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We Need New Committee Members to Help Run AKPA
We are a small local, registered
charity run by a committee
of volunteers. We raise money
to provide such things as
welfare assistance for patients,
funding for research projects
and equipment not funded
by the NHS.
Committee meetings take
place every two months,
usually by Zoom.

If you would like to help run our charity, please contact:

Paul Smyth
email: paul51.smyth@gmail.com
or
Brian Wood
email: brianwood389@gmail.com
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Great St Mary’s
THE UNIVERSITY CHURCH CAMBRIDGE

Addenbrooke’s Kidney Patients Association

Christmas
Carol Service
Please join us for a

in Great St Mary’s Church, Cambridge
Saturday 10th December 2022 at 3.00pm

Traditional Carols and Christmas Music
The St Augustine’s Singers directed by Philip Mead will
accompany traditional carols and give solo performances.
Children from St Pauls’ CPS will be joining in
with the singing.
In aid of Addenbrooke’s Kidney Patients Assocation

All are welcome: we look
forward to seeing you there!

AKPA Cards at
Pearce’s Farm Shop
At the end of
September
Carol Slattery
and Monica
Taylor made
their annual
visit to Pearce’s
Farm Shop to
deliver AKPA
Christmas
cards. David
and Dinah
Pearce kindly
sell the cards
on behalf of
AKPA in their
shop.
This is a trip Carol and Monica both
enjoy, a spot of lunch and a bit of
shopping. If you find yourself near
Buntingford it is well worth a visit
(see their website
www.pearcesfarmshop.com).
Pearce’s Farm Shop customers are very
supportive of AKPA, not only with
buying our Christmas cards, but also
contributing to our collection tins,
which this year raised £227.30.
AKPA would like to thank David and
Dinah and their customers for their
continued support.
Carol Slattery

Living with an Organ Transplant:
Exploring the Experiences of
Heart, Liver and Kidney Recipients
Participants are needed for a study at the University of Cambridge
exploring how the experience of organ transplantation can alter one’s
feelings about their body, identity, and sense of self.
The study involves an interview discussing your transplant experience
and will last 1–2 hours depending on your availability.
Eligibility criteria:
Age 18+, recipient of a deceased-donor kidney, 12+ months posttransplant, received transplant through the NHS.
Contact details:
Abbie Greig, University of Cambridge, aeg58@cam.ac.uk
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Transplanted and
Exposed: Adrian
Grist’s New Book
Writer Adrian Grist has recently
publish a book about his experiences
of dialysis and transplantation at
Addenbrooke’s Hospital.
He says, “I was on peritoneal
dialysis from 2007–2009 under the
uber-watchful eye of Angel Green,
and later went on to have a double
organ transplant at the hospital.
I’ve already had some great
feedback from transplant patients
who have read my self-published
book, Transplanted & Exposed.
Perhaps it would be of interest to
Newsflash readers?”
You can read more about Adrian’s
book at:
https://adriangristwrites.com/.

Getting ‘The Call’ – My Kidney
Transplant Experience
I have Polycystic Kidneys, a hereditary
renal condition, also known as ADPKD.
I have been under the care of
Addenbrooke’s Hospital for 32 years
since being diagnosed at the age of 27.
I remained quite well, managing my
condition with diet and drugs, until 2018
when my health started to deteriorate.
By that time I was attending the Low
Clearance Clinic at Cambridge Dialysis
Centre, and it was becoming apparent I
could no longer continue without some
form of dialysis.
In 2019 the consultants and I decided I
needed a fistula creating. I was added to
the transplant register and told to expect
a longer wait than most (average two
years) because I was highly sensitised
and had high levels of antibodies.
I started haemodialysis at the
Hinchingbrooke Dialysis unit at the
height of Covid-19 and continued three
times a week for almost two years. I felt
reasonably well, but it was restrictive,
both time and diet wise.
Then on 22nd May 2022, I got
‘The Call’!
I was in Tesco’s car park buying some
flowers to take to lunch with friends.
My husband looked quizzically at me
whilst I was saying down the phone
“What, now? Are you joking? Really?
Wow!” I turned to him. “They’ve got a
potential kidney for me! We need to go
to Addenbrooke’s now!” It was totally
unexpected after such a relatively
short time.
We drove home to do a Covid test and
grab a bag – thankfully I was negative.
We arrived at Ward C5 where I needed
three hours of dialysis to ensure I was
in good shape. Later that evening I was
taken to the operating theatre, and
received my new kidney.
When I came round, about five hours
later, I was taken to back to the ward.
I felt elated and ‘duffed up’ all at once!
I was closely monitored by the nursing
team, and looked after so well by ALL
the staff. I was shown such kindness and
support from everyone, the porters, the
catering staff, the healthcare assistants,
nurses, doctors, physiotherapists,
pharmacists and consultants.

The surgeon and various consultants
visited daily and explained that my new
kidney hadn’t ‘kicked in yet’ and that it
wasn’t unusual. They referred to it as a
‘sleepy kidney’. Sometimes they can
take a few days or even weeks to start
working. They said I might need dialysis
in the meantime, but they were closely
monitoring my bloods. I was getting
anxious that I’d been through this
operation and perhaps it wouldn’t work,
perhaps I would have to continue with
dialysis. I tried not to get despondent, I
had to remain positive and keep drinking
lots of water as they kept telling me.
An indicator of a successful transplant is
an increase in the production of urine
and by day four my urine output started
increasing rapidly, coupled with a drop
in creatinine. My new kidney had started
working. I began to feel stronger by the
day, my appetite picked up and I felt so
happy, I was making progress!
The transplant co-ordinator came to see
me to tell me about my donor. Sadly,
she couldn’t tell me much, only that the
deceased donor was a man in his sixties.
I suddenly felt very emotional and
cried, I didn’t expect to feel that way,
but the reality of the selflessness and
generosity of this person and his family
hit me very hard. I was so grateful for
this amazing gift. The chance of a new
healthy life lay ahead.
On day six the consultant told me I
could go home the next day! So, after
just seven days, armed with a giant
pharmacy bag of drugs, I was home.
I had to attend Addenbrooke’s Clinic 12
twice a week for the first month.
Gradually, the appointments reduced,
going down to weekly, then fortnightly
and so on.
Around eight weeks post-transplant,
I felt so well physically, but mentally,
I began to struggle. I was becoming
obsessed with my weekly blood results
which I received on my smartphone.
My creatinine levels were creeping up,
and my kidney function reducing, things
didn’t seem to be as good as they had
been. I was getting very anxious about
possible rejection, constantly checking
if my ankles were swollen. Could I lose
this opportunity of a new dialysis-free,
healthy life after all I had been through?
I was scared.

Julie Walker

I decided I needed to speak to one of the
renal counsellors about my worries. She
had some excellent ideas about
managing anxiety and reassured me that
it was not unusual for transplant patients
to feel like I did. It was good to know
that I had someone else in my corner
who wasn’t a clinician, but who
understood the complexities of emotions
that come with receiving a transplant.
I also talked to my consultant, who
reassured me that the increases in
creatinine were likely to be solved by a
minor drug adjustment. He was
completely correct, and my blood
results improved. He told me I needed
to start living and let him worry about
the results!
Moving forward, and more than four
months post-transplant, I feel amazing.
I have so much more energy, my
appetite is very good. I am doing regular
exercise and enjoying life. We even have
a foreign holiday planned. I feel blessed.
There have been bumps in the road and
there maybe others along the way, but
I know I am in the best hands. There is
so much support available if you ask.
I want to say a heartfelt thank you to
everyone who is part of the
Addenbrooke’s Renal team, all the staff
on Wards G5 and C5 and to all the staff
at the clinics. But finally, to the amazing
man who decided he wanted to donate
his organs upon his death. He will have
made such a positive impact on so many
lives, including mine.
Julie Walker
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AKPA

Annual General Meeting
3rd October 2022

Chairman’s Report
AKPA just like any other organisation
depends on its people. Not just the
trustees or the full committee but all
our members and supporters. It is often
invidious to mention anyone in a
completely volunteer organisation.
However, I intend to start by a specific
mention for two people:
•

Andrew Norton very sadly
succumbed to Covid in May. No
words can compensate his family
and friends for his loss. The
committee was equally devastated.
We will remain ever grateful for
his contribution.

•

Today we say good bye to Nicky.
For 35 years she has contributed to
the development of AKPA, a totally
phenomenal contribution. Many, if
not all of us, also benefited from
her many years service at
Addenbrooke’s. As we thank her
profusely for her contribution to
both Addenbrookes and AKPA we
wish her a long, healthy and
enjoyable retirement.

As I only joined the committee less
than two years ago and became Chair,

one year ago, I can’t take any credit
for AKPA’s continuing success. My
sincere thanks to the committee and
all members and supporters for
everything that has been achieved in
the past year.
I am not going into any details on the
finances. Andrew will cover that, once
I conclude. However, I will state that
throughout the year we have sought to
support all requests that we have
received that fell within our charity’s
aims and objectives. I realise that some
of you will be concerned that our
income has significantly exceeded our
expenditure. We are actively seeking
opportunities to further contribute to
patient welfare and support projects at
Addenbrookes that fall within our scope.
Brian, our Treasurer, has received
information on some possible projects.
Details of any that become concrete
proposals, that AKPA can support will
be publicised in our Newsflash.
We are aware that AKPA’s visibility is
not consistent across the dialysis units
and Addenbrooke’s. Your committee is
currently discussing re-branding and
improved communication including
social media to ensure that all patients

are fully aware of AKPA and what it
might be able to do to help them.
Sadly, we anticipate a greater need
for welfare support as the cost of
living, including heating continue to
rise. If any of you are aware of a
patient who needs our help but is
unaware of what we can offer, please
get in touch with us.
If any of you feel able to further help
AKPA in any way, then please contact
myself or another committee member.
We will be happy to discuss any ideas
that you may have. We are always keen
to welcome people with new ideas to
our committee.
A reminder of our annual carol service
on 10th December. Please, support this
service. Not only is it a very
appropriate part of our Christmas
preparations. It is also an opportunity
to meet up with the committee and each
other, opportunities for which have
been sadly lacking in recent times.
I conclude by thanking you all for your
support.
Paul Smyth
AKPA Chairman

AGM Thank You to Nicky
Again, this year our AGM took place
via Zoom. And as mentioned by our
Chairman, Paul, it included saying
goodbye to Nicky Moncrieff who was
retiring both from the committee and
from her work at Addenbrooke’s.
At the meeting, our Vice Presidents,
Prof. John Bradley and Janet Evans,

and long serving AKPA member Roger
Ward recounted their memories of
Nicky from the early years of dialysis
at the Douglas House Dialysis Centre
in Trumpington Road Cambridge.
The unit was established in the 1960s
by the late Dr David Evans, husband of
Janet Evans, and as a young doctor,

Help Us Raise More – Fundraise on JustGiving
You can set up your own JustGiving fundraising page to say what you are doing
and why you are raising money. Please visit www.justgiving.com/akpa
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Prof. Bradley had worked there with
Nicky. Roger, himself an early dialysis
patient at the unit, remembered with
gratitude, being treated there by Nicky.
All thanked Nicky for her long and
outstanding career of caring for kidney
patients at Addenbrooke’s Hospital and
for her long service to AKPA.

Help Addenbrooke’s Kidney
Patients when you
shop on-line.
Visit: www.akpa.org.uk/
easyfundraising
for more information.

AKPA

Annual General Meeting
3rd October 2022

Treasurer’s
Financial Report

the Dialysis Centre, and satellite units
£2,141. Due to Covid this replaced the
usual Christmas Buffets.

Year ending 31st March 2022

Special Projects: (projects outside of
our regular remit) total £19,202.

Income:
Our total income which included
legacies of £78,548 was £107,731.
Our income from fundraising
remained high with fundraising events
by patients and their families raising
£13,566.
Our Raffle, 200 Club, Christmas Card
sales and Collecting Tins were also
successful, raising a total of £5,870.
Thank you to everyone involved.
Donations: Although general donations
have dropped significantly in recent
years they remain an important source
of income at £3,883. Thank you to
everyone who donated.
Income from In Memory donations
totalled £4,719.
Interest earned by our reserves in high
interest accounts totalled £1,251.

Expenditure:
Our total expenditure was £31,972.
Welfare and Holiday Awards to sick
and needy patients £13,303. Our
welfare support has nearly doubled in
the last year.
Christmas Gifts: for patients receiving
treatment over the Christmas period in

Governance Costs:
Despite ever-increasing costs, our
administration costs remain very low.
At £1,453 this represents a small
proportion of our total annual spending.

They included:
Mobile Phones: for use by the Renal
Patient Counsellors, Specialist Nurses
and selected vulnerable patients.
Fistula Ligation Study: Research into
effects of retaining fistulas in
transplanted patients.
Wheelchairs: purchase of twenty
wheelchairs for use by patients in the
dialysis units. (NHS funding not
available.)
Pressure Relief Cushions and
Mattresses: for dialysis unit patients.
(NHS funding not available.)
Dialysis Advice Booklet Printing: for
patients just starting dialysis.
Wristbands: warning wristbands to
protect patient fistulas.
Dialysis Patient Publicity: patient led
dialysis publicity project.
Patient Food etc: snacks for patients
having long waits for transport during
Covid.

Cost of Generating Funds:
£6,176 – this includes printing and
distributing our Newsletter, running the
200 Club and selling Christmas Cards.

Future Funding Plans
Continued Funding of Smart
Phones: up to a cost of £1,700.
These have proved invaluable for
communication with vulnerable
patients.
Funding Research Projects:
including a Fistula Ligation Study
up to a remaining cost of £17,800,
This study will investigate the long
term health effects of dialysis
fistulas.
Funding Medical Equipment: not
supplied by the NHS, including a
portable ultrasound scanner for use
with home heamodialysis patients at
a cost of £18,750. Also, equipment
stands, patient transfer aids and
medical dressing trolleys at a cost of
£1,380.
Continuing Support for Dialysis
Patients: including welfare and
dialysis holiday payments.
Funding Patient Comforts:
including mattresses, chairs and
other furnishings.
Andrew Collins and Brian Wood

200 Club – Winners
NKF Helpline
Please note: new number is
FREEPHONE

Tel. 0800 169 09 36

MAY 2022

JULY 2022

First prize • Mr & Mrs Wakling
Second prize • Mr & Mrs Tatershall
Third prize • Donna Fint

First prize • Mr & Mrs Wakling
Second prize • Simon Pitts
Third prize • Mrs Celia Bruce

SEPTEMBER 2022
First prize • Simon Pitts
Second prize • Mr A Law
Third prize • Chita Ray

E–mail: helpline@kidney.org.uk
Website: www.kidney.org.uk

For more information visit website www.akpa.org.uk
or email fundraising@akpa.org.uk
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The Transplant Games are Back
After an absence of two years the
Transplant Games have returned, this
year in Leeds. Most of the events were
held around the University of Leeds
and surrounding sporting venues. It was
lovely to catch up, seeing friends and
team mates after so long.
Although the numbers of the
Addenbrooke’s team were down with a
few late withdrawals, mainly due to
Covid, the team performed really well,
winning 21 gold, seven silver and five
bronze medals overall.
There was the usual friendly sporting
rivalry between team members Sam
Newton and Steve Fry in archery
winning gold and silver medals
respectively. They partnered each other
in mens doubles badminton, winning
bronze, and Sam won bronze in the
shot putt. Val Cooper also won gold in
ladies doubles badminton. In table
tennis Ralph Rogers and Waseem
Qureshi retained their titles winning
gold in their age categories.

It was good to see some new members
join the team Richard Jarvis winning
silver in the 1500m and bronze in the
mini marathon. John Curtis another
new member won gold in ball throw
and gold in the winning team for
football. Both Richard and John fitted
into the team really well, taking part in
the 4¥100m relay team although no
medals were won.
Swimmers Jason Smit and Lewis Watt
played their part in the relay team
winning gold, Jason also won gold in
50m freestyle and 50m backstroke. Lewis
also won a further three sliver medals.
The Leeds games have been amazing
and it was so good to make new friends.
We are already looking forward to the
games in 2023 to be held in Coventry
where they were due to be staged in
2020 before Covid hit. We look forward
to seeing both new and existing
members to the team, registration will be
open early next year.

Ralph Rogers and Waseem Qureshi

The world games are to be held in Perth
Australia in April 2023; we hope to
have some of our members being
selected to participate.
Val Cooper
Transplant games: https://www.
britishtransplantgames.co.uk/
For more information about the
Addenbrooke’s Transplant Games
Team email:
Addenbrookestgt@gmail.com

CDC Team Complete the Strawberry Cycle Event
Christian Emmanuel sent us this report
of their 56 mile fundraising ride.
“Our journey began at the Cambridge
Dialysis Centre. We pedalled our way
to Impington which was the starting
point for the Strawberry Cycle event.
It was good weather but windy making
it difficult when we went through the
steepest hill in Cambridgeshire during
the last part of the ride. But the team
took regular breaks to ensure we kept
up our energy.
We all managed to finish the event
safely at 3.00pm. All the hard work and
effort to raise funds for the kidney
patients paid off. We rode back home
with sore bottoms and legs but with
pride in our hearts.

Kidney Care UK
For advice, support and much more:
https://www.kidneycareuk.org/
get-support/advice-support/
Contact Telephone: 01420 541424
Office Hours: Mon–Fri 9am–5pm
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John Velasco, Peter Silos, John Lucio, Christian Emmanuel, Carla Baridiano and Kenneth Castillo

We are very grateful for everyone who
encouraged us and and donated to help
us reach our goal. We hope we can
inspire and raise awareness that even in
trying times, we can show our

generosity and support. Thank you
everyone for helping us reach and
exceed our fundraising goal.”
Our thanks to all the team for their
great achievement.

For the latest news and information about
Coronavirus for kidney patients visit
KidneyCare UK website
www.kidneycareuk.org/news-and-campaigns/
coronavirus-advice

Obituaries
Alan Craig – Dedicated to Improving
the Lives of Kidney Patients
It is with great sadness that we
report the death of Alan Craig in
August this year.
Alan, himself a transplant patient, was
a long serving member of the AKPA
committee. He joined in late 1980s,
serving first as Publicity Officer and
then National Kidney Federation
(NKF) rep. He continued in a variety
of roles until retiring from the
committee in 2012. But even then was
always on hand to advise and inspire.
As NKF rep. Alan was involved in
representing AKPA at a national level.
He organised AKPA delegations to the
annual NKF conferences, usually in
Blackpool, and these became something
of a social event – meeting up with
old friends in the hotel restaurants.
But also, of great value, because we
learned what was happening in other
KPAs and renal departments.
Throughout Alan’s time on the
committee his energy and enthusiasm
were the driving forces behind many
AKPA projects.

These include:
Skin Cancer Surveillance
Alan initiated the campaign for
transplant patients to have regular skin
cancer checks. With support from
nursing staff, AKPA provided
scanning equipment and funded a
Nurse Specialist. When the value of
this service was realised the post
received funding from the NHS. Alan
also researched information for a skin
cancer advice leaflet, which, funded
by AKPA, became so successful it
was requested by other hospitals
throughout the country.
Dialysis Exercise Project
Alan was always interested in patient’s
health and when he heard about a
research project showing exercise
whilst dialysing improved blood
results, he set about bringing together
physiotherapists and renal doctors to
start research at Addenbrooke’s. With
the co-operation of staff, this became
the AKPA Dialysis Exercise Project.

Many dialysis
patients were
very
enthusiastic
and AKPA
funded
exercise machines
for the dialysis units.

Alan Craig

With the advent of satellite dialysis
units, Alan organised unit patient reps.
to inform the committee of local issues.
And at that time he was also involved
in the development of software to
provide blood test results for patients.
Nicky Moncrieff who worked with
Alan on the committee for many years
remembers him as utterly dedicated to
improving the lives of kidney patients
like himself. “He gave his all to every
project he took on, with great attention
to detail and his legacy lives on in the
work he completed.”
Alan’s enthusiasm and energy will
be greatly missed by AKPA.

Andrew Norton – A Great
Loss to All Who Knew Him
Andrew Norton, committee member,
valued colleague and tireless
fundraiser, sadly died in May shortly
after contracting Covid.
Andrew joined the AKPA committee in
2017. He was was on dialysis at the
time but had already started fundraising
in CDC by selling greeting cards
created by himself and his wife.
Andrew and his wife were also
involved in fundraising for the Motor
Neurone charity, and Andrew added
AKPA to his Great Grafham Walks –
sponsored walks around Grafham
Water. These inevitably involved food,
drink, and an enjoyable time for all –
the theme for most of Andrew’s events!

Andrew took the role of NKF rep.,
repesenting AKPA at national level.
He was also on the steering
committees of several renal research
projects. And also did the valuable job
of publicity and communications for
the AKPA committee.
When on dialysis, Andrew was
popular with fellow patients. A
committee member and former
dialysis patient, said, “When we were
both on dialysis I enjoyed chatting
with Andrew, and I was always
bowled over by the charitable events
he was organising. His wife too would
pop into the dialysis unit with
Christmas treasures she had made to

Andrew Norton

sell for the AKPA. He was an
inspiration and full of hope. He is
greatly missed.”
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Renal Diet
Information

AKPA Patient Representatives
Local contacts for information about AKPA:
Cambridge Dialysis Centre – Kacey Zinkambani
Email: kaceyzin@yahoo.co.uk
West Suffolk – Alan Webster
Email: alanwebster300@gmail.com
King’s Lynn – Malcolm Souza-Lewis
Email: souzalewis@yahoo.co.uk
Transplant and Dialysis Patients – Suzi Turton
Email: suziturton@hotmail.com

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:
n

Addenbrooke’s – Cambridge

Elaine Corden – covers CAPD.
Clare Adams – covers ward C5,
haemodialysis, Hinchingbrooke dialysis,
low clearance clinic.
Zoe Garnish – wards G5/F5, renal
transplant, home haemodialysis.
We can be contacted on 01223 216655.
n

We are still hoping to find a representative from Hinchingbrooke Dialysis Unit.
Please contact Suzi Turton if you are interested. Meetings are held via Zoom.

Queen Elizabeth Hospital –
Kings Lynn

Hannah Edwards –
Contact on 01553 613861.
n

West Suffolk Hospital –
Bury St Edmunds

Laura Riley –
Contact on 01284 712920.
Alan Webster

Suzi Turton

Malcolm Souza-Lewis

Our website address is:
www.akpa.org.uk

You can email us at:

AKPA Committee Members 2022

info@akpa.org.uk
fundraising@akpa.org.uk
webmaster@akpa.org.uk

Andrew Collins

Christian Emmanuel

Suzi Turton

Deputy Treasurer

Staff Representative

Vice-Chair, Patient

Postal Address:

Martin Harnor

AKPA, PO Box 608,
Cambridge CB1 0GJ.

Fundraising

Representative &
Gillian Chumbley

Fundraising

Glen Smith

Brian Wood

Richard Jarvis

Newsflash is a free newsletter,
sent out by post and email to
inform people about the work
of Addenbrooke’s Kidney
Patients Association (AKPA)
and provide useful
information for patients and
their families.

Website

Treasurer & Newsflash
Ralph Slattery

Editor

Raffle
Janet Man
Fundraising

Chairman

Paul Smyth

Send them to the editor:
Brian Wood, address, phone
see Committee Members list.

November 2022

We would love to hear from
you, letters and articles for
publication in Newsflash are
always welcome.
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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 Federation
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