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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 

COMING UP 

Tuesday 24th September is International aHUS        

Awareness Day. As in previous years aHUS Alliance       

Action will be using the day to raise awareness of aHUS. 

For more information head to www.ahusallianceaction.org 

The theme for this year is ‘Call to Action’ and this year’s 

project is an aHUS Family Photo Album. To take part head 

to their webpage and follow the link. 
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Your quarterly newsletter from the National aHUS Service 

at the National Renal Complement Therapeutics Centre. 

www.atypicalhus.co.uk 

Issue 11 August 2019 

Do you have access to  

e-mail?  

If so would you         

consider  receiving     

future newsletters          

electronically to assist 

us in reducing the 

costs of postage? 

Let us know via our 

usual contact details 

Highlights in this  

Issue 

 New staff member 

 Birmingham     

roadshow 

 UKKW report 

 Transplant         

outcomes 
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New staff member 

Welcome to the latest edition of the National aHUS 

Service newsletter. 

We’re delighted to begin by introducing you to our 

new Specialist Nurse—Lisa Batchelor—who has re-

placed Joanne. 

Lisa qualified as a nurse 

in 2006 and has spent the 

whole of her career 

working in renal services. 

Most recently she has 

been a Sister on the renal 

ward at the Freeman 

Hospital in Newcastle.  

Outside work Lisa enjoys 

cycling but most of her 

spare time is spent    

looking after her very energetic 5 year old son. 

We are also delighted to be able to say that we have 

just appointed a new service manager to replace   

Jalibani. We hope to be able to introduce you to them 

in our next newsletter. 
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Your Help Required 

Kidney Research UK are looking for people with        

experience of kidney disease to join their patient    

community known as ‘Kidney Voices for Research’. 

As well as providing a platform for patients to share 

their stories and experience around research it also   

enables you to get involved by carrying out surveys or 

by putting researchers in contact with their target    

patient population. 

More information is available at  

www.kidneyresearchuk.org/kidneyvoices 

The Genetic Alliance are looking for patients and     

carers to take part in a survey looking at priorities and 

views about the coordination of care for rare             

conditions. The survey should take around 30 minutes 

and can be found at  

http://bit.ly/concord-survey 

The survey is part of the COordiNated Care of Rare 

Diseases  study (CONCORD). More information on it 

can be found at  

www.geneticalliance.org/our-work/healthcare-and-

delivery/coordinated-care-of-rare-diseases-concord 
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Kidney Research UK Bridges Walk 

In July members of our team again took part in the    

annual Newcastle Bridges Walk to raise funds for the 

charity Kidney Research UK. This year’s event was 

used to highlight the valuable research that is going on 

in Newcastle including the work carried out her at the 

National Renal Complement Therapeutic Centre. 

Pictured below are representatives of the research team 

in Newcastle who took part in the walk including Dr 

Edwin Wong from our service and our research nurse, 

Gillian Curry. 

If you would like to raise funds or donate to KRUK or 

take part in their events head to  

www.kidneyresearchuk.org 

 

 

 

 

 

 

 

 

3 

aHUS Roadshow 

A reminder that our next aHUS Patient and Family 

Roadshow will take place in Birmingham on Saturday 

28th September. 

We have expanded the agenda and topics will now   

include 

 Genetics and aHUS 

 Update on the SETS trial 

 Preventing meningococcal disease 

 Pregnancy and aHUS  

 aHUS in children 

 

An invitation is included with this newsletter. If you 

would like to attend please get in contact with the 

aHUS nurses.  

Thanks to a grant from Alexion we can also cover the 

costs of train travel and overnight accommodation to 

those wishing to attend from outside the area. 
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SETS Update 

The SETS withdrawal trial has now been open for a 

number of months and as more renal units join the trial 

recruitment is increasing. The graph below shows     

recruitment to date. 

The trial is aiming to recruit 30 patients to the        

withdrawal group and an additional 20 who will take 

part in the health questionnaires only and we would 

like to take this opportunity to thank those patients 

and their families who have already agreed to take part. 

More information can be found at  

Www.atypicalhus.co.uk/clinical-trials/sets-ahus-2 

Or come along to one of our aHUS roadshows. 
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5 year transplant survival rates in the full UK         

transplant population are 86% in those receiving a    

deceased donor transplant and 93% in those receiving a 

living donor transplant. 

In the aHUS population the percentage of patients 

with a functioning transplant at 5 years was  

 35% in the historic group 

 78% in the curative group 

 90% in the prophylactic group 

This represents a significantly better outcome for those 

treated with eculizumab. 

The greatest benefit was seen when comparing those 

patients with known high risk genetic mutations in the 

Factor H, Factor I and C3 genes. 

We would like to take this   

opportunity to thank Dr   

Glover for the time she has 

spent collecting, analysing and 

presenting this data on our   

behalf. 

 

 



8 

 Outcomes in Transplanted Patients 

At UK Kidney Week this year Dr Emily Glover         

presented the findings of her work looking at outcomes 

for transplanted patients with a diagnosis of aHUS. 

The study looked at 3 specific groups  

 Historic patients transplanted without              

eculizumab 

 Patients commenced on curative eculizumab  at 

the time of aHUS recurrence post transplant 

 Patients treated with eculizumab prophylactically 

at the time of transplant 

 

Demographic information is summarised below 
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Expert Visit 

In June the National aHUS team were visited by Dr 

Bernd Schwahn, a Consultant Paediatrician at        

Manchester University Hospitals with a special         

interest in inherited metabolic diseases.  

One of the conditions Dr Schwahn specialises in        

involves the system in the body that is responsible for 

processing vitamin B12. Illness resulting from genetic 

defects in this system can present with a form of      

haemolytic uraemic syndrome that looks very similar to 

aHUS. This is almost exclusively found in children.   

Because of this we now include laboratory tests that 

can pick up these defects as part of our referral process 

and we screen for the most common genetic defects 

that can cause the disease. 

 

 

 

 

Dr Schwahn’s visit was of great help in enhancing our 

understanding of these conditions and we look forward 

to collaborating with him in the future. 
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UK Kidney Week 2019 

The annual Renal Association & British Renal Society 

Conference took place in Brighton in June and both  

clinicians and researchers from the National aHUS  

Service were represented. 

Dr Edwin Wong was invited speaker at a session       

entitled ‘It’s Friday, it’s 5pm and the phone rings…’ and 

his talk ‘Haemolytic anaemia and thrombocytopenia—

what do I do now?’ gave advice on how to manage these 

patients and how to use the National aHUS Service for 

advice. 

Both Professor 

David Kavanagh 

and Professor 

Neil Sheerin were 

guest speakers at 

a symposium    

e n t i t l e d 

‘Establishing a 

t a i l o r e d         

treatment strategy in aHUS—the need for an evidence 

based approach. Their talks covered both diagnosis of 

aHUS  and  an update on the SETS trial. 
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Dr Emily Glover  is a researcher working alongside  

Professor Sheerin and her talk compared outcomes in 

transplant patients with aHUS treated with              

eculizumab and those transplanted prior to the use of 

eculizumab. Results of her audit are summarised later 

in this newsletter. 

Other members of the team gave poster presentations 

on their work. We would particularly like to thank   

Joanne Stout who took time out from her new role  to 

present the results of 

the survey of our     

patients recently   

carried out on our   

behalf by Picker. 

Dr Patrick Walsh 

presented his work 

on a family with a 

disease called CFHR5 

Nephropathy caused 

by a genetic fault in 

the complement    

system. 


