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Remembering Tess
1956-2024

In March, we shared the heart-breaking
news of the passing of our beloved CEO,
Tess (Teresa) Harris, aged 68.

The overwhelming support and kind messages we've
received from both the UK and around the world have
deeply touched us and her family, a testament to
Tess's profound impact.

Despite Tess's inclination to shy away from the
spotlight, we're sure she would find solace in knowing
that her tireless dedication to raising awareness for
PKD and supporting those affected has reverberated
far and wide, leaving an indelible mark on countless
lives.

Tess was a unique individual, embodying the
essence of an ‘expert patient’ and serving as an
exceptional figurehead for the charity.

evokes a special moment shared
with her. Additionally, donations to
the PKD Charity will continue Tess's
mission to provide support, raise
awareness, and drive progress in the
fight against PKD.

Her journey as a fervent advocate for PKD

began in 2004 when she joined the PKD - ”e{{’e?f’: s
Charity as a trustee. From humble beginnings 3
of stuffing envelopes to pioneering ground-
breaking initiatives, Tess's dedication knew
no bounds. As CEO of the PKD Charity and
President of the PKD International Alliance,
Tess led with vision and commitment.

Her efforts fostered collaborations, drove
innovation, and championed international
partnerships in the pursuit of effective treatments She remained resolute, undergoing .

and, ultimately, a cure for PKD. a kidney transplant in 2020, a
testament to her unwavering

commitment.

Help keep Tess's legacy alive. Visit
https://tessharris.muchloved.com
or scan the QR code

Beyond her professional

accomplishments, she will be
remembered for her warmth, B "
empathy, and boundless optimism. :

To honour Tess please visit her
memorial page to share cherished
memories, photos, light a candle
in remembrance, or add music that = |
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Information and support

World'’s First

Genetically
Edited Pig Kidney
Transplant

In March, a historic medical
milestone was achieved in the

US: the first successful pig-to-
human kidney transplant - offering
optimism to many battling end-
stage kidney disease.

Richard Slayman, 62, previously
underwent a human kidney transplant
in 2018 but faced complications, leading
to his return to dialysis in 2023. He
opted for the pioneering procedure not
only to aid himself but also to instil
hope for others in need of transplants.
Xenotransplantation, which involves
transferring organs between species,
presents a new avenue. Pigs, sharing
physiological similarities with humans,
emerge as potential organ donors.

The special pig kidney, provided by
eGenesis, was genetically modified for
compatibility, the result of years of
research and development. While it
represents a significant breakthrough,
challenges persist, including the

need for further research to optimise
outcomes and address ethical concerns
surrounding animal organ donation.

Nonetheless, this achievement signifies
transformative potential in organ
transplantation, offering renewed
optimism for patients. Mr. Slayman,
discharged two weeks post-surgery,
expressed joy at leaving the hospital,
anticipating a life free from dialysis and
cherishing moments with loved ones.

Giving PKD
Patients a Voice

Introducing Audrey, our recent
addition to the PKD charity team!
Audrey joined us in January 2024
as the Patient Involvement and

Engagement (PIE) Officer, bringing |}

both professional expertise and
personal insight to our mission
of amplifying the voices of PKD
patients.

Diagnosed with ADPKD in 1986,
Audrey's journey with the disease,
coupled with her experience of
taking Tolvaptan since 2017 and a
recent PLD diagnosis, provides her
with a profound understanding of
the challenges faced by patients and
their families.

With a background transitioning
from geophysics to Data and
Information Management, Audrey's
global experience, including work

in Alaska and Canada, enriches our
efforts to empower PKD patients.

ereme

What Exactly Does
Patient Involvement and
Engagement Mean?

At the PKD charity, we believe that
research is key to better care. Our
top priority is to find treatments that
can slow or prevent the progression
of ADPKD and improve patients’
quality of life. Collaboration with
those most likely to benefit from
research outcomes is essential,
leading to the establishment

of the Patient Involvement and
Engagement Officer role. A major
part of this role is to give a voice

to patients and ensure that any
research is patient centred.
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Patient involvement and
engagement are now core
components of the research
strategy, planning, implementation,
and evaluation process. Involvement
ensures that research is relevant

and useful, improving its reach,
quality, and impact. Engagement
fosters two-way interaction between
researchers and the public, enhancing
transparency and understanding
regarding the research being
conducted.

ADPKD patients, along with
family members and carers, are
experts in their disease and its
impacts. Direct engagement with
research organisations allows
them to improve research design
and delivery, leading to a greater
understanding of patient needs.

Everyone benefits from research as

it provides evidence of what works
best, and those most affected should
be empowered to contribute to
decision-making. Considering the
views of people affected by ADPKD
is vital when determining research
priorities.

Our Priority Setting Partnership
(PSP), overseen by a steering group
including individuals living with

and affected by ADPKD, healthcare
professionals, and the James Lind
Alliance, identifies and ranks the top
10 research priorities.

For more information on ADPKD
Research Priorities visit

www.bit.ly/ADResPri E [
or scan the QR code: o
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Information and support

Take Cover: Skin Care Tips and Advice for Kidney Patients

As the warmer weather approaches,
along with the hopeful prospect of
much-needed sunshine, it’s crucial to
prioritise the well-being of our skin.

In a recent recording, Dr. Jacqueline
Nevois BSc (Hons) BM MRCP MSc, a
Consultant Nephrologist at Wessex
Kidney Centre, shares invaluable
insights on skin care.

From practical tips to relieve itching to
emphasising the importance of regular
skin checks, especially for those on
immunosuppressants, Jacqueline covers
all bases.

Access this and other PKD Charity E E Don't miss the chance to

talks by scanning the QR code xlbiy  gain essential knowledge on

or visit www.bit.ly/PKDevtalk = protecting and maintaining
E your skin's health!

EEE

“I learned about ‘Flat Seborrheic
Keratosis,’ a benign skin
condition, at this skin care
webinar. | visited an NHS
dermatology clinic, and the
doctor confirmed its benign
nature.”

“Very informative!”

“This session prompted me to
have a mole checked, which
fortunately, turned out to be
harmless.”
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“Fantastic presentation!”

Household contacts of
immunosuppressed individuals are
not eligible for the spring 2024
booster, as the focus is on those

most at risk of severe outcomes from
COVID-19. 6.30pm: Zoom

The optimal timeframe for your ADPKD Information and Support
spring vaccine is around 6 months days

after the last dose, but it can be * Swansea, Wales — Saturday 15

administered as soon as 3 months June 2024

after a previous COVID-19 vaccine *  Birmingham - Autumn/Winter

dose. 2024, date to be confirmed

You may receive an invitation to
book a booster, but you can also
book online at www.bit.ly/NhsBook
or by calling 119 now!

Coming soon!

Online Q&A

Genetics and Genetic Testing in
ADPKD - Thursday 27 June 2024 at

For event details, visit
www.bit.ly/pkdc-events
or scan the QR code.

Who's eligible?

With waning protection from
previous COVID-19 vaccinations,
booster shots are now available
for individuals aged 75 years and
older, residents in care homes
for older people, and those

aged 6 months and over with a
weakened immune system.

It's crucial for you to take up
the offer before the vaccination
programme closes on

June 30, 2024.
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Raising awareness

Not All Heroes Wear Cape

This year's World Kidney Day campaign aimed
not only to spread awareness about the critical
role kidneys play and the profound impact
when they falter, but also to pay tribute to the
unsung heroes who've been with us through
thick and thin.

Whether a friend, family member, healthcare
professional, organ donor, or even a cherished
pet, we encouraged everyone to nominate their
Kidney Hero for a chance to win the Kidney
Charities Together (KCT) World Kidney Day
award.

Among the many inspiring stories shared, Jeff
emerged as the deserving winner. At 60 years
old, Jeff selflessly donated a kidney to his niece
Mariann, offering her a new lease of life.

His immediate response to Mariann's plea reflects
his altruism:

“When Mariann asked me, | didn't even think
about it. | said yes straight away. If this award
encourages one other person to do the same,
that's marvelous. | don't regret it for a minute. It
brought Mariann back to life.”

Jeff's act of kindness was commemorated through
his brilliant and touching poem, “What's A Kidney
For?", emphasising the significant effect of kidney
donation. Read it on the opposite page.

The campaign also featured PKD patients Asif, whose employer supported him through dialysis and transplant, and Martin,

whose great niece Alex donated a kidney to him.

In celebrating Jeff and all nominees, the KCT continue to champion kidney health awareness and honour the everyday heroes

whose compassion and generosity light the way for others.

Raising awareness

What's a kidney for?

A poem by World Kidney Day hero and kidney donor, Jeff.

It's for giving, because yours
weren't forgiving.

The heavy wheeled suitcase thing -
the dialysis machine you lugged on

the train all the way to your mum'’s.

And bags of liquid in boxes
delivered and piled up at her

house for you to use. | realised | had
a job to do.

| had to give my kidney to you.

| heard the news and sympathised
but when | saw...

You were at your sister’s wedding,
talking from the pulpit, ashen grey,
gasping out the words you wanted
to say.

When | looked into the weakening
light in your beautiful eyes, | knew
what | had to do.

| had made the right decision, to
give my kidney to you.

Such a simple thing, really, but
complicated in its arrangement.

And guess what? We were a pretty
good match.

After so much disappointment
and let down, you made a

simple plea on the phone. | didn't
even think about it. | said “yes”
straight away.

The interviews were brief but
thorough and finally, | signed to give
my kidney away

Suddenly | felt home and free, like
an athlete way ahead of the pack,
running home to the tape, even
though it meant much more to you
than it did to me.

That night before, sleeping on
your floor wasn’t the best way to
prepare, but the day went by like a
blur.

That morning, | was on my own,
being processed and soon drawn
away into dreamless sleep

| agreed to give my kidney away

to another, if the transplant was
unviable that day, but it was, and
we were two wounded but relieved
patients.

All I had to do was get better after
and enjoy the hospitality. My

PCA was soon snatched away. |
could have cried after it, and when
my catheter was removed, it

was like a bottle brush being pulled
out:

Oh brother! How | wanted to shout

It was nothing compared to what
you went through, but you

IN HELPING ME
NAVIGATE THIS
DIFFICULT CHAPTER
IN MY LIFE.

#MYKIDNEY

THE JOURNEY FROM

: . gradually got better... HER DECISION
m " W My mind was clear as a bell, born
ﬁ : YK‘DNEY for that day. All the endless sampling o ;:BELSF:::QI\INC
4 4 #M NERVOUS ONE.

— oo d immersion in blood chemist
Suddenly | was a patient in waiting: an . e Y.
ERO lots of questions and testing. delayed healing and infusion

therapy...
| had to attend these on my own. Then finally, you made your best
We were treated separately, in case  move: leaving your dingy damp flat,
of any coercion. to go and live with your mother.

#MYKIDNEYHERO IS MY LATE WIFE
SHARON, WHO TWENTY YEARS
AGO IN MARCH 2004 DIED
SUDDENLY ACED 32, BUT HAD
TOLD ME HER #ORCANDONATION
WISHES, SO | KNEW WHAT TO SAY
WHEN ASKED- SHE SAVED FOUR

| WOULD LIKE TO
NOMINATE ONE OF MY
CONSULTANTS, DR JULIE
WESSELS WHO HELPED
ME GET THROUGH MY

“My kidney hero is my Uncle Jeff
who donated a kidney to me 11
years ago meaning | was able to
come off dialysis he is a

PRECNANCY ON RS FEOn BCRA NCies total legend!” Twenty-five bloo'd samples. Yes, What's a kidney for?
DIALYSIS 16 YEARS ACO. SKIDNEYS & #LIVER Z?:1¥UT!ancock, fairly nearly an The love you have for another...

KIDNEY
HEROES

LisA BEARDMORE Nuclear Medicine, scary stuff | was
injected and scanned thoroughly

but warned not to use the nearest

MAHMUD NAWAZ

© Jeffery A. Edmunds,

*The KCT consists of the PKD Charity, Kidney Care UK, Kidney Research UK, Kidney Wales, the National Kidney Federation toilet — hardly convenient! THIS YEAR
(NKF), the UK Kidney Association, and Popham Kidney Support.
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Fundraising

Phyllis's 80th: £400 Raised!

Meet Phyllis, a retired school cook from Norfolk,
who celebrated her 80th birthday in March! But this
milestone was more than just a number. Instead

of traditional gifts, Phyllis requested donations to
help those affected by PKD, which raised a fantastic
£400!

Though Phyllis doesn't have PKD herself, she's been

an unwavering support for family members who do.
Her late husband battled PKD, undergoing a life-saving
kidney transplant that gave him 15 more years before
his passing in 2005. And her daughter Alison bravely
faced dialysis, a transplant 18 months ago, and now
awaits a double nephrectomy to remove her enlarged
PKD kidneys.

Despite her own hardships, including the loss of her
second husband during the pandemic, Phyllis embodies
resilience and vitality. A devoted player of darts and
bingo, and choir member, she leads a full and active life.
She also volunteers at her village's tourist information
centre, showcasing her generous community spirit.

Happy 80th year, Phyllis! Thank you for your love,
support, and for being a beacon of strength and
generosity.

Planning a special day or event? Consider donating it!
For details on setting up a birthday fundraiser or other
donation options get in touch at:
fundraise@PKDCharity.org.uk.

Baking it Happen!

A big thank you to Emily Cable and Manchester Royal
Infirmary's Specialist Medicine Therapy Team who hosted a
cake sale and jelly bean competition on World Kidney Day
to raise awareness and show support for polycystic kidney
disease. They raised a fantastic total of £190.67!

Emily is a truly amazing supporter who has taken on some
incredible challenges for Team PKD, including the PKD 21k
Challenge in 2021 - and last year took on the Great Manchester
Run to mark the 6th year following her Mum's transplant!

“I'm so glad | can do something to support such a
worthy cause, so dear to my heart. As a family member,
a patient and professional | have experienced at first
hand the impact PKD can have on an individual. The
PKD Charity have provided key knowledge, support and
comfort about living with the condition, giving those
affected hope for the future.”

...........

Thank you so much Emily — you are an inspiration! We
are so grateful to you for your wonderful kindness, and
so honoured to have your incredible ongoing support in
raising vital funds and awareness over the years!

6 Follow PKD Charity on Facebook facebook.com/pkdcharity and Twitter twitter.com/PKDCharity

Fundraising

London Marathon 2024

Every April, thousands of runners take to the streets of
London to participate in the London Marathon. Among
this crowd were six remarkable runners supporting PKD
Charity.

Alex, Stuart, Martin, Victoria, Gillian, and Barbara all made
the big decision to take part in this extraordinary event and
raised a staggering £15,000. Each of our runners has their
own reason for participating, but all were united in raising
funds to support research into Polycystic Kidney Disease
and to bring hope to hundreds of families.

One of our runners, Gillian, shared why she decided to
participate:

The PKD Charity | Mailing address: 86-90 Paul Street, London, EC2A 4NE. | 03001111234 | info@pkdcharity.org.uk

“I ran the 2024 London Marathon in memory of my

dad, John, who suffered from polycystic kidney disease.
Unfortunately, his health deteriorated around the age of
40, and he passed away at only 61 years old. My sister
and | also suffer from the disease, and | signed up for the
marathon at 40 to prove to myself that | can!

I want to raise awareness of PKD and to support the
charity, which may be helping me in the future! The
marathon was an amazing experience that | will cherish
forever.”

If you have been inspired to take on your own challenge,
why not take a look at our upcoming events to see

how you can get involved or get in touch at:
fundraise@PKDCharity.org.uk

Join us in the fight
against PKD

Since our formation in 2000, we've
raised over £200,000 for the PKD

Bio Resource Bank at UCL Royal Free
Hospital, vital for advancing PKD
research. Research is pivotal to halting
PKD's progression and changing lives.
Consider establishing a regular gift to
PKD Charity to fuel new projects and
empower our researchers.

In these uncertain times, your consistent
support ensures stable funding, allowing
us to undertake long-term research

with the potential for breakthrough
treatments.

Set up your regular
donation using the
enclosed form or
scan the QR code.




Our support services
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I Polycystic Kidney Disease

Whether you're looking for PKD information, practical advice or just
someone to talk to, we're here to help you.

IT REALLY
HELPED T0
TALK

Ring our Helpline

If you need a friendly
person to talk to about
your worries or are just
looking for information,
ring 0300 111 1234, our confidential
helpline. Available from 9:30am to
5:00pm Mon - Fri.

“You'll never know how much | valued
speaking to you."

Find a PKD Support Group

For understanding and
companionship, join

one of our PKD Support
Groups. Hosted by trained
volunteers with lived experience of PKD.
Everyone is welcome — patients, family
members and friends.

“It's great to meet others in a similar
situation.”

Join a Facebook Group

For a friendly and private

place to connect and share

with others like you, join

one of our three UK-only
private Facebook groups. There's a group
for everyone affected by PKD.

For ADPKD (autosomal dominant
polycystic kidney disease)
*  PKD Support (PKD Charity UK)

*  Parents of children with PKD
(PKD Charity UK)

For ARPKD (autosomal recessive
polycystic kidney disease)

*  ARPKD Support (PKD Charity UK)

YOU'RE NOT ALONE
YOU'VE GOT US...

INFORMATION, FRIENDSHIP

AND SUPPORT FOR MANAGING pkdé

POLYCYSTIC KIDNEY DISEASE

“| found the group on Facebook and
was immediately immersed into a very
friendly and welcoming environment.”

Take part in a workshop

Share your experiences
and discover new coping
strategies in a confidential
online space with others
who understand the difficulties of life
with PKD. Run by a renal psychologist
and psychiatrist.

“To be able to share experiences helped
me realise | am not the only one out
there feeling the way | do.”

Learn more about PKD at
an educational event

Want to find out more
about PKD, worried for
your future, or baffled by
the medical jargon? Ask the experts at
one of our free educational events.

“Fantastic sessions...a very informative
and interesting day."

Visit our website for more information

How to get support, visit
www.bit.ly/pkd-support

Upcoming events, visit
www.bit.ly/pkdc-events

PKD app

Download our FREE
App, created to
inform and educate
people who are newly
diagnosed or at early
stages of PKD.

Scan here

kd

PKD Health
Information

If you need reliable information about
all aspects of PKD, visit our website
for arange of accredited factsheets
written by medical experts.

Key factsheets include:

ADPKD Basics
www.bit.ly/adpkd-basics

Polycystic Liver Disease
www.bit.ly/adpkd-pld

Diet and Lifestyle in ADPKD
www.bit.ly/adpkd-diet-lifestyle

ARPKD Basics
www.bit.ly/arpkd-basics

If you don't use the internet, we
can send you printed copies. Just
ring our helpline: 0300 111 1234.

Links to other
sources of help

We recommend:

UK Government Benefits Info
www.gov.uk/browse/benefits

Kidney Care UK - individual grants
www.kidneycareuk.org

Turn2us - broad range of advice on
welfare benefits and grants
www.turn2us.org.uk

Family Fund — grants for seriously ill
or disabled children
www.familyfund.org.uk

Contact - for families with disabled
children
www.contact.org.uk
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