COMING UP NHS

The Newcastle upon Tyne Hospitals
NHS Foundation Trust

aHUS awareness day 2018 is on 24th September. Go
to www.ahusallianceaction.org to take part and share

your story

Kidney research UK Glasgow Bridges Walk is on

Sunday 14th October. More information at
https://www.kidneyresearchuk.org/get-involved/events/
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NEIl 4LP Issue
Tel 0191 2820385 If so would you . New aHUS video
@NationalaHUS consider receiving
future newsletters aHUS Patient

Nurse Specialists electronically to assist CELHETE

ahus.nurses@nhs.net us in reducing the aHUS Alliance visit

m costs of postage? : UKKW 2018
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WELCOME..

...to your summer edition of the National aHUS Service
Newsletter. We hope you all managed to stay hydrated
during the recent hot spell and especially those of you
on dialysis who had to manage the heat alongside a
fluid restriction.

You will see that this is a much bigger edition as it has
been a busy few months at the service and we have
plenty to update you on.

We are delighted to tell you that our new video all
about aHUS and the National Service is now available
for viewing. Follow this link to our website at

http://www.atypicalhus.co.uk/ahus-2/what-is-ahus

Please also share it with healthcare professionals in
your area who may find it of interest.

HAND HELD RECORDS

Our new patient handheld records are now with the
printer and will be ready to be distributed within the
next few weeks. As well as containing useful
information about all things aHUS, they are designed
for clinic visits so you can keep track of blood results,
jot down any questions you may have in advance and
take notes at your consultation.

d
patient Handhe\d Recor!

We have also produced a paediatric version that is
suitable for those of school age.

The record is available initially for those patients
currently on eculizumab. If you would like a copy then
please contact the aHUS nurses via the contact details
on the back page.
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KRUK BRIDGES WALK

In June members of the aHUS team and their families
took part in the Newcastle Bridges Walk, an annual
event that raises money for Kidney Research UK.

KRUK have been central to the funding of much of the
research done in the UK into aHUS over the last 20
years and continue to do so to this day.

e If you are
ginterested in
# raising funds for
=N KRUK and
helping towards
“future  research
then go to their
website at

www.kidneyresearchuk.org,

Details of their next Bridges Walk in Glasgow are on
the back page.

)

\
Kidney) Reseorch UK
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aHUS SERVICE ROADSHOWS

The second of our National aHUS Service patient
roadshows took place on a hot and sunny June day in
Manchester.

We were pleased to welcome around 30 patients and
family members to the event and to have the
opportunity to meet people face to face and to discuss
any questions or concerns directly.

We  were also
delighted that Dr
Tina Dutt and
Specialist ~ Nurse
— Clare Kaye ]ones

***OUR NEXT ROADSHOW* o

This will take place on Saturday 6th October
in Bristol.

If you are interested in attending then please contact
the aHUS Specialist Nurses. As usual, funding is
available towards transport for those who may require
It.




aHUS ALLIANCE VISIT

In July the National aHUS Service received a visit from
Linda Burke and Len Woodward from aHUS Alliance
as part of their whistle-stop tour of expert aHUS
centres in Europe.

We welcomed the opportunity to share with them the
work we have done so far in improving the service we
deliver to our patients and our aims for the future. They
also had the opportunity to see first-hand the work
being done in our laboratory and to find out how this
may benefit patients in the future.

It was great to hear about the work Linda and Len are
doing and to see how passionate they are about
improving the experience of aHUS patients all over the
world. We look forward to liaising with them again in
the future.

PICKER INSTITUTE SURVEY

The Picker Institute will be carrying out a survey on
behalf of the National aHUS Service in order to get
your feedback on the service we provide and how it can
be improved.

We wanted to give you advance warning of this as in
the near future you may receive a letter asking about
your willingness to take part in this process. You are
under no obligation to take part in any aspect of the
survey but it is important that you respond to this
letter if you do not wish to do so.

& Picker

We would like to thank you in advance if you do take
part as the final report will be used to decide how we
take the service forward for our patients in the future.

Please be assured that if you do take part all
responses and feedback will be anonymous.




We also had 2 poster presentations at UKKW.

Dr Patrick Walsh described
the findings of his work
looking at the incidence of
mutations in the complement
system seen In patients
presenting with HUS  fol-
lowing a bone marrow trans-

NATIONAL aHUS SERVICE EXPERIENCE OF
REVENTING MENINGOCOCCAL DISEASE IN PATIENTS F;
ON ECULIZUMAB IN ENGLAND

Finally our Specialist Nurses
presented the outcomes of

their audit into meningococcal

disease risk and incidence in
the National Service’s cohort of
patients on eculizumab.

Due to space constraints, more detailed information on
the meningococcal audit will be included in our next
newsletter.

WOULD YOU LIKE TO ATTEND
OUR aHUS CLINIC?

As you may be aware the National aHUS Service run a
twice monthly clinic that any patients with a diagnosis
of aHUS and their families are welcome to attend.
However, we are aware that the cost of travelling to
Newecastle, and possibly an overnight stay, may prevent
some people from being able to take up this offer.

We recently spoke to Kidney Care UK who are a
charity that provides advice, support and financial
assistance to kidney patients in the United Kingdom.
They would consider providing funding to anyone who
would like to attend our clinic but is unable to do so
because of financial restraints.

Kidney
Care UK

Further information on these grants and how to apply
can be found at

https://www kidneycareuk.org/get-support/financial-
support/
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UK Kidney Week is the annual conference held jointly
by the Renal Association and the British Renal Society
and this year it took place in Harrogate in June. The
conference is a great opportunity for members of the
team to network with colleagues, share their work
with a wider audience and generally spread the word
about aHUS and the National Service.

Alexion Pharmaceuticals sponsored a symposium
entitled ‘The National aHUS Service and current
perspectives in aHUS’. At the symposium Dr Edwin
Wong spoke about aHUS and the work of the National
Service. Professor Neil Sheerin then presented data
from the service comparing outcomes in patients
treated with eculizumab at the time of transplantation
to those amongst the general transplant population.
Finally, Dr Kate Bramham from Kings College Hospital
spoke about the management of thrombotic

micrangiopathies in pregnancy and the immediate
post-delivery period.

Dr Patrick Walsh (below) gave an presentation on his
research into genetic variants in complement factor H
that can result in aHUS

Genomj
Cluomlc Rearrangements Within the RCA
ster Resulting in Atypical Haemolytic

Uraemic Syndrome

Dr Vicky Brocklebank
took a brief break from
her maternity leave to
present her work on a
cohort of aHUS patients

with mutations in the
M DGKE gene.




