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We will do our very best
to answer them as swiftly
as possible

THE FIRST WORD.....

To our disappointment, the 5th
meeting of the Wilson’s Disease
Support Group U.K had to be
cancelled. The reason for this was
the lack of interest in attending
from the majority of our mem-
bers. Previous events have been
very successful and people who
attended generally enjoyed the
day. Though we appreciate that
there may be several reasons why
people find it difficult to get to
the meetings, please do not forget
that these meetings are organised
for you. As patients, family or
friends it is vital that we continue
to work together and WDSG-UK
feel that your attendance at such
meetings allows the network to
continue so that we can all help
the cause which is so close to all
of us and affects us in some way.
We are hoping to organise the
next “get together” in spring 2004
and hope many of you will make
the special effort to attend.

Those of you who have been to
previous events will remember
that they are very informal and
give you the opportunity to
meet old friends and make new
ones, ask questions and put
your ideas for the support group
forward. Your ideas are very
welcome. So, we look forward
to seeing you in the Spring.

On a further note WDSG have
noticed that there has been a
significant decline in the
renewal of memberships this
year, this is concerning! We
need your continuing support to
keep WDSG-UK alive! If you
want to be involved in some
way and care to help future
generations cope with living
with Wilson’s Disease then...at
least renew your memberships
so we can send you the newslet-
ter and keep you informed.
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MY STORY BY JANE RIDLEY
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| was born an only child in 1957, but it all
began sometime back in 1978. | had been to
London with friends to see the television
recording of Top of the Pops, we decided to
stay overnight. We stayed at the Great
Northern Hotel at Kings Cross. What a dive, |
would not recommend it. Anyway | had
eaten a packet of peanuts and got a bit stuck
in my tooth, | tried to get it out with my
tongue when my jaw locked. | was rushed to
a dental hospital close by, where they put it
back into place. When it happened | thought
that was the end for me, | could not talk or
move my mouth for about three hours and
my jaw seemed to be getting tighter and
stiffer. What a relief when they uniocked it.

After that is when all my problems started.
In those days | worked in Woolworths in a
town called Holbeach in Lincolnshire, | used
to stack shelves and work on the Htill.
| noticed, soon after my jaw had locked, that |
was making a lot of saliva and | could not
control it. | started to dribble like babies do
when they are teething, it got to a stage
where it became embarrassing. Customers
used to stare and snigger. | went to see my
GP who gave me some tablets to try and dry
the saliva up, but they did not work, so | went
back to him, | recall going back a couple of
times, and then he decided to admit me to
the Pilgrim Hospital in Boston for tests. | was
in hospital for about ten days, then they sent
me home because they could not find any-
thing wrong. They said it was all in my mind
and that | was to pull myself together.
My mum was not very happy with this, so we
went back to the GP and my mum asked for
a second opinion. He sent me to see a
psychiatrist. | explained to him what was
happening. He gave me an injection in my
bottom and told me to go back and see him a
month later, which | did. He asked me if the
injection, which was meant to dry up the

saliva, had worked. It had for a while but
every time | went back to see him | was
dribbling again. | saw him for about five
months then he said that he didn’t know what
was wrong and that he wanted to send me to
Addenbrookes to see a doctor there higher
than himself, | think his name was
Dr Yearlands

| had to wait a couple of months for an
appointment and we went along to see him.
He took some blood to test and asked us to
wait for the results, which would take a
couple of hours. When he got the results he
referred me to Dr Walshe and | was told that|
I had Wilson’s Disease.

| was diagnosed on the 14th April 1979, and
admitted to Addenbrookes for tests, blood
tests, brain scans, 24hr urine collection etc: |
had lovely kayser fleischer rings in my eyes
at the time and was very ill, | had lost a lot of
weight | went down to just under five stones
and got so weak that | could not walk.( | have
since packed the weight back on, | call it
middle aged spread!) | could not walk or talk
properly, because of the saliva my speech
was slurred, and people could not under-
stand what | said, Dr Walshe lent me a
communicating machine, so that | typed out
what | wanted to say.
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| was in hospital
Everyone thought | was going to die. | was
put on Trientine, ( it was a high dose and it
made me anaemic). | had a blood transfusion
and was then put on Distamine.

| cannot remember exactly when it
happened, it seemed to happen overnight,
my left hand started to bend down, my wrist
twisted round, my finger bent down and my
knuckles .went down'‘into the palm of my
hand, all due to Wilson’s Disease. While |
was in hospital | could not cut my food, |
asked the nurse’s and matron if they would
cut my food for me, they said | was to try
myself or | would never get better. The
matron on the ward was horrible, when Dr
Walshe found out he would come up to the
ward at meal times to cut my food up or take
the Clingfilm off my sandwiches. After about
six weeks of being in hospital | started to pull
through and get a bit better. | was sent over
to the rehab. Department to do exercises on
my legs and my left hand, also | went to
speech therapy. Eventually my speech came
back but | think it has left my speech a bit
abnormal. | also began to walk again. The
only thing that has never got better to this
day is my left hand, | have a deformed left
hand and | can only move my thumb, | have
had my wrist operated on and the doctors
have taken the moving ball joint out and fixed
my wrist so | am permanenently disabled.
| have not worked since being diagnosed all
those years ago.

for a very long time.|

| am now 45 years old, | got married for the
second time on July 4th 1987 in Bow, East
London. My first marriage broke up when |
was very ill. | had a daughter on May 21st
1988 she is doing her GCSE’s, she is very
pretty and has escaped the dreaded disease,
thank God. | was brought up in Lincolnshire, .
lived in Poplar, East London for ten years
and moved to Peterborough five years ago.

It will be 25 years this coming April since |
was diagnosed and I'm back on the
Trientine capsules now. My health has not
been very great and I've been in and out of
hospital quite a few times, and got better. |
hope that I've got a good few years left in me
to come. | have adapted to my disability |

| would like to say a big THANK YOU to:
Dr Walshe and Kay for getting me better. If it!
was not for them | would not be here today to
tell my story. ’ ]

| have made some new friends who, like
me, have Wilson’s Disease. | keep in touch
with two of them by writing regularly.
If anyone else would like to write to me, you
can get my address from Linda Han, it would
be lovely to hear from you!

| class myself as one of the lucky ones.
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DONATIONS

Special thanks to the following
members:

Philip and Tulin Hawkins— £40
Anjeli Karandikar—£25

Please send your questions,
articles, stories to Linda at
WDSG-UK (see address p8)

We welcome these for
publication in future editions
of our newsletter and thank
those of you who have

already sent items for
publication keep ‘em
coming!!!
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The Umbrella’s Invention

Under a toadstool crept a wee elf,
out of the rain to shelter himself,
under the toadstool sound asleep
sat a big dormouse, all in a heap,
trembled the wee elf, frightened and yet
fearing to fly lest he got wet,
he tugged ‘till the toadstool toppled in two,
holding it over him gaily he flew.
~ Soon he was home, safe and dry as could be,
then woke the dormouse, good gracious me,
Where is my toadstool loud he lamented,
and that’s how umbrella’s
First were invented.







