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ANNUAL GENERAL MEETING

The 52nd Annual General Meeting of the
association will be held on
Friday 4th December 2020
Virtual AGM at 7.30pm
Zoom Meeting—details on request
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Chairman’s Report - 31 March 2020
Once again, it is my privilege to give the Chairman’s Report which sees the
conclusion of the 52nd year of the Alder Hey Children’s Kidney Fund.
Firstly, I would like to pay tribute to one of our longest serving committee
members, Mrs Josie Burke, who sadly passed way in January. Josie was a
staunch supporter of the Fund, and her husband was one of the founding
members. Everyone who knew her will echo my sentiments that she will
be sorely missed.
We still strive with your help to provide funding to assist in the provision
of assistance to families, fund research, as well as contributing towards the
annual Transplant Games.
The Transplant Games in July 2019 were held in Newport, South Wales
and we were delighted that many of our usual families attended, plus several first time families. Our team performed superbly again, with many
medals achieved over the weekend. Well done to all who won a medal, but
equally to those who competed and did not win a medal. To us at the
Fund, you are all inspiring heroes and heroines. Our grateful thanks goes to
Allison, Tracy and Laura for the superb organisation of the team and sacrificing personal time.
The 2020 Transplant Games were planned for Coventry, but in March, and
just before the year end of this Annual Report, we faced a pandemic which
we have never witnessed in our lifetime before, and sadly events such as
the Games were cancelled. The most important thing is the health and
overall safety of the children and their families, and we hope everyone
stays safe in what we are facing, and that we can all meet up again in the
near future.
Restrictions on movement and shopping will change as a result of the pandemic, but more than ever, you are able to help the Fund with digital shopping. When you purchase anything from a new washing machine, to a family holiday, please use the app “Easyfundraising”. It doesn’t cost you anything extra, and a donation is made to the Fund with every purchase you
make. It is very simple to complete the initial registration for the app.
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Also, if you are making a donation to the Fund, please consider completing
a “Gift Aid” declaration, which means we can claim 25p for every pound
donated. The Fund can provide electronic copies of the declaration form to
send to you.
Our committee numbers continue to be low, and we are constantly trying
to find new committee members. If you could spare a couple of hours every two months to meet, we would love to hear from you. It would be amiss
of me to not to thank all of the existing committee who continue to share
the same desire for the Fund to continue and prosper.
Thank you for your continued support of the Fund, which we hope to see
you continue.
John Green

Did you know we received £1,098.15 this year? This provides
help for 3 families who have additional expenses when their
child is transplanted in Manchester. If eligible, please complete the declaration, available by email ahckf@yahoo.co.uk
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A GREAT BIG THANK YOU to everyone who has contributed towards an
amazing year for Alder Hey Children’s Kidney Fund.
Our accounts are finalised at the end of March and there was only limited
impact on our fundraising prior to the lockdown, although we do expect
next year to see a reduction in donations.
During the past year, we received £41,250 in donations, which is over
£10,000 more than last year. There are so many groups and individuals who
have helped – there are too many to mention and we are grateful for all donations.
Sadly our long standing committee member, Josie Burke, passed away in
January and her family asked for donations in her memory – Josie will be
missed. Many other families have made donations when loved ones have
passed away, and it is a lovely way to remember someone special. The individuals are remembered later in the Report.
We are particularly appreciate the support from Fox International, who selected the Fund as their nominated charity and donated the magnificent
amount of £14,000. They have continued their funding this year, and it has
made a difference – thank you for your help.
The Fund was also the nominated charity for the Minerva Women’s Clubs
and the ladies at the various clubs held a number of events and meetings.
Our committee member, John Joynt, together with his wife, Karen, attended many of the events and highlighted the work of the Fund. At the end of
the year, he was asked to meet the committee and was delighted to receive
a cheque for £5,000 and other donations from individual groups – thank
you ladies.
The Annual Christmas float organised by 29th Liverpool Scouts & 48th Liverpool Guides raised funds for local charities and once again, the Fund benefitted from the collection. We received £1,970 – another fantastic donation
and we thank all the young people and volunteers who gave up their time
to help others.
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Since donations can be made through Facebook, we have received many
donations but we do not have any details of the individuals who have donated. If you have made a donation by Facebook or GoFundMe, thank you
for your support.
Fundraising events were organised by families who attend the Transplant
Games. There were cake and biscuit sales, raffles and sponsored runs, including the Donor Run at the Games, and the British Kidney Patients Association donated £3,500. All money raised is allocated to a designated fund
which will only be used towards the Transplant Games costs; accommodation, travel, events and fun activities for all the family. When the children
attended the Transplant Games in Newport in July 2019, the total cost was
£19201 and everyone had an amazing time. It is definitely a good way to use
the wonderful donations we receive.
In total, the expenditure was £40,222, which included the Transplant Games
costs.
We continued to help families who had to stay in hospital, either for transplantation or other complications. The Fund paid a total of £7,900 to families and it was invaluable during a very difficult time.
Research is supported through the Fellowships but we agreed additional
funding of £12,000 for PhD studentship to assist with the Lupus project.
We try to keep all costs as low as possible and this year stationery, postage
and sundry expenditure was £722. This was lower than the prior year when
there were extra costs due to the 50th Anniversary.
I hope my Report gives you an understanding of how the Fund raises money
and spends it to ultimately help the children. We can only thank everyone
who has donated funds and helped in any way. Without your help, this
would not be possible – Thank You.
Jan Green
Treasurer
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Mossley Hill Scouts and Guides Christmas Float
During the week before Christmas the 2nd Allerton Scouts and 48th Liverpool Guides, based at Clearview in Kylemore Avenue, Mossley Hill went
out and about in South Liverpool with their decorated Christmas Float collecting for local charities. Over four evenings 100 young people, with their
Leaders and parents, collected over £5900 and the main beneficiaries will
be the Marie Curie Centre and Alder Hey Children’s Hospital Kidney Fund.
Group Scout Leader, Richard Pope, said
“Our Christmas float has been going around the South Liverpool for fortyeight years. Many residents look out for our float each year and we have
raised over £115,000 for charities in that time. Building the float and taking
it around the district takes a lot of teamwork and our young people are
keen to make a difference to their local community in this way.
Raising this amount is a fantastic achievement for all who have taken part
and all those who have donated over the years. We would like to thank the
residents of Aigburth, Allerton, Grassendale and Mossley Hill for their
amazing support every year.”

Thank you to Richard Cassidy for completing the independent
examination of our accounts
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Josie Burke

We were so sorry to hear that Josie had passed away, aged 87, following a
short illness in January.
Since Alder Hey Children’s Kidney Fund was established in 1968, Josie has
always helped the Fund. Initially supporting her husband, Joe, who was a
founder member and within a short time, she became a member of the
committee, a position she held until she died.
The Fund was an important part of her life and readily gave her time to the
help. She was involved in numerous fundraising activities and could be relied upon at all times. Josie would man a stall at a fayre, encourage family
and friends to attend events and show her excellent dancing skills at our
various dances. Josie attended all our committee meetings and contributed
in many ways.
Following her death, her family asked for donations to be made to the Fund
in her memory and over £1,500 was donated. It was a remarkable amount
in memory of a remarkable lady.
Josie, we will miss you.

Josie at Audrey’s
Christmas Bingo and
25th Anniversary
celebrations
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Transplant Games 2019
Once again thanks to the generosity of the Alder Hey Kidney Fund, the Alder Hey transplant team had another successful year at the British Transplant Games.
Held at the end of July in Newport, 11
families made up the team accompanied
by 3 members of staff from Alder Hey and
thoroughly enjoyed taking part in many
different sporting events over the four day
weekend; from the opening ceremony on
the Thursday night to the celebration Gala
Dinner on the Sunday evening. It was lovely to see new families joining the team and enjoying the Games. Many children were supported by their wider family and grandparents, aunties, uncles and cousins who travelled to Newport to for this special weekend.
The Alder Hey Transplant
Games team is made up of
families who have all faced a
debilitating illness to celebrate
their successful transplants
and whether catching up with
old friends or making new
ones, a great time was had by
all. The Transplant Games caters for all abilities and whether your sporting achievements are big or small, a lot of fun and laughter
was had by each of the team members. One highlight of the weekend was
the Donor Run on the Saturday evening when each team member ran,
jogged or walked across the finishing line; encouraged and supported all
the way by extended family and friends.
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Each family helps towards fundraising but without the generosity of the Alder Hey Kidney Fund who match our fundraising efforts that assist with paying for accommodation, kit
and registration costs, attendance at the Games wouldn’t be
possible – a huge thank you to the Fund for their continuous support.

The team had entered the 2020
Games in Coventry but unsurprisingly they were cancelled due to
Coronavirus. Hopefully the situation improves and 2021 Transplant Games in Leeds will be better than ever!

The British Transplant Games are organised on behalf of Transplant Sport. The Games
were inaugurated in 1978 in Portsmouth by Maurice Slapak, who at the time was a Consultant Transplant Surgeon. About 100 participants took part in the first Games in a one
day event.
Over the past 35 years the Games have grown to a four day annual event with over 800
transplant recipients aged from 2 - 80+ taking part in over 20 different sports with
over 1000 supporters watching on.
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Home Haemo-Dialysis Service
Great news! We did it! Home-haemo dialysis service will be offered by Alder Hey within the near future.
When Alder Hey Children’s Kidney Fund celebrated its 50th Anniversary, we
set an ambitious target to raise funds to enable home-haemo dialysis service to be established at Alder Hey. The overall cost for specialist nurse
salary costs and equipment was approximately £180,000 for 3 years.
Our Anniversary year was successful, raising significantly more than the
previous years, but nowhere near the amount required to meet the full
cost. After discussions with the renal team, the Fund agreed to contribute
£80,000 towards the costs and we were delighted when they successfully
obtained funding for the remainder of the project.
Hopefully the service will be available within the near future and it will be
life changing for the children who are able to receive the treatment.
Thank you for all your help to achieve our goal.

Thank you to Fox Group for your support this year.
Being your Charity of the Year has given us the opportunity to contribute towards the home haemo
dialysis service, agree to purchase scanner for the
urology outreach service and continue to assist families.
We are so grateful for your help.
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Have you considered holding a fund raising event for the Alder Hey Children’s Kidney Fund? We need donations to continue our work.
As mentioned in our Report, there have been dances, birthday celebrations,
Christmas float and many other events.
If you can help, please let us know and share your story - maybe for our
website. We would love to hear from you.
Donations can be sent or made through
•
•
•
•

Renal Unit at Alder Hey
Website www.alderheychildrenskidneyfund.org
Just Giving www.virginmoneygiving.com
Facebook

Several fundraisers have set up a ‘page’ for their fund raising event. It is easy
to do, and Virgin Money Giving claim any Gift Aid. We also have a Just Giving
page that operates in a similar way to Virgin Money Giving but the fees are
higher.
We receive details of the fund raiser and any donations. although due to
data protection we only receive limited information, which means we cannot always thank you directly for your support. We are grateful for all of
your support.
If you are considering a fund raising event, please log on and maybe create a
page.
Many organisations have community programmes where we can apply for
grants, so please let us know if you have any suggestions. Our email is
ahckf@yahoo.co.uk
Thank you for your help
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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.
You can list eBay for Charity items using the eBay
Mobile App on iPhone and Android, donating any
thing from 10%-100% of your final sale price to your
favourite cause.
During the year we received £350.44 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-HeyChildren-s-Kidney-Fund/87794

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 £127.19 from a small group of supporters. Please ask your
family and friends to use easyfundraising to help increase our donations.
Similar to easyfunding, Give As You Live is another
site to raise donation. Again you can raise a free
donation for us every time you shop online?
Simply shop via Give as you Live and a percentage
of your spend will be donated to us, at no extra cost.
http://give.as/charity/alder-hey-childrens-kidney-fund/73112/786395
If you would like any information on using any of the fundraising apps,
please contact us—ahckf@yahoo.co.uk
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New Fundraising Opportunity
We have registered for Amazon Smile

Remember, always start at smile.amazon.co.uk and Amazon will donate
0.5% of the net purchase price (excluding VAT, returns and shipping fees)
to the eligible charitable organisation of your choice.
Please share with your family and friends.

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

Rosemary
Patricia
Kayleigh
Meg
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The last year has been challenging for the everyone in the world and the impact of
covid-19 has brought different challenges into lives of our patients and staff. It has
meant we need to find new ways of communicating and supporting each other whilst observing the correct social distance of course! We look to 2021 with anticipation of a better and brighter world.
Unfortunately the transplant games were cancelled and we need to see if 2021 can
be a bigger and better games than 2019.
The challenges to families and patients has been wide and varied this year. Psychological support has increased to meet the challenges of restrictions and isolation.
Challenges of home schooling have scarred some parents and (including staff parents) for life! It has allowed some people to thrive and develop though as there was
more time to reflect and less distractions or demands. It has been distressing that
many families faced challenges due to work and adapting to shielding their loved
one. As for the NHS in general the nephrology team have had a massive challenge
to ensure patients are followed up safely and to provide the level of support and
care patients are used.
We have seen changes within the nephrology team and years of planning have allowed new roles to develop. It with a huge thank you to the Alder Hey Children
Kidney Fund that we have successfully recruited a home dialysis therapies nurse
specialist which will pave the way to offering home haemodialysis options for patient/families.
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This is innovative and challenging role which will cover all dialysis therapies but
2021 should see another first for Alder Hey dialysis with patient on home haemodialysis. Shelley Morris has successfully achieved this role after national advertisement the role was recruited from renal dialysis staff member at Alder Hey. We
welcome Shelley into the new role on 2nd November and in a time when people
are able to meet face to face we will be able to introduce her to the committee.
Shelley will work in collaboration with Tracy to continue to provide an excellent
home therapies support, this builds on the holistic care provided currently.
The home haemodialysis therapy will require a different machine from in-centre
haemodialysis which will require purchase of machine for teaching and training.
This has been made possible the Alder Hey Children’s Kidney Fund.
Although covid-19 did slow down the transplant program we are now back to
transplanting. The beginning of the year was busy for transplant and as usual the
support from the Kidney Fund has massive help to families juggling hospitalisation
and travel.
We hope for the remaining months of 2020 and entering 2021 staff, families,
Alder Hey Children Kidney Fund committee and supporter stay safe.
Many thanks for your continued support.
Allison Birch
Advanced Nurse Practitioner—Nephrology
More fundraising—In May 2019
Luke Atherton completed the Oli
safari walk at Knowsley Safari park
raising money for Alder Hey Children’s Kidney Fund and the Alder
Hey Transplant Games team. He
shot around the course finishing
3rd overall on what was a lovely
day in the sunshine.
Thank you Luke and your dad,
Dave.
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Our committee member John and his
wife Karen received cheque from Minerva Groups for Women. Thank you
ladies.

An amazing funday held at
Kings Head in Meifod Powys

raising almost £650 for the
Fund. It certainly looked as if
everyone had fun! Thank you
to Nicola and everyone who
helped.

Thank you B&M Waste for contributing towards Connor’s
fundraising for the Transplant Games fund. His dad, Steve,
drummed up a team to cycle with Connor, the 15 mile
Wirral Coastal Path from Thurston to Seacombe and raised
£1000.

Thank you for all your fundraising events, why not send a photo for
next year’s Annual Report?
There are too many to mention individually and we appreciate all
donations.
All money donated goes to help the children who will be most grateful
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Kidney Fund Summary 2020
This year has been an unusual one for us all. Despite this the Urology Nursing Team has continued to strive to meet the needs of our patients to the
highest standards possible. The majority of face to face clinics changed to
telephone clinics for several months, with the ability to see only the most
urgent patients face to face. This has proved challenging for some but more
effective for others!
In view of Covid 19 taking the forefront, planned service developments are
a little behind for this year! We do, however still plan to expand the team to
allow for the growing number of patients as well as audit, research and service development. We aim to provide further service leading treatment and
care and the best results for our patients. This will also allow for more training to be provided, both internally and externally for community nurses.
In addition we hope to develop a new urology health care assistant role to
help our overstretched urotherapist with bladder training! This will result in
more time to engage children through art and they’re individual interests,
which will hopefully result in better outcomes.
We are just in the process of purchasing a bladder scanner due to a generous donation from the kidney fund. This will allow more scanning, for both
ward and outpatients when they need it, as well as allowing scanning for
children in peripheral clinics. We are grateful as always for their ongoing
support
Hayley Lally
Urology Advanced Nurse Practitioner/Lead Nurse
Update from Physiology and Pathology Research team
We completed the interview for the PhD Position for “Establishing and validating
different histology-based approaches to quantitatively assess efficacy of therapies
in an animal model of ischaemia reperfusion injury (IRI)”. Andreea Luchian was
appointed to start on 1st October. The project will be ready to go within the next
few weeks and we will provide an update in the New Year.
21

Update for Alder Hey Children’s Kidney Fund from the Clinical Academic
Department of Paediatric Nephrology
Clinical update
It has been an interesting year for the NHS but the Department of Nephrology have remained united together to keep the care for children and young
people with kidney disease running as smooth as possible. We have recruited another new consultant, Dr Pallavi Prasad, who will start in 2021 and she
has completed her training in Newcastle, Leeds and Birmingham Children’s
Kidney units. We are looking forward to welcoming her to the team. We are
also very excited to have secured funding to establish home haemodialysis
and we are very grateful to the Alder Hey Children’s Kidney Fund for allowing us to make this huge milestone for children with kidney disease. Allowing children the option of having haemodialysis at home has become even
more important in the ‘new normal’ world because it will reduce mixing and
help to protect children and their families and in the longer term it will really benefit children’s education by allowing them to get to school more often
then if they were coming to Alder Hey for haemodialysis. During the first
wave of the pandemic all transplant services were stopped and therefore
we have more children on dialysis waiting for a transplant and the provision
of home haemodialysis will be a major help with capacity too. It will take
some months to get the service established and we will let the charity know
when we have got our first patient home using this new form of dialysis. We
might have to celebrate apart but we will make sure we mark the occasion.
Research update
Well what a year! Despite the obvious disruptions with the pandemic and
covid halted research recruitment for non-covid work for several months,
it’s actually been a successful year for the growing Kidney inflammation and
injury research programme at Alder Hey.
Dr. Louise Oni is continuing to build up the renal inflammatory research
work at Alder Hey and she works closely with Dr. Rachael Wright, post-
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doctoral scientist, who is currently on maternity leave. The group is currently hosting two Masters students and a dental doctorate student this academic year. The Masters students will look at urine and blood inflammatory
markers as a means of trying to understand the early inflammatory pathways in children with the condition IgA vasculitis. The dental student will be
looking at oral production of IgA and the presence of poor dental hygiene in
children with kidney disease. We have secured national funding from Kidney
Research UK to recruit another scientist to work on identifying the abnormal
region of the IgA molecule in this condition.
In March, Dr. Steve McWilliam was appointed as a senior lecturer and is a
consultant who has an interest in children with acute kidney injury (AKI). AKI
can cause sudden kidney failure in children and it can lead to long lasting
kidney problems. Dr. McWilliam has set up a new AKI clinic to monitor these
children after discharge and he has started a research programme with the
aim to prevent kidney injury in children.
Consultants within the Department have been invited to present at virtual
conferences and represent the department on
local, regional and national executive boards.
They have had a number of publications at international journals to educate others and
highlight the outstanding work being done at
Alder Hey. Dr. Holt was extremely grateful for
the financial support provided by the Alder Hey
Children’s Kidney Fund to publish the department’s work on acute interstitial nephritis this
year. This is one of the less common kidney
conditions. Consequently, there is relatively little information in the medical
literature about it. The Alder Hey team summarised the clinical features and
treatment, with the aim of developing guidance to assist other clinicians
treating affected children.

23

Alder Hey Children’s Kidney Fund –Report 2020
Dr Rachael Wright, Post-Doctoral Scientist, working with Dr Louise Oni

My project wants to understand how part of the immune system
(complement) is involved in IgA vasculitis and lupus nephritis. Complement
is part of the immune system that tells other parts that something is dangerous. It is possible that by looking at the levels of complement we could
tell whether the immune system is going to respond badly and cause kidney
problems.
There are currently medicines available that can block complement, the
most commonly used of which is eculizumab. Our initial aim was to determine how these medicines are currently being used in IgA vasculitis and lupus nephritis. To analyse this, we searched the scientific literature and
found that there are cases of patients with lupus nephritis being treated
with eculizumab. This occurred after an episode of thrombotic microangiopathy, a very serious symptom that causes tiny blood clots to form within the
kidney – restricting blood flow and causing damage. 14 published studies
identified 30 patients who had been given eculizumab for LN and most
(28/30) got better. This suggests that eculizumab may be useful in LN, but
further studies are required to confirm who it should be given to and when.
This study has been published in BMC Nephrology journal and can be accessed here (https://pubmed.ncbi.nlm.nih.gov/32605540/). No cases of IgA
vasculitis patients being treated with eculizumab could be found.
Our next aim was to determine whether damaging complement could be
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found associated with IgA in the blood of patients with IgA vasculitis and
lupus nephritis. To do this we collected blood from patients with IgA vasculitis, lupus nephritis and healthy volunteers and removed the IgA. We used
western blotting (a technique for looking at proteins) to see if complement
components were attached to the IgA. We found that complement C5a
(one of the damaging parts of the complement system) was higher in patients with lupus nephritis compared to healthy volunteers. This suggests
that complement may play a role in lupus nephritis and further work may
identify how.
Plans are currently in place to continue this work once I return from maternity leave. This will help us to understand how complement is involved in
causing kidney damage and also to look at the levels of complement in
blood and urine to determine whether levels are able to identify if children
are likely to develop kidney disease.
In January, we agreed a further three projects but the start has been delayed due to
Covid-19.
International Society of Nephrology – Paediatric Nephrology Fellowship – a grant
was awarded to meet 50% of travel and living expenses for a doctor (fellow) to do a
placement at Alder Hey. Following training they return home to areas of the world
that are not fortunate and where children do not receive the expert care that our
children receive at Alder Hey. However due to Covid-19, the fellowship may be not
be possible.
Developing a Novel method for measurement of creatinine in blood micro-samples
from children. Funded a technician and consumables to develop new methods to
test blood samples.
Establishing and validating different histology –based approaches to quantitatively
assess efficacy of therapies in a model of ischaemia reperfusion injury. Aim is to
compare traditional histology, full digital slide scan analysis and 3D reconstruction.
Agreed funding for 3 years for PhD student and consumables.
All applications for the Fellowship are subject to peer review and agreement by the
funding committee which consists of representatives from University of Liverpool,
Alder Hey, Finance at University of Liverpool and the Kidney Fund.
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Donations received in memory of

Josie Burke
Eric Hoyle
Lilian Greenland
Roy Bennion
Harvey’s grandmother
Matthew Atherton
John Asbridge
Baby Lucas Robert Mawdsley
Pam Cardwell
Joan & Fred Evans
Alison Hoyle
Malcolm Evans
David Hillyard
Irene Hoyle
Sylvia & Jean Gibbons
Debbie Neary
Sylvia Green
Carl Lynch
Margaret Richards
Mona Flynn
Many thanks for remembering your loved ones in this special way
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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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