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Regional Reps

Here is our current list of regional reps with home
telephone numbers — please feel free to contact your local
rep and get acquainted.

If you would like to be a regional rep, please contact
Marion Silvey (phone number on inside back page).

AVON

David Mair Bristol 0117 922 1906
BEDFORDSHIRE

Carol George Sandy 01767 263092

CLEVELAND & NORTH YORKSHIRE
Christine Jackson Saltburn by the Sea
01947 840836
chrisjacks@supanet.com

CUMBRIA

Jonathan Caton Kendal 01539 731985
DERBYSHIRE

John Roberts Derby 01332 361234
DORSET

Clive Brown Bridport 01308 458666
ESSEX

Peter Zammit Benfleet 01702 551501
HAMPSHIRE

Les Willoughby Winchester 01962 620012
HERTFORDSHIRE

Susan Burrows St. Albans 01727 869709
KENT (WEST)

Rosalyn Hiscock Pembury 01892 823171
LANCASHIRE

Joan Whiteley Clitheroe 01200 422093
MERSEYSIDE

Blanche Farley Liverpool 0151 924 4282

Newton-le-Willows
01925 229648
colin@odell-athill.demon.co.uk

Anna Morling

NORFOLK

Sandy Hyams King’s Lynn 01485 542380
NORTHAMPTONSHIRE

Cynthia Gunthorpe  Kettering 01536 482529
David Smith Northampton 01604 450305

NORTHERN IRELAND

Sharon Hendron Lisburn 02892 661559
SOUTH LONDON
Jonathan English SW12 020 8673 3092

SUFFOLK
WILTSHIRE & DORSET

Bernadette Monks Salisbury 01722 327388
YORKSHIRE
Sue Appleyard Huddersfield 01484 641227

Let Christine Put You in the Picture

If you want a new image speak to Christine Lawton —
literally. For our notes secretary has been using her
photographic skills to produce some exclusive Red Lion
greetings cards.

Christine and her Leica camera are virtually insepara-
ble on outings, holidays, social and official events — and to
very good effect. For she has produced some eye-catching
images of birds, animals and country life (see the examples
above and below).

Though the cards are a little late for Christmas 2005,
you could use them for next year — or an upcoming
birthday, wedding, anniversary or any other event that
appeals. The cards cost £1 each or £5 for six (plus p&p)
and Christine is genereously donating 70p each to the
group. You’ll see more examples of Christine’s work through
out this issuc of Roar!

Order your cards from Christine on 020 8904 7851
or email her on christinelawton@aol.com. Very many
thanks and a Happy New Year Christine.

Christopher Browne

Front cover: Flower Carpet by Christine Lawton
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Back cover: Sea Spray at Sennen by Christine Lawton



Greetings comrades and co-pouch-
holders and a very happy new 2006. I
bring you tidings of great joy. After a
vexing few weeks trying to find a new
membership secretary, the committee
got a seasonal surprise. Our former
secretary Inez Malek said she was will-
ing to do the job. Phew! We can throw
awayall those recruitmentads we drafted
tor The Timesand Daily Telegraph(not).
We can also shed several thick Christ-
mas coats of anxiety.

P’msure you’llall join the commit-
tec and me in welcoming Inez and give
her every encouragement in her new
role. Weare very grateful to her. We are

studies at the
University of Bath
show that tablets
carrying traces of
the Class C drug
may help relieve
the symptoms of
uc and Crohn’s

disease

equally grateful to Marion Silvey who
has done the job for several years with
quiet aplomb—and, I may say, unerr-
ing efficiency. She also helped save my
skin.

With more bravado than sense
perhaps I said I would set up new
contacts with hospital stomacare de-
partments. However I found that de-
spite countless voicemail messages I
got just two positive replies. Marion
was more successful. When I men-
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tioned my dilemma to her she bravely
said she would carry on the task and
managed to set up a database of inter-
ested hospitals.

Thank you very much Marion
and our warmest wishes to you and
your husband for the future.

Top Marks

St Mark’s Hospital is known as
brand leader in the pouch trade. Jo
Wagland was until recently its
stomacare nurse specialist. She was
also a co-opted member of the com-
mittee—our medical consultant if you
like. Jo has now moved with her hus-
band and tiny daughter to a similar post
atthe University of Southampton Hos-
pital (see Mike Dean’s tribute on page
7). Good luck Jo. We’ll miss you.

Her successor is Zarah Perry-
Woodford, a member of the St Mark’s
stomacare tecam. We’ll soon be invit-
ing her to join the Red Lion commit-
tee as a co-opted member. Our very
best wishes Zarah and we look for-
ward to doing business with you.

The Cannabis Connection

Did any of you read the reports
about cannabis and uc in the Daily
Telegraph (yes, that paper again) and
Gastroenterology magazine?

They said that studies at the Uni-
versity of Bath show that tablets carry-
ing traces of the Class C drug may help
relieve the symptoms ofucand Crohn’s
disease. Experiments with canniboids—
extracts of cannabis—showed that they
help the body recover from some of the
side-effects of these two diseases and
can also heal the lining of the gut.

As most of us know, steroids and
surgery are the usual way to treat these
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conditions. Despite intensive research
at St Mark’s, the Oxford Radcliffe
Hospital and Imperial College, Lon-
don, there is currently no cure for
cither, although leading gastroenter-
ologists like our president Professor
John Nicholls believe there will be
one for uc in five years’ time.

Information Day 2006

It’llsoon be that time of year again.
Yes, Information Day is on Saturday 8
April thisyear, so get out your pensand
pencilsand write itinto your diaries and
calendars. We’ve got some great speak-
ers, all the latest research on uc, poly-
posisand pouches and a series of work-
shopssoyou canreally get down to the
nitty-gritty about your problems and
experiences.

| live, breathe and
almost eat
chunks of the the
pithy prose that
you pouchees
and readers send

Prescriptions for Success

Isent out at least four pairs of Red
Lion letters to help clinch free prescrip-
tions for RLG group members. I hope
they worked. Please let me know how
you got on by emailing
cbrowne@brownemedia.co.uk

Lively Letters

I hope all of you manage to read
Susan Walls’s delightfully written article
about uc, HRT and the menopause.
It’s based on Susan’s own experiences
as well as some intensive research she
has done on the subject.

The article should provoke some
lively letters so keep ‘em coming. You
know Tim Rogers and I live, breathe
and almost eat chunks of the the pithy
prose that you pouchees and readers
send us.

AsTimisdoing the layoutand Iam
doing the content for the next two
Roars, please send all letters to me at 89
Fulwell Park Avenue, Twickenham,
Middlesex TW2 5HG.



Life After Brian
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Morag Gaherty pays tribute to her husband—founder member and former chair of the Red Lion Group.

Iwould like to thank everyone who
took the time to contact me after the
article I wrote in the last issue of Roar!
about Brian’sdeath. I wasvery touched
by the number of calls, letters and e-
mails from you all, expressing your
sadness and telling me how much inspi-
ration you took from him over the
years. I know he would be pleased to
know that he had helped even people he
had never met.

Bob, Tom and I continue our day
to day lives. I am so proud of how well
the boys have coped so far. Both are sad
to have lost their Daddy, but they have

| pity the number
of postmen and
meter readers
who have had the
door opened to
them by Tom.
They inevitably
ask “Is Mummy
or Daddy in?”, to
which they get
the cheerful reply
“Daddy’s dead!”

carried on being the boys they always
were. Every now and then we have a
cuddle and a bit of a cry, and then they
pick themselves up again.

It can be disconcerting for stran-
gers: I pity the number of postmen
and meter readers who have had the
door opened to them by Tom. They
inevitably ask “Is Mummy or Daddy
in?”, to which they get the cheerful
reply “Daddy’s dead!”, before he
dashes back to the TV or wherever.
That certainly puts a strain on the
subsequent conversation.

This weekend I took the boys to
visit the grave for the first time since
Brian died, at their request. They think
heisburiedinalovely peaceful location,
and ’m glad they approve. In due

course, they will help me choose the
wording to be put on a headstone,
which will be another way for them to
be close to him.

On a practical level, I am coping
well, and am lucky that Brian left me
financially secure, so that we do not
need to think about moving home or

The trouble is,
people expect
you to be all sad
and weepy all the
time, which is not
how | feel at all.
And that stops
me from
discussing my
real concerns
with them.

me going out to get a full time job. I
have found, however, that there are
many unexpected emotionalissues, and
am considering going for bereavement
counselling to deal with these. The
trouble is, people expect you to be all
sad and weepy all the time, whichis not

—

On a practical
level, | am coping
well, and am
lucky that Brian
left me financially
secure

how I feelatall. And that stops me from
discussing my real concerns with them.
Talking to someone impartial will hope-
fully help with this.

Thank you all once again for your
kindness and consderation. I hope to be
back writing more material for Roar in
due course, when I feel ready. Thank
you also to Chris for taking over the
reins on the newsletter during this time
for me, and to the rest of the committee
for their invaluable support as well.
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Living With a Pouch—Or Had | Forgotten?

Christine Lawton reflects on the positive effect a pouch has had on

In March 2001, I had Jpouch sur-
geryat St Mark’s Hospital after years of
UC and after 23 years with an ileo-
rectal anastomosis, which was the result
ofremoval of most of my colon because
of'extensive UC. After repeated bouts
of UC in what was left behind, and
spurned on by some biopsy results, my
surgeon and I agreed that I would be
better off without the rest of my colon
and I was consequently offered the
choice of having a Jpouch or a perma-
nentileostomy. After much agonizing
and research, helped, I
have to say, by the Red
Lion Group, including the
late Brian Gaherty, who
was a great help and sup-
port to me and whose
unstinting work for RLG
will always be fondly re-
membered, I opted for
the Jpouch, which, thank
you to everyone involved
at St Mark’s, has been a
resounding success.

For over 40 years I
have written verbatim
Pitman’s Shorthand, for
which, longer ago than I
care to remember, I
gained a certificate for 230
words a minute. All my
life Thave been averbatim
shorthand writer, begin-
ning my career taking the
official record in jury tri-
als, for two years in the
House of Lords Hansard
and also tribunals, arbi-
trations, company meetings, courts
martial and disciplinary hearings for the
police and the military. My jobinvolves
obviously sitting for long periods and
taking breaks only when a break is
announced. Consequently  wondered
whether my new pouch would allow me
todo thisagain, or whether Ishould be
forever at home transcribing tapes.

Aftera trial run, I found my pouch
worked like a dream and I didn’t need
to ask for comfort breaks in between
those that were scheduled. I am happy
to say I have never had to ask for one.
I find I can cope with journeys to and
from work, even long bus journeys
which I sometimes take into London
instead of the train, just for a change
of scenery. I do all my transcribing at

home so I don’t have to travel every
day, but even if I had to, I feel I could
cope with it. I still carry round a small
supply of cotton wool, which I find
helps with soreness, although I rarely
get that these days. Sometimes I eat a
cake or something which is too sweet
and that will start a bit of irritation but
it soon goes away.

I find I can ecat practically any-
thing, although I do find some types
of chocolate send my pouch into over-
drive,as does cinnamon, which I dislike

anyway so I do not find that any hard-
ship.

I also find that I can carry my
working briefcases, etc, without a
problem and sometimes they can be
quite heavy. In fact I can carry very
heavy weights and have always been
able to do this, although I wondered
whether the Jpouch would make a
difference. Maybe doctors wouldn’t
recommend it butit has never had any
ill effect on me.

I think it took about 2 years,
really, for my pouch to reach perfec-
tion and it has improved even more
since then. It seems to have a bigger
capacity and thus quite a long time
can pass between the desire to empty
it and the imminent need to do so.
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her life.

This can be very handy at times!
When I attend information days
and hear the lectures about what hap-
pens to one’s body in the process of
receiving a Jpouch, I can hardly be-
lieve I am one of those patients.
Besides my work, I have many
otherinterests, including painting and
photography. I have started to make
greetings cards from my photographs
and would like to sell some in aid of
RLG, so please look out for some
when you come to the next informa-

tion day.

Being a Friend of the Royal Bo-
tanic Gardens, Kew, I pay frequent
visits there and go on many of their
walks and coach outings. I can cope
with a three hour journey without any
urgent need for comfort stops. I also
visit London Zoo where I have stud-
ied animal drawing and still keep up
practice with a group ofartistic friends.
I also visit art galleries and go to the
meetings of the Harrow Art Society. I
find all these things very stimulating
and I like to keep my brain active as
they say it helps to combat ageing!
However, I do feel younger now, at
59, than I did at 29 when I was
suffering from UC.

I’'m still pinching myself!
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Collision Course with the Menopause

HRT or not HRT? That is the question that Susan Walls wrestles with.

A few years ago, my GP made me
a promise: the autumn of my life
would be golden. As I got older, he
said, my immune system would be
come lessreactive, the pouchitis would
improve, and I’d feel stronger, fitter
and less tired.

It all sounds plausible. But he
missed outa fundamental part of grow-
ing older, at least for women. There’s
a dirty great boulder blocking the
path to these mythical golden years—
and it’s called the menopause.

If you’re a
woman with ul-
cerative colitis, you
already know that
hormones have a
major effecton the
course of your ill-
ness, for better or
worse. Some UC
and pouchitis suf-
ferers feel fantastic
during pregnancy;
othersdevelop the
first symptoms of
disease when preg-
nant. Some
women feel ill
around the time of
their periods; oth-
ers feel better than
usual. Hormones
cause upheaval.

But if you think

it’s hard to live

with them, just try living without
them for a bit.

I crashed into menopause a cou-
ple of years ago, around my 45th
birthday. No warning—just one big
bleed, and that was it: bye-bye hor-
mones. Then came the hot sweats, the
panic attacks, the grumpiness and all
the other unpleasant stuft that happen
when you remove the sex hormones
oestrogen and progesterone from a
woman’s body. But if the woman’s
body in question happens to also have
an auto-immune disease, the results
can be catastrophic. For me, the hot
sweats didn’t matter much — I was up
all night with pouchitis and sore joints
anyway.

Around the time of my menopau-
sal crash, I happened to interview a
top-notch gynaecologist, Professor
Mark Brincat, who runs the Depart-

mentof Obstetrics and Gynaecology at
St Luke’s Hospital in Malta. He’s also
amember of the International Meno-
pause Committee. Professor Brincat
told me two things that I think you
ought to know. The first is that having
anauto-immune disease pre-disposesa
woman to have an early menopause.
The second is that yourimmune system
needs oestrogen to function smoothly.

The exact role of sex hormones in
auto-immune disease is complex —
every hormone hasa different effect on

a different part of the body’s immune
system. Butseveral studies have shown
that oestrogen hasadirectinfluence on
inflammation-causing chemicals: as
oestrogen levels fall, the amount of
these chemicals increases in the body.

So the big question is, should you
take HRT? For me, the answer was an
unequivocal ‘yes’. Within days of start-
ing hormone therapy, I felt better than
Thadinyears—notonlydid the pouchitis
disappear, but I felt bouncier, happier
and calmer. Within weeks, my skin
looked better too.

But the downside of HRT therapy
will not have escaped your notice.
Before you reach a decision on HRT,
you need to do a cost benefit analysis,
taking into account your family his-
tory, and what you think is important
for quality oflife. Oestrogen keeps your
skin young, your bones strong, your
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brain sharp, yourlibido firing, and your
immune system running smoothly.
What’s more, oestrogen has a protec-
tive effect against some cancers—nota-
bly bowel —and continuous combined
HRT can protect against endometrial
cancer. But anything that has an effect
will have a side effect. And oestrogen’s
powerful effects need to be balanced
against the increased risks of some
diseases, particularly breast cancer and
possibly strokes.

In Summer 2002, an American
study into the ef-
fects of HRT on
post-menopausal
women was
stopped early, be-
cause of increases
in breast cancer,
heart disease,
stroke and blood
clots among the
women being
studied. The
abrupt ending of
the Women’s
Health Initiative
(WHI) caused an
international
hoo-ha. Clini-
ciansand scientists
nervously re-scru-
tinised their data.
New guidelines
were issued. The
press went into a

feeding-frenzy, and storiesaboutkiller
hormones appeared in every newspa-
per in the developed world.

Now the dust hassettled on the fall-
out from the WHI study, it’s worth
examining the considered reactions to
it, so. An RCOG (Royal College of
Obstetriciansand Gynaecologists) study
group recently recommended women
should take HRT for five years only.
Butmany ofthe eminent clinicians who
took part in the study group disagree
with that decision. Professor John Studd
is one of them. He describes the five-
year figure as ‘nonsense’. He and many
other doctors believe that the WHI
study was flawed in every way. “The
WHI used a wrong population, of the
wrongage; treated them with the wrong
hormones, and then came to the wrong
conclusions about their own data,’ he
says.



Forstarters, most of the women on
the study were too old to be starting
HRT - they had an average age of 63,
and almosta quarter of them were over
70. Interestingly, all the women in the
study who suffered heart and stroke
problemswere in the 70 plus age group.

Then there’s the matter
of the type and dosage of
HRT. The WHI women
were given the equine oes-
trogen, Premarin (whereas
most doctors in Europe pre-
scribe estradiol, which is the
human version of the hor-
mone). And all the 20,000
womenin the studywere given
the same dosage. ‘One dose
can never be appropriate for
all patients,” says Professor
Studd. ‘Different women re-
quire different doses by dif-
ferent routes, with different
combinationsofdifferent hor-
mones for different symptoms with dif-
ferent surgical status, and for different
ages.” Finally, the WHI women were
given a combination of Premarin and
continuous progesterone, which means
they got the same, combined, dose
every day (rather like taking the pill).
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Most doctors don’t recommend this
type of HRT, and certainly don’t rou-
tinely prescribe it for elderly patients —
especially not fat,unhealthy ones. Amaz-
ingly, most of the WHI women were
overweight, and almost half of them
were on hypertensive drugs. ‘“They were

not a healthy population and not at all
comparable with the patients usually
treated with HRT in the UK’ says
Professor Studd.

Most doctors agree that appropri-
ate HRT raises your risk of getting
breast cancer by 1 in a 1,000, after 10

years of taking the hormone. This risk
is about the same as drinking alcohol
every day; being overweight; having a
late pregnancy; a late menopause; or
nothavingany childrenatall (and when
was the last time you read an article
about how not having kids will give you
cancer?).

HRT may not be for every-
one, but it certainly worked for
me. Ifyou do decide to take it,
you’ll probably need to play
around with the dose and de-
livery system. I find a gel works
best, with progesterone tablets
for ten days a month. You may
also need to find a sympathetic
GP. I’ve got a new one, who
sees HRT treatment as an im-
portant tool in managing my
auto-immune disease.

If you’d like to discuss any
oftheinformationin thisarticle,
you can contact me at:

susanwalls@jungle9 freeserve.co.uk
Have you had any experiences of uc,
HRT and the menopawnse? If you have,
we’d veally like to hear from you with
lettertoRoar! Pleasesend it to Christopher
Browne, 89 Fulwell Park Avenue,
Twickenham, Middlesex TW25HG.

Farewellto]o

Red Lion vice-chair Mike Dean pays tribute to St Mark’s Hospital’s Jo Wagland—former RLG committee
member, pouch specialist and friend

When Julia Williams our first Pouch
Nurse Specialist left us three years ago
to take up a new post I wondered who
would follow her, but my fears were
allayed when she introduced Joanna
Sweeney as her replacement.

Joand I hitit off straight away and
we became very close associates. Over
the last three years we built up a very
good rapport and indeed Jo has been
outstanding in the promotion of the
Red Lion Group. We have often had
some very strange phone callswhen she
has tried to enlighten me as to the
intricacies and vagaries of bums and
motions.

This has notalways endeared me to
my colleagues at work, but then again
the look on their faces has been price-
less. Yes, to many people the subject is
still taboo and to quote from the “Good
Life” when Margo referred to it as
“nasties” thisstill holds true today even
amongst our more broad-minded gen-
eration..

Anyway I digress, after a year or so
inthe post Jo then
became Joanna
Wagland and alit-
tle  Wagland
shortly followed,
young Jessica.
Even though Jo
changed  her
hours, being a
busy working
mum, shestill con-
tinued to be avail-
able at the end of
the phone forany-
one who needed
professional ad-
vice, irrespective
of whether they
werea RLGmem-
ber or had just seen our posters or
website and were in desperate need.
She worked tirelessly arranging speak-
ers for ourinformation days and I must
say there have been a few hitchesalong
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the way but there you are that is life as
they say.

Joand her hus-
band decided that
with theaddition of
Jessicatheywanted
achangein life style
away from Lon-
don, hopefully
around the New
Forestarea,and Jo
has secured a new
postat Southamp-
ton University Hos-
pital.

It has been
greatworking with
Jo and we will cer-
tainly miss her con-
tribution. Although

Jois not based at St Mark’s she still has
the RLG very much to heart and will
continue to champion the Red Lion
Group in her new position.

Mike Dean



Living with Rita
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Sandy Hyams looks back on ten years living with Rita.

Ten years ago this summer,
Stromboli the Stoma was superseded
by Rita the Reservoir*. Put like that, the
process sounds easy and straightfor-
ward—butwe know better, don’twe? A
decade on, memories of the pain and
discomfort of the early days have faded.
Life, thoughitwill never be completely
“normal” again, is enjoyable once more.

Shortly after my pouch operation
someone, who was two years down the
line (and should have known better),
told me that that was as good as it gets.
Thad toinform her that she was wrong.

Yes, the frequency and urgency of visits
to the loo had diminished after two
years, but other things had improved
with time too.

At the start I kept a meticulous
record of whatand when I ate—and my
reactions. Up to 12 visits a day was the
norm for the first few weeks. Now it is
five or six times daily. Ten years ago
professional advice on diet was sadly
minimal—trial and error seemed to be
the only solution. (However, since then
the Red Lion Group has produced the
booklet Healthy Eating for People with
Powuches with the backing of Dansac.)

The agreed consensus was to try a
food once to gauge the effect and, if'it
was adverse, to attempt it again a few
weeks later. Tomyregret, over-indulg-
ingin fresh fruit was nearly my undoing
that summer.

Garlic, onions, strong blue cheese,
mushrooms, sweet corn, nuts, coffee
and wine (the usual suspects): all were
taken in small amounts with varying
degrees of success. I never left home
withoutdisposable cleansing wipes and
a barrier cream.

For the first couple of years I was

careful of what I ate, and then I grew
more adventurous. I can now eat or
drink practically anything I want, and
delight in cooking my husband’s fa-
vourite meals, including exotichotand
spicy dishes. I still avoid raw onions—
but then they always did give me indi-
gestion.

Cheap, coarse wine also affects
me—a good excuse to indulge our
passion for fine Spanish wines. Some-
times after dining out I suffer that old
familiar sore bottom, but not often and
Sudacrem soon alleviates it.

Nearly two years after surgery I
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was shocked out of my complacency by
a bout of pouchitis. A course of antibi-
otics quickly sorted me out. However,
I was plagued with it for two or three
years, every six months or so. I kepta
supply of the antibiotics in my travelling
medicine bag, just in case (it’s still
there, unused five years later). Unfor-
tunately, the medication gave me thrush,
so I also had to take Acidophilus in
conjunction with the antibiotics. Trust
me, it works.

Istill take medicine to slow down or
thicken my output, though one tenth of

what I neededinitially. Just two codeine
phosphate tabletsand one Loperamide
each day seem to do the trick. Leakage
was a problem in the early days as well
as the occasional “accident”. Thank-
fully, these episodes are few and far
between now, although I continue to
wear panty liners for that added secu-
rity. Explosive noises at timesare still an
embarrassment when using loos away
from home, an ongoing problem that
will probably never be solved—unless
readers have any suggestions.

I wonder if I am unique in not
having to have annual check-ups. After



five years my surgeon decided that I
didn’t need them, although of course I
could always contact him if there were
any problems.

So, what are my thoughts after ten
years of living with a pouch? I can cat
and drink what I like. My body image
(forgetting the spread of middle age-

Garlic, onions,
strong blue
cheese,
mushrooms,
sweet corn, nuts,
coffee and wine
(the usual
suspects): all
were taken in
small amounts
with varying
degrees of
success

plus!)is positive. I can wear clothes that
Ididn’tdare with anileostomy, includ-
ing a bikini in hotter climes. And I can
travel withoutall the paraphernalia that
I needed with a stoma.

Reading about the tales of woe, the
continuing pain, pouchitis or leakage,
the emergency trips to hospital, that
some pouch patients have had to bear,
Irealise how lucky I have been. Rita the
Reservoir is no flash in the pan, but a
success story.

*Stromboli was so-called because
he was always erupting; Rita because
my digestive system had to be re-edu-
cated
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Polyposis Day will be too good to miss

What happens when an event at-
tracts too many people?

The organisers panic, call a series
of meetings and then cancel at the last
minute. Unless of course they’re Mike
Dean. When a recent St Mark’s Hos-
pital event was threatened by overspill,
Red Lion’s vice-chair coolly put on a
second event to cope with the extra
people.

The St Mark’s Polyposis Registry
had expected 80 to turn up to its first-
ever Information Day. Then, to its
surprise, 140 applied. “We couldn’t
turn all these people away so we ar-
ranged to hold another event in May
this year.

It just so happens that 80 is the
maximum number that health and safety
rules will allow usin the hospital area,”

Margaret Dean

says Mike who ran the event with his
wife and Red Lion secretary Margaret.
The event was held on 12 Novem-
berand led by Kay Neale, the Polyposis
Registry’s registrar. It featured six talks
and six lively workshops on coping with
FAP —familial adenomatous polyposis.
Among the speakers was Registry
director Professor Robin Phillips who
discussed surgical options for FAP, Kay
Neale who spoke about the genealogy
and risks ofinheriting FAP, Ripple Man
on ‘Polypsand You’ and nurse special-
ists Sandra Burke and Jacquie Wright
on FAP’s causes, effects and after-care.
Despite the overspill there are still
spaces for the second Information Day.
To find out more log on to
www.polyposisregistry.org.uk.
Christopher Browne

Mike Dean

Professor Robin Phillips, Polyposis Registry Director

9



Get it in Your
Diary Early!

Red Lion
Group
Information
Day

Saturday
8 April 2006

Roar! e Issue 33 ® New Year 2006

Letters

As a pouchee of 13 years, I felt I
had to pass on this amazing new cure
for sore and itchy bums. In 1992 T had
surgery at St. Mark’s under Professor
Nicholls for ulcerterive colitis, and was
given a new lease of life with a pouch.

Thisworked very well forabout the
first five years, give or take the odd bout
of pouchitis. I was able to eat most
things that were previously banned.
Then gradually over the next five years
things started to go wrong.

I was becoming more explosive at
toilet times, with certain foodsirritating
my bowels, especially spicy foods and
nuts. This got to the point that I was
being forced to spend more and more
time in a hot bath, as this was the only
thing that gave me relief,

All the barrier creams that St.
Mark’s had given me to try had not
worked. In some cases they caused
more irritation than before.

1 became so sore that my bowel
movement ceased to function properly
due to the pain caused by the inflamed
area. St. Mark’s then tried every X-ray

and scan possible to find out the cause
of this problem , but to no avail.

Iwas now forced to drastically alter
my diet because so many things were
causing blockages and great pain. At
this time I was using zinc and caster oil
cream to try and relieve the soreness,
until one day when I ran out of the stuff,
my wife suggested I try some Germoline
ointmentinstead.

1did, and the result has been amaz-
ing. I know I sound like a salesman for
Germoline, but a little dab after every
visit to the toilet has meant no more
soreness or irritation.

My bowel monements have conse-
quently become more regular, and al-
though certain foods such as mush-
rooms, peas, sweet corn and nuts still
cause me a problem, they do not cause
any pain now.

While I donotknowifthissituation
will stay the same in the future, I felt
that I had to pass this on to anyone
suffering from the same problems that
I had.

Receivedvia the website.

Please support the Red Lion Group

Registered Charity number 1068124

All donations, however small, towards expanding the work of the group
will be gratefully received. If you would like to send a donation please make
your cheque payable to The Red Lion Group. And send it to: The Red Lion
Group Treasurer, Mrs Marjorie Watts, 11 Meadow Way, Upminster,
Essex, RM14 3AA
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Contact the Red Lion Group

CHAIR

Christopher Browne

89 Fulwell Park Avenue
Twickenham
TW25HG

Tel: 020 8894 1598
chair@redliongroup.org

VICE-CHAIR

Michael Dean

9 Mornington Crescent
Benfleet

Essex

S§S72HW

Tel: 01702552500
vice-chair@redliongroup.org

SECRETARY

Margaret Dean

Address, and home telephone
number as for Vice-Chair.
secretary@redliongroup.org

NOTES SECRETARY
Christine Lawton

19 Nathans Road

North Wembley

Middlesex

HAO 3RY

Tel: 0208904 7851
notessecretary@redliongroup.org

TREASURER

Marjorie Watts

11 Meadow Way
Upminster

Essex

RM14 3AA

Tel:01708 445199
treasurer@redliongroup.org

LIAISON OFFICER
Inez Malek

33 Trevor Square

London

SW7 1DY

Tel (home): 0207581 4107
liaison@redliongroup.org

EX-OFFICIO

John White

44 France Hill Drive
Camberley
GU153QE

Tel: 0127624886

Morag Gaherty

16 Hill Brow

Bearsted

Maidstone

Kent ME14 4AW

Tel: 01622739034

Fax: 02076919527
morag@redliongroup.org

CLINICALNURSE
SPECIALIST

Zarah Perry-Woodford

St Mark’s Hospital
Northwick Park

Watford Road

Harrow

HA13UJ

Tel (work): 020 82354126
pouchnurse@redliongroup.org

NEWSLETTEREDITOR
Tim Rogers

30 Amberley Gardens
Epsom KT19 ONH

Tel: 020 8393 6968
newsletter@redliongroup.org

PRESS OFFICER
Stephanie Zinser
Tel: 01932867474
Fax: 01932 867444
pr@redliongroup.org

PRESIDENT
Professor John Nicholls

PATRON
Claire Rayner

Join the Red Lion Group

e Newsletter three times yearly with all the latest news, views and events
e Membership is £10 (£5 for hardship cases, and free for under 16s) per annum
e Write to Liaison Officer at the address above for a membership form

Visit Our Website

www.redliongroup.org

Write for Roar!

Have you had any interesting or
amusing experiences that you think
other people with pouches might want

toread aboutin the Red
Lion Group’s newsletter
Roar'?

We are particularly
looking for pouch-re-
lated articles, but we are
happy to publish practi-
callyanything.

Perhaps you’ve
taken up a new hobby
since having your pouch

operation? Orare there any clever little
tricks or diet tips you’ve picked up that
you’d like to share? We’d even be

willing to publish an ar-
ticle about why havinga
pouch was a bad idea.

Evenifyou’ve never
been published before
please send us some-
thing.

You’ll get the satis-
faction of seeing your
name in print and you
may give hundreds of
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fellow pouch people aninsightinto an
aspect of their condition they hadn’t
noticed before. Most important of all
you’ll make the life of the newsletter
editor a little bit easier.

If writing articles isn’t your scene
we are looking for other things too,
including cartoons, crosswords and
jokes.

With your contribution we can
keep the newsletter bursting with life
and make reading about pouch issues
funand stimulating.

Tim and Chris







