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Welcome to the ALTA Newsletter!

This newsletter is for transplant patients, their families, and friends who have
received or are due to receive treatment at Addenbrooke’s Hospital. ALTA is
committed to providing help and advice through personal experiences and offering
reassurance that support is available to all affected by liver disease.
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Chair’s Welcome

| am pleased that winter seems to be behind us now and the nights are staying lighter for longer
after the dreary winter we have had this year. | hope you have all been able to make some happy
plans to look forward to in the coming months.

As you will see in this newsletter, ALTA has finally achieved its long-term ambition to partially fund
(along with ACT) a specialised Psychological Support Nurse in post at Addenbrooke’s, specifically
for transplant patients. Hamida has been kind enough to introduce herself to you all in this news-
letter. | am sure she will be a huge asset to the Transplant Team at Addenbrooke’s.

ALTA has also been able to fund the publication of an important research paper in the American
Liver Transplantation Journal showing the critical importance of lung function testing as part of the
liver transplant process. This research and paper will in turn not only benefit future liver trans-
plant patients here at Addenbrooke’s Hospital but
throughout the World.

I’ve been busy doing some crocheting, as you will
see. Who remembers Bagpuss, the iconic rag cat
that only appeared on our screens for 13 weeks
but had such am impact on many children?

All the best

Gill

Celebration Day Invite 2026
This year the annual celebration day will be on
Saturday 4th July
coffee from 10:45am; lunch 12:30pm

atthe the Frank Lee Centre, Addenbrooke’s
Hospital, Hills Road, Cambridge, CB2 OSN

To help us plan for numbers and catering

requirements, please book your place by emailing
info@alta.org.uk

(if for any reason you are unable to attend at the last minute, please

advise as this saves the charity money)




Calling all Golfers...... :
g R »

SAVE LIVES

This year the focus will be on raising funds for the charity ALTA. P D e

The Mulligans Golf Society will be holding their Autumn golf day on
Monday 5" October 2026. (www.mulligansgolfsociety.co.uk)

The Mulligans Golf Society was founded in 2023 by Mandy Ambert, herself GOLF SOCIETY
a Liver Transplant patient and keen golfer with the remit:

“To run bi-annual golf days to draw awareness of the importance of the family
conversation about sharing your wishes on the subject of organ donation.

We will raise money on the golf days for transplant specific charities and to
date have raised over £12K following our 2024 and 2025 golf days.”

“We are a unique national band of golfers with one thing in common, we
have had transplants or are organ donors.”

The 2026 Autumn Golf Day will be held at the magnificent East Herts Golf Club, Hamel Park, Near
Buntingford, Hertfordshire, SG9 9NB

One of the finest parkland courses in Hertfordshire. (www.easthertsgolfclub.co.uk) The format will be
teams of four players with a shotgun start at aproximately12.00 pm, followed by a meal and prize giving,
raffle etc.

The event is open to everyone so if you are interested in playing either as a team or as an individu-
al, or supporting the event as a sponsor, please contact Mike Blee for further details.

Email : mblee13094@aol.com Mobile: 07847 587344



http://www.mulligansgolfsociety.co.uk
http://www.easthertsgolfclub.co.uk
mailto:mblee13094@aol.com

A visit to Trentham Gardens
Mike Blee

Last spring | was kindly invited to take partin the
filming of a video to promote organ donation in
the UK and the vital need for families to have the
conversation that in the event of an untimely and
unexpected death that their wishes to be an organ
donor are respected.

The video has been shown to various large
audiences mostly across the north and midlands
and is still available at various online sites.

The video itself was shot at the fabulous
Trentham Gardens in the beautifully designed
area of garden specifically set aside for both
transplant patients and donor families. This tran-
quil area of the gardens is set out with benches
and views for visitors to reflect and spend time
remembering our donors and their families.

The donor garden is dominated by a magnificent
sculpture unveiled in 2022. The bespoke piece
‘Beyond Ithaka’ by Robin Wright, aims to raise
awareness of organ donation and provides a re-
flection point for families who have been involved
in the process.

Trentham holds special memories for many peo-

ple and its beautiful and peaceful grounds make it

anideal place for reflection and to remember
loved ones.

The gardens also hold a dedicated “Organ Dona-
tion Week” which takes place every Autumn and
is areally important time to build awareness of
the incredible difference organ donation can
make.

“We at Trentham are so proud to have come to-

gether with NHS Royal Stoke Hospital to create a
meaningful memorial for the loved ones of organ
donors, as well as creating an important talking
point for all of our visitors.”

Trentham is a special place. With 725 acres of of
spectacular natural beauty and home to award-
winning gardens, glorious ancient woodland, a
unique outdoor shopping village, events galore
and so much more to see and do.

From the tranquillity of the garden and wildlife
walks to the wonder of the Monkey Forest, there
really is something for everyone at Trentham.

www.trentham.co.uk
Stone Road, Trentham Stoke-on-Trent, ST4 8JG

just 1 mile from J15 of the M6 and the A500 by car, bus
or train.




Reflections from a transplantee....

Not all of us have the same symptoms of liver failure.
| am sure the ones below aren't unique to me, but here are some | hated

Having ascites
drained and 2&hrs Constant Tests and
to recover. abdominal appointments.
ache.

Loss of
concentration.
Mental fatigue.

Being permanently

grumpy- Low Abdominal swelling
caused by ascites.
L Can't get close to table
Getting listed for to eat.
Poor sleep transplant. The
pattern. anxious wait and
false alarms. Strength loss.
Couldn't climb
stairs. One at a
Struggle to bend No energy or time with help
o put on socks appetite. from handrail.

and tie shoes.

The itch! If you've

Easily bruised Jaundice. had it, you'l
forearms and frail Yellowed skin. N know.
skin. Easily cut or Breathlessness. Umbilical

torn. hernia.

Not all of us are fortunate enough to receive a liver transplant and not all of us have a perfect outcome,
but here are the positives for me now

Nowhere near

as grumpy
Mentally alert and (allegedly).
concentration )
good. Ascites gone!
No drainage.
Where is the itch?!
Pink skin. Strength back -
stairs are easy,
no need to use
hands up or
Socks and down.
shoes are easy-
no problem
bending. Appetite is back,
can eat like a
horse!
Energy back to Hernia gone.
pre-liver failure. 7-8 hours sleep
each night.

Thanks to Graham Partington for sharing this ‘graphic’ description of his feelings
before and after his transplant
Art and design by Kerry Bayliss



The Diet Survey - initial feedback

A big thank you to everyone who took the time to complete the survey ALTA sent out on my behalf. It's
been really helpful to hear about your experiences of the transplant process and to understand how we,
as a dietetic team, can better support you.

I know that for some of you who had your transplant quite a while ago, dietetic support may have been
limited or still developing at the time, so your experience may have been quite different from what's
available today.

Overall, it was great to see such positive
feedback, with an average rating of 4.33 out Thank You for Your Feedback!
of 5. Around 60% of you felt the frequency of —

your reviews was about right. This reflects
what we’ve seen in a wider patient question-
naire earlier this year too, where 86% of
hepatology patients said they were happy
with how often they were seen.

Transplant Diet Survey Results

Average Rating:
ol 433/5 |
I 60% said review

preauency was
‘About Right”

A few key themes came up in your responses
particularly around:

. foods to avoid long-term, food 4 86‘;/; i

safety after transplant \ Happy with \
V'sut Frequmcy Q : s
. managing weight gain. Ty

@ Foods to Avoid Long-Term ® Food Safety
! After Transplant

! ® Managing Weight Gain

These are all really important topics. Working
with Jane, one of the transplant coordinators,
we’ve been running pre-transplant sessions | LiveQRA&
to help people on the waiting list feel more ‘ Healthy Tips!
prepared.

Since April, we’ve also started running live

post-transplant education sessions. These
give you the chance to ask questions and fo- Upcoming Talk: Diet After Transplant :
cus on longer-term diet and staying as ﬂ 4 Saturday 4th July

: - i
healthy as possible after your transplant. ;"r‘gfles“c‘;'":;"; Soon! |

I have been kindly invited to speak at your

AGM on Saturday 4th July about diet after

transplant. If there’s anything specific you’d like me to cover, I’d love to hear from you. We’re also hoping
to include more nutrition-related articles in future newsletters.

Thanks again for your time and feedback—it really does make a difference.
Maddy
Lead Hepatology and Liver Transplant Dietitian

To contact Maddy with specific topics or questions you would like covered when she
speaks at the AGM, please email info@alta.org.uk by 22 June 2026



The Norfolk and Norwich Liver Group was set up over thirty years ago by a small group of enthusiastic

people including Ruth Perfitt, a founder member of ALTA. With the encouragement of the hospital’s
Consultant Hepatologist, Hugh Kennedy and the Addenbrooke’s transplant co-ordinator, Vanessa
Rawlinson, along with the backing of the late Professor Sir Roy Calne and Dr Graeme Alexander, the
Norfolk and Norwich Liver Group was started.

This is the support group for all liver patients visiting the hospital. Keith and Dawn attend the clinic from
8.30 to 12.30 on the days the Addenbrooke’s team visit, usually on the last Monday of the month. They are
there to be an ear, a support in answering non-medical queries, and are able to point you in the right direc-
tion for medical answers if you require. Alternatively, if it is just for a chat and a meet up with other pre or
post liver transplantees then make your way to see them. So please Norfolk ALTA members, pop along if
you are in clinic and haven’t already made contact with Keith or Dawn.

In addition the Group hold meetings the first Monday of the month, every three months in one of the
community rooms at St John’s Cathedral. The next meeting being the beginning of June. There is

always a speaker, topics discussed are varied, but always interesting and it is a good opportunity for fel-
low liver patients to get together.

The Group and it’'s members have and continue to raise money for the hospital. They have raised in
conjunction with donations from the generous Geoffrey Watling Trust, a staggering £350,000, a large
proportion of which has gone towards funding machines to help Norwich liver patients. They have pur-
chased for the hospital, two portable and one static FibroScan machine enabling patients to have diag-
nostic procedures without the need for intrusive biopsies. Various social events, such as big band nights,
fish and chip suppers and bingo nights are organised to raise awareness, as well as funds to continue the
excellent work the group does.

Please do contact Keith on 07889757468 or the Chairman and Secretary, Bill and Marjorie Dingle on
01362 695624 for more information.



An introduction from Hamida

Meet the new Psychological Support
Nurse. This role is partly funded by ALTA,

thanks to the generosity of our supporters.

Hello there,

My name is Hamida and | have recently
been appointed as a 'Transplant Psycholog-
ical Support Nurse' with many thanks to
ALTA for advocating for this role! | currently
cover all abdominal transplants for
Addenbrooke's patients.

| have been working as a psychiatric nurse
for the past 9 years across both inpatient
and outpatient settings. Outside of my
professional role, | enjoy travelling, baking,
and volunteering within my community,
particularly in youth-focused projects.

My journey into the transplant team is both
professional and deeply personal. Prior to
starting my nurse training, a very close
friend of mine underwent a liver and kidney
transplant. This was the first time | was
exposed to this side of medicine. Walking
alongside them during that time gave me a
tiny glimpse into the emotional uncertainty
and the strength that accompanies the
transplant journey.

Seeing the hope that transplantation can
bring has shaped my passion for supporting
people through such life-changing experi-
ences

Supporting others is something that brings
me genuine fulfilment. | hope to create a
supportive space where patients feel
heard, understood, and empowered
throughout their transplant journey.

You can contact Hamida by calling the Co-
ordinators office on 01223 21667

-

Forthcoming Transplant Education and

Support group meetings:

May - Social worker — benefit advice

June - Physiotherapy: exercising post-transplant and
hernia prevention

September - Critical Care CNS team — discussion
around post ITU delirium, flashbacks and lurid
dreams

October - Psychology — strategies to manage and im-
prove your mental health

February - Skin cancer CNS team — Sun safety and
skin cancer awareness

Joining instructions will be supplied via email prior to
the meetings, or contact

add.tr.livertransplant@nhs.net



The Transplant Games - a history

With thanks to Mike Blee - 5th in the Golf Singles in the World Games in Dresden last year

The Transplant Games have been around since 1978 in various formats, the first being called the
“Transplant Olympics” which were held in Portsmouth, England with around 100 competitors taking
part, it has now grown to become a truly worldwide event.

The Games embrace all ages, anyone from 4 — 80 years old and who qualifies is welcome to
participate, with over 25 different sports represented. The competitors to the games are unique in
that each one of them is alive and well as a result of a successful organ transplant.

The events available range from Athletics (both Track and Field) to swimming, golf, basketball,
volleyball and various racquet sports, also cycling and triathlon, archery, bowling to name just a
few.

The games have now evolved into many different events being held worldwide with thousands of
transplant patients taking part. In the UK the Transplant Games are held annually, last year being
held in Oxford, this year in Sheffield (6th — 9th August) and next year in Birmingham.

There is then both the European and World Transplant Games which are held biannually and rotat-
ed every other year, with the World Games being held in Dresden in 2025, and the European games
in Lisbon in 2024. The next World games will be held in 2027 in the city of Leuven, Belgium, with the
next European games being held in Arnhem, the Netherlands in 2026.

Then there are also the Winter Transplant games, which are also held every two years for the lovers
of all winter sports.

Why do the games exist?

The aim of the games is to visibly demonstrate the benefits of successful organ transplantation,
work to increase public awareness of its success and thereby increase organ donation rates, as
well as promote the full rehabilitation and wellbeing of our participants. But more than that, it
demonstrates to the wider community that organ transplantation is helping so many people lead
perfectly normal lives.

This objective has been extremely successful with having achieved a 30% or better increase in
organ donation rates in those countries which have hosted the Games, and the number of success-
ful transplants continues to increase in more countries than ever.

In the last few years the World Transplant Games Federation has introduced the “Fit for Life!” initia-
tive, with an aim to elevate the importance of physical activity and organised sport at all levels in the
long term management and well-being of transplant recipients.

The importance of a transplant recipient remaining as ‘healthy around their transplanted organ as
possible’ through physical activity has been confirmed by research. This mission is to assist recipi-
ents to rehabilitate and focus on their fitness, health and well-being.

The initiative is designed to help transition recipients from a life of sedentary and protective behav-
iour immediately post-transplant to a full and active life centred on physical activity and organised
sport regardless of additional or adjacent medical treatment.



Mind the Gap: Life after Liver Transplant

Katie Ellams and Katie Morley

You may recall completing a questionnaire last autumn — thank you again for taking part. Your
responses have helped shape our service and enabled Katie Ellams (Staff Nurse, F5/G5) and Katie
Morley (Liver Transplant Coordinator) to present the findings at the British Transplant Society
Congress in Llandudno.

The survey explored how supported liver transplant patients feel after leaving hospital, and how ac-
cessible advice and emotional support are beyond regular clinic reviews.

What did we learn?
More men than women replied to the questionnaire.

*
*
*

Most respondents were aged 60 -74 years.

The majority were transplanted in the
last 5 years and did not feel that COVID-
19 had impacted their experience.

80% felt adequately supported post-
transplant prior to discharge.

47% gave a positive response to the sug-
gestion of a “Buddy” being offered when
listed for transplant.

The questionnaire highlighted a lack of
awareness of the volunteer support
group.

6 weeks post-transplant was highlighted
as a time point when a “welfare call”
would be appreciated.

60% of patients felt their next of kin
would have benefitted from having
someone to speak with post-transplant.

What will happen now?

*

ALTA support team members already
attend the Assessment Clinic for pre-
listed patients and offer a route to re-
quest a support team member get in
touch during the waiting period if listed,
and if needed.

We will now, on discharge, be trialling
the opportunity for post-transplant pa-
tients and/or their relatives to be teamed
up with an ALTA ‘buddy’. This will most
likely be one of the support team mem-
bers in their area. In addition, we will of-
fer a similar link up during the post-

Bridging the
Recovery Gap

Bridging the support gap after
your liver transplant.

v
®© New

6-Week | | ‘Buddy’
Welfare | Support
Calls Scheme

Calling you six Pairing patients

weeks after : .
discharge to check & relatives with

on your well-being. ALTA volunteers.

O 000
-8 i
Support for Volunteer
Next of Kin Groups are
Emotional support Available
& a dedicated The ALTA support team is

here to help you through
bUddy' every stage of your journey.
J

.

transplant 6-week welfare calls we will be making.
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o Aseries of sporting events for patients
who have undergone transplantation

BE PART OF THE GAMES

o A chance to socialise with individuals
who understand what it's like to have
had a transplant

o An opportunity to celebrate a new
lease on life but ultimately to have
fun!

Why not join the Addenbrookes Team?
Come as a competitor or a supporter

Register now at www.transplantactive.co.uk

For more information contact Brian Dean
(team manager) : bgdean1977@outlook.com

What’s happening in the Outreach
Clinics parti

Outreach Clinic Support Group

These hubs are here specifically to help you —
whether it is to introduce you to other ALTA mem-
bers for a general chat, or to see if through the expe-
rience of the team they can answer your queries, or
point you to a member of the medical team if re-
quired

Outreach clinics are regularly held at:

. Peterborough - second Wednesday in the month
— Lynda, Kevin, Anne, Graham and Chris

. Nottingham — last Tuesday in the month —
Graham and Mel

. Southampton — second Tuesday in the month —
Tim
. Basildon (morning) — variable see Facebook page

- Brian D, Mark, Gill

. Broomfield (afternoon)— variable see Facebook
page — Brian D, Charlotte

Please check our Facebook page for confirmed
dates or contact

info @alta.org.uk

What’s happening in the Outreach Clinics part ii

If you’d like your own ALTA gilet
please email info@alta.org.uk
with your size and details.

Cost £30 including a donation to
support ALTA

The volunteers at our Outreach clinics will
soon be easily spotted and pleased to be
sporting their new ALTA gilets.




