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From the Editor

Hi all, and welcome to the May newsletter. Excellent news from Tessa,
who will soon be back with the Project (though shopping, cooking and
relaxing in the garden sound pretty good to me), and profiles of new-ish
trustee Alison Blight and support worker Nic Brunwin. The Clive Project
is very lucky in that it seems able to attract excellent people to continue
the work as others move on for one reason or another.

Spring is one of my favourite times of year - | can see the bluebells in
Bagley Wood as | take the bus to work, and the green of the young
beech leaves is a wonderful colour. | always feel happier when the
evenings start to get lighter, and | am almost deafened by birdsong in
the early morning. Yet Spring is also a very difficult time for me
personally. Clive went into a nursing home at Easter 1996, and he died
at the end of April in 1999 - eight years ago. It scarcely seems possible
that he would have been 60 this year. It will also soon be the 10t
anniversary of the start of The Clive Project. Clive’s birthday would have
been in October - | hope | shall be able to organise some sort of
celebration, and | hope many of you will be able to come to it.

| hope to be inspired by Sandy Sulaiman. | started writing about Clive,
and how his illness affected his family, some time ago, but it has all
gone on hold over the Winter. | have no excuse now for not starting
again, and seeing the job through.

All the best to you all.
Helen Beaumont




Direct Line - News from the Director
Glorious greetings from mel!

Golden warm sunshine, blue skies, the &

sound of a lawn-mover in the distance, birds

singing and calm surrounding my home. |

have always loved lying down (I could stop d@»\

there of course ...) on sunny afternoons,

reading a little then closing my eyes and drifting off into a dreamy sleep.
Having finished my treatment for cancer, | am now doing just that on
doctors’ orders. Eight months of treatment has been tough to tell you
the truth, and | am glad to have a break. | am now into a three month
phase of working on fitness (did | say working?), recovering my energy,
sharpening up my brain, and all in all getting my act together. | doubt
you will recognise me when | return to The Clive Project later in the
summer!

So what does a person like me do with enforced leisure? Why, online
shopping of course! | am becoming a bit of an expert and will need to
ease myself away from it before financial ruin looms. You will be
relieved to know that | have broken the daytime cookery programme
obsession and have moved on to actually using real ingredients rather
than virtual ones. Local friends are the beneficiaries of this as | am
baking my way around the continent. Last coffee-morning, | made an
Austrian sacher torte and next an Italian almond cake - delicious.

In the meantime, | am, through the efforts of my very kind colleagues,
staying in touch with Clive Project highlights. | am looking forward to
meeting up with new people who have joined during my lengthy
absence and renewing acquaintance with long-term members. | guess
there will be changes for many people but | hope they are gentle ones.

As | am now seriously considering cleaning the oven and am at risk of
becoming a Reading Football Club season ticket holder in the very near
future, | would think that it is crystal clear that | must return to work as
soon as | possibly can. Save me from myself ....

Tessa



One to One Service

As usual, it has been a busy time for the one to one service, but at last
the sunshine is coming out. It makes such a difference when outings
can be taken outside without raincoats and wellies! The support
workers continue to be as creative as possible and it was good to hear
about the success of a tea dance for one lady and the delight of
another person at creating a finished picture at a brass rubbing centre.

The concert given by The Orchestra of St John’s in March was a
wonderful event with a mixture of classic pieces and sing-a-long songs
(see page 8 for a report). The musicians were so delighted with the
response of the audience that they are planning a further series of
concerts through the year - so watch out for details.

On a sadder note, we are very sorry that Reuben
Purchase is leaving us. He has been with us for
a year and it has been a great pleasure working
with  him during that time. Reuben has
supported five people and has formed very © ©
strong bonds of friendship with each of them. He has written a short
farewell note to everyone which you can read on page 13. We send him
our sincere thanks and hope that his new life in Wales will be exciting
and successful for him and all his family.

With best wishes
Anna

Readers’ letters, contributions and suggestions

Thank you to those who have written items for this newsletter - it really
livens up the news when it comes from you, the readers. If anyone
would like to send in something for the September issue, post it
longhand or typed, to:

Sharman Oldham, 39 Palmers, Wantage, Oxon OX12 7HA,
or email it to: sharmanoldham@thecliveproject.org.uk.

Copy deadline for the next newsletter (due out early September) is
Thursday 16t August,
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Family & Friends Service

Welcome everyone, to news of the F&F service. We hope you enjoyed
Easter. Winter can be an especially difficult time for people, so let's
hope the warmer weather and brighter days will make it easier for you
to get out and about more. It has been lovely to see so many of you at
events such as the Christmas party and the Exchange groups. Coming
out at night in the dark and cold doesn’t seem to have deterred you!

Looking ahead, by the time you read this we hope some of you will have
come along to the April Exchange meeting, when we have a speaker
from the carers centre coming to talk about the work they do and about
benefits. Perhaps after this we’ll all understand a bit more about their
role and how they can help.

One of the main issues concerning members recently has been around
continuing care and the cost of care. We are trying to find someone
knowledgeable to come and give advice about these topics as they
cause a lot of confusion and anxiety. We have a ‘Bring and Share’
evening planned for May. These are always popular, and in June there
will be a chance to learn a bit about Gi-Gong! The session will include a
light lunch and time to chat. These events will all be held at The United
Reformed Church Hall, in Cumnor. Checkout the Exchange Programme
leaflet which is enclosed with this Newsletter for more future dates.

Currently we are busy planning a series of coffee mornings around the
county and you will receive invitations to these in due course. Any
comments on past events, or suggestions on other topics or events you
would like are always welcome, so do let us know.

Best Wishes
Sue, Diana and June

PS New F&F Exchange Programme enclosed with this mailing!

Contact the Family and Friends Service by phone or email:

Diana (North Oxfordshire) Tel: 01993 891955 (Mon, Weds, Thurs)
Email: dianaletchford@thecliveproject.org.uk

Sue (South Oxfordshire) Tel: 01865 821699 (Tues, Wed, Thurs)
Email: suehosty@thecliveproject.org.uk
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Clive Project Club

With Christmas and the panto season behind us it has been a quieter
time for the Clive Project Club as far as events are concerned, but we
are working hard on plans for the coming months.

By the time you read this, about twenty people will have been to see the
award-winning production of the musical ‘42nd Street’ in Oxford, and we
have an outing to Kingston Bagpuize House planned for June (see
Diary). We’'ll have the place to ourselves to wander and enjoy the
gardens, and they are laying on a cream tea, so all we need is a fine
day! The response to last year's visit to Friar's Court was very
enthusiastic so we have kept to the same format at Kingston Bagpuize.

We have not forgotten requests for a boat trip, but unless we opt for an
expensive hire with one of the larger steamer companies on the
Thames, most boat hire companies can only accommodate about a
dozen people at a time, so members would need to cruise in shifts.
Would that bother you? Let us know. Also, do mark the August
Founders’ picnic date in your diary 17t August ... there is sure to be lots
to catch up on by then!

SO

The Clive Project Follow On Group

The Follow On Group continues to meet at 1.15pm, on the third Monday
of each month at our usual venue - The Turnpike Public House,
beside the Yarnton roundabout on the A44 Woodstock to Oxford road.

We get together to provide help and support to one another through the
difficult times of bereavement or a loved one going into permanent
nursing care. New people are welcome at anytime, so, if you'd like to
come along for lunch, a chance to talk with others in a similar situation
and often some laughter - just turn up.

Alternatively, contact Sheila Bailey-Watts for more information on
01869 345 505.

SB-W



Concert Report

Clive Project member JF describes his delight at
attending a special concert at the Jacugeline du
Pré concert Hall.

On Monday 5t March O7 a concert took place at
the Jacqueline de Pré building at St Hilda’s College, in Oxford It
involved musicians from the Orchestra of St John’s, who are apparently
known for their projects involving audience participation. There were
five musicians, and the instruments involved were two violins, a viola, a
cello and a clarinet, which was played by the one who appeared to be
responsible for leading the other players.

It was a wet, windy day outside but the atmosphere inside was amazing
- you felt you were being enfolded into the music coming from the
violins, and the music came so alive that it seemed like an explosion of
sounds! So many people were heard to say how beautiful it all was! We
were encouraged to join in a few sing-alongs during the course of the
performance. | remember ‘A nightingale sang in Berkeley Square’, ‘Lilli
Marlene’, and ‘I'll be seeing you ‘ as some of the songs we sang - and
being able to sing along made me feel so alive - how much |
remembered of those songs!

Everything appeared to be dancing and erupting in sounds all around
us - a bit like a volcano, with the sounds we were making in that Hall
Please do not miss the opportunity to hear beautiful music like that,
with sounds that seem to give extra life to the music that is being
played!

JF
With Support Worker AE




Staff Profile: Nic Brunwin

] ownh a pair of pink Wellington boots ...

In January 2006, 1 moved with my
husband John and our Bulldogs from
Kent to Epwell, a beautiful North
Oxfordshire Vvillage about 8 miles West
Of Banbury. After a couple of weeks to
move ih, uhpaCk what felt like hundred
Of boxes ahd try to give the cottage
that f‘lived in® |ook, 1 had to
concentrate on finding a new job.

1 had previously worked at a Community Centre anhd for ah
Over 60’s Community Service Group, anhd khew I wanhted to do
similar work. When 1 saw the advert for The Clive Project,
which sounded great, ] applied and was thrilled to be offered
an interview.

Having negotiated my way through the centre of QOXxford (I
Khow that wasnh’t the way ]I was supposed to get to the
interview — those Of you that khow me will be well aware of
my ‘lack of navigation sKills’!) — I finally made it oh time by
the skin Oof my teeth. 1 sat down (only slightly flustered) in
front of three interviewers — who were all [ovely of course,
because they offered me the job!

I've combined working for The Clive Project with part-time
work for a |ocal vet — which, owning three Bulldogs, has been
rather handy! (If only 1'd realised I'd get a Staff discount I'd
have done it years agoll)

Go, just over a vear later I am now completely adapted to
Village life (well, I ownh a pair of pink Wellington boots and
have learhed to stoCKk up oh essentials, |ike bubble bath and
wihe, as there’s no village shop) as well as being a fully
fledged ‘Support Worker’ for The Clive Project.

1 have really enjoyed that Year — I'Ve met some |ovely people,
both colleagues and Project members and have [earnt anh
awful lot too - not least that we should all couht our
blessings.

All the best, Nic
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Trustee Profile: Alison Blight

I worked for many years at the Audit
Commission, both locally in their Oxford
office and centrally in London. My role was to
assess the effectiveness of organisations and
their services in both health and social care.

For the last seven years I have been involved
with a learning disabilities charity in Jersey.
My role there is to help them plan for growth, as more people leave
hospital care to live in supported housing within the community. This is
work I enjoy enormously - and where the experience I gained at the
Audit Commission helps in a way that is worthwhile.

When The Clive Project was looking for more trustees - one thing led
to another - and I became a trustee last Summer. It's been a really
positive experience with much of the motivation and commitment so
evident in the learning disabilities charity also very much to the fore in
The Clive Project.

In January I started a two year project for a national charity to
develop palliative care services for people with dementia - there is a
real opportunity to extend and improve services which historically have
been limited to people with cancer. I'm also a trustee of RESTORE, a
mental health rehabilitation charity based in Oxford.

On a personal note, I have three lively boys - and try to play as much
tennis as I can in a small team desperately trying to avoid relegation
this year!

Looking forward to meeting you all,
Alison
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One Family’s Story

Many people aspire to writing a book, but few ever achieve it. However,
one CP member has done just that. Clive Project member Sandy
describes the experience of writing her book, now out in hardback and
available from Waterstones and Amazon.

My name is Sandy Sulaiman and | have Huntingtons disease.

About 18 months ago | decided that | would like to write a book
about Huntingtons disease. Up until that point | only knew of one
other book on the subject and felt there was a real gap in the market
for a personal story on what it is like to live with the disease. | have a
background in journalism so writing /s second nature to me, and
producing a book seemed like a good opportunity to get back to
doing some serious writing.

Jo Davies, from The Clive Project, contacted the publisher Jessica
Kingsley with my idea and shortly afterwards Jessica replied saying
she was very interested and asked for a short synopsis. My husband
Phil and | came up with the idea that it should be ‘One Family's
Story; a story about our family, and that each chapter could be
written by a member of my family that had been affected by the
disease. Six members of my family contributed, including my 14
year old son Danny and my older son Brom.

| wrote my own chapter with the help of Jo and Phil and it was hard
and challenging work. It was quite painful to bring back memories
and have to recount the reality of living with Huntingtons on a daily
basis, but it will all be worthwhile if my book helps other people to
cope with problems they have to deal with in their own lives.

The whole book took about a year to put together. Everyone who
contributed has done a marvellous job and the final product is both
humorous and moving. | am very happy with the result and am
proud of my family’s achievement.

The title of my book is ‘Learning to Live with Huntingtons. One
Family’s Story’, by Sandy Sulaiman. It is released on 26" April 2007,
priced £712.99.

You can preview the book online at: www. PhilDourado.com/hdbook
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In Praise of Teamwork!

We now have 19 members of Staff and 8 trustees making up the
‘Team’ and feel this is a good opportunity to say how the continuing
success of The Clive Project has been sustained by the joint working of
our One to One Service, Family and Friends Service, Finance,
Administration, Trustees and making it all come together, our Director .

In the past year the importance of good communication, coupled with
great team spirit and a shared vision of each of us providing the best
service possible, has heartened us all.

The One to One team and the Family and Friends workers have found
great strength in working together and can now provide a more
responsive approach to the support given.

So this little piece is in praise of Team Work, not a new concept, but
when it works you certainly see the difference!!!
JW-M

Fundraising Update

Vaughan and | have picked up responsibility N\
for fundraising while Tessa has been away 9
and it has certainly made us appreciate just ¢

how skilful she has been at bringing in the
growing income that we need!

s IV 44

Since October last year we have made over 40
applications to a wide range of trusts and grant-giving bodies
amounting to requests for about £155,000 in total. So far only 6
rejections with 9 positives which is not bad as the ratio is meant to be
about only 1 in 10 successes, but it is a hard task. We have continued
to receive all kinds of unexpected donations from sources as diverse as
dress down day at a local firm to a doughnut eating competition at
Abingdon School! More sadly we have also received generous
donations in memory of people who have been a part of The Clive
Project, but these are a real inspiration to carry on with the work.

HB & VB

13



Thankyou and Good Luck: a farewell from Reuben Purchase

I am sad to say I'm leaving The Clive Project. That’s as simply
as I can say it. I have had the most wonderful year working
with the most wonderful people. These people - our clients who
fast become friends - have the most moving and myriad ways
of coming to terms with their illnesses. It is instructive, truly.

To see how different people find different but equally
tenacious ways of facing their future, and to see them do so
with courage and laughter, the tears of sadness and rage
among those of joy and acceptance: it is a gift to us all.

And so to all our friends, and all my colleagues who gave me
this opportunity to help out awhile, I offer you a big thank
you, and a big call of GOOD LUCK for the future. The Clive
Project is an unusually sincere outfit. It has remained true to
the different needs of each and every very different person
with dementia to whom we attend. I hope, for the sake of all
Oxfordshire, that it will long stay so. Reuben.

‘q
Wﬂ The Clive Project Library

Don’t forget, we have some very useful books, leaflets, and the odd
video in our ‘Library’ which is usually available at Exchange meetings.
You can borrow items to take home, but please return them as soon as
you have finished with them. Hopefully we’ll soon have a copy of Sandy
Sulaiman’s book which you can borrow.

If you think we’re lacking information on any particular topics, let Sue
(01865 821699) or Diana (01993 891955) know and we’ll do our best
to fill the gap.
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Diary Dates

Weds 9 May 10.00am - Family & Friends Coffee Morning (South) at
Abingdon Four Pillars Hotel - just off the Tesco’s roundabout in
Abingdon. Contact Sue Hosty (01865 821699)

Weds 23 May 7-9.00pm - Friends & Family Service Exchange social:
‘Bring & Share’ supper and open meeting, at the United Reformed
Church Hall, Cumnor. Location see Exchange Leaflet enclosed.

Weds 6 June 10.00am- 2.00pm - Exchange Meeting Gi-Gong Massage
and light lunch at the United Reformed Church Hall, Cumnor. Location
see Exchange Leaflet enclosed.

Weds 20 June (afternoon)- Visit to Kingston Bagpuize House gardens
with cream tea. Details and invitations to follow.

Fri 13 July 10.00am-2.00pm - Learning Together ‘Oriental Cookery’ at
United Reformed Church Hall, Cumnor. Details and invitation to follow

Fri 17t August 12.00-3.00pm - Founder’s Picnic Bring & Share lunch
at Tubney Farm House. Details and invitations to follow.

Weds 19 Sept 10.00am - Family & Friends Coffee Morning (North) at
venue to be confirmed. Details to follow - contact Diana (01993
891955).

Weds 3 October 7.00-9.00pm - Exchange Meeting ‘Bring & Share’
supper at United Reformed Church Hall, Cumnor. Location see
Exchange Leaflet enclosed.

Thurs 11 October 7.00-9.00pm - Annual Get-Together at Cassington
Village Hall. Details and invitations to follow.

Thurs 1 November 7.00-9.00pm - Special Annual Lecture on the
subject of music therapy. Details and invitations to follow.

The next ISIS Group lunch has been confirmed for Friday 1 June. For
further information, contact Meg Barbour on 01865 872433
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