The Pre-Conference Gathering was held in the

question and answer session with a panel of social

and medical researchers - Prof Jonathan Green, Prof

f rPgtﬁ{ Mc?ﬁﬂn eP;:o Reter @eﬂea

r.Diana Rose
and Pro kolas Rose, chalre Fgrof George
Szmukler. Almost all the questlons came from service
users and were answered very thoughtfully by the
panel.

nfell'grpc? §s qvqr t&ose s still

the three days of the Conference.

Geraldine Mason
Coordinator, FACTOR


http://www.mhrn.info/

Calls to Carers

IMPACT Programme

Some time ago we circulated a call to carers on our
FACTOR network on behalf of the IMPACT team. We
now know more about what they want from carers, and
below is a further call with more detail and a web page
you can go to for further information. Please contact
Geraldine Mason if you are interested.

IMPACT Programme: Call to Carers

Having a mental health problem has a very negative
impact on a person's physical health. IMPACT is a 5-
year programme of research, running on the UK
Mental Health Research Network, looking at physical
health and substance use in people with psychosis.
IMPACT plans to follow people up for a year after

their first presentation with psychosis and observe and representatives from
their physical health, mental health and substance and it meets every few months in central Lon-
use. IMPACT aims also to develop a heath promotion don. We need more carers to take part, advis-
intervention  addressing physical health and i ng professionals on car

substance use, and will conduct a trial to see if the
intervention improves peagp
appears to be cost-effective.

We wi | | al so develop a qlu
set of questions that will identify those patients with
psychotic illnesses who are most at risk of developing
physical health problems.

It is hoped that through the IMPACT Project people
with psychotic illnesses will have an improvement in
psychotic symptoms, fewer features of the metabolic
syndrome, more positive lifestyle choices, better diet
and increased exercise, and a reduction of cannabis
and substance use.

IMPACT is looking for mental health carers to help
them carry out the research in an informed way.

Input from carers will add valuable knowledge that will
help researchers to be more aware of the everyday
issues of patients with mental illness. If you are
interested, you would need to be living in London and
able to attend briefing meetings (these are likely to be
every two months on a Thursday afternoon) in
Euston. We may also be looking for two carers from
this group to attend the monthly IMPACT team
meeting. Your expenses and a fee would be paid.

For more information about the IMPACT programme
see:

http://weba.iop.kcl.ac.uk/departments/?
locator=398&project=10249

If you do not have internet access please contact us
and we will send you the information.

If you are interested, please get in touch with
Geraldine Mason: geraldine.mason@iop.kcl.ac.uk

FACTOR call to forensic carers

If you have a relative, friend or neighbour who is
using forensic services - for example they are in
a secure unit, or using community services for
mentally disordered offenders - we would like to

hear from you.

SUCESS-Service Userso a
of Secure Services - is a group which meets to
draw up research proposals on the theme of
service user and carer satisfaction with forensic
services. The group consists mainly of mental
health professionals, with academic researchers

would explain the resear¢h tp jypy, and ygqu

would also need to read documents for each

dneeting; Y qu;wopld begpaid forgygyr worlg and

your expenses would also be reimbursed.

If you are interested,
please ring Geraldine Mason on 0207 848 0643
or email her on geraldine.mason@iop.kcl.ac.uk.

i f

The call below is for service users. Please pass this

on to the person you care for if you feel they may
be interested in participating.

University of Essex

Anxiety Study

We are a group of researchers looking for people who
are experiencing significant anxiety problems to take

part in our study.

Our study examines how a simple computerised

programme may affect your anxiety.

You will be paid for your time
and reimbursed for any travel expenses.

For further information please contact Anna Ridgewell
or Kelly Garner on 01206 873784 or email
clinstudy@essex.ac.uk.

or phone 020 7848 0643.



http://weba.iop.kcl.ac.uk/departments/?locator=398&project=10249
http://weba.iop.kcl.ac.uk/departments/?locator=398&project=10249
mailto:geraldine.mason@iop.kcl.ac.uk
mailto:geraldine.mason@iop.kcl.ac.uk
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the voice of carers
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2008 National Carers Strategy:

What 6s t he f

6new deal 6 o
Carers UK is holding 3 regional events in England to

inform carers about the new National Strategy for

Carers. Hundreds of car ¢
consultation on the National Carers Strategy. For

your opportunity t o t a
consultation, please see the enclosed flyer, or go to

www.carersuk.org.
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gof Would you like to contribute something
[ ﬁa fo€duP future newsletters? If you have

anything you would like to say or experi-
=, ences you would like to share with other
r sﬂ? tCarers, Wsiterus something and wee wilf
o try to include it.

kegq/ part in this year " s
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Are you (or have you been) already

INVOLVE - 6th National Conference

| NVOLVE®" s nati onal conf
everyone who is interested in supporting and
promoting public involvement in NHS, public health
and social <care
take place at the East Midlands Conference Centre,
Nottingham. Booking forms and programmes will be
available in early July 2008.

For more information go to:
www.profbriefings.co.uk/involve2008/
or contact:

Conference Briefings

37 Star Street

Ware, Hertfordshire

SG12 7AA

Tel. 01920 487672,

email: London@profbriefings.co.uk

researchl

involved in mental health research?

We are also inviting you to contribute to a folder that

b r e We @re preducingnof Beyvice tUser gnd Carer
Involvement and Research. This is a collection of
reports and accounts from service users and carers,

T of itheir experignce i mentainheadth reseagch. Itygan
include research both in and outside the UK MHRN,
and involvement around research, such as input to
research proposals, and activities in the MHRN hubs.
We want this to be an ongoing folder showing the
breadth of user and carer involvement nationally.

So if you are, or have been, involved in any capacity
in research in mental health, please feel free to
contribute as much or little information as you feel
comfortable. It could be in the form of a list of
activities, or a descriptive account of your
experience(s) or any format you feel comfortable with.

Please email or post to Dorothy Rutherford: new

address at the bottom of this page.

Featured website: http://www.mentalhealthcare.org.uk/

Mental health information for friends, fami
This web site is aimed at anyone providing support to

about mental health and mental iliness, research findings from the Institute of Psychiatry and South London and

Maudsley NHS Foundation Trust and also a wonderful

ly and carers
someone experiencing mental illness. It contains information

collection of personal stories written by carers.

Please note

Geraldine Mason - Co-ordinator
geraldine.mason@iop.kcl.ac.uk
Tel. 020 7848 0643

Dorothy Rutherford - Administrator
dorothy.rutherford@iop.kcl.ac.uk
Tel. 020 7848 0644

our new address:

FACTOR - Families/Friends and Carers
Together in Research

UK Mental Health Research Network

Box 77, Institute of Psychiatry

Kings College London

De Crespigny Park

London SE5 8AF


http://www.carersuk.org/

