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Regional Reps
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contact Morag Gaherty (phone number on back page).
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John Roberts Derby 01332 361234
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EAST SUSSEX

Lisa Critchley Brighton 01273 699286
ESSEX

Peter Zammit Benfleet 01702 551501
Clare Shanahan Ilford 01708 444359
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Phil Smith Portsmouth 023 9236 5851
Les Willoughby Winchester 01962 620012
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Carol George Stevenage 01438 365707
Susan Burrows St. Albans 01727 869709
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Rosalyn Hiscock Pembury 01892 823171
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Joan Whiteley Clitheroe 01200 422093
MERSEYSIDE

Blanche Farley Liverpool 0151 286 2020
NORFOLK

Sandy Hyams King’s Lynn 01485 542380
NORTHAMPTONSHIRE

Cynthia Gunthorpe  Kettering 01536 482529
David Smith Northampton 01604 450305
SOUTH LONDON

Andy Jones SE6 020 8690 1360
Jonathan English SW12 020 8673 3092
SUFFOLK

Anna Morling Leiston 01728 830574
WEST LONDON

Dee O’Dell-Athill W10 020 8960 6726

colin@odell-athill.demon.co.uk
WEST MIDLANDS
Linda Bowman Birmingham
0121 766 6611 ext 4332 or pager 0027

WILTSHIRE & DORSET

Bernadette Monks Salisbury 01722 327388
YORKSHIRE

Neil Anderton Leeds 0113 258 2740
Sue Appleyard Huddersfield 01484 641227
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An Idiot's Guide to Pouch Surgery

To those of you who have read up on the subject ad nauseum and know your ileo-anal anastomoses from
your restorative panproctocolectomies, bear with me in this article.

Not all of us know the fine detail,
orwant to! And even if we do, we have
relatives who don’t want bowel sur-
gery as their chosen topic on Master-
mind. They want a simple, straight-
forward explanation, and here it is.

That’s my apology in advance for
the lack of proper technical terminol-
ogy in this article. Various eminent
professors and bowel surgeons are no
doubt going to wince at a few techni-
calinaccuracies. But there you go, you
can’t please everyone. I’'m aiming
unashamedly for the crowd, here.

Pouch surgery is clever stuff]
you’ve got to admit.
Your surgeon goes in
there with a whole
set of instruments
(thank goodness for
the full anaesthetic!)
and cuts out your
large bowel, your co-
lon. Whatever the
problem was with
your colon is now,
theoretically, solved,
on the basis that you
no longer have the
colon.

But now there’s
another problem.

The colonwasn’t
there to look pretty,
which is a relief, be-
cause otherwise it
would have lost seri-
ous marks in any
exam. On the con-
trary,ithad anumber
of important functions, not least of
which was dealing with waste matter
(poo, to the average layman). Stuff
goes in at the mouth, so it has got to
come out somewhere.

Take the colon out, and you need
to find some alternative way of deal-
ing with those other functions.

This is where the clever bit comes
in. The traditional surgical approach
is to provide an opening at the side of
the body, and attach a plastic bag to it,
into which the waste matter pours,
and which is periodically emptied by
the owner. A perfectly valid approach,
which is still the most appropriate

form of surgery for some cases. It’s
called an ileostomy.

However, pouch surgery deals
with the problem in a different way.
Instead of the side opening and the
exterior bag, it works on the premise
that the body can be fooled into think-
ing it still has a colon.

The nearest bit of innard to the
now removed large bowel is a section
of small bowel. It has similar features,
in that it is long, but — as the name
suggests — it is smaller in width. But
it’s plenty long enough for you to be
able to nick a bit for your pouch.

It can’t, as it stands, simply oper-
ate as the waste reservoir in place of
the large bowel. It is simply not wide
enough. So, instead, the small intes-
tine is looped together like a length of
garden hose, and is cut and resewn
like a Blue Peter project so that — say
— 3 lengths of small bowel suddenly
become one shorter but much wider
bit of pseudo large bowel.

That’s the point at which it gets
christened a Pouch. It is then joined
back up to the rest of your outward
plumbing, so that what comes through
the pouch comes out of your bottom,
just like before. Cleverly, this pseudo-
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bowel does adapt over time to mimic
the action of the real bowel. That’s
why you can’t judge the performance
of your pouch immediately after sur-
gery — it can take a couple of years to
settle in to what it is now being asked
to do.

There are different ways to cut the
small bowel to fit, known imagina-
tively by such names as the J pouch,
the W pouch and the S pouch. It’s not
quite like different hemlines each fash-
ion season, but design trends - even
amongst bowel surgeons - surely come
and go! The J pouch is currently the
MPV of'the pouch
world, where the S
pouch is a Ford
Cortina. Popular
inits time, but now
a rarity.

Mostsurgeons
these days tend to
do a temporary il-
costomy  (that
openingand exter-
nal bag) once they
have taken out the
colon, while the
new pouch inside
ishealingup. Some
surgeons prefer to
do a one stage op-
eration, in which
the new pouch is
formed and is im-
mediately put to
work on your
waste matter. In
theory, it’s a cost-
cffective approach, as it cuts down on
surgical costs.

However, there are additional po-
tential infection risks with one stage
operations, given the excreta which
are going through an area which has
just been operated on. That’s not to
say the two stage ones are a doddle,
but they do give the body a bit more
of'a chance to heal itself before being
asked to cope with this whole new,
unnatural mechanism.

Anyway, at the end of it all, what
you end up with is a shorter piece of
plumbing, which has been adapted in
function, and a long scar on the out-



side where they cut you open. Other
than that, all your outward bits look
the same. Unless you’re in the habit of
showing off your tummy, no-one
would ever know you have had this
major operation.

I have mentioned the primary
function of the colon: providing tem-
porary storage for your poo until the
time comes to push it out. However,
the colon does lots of other things as
well. Slow-digesting items get their
final crunch in the large bowel, when
anything left undigested further up
gets well and truly seen to here. The
large bowel also reabsorbs water and
salts into the body; colonic bacteria
have arole to play in the production of
vitamins K and B12; and there are
possibly other as yet unidentified func-
tions.

The pouch is designed to take
care of the mechanical waste function.
However, pouch owners should be
aware that other functions may not be
so successfully handled.

This explains why owners of
pouches might be advised to have
vitamin B12 injections over time: be-
cause their body no longer produces
this vitamin itself.

Also, as the whole bowel length is
considerably shortened, foods have
less time in the digestive tract to break
down. Stubborn things like sweetcorn
and nuts would normally be effec-
tively mushed in the colon but do not
get the same hard treatment in the
pouch.

This is why blockages may occur,
and also why your need to use the
toilet may be more frequent than that
of others.

Water reabsorption in a normal
colon is why non pouch owners do
solid poos — all the liquid gets effec-
tively filtered out, leaving only the
sludge to come out of the bottom in
—ahem — more compact form. How-
ever, for pouch owners the shorter
transit time and the different makeup
of the pouch means that there is a
much greater degree of liquidity in
their waste when it comes out.

I am told you should really savour
(if that’s the right word!) the last time
you do a big “plop” before pouch
surgery, because it is the last one you
will ever do. Apparently, it is a curi-
ously satisfying sensation, once you
canno longer doit! Even though Iam
not personally a pouch owner, I think
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I can understand that.

Because the liquid is coming out
of the rear rather than being chan-
nelled back round the body, pouch
owners also need to be very aware of
the risk of dehydration.

It’s not just a case of the water,
but also the salts that need to be
replaced ... at least, that’s the excuse

they give you when they make you
drink litres of that horrid rehydration
solution! Brian made me try it once,
when I showed insufficient sympathy
for his ordeal. Never again, I can tell
you. Justa sip was enough to convince
me that if I ever had a pouch I would
be very careful mever to get dehy-
drated!

Cagney and Lacey

Red Lion Group member Tony Foxell sent in a fabulous little article
from The Times about a Catalan custom which would certainly
provide a talking point in anyone’s home.

When you’re setting up your na-
tivity scene around the Christmas tree,
if you live in Catalonia, there’s an
extra member of the cast to include,
beyond the holy family, the angels,
the wise men and the shepherds. He’s
known as the caganer, or Phome qui fa
ses feimes (the man
who’s doing his busi-
ness).

This little man tra-

ditionally wears a red
barretina (the Catalan
beret), has a cigarette
dangling from his lips
and a piece of newspa-
per tucked under his
arm, while crouching
in the time-honoured
way to have a poo.
Those of you who
have read Roar issue
24 will realise imme-
diately that he must
be suffering a bout of
pouchitis! Hence the
cigarette.

Other variations
of the caganer figure
also exist: nuns,
priests, politicians and
celebrities, especially
anyone whose activi-
ties are disapproved of. When Luis
Figo, a Barcelona footballer moved
teams to arch enemy Real Madrid, he
became a popular caganer figure that
year!

Caganer experts insist that this
figure is not disrespectful to the nativ-
ity scene: he is not part of it, but
removed from it, behind a wall or tree
so that he cannot see the birth of baby
Jesus.

Some argue that it is one of the

many little “everyday” touches delib-
erately placed in the Catalan nativity
scene, on a par with other country
activities which are typically repre-
sented. Others argue that this little
figure dates from pre-Christian tradi-
tions, and represents a figure putting

back into the earth what was taken
from it, acting as a symbol of fertility
and hope.

So, if you fancy acquiring a con-
troversial piece to complete your na-
tivity scene and provide an unusual
talking point, hop on a cheap flight to
Barcelonain December. In the square
right beside the cathedral you’ll find
the fira de Santa Lincia, which sells all
those essential nativity characters, in-
cluding our little caganer.

-
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My Story...by Lizzi Rudoft

Before you read on, you should know that this is not about how | scaled Annapurna three weeks after my
pouch was formed. Nor have | got any great tips about what to rub into your behind after a prawn vindaloo.
This is about how | lost my pouch. So some of you might not want to continue.

Iwentdown with UC nearly seven
years ago, six weeks after the birth of
my second child. After three years of
constant cramps, blood loss, steroids
and hospital stays, I had an emergency
colectomy.

Coming to terms with an ileos-
tomy, having a bag of pooh hanging
off my abdomen, is still - to me - the
stuff of nightmares. I had always been
someone who would run to be sick
whenever the subject of
cancer came into the
conversation; who felt
faint if shown pictures
of prostheses.

Not only that, but I
had always been so fas-
tidious about the way I
looked. I don’t want to
brag, but to be frank, I
was classed as ‘beauti-
tul’, ‘gorgeouns’ - men
would walk into lamp-
posts gawping at me in
the street.

Yet, suddenly, here
I was, the owner of a
nasty-looking pink bag
and clip, familiarising
myself with the terms
‘flange’ and ‘stoma’ —
words I still can’t say
without a shudder of
horror.

So it might not
come as a surprise that [
still keep the letter my
surgeon sent me, con-
firming the joyful news
that a date had been set
for my pouch operation.

Everything, my whole future,
hinged on my pouch being a success.
I’d have my body back; I’d have back
my femininity; I’d feel normal again;
there would be world peace; Richard
Gere would choose me as his leading
lady in a remake of American Gigolo
(well, perhaps not those last two).

But I could put the whole ghastly
nightmare behind me forever. And
although I knew well the statistics —
that only 33% of pouches can be
classed as real successes and 33% are
disastrous, the rest being just about

bearable - there was no question about
it: I was going to be in the top 33.
Nine months after my colectomy,
I had pouch surgery. The operation
went really well, marred only by the
fact that I went and caught
campylobacter (really scary food poi-
soning) five days after going home,
and had to be readmitted. The real
problems started about five weeks later,
when I began to have a sensation that

my anus was being permanently
flooded with acid.

For some weeks I put this down
to the itchy-burny discomfort that
most pouch patients seem to suffer
from time to time. But I was reduced
to tears of misery just walking from
one side of my kitchen to the other!
And when, after a routine procedure,
my surgeon remarked that it looked
like someone had been putting a
blowtorch up my anus, I began to fear
something bad was about to hap-
pen...
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Over the next couple of months
my long-suffering, wonderful, kind,
patientsurgeon tried everything... and
I do mean everything... to save my
pouch. It appears that there was noth-
ing intrinsically wrong with the pouch
itself (and neither did I have cuffitis,
since I didn’t have a cuft). My anal
skin simply seemed unable to tolerate
the level of acidity that my bodily
waste was carrying.

He tried emol-
lients and unguents to
reduce the inflamma-
tion; he tried drugs to
reduce the amount of
acid production; he
even tried suturing a
female condom inside
my anus to act as a
barrier. (This would
have been a medical
‘“first’, destined, no
doubt, for a leading
article in The Lancet,
had the condom not
started falling out one
evening - and you just
try explainingat 11.30
on a Friday night in
casualty why it is that
you have a Femidom
stuck half-way up your
jacksy.)

As a last resort, I
was admitted and my
pouch fitted with a
catheter to bypass the
anus altogether. This
kept blocking up, and
I spent one night in
the loo, syringing the
appliance and sobbing with exhaus-
tion. It was then that I knew I was
heading for the operating theatre, and
for what I dreaded more than any-
thing — another ileostomy.

All was not yet lost. I had a tempo-
rary loop ileostomy, to let the pouch
rest for a few months, then we would
do some tests, and if all was well 1
could have my pouch back.

Months went by, during which I
underwent some extremely useful
counselling from a therapist specially
trained in treating IBD patients, rec-



ommended by my stoma nurses. And
soon it was time to go back to hospital
to begin testing my pouch.

I won’t go into too much detail
here (some of you might be eating);
suffice it to say that the two weeks of
two-hourly tests involved a catheter, a
syringe, a pudding bowl and a kitchen
sieve. Oh, and excruciating pain. It
was some time during the middle of
the second week that it hit me: if I
were to keep this pouch, it would
mean spending my life as an invalid.
The game was up.

Strangely enough, once I knew
deep down that my pouch and I were
destined not to be together, it was
actually quite a relief.

Since the whole process had
started, this was the first moment that
atleast I knew where I stood. It wasn’t
what I had wanted, but there was no
choice and I would just have to get on
with it.

So I made two decisions; I would
have the pouch taken away, and I
would spend a small fortune on a
fabulous new wardrobe (highly rec-
ommended treatment). After all, if I
was going to look like a train-crash
with my clothes off; I'"d make sure I
was going to look as good as possible
with them on!

The new wardrobe was a great
success; the pouch removal not so.
My adhesions were so thick and nu-
merous that trying to reach the pouch
became too risky. And after many
hours of surgery, they had to just sew
me up again. Which means that I am,
I think, almost unique in having both
a pouch that will never be used, and a
permanent temporary ileostomy.

My surgeon says he can operate
on me again in a couple of years to
remove the pouch, once the adhe-
sions have matured. Will I bother? I
do suffer from pouchitis, and it’s a
pain having to manage a loop ileos-
tomy.

Butsomehow, whether the pouch
goes or stays doesn’t seem so impor-
tant any more. I’ve gone through a
difficult, sad, life-changing process in
the past few years. But I’ve come out
the other end - so to speak - and
although it was hard, I feel strangely
enriched by the experience, and rather
proud.

And you’ll never guess what —
some bloke walked into a lamppost
yesterday gawping at me!
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Red Lion Group AGM and Information Day

Saturday 12 April 2003

It only seems like yesterday that
we had the last AGM and here we are
just a few weeks away from the next
one.

We have most of the speakers for
the day and will be running similar
workshops as last year. This is by
popular demand as, fol-
lowing a consensus of
opinion at the end of the
workshopslastyear, many
of the members found
these particular work-
shops very useful but due
to time restraints it was
felt not all the ground
was covered.

It is regretted that
due to the high cost of
the catering for food we are unable to
provide this for free as in the past. In
order to keep costs to a minimum and
cover our overheads we have to make
a small charge of £2.50. It is hoped
that we will be able to provide some
tea and coftfee on the day. We are
currently negotiating a reduction in
the parking fees. Formal attendance
application forms are enclosed with
this issue of the newsletter — please
send yours in as soon as possible.

Asyouwill appreciate, all charities
are feeling the pinch and ours is no
exception. We recently lost, unex-

pectedly, the financial support of Cus-
tom & Excise who printed the last
cdition of Roar! due to restraints that
have been imposed on them. This has
been a great disappointment. to us
and means we will now have to look
for a new printer, which will be a huge
cost to the group.
However the Roar!
is very important to
the group and is our
main focal point and
we will strive to keep
the issues going.
Hopetully, by the
time you read this we
would have been suc-
cessful

I must take this
opportunity to thank all the commit-
tee members for their hard work over
the pastyear and a special thank you to
Morag and Brian Gaherty our unsung
heroes for their tireless work over the
years.

As Isaid in my letter to you earlier
I welcome any contributions you wish
to make to our letters page or you may
even feel brave enough to write an
article for us.

Tlook forward to seeing you at the
AGM. Ifyou have any problems, please
feel free to contact me.

Mike Dean

Norfolk News

For the last 9 years, Sylvia Mist has
been heavily involved in running a
group for Norfolk pouch owners (and
potential pouch owners), in conjunc-
tion with her local hospital, the Nor-
wich and Norfolk. The group has its
own identity but is still part of the Red
Lion Group.

A few years ago Sylvia, with assist-
ance from the Red Lion Group, gained
sponsorship to train members on how
to carry out visiting /counselling with
patients.

It was her excellent idea to insti-
tute a regular visiting program at the
hospital, which is still running to this
day. In addition, the group holds
regular get-togethers. It is probably
fair to say that there are no other
regions in the country where pouch
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owners are so well supported at a local
level.

Sadly, Sylvia is very unwell, and
has had to step down from her posi-
tion as Red Lion Group regional rep
for Norfolk, as well as from her in-
volvement with the local group, in
order to concentrate on her own well
being. The group will continue under
the care of Tony Cates.

Tony has asked me to thank Sylvia
for everything she has done for the
group, not just as a rep but also as a
good friend. On behalf of the com-
mittee, Sylvia, I would also like to
thank you for your input to the Red
Lion Group. We know that these are
difficult days at present, and we wish
you all the best in facing them.

Brian Gaberty



Letters

I have been rushed into hospital
on 3 occasions this year with danger-
ous symptoms.

First blood test unsatisfactory,
sodium level dangerously low, potas-
sium dangerously high, blood pres-
sure dangerously low. After 10 daysin
hospital, only to be rushed back 2
days later, even worse, and suspect
kidney failure.

3 visit — symptoms of a heart
attack.

Investigation at the QE in Bir-
mingham showed, the first results of'a
whole series of tests, that not only was
I de-hydrated but massively so - level
10 might be someone wandering in
the desert and I was level 8!!!.

I thought I was taking correct
care of my pouch. It seems not. Hope-
fully this will be corrected with salt
tablets. I also plan to not drink too
much water but add fruit juices to
avoid removing too many minerals.

Yours sincerely

Sandra Thomas

Dear Newsletter Editor

Congratulations on the new maga-
zine format ... very smart, and it’s
good to know that you’ve been able
to make arrangements for regular
printing for the future.

I’m a so-called pouchee and had
my job done at the Luton and
Dunstable Hospital by Mr Novell and
his team in August 2001. And I can
say that apart from a few small prob-
lems things are progressing reason-
ably well.

I think that small tit-bits of expe-
rience that people write into you about
are of great value to others. It can give
them confirmation of something they
were unsure of, or it can give them
confidence when they find out that
many people have experienced the
same condition or symptom as they
have.

For instance, Susan Walls’ com-
ment in issue 24 regarding the use of
nicotine patches was confirmation to
my daughter’s friend with a similar
experience of the effect that smoking
has in holding back the messy out-
come of having colitis. I hope you get
more correspondence on this topic —
it is most interesting.

I personally gained from a tip
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given in the first magazine I received
on joining the group.

The article by Sharon Hendron
on endemetriosis was very interesting
to a friend of ours who has been
experiencing similar symptoms, and
it’s of value to know possible alterna-
tive ways of dealing with these things.

There is now a great deal of infor-
mation regarding pouches on the
internet and recently my daughter
entered a “chat room” of pouchees
who were discussing their individual
cases, and the pros and cons of various
things.

Sixteen people were in the “room”
and three of them talking from America

. amazing. Again, comments were
made and information given that was
helpful to others. It’s a small world
and getting smaller.

I hope more people write in ...
just a post card would do, with just an
item of info like “POUCHEES, TRY
MARSHMALLOWS. THEY CAN
REALLY HELP TO SLOW THINGS
DOWN?”.

Keep up the good work. I look
forward to receiving the next issue.

John Creasey

Dear Newsletter Editor

I need your help. Please can you
print this letter in order to put me in
touch with any ex-pouchees, by this I
mean a person who, for any reason has
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had their pouch reversed to a perma-
nent stoma.

Tam asixty seven year old lady and
am finding my 3% year old pouch very
difficult to live with.

My husband and I took a holiday
in Spain last year. It was the first
holiday taken since my pouch opera-
tion. Well, It (by “It”, I mean the
pouch) did allow me to walk around
most mornings, but my afternoons
were spent looking at the hotel room
walls because of It’s demands.

When at home, we are not able to
enjoy an unplanned day out any more;
the route must always be planned
around the known toilets. I have
bought a Radar key, and also use the
disabled toilets, but because I don’t
look disabled I get challenged. All this
I know can be tolerated, but I feel the
pouch dictates so much thatitrestricts
the freedom that a retired person
should be able to enjoy.

Now we have the more important
details. Unlike most pouchees, my
pouch is not always loose and easy to
empty. In fact, later in the day, every
day, I lose blood when emptying the
pouch. The output is so stiff that the
straining required to pass enough to
feel comfortable is what causes the
blood loss. The straining also causes
inflammation of various joints eg wrists
and shoulders. I have to resort to
drinking prune juice, but this gives
me diarrhoea.

At times, a visit to the toilet can
take up to half an hour. This is not
very sociable when trying to entertain
relatives or friends, and how do you
deal with the same situation when
visiting them?

Approximately every three months
I get mild pouchitis and cuftitis, which
is inflammation of the rectal-pouch
join. This, I am told, will be recurrent.

I drink Yakult for the mild
pouchitis and am prescribed colifoam
enemas for the cuffitis. Colifoam is a
steroid. I suffer with osteoporosis and
spinal scoliosis, presumably caused by
29 years (oft and on) of Predsol en-
emas as treatment for ulcerative coli-
tis. It is well known that steroids thin
the skin and bones, so I use this
reluctantly.

I take a once weekly tablet of
Fusamax for the osteoporosis. I am
told it would also be helpful to the



bones to take calcium daily. However,
calcium being partly chalk obviously
makes the pouch output even more
stiff, so I cannot take it. Any food
containing calcium causes trouble, and
in factall the foods that other pouchees
take to slow the pouch down consti-
pate me.

Of course I realise that some of
these problems will not affect a
younger pouchee.

I have been given to understand
that the pouch could take up to 15
years to work successfully. I shall be
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82 years old then. This seems like a
prison sentence to me — but what am
I guilty of?

The pouch restrictions and diffi-
culties have caused a lasting state of
depression for me, and I haven’t even
mentioned the hair loss and joint
pain.

If any person, male or female, has
had a pouch reversal — successful or
otherwise —would they please contact
me? I am happy to pay the cost of the
call. My telephone number is 01205
365291.

I need to find the courage to go
for areversal, and the peace of mind to
know it will be of benefit.

Thank you in anticipation.

Yours sincerely

Mrs Yvonne Sharp

Ed note: Yvonne, we would strongly
recommend talking to the pouch care
nurse at St Marks to see if a second
opinion might be helpful to you. Joanna
Sweeney is curvently on maternity leave,
but is due back within the next month or
s0, and someone else will of conrse be
standing in until then. The technique of
biofeedback might also be helpful.
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Ode to the NHS

Susan Walls reminds us just how lucky we are in this country

I’ve just come back from a year-
long trip to the states —we lived in LA
while my husband was making a US
television show. Yes, we saw lots of
movie stars; I’ll tell you all about them
in a moment. But first, I have some-
thing important to say. The NHS is
brilliant. We must hang on to it.
Private medicine doesn’t
work, and never can.

Most US insurers
wouldn’t even consider cov-
ering me or my husband,
and the ones that would
wanted a thousand dollars a
month. Each. He has diabe-
tes, I have a pouch after
years of UC. Pre-existing
conditions are not popular
with insurance companies.

So a trip to the doctors cost

us a hundred and fifty dol-

lars, up front. And that’s just for
‘hello’. If you need any tests, you pay
extra. A night in hospital in LA costs
cight thousand dollars, before treat-
ment costs. No, I’m not making this
up. You couldn’t make it up.

A friend of mine here has a three
year old boy, and she’s still paying off
his birth. She’s still not quite sure of
the details, but she thinks that he
popped a lung because he was such a
big baby, so he had to spend two
nights in the specialist baby-intensive-
care unit. The bill for that was twenty
thousand dollars. She had insurance,
butit wasn’t a comprehensive policy —
she only paid four hundred dollars a
month for her health cover. (Most
families I know in LA spend at least
seven hundred.) So the insurance com-
panyinsisted ona co-pay, which means
that you get to pay part of the bill. But
this is the really terrible bit: my friend
had an epidural because the birth was
so long and so painful. The insurance
company insisted that she pay the
whole cost of the epidural — eight
hundred dollars — because it was a
luxury, not a necessity.

And then, to add further insult,
she got more bills from doctors she
never even saw. Every doctor who
went to the ICU to look at her baby
billed her for a further thousand dol-
lars. She has no proof that they were
even there, or that they did anything
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if they were there. She ofters you this
piece of advice: if you’re ever in hos-
pital in America, get a visitors’ book,
and make all the doctors sign in and
explain what they actually did. Other-
wise you’ll get ripped off. As she says,
once medicine becomesa money-spin-
ner, there’s no end to the costs you’ll

incur.

I told my US friends that I spent
two months in hospital once. Then I
had two big operations. And because
of my condition, I get all my drugs
free. They just look at me and smile —
surely that sort of thing could never
happen in the modern world.

In Britain, there’s a medical post-
code lottery. In America it’s more like
healthcare Russian roulette. Health
insurance is so outrageously expen-
sive that many families just hope for
the best. We met lots of people in LA
who just insured the kids, and kept
their fingers crossed that nothing ever
happened to them, otherwise they’d
lose their house and their car and
everything they’d worked their whole
lives to get. Forty three million Ameri-
cans have no health cover.

Still, we did see some hot celebri-
ties. I sat next to Elvis Presley’s grand-
daughter at a beach party. My hus-
band spotted Marlon Brando at our
local Mexican restaurant, and we
walked right past Bruce Willis on Santa
Monica Third Street Promenade one
Saturday afternoon (he’s much smaller
than you’d think). My little boy and I
had coffee with the voice of JJ The Jet
Plane (who also does Jimmy Neutron,
Boy Genius). And the stuntwoman
who taught Lucy Lui her whip skills
for Charlie’s Angels is wearing my old
dress. But that’s another story...



Book Review
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Clear your diaries for March so you can settle down to some inspired reading.

And that’s an order. For a book of
rare beauty and distinction will be on
sale that could revolutionise your views
on pouchesand proctology. The book,
The Good Gut Guide, is written by the
journalist
Stephanie
Zinser and
has already
reformed my
cating,
drinking and
social habits.

Yes,

Stephanie

has  per-

formed a re-

markable au-

topsy. She

has dissected

a scientific

subject with

skill, enthu-

siasm and

humour,

covering the

treatment of

butt pains,

IBD, consti-

pation, diar-

rhoea, ul-

cerative colitis, Crohn’s and cancers
clearly and readably, blending medi-
cal fact with specialists’ views and pa-
tients’ responses.

With an introduction by Profes-
sor John Nicholls, St Mark’s clinical

director, and an endorsement by
Clare Rayner, Stephanie’s book delves
into an area that has achieved many
breakthroughs in the past 40 years.
She shows how the first pouch was
developed by Sir Alan Parks, with the
able assistance ofa certain Mr Nicholls,
and Professor David Lane’s pioneer-
ing work on colorectal cancer. She
also covers alternative cures such as
flower and herbal remedies, gluten-
free diets and colonic irrigation (or
chronic irritation as it is sometimes
known). I had it once at the Hale
Clinic, the Princess of Wales’s favour-
ite therapy centre, and feltlike a slightly
damaged hot water bottle.

Two of the book’s best sections
are ‘How to Get the Best from Your
Doctor’ and ‘How Problems of the
Reproductive System Can Affect Your

Guts’. As Stephanie points out, bow-
els may not be an obvious coffee-time
topic, but they are unlikely to faze the
average doctor. So, as she says, never
be embarrassed to discuss your colon

problems

with your

GP, and
while preg-
nancy and

pouches can
be wuneasy
partners, al-
ways contact
your GP at
the first sign
of trouble.
M a ny
women with
pouches
have given
birth suc-
cessfully.
Stephanie
has treated
her subject
with sensitiv-
ity and intui-
tion quali-
ties the aver-
age male
writer probably lacks. As an author
and former pouch pa-
tient, I have thought
about writing a similar
kind of book several
times, but my approach
would be too dry and
clinical. She has given
both layperson and pro-
fessionala humane guide
with acute observations
based on her study of
psychology. She also
passes on innumerable
tips. Holidaymakers, for
instance, should avoid
bathing in untreated
water or using ice cubes,
as they may be made with
tap-water; people with
allergies should keep a
daily food diary listing
what they eat and how it
affects them; and next
time you go on a bender
mixyouralcoholic drinks
with soft ones you’ll
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certainly appreciate it the morning
after the night before.

The book is a personal crusade.
Stephanie, who writes about health
for the Dazly Mail, Evening Stand-
ard, The Sunday Times and several
magazines, noticed the first signs of
ulcerative colitis when she was 25 and
expecting her first child. But if she
talked about it, she found people
tended to shy away. When 11 years
later and a mother of three she had a
pouch operation, she still found the
gut one of life’s great unmentiona-
bles. As she says in the book: 3Talk
destroys taboos. Information saves
lives.2 So read on - it may well turn out
to be the best £10.99 you’ve ever
invested.

With its alluring, cornetto-col-
oured cover, The Good Gut Guide
should be on the reading-list of pa-
tient, therapist, health visitor and GP
alike. I think it will do very well. Just
a gut feeling, mind. But we all know
how persuasive they can be.

The  Good  Gur  Guide
(HarperCollins) by Stephanie Zinser,
published on 3 March 2003, costs
£10.99 and is available at all leading
UK bookshops. You can also order
copies from Amazon.co.uk.



Who Cares Wins

Of course, pouch owners are not
the only people affected by having a
pouch, particularly if it is a badly
behaved one. Their family and the
people who care for them are also
affected. It can be highly stressful
caring for anyone with any kind of
disability or limiting factor, and it can
be hard for the carer to get either help
or support. With surgery like this,
which a lot of people have difficulty
talking about openly, it can be doubly
hard.

There isa UK charity called Carers
UK who might be able to help. Carers
UK provides support to carers, whilst
at the same time lobbying Parliament
for improvements to benefits and the
provision of services to carers.

Carers are defined as people who
“look after family, partners or friends
inneed

of help

b e O

cause o \>
they O O

are il

frail or have a
disability. The care
they provide is un-
paid”. So, a nice wide definition re-
flecting the support that is actually
given by volunteer carers rather than
trying to pigeonhole them into some
specific relationship category.

How can Carers UK help? Well,
in a number of ways:

There are a number of informa-
tion booklets available from them,
including one called “How Do I get
Help:?”, explaining the carers assess-
ment process. They can also provide
you with information about getting
respite care. Even carers need a break
sometimes!

There is also a carers line which is
open 10am-12pm and 2pm-4pm
Monday to Friday on 0808 808 7777,
which is a freephone number. Their
website is www.carersonline.org.uk
and their postal address is:

Carers UK

Ruth Pitter House

20/25 Glasshouse Yard

London

ECIA 4JT

Finally, members receive a quar-
terly magazine called “Caring”, which
includes stories from carers to act as
support and inspiration for others.

Roar!  Issue 25 ® Spring 2003

Milk and Two Sugars

Many of our members live in the
Harrow area, and Christine Lawton is
currently investigating the viability of
holding periodic coffee mornings/
social meetings at St Mark’s Hospital
to provide some active support for
local members.

Biscuits, coffee and tea would be
provided.

Ifyouareinterested in being com-
ing along or helping out, please either
phone or e-mail Christine (details on
Committee Members’ page).

Baby Baby

In a recent issue of iz Journal
contains a very interesting personal
story from a lady in her thirties called
Lisa Coles. Lisa is very unusual in that
she has had two babies, both by nor-
mal delivery, since having surgery to
control her ulcerative colitis. She had
the first whilst still an ileostomist and
the second as a pouchie.

I mention this because she has
specifically stated that she would be
willing to answer any questions about
her experience, and I know that there
are female members of the Red Lion
Group who would like to talk to her
about this. If you have any queries for
Lisa, please
contact her
via the edi-
tor of the
in Journal:

Journal

Editor, Mr ; i

J o h n

Small, 36

Yallop Av-

enuec,

Gorelston, Great Yarmouth, Norfolk
NR31 6HD Tel: 01493 300999 or e-
mail editor@iajournal.co.uk.
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Let's Get Quizzical

Many thanks to Chris B for pro-
viding this little brainteaser.

1 Which US athlete has won eight
Olympic gold medals?

2 Is Innsbruck in France, Austria
or Germany?

3 When was the National Health
Service introduced - 1940,
1953 or 1948:

4 Name the longest-serving
British prime minister since the
Second World War.

5 Name the world!s largest
freshwater fish

6 Who composed the Trout
Quintet - Bach, Beethoven or
Schubert?

7 In which year was president
John F. Kennedy assassinated?

8 Who is the patron saint of
Wales?

9  When was the Social Demo-
cratic Party (remember them?)
formed?

10 Who discovered penicillin?

11 Who wrote the poem The
Charge of the Light Brigade?

12 How tall is Mount Everest -
28,640ft (8,729m), 29,035ft
(8,850m) or 27,9001t
(8,504m)?

13 Who said Veni, Vidi, Vici?

14 Where is the Sea of Tranquillity
- the Moon, South Africa or
Canada?

15 Who was the first man in space?

16 Which planet is famous for its
rings?

17 Name the world’s longest
insect?

18 In which year was British
Telecom privatised - 1984,
1977 or 1990

19 Which playwright said: “Experi-
ence is the name everyone gives
to their mistakes?”

20 Name the oldest of these
university towns - Oxford,
Grenoble or Cambridge?
Answers on page 14.



The Bag Old Days
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It is now seven years since Brian had his pouch surgery, and those 10 weeks when he had an ileostomy
are a fairly distant memory. Looking at the latest issue of the ia Journal, it seems that things have changed
quite significantly for ileostomists as well as for pouch owners.

One thing which caught my eye
was the existence of a number of
different brands of a fluid-thickening
agent to be placed in the stoma bag.
The idea is that a gel or capsule is
placed in the bag before it is attached
to the stoma. This reacts with bodily
fluids when they enter the bag, ab-
sorbing the liquid and thickening the
stools. The stated benefits are:

* Bag is less obvious under
clothes

e Improved comfort

® No change in weight or
volume

e Reduced possibility of
leaks

e Reduced movement (and
associated rustling
sounds!) of the bag
contents

e Reduced odour

e Eases the emptying and
cleaning of the bag

e Reduces sore skin
around the stoma

e Bag contents empty
directly into the toilet

e Increased feeling of
security, especially at
night
Three brands advertised in

the ia Journal are:

e Sorbion Sachet
freephone 0800 269 327 (a
sachet placed in the bag)

® Oakmed Gel-X freephone 0800
592 786 (a small capsule placed
in the bag)

e B. Braun Ileo-Gel freephone
0800 163 007 (no details as to
what form the gel comes in)

All three suppliers offer a free trial
of their product. I have no idea if it is
then available free on prescription,
but if'it is half as good as the advertis-
ing suggests, I know that we would
have considered it worth paying for.
The embarrassment of living with a
rustling pouch and the yuk factor with
emptying it are memories that have
not gone away for Brian. These thick-
ening products address most of the
concerns we had about an ileostomy
for the ten weeks until it was reversed,
and must make the possibility of a

permanent ileostomy less frightening.

After all, we all know that not
everyone gets on with an internal
pouch. A few people, as demonstrated
amply elsewhere in this newsletter,
have terrible problems maybe even
caused by the pouch surgery they have
had. If developments like these re-
duce or remove the fear of an ileos-
tomy, which is often the major hurdle
for a patient, then they can only be
beneficial. I know that we hated the
idea of a bag, but — had Brian had to

have one — we would have adjusted to
it, and probably not found it half as
bad as we would have thought. It was
the fear beforehand which made the
idea worse.

I’m not suggesting that everyone
with a badly behaved pouch should
start thinking about a permanent il-
eostomy instead. Only your consult-
ant can advise you on whetheritwould
improve or even change anything.
But what I am suggesting is that those
whose quality of life has not been
improved, or has even been reduced,
by the pouch might reconsider
whether this is a price worth paying
just to avoid an external stoma. If
you’ve been having problems and are
already having a temporary ileostomy
while allowing a shell-shocked pouch
to rest, these thoughts will probably
cross your mind. After all, it’s the best
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time to find out whether you could
actually live with a stoma.

One other issue which concerned
us when Brian was faced with surgery
seven years ago was the effect that the
temporary stoma would have on our
lovelife.  The question of
attractivenenss to your (potential)
partner has a huge effect on your
confidence and, again, plays a major
role in the fear of a stoma.

Having seen loads of medical-
looking underwear for ileostomists, it

is such a relief to see that nice
and yet practical lingerie and
swimwear can be designed for
this market.
White Rose Collection is a
small business, started in 2001
by a female ileostomist, Tanya
Hutton,and her husband David,
specifically because they were
concerned at the lack of stylish
underwear and lingerie for peo-
ple in their circumstances. All
the designs are tested on people
with stomas, and ifyou are online
youcan see them on their website
www.whiterosecollection.com
(although I seriously doubt that
any of the mannequins used for
the pictures have stomas!). The
Silk Collection is only for those
with wads of money or who like
to dream — I skimmed quickly past a
camisole set at £145! But there are
also lots of pretty garments in syn-
thetic fabrics under £30.

They have designed a high qual-
ity, English-made range of female
underwear for a wide age and size
range, including briefs suitable for
(ahem) romantic moments. All items
have aspecial inner pouch and a higher
waistline. Apparently this makes it
possible to wear a larger range of
outerwear, as the bag is better con-
trolled and positioned. The range is
shortly to be extended to menswear
and childrenswear.

Finally, a percentage of their prot-
its will be going to 4, for support and
research. If you are interested to find
out more, their number is 01202
854634 or you can e-mail them on
info@WhiteRoseCollection.com.
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Pouch Booklet on the Web

The very useful St Marks Information booklet, Ulcerative Colitis: A
Surgical Guide for Patients, written by Prof Nicholls and Julia Williams,

is now available on line.

You can find it at
www.stmarkshospital.org.uk/
pdf/ulcerative_colitis.pdf
The booklet explains in very clear
layman’s terms the relevant anatomy,
gives a description of ulcerative colitis
and indicates when (and what) sur-
gery would be warranted in the fol-
lowing cases:
e Acute colitis
e Chronic colitis
e Large bowel
cancer
e Crohn’s disease
We then get on
toadescription of the
available surgery it-
self, including
e Restorative
proctocolectomy
with permanent
ileostomy
e Permanent
ileostomy
e Kock ileostomy
¢ Colectomy with
ileo-rectal
anastomosis
e Restorative proctocolectomy
with ileal reservoir — the
“pouch” procedure
Finally, the booklet covers ex-
pected results of surgery, to enable
patients to assess the factors in the
decision to be made. This section is
split into:
e Complications of the pouch,
both early and longterm
e Failure of the pouch
e Function of the pouch
The two main post-operative com-
plications are adhesion obstruction
caused by a kink and infection. An-
other major complication is some de-
gree of breakdown of the ileo-anal
anastomisis, which is normally minor
and heals on its own, but may not.
Long term complications are fa-
miliar to many Red Lion Group mem-
bers at some point: pouchitis, pouch-
emptying problems, anal skin sore-
ness and pouch fistula. The booklet
contains tips and hints on dealing
with these.
Pouch function is a catch-all term
for frequency, urgency and conti-

nence. Guideline figures for frequency
(number of trips to the toilet per 24
hours) are anything from 2-8 times,
with a norm of'around 4-5 times. The
need for anti-diarrhoecal medication
varies greatly from patient to patient,
and the overall function of the pouch
will determine whether it is necessary
or not (usually in about 20-50% of
cases).

All of these factors will have an
impact on the final issue discussed:
quality of life.

Overall, this is an easily-readable
booklet which explains in everyday
terms exactly what your consultant is
talking about, and how you can help
yourself to a better pouch. It is well
worth a read. Ifyou do not have access
to the internet and would like a copy,
just call the Pouch Care Team at St
Marks on 020 8235 4126 and ask
them to send you one.
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Life as a Pouch Owner
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If you are reading this article, it's a fair bet that you are either a pouch owner or very close to someone
who is. Given that, you'll be familiar with the joys and sorrows of pouch ownership but, if you're anything
like me, you still find it useful and interesting to read about other people’s experience of a pouch. If not,

stop reading now!

Thad my second, successful pouch
operation in summer 1998, 415 years
after the first, unsuccessful attempt
which left me
with an end il-
costomy. So I
have a very
good basis for
comparison be-
tween the two
options, and I
can now give an
almost com-
plete thumbs-
up to the
pouch.

The only
advantage that I
can think of for the ileostomy (and it
is, admittedly, quite a big one) is that
I felt very well —no attacks of pouchitis
and good energy levels.

But in the past 4% years, when-
ever I have felt really
awful (and that was
pretty often until
quite recently), T have
repeated to myself
two mantras: ileos-
tomy bags leak (at
least they did for me,
from time to time);
and no more kneel-
ing in front of dodgy
loos (I never mastered
the art of emptying
the bag while sitting
on the loo). Nor, ap-
parently, have I mas-
tered the art of writ-
ing without the use
of parentheses...

I have a theory
that the surgeons and
nurses don’t tell po-
tential pouchees the
truth about the post-
operative recovery
timescale on the
grounds that no-one
would go ahead with it if they fully
understood how awful it is afterwards.
Certainly my happy visions of being
back to normal within two to three
months were rudely shattered.

On the other hand, I was also told
that my condition at 18 months post-
op would be as good as it got, and that

wasn’t true either. I'm a
lot better now than I was
three years ago, two years
ago, last year...even al-
lowing for the odd bout
of'pouchitis. Fortunately,
ciprofloxacin seems to
work like a magic bullet,
and I make sure not to go
on holiday without a
course of pills in my
washbag, just in case.

So what is life like for
me now, as a pouch
owner?

I would still like to find some
means of stopping the spread of poo
beyond the confines of the loo: some-
times the only way I can empty my
pouch is in a curious, bottom-in-the-

air position which not only looks ex-
traordinary (were anyone to be watch-
ing) but also has catastrophic implica-
tions for the area round the loo. But

you get used to getting out the clean-
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ing materials every morning, and it’s a
small price to pay.

On the food front, I have ac-
cepted that I will never again be able
to ecatanything containing chilli, which
has an immediate, dramatic and pain-
ful effect on me and can make me ill
for a fortnight or more.

The only other food that I avoid
totally is apple peel (though the upset
caused by this occurred a long time
ago, so maybe it’s time to revisit this
phobia). Lamb is a bad idea unless it
is completely lean, but I eat pretty well
everything else that I want to. Some-
times I wish there were more forbid-
den things — it might help me lose
weight...

Foralong time after my operation
I used to slather on the barrier cream
at night, but now I find I hardly ever
need it — only if I have an attack of
pouchitis, with attendant difficulties
in emptying the
pouch, greater fre-
quency and hence
greater soreness.

I do, however,
always use a lot of
Johnson’s Baby
Powder after every
shower or bath, with
the aim of keeping
the area dry, and I
am convinced this
keeps the skin in
good condition.

On the pharma-
ceutical front, Tonly
take Imodium as a
last resort, if I get a
real attack of squits,
but this is probably
only about once
every two to three
months. The only
other pills needed
are co-proxamol,
which I take both
for painand for gen-
eral lack of wellbeing from time to
time.

So yes, a pouch is worth it, and I
only hope that it will last me out —
another 40 years at least it I’'m lucky.



Editorial

Well, here I am again writing an-
other Editorial, up against the clock.
I’ve recently instituted a new way to
train ourselves for the rigours of time-
keeping needed for when Bob starts
school in September: I set the timer
on the oven to go oftf 15 minutes
before we absolutely must leave the
house. However, this system does not
work so well when trying to write
something for the newsletter.

Instead, my “timer” is Mike Dean,
whom I have encouraged to phone
me up and nag on a regular basis. Not
anatural nagger, I feel, he doesn’t like
this role, but it’s a vital one. I keep
trying to get out of doing the newslet-
ter, so that some-
one with more
time can take it
on, but hints the
size of houses
don’t seem to
work. Maybe no-
one else has any
time to spare ei-
ther. Ah well, I
plod on.

But even de-
termined nag-
gingattempts can
be foiled by
things outside
our control: I'm
writing this on a
laptop as my
main PChas been
out of action for over a week now -
disastrous for the business, and no
better for The Red Lion Group, as it
held this last document, and therefore
held up the whole printing schedule
for Roar. It never rains but it chucks it
down by the bucketload, I find.

As you will have read in a recent
letter from Mike, we have had a blow
on the printing front, having got all
excited about our first full-colour is-
sue last time. There was no way we
could have afforded (or indeed justi-
fied) the cost of colour printing with-
out a sponsor to pay for it. And then,
out of the blue, a newsletter from the
Alexandra Rose Day charity arrived
which mentioned budget colour print-
ing for charities like ours. And, lo and
behold, we seem to be able to pro-
duce a full colour issue for almost the
same price as we were doing in black
and white, after all. Now all we have to
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hope is that they can turn it round in
time for us to keep close to the dead-
lines we have promised ourselves....

The next Information Day and
AGM is almost upon us, on 12 April
— 1 don’t like to say how many weeks
away that is, because it will seem even
closer then. Mike and Christine have
worked really hard to organise this,
without as much help as we have
normally been able to rely on from St
Marks, with Jo Sweeney still away on
maternity leave at present. Many thanks
to everyone involved with the plan-
ning and to those who will be giving
their time either to speak or help out
behind the scenes on the day.

Last year’s
food bill, for some
/ reason, was extor-
y, — tionately high rela-
— tive to the number
of attenders. I
don’t think this
was a problem of
people having
booked but not
turned up, so
much as outra-
geous catering
costs, one way and
another.

This year, we
have therefore ar-
ranged a nominal
charge of £2.50
per head, which
will cover necessary costs (you will
appreciate that we need to ensure the
availability of toilet cleaners on the
day, for instance!) and tea or coftee.
Please note that lunch will zoz be
provided. Instead, you are welcome
either to bring your own food, or to
make use of the restaurant facilities on
site. In this way, we hope to keep a
tighter control of the costs of the
event than has been possible in previ-
ous years.

The booking forms for the day are
enclosed with this issue of the news-
letter, and we need you to return
them by 31 March to the Chairman
(address on back page). I do hope you
will be able to come. Itis usually a very
enjoyable as well as informative day,
and a good chance to talk openly
about issues which concern you as a
pouch owner (or partner) with others
in a similar situation.
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My Story...by Tim R.

The only times I am reminded of
my ileostomy these days are when I
feed our cats, Molly and Charlie. The
process of squeezing cat food out of
the new Whiskas sachets is not that far
removed from emptying a bag. Occa-
sionally I dream at night that I still
have a bag, but that happens rarely: it
is more than ten years since I had my
final closure operation at St. Mark’s
Hospital.

In those ten years I have enjoyed
all sorts of new activitics, most of
which I probably could have done
with a bag, but some which T felt I
could not. I had an ileostomy bag for
five years, and in the euphoric after-
math of my closure operation I had a
strong desire to take all my clothes oft
at parties and go running down the
street stark naked. After all that time
living in terror of someone catching a
glimpse of my bag, I did not find the
prospect ofinadvertently revealing my
natural bits at all embarrassing.

Fortunately (for the general pub-
lic) I have not been streaking; my wife
does tell me offfor not making enough
of an effort to conceal my nakedness
when getting dressed in the morning
if the curtains in our bedroom are
open, but we have not had any com-
plaints from the neighbours yet.

Streaking aside, my two favourite
new post-bag passions are playing
rugby and scuba diving.

I am one of those lucky people
who have always had an urge to go
scuba diving ever since I was a child
watching nature programmes on tel-
evision. For a few years after my ileos-
tomy operation I was banned from
diving by my doctors because I picked
up an pulmonary embolus while re-
covering from my colectomy.

A pulmonary embolus is a very
serious condition brought on by deep
vein thrombosis. A blood clot forms
in your leg and drifts up towards the
top half of your body. If it lands in
your brain you can suffer a stroke.
Fortunately mine landed in one of my
lungs. Even more fortunately I dodged
the 10% chance of dying from it.

I think the reason I developed a
blood clot in the first place is that
opposite my hospital bed was a poor
man who had just had one of his legs
amputated. The physiotherapist ad-
vised my after my operation to waggle



my legs around and she showed me
several exercises to keep the blood
flowing. But the first time I perched
myself on the edge of my bed and
stuck out my legs to wave them around
in the air I glanced over at the poor
chap opposite.

He looked at my two legs wist-
fully and I looked guiltily at his one
leg. I didn’t do any more exercises
after that and paid the price dearly.
Developing a pulmonary embolus al-
most killed me and caused me to stay
in hospital months longer than I need
have. If you are reading this article
while recovering from an operation
please learn from error: pay heed to
your physio and make sure you wiggle
your legs round vigorously and of-
ten! If there are any people on your
ward with missing limbs, please ig-
nore them.

So after endless chest X-rays and
doses of filthy flucloxacillin 1 was
released from hospital with a stern
order never to take up scuba diving.
The theory was that the injured part
of my lung might rupture while
breathing compressed air.

Five years later I underwent a
pouch operation with loop ileostomy
and six months after that I had every-
thing plumbed through and closed
up. My pouch worked perfectly and
I have had practically no trouble with
it ever since.

Not long afterwards I ended up
sitting next to a GP at a wedding. I
regaled the poor fellow with my full
medical history. When I got to the
end I told him that the thing I hated
most was that I was unable to learn to
scuba dive because I’d had a pulmo-
nary embolism. To my astonishment
he told me that he had recently signed
oft a patient to go scuba diving who
had suffered from the very same con-
dition.

I subsequently learned that the
rules about diseases that prevent you
from scuba diving have been relaxed
over the years. In the sixties you prac-
tically had to pass an army medical to
learn to scuba dive as it was considered
an extremely hazardous sport.

With the huge advances made in
scuba diving equipment and training
over the years these days practically
anyone can learn to dive. Obviously if
you have, or have had, anything wrong
with your heart or lungs you should
seck medical advice before having a
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go. In my case I was signed oft by a
special diving doctor. My pulmonary
embolus had cleared up more than
five years before and I was in rude
health. After one last chest X-ray to
make sure my lung looked fine I was
signed oft and ready to learn to dive.

I joined the local branch of the
British Sub-Aqua Club (BSAC) in
Putney and spent an hourin the swim-
ming pool at Putney Leisure Centre
every Tuesday for a couple of months
learning to dive. The training is pretty
straightforward. Statistically scuba div-
ing is an incredibly safe sport — far
tewer people hurt themselves scuba
diving than do horse riding, yachting
or playing rugby. But you need to

know what to do in the unlikely event
of something going wrong. You also
need to get to grips with some basic
physics to understand how to avoid
harming yourself breathing com-
pressed air underwater where the pres-
sure is greater than walking around on
land. This is taught in a series of
lectures and there is some background
reading.

By Easter I had passed an assess-
ment of my skills in the swimming
pool and passed the theory exam. I
was all ready to go diving in the sea. 1
signed myself up for a club trip to
Swanage and spent the week before in
an extremely apprehensive state. With
hindsight I think this was very healthy.
Diving is potentially hazardous and
you have to be well prepared and
cautious. A gung-ho attitude can be
fatal and you must be careful not to go
beyond your limits.

My first dive was under Swanage
Pier and it was fantastic. The dive was
relatively shallow — around 5 metres,
or 15 feet — so perfectly suited to a
beginner. There was plenty of marine
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life and odd pieces of junk that people
had mislaid while walking on the pier
itself, including a wroughtiron bench.
I found that diving is a similar experi-
ence to snorkelling, except that you
have total freedom to move in all three
dimensions at will and are rather more
encumbered, especially when diving
in the sea around the United King-
dom where you need to wear a thick
suit to keep out the cold.

Since then I have completed over
300 dives, mainly around the UK but
also abroad in warm clear water. I am
absolutely hooked. I even started train-
ing other people in my club and be-
came a fully qualified instructor.

As well as the feeling of freedom
gliding like a bird in three dimen-
sions, I love diving because of the
sense of awe at seeing things under
the waves that are normally inacces-
sible to human beings. It is always a
thrill to explore a shipwreck or en-
counter sea life in its natural environ-
ment instead of laid out on a counter
in the local supermarket.

As far as the pouch is concerned
it hasn’t really affected my diving.
For some reason my frequency of
going to the loo tends to decrease
sharply when I’m on a diving trip.
This may be because there are fewer
opportunities to use the loo, or be-

cause the opportunities are not as
convenient—the loo onaboatis called
a ‘head’ and it takes skill and concen-
tration to empty ones pouch over it
when the boat is rolling around in a
swell having peeled away enough of
your suit to expose your backside. It
may also be that spending an active
day outdoors messing around on boats
and getting in and out of the water
makes my bowels operate more se-
dately because my body is concentrat-
ing on keeping warm.

So it you have ever fancied learn-
ing to scuba dive but were put off
because of your pouch I urge you to
think again. You should consult your
doctor if you have any concerns and
make sure you declare your full his-
tory on any medical form you fill in.
To find your nearest diving club you
can phone the British Sub-Aqua Club
on 0151 350 6200 or visit the website
at www.bsac.org. To give you a fla-
vour of what it’s like to join an active
and friendly diving club visit the
website for my club, Putney BSAC, at
www.putneybsac.com.
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Will It Ever End?

If you're nervous about having a pouch, this article is not going to reassure you. However, it is important
to know about the experience of someone whose pouch surgery experience has been pretty awful so far,
so that you see both potential sides of the decision you take. | must warn you that this story makes

extremely uncomfortable reading...

April 2002

It all began while I was carrying
my daughter Alana. I started to lose a
lot of blood from my rectum during
my pregnancy in 1994, and was in-
formed by my GP at the time that I
had “piles, a common thing during
pregnancy, nothing to worry about”.
Other than that, I was fine, a little
tired, but that is to be expected, isn’t
1t.

had a beautiful baby girl on 23
September 1994, but I kept losing a
lot of blood rectally. I then began to
teel very tired and was going to
the toilet a lot, as blood
would just ooze from
me. I also lost a lot
of weight and
suffered
from diar-
rhoea most
of the time.

I  had
changed
doctors by
this time and
my new GP
was not
happy with my health
at all, so he referred me to
see a consultant at Barnsley
General Hospital, where — after
tests — I was told I had ulcerative
colitis and put onto steroids.

The steroids only made me fat,
and in July 1996 I was admitted into
hospital for more tests and a blood
transfusion (the nurses told my hus-
band that I had lost above half my
body’s blood and they were surprised
I walked at all, even unsteadily, onto
the ward). I spent a full week in
hospital then came home for two weeks
before I had to return for my first
operation.

During this operation, my colon
was removed and a pouch (J, I was
later told) was formed from part of my
small intestine. I had an ileostomy to
give this new pouch time to heal and
was told I would have another, but
much smaller, operation in about six
months. Things did not go to plan
and I had to have my second opera-

tion earlier than expected due to pain
from adhesions. During this opera-
tion the adhesions were freed, and it
was noted that there were some large
cysts on my left ovary, which could
also have contributed to the pain I was
having before this operation. How-
ever, the cysts were left alone and the
ileostomy closed.

Again, things did not go well. I
was at the toilet most of the time as my
pouch

was

on overtime and I was losing blood
again. My weight dropped and I was
ill all the time (pouchitis). My sur-
geon decided that he needed to do
more tests, which seemed endless.

It was very hard; my husband had
to finish work to look after me and our
daughter, who was about two years
old by then. After lots of tests, which
were degrading and very painful, it
was decided that I needed more sur-
gery.

Operation three. This time the
surgeon removed a ball of pus which
he said could only have been my left
ovary, which had become very in-
fected. There was so much infection
(also in my J pouch) that I was given
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another ileostomy to give it time to
rest. I was still in pain and after one
more operation during which my sec-
ond ileostomy was reversed, my sur-
geon referred me to the Royal
Hallamshire Hospital in Sheffield.

There I was to see a new consult-
ant who put me through all the tests
I had had at Barnsley and more be-
sides. After he got the results he was
not happy with my health and the

level of pain I was in, so in January
1999 he operated on me for
the first time (my fifth
operation). I had to
have anotheril-

eostomy as
he found a
fistula (a
track of in-
fection)
which went
from my
pouch to
my bowel.
He also freed
more adhesions
and found cysts
now on my right
ovary as well. How-
ever, as this is the only
one I have left, he did
not want to remove it so he
turned it inside out (that was
the way he later explained it to
me). He said that by doing this the
cyst could not come back.

It was decided to leave me with
thisileostomy for twelve months. Even
though I was not pain-free and was
still quite ill by normal standards, I
was better than I had been for some
time.

My reversal (operation six) should
have taken place in January 2000, but
was cancelled due to a shortage of
beds. It was then discovered that I had
more infection. My right ovary was
also a problem now, with new cysts on
it, so my operation was put on hold
for a while to try to get rid of the
infection before surgery. The reversal
did go ahead later in the year but
things still did not settle down.

I was now emptying my internal



pouch 30-50 times in 24 hours. My
bottom was very sore and the pain in
my stomach was intolerable most of
the time. I could not go far from a
toilet and was incontinent
both by day and by night,
which was very embarrass-
ing.

I kept going to the hos-
pital in Sheffield for tests and
treatment, but nothing
seemed to help. I was on
enough codeine to bung up
an clephant, but I was still
suffering with diarrhoea.

Thenin December2001,
Thad a blockage in my bowel.
I was admitted to Sheftield
Hospital, was put on a drip
and had a tube put up my
nose down into my stomach.
T also had a few other attach-
ments and was allowed to
drink only 25mls of water per
hour, no food. It took nearly
a week but it worked. The
blockage cleared and I was
allowed home without hav-
ing to go to theatre.

I stopped taking my medication
with codeine in when I became
blocked and was now afraid to take it
in case I became blocked again. It did
not seem to make any difference. I was
still going to the toilet 30-50 times.
The pain in my stomach never went
away.

1 did everything the hospital sug-
gested, watched what I ate and what I
did. I had one sprout with my pota-
toes, carrots, neat and Yorkshire pud-
ding for Christmas dinner but then I
was ill for the rest of the day.

In February 2002 I was rushed
back into hospital again with another
blockage. This time I was not lucky,
and on Valentine’s Day I had to go to
theatre. It was operation seven, and I
was warned that I may come round
from surgery with another ileostomy,
but they managed not to do this.
However, they found more adhesions,
an abscess and more infection, which
had narrowed the bowel and caused
the blockage. They also noticed that
my ] pouch had been formed low
down closer to the rectum than they
would have done it, and its shape was
a little irregular.

At the time of writing (April
2002), I have got an appointment to
go to see my consultant later this
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month to discuss what to do next, and
he will tell me what he thinks.

But they are talking of more sur-
gery and I do not think I can cope

withit, although I cannot cope as I am
now. Sometimes I wish I had not had
the first operation then I wouldn’t
have had all the others, but the hospi-
tal have said that I would not have

been here now if I had not had sur-
gery.

For six of the seven operations I
have had, I have been cut from my rib
cage down to my pubic
bone. This last operation
had about 40 staples
down my stomach. The
nurses said they wouldn’t
hurt when they came out,
but what do they know, I
asked then, and none of
them had had them. It
did hurt.

The other times T have
been operated on, I have
had a bead at the top and
bottom of my wounds
that have just been cut off
and the stitch inside left
to dissolve.

The first time, a nurse
at Barnsley Hospital
pulled it through, not
knowing she should not
have done; it was my first
operation, I did not know
cither. Two of my ileos-
tomies have been on my right side,
and I now have an indented X to mark
the spot.

The third ileostomy was on my
left side. My stomach looks like a

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, Mr John White, 44 France Hill Drive,
Camberley, Surrey GU15 3QE
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rounded battlefield and if you watch it
you can see my bowel moving around
inside. It is still very painful and I am
still incontinent and a very frequent
visitor to the toilet. I have even had a
toilet cubi-
cle fitted
into my
bedroom.

I also
suffer from
diplopia
(constant
double vi-
sion) and very painful joints (knees
mainly; they also give way on me and
I have been known to fall if unaided).

My daughter Alana is now seven
years old, my husband is still not able
to work due to my health and we can
still see no end to this.

December 2002

Over the past few months I have
not been admitted to hospital again,
but I have attended a lot of outpatient
appointments and had yet more tests.
I have avoided doctors on bad days,
for fear of being admitted.

My consultant has suggested start-
ing all over again, with the formation
ofanew pouch, as I have pouchitis yet
again and my pouch has definitely
been formed in the wrong place and is
an irregular shape.

However, they may not be enough
of the higher intestine left to form a
new pouch, as so much has been
removed in the past. He says there is a
50:50 chance of it working.

He has now said that under an-
other surgeon’s approval he would
remove my last ovary, and at the mo-
ment I have asked if this could be
possible, as then I may manage with
my pouch better without the added
paid of that.

I am also waiting to see someone
else about my knees to see if some of
the problem I have with them is re-
lated to my bowel condition.

I am happy for this to be printed
in Roar to show that sometimes there
are problems. I do not want anyone to
be put off trying by my letter, but just
to be aware of the risks. I am happy to
reply to any letters forward to me by
the editor.

Ed note: if you would like to com-
municate with this member, please send
aletterin an envelope marked “Royston
Lady” and we will forward it for you.
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Fund Raising at the
AGM/Information Day

As at the 2002 Information Day,
Christine Lawton will kindly be run-
ning a plant stall. She has been plant-
ing and growing things for some
months, so there should be a nice
range of things to buy, including
some vegetables. If you are a keen
gardener and want to bring any of
your own items for the stall, please feel
free to do so.

There will also be a tombola stall,
with tickets very reasonably priced, for
a range of prizes.

All funds raised from these two
activities go directly to the Red Lion
Group, so do please come along and
support them.

In addition, we hope to be selling
Alexandra Rose Day Spring raftle tick-
cts. The cash prizes on these are very
generous, and selling these tickets
enables us to offer some top potential
prizes for you.

Something like 75% of the ticket
sale income from the Spring raffle is
directly retained by The Red Lion
Group, with the balance going to the
ARD charity to cover the cost of the
prizes and the administration. In this
way, the charity is able to lend its name
to financially support small charities
like ourselves.

Jolly good idea by the late Queen
Alexandra, if you don’t mind me say-
ing so.
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Contact the Red Lion Group

CHAIRMAN

Michael Dean

9 Mornington Crescent
Benfleet

Essex

S§§7 2HW

Tel: 01702 552500
mikepdean@lineone.net

VICE-CHAIRMAN

Brian Gaherty

16 Hill Brow

Bearsted

Maidstone

Kent MEI14 4AW

Tel (home): 01622 739034
Tel (work): 020 7213 5679
gaherty@bigfoot.com

SECRETARY
Christine Lawton

19 Nathans Road

North Wembley
Middlesex

HAO 3RY

Tel: 020 8904 7851
christinelawton@aol.com

TREASURER
John White

44 France Hill Drive
Camberley

Surrey

GU15 3QE

Tel: 01276 24886

LIAISON OFFICER
Marion Silvey

76 Innsworth Lane
Longlevens
Gloucester

GL2 0DE

Tel: 01452 417124

SOCIAL SECRETARY

This position is vacant.**

PRESS OFFICER
Christopher Browne

89 Fulwell Park Avenue
Twickenham

TW2 5HG

Tel: 020 8894 1598
csbrowne85@hotmail.com

CLINICAL NURSE
SPECIALIST

Joanna Sweeney

St Mark’s Hospital
Northwick Park

Watford Road

Harrow

Middlesex

HAI 3U]J

Tel (work): 020 8235 4126

ASSTNT SOCIAL SECRETARY
& REPS’ CONTACT

This position is vacant.**

NEWSLETTER CO-EDITORS
Content*

Morag Gaherty
Address, e-mail and home
telephone number as for Chairman.

Layout*

Tim Rogers

30 Amberley Gardens
Epsom

KT19 ONH

Tel: 020 8393 6968

etimbo@bigfoot.com

FUNDRAISING OFFICER
This position is vacant**

* contributions to the newsletter
should be sent to Morag Gaherty
** To fill this position please

contact the secretary, Christine
Lawton (details on this page).

PRESIDENT
Professor John Nicholls

PATRON
Claire Rayner

Join the Red Lion Group

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

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-related articles, but we are
happy to publish practically anything.

Perhaps you’ve taken up a new
hobby since having your pouch op-
eration? Or are 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 article about why

having a pouch was a bad idea.

Even if you’ve never been pub-
lished before please send us some-
thing.

You’ll get the satisfaction of see-
ing your name in print and you may
give hundreds of fellow pouch peo-
ple an insight into an aspect of their
condition they hadn’t noticed be-
fore. 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,
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including cartoons, crosswords and
jokes.

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







