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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 

COMING UP 

 UK Kidney Week—the joint Renal Association/

British Renal Society annual conference—takes place 

in Brighton from 3rd to 5th June 

 Kidney Research UK London Bridges Walk on 30th 

June & Newcastle Bridges Walk on 14th July 
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Your quarterly newsletter from the National aHUS Service 

at the National Renal Complement Therapeutics Centre. 

www.atypicalhus.co.uk 

Issue 10 May 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 

 Departures 

 aHUS Roadshows 

 Holiday eculizumab 

 aHUS on TV 

 Nursing study day 
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Welcome! 

The latest edition of our service newsletter starts with 

exciting news for two  members  of  our team. 

Our Specialist Nurse Joanne Stout has left to take up a 

post within the nursing management team at          

Newcastle upon Tyne Hospitals where she will be Lead 

Nurse for nursing and midwifery staffing. 

In addition to this our Service Manager Jalibani       

Ndebele has also left us to take up a new role as part of 

the team of the Chief Operating Officer at our trust. 

Both Jo and Jalibani have been part of our team since 

the permanent service 

was established in 

2016 and have been 

pivotal in building it 

up to what it is  today. 

They will be missed at 

the NRCTC  but      

remain as advisors to 

the service. 

We will have news of 

their replacements in 

our next newsletter. 
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Nursing Study Day 

In September the aHUS nurses will be hosting a study 

day for nurses alongside Rachael Hudson the renal    

educator at Newcastle Hospitals. 

The day is free to attend and there 

are also funds available to help      

towards travel and accommodation 

for those attending from outside the 

area. 

We would appreciate your help in 

sharing this information with your local renal nursing 

team so that as many nurses as possible can have the 

opportunity to attend.  

Rare & Genetically Inherited Renal Diseases 

A study day for nursing staff 

 

Monday 23rd September 2019 

09:00 – 17:00 

 

Copthorne Hotel, Newcastle upon Tyne 

Lunch & refreshments included 

To register your interest or book a place please contact 

 

Rachael.Hudson@nuth.nhs.uk 

Angela.Watt@nuth.nhs.uk 

 

mailto:Rachael.Hudson@nuth.nhs.uk
mailto:Angela.Watt@nuth.nhs.uk
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Many thanks to all of you who took the time to       

complete the survey recently carried out by Picker on 

our behalf. Our team have now received the feedback 

from Picker and we will be presenting this at UK    

Kidney week We will also share this with you in our 

next newsletter along with ideas on how we plan to 

take forward some of your suggestions and comments. 

 

 

 

 

The SETS withdrawal trial has now been running for a 

few months and so far 11 patients have been recruited. 7 

patients have withdrawn from the drug whilst a        

further 4 have agreed to take part in the questionnaire. 

Ongoing information can be found at  

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

2/sets-ahus-latest-news/ 

3 

ERKnet Meeting 

 

 

 

 

 

 

 

 

Dr Michal Malina, Paediatric Nephrologist at the      

National aHUS Service was a speaker at the recent   

European Reference Network for Rare Kidney Diseases 

meeting in Heidelberg where he presented the results 

of his investigation into the inequalities of access to 

eculizumab for aHUS across Europe. 

Michal’s presentation charted availability of              

eculizumab and regional practise in treating aHUS 

throughout Europe. His investigation was aimed at 

learning from each country’s experience in order to   

improve care for patients. 
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aHUS on Television 

This month our service played host to a television crew 

from Nice Tree Films. With the assistance of Kidney 

Research UK and Answers for aHUS they are making a 

film about the discovery of the role of complement in 

aHUS and the impact that this has had on treatments 

and outcomes for patients. 

We were delighted to welcome Professor Tim       

Goodship back to the service to take part in the      

filming. As many of you will be aware it was Professor 

Goodship’s team that discovered the very first genetic 

fault in the complement system that causes aHUS,  

paving the way for the discovery of further genetic 

faults and ultimately leading to the discovery of a  

treatment for the condition. 
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If you are travelling within the EU or to a country that 

the UK has a reciprocal healthcare agreement with, 

there should be no additional cost for receiving your 

treatment or it will be at a reduced cost. However, if 

there is not an agreement 

in place then you may have 

to pay the healthcare costs 

and this is not likely to be 

covered by your travel    

i n s u r a n c e .  M o r e               

information can be found 

at  

https://www.nhs.uk/using-the-nhs/healthcare-abroad/

healthcare-when-travelling-abroad/travelling-outside-

the-european-economic-area-eea/ 

You should always inform your insurer of your         

condition. Failure to do so may invalidate your cover. 

The National Kidney Federation has some useful        

information on its website for those with kidney     

conditions looking for holiday insurance 

https://www.kidney.org.uk/help-and-info/holidays/

holidays-tips-insure/ 

HAPPY HOLIDAYS! 

(and don’t forget to take you ‘at risk’  cards) 
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 Planning a holiday? 

Here is some advice about what to take into account. 

As eculizumab is given fortnightly most people just opt 

to arrange their breaks between infusions. It is possible 

to adjust the timing of your dose by a day or two either 

side if necessary but you should discuss this with your 

local physician. 

You may be able to receive your eculizumab in another 

unit in the UK—your local team will be able to refer 

you to a kidney doctor in that area. If you receive your 

infusion through the homecare service they may be able 

to arrange for their nurses to visit you in a different   

area of the country. 

If you are travelling outside the UK then Alexion can 

arrange delivery of the drug to another country,        

provided it is a country where eculizumab is available. 

The Specialist Nurses keep an up to date list of these 

countries. Alexion can also   

provide your local team with 

details of a clinic where the 

drug can be given. 

 

5 

 

  

 

 

 

 

 

 

Professor Goodship was pivotal in the campaign to   

secure funding for eculizumab in England and the      

establishment of the charity aHUS UK to represent  

patients’ views during this process. He was also clinical 

lead for the interim National Service until his              

retirement in 2016. He is pictured here with his        

successor and our current clinical lead, Professor David 

Kavanagh and Dr Vicky Brocklebank, one of a third 

generation of Clinical Research Fellows at the National 

Renal Complement Therapeutic Centre who is           

undertaking work looking at personalised management 

of aHUS thanks to grants from the Medical Research 

Council and Kidney Research UK. 
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aHUS Roadshows 

Our latest aHUS service roadshow took place in      

London on 2nd March. We were delighted to meet 

with so many patients and families, especially those 

who we had not had contact with before. We hope  

everyone found the day beneficial. 

 

 

 

 

 

 

 

 

Following feedback from our focus group we now aim 

to hold the roadshows twice per year and the venue 

will be rotated around the country. 
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Save the date! - Next Roadshow 

 

WE’RE COMING TO         

BIRMINGHAM! 

 

Planning is already underway for our next roadshow 

which will take place on SATURDAY 28TH          

SEPTEMBER at the Clayton Hotel, Birmingham. 

The day is open to patients and their families from all 

over the country and we can provide assistance          

towards travel and accommodation so please get in 

touch. 

We would also welcome back those patients who have 

already attended previous roadshows. Based on       

feedback we will be including a number of new topics 

for discussion. 

If you would like to attend please contact the specialist 

nurses at ahus.nurses@nhs.net. We also welcome any 

suggestions of topics that you would like to see        

covered. 


