North Staffs Users Group

Have you checked out our website—
Www.nsug.co.uk .
As well as telling you more about our work and

volunteering opportunities we offer, 'ghere are links to lssue 52 Winter 2009 Magazine
other websites that you may find useful.

for users, refusers, survivors & allies of mental h ealth services in North Staffordshire

Helplines

Staffordshire Mental Health Helpline —0808 800 2234
(Calls are free)
Mon—Fri 19:00—02:00, Sat—Sun 14:00—02:00
www.staffordshirehelpline.co.uk

Samaritans— 08457 90 90 90 (local rate call)
24 hours—listening service
www. samaritans.co.uk

Hearing Voices Network— 0845 122 8642 (local rate call)
Mon—Fri 10:00 to 16:00
www.hearing-voices.org

Anxiety Alliance—01926 851608 (national rate call)
Daily 10:00 to 16:00
www.anxietyalliance.org.uk

First Steps to Freedom—0845 120 2916 ( local rate call) Ce|ebrating 15 Years of NSUG

Support for any kind of anxiety / panic
Daily 10:00 to 02:00 am
www.first-steps.org

Meet a Mum Association (MAMA)
0845 120 3746 (local rate call)
supporting people with antenatal and post natal depression
Mon—~Fri 19:00 to 22:00
www.mama.co.uk

28 Issue 52



10

12

13

15

21

22

24
25
28

Index
What happened at
our Annual
General Meeting
Introducing Phil
Leese...
Introducing Claire
Jackson...
Introducing Hilda
Johnson...
John Sherry
writes...
Update-
Newcastle &
Moorlands
Update—Stoke
Update—
Harplands
A service user
writes...
The Participation
Station
Update on the
October,
November &
December
members meetings
Diary Dates
Contact us
Help lines & Advice

Comment

As this edition is published both after
our Annual General Meeting (AGM),
& at the start of 2010, it's a good
opportunity to look back on what
NSUG achieved in 2009.

Although there’s not enough space
here to list everything, the one thing
that stands out is our successful
campaign to stop the Resource
Centre bungalow beds being closed
in March 2010. This was all down to
the strength of feeling that you had
about this resource, and it sums up
what NSUG is about: service users
letting service providers know what
they want.

We’d like to continue to harness
your power & opinions again in the
forthcoming year. So, if you want to
be involved, why not come along to
the meeting we have planned on
17th February to discuss the
proposed changes to the
neuropsychiatry & rehabilitation
wards at Harplands (see the
‘Harplands Update’ on page 13, &
the enclosed flyer for more
information)? After all, it's your
voice that counts.

Voice Editorial Board

Front cover photo (left to right) Dave
Conlon & Phil Leese at our AGM
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What happened at our Annual General Meeting

This year's AGM was held on the 22" October & was a
celebration of the 15 years of NSUG. The event started
with the showing of a DVD that had been produced with
NSUG, members, volunteers & staff showing the history of
the group & where it is now & what it hopes still to do. If
you would like a copy of the DVD they are available to buy
for £5 including postage & packing. Please contact the
office to request a copy.

The meeting then was brought up to the current day with a
summary of achievements over the past 12 months. This
included most notably the issue surrounding the resource
centre beds . Having spoken to a wide range of people we
were able to inform the providers & purchasers of this
service how much it is valued by the people who use the
centres and how they clearly see this type of care being an
important part of their recovery. We would like to thank all
of you who did tell us what you thought so that we could
ensure that your voice was heard.

In 2008-9 we spoke with over 2400 people in North
Staffordshire & received 405 issues relating to local
services. The information that we have received has been
fed back to both service providers & commissioners (those
that plan & purchase services), to inform them of the issues
with the services that are being provided. We do this either
directly or by sitting on a number of committees, steering
groups, planning meetings & such. This ensures that we
are talking to the people who can make the differences to
the services & ensure that services are improved in the
ways that you have indicated that they need to be.

As is required by our constitution the Board of Trustees
resigned at the meeting. There were no contested Board
seats this year & so no voting took place. The new
board appointed by nomination are:
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Chair — Phil Leese

Vice Chair — Dave Conlon

Treasurer — Paul Heath

Honorary Secretary - Sean Whalley

Board Member - Hilda Johnson (subsequently resigned
due to securing paid employment with the group)
Board member — Joe Hancock.

All the Board have direct experience of mental health
services & are required to meet the membership criteria of
the group. All of the Board members have previously
served on the Board. Dave Conlon, as Chair in previous
years, has passed the honour to Phil Leese who many of
you may know. Phil has been a loyal & committed
volunteer & Board member for many years. He has also
had very many & mixed experiences of local mental health
services.

If you were unable to attend the meeting but would like a
full copy of our annual report & accounts we can send them
on request.

Introducing Phil Leese...

| am your new Chair & for those who do not know me |
have been a staunch & active member of the NSUG for
more years than | care to remember & Vice Chair for the
past three years.

As you will be aware we recently celebrated the fifteenth
anniversary of the forming of the NSUG & it was quite an
experience to look back over the changes that have
occurred that we had some hand in. However, your
group—as NSUG has always been—was born to look
forward, & with the help of our Board of Trustees, our staff,
& yourselves, we will make as much progress in the next
fifteen years.
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Introducing Claire Jackson...

| was recently appointed as the NSUG’s Office Support
Worker. My background is in administration & my previous
job was as an Office Manager with a local charity offering
support & counselling for people who have suffered a
bereavement. | worked at the charity for 8 years & so it
was quite a big thing for me to apply for this role & attend
interview, so as you will guess | was thrilled to be offered
the position as Office Support Worker.

| am married with a 4 year old little girl who really keep my
husband & | on our toes! My family is very important to
me & my way of relaxing is to spend as much time with
them as possible.

| am really enjoying my new role & am finding it both
challenging & enjoyable.

From left to right: Hilda Johnson, Phil Leese & Claire
Jackson

Introducing Hilda Johnson...

From 4th January | will be working for NSUG as the new
Service Provider Development Worker. | will be based at
NSUG’s office at Harplands Hospital, & working across
North Staffordshire supporting user involvement in mental
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health services.

Just a little bit about myself, just over 14 years ago | spent
5 months in Ward 90 at the City General Hospital suffering
from severe clinical depression, & then | was lucky enough
to be able to go to Lyme Brook Resource Centre at
Bradwell, & that's where | first heard about NSUG. |
became a member & later became a trustee and Vice
Chair. | have also been a group rep & a user trainer,
working with other members training healthcare staff. More
recently, | have done some photocopying & stuffing
envelopes as an office volunteer.

| have always worked hard to improve mental health
services for everyone, & | am really pleased to have been
given the opportunity to continue to do this working for
NSUG.

| look forward to catching up with members | already know
& meeting those members | don’t know.

If you want information on volunteering for NSUG, you can
contact me or John McKenzie at NSUGs office at
Harplands, or any other member of staff at the main office
at the Dudson Centre, Hanley.

John Sherry writes...Let them Drink Horlicks

Here are some symptoms: -

A feeling, first thing in the morning, of sluggishness &/or
listless irritability; nights marked by restless or disturbed
sleep; an attitude, as you prepare to meet the day, that is
less-than-100% positive...,

Then, two questions related to this description: -

1) What is the condition indicated by these symptoms?
2) What is the treatment?

To anyone interested in the history of persuasion in
advertising, the answers will be immediately familiar. The
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condition is the dreaded ‘Night Starvation’ (I believe the last
epidemic was in the 1950’s), & the treatment is a soothing
mug of Horlicks, to be taken at bedtime. The link between
the condition & its treatment is that both were invented &
promoted by Glaxo copywriters in the ‘30’s as a wheeze for
shifting a product. Eventually, the advertising regulators,
acting on complaints about the whiff of rat drifting through
the floorboards, pulled the plug & the threat of ‘Night
Starvation’ receded accordingly. But now a supplementary
guestion: - how does this historical snippet, amusing &
sinister by turns, relate to contemporary psychiatry (apart
from the reminder to remember Glaxo in your prayers
every night)? One possible answer is:- a great deal, for
both may be viewed as variations on a shared theme,
namely, the translation of real experiences & difficulties into
diagnosed ‘conditions’. These, like ‘Night Starvation’, are at
best, questionable, at worst, carry a suspicious whiff of
copywriters’ humbug.

Richard Bentall's* recent book raises some useful
guestions about whether psychiatry really does offer the
most effective or appropriate response that is available for
dealing with ‘mental health problems’. After all,
psychiatry’s medical-based approach centres on a three-
cornered trade-off between symptoms, diagnoses &
treatments. This ‘medical model’ rests on making the link
between a given set of symptoms & the ‘underlying
disorder’ that, supposedly, they are signalling. The patient
tells their symptoms to the doctor, s/he gives back a
diagnosis (an explanation of what the symptoms mean) &
suggests treatments (things that the patient must take &/or
do in order for the symptoms either to improve or clear up
altogether.) In practice, the path from symptoms to
treatment may be slowed down by the need to carry out
more complicated tests than can be conducted on the spot
by the GP. Blood or tissue may need analysing, or scans or
x-rays have to be taken, etc, the basic premise being that
symptoms are translated into a diagnosis, after which
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treatments are identified to either correct the underlying
disorder, or at least make it easier to bear.

However, ‘mental health’ problems don't, apparently, work
in this way, although many doctors, including psychiatrists,
continue to behave as though they do. In most cases
classified as ‘mental’, there is nothing, apart from the
symptoms themselves, that can be tested for & narrowed
down into an identifiable organic condition, while for those
‘mental’ cases that can be narrowed down to an identifiable
organic condition (Vitamin B deficiency, or third stage
syphilis, for example), then the treatment isn’'t a psychiatric
drug. In cases where the underlying condition is
unidentifiable & non-testable, then any diagnosis will be
uncertain. No-one returns to their doctor to be told, “Well,
Mrs Jones, we've had the results back & I'm afraid it looks
like a pretty advanced case of personality disorder”. All that
the doctor is able to do is repeat the symptoms back,
re-branded as the condition for which they now serv e
as markers , & then prescribe a chemical that is known to
have a symptomatic effect. For the Horlicks’ copywriters,
the symptom of ‘sluggishness in the morning’ means that
you ‘had’ ‘Night Starvation’, but there is nothing to identify
‘Night Starvation’ apart from the experience of
sluggishness that is assumed as one of its symptoms!
Advertising regulators banned this kind of empty circularity
years ago, but psychiatry seems still to be quite happy with
it. (In fact, the tendency of psychiatry to chase its own tail
reaches its most perfect expression in the latest
amendments to the Mental Health Act. There, a mental
disorder is defined as “any disorder of the mind” & left at
that; the diagnostic cheque has finally been left completely
blank).

The question raised by Bentall* is what ‘mental symptoms’
actually means. The two main possibilities are that they
point inwards to some identifiable organic disorder for
which symptoms act as markers, or that they point
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outwards to disturbances in the life circumstances of the
person bearing the symptoms. This question points up the
difference between psychiatric & psychological ways of
interpreting ‘mental problems’ & is not as abstract as it
sounds. If mental health difficulties can be mapped into
some kind of organic disorder, then the clinical reliance on
medication is justifiable — the movement from symptom to
diagnosis to treatment makes sense. But, where symptoms
are simply short-circuited back to the place where we
started, so that the symptoms themselves constitute the
diagnosis, then clinical habits of interpretation & practice
are undermined. So what, in that case, is the alternative?

The alternative is to read-off the meaning of ‘symptoms’ by
relating them to the external circumstances of life rather
than to the internal circumstances of a supposed organic
condition. This implies an increased reliance on ‘talking
treatments’, with a reduced emphasis on chemical
interventions & a fundamental change in the power
relationship between practitioner & patient. The shift would
need to be from a relationship in which resources of
understanding & response are polarised - the professional
vs. the amateur, the experts vs. the poorly-informed, the
active instigators of cure vs. the passive recipients of it, etc.
- to one that is genuinely collaborative. Unfortunately, the
medical basis of psychiatry doesn’t make it easy for mental
health professionals to cede some of their organisational
and decision-making power to non-professional users. In
order for that to happen, there needs to be a shift away
from an ‘objective’ (& objectivising) model of medical
pathologies, towards one that places a far greater
emphasis on stories & on the personal dimension of a lived
history. In other words, the shift would be from a service
dominated by the medicating of symptoms, to services
dominated by the telling, hearing & re-writing of personal
histories — a move away from psychiatry and towards
psychology as a way of making sense of what may have
gone wrong with someone’s life. The current dominance of
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psychiatry means that medications are offered as a
standard response to mental health problems, with
psychological responses offered to only a few.

Bentall's* book suggests that the picture needs to be
thoroughly reversed, with psychological treatments given
as a matter of course, & medication being offered as a last
resort to those unlucky enough to actually need it. The
whole book is well worth careful reading. Its concluding
words — a direct inversion of those that Dante inscribed
over the gates of Hell — are worth using as a mantra for
helpers and afflicted alike: -

“Psychiatry’s greatest sin has been to crush hope in those
it has claimed to care for. Without hope, the

struggle for survival seems pointless. With

hope, almost anything seems possi-

ble.” (p288)

* Bentall, Richard. Doctoring the Mind: Why Psychiatric Treatments
Fail. London: Penguin, 2009.

John Sherry, Training & Information Worker

Thank you to all of you who attended the Tea & Talk event
on 9" October. The event was enjoyed by those who
attended & we were able to compile a response to the
consultation on the future of mental health services
natiaonally & what service users think should be prioritised
(services more readily available, more self referral, more
to do, more choices & autonomy ....). Our thanks to those
who donated cakes. We managed to raise over £25 to
donate to The Mental Health Foundation for research into

Jackie Galletley, the Outreach Worker for
Newcastle & the Moorlands, Updates You

What did you do on World Mental Health Day this year? |
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attended a very successful event at Lyme Brook. Not only
were there information stands, we were also treated to a
belly dancing display! It was also good to see so many of

you at the ‘tea and talk’ session that NSUG hosted at the
Dudson Centre.

Did you come along to the Annual General Meeting this
year? If you did you will have seen the DVD that has been
made to celebrate 15 Years of NSUG. Well done to
everyone that made a contribution...you were amazing!!!
Copies of the DVD are being put on to the wards at the
Harplands & in the Resource Centres.

The restructure within Rethink is now complete with
existing staff in place in their new roles & a few new staff to
be appointed. Are you happy with how things are now? Let
me know...

| recently visited the John Hall garden in Leek — it is good
to know that they will now be open 5 days throughout the
week — also remember that the garden at Niveden is still

available too.

Concerns have been raised by some of our members at
the changes that are taking place at Apedale. Many of you
said a sad goodbye to Mary as she left the project,
recruitment is currently underway for new staff. If you have
any comments about Apedale, please let me know.

| have been getting feedback from many of you about the
loss of the mental health advocates from the Resource
Centres. This was a service that was provided

by Assist which enabled an advocacy service to

be instantly accessible to service users. You

can still have an advocate but you now need to

go on their waiting list...Let me know your

views.

www.nsug.co.uk
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Where you can meet up with Jackie!

N° 64 Biddulph
First Tuesday of each month at 11am

Good Practice Forum, Lymebrook
First Wednesday of each month at 11am

Pennybank, Leek
Last Wednesday of each month, from 2pm onwards

Rethink, Cheadle (Holbrook House)
Third Wednesday of each month from 11.30am

Lymebrook Bungalow
Third Tuesday of each month from 11am

Ashcombe Centre
Fourth Monday of each month from 1.30pm
Plus PPI Forum meetings every 6 weeks

Emma Ford, the Outreach Worker for
Stoke, Updates You

| have been back since the beginning of November & so
am gradually getting back in the swing of things! As | am
now only working three days a week, | will be concentrating
on visiting the ‘drop-ins’ & places like the American, whilst
Hilda Johnson will be visiting the Sutherland, Bennett, &
Greenfield Centres. However, I'm still keen to know what
you think of all mental health services.

The Marketing Group are also keen to have an NSUG
presence in GPs surgeries, so please let me know what
your experience of your doctor has been (in relation to your
mental health). As always you can fill in a ‘Have your Say’
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form, give me a call at the office on 01782 683043, or talk
to me during one of my visits.

Finally, thank you to everyone who sent me cards,
presents, & good wishes, after Thomas
was born.

A
All my visits are monthly on the following days:
Willfield Drop-in—first Monday, 11.30am-12.30am
Rethink Drop-in, Meir-first Wednesday, 12.30-1.30pm
American—second Tuesday, 1pm—2pm
Observatory - second Monday, 2pm— 3pm
Hillcrest—second Monday, 3pm-3.30pm
Christchurch Drop-in-third Wednesday, 11am-12noon
Penkhull Drop-in— last Thursday, 12.30-1.30pm
Longton Drop-in—Ilast Thursday, 2pm-3pm

‘South Central’-last Friday, 10am-11am

John McKenzie, Volunteer Support Worker,
Updates You on Harplands Hospital

The Harplands Users Meeting (HUM) continues to develop
to allow us to become more involved in the planning &
running of services. The meeting only lasts an hour so

www.nsug.co.uk
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it will be about information sharing and planning meetings
involving service users. The work will be done outside the
HUM. We will need volunteers to be involved in these
planning meetings. We will be able to use some of our
current volunteers but we would also like to recruit more to
give us a wider range of experiences.

There is to be a formal consultation about a proposal to
merge wards 5 & 6 & provide more services in the
community. This may not be completed until after this
year’s General Election. Building work on both wards is to
commence before the result of the Formal Consultation are
known & wards 5 and 6 have already merged. We have
been told this building work is to comply with standards for
infection control. We have been told these alterations
would have to be done whoever is on the wards.

A proposal to move service users from ward 4 to ward 6 &
then into the community is also out for formal consultation.
One of our concerns was that the service users on ward 4
would have to move twice. We believe the disruption of two
moves could have an adverse effect on some of the
service users on ward 4. Again like wards 5 & 6, the ward
is to have building work done to bring it up to standard.
Rehabilitation service users have recently been moved
from ward 4 to ward 6. The plan is to move them back to
ward 4 in March & then move them out into the community.
This means they will have three moves. We are also
concerned about the lack of consultation about this move &
these changes to the Ward. This is why we urge you to
come to the meeting at the Dudson Centre on 17th
February (see the enclosed flyer for more details).

More building work at Harplands & again no consultation.
The main reception at Harplands is to be changed with the
receptionists being moved to the front so that they will be
more accessible. They will also be making the reception
more secure for the “safety” of staff. We have told the

14 Issue 52

management that we are not happy about the message
this gives. We believe it will help to portray mental health
service users as dangerous. Part of the reason

for the changes is that during the night there is

only one person on reception. The management

at Harplands also want the reception to look

better and allow for more confidentiality.

Harplands Users Meetings (HUM)

Users of Harplands Hospital & all User Reps are most
welcome at our monthly meetings.

Tuesday 19 ™ January
Tuesday 16 ™ February
Tuesday 16 ™ March
Tuesday 13 ™ April

They take place 3pm-4pm, in Room 4, Ground
Level 0, at Harplands Hospital.

Contact John on 01782 683043, 01782 441631, or
email john.mckenzie@nsug.co.uk
for more details.

A Service User Writes...Their Judgements,
Their Lables, Their Plans & Their Treatment;
My Life

John Sherry’s article ‘Un-Shrinking Mental Health Services
‘[The Voice, Issue 50] prompted me to write this article,
drawing largely on the daily log | have kept most of my
adult life. 1 use my log partly to try to make sense of my
so-called ‘mental illness’, first ‘diagnosed’ as
Schizophrenia’, then revised to ‘Endogenous Depression’,
37 years ago, at the age of 18. | am looking always to find
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pointers as to how to help myself according to what’'s going
on in my life. In 2001, although | didn’t know it at the time, |
was at the start of a terrible journey of extreme distress &
then later, into recovery. I'm sharing this with you, because
you will understand if you are a service user. You need to
understand if you are a service provider. All feedback is
very welcome. Together, we need to make changes!

2001 I'm surrounded by the love, care, support, & help of
my family & friends, & yet feel as if | stand seconds from
the most awful fate for myself or for everyone I love, me
leaving them, or them, me. Every touch, taste, sound,
smell, sight, is a terror — a door handle, a banana, a car
door, a voice, washing powder, music, are terrible to
experience. A snaking fear coils upwards from my middle,
my bowels go to liquid, & my heart thumps ever faster. The
nameless doctor looks at her watch, not at me, as | sob in
the chair, unable to formulate a thought or word. ‘Take
these; they will start to work after a couple of weeks. Next!’
| remain tormented, but now, also numb, but not even
‘Comfortably Numb’ [Pink Floyd got it wrong, then!]

2002-2003 At the Resource Centre, | spend hours, lying on
plastic mats on NHS carpets, next to Fred and Nora & Ann,
in the dark, trying not to cough, or cry, but to relax, listening
to whale music, guided fantasies, Panpipes, running water:
- ‘In-two-three, out-two-three, ree-laxxxxx’, while my head
is a blinding mush of searing detail & hideous mental
anguish, my legs non-existent, my guts hollow, my body
damp with fear-fuelled, foul-smelling sweat. ‘It's the Fight or
Flight response’. OK, but what the hell does THAT mean?
Give me a knife or a passport & maybe | can do something
with It! On a very rare good day, as directed, | must push to
distract myself with continuous activity, ‘Walk’, ‘Go
swimming’, ‘Can’t you join a gym?’, ‘There’s Aqua Aerobics
every Thursday’, until exhaustion takes me into its arms.
Next day, Hell returns.
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You are all so kind, but | feel | am flawed, a silly, naughty,
lazy, bad, ugly girl; guilty, too, for no improvement sustains,
despite pills and Relaxation Classes. The medics admit to
frustration; ‘It's Anxiety, Depression, learn to manage It'.
OK, but WHAT is It, and HOW do | manage It? | try. | try to
hold back the head-to-foot shaking, the all-consuming fear
that appears to be without cause; the wailing, the rocking,
the endless tears that come from nowhere, the physical
ache inside. Briefly, my parents’ and my sons’ arms offer
comfort, but then It returns with a vengeance. ‘Oh, It's The
Change, perhaps? Well, just take this HRT & see’. So | do.
| cry, | feel sick a lot, & very angry. ‘Oh, maybe not. Come
off it & let’s see.’” | come off it, & see; no improvement. ‘Oh,
let’s try doubling the dose of your meds, & then we’ll have
to wait & see.” So They send me on my way, to wait, & | do
see, | see terror in every look out of my eyes, smell it in
every breath | take, taste it in every morsel | eat, hear it in
every sound that seems to assault my ears, feel it in my
bones, my skin, my soul. “You seem not to be responding,
so we’ll take you off Zispin, [or Efexor, or Cipramil, or
Paroxetine, or Mirtazepine, or Fluoxetine, or MAQOIs or
Priadel, or Prothiasomething] but cut it down slowly for 2
weeks, then have a little Drug Holiday [I'll just get my bikini,
Doctor] & see how it goes, then we’ll slowly, over 2 weeks
put you onto Prothiasomething, [or Priadel, or MAOIs or
Fluoxetine, or ...."]

After a fortnight [yes, you guessed it], coming off, then a
fortnight in the Costa del Confusion, then a fortnight going
on, | feel worse. | feel very ill. | sweat & shake, have pains
everywhere. My eyes hurt & have black circles beneath,
my nose bleeds, | have a skin rash, | feel sick & have
diarrhoea, lose my appetite & weight, faint in the Building
Society & think longingly of death. Death, the only way |
can envisage any relief. | phone to ask for help with these
new, awful developments & am told to try to relax more. |
plan my suicide with total detachment and tell Them
[because They ask me] & ask for Their help again. So They
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tell me to ‘chill’ on bad days. What is ‘chill’? My great aunt
had one, once, all goose fat and camphor & a vest till June.
My son likes to chill. He plays on a PlayStation & only
grunts at me when | speak. | don’t want camphor, a vest, or
PlayStation games. There’s a predicted chill factor from the
Weatherman, but I’'m not going outside today, so can’t get
to see it there, either, can I?

On good days, | must ‘set goals’. We had those at work,
with aims & objectives in lesson plans, but | don’t teach
anymore, so that’s no use, is it? My son scores goals, on a
good day, when he plays footie with his mates, but doesn’t
want me, looking stupid, on the field, in my nightie &
dressing gown, wild hair & even wilder eyes, does he?
From the learned medics, now, | have heard that, [having
had a complete emotional breakdown, following six
bereavements, an ‘empty nest’ situation, sexual &
emotional abuse, the end of my marriage, the loss of our
family home, & enforced early retirement due to iliness] |
am, ‘depressed’ ‘anxious’, ‘psychotic’, 'delusional’,
'over-sensitive’, ‘over-reacting’, ‘overly-dependent on &
becoming deskilled by my parents’, 'making a cry for help’,
'being a woman’, 'bigger than all this’, ‘unable to move on’,
'giving in’, 'not staying focused’, ‘'somewhat defeatist’,
‘consumed with negativity’, & ‘refusing to set myself
achievable targets to give my life identifiable structure.’
WHAT?!!!

So, now, feeling not only as low as | have ever felt in my
life, constantly terrified & mentally & physically exhausted, |
am also confused, & convinced | am to blame for my
condition & for my failure to recover. With no alternative but
to accept Their judgements, Their words & Their goals for
me, armed with Their pills [one lot to help lift my mood,
another, to lower my anxiety levels, another to help me
sleep & a fourth to...I've forgotten already], | follow Their
plans for me & go to live by myself, so I can ‘let go’, ‘move
on’, ‘make my own life’, ‘reclaim my independence’, ‘be
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strong’, ‘stop seeking attention’, ‘take responsibility for my
own personal development’, ‘set myself targets’, ‘monitor
my own progress’, ‘start being productive’, ‘find meaningful
work’.... WAH! | have all Their labels, all Their clichés, all
Their imposed directions, but barely the energy to wash
myself, pour a glass of water, chew food. After 10 days of
utter desolation, It is getting worse: - the torment, the pain,
the confusion, the additional worry that now | am failing, &
loss of belief in myself & my recovery. ‘We’ll change your
pills. Yes, again. It'll take two weeks to come off, a little
Drug Holiday, [I've put on a stone in weight, ‘side effects’,
you know, so getting out the tummy-control-panelled swim-
suit this time], then 2 weeks to build up to the full dose. Go
home and do it yourself. Sorry it's been so bad so far.
Here’s your plan. See you after Christmas. No, we’re
closed then. Yes, & over New Year. You've got the
Helpline number? No, Hospital won't help; you have to do it
for yourself. Not too much Diazepam, now! Enjoy the
break’.

| don't, but | do take all their pills. Plus painkillers, [bought
from two different chemists, one day, as frenzied shoppers
buy Christmas Gift Packs & ‘This Season’s Must-Have’ hot
water bottle covers.] Plus some old epilepsy pills my friend
had left. This is blissful, just as | slip into unconsciousness,
behind my barricaded bedroom door, my lovely dog next to
me, his nose on my arm, guarding me, my empty pill
packets, & my ‘sorry’ letter to Them & to all of you, dearest
family, for failing. For failing to cheer up, to control my own
terror, to cope with living alone, to deal with my money &
my mail, to shop, cook, clean, to socialise, to do my
hobbies, to go to work at the charity shop, to walk every
day & swim every week, to have energy & smiles for you
all.

2004 But, yes, | was ‘saved’, [making me furious when |
eventually understood], reportedly by my dog crying, my
dad investigating, two helpful policemen with a shovel to
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the door hinges, efficient paramedics, & staff in the
Intensive Care Unit. ‘Just an hour’ | had left, 60 minutes
from peace forever. It wasn't to be. Because, of course, |
still had to have several admissions & 12 ECT treatments
[wonderful staff, truly wonderful]; so caring & gentle to all of
us there that | came to long in anticipation for their
kindness & the blessed relief of anaesthesia’s
unconsciousness for a few minutes, twice a week. [At last,
‘Just another pinprick’, & ‘I have become comfortably
numb.” Pink Floyd knew, after all, then!] The resulting
problems with memory are a different matter, an added
problem now to be worked around daily. Contrary to what
They all said, and still say, this is for me a long-term
difficulty with my short-term, working memory, affecting my
ability to memorise, to recall, to retrieve, & so, to learn.

2009 Well, 8 years on, | have recovered a reasonable level
of wellness & wellbeing, able to find pleasure in just being,
being alive, not feeling dreadful all the time, not chemically
or electrically coshed into mental mush by well-meaning,
learned, but unwise medics. | feel now, that | was meant to
recover, to be able to think, to make decisions, to be able
to give love, receive love, enjoy my family, friends, pets,
hobbies & interests: - walking, gardening, playing with
paper & paint, colours & fabrics, reading, writing, thinking,
learning, sewing. All of this, obviously, is only on ‘good
days’, there is no smug, self-congratulatory end to this
story. Probably to help me find further justification for what
happened to me, | also tell myself that | was meant to
suffer & recover in order to be able to write this today, to
volunteer with NSUG, and to try to influence the way our
service providers react to us when we are in mental
distress. John Sherry is so right [The Voice, Issues 50 and
52] when he says that psychiatrists reduce us to labels, to
named conditions, to a collection of ‘symptoms’ that
apparently point to ‘treatment’, mostly chemical. IT
DOESN'T WORK IN ISOLATION. We know it. They need
to learn it from us!
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This is a lengthy article, so in the next issue, | hope to write
a follow-up account of how | recovered & how | now
‘manage myself'. The labels never go away; on a recent
visit to our Walk-in Medical Centre with an eye infection,
[superb treatment], | was flagged up as being an A/D case
[Anxiety & Depression, don’t you know]? And guess what,
folks? After a period of great energy, followed by days
spent sleeping, earlier this year, I'm now ‘possibly
indicating bi-polar disorder’! As John Sherry would say,
‘Trala’! Look after yourselves & each other, dear readers.

The Patrticipation Station

My name’s Jenny Coverley & I've been

appointed as the Service User & Carer

Involvement Co-ordinator for North

Staffs Combined Healthcare NHS Trust. My post forms part
of a brand new initiative called The Participation Station,
run in conjunction with North Staffs Combined Healthcare
NHS Trust, NHS Stoke on Trent, & NSUG.

My aim is to encourage as many service users as possible
to get involved in improving mental health services & to
facilitate that involvement. To show that we are serious
about valuing your experience & expertise we are willing to
pay you for your time for certain activities & will refund any
travel expenses or additional costs incurred as a result of
your involvement. If you are currently on benefits I'm
working closely with the Job Centre to make sure that any
payments made to you will not affect the support that you
receive. | am also hoping to put in place a training scheme
for our Involvement Consultants, accredited through the
Open College Network.

You don’t need to have any previous experience of taking
part in meetings or conferences to get involved in the
Participation Station, the only requirement is that you are
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currently using mental health services either through the
Sutherland, Bennett, or Greenfields Centres, or as an
inpatient at the Harplands, or caring for someone in that
position.

At present there are many activities in which you can get
involved. For example, for my interview for this post, a
service user & carer formed 50% of the selection panel,
ensuring that user & carer perspectives are taken seriously
when it comes to staff selection. This is something which
the Trust is aiming to expand, to hopefully reach the point
where 100% of interviews are carried out with users &
carers being involved. Staff inductions & training are also
areas where service user involvement is vital to ensure that
the importance of user involvement & user perspective is
made clear to staff from day one. The list of involvement
activities is not closed so if there is anything in particular in
which you would like to get involved please don't hesitate
to contact me & I'll do my best to facilitate it.

So get involved in the Participation Station. You can
contact me via the NSUG, directly on 07540673562, or by
email at jenny.coverley@northstaffs.nhs.uk

Update on the October, November & December
members meetings at the Dudson Centre

Tanya & Jayne spoke about Assist at the October
meeting. They explained that advocacy is a partnership
between two people, an advocate & a person who has
experienced any form of discrimination. The advocate's
task is to represent, where necessary, their partner's views
& interests as if they were their own. Advocates offer
support & understanding, sometimes enabling their
partners to speak for themselves. Advocates also gather
information, allowing their partner to make informed
choices. They told us that recently the advocates based in
the Resource Centres have been lost due to the end of
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their funding so they are now only able to be accessed
through the Harplands or via their service based in Winton
House, for which there is a 4-6 week waiting list. Is this
something that has affected you? Please fill in the
guestionnaire you received with this edition of the Voice &
return it to us — further copies can be obtained from our
website or by phoning the office

Dave Pearson, Director of Governance & Performance at
Combined Healthcare (the organisation that manages
Harplands & the Resource Centres) attended the
November meeting. Among the things discussed were
why the reception area at Harplands is being made more
secure, & why the changes to Harplands’ reception area, &
wards 4, 5 & 6, hadn’t gone before the Harplands Users
Meeting (HUM). We then discussed the need for changes
such as these to go to the HUM & ways this could be done.

At the December meeting we heard about two different
topics. Jenny Coverley, the new User & Carer Involvement
Co-ordinator for Combined Healthcare & Social Care, told
us how she wants people who are users & carers to
become ‘representatives’. This means going to meetings,
being on interview panels, & taking part in staff inductions,
at/for these organisations. [For more details see page 21].
The advertised speaker, Lesley, from the Early Intervention
in Psychosis Team, was called away to see a service user.
However, we did read through her presentation. Everyone
at the meeting was really interested in the topic, & asked if
she would come back next year. Lesley has agreed to, &
so will be at our meeting on 10th March.

Thank you to everyone who spoke at the meetings & to
everyone who came along, especially those of you who
haven't been to one of our members meetings before, or
who we haven't seen in a while. Please see the next page
to find out the interesting speakers we have planned for the
next few months: we hope to see you there!
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Wednesday 13th January
Pat Whitehouse, ‘Closer to Home Circular Walks’ scheme.
Find out more about free walks that take place every day
around the parks & green spaces of the City.

Wednesday 10th February
Learn more about the Staffordshire Mental Health Helpline.

Wednesday 10th March
Lesley Whittaker from Early Intervention in
Psychosis (EIT). Find out what psychosis is, learn more about
EIT, and ask Lesley questions.

Wednesday 14th April
Find out from Jenny Coverley how you can become a user
representative within Combined Healthcare & Social Care.

All meetings are 1.30pm—3.30pm

Meetings are open to all NSUG members & are held in
the NSUG Committee Room, Dudson Centre,
Hope Street, Hanley. ST1 5DD.

Out-of-pocket travel expenses will be paid back to all
members at the meetings.
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We are
- A democratic organisation
Independent g
A registered charity (
Open to past and present
users of mental health services

We stand for
Active participation by users in improving
local mental health services
Working in Partnership with Health and
Social Care to bring about change

We offer
Free membership
Information
Support
Training
Opportunities to participate and volunteer
Mutual respect and Equality of Opportunity

We can be contacted at:;

NSUG, FREEPOST ST 1947, Dudson Centre,
Hope Street, Hanley, Stoke-on-Trent, ST1 5BR

Phone: 01782 683043

Email: mainoffice@nsug.co.uk
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The Voice is distributed free of charge to all NSUG members. If you
have enjoyed reading this copy and would like to receive a regular
electronic copy please complete the form below. Similarly if you no
longer wish to receive The Voice or would prefer to reduce your carbon
footprint by having an electronic copy instead of a paper copy please let
us know.

Please complete all of the sections below:

I no longer wish to receive The Voice please remove my
details from your mailing list.

I would like to receive a copy of The Voice electronically to
save cost to NSUG and help the environment.

Name:

Address (including postcode):

Email address:

Return completed forms to: NSUG, Freepost ST1947, Dudson Centre,
Hope Street, Hanley, Stoke-on-Trent ST1 5BR
Alternatively email your request to—mainoffice@nsug.co.uk
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Thanks to all contributors

This issue has been devised, produced, printed and
published by members of the NSUG and written by its
members and supporters. Thanks to all contributors and
members of the Editorial Board.

All photographs taken by Frank Squire
Articles and contributions wanted!

The Voice welcomes contributions on any relevant topic.
You may wish to express a view about mental health
services, or send in an article or cartoon. If so, send them
to NSUG, FREEPOST ST 1947, The Dudson Centre, Hope
Street, Hanley, Stoke-on-Trent. ST1 5BR. If you would like
to know more contact us on 01782 683043.

The Voice is published by the North Staffs Users Group.
The views expressed by contributors to this issue of the
Voice do not necessarily reflect the policies of NSUG or the
views of the current Board of Trustees. We have gone to
considerable lengths to check the accuracy of contributions
and, as far as we know, details are correct at the time of
going to press.

Whilst every effort has been made to check the cont  ent
of websites mentioned in this publication, no
responsibility can or will be taken by North Staffs
Users Group for their content or that of any
external links from them.
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