This Autumn/Winter Newsletter is rather larger than usual. Our main contributors article was longer than we had
anticipated and we required more pages to accommodate it.
Fortunately for us, Fittleworths Jeremy Stokes willingly gave us what we needed without any hassle and we are truly
grateful to Fittleworth for their generosity.
In our Summer issue we introduced you to Sarah Chitty who had been absolutely brilliant producing our
Newsletters. Sarah has taken a career move and is no longer with Fittleworth. When we know who will succeed her,
we will not take so long to introduce him/her to our readers.
We all wish Sarah success and happiness.
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Azmina Verjee
Project Manager for Professor Wendy Atkin
Cancer Research UK Colorectal Cancer Unit
Level 5V, St Marks Hospital
Azmina has reviewed Dr. Craig A. Whites book Living with a Stoma which we now print as
we feel that not enough people know about the book.

This book deals with the practical and psychological aspects of living with a
colostomy, ileostomy or urostomy (but not a gastrostomy).
The opening chapters deal with the medical mechanics of different types of
stomas and describe the hospital experience, including the various medical
tests and the stoma operations.
A chapter entitled The Stoma-Care Routine tells you everything you need to know about appliances
(bags). This chapter also contains an excellent leakage trouble-shooting guide and helpful charts to
use when trialling new appliances. The following chapters deal with the emotional aspects of life with a
stoma. The author is a clinical psychologist by trade; these are explored in depth, often using a workbook-style question and answer approach. Techniques for overcoming anxieties and depression are
suggested.
The effect on relationships is discussed openly. A chapter entitled Sex, Intimacy and Stomas addresses
the personal questions we are often too shy to ask. There is also a chapter on lifestyle and diet. Overall
rating: 9 out of 10. Essential reading for those facing stoma surgery and old-time ostomists alike
Living with a stoma
By Dr Craig A. White
Published in 1997 by
Sheldon Press, SPCK,
Marylebone Road,
London NW1 4DU
ISBN: 0 85969 754 1
Price: £6.99

Bobs Hello
Dear Friends, my summer holidays with my family in the sunny climbs of Portugal were hectic, full
of fun and quite relaxing. I hope yours were similar. There were up to 5000 forest fires, one or two
came close, but fortunately not too close. The weather was glorious and it only rained a couple of
times in the night. The sea was warm and the beaches were full. The wine, Oh the wine! Cream
cakes, coffee and barbecued fresh fish every day. What more could you ask for? Oh well, back to
reality! We returned to a beautifully warm England, on the 1st of Sept, but it was short lived. On the
following day, I had to limber up for my marathon, at Bannister Sports Centre, in aid of Cancer
Research UK Relay for Life. It was organised by Gillian & Leslie Moss. Unfortunately for Leslie, he
slipped and ended up in hospital, but in the true tradition, the show went on. Diane Owen, Robert
Roundtree and his wife Pauline and I were there to represent the group and walk the Survivors
Lap of Honour. This happened before the relay event which went on for the next 20 hours. Yes,
twenty hours! They organised themselves into teams of 6 to 8 people and at least two team
members were on the track walking at any one time. Survivors of all ages began the Relay by
walking the first lap of the course. They were cheered on by family and friends and teams from the
community who had come to play their part in raising funds to help find cures for cancer. The
Survivors Lap was an inspirational start to the event, a testimony to the
progress and success of research. Survivors were the guests of honour
at the Relay.
The event was opened by the Right Hon Tony MacNulty, MP for
Harrow East, and the Mayor of Harrow, Counsellor Janet Cowen.
The Candle of Hope Ceremony,
another moving experience, took place later on in the evening. Before the
event, everyone in the community was invited to dedicate a Candle of
Hope in tribute to someone they knew who had been touched by cancer.
As the evening approached, the candles were set out in two words Hope and Cure. Those who had
dedicated candles then joined in with everyone else that was at the event for this very special
ceremony. It was during this time that the true meaning of Relay really hit home. After listening to
songs and poems written by people from around the world, we all
joined in a lap around the track, led by the army cadets of Harrow.
This was followed by the relay teams that had been going for eight
hours already and continued on till 10:00 am the following day.
For me and many others, it was a very moving time which I hope
will become an annual event. Well done to all those who took part.
You can be very proud of your achievements and the latest I
heard was that you had raised £40k and counting.

Whilst we were all enjoying our breaks in August, the Department of Health instigated another live consultation in stoma
care appliances and how they could save money by making it a two tier system. The second part of the system would be
that the service provided by our suppliers, the cutting and delivery to the door, was to be paid for by the recipient
rather than the DHS. I have written to both the department of health consultation people and to Gareth Thomas. Please
do write to your MP as it will keep it in the fore front of their minds and hopefully make the Department of Health think
again.
I have also been writing to the council on your behalf, regarding the changes in how our bins are collected and the way
we are to dispose of our bags etcetera. I have been disposing of my bags in my green bin, which now are to be collected
fortnightly and I feel that it could be a health hazard. I pointed out that we do not wish to advertise our problem by
having a yellow bin saying medical disposal. We have in the past been able to be discreet and we wish to remain so. Im
awaiting a reply from Harrow Council on how they plan to resolve this problem, especially in the hotter months. This
account applies to Harrow Council but other Councils may well follow suit. I look forward to seeing you at our coffee
mornings.
Kind regards to you all,

Useful Contacts

The Colostomy Association
15 Station Road
Reading
Berkshire
RG1 1LG
0800 328 4257

Urostomy Assocation
National Secretary - Hazel Pixley
18 Foxglove Avenue
Uttoxeter
Staffordshire
ST14 8UN
0845 2412 159

The Ileostomy and Internal Pouch
Support Group
National Secretary - Mrs Anne Demick
Perverill House, 1-5 Mill Road
Ballyclare
Co. Antrim
BT39 9DR
0289 3344043

Bob (Chairman of Inside Out Support Group)

The Twelve Days of Christmas
On the first day of Chistmas my true love said to me
Im glad we bought fresh turkey and a proper Christmas tree

Inside Out Coffee Mornings
In the Out Patients department of St Marks, Level 3
10am  12 noon
We are there to enable you to seek advice about your stomas, or if you just want a good old chin-wag and a cup of
tea or coffee, then you are more than welcome.
October
November
December
January
February
March
April

Wednesday 4
Convatec
Monday 30th Dansac
Tuesday 14th Clinimed
&
Thursday 14th Coloplast
Tuesday 9th
Thursday 8th
Tuesday 6th
Thursday 5th
th

&

Thursday 19

Wednesday 29th

th

Hollister

Salts

Wednesday 24th
Monday 26th
Wednesday 21st
Monday 23rd

On the second day of Christmas, much laughter could be heard
As we tucked into our turkey, a most delicious bird
On the third day we entertained the people from next door
The turkey tasted just as good as it had the day before
Day four, relations came to stay; poor Gran is looking old
We finished up the Christmas pud and ate the turkey cold
On the fifth day of Christmas outside the snowflakes flurried
But we were nice and warm inside for we had our turkey curried
On the sixth day I must admit the Christmas spirit died
The children fought and bickered, we ate turkey rissoles, fried
On the seventh day of Christmas my true love he did wince
When he sat down at the table and was offered turkey mince
Day eight and nerves were getting frayed, the dog had run for shelter
I served up turkey pancakes with a glass of Alka Seltzer

Attention! Important! Please Read:
Whilst every care has been taken to ensure that the information in this publication is accurate and complete, the contents
of this newsletter are provided for general information only and should not be relied upon for any specific purpose. Inside
Out Stoma Group accepts no responsibility for the accuracy or statements made. Anyone acting upon them does so
entirely at their own risk. We recommend that you consult your stoma nurse or doctor before changing your procedures.

On day nine our cat had left home, by lunchtime Dad was blotto
He said he had to have a drink to face turkey risotto
By the tenth day, the booze had gone except our homemade brew
As if that wasnt bad enough we suffered turkey stew
On the eleventh day of Christmas
The Christmas tree was moulting
The mince pies were hard as rock and
the turkey was revolting
On the twelth day my true love had a smile upon his lips
The guests had gone, the turkey too, we dined on fish and chips

Hello there fellow Inside-outers
Oh dear, its that time again when I have to pass on some words of interest/wisdom to you all. I havent got any,
so where do I start?
For those of you who didnt make the Relay for Life at Bannister Stadium on September 2nd you missed a
moving experience. As Bob has already said, there were a handful of us there to be cheered on as we did the
first lap of the afternoon; I wasnt sure why people were cheering us just for surviving cancer but when you
think of those who have not survived, maybe we deserved a cheer. The really moving moment was when we
returned later in the evening to witness the lighting of the candles to commemorate family and friends who
maybe hadnt survived cancer. The service was completely non-denominational (so it probably shouldnt be
called a service) and was really moving. This day is going to be repeated every year  evidently its a big thing in
the USA and they make a lot of money. This year as a starting point £40,000 has been raised  what will be
raised in the future?
Fig 5. Catheterisation of Mitrofanoff
Complications
It is important that the specialist nurse informs the patient of potential complications, how to respond to them
and with what degree of urgency. The most common problems are leaking, stenosis (narrowing of the channel)
urinary tract infection, build up of mucous and bladder stones. Access to the Specialist Nurse and medical
team is essential and surgery of this type should not be contemplated unless these measures are in place.
Conclusion
Both surgical procedures discussed require the individual to learn to be confident and competent in the
management of their new system. Prior to surgery the different options should be carefully considered by the
CNS, the surgeon and of course the patient undergoing the procedure. The Urostomy Association welcomes
members with all types of urinary diversion and is supportive in both the pre and post operative period.
Urostomy Association
Central Office
18 Foxglove Avenue
Uttoxeter, Staffs, ST14 8UN
Telephone: 0870 770 7931 Fax: 0870 770 7932,
Email: ua@centraloffice.fsnet.co.uk
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Ive already talked about the 2006 AGM in the last Inside Out but Im asking you to buy a 2007 diary and
make your first entry for next year. Our Open Day and AGM will be on Saturday 2nd June. Details have not
been finalised yet but it will probably be on the same lines as this year  a format that seems to go down well
with everyone. If you have any suggestions let me know.
Im being moaned at for being late with my article but my life has hit a bombshell! I hadnt realised how
dependent I had become on my computer and emails. I have a big blip at the moment and cannot be contacted
by email. My computer gets hysterics every now and then, and refuses to work! I know that I am heading for a
nervous breakdown very soon! Still we managed without them a few years ago, so why not now? I have got to
contact 200 schools: by letter I will need 200 pieces of paper, 200 envelopes and quite a lot of time putting
the addresses on the envelopes. Then there is the expense  200 stamps. Email  1 letter and a finger on a key
 all done in a few seconds  the addresses being already in the computer.
We, in a different way, have benefited by todays technology (in a broader sense). The advancement in the
treatment of Cancer of the colon and bladder, as well as treatment for the other diseases attacking these parts
of our bodies, is being improved all the time. We should give our thanks to the Doctors, nurses, technicians and
everyone else who is involved in discovering new ways to help us and other people in the same situation.
Heres hoping that you are all keeping well and I wish you all a very happy Christmas and a healthy New Year!
Best wishes
Diane
Secretary/treasurer

Worth a fortune!
Remember, old folks are worth a fortune, with silver in
their hair, gold in their teeth, stones in their kidneys and
gas in their stomachs.
I have become a little older since I spoke to you last and
changes have come into my life.
I am quite a frivolous old girl, I am seeing five gentlemen

each day.
As soon as I wake up Will Powers helps me out of bed. Then I go visit Lou.
Next its time for Mr Quaker to give me my oats. They leave and Arthur
Ritis shows up and stays for the rest of the day. He doesnt stay in one place
for long, so he takes me from joint to joint. After such a busy day I am ready
for bed with Johnny Walker.
What a life!
And, oh yes, Im flirting with Al Zymer. The vicar came to call the other day
and said At your age you should be thinking of the hereafter
I told him
Oh I do, no matter where I am, in the lounge or upstairs, in the kitchen or
in the cellar, I ask myself NOW...What am I hereafter?

Christmas Rum Cake
Select a large mixing bowl, check you have all the ingredients.
Sample the rum again, it must be just right. To make sure the rum
has stabilised, pour one large cupful and drink.
With one selecting mixer, bleat half of the butter in a large fluffy
bowl. Add one seaspoon of thugar and bleat again.
Meanwhile, to make sure rum maintains perfection, pry another
cupful.
Add to arge eggs, 50g dlied fruit and bleat till high. If fluit get stuck
in the bleaters, pry loose with a drewscriber.
Sample rum again to check for tonscisticity.
Before you start, sample Netx hift 3 sploons pepper (or salt - doesnt really matter).
Slample rum again.
the rum to check for
Shift ½ pint lemon juice, fold chopped butter and strained nots.
quality.
Add 4 tbst blown thugar and wix mell.
Good isnt it?
Grease thoven and turn to 350 degrees.
Plour de whole mess into boven and cake.
Check rum agiain.
Siet thimer for 3600 siecons and flow to bed.
2 quarts rum
50g butter
4 tblsp brown sugar
2 large eggs
50g dried fruit
200g flour
3 tblsp baking powder
20ml lemon juice
250g chopped nuts

Surgery
The pouch / neobladder is made either partially or completely from bowel. Material to form the tunnel can
be taken from various types of tissue including the appendix, ileum or fallopian tube. A continence
mechanism is created to prevent urine from leaking out from the reservoir via the tunnel. The French
surgeon Paul Mitrofanoff pioneered this principle which is commonly used in the UK.
On returning to the ward regular monitoring of the urinary fluid balance is maintained. A catheter is inserted
into the newly-formed Mitrofanoff channel and will remain in place for 6 weeks. There is also a suprapubic
catheter which will remain in for this same amount of time. Two stents (small tube) enter the abdominal wall
and are placed into the ureters which have been sewn into the new bladder. In the early stages of the
operation these will drain most of the urine and will be removed between 7-10 days.
Over the course of the next few days the various drainage tubes and intravenous infusions will be removed
and the patient left with only the Mitrofanoff and suprapubic catheters. As the new bladder is created from
bowel a significant amount of mucus may be present. Bladder washouts will be carried out firstly by the
nursing staff and then patients are taught and encouraged to maintain their own care. Whilst both catheters
are in place, this will need to be done at least twice a day, to maintain patency of the catheters.
Discharge
When the person is confident in the management of their catheters they are discharged home with referral
to the district nursing team. Written information will be given to assist them in the care of their catheters
and what to do if the catheter sites become infected. The catheter draining the most urine can be attached to
a leg bag and the other catheter spigotted to improve mobility. It is important that the patient, GP and the
district nursing service have access to the specialist nurse for advice and reassurance.
Second Hospital Admission
Six weeks after the original operation the patient is readmitted to learn how to catheterise the Mitrofanoff
channel and for removal of suprapubic catheters. This is usually only an overnight stay. When confident they
will be sent home with instructions on how to obtain further supplies of catheters. Patients should always be
encouraged to make sure that they have adequate supplies. Catheters must now only be used once and
discarded.

Fig 4. catheter inserted via the tunnel
into the neo-bladder
Pouch Volumes
The pouch should be allowed to expand gradually. Initially volumes of 150-200 ml should be drained on a 2-3
hourly basis. The maximum time between catheterisations should be 6 hours. Until the pouch has expanded
to a manageable volume, it may be necessary to insert a catheter overnight attached to a night drainage bag.
Ideally this should be only a temporary measure.

Mucous and Infections
The cranberry is a North American wetland fruit containing hippuric acid (Busuttil-Leaver 1996). The juice
from the cranberry is effective in reducing the amount and viscosity of mucus. Mucus itself is an ideal habitat
for Escherichia coli. This is a natural inhabitant of the gut and therefore exists in small amounts in the stoma
urine. If a urinary tract infection is suspected, urine should be sent away for culture and sensitivity to identify
any organisms present. If symptomatic an appropriate antibiotic can then be given. Anyone taking Warfarin
should avoid cranberry products because of the effect it has on the clotting mechanism of the blood (Suvarna
et al 2003).
Symptoms of a urinary tract infection may include pyrexia (raised temperature), loin pain, shivers, vomiting
and odour and colour change in the urine. As well as making the person feel very unwell, infections can
cause breakdown of the hydrocolloid in the flange potentially resulting in excoriation (damage) of the skin
with the alkaline urine. This can result in the production of oxylate crystals which can be responsible for
stomal bleeding and ulceration.
Colour changes in the urine occur not only with infections but also with medication and food. E.g. Beetroot
(red) Sennacot (black). Knowledge of these changes can alleviate unnecessary anxieties.
Night Drainage Systems
The average urostomy appliance will contain approximately 350 ml before the need to empty. Night
drainage systems which are attached to the drainage tap increase this capacity to up to 2000 ml, thus enabling
the person to have an undisturbed nights sleep. On discharge a small amount of supplies should be provided
and further ordered to arrive to coincide with the patients discharge home. Confidence is increased when
access to specialist advice is easy to obtain. Details of the specialist nurse, community stoma care support
and the Urostomy Association (UA) should be provided. The UA is a self-help organisation in the United
Kingdom and provides invaluable support and advice for its members.
Neobladder and Mitrofanoff
Continent urinary diversions may be created for several reasons including congenital problems, severe
incontinence and bladder cancer. This operation consists of creating an internal pouch/reservoir (the
neobladder). To make emptying the pouch possible a tunnel is created in the abdominal wall which allows a
catheter (tube) to be inserted down as far as the urine which has collected in the reservoir.
It is important that an individual is adequately counselled pre-operatively as these are complex operations
which have a high complication and re-operation rate. Patients must be aware that motivation and
commitment to care of their pouch (neobladder) is essential. Surgery will require a minimum of two hospital
admissions and interruption of either schooling or work for approximately 3 months for adequate recovery.
Prior to surgery it may be necessary to clear the bowel, particularly if the person is prone to constipation.
Bowel preparation varies between centres and is constantly under review.
Siting the Stoma
Care will be taken to position the catheterisable stoma in a position which is as aesthetically pleasing as
possible. Usual sites are the umbilicus or the right iliac fossa. The position needs to be easily seen and
reachable for catheterisation. During pre-operative counselling booklets and videos are seen which help to
explain the procedure.

The Ileal Conduit and Neobladder with Mitrofanoff
Sharon Fillingham
Clinical Nurse Specialist, Urinary Diversion
RN, BSc. (Hons), MSc, Dip Counselling, Dip RZT, ENB 978, 980, 216, 998, 870.
Traditionally patients suffering from diseased or malfunctioning bladders have been limited in their choice of
operative procedures to the ileal conduit. More recently, they have been offered a choice between this
procedure and the Mitrofanoff with enterocystoplasty (neobladder).
Bladder cancer along with prostatic cancer is by far the most common urological malignancy (Fenwick 2004).
Approximately 8,000 new cases of bladder cancer present within the UK each year. Severe urinary incontinence
is a distressing and socially disabling condition affecting approximately 5% of the population, the higher incidence
being in women.
Urinary Incontinence
Before surgery is contemplated the patient will have undergone assessment and will have been encouraged to try
non-invasive treatment. It is important that the surgeon investigates both the effectiveness of the urethral
sphincter and how the bladder reacts in a more day-to-day pattern. Cystometry (CMG) is the main method of
investigating bladder function. During CMG the investigator is looking at the bladder pressure both when filling
the bladder and whilst voiding (passing urine). The CMG can diagnose various conditions when used in
combination with the patients history and symptoms.
Bladder Cancer
Patients presenting with bladder cancer usually complain of at least one episode of painless haematuria (blood in
urine). However, haematuria can be the result of several alternative conditions and it is therefore essential that
further investigations are carried out. These generally fall into three groups:
•

Urine analysis for culture and microscopy which can indicate whether there is a current urinary tract
infection present.

•

Urine cytology examines the presence of malignant cells within the urine. Early morning urine (EMU)
should be collected for this purpose and sent to the laboratory in a bottle containing 10% formulin.

•

Radiological investigation (x-ray) includes intravenous urography (IVU), ultrasound and CT scanning
(computerised tomography).

If any of these tests indicate the presence of a ureteric or bladder lesion then the urologist will undertake a
cystoscopy. During a cystoscopy a cystoscope (a rigid or flexible telescope with a camera) is passed via the
urethra into the bladder. This allows the surgeon to observe the urethral and bladder mucosa and to take
biopsies if indicated. Once histological examination of the biopsies has taken place, the staging of the tumour and
treatment options can be discussed. After staging (the extent to which the cancer has spread) the bladder cancer
the urologist will be able to discuss the treatment options. Patients with bladder cancer that has reached stage
T2 or T3, indicating that the cancer has spread into the muscle layer of the bladder, will usually be offered
chemotherapy, radiotherapy and / or cystectomy (removal of the bladder).
Removing the bladder requires an alternative method for passing urine to be created. For many years the only
option for an individual was formation of an ileal conduit. In more recent years advances in surgery have
increased the options and it is now possible to have a continent urinary diversion created (neobladder and
Mitrofanoff).

Ileal Conduit
First described by Bricker (1950) the ileal conduit (urostomy) remains the most common form of urinary
diversion. There are still relatively low numbers of urostomates compared with those with ileostomies or
colostomies. The Urostomy Association estimate there are approximately 7,500 people with urostomies in
the UK.
Pre-operative Assessment and Siting
The formation of an ileal conduit is generally an elective procedure and rarely done as an emergency.
Therefore it should always be possible for the stoma care nurses (SCN) to see the patient pre-operatively
to explain in detail the pre, peri and post-operative care and stoma management plan that will be
undertaken. In addition to general surgical information, the individual will require psychological
preparation and support. Formation of any type of stoma involves a change in body image for which there
needs to be a period of adjustment. Time should be given to discuss the impact of these potential changes
and should be readdressed post-operatively to assist the patient in maintaining a satisfactory level of selfesteem (White 1997).
Siting
The urostomy is generally sited on the right-hand side of the abdomen below the umbilicus. The SCN will
give consideration to the patients dexterity, eyesight and mobility. They will assess for scar tissue, creases
and whether the patient uses a wheelchair or crutches or any other aids to mobility. Ideally, a flat 5 cm2
area is identified.

Fig 2. Ileal Conduit
Appliances
Modern urostomy appliances are available in the one and two piece systems. Incorporated in the pouch is a
non-return section to prevent the urine from pooling on the flange around the stomal area. An integral
drainage tap, which can be attached to a night drainage system, is common to all varieties of appliance and
choice would depend mainly on the persons dexterity.
Nobody should be discharged from hospital until they or their carers feel confident in managing their stoma.
The learning experience should be tailored to the individual. As with any new skill confidence and dexterity
are gained with practice. A written step-by-step guide may be helpful for some people and the use of
booklets and videos may reinforce the procedure. It is essential that how and when to obtain further
equipment is known before discharge from hospital as the threat of running out of supplies can shake
anybodys confidence.

Fig 1. Siting a Urostomy
During the Operation
To form a urostomy the surgeon will isolate between 15-25 cm of the terminal ileum (small bowel). This
piece of ileum remains attached to both the blood supply and the mesentery so that it remains a healthy piece
of small bowel. One end of the loop is closed in a water-tight fashion. The ureters are plumbed into this
loop which acts as a collection tube and the distal end is brought through the abdominal wall, at a premarked
site, and is fashioned to provide a spout (stoma). Two very small tubes are inserted into the stoma and up into
the ureters to protect the join between the ureters and the stoma. These are usually removed or fall out
between 7 and 14 days post-operatively. It is important the SCN advises the patient that this is a painless
procedure due to the lack of nerve-endings in the stoma itself. Immediately post-operatively the patients will
need to wear a drainable appliance as the stoma is active immediately.

Fig 3. Urostomy / Ileal Conduit

Tips, Advice and Complications
During the post-operative period advice can be given on what to look out for and when to seek further advice
from a health advisor.The most common reasons for seeking advice are mucous, urinary tract infections, colour,
and odour changes

