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CONTACT INFORMATION 

National aHUS Service 

Newcastle upon Tyne Hospitals 
NHS Foundation Trust 

Building 26 

Royal Victoria Infirmary 

Queen Victoria Road 

Newcastle upon Tyne 

NE1 4LP 

Tel 0191 2820385 

@NationalaHUS 

 

Nurse Specialists 

ahus.nurses@nhs.net 

Tel 0191 2825098 

 

COMING UP 

 Saturday 29th February is international Rare Disease 

Day. Find out more about the events taking place at  

www.rarediseaseday.org 

 aHUS Alliance are also organising their own video 

project for Rare Disease Day. For more info or to take 

part go to 

www.ahusallianceaction.org/rare-disease-day-2020 
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Your newsletter from the National aHUS Service at the 

National Renal Complement Therapeutics Centre. 

Issue 15 Sept 2020 

Future Communications-polite request 

We are keen to communicate as much as possible with you 

via email.  This has the advantage that it is quick, and 

cheap!  Looking back at the Covid-19 outbreak, if we have 

email addresses for our patients, we can be very responsive 

very quickly. 

Please could you email the Nurse Specialists Lisa and 

Christine on ahus.nurses@nhs.net with your name and 

email address, and we will store these securely on our hos-

pital records systems.   

mailto:ahus.nurses@nhs.net
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Welcome to our Autumn newsletter 

Hellos and Goodbyes 

After many years of practice in the NHS Renal services, 

we said a fond farewell to Angela Watt, she has retired 

but continues to work towards improvement of care 

for Renal patients, as she has taken up a role with Kid-

ney Research. 

We were joined by a new member of the nursing 

team—welcome to Christine Maville. Christine joined 

us in August. She is a paediatric nurse by background, 

having worked in paediatric surgery for 8 years after 

qualifying as a Nurse, then spent 4 years as a Health 

Visitor before coming back to the Royal Victoria Infir-

mary in Newcastle to work as a Children and Young 

People’s Clinical Nurse Specialist in paediatric gastro-

enterology for 11 years  
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The world’s 6th annual aHUS awareness day is being 

held on Thurs 24th Sept 2020, it was created by the 

aHUS Alliance to share information and raise aware-

ness for the rare disease atypical HUS. The theme is: 

wellness and well-being 

To find out more information on how to join please vis-

it the website: 

www.ahusallianceaction.org/2020-ahus-awareness-

day/ 
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episode of aHUS just like any other viral infection. If 

they become unwell and do not recover quickly, or they 

seem more unwell than with a typical viral infection, 

you should contact your Doctor, making them aware of 

the aHUS alert card, as it is possible that your child 

may need blood tests to look for aHUS. 

 

 

 

 

 

 

 

 

If you require any alert cards please get in touch with 

Christine and Lisa and we will post them out to you. 
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VIRTUAL aHUS PATIENT ROADSHOW 

We had originally planned to hold a roadshow in Sep-

tember, but owing to the ongoing Covid-19 situation, 

this was not possible.  Instead, we are excited to host 

our very first Webinar about aHUS on Tuesday 22nd 

September 2020 (2-4.30pm).  We are keen for as 

many patients and their families to join us for this 

“virtual roadshow”.  

We have sent hard copy invitations to those of you for 

whom we do not have an email address.  For those of 

you we hold an email address for, the invitation and 

agenda will accompany this newsletter. 

You will be able to ask questions via a chat facility on 

the day, but we would be keen to accept questions in 

advance. You can do this by emailing 

ahus.nurses@nhs.net 

If you would like to join the virtual meeting please 

email Lisa and Christine (Specialist nurses) and nearer 

the date instructions will follow on how to join the ses-

sion 
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VIRTUAL aHUS PATIENT ROADSHOW 

 

Topics for the meeting: 

 The impact of COVID-19 on aHUS patients 

 Stopping Eculizumab Treatment Safely in aHUS 

patients 

 Ravulizumab as a treatment in aHUS patients 

 

This is our first attempt at a webinar so we apologise in 

advance if there are some technical issues! Please bear 

with us! 
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Information for parents of children with aHUS on 

Eculizumab regarding going back to school 

We have produced some information on this topic and 

it can be found on the home page (towards the bottom) 

of our website www.atypicalhus.co.uk 

This is based upon Government guidance , and the 

British Association for Paediatric Nephrology and The 

Renal Association (Published 14th August 2020) 

Key information: 

 Children and young people who are on Eculi-

zumab—Children and young people with a diag-

nosis of aHUS on Eculizumab are not considered 

as “higher risk” patients in relation to COVID-19.                                                                                                         

If your child develops a fever, please remember that 

they are still at risk of meningococcal disease and 

that this will need assessing urgently by a clinician, 

as well as your child having a COVID-19 test. 

 Children and young people deemed “at risk” of 

aHUS—If you have been told that your child is at 

risk of aHUS (for example they are known to have 

a complement gene mutation such as “Factor H” 

or “Factor I” or “CD46” mutation) but they are 

well, and not on treatment with Eculizumab, it is 

possible that COVID-19 infection could trigger an 
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Flu vaccine 

Flu occurs every year, usually in the winter hence why 

it is called seasonal flu. It is highly infectious and symp-

toms can come on very quickly. 

Flu can affect everyone but if you have a long-term 

health condition the effects of flu can make it worse. 

Therefore we do recommend the flu jab to all high risk 

patient cohorts (the list can be found on the website; 

www.gov.uk in the document “Flu vaccination: who 

should have it this winter and why”) 

People on the NHS Shielded Patient List for COVID-19 

are all eligible for a free flu vaccine and the Govern-

ment’s advice has stressed the importance of receiving 

the Flu vaccine this year. Their aim is to reduce the 

chances of those vulnerable to COVID-19 from getting 

flu 

The vaccine provides the best protection available 

against a virus that can cause severe illness 
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Facebook 

We held a patient focus group in Feb 2020 and from 

that meeting the topic of a closed Facebook group was 

mentioned again and it had been brought up before in 

previous years. It was suggested that the Facebook 

group could provide some support to patients and al-

low them to communicate with other individuals who 

shared a common theme of being a patient with aHUS; 

they had been previous discussions of it being such an 

isolating condition due to the rarity of disease. 

 We submitted an application form to Newcastle Trust 

and we can announce we were successful in that the 

Trust would support us in the closed Facebook ac-

count, however due to COVID and staff changes in the 

aHUS service, we have had to put it on hold for now, 

but we wanted to apologise about the delay and  also to 

let you know we haven’t forgotten about it, and it will 

happen, in the meantime we are looking for other ways 

to reach out to you, such as the virtual roadshow.  

 

http://www.gov.uk
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STEC HUS Video 

Dr Michal Malina, one of the Consultants from the 

NRCTC has put a short video (lasting 5 minutes) on 

STEC HUS.  This is an excellent and extremely in-

formative video about STEC HUS 

What is STEC HUS? 

 

 

 

 

 

 

When we receive a new patient referral to the NRCTC,  

it is important for us to identify whether or not that 

person has a STEC infection.  STEC HUS is caused by 

certain strains of E.coli bacteria.  If a person is found to 

be positive, this can lead us to a diagnosis of STEC 

HUS.  This is important to know, as it means the per-

son is unlikely to have atypical HUS and therefore 

would not benefit from the drug Eculizumab.   
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This video is available on the following media: 

 Home page of our website: https://

www.atypicalhus.co.uk 

 YouTube directly using the below web address:  

https://www.youtube.com/watch?

v=JqdwePktcB8&feature=youtu.be 

 Twitter on https://twitter.com/NationalaHUS 
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