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Roar!
As everyone with ulcerative

colitis knows, there are many theo-
ries on the causes of this illness, but
none has as yet proved to be The
Answer.

However, doctors in Leeds have
been pursuing the theory that it may
arise from an infection by a bug of
escherichia coli group (you may
know this group under its more
common name of E. coli).

Based on a similar idea to that of
vaccination, they tested their theory
by wiping out the infection with
antibiotics and then deliberately
reintroducing a harmless form of
the same bacterium. The idea was
that the new colonisers (how appro-
priate for pouch owners!) might
block the harmful ones when they
tried to take hold again.

All the patients received antibi-
otics  for one week to kill the bacte-
ria in the colon. Then half received
the harmless form of E. coli, while
the others took mesalazine, a drug
used for keeping ulcerative colitis
in remission. Interestingly, the two
treatments were equally effective.

At least one new member of the
Red Lion Group can specifically date
the onset of his ulcerative colitis to a
bout of food poisoning, and remem-
bers the event very clearly, even
though it happened a long time ago.
Perhaps other members could write
in if they too have either had suspi-
cions about such a link, or remem-
ber having had food poisoning just
prior to UC striking for the first
time. We would certainly like to
hear any evidence, however anec-
dotal.

The question we now need to
ask is: what steps are being taken to
further this very important line of

Finding the Cause
Roar! editor Morag Gaherty brings news of a possible breakthrough in our understanding
of the cause of ulcerative colitis

research, to see whether the solu-
tion really is as simple as that? And
if pouchitis is really a form of �mini
uc�, could this also be helped by

such a treatment, or does the re-
moval of the colon to form the pouch
render this approach impossible?

On behalf of the Red Lion Group,
your Chairman, Brian Gaherty, will
be contacting the researchers at
Leeds General Infirmary to find out
more. As ever, watch this space!

On a similar topic, I have also

been reading a recent article in the
magazine What Doctors Don�t Tell
You on the subject of parasites, about
which they say �the most under-
diagnosed health problem in the
West, parasites may be responsible
for a multitude of conditions � from
joint pain and chronic fatigue, to
many general disorders of the gut
and immune system�. Any of this
sound familiar?

IDEAS FOR
CHRISTMAS PRESENTS
Why not treat friends and
family to Red Lion Group

clothing or other small
items? See the order form

enclosed with this
newsletter for details of

what is available.

Continued on page 4.
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Quality of Life after Colorectal Surgery
By Annette Bisanz, BSN, MPH
Reproduced with kind permission from Generation to Generation, the newsletter  of the
University of Texas MD Anderson Cancer Centre.

Following colorectal surgery,
there may be a change in bowel
function due to the change in the
anatomical structure of the colon or
rectum, or both. This may necessi-
tate a bowel management pro-
gramme that is based on the same
basic principles but needs to be in-
dividualized for each person. There
is all the reason in the world to
believe that your bowels can be
managed after colorectal surgery.

These are the prerequisites for
managing bowel control:
� Be committed to the programme

and be willing to follow specific
directions

� Seek guidance from a profes-
sional when you are not achiev-
ing the goals of your programme

� Keep your sense of humour
Following colorectal surgery,

many people have several stools
per day. The normal frequency of
bowel movements in a healthy popu-
lation varies from 3 bowel move-
ments per day to 3 per week. The
goal is to return to no more than 3
bowel movements per day.

Transit Time of Food through
the Gastrointestinal Tract

Eating a large meal or drinking
a hot liquid will cause a normal
peristaltic push down in the
gastrointestinal (GI) tract. When fre-
quent bowel movements occur,
drink less fluid with your meals,
drink more fluids between meals
and avoid hot liquids.

Medicinal Fibre to change the
Transit Time

If you are having frequent stools,
then introducing psyllium, a me-
dicinal fibre also known (in the US)
as Metamucil, can slow down tran-
sit through the GI tract. Most peo-
ple take psyllium for constipation
or to speed up transit time through
the GI tract; however, after
colorectal surgery, your goal will be
to slow down the transit time. To do

this, take the prescribed amount of
fibre right after a meal in very little
fluid, approximately 2oz., and no
more fluid for 1 hour immediately
after a meal. This allows the fibre to
act like a sponge in the GI tract,
soaking up excess fluid in the diges-
tive system and thus slowing things
down. One teaspoon should be taken
after the same meal each day for 3-
5 consecutive days. Then increase
to 1 teaspoon psyllium 2 times per
day. Gradually increase the fibre by
1 teaspoon every 3-5 days until the
GI tract transit time slows down a
bit.

Bowel Training
Once your stools become better

formed and the transit time has been
slowed down, the next step is bowel
training, with the goal of emptying
the colon fully at an expected time
each day. Pick a meal of your choice
around which you�ll bowel train
yourself. Bowel training is done
around a meal since a big meal
causes a push down the GI tract to
make room for the food taken in.

Choose a time when you can
consistently follow the programme.
Then,
� Before that meal drink 1 oz of

prune juice
� Eat the big meal
� Drink a hot liquid

If this does not produce results,
you may try using a glycerin sup-
pository after the hot liquid.

Do this for 3 straight days
If you don�t empty as planned,

substitute the glycerin suppository
with ½ bisocodyl suppository.

If this is effective, stay with the
programme for 2 weeks and then
stop using the suppositories.

By this time, the stimulus for
your bowel to empty will be the
prune juice, big meal and hot liquid.

Adjusting the Bowel Manage-
ment Programme

Since each person�s body reacts

a little differently, don�t get dis-
couraged if your programme
doesn�t immediately help. Problem
solving is the key to success, and
little changes made after trying
something for 3 days will help you
determine what will work for you.
Overall bowel management in-
volves a gradual balancing of food,
fluid, fibre and medications.

Food
If your bowel is stimulated by a

big meal, eat 1 big meal per day and
4 smaller meals. Certain foods af-
fect people adversely, and you need
to be aware of what you eat that
may cause increased bowel move-
ments. (High fat and/or spicy foods
seem to affect many people).

Fluid
Fluid with meals tends to in-

crease peristaltic push-down, so
drink fluid in between meals in-
stead of a large amount with meals,
and avoid hot liquids.

Fibre
Adjust the amount of fibre

gradually to see how much fibre is
required to slow down or speed up
transit time through your GI tract
and maintain soft, formed stool.

Medications
If you are taking antidiarrhoeal

medications such as Lomotil or
Imodium, as you gradually increase
the amount of psyllium, try to de-
crease the amount of Lomotil/
Imodium.

Most people get good bowel
control just by the use of fibre. How-
ever, keep yourself comfortable
during the process of defining your
maintenance bowel management
programme. Be patient with your-
self.

Remember, there is hope for
bowel management, the goal being
a high quality of life after colorectal
surgery.
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Editorial
It hardly seems five minutes

since Tim and I put the last newslet-
ter together, and here we are again,
pushed up against our deadlines as
usual.

We�re so hi-tech here these days:
I send all the material to Tim by e-
mail, and he puts it all together then
publishes the draft newsletter on
the internet, for me to review and
correct. It�s all done by e-mail, and
no paper is printed out until the
master copy comes off the press.
Welcome to the 21st century (nearly).

As those of you with ulcerative
colitis know, theories abound on
the causes of this illness, but the
idea of some form of bug infection is
an intriguing one. You can read more
about this on page 1.

Our lead article was intended to
be Annette Bisanz�s article on bowel
control (which you will now find on
page 2), but somehow a news snip-
pet from Sandy Hyams and an in
depth article in What Doctors Don�t
Tell You seemed to be two sides of
the same coin, and the timing was
perfect. As ever, please do send in
your  own comments and experi-
ences.

It was also Sandy who alerted
us to the existence of the Toot Trap-
per mentioned on page 8, which
should prove an amusing read, even
if you decide that life can continue
without one.

The internet is not everyone�s
cup of tea, but it is invaluable when
searching out more information on
those seductive little paragraph fill-

ers in the papers (in this case, the
Daily Telegraph, which seems to be
simply awash with bowel-related
gems at present!).

The Tips from Members section
on page 10 of this issue is devoted to
dietary tips from the recent diet
survey. I hope it gives you some
ideas, if you are trying to find out
what does and does not suit your
pouch. Experimentation is the key.

There are many other great arti-
cles in the newsletter, which I will
leave you to find for yourself. I know
from your letters that Roar! is read
avidly from cover to cover, and even
our Patron seems to find time in her
busy schedule to read it and also
write some nice words of encour-
agement to us.

Sadly, we do not seem to have
much interest in the Contacts page
at present, but we will persevere
with that, as and when you send me
your details to put in. Remember, it
is not obligatory to want to talk
about pouch surgery - many mem-
bers find the AGM a great day to
make new friends who just happen
to have a pouch, and I hope the
Contacts page will develop in the
same way. Why not try and find a
badminton or bowling partner
through the Red Lion Group?

The survey results in this issue
are from the survey More About
Your Surgery, which was included
with the Spring newsletter. This
quarter's survey is a little different:
instead of aksing you to fill in ques-
tionnaires, please take the time to

tell us about any aspect of your
pouch experience. This will give us
plenty of personal experience mate-
rial for future issues of the newslet-
ter, which is invaluable for new and
prospective pouch owners. I look
forward to hearing from you.

I know Christmas seems a long
way away, but enclosed with this
newsletter is an order form for the
Red Lion Group merchandise avail-
able, to help simplify your Christ-
mas shopping list.

All the logos are sewn not
printed on, and the garments are of
very high quality. You can even
choose between a large Red Lion to
cover your chest or a discreet one to
nestle near your shoulder. And this
year, we have added T shirts to the
range for the first time. So go on,
spoil yourself! You deserve it.

Gala 2000
Sir Peter Maxwell Davies, Brit-

ain�s foremost living composer, has
written a short piece especially for
us, entitled In Osculum Leonis,
which � if my �O�-level Latin holds
up � translates as �In the Eye of the
Lion�.

We have also received signed
pictures from former Prime Minis-
ter, Baroness Thatcher, a signed Red
Lion from actress Joan Collins, a
signed photograph and signed Red
Lion from Russ Abbott and a signed
Red Lion from astronomer Patrick
Moore.
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Airbags and Seatbelts
Among other things, Bill Shepherd tells us how doing what you enjoy can help keep you
off the toilet!

Having recently had my pouch
operation, I applied for a Radar key
so that I could use the disabled toi-
lets if necessary. I should point out
that the key is quite large, and I find
it useful to wear it on a tape around
the neck.

As of yet, I have not had to use
it, but on behalf of our group checked
out a number of disabled toilets
both locally in Hertfordshire and in
North Wales. Only one failed to
meet a very high standard.

I am normally employed as a
lorry driver, and returned to work
(�light duties�) in August. Between
lorry and car, I cover in excess of
80,000 miles a year, so the Radar key
will give me real peace of mind.

I am hoping it will be a bit like
airbags and seatbelts: I don�t want
to test them for their purpose, but if
I need them, I shall be really glad to
have them!

I am of the opinion that if you
are doing something you enjoy, your
bowels, bag or pouch are not very
active. In the 28 years that I have
had ulcerative colitis, I have only
had to stop three times in an un-
planned, urgent, embarrassing way.
I believe this is because I enjoy my
job.

I also have another true story
that illustrates my theory perfectly.
Many years ago, I had an old school
friend who commuted into London
to work each morning to a job he did
not enjoy.

He also had IBS. His journey
each morning was about 18 miles on
the train, but every morning he had
to get off the train at three or four
stops to use the toilets (any pouch
owning commuter will tell you that
the toilets on a commuter train are
just not suitable for our needs!).

However, in his spare time, he
was a tennis umpire at Wimbledon
and other tournaments. Amazingly,
he was never affected by urgency
while on the court. I think it was
because he enjoyed what he was
doing, so he never gave his IBS a
thought.

Perhaps there are Red Lion
Group members who have prob-
lems controlling their bowels, and
so have given up favourite hobbies
because they are afraid of needing
the toilet at an inappropriate time. I
hope my friend�s story will give you
the confidence to go back to doing
something you enjoy.

Finally, I do have one worry,
which other members may share. I
do not feel in control on public trans-
port, with inadequate (or no) toilets
on most trains or needing to get off
and on buses then paying again to
get on the next one. For this reason,
I like the security of my car, holding
my spare underwear, trousers,
wipes and other toilet equipment
(back to the airbags and seatbelts
again).

My worry is toll roads, first
tested in Leicester and now in Leeds
and Edinburgh. I think we should
look at this early on, while the tests
are still going on, for some sort of
help or exemption from payment.
Maybe a disabled sticker with a �T�
on it for parking near toilets, and
only near toilets. After all, if Radar
recognises incontinence as a dis-
ability, why not?

You may think that parasitic
infestation is a Third World prob-
lem, but in a recent study of over
400 patients with chronic fatigue
immune deficiency syndrome in
New York, an incredible 93 per cent
had some form of parasitic infesta-
tion.

WDDTY is a fascinating publi-
cation, although it often goes over
my head, because it is really geared
at people with more medical knowl-
edge than I can lay claim to. How-
ever, many pouch patients have ac-
quired just as much knowledge
about their condition (and often
much more!) than their GPs.

For those who are interested in
finding out more about parasitic
infection as a possible cause of gut
disorders, I am happy to send a
copy of the 4 page article on request
(please send an stamped addressed
envelope).

The article contains advice about
the best way to clean the body of
parasites and to keep it clear. As
ever, we would love to hear from
any of you that try this advice out
and what benefit � if any � it has
brought you.

Continued from page 1.
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Roar!  Letters Page
"Arcady"

16 Hill Brow
Bearsted

Maidstone
Kent

ME14 4AW

e-mail:
gaherty@cwcom.net

Letters

Dear Newsletter Editor
Four and a half years ago, I was

diagnosed with a malignant polyp
in my back passage. Subsequently I
had to have my colon removed and
was given an ileo-anal pouch, a J
design I think. This was done in a
series of two operations. I was given
an ileostomy for six weeks and then
a reversal op was performed.

I woke up in the hospital bed
and found I had soiled the bed. The
wonderful nurses at Northampton
General Hospital reassured me and
made me comfortable again. For the
duration of my week�s stay in hos-
pital I spent nearly all of it in the
lavatory. I couldn�t imagine how I
was ever going to live a normal life
again. Nobody said that things
would improve in time. It seemed
that every time food went in, it raced
through and out the other end.

I also had 6 months of chemo-
therapy and this did not help things.
Being alive and trying to function
seemed an eternal nightmare.
Friends and family visited me and
sympathised with my plight, but of

course they could not really iden-
tify with my situation.

I returned to work as a Doctor�s
receptionist after 11 months. Being
busy seemed the answer and gradu-
ally things started to improve. Trips
to the toilet became less frequent
and I slowly adjusted to my new
bodily function.

I am now very happy to say that
I only need to go to the toilet about
6 times in twenty four hours. Dis-
comfort still happens but not nearly
so often. I can now do all the things
I did before my operation and am
glad that I have a pouch and not an
ileostomy

R Tilley (Mrs)

Dear Newsletter Editor
I had a one-stage pouch opera-

tion a year ago, expecting maybe to
need iron tablets and Imodium if I
was unlucky. I do indeed require
iron tablets, and as the Imodium
didn�t work for me, codeine phos-
phate. I am totally dependent on
codeine phosphate (without which
I�m incontinent), with a liquid stool,
no matter what I eat. The drawback
of these tablets is a.) drowsiness and
b.) not being able to drink alcohol.

Yours sincerely
Caroline Ingram

Dear Newsletter Editor
Donna Swift�s problems (Roar!

issue 11) may be resolved by a
change of diet. When I stick to plain
food, ie toasted crispy bacon sand-
wich, meat and boiled/roasted/
fried potatoes, my frequency and
comfort are vastly improved. If I
take vegetables, pastry, salads and
spicy food, then my frequency and
tail end discomfort increase.

Dry white wines, fruit juices,
lager and beer cause considerable
discomfort, whilst early and lunch-
time tea is OK. I also find cold
draught Guinness superb. It seems
to absorb the enzymes and relieves
discomfort. Although, consumed in
quantities it will increase frequency!
Don�t eat or drink before bed, and
make sure you are empty. Once you
are in control, then you can experi-
ment. Be positive.

I had my first op on 9 September
1996, followed by a second 10 days
later due to peritonitis. In Decem-
ber I was joined, had a blockage and
was opened up again on 23 Decem-
ber. It took me well over six months
to regain my confidence. Even now
I would not climb (unless there were
strategically placed toilets). But now
I can do most work, even physical,
and can eat or drink nearly all foods
(but I�m always aware of the conse-
quences).

Alfred Dickens
Ed�s note:
Donna has since had a second

opinion and has discovered that
her pouch is kinked.Hopefully,
further surgery will solve the terri-
ble problems she has been having
with her pouch. There is an impor-
tant lesson for all pouch owners
with problems here: if you have an
unacceptable quality of life, and
no-one can explain why, make sure
you get a second opinion at a cen-
tre of excellence.

Can You Help?
I am a 32 year old female pouchie

and am desperate to talk to fellow
female pouchies who have become
pregnant since having their pouch.
When I had my final op September
last year, I was advised by my con-
sultant to wait a year before consid-
ering having a baby. I am very nerv-
ous of pregnancy and how it will
affect me.

I would be very grateful if any-
one could contact me with their ex-
periences. I am grateful to everyone
I spoke to before my operations, as
it is so helpful to speak to someone
who has experienced what you are
about to go through. I was very
reassured by this, and hopefully I
can gain some further reassurance
from this request. Thank you.

Miss Buddug James
138 Woodlands Road
Charfield
Wotton-under-Edge
Gloucestershire
GL12 8LU
Tel: 01454 261550
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A Friend in Need is a Friend Indeed
New member Jean writes about how the Red Lion Group helped her find out more about
the pouch operation

In the month of June 1998 I had
non-stop diarrhoea and bleeding
from the rectum. After days of no
appointment available at my doc-
tor�s, I asked my daughter to drive
me to the local hospital, where the
duty doctor admitted me saying I
had ulcerative colitis.

�What happens now?� I asked.
He told me they would give me a
course of different kinds of medica-
tion to see if they could improve my
situation and monitor my bowel
movements.

What a humiliating business that
was, having to inform the nurse
each time I had a bowel movement,
which was � I might add � duly
inspected, discussed at length and
details then entered on my medical
notes.

The weeks went by, my weight
dropped to 7 stone, I had three blood
transfusions, I was losing my hair,
the pain was unbelievable. And
there was no improvement in my
ulcerative colitis.

I then had a visit to my �bed
space� by five men in white coats
informing me that they had tried all
possible ways of treating the condi-
tion with medication, but to no avail.
My only option, they told me, to
ultimately save my life and render
me free of pain, was surgery. This
involved fitting a �bag�, until a re-
versal might be possible in a few
months� time when my health was
much improved. I signed the rel-
evant forms and the ileostomy was
performed in August 1998.

Out of hospital, months later, I
was much better, and on my second
visit to my surgeon, I discussed with
him the possibility of me having a
pouch operation.

His advice was very wise: �You
realise you will never be the same.
There could be leakage to deal with
and other minor problems. Go away,
make enquiries, read about it, do
your homework and then come back
to see me.�

Help! I could not find anybody
that had had the first op, let alone

the second. I badgered my friends,
read everything I could lay my hands
on relating to it, made lots of phone
calls, and was a general pest to one
and all.

My stoma nurse sent me a maga-
zine called Roar! I rang the Chair-
man�s number and spoke to him
and his wife Morag, two extremely
nice people (Ed: I promise I did not
put this compliment in myself!), who
were able to help with some of my
questions. I have since joined the
Red Lion Group as a member. My
nurse also told me she had spoken
to a Mr David Irving-James, also
from the Red Lion Group, who
would be willing to speak to me in
connection with my operation.

I rang David, mentioned my
nurse, and asked him if he knew of
anyone who had had the pouch
operation, as I was doing my home-
work prior to seeing my specialist.
Well, David could not have been
nicer. He sensed my unease, and by
the time the conversation was al-
most at an end, I was made to feel
like a long lost friend. He offered to
visit me at my house, which he duly
did 3 days later. He brought along
with him a lady called Gill Hawkes,
who had her pouch op in September
last year.

Between them, they answered
all my questions honestly, allayed
my fears and provided some very
relevant and useful information.
David also advised me to get the
best person for the operation if pos-
sible. I told him I was going to tell
my consultant that I had done my
homework and wanted to go to St
Marks to have Professor Nicholls
perform my operation. Both my visi-
tors laughed because they too were
under St Marks.

Before this article is published, I
will have been to St Marks to see
Professor Nicholls. I am not �out of
the woods� yet. I may be rejected
for the operation, but I do not wish
to end on a negative note. If at the
end of the day my stoma has to stay,
then so be it. My stoma gave me

back my life, and wonderful people
like David and Gill are on the end of
the telephone willing you to enjoy
every aspect of it.

David Irving-James writes:
I am sure a number of you can

relate to Jean�s story and I hope that this
article brings home to readers the im-
portance of having capable and willing
members who are available within the
regions to help those who are consider-
ing pouch surgery.

It is a big leap into the unknown,
especially for someone whose stoma
works very well: exchanging a known
acceptable quality of life for an un-
known quantity is not an easy decision
to take, as many of us know.

The advice, support and views from
an existing pouch owner are so valuable
to a person facing a decision that will
affect the rest of their life. Of course, it
is important to remember that every-
one�s experience is different, and no
potential patient should be given the
impression that what has happened to
one pouch owner will happen to them.
Nonetheless, the more people�s experi-
ence they hear, the better able they will
be to make an informed decision.

If you feel you could get involved in
helping others prior to, during and after
pouch surgery, let me strongly recom-
mend that you attend the next listening
skills course, to be held at St Marks in
the Autumn. It could be just the oppor-
tunity you have been waiting for. If you
are interested in this, please contact me
on 01303 894614.

I am pleased to say that Jean has
now heard that her pouch operation will
be going ahead soon, hopefully before
the end of the year.

In issue 13, Jessica Drewery�s
piece about her walk in the country-
side was accompanied by a picture
of a man with a gun. This image was
simply intended to represent an idea
of the countryside, and should in no
way imply that Jessica supports any
form of bloodsports. Apologies to
Jessica and to anyone else who was
offended.
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Polyposis People
Things have been quiet, the main happenings being the reception of the second edition of
the new American Hereditary Colon Cancer Newsletter, now called Generation to Genera-
tion and the visit of my wife and myself to the St. Mark�s Hospital Polyposis Registries.

Generation to Generation featured
an article about post operative bowel
control, which Morag has already
hijacked for this issue. The impor-
tant theme being that �overall bowel
management involves a gradual
balancing of food, fluid, fibre and
medication�. I have found the use of
psyllium fibre quite beneficial in the
recommended minimum amount of
liquid. This has reduced the number
of liquid stools I produce. I am go-
ing ahead slowly and being realistic
about my goal, I should be quite
happy at 6 per 24 hours and have
already come down significantly
thanks to this new approach.

Other articles are about meth-
ods of researching your family his-
tory and the second part of a basic
introduction to genetics called Genes
and Cancer. This article explains how
normal cells can develop into can-
cer with accumulation of genetic
changes but if you have an inherited
mutation, one of the cells is one step
ahead in the process. There is also Q
& A section, and the main topic
addressed is the tricky question of
how to raise the subject of FAP in
your family. As I discovered my-
self, the tendency is for some people
to put their heads in the sand.

Our visit to St. Mark�s did not
quite go like clockwork. If it had a
title it would be A Comedy of Errors
(mainly John�s). We had decided to
incorporate it into a short holiday.
On the Monday evening we arrived
at the hotel in Oxford to find I had
left my plastic card twenty miles
away at a Garden Railway shop.
Fran had a little panic over that and
the next morning we had to divert
to retrieve it. This meant we were
going to be late at St. Mark�s and
after missing the Hanger Lane In-
terchange on the A40 (I was looking
for an island) it took about half an
hour to get back to it.

When we found the Northwick
Park Hospital we orbited the one
way system, found the St. Mark�s

car park full and had to
go around again to find
somewhere to park.
Only an hour late! This
�seat of the pants navi-
gation� in London is
rather nerve racking for
those of us not used to
it.

We met Julia
Landgrebe (The
Thames Regions Poly-
posis Registrar) and
Kay Neale (St. Mark�s
Polyposis Registrar)
with a view to produc-
ing a UK polyposis
newsletter. They will
also contribute to the
Roar! polyposis page.
They have been consid-
ering a newsletter for
some time but did not
have the time to spare,
so when my head went
above the parapet (ac-
tually, Julia Williams told Julia
Landgrebe about the Roar! polypo-
sis page) they contacted me at the
same time as I sent them a letter. So
it was a case of syncronicity, or
happy coincidence.

The plan so far appears to have
a committee of editors: we will have
to see who co-ordinates who! We
hope to feature articles that will
interest polyposis people, such sub-
jects as genetics, treatment, personal
stories and reports of the tests into
chemoprevention. Publication will
probably be twice a year. We are
aiming for the first to be December
1999.

Afterwards, we drove down to
Bognor Regis. I had thought that the
M3 and the A3 went in the same
direction, but at the first services on
the M3, I found out how wrong I
was. It was raining and the prospect
of navigating across country seemed
daunting. So, I took the simple route,
straight down the M3 and turn left
at Southampton! It�s only about 50

miles further.
The next day at Bognor Regis

was the normal mixture for a British
summer of bright sun, high winds
and rain. At times it seemed all of
them simultaneously. We came back
on the Thursday, straight up the
middle of the country. When I got
home, I thought at least I wouldn�t
have to drive on the M25 for a year.

Then I met my brother and he
told me he was taking his daughter
to Rickmansworth on the Saturday,
as she will be living down there for
a couple years. What could do I, I
offered to ride shotgun. So back to
the M25 sooner than planned.

I hope to have a bit more for the
next issue. Contributions are wel-
come. If anybody would like a copy
of the only issue of the JDR UK
Polyposis Newsletter, I can print
copies on demand. My contact de-
tails are: 21, Clinton Street, DERBY,
DE21 6DH, Telephone 01332 361234

John D. Roberts
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Doctors in Minneapolis have
taken the concept of the Odour-
Eater and ap-
plied it to an
area of more in-
terest to pouch
owners:

The Toot
Trapper is a
small charcoal-
filled poly-
urethane cush-
ion (at least, I
assume it is
small!) to be
placed in the
u n d e r w e a r ,
where it ab-
sorbs hydro-
gen sulphide
gases. Appar-
ently, the
amount of gas released is reduced
by 90 percent, and so the Toot Trap-

Welcome to Emission Control
Tipped off by RLG member Sandy Hyams and her close reading of the Daily Telegraph,
Morag Gaherty delves into parts only the bravest will venture�

The Greater London West
branch of the ia are holding their
Christmas "do" on 4 December 1999
at Northwick Park Hospital, Har-
row, and members of the Red Lion
Group are warmly invited to join
forces for an afternoon of seasonal
spirit.

Everyone is meeting up at 2pm
in the newly-refurbished restaurant,
and you are asked to bring along a
small food contribution (a plate of
sandwiches, cakes or nibbles etc).
Tea and entertainment will be pro-
vided, and the afternoon will finiish
at around 5pm, or whenever people
decide to stop talking!

There is no entry charge, but
please phone Jan Woodhouse on
01753 859781 by 21 November if
you are able to come, so that she can
organise numbers. This would be a
lovely way for the Red Lion Group
and the ia to forge closer links, and
I hope many of you will be able to
go.

Aga Do Do Do

 Want to get one? If you are on
the internet, you can find out more
at http://www.flatulence-
filter.com/page4.html. Alterna-
tively, phone 001 1 410 631 4776, or
fax 001 1 281 933 2731, or write to:
Ultra Tech Products Inc, 11191
Westheimer #133, Houston, TX
77042-3222, USA. The Toot Trapper
costs $39.95 plus $14 airmail post-
age.

The manufacturers say the Toot
Trapper will have the following ef-
fects, and marriages have even been
claimed to have been saved:

� Reduce the side effects from
diseases: Diabetes, Crohns, Colitis,
Irritable Bowel Syndrome (IBS), etc.

� Relatives, co-workers, friends
no longer complain.

� Reduce environmental pollu-
tion for others.

� Eat what you want without
the ugly odour and embarrassment.

per is considered to have �thera-
peutic potential for those suffering

from exces-
sive offensive
rectal gas�.
The thera-
peutic poten-
tial for those
who work
with suffer-
ers is no
doubt also
significant!

I have
found a
m e d i c a l
website re-
viewing this
product, so it
must be more
than a gim-
mick - unfor-

tunately, I can�t tell you much more,
because the website was all in Dutch!

In a bid to recycle waste, pouch surgeons turned their attention to the playground
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Putting it in Writing
Press Officer Christopher Browne drops some handy hints about getting into print

Did any of you watch a recent
BBC2 series called Reckless, about a
colon surgeon and his management
consultant wife? One scene showed
him on a lecture tour of Finland,
where he told his audience that the
image of colorectal surgery was
poor. �It is like going up a hill back-
wards,� he said ruefully.

Thankfully, the patient
work of gastroenterologists,
health experts and support
groups is slowly removing the
Great British Public�s smutty
view of bottoms, lavatories
and all things anatomical.

I recently asked Talk Ra-
dio (a London-based radio
station) to run an item about
the Red Lion Group seeking a
fund raiser. My contact there
was very enthusiastic and
said he was sure they could
put something in their Good
Causes slot. He assured me
I�d be hearing from one or
two producers very soon.

Silence. No phone calls.
As a jaundiced journalist, I
am used to such disinterest. So I
chased it up. They told me there had
been a change of owner (the station
was bought that week by former
Sun editor Kelvin MacKenzie and
Rupert Murdoch�s News Interna-
tional) and good causes had lost
their flavour (Gosh! We�ll have to
give them the sherbert lemon vari-
ety next time). This was an excuse,
not a reason.

Though the item was a genuine
and worthy plea, it needed a strong
angle to succeed. News must be
linked to an event (preferably a ca-
tastrophe) or an item of human in-
terest. This had neither. If, for in-
stance, I had said we raised £500,000
from a London-Birmingham Skate-
board Marathon, it would have been
used instantly.

The second lesson of PR is that it
must be geared to its market. If you
are writing a Guardian or Independ-
ent feature, you can afford to write
in-depth and embellish it with some
technical knowledge. Whereas the

Mirror just wants to know about the
Bare Necessities.

Now, this leads to another
thought. Has it struck you that as a
Red Lion Group member, YOU may
be able to get into the pages of your
local newspaper? It could be a local
Red Lion darts team challenging
another charity (if the news pages

are not interested, try the sports
editor) or a pub quiz based on health,
sponsored by the local Red Lion
Group branch. Then there�s that old
favourite, karaoke: you could have
an evening of stand-up with a lion
theme and songs featuring animals.
Or a dinner with a well-known ce-
lebrity as a speaker. That is sure to
get a mention in the people-hungry
media. Why, pray, does the Red
Lion Group AGM always get a write-
up in the two local Harrow newspa-
pers? It is because our patron is a
noted broadcaster and commenta-
tor � and if we just happen to have
an influential speaker on the agenda
or feature a song-and-dance routine
during the day, that always gets a
line or two as well.

So, if by chance you are involved
in a Red Lion event in your area or
region, do contact your local news-
paper and see if they will publish a
news item about it. You could try to
cultivate a rapport with the news
editor anyway, by phoning and tell-

ing him/her about the Red Lion
Group and our work. �New char-
ity, local group, modern surgery,
Claire Rayner as patron, and any
local events� would be your key
themes. For, as you know, any pub-
licity item, whether 2 lines or 2,000
words, helps our cause. Many of
you have already shown your true

mettle with both moving and
funny letters and articles in
Roar!.

Writing a letter to your �lo-
cal� is another good source of
publicity � for it has your name
and link with the Red Lion
Group at the foot of the piece.
You could choose one of a vari-
ety of subjects: a comment piece
about Health Service bureauc-
racy, perhaps; your fears about
the threatened closure of a gas-
troenterology unit at your local
hospital; or your views on one
of a large number of contempo-
rary health issues. These are
always being debated in Let-
ters Pages � and we�re all inter-
ested in our own health and

well-being, and any ideas or cures
that can enhance them.

If, however, you happen to come
across a forty-five year old pouch
owner who gives birth to quadru-
plets, or a Red Lion Group member
who performs a strenuous feat like
canoeing across a notorious stretch
of rapids (we�ll leave the Grand
Canyon to the Knievels), this may
well have a national audience. So
please contact me, and we can dis-
cuss suitable ways to highlight it in
the dailies, Sundays and even on the
box.

It just so happens that this month
would be an ideal time to make a
start to your Red Lion Group media
career. Phil Smith, our assistant so-
cial secretary, is sending a specially
written Letter to the Editor to reps,
for them to send to their local news-
papers. This will tell readers about
what we do and how they can join
us if they have a colon (or semi-
colon) connection. It would be most
timely for you, too, to make contact
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with your local paper, and increase
our chances of getting some useful
coverage. If you too would like a
copy of the letter being sent to the
reps, please contact Phil, whose
address is on the last page.

So brush out your manes and
see what you can come up with.
And just to give you another incen-
tive, I have started a Red Lion Group
cutting book which includes all items
of publicity that appear about us in
newspapers and magazines. I am
also launching a competition with a
prize for anyone who can get any-
thing published anywhere (whether
it�s in your company newsletter,
trade journal or local newspaper) in
the next six months. So do send me
anything you get into print for the
cuttings book, and the best items
will also be published in Roar!.

In the meantime, if you would
like any advice about PR or wish to
chat over publicity ideas, please
contact me, your Red Lion Group
Press Officer, on 0181-894 1598 or
chrisb@fdn.co.uk

With the Millennium approach-
ing, why not start laying a Red Lion
media trail? You may be surprised
at how many publications take up
the scent.

Poetry Corner
I Don�t Tell People That

My life goes on
Without my colon.
I miss it
But I don�t tell people that.
So now I have a plastic bag
Which has a tendency to sag.
I miss my 5 foot colon
But I don�t tell people that.
Of course, no-one really knows
Because it�s hidden by my clothes.
I still miss my big intestine
But I don�t tell people that.
How I wish I could poo again
Even though, before, all I felt was
pain.
Do I really miss my bleeding
colon?
No, I don�t tell people that.

Written by Gillian Appleby before
her recent pouch operation

Tips from Members
The following comments are taken from the responses to
the recent diet survey.

It is important to appreciate that
everyone�s reaction to foods is
highly individual. So what is sug-
gested as a tip may not work for
you, or may even have a detrimen-
tal effect.

However, these ideas should
give you something to try if you are
not happy with your pouch func-
tion at present.

�I always sit
down at a table when
eating, and concen-
trate on getting into a
relaxed state of mind
before starting. I try
to eat slowly.�

�For best pouch
function, I try to eat a
good mixture of food for
each meal�this avoids a severe reac-
tion to any one type of food.�

�Eating 10 marshmallows be-
fore going to bed seems to help
prevent/lessen leakage at night.�

�I have a banana each day after
lunch.�

�Not eating regularly or going a
long time between meals causes
watery output and anal irritation
[for me].�

�I�ve gone a whole week with no
potato and I�ve found I�m much better.
Gone from 6 - 7 to 3 � 4 times on the
loo.�

�[As I have to avoid lots of
foods], I supplement my diet with
Ensure!�

�[For me], too long between meals
causes painful wind and cramps.�

�Wind is increased the longer I
delay going to the toilet.�

�Since giving up smoking,
pouchitis attacks have been very much
less.�

�Drinking vegetable juice is
quite soothing on the digestive
tract.�

�Fish creates smelly stools.�
�Routine, balanced meals (me-

dium portions) with enough starchy
foods and less protein works best
[for me].�

�Onken bioyoghurt helps to settle
my pouch and to decrease wind.�

�Anything slightly off or out of
date causes increased urgency and
pouch irritation [for me].�

�I associate anal irritation more
with a change of soap powder on under-
clothes.�

�White wine settles my pouch �
usually taken socially, so maybe re-

laxation helps.�
�Physical activity

using stomach muscles
leads to increased fre-
quency.�

�I very rarely get
anal irritation. I drink
herbal alkalising
teas.�

�Globe artichoke is
brilliant [for thickening

stool].�
�Aloe vera (from Forever Liv-

ing) evens out consistency and is
excellent.�

�I have noticed if I eat cereal or
toast for breakfast then use the toilet, I
do not need the toilet until I eat again.�

�[My pouch is settled if I drink]
lots of fluids, especially water.�

�Stress and tiredness have a detri-
mental effect on [my] pouch.�

�I suffered from anal irritation
for the first few years but now al-
ways use Hackle wipes and now it
is no problem.�

�I avoid fried foods. I would recom-
mend a steamer!�

�More liquid output � seems to
be caused by apprehension [for
me].�

�Pouch function is slowed if I eat
first and wait an hour or so before
having a drink.�

�Cold drinks or very hot drinks
will speed [my] pouch function.�

�Eating a lot of fruit with pips or
seeds and skin will cause [my] pouch
function to speed up.�

�I find herbal tea helps to settle
the digestion, especially after a main
meal.�

�Light but continuous activity eg
gardening, walking [settles my pouch].�
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Q1. Were you admitted for
emergency surgery?

A surprising 40% (31 replies) of
you had the first stage of your op-
eration as an emergency, and about
half a dozen of the remaining 60%
(47) noted that their surgery was
�semi� emergency - that is, not
rushed straight into hospital, but
operated on within a matter of days
or weeks.

Q2. At what stage
were you offered the
pouch operation?

Despite the results to
question one, most sur-
geons found time to dis-
cuss the operation before
going ahead with any sur-
gery. 55% (43) were of-
fered the pouch operation
by the consultant before
any surgery took place,
and a further 26% (20)
were offered it by their
consultant after the ileos-
tomy was formed - as ex-
pected, the bulk of these
were emergency cases
where discussion before-
hand was not possible.

One respondent
wrote: �I was made aware
enough to be as informed
as possible. My husband was given
more detail, although we were both
unable to take much in. Options
were laid open for me so an in-
formed choice/decision could be
made on recovery�.

10% (8) were offered the pouch
operation at a second opinion, 6 of
them before any surgery was started
and 2 after the ileostomy was in
place. Of the remaining 9% (7) of
respondents, 2 asked for the opera-
tion themselves, a further 2 had the
pouch after many years with an
ileo-rectal anastomosis (dating from
before the availability of pouch sur-
gery), 1 got put forward for a pouch
after the �intervention of the stoma
nurse� and 2 provided no details.

Overall, then, the picture is quite

positive, that surgeons are offering
the pouch option at an early stage.
However, of course, perhaps this
question would be more interesting
if put to current ileostomists, to find
out why they do not have pouches.
Obviously, in many cases, such as
Crohn�s, this will be because a pouch
is not suitable, but there are likely to
be a good number of surgeons out

there doing ileostomies because it is
an operation they know, where a
pouch would be entirely suitable.

Q3. Did you ask for a second
opinion?

We are certainly a trusting lot.
Only 12% (9) respondents asked for
a second opinion, 86% (67) said they
did not, and a further 2 did not
answer, which suggests they did
not either.

Judging by the proportion of
respondents under St Marks, it
would seem that many GPs auto-
matically refer their patients to a
centre of excellence once surgery
becomes inevitable. More than one
person wrote that, given they were
at St Marks anyway, a second opin-
ion was therefore not necessary. A

handful of pouch owners were in
fact offered a second opinion by
their consultant, and so did not need
to ask for it themselves.

Q4. If yes, did you get similar
advice at the second opinion?

The answers to this question,
although the numbers are statisti-
cally small, are reassuring. 4 of the 9
people who answered this question

(so 44%) received simi-
lar advice at their second
opinion. A further 4
(44%) received more de-
tail. Only one person re-
ceived different advice,
and that was practical
rather than surgical: she
was told to go and com-
plete her family before
any surgery.

Q5. For how long did
you wait for the first/
only stage of your sur-
gery?

For the vast majority
of pouch owners, stage
one was done within six
months of the decision to
operate being taken. In-
deed, 38% (30) had it
done within one month,
a further 18% (14) in 1-3
months, and a further

17% (13) in 3-6 months. This does
not even take account of the 12% (9)
people who left this question blank
because they were emergency ad-
missions, and so they had no wait at
all.

Only 12% (9) respondents
waited between 6 and 12 months,
and only 4% (3) waited for more
than a year.

Q6. If relevant, what was the
gap between the first and second
stages of your surgery?

St Marks usually suggest wait-
ing at least 10 weeks between these
two stages, and this is mirrored by
the fact that 51% (40) waited be-
tween 1 and 6 months - 28% (22)
were operated on between 1 and 3
months later, and 12% (18) between

Pouch Surgery Survey Results
In the Spring issue of Roar!, we asked you to provide some factual details about your
pouch surgery. We got 78 replies, and the results are analysed here.
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3 and 6 months. Many of these will
have been around the 3 or 4 month
mark, which is in line with the St
Marks guidelines.

26% (20) waited 6-12 months,
8% (10) waited for more than a year,
and 9% (7) left this unanswered,
presumably because they had a one
stage procedure. For those who
waited more than a year, 4 had their
second stage within 15 months, a
further 4 within 2 years, one had to
wait 5 years, and another waited 30
years (because the operation had
not existed when his ileo-rectal anas-
tomosis was originally done, not
because of a huge waiting list!).

Q7. If relevant, what was the
gap between the second and third
stages of your surgery?

For 67% (52) of you, this ques-
tion was not relevant. Of the re-
maining 26, 54% (14) had their third
stage 1-3 months after the second,
27% (7) had it within 3-6 months, 3
had it within 6-12 months and two
waited for more than a year.

Q8. If you waited more than 6
months between any stage, please
say why

The good news is that, of the 35
replies to this question, very few of
these delays were caused by bu-
reaucracy. 40% (14) were held up
because they were not well enough
for surgery earlier, 20% (7) were
because of personal convenience
(despite the fact that most people�s
surgery was on the NHS!), 14% (5)
were because of lack of resources or
a waiting list and 9 were for the
following diverse reasons: pouch
did not exist at the time (2),
breastfeeding baby, not sure if suit-
able, making the decision (2), to put
on weight, no details and one who
was forgotten:

�A doctor returning from a pe-
riod in South Africa was checking
on patients he had seen before go-
ing but could not find any follow up
on my notes. He telephoned my
home but I was out shopping, so he
telephoned my contact number,
which was my husband at work. He
delicately asked if I had passed
away, as he could find nothing of
my having had the reversal, and no
checkups. After that, things moved

fast�� Well, thank heavens for con-
scientious doctors!

Q9. Where did you have your
surgery?

Not surprisingly, as the Red Lion
Group was originally a St Marks
support group, 36% (28) of respond-
ents had their pouch surgery there.
4% (3) respondents gave no details,
and two each had their pouch sur-
gery at: BUPA Bristol, Nuffield Ply-
mouth, London Clinic, Norfolk &
Norwich and Cambridge
Addenbrookes.

37 other hospitals were each
mentioned by one person, located
all over the country. As many of the
hospital names were unfamiliar (to
me) as locations where pouch sur-
gery is being performed, that would
suggest that many surgeons are
branching out into this field on small
numbers of cases. Of course, this a
good thing, but the risk of complica-
tions is usually expected to be higher
than at a centre of excellence.

Q10. Did you go NHS or pri-
vate?

The vast majority (83% or 65) of
you had your pouch surgery on the
NHS, with only 17% (13) going pri-
vate. There was no significant dif-
ference in waiting times or compli-
cation rates between the two routes.

Q11. Did you have any surgi-
cal complications?

Although 35% (27) of you did
report some level of surgical com-
plication arising from your pouch
surgery, this did not result in your
pouch needing to be refashioned
(question 13) for the most part.

Adhesions represented 26% (7
cases) of the complications reported,
followed by abscesses (15% or 4),
infection (7% or 2), fistulas (7% or 2)
and excessive blood loss (7% or 2).
Four pouch owners had a long list of
complications including many of the
above, and it is a sad fact that once
one complication sets in, this in-
creases the likelihood of others aris-
ing. Six respondents gave other de-
tails.

You should bear in mind that
pouch surgery is often a multi-stage
procedure, and so the risk of surgi-
cal complications may be higher than
for other procedures simply because

the patient is being opened up so
many times.

Q12. Did you ask about your
surgeon�s previous pouch experi-
ence before surgery?

More of you did not ask about
your surgeon�s pouch experience
than did (53% or 41 to 47% or 37),
although a few members pointed
out that they already knew of their
surgeon�s reputation in this field,
and so did not deem it necessary to
ask.

It is perhaps a very British thing
that we find it hard to question
someone who is about to perform a
relatively new and complex proce-
dure on us about their experience.
On the other hand, from the sur-
geons� point of view, this reticence
probably allows the skill to develop
outside the centres of excellence in a
way that it would not in other parts
of the world. Some surgeons made
a point of offering details of their
experience (or - in some cases - rela-
tive lack of experience) without
needing to be asked, which is to be
applauded.

Q13. What was your illness?
As usual, the vast majority of

respondents had their pouch formed
because of ulcerative colitis (91% or
71), which mirrors the makeup of
our database. 8% or 6 respondents
had polyposis, and one was diag-
nosed as Crohn�s colitis.

Q14. Have you had your pouch
refashioned at any stage, and if so
where was this done?

Reassuringly, despite the high
level of surgical complications aris-
ing (question 11), only 8% (6) pa-
tients had to have their pouch
refashioned.

Four of these chose to go to St
Marks as a recognised centre of ex-
cellence (three of these pouches had
been originally done elsewhere), one
returned to the Nuffield Plymouth
where the original operations had
been performed, and one gave no
details.

Q15 Did you speak to other
pouch patients before deciding on
pouch surgery?

Clearly, those who had their
pouch surgery a number of years
ago were far less able to talk to other
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pouch owners in order to come to a
decision about whether to go ahead,
simply because the procedure was
so rare, and at the time pouch sup-
port groups did not exist.

Happily, however, 55% (43) of
you were able to take advantage of
the experience of other pouch own-
ers in order to come to an informed
decision. 45% (35) of you did not,
but some of these were able to talk
to other pouch owners after they
had made their decision, in order to
try and learn as much as possible
about what to expect.

Q16. Did you join any pouch
support groups while considering
surgery?

Although 69% (54) of you did
not, this is now changing as stoma
nurses across the country have be-
come more aware of the existence

and work of the Red Lion Group.
Many of our new members do not
yet have pouches but have been put
in touch with us through their stoma
nurse in order to help them decide
whether to take this step. I would
imagine, therefore, if we asked the
same question in a year�s time, the
percentages would be quite differ-
ent.

Q17. How did you find out
about the Red Lion Group?

For the most part,  potential and
existing pouch owners discovered
the Red Lion Group through their
hospital: via their stoma nurse (38%
or 31), their consultant (9% or 7) or
a hospital noticeboard (10% or 8).

However, 8% (6) found out
about the Red Lion Group from
another pouch owner and a further
26% (20) from a variety of sources

Plans to make the eye test harder were scrapped due to logistical difficulties

including other pouch support
groups: ia Journal (6), mailing from
St Marks (3), �by post� (2), reading
a magazine (2), Convatec (1), per-
sonal contact (1), Kangaroo Club
(1), NACC (10), personal research
(1). 6 could not remember how we
came into their life, and 2 provided
no details.

Stoma nurses are a key source
of information for potential pouch
owners, and we have had good links
with some hospitals for some years
now. However, it is only in 1999
that we have been able to make all
stoma nurses aware of the Red Lion
Group, and indeed some have joined
as members in their own right, so as
not to miss out on the newsletter. I
hope this will gradually be reflected
in a proportionate increase in non St
Marks patients.
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In this case, Hal�s wife found
her illness greatly improved by ap-
plying a very restrictive oriental diet,
and the two of them have since gone
on to write a book of recipes using
only foods permitted in that regime.
Although the diet was used instead
of surgery for her, it may well be
that aspects of it may help pouchitis
sufferers. As usual, please do write
in with your experiences if you try
it.

This is what Hal has to say:
�If you have colitis and go to a

regular doctor who practices West-
ern medicine, he will tell you in all
honesty, he cannot cure your dis-
ease. If you are lucky, he can control
it with drugs, but he cannot make it
go away.

Two years ago, my wife�s ul-
cerative proctitis turned into raging
ulcerative colitis. After dealing with
a gastroenterologist whose only so-
lutions were steroids and surgery,
neither of which were acceptable,

my wife and I went to a doctor of
Oriental medicine.

He gave her a diet that was very
restrictive. She could eat no meat or
meat products including beef,
chicken, fish, pork or turkey. No
wheat or wheat products including
breads, cake and pasta, no corn, no
rice, no potatoes, no dairy, no fruit
or fruit juices, no nuts, vinegar, to-
matoes or tomato products includ-
ing ketchup and spaghetti sauce, no
peanuts or peanut butter, no alco-
hol, including wine and beer, no
oats, no barley, no mushrooms, no
sugar, no candy or chocolate, no
caffeine including coffee and tea, no
spices, no egg yolks, no canola oil,
corn oil or palm oil.

What she could eat were all soy
products (tofu, soy flour, tofu
cheeses), all beans, all millet prod-
ucts, buckwheat, miso, olive oil, gar-
lic, all vegetables, sweet potatoes,
herbs, avocados, herbal teas, veg-
etable juices, Egg Beaters and egg

More cookery for colitis sufferers!
In issue 12, we introduced you to the Culinery Couple�s Creative Colitis Cookbook, and have
reproduced another recipe from that cookbook in this issue. However, while surfing the
Net, I discovered another website devoted to diet and ulcerative colitis, written by Hal
Heisler.

whites and sea salt.
From these limited ingredients I

created recipes and fashioned a diet
that not only tasted good, but, I
believe, gave her control of her ul-
cerative colitis.

Today she looks great, feels ter-
rific, takes no drugs and is totally
asymptomatic as long as she stays
on the diet.

We have since added rice,
chicken, turkey, fish and some
cheeses to what she can eat.�

Here is a sample recipe:

Soy, Millet and Buckwheat
Kugel
One cup soy flour
½ cup millet flour
½ cup buckwheat flour
One and a third cup water
Five tablespoons olive oil
Seven garlic cloves
Two small to medium courgettes
½ medium onion
Sea salt
Four sprigs rosemary
Grated tofu parmesan cheese

Whisk together soy, millet and
buckwheat flour with water, salt
and two tablespoons olive oil. Grate
in garlic with coarse grater. Chop
courgette and onions into small
pieces. Add to batter. Chop rose-
mary very fine and add. Mix all
together.

Coat 12" by 6" casserole dish
with olive oil. Pour in batter. Bake in
350 degree oven for 45 minutes.
Remove and sprinkle with tofu
parmesan cheese. Let cool. Eat. En-
joy.

If you�d like a copy of The Colitis
Cookbook, containing over 60 origi-
nal recipes, send an international
money order made out to The Coli-
tis Cookbook to Hal Heisler

2044 Holmby Avenue, Los An-
geles, CA 90025-5908, USA for the
amount of $15.95. (includes inter-
national postage).
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More on Scars
Pat Robson gives us some feedback on the subject of the Cica Care gel sheet to reduce
scarring, mentioned in the last newsletter

On reading my copy of Roar!
(issue 13), I felt I must respond to
the article on page 15 entitled
Scar Tactics.

Two years ago, I had my
colon removed and a pouch con-
structed. I was in a great deal of
pain after this procedure, and
after a good deal of soul-search-
ing and numerous hospital vis-
its, I decided to have the pouch
removed and my ileostomy
made permanent. After the sec-
ond operation, the scar on my
abdomen was quite sore and
red, especially from the navel
upwards.

I had read about the CICA
CARE gel sheet, so decided to
try it. I found the sheet helped
reduce the redness of the scar,
from the navel upwards, and it
also helped flatten the scar. One
thing that I did notice was that the
pulling sensation around my navel
reduced greatly. Because I need to

wear an ileostomy bag, I couldn�t
treat all of my scar, but I was very

pleased with the part I did use the
Cica Care on. Incidentally, a few
weeks ago I had a mole surgically

Although this article might
prove useful in some cases it is pri-
marily aimed at those following
colorectal surgery but still have
some large colon remaining.

It is widely acknowledged that
in the main most pouch owners will
experience 3 � 7 bowel movements
in a 24 hour period therefore the
goal to return to no more
than 3 bowel movements a
day might seem a little
unrealistic. Any increase in
fibrous foods, such as
prune juice, will ultimately
increase pouch function.

It should also be
noted that Metamucil is
not available in the UK,
however the equivalent
medication would be

Looney Prunes
Julia Williams offers a few thoughts on Annette Bisanz�s
bowel control article on page 2.

Fybogel or Normocol (both avail-
able on prescription).

If someone does have a high
pouch frequency i.e., more than
12 bowel movements per 24 hours,
bulking agents such as Imodium,
Codeine Phosphate and Lomotil
can be helpful if taken as pre-
scribed. The article mentions how

fluids increase the muscle
movement of the gut

(peristalsis) and it is for
this reason that some
pouch owners are ad-
vised to separate their
solids and liquids at
meal times, i.e. avoid-
ing drinking with meals
and drink either half
hour prior to or after a
meal.

removed, and the gel has helped
reduce the scarring.

After my operation, I felt my
body had been mutilated. I had
never had surgery before and
didn�t know what to expect, cer-
tainly not staples in my abdo-
men! And to have that twice in a
matter of eight months was just
too much. So when I read about
Cica Care, I thought �I�ll try any-
thing to help reduce the scar-
ring�. £35, although expensive,
was money well spent.

We know our bodies will
never be the same after major
surgery, but every little helps us
get our self-esteem back and
makes us feel human again.

I�d say, if you can afford it,
try it. By the way. I had no irrita-
tion to my skin. And the gel does
not get rid of the scarring, but it

definitely reduced it for me; I ap-
preciate that it may not do so for
everyone.
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Calling all Pouch
Owning Parents

Recipe Corner

Internet News
http://www.healthshop.com

We have been approached by a
stoma nurse for a leaflet designed to
explain to children about their par-
ent�s pouch.

Before tackling this project, we
would appreciate Red Lion Group
members� thoughts on:
� would such a leaflet have been

useful for you and your own
family?

� what information should be in-
cluded?

� even more importantly, what
kind of things should be ex-
cluded?

� how should the information in
the leaflet be pitched?

� is there anything else relevant
to this topic?
We are also aware of the exist-

ence of a little booklet designed for
children of ileostomists, explaining
about the stoma.

We will need to investigate how
to go about getting hold of a copy,
but if anyone would find it helpful,
please could they contact the Liai-
son Officer using the contact details
shown on the back page of this news-
letter.

warmed maple syrup. Recipe will
yield 12 pancakes.

From the Culinary Couple�s Crea-
tive Colitis Cookbook $12.75 includ-
ing P&P from the UK. Order via
their website at
www.colitiscookbook.com or call
free on 00 1 877-423-3438.

Rice Flour Pancakes (serves 4)
1 cup rice flour
1 tbs. sugar
2 tsp. baking powder
1/2 tsp. salt
1 cup rice or soy milk
1 egg, lightly beaten
2 tsp. olive oil or vegetable oil
1 cup maple syrup

Sift the rice flour, sugar, baking
powder and salt together in a bowl.
Beat in the rice milk or soy milk
until the mixture has a smooth con-
sistency. Add the beaten egg and
olive oil or vegetable oil and mix
until just blended.

Heat a non-stick griddle to 375
degrees or until it is hot enough that
drops of water splashed on the grid-
dle bounce and sizzle.

Lightly oil the pan. Ladle the
pancake mixture onto the griddle to
form 4 inch cakes.

Turn the cakes once the bottom
has browned and bubbles appear
on the tops. Cook the cakes for an
additional two minutes.

Serve the pancakes with

This website claims to be the
most comprehensive natural health
store in the world and it certainly
seems to be a good place to research
alternative treatments and to obtain
almost any kind of health store prod-
uct (although of course, it will be
shiopped from the US), with many
special offer prices. There is also an
Ask the Experts section (one item
from which has been reproduced

on page 18 of this newsletter), a
section to help you devise your per-
sonalized health planner and a sec-
tion devoted to specific interest top-
ics (such as Stress Management,
Women's Health, Chronic Condi-
tions etc).

The Community section con-
tains bulletin boards for you to in-
teract with other users of the
healthshop.

http://www.mdanderson.org/depts/hcc/
This section of the M D

Anderson Cancer Center's website
deals specifically with hereditary
colon cancer and related matters,
which is highly relevant to families

in which polyposis exists.
John Roberts, the author of our

Polyposis People section, first
alerted us to the existence of this
site.

http://listserv.acor.org/archives/desmoid.html
This is the website address for

the Desmoid Tumor Online Sup-
port Group, which includes a chat
room, a bulletin board and a very

detailed glossary of all the terms
you are likely to come across during
your treatment.
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£

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

Please support the
Red Lion Group

Deeds of Covenant
John White explains how the Treasury can also support the Red Lion Group financially
� with a little bit of help from our friends!

As your new Honorary Treas-
urer I have been asked to explain a
few details of deeds of covenant. It
always seems to me that people
get worried about these, con-
sider them complicated and
think they have to pay over more
money.  Well they aren�t com-
plicated, cost you nothing and
the only person who need worry
at all is your treasurer as he or
she has all the book work to do.

A deed of covenant is an
agreement that you sign, stating
that you will pay a certain sum
of money to a registered charity
for a minimum of four years.  It
can be for any length of time
over four years but the usual is from
four years to ten years.  It can only
be signed by a person who pays
income tax.

The reason for this is that the
charity is allowed to claim back tax

the donor has made on the amount
given grossed up at the moment at
23%.  This will go down next year to

22% due to the proposed reduction
in the income tax rate. At present
what this means is that for every £1
given we can claim back 30p. So if
you covenant for f10 per year the
tax reclaimed is f2.99, so in effect

you have given £12.99 as we have
claimed from tax paid by you to the
Inland Revenue. Don�t ask me where

the other 1p goes: in the Treas-
ury I suppose!!

There is also the gift aid
scheme, whereby if a person
who pays income tax wishes
to donate £250 or more to a
charity in one lump sum, they
can complete the special form
obtainable from me, and we
can then obtain the appropri-
ate amount from the Inland
Revenue. I understand that the
amount is to be reduced to
£100 shortly which will yield a
further £29.88.

As I said at the beginning it
doesn�t cost the donor any more
cash and it is a very worthwhile
way to pay your subscription. If you
have any queries I shall be pleased
to try to answer them.

Bowels for Sale
No doubt colorectal surgeons

up and down the country have been
queuing up to get hold of this very
special offer, originally printed in
the Nottingham Evening Post:
�Bowels, size 5 Taylors, with grips,
set of 4, still boxed, £50�.

Articles you may
have Missed

For the benefit of newer mem-
bers, this little section mentions the
most important articles for pouch
owners that have appeared in pre-
vious issues. Earlier issues can be
obtained on request from the Liai-
son Officer. Please enclose a large
SAE (31p stamp for 1 issue, 60p for
2 or more).
� Prescription exemptions (and up-

date) � issues 4 and 10
� Family planning � issue 5
� Electrolyte Mix, St Marks Formula

� issue 8
� Keys for disabled toilets � issue 13
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Dietary, Herbal and Nutritional Strategies for coping with UC
The following question on ulcerative colitis was posed to the experts at http://
www.healthshop.com, which bills itself as the world�s most complete natural health
store. Naturally, all of the items mentioned can be bought via the website!

Q. I was diagnosed with ulcera-
tive colitis. For about a year, I used
the medication called (in the US)
Azulfadine to control my diarrhoea.
This drug comes with strong warn-
ings about liver damage and some
mild irregularities have appeared
with my liver already. Do you know
of an alternative?

K. Mathai replies:
Azulfadine is used as an

anti-inflammatory for ulcera-
tive colitis. There are some di-
etary strategies as well as some
nutritional and herbal strate-
gies that may help to control the
inflammation and diarrhoea.
Inflammatory bowel disease can
be aggravated by trigger foods,
and common trigger foods in-
clude dairy, wheat (including
barley, rye and oats) corn, cit-
rus, coffee and tea. In fact, any
food which you eat regularly
may be contributing to your con-
dition.

If you suspect that a certain
food or foods are trigger foods,
you can test whether these foods
are �feeding� your inflamma-
tion by eliminating the suspect
foods from your diet for 10 to 14
days.

�Challenge� the foods at the
end of this period by eating serv-
ings of the suspect foods at each
meal. Monitor your body�s re-
sponse; if you have symptoms,
you will know to avoid those
foods.

Here are some general guide-
lines for a dietary approach to man-
aging ulcerative colitis.

Eat a diet which is high in whole
grains (brown rice, millet, quinoa,
kasha, buckwheat and spelt). You
can puree cooked grains and add to
soups or make into cereals as you
introduce them into your diet. Eat
soy foods, which are nutrient-dense
and easy to digest.

Try tofu smoothies (tofu, ba-
nana or frozen or fresh fruit or ber-

ries, vanilla extract, honey and wa-
ter), and substitute soy milk in place
of cow�s milk.

Include generous amounts of
cooked vegetables in your meal
plans, puree them if necessary and
add to soups.

Use flaxseed and other foods
high in the omega-3 fatty acids �
these are anti-inflammatory foods

that send out chemical messengers
which quell inflammation. Grind 2
to 4 tablespoons of flax seed daily
and sprinkle on cereal or add to
soups or sauces, or use 1 to 2 table-
spoon of flax seed oil daily. Fresh
salmon, tuna (or canned albacore
tuna), mackerel or sardines are also
excellent sources of these omega 3
fatty acids, so try to have servings at
least three times per week.

Limit processed foods with ad-
ditives, preservatives and chemi-
cals and eat organic foods when

possible.
Keep your intake of simple sug-

ars and white-flour processed prod-
ucts (e.g., cakes, candies, pastries,
white bread) to a minimum.

Carminative herbs have vola-
tile oils which aid in improving the
tone of the intestinal muscles, re-
ducing the occurrence of spasms

and may be helpful to control
your symptoms. Peppermint
is one of these carminative
herbs, and can be taken as
enteric coated capsules. The
recommended dosages are
two to six 0.2 ml capsules daily
in liquid form and 2 to 4 grams
per day as a powder.

Ginger is another anti-in-
flammatory herb which may
be used for ulcerative colitis.
The recommended dosage of
dried ginger is 0.25 to 1 gram
per day.

The herb tumeric contains
the volatile oil curcumin,
which supports anti-inflam-
matory pathways in the body.

A recommended dose of
curcumin is 400 to 600 mg
three times per day.

Due to your ulcerative
colitis you may have general
nutrient deficiencies, particu-
larly of the nutrients magne-
sium, vitamins K, E and C,
zinc and copper. Supplement
daily with a general multi vi-

tamin/mineral supplement, and use
a supplement to ensure a healthy
population of bacteria in the intes-
tines, including lactobacillus acido-
philus and fructo-oligosaccharide
(FOS).

Stress is a significant factor in
ulcerative colitis and other forms of
irritable bowel disease, so consider
integrating some forms of stress re-
duction techniques in your daily
routine, such as exercise, medita-
tion, biofeedback or hypnosis, or
counseling.
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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 Red Lion Group rep, please
contact Morag Gaherty (phone number on back page).

BEDFORDSHIRE
Wendy Gunn Luton 01582 423714
BERKSHIRE
Liz Davies Langley 01753 586593
CAMBRIDGESHIRE
Joyce Shotton Peterborough 01733 706071
CLEVELAND & NORTH YORKSHIRE
Christine Jackson Saltburn 01947 840836
CUMBRIA
Jonathan Caton Kendal 01539 731985
DERBYSHIRE
John Roberts Derby 01332 361234
DEVON
Gill Tomlin Kingsbridge 01548 810028
DYFED
Briony Jones Haverfordwest 01437 765359
Bruce Dibben Haverfordwest 01437 731436
EAST SUSSEX
Lisa Critchley Brighton 01273 699286
ESSEX
Peter Zammit Benfleet 01268 752808
Clare Shanahan Ilford 0181 591 2936

GWENT
Robert Challenger Cwmbran 01633 866820
HAMPSHIRE
Phil Smith Portsmouth 01705 426541
Les Willoughby Winchester 01962 620012
HERTFORDSHIRE
Carol George Stevenage 01438 365707
KENT
David Irving-James Folkestone 01303 894614
Phil Elliment Barnehurst 01322 558467
LANCASHIRE
Joan Whiteley Clitheroe 01200 422093
MERSEYSIDE
Blanche Farley Liverpool 0151 924 4282
NORFOLK
Sandy Hyams King�s Lynn 01485 542380
Sylvia Mist Norwich 01692 580095
NORTH LONDON
Susan Burrows 0181 882 5318
NORTHAMPTONSHIRE
Cynthia Gunthorpe Kettering 01536 482529
David Smith Northampton 01604 450305
SOMERSET
Clive Brown Chard 01460 234439
SOUTH LONDON
Andy Jones SE6 0181 690 1360
Jonathan English SW12 0181 673 0704
SUFFOLK
Anna Morling Leiston 01728 830574
WEST LONDON
Dee O�Dell-Athill W10 0181 960 6726

colin@odell-athill.demon.co.uk
WEST MIDLANDS
Linda Bowman Birmingham

0121 766 6611 ext 4332 or pager 0027
WEST SUSSEX
Amanda Metcalf Arundel 01903 885682
WILTSHIRE & DORSET
Bernadette Monks Salisbury 01722 327388
YORKSHIRE
Neil Anderton Leeds 0113 258 2740
Sue Appleyard Huddersfield 01484 311334

The term normal, although it
appears definitive, is a relative term
in relation to colonoscopy and
depends on a variety of factors. As
many as one in twenty cancers are
missed on colonoscopy.

If polyps have been found, a
repeat exam may reveal more polyps

in as many as twenty to thirty percent
of cases.

Missing of important
abnormalities occurs due to a variety
of factors.

These include poorly cleaned
colon or increased movements of
colon during the examination.

What does a “normal lower GI scope” mean?

Polyps may be hidden behind
the large colon folds and not easily
visible.

This happens especially where
the colon makes sharp turns (just
like it is easy to miss seeing an object
on a winding road than on a straight
road).

The information below is reproduced from Dr Minocha�s section in http://
www.mdanderson.org/depts/hcc/.
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CHAIRMAN
Brian Gaherty
16 Hill Brow
Bearsted
Maidstone
Kent
ME14 4AW
Tel (home): 01622 739034
Tel (work): 0171-213-5679
E-mail: gaherty@cwcom.net

VICE-CHAIRMAN
Stuart Porter
19 Tudor Road
Harrow Weald
Middlesex
HA3 5PO
Tel: 0181-863-9153

SECRETARY
Inez Malek
33 Trevor Square
London
SW7 1DY
Tel: 0171-581-4107
Fax: 0171-584-0675

TREASURER
John White
44 France Hill Drive
Camberley
Surrey
GU15 3QE
Tel: 01276 24886

Contact the Red Lion Group
LIAISON OFFICER &
NEWSLETTER CO-EDITOR*
Morag Gaherty
Address, e-mail and home
telephone
number as for Chairman

SOCIAL SECRETARY
David Irving-James
6 Gloster Close
Hawkinge
Folkestone
Kent
CT18 7PP
Tel: 01303 894614

PRESS OFFICER
Christopher Browne
3 Manor Court
Manor Road
Twickenham
TW2 5DL
Tel (home): 0181-894-1598
Fax: 0181-755-4816
E-mail: chrisb@fdn.co.uk

CLINICAL NURSE SPECIALIST
Julia Williams
St Mark�s Hospital
Northwick Park
Watford Road
Harrow
Middlesex
HA1 3UJ
Tel (work): 0181-235-4110

ASSISTANT SOCIAL
SECRETARY & REPS�
CONTACT
Phil Smith
42 Adames Road
Fratton
Portsmouth
PO1 5QG
Tel: 01705 861907
E-mail: photoga@freenet.uk.com

NEWSLETTER CO-EDITOR
(DTP)*
Tim Rogers
64 White Lodge Close
Sutton
SM2 5TP
Tel: 0181 661 7778
E-mail: timr@dircon.co.uk

FUNDRAISING OFFICER
This position is currently vacant.
Anyone interested in applying
should contact the secretary, Inez
Malek (address and telephone
number on this page).

* contributions to the newsletter
should be sent to Morag Gaherty

PRESIDENT
Professor John Nicholls

PATRON
Claire Rayner

Join the Red Lion Group
� Quarterly newsletter with all the latest news, views and events
� Membership is £10 (free for hardship cases and under 16s) per annum
� 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 to read about in the Red Lion
Group�s newsletter Roar!?

We are particularly looking for
pouch-related articles, but we are
happy to publish practically any-
thing.

Perhaps you�ve taken up a new
hobby since having your pouch op-
eration? Or are there any clever lit-

tle 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 edi-
tor 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 fun and stimulating.

Don�t forget to look at
the Red Lion Group website
on the internet:

www.RED-LION-GROUP.MCMAIL.COM/


