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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 

All of us at the National aHUS Service would like to wish 

everyone a Happy Christmas and a prosperous New Year 
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Your quarterly newsletter from the National aHUS Service 

at the National Renal Complement Therapeutics Centre. 

www.atypicalhus.co.uk 

Issue 8 November 2018 

Do you have access to 

email?  

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 

 Elena’s aHUS story 

 Eculizumab       

withdrawl trial 

 Picker survey 

 Bristol roadshow 
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WELCOME… 

 

 

 

 

 

 

 

….. To the final edition of our newsletter for this year. 

2018 has been a busy year at the National aHUS        

Service. In common with previous years we have seen 

an increase in the number of referrals to the service, the 

number of patients undergoing genetic screening for 

aHUS and the number of patients either having a       

telephone consultation with one of our consultants or 

coming to our specialist clinic in Newcastle. 

In  October we presented our annual report for the    

financial year 2017-18 to the commissioners from NHS 

England. If you would like to receive a copy of this 

year’s report then please contact our service using the 

contact details on the back page. 
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aHUS Awareness Day 2018 

September 24th was this year’s International aHUS 

Awareness Day. 

To mark the day, the aHUS Alliance have compiled a 

video where aHUS patients from 16 countries shared 

their stories . 

The video is available to view through the following 

link 

http://www.ahusallianceaction.org/ahus-awareness-

day-2018-the-video/ 

Kidney Research UK  

Last year Hannah was kind enough to share her aHUS 

story in our newsletter. 

This year she and her family are the cover stars of    

Kidney Research UK’s Summer Newsletter. You can 

read about it via their website at  

www.kidneyresearchuk.org 

You can also sign up there to receive regular copies of 

their newsletter via post. 
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Spreading the aHUS Message 

 

In October Dr Edwin Wong and our Specialist Nurses 

were guest speakers at the National Nurse Rare Renal 

Study Day in London.  

The event was attended by nurses from all over        

England who have an interest in rare kidney diseases 

and the majority of them have regular contact with 

aHUS patients.  

It was great for our team to be able to network with 

these nurses and tell them about our service and this 

can only be beneficial to the service they provide to 

aHUS patients locally. 
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aHUS SERVICE ROADSHOWS 

Our latest roadshow took place in Bristol in October. 

It was great to meet the patients and their families who 

attended—some even travelled from the Republic of 

Ireland to be with us! 

The group discussion and questions are always         

particularly helpful for us as it tells us what is of        

interest to you and we can use this when planning     

future events. 

Our next patient roadshow will take place in London 

in March. Patients from anywhere are welcome to     

attend—to express your interest please contact the 

aHUS nurses. 
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Stopping Eculizumab 

Treatment Safely 

When NHS England agreed to fund 

eculizumab in 2015 they stated that 

there should be ‘a research            

programme to evaluate when stopping treatment or 

dose adjustment might occur’. 

In 2016 Professor Neil Sheerin of our service received 

funding from the National Institute of Health Research 

to undertake a multicentre study of eculizumab     

withdrawal in aHUS. 

In common with all research, taking part in the trial 

is entirely voluntary and anyone taking part may 

withdraw from the trial at any point. 

The aim of the trial is to establish a strategy for      

withdrawing patients from         

eculizumab that will identify       

relapse promptly, thereby ensuring 

swift reintroduction of the drug 

and ensuring a return to their usual 

kidney function. 

Around 30 patients will take part 

in the full trial. 
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You may have received a letter from our service           

informing you about the review that is being carried 

out on our behalf by the Picker Institute. 

Some of you may have opted to take part in a telephone 

interview designed to test the questionnaire before it is 

rolled out fully. If you are a patient in England and 

would still like to take part in the telephone interview 

then please email  

take_part@pickereurope.ac.uk                                            

or telephone 0800 1975273.  

You will receive a £20 Love to Shop or Amazon voucher 

for your time.  
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aHUS Service Patient Focus Group 

The next meeting of our patient focus group will take 

place on Saturday 9th February in our centre in     

Newcastle. 

The purpose of our focus group is to give feedback and 

suggestions about the service you would like us to   

provide to our patients and service users. It is also a 

good opportunity to meet with other patients and  

families affected by aHUS. 

Suggestions from last year’s focus group already in 

place include 

 Establishing a network of contacts who are     

willing to speak to newly diagnosed patients or 

their parents 

 An introductory contact from the specialist nurses 

when patients are first diagnosed 

 The setting up of our regional service roadshows 

If you would be interested in being part of our focus 

group then please contact the aHUS nurses for more 

details. 

Travel and overnight accommodation, if required, will 

be organised by our service. 
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In order to take part you must  

 Be over 2 years of age 

 Have been on eculizumab for at least 6 months 

 Have a level of kidney function graded no worse 

than CKD stage 3 

In addition some patients may be excluded from       

participation for reasons including  

 Having previously lost a kidney transplant to 

aHUS 

 Having a kidney transplant and a known genetic 

fault in the C3, Factor H or Factor B genes 

 A current or planned pregnancy 

Patients who withdraw will be asked to carry out    

regular urine testing at home and attend their local 

hospital for regular reviews. They will also be asked to 

complete lifestyle questionnaires. 

An additional group of patients will not withdraw 

from eculizumab but will be asked to complete lifestyle 

questionnaires only. 

If you have any further questions about the trial then 

you can speak to your local team or contact the aHUS 

nurses. 
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Elena’s Story 
 
I first became unwell in 2005 when I was 19 and at university. At 
the time I recall feeling tired and nauseous and generally run 
down. My GP thought it might be glandular fever and kept     
doing blood tests. After 3 weeks I was told the tests were       
abnormal and that I had to go North Devon Hospital as they 
thought I might have leukaemia. As luck would have it the    
doctor on-call there that weekend was a haematologist,        
Professor Nicholls, who knew Professor Tim Goodship in      
Newcastle. He immediately suspected HUS and 2 days later I 

was transferred to the 
hospital in Exeter to 
start plasma exchange.  
In Exeter I had plasma 
exchange every day for 
2 weeks before I        
recovered and was    
discharged. However, 
the disease recurred 3 
months later and this 
was when I was told it 

was aHUS. After another treatment of daily plasma exchange 
for 2 weeks they tried reducing it to fortnightly, which worked 
in the short term but eventually I had to attend 3 times per 
week for this gruelling treatment. This involved a 1.5 hour    
journey to and from the hospital each time and went on for a 
total of 5 years. By the end of this period my kidney function 
was down to 5% and my doctors had begun to talk about me 
having dialysis and a kidney transplant.  
However in 2010 I was offered the chance to take part in the 
eculizumab trial – fortnightly infusions instead of 3 times weekly 
and much less travelling!  
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I started Eculizumab in April 2010, I was so convinced that this 
was going to change my life for the better that I went back to 
work full time. By January 2011 my kidney function had started 
to improve, although it was around 1 year before I really        
noticed the full benefit of the change. In total it was 10 years 
before I felt I was finally able to leave the hospital and say thank
-you for all their care. Looking back, I can remember the doctors 
telling me about another 
person with aHUS and being 
impressed that she knew all 
about the blood tests that 
were done – now I do my 
own blood tests using my 
fistula and tell my GP what 
tests to ask for!  
Over time I became aware 
of concerns that the NHS might not agree to fund eculizumab in 
the UK and this left me feeling very vulnerable. It led to me 
getting involved in the campaign to persuade the government 
to fund the drug. I was part of a group who went to Downing 
Street to petition the government and my MP handed over a 
petition of 30,000 signatures to parliament. I was also the     
designated patient expert who gave evidence to NICE during the 
process that eventually resulted in funding for the drug being 
secured.   
I now consider myself as leading a ‘normal’ life with my 2 young 
children. My kidney function has improved to around 30%     
although it has taken 8 years to get there! I believe I have a  
positive outlook on life although I do have to remind myself to 
take it easy sometimes. I wanted to share my story because I 
think it’s important for patients diagnosed more recently to 
know about the work that went on to get eculizumab funded 
and also how much better life is on fortnightly eculizumab as 
opposed to 3 times weekly plasma exchange.   


