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WELCOME

The Wilson's Disease Support Group UK { WDSG UK} isan dl volunteer organisation
which drivesto promote the wdl-being of patients with Wilson's Disease and ther
families and friends. The organisation ams to provide informative articles about the
nature of the disease, articles written by patients, families and friends about their
experiences of the disease, recent progressin treetment and much more, by way of a
biannua newdetter. The organisation aso aims to promate networking of WD petients
and ther families by heping and encouraging them to correspond with each other.
Findly, the organisation grivesto generate awider avareness of Wilson's Disease and
its diagnosswithinthemedicd professon.

A datefor your diary!

The next WDSG-UK dl day event/with buffet is on:
Saturday 8th September, 2001

Nottingham Universty Staff Club

11.30-3.30pm

See end of the newdetter for a bodking fom...

Wilson's Disease Support Group UK

Putting youin touch with each other...

Many of you have expressed the desire to be in contact with other people affected by
WD. Please let us know your contact details that you want adding to our list, 0 wecan
put appropriate detalls on our ligt. Confidentidity isa priority and we will only passon
detallsif you give us permisson! Writeto Linda a the address given. We have aranged
our third meeting again in Nottingham. The date for this event will be Saturday 8th
September , Nottingham University Staff Clubl, 11.30—3.30, buffet lunch by
arrangement. Please return the booking form (see later) If you would like to atend .
Further detalls of how to get to the venue and details of the ‘fun programme will be
posted to you on request.

NOVEMBER 25th 2000 Nottingham - A great day was had by all

Though it was awet day | think dl who came found it awhally good day. We hed agrest
turnout (50 plusto count) and again it was nice to bring people together and give
everyone the opportunity to meet others, see old friends, meet new friends and have a
redly good day (some fun too!).

The day itsdlf begen a 11.30am , with teg, coffee on arivd. | am told the food, was
superb (especidly the sausage plait!!!) even though | didn't get time to eat anything, |



was enjoying meeting and chatting to people so much that | plain forgot!!!

We sincerdly hope to see many of you at the next event, booked for September 8th a
Nottingham Universty Saff Club. If you would like to come, (E5 per head indluding
buffet!) pleasefill in the cut off form a the back of this newdetter and return with your
name and address to Caroline (at the address given on the form).

More Info. on Water Filters...

Following the article on Brita Water Filters, Volume 1 issue 2 Sept 2000, Diane Dixon
(the origind inventor of the wooly mammoath) has kindly sent us additiond info.

regarding ** under thesnk’” water filtration sysemswhich are availabdle.

She has spoken in person to the company Clearwater Systems Northwest, who are based
inthe U.SA. where Diananow lives The company have said they will willingly ship
products to the U.K if anyone desires them.

CLEAN WATER

Systems Northwest

16305 64th Street East, Sumner, WA 98390

Phone (USA) 800525 7444 Fax (USA) 253 863 3408

emal pacrim@frugd.com

All KDF cartridges may be used for lead (Pb) and heavy metds (this includes copper).
Diana has aso written an interesting story about her own experience, which shows how
these systemns can prove extremdy useful in certain Stuations,

Description |Code Use [Function of Cartridge IApprox Capacity JCost

lead/ iron CRC 2 |ead and heavy metal 2500 ppm $25.00
remover

GAC+KDF |[KCD+1 |2 Premium GAC with 1-0lbs  |10,000 gallons $26.85
of KDF

What’sin a cup of Coffee? by DianaDixon

Seven Years ago | had a setback; dl my symptoms returned. After weeks of testing, and
adjugting to peniallamine and getting nowhere, | decided to do some detective work of
my own. We had dready got test results from the water department which werefire,
However | drink afew cups of ingtant coffee, water Sraight from the tap, first thing in the
morning. | took a sample of that water to be tested. The copper level was very high. Over
the years, drinking those cups of coffee, with the water that had sat overnight and leeched
copper from the pipes, the copper level in my body had built up and | was amost back to
square one. | caled water trestment placesthat | had found in the yellow pages of the



phone book. | had to call quite afew before | found one who seemed to know what | was
trying to ask for; | wasn't too sure!

Clean Water Systems Northwest. | now have their filter ingaled on my sink. Thefilters
are under the Snk, the tap is mounted anywhere you like on the Snk. It is easy to inddl,
my husband did it!

| use the water from this tap for drinking and cooking Almogt immediatiey after getting
the filter ingtalled my copper levels went down, and | got back to normd (for me). |
change thefiltersonce ayear. | cdled them yesterday and told them about your
organisation, and your search for de-coppered water. The filter was designed, and is made
excdusvey for them. They areaamadl family type business, with an excellent reputation .
If anyoneis interested, please contact Caroline who can arrange getting the product
shipped from the U.SA, or dterndively fax, e mall or phonethem directly a the given
company detalls above

Wilson's Disease befor e diagnosis

by Maureen Adams

Uptotheage of 21 | had led ardativiey normd life gpart from nosebleeds and irregular
periodsEarly in 1971 | began to swelling in my ankles and gradualy over the weeks the
swedling was getting worse untill the bottom two thirds of my body was affected. | was
put on diuretics but these were not strong enough to have much effect.

By March of 1971 | wasfeding very tired and depressed and pressure from the fluid
build up was giving me backache and making it very diffudt to breethe. In March | went
into our loca hospitd, for a month, where numerous tests were done. Huid was drained
off my somach,which made me fed abit better as the pressure was now off my lungsand
breething was much eeser. The doctors sad | hed cirrhogs of the liver but couldn’t find
out why 0 they referred me to Addenbrooke sin Cambridge. | came out the hospital 2
done lighter in weight than when | went in.l went into Addenbrooke sin June where
more tests were done. A liver biopsy was taken.Although the doctors knew | wasvay ill
Jthey 4ill couldn’'t make a diagnog's, so they referred me to London.

In October | went to the Royad Free Hospital in London where more tests were done and
after afew days adiagnods was made a lagt.| was then started on Penicillamine)lots of
other different drugs and put on a high protien/low sodium/ copper free diet. After avhile
| was getting back to norma and fit enough to go back to work.

| fed very fortunate thet | had anormd childhood before getting ill and that when
diagnosis was medetrestment worked for mel can never remember feding very ill and
think it was amuch more worrying time for my family.l dwaysfdt that whenever | was
in hogpitd the other patientswere alot moreill than | was

Had it not for the work and dedication of Dr Washetrestment wouldn't have been
possible and | probably wouldn't be here today so a massve thank you to him. Had |
seen Dr Walshe my trestment would have sarted 3 months earlier.

May he have along and happy retiremen.



The Green Man Stirs
poem by Steve Plowright

The Green Man dirs...

Through these wintery days of February,
Grey damp days, dropsdripping

From barren boughs overhanging
Swollen sreams fed by February rain.

There ssomething afoot in the tracery
Of leafless twig and twigted limb,

A spark tofire the fuddied brain,

To loose the passon, ease the pain,

A hint, aglance, afeding

To =t the sensesreding,

To dir the early draughts of March
And hagten on the Spring.

Look to the ground and see the earth’ srehirth,
Behold the branch and note the brown bud swelling.
See the sp of Spring arriving,

Around each bush and briar entwining.

The energy iswaiting there

To make Old Winter disappesr,

Nuturing the new, quickening the change,
Digpdling darkness, doubt and fear.

Tis time for Nature' s heding.

The season’sdally turning -

Can't you fed the Green Man dirring?



Joining forceswith other WD groupsin Europe
European Community funding

THE PROGRAMME OF COMMUNITY ACTION ON RARE DISEASES has been

established by the European Commission and has been adopted for the period of 1t Jan
1999 to 31st December 2003

Theam of this progrramme is too contribute, in order with other community measures,
towards ensuring ahigh leve of hedth protection in rdation to rare diseases. Specific
attention is given to improving knowledge and to facilitate access to information about
rare diseases. Wilson Disease fdls within the category of being arare disease and hence
we are currently working with other WD groups throughout Europe to make an
goplication for funding to hdlp to fadilitate the project gods.

Future generations could benefit from such funding and projects, better avareness,
genetic screening programs, training, reseerch eic...

Asyou may well be awvare there are active WD groupsin other country states within the
EC. These countriesinclude :

GERMANY

DENMARK

AUSTRIA
HOLLAND
SPAIN
these are just ones we know of , there may be others.

By collaboration of group efforts towards common goas which will help promote a
gregter avareness and diagnods of Wilson Disease.

Wefed WD groupsin Europe (and Worldwide!) are dready making a difference, bui. ..
we want to make an even bigger difference. The awareness campaign needs to widen and
become stronger for the future.

If we are successful in our gpplication for monies thiswould be of immense bendfit to the
European WD community (and future generations who may be born with the condition)

ON THE NET..........
We have set up aweb page for WDSG - UK
http:/Avww.wilsons- disease.org.uk

thereé samailing list atached so please Sgn up



Quedionsand Answers
Edited by Cardine Smms

Q1?/ Isit safe for someonw with WD to wear copper bracletsfor arthritus relief? (sent
in by Jane Ridley - Peterborough)

AL/ No, thisis not recommended!

Copper can be asorbed in samdl amounts through the skin from copper jewdlery. Asitis
sensbleto avoid excessintake of copper then it might be cautious to avoid wearing any
copper jewelery which has direct contact with the skin.

Q2/ Isthere a type of dark chocolate which islow in copper content? (sent inby Brian
Waters)

A2/ No, unfortunately dl dark chololate is quite high in copper content. Carob is
supposed to be a chocolate subdtitute but persondly | fed it tastes nothing like the red
thing (i.e. Lindt’s (Swiss) 70% cocoa!). A little occasondly probably won't hurt aslong
as you take your meds on aregular dally basis (just don't eet it ablock a atime!).

Q3/ If you dug a hole to Augtrailia, would you come out head first or feet first ?

A3/ Weredly don't know the answer to this but we have decided to give aprize to the
best answer to be sent in (to be printed in the next issue!)

Do you have any specific questions regarding any aspects of Wilson's Disease which you
would like usto answer or any agpects or information you would like usto find out
about?

Y ou may have a question which others might want answered so go on. Ask usand if we
don’'t know we will do our very best to find out for you!!! More of your questions and
ansverswill beinduded in the next issue of WDSG UK.



The Story of Trientine - by John Walshe

Aswith the gory of penicillamine in the previous issue of the News Letter it isnot
exactly dear when this story began.

The gtory certainly began with Robert. Robert had been diagnosed with presymptomatic
Wilson Disease @ the age of 6 fallowing the conformation of the diagnodisin hiselder
sder. There was arductance on the part of loca doctorsto sart prphylactic trestment at
that age was ddayed until hewas 9 yearsold in 1961. All went wdl until 1967 when he
devel oped savere kidney damage with swelling of the legs and abdomen from fluid
retention.

Thiswas the firgt serious Sde effect of penicillamine | had seenin 10 years Attemptsto
desengtise Robert to penicillamine failed and the other drugs available a the time proved
inefficient in getting out copper. So @ that Sage a search was Sarted for an dterndive
compound able to mobilise and excrete excess body copper. Was thisthe dart of the story
when Robert firg got into dificulties or wasit ayear later when thefirgt trid of Trientine
was sarted? | leave you to choose.

A year may seem along time to have gone without any effective trestment but find anew
drug and ascertain if it is safeis no easy task and only 16 monthsis remarkably quick—
impossble now in the days of ethical committees, the  committee of sefety of  medicine
and the generd public antipathy to any new venture by adoctor from the sefe path of
convention.

During thet year many new compounds were tried, on rats. The animd rights activigts
would not gpprove of thisather ! Nothing Kay Gibbs, my invauable assgant, and | tried
looked opeful until one of my colleaguesin the University Department of Biochemidry

in Cambridge suggested we look at triethylene tetramine, an aily corrosive liquid used in
industry as an epoxy resin hardener ! It bore no chemica resemblance to penicillamine
but had agtructurd formulawhich he predicted should bind copper. Before this could be
proven, evenin ard, it had to be neutralised with a srong minera acid, hydrochloric
acid proved to be the best, and freeze dried. Thiswe did and then administered to some
rats. To our ddight it caused a sgnificant increase in copper in the urine without

upsetting the rats. One problem which we had not yet overcome was the commercidly
avalable triethyene tetramine was not very pure. However astheimpurities did not seem
to harm the rats S0 it gppeared safe to give Robert atrid dose and seewhat it did to his
copper excretion. Thetrid can be described as nothing but a spectacular success. Copper
smply poured out into his urine, even more than was mobilised by penicillamine. So
August 1968 was ared |etter day in the management of Robert’sillness and has
consequently proved to be the case, that of many other patients with Wilson Diseese.
However , asper usud, dl was not sraight forward .

The triethylene tetramine, or TETA aswe cdled it for short, had to be prepared by Kay
Gibbsin my laboratory, packed into cgpsules by hand and posted to Robert regularly.
After awhile other patients gppeared from al over the country  needing our new



trestment and the physica load on our resources became ared problem, routenly cutting
down on research efforts.

In 1974 our source of crude TETA ran out and we had to look around for another source.
The new supply was our undoing: shortly after taking it into use two new patients arrived
needing this drug and both rapidly developed severe kidney damage. Treatment was a
once stopped and al the patients on our podd register were told to discontinue their
trestment until we could identify and remove the impurity which was respongble. The

best organic chemigtsin Cambridge could not find any difference between the new and
old source of TETA s0 we never solved this problem.

But my collegue in Biochemigtry, Dr Ha Dixon, came to our rescue and devised a
method of purifying the crude freeze dried TETA by cryddlisng it from pure dcohal.
After thiswe had no further problems, except for that of making enough of the drug for
al the patients who were accumilaing on our list. The then Addenbrooke s Hospital
pharmacy cameto our aid and took over production whilgt | tried to find acommercd
source of production. By thistime | had aso started negatiations with the Department of
Hedlth for a product licence from the Committee of Safety of Medicine. Thiswaslike
fighting with cotton wool in the dark or playing pass the parcel. No one wanted to be
responsible for saying YES, very risky, but equaly nobody wanted to be respongible for
saying NO, equaly risky !!!

While al this bureaucracy was going on | tried to interest one of the Pharmaceutica
companiesto make TETA for us. However, as you may well guess, none were interested,
but... A chemica company, cdled Adrich Chemicals, agreed to have alook and
eventually decided thet thiswas a project that was worth while | am extremdly grateful to
Aldrich Chemicds, asthey then were, for dl their subsequent hdp. Findly, triumph, the
Ministry of Hedlth decided to bite the bullet and issue a Product Licence for the new

drug, with  redrictionsthat it could only be givento named patients through a hospita
pharmacy. That wasway badk in 1984, fifteen years after my initid tentative Sudies.
What ismore this just beet the U.S. Food and Drug Adminigration (FDA) by a short
head. Theinitid prescribing redtrictions have only recently been rescinded.

Oneinteresting Sddine. In the early animads sudies, when we were ill using the crude
origind product, wetried giving TETA to ara by injection. Therat collgosd
immediately after injection and microscopic examination of its tissues suggested it hed
died of shock. Looking a the known impuritiesinthe TETA, the main one was triamino
triethylamine, dosdly rdaed to triethylene tetramine. Thislooked to me like acompound
that could cause an immediate fdl in blood pressure and this might well explain the
collgpse of therat. One of my pharmacologicd colleaguesinvedtigated thisfor me and
found my hypothesis was correct. Here | thought was a goldmine, anew treatment for
high blood pressure - fame and fortune a lagt. A drug firm was interested and took out a
provisond patent but this was just the time when awhole hogt of new blood pressure
drugs came onto the market and my goldmine proved to be a mirage.

The interesting lesson of this gory, aswith that of penicillamine, isthat two new drugs



for trestment of Wilson Disease have been introduced to the market, having been
shepherded through dl the bureaucratic beffles, without the help of the Giant
Multinational Pharmaceutica companies,

| doubt very much if thiswill be possble again

A Funny Day Out - by Helen

Onefine September day | wasfed up Stting in the house, so | decided to put on my
good dothesand go out . So | donned my lovely long dress, whereto go | thought ,
maybe Long Eaton. So off | went to the railway staion; good the train for Long Eaton
was ins0 | boarded it. The train was quite full up, | couldn’t get awindow seet , but | got
one next to the corridor,as | st down ayoung man of about 28 with apony tall sad
good morning; to me. | thought how nice and polite asthe mgority of folk don't say
good morning. So | st and laughed into mysdf a this and felt hgppy , though not for
long !

In the distance the lady was pushing the refreshment trolley, as she passed by mel fet
my dress being pulled and tugged , redly tight too. Hashing through my mind, | thought
what the dickensiis happening! To my horror | redized, quick as aflash | shouted to her
to stop, but she ether did not hear me or understand my accent, she kept on going till she
could go no further. My best dress had got caught in the trolley whed as she had passed
by! One man had seen what was happening and he shouted at her to stop.

Thank goodness no one laughed! | didn’t know whether to laugh or cry, | fdt so
embarresed, | was S0 afraid to look a my dress. The refreshmr mt lady gpologised.

My beautiful dress had been ripped at the bottom. Therefreshment lady remarked that
this happens alat, the trolley wheds catch onto things (0 beware when on trains!) .
Gosh it was like something from candid camera. Jugt think if | hed beenwearing a
dress of thinner materid or a sirt, the trolley whed could have ripped it off and
| could have been left gtting there inmy bra and knickerd

| wrote to British Rail in Derby but never got compensation, asthey promised.



WOOLY MAMMOTH WDSG-UK T-shirtsavailableto order

For those of you who met Keth Pereria, the man with the Wooly Mammoth T-Shirt ; this
was aredly greet ideafor the group! Thanksto Keth for this.

If anyone wantsto order T-shirts (see T-shirt design) please send your orders and
payment in advance to WDSG UK . The T-shirtswill be available to collect & the
September event and alimited number only to purchase on the day on afirs come firgt
sarve bags. (Cheques or postd orders made out to WDSG-UK). T-shintsare availadlein
Sze Medium or Large a £10 each (pounds sterling) and we can arrange postage and
packaging if needed (overseas d0).



My Skirmisheswith* MAVISBEACON”
By LindaHart

| was hoping to be able to write about natifiable diseases and why WD isn't one, but
unfortunately as yet have been ungble to find out any useful information . | have written
to Nottingham Hedlth Authority , who informed me that the Department of Heslth do
collect data on notifiable diseases, but WD isnot indluded !! They tdl methet “the
incidence of WD in Europeis onein 300,000" which would suggest to them thet the
inddencein Nottinghamshire “is saigticdly inggnificant!” - not if your meitisn't! |
uppose the next sep isto contact the Hedth Minister and ask why dataon WD isn't
collected! We Il keep you informed.

On adifferent note, this year | have been dragged screaming into the computer age. |
have avoided computers like the plague—I lived in the 70's—I liked it therel | wasvery
happy there and | didn’t want to know about hard drives, floppy disks or software. Even
if my nieces and nephews spokein alanguagethet | didn’'t understand, | didn't care, |
jus  ignoredit dl! But, snce the Support Group has sarted, it's become obvious |
needed to learn how to use acompuiter, or at very least, how to type! So my education

began.

Thefirg two weeks | spent mastering the art of making peper aeroplanes and playing Pac
Man. Thisiseasy | thought, then | thought I’ d try letter writing—this was a different
‘kettle of fidh'. My fird effort, aletter to my friend Jane, took dmaost an hour and when |
eventudly got the printer to function and read my effort, | redised | had to learn to type
properly. So dong camethe “Mavis Beacon Typing Course’. Mavisisadragon. | think
of her as a cross between Medusa and Mrs. Merton! Up to now, | haven't yet learnt two
rows of keysand it has been painful! Mavis puts little notes on the Screento tell mel’'m
not trying or my standards are dropping. If | dare to pressthe ‘escape key’, she says“Tut
tut you'll never learn that way...”, eveniif I’ ve been stting there for two hourd | have
come across a game on her programme which I'm getting to like. It looks as though you
areinthe driving seet of a car looking through the windscreen. Words passin front and
you have to copy them. Every time you make a mistake an insect ’ solatters on the
screen. (I get more engrossed in splattering insects than typing, which isn't quite the point
of the game!) But, | shdl persevere with my typing and hopefully thistime next yeer |

shdl beanold hand & it.

Just onelast word , if anyone gets aletter from me, I'll warn you in advance there won't
beany Z's, C's, V's, B'sor punctudion in it, can’'t do them yet!



My New Friend!
By BigAl

Who am 1?2 Not important! | ve recently met someone with WD and, not knowing allot
about the disease (see Lynda s comments on page 2—I’m not the only one!) | am amazed
at the neglect and lack of support thet is (or is't) available to those with WD.

These “Newdetters’ should be circulated much more widdly, but obvioudy costisa
problem—"copy 'em” and “give’em out” to your friends, in the pub or wherever you get
to! (nothing persond herel), | think it's cdled initictive?

Anyway, back to the script. My new friend has the most positive atitude thet I've
experienced and is determined to enjoy life to the full—alesson to us dl! We enjoy the
odd walk together, which usudly causes meto ‘perspire (that’s how steeplgacks get
pad?) but it's good fun and one of the many thingsin life to be enjoyed. And before |
dose, remember the famous definition:- BOOTY isin the eye of the decever!

Cheers



Some New Wordsfor the 21t Century.......

Blamestorming: Sitting around in a group, discussng why a project faled, and
whowas responsble.

Uningaled: Beng fired.

Umfriend: A sexud rdaion of dubious standing, or a conceded intimate
relationship. For example: “ThisisAlan, my.....um.....friend".

and what about this- If a first you don't succeed, kydiving isnot for you!

Morein the next Newd etter!

Coming next.....

Weintend to keep you updated not just via the Newd etters so expect the occasond
“newdflagh” in between work, play, trying to have a holiday and coordinating the
Support Group activities These may wdl arrive strapped to a pigeon’sleg (epecidly if
we can't afford the sanpsl)



WOOLY MAMMOTH T-SHIRTSAVAILABLE TO ORDER!
WDSG-UG

Wooly Mammoth T-Shirts are now available to order for the price of £10 each

T-Shirts are White with Black Print
These will be avaladlein SzesMedium and Large

Full Payment to WDSG UK must be sent with the order (as we have to prepay for the

T-Shirtsin advance!).

Pease remember to let usknow your nameand full pogd addressand if you wish to

have items posted to you! And here’ swhat the design looks like........

FRONT: BACK:
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T-Shirt order form
Name.......oiei e
| wishtoorder ........... Wooly Mammoth T-ghirt/s
| enclose full paymentof £............. for theseitems
Tick as Appropriate

| wish to recaivetheitemshby post .........
| shdll collect T-shirtsat WDSG-UK event in September 2001.........



RETURN FORM FOR WDSG-UK EVENT

Name. ..o oo e

Iive wouid liketo come tothe WDSG-UK meeting on Saturdey 8th September a8~~~

Nottingham Universty Staff Club

I /we would liketo book ....... seets for the meeting with other people for aday out in
Nottingham (a.central and rdlatively accessable location)

| /we require information regarding overnight accomodeation
Yes/ No

IAwve would like detals of how to get to the venue Yes/ No

Ilweshdl betravelling by ..o

| would liketo order ........ WDSG UK Wooly Mammoth T-Shirts
Sze Medium......... Lage.......... (state number of eacht)
| enclose full paymentof £........ For the T-shirts ordered

(T-Shirtsare £10 each) see p13 for design!

Please return this page dong with your completed membership forn? or renewa form
and duesto:

Dr Caroline Smms (Membership Coordinater)

Wilson's Disease Support Group UK

36, Sunningdae Drive, Woodborough,

Nottingham. NG14 6EQ.



Would you liketowritean articleto beincluded in the next issue of the WDSG -UK
newdetter?

We would gppreciate your feedback on this Newdetter.
Itisyou tha countsand together we can help each other !

Please send your artides, views, opinions, experiences letting us know if you would like
them induded in the WDSG - UK Newdetter to:

Dr Cardline Smms36, Sunningdde Drive, Woodborough,

Nottingham. NG14 6EQ.

emal : cadinesmms @hatmail.com

Tdl othersabout the WDSG-UK

Pease tdl others who you may know have WD, who might benefit from the Support
Group and what we are doing.

Inform your family, friends, consultant physcians, GP surgery, locd MP s about WDSG
UK

The more people who know about us , the more we can promote a better awareness of
Wilson's Disease within the community and the better the chance of early diagnoss of
WD for future WD petients.



Wilsons Disease Support Group UK

If more copies of this newdetter are required, please contact:
Dr Cardline Smms
36, Sunningda e Drive, Woodborough,
Nottingham. NG14 6EQ.
emal : cardinesmms @ hotmail.com

For membership, correspondance, and information
Contact:
Dr Cardline Smms (Group Secretary and coordinator of newdetter production)
36, Sunningdae Drive, Woodborough,
Nottingham. NG14 6EQ.
emal : cardinesSmms @ hotmail.com

If you would like to be put in touch with others with WD
Contact:
Linda Hart (Patient and family corresspondance coordinetor)
36, Audley Drive,
Lenton Abbey, Beeston,
Nottingham. NG9 2SF

or

Mrs Vaerie Wheater (Coordinator and group liason, interest in genealogy)
38, Grantchester Road,
Cambridge. CB3 9ED.

Dr John Washe- Honorary President, medical expert and world authority on Wilson’s Disease
Dr Godfrey Gillett- Group advisor

Dr Alan Stevens- Group advisor

Professor Jm Lowe - Webperson



