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Service User Views: Not an optional extra

Paul Blenkiron

We recently decided to find out how satisfied our
mental health service users in Norh Yorkshire actually
are, Ome questionmaire canght my eve: Carers' and
Users' Expectations of Service — TUser Version (or
“CUES-U"). It is a secif-rated booklet that was
developed jointly by the Kational Schizophrenia
Fellowship, the Royal College of Nursing Institute, and
the Roval College of Psychiatrists. CUES-U covers the
top 16 ssues that service users - rather than
professionals - have identified as being their prionibes.

These inclede areas of quality of life (eg “Where you
live”, “Money™ and “Social life™), as well as health
gervice measures (including *Access 1o mental healith
services”, “Your medication”, “Informatton & advice”
and * Advocacy™),

Other professionals in the community mental healih
team (CMHT) agreed (0 fake part, despite some
understandable reservations aboul completing more
paperwork. This was not helped by the simultaneoos re-

launching of mew CPA documentation. However, the
local managers readily agreed funding for support and a
training dxy on CUES was organised with the Royal
College of Psychiatrist’s Multi-centre Audit Team,

Service users receiving CMHT input were asked to
complete CUES anonymously, either on their own or
with help from family, friends or advocates at the local
resource centre. 'We achieved a response mte of 72%
(86/120 replies). CUES served two main purposes. First,
the care coordinator went through the replies with the
individual concerned in order 1o make improvements to
their clinical care plan (useful changes were made in
4%% cases). Second, CUES acted as a baseline to
identify gaps in local services and (we hope) act as lever
for change.

What were our findings? Service users were most
unhappy with their “Social life” (only 49% satisfied)
and “How vou spend your day™ (55% satisfied). We are
currently looking at how leisure and group activities can
be improved, both in and out of mental bealth services.
“Relationship with Mental Health Workers” achieved
one of the highest levels of satisfaction (87%), but some
bias is likely as respondents knew that their care
coordinator would later be sceing the replies. One
question arising from this project was how these
satisfaction levels would compare with those of the
general population - something we are  now
imvestigating locally,

We also examined the 397 free text comments made by
service users. Their commonest problem by far was
hinancial difficulties, followed by a lack of confidence
mixing socially and the stigma of mental illness.
Respondents raised concerns about understanding social
sscurity benefit forms, and poor access o NHS

dentistry, more often than questions about medication
and treatment. The issues important (o these individuals
do overlap, but do not always coincide with,
governmeni policy initiatives such as the Mational
Service Framework,

Being older or having a psychotic disorder increased a
service user's satisfaction levels, but their gender and
duration of mental illness did not affect satisfaction
Perhaps predictably, those labelled as personality
disorders were the least satisfied of all One important
take-home message was that those who were satisfied
with their life in general (housing, money, relationships)
were significantly more likely 1o be happy with their
mental health care, 5o service satisfaction is affected by
social circumstances beyond the direct control of mental
health professionals. This is important becauss the
Depariment of Health is comently piloting CUES-U as a
possible outcome measure, before implementing an
NHS minimum dataset for mental health ("Not
everything that counts can be counted, amnd not
everything that can be counted counts™),

Our experience suggests that the furure success of
worthy initiatives like CUES depends upon reducing
(not adding o) the paperwork of professionals, Service
users’ views should be built into the CPA process. We
also need 1o be clear about the practical purpose of
involving service users in the development of local
mental health services. As John Coux, Past President of
the Royal College of Psychiatrists, once commented:
“Isn't & wision without resources a hallucination?™
Moreover, as only one-third of our respondents were
rated as actively engaged in the CUES process, we must
avoid consultation fatigne, However, | feel one thing
remains certain: involving service users in their care is
no longer an optional exira,

| I you wish to make a comment or respand to this articke email us at gduleps




This issue of the newsletter carries articles on the Mental Health Bill, advanced access for patients in primary care, CFD,
research and the rale of service users and tmining issues among others. The variety of topics in this newsletter highlights
the range of issues that we deal with as paychiatrists working in the UK. We have not published meany articles concerming
training and supervision, and hope to do so in our future issues. So a request especially to trainess: do send in articles
concerning clinical training and related issues to us.

The next faculty residential mesting jointly with the Colbegiate Training Commites (CTC) will be in Cambridge, 14% -
| 15® October 2004, The first day of the conference is themed “Getting into the mood using the appliance of science™ and
will have workshops in the afternoon. I am glad to say that our workshops have been well received by our members. The
second day is themed “What has biological psychiatry research mught adult psychiatry™ We also have a debate on the
second day on Multi-Agency Public Protection Pancls (MAPPPs) and their implications on the doctor-patient
relationship. This is no deubt going 1o be an important theme in mental health care in the UK. In this issue we include the
preliminary programme of the October conference. We hope to see many of you there; apart from the stimulating
workshops, topics and presentations, it will also be an apportunity for you to share your concerns and thoughts on mental
health care with your colleagues,

The faculty executive committee meets four times a vear at the College and discusses issues that are immediately relevant
as well as discussing future work of the faculty in the light of new policy and initiatives. Matters of importance for the
College are normally published on the College website. The fsculty executive needs to know your thoughts and views on
these issucs. So please do keep sending thess to us, either through your regional representatives or by directly contacting
us through our web page.

It should be also of interest for members to note that the College websitz is going through a period of restructuring, and in

the ned-tee-distant future, members should have more opportunities to interact with the College, and be able to do more
through the College website,

In this issue 1 Study aid for examinations 9|
From the chairman 2 NAPICU 10
Mental Health Bill: wpdate 2 Conference programme 11
Advanced access in primury care 3 Letiers 13
Service user views 4 Clozapine and glucose control 14 |
Mental heabth research network 5 Prizes 15 |
Service user-led research 7 List af executive 16
CPD 8 How 1o contact us 16

Faculty of General and Community Peychiatry
The Royal College of Psychiatrists

17 Belgrave Square

London SWIX 8PG

Phome: 0207 235 235]
Face: 0207 259 6507

To log on: Type in www.rcpsyeh ac.ull, click on the then click on

Go to [Faculty of General and Community Psychiatry




Social and Rehabilitation Psychiatry Section Newsletter

i

Service user views: friend or foe? |Sctuie®

We recently decided to find out how satisfied
our mental health service users in North
Yorkshire actually are. One questionnaire
caught my eye: Carers’ and Users’
Expectations of Service — User Version (or
“CUES-U™). It is a self-rated booklet that was
developed jointly by the National
Schizophrenia Fellowship, the Royal College
of Nursing Institute and the Royal College of
Psychiatrists. CUES-U covers the top 16
issues that service users - rather than
professionals - have identified as being their
priorities. These include areas of quality of
life (e.g. “Where vou live”, “Money” and
“Social Nife”), as well as health service
measures (including *Access to mental health
services”, “Your medication”, “Information
and advice” and “Advocacy™).

Other professionals in the community mental
health team (CMHT) agreed to take part,
despite some understandable reservations
about completing more paperwork - this was
not helped by the simultaneous re-launching
of new CPA documemation. However, the
local managers readily agreed funding for
support and a training day on CUES was
organised with the Royal College of
Psychiatrists’ Multicentre Audit Team.

Service users receiving CMHT input were
asked to complete CUES anonymously, either
on their own or with help from family, friends
or advocates at the local resource centre, We
achieved a response rate of 72% (86/120
replies). CUES served two- main purposes.
First, the care co-ordinator went through the
replies with the individual concerned in order
to make improvements to their clinical care
plan (useful changes were made in 49%
cases). Second, CUES acted as a baseline to
identify gaps in local services and (it is
hoped) to act as lever for change.

What were our findings? Service users were
most unhappy with their “Social life” (only

49% satisfied) and “How you spend your
day” (55% satisfied). We are now locking at
how leisure and group activities can be
improved, both within and apart from mental
health services. “Relationship with Mental
Health Workers™ achieved one of the highest
levels of satisfaction (87%), although some
bias is likely, as respondents knew that their
care co-ordinator would see their replies. One
question arising from this project was how
these satisfaction levels would compare with
those of the local population - something we
are now investigating.

We examined the 397 free text comments
made by service users. The commonest
problem by far was financial difficulties,
followed by a lack of confidence mixing
socially and the stigma associated with mental
illness. Respondents raised concerns about
understanding social security benefit forms
and accessing NHS dentistry, more often than
questions about medication and treatment.
The issues important to these individuals do
overlap, but do not always coincide with,
government policy initiatives such as the
Mational Service Framework.

Being older or having a psychotic disorder
increased a service user’s satisfaction levels,
but their gender and duration of mental illness
did not. Those diagnosed as experiencing
personality disorders were the least satisfied.
An important “take home” message was that
those who were satisfied with their life in
general (housing, money, relationships) were
significantly more likely to be happy with
their mental health care. This suggests that
service satisfaction is affected by social
circumstances lying beyond the direct control
of mental health professionals, This is
important because the Department of Health
is currently piloting CUES-U as a possible
outcome measure, before implementing the
NHS Minimum Data Set for mental health.
("Mot everything that counts can be counted,
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Wiell Bings are really ‘holing up’ here in Manchesier. This unforunalely has nothing fo do with the
weathar, Insiead | am referring (o the European Assaciation for Behavioural and Cognitve Tharapies
(EABCT) Conferance coming ba lown. The Scientific Programme looks fantastic - mabtched anly (though
sama may say ecipsad) by the social events.

Manchester is a fantastic City and | parsonally aff very excited about showing it off at the conferance -
I'm @ Yerkshire [&35 &0 this s praise indeed, | was surprised o hear this week that i wasa't just
Yaorkshire pecple who wera coming raund e the idea of Manchestar being such a fantastic city. Sarah
Brucw, & cobeague of mine, reports thal her grandfather, on heanng she was moving to Manchester, was
vary axcited by this and quoted an old Morth east saying: "ea va'y neva lived Gl ya'y ki ta Mancheater?
So much for Gounty rvalies,

This editicn of the Magarine has guite a ‘professional issues” flaveur. Our feature articla is writhen by
Paul Blenkian wha has been champiloning ‘incnaased meanngful serace wser involvement & inclusan in
sardice planning. | was réally plessad \hat Paul agresd 1o write this plece becawse in many of our
serces fis work is starifngly lacking. Hopefully, through this forum, we can help Paul impact fed anly
&n his senace, Bul on these of sur readans.

W have two boak neviews, one on supanvision and one on how to become a cinical psychologist {1 wil
sdd that to my ‘must read” ist). There is ebviously & cinical paychelogy theme, if net ‘core’, i both of
these contribulicns bul hopefully the farmer will be of inberest o cne and all,

Conlinuing with professionsl issues theme, the Accreditation and Registration Committes have bean

warking wary hard, as usual, and have compiled 3 supplement for anyone whe has anything e do with
SUpARiSIan = Givifg of recahing — | &m sune you will find & vary usef

Lasi, bul cerdainly nof least, | wanl o draw your agenbon 1o a fyer from OCD Acton. ¥e would
appreciabe & i you could put this up in your places of work fo publicise this valuable organisabon who
provide amazing support for ndseduats Inving with what are often such a debditating difficuties.

Al that is laft to say is ‘happy reading’ and | hope 1o see you i Manchaalar

Mary Welford
magazine@babep. com
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Collaborating with Service Users: the CUES Project

Faetura by Paul Blenkiron

As haatthcare professionals in the United Kingdom, we ane leaming 1o live in & cimale of seemingly constant
structural change. The Amarican writer Marsha Sinatar aptly observed that "Change can edther challenge o
{hreaten us Your beliels pave your way io success of block you", Alongside the growing scruting of our
professional practice, ore important developmant is the increasingly powerful voice of these we are there o
help = e individuals we call our clients, patients or sarvice users. Recant Department af Health publications
have promoted this trend. “Patient and carer experience” is one of the main areas used for determining
parformance in the Mafional Secvice Framework for Mental Health (1955). The Mental Healh Policy
Enplamentafion Guide (H001) envisapes “increased meaningtul service user involeement & inclusion in
service planning”, Similar changes afe oocuring in clinical resaarch, The Senvice User Research Group o
England (SURGE) is pant of a new Mantal Healih Research Network supported by the Natonal Institute of
Mental Health, i is encouraging collabesation betwesn dinical academics and service users in large scale
studies to address basic questions about the risks and benefits of theraples (see www.mhm.info).

O courss, cognitive behavioural therapisls ane no Sirangems o user inveleemanl Cognitive Behaviour
Therapy (CBT) emphasises colaboration betwesn the therapist and chant, socralic enquiry and guided sei-
mnpmamrumwmpmmumimwnnmmwpu aspacts of
therapy, backed up by rating scales and guestionnaines, As tharapists we beligve that & Claar invitation from
us o the chent 1o modify (or opanly disagres with) formulations, goals, and homewodk Sugpestions will
usually slrengthen our warking refationship and positively affect tha final outcome.

My job inclugdes. cognitive behaviour therapy and also wodking 2% & peychiatrist in an adult Community Mental
Hea®h Team (CMHT) with community psychiaiic numses, social workess, a paychologist and an cooupaticnal
therapist W recently decided 1o find out how satishied BT SEMVcE LEers in Morth Yorkshire aciually are. Cng
quasticnnaire caught our atention; Carers” and Usars' Expeciations of Service = User Version [of "CUES-
Ur). It is @ seif-rated bockdat that was developed jointly by the Mational Schizaphrenia Fellowship (now known
as Rethink), the Royal Coliege of Nursing Institute, and the Royal College of Paychiainsts, CUES-U covers
tmmp‘lﬂ-'mu.mMmﬂum-mwwnwﬁmm-mmﬂm“mmmlrmﬁu
Thess include areas of quality of life (eg “Wheme you live”, "Money” and "Social (#e"), a8 well &8 health
sanvice measures (incduding “Accass to mental hea®ih services”, “Your medication”, “Inlormation & advice®
and “Advocacy”).

ANl the professionals in o CMHT agreed io evaluate the sarvica using CUES, despite some undersiandabls
resenations about completing more paperwork. The local managers readily agresd funding for support and a
training day was organised with the Royal Coliege of Paychitrists Mullicentre Audit Team.

Barvice usess recaiving CMHT input were asked 1o complete CUES anonymousty. eithér on thair oo or with
hek from family, friengs or advocates &l the local resource cantre. We achieved a response rate of 72%
[BEM20 reples). CLIES served two main purposes. First. ihe cane coordinalor wenl through the reples with
the individual soncemed in order to make improvements to their chinical care plan (usaful changes weis
made in 43% cases), Second, CUES acled as a basefine Lo entify gaps in local services and [hapefully) act
as laves for changa,

What were our findings? Service users were most unhappy with their *Social ife” (only 45% satished) and
“How you spend your day” (55% satished). Thesa findings have bean replicated in ather shudees weing CUES
nafignally, We have ed 1o address this problem on three levels: individuat face b Tece work (eg activity
schaduling), provision of 8 “Sell Managament of Depression” CBT group Iharapy programme, and betier
gooess 1o employmant & traineng ppportuniies via appointment of 8 workplace expadienca officer.

-Conrinued on ppd-

{




~Contimued from pel- “Relabonship with Mantal Health Workers® schiaved one of the highest lavals of satefation (B7%), bul some

bias is likely 88 respondents knew that their main healhcare professional would later be seeing the reples
About one third of respondents had a psycholic or bipolar dacrder, ong thind wore depressed and cng third
had a range of anxiety disorders. Further statistical analysis showed that being older or having a peychotic
disordar increasad a servics usar's satisfaction levels, bl their gander & duration of mantal heatth problems
did not affect satisfaction. Perhaps predictably, those labelled as having persenalily or relalionship déficulties
wara the keas! satisfied of all. One quesBion arising from this project was how these satisfaction levels would
compare with thosa of the general population (and health professionals themsales) - something we are naw
investigating localy.

Wa glso gxamined the 397 fres taxdt commants made by senice users, Their commonest problem by far was
fnancial dificulties, folowed by a tack of confidance mixing socially and the stigma of mentad iliness. Sarvice
users said that they wanted general practiioners and psychiatisis 1o congider the full range of paychosocal
treatmant interventions. net simgly 1o prescribe medication. This view echoes the 2001 Deparimant of Health
Treatrmert Guidaling on Psychological Therapies (www.dh,gov.uk/PublicationsAndStatistics’) which makes
frequant references to the efficacy of CBT. Respondents also wanted their mental health workers 1o uss
‘uncomplicated language = straight talking not long werds”. For cognitive behaviour therapists. this should
ring tamiliar befls (eg using phrases such a3 “mxreme ways of thinking” or "unhalpful ndes’, rather than
“eognitive distortions” and “dysfuncional sssumpsons”). Sugpestions from senice UGS for impdavirg
sarvices incduded a call for wider provision of self help matedals, more user-suppon groaups, and befier
resources for raining professionals, especially for thosa who defiberately Self harm.

The issues important to individuals in our study did cverap, but did not always coincide with, government
palicy initiatives such as the Mational Service Framewark for Mental Health. For example, respondents wera
ofen more concemed about undérstanding social security benefit ferms, and poor access o NHS dentlistry
an they were about options for specific mental health treatmants. Long wadling lists for psychological
services was identifisd a5 3 majer problem, although no one specifically mentioned CET by name,

An important take home message from CUES was that those who wese satisfied with their B in genaral
(housing. money, relaticnships) were significantly mare ikely 1o be happy with their rnantal haalth care. So it
seems that sarvice satisfacton is afecied by social circumstances lying bayond the direct eontral of mantal
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haalth professionals. This is important because the Departmant of Health is currenty plaling CUES-U as a
passible pulesme messune, with & visw to implemanting an NHS minimum data set for mantal health, "Mal
evarything that counts can be courted, and not everything thal can be counted counts’).

Ciur expenence suggests that the future specesa of initiatives Bke CUES depands upon reducing (nol adding
o) the papersork of pmifessionals, Sendics users’ views should be regularly bislt inba the assesament
process, in the same way thal femulation in CET is ot simply a “one-off evant. We also need to be clear
ghout the prachical purpase of Fvohing serice usens [n the development of local mantal healh and
peychalogy services. As John Cox, Past President of the Royal College of Psychialrists, onoe commenbsd,
*lsn & vision without resources an hallucinalicn?"

My core balief that all service users would welcomes attempts i elclt thelr views was nol entirely confirmed,
Professionals rated ondy one third of respondents as “posilively engaged” with the consultalion process
[these wers mone aften women than men). This indicates that we must awoid consuliation Fatigue in these we
afm brying to help, Howevar, one thing remaing cefain: involving clients in their care is nat an optional exira
The woice of those who use our manial health senices has yet o be fully realised: (hay hive &h imparian
roda i ensuring that acoess to good qualiy and SBmely CBT is achieved for all those that can benafil from i,
Ae the Garman writer Lichienbeng (1742-00) noled: 1 cannod say whether things will gat better i thay
change: what | 2an say is that they must changa if thay are b geq befter”.

Paul Blenkinan

Consutiant in Aduli Psychiatry and Cogaitive Bahaveownal Therapist

Bastham Park Hospital, York Y030 TBY E-mail; paul blenkiron@sypet.nhs.uk

Further Information

1. CUES-Usar Varsion i available from The Royal College of Peychialrists Research Unil, B3 Viclosia
Serest, London, SWIH OHYWY, tel 020 T227 0839, warw repaych.sc.ubderu, of E-mall
kim, mclellangrvingin. ret

2 Bwerkion P, Mo KH, Curen J and Hammill AG. Involing service users in their cane: the CUES
Project. Psychialne Bulelin [The Journal of Peychistne Practice), 2002 Sept, 270 134-318,
kg repaychoorg/contentabstraclia T3

%, Blenkirsn P, Hammil CA Wha! determines patients’ safiefsction with their mental haalth care and
gualty of life'? Posforadusts Medwal Jowmed, 2003 July; TOIE3E ) 237-340

Table: Cues-U questions on Satisfaction

IJ'I.IALI'I_"I'HFL]FEa T e e TR s
1, WHERE YOU LIVE _ Are you satishied with the place you live in
hﬂﬁﬁ Do you have enough money to meet your basic needs?
EFIEEWITHFIMAHEEE mﬂﬂhﬂmﬁhhnlﬂhﬁpyﬂugﬁuﬂhmfunm?
[ 4. HOW YOU SPEND YOUR_ DAY Are you 88 with e way you spend your day?
E_FAMILY & FRIENDS Are you sabshed with your ralationships with the people closes! o you?
[3 LI Ane YU &8 with your social ife?
7 STIGMA & ISCRIMIMATION Are you satisfied with the way othar peopls tead you?
MENTAL HEALTH SERVICE i ' ' '

1, INFORMATION

Fire you saliehed with v formaton ard S0vios you got?

2 ACCESS TO MENTAL HEALTH SERVICES
OF MENTAL HEALTH SEF

A you satishied with your ability io you need 7
A you satisfied with the range of choica you have?

"4 RELATIONSHIPS WITH

Fire yold satisfied with your refationships wath mantal haalh

| 5. COMSULTATION & CONTROL

e patsfied with the level of consuliation and control Fava?
Arg you sabshed with mhggggmumtﬁmm? =i

(7. VOUR DRUG TREATMENT

B, ACCESS TO PHYSICAL HEALTH SERVICES

Are you eatehed with your current medication?
.ﬁmyﬂum with your acoess (GP, hospial, dentsl, oplicans,
chiropodist)?

B, RELATIONSHIFS WITH PHYSICAL HEALTH

WORKERS

Are you safisTied with the way your physical problems are deall with?
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