Volume 3, Issue 5

Winter 2008

Islington
Borough User

Group-iBUG- is

a group of
people who
either use or
have used
mental health
services and
have come to-
gether to
monitor the
provision of

those services

in Islington

Inside this issue:

A tribute to Ashley
Road

Cognitive Behav-
ioral Therapy

Service User Profile

Day Centres Review-
an Interview with

Bianca Kokkolas

Edit—an Introduc-
tion

Demystifying User
Focused Monitoring

iBUG Diary

N

H

~

ISLINGTON BOROUGH USERS GROUP

° ¢
Winter "

Newsletter e

Borough User Group

Chair’s Report

By Peter Jones
Foundation Trust

At the time of writing this
the Camden and Islington
(CANDI ) Trust is still
awaiting the decision from
Monitor regarding its ap-
plication to become a
Foundation Trust. The
decision is expected to be
made on the 4™ March
2008. In my humble opin-
ion the Trust is very likely
to become a foundation
trust on that date. What
will it mean for us? In the
short term there will be
little or no change at all.
At a local level services will
remain the same and ser-
vice users should notice no
changes whatsoever. It is
in the long term that
things will change. The
governance of the Trust
should change and be far
more responsive to the
views and expectations of
service users. The Gover-
nors will have been elected
by newsletter publication
date. iBUG will draft an
open letter to all members
with the list as soon as the
results are known. I would
like to thank the service
users who nominated me

to become a Service User
Governor, however both
Patrick Dalton the CMHC
Chair (my equivalent in
Camden) and I felt it was
inappropriate and posed a
conflict of interest.

The CIP (Cost Improve-
ment Programme).

The CIP is proceeding as
expected. The largest CIP
project has just got ap-
proval by the CANDI
Trust board ,the Islington
PCT (Primary Care Trust)
Board and the Camden
PCT Board. Of course 1
am referring to the bed
reduction and closure of
the Mornington Unit, the
South Camden PICU. AS
said before many times we
will have to track the clo-
sure of these beds very
carefully. Although it is a
less significant cut for Is-
lington the overall effect
could have an impact, if
the situation is not han-
dled carefully. Our col-
leagues in Camden are
producing a running total
of bed numbers across the
Trust so it would be point-
less for us to do the same.

However we should be
watchful and very careful
that none of us have to
wait for a bed at the High-
gate Centre if this is what
is required. This CIP pro-
gramme will be imple-
mented over the next 12
months. My parting word
is to be watchful.

IMF

Some iBUG members may
know that for my sins [ am
also the Chair of IMF

( Islington Music Forum)
Well, over the last few
years the funding arrange-
ments for IMF have been
very precarious. Yet again
I would like to announce
that IMF has found fund-
ing for another year. Once
the programme of projects
has been finalised I will
publish a list in the next
appropriate iBUG newslet-
ter. PS: due to changes
that the Trust is making
around The north Isling-
ton Crisis team , both
iBUGand IMF are moving
to refurbished offices on
the ground floor. This
move is expected around

AUG / SEPT 2008.
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The dedicated
team workers
helped me
through all my
problems with
the courts,
landlords, and
Council,
Benefit and
Drug and

Alcohol

agencies.
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A TRIBUTE TO ASHLEY ROAD

By Phillip Fox

In 1988, after eight years
in Devon, I returned to
London to support and
house a woman and her
three children who needed
to escape domestic vio-
lence in Yorkshire.

Our situation soon became
intolerable due to over-
crowding and her alcohol-
ism and instability; for the
sake of the children I
elected to become home-
less, spending the next year
moving from one location
to the next until the family
was rehoused.

Meanwhile my accommo-
dation had been let out to
a drugs dealer, left in a
filthy condition with no
rent paid, my chronic ill-
ness had worsened, my
incapacity benefit was cut
and [ was faced with evic-
tion.

[ went to my GP with de-
pression and felt that [ was
not being understood. As
chance may have it [ was
introduced by a friend to
the Mind drop in centre at
Ashley Road in North Is-
lington where [ was imme-
diately accepted without
any formality.

The dedicated team work-
ers helped me through all
my problems with the
courts, landlords, and
Council, Benefit and Drug
and Alcohol agencies.

Within the building the
further advantages of coun-
selling, healthy meals, laun-
dry facilities, fresh clothing
and most importantly com-
panionship and comple-
mentary therapies were
made freely available to
me.

I can say with all confi-
dence that, little by little, I
was able to turn my life
and circumstances around
within the confines of the
one building and the un-
wavering support of the
staff therein.

Since then, this facility has
enabled me, through its
comprehensive network-
ing, to pursue many new
interests. [ have furthered
my activities in gardening
and drawing and painting,
explored the fundamentals
of photography and Shi-
atsu, taken part in poetry
and drama classes and sold
artwork through an affili-
ated gallery.

[ have been on a number
of organised day trips,
week long holidays and
helped with the organising

of open days. I have met
many worthwhile people
and made some good
friends.

Recently I joined the Is-
lington Borough User
Group (IBUG) where I
have been able to take an
active role in the mental
health system. I put in a
few hours each week for
which I receive a small re-
muneration and have the
satisfaction of being able to
help others.

Now, and in retrospect, I
can fully appreciate the
value that the drop-in ser-
vice has given me. [ have
been helped through a de-
pressed and exhausted
state. Without any diagno-
sis, I was mentally ill with
reactive depression but was
no burden to the psychiat-
ric system; it was the
warmth, patience and ex-
perience | was given that
conquered my adversity
and provided me with the
security and peace of mind
I have today.

Thanks for the opportu-
nity to express my grati-
tude.




Coghnitive Behavioral Therapy

By Suzy Lee

Recently I spoke to a
woman I will call Sarah
(not her real name), an
OCD sufferer, about her
experiences of Cognitive
Behavioural Therapy
(CBT). She attended the
Bethlem Hospital in
Kent where she came to
understand that CBT is
about changing behav-
iour through changing
thoughts.

Sarah said it is about
thinking logically and
putting your behaviour
into perspective. For ex-
ample, a person may be-
come fixated on hand
washing and become
very worried about the
consequences of not
washing.

In Sarah’s case, she gets
very pre-occupied with
germs, so some routine
tasks e.g. handling raw
meat, would start her off
on washing. She would
become frightened that
she had germs on her
hands that would infect
people, even that they
might die, so this might
provoke an orgy of wash-
ing.

She also spent hours
washing up, and used
CBT to break this pat-
tern. A nurse stayed with
her whilst she washed
up, once, and then en-
couraged her to come
away.

She would feel intense
fear and anxiety about
what would happen. She
was asked to measure
her anxiety on a scale of
one to ten, and then she
would distract herself
with other activities.

Sarah said’ I knew it was-
n’t right, but that didn’t
stop the fear.” Sarah felt
the fear was key in driv-
ing her OCD, but that
her anxiety was reduced
by exposure to new ways
of doing things. She de-
scribed her OCD as be-
coming like a bad habit,
but by practising doing
things differently, she
broke those habits and
also broke the chain of
fear which kept her im-
prisoned.

[ have had CBT myself
on a one to one basis
and I found it incredibly
useful. I used it to over-
come anxiety and still
use the ‘skills training’ [

learnt nearly ten years
ago—finding ways to ra-
tionalise my fears by fo-
cusing on reality and
also reducing my anxiety
through distraction tech-
niques—a hot bath does
wonders for me as it pro-
vides both distraction
and relaxation. Other
people use deep breath-
ing or visualisation—
whatever helps to in-
crease relaxation and
reduce anxiety.

Sarah had group therapy
and is insistent that the
group was a large part of
what helped her - the
support of other suffers
as well as her own deter-
mination to get better.

I had one to one ther-
apy and remember form-
ing a close relationship
with my therapist. Either
way is clearly able to pro-
duce remarkable results,
and without depending
on medication which
can have unpleasant side
effects. CBT offers an
alternative to the medi-
cal model which can
benefit many people.
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He enjoys
being at the
cutting edge

of mental
health in the
borough, and

feels great
satisfaction
that his voice

is listened to.

SERVICE USER PROFILE

By Suzy Lee

Phillip is ‘around 60’
and has been coming
to IBUG for about
15 months. He finds
it very rewarding and
cites being connected
to society, and credi-
bility - he says re-
using old skills is
very challenging, but
keeps him going.

He enjoys being at
the cutting edge of
mental health in the
borough, and feels
great satisfaction that
his voice is listened
to. Phillip is also very
sociable and enjoys
meeting new people.

AN ARABIAN TALE

by Gerard Green

After our visit to Eire my
brother and I dropped
by Harrods to check out
that monument to good
taste dedicated to Mo-
hammed Fayed’s son
Dodi ,and Princess
Diana. Suddenly the
building was hurriedly

Phillip is also in-
volved with other ser-
vices such as Ashley
Road, which he ini-
tially attended with
an alcohol related
depression.

He feels he has

avoided using formal
psychiatric services
by attending Ashley
Road. He also at-
tends NIDS (North
[slington Drugs Ser-
vice) where he hopes
to develop an in-
volvement role simi-
lar to that he holds
in IBUG.

Phillip plans to retire
to Shaftsbury in due
course, where he of-

evacuated.

It was tense outside;
armed response officers,
steely of jaw and eye,
were looking very reso-
lute, clutching deadly
machine guns.

“What's going on” my
brother nervously asked
one. He turned his black

ten visits and has a
close group of
friends. He says he is
satisfied with his life
but regrets not fur-
thering his education
or taking advantage
of some of the provi-
sions his parents
made for him.

Phillip has now lost
both his parents, but
has a son of 27 and
also has some cous-
ins he keeps in touch
with. He lives alone
in a recently reno-
vated flat in Crouch
Hill.

baseball-capped head to
us, his voice excited “We
want bed linen on the
first floor”
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Day Centres Review- an interview with Bianca Kokkolas

By Suzy Lee

I spoke to Bianca recently about the
day services review and the first
question I asked her was: why now?
What had driven the day services
review! Bianca replied that there
have been several reviews in the last
few years, including the Best Value

Review in 2004, and she felt now

was the right time to act.

This review was driven by the Re-
covery Model, of which we have
heard lots recently. She felt most
service users need stimulation
rather than just sitting around, and
help to move on to education, or
employment.

I challenged the view that we are
all ready to return to work and she
acknowledged that this is not ap-
propriate for everybody—but in-
creased well-being ,measured via
day centre feedback forms, could
be. Reduced admissions to hospital,
increased confidence or improved
daily living skills, for example, are
positive outcomes.

Bianca acknowledged that people
who attend day services often feel a
strong sense of ownership, but ar-
gued that she also has to think
about the people who do not cur-
rently attend day services even
though they might benefit. She
cited young people, and people
from black and minority ethnic
(BME) communities - she is con-
cerned about social exclusion and
means to tackle it through this re-
view. Increased access is key to the
review.

In particular, there is concern that
those in the south of the borough
get a raw deal—this is why South-
wood Smith has been proposed as

the site for a new ‘super centre’. Ashley
Road would merge with Southwood
Smith and a new day centre would be
created on this site.

This option is not, however, problem
free. Ashley Road is very popular and
there has been some overcrowding, but
users are up in arms as they love the Vic-
torian house it is based in, and do not
want to travel so far to the new site. In
response to requests during the review, a
feasibility study is now being done to see
if it can be made compliant with the dis-
ability discrimination act as, at present,
wheelchair users cannot access the cen-
tre.

There is also another problem in that a
community mental health team may
have to move to Southwood Smith, in
which case there will not be room for
Ashley Road clients. Bianca has been
looking around at other options for an-
other day centre in the south of the bor-
ough, for example, Pine Street, but says
there is a shortage of available buildings.

Bianca is hopeful that they will get
Southwood Smith, and also that the
needed repairs to the centre, costing
about £200,000, will be undertaken by
the Care Trust, but acknowledges that
this has not yet been agreed.

The Lambo day centre also faces up-
heaval under the preferred ‘option two’.
Under the proposals, Bianca stated that
the building would be closed and ser-
vices would be moved around the Bor-
ough. Bianca is keen to see the Lambo
community moved to Isledon Road and
said she is considering having a BME
day, in at least one centre.

However, the Lambo workers would
become outreach workers, trying to con-
tact BME users and link them to day
centres to aid their recovery. This will be
done via community mental health
teams. There would also be a BME

worker linked to Hanley Road
as there are distinct issues
around education and employ-
ment that affect BME commu-
nities.

There would also be a worker
linked to Highgate Mental
Health Centre so patients
know what is available when
they leave. Bianca argued that
this system will increase access
for service users as, under the
new system, they would have
capacity to work with a hun-
dred service users at any time.

Bianca is keen to point out
that, whilst they are hoping to
improve services, this is not a
cost cutting exercise and they
are not looking to save any
money. At one point they did
think that they would have to
save £30,000 but this money
has already been found from
other sources. So no day cen-
tres should face a cut in their
budgets.

The consultation period fin-
ishes in March, after which
decisions will be made. We
will of course keep you in-
formed.

s
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Edit—an Introduction

By Edit Szarvas

I would like to introduce
myself to you all in a few
sentences.

[ appreciate the opportu-
nity to work for IBUG as |
have been searching for a
position exactly like this.

I started my career at the
age of 17, at Rudolf
Steiner Camphill School,
Aberdeen, Scotland, where
I worked as a volunteer for
a year with autistic chil-
dren.

Returning to my country,
Hungary, | worked with
children and adults with
learning disabilities and
mental health problems in
different settings. In the
last couple of years I have
worked with asylum seek-
ers, especially with women
facing mental distress, as a
European Project Coordi-
nator in a refugee recep-
tion centre.

Richard Blackmore

By Suzy Lee

Richard Black-

more was a valued
member of IBUG
who died recently.
Richard was a Ca-

nadian and very

Since coming to London, I
have worked in a residen-
tial care home as a support
worker with adults with
learning disabilities. It was
a great opportunity for me
to learn about the English
social care system.

I graduated as a legal ad-
ministrator in Hungary,
but spent a couple of
months studying the Eng-
lish legal system and my
special fields of interest are
mental health law, human
rights, and asylum and im-
migration law.

My long term goal is to
carry on with my studies,
to become a legal expert on
human rights and mental

health law.

Working as the administra-
tor of IBUG gives me the
opportunity to learn all
about the problems people
have to face daily, to iden-
tify the gaps in the system,
to learn about service us-
ers’ needs and expecta-
tions.

popular with his
fellow members.
He was 50 years
old and is survived
by three children.
There has not yet
been a funeral but
a memorial service

I consider myself to be an
open-minded, optimistic

person, who is always inter-

ested in other people and
ready for a chat, so please
don’t hesitate to come and
talk to me about anything
that you feel like. (I work
on Mondays, Tuesdays and
Wednesdays between
10am and 5pm)

There are lots of very good
professionals around you,
but there might be some-
thing that you still miss.....

Looking forward to work-
ing with you to make the
mental health and social

care system even better in
Islington!

Edit Szarvas

IBUG administrator

was held before
Christmas by the
Salvation Army.
He will be greatly
missed.

I consider
myself to be
an open
minded,
optimistic
person, who is
always
interested in
other people
and ready for

a chat,

.
bUG
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Demystifying User Focused Monitoring

Audit asks the
questions:
‘What should
service users ex-
pect when using
the service?
What are they
actually experi-
encing! And,
how can service
standards and
service user sat-
isfaction be im-

proved?
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By Maggie Lay

[ suspect that although many
readers are already familiar
with the term ‘User Focused
Monitoring’ (UFM for short)
and what it is all about, there
are even more who are totally
mystified by it! Therefore, as
the new Coordinator of the
local UFM project, I wel-
comed Suzy Lee’s invitation
to write an article about it
and to introduce myself.

Firstly, a few words about me.
[ started working as the UFM
Coordinator in November
2007. Previously I have
worked as a university re-
searcher, a Clinical Govern-
ance Facilitator for a Primary
Care Trust and as a Clinical
Improvement Facilitator for a
mental health NHS Trust.
My base is in Highbury at
Peter Bedford Housing Asso-
ciation offices.

So what is User Focused
Monitoring! UFM was estab-
lished as a method for evalu-
ating service users’ satisfac-
tion with mental health ser-
vices about 10 years ago.
Peter Bedford Housing Asso-
ciation has managed the
Camden and Islington UFM
project since June 2005.
There are several UFM pro-
jects across the country. Each
project has a Coordinator
and a team of trained service
users who undertake the
work.

We use a method called
‘auditing’ to find out how
well local mental health ser-
vices are performing from the
service users’ point of view
and to find out how they
might be improved. Audit
asks the questions: “What
should service users expect

when using the service!
What are they actually experi-
encing’ And, how can service
standards and service user
satisfaction be improved?’
This is known as the ‘audit
cycle’, as after improvements
have been made to the service
the cycle of begins again pro-
viding a continuous cycle of
standard setting, evaluation
and service development.

Auditors with the UFM Pro-
ject are themselves current
and previous mental health
service users. They contrib-
ute to all aspects of audit
including collecting data
from other service users; en-
tering data onto the com-
puter; data analysis; helping
write reports; making recom-
mendations for management;
presenting audit results to
them and discussing any ac-
tion needed.

All auditors undergo thor-
ough training for the role and
get support from other audi-
tors and myself when under-
taking an audit. Nobody is
expected to do tasks they do
not feel prepared for or
happy about.

We can audit any mental
health service in Camden and
Islington, including those
provided by voluntary organi-
sations. Our programme of
work is overseen by a Strate-
gic Steering Group, which
includes service user represen-
tatives. Since Peter Bedford
has been managing local
UFM we have done audits of
service user satisfaction with
mental health advocacy ser-
vices, and patient satisfaction
with in-patient treatment and
care at the Grove Centre.

We are going to do the same
at the Huntley and Highgate

Centres during 2008.

Being an auditor with the
UFM Project is an exciting
and sometimes challenging
role. Auditors get a lot of job
satisfaction, and working
with others can help develop
self-confidence. It can help
get people back on the road
to employment, training or
education.

Small fees also are also paid
to auditors for work under-
taken in line with benefit
limits. In future we aim to
find ways of involving carers
of people with mental health
problems in the project too,
as their perspective is ex-
tremely valuable to service
development.

If you are a past or current
user of mental health services
and live in Camden or Isling-
ton you can apply to become
an auditor with us by contact-
ing me at the address below.
We welcome people from all
social and cultural back-
grounds and seek to reflect
the local population. Impor-
tantly, we need people who
care about local mental
health services who want to
make a difference.

Maggie Lay at: Peter Bedford
Housing Association, Legard
Works, Legard Road, London,
E5 1DE. Telephone 0207 226
6074; email
Maggie.lay@peterbedford.org.uk
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By Edit Szarvas
Do you have enough of winter?

Have you started realising the first signs of spring? We tend to be too busy
to notice the beauties of nature.

But Miss Spring is definitely knocking on the door; you can already smell it
in the air.

People in my country have a very old tradition of celebrating spring, which
became a festival during the years in a little village. It is called “Busojaras”
and only certain people are taught how to lead the celebrations.

It starts in the end of February and lasts for a week. People dress up in scary
masquerades, take their drums and other equipments and make loud noises
while they dance and walk through the whole village knocking on each door
on their way to the great square of the village.

They do this because it is said that spirits of winter have to be scared away in
order for spring come in peace.

Dartmouth Park Hill
London

Phone:020 7561 4140

square, having a huge bonfire.

They even make a huge witch-poppet out of hay and burn it in the great

They dance and sing, calling the spirits of spring. Here, in London, we can
celebrate spring with a smile on our face in the morning looking in the early

E-mail: ibug@hotmail.co.uk

sunshine. Let our souls warm up, winter is over soon!
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CIP Stakeholder Meeting
05/03/2008 1:45-3:15pm

2nd Floor, East Wing, St
Pancras Hospital. Contact
Linda McDonald, 020 7530
5347. Only designated iBUG

members should attend

Patients Council
11/03,/2008 2:00-5:00pm

Highgate Mental Health Cen-
tre, Dartmouth Park
Hill,London N19 5NX. Con-
tact Edit 020 7561 414 0

iBUG members from Cam-

den and Islington may at-

tend.

Service User Implementa-

tion Group
14,/03,/2008 1:00-4:00pm

2nd Floor, East Wing, St

Pancras Hospital. Contact

Ros Lettman 020 7530 3340.
Only designated iBUG mem-

bers should attend.
iBUG Business Meeting
25/03/2008 2:00-5:00pm

Hanley Road Day Centre, 75

Hanley Road, N4 3DY. Con-
tact Edit on 020 7561 4140.

Open to all service users.

Service User Consultative

Forum
28/03,/2008 1:00-4:00pm

St Pancras Hospital, 4 St Pan-
cras Way, NW1. Contact Ros
Lettman 020 7530 3340.

Open to all service users from

Islington and Camden




