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THE FARNHAM DIALYSIS CENTRE - Official Opening

Our fourth satellite dialysis unit, situated in the
Farnham Hospital Centre for Health, was officially
opened on Friday 25 June by the Right Honourable
Virginia Bottomley MP.

Renal Unit staff gave a series of talks throughout the |
day in the Lecture Hall at the nearby Salerno Territorial |
Army Centre. The morning session was arranged for
Health Service Managers, Commissioners and others
who learned of the history of the Renal Unit, the ‘ABC’
of kidney disease and patient experiences.

The official opening of the dialysis unit by the Right
Honourable Virginia Bottomley MP took place at
12.30pm and was followed by a tour of the unit.

After lunch, the afternoon session of talks was given for
the benefit of Health Service Professionals, Doctors,
Nurses and others with the emphasis on detection and
early referral of patients with suspected kidney dis-
eases. Altogether, this proved to be a very interesting
and enjoyable day.

Pictures: Above; Discussion following Dr Bending's talk during the afternoon session

Top; Dr Jonathan Kwan welcoming Rt. Hon. Virginia Bottomley MP

Middle; Flowers presented by Mike Doherty, Chairman of Epsom & S
Helier NHS Trust after the unveiling of the plaque

Bottom; Discussion with a patient on dialysis
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SHAK NEWS

Chairman’s Letter

Margaret and 1 attended a conference/seminar on 17 June to discover and
discuss the likely future of St. Helier and Epsom Hospitals and the provision
of care in their catchment area. The accepted plan is to have one critical
care hospital (CCH) with up to 8 local care hospitals (LCH) in order to
implement the policy of “Better Care Closer to Home”. The LCH would deal
with primary and community care, outpatients and ambulatory care, minor
injuries emergency and clinical support services (e.g. xray). There is a long
list of functions listed under these headings. The CCH would only deal with
those conditions that could not be dealt with locally but would include A &
E, Child Health, Women’'s health, Inpatient accommodation and clinical
support services. The main debate is where the CCH should be sited. There
are 4 possible sites: St. Helier, Epsom Hospital, Epsom West Park and
Sutton. There are plusses and minuses to each of the sites and all 4 local
MPs have been campaigning for their local site. The Team running the
consultation have been seeking the views of the public and there will be a
full public consultation between September and December. If you have a
preference make sure your view is known.

These talks have been running parallel to the talks in the Tertiary Renal
Centre proposed for St. George's and the Renal Network. As you know,
SHAK has been closely involved.. The plan is that the Tertiary Centre would
take all the inpatient renal beds presently at St. George's and St. Helier and
would deal with all the critical care of renal patients and transplantation
while also providing haemodialysis and outpatient clinics. We have helped to
plan the Centre in order to make sure the best facilities possible are built
in. Which services are transferred from St. Helier will be a matter for
public consultation. The consultation on transplantations decided against St.
Helier and they have gone to St. George's. What else goes to St George’s
will depend on the public consultation which will most likely take place early
next year. SHAK will do its best to make sure you all know every detail of
what is proposed and how you can express your view.

During the talks about the Tertiary Centre we have been pressing for a
real Network to be established so that as much treatment as possible is
available to renal patients near their home. We have proposed that each
District General Hospital should have a small renal unit run by a
nephrologist and offering clinics and HD. In addition there will be room for
other satellite units e.g. Farnham. For some time our arguments appeared to
be falling on deaf ears but the Renal Project Board, which had been
inactive for some months was rejuvenated and has been transformed into
the Renal Network Board thus having responsibility both for the Tertiary
Centre and the proposed Network. Further, and this is very good news, the
Board agreed to appoint a Network Manager and a Clinical Director. 1 am
the Patient Representative on the Board and am responsible for the
interests of the Brighton and St. George’s patients as well as St. Helier. As
we are trying to ensure the best possible conditions for all patients for the
future it is not too difficult a task.

The Renal Ward at St. George's which is to provide the home for all
transplant patients until the Tertiary Centre is built, has reached the end
of the first stage of its refurbishment. There are 2 four-bedded wards and
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2 single rooms in the first phase and they should be
ready for occupation now. 1 visited the site last week
and there is no doubt that a lot of work has gone in to
making it attractive. I still have a lot of doubts about
the durability of the building but our transplant
patients should be more comfortable.

We have arranged an extra General Meeting so that
you can listen to and meet the Transplant Surgeon and
the Institute Director. I hope you will be there.

Peter Simpson

*kkkhkikikk

The SHAK Annual General Meeting will be held
on Sunday 28 November 2004 at 3pm in the
Whitehall T heatre, Postgraduate M edical
Centre, St Helier Hospital

(Further detailswill be announced in the
November issue of Renality)

Obituary for Lilly (Elizabeth Lathrope)

We were very sad to learn of the death of Lilly at the
age of 89 years. Many of you will have memories of
her running the SHAK Trolley at the Unit which she
took over completely when Eric became ill and subse-
qguently died. She became our champion Christmas
card seller. SHAK and the patients always appreci-
ated all she did for us.

We found out one or two things about her from her
family. She married in 1937 and had three children,
Terry, Robert and Gloria. In 1949 the family moved to
Carshalton and while her husband worked as an engi-
neer in a local factory, Lilly worked in a pie and eel
shop.

When the pie shop was put up for sale they bought it
with some help from the family. It was very hard

SHAK

St Helier Association for Kidney Patients
(Registered Charity Number: 266891)

isholding a

GENERAL MEETING

on
Sunday 12 September 2004
at 3.00pm

Come & Listen to:

Mr Eric Chemla, Transplant Surgeon,
St George's Hospital

Mr Paul Colville-Nash, Scientific
Director, SW Thames
Institute for Renal Research

Find out about transplant and access surgery for our
frenal patients. Discover the plans Paul Colville-
Nash has for the Institute.

Tobeheldinthe
Whitehall Theatre,
Postgraduate Medical Centre,
S Helier Hospital

Refreshments

All patients, carers and staff are welcome. Do
come and put your questionsto our speakers

work—early starts making the pies and selling them
late at night to customers after the pubs closed.
When fast food shops started to open the pie shop
became less popular so it was converted into a
drapery shop. One of their daughters was asked to
manage it as her father didn’t think he could sell
bras and knickers.

Eventually, the shop was closed and Lilly went to
work in the Renal Unit while her husband worked as
a porter at St Helier. Lilly was very popular as she
would often cook patients a full English breakfast
when they came off dialysis.

Then she retired and became involved with SHAK.
With her friendly personality she raised morale more
than funds. Even though some days she only took
£1 she didn't mind as she loved meeting people.
She ran the Trolley until she was 85 years when
she had her first stroke.

She will be missed by all her family - including her
five grandchildren and 15 great grandchildren. She
is missed also by patients and staff of the Renal
Unit.

We convey our deepest sympathy to her family.
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SHAK lunch

In June we held a buffet lunch in the Blue
Room for patients which proved to be our best
yet.

It was well attended - more than 60 people
came for the lunch. Most of the visitors were
patients on dialysis but some of their drivers
joined us as well as a number of staff. The food
was organised by Pat Harris which was very
good and much appreciated.

Our thanks go to Pat especially and to other
members of the Committee who helped. We
hope to hold another in early December.

Can Rattle

SHAK held a can rattling session over two days at
Tesco's, New Malden in early July. We collected
over £700 (plus a fine collection of foreign coins - a
result of summer holidays abroad).

A big 'thank you' to all the members who stood for
an hour (or two) on the days. We do appreciate your
help .

Christmas draw

We know this is looking a long way ahead but we
have to start planning now. We will hold our usual
Christmas Draw towards the end of the year and we
are appealing for suitable Draw prizes. If you know|
of a company, store or anyone who would be willing
to sponsor SHAK by providing a prize would you
please contact Paul Stede on 020 8390 1931.

STOP PRESS - STAR RATINGS
EPSOM & ST.HELIER AWARDED 2 STARS

Epsom & St. Helier Trust did well in the recently|
published STAR ratings. They were awarded 2 starg
but only narrowly missed 3.

Hospitals are judged on 9 key targets (e.g. cancer
patients seen within 2 weeks; hospital cleanliness;
time in A&E) and 3 “balanced scorecard” assess-
ments based on 35 other measures. Of the 9 key tar-
gets our 2 hospitals got the best score for 8 but
“underachieved” (the second rating) for “ Outpatientg
waiting longer than the standard”

On the 3 “balanced scorecard” assessments they|
scored “high” on two but “low” for “Patient Service:
including food standards, cancelled operations and
complaints’. When you take into account that the
Trust is being judged on 2 Hospitals, it looks like &
\very creditable performance. Further they did at least
as well as neighbouring hospitals. St. Georges got 2
stars but had 2 *underachieved” markings out of the
9 and one “low” marking; The Royal Marsden got 3
stars but was only judged on 7 of the 9 targets; May-
day was awarded 2 gtars but had 3 “underachieved”
targets and one “low” marking. Kingston Hospital
achieved 2 stars. The Royal Surrey at Guildford had
no stars at all.

Overall, we think it is fair to say that Epsom &
St. Helier are doing a good job. Congratulations
to all the staff and thank you for the service we
receive.

A reminder of the benefits of SHAK membership ....

The Amenity Allowances have been revised and were introduced on 1st January 2004:

1) Holiday Allowance -

HD patients holidaying in the UK: SHAK will pay the difference between the actual charge for holi-
day dialysis and the Renal Unit's contribution up to a maximum of £100 per week for 2 weeks.
Payments will be made direct to the Unit but a payment will not be made for patients using the
SHAK Holiday Home. Patients holidaying abroad: SHAK will pay an allowance of £60 per week to
assist with Haemodialysis expenses for a maximum of 2 weeks.

2 Petrol Allowance -
£20 per month will be paid to patients using their own vehicle to travel to the unit who make at
least 8 journeys a month of more than 20 miles each round trip.

3 Patient Line Cards -
Long stay in-patients will be provided with a £5 Patient Line card per week after their first week in
the Unit's wards.

4) Holiday Home -

For 2004, the rent for the Holiday Home will be £100 for the week, Saturday to Saturday (7 nights)
£75 for 4 nights (M, T,W,Th,inclusive) and £50 per weekend (3 nights, F,S,S,).

Preferences will be given to patients booking whole weeks.

If you wish to join SHAK, contact Margaret Simpson, Secretary, on 01252 792196, or email: mps@mpsimpson.demon.co.uk
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NOT THE END OF THE WORLD ......
JUST THE BEGINNING

“If you think the diagnosis of kidney failure is the
end of your world, think again. I know as it hap-
pened to me. But five years on, | can see now that
it was just the beginning of a very long road one
has to travel.”

The first thing to say - find yourself someone to take the jour-
ney with you as every step of the way is hard but would be
much harder by oneself. | was lucky. | have a wonderful sister

who bullies me out of the depths whenever | get down and helps me take it one step at a time.

I was found to have kidney failure just as | was retiring from work and looking forward to see-
ing the world for the first time. The disappointment was very great that | could not go travel-
ling as I would have to have dialysis three times a week.

To anyone reading this who has just been put on dialysis, | would say it helped me a lot to lis-
ten to what the doctors had to say and then to go home and refuse to be treated like an invalid.
I made up my mind it was not going to beat me and that, within the bounds of the treatment
and diet restrictions - which I think are the worst one has to contend with - | was going to lead
as normal a life as possible.

Last year, with a little bit of planning, we went for a wonderful 17-day cruise, which was
something I always wanted to do.

I try to do something different and on my own, every year. Last December | went to Spain for a
long weekend to see friends and this Spring | have taken a computer course.

So you see my life has changed - and maybe it is not what | hoped it would be, but there IS a

life after kidney failure and a jolly good one it can be too.
Shirley Knights

PPI Forums are made up of groups of
volunteers in your local community
who are interested in helping patients
and members of the public influence
the way healthcare is organised and
delivered.

Patient and Public
Invehrement

Forums

Forum members come from a variety of
backgrounds and are keen to work with
all sectors of the community to find out
what people redlly think about healthcare
in the local area - and take action wher-
ever necessary.

Each PPl Forum is independent and
works with a local NHS Trust - Pri-
mary Care Trusts which manage doc-
tors surgeries, NHS dentists, opticians
etc. or an Acute Trust which manages
a local hospital. Forums have been set
up by the Government and are supported

5

Have you heard of Patient and Public
Involvement (PPI) Forums?

by a public body - the Commission for
Patient & Public Involvement in
Health.

Forum member s will:

Contact local communities find out
their views on local hedthcare and
present these views to the NHS Trust
they work with,

Independently monitor the quality of
local healthcare through regular visits,
Look at wider health implications of
any issues eg. those connected with
social care, housing, transport etc.

If you wish to contact the PPl Forum
for Epsom & St Helier, or become a
member of a Forum contact: SCOPE,
Forum Support Org, Global House,
Ashley Avenue, Epsom KT19 5AD
Tel: 020 8823 9376
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S W Thames
Kidney Fund

Dear Friends and Supporters

We have some amazing news this week in announcing gifts and contri-
butions totalling over £4,000 to our renal research in the month / 2
months since the launch of our new Renal Research appeal "Kidneys in
Distress Need Your Support” KIDNEYS.

The advances in understanding and treatment of kidney disease since | was first a junior house doctor on a kidney ward,
20 July 1969 (35 years ago!! .... the same day that Neil Armstrong stepped on to the surface of the moon) has been
amazing. In 1969 patients were on haemodialysis for 12 hours three times a week and peritoneal dialysis was not even
heard of. In those days no-one over 40 years of age was ever considered for dialysis treatment. Their kidney failure
meant death. Now, 35 years later, with grit and determination, even 91 year old patients with kidney failure can survive.

The big stories of the last 2 months are:

Richard Adams for raising £1,147.95 ...... by bungee jumping in memory of his mother, Julie.

Pat Godden and Pynee Sanijivi in Croydon ....£300 last weekend.

Janet Foot’s sponsored mobility scooter ride from South Park, Reigate to Horley Town.

Graham Morrow’s Quiz ...... raised over £400.

Angie and Graham Morrow’s coffee morning ..... raised over £500 plus the Salsa Evening and charity dinners
So many offers of planning events:

Caroline Josslyn’s forthcoming Karaoke Charity Night.

You don't need to be brave to support the kidney fund research ... you don't have to be young; you don't have to be rich;
you don't have to be brainy.

All you need is a belief in the cause and a motivation for the survival of all renal patients and the willingness to give up a
few hours of fundraising time to help us.

Kidney failure is too important to leave to the government or the health authorities. We have to fight for the re-
search income ourselves.

If you live in the greater Croydon area, please contact:

Mrs Pat Godden: 478 Wickham Road, Shirley, Croydon CR0 8DJ. Tel. No: 020 8777 7371 or
Mr Pynee Sanjivi:  1023a London Road, Thornton Heath. Tel. No: 020 8665 8245

If you live in Sutton area, please contact:

"Peacehaven”, 42 Woodcote Avenue, Wallington. SM6 0QY. Tel. No: 020 8647 2882
If you live in Epsom area please contact:

52 Woodcote Grove Road, Coulsdon, CR3 2AJ Tel: 020 8660 2077

If you live in the Farnham, Guildford, Camberley area, please contact:

Ceilidh, Wellesley Road, Tilford, Farnham GU10 2EH. Tel. No: 01252 792196

Remember ordinary people like us joined together to build one of the major Renal Research Institutes in the U.K. We
need to join together again to propel our project to even greater heights.

Richard Sammons:

Margaret Porter:

Peter Simpson:

Mike Bending, Chairman

STARSIn their EYES - Karaoke Charity Night Draw. Prizes include a washing machine, a dish-

Carolyn Josslyn, a patient, has been working very
hard to organise this event. It should be a very enter-
taining evening which will give the audience a
chance to see’lhear ‘Elvis’, ‘Dean Martin' and many
other stars as well as the popular Music Duo
Legends’. (See advert on back page)

As well as the concert, Caraline has organised a

washer, a DVD player/recorder and gift vouchers of
3-day passes at David Lloyd's Centre and many
other attractive prizes.

Draw tickets can be obtained from Peter Limmer
(SHAK tralley) or from Caroline on 020 8646 6314.
Please support Caroline by attending the concert
(tickets are limited) or by buying draw tickets
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Kidney Research Investment
NEEDS
YOUR HELP!

Fundraising for SWTKF (supporting SWTIRR) seems
to be taking off! So many people are giving their
time and energy for us ..... Could you?

Sponsored Mobility Scooter Ride

On 14 July, Mrs Janet Foot - a patient and member of SWTKF,
completed her sponsored mobility scooter ride although she did
have some doubts as to whether or not she would make it.

She was very down in the dumps prior to the ride because her
trusty scooter broke down. However, a kind friend heard of her
plight and gave her an old electric ‘shopper’ scooter which did the
job.

She started out from South Park, Reigate at 1.30pm and went via
Hookwood and arrived in Horley one hour later. The return jour-

ney took an hour - which included a ‘pit stop’ at Earlswood. AND there was still some power left in
the old scooter.

Janet was so excited that she actually managed it and said that IF she did it again, she would ar-
range more publicity and try to get more sponsorship.

Congratulations Janet on completing such a daring ride and thank you.

If you wish to contribute to the sponsorship for Janet, please contact Anne collard on 020 8296 3698.

We know that Janet plans to do other things to raise funds for us e.g. boot sales, cake sales etc.
*hkkkikkkik

WORLD MUSIC FESTIVAL AND CROYDON MELA AT LLOYDS PARK, CROYDON ON
SATURDAY AND SUNDAY 17™ AND 18™ JULY 2004

Pynee Sanjivi, the new Chairman of the Croydon
Branch, and his helpers had just finished setting
up the tent and arranging the stalls when the
heavens opened and a thunder storm with torren-
tial rain drenched everyone and everything.
However, it soon stopped, the sun came out, we
mopped up and laid everything out to dry. We
sold soft drinks and snacks at 50p which we
thought was a bargain price and did quite well.
We gave a portion of our space to a lady who
sold birthday Christmas cards and received 20%
of her takings.

There was a main stage and a second stage with
non-stop music and dancers. This was quite well
attended but the rain which came on and off
throughout the day put some people off. Pynee
spent the night in the tent with the soft drinks as

the large van broke down and the stock could not be collected.

On Sunday it was the Asian Mela. The sun shone and hundreds of people turned up. This was our best day. Our stall
was admired with its banners and balloons. MacDonalds donated cups and straws so we were able to serve people in
style. We were allowed to “can rattle” in front of our stall only but some passers by were kind to us

There were lots more stalls - Diabetes UK, the Blood donors tent run by John and Valerie Canning (Vaerie isan HD
patient) who signed up quite afew people, food stalls, children’s activities and many more and the concerts.

Pat Godden



