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Notes
from the
editor

You couldn’'t make it up! Once
againthe May sunshinebeamed
downon 60 plus Red Lion members,
families and health professionals
at this year's Information Day at St
Mark’'s Hospital. It seems to happen
every year and adds some welcome
summer lustre to the day.

It turned out to be a special day
in other ways too. Ably planned and
organised by outgoing Chair Lisa
Allison, the day started with an en-
lightening history of the pouch by
our patron, Professor John Nicholls.
The talks that fol-
lowed were both
varied and topi-
cal. Two research
fellows who re-
cently joined St
Mark's, Mr Guy
Worley and Dr
Jonathan Segal, discussed key pro-
jects into the surgical control of uc
and coping with pouchitis - both
of which were aided by an £8,000
donation from RLG. You will soon be
able to read the transcripts of these
talks on the website (www.redlion-
group.org).

Do you suffer from poor posture
and/orfrequency?Ifyoudo, you'llbe
encouraged by the tips and advice
from committee member and pro-
fessional physiotherapist Theresa
Parr on pages 7 to 8 of this issue. As

We've the story
of a marathon
man with a
difference
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Theresarevealsinthearticleand her
Information Day talk, pelvic floor ex-
ercises and posture are much more
thanjustcatchy phrases favoured by
fitness gurus.

Another healthissue raised dur-
ing the Information Day workshops
was how to treat the various skin
irritations and ailments suffered by
both men and women after pouch
surgery. There seem to be no clear
answers to this, so if you have any
ideas or pet formulas you would
like to pass on please write to
Roar! (cbrowne@
brownemedia.
co.uk) so we can
include them in
the nextissue.

To contin-
ue our medical
theme, one of the
more startling findings of the past
year was RLG secretary Sarah Bow-
es-Phipps’s discovery of clear he-
reditary linksin someucand Crohn's
sufferers. To find out more read her
very movingand insightfularticle on
pages 11 and 12. It's probably one of
the first cases of authentic medical
research by a Red Lion member and
certainly a scoop for Roar!.

But Red Lion members’ exploits
don't end there. We've the story of
a marathon man with a difference
who overcame a series of medical
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crises while he waited...and
waited ..and waited for his
pouch operation (pages 4-6)
and the Red Lion Group's very
own version of lron Man 3 - the
mind-bogglingfundraisingfeats
of our new Chair David Davies
(page 13).

And where better than Fa-
cebook to tell your pals and
colleagues about these types of
experience which, dear readers,
you can now enjoy doing! For
thanks to Sarah B-P we have our
own Red Lion Group Facebook
page. Co-editor Tim Rogers tells
youmoreaboutthesiteand how
you can join it on page 8.

And finally please join mein
extending a very big thank-you
to Lisa for her warm, efficient
and hands-on stewardship of
the group for the last four years
- how time flies.

Happily, though, Lisais stay-
ing on the committee as our
Hospital Liaison. Her successor

isMrlron Manandwewishyouavery
successful tenure David!

« Some of you will remember John
White who was treasurer and a mem-
ber of the RLG committee for many
years. Sadly John, who lived in Cam-
berley, Surrey passed away in March
this year. The Red Lion Group wishes
our condolences to his nearest of kin.

Find us on
Facebook

facebook.com/Red-Lion-
Group-240314279320575/

Visit our website

redliongroup.org

Browse nearly every copy of Roar!
that has ever been published (in-
cludingissue 1from 1994) at

redliongroup.org/roar

For on-line support and advice from
other members or to share your
views about any aspect of life with
a pouch, please visit our on-line dis-
cussion forum at:

redliongroup.org/talk
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Winning a marathon the John Weight way

The Red Lion member’s operation at St Mark’s Hospital was confirmed and booked.
Now all he had to do was wait for his admission date. What could possibly go wrong?

Quite a lot, it seems

o

wenty-six years on and it's “no

colon and still rollin™ to echo
Laura Quigley's moving account in
the Autumn 2015 issue of Roar! My
two-stage operation happened a
longtimeagoand I've been meaning
to write a ‘pouch story so far’ article
for Roar! for sometime - so now that
I've retired, here goes.

It all started in 1979 when | was
diagnosed with uc, orwas it Crohn's?
It took doctors 10 years to decide
before they erred on the side of ul-
cerative colitis in all probability. My
bowel healthcare problem had been
getting progressively worse. | was
down to 9st 4lbs and a daily dose of
steroids was not having any appar-
ently beneficial effect.

Surgery was suggested several
times but a colostomy bag for an
activeyoung manwas notan accept-
able option for me.

In 1988, | was referred by my lo-
cal consultant to Central Middlesex
Hospital for an in-depth internal
examination. At the end of my stay
the specialist consultant came to
my bedside and told me that my
large bowel lining was showing
signs of dysplasia (a pre-cancerous
stage)and that surgery was nowvery
strongly recommended.

| was stunned but | still ex-
pressed my reluctance to go down
this path. However, hewentontotell
me of a relatively new surgical pro-
cedureinvolving the formation ofan
internal ‘pouch’instead of the tradi-
tional colostomy bag. This seemed
too good to be true. He asked me
if | would agree to a referral to the
consultant surgeon John Nicholls
at St Mark’s Hospital, then based
in London’s City Road. He was the
pioneer of this technique who later
became a professor and, of course, a
patron of the Red Lion Group.

Several months passed before
| travelled to City Road to meet
Mr Nicholls. He was very direct in
his approach and very thorough in
detailing the surgical procedure in-
volved supported by some freehand
sketches - a wondrous piece of re-

John Weight feeling on top of the world at Plateau Rosa in Zermatt,
the famous Swiss ski resort

plumbing and not without risks that
he was also careful to explain.

Statistics at the time recorded
a 1in 10 chance of failure - an ac-
ceptable risk | thought, not that |
had much choice now so an inpa-
tient stay was booked for the stage
one operation - a colostomy and
the construction of a /' pouch. The
stage two closure would follow two
months later. | could just about cope
with that!

My employer agreed to give me
four months' paid leave so all | had
to do now was wait.

My first inpatient booking was
postponed so all plans and arrange-
ments had to be stood down - which
meant another long wait.

/

Felled by a parasite

In the meantime, | thought |
would spend a weekend in Oxford
visiting friends and taking my mind
off the impending ordeal and per-
haps enjoying a curry and a few
beers. Unfortunately, it was not the
curry that put me back in hospital
again but the cryptosporidium para-
site that was piped in that weekend
from Farmoor Reservoir that sup-
plies Oxford's water.

The news bulletin at the time
advised children and the elderly to
take extra care as the “parasite can
cause gastrointestinal illness with
diarrhoeain humans”.

So for someone like me with uc
it was a disaster!



| spent two weeks in High Wy-
combe General Hospital on 4omg
of intravenous prednisolone before
my condition was brought under
control. Once back on my feet and
feeling better | returned to Oxford
- this time to include a light game
of tennis. But it wasn't long before
the ambulance was on court - | had
ruptured my left Achilles tendon!

| put this rather unfortunate
accident down to the fact that my
muscles and tendons must have
been weakened by the earlier high
doses of corticosteroids.

So, off to Oxford’s John Radcliffe
Hospital (JR) for a knee-high plaster
cast with an embedded high heel to
reduce the strain on the tendon. It
would be some months before this
would be removed and my resched-
uled bowel operation was only a few
weeks away!

A colon-free future

The taxi arrived alongside the
entrance stepsto St Mark’s Hospital.
The driver jumped out and opened
the rear door for me as if this was a
celebrity arrival - get me out of here!
| struggled to extract myself from
the rear of the taxi holding a pair of
aluminium crutches loaned by the
JR. Once afoot there was no stop-
ping me as | hopped up the entrance
steps. There was no going back!

The pre-admission nurse looked
a little perplexed. | tried to pretend
this was just another routine hospi-
tal visit - I'm aregular now, wellinto
double figures since the start of my
uc. Shefilled in the requisite pre-ad-
mission forms and checks and then
disappeared. Half an hour later she
returned - “I've spoken to the surgi-
cal team and they can rig up a hoist
for your [plastered] leg”. It seemed
like a marathon getting this far but |
was ‘in" and Mr Nicholls would very
soon be scrubbing up.

And so it came to pass that |
slowly emerged into a new world
withouta colon, atummy with arail-
way track of staples down the mid-
dle and tubes coming out of every
orifice! "Are you awake Mr Weight
-would you like a sip of water"?

Within hours | was being es-
corted around the ward with one
crutch and a saline drip instead of
the other to avoid any risk of deep
vein thrombosis.
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My progress was good and | was
discharged after two weeks with
ample supplies of colostomy bags
and stomatemplates. | boughta pair
of high-waisted trousers to make life
alittle more comfortable. The prom-
ised two-month wait for the return
leg became three before I was finally
booked in for the closure. At last |
would be ‘normal’again,alljoined up
and no plastered leg encumbrance
this time.

The next 10 days in St Mark's
passed fairly quickly - getting used
to my new bowel configuration and
getting fit again by walking up and
down the stairs to the courtyard
garden as often as | could with the
occasional loo stop. The nursing
staff omitted to tell me about the
pouch stool acidity caused by the
residual gastric acid so | was a little
sore initially. The acidity would have
been neutralised by my large bowel
had it been present. So this was the
time that meticulous cleanliness
and barrier creams entered my life.

Two months after being dis-
charged and | was back for a post-op
review. | had been getting leakages,
typically when out shopping. My
pouch output seemed quite fluid.
The consultantthought I might have
pouchitis and prescribed s00mg
Metronidazole suppositories. | have
been on them ever since - over 26
years. Without them | simply could
not survive.

For years now | have been using
two to three suppositories a week
on average - they seem to keep the
inflammation in check even though
repeated use of antibiotics is gener-
ally not recommended. Some years
later another consultant suggested
a two-week blitz of Ciprofloxacin
and Metronidazole tablets to com-
pletely remove the inflammation
ratherthan maintainitatalow level.
However, within five days of com-
pleting this regimen the pouchitis
had returned.

Stretchered on a wooden door

Forthefirstioyearsoflivingwith
my pouch | was not troubled with it
atall.l putweightbackon, I travelled
allaroundtheworld, played football,
windsurfed, skied and swam - life
was back on the fast track save for
a few unpleasant derailments - the
dreaded adhesions and attendant
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agonising bowel blockages.

Most times these would sort
themselves out within a few hours
or overnight. However, on four oc-
casions a hospital inpatient stay was
necessary - twice in Luton, once in
Walsall and once in Male in the Mal-
dives. The Walsall stay was the scari-
est - no bowel movement for seven
days. The surgeon was seriously
considering operating when sud-
denly there was some movement. |
think it must have been the onset of
panic. | can't say how happy | was to
get out of there unscathed!

The Maldives experience does
merit some mention as the costs
were covered by a Red Lion Group
recommended insurer at the time.
The episode occurred the day before
we were due to leave Komandoo
Island to return to the UK. After a
night of severe colicky tummy pain
my wife called the island resort re-
ception foradoctor. The nearest was
stationed on a larger island nearby,
a 30-minute high-speed motorboat
away. On arrival the doctor adminis-
tered some painkillers and muscle-
relaxing medication and arranged
foratransfer to a hospital in Male.

Ilhadtogobackonthemotorboat
with the doctor to the neighbour-
ing island where | would catch the
scheduled seaplane flight to Male,
the capital city. My wife frantically
packed our suitcases while | looked
on helplessly. Four of the resort
staff turned up with a wooden door
that had just been removed from its
hinges - this was the best they could
do for a stretcher! - | was loaded on
board and lugged along the sandy
track through the palm trees to the
jetty, stoppingalongthewayforeach
of the bearers to change cornersand
swap load-bearing arms. Overhead
the sun burned down both blinding
and cooking me on this makeshift
hotplate. Bythetimewereachedthe
jettythecolicky painshadreturned.|
was carefully laid down to rest while
my wife settled the hotelbilland the
boat was prepared for departure.

| don't remember much about
the sea or air journey to Male, just
the acute pain and the concerned
faces of helpers and onlookers. At
the airport, a water taxi and then an
ambulance ride got me to the allot-
ted hospital. | was put on a drip and
given some more medication and



allocated to a room with two single
examination beds but no bedding.
My wife checked in at a nearby four-
star hotel - the one the BA pilots
used as it turned out.

By 5pm that day my bowels
started moving again and | began
to feel a lot better, even so | had to
spend the night at the hospital for
observation. The other spare bed
in my room was in continual use
with the coming and going of local
patients and their families - | think
it must have been an A&E side ward.
At one time a pregnant woman was
there with an extended family of
about eight people. It wasn't pos-
sible to get any sleep until about
1am when everyone had eventually
filtered away into the night.

The next morning | needed to
get discharged quickly - as there

Roar! - Issue 51 - Summer 2016

was every possibility | could still
catch my 10:00am BA flight home
and return to the original holiday
schedule. A young man from a lo-
cal travel service company that our
tour operator used to facilitate the
transfer of its clients to and from
the outlying islands turned up early
to help me with my discharge. He
had visited me in hospital the night
before and was thus au fait with my
predicament. He was an absolute
star - helping with the discharge
process, arranging the preparation
of my hospital bill and getting the
medical report written up for my
insurer - and all before 9:00am! A
truly amazing achievement!

| grabbed all the paperwork and
ran with my supporter to a waiting
cab. My wife was there with our lug-
gage in the boot. We rushed to the

FASCINATING FACTS

airport and ran to the BA check-in
desk. They were waiting to rush me
through as my wife had chatted up
the BA pilots the night before and
explained my predicament.

| got to my seat and looked
around atallthe people meticulous-
ly stowing away their hand luggage
as if nothing had happened. | had
just travelled through some seem-
ingly highly eventful time-warped
journey and been deposited in seat
36B. “Did you enjoy your holiday,”
asked the lady seated on the aisle
side of me. “Beautiful place, lovely
people,” I recounted - “still, it will be
good to get home”.

Since that day all has been well,
touch wood. No further adhesions
and no flare-ups. It has been an
eventful marathon - 26 years rather
than miles and I'm still rollin" along!

« St Mark's Hospital Foundation raised £2 million -some of it
from RLG - in 2015 towards life-saving research
« 50,000 people with bowel disease are treated at St Mark’s

every year

« Thereare currently 40 research projects at St Mark's develop-
ing new treatments to save lives and restore the quality of life

« Thirty-twoworld-leadinggastro surgeonsand gastroenterolo-
gists and 322 dedicated medical and research staff work 24/7
treating patients and saving lives at St. Mark's Hospital

« St Mark's is the number one specialist bowel disease hospital

in the world.
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Pouches, posture and pelvic floors

Red Lion committee member and physiotherapist Theresa Parr gave a hands-on Infor-
mation Day talk on posture, interacting with her audience to show how exercises can
Here is a summary of her talk.

help improve pouch control.

heresa started her talk “Pos-

tures and pouches” by telling
Red Lion members and friends how
she has been using pelvic floor ex-
ercises since she was a student. She
said she was ‘pleasantly surprised’
how quicklythe exercises helped her
regain pelvic floor control after her
pouch closure.

Using a diagram (see below)
she then explained how a person'’s
posture can affect their pelvic floor.

Asthe diagram shows, the trunk
forms a cylinder with the spine and
its muscles at the back, and the dia-
phragm - the large breathing mus-
cle - at the top (see diagream
above, left). At the front of the
cylinder is the abdominal wall
which holds the stomach mus-
cles, while underneath is the
pelvic floor. All these areas are
interconnected.

The abdominal wall and

the back muscles are made of
superficial and deep muscles.
The superficial ones move the
trunkwhilethedeep oneshelp
to maintain good posture.

Though most people prob-

ably knew the basics of pelvic floor
exercises, Theresa said that “as a
reminder, you should feel as though
you are squeezingas tightly as possi-
blearoundthevaginaandanusifyou
are a woman or feel your testicles
lifting if you are a man.

It can help to imagine that you
are picking up a coin with your bot-
tom. Hold for five seconds, relax for
10secondsthenrepeat. Try torepeat
the exercise five times in a row, five

times a day and incorporate them

into everyday activities,” she said.
Another technique that helps

patients’ empty their pouches more

easily is to sit on the toilet with your
knees higher than your hips, leaning
forwards and bulging your abdomen
out. “The process tilts the pelvis for-
ward and so helps to open the pelvic
floor which makes it easier to open
your pouch,” she said.

Good posture was another im-
portant way to help support pouch
control, said Theresa.

“As with pelvic floor exercises, it
isimportantto do posturalexercises
regularly and frequently,” she said.
“If you do them religiously, they will
become part of your normal way of
life. Eventually, you won't even have
to think about doing them as you
will be doing them automatically
but that does take time, effort and
commitment initially.”

The exercises won't be the
answer to every poorly function-
ing pouch, she said, “however it
can make it easier to achieve good
muscular control of the pelvic floor
which helps to reduce leakage and
control urgency and frequency, so
making many everyday situations
easier. Hopefully, your back mayalso
feel happier.”



However, every person's back
and pouch are different, she ob-
served. “Ifyouarestrugglingwithany
of the exercises or they are making
you worse, then please discuss the
matter with your pouch nurse, conti-
nence specialist or physiotherapist.”

Ironically “manyseriousathletes
with a wonderful six-pack can still
have poor postural control because
they do not use the deep transversus
abdominis muscle that lies beneath
this layer and which helps to give the
body core stability. Conversely, less
athletic people can have good core
control especially if they have done
yoga or Pilates,” she said.
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Visit our Facebook page!

he Red Lion Group website

contains a wealth of fairly static
reference material, but if you're
looking for something a little bit
more interactive and dynamic you
should visit our Facebook page.

Type www.facebook.com/Red-
Lion-Group-240314279320575/
intoyour Internetbrowserand catch
up with the latest news in the pouch
world and chipinwithyourthoughts
and questions.
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A message from our new Chair

Some encouraging words from Lisa Allison’s successor

Lisa has finally handed over the
reigns of RLG Chair and | am
absolutely delighted to be taking on
the role. As some of you will know |
had my pouch op some 32 years ago
and had lived in the wilderness since
then getting on with life and totally
unawarethatapatientgroupsuchas
Red Lion Group even existed.

Three years ago a chance detour
(I got lost) on the way to a meeting
in Northwick Park Hospital meant |
found myselfonthefourthfloorof St
Mark's and looking at a door marked
“Pouch Nurses”. So it was then that
| first met Lisa and found out about
the RLG and weeks later found my-
self at my first Information Day. And
whatarevelationitturned out to be.

Lisa's cheery and positive dispo-
sition was immediately apparent at
that first meeting (“you're lostaren't
you?") and | have been hugely im-
pressed by her efforts going back to
2012 when she first took on the role.

On behalf of every RLG member, the
committee, the president and pa-
trons may |l extendaheartfeltthanks
toLisa.Sheisaverybusy personwho
has managed to balance many com-
mitments and she can now perhaps
take a step back and concentrate on
her studies and her career. However
thankfully she will be continuing
to serve on the RLG committee as
Hospital Liaison.

The RLG constitution empha-
sises education, reassurance, advice
and information-sharing and the
Committee has done a fantastic job
in making these ambitions a reality
for many pouchees and potential
pouchees. | am looking forward to
working with the rest of the Commit-
tee in the coming years and further
benefiting from their wisdom and
humour.

I'd like to think we could reach
out to every pouchee or potential
pouchee and offer them the RLG

support, should they feel the need
to reach out.

| would also like to think we
could raise the awareness of this
procedure so that eligible patients
have the same opportunities as
ourselves. And I'd like to think we
could continue to raise funds to
supportresearchinto pouch-related
issues, such as the enormous dona-
tion made to RLG last year which
is referred to in the Notes from the
Treasurer on page 16.

The Red Lion Group is your sup-
port group. So my final point is to
encourage you to speak up, write in
and email us with your questions,
concerns, criticisms and, hope-
fully, some praise. It's your feedback
which helps us to fill future editions
of Roar and the topics for the annual
Information Day. So please feel free
to contact us, we'd be delighted to
hear from you.

DAVID DAVIES
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Everything you always wanted to know = but were
sometimes afraid to ask = about pouches

A must-read guide to life before, during and after pouch surgery

Howdoyou describealong, com-
plicated and highly technical
operation in layman’s terms? With
difficulty - unless of course you turn
to a book like Zarah Perry-Wood-
ford's “Ileo-anal Pouch Surgery for
Ulcerative Colitis".

St Mark’s Hospital's Lead Nurse
for Pouch and Stomacare first
thought of writing the book while
studying for her Masters Degree
in Gastro-Intestinal Nursing. “I
realised there was a real need for
an introduction and guide to going
into hospital and having a pouch,”
she says.

Another reason was time - or
lack of it. “Nursing staffs are under
such pressure in the NHS that we
simply don't have sufficient time to
give people the information they
need and what they can expect to
happenwhentheyare firstadmitted
for surgery,” she says.

The 118-page book is concisely
written with graphic - sometimes
raw - illustrations of some of our
unmentionables!

And it needs to be. Whenever
you talk to someone about their
bowels, prepare for an uninhibited
guide to something that is both very
personal and, in social terms, very
private.

The book is a stage-by-stage
handbook abouttheileo-anal pouch
and what it means to have one with
an introduction by Professor John
Nicholls, Patron and former Clinical
Director of St Mark's and co-founder
of the modern pouch.

It begins with a guide to the
digestive system, with an overview
of ulcerative colitis, how to prepare
for surgery and the pros and cons of
having a pouch.

It has detailed diagrams of sto-
mas, stoma bags and stomacare,
discusses lifestyle, sex and fertility
and has some key medical advice
such as ways to avoid dehydration,
the best anti-inflammatory drugs
and tips to reduce wind.

It also includes some invaluable
advice such as how to apply for a
free European healthinsurance card

(EHIC), radar keys, guides to the UK's
loos and where to buy them and a
smartphoneappthatshowsthebest
walkingand drivingroutes to certain
relief!

It even has case studies that de-
scribe pouch patients’ experiences
and ends with a list of pouch and

stoma support groups including the
Red Lion Group of course.

Zarahis offering the book free to
her St Mark’s patientswho areabout
to have surgery. Fortherestof usitis
avery affordable £10. Contact info@
stmarksacademicinstitute.org.uk or
020 8235 4046 to obtain a copy.

Zarah Perry-Woodford signing copies of her book
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The missing link - have the gastroenterologists and
researchers been overlooking something?

What are the chances of a young mother, her father and her baby son suffering from
uc? Read Red Lion Secretary Sarah Bowes-Phipps’ story and find out

Around a year and a half ago,
when my son Albert was just

21 months, we learned the devas-
tating news that he had ulcerative
colitis (uc). He had been suffering
with blood in his stools for about six

from diagnosis for my situation to
become life- threatening. Before the
New Year was in | had undergone an
emergency total colectomy.

Fast forward 14 years, | reflected
on my own situation. With a poorly

fraught.

Numerous trips into London
for tests and finally an endoscopy
(requiring general anaesthetic)
eventually reached the diagnosis
my husband Steve and | had both

Sarah and Steve Bowe-Phipps with their sons Albert (centre) and Lawrence

weekswhichwas notjustemotional-
ly heartbreaking but also physically
exhausting for us all, as we endured
the six-times-a-day battle that was
his nappy change.

He fought and clawed at us
through every painful wipe; it was
more than any parent could bear.

We are not strangers to this
condition as | myself experienced
similar symptoms back in 2001 at
the age of 21 and a diagnosis of uc
was made in late October of the
same year. It took a mere six weeks

functioning ileo-anal pouch, nu-
merous fistulas and a relatively dire
future for my pouch, | was adamant
that my baby son would not suffer
the same fate.

He was fast-tracked through the
hospital systemsand seen by fantas-
tic consultants at both St Mark's and
the Chelseaand Westminster hospi-
talsrespectively. The nextfewweeks
were really tough but Albert battled
through them like a brave soldier.
| was also eight months' pregnant
by this stage, so things were beyond

I

expectedbutfeared-indeterminate
colitis.

He was prescribed an oral medi-
cine, Sulfazalazine, whichweadmin-
istered to him by syringe four times
a day. This was by no means an easy
feat but we gotintoaroutineand his
health gradually began to improve.

Thenjustaweekafter Albert'sdi-
agnosis, his baby brother Lawrence
also decided to make his arrival by
emergency C-section. While Steve
looked after me and the baby, my
parents took on the role of nurse to



Albert. It worked though and within
four weeks Albert was in remission.

Quick diagnosis

It has been a year since his diag-
nosis and we look back now with a
strong sense of how fortunate and
lucky we have been. He received
prompt and superb medical atten-
tion, a quick diagnosis and a treat-
ment plan that proved to be fast and
effective.

Presently he is still on medi-
cation. However we may make a
decision in the future to attempt
to gradually wean
him off to see if he
trulyisinremission
as we would like to
avoid unnecessari-
ly over-medicating.

We have also
been warned that,
although manage-
ment of this condi-
tion in young chil-
dren is generally
very successful, we
must not become
complacent as
things may change
at puberty.

We will face
that hurdle when
we get to it but for
now we rejoice
in Albert’'s good
health.

Through of all

of this a niggle has
settled in at the
back of my mind:
Will Albert's brother suffer the same
fate? There must be an hereditary
link - Albert, my father and | all
have uc. The team at Chelsea and
Westminster Hospital were amazed
to learn of this.

First, they had never diagnosed
any child as young as Albert with co-
litis and, second, they had not heard
of the condition being diagnosed in
three generations of the same fam-
ily. This was very interesting and
through writing this article | hope
we may learn some more about how
genetic factors may have a part to
play in this condition.

Dr Warren Hyer, Consultant Pae-
diatric Gastroenterlogist at St Mark’s,
writes:

Chancesareyou'llknow a family
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whereaparentandachild both have
colitis. Although colitis in children
is uncommon, there is compelling
evidence that inflammatory bowel
disease (IBD) has a genetic predis-
position.

As many as 30% of children
with new onset IBD report another
member of their family previously
diagnosed and IBD stems from an
interplay between genetic, environ-
mental and immunological factors.

If you have the susceptible gene,
thenacombination of hostand envi-
ronmental factors creates and then

Albert at the wheel

perpetuates an abnormal immune
response to gut flora.

Much is known about the genet-
ics of colitis in adults and children.
For ulcerative colitis (uc), there is
a genetic contribution, but this is
more apparent in Crohn’'s disease
(cd). This is demonstrated by recent
studies oftwins.Ifyou considerapair
of identical twins, the concordance
rate (the rate that both twins are
affected by the same condition) is
14-19% for uc and 50% for cd.

A family affair

Ifyou have afirst-degree relative
with IBD - ie father, mother, sibling
or child - then you have a 10-fold
increased risk of developing colitis
comparedtothegeneral population.

|2

The risk is more apparent with cd.
With an affected parent,achild hasa
10-to 20-fold increase risk of cd, and
with an affected sibling a 25- to 40-
fold increased risk. This translates
tothereality thatthe single greatest
riskfactorfordevelopingcdishaving
an affected first-degree relative.

Over 100 proposed genes have
been identified as linked with the
onset of IBD, some of the genes
exclusively to cd; others to both
conditions.

These genes affect the way the
cells in the gut wall behave, and a

disruption of the
cell barrier func-
tion leads to stress
in the gut wall, in-
flammation and
damage.

But the known
genetic associa-
tions explain only
20% of the genetic
contribution to
IBD susceptibility,
so there are many
more genes and
otherfactorsstillto
be identified.

A compound-
ing influence on
the increased risk
of IBD within the
same household,
will be the home
environment. Fam-
ily members share
the same risk fac-
tors within the
home and lifestyle

such as diet, climate, tobacco expo-
sure, infections etc. Members of the
same family are also likely to have
similar microbiome (or, to put it sim-
ply, biology) which also impacts on
their risk of contracting IBD.

So you shouldn't be surprised if
within your family, there are two or
more affected members with IBD.
Nor should you feel any blame or
guilt for carrying an at-risk gene. For
we all carry many such genes which
can be turned on by environmental
factors, and it is our lifestyles and
affluent westernised environment
that should be held culpable for the
rising prevalence of IBD.

Fortunately, we are the genetic
outcome of our parents - whether
good, great or with affected guts!
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RLG's action man and his tales of derring=-do

Phew! If you want to know how much activity a pouch can stand read our new chair
David Davies’s account of how his charity raised almost £2 million from such events
as Arctic kayak marathons, climbing the UK’s highest peaks and cycling from John

O’Groats to Lands’ End

laying rugby has been one of

the great joys of my life as a
pouchee. After my final closure at
Bristol Royal Infirmary in 1985, | re-
sumed my rugby-playingcareerwith
boundless enthusiasm, first with
Clifton Rugby Club, near Bristol,
and then, after | moved south, with
Beckenham in north Kent.

My final game was playing for
Beckenham Veterans at France's fa-
mous Montpellier Rugby Club at the
age of 40. Thered wine after
the game was so irresistible
that | was found by friends
several hours laterasleepin
the toilet just as the coach
was about to leave on the
journey back tothe UK. Ooh
la la!

Another highlight of my
rugby days was playing at
the famous Middlesex Sev-
ens finals at Twickenham in
1990 where my team'’s role
was as a warm-up act to
keep the crowd entertained
between the semi-finals
and final. A great event and
a huge privilege!

These memories would
not have been possible but
for the great work of my
surgeon, Professor Neil
Mortensen, and his staff at
Bristol, and the pioneering
pouch-work of Professor
John Nicholls and his col-
leagues at St Mark's Hos-
pital.

Post-rugby and a few of
my fellow players and great friends
decided to give something back.
Although we were lucky enough to
be blessed with healthy children, we
realised that many people are not so
lucky. So we set up a charity to raise
money forterminallyilland disabled
children.

This is our 10th year and we
have raised almost £2 million which
I'm very chuffed about. Most of the
money was sourced from the two
main fundraising websites JustGiv-

ing and Virgin Money Giving.

But what is pertinent to you,
dear reader, is that I've done quite a
few fundraising events which show
that having a pouch is no barrier
to leading a normal life - with the
occasional completely abnormal
adventure.

Ten years ago | completed a
127-mile kayak race non-stop from
Devizes to Westminster Bridge. |
competed with my brother and it

Marathon man: David Davies at the finish of a

long-distance cycling event

took us 35 hours, which was very
slow and with a very heavy boat, but
wefinished!In2008 I travelledtothe
northernmost region of Norway to
kayak in the sea above the Arctic cir-
cle. This was a week-longadventure,
campingoutonbeachesatnightand
kayaking in a wild and freezing cold
sea during the day.

The biggest challenge was the
dehydrated food, which we reconsti-
tuted for our meals but which didn't
have much fibre and was very highin

I3

salt content. Plus the fact that there
were no toilets as the islands were
uninhabited! On the last day there
was a race over 26 miles in a very
lively seaand withanasty headwind.
But the pouch was no barrier to fin-
ishing the course.

Over the years I've completed
many other events. The Dublin
marathon in 2010, annual bike
rides from London to such major
European cities as Bruges, Amster-

dam, Cologne, Paris, Brussels,

Ypres and Rheims. | swam in

the World Winter Swimming

Championships in Rovaniemi

in Lapland in 2012, clambered

up Snowdon, Ingleborough and

Scafell Pike, cycled the South

Downs Way and supported a

team cycling from Lands’ End

to John O'Groats in 72 hours.

That was probably the hardest

of the lot!

It's been a truly wonderful
journey that continues this
year with an event to walk 100
miles in May; the Tenby Sportif
in July; a kayaking and cycling
assault on the Great Glen Way
from Fort William to Inverness
this month and a big bike ride
in Ireland in September.

During these activities
one has to be well prepared
and careful with the pouch,
of course. Readers will under-
stand the need for decent nu-
trition and the use of isotonic
drinks before, during and after
an event to prevent dehydra-

tion and the need for barrier creams
to protect the sensitive area around
the bottom (particularly if the event
involves sitting on a razor blade of a
bike saddle for 10 hours each day!).
And the need to carry soft toilet
paper around with you in case of
emergencies.

But, all in all, | take the view
shared by many in our community,
that life is for living and it's better to
rejoice in what you have than mourn
what you don't have.
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Information Day 2016

Above: (I-r) RLG Secretary Sarah Bowes-Phipps, St Mark’s Research Fellow Guy Worley and outgoing RLG Chair Lisa
Allison at Information Day. Below: Red Lion members enjoy an al fresco lunch on the balcony at Information Day
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Chair's report for 2016

he committee have had three

telephone conferences in the
last year (June and September 2015
and January 2016) and in February
we had a face-to-face meeting in
central London which went very
well. As of February there are 294
members on the database which
includes healthcare professionals.

One copy of Roar! was produced
in2015.Chris Brownedoesabrilliant
job of putting everything together
and Tim does the layout. Chris is
always on the lookout for articles,
letters and puzzles so if anyone has
got anything they would like to be
put in the next publication please
contact Chris.Weaimto getthe next
issueoutin July/Augustso please get
writing if you'd like to!

Tim Rogers has continued to do
agreat job with the group’s website.
We recorded the presentations for
the first time last year - these are
available on the website with the
transcribed versions having been
printed in Roar!. We are going to try
and record the presentations again
today so that the information is
captured andisaccessible toawider
audience.

As those of you who are mem-
bers will know we make a donation
toresearch funds at St Mark's Hospi-
tal each year and this goes towards
funding research into pouches. In
October two research fellows start-
ed in post and they have very kindly
agreed to present what research
they are doing today.

| have been chairperson since
May 2012 and announced at last
year's AGM that | would be step-
ping down this year. | really feel that
somebody with a pouch should lead
the group and move everything for-
ward; with my other commitments |
am unable to do the role justice.
David Davies has agreed to take
over as chair just after Information
Day and Andrew Millis has agreed
to continue as Vice-Chair. We have
a brilliant committee who are very
supportive - if anybody would like
tojointhen please let me know. I will
still be involved with the Red Lion
Group in my role as a pouch nurse.
The date of the next Information
Day is Saturday 13 May 2017.
LISAALLISON

RLG Patron Professor John Nicholls with outgoing Chair Lisa Allison at Information Day
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Notes from the treasurer

Income for 2015-2016 was main-
tained atasimilar levelto last year
with £2,245 from membership fees
and another £782.50 in generous
donations from members.

lamalsovery pleased to say that
after the committee's appeal for gift
aid last year we managed to raise
a magnificent £1,449.12 from the
government’s giftaid schemefor the
years 2013/2014/2015.

| am delighted to say that we
have sent a cheque for £8,000 to
St Mark’s Hospital Foundation to
help fund ileo-anal pouch projects.
Professor Sue Clark, Consultant
Colorectal Surgeon and Dean of the
St Mark's Academic Institute, was
fulsome in her thanks for the dona-

tion, saying: “l should be very grate-
ful if you would let all concerned
know how hugely grateful we are for
this donation, which really makes a
difference to the work we do."

Gift Aid Reminder

As you can see from the amount
raised for the past three years, gift
aid is a significant resource for us.
So if you haven't done so yet, please
sign the declaration form on the
back cover to enable me to claim gift
aid on your behalf. This will not cost
you a penny. The only requirement
is that you are a 25p-in-the-pound
taxpayer - so you can raise another
£2.50 for the Red Lion Group from
your £10 subscription.

After all it's FREE money from
the government. Wonderful!

Fundraising

If you have any bright ideas for
fundraising projects, please let the
committee know by contacting me
(p.mulot@ntlworld.com) or Roar
Editor Chris Browne (cbrowne@
brownemedia.co.uk ). It might be
something you can do locally as a
family or neighbourhood group or
else something the group can work
on as a team. Any ideas, however
large or small, will provide the cash
to help us fund vital research pro-
grammes and help us to support
YOU the members.

PAUL MULOT
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A few moments of humour and
relaxation on a sunny
Information Day
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Contact the Red Lion Group

CHAIR

David Davies

25 Lock House Lane
Earswick

York

YO32 9FT

Tel: 07764 682332
dbd6o@hotmail.com

VICE-CHAIR

Andrew Millis

142 Tavistock Road,

Fleet GU514HG

Tel: 01252 623674
Andrew.millis@btinternet.com

SECRETARY

Sarah Bowes-Phipps

23 Tavistock Avenue

St Albans

AL12NQ

Tel: 01727 875156
sarah.bowes@live.co.uk

NOTES SECRETARY
Theresa Parr

57 Kings Avenue
Chippenham

Wilts SN14 oU]J

Tel: 01249 463612
theresa.parr@talktalk.net

TREASURER

Paul Mulot

103 Whitehill Road
Hitchin

SG4 9HT

Tel: 01462 637242
p.mulot@ntlworld.com

MEMBERSHIP SECRETARY
Susan Burrows

7 Hopground Close

St Albans

Herts AL15TA

Tel: 01727 869709
sburrows7oo@gmail.com

NEWSLETTER EDITORS
CONTENT

Christopher Browne

89 Fulwell Park Avenue
Twickenham

TW25HG

Tel: 020 8894 1598
cbrowne@brownemedia.co.uk

LAYOUT

Tim Rogers

30 Amberley Gardens
Epsom KT19 oNH

Tel: 020 8393 6968
roar@redliongroup.org

LIAISON OFFICER

David Skinner

23 Halcyon Way

Hornchurch

Essex RM113ND

Tel: 01708 455194
davidjohnskinner@hotmail.com

CLINICAL NURSE SPECIALIST
Zarah Perry-Woodford

St Mark'’s Hospital

Northwick Park

Watford Road

Harrow HA13U)

Tel (work): 020 8235 4126
zarah.perry-woodford@nhs.net

Join the Red Lion Group

« Newsletter twice a year with all the latest news, views and events
«Membershipis £10 (£5 for hardship cases, and free for under16s) perannum
« Write to the Membership Secretary (see above) for a membership form

Write for Roar!

Ideas, Ideas and More Ideas

Yes, Tim Rogers and | thrive on
them for it's ideas that make Roar!
the readable package that we all
like it to be.

Whether it's something that
happened toyou on the way to work,
an interesting holiday or personal
experience, an insight into your life

with a pouch oralively letter, please
don't hesitate to send it in.

But then if writing articles isn't
exactly your favourite pastime, we
are always looking for cartoons,
jokes, crosswords and competition
ideas too.

That way we can keep your
newsletter bursting with life and in-
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HOSPITAL LIAISON
Lisa Allison

Clinical Nurse Specialist
St Mark’s Hospital
Watford Road

Harrow HA13U)

Tel: 020 8235 4126
lisa.allisoni@nhs.net

PRESIDENT

Professor Sue Clark

PATRONS

Professor John
Nicholls

Lynn Faulds Wood

Please email
membership@

redliongroup.org
if your email address or
contact details change

formation and make reading about
pouch issues fun and stimulating.
Pleasesendyourarticles, lettersand
ideas to:

Christopher Browne

Roar!

89 Fulwell Park Avenue
Twickenham TW25HG
cbrowne@brownemedia.co.uk
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To: The Treasurer

THE RED LION GROUP (REGISTERED CHARITY NO 1068124)
Please send this form to Paul Mulot, 103 Whitehill Road, Hitchin, Hertfordshire, SG4 9HT, United Kingdom

| request that ALL subscriptions and donations that | have made to the Red Lion Group for the last four
years, and ALL subscriptions and donations | make thereafter, be treated as Gift Aid donations. | confirm
that | currently pay, or will pay, an amount of Income Tax and/or Capital Gains Tax that is at least equal to
the amount to be claimed and | expect this situation to continue. (Current tax reclaim is 25p in £1 or £2.50
for £10). | am under no commitment to make any further donations and | may cancel this declaration in
respect of future declarations at any time.

FUIT INGIMIE@ aaeaeeeeieeriieireieisiecssenenrenenereteesesesssssssssssssasessestesesssesesssssssssssssasesessnssessesssssssssssssssessesessnssessesssssssssssnsssesenansssssssne

Full Home Address

SIZNALUIE i s s e s Date ..ccocccrerirrecrer e

Please tick if a non-tax payer You will then be registered as a full member but we will NOT make any
claims for Gift Aid on your behalf.

NB If you have previously completed this form it is only necessary to complete again if your tax status or home address has
changed or you want to cancel this declaration.

STANDING ORDER
NAME AND ADDRESS T O BANK,PLC
OF YOUR BANK IN CAPITALS OF
SORT CODE (shown at the top right of your cheque)...........c.ooiii i
YOUR ACCOUNT NUMBER
YOUR ACCOUNT NAME e
Please pay to NATIONAL WESTMINSTER BANK PLC

BATH, STUCKEYS BRANCH, 39 MILSOM STREET, BATH. BA1 1DS UK

SORT CODE 60— 02— 05
FOR THE CREDIT OF THE “RED LION GROUP” CLUBS/SOCIETIES RESERVE ACCOUNT, ACCOUNT NO. 83583904
THE SUM OF £ ....ooooiviiiiieiceee . (INWORDS. ...t )

COMMENCING ON THE FIRST DAY OF JANUARY NEXT AND ON THE SAME DATE EACH YEAR UNTIL I SEND YOU
WRITTEN CANCELLATION INSTRUCTIONS.

Signature: Date:




