COMING UP

+ The Renal Association’s annual conference—UK
Kidney Week—takes place in Liverpool in June. Staff
from the National Service will be presenting at the
conference, helping to spread the word about aHUS.
A full report will follow in the next newsletter.

¢+ June 11th will see the Newcastle Bridges Walk take
place for the third time with funds being raised for
Kidney Research UK and Answers for aHUS. The
specialist nurses from the National Service will be
joining their colleagues, patients, families, friends—
and pets—from all over the UK for this event. Last
year more than 100 people took part and
registration is still open for this year at

https://Iwww.kidneyresearchuk.org/get-involved/events/
newcastlebridgeswalk

CONTACT INFORMATION

National aHUS Service
Royal Victoria Infirmary
Queen Victoria Road
Newcastle upon Tyne
NE1 4LP
Tel 0191 2820385

Nurse Specialists
ahus.nurses@nhs.net
Tel 0191 2825098
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Welcome to the second edition of the
newsletter from the National aHUS
Service and we hope you like our
photograph of the whole team.

Over time we hope to introduce you to
each of our team members so you can
put names to faces and find out what
everybody does. On page 4 you can
meet the newest member of our
team—Dr Edwin Wong.

Joanne and Angela attended
Newcastle Hospital's Nursing
conference. At one of the breakout
sessions Joanne (pictured) gave a
talk to around 40 nurses on our
experience so far of setting up a
service for patients with a rare
disease.

They also met with other nurses
performing a similar role for other
‘rare conditions and this was a
great opportunity to share
experiences and knowledge.

SERVICE UPDATES

Twice monthly aHUS clinics are now taking place in
Newcastle. If you or members of your family would like to
meet with a consultant from the National Service to
discuss your diagnosis or treatment then please contact
us or ask your local physician to send a referral

New patient alert cards are now available. If you would
like us to send you some please get in contact via the
details overleaf. We have 2 different cards available

* A card for those at risk of aHUS who are not
currently on Eculizumab

* A card for those on Eculizumab alerting healthcare
professionals to the increased risk of meningitis



**NEW NHSE GUIDANCE***

In February 2017, NHS England published a new
Clinical Commissioning Policy on the use of
Eculizumab in C3 Glomerulopathy (C3G).

The full guidance can be read at

https://www.england.nhs.uk/wp-content/
uploads/2017/02/clin-comms-policy-16054p.pdf

C3G is a disease that leads to end-stage kidney
disease in the majority of sufferers and carries a risk of
recurrence following transplant. Like aHUS, it is
caused by uncontrolled activation of the complement
system.

Unlike aHUS, there has not been a clinical trial into the
use of Eculizumab for C3G but there have been some
case reports that have suggested it may have been
used successfully in a small number of cases.

For this reason, NHSE have attached very narrow
criteria that must be met before the drug can be funded
for this condition. The team in Newcastle will be
providing the same service for this on behalf of NHS
England that they already provide for aHUS alongside
another specialist team based at the Hammersmith
Hospital in London.

RARE DISEASE DAY 2017

Tuesday 28th February 2017 was Rare Disease Day in the
UK and worldwide.

To mark the event, and to raise awareness of aHUS in
particular, Joanne and Angela got their aprons on and
held a cake-sale in the charity area at the Great North
Children’s Hospital in Newcastle.

Over £190 was raised which has been donated to the
Answers for aHUS campaign and on the day the nurses
answered numerous questions from both staff and
patients about rare diseases and aHUS in particular.




Meet the newest member of our
team—Dr Edwin Wong. Edwin
joined the team in April as an adult
nephrologist and will already be
familiar to many of you from his
~_previous work in complement-
' mediated renal diseases.

Edwin went to medical school in St
Andrews and Manchester before
spending several years working in
Edinburgh. He started his training
: in renal medicine soon after
returning to his hometown of Newcastle in 2007. He then
joined the complement team in Newcastle in 2012,
commencing his research with Tim Goodship and David
Kavanagh.

His research was funded by Northern Counties Kidney
Research Fund and the Medical Research Council and
focused on the diseases aHUS and C3 Glomerulopathy.
His work has been presented nationally and
internationally and published in a range of top kidney
journals. He was awarded his PhD in 2016 and was then
awarded the prestigious Raine Award by the Renal
Association later in the same year.

Outside work, Edwin is a keen runner and is currently
planning the destination of his next marathon race.

New Alexion
trial open

The Alexion 1210 trial
has now launched in the
UK and the first patients
have already been
recruited. The trial is
open to adult and
paediatric patients with
a new diagnosis of
aHUS. It involves the
administration of a
longer-acting form of
Eculizumab that means
doses can be
administered at 8 week
intervals. The trial drug
is not available to
patients already on
Eculizumab and its
future use will depend on
the outcome of clinical
trials.

Attention all dog
lovers!

You may have noticed
recent media reports
regarding an outbreak of
Alabama Rot amongst
our canine companions in
the UK. This causes a
form of HUS in dogs
similar to ‘typical’ HUS in
humans that can be fatal.
At the beginning of May,
Professor David
Kavanagh  from  the
National Service attended
a landmark meeting in
Reading with members of
the Royal Veterinary
Society to discuss the
similarities between these
2 conditions.




