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Dates for 2014
Friday 18 July, 17 October,
5 December – Bric-a-Brac Stalls

Virgin Media in Peterborough chose
AKPA as their charity of the year
for 2013 and raised an amazing
£3,620 with a series of charity events.

For their “Movie Day” employees
dressed as film characters, took part in
a movie quiz and and were awarded
“VOscars” for best movie star
impersonators.

Other events included, home made
pancakes on Pancake day: Three peaks
challenge – walking the highest
mountains in England and Wales:
Halloween – best dressed competition
and horror games and a Christmas
Coffee Morning.

Movie Day

Our thanks to everyone who took part,
and to Virgin Media for selecting
AKPA and organising the events.

Committee Welcomes New Chairman

At the January AKPA Committee
meeting, Peter Constable was
unanimously voted to the post
of Chairman.

Peter, who joined the Committee
at last year’s AGM, has lived in
Cambridge for nearly 50 years. He
retired from banking in 1991 and
since then has worked mainly in the

charitable sector, with a spell as chair
of an NHS hospital and now as a
volunteer for Abbeyfield.

He brings a wealth of experience from
his work with other charities, which
will strengthen the AKPA committee
in their work of supporting
Addenbrooke’s kidney patients.

Fri. & Sat. 6 & 7 June –
Tour de Dialysis –
Fundraising Bike Ride
Wednesday 9 July – 6.00pm

AGM
Seminar Room 6B,
6th Floor, Treatment Centre,
Addenbrooke’s Hospital,
Cambridge – Buffet and
refreshments; presentations and
reports; all welcome

Help Addenbrooke’s Kidney
Patients when you
shop on-line
visit: www.akpa.org.uk/
easyfundraising
for more information.
AKPA needs volunteers to
help with fundraising.
Please can you help?
Contact Janet Man:
Tel: 01223 660312
Email: info@akpa.org.uk
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Holiday Dialysis in Florida
I was a novice at the game of holiday
dialysis and my concern must have
shown. There was no difficulty with
our accommodation, we had been to
Sanibel in Florida many times before.
But to face an unknown dialysis centre
was something else, despite lots of
encouragement from Julia.

“I was connected and
dialysing within minutes”

I arrived at my chosen Fresenius centre
some fifteen minutes from our rental
home and was greeted as a long lost
friend. My machine was ready and I
was connected and dialysing within
minutes. I had of course beforehand

signed dozens of documents absolving
them from just about everything, but
this was America, what did I expect!
Even my appointment schedule stated
that if I was late then my dialysis
session may have to be reduced to
accommodate the next patient!

However the staff and facilities were
excellent, all my worries faded away
and my reaction after the first session
was to re-book our house for next year.
I remained with them for four weeks
and my final session was on 14th Feb.
They make a big fuss of this day in the
USA and we all received Valentine
cards signed by the staff together with
heart shaped cookies and candy.

My thanks to all the staff of Fresenius
Fort Myers for such wonderful
treatment. They proved to me that just
as at Addenbrooke’s, dialysis is being
delivered internationally by people
dedicated to excellence.

Peter’s Florida dialysis

Peter Constable (Chairman)

Barbara’s Party

A party to mark Barbara Irving’s (final)
retirement was held at the Cambridge
Hilton Double tree hotel in October last
year. It was attended by many of the
Dialysis Centre staff who had worked
with Barbara during her long career as
Renal Welfare Officer at
Addenbrooke’s.

Barbara had officially retired in 2012
but stayed on to assist Claire Joyce take
over the post.
She was warmly thanked by staff
members and AKPA for her long and

dedicated service to Addenbrooke’s
Renal patients.

Party

AKPA Loses a Good Friend

Shortly after Christmas we received the sad news that Polly Connell, AKPA’s
Book-keeper had died following a long illness.

In 1998, my wife Jill, who was on dialysis, became AKPA Treasurer. Polly,
then our company book-keeper, offered to help her. And unfailingly since
then, she meticulously recorded all transactions and supplied the AKPA
Committee with financial statements and accounts; saving expensive
accountancy fees and enabling the committee to plan important projects for
the benefit of kidney patients.

Polly read financial accounts like some people read a good book, in fact she
would describe poorly presented accounts as looking like
“a soppy novel”. At her job interview, she glanced through our accounts and
instantly homed in on potential problems. She got the job, and became a very
good friend to Jill and I, and to AKPA.

Our condolences to Clare, David and all of Polly’s family.

Brian Wood (editor)
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… and cake

AKPA Christmas Cards

Sales of AKPA Christmas Cards did
very well again raising £2,491. A big
thank you to everyone who bought
and sold our cards.

Cards were on sale in various hospital
outlets including Clinic 12, the
Dialysis Centre and Satellite units.
Our thanks to Ralph and Carol
Slattery for organising the distribution
of cards to the various outlets.
Our cards were also sold in the
Cambridge Cards for Good Causes
shop and Pearce’s Farm shop in
Buntingford. Our thanks to Monica
Taylor for her hard work in the
Cambridge card shop and to all at
Pearce’s Farm shop for another
excellent contribution.

Fundraising • Fundraising • Fundraising • Fundraising
Running the Paris Marathon – Stuart Hill
Raises an Amazing £4,700 for AKPA!

I’d always wanted to run a marathon
but never thought it would happen in
such unusual circumstances. A
colleague had been in training for the
Paris Marathon for 5 months when
unfortunately they were hit by injury.
A quick check of the diary later; nope,
not busy that day so just 17 days and
3 training runs later I was standing on
the Champs Elysees start line.

After living with type 1 Diabetes for
45 years, my Dad’s kidneys packed up.
Dialysis at Addenbrooke’s then West
Suffolk followed before a donor was
found. The decision of who to collect
sponsorship for was an easy one.
AKPA’s support made a very difficult
period for our family easier.
The race (trudge would be more apt)
went really well - finishing in 4 hours
35 without needing to walk a step. My
progress assisted by the near carnival
atmosphere around the streets of Paris
along with the tremendous support
received by over 100 sponsors. Thanks
to all who sponsored and to AKPA
Stuart Hill

Carol’s Whist Drives

Winter Fair

Mr and Mrs Raj Gharu, again sold
Indian snacks at the Mill Road Winter
fair in aid of AKPA; this time raising
a brilliant £650. They also regularly
raise significant amounts in the AKPA
collecting tins in their shop, Lallys
News in Mill Road Cambridge. Our
thanks to Mr and Mrs Gharu for all
their fundraising and support.

Judy’s Run

Judy Beytell completed the Bourn
10km run and raised £505 for AKPA in
sponsorship. Our thanks to Judy and all
her sponsors.

Bric-a-Brac Stall

Co-op Collecting Tins
Barbara Vining has again placed
AKPA collecting tins in Fulbourn
Co-op. AKPA were their charity of
the year last year and they raised
another £100 for us in February. Our
thanks to Barbara and the staff of
Fulbourn Co-op.

Jenny Goes On
and On…

Staff Nurse Jenny Jennings has again
raised funds for the AKPA by adding
another two demanding runs to the
many others completed by her.
Last Autumn Jenny raised £343 in
sponsorship by competing in the
Bourn 10 km run in a personal best
time. Later in the year she completed
her 10th Half Marathon at St. Neots
in another personal best time: this
time raising £110.
You are a marvel and we applaud
you for your dedication to fundraising for the AKPA .
Thank-you, Thank-you, Thank-you.
Richard Fossey

Sue Oates and Monica Taylor ran
another AKPA bric-a-brac stall in
March, assisted by Sue’s daughter
Hannah. The stall in the
outpatients entrance hall, was well
stocked with items donated by
friends and supporters and raised
£200 for AKPA.
Sue and Monica plan to hold three
more stalls in the same venue later
this year. On July 18th, October
17th and December 5th.
They would welcome donations
of good quality bric-a-brac items
to sell. Items (clearly labelled) can
be left in the Dialysis Centre.
Our thanks to Sue, Monica and
Hannah, and to everyone who
donated items.
Hannah with bric-a-brac

Carol Cranham has raised an amazing
£750 for the AKPA by running weekly
whist drives at Hildersham and Linton.

Carol and her dad

Carol’s Father Barry Elliott has been on
dialysis for over 4 years. He recently
celebrated his 80th birthday on the
ward by giving the other patients a
miniature bottle of wine and a cupcakes
baked by Carol’s sister Steph. Patients
and staff all enjoyed the birthday
celebrations.

Our thanks to Carol for her fundraising
efforts.
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PKD Charity Info Day Hits Addenbrooke’s
On Saturday 8th March, the Polycystic
Kidney Disease Charity brought their
excellent Information and Support Day
to Addenbrooke’s.
More than 100 patients and families
with an interest in polycystic kidney
disease attended a fascinating
programme of expert talks and group
discussions at the Frank Lee Centre
Hexagon. Most attendees came from
the Addenbrooke’s catchment area, but
we were pleased to welcome many
from further afield, even as far as
Cleethorpes, Canterbury and Bristol.

The day was hosted by Professor Fiona
Karet who introduced a team of expert
speakers:
• Dr Dick Sandford explained the
basics of PKD and later on described
the exciting research currently taking
place.

Dr Roz Simms

• Dr Roz Simms and Dr Paul Winyard
talked about the ‘what, who and why’
of screening for PKD.
• Ms Clare Parslow and Mr James
Perry gave diet and lifestyle guidance
for PKD patients.

• Mr Andrew Butler, transplant
surgeon, explained the ‘what, who
and when’ of receiving and donating
a kidney.
The day gave everyone the chance to
hear from medical specialists and ask
them questions. Equally importantly,
themed discussion groups allowed
attendees to chat with other patients
and carers and learn from each
other’s experiences.

Top L to R: Prof Fiona Karet, Sister Caroline Robinson, Dr Dick Sandford. Lower L to R:
Renal Counsellor Gill Chumbley, PKD Charity Chair Tess Harris, Renal Counsellor Gerrie Millar,
Dr Paul Winyard and Mr Andrew Butler

New Computer Problems Delay RPV Launch
Technical problems with
Addenbrooke’s computer system have
again delayed the launch of Renal
Patient View (RPV). This internet
based system allows patients to view
their own blood test results.

In October last year we reported
delays to the launch. Those problems
were solved just before Christmas and
we were optimistic testing would be
completed and
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patient recruitment would start at the
beginning of February.

Unfortunately, Dr Chaudhry informs
us that there is now a completely new
problem, this one concerning hardware
stability. Like the last problem it
doesn’t relate just to Renal Patient
View and affects many other areas of
work at the hospital, so finding the
solution is very urgent.

Reassuringly we are told that there is a
strong staff commitment to get us

there as soon as technically possible –
it’s a case of “watch this space”!

AKPA are committed to supporting
RPV and have already funded some of
the development costs.
For readers interested to know how
Renal Patient View works, please go
to https://www.patientview.org/ where
you can view a demo as if you were
registered as a patient.
Alan Craig

Patients and relatives new to kidney
disease in general and to polycystic
disease in particular often find the
many sources of information confusing.
The PKD Charity website
www.pkdcharity.org.uk can be an
invaluable one-stop-shop, giving quick
answers to frequently asked questions
and easy links to more detailed
information.
Anyone who would like to have
attended the information day but
couldn’t will be pleased to learn that an
audio recording of the talks was made.
The PKD Charity will make this
available from their website,
synchronised to speakers’ slide
presentations. Sign up on the website
for regular email newsletters, and hear
about the new PKD patient information
booklet due for release shortly.
Thanks go to Janet Man and Richard
Jarvis for flying the AKPA flag at this
event, and Richard for helping with the
AKPA display. Thanks also go to Renal
Counsellors Gerrie and Gill for their
valuable role in steering the discussion
groups.

Lunch break

Alan Craig

Supporting the
Addenbrooke’s
Transplant
Coordinators
Alan Craig, Janet Man, Gerrie Millar, Gill Chumbley and Richard Jarvis

Help Us Raise More – Fundraise on JustGiving
AKPA has joined JustGiving, the
online fundraising and sponsorship
website, to make raising money
quicker, easier and more effective.

You can set up your own
personalised JustGiving fundraising
page to tell everyone what you are
doing and why you are raising
money for AKPA. The JustGiving
team then gives you everything you
need to reach more sponsors faster.

You can also make a one-off or
regular donation to AKPA via
JustGiving.
Also, JustGiving will collect Gift Aid
from any eligible donors, enhancing
any gift by up to 28%. The donation
is a 100% secure, spam-free
experience. They will never sell or
share your personal details and won’t
try to sell you anything.
To start raising money for us on
JustGiving, please visit
www.justgiving.com/akpa

Those of us who have had a
kidney transplant will generally
feel the benefits quite quickly.
Sharing these benefits with others
is a great opportunity to encourage
others to join the Organ Donor
Register. AKPA are now working
with the Addenbrooke’s Renal
Transplant Coordinators to support
them in their promotional
activities. Providing them with real
experiences will help them show
the general public how valuable it
is to donate your organs. If you
have a story to tell then please
contact.
Ralph Slattery
(AKPA NKF Rep.)
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Remembering
Barrie –
“John O’ Groats to Lands End on
a Dialysis Machine”
At the end of March we received the
sad news that Barrie Mill had died
after a long fight against illness. I
got to know Barrie through his bike
project and was impressed by his
determination.
Barrie was a keen cyclist and
regularly used an exercise bike
attached to his dialysis chair: he set
himself the challenge of completing a
simulated John O’Groats to Land’s
End cycle ride while on his dialysis
machine. Newsflash readers may
remember the photo of this
remarkable ride, which he completed
during his December 2011 and
January 2012 dialysis sessions, a
grueling total of 878 miles.
Barrie was diagnosed with renal
failure in 1966, aged only 18 and was
one of the first patients in the UK to
have dialysis. He was a transplant
veteran, only recently needing to
return to haemodialysis.
The newspaper coverage of Barrie’s
achievement played an important part
in alerting staff and other patients to
the benefits of cycling during
dialysis. We are indebted to him for
raising the profile of something that
could help many more patients. Our
deepest condolences go to Barrie’s
wife Linda and her family.
Alan Craig

British Kidney Patient
Association (BKPA)

The BKPA recently took over funding
the post of Addenbrooke’s Renal Social
Worker.
For those who don’t know of them,
BKPA are a National Charity who for
many years have worked to improve the
quality of life for kidney patients and
their families, and are the leading grantgiving charity for kidney patients in the
UK. They provide grants to those on low
income: help with welfare and domestic
costs and fund holidays. They also offer
patient information and support, and
fund projects in renal units.
To find out more about the BKPA visit
www.britishkidney-pa.co.uk.
Or call Tel: 01420 541424, or contact
info@britishkidney-pa.co.uk,
www.facebook.com/groups/TheBKPA.
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Prescribing of Immunosuppressants
Recently NHS England have decided
that the prescribing of
immunosuppressants for transplant
patients should be done by the doctors
at the hospital’s transplant clinic rather
than the GP surgeries. The plan is for
all patients to be transferred to be using
the new scheme (a process known as
‘repatriation’) by April 2015.
At Addenbrooke’s all newly
transplanted patients are already on this
scheme.
It is intended that existing transplant
patients will be transferred when either
they are admitted to the transplant ward
or when they attend the clinic – and in
this case a letter giving the details
would be sent to you about a month
before your appointment.
At Addenbrooke’s the medicines will be
dispensed by the out-patients’ pharmacy
and a ‘home delivery’ service will be
available for when the ‘three month’

prescription renewal does not tie in with
a visit to the hospital.
Other hospitals that have referred
patients to Cambridge for their
transplant operation (i.e. Lister,
Broomfield, Norwich & Norfolk,
Ipswich and Colchester) will have
similar arrangements.
Should any issues arise then
Addenbrooke’s patients can contact the
transplant pharmacy team by leaving a
message on 07580 364118 or
contacting transplant.pharmacy@
addenbrookes.nhs.uk. The team are
working hard to put these changes in
place (with new people being brought
in to handle the workload) so it may be
a few days before they get back to you.
It is important that you continue to get
your immunosuppressants from your
existing source until you are told
otherwise
Ralph Slattery

Exercise on Dialysis – Plans Moving Ahead

As mentioned at last year’s AGM, plans for physiotherapist input on the dialysis
wards are moving ahead and a research project could be underway by the
summer. AKPA has received an application to fund a project, which will be
discussed at the next committee meeting.
Mr Sushant Jeurkar (Medical Team Lead Physiotherapist) is confident that
introducing exercise on dialysis will bring clear health benefits to patients.
Numerous studies at other dialysis centres have found that even small amounts
of exercise can benefit patients.
If the project is successful there are good indications that either the Trust or a
national charity will continue the long term funding for the service.

Affected by the
Bedroom Tax?

Adding to the
Donor Register

You can contact Claire Joyce
(Renal Social Care Practitioner) on
01223 257194 or via email:
renalsocialsupport@addenbrookes.
nhs.uk.

Ralph Slattery
(AKPA NKF Rep.)

If you have had your benefits
affected by the “Spare Room
Subsidy” (better known as the
“Bedroom Tax”) help is at hand.
As everyone’s situation is different
there is not really one way of
dealing with it, but Claire Joyce (the
Renal Social Care Practitioner) will
be able to help you approach the
benefits agency to address any
underpayments.

We are always hearing of requests
for people to join the Donor Register.
You may be surprised (as I was) to
hear that both people on dialysis and
transplant patients are welcome on
the register. I hope you will join me
in taking the opportunity to add your
name to those that are willing to pass
on their organs when you no longer
need them yourself. Even though
our kidneys would not be used, the
doctors will be able to decide
which of the other valuable organs
can be used to give new life to
someone else.

1.00 pm – 12th December 2013
in the Dialysis Centre

AKPA XMAS RAFFLE 2013
List of Prize Winners
1.

2.

3.

4.

£300 Mrs Glaze, Fulbourn

£150 Mr T. Colebrook, Gamlingay

£100 W. Palmer, Camberley

£75 Voucher Debbie Man, Cambridge

5.

Hamper – Mr & Mrs T. Ayres, Godmanchester

8.

Hamper – Mrs Ratcliffe, Steeple Bumpstead

6.

7.

9.

10.

11.

Hamper – Kathy, Cambridge

Double Bed Quilt – Glen Smith

2 Knitted Dolls – Mr and Mrs Bell, Sawston

Bottle Brandy – Mr & Mrs T. Ayres, Godmanchester

Bottle Port – R. Kimpton, Brampton

12.

Cookery Book – Dick, Dialysis Unit

15.

Molton Brown Set – A. Seaton, Cambridge

13.

Hand Cream and Soap – Kate Duggins, Cambridge

14.. Bottle Whisky – M. Barfield, Haverhill

16.

17.

18.

19.
20.

21.

22.

23.

Bottle Sherry – Sheila Roberts, Cambridge

Christmas Pudding – A. Blaikie, Cambridge

Tin Celebrations – Zia Nodin Ahmed, Huntingdon

Tin Chocolate Fingers – Mr Tigue, Kings Lynn

Tin Quality Street – John and Bridie King, Biddenham

Tin Chocolate Biscuits – B.N. Day, Haverhill

Tin Shortbread – John Cann, Cambridge

Thorntons Chocolates – Heather Foster, Cambridge

24.

Vase – Gordon Hughes, Horringer

27.

Milk Tray Chocolates – Teresa, Kings Lynn Dialysis

25.

26.

28.

29.

Belgian Chocolates – S. Thorp, Cambridge
Nail Kit – Mrs Keys, Trumpington

Ice Bucket – Mr Tigue, Kings Lynn

Game – Mrs K. Rayner, Hunstanton

30.

Jigsaw – Mrs Reid, Ely

33.

£20 M&S Voucher – Mrs Streater, Wisbech

31.

32.

34.

35.
36.

37.

38.

39.

40.

Jigsaw – Louise, Dialysis Unit Green Room
Rucksack Bag – Barry, Ware

£20 M&S Voucher – Mr Hatchley, Thetford

£10 Marlowe Voucher – S. Henderson, Elmdon
£10 Scotsdales Voucher – Miss M. Wilson, Ely

£10 Tesco Voucher – R.J. Carter, Sandy

£5 Tesco Voucher – Colin Gant, Kings Lynn

Sherry – E. Pedzinski, G2

£10 Tesco Voucher – J.E. Bishop, Stevenage

41. Birdfeeder – Maurice Margetts, Red Room
The raffle, which was organised by Sarah Rook was a great success and raised
£1,900 for AKPA. Thanks are due to Sarah for all her hard work.
Our thanks to everyone who generously donated prizes and to all those who
bought and sold tickets.

Are You a
Member or
Friend of
AKPA?

To join or receive more information
about AKPA please complete the
form below and return to
AKPA, PO Box 608,
Freepost RRKT-RBGX-AETR,
Cambridge CB1 0GJ.

Name ______________________________
Address ___________________________
____________________________________
____________________________________

Telephone _________________________

■ Join AKPA
■ Please send information

Subscriptions are optional, the
suggested amounts are £2 single or
£3 family. They are used to pay for
NKF membership, and printing
Newsflash. We are very grateful if
you can help us to cover these costs.

Benefits of membership are:
■ NKF membership, which
includes:
■ Kidney Life Magazine
■ Access to NKF helpline
■ NKF Conference

Plus eligibility for:

■ AKPA holiday and welfare
assistance
■ Sponsorship for Transplant
Games
■ Sponsorship for NKF Conference
■ Newsflash
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Renal Diet Information

Our website address is:

If you have any questions regarding your diet please contact the
relevant dietician. Here’s a who’s who of the dieticians in our area:

www.akpa.org.uk
It contains a large amount
of information about
AKPA and many other
topics of importance to
renal patients.

You can e-mail us at:
info@akpa.org.uk
For general enquiries to
the AKPA.
For help with your
fundraising event or to
have an AKPA sponsor
form sent to you.
To submit letters, articles
and photos for publication
in Newsflash
webmaster@akpa.org.uk
For suggestions, comments
or requests for the website.
Remember we are happy to
advertise your fundraising
event if you can supply us
with a photo.

Postal Address:
PO box 608
Freepost RRKT-RBGX-AETR
Cambridge
CB1 0GJ

Newsflash
Contributions

Addenbrooke’s – Cambridge

■

Queen Elizabeth Hospital –
Kings Lynn

Hannah Gilbert – Contact on 01553 613861.
■

West Suffolk Hospital –
Bury St Edmunds

Sara Ennew – Contact on 01284 712920

AKPA Patient Representatives

Local contacts for information about AKPA, also AKPA Christmas cards and raffle
Addenbrooke’s Dialysis Centre – Richard Fossey
E-mail: rd.fossey@ntlworld.com Telephone: 01234 213546

Kings Lynn – Colin Gant
E-mail: colin@gant5366.freeserve.co.uk Telephone: 01553 828600
Hinchingbrooke – Geoff and Cilla Gidley
E-mail: geoff@geoffgidley.co.uk

AKPA Committee Members 2013

Andrew Collins
Assistant Treasurer
Tel: 01223 574951

Peter Constable
Chairman
Scott Devereux

Angela Green
CAPD Sister
Dialysis Centre
Box 118
Addenbrooke’s Hospital
Hills Road
Cambridge CB2 0QQ
Tel: 01223 217822

Richard Jarvis
Website
Tel: 01353 675066

Janet Man
Fundraising

Julia McCarthy
West Suffolk Hospital
Hardwick Lane
Bury St Edmunds
Suffolk IP33 2QZ
Tel: 01284 712920

Nicky Moncrieff
Staff Representative
Dialysis Centre
Box 118
Addenbrooke’s Hospital
Hills Road
Cambridge CB2 0QQ
Tel: 01223 217827

Jenny Ridgeon
Minutes &
Membership Secretary
Tel: 01223 312328

Ralph Slattery
NKF Rep.
Tel: 01223 564752

Brian Wood
Treasurer & Newsflash
Editor
Tel: 01223 353575

April 2014

We would love to hear from you,
letters and articles for
publication in Newsflash are
always welcome. Send them
to the editor: Brian Wood,
address, phone see
Committee Members list.

Elaine Corden – covers CAPD.
Clare Parslow – covers ward C5,
haemodialysis, Hinchingbrooke dialysis,
low clearance clinic.
Alice Lunt – wards G5/F5, renal transplant,
home haemodialysis.
We can be contacted on 01223 216655.
■

The views and opinions expressed in Newsflash are not necessarily those of AKPA.
Registered Charity No. 277236
Addenbrooke’s Kidney Patients Association is a member of the National Kidney Patients Federation
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