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ACHIEVING A BETTER OUTCOME
(AND INCOME)

Inside this edition we look at two services that are there to
help us achieve a better outcome from services, where
needed. The first — The Citizen's Advice Bureau'’s Income
Maximisation Project - is there to help us through the maze
of State benefits. The second, the Cambridge Independent
Advisory Service is more specific to our mental health and
is there to support in our dealings with service providers.

Derek’s mental health had improved immensely
since he visited the Income Maximisation Team

The latest mania - selling bipolar disorder

A fascinating article of that name has appeared on the
PloS website, written by the Welsh Psychiatrist, David
Healy. In it he traces the relatively recent occurrence of
the term ‘bipolar disorder and of the mushrooming
appearance of “mood stabilisers”.

He particularly looks at the new ‘atypical’ antipsychotics
and the trend to have them designated for long-term use
for our condition. There is, he says, much less evidence
than many might think for their supposed effectiveness.

He says ‘fearsome’ toll of suicide in bipolar folk has been
over-emphasised to act as a moral spur to psychiatrists to
medicate — even though one study shows an INCREASE
in suicides with these new supposed mood stabilisers.

Along with that goes an increase in the target population.
The all-encompassing ‘bipolar spectrum’ now includes
(especially, | think, in the States) very young children and
those with mood swings far less severe than the good old
‘manic-depressives’ of yesteryear.

So, thanks to good selling, there is a massive market for
expensive medication of dubious effectiveness.

This ‘Disease Mongering’ seems increasingly prevalent.
Other conditions seem to include ADHD, erectile
dysfunction, female sexual dysfunction and ‘restless legs’.

To see the mood stabiliser article and others on Disease
Mongering’, go to http://tinyurl.com/45kIx
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Cambridge Independent
Advocacy Service

A free, independent and confidential advocacy
service for adult users of the mental health services
in Cambridgeshire

Tel: 01223-218500




QUESTION THE DOCTOR

| had been getting myself worked up after looking at lot of
websites with pretty pictures of abnormalities in bipolar
brains. | had also come across the worrying term
‘neurological soft signs’ that can go along with manic
depression. | asked Dr Neil Hunt, Consultant Psychiatrist,
whether | should worry about having neurological
problems. Dr Hunt's response is below. As ever, if you
have specific concerns in this area, do take them up with
your own medical advisors:

Do people with manic depression have neurological
problems?

‘Neurological problems’ usually means either symptoms,
such as abnormal movements, signs that a doctor might
elicit when he examines you physically such as a change in
your reflexes, or problems with tests of your memory or
speed of thinking. All of these changes can indicate that
there is some damage to the brain.

The commonest neurological illnesses are epilepsy,
Parkinson’s disease and dementias like Alzheimer's
disease.  These illnesses are, however, only rarely
associated with manic depression and it is very unusual for
manic depression to develop into one of these neurological
diseases.

However, it is common for those with manic depression to
show some neurological changes. Memory problems are
common complaints and there can be several reasons for
this. Depression (and mania) can affect concentration and
memory directly but when the person recovers from the
acute illness then these symptoms improve.  Drugs,
particularly sedatives such as diazepam (Valium) or
lorazepam can also affect memory. Tranquillisers such as
chlorpromazine or other antipsychotics, or even the mood
stabilisers such as lithium or valproate can have a similar
effect.

Some people with manic depression perform less well on
memory tests and other aspects of their intellect even
when they are well and on no treatment, so it is likely that
the illness itself is associated with these neurological
problems. It does seem as though the more severe the
illness is in terms of how many times you have been manic
or depressed then the more likely you are to have these
neurological symptoms.

Physical examination can also show abnormal movements
or neurological soft signs, which can include exaggerated
reflexes.  Tardive dyskinesia (TD) is an example of this
and is usually apparent as an involuntary chewing
movement. TD is more common as people get older but
can also be related to the use of antipsychotics (particularly
the older ones such as chlorpromazine and haloperidol).

Brain scans tend to show more minor abnormalities (for
example small losses in the amount of grey matter and so
more fluid around the brain) in those with manic depression
than other people who have no mental illness. However
there is no specific or predictable change that would mean
that you could tell if someone was bipolar from a brain
scan.

All in all there is evidence that manic depression does
affect the brain as well as the mind and confirms the idea
that manic depression is a brain illness rather than just a
psychological reaction or a different way of thinking.

However the one bit of good news is that those with manic
depression (and their relatives) tend to be a few points
higher than average in terms of IQ to start with!

DELICIOUS BOOKMARKS

Over the years we have given out no end of relevant
Web references. Now | have found a way to keep most
of them and a few more together in one place for all to
share. | hope it's useful.

The site is at;  www.del.icio.us/mdfcambridge

Click on the ‘tags’ on the right of the page to bring up
the items for that subject. If you think of any more sites
that should be added, do let me know.

LIFELINE

The Cambridge Mental Health Helpline
is available 7-11pm every day on:

Call Freephone on:

0808 808 2121

LIFECRAFT

Mental health information service is open from
12noon-5pm Mon — Fri

Tel: 01223-566957




ACHIEVING A BETTER INCOME

With my erratic memory and poor attention to detail, |
decided ages ago never to advise anyone about benefits.
One incorrect detail and someone could lose out on vital
benefits — and there are so many different benefits out
there.

It's reassuring to know that there exists an independent
service whose staff are there to give you specialised and
thorough information about 22 different benefits. The
Team uses a specialised computer programme that takes
into account your personal circumstances and covers a
range of benefits. Sandra Wilson, Project Manager from
the Income Maximisation Project, joined us at our March
group meeting to explain.

The service, part of the Citizen’s Advisory Service, is
funded by Cambridgeshire County and was established in
March 2005. It has already helped over 800 clients with
benefit claims of £2,000,000.  This ranges from Child
benefit to Community Care Grants to Disability benefits and
Tax Credits.

The service is available throughout Cambridgeshire and,
as well as the Cambridge Centre office, there are a number
of places throughout the County where you can be seen.

Staff will help to find out what benefits — or combination of
benefits - you should be entitled to and can help you to fill
in the forms. They can even contact the benefit agencies
on your behalf if there is a problem with your claim.

You can simply ring in to the office to find out your likely
entitlement but will need to see an adviser if you want help
with your forms.

Sandra went over some of the benefits that might be most
relevant to us. | won't even try to give you the details but
call 0845 241 2555 to receive this professional,
independent advice and you will get the information you
need. See also the website at:

www.imp.cambridgecab.org.uk

e ——
Satisfied benefits customer (from Jackie)

Had a good experience today! | went to my medical review
of incapacity benefit expecting to lose it, as | have lost
DLA. The doctor was charming. | told her the exact truth of
how | was, entirely expecting benefit to be withdrawn as I'm
not actually ill 95% of the time these days, I've just got no
brain at all from the pills. | don't think she'd even completed
the questionnaire on the computer when she told me that
there was no problem, but to expect to be reviewed again
in a couple of years. | think the point where | told her that |
forgot to pick my daughter up from football yesterday may
have clinched it!

TURNING POINT
FOR CARERS

If you support an adult with a mental health problem
in Cambridgeshire or Huntingdon you can get
information, advocacy and support.

Ring 0845 601 7881

Patients, clients, punters or (yuck!) users?

Lisa Rodrigues, the Chief Executive of the new
Sussex Partnership NHS Trust has decided not to
use the word ‘patient’ for people receiving medical
care. Staff now have to refer to them as ‘clients’
unless they are in hospital.

This is supposed to afford them more dignity. Odd,
because the word ‘client’ comes from a Latin word
that has the connotation of being subservient to a
patron. The word ‘patient’ only means someone
who endures a medical condition and receives care.
It's quite neutral in defining the medical relationship.

Ms Rodrigues announced this in a six page paper to
her staff that also told them not to write papers of
more than two pages.

I've always been happy with the word ‘patient’,
failing which ‘punter’ does me nicely.

Anything is better than that horrid term ‘user’!

Anyway, | hope Ms Rodrigues soon finds a better
way to earn her salary.

A sleep-retardant girlfriend!

This is a wonderful example of how an individual can do
empirical research to help manage his or her own life
effectively. Ryan Baker, a researcher in human/computer
interaction was concerned about his lack of sleep. He
monitored a number of possible variables over 28 days.

Using a sophisticated statistical model, he fed the results
into a computer and the strongest variable by far was
whether he had slept at the house of his girlfriend,
Hermina!

He fed back the results of this research to Hermina and
told her he could not sleep with her any more, valuing his
sleep more.

For other anarchic and funny science like this look out for
‘Null Hypothesis' magazine in Borders or at:
http:/iwww.null-hypothesis.co.uk/



ACHIEVING A BETTER OUTCOME

Cambridge Independent Advocacy Service is one of those
important services I've been meaning to get in touch with
for a long time but somehow only just got round to it.
Karen Edwards, the Manager, joined us at our April
meeting to tell us about the service.

Perhaps the most important part of the title to be clear
about is ‘Independent’. Although they gain funding from
the Primary Care Trusts and County Council, the CIAS has
no direct link with front line services. It is managed by
Peterborough and Fenland Mind. The point of that is that
their only motivation is to help you. It also means that any
records are separate from you medical records and
completely confidential.

The service is client-led. That means that you decide how
much or how little involvement you want. Advocates are
trained to work to a Code of Practice.

They can help you in a number of ways by, for example,
discussing concerns, finding information, helping you to
understand the situation, help to make informed choices
and help you to express yourself more effectively to service
providers.

An advocate won't tell you what you should do - or what
they would do in the circumstances — but will help you to
decide what course is best for you. For example, do you
want to make a formal complaint? Do you want to sue?
Do you want to get off a Section? Do you simply want to
understand your treatment better? All of these things will
be dealt with differently. Wherever possible, it's quicker
and more effective to clear up any misunderstanding on the
spot. You might want to bear in mind, for example, that a
legal case would take much longer and possibly have an
adverse effect on your mental health.

Once you've decided the course of action you want to take,
the advocate can help to make sure you can express
yourself effectively. If necessary, especially if it's likely to
be a difficult meeting, the advocate can accompany you
and help you to put your point of view.

The overall aim of the service is to empower people — that
is to enable them to take more control of their own
situation.

CIAS is available for any adult (18-65) with a mental health
problem. It is not open to the carers or even professionals
to talk about your case. Carers would be referred to
Turning Point (unless, of course, they had their own mental
health related issues).

The service is available countywide. The Cambridge office
can be contacted on: 01223 218500. The Huntingdon
office is on 01480 454777. You can also approach them
via e-mail at: cias@btconnect.com

An advocate can be a great help when it
comes to convincing your medical advisers.

ANNUAL GENERAL MEETING - MAY 8t

The meeting on May 8" at St Matthews is our
Annual General Meeting. It's an occasion to take
stock of what we are doing and plan our future.

We are likely to need to make a few changes to how
we do things - not too great. | hope, therefore, that
everyone who values the group and wants the best
for it. will come and give their support

Huntingdon MDF Group

We receive calls from people dotted all around
Cambridgeshire. This is just to remind you that, if it
suits better, people are always welcome to visit one
of the two MDF groups (one in the afternoon, one
evenings) in Huntingdon.

These are long-standing, friendly groups. Ring Daljit
for details on 01480 350299. Please call between
10am-6pm Monday to Friday.

New ring for a chat - Joanna

Many of you will know Joanna who looks after the
leaflets with Mark. Her ‘phone details have been
added to the ‘ring for a chat’ list below. Joanna is
also keen to promote social activities and art.




Taming Bipolar Disorder by Lori Oliwenstein.

The author's father, a refugee from Nazi Germany, suffers
with this illness, so she has seen a loved one engage in the
day-to-day battles.

Ms. Oliwenstein is a science writer and draws on many
reputable resources for the various aspects of her book: S.
Nassir Ghaemi, MD, director of the Bipolar Disorder
Research Program at Cambridge Health Alliance and
assistant professor of psychiatry at Harvard Medical
School; Terence Ketter, MD, chief of the Bipolar Disorders
Clinic at Stanford University Medical School; John Kelsoe,
MD, psychiatrist and medical director of the Mental Health
Clinical Research Center at the VA (Veterans'
Administration) Medical Center in San Diego; Ellen Frank,
PhD, director of the Depression Prevention Program at the
Western Psychiatric Institute and Clinic.

The primary audience for the book are those of us who
suffer from the disease rather than carers, but it makes an
excellent reference source for answering when we have to
answer questions and make decisions about how to live
with bipolar. It's well-organized without being stiff and
formal; the ‘voice" is friendly, supportive, and
conversational. The text is broken up by snippets of
quotations, Q & A, links to web sites for further information,
and personal stories from famous (Carrie Fisher) and
"regular” people, and "psych speak”, which are definitions
for medical/psychiatric terminology. For those of you who
have been dealing with bipolar for YEARS, it may be more
elementary than you need. As a novice bipolar survivor (so
far), | soaked up everything like a sponge. As she says in
the preface to Part |, Bipolar Basics, "Knowledge is power",
and her goal is to make the reader as knowledgeable and
powerful as possible.

Some of the chapters include: the many faces of bipolar
disorder; the bipolar medicine chest; the cycles of sanity;
stopping the swing before it starts; beyond burned bridges:
fixing the problems you create; in the workplace; and
survival guide for friends and family. Each chapter ends
with a "What You Can Do" section, with suggestions for
further action. There's also a glossary, further reading, and
a listing of her resources.

The only part of the book that's geared specifically to
Americans is the chapter on navigating the health care
system, but given current insurance legislation in the US of
A, you're not missing much. Basically she exhorts us to
stand up for our rights. Right!

Aisha

(The book has 400 pages and is published by Alpha Books
ISBN: 1592572855. It is available through Amazon at
prices from £7.67)

#*SUMMER DRINK (EXTRA!) — JUNE 5th**

We know that some people would rather meet over a
relaxing drink than in a formal meeting. In response to
that end we will have an extra ‘summer drinkies’ night
at The Cambridge Blue, Gwyydir Street on June 5.

Joanna and Mark will be there from around 8pm. If
you don't know them, | suggest you call to make
arrangements to meet up.

| hope to see you there.

‘TWELVE THINGS’ FOR CARERS

There is wealth of good advice for carers on the ‘BPSO’
(Bipolar Significant Other) website at: www.bpso.org

A particularly good page has ‘Twelve things to do if your
loved one has depression, manic-depression, or some
other mood disorder'.

The first is to say not to treat the condition as a family
disgrace or subject of shame. Another important one says:

‘Don't try to protect the person from situations which you
believe they might find stressful or depressing. One of the
quickest ways to push someone with a mood disorder
away from you is to make them feel like you want them to
be dependent on you. Each person must learn for
themselves what works best for them, especially in social
situations. If, for example, you try to people who ask
questions about the disorder, treatment, medications, etc.,
you will most likely stir up old feelings of resentment and
inadequacy. Let the person decide for THEMSELVES
whether to answer questions, or to gracefully say "I'd prefer
to discuss something else, and I really hope that doesn't
offend you".

WHY NOT JOIN OUR E-MAIL GROUP

Often there are items of interest between meetings,
such as events and news stories. It can also be good
just to have contact with other people like you.

Our Yahoo E-mail Group is a good way of keeping in
touch. If you want to join, contact me
(mdf@mdfcambridge.org.uk) and I'll send you an
invitation.
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MEETINGS MAY TO AUGUST 2006

There are links to maps on our website or just ask and | can send one.

Meetings at Hilltop, Primrose Street, Cambridge
We have small groups (‘punters’ and carers in separate groups if attendance justifies). Hilltop car park is at the end
of Greens Road, down a little slope. Come for refreshments at 7.30pm for a 7.45pm start.

May 22nd, June 26, July 24t (No Hilltop meeting in August)

Meetings at St Matthew's Parish Hall, St Matthew's Road, Cambridge

There is usually a guest speaker or group discussion on a relevant topic. There is street parking around the area but
watch out for double yellows and residents’ bays in some places. Come for refreshments and informal chat at
7.30pm for an 8pm start.

May 8" — Annual General Meeting. We want to discuss the future running of the group. Please join us if you have any interest
in the continuing work of the group.

June 5" — Additional ‘drinkies’ at Cambridge Blue pub on Gwydir Street from 8pm Ring Joanna (below) if you need to make
arrangements to meet up.

June 12 — Dr Neil Hunt, Consultant Psychiatrist, will tell us about the influential NICE Treatment Guidelines, which are nearing
their final version.

July 10t — Clare Gaskell, Chief Pharmacist, will discuss current medication topics and answer your questions.

August 14 — Drink at the Cambridge Blue (no formal meeting in August)

Phil Jeannette Viv Joanna
CONTACTS 0845 434 9780 | 01223 563269 | 0845 434 9780 01223 574266
Preferred times: 7pm-9pm weekdays 7pm-9.30pm 7pm-9pm weekdays weekends

(We can't guarantee being in whenyou | 10am-9pm weekends weekdays 10am-9pm weekends
call but will get back if you leave a
message)

New Members

Ring for a chat * * * (Carers) *
Correspondence to: Phil Alsop, Secretary, 6 Beechwood Ave, Melbourn, Cambs SG8 6BH.
E-mail: madffAT)mdfcambridge.org.uk Website: www.mdfcambridge.org.uk

We are a local group of the national MDF The Bipolar Organisation, Castle Works, 21 St George's Road, London SE1 6ES
Tel: 08456 340 540. Fax 020 7793 2639. E-mail: mdf(AT)mdf.org.uk Registered Charity Number 293340




