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ANNUAL GENERAL MEETING

The 57th Annual General Meeting of the
association will be held on
Friday 10th October 2025

at 7.30pm
At Ronald McDonald House

AGENDA

Opening Remarks
Apologies for absence

Minutes of the Annual General Meeting held on Friday 18th October
2024

Chairman’s Report as read

Treasurer’'s Report

To appoint the Committee in accordance with the Rules
Future activities

Any other business



Chairmans Report — Year Ending 31° March 2025

Time certainly goes fast, and it doesn’t seem like twelve months since
| was compiling another Chairman’s Report.

A big thanks again to Tracey Daglar, for managing the Transplant
Games team held in Nottingham, and starting to organise the 2025
Games to be held in Oxford.

Let’s not forget the families involved in the Games, and we hope that
those who raise funds towards the Games, continue to do so. Your
efforts are appreciated by all at the Kidney Fund. Don’t forget that
you can complete a “Gift Aid” form for any fundraising, which helps
swell the money set aside just for the Games.

We would also like to encourage everyone who wishes to raise funds
to register for EasyFundraising. It doesn’t cost you anything extra,
and can raise funds from such diverse purchases as holidays,
furniture, clothes etc. It is so easy to do, so encourage all your family
members to do it as well!

I’d like to thank all our committee for their efforts in the past year,
and look forward to another year of helping those who need it.

Finally, and although outside the end of the year we are talking
about, it would be amiss of me to offer congratulations from the
Fund to my wife Jan, who in June 2025 was awarded the MBE in the
King’s Birthday Honours list. | see first hand the hours that Jan puts
into the work needed for financial and administrative matters, and it
is a well deserved honour for someone who has now served the Fund
for thirty-two years, thirty as the Treasurer.

| once again thank you for your continued support to the Fund.

John Green
Chairman AHKCF



Treasurer’s Report

In January 1995, Alder Hey Children’s Kidney Fund lost our treasurer,
Eric Hoyle, after a short and sudden illness. Eric was sadly missed and at
that time, | agreed to become treasurer as the Fund needed someone to
step into the post. At that time, | never imagined that | would still be
here and writing my 30" annual report!

Over the years there has been many changes to how we receive
donations and fundraising, but never changing has been the need to
help children and young people and their families. Our aim continues to
be to support children and staff to improve lives and to fund research to
find ways to treat children and reduce the impact on their kidney health.

It goes to say that none of this would be possible without the help and
support of our wonderful supporters since 1968 — THANK YOU!

During the past year we have spent £39,000 and this has been used to
purchase equipment, provide direct help for families, support research
and fund the cost of the transplant games for the Alder Hey Renal team.
Each of the medical and research teams have provided an update later
in this report.

Equipment totalling £1,028 was purchased with the main item being a
catheterisation simulator for the urology team at a cost £950, which was
kindly funded by the Crisp family fundraising event. The remainder was
to buy special belts for the children who are having peritoneal dialysis.

Small grants totalling £6,150 were made to 12 families when their child
was transplanted at Manchester or their stay at Alder Hey was
extended. This help has been invaluable and has hopefully made a
difference.

The research associate post funding was completed and £8,509 was
paid. We were delighted to hear the post now been made permanent
and is funded by Alder Hey.

The largest expenditure was for the Alder Hey team to participate at the



British Transplant Games that were held in Nottingham. The overall costs
of £22,803 enable 13 children together with their parents and siblings
enjoy the weekend. The games are an amazing experience and enables
children and families to meet others who are facing the same situation.
Everyone had an wonderful time, and we plan to fund the games for many
years. We appreciate the support of the families who raised funds towards
the costs. We also wish to thank Kidney Care UK for their generous grant of
£4,000 to help our team and Tesco Groundwork for their grant of £1,000
towards next year’s games.

Of course, none of the spend would be possible without the generous
support from many individuals and groups, and this year is no different,
receiving donations of £38,978. A wonderful amount for our small charity!

Funds have been raised in many ways and we have highlighted some of the
stories later. We are grateful for continued support from people who have
regularly sent donations. In particular we are privileged to remain one of
the nominated charities for 29" Liverpool Scouts & 48" Liverpool Guides
Christmas Float collection. Again, the young people and leaders travelled
throughout south Liverpool with Father Christmas and due to the
generosity of the community, and we received an amazing £2000, in
addition they supported other local charities — thank you!

It has been another successful year for Alder Hey Children’s Kidney Fund
and it was rounded off in June when | received some wonderful news. This
Annual Report relates to the year ending March 2025 and while my news is
after this date, but | wanted to share with you. | was awarded an MBE in
the Kings Birthday Honours recognising my work for Alder Hey Children’s
Kidney Fund! I am so proud and honoured to receive this award although |
would not have been able to achieve this without the support of our
donors, committee and friends. On a personal note, | wish to thank
everyone who has helped the Fund over the years.

It has been another wonderful year as the Fund goes from strength to
strength, THANK YOU!

Jan Green
Treasurer
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Did you know we received almost £400 this year? This provides
help for at least two families who have additional expenses when
their child is transplanted in Manchester or long term care at Alder
Hey . If eligible, please complete the declaration, available by email
ahckf@yahoo.co.uk or by completing the form on the next page.

Thank you to Chris and the team at Brighter Design for continuing
to support our website and helping with updates. We appreciate

your support.

www.brighterdesign.co.uk

Thank you to Richard Cassidy for completing the

independent examination of our accounts




Alder Hey giftaid o
Children's
Kidney Fund

Gift Aid declaration — for past, present & future donations

Alder Hey Children’s Kidney Fund

Please treat as Gift Aid donations all qualifying gifts of money made
today — in the past 4 years 1 in the: future —
Please fick all boxes you wish to apply.

| confirm | have paid or will pay an amount of Income Tax and/or Capital Gains Tax for each tax
year (6 April to 5 April) that is at least equal to the amount of tax that all the charities or
Community Amateur Sports Clubs (CASCs) that | donate to will reclaim on my gifts for that tax
year. | understand that other taxes such as VAT and Council Tax do not qualify. | understand the:
charity will reclaim 28p of tax on every £1 that | gave up to 5 April 2008 and will reclaim 25p of
tax on every £1 that | give on or after 6 April 2008.

Donor's details
Tithe: [First name or initial{s)

oy

Full home address

Postcode
Date
Signature

Flease notify the charity if you:
LI Want to cancel this declastion
Ll Change your name or home address

|| No longer pay sufficient {5 on yowr income and'or capital gains.

[f yow pay Income Tax af the higher or addifional rafe and wani fo receive the addifional fax rebef due fo youw, you
must inciude all yowr Gift Aid donations on your Seff Assessment fax retum or ask HM Revenue and Cusfomns fo
adjust your fx code.
Registersd Charity Mo 256051
FRenal Unit
Alder Hey Children's NHS Foundalion Trast
East Frescot Road
Liverpoal
Li4 SAB



Update from Tracy Daglar—Team Manager and Nurse Specialist Nephrology

The Transplant Games in July 2024 were held in Nottingham.
Each year the recipients and live donors have the
opportunity to take part in various sports over the 4 days.
The team continues to grow every year with the transplant
competitors taking part in obstacle, cycling, swimming,
walking and track and field.

The Friday evening social was at a local bowling alley with
everyone playing on the arcade after the bowling had
finished. On the Sunday evening the Games concluded with
our celebration dinner and disco in the hotel where
everyone can relax and celebrate the achievements of all
the team members/families from the whole weekend.

We are very grateful to the Kidney Fund with their support
for the Games and all the families realise how lucky we are

as a team to have such support.

Opening Ceremony

Donor Run (Giraffes this year)
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NHS!

Jay and Sina wanted
to help others when
their son, Aari, died
aged three. Aari
donated seven of
his organs.

K}
2 minutes Nnow could
save up to 9 lives

/

Confirm your decision to be an organ donor.
It's the best thing you'll do today.

Yes | donaie

G . ORGAN DONATION
Visit organdonation.nhs.uk
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The Alder Hey Children’s Kidney Fund play an active role in
supporting our home therapies patients and families. This
service provided by nephrology speciality, consists of home
dialysis patients in the form of peritoneal dialysis and
haemodialysis. The home Haemodialysis service has been
running for the last 3 years now with around 12 families having
participated in some form of training. In total we have managed
to successfully fully train 4 patients who have had dialysis in
their own homes, which has been invaluable to them in order
to feel they have a more active role in their treatment but also
that they can plan dialysis around their life rather then their life
around dialysis sessions. This has also led to patients
attendance at school improving and for 2 patients this was
extremely important given their age and important
examinations approaching meant they can get to school more.
Currently there are 2 patients on haemodialysis and 7
peritoneal dialysis patients. We have patients currently in-
centre having training for home haemodialysis and they should
be home in the next 4 weeks.

The Alder Hey Children’s Kidney Fund has played a valuable
contribution by being able to support our families for things like
PD belts to help keep their catheter safe and by provide
financial support for additional ancillaries like refuse bins.

We are currently in the process of forming a service to offer
human albumin infusions at home which will be performed by
the parents/carers after receiving full training. This has
previously been offered but due to time lapse and processes
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changing, the process is now being set up so in the future, we
can then offer this service to patients with Nephrotic Syndrome
which will mean again, they will not be required to attend the
hospital for these infusions and they will benefit from this.

Not only have they supported the home therapies team, they
have recently contributed massively to funding an ultrasound
device for inpatients having haemodialysis using a form of
access called a fistula. By using a fistula, this form of access
uses needles for the access which can prove to be difficult
when first accessing the fistula. With the formation of the
fistula taking place in Manchester Children’s Hospital, this has
lead to multiple journeys back there for ultrasounds if there is
any difficulty but thanks to Alder Hey Children’s Kidney Fund,
we now have purchased an ultrasound device which staff have
received training on and this has improved patient experience
whilst accessing the fistula which is paramount to their journey
and longevity of the fistula itself.

We are extremely grateful to Alder Hey Children’s Kidney Fund
for all your continuing support in which our patients and their
families as well as staff would be lost without.

Leah Wilson
Clinical Nurse Specialist— Renal Home Therapies
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We realise it can be difficult fund raising, particularly if you keep asking the
same family and friends! We have been looking at alternatives and here are a
couple of ideas.

)
4

You can list eBay for Charity items using the eBay Mobile App on iPhone and
Android, donating any amount from 10%-100% of your final sale price to your
favourite cause—Alder Hey Children’s Kidney Fund.

During the year we received £78.61 from eBay sales! Thank you to anyone
who sold items as all items appear to have been sold anonymously.

http://www.ebay.co.uk/egw/ebay-for-charity/charity-profile/Alder-Hey-
Children-s-Kidney-Fund/87794

D easyfundraising.org.uk
.~ feel good shopping

Do you shop online? Do it through easyfundraising.org.uk and raise a free
donation for Alder Hey Childrens Kidney Fund every time you shop!

https://www.easyfundraising.org.uk/causes/alderheychildrenskidneyfund

We received £120.61 from a small group of supporters. Please ask your
family and friends to use easyfundraising to help increase our donations.

$¢ easyfundraising

Shop with the app
and never miss a
donation!

Available on:

& Fipsiors | P> Googerte
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If you would like any information on using any of the
fundraising apps, please contact us—ahckf@yahoo.co.uk

Please share with family and friends!

We can accept donations through Facebook and
Instagram but we have very few details about the
donations but there have been birthday celebrations.

John
Richard

Thank you for celebrating your birthday
by supporting us!
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Evaluating the lipidomic profile in glomerulonephritis as a
bridging biomarker for paediatric extrapolation of
cardiovascular disease risk

Principal Investigators: Dr Louise Oni (Alder Hey Children’s
Hospital) Dr Anirudh Rao (Royal Liverpool University Hospital),
Dr Pallavi Prasad (Alder Hey Children’s Hospital), Dr Caroline A
Jones (Alder Hey Children’s Hospital) Dr Garry McDowell
(Liverpool John Moores University),Dr Andy Chetwynd
(University of Liverpool), Prof. Alan Salama (University College
London)

Current AHCKF-funded researcher: Dr Elin Davies (funded by
an AHCKF PhD studentship, Feb 2024-Aug 2026)

Kidney inflammation called Glomerulonephritis the 2nd most
common cause of kidney failure in children. Patients with
glomerulonephritis are at risk of heart disease. It is important
to measure the risk so we can look for new ways to stop it. In
the body, fats are called ‘lipids’ and they cause poor heart
health. We aim to measure heart markers and lipids in blood
when patients get diagnosed compared to when they are
better. We will compare the results with heart markers and
lipids in adults to see if they are linked. This will give clues
about a test to predict children at risk of future poor heart
health.

In the last year we have completed our two big experiments
measuring the proteins and the lipids at the Institute of
Systems, Molecular and Integrative Biology, University of
Liverpool. We have used a high tech machine called a mass
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spectrometer we can measure different types of lipids in
blood in a very exact way. Blood samples from children
with kidney disease at Alder Hey alongside adults with
kidney disease at The Royal Liverpool University Hospital
recruited to the GLOM-OMIC study have been used for
these experiments.

We have identified ~300 proteins and over 1000
metabolites and lipids through these experiments and are
in the process of analysing the results to identify which
molecules are most important players that contribute to
the risk of heart disease. This will help us understand what
our next focus should be to get a step closer to improving
heart health associated with kidney disease.

We are due to present some of the paediatric results at the
upcoming European Society of Paediatric Nephrology
Conference.

With sincere gratitude to the AHCKF for supporting this
research and pursuit of improving long term outcomes for
kidney patients in the future.

We now have Instagram so please follow us and
share any details of your event!

@alderheychildrenskidneyfund @
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THANK YOU to all our amazing fundraisers—we couldn't do it
without you!

The events highlighted are some of the donations we have received
and we appreciate every penny. Any events held from April 2025 will
be in next year’s Report.

If you have held or are planning an event, please share the details
and photos with us.

play specialist RDU, and the children to produce
Christmas cards raising hundreds of pounds! Well
done to the children for their designs.

RDU has once again been active for
the Fund, this year they took part in
Liverpool Santa Dash raising an
incredible £3,300. The Christmas
and Easter raffles on RDU raised
over £400!

Thank you to Katie & Kris Lewis for
the donation of £1460 from their
marathon.
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Our Amazing Fundraisers!! THANK YOU!!

What a day for the Bird family at the London Marathon
2024.

The boys raised the magnificent amount of £7365 for the
Fund and similar amount for Whizz Kids — amazing! All
the hard work training was worth it, Thank You!

Tyler has been a member of the transplant
games team for several years, taking part in
different events including cycling. This year he
completed 100 mile cycle challenge to raise
funds towards the Games. Well done and thank
you to Tyler and his family raising over £800!

5 o Aedan participated in his first Transplant

.‘ @ DER HEY Games and completed a challenge he called
CHILDREN : ‘Walking Away from Dialysis’. Aedan spent 3

hours every time he received dialysis and he

walked 3 hours to represent the time spent.

His family and friends supported his event and

he raised a remarkable £1200. His family are

forever grateful to his unknown hero for their

choice to donate their organs Thank You!
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The Whitfield family ran/walked 200km in
June and received donations of £1400
towards the Transplant Games—well done
and thank you everyone!

Thank you to Callum and Spencer for taking

part in MMA events and raising funds for the
Kidney Fund—thank you!

Our chairman, John, celebrated his
70th birthday and asked for
donations instead of presents. He
appreciated the gifts and donated
over £600.

It is a sad time when a loved one passes away and we are grateful for donations in
their memory and hope the families find comfort that they are helping the children
with kidney disorders.

We wish to remember Olivia Rose Tonnessen and
thank Olivia’s family and friends who donated
£7,025 in her memory — such a special way to
celebrate the life of a loved one at a difficult and

sad time. A beautiful, funny clever daughter who
died unexpectedly and tragically at the age of 2 years old. As their world was
crashing down, her brave parents took the decision to donate her organs and give
another family the greatest gift there is; life. Her family also appreciated the
invaluable support of the Alder Centre and made a similar donation to help other
families facing unimaginable pain. THANK YOU for your support.
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Donations received in memory of

Olivia Rose Tonnessen
Hugh & May Evans
Vera Taylor
Arthur Knowles
Matthew Atherton
George & Sylvia Gibbons
Barbara Hoyle
Audrey & David Hillyard
Eddie Green
Phoenix Thompson
Bill Simpson
Dave Rose

Nigel Barrie Moorhouse

Many thanks for remembering your loved ones in this special way
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Assessing Treat-to-Target Feasibility and Biomarker Monitoring in
Childhood Systemic Lupus Erythematosus: The NEPHROTARGET
Study

The NEPHROTARGET Study Overview

The NEPHROTARGET study, funded by the Alder Hey Children’s
Kidney Fund (AHCKF), is an exciting clinical research project focused
on improving outcomes for children and young people living with
Childhood-onset Systemic Lupus Erythematosus (cSLE). A particular
focus of the study is on Lupus Nephritis (LN), a serious kidney
complication affecting many children with cSLE, potentially leading
to kidney failure and the need for dialysis and transplantation.

The study is evaluating the Treat-to-Target (T2T) approach in
routine paediatric care. T2T involves setting clear treatment goals
(such as achieving a low disease activity state or remission off
steroids) and adjusting treatment plans to reach and maintain
those goals. This approach has been shown to be associated with
improvements in disease flare and disease damage. Alongside this,
urine samples are being collected at each T2T visit to assess for
urine biomarkers - substances in the urine that provide real-time
insights into kidney health. The aim is to determine whether
incorporating these biomarkers can enhance the precision and
effectiveness of T2T, particularly for patients with LN.

In addition to implementing the T2T framework and urine
biomarker analysis, NEPHROTARGET includes two important sub-
studies:

e Nailfold Capillaroscopy (NFC), a simple, non-invasive imaging
tool used to monitor microvascular changes.

Qualitative interviews with patients, families, and clinicians to
understand how T2T can be integrated into everyday practice and
care.

Study Progress So Far

Recruitment and Engagement:

Following ethical approval in September 2024, the study officially
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opened at Alder Hey in October 2024 and later at Royal
Manchester Children’s Hospital (RMCH) in February 2025. So far:
e 35 cSLE patients have been recruited (Alder Hey: 14, RMCH:
21)

e All have consented to the NFC sub-study, and over 75% have
agreed to participate in the qualitative interviews

No patients have formally declined participation

Dedicated T2T clinics have been successfully established at Alder
Hey, including nurse-led video feedback clinics, which have been
well received by patients, families, and clinical teams.

T2T Monitoring:

A total of 95 T2T appointments have been completed across both
sites (Alder Hey: 54, RMCH: 41), allowing regular assessment and
treatment adjustments to help children reach their treatment
goals.

Urine Biomarkers:

One of the study’s goals is to evaluate urine biomarkers —
proteins that provide early indicators of kidney inflammation and
damage.

e 74 urine samples have been collected to date (Alder Hey: 44,
RMCH: 28)

e These samples will be analysed using custom-made multiplex
assays, which are due to arrive in August 2025

In parallel, analysis has started on previously collected samples
from the UK and US lupus cohorts, originally funded by AHCKF
(2013-2016)

Nailfold Capillaroscopy:

All study clinicians have been trained in NFC, and so far:

e 44 sets of capillary images have been collected from 27
different patients

These images will be reviewed and analysed by experts at the
University of Manchester

Qualitative Interviews:

Interviews are being led by the Lupus Nurse Specialist at Alder
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Hey, and engagement from cSLE patients has been excellent. The aim
is to complete 16 interviews with a balanced mix of healthcare
professionals, patients and parents/carers to gain valuable insights
into the practicalities of the T2T approach.

Preliminary Findings

Early analysis of the cSLE patients at Alder Hey, including some
retrospective data, has produced some promising results:

e 89.5% of key T2T components were successfully implemented

e Delayed follow-up was the most common barrier to achieving
targets (noted in 54% of visits)

e Patients not reaching their target were more likely to be non-
adherent or have limited follow-up (<6 months)

e Disease activity scores showed a notable reduction over time
All patients on corticosteroids at T2T initiation had undergone
subsequent dose reductions (mean 83% reduction)

These preliminary findings were presented as an oral abstract at the
British Society for Rheumatology (BSR) Conference in April 2025.
Additionally, an abstract has been accepted for the Paediatric
Rheumatology European Society (PReS) Conference, taking place

in Helsinki in September 2025.

Study Extension and Outlook

While the study received full ethical approval in September 2024,
delays in opening at RMCH meant that the recruitment and follow-up
period was shorter than initially planned. In response, a no-cost
extension was approved by AHCKF, along with a formal protocol
amendment, allowing the study to remain open until March 2026.
This extension is essential to ensure a longer follow-up period,
enabling the collection of more reliable data and enhancing the
robustness of the study conclusions.

What’s Next?

e Start of urine biomarker analysis in August 2025

e Continued recruitment and follow-up of patients across both sites
e Completion of qualitative interviews and formal analysis of NFC
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images

Presentation of emerging results at national and international
conferences

We are incredibly grateful to AHCKF for supporting this vital work,
which we hope will pave the way for more structured, personalised,
and effective care for children and young people living with lupus.

Study team:

Dr Eve Smith, Principle Investigator
University of Liverpool and Alder Hey Children’s NHS Foundation Trust

Dr Emma Nolan
NEPHROTARGET Clinical Fellow

University of Liverpool

Dr Clare Pain, Co-principle investigator
Alder Hey Children’s NHS Foundation Trust

Dr Liza McCann, Co-principle investigator
Alder Hey Children’s NHS Foundation Trust

Clinical Nurse Specialist Olivia Lloyd, Co-principle investigator
Alder Hey Children’s NHS Foundation Trust

Dr Hanna Lythgoe, Co-principle investigator
Royal Manchester Children’s Hospital

Dr Phil Riley, Co-principle investigator
Royal Manchester Children’s Hospital
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MAINTAIN - How  Monocytes/MAcrophages  drive
INflammaTion dAmage IN juvEnile-onset Lupus nephritis.

Principal Investigators: Dr Christian M. Hedrich, MD, PhD, Dr
Louise Oni, PhD, Dr Clare Pain

Current AHCKF-funded researcher: Dr Francesca Sposito, PhD

Systemic lupus erythematosus (SLE) is a severe inflammatory
disease that frequently affects the kidneys. Approximately 15-
20% of SLE patients develop disease during childhood. In
children, kidney involvement is more common and more
severe compared to adults. Thus, children require more
aggressive treatment that can cause side-effects. Kidney
disease is difficult to diagnose in children, as commonly used
laboratory tests do not perform very well in children. We don’t
understand why kidney involvement and tests to look for
kidney disease are different in children compared to adults. In
this project, we use cutting-edge technology to stain and
visualize immune cells in kidney biopsies from lupus patients
(with “mild” and “severe” disease) and healthy controls (live
kidney transplant donors). This will allow us to investigate
inflammatory signals produced by immune cells and how they
affect kidney cells.

In the last year we have identified and collected kidney biopsies
from adult and paediatric SLE patients and healthy controls that
are now with the University of Liverpool Spatial Profiling
Laboratory for immune staining, cell collection and sequencing
(to identify inflammatory programmes in immune and kidney
cells in SLE-associated kidney disease). We are awaiting gene
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expression results to move to bioinformatic data analysis. To prepare
this next analysis step, we have already generated analytic scripts to
compare gene expression between individual immune cell subsets as
well as disease or control groups. We have furthermore developed
analytic tools to predict the communication between immune and
tissue (kidney) cells to predict their biological importance and further
inform the selection of molecular targets for validation in peripheral
blood cells.

We have furthermore collected blood samples from paediatric- and
adult-onset SLE patients with or without lupus nephritis alongside
samples from matched healthy participants. To further increase the
number of samples from adult-onset SLE patients, we will receive
additional samples from a collaborator in France (Toulouse). We will
use these blood samples to test whether molecular targets identified
in the kidneys from patients with lupus nephritis can also be found in
the blood of patients. This may result in the development of a
“simple” laboratory test that may reduce or even replace kidney
biopsies in some patients.

After initial delays in sample identification for tissue profiling that was
centrally caused by long-term absence of a key member of the local
pathology team, we are now on track and will be able to deliver the
project within the agreed time

With sincere gratitude to the AHCKF for supporting this research and
pursuit of improving long term outcomes for patients with SLA-
associated kidney disease in the future.
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Mitigating Paediatric Acute Kidney Injury: Investigating NF-kB
Reporter Cell Models for Preventative Interventions

Principal Investigators: Dr Bettina Wilm (University of Liverpool),
Dr Stephen McWilliam (Alder Hey Children’s Hospital & University
of Liverpool), Dr Amy Chadwick (University of Liverpool), Professor
Patricia Murray (University of Liverpool)

AHCKF-funded researcher: Charlotte Trott (AHCKF PhD
studentship, March 2024-February 2027)

Acute kidney injury (AKI) is a serious complication which increases
the risk of patients requiring dialysis (to do the job of their
kidneys), and patient mortality. AKI is common in hospitalised
children with up to 1 in 3 children being diagnosed during their
hospital stay. The way in which the kidneys become injured is not
well understood and so there is currently no effective treatment
for AKI. There are many causes of AKI and for this project we are
investigating two common causes, drug-induced AKI and
haemolysis-induced AKI. Haemolysis is the bursting of red blood
cells which releases components thought to be harmful to the
kidneys; this is common during cardiac surgery.

We are also interested in understanding how vancomycin, a
frequently prescribed antibiotic, causes kidney injury in the
paediatric patients.

Therefore, we aim to identify the way haemolysis and vancomycin
injure the cells of the kidney which could then be developed into
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targets for treatments.

Over the last year we have utilised a human kidney cell line to
look at the effects of vancomycin and haemolysed human
plasma (the liquid portion of the blood) on cell function and cell
death. We have also begun investigating their effect on the cells’
mitochondria, which produce most of the cells’ energy, as well
as a signalling pathway which can become activated during
injury. Results from these experiments indicate that these
mechanisms do potentially play a role in cell injury, but further
investigation is required. Currently, we are analysing whether
after vancomycin-treatment, there are less mitochondria in the
cells. We have started to look for drugs that have been tested in
preclinical studies against vancomycin-induced kidney injury by
other groups and will explore their efficacy in our model.

We have worked towards setting up a study which will involve
the collection of blood and urine samples from children who are
undergoing cardiac surgery at Alder Hey children’s Hospital to
look more closely at haemolysis-induced AKI in these
circumstances. These samples will be used on the human kidney
cells to look at their injury response. We hope to start recruiting
patients for this study in the new year.

We would like to take this opportunity to thank AHCKF for
funding and supporting this research to gain a better
understanding of AKI and identify potential treatments for the
children affected.
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UROLOGY Team Report for the Kidney Fund 2025:

The urology team continuing to recruit to a range of clinical studies,
with the support of the research practitioner whose post was ‘pump
primed’ by the Kidney Fund a few years ago. The post is now funded by
the CRD which is a testament to its success.

Last year we advised that the ‘CHAPS’ study had recruited well, and
data collection was virtually complete. Now we can report that the
study generated 2 abstracts that were accepted for presentation at the
‘BAPS’ annual meeting in Bruges (the British Association of Paediatric
Surgery). Both were well received, and | am proud to point out that the
main results were presented in the prize session, CHAPS was the only
prospective clinical study in that session. Sadly, we did not win the
prize, though the paper has just been published in the Journal of
Pediatric Surgery (JPS).

Other work on the BXO theme includes the ‘SAMPLE’ study. Boys are
kindly allowing us to take photographs during surgery so that we can
develop a ‘photo-bank’ of images to allow us to develop a grading
system for meatal stenosis (when the wee hole becomes too small).
The study has recruited very well and should hit its target by
November. We hope to report back next year. Also brewing for the
next year is ‘CHAPS 2’ which will develop a pre-op symptom score.
Watch this space!

Last year we told you about a qualitative study we had just completed
in collaboration with the University of Liverpool. For the study, boys
and parents were interviewed about their experience of choosing their
surgical treatment option for BXO and older boys talked about life after
a preputioplasty (the surgical alternative to circumcision). The work
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was also presented at the ‘BAPS’ annual meeting in Bruges and
the paper is with the editor for JPS, we hope to have an
acceptance email soon.

The MOSAIC study opened in August 2023, funded by the Alder
Hey Charity. The aim of the study is to see if there is a
demonstrable change in cortisol (the body’s own steroid) when
children have steroid creams put on their genital skin. As noted
last year, recruitment has been harder than expected but we
hope to hit our target by October, and we should be able to
report back next year.

In personal news, | started my NIHR SCPRA protected research
time in July 2024. Half of my time is for developing the BXO
surgical treatment work, and the other half is looking at
medical treatments for over-active bladder. | have been
working on the link between anticholinergics and dementia
and identifying the data there is already (in the ‘big datasets’)
that can help us understand if there is an effect on children’s
cognition. Again, watch this space!

Finally, | mentioned last year that we had been selected to run
a commercial study to review a type of intermittent catheter,
the LoFric Elle. Sadly, the company withdrew the study, though
not because we were not fulfilling our end of the contract.

Written by Miss Harriet Corbett, Consultant Paediatric
Urologist, on behalf of the consultant team, Alder Hey
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Urology Nurse Summary 2025

This year, the Urology Nurse team experienced significant changes.
Hayley Lally, Lead Nurse Urology, was seconded to Plastic Surgery,
and Matron and Lead Nurse for Surgery changed. Despite these
leadership shifts, the urology nurse team remains committed to
providing high-quality care. We receive valuable support from the
urology consultants and are looking forward to reviewing and
improving the urology nurse service.

Kate Thompson, Urology Clinical Nurse Specialist has successfully
completed the Non-Medical Prescribing (NMP) course and Rebecca
Hutchinson, Urology Nurse, will be completing the course this
summer. The course is intensive, and they have both worked
exceptionally hard. NMP is a vital part of the urology nurse role and
enables the nurse team to diagnose and treat patients with bladder
dysfunction. We have secured funding for Kate and Rebecca to
complete the Clinical Examination course in the coming year to
enable them to comprehensively assess urology patients.

| was fortunate to be asked to present for the Northwest Bladder and
Bowel UK conference for the second time this year. The conference,
which is held in Manchester, is a great chance to network with other
urology and continence nurses throughout the UK. | attended with
Beth Foster, Urology Nurse, and we learnt about various subjects
including service development and research in the urology and
continence field. | have been asked to present again in 2026. Beth
and Kate are looking forward to attending the BAPU Paediatric
Urology Cambridge course in September this year.

| was asked to comment on the latest guidance for schools produced
by Bladder and Bowel UK. We plan to use this updated guidance to
inform and review our teaching practice for schools throughout the
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Northwest. We are responsible for the education of school staff to
enable them to support children who practice clean intermittent
catheterisation, have suprapubic catheters or a Mitrofanoff stoma.
Rebecca and Beth, who provide catheter training for school staff, are
planning to review our teaching resources in the coming year. They
are kept busy as they also provide catheter training for Alder Hey
staff. The manikin funded by the Alder Hey Children’s Kidney Fund is
used on a regular basis, and we have had excellent feedback from
staff, parents and patients.

Miss Prodromou, Specialist Urology Doctor, and |, have
implemented transition clinics every 3 months alongside Mr Baird,
Consultant Adolescent Urologist, to ensure the successful transition
of urology patients. Kate recently presented a summary of the
urology transition process to the Alder Transition Steering group and
the Division of Surgery. Our work was well received. Danielle
Murray, Urology Nurse, has successfully championed transition and
is hoping to participate in the clinics in the future. Linda Hyde,
Urology Clinical Nurse Specialist, manages many of our complex
transition patients, some of whom are also under the care of the
renal team. As a result of their complex needs, some have been
added to the Alder Hey Transition Exception Register. Linda
continues to provide vital support for these patients as we plan their
future care, in coordination with adult services.

Shirley Sinnott, Urotherapist, is planning to reduce her hours as she
heads towards retirement. However, she remains motivated and
enthusiastic! We have cleared two notice boards in the Balloon
room (urology nurse clinic) and Shirley plans to work with the Arts
for Health team to produce information boards to educate our
young people. Shirley has received funding to attend a specialist
course to learn more about children with Autistic Spectrum Disorder
(ASD). Many of our young people with ASD or ASD traits have
idiopathic bladder dysfunction leading to renal scarring. Improving
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our knowledge in this area will help us provide individualised care to
meet their health needs in the future.

To support Shirley in her essential role, we are hoping to recruit a
band 5 Children’s and Young People’s Practitioner. This is an exciting
new role, which will support children under the care of both urology
and renal teams. They work alongside side Clinical Psychology to
provide cognitive behavioural therapy and assist young people to
cope with their health condition.

The Kidney Fund have kindly purchased 10 Mitrofanoff booklets
produced by the Manchester Children’s Kidney Fund. We are looking
forward to receiving them and using them in clinic to support young
people undergoing surgery. The Butterfly scanner funded by the
Kidney Fund remains in regular use and is a vital piece of equipment
used by Kate in her peripheral urology nurse clinic in the Royal Stoke
University Hospital.

We are grateful for the ongoing support of the Kidney Fund. Thank
you.

Written by Claire Ferguson Urology Clinical Nurse Specialist on behalf
of the Urology Nurse Team.

Urology team with catheter
simulator purchased by the Fund
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We hope you enjoyed reading the

Annual Report and learning of the Fund’s
work.

Alder Hey Children’s Kidney Fund
desperately needs volunteers.

If you feel you can help in any way or require
any further

information, please contact any Committee
Member via the Renal Unit,

Alder Hey Children’s NHS Foundation Trust
Liverpool L12 2AP

Telephone 0151 282 4782

E-mail ahckf@yahoo.co.uk
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