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Wilsonõs Disease Support Group - UK 

Welcome!  
 
The Wilsonôs Disease 
Support Group - UK 
(WDSG-UK) is an all  
volunteer organisation 
which strives to pro-
mote the wellbeing of 
patients with Wilsonôs 
disease, their families 
and friends. 
The organisation aims 
to provide informative      
articles about the na-
ture of the disease,     
articles  written by pa-
tients, families and 
friends, about their 
experiences of the       
disease, recent  pro-
gress in treatment and 
much more by way of 
an annual newsletter.        
The organisation also 
aims to promote           
networking of Wilson's 
disease patients and 
their families by help-
ing and encouraging 
them to correspond 
with one   another.  
The organisation also 
strives to promote a 
wider awareness of     
Wilsonôs disease 
within the medical  
profession.  

IN   THIS  ISSUE ...  

NEWSLETTER    FEBRUARY  2009  

Greetings; seemingly from the arctic! 
We have welcomed five new members this year, but 
have sadly lost one of our first members, James Dun-
can from Leeds, who died in December. Also, we are 
sorry to report the death of  Dr Hal Dixon of Kingôs Col-
lege, Cambridge, who has always been a great help 
and support to the Group. 
We had a very successful meeting in Cambridge in 
June last year and Iôd like to take this opportunity to 
thank everyone who attended, with particular thanks to 
Drs Walshe and Gillett, Kay, Dr Bill Griffiths and Dr 
Rupert Purchase for their continued support of the 
group, not forgetting Jean Barr, a Wilsonôs parent, who 
travelled all the way down from Fife to be with us.  

In October I attended the Children's Liver Disease Foundation conference which was 
held at The National Motorcycle Museum near Coventry. It was good to see two of our 
members there also. Professor Tanner, the EuroWilson coordinator, was one of the 
speakers and talked about the EuroWilson database and register, with which many of 
you will be familiar. Professor Nigel Heaton talked about transplants and I was fasci-
nated to learn that the first transplant was carried out over a hundred years ago in 
China, when a kidney was transplanted into the recipientôs thigh and actually worked 
and produced urine for a short time. Valerie and I also attended The British Liver Trust 
Support Group conference in Hinckley in November. 
We have decided to hold our funny anecdote competition open for another year at Dr 
Walsheôs suggestion, due to a poor response. The woolly mammoth has been 
sketched and signed by Dr Walshe and he suggests you don your ówoolly thinking 
capsô and submit entries for him to judge before our meeting in the summer. 
Thank you to everyone who enclosed donations with their membership forms in 2008. 
Our major outgoings include the newsletter, meeting in Cambridge and website main-
tenance, together with the sum of £334.80 given to Rupert Purchase for his research 
into synthesizing molybdate and £73.00 spent on two special drinking cups for one of 
our disabled members in Norwich. Full accounts will be available at our next meeting. 
Our aims this year include achieving charitable status, improving our links with the  
British Liver Trust and increasing our distribution of the newsletter to include more 
hepatology and neurology clinics within the UK.  
Finally, Valerie and I spent a few days in Yorkshire in September, where I discovered 
that her grip of the public transport system is as loose as her grip of contour lines on 
ordnance survey maps! 
DONôT FORGET to renew your membership...form enclosed. Details of the meeting 
will be sent to you soon. 
Best Wishes to you all for the rest of the year.                                            Linda 
 

Affiliated to the british liver trust  
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L to R: daughter Amy, Emma, son Thomas, 
Emmaôs mum, Sheila, & sister Daisy 

Sylvia and granddaughter, Emma 

Once again we would like to thank Sylvia Penny of Torquay for her fundraising efforts for the Group on behalf of 

her granddaughter, Emma, who was diagnosed with WD at Derriford Hospital, Plymouth, in March 2007 aged 26. 

On April 17 2008 Sylvia organised a coffee morning and draw at the Victoria Park Methodist Church Hall in Bab-

bacombe, Devon.  The event was a resounding success raising £443 
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Later in the year, on December 20, Sylvia organised another coffee morning and bring and buy sale raising a fur-

ther £400. A friend of hers, Iris Keay, made a personal donation of £500 bringing the total amount for the year to 

£1,343. We are indebted to Sylvia and her family and friends for their continued support and tireless fundraising 

and are delighted to hear of Emmaôs continuing improvement. 

Fundraising in Devon 

Pupilsô Fundraising Concert 2008         Liz Morell  

 

Every summer term, my mother (Barbara Fordham) and I aim to put on a concert featuring our piano, 

flute and singing pupils.  A couple of years ago we took part in the CLIC Sargent óPratice-athonô which 

is an ongoing fundraising project to help raise money for children 

suffering from cancer and other related illnesses. The children ï 

and a few adults ï got sponsorship for practising daily for two 

weeks culminating in a concert.  Last year, we decided that we 

would hold our concert as usual and that instead of obtaining spon-

sors, we would have a collection at the end in aid of the Wilsonôs 

Disease Support Group. 
 

About 20 pupils took part in a concert lasting an hour and a half, 

performing a wide variety of music, ranging from Handel to       

Andrew Lloyd Webber, to a packed audience who all cheered and 

encouraged their family and friends.  My two children, Abby and 

Jonathan, also took part and they, together with mum and me, 

wore WDSG t-shirts!  We left some leaflets about WD on the seats 

and I spoke at the beginning of the concert about Wilsonôs disease 

and the support group. We also put a photograph of my sister, Joy, on a stand at the front of the church.  Joy 

passed away aged 17 in March 1974 at the Royal Free hospital, just eight weeks after being diagnosed with WD.  

Joy was a wonderful musician, playing the piano and flute and singing in local choirs. I was diagnosed 2 months 

after Joyôs death and have been visiting the Royal Free regularly ever since.  I am pleased to say that I am com-

pletely well, having been óde-copperedô and I have been taking Trientine since 1983, after becoming intolerant to  

Penicillamine. 
 

We followed the concert with refreshments and put a couple of collection plates on a table. I am delighted to say 

that we raised £200 in aid of WDSG, which I passed on to Val and Linda asking that the money be used to help 

Rupert Purchaseôs drug research. 




