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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 

 

Nurse Specialists 

ahus.nurses@nhs.net 

Tel 0191 2825098 

COMING UP 

 Rare Disease Day 2019 is on 28th February. More    

information can be found at 

https://www.rarediseaseday.org/ 

 World Kidney Day is on 14th March. More                

information is at 

https://www.worldkidneyday.org/ 
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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 

Inside this issue 

 

 New team member 

 London Roadshow  

 Focus group meeting 

 Dutch visit 
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Welcome…… 

…..to this month’s edition of our National aHUS Service 

Newsletter. 

In January we welcomed a new 

member of staff to the team. Gillian 

Curry has worked as a renal research 

nurse for a number of years. She has 

been seconded to work with our  

service for 2 days per week. 

The main part of Gill’s remit is to be 

the nursing lead on the research     

being done within the service. From 

an aHUS point of view this means 

she will be assisting Professor   

Sheerin with the SETS withdrawal 

trial but also working with our     

specialist nurses to increase the number of aHUS       

patients recruited to RaDaR, the rare disease registry 

run by the Renal Association. 

 

 

Gill can be contacted using the usual details on the 

back page. 

7 

 In brief 

Alexion Advisory Board 

Dr Edwin Wong and Jo recently attended an aHUS  

Patient Advocacy Organisation Global Medical         

Advisory Board in London. This venture was organised 

by Alexion to explore patient experience and              

information and included patient representation from 

several countries including England. Edwin and Jo    

reported it was a very interesting meeting learning 

about other country's’ patient experience and provision 

for treatment of aHUS. They also returned with ideas 

for improving our patient information on our website.  

SETS Update 

The trial is now open for recruitment in a number of 

centres and the first patient has been recruited. More 

information on SETS at 

http://www.atypicalhus.co.uk/sets-ahus/ 

Picker Survey 

Jo and Jalibani have received the final draft of the    

postal questionnaire for checking and this will soon be 

sent out. We would like to take this opportunity to 

thank those who have taken part in the process so far. 
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Dutch Visit 

In December we received a visit from Professor Nicole 

van de Kar of the Radboudumc Amalia Children’s   

Hospital in the Netherlands. Nicole is also the Dutch 

national lead for CUREiHUS, the research project that 

oversees the management and treatment of aHUS in 

the Netherlands. 

Although the Dutch do not have a dedicated,             

centralised national service like we do in England, the         

decision on whether or not to treat with eculizumab is 

made jointly by a team of experts in the field. 

In the Netherlands the expectation is that all patients 

will receive eculizumab for a limited time period only 

so it was interesting to hear about their experience of 

withdrawing patients from the drug. 

Nicole’s team are 

also part of the    

European Rare  

Kidney Disease  

Reference Network 

and we look         

forward to working 

together with them 

through this in the 

future. 
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National aHUS Service Roadshows 

Our next patient roadshow will take place on Saturday 

2nd March at the Hilton Euston Hotel in London and 

it’s not too late to book your place! 

Both Consultant Nephrologists and Specialist Nurses 

from the service will be there. As well as talks about 

aHUS, the National Service and the SETS withdrawal 

trial there will also be an opportunity for you to ask 

questions and, of course, to meet with other patients 

and families affected by aHUS. 

If you would like to attend please contact the specialist 

nurses. We do have some funding available towards 

travel costs for those travelling from outside London 

but please let us know asap in order to book trains. 
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Patient Focus Group Meeting 2019 

Our patient focus 

group met again on 9th 

F e b r u a r y  i n            

Newcastle.  Items     

discussed on the day         

included 

 

Introductory telephone calls These have been          

difficult to implement. However, introductory letters 

are now sent out to all new patients and there are plans 

to follow this up with a telephone call after a few 

weeks 

Social Media The service now has its own Twitter     

account and following the introduction of a new social 

media policy at our trust we hope to have a Facebook 

account up and running in the near future 

Regional roadshows 3 have now been held and both 

patients and members of the team attending have 

found them valuable. Following discussions it was 

agreed that the roadshows should become an annual or 

biannual national event with the venue being rotated           

between the north and south of England 
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Rare Disease Group Representation The aHUS rare 

disease group are a group of clinicians, healthcare    

professionals and scientists with a special interest in 

aHUS. They meet on an annual basis but are keen to 

increase patient representation at their meetings. We 

are grateful to a number of members of our focus group 

who volunteered to attend meetings in the future 

Research Agenda The aHUS Alliance recently         

produced an interim patient research agenda outlining 

a number of questions that are important to aHUS    

patients internationally 

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

patients-research-agenda/ 

The group was asked to comment on those they felt 

were particularly relevant to patients in the UK. The 

team will then use this to shape future research        

proposals.  

The team at the          

National aHUS Service 

would like to take this 

opportunity to thank 

those patients and   

family members who 

attended the focus 

group meeting and gave us their valuable input.  


