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TWO CHEERS FOR THE
FOUNDATION!

First of all | offer sincere congratulations to the folks at the
former Mental Health Trust for gaining Foundation status a
bit earlier than expected. | know that a vast amount of
work has gone into getting there.

Having jumped through that Government- imposed hoop it
offers some real advantages in terms of flexibility of how
they spend their funds. We should all see benefits from
that.

| was interested to see that the new organisation no longer
has the words ‘mental health’ in its title. Instead any
reference to that nasty embarrassing subject is consigned
to a cute but barely legible strapline.

Where | feel reserved in my enthusiasm is in the role of the
new Governors. It is not yet quite clear what role, if any,
they will have towards us as individuals or collectively.

If we have concerns, do we bring them up with our
Governor? Do they represent us or guess what our issues
are? | don't yet see a published means of getting hold of
the Governors so how do we let them know our thoughts?
Conversely, are they meant to feed back the kind of
matters discussed at their meetings or let us know of hot
topics?

| got off to a bad start with one of my Governors. She rang
to introduce herself just after I'd fallen asleep on a
Saturday night and | was not receptive to put it mildly. That
was a few weeks ago and she has not taken up my rather
grumpy offer to ring at a more civilised time.

If you're out there (and I'm sorry | forget your name) I'd
love to explore areas of common interest. If it's before 9pm
I'm a nicer person altogether. Honestly .

As one of the early Community Psychiatric
Nurses, Matilda earned the wholehearted
admiration of her patients.

A BIG THANK YOU TO THOSE WHO DONATED

Thank you so much to the people who donated at
the recent membership renewal or during the
year. We had an excellent response.

For the last few years we have managed entirely
on donations. It's always good to know that we
have enough in the kitty to operate for the next
year. It's also great to spend the time doing what
we're good at rather than in filling in funding
applications.

It's also means that we are independent and free
from conditions of any funding organisations.

We have also been able to be one of the sponsors
for the 209 Radio project — one that will benefit the
whole mental health community.

... 50 many thanks again for your generosity.




QUESTION THE DOCTOR

| remember my first admission to one of the old style
mental hospitals. As | began to become aware of my
surroundings | saw around me a lot of very burnt out,
shuffling older men, some with the two holes in their skull
that indicated a lobotomy. | remember my terror that my
destiny would be the same as theirs.

Luckily the effects of this condition are seldom as severe
as that — but it's natural to wonder what you can expect in
the future.

| asked Dr Neil Hunt, Consultant Psychiatrist, what was the
prognosis for people with bipolar. Dr Hunt gives the
following advice in good faith but if you have any issues
personally you are strongly advised to discuss them with
the medical adviser who knows you best.

Dr Hunt writes:

“What are the chances of me getting ill again?” is a
question that everyone with bipolar disorder has to ask.

Sometimes the answer is obvious. If you have suffered a
mania or depression every year for the last twenty years
then you can be pretty sure that this year will bring the
same. If your tendency has been to suffer from
depression rather than mania over several years it is much
more likely that it will be depression that recurs. This is
because bipolar disorder does tend to settle into a
predictable pattern with time.  There is often a slow move
with the years away from mania towards low level but still
disabling depression.

The other side of this is that if you have had several years
of good mental health then the chances of relapse are low.

These leads to the other question if you are taking
preventive medication — “am | well because my illness has
gone away or is the medication stopping the illness coming
back?". The only good way to judge this is to compare
how you were in the few years before you started the
treatment with how you have been since you have been on
the drug. If you decide to come off the treatment you need
to be prepared that it is likely that your illness will go back
to where it was before. Of course you may have made
considerable changes in your lifestyle — regular routine
including sleep, not overdoing alcohol, not using illicit
drugs. However it is very difficult to judge how much
difference these changes will have made to your prognosis.

How about the person who is suffering their first ever manic
illness?  All the studies that have followed people from
their first illness show that half will have another major
episode of mania (or depression) within a year or two. Of
course the other half do not relapse in this time and for
some people there is a gap of many years before a second
relapse. However only a very small number (about 1 in 50)

have only one manic illness and no further episodes for the
rest of their lives.

The other long term concern is that it is not just mood
symptoms but general brain function that can deteriorate
with time.  The most obvious signs of this are effects on
concentration and memory.  Most people with bipolar
disorder will notice these changes but those who have
suffered the most relapses or who have the most persistent
depressions tend to be worst affected. It seems likely that if
you can prevent major relapses then you may also be able
to prevent these intellectual changes.  The other factor
that we all know affects intellect in the long term is how
much alcohol you drink. Those with bipolar disorder have
a real vulnerability to addictions including smoking and
alcohol and they may also have brains that are more
vulnerable to the effect of these drugs.

The message for all those with serious long term illnesses
is that you have to be better at taking care of yourself than
everyone else — which seems very unfair when you already
have an illness to contend with!

LIFELINE

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

Call Freephone on:

0808 808 2121

LIFECRAFT

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

Tel: 01223-566957




“MOVING PEOPLE” — FIGHTING STIGMA

| recently attended a meeting with the Trust and other
mental health organisations about the innovative ‘Moving
People’ anti-stigma campaign. It is sponsored by Rethink
and other partners. The national campaign (which may not
be called ‘Moving People after all when it happens!) will run
in the New Year. However, our area is one selected to run
a pilot in the autumn.

You will see a range of activities promoting the campaign

Unusually, this campaign is not aimed at the media,
employers and service providers — but at those around us.
It is often our families, friends and neighbours who can
make the difference to our lives by the attitude they take
and the way they involve and include us.

This is not a topic we have discussed at length in our group
so | asked our members on email for experiences. It
certainly seems like an area for attention with members
having a variety of experiences.

Jon said “Many of us do not have partners or offspring,
which leaves us with the rest of our families. We want
them, but they don't necessarily need us. | have little
immediate family, but loads of cousins, uncles, whatever.
There's just two out of the whole lot who can treat me as a
mature human being, separate from my illness. It was only
through a cousin that | discovered that my brother (my only
sibling) had remarried last year!”

Jackie's experience was that “My hushand has been angry
in the past when he's told some of our long-term friends
I've been having an episode and a few of them have not
responded or asked how | am doing. They don't stop being
our friends, but either they prefer to pretend the problem
doesnt exist, or dont know how to acknowledge it
appropriately. Others have been very kind and have visited
me. I've just made a new bunch of friends through my
college who have been hugely supportive and
encouraging.”

Nick has fared better: “My entire family is supportive. My
kids don't know about my MD. | don't know how [l tell
them. Maybe it's best to wait until they're teenagers.

Linda was just one of the people who mentioned bringing
‘shame’ to the family. | think friends do not see one's
diagnosis as reflecting on them but families are ashamed
that something 'like that' could be in their family.

Apart from my two children, my immediate family, which
now is only two brothers,(parents both deceased) will have
no contact with me. Although they were not nearby when |
have been ill and therefore have no direct experience of
me in 'full flight!! | feel sorry for them because they do not
have me in their lives.

| have found that younger people are much more accepting
of Mental Health problems. The friends of my children all
treat me very well. Maybe stigma will diminish as time goes
by. My friends, however, have stuck with me through
mania, depression and stability.”

Nick also refers to that blame: “However it is quite clear
that my ex-wife never really understood my illness, and |
think also there is also a bit of her which blames me for the
possibility of passing on bad genes to our children.
Obviously we don't know if any such 'bad genes' have
been passed on, | think it is also there in the back of my
mind that | may have passed on ‘'bad genes'”

Jon, who is back to dating after a difficult time, also found
stigma amongst potential partners: “I have mentioned
my illness to two women and both, based on their
previous experiences have immediately told me that
they could not go out with me. Interestingly enough,
one was a lawyer specializing in family law and the
other worked in complementary medical therapy”

Michael has generally a more positive experience: “my
immediate family have all been fantastic - not really
knowing exactly what | am going through (who could
know?) but full of care and support - never any pressure. |
don't experience any stigma there. More distant relations -
no stigma but no conversation either...slightly awkward. |
did have one uncle once say that there was 'nothing wrong
with my brain" after | had created a poster for him! There
was definitely a lack of understanding there.”

Anne-Marie also found lack of acceptance in her close
family. “I do have to say that the biggest stigma | get is
from my mother. She has never accepted my diagnosis.
She does acknowledge that | have had depression(s) but
according to her they were all due to exceptional
circumstances.  While in  fact, the exceptional
circumstances were just the last drop that made me tip
over. She does ask how | am, but when | go in more detail
about what | have experienced and what the difficulties are
that | encounter, she switches off.

When | mention things that have been mentioned in this
email group and that | encounter as well, she goes quiet
and | can 'hear' her think, 'but that doesn't apply to you'.
She has actually said this several times as well. She has
this image of me that is far from the truth and doesn't allow
it to be changed.”

While some people seem to be luckier that others , there
seems to be a lot of stigma that people encounter at close
quarters.

| learned the stigma from my mother. For her and her
family, ‘ending up in Fulbourn’ was the most awful thing to
happen. When | was taken for my first visit there, | knew |
had failed.



SELF HELP FOR BIPOLAR?

| asked our email group what they did to help themselves,
as well as take the (almost) inevitable medication.

Michael shared the following:

 Eating balanced, regular meals.

« Exercising regularly, in a moderate way both to get my
heart rate up (swimming vigorously) and for stress
reduction (yoga)

« Being honest with myself about how | am feeling in any
given situation and without ‘blurting’ | try and express my
self in an 'authentic' way or know when | am choosing to
hold back for good reasons. (discretion is a often a useful
thing in life - as opposed to repression, which is not helpful)
| suppose this amounts to being 'Kindly honest'.

= Having a dog

< Riding my motorbike - it keeps me present...(I wouldn't
ride it if | was feeling 'off'.)

 Laughing

e Seeing that trivial things are just that...trivial - trying to
hold a 'broad' view.

» Knowing that | have to honour the fact that | have had
and have a tendency towards depression and mania and
having that not mean anything in particular (and not
identifying with it too strongly either.)

Jackie uses the following :
The important things (FOR ME) are:

e Don't do too much. Minimum housework and rushing
about. Don't exhaust myself. (This goes against what

they often say -ie keep busy - which doesn't work for me.)
« If | feel I must sleep, then sleep.

 Try and get some fresh air. Optimally gardening, but if |
can't face that at least walk down to the shops and back.

« Listen to Shania Twain while | do the jobs I really do have
to do, like cook dinner. It has to be that specific, | couldn't
choose a particular CD to listen to. "l don't need a shrink
to tell me what to think" is particularly inspiring!

 Have long hot baths.

 Don't panic.

*Remind myself that doing the above has helped in the
past. (very important)

NEED A LIFT?
If you are stuck for transport to get to a meeting
or would just prefer to come with someone else,
we might be able to find a lift for you.

E-mail me or ring on 0845 434 9780 and I'll try
to find someone to help you.

Graham suffers from mixed states. He thinks he
is a very important person but it makes him
miserable.

MAKING MENTAL NOTES - 209RADIO

Well done to the team who produced and presented the
first ‘Making Mental Notes’ show on 209Radio. Our
MDF group is one of the five who have sponsored this
project and it's great to have heard the result of the hard
work.

A great deal of thanks also goes to Lifecraft who are
managing the projects. The programme carries news of
events, services and issues relating to mental health.

The programme will go out every four weeks at 4pm —
the next one is on Tuesday 15 July. You can catch it if
you are in Cambridge on 105FM. You can also hear it on
the 209 website at:

www.209radio.co.uk/

You can also catch the previous edition on that website.
If you have any news you want to bring to their attention
or you have any music or poetry to offer, email them at::

makingmentalnotes@209radio.co.uk




| my CPN

From recent discussions in the group about mental health
services, it became apparent that many of regarded our
CPN as being the most important member of the care
team.

For those who don't know, a CPN is a Community
Psychiatric Nurse. Their role means that they often see
you at home and can involve your family as well. They are
able to spend more time with you than your psychiatrist
and are often the person who responds first when things go
pear shaped.

I've heard that some are also good at getting the money
back on the five stereos you bought when high. It's not in
their job description, though!

Their pivotal role also means that they can liaise with you
GP, your psychiatrist and other services and many people
value that aspect. It's very important that all of your team
are pulling together.

To be sure some are a bit hopeless and some people don't
get on with their particular CPN but most often people feel
it to be a lifeline. Many people were also given to expect
that a CPN was ‘for life’.

Over the last couple of years | have heard increasing
numbers of people saying they were not offered a CPN in
circumstances you would expect. Others have ceased
having a CPN or been told that they won't have a CPN
after the current one leaves. | hear from some of the
voluntary organisations that their vulnerable clients no
longer have continuing care so they find it hard to survive
in the community.

It's understood that many of us are well a lot of the time but
people say they feel vulnerable no longer having that link.

| understand that there is a shortage of CPNs locally. The
Trust has moved to a range of different interventions, often
more short term to get people through crises. These don't
give the same continuity. The days seem to have passed
when continuing open-ended care is economically
possible.

We understand that the Trust is in the process of changing
its mental health teams and expect they will be more
responsive to need and more accessible. Details will be
announced very soon and I'm sure members very much
hope that the new arrangements deliver the care they need
and when they need it.

Members said the following about CPNs.

J —“I'm lucky that | have a CPN at the moment and he is
the centre (and in fact nearly all) my support. When | was

with him today, | asked him about the difficulties of keeping
up with demand. It is basically demand and limited supply,
so continuing CPN support is difficult.

K - ‘I do have a CPN, probably because | was in hospital
last year and have rapid cycling but I think the main reason
is that | have a good CPN who said she keep me on as
long as she's here, she will be retiring soon. I'm not
expecting to be given one after that. She has spoken
about how things have changed. It seems when they take
someone on they have to say how long they will be on their
books !

J2 - used to have a CPN, whom | used to see regularly
for a few years when | was having frequent severe
episodes and multiple hospital admissions. On several
occasions he was the one who decided | needed acute
care. He once prevented a suicide attempt by happening to
turn up early and then refusing to stop knocking on my
door and shouting for me even though |
pretended | was out. An appointment based system
elsewhere would not have helped me as much, as on at
least some of the above occasions | would have cancelled
appointments  rather than leave the  house.

When things improved for me this slackened off to a very
occasional phone call. Then one day | phoned up
and was told that he had left and so | no longer had a CPN
- 50 | wasn't even told | was being 'signed off'.

Cambridge Independent
Advocacy Service

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

Tel: 01223-218500

CAM-MIND
Befriending Scheme, Day Services
& Supported Housing
for people with mental health problems.

Please contact us if you are interested in

sharing in our activities on 01223 311320
email: admin®ecam-mind.org.uk
www .cam-mind.org.uk
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Remember that not all meetings now are exactly on second or fourth Mondays so check dates carefully. Up to date info is
always on the website and we can e-mail reminders to those of you who so choose. There are also links to maps on
our website or just ask and | can send one.

LIFTS - Lifts may be available if you're stuck for getting to a meeting. Let me know if you're in need.

Meetings at Hilltop, Primrose Street, Cambridge
We have small groups. Hilltop car park is very near the end of Greens Road, down a little slope. Come for
refreshments at 7.30pm for a 7.45pm start.

Meetings will be on: July 28, Sept 22nd, Oct 27t and November 24t (No 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 yellow lines and residents’ bays in some places. Come for refreshments and informal chat at
7.30pm for an 8pm start. The next meeting will be:

14 July 2008 - Dr Neil Hunt, Consultant, will discuss with us ‘Is research relevant to me?’

13 October 2008 — Open Meeting TBA — but watch this space for a possible date change

Social meeting - On August 11t from 7.30pm onwards we'll be meeting for our usual summer drink at the
Cambridge Blue pub on Gwydir Street. If you need more information or need to make arrangements to recognise our
group — contact us as below.

GROUP CONTACT DETAILS
Telephone Phil and Viv on 0845 434 9780

Feel free to ring for a chat but please respect the fact that calls come to our private number and we may not
always be free to speak at length at the time you call. It's often best to call between 7pm-9pm weekdays or any
time up to 8pm at weekends. We can't undertake to be available all of that time but there is an Answerphone and
if we are not there we’ll get back to you.

Correspondence to: Phil Alsop, Secretary, 6 Beechwood Ave, Melbourn, Cambs SG8 6BH.

E-mail: mdf(AT)mdfcambridge.org.uk Website: www.mdfcambridge.org.uk

We are a local group of 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



