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Hints & Tips
Whilst we have tried to compile the ultimate guide of hints and tips for
all forms of stomas, I’m sure there will be other recommendations that
we will have missed. We will of course be only too glad to receive
more hints or tips from anyone who may be able to add to our
collection. The purpose is to help others so that they may achieve a
better quality of life.
We are not saying that these are the only solutions to your problem;
but these are a few ideas that may help you or you may be able to
adapt as suitable and comfortable to your needs.
In all my 60 years of living with my colostomy and 12 years with a
urostomy which I swapped for a cystoplasti some four years ago, I
am still finding out new things to try out so that my quality of life and
that of my family is not in anyway hindered.
I hope that you will find the information useful and that it will help you
to gain confidence and get back into living your life fully. Some of
these suggestions I have tried and others have been sent to me over
the years from fellow ostomists and Stoma Care Nurses. Remember
if in doubt ask your Stoma Care Nurse, Consultant or GP.
Good Luck and remember your Quality of Life could Improve!
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Colostomies:
Out and About: I have dry wipes and a very small
spray bottle container which I fill with water and dry
wipes; take with me on day trips, just in case I’m
caught out with no running water. I also pack some
antibacterial wipes as some public conveniences do
not have any soap.
Camomile Tea: Anyone, with sore skin from receiving radiotherapy,
could try washing the area with cold camomile tea. It is said to be
very soothing.
Ladies Tights: For ladies that have become enlarged around the
abdomen and find that wear normal tights is unbearable, try wearing
maternity tights. Some find them more comfortable.
Cranberry Juice: Most of us are aware that cranberry juice is
recommended for urostomists. It helps combat urinary tract
infections. It has also been reported that it may help to combat
viruses that can cause gut disorders. It is thought that it might be due
to chemical components contained in the juice, called flavenoids and
tannins, both of which previously research has shown to have an antibacterial effect. However, flavenoids are known to inhibit the action of
substances which the body uses to break down warfarin, an anticlotting drug. It is advisable to check with your GP, to see if you
should limit the amount you drink.
Irrigation:
Colostomy Irrigation is an alternative method of
managing your colostomy, by installing a measured
amount of lukewarm water into the colon via the
colostomy. Irrigation does not washout the entire colon
but creates a reflux wave in the intestines that helps to
evacuate the faeces from the distal colon. Before
starting to irrigate, you must get permission either from your
Consultant or Stoma Care Nurse as to whether or not you are a
suitable candidate for irrigation.
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The procedure can be time consuming, e.g. up to one hour. This can
cause problems in a busy household as you need a regular unhurried
routine to perform irrigation properly. Irrigation is not successful for
everyone, so do not be down hearted if you cannot do it. It’s not
everyone’s cup of tea!
Your Stoma Care Nurse will show you how to irrigate and teach you
the procedure. To start with you will have to do it everyday for up to 7
to 10 days to regulate your bowel or even longer, everyone is
different. During this time it is advisable to wear your regular
appliance until you feel confident that your stoma will not act between
irrigations
Difficulty in inserting the cone into the stoma:
 Make sure you are relaxed
 You may need to adjust the direction of the cone as the tip may
be resting on the wall of the bowel
 You can do this by gently inserting your finger into the
colostomy to determine the direction of your bowel
Water does not enter/empty freely into bowel:
 You may be tense – try deep breathing exercise to help you
relax
 The cone is blocked with faeces
 The reservoir may be too low, it should be at shoulder level to
allow it to flow
 You may need to use a little less water
Abdominal Pain:
 The water may be running too quickly
 Slow the water rate down by using the flow regulator
 Stop irrigating until the cramping has ceased
 Check the temperature of the water as it could be too hot or too
cold – temperature should be tepid (36° - 37° c)
Faecal matter slows in return:
 Massage your stomach
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 You may be dry – you need to remember that alcohol,
particularly red wine can lead to a degree of dehydration and
retention of more irrigation fluid than normal
Stool action between irrigations:
 You may need to use less water when you irrigating
 Time between irrigations may be too long
 You may have rushed the procedure, therefore some of the
faeces may have remained in the bowel and were not
completely expelled. More time may be required
 Review your food intake as some foods and alcohol, e.g. red
wine, chocolate, and foods with sweetener addictives, can have
a laxative effect
When not to irrigate:
 If you have a stomach upset or diarrhoea, you must stop
irrigating until it has stopped
 You may need to stop irrigating temporarily if you undergo
hospital investigations such as colonoscopy, barium enema, an
operation or other form of treatment
Once you are able to irrigate again, you should then irrigate daily for
at least three to four days, or until the stoma does not act between
irrigations, before returning to your normal irrigation routine.

Ileostomies:
Dehydration: This is an invaluable recipe, especially
if you are going away on holiday, somewhere that is
hotter than the UK. It ensures that your body receives
the right level of salts and helps you re-hydrate
yourself much more swiftly than anything else. You
can simply take the powdered mixture and add the
water whenever you need it.
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St Mark’s Mixture
6 level 5ml spoons of glucose
1 heaped 2.5ml spoon of bicarbonate of soda
1 level teaspoon of salt (sodium chloride)
Add this mixture to 1 litre of bottled or sterilised water and drink
gradually through the day. You can also flavour it with orange or
lemon squash!
Leaks: Before going to sleep check that your bag is lying straight and
not folded in any way. The bag could possibly fill completely overnight
so, if it is folded in anyway, minimising the capacity, you could have
problems with leakage.
All Stomas:
Rectal Discharge: What is rectal discharge? Ostomists who still
have their rectum and anus in place may have discharges via their
bottom. The sort of discharge could be in the form mucus. This is
normal as your large bowel produces this to enable the passage of
faeces along the large bowel. It can be slimy or more solid in
appearance – collection of mucus. If you feel rectum pressure as if
you need to visit the toilet to have a bowel movement, sit on the toilet
and try, without straining to pass the mucus. Occasionally you may
require a suppository or enema to make the process easier.
If you are concerned with any rectal discharge, or you have some
intense pain, then make an appointment with either your Stoma Care
Nurse or your Surgeon so that they can advise you the best way of to
deal with the problem.
Rectal Pain or sometimes known as Tail End Pain: there
are a variety of reasons why you may have pain in this area after the
removal of the rectum. It is normal and can usually be treated with
some form of pain killers which your GP or Surgeon will recommend.
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The discomfort could last days, weeks or even months. Everyone is
different and we all heal differently, just be patient.
If your rectum has been removed, there is often inflammation deep
inside where your surgeon has been man/woman handling you, to
take out the rectum, so there will be bruising.
Phantom rectal pain is the sensation of wanting to evacuate your
bowels after it has been removed with surgery.
Phantom rectum is relatively common but symptoms are usually mild
and resolved in time. They tend to resolve spontaneously in 50% of
the cases.
For many patients, the experience of phantom rectum with pain can
be distressing, as it is quite difficult to define a specific treatment, due
to the complexity and poor understanding of the condition. The help
designed for one patient will not necessarily help the next patient.
But, if you are in anyway concerned, then seek an appointment with
your Stoma Care Nurse or your Consultant to talk it over with them.
They will help finding relief either with painkillers or, sometimes, an
anti-depressant may be given. These types of drugs are known to
have a good effect on perineal pain. They work specifically by
blocking the nerves causing the pain in the rectal/perineal area.
Sometimes a referral to the pain management clinic may also be of
help.
Getting Help with Water Bills: You will have to meet the
following conditions:
 You must pay metered charges rather than water rates
 You must be in receipt of one or more of the following:
Income support
Working families tax credit
Income based jobseekers allowance
Disabled persons tax credit
Housing benefit
Council tax
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 You must be diagnosed with eczema, incontinence or an
abdominal stoma
As a result of your condition, you are obliged to use a significant
volume of water.
If you meet the various criteria, you will not have to pay more than
your local water company’s average annual domestic water and
sewerage charges. These are set by the Office of Water Services
each year. At the end of each year, your water consumption is
checked and if you, in fact, used less than the average charges, you
will be refunded the difference.
Sore Skin: Sore skin around your stoma is a common problem for all
ostomists. Some are easier to sort out than others. It is unfortunate
that sometimes simple measures do not always work and then you
need to seek advice from your Stoma Care Nurse.
There are many issues one has to take into account when you find
that your skin first becomes sore. Here are some of the more
common causes and possible remedies.
Always look at the adhesive on the flange (base plate, pouch) when
you take it off, to see if there are any signs of erosion in any particular
spot and then check to see if the hole for the stoma is cut to the right
size.
Erosion of the adhesive or even dip near the flange can mean that
there is a crease in the skin. Creases may not be obvious when you
put your appliance on, if you apply it lying down. Have a look when
standing or in a sitting position, to see if there are any noticeable
creases. There may even be a small hernia which could cause a
bulge around the stoma, affecting the adhesion of the flange.
Look to see how far away the sore is from the stoma. This could
show if it is a leakage problem or not. It could be that, due to
frequently changing the pouch, you have stripped the skin or have a
reaction to the adhesive. Check with you Stoma Care Nurse to see if
that is the problem and if there is something else you can use. If you
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find that the sore is very close to the stoma it may be that the hole cut
in the flange is incorrect. It is important that the flange is cut correctly
to the shape of your stoma and that it fits very snugly to the stoma.
The output of both ileostomies and urostomies produce a lot of acid in
the waste which can damage the skin.

Here are some solutions to help you reduce the sores around the
stoma:
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 You could try offsetting the hole in the flange so that you are
not putting the flange in the same place all the time. This way, it
allows the skin to breath, and gives the sore area a breathing
space.
 Do not use perfumed soap to wash close to the stoma. Use
hypo allergenic soap or just plain water. The reason is that
perfumed soap, wet wipes, creams and lotions can contribute to
the soreness. Some of us may have to shave around the area,
but try not to do it more than once a week as this too can have
an effect.
 You should also consider if you have had recent bouts of
diarrhoea, changes in normal stoma functions or drug
treatment, such as chemotherapy.
As you can see there are many reasons for your skin to react and for
you to have sores. Do not become down hearted. Solutions can be
found, with the help of your Stoma Care Nurse, she/he will work with
you to find the source of the problem and look for the best option to
solve the problem. If you are in a support group, the other ostomists
may have experience of a similar problem, and will tell you how they
dealt with it. Remember what works for one person does not
necessarily work for you. If in doubt, please contact your Stoma Care
Nurse.
Leaks:
Most stoma patients will experience a leakage of some kind. It’s sods
law. It will happen when you have just got yourself ready to go out or
when you are out dinning, in the theatre, with friends. You name it
and that’s where it will happen. The best motto I can give you is
Baden Powell’s “be prepared”. If you use a car, carry a small bag with
a change of clothing and have your appliances already cut to the size
of your stoma/s. Carry a small quick change in your bag or on your
person for those little emergencies. Keep it with your Radar Key (this
enables you to use a disable toilet; you can obtain one from
www.radar.org.uk ).
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If you do have an emergency, “Do not panic”! Keep calm! You may
not have all the things you have at home, but adapt to what you do
have. Utilise what there is. Make do, until you can get back to your
own safe zone. There, you know where everything is and can deal
with any emergency, in your own time.
If leakage occurs frequently, i.e. every day, then you may have a
problem which can be solved. We just have to eliminate the obvious
first, like increase or decrease in weight. After surgery your body
could have created folds and creases which make it difficult to apply
an appliance to your abdomen, but with extensions, fillers or even
“Blue Peter sticky back tape” we can overcome it.
It could be that your stoma has convexed, in other words it has gone
inwards. It’s not a problem! A change of appliance can solve it but,
before you go changing have a chat with your Stoma Care Nurse,
and let he/she have a look. It could be that it is something else.
Another reason may be that you did not place the appliance properly
or did not make sure it was firmly fixed. Do make sure the surrounds
of your stoma are perfectly dry and that the cream/s, which you have
used for sores, is/are well rubbed into the skin, leaving no oily
residue. Fold your base plate vertically in half, take the backing paper
off, place the first half around the stoma making sure that you have
placed it into position, then remove the remaining backing paper and
cover the other half and press firmly, from the centre outwards, to
take out all the kinks etc.
Tip for putting on your appliance/s:
Preparation is the number one rule. Have everything you need
together so that you are not lumbering around, in the middle of a
change, looking for something. Especially those of you who have just
come out of hospital and are on your own for the first time with no
Stoma Care Nurse to hold your hand. As you get used to what you
have to do it will get easier I promise. Make sure that you have all the
things you need, disposable bag, new base plate and bag, or one
piece appliance, pre cut to the shape of your stoma, and anything
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else you may need, creams, etc, (remember everyone has different
needs). So, keep what you need ready.
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You can step into the shower or bath, without your appliances on, this
allows your stoma/s to breath, or, if you prefer, with the old appliance
on. But remember, after it has been in water it will be a lot harder to
take off. Make sure you pat your stoma/s dry with your towel or dry
wipes and, whilst still standing in the shower or bath, pick up your
new base plate or one piece, which you have already prepared in
advance, and hold it against your warm body for a while. This will
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allow it to become more pliable. If possible fold it in half
vertically/horizontally, whichever you prefer, so that you can find the
centre of your stoma and place it over - after taking the backing paper
off! Firmly, push the base plate from the centre to the outside with
your fingers. This will push out any trapped air and will smooth out
those creases that may cause leakages later on. If you use two piece,
place your bag on and secure. Make sure the surface of your body is
dry before applying the appliance. When all is done and dusted, just
give it a gentle tug, to be certain that it is well secure so that you can
go about the rest of your day with peace of mind.
Eyesight Problem: Those of you, who have deteriorating
eyesight, may find this tip useful. Mark the top centre of the pouches
or flanges with a brightly fluorescent marker pen or place one of the
little white stickers you find in your box of pouches provided by the
manufacturer to cover the odour filters. This will help you to align your
pouch over your stoma and place it in the correct place.
This tip has come from a blind person:
“I've used a two-piece kit all along, the type where the pouch sticks
directly onto the base plate. It would be tricky, to position the sticky
ring of a single piece pouch correctly, (a bit like trying to fit the dust
bag on an upright vacuum cleaner tube, but with more disastrous
consequences if done badly!)
After removing the old plate and cleaning up, I peel off the inner
backing ring of the base plate, and then hold the base plate just in
front of but not touching my stoma. I use my index finger tips to find
the stoma edges through the hole in the base plate then carefully
lower the ring into place and press it on firmly.
I find it wise to place a folded dry wipe over my stoma once the base
plate is positioned just in case anything pops out when I'm applying
pressure to the ring and surroundings.
Making sure that the surround is smooth i.e. no kinks thus it is less
likely of having leaks, peel off the outer facing pieces from the front of
the base plate.
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Then with the filter at the top of the pouch, peel off its backing paper,
and carefully position it on the base plate. The outer edge of the
circular pouch adhesive ring is very slightly smaller than the
dimensions of the square base plate "landing site".
I suppose it could be said to be a circle inscribed in a square, (if I
remember my geometry correctly!)
Although it was very helpful at the start to have my husband saying
"up/down a bit, left/right a bit” like the TV Golden Shot program in the
70’s, I naturally prefer to manage independently.
Although a one-piece might be neater to wear, I think the two-piece
may have some advantages, with or without eyesight, i.e. possibly
less skin damage from frequent removal, and the larger hole in the
pouch making emptying easier without needing to cut the bag”.
Foods and Effects on stomas: It is possible that, after you have
had your stoma operation, certain foods may affect you in a way that
they did not before. This can be embarrassing at times. Increasing
wind for instance. After blaming on the rats or other domestic
animals, look as innocent as possible. Remember, we are all
individuals and different foods affect each of us in different ways.
Please do not be afraid to try new foods, after all variety is the spice
of life!
Foods that can increase odour:
Asparagus
Broccoli
Brussel Sprouts
Cabbage
Cauliflower
Beans
Eggs
Fish
Onions
Garlic and some spices
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Foods that can thicken stools:
Apple Sauce
Ripe Bananas
Cheese
Boiled Milk
Marshmallows
Pasta
Creamy Peanut Butter
Rice
Bread
Tapioca
Toast
Yoghurt
Foods that can increase wind:
Beans
Beer and carbonated drinks
Broccoli
Brussel Sprouts
Cabbage
Corn on the Cob
Cucumbers
Mushrooms
Peas
Radishes
Spinach
Dairy Products
Chewing gum
Foods that can loosen stools:
Green Beans
Beer
Broccoli
Fresh Fruits
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Grape Juice
Raw Vegetables
Prunes / Prune Juice
Spicy Foods
Fried Foods
Chocolate
Spinach
Leafy Green Vegetables
Mediclert Bracelet/Pendant: (For a Peace of Mind), if you have
any kind of pre-existing condition or treatment that may need to be
known in the event of an emergency, it is sensible but not written in
stone to have some form of recognised information about yourself
that is accepted no matter where you are in the world. It would hold
specific medical information relevant to you. For example, allergies to
certain medicines, steroid treatment or in case you have an ileo-anal
pouch and an endoscope is needed, the advice that a paediatric
endoscope should be used as anything bigger could do some
damage. In any event, it is the safest way to ensure that this key
information is available, even if by chance you are unconscious at the
time. It bears the internationally recognised medical symbol, with your
ID number and a 24/7 telephone number which will enable them to
retrieve the vital medical information pertaining to you. You can find
out more by ringing 0800 581420 or look on the website
www.mediclert.org.uk
SOS- Talisman: is another company that provides a similar service
as the above. Tel: 0141 639 7090 or use their website
http://www.medical-bracelets.co.uk
Going into Hospital for other reasons:
If you find yourself having to go into hospital for any reason other
than anything to do with your stoma, please remember to take in your
supply of stoma appliances. Also, anything else you may need for
your stoma as there may not be a Stoma Care Nurse in the hospital
or they may not have the appliances that you are used.
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Water and its effects: The most obvious is that drinking at least 2
litres a day will benefit our body. Water flushes out all those toxins
that our body stores from what we eat, drink and take in forms of
medicine. The intestines and kidneys need to be flushed!
Some of you will notice that your faeces are looser when you visit a
different area in the UK; this could be from the tap water in that area.
You may find drinking bottled water instead will calm things down.
When travelling overseas, it is also recommended that you drink
bottled water, for the same reasons. Those of you who irrigate, use
bottled water to be on the safe side.
Urostomies:
Urine Samples: Most urostomists are able to
obtain urine samples taken via a catheter,
directly from a stoma. However, there are other
ways of obtaining a clean sample which are
acceptable.
Replace your current pouch, ensuring
that your stoma is clean by using clear
water. Allow the pouch to fill slightly, and then empty the
contents into the sample flask.
Remove the current appliance, (if one piece), or remove the
pouch only (if two piece). Wipe the stoma clean with clear
water and then place the sample flask under the urostomy and
collect sufficient urine needed for testing.
Remove as above and wipe the stoma clean with clear water
and then hold a small sterile kidney dish beneath the
urostomy and collect sufficient urine needed for testing.
Bleeding: Bleeding around the stoma, can happen when washing
the surface or the surrounding of the stoma. It is nothing to be
worried about. It is quite normal for the stoma to bleed slightly from
the outside due to its blood vessels being superficial and easily
damaged. The bleeding usually stops within a few minutes of it
starting.
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Other reason for a small bleed is that you may have cut your base
plate too small and it is pinching your stoma. If that is the case, then
you need to take it off and replace it with the correct size hole
ASAP.
If you do notice that the bleeding is constant, or that it is coming out
of the stoma, then get in touch with your GP or your Stoma Care
Nurse immediately. You could have a urinary tract infection which is
easily dealt with by antibiotics. But you must have it investigated!
Just a thought, if you have eaten beetroot, your urine might seem to
contain blood as beetroot can turn your urine a reddish colour. It
could also turn your stools a reddish brown, looking as if there is
blood in your faeces.
Diet: Urostomists are able to eat whatever they enjoy in their
normal diet. It is helpful to create an acidic urine because it will help
to combat infections.
Water: I can not stress enough the amount of water you should
drink per day, at least 2 litres; this can be mixed with squashes, any
of the barley mixes or just the plain old fashioned cup of tea/coffee.
Reason, it helps to flush out those kidneys and to reduce any
chance of an infection taking hold.
Gout: Your kidneys sometimes do not filter out all the acids that
your urine creates, like for instance uric acid. This is the main
instigator of gout.
Gout is often extremely painful and it is by no means rare. It affects
16 men in every 1000, but less women, 3 in every 1000, before
menopause. It is a type of arthritis brought about by the body’s’
inability to fully metabolise uric acid crystals forming in the joints.
Typically, it effects, the base of a single joint, most commonly the
big toe, although it has been found in the knees, wrists and ankles.
I know what you are going to say, “That I’m not an old man” and “I
don’t drink port” etc. The precise causes of gout are uncertain, but
there is often a family history. Over indulgence in food or alcohol
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does not necessarily cause gout, but it could be the trigger that sets
it off. Controlling body weight, through a well balanced diet and
exercise can help to relieve gout. However, fasting can also
precipitate an attack.
You should drink plenty of fluids to help prevent the build up of
excess uric crystals which can also be the cause of kidney stones.
Eat plenty of fresh fruit and green leafy vegetables for potassium,
which aids excretion of uric acid and keeping the urine alkaline.
Eating 225g (8oz) of fresh or tinned cherries, kiwis, leeks and celery
helps by lowering the blood levels of uric acid and as an antiinflammatory. You are advised to cut down on foods that have a
high level of purine such as offal, game, anchovies, sardines,
poultry, shell fish and pulses. But remember, you do not have to cut
these out of your diet; it is a matter of moderation and a well
balanced diet. As they say, a little bit of what you fancy does you
good!
Night Drainage Bags: When flushing a night drainage bag
through, you could add a teaspoon of vinegar to the water for a
cheap and effective cleaner. Or you could try holding the tube under
the running water and when you have sufficient amount of water
agitate and then empty. If this does not clear the bag then use a
clean one – each bag should usually last for up to two weeks.
Another idea, is to use an empty washing up liquid bottle fill it with
Dettol (diluted), squirt some into the bag and then add warm water,
making sure that you have closed the tap, agitate and empty, giving
the bag a final squeeze to make sure that you have taken all the air
out of the bag.
Air in night drainage system: Sometimes air pockets in the
body bag can cause you problems. The easiest way to avoid this is
to connect your bag when it is half filled with urine to the night tube
and squeeze the urine through into the night bag. Your body bag
will remain empty all through the night.
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Twisting of Night Drainage Bags in the Night:
This could happen and it may reduce the flow of urine into your
night bag. Here are a few ways that may be of some help. After
climbing into bed for the night, feed the night bag and tubing under
the nearest leg to your night bag stand. Attach the tube to the
bottom sheet leaving some excess tubing available so that if you do
turn in the night it does not pull your bag off forcing you to get up in
the middle of the night, to change everything.
Another suggestion is to use G straps, (not to be mistaken with G
strings). They are soft elastics, with a plastic clip on either end so
that they encircle the leg. Use two, one facing the other in opposite
directions at the top of the leg. This will hold the tube of the night
drainage bag in position throughout the night.
If you wear a two piece, you can turn the bag it so that it is facing
sideways over your body. Attach the tubing and secure it to the
bottom sheet so that it does not twist or kink.
There is a manufacture that has produced a flexi tube that attaches
to both the night drainage bag and your body bag. It helps to reduce
kinks. Again on two piece products there is a company that has
come up with a smaller body bag, slightly bigger that your base
plate that attaches direct by the night storage bag and tubing. This,
you may find, reduces twisting and air pockets in the body bag.
Travel:
Long over night flight: If you are worried that your pouch may
overfill whilst sleeping on long haul flights to the Far East for
instance, then why not try this out. Conceal an over night bag in a
carrier bag, (Harrods carrier bag preferable, why not swagger), and
connect as you would in bed. This can then be discreetly emptied
when you awake from your slumber.
Long car journeys: Have you ever been caught out on the M25
or in some tail back on the M5 into Cornwall? Well, like the above,
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you can put your over night bag into a carrier bag and place it in the
well of the car. You will find that it does not interfere with your
driving or as a passenger, but you must remember two things 1.
Disconnect when you arrive at your destination. 2. If you have
passengers, they might need to go to the loo.
Seat Belts: you may find that where your stoma is sited it might be
in the way of the seat belt straps, either the one that goes over your
lap or the one that crosses over into the fixing clip. You can either
look on the internet under, (“Klunk Klip”), this allows you to put
some slack on the belt so that it sits comfortably, and allows it to
operate properly in event of an accident. Another alternative is to
write to Safety Belt Services Ltd Cauldwell Court Cauldwell Walk,
Bedford Bucks MK42 9DT. Tel: 01234 330450. It costs £8:50p pp
Or if you find that it is still uncomfortable you could approach your
GP and ask for an exemption certificate so that you do not have to
wear one. But you must remember that you must carry it with you
always as you will be stopped by the police. As long as you have
that certificate in your hands, you will be OK.
Medical Assistance for Travellers: The International
Association for Medical Assistance (IAMAT) is a non profit making
organisation which provides a list of English speaking doctors
throughout the world. You can find them at www.iamat.org
Membership is free, but a donation is requested.
Travel Insurance Cover: www.travelhealth.co.uk has a useful
list of insurance companies who may offer reasonable priced cover
for those with pre-existing medical conditions.
What should I take with me? Those of you who are taking
your first steps (or you old hands) out into wilderness, here or
abroad, may have worries about what to pack, where to put it, etc.
Here are some simple things to remember to put on your “to do” list:
Double the amount of appliances you would normally
use for the time you are away and then add one.
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If you do find that you are going through things very quickly and you
are worried that you may not get through to the end of your holiday
then do not panic! Remember to take your suppliers telephone
number and give them a quick ring. They will endeavour to get to
you whatever you need, no matter where you are in the world,
within 72 hours. Paper work can be sorted out when you get back to
your home.
Flying to a destination: If you happen to be flying to your
destination, it is advisable to pack your appliances in a separate bag
as hand baggage (remember do not pack your scissors in the same
bag as they may be confiscated). Inform the airline what you are
carrying and, when you book in, show them a letter, from your
Stoma Care Nurse, explaining that you are carrying “essential
medical supplies” and they should allow you that extra baggage. I
would also recommend you carry any medicines you are taking at
the time, but you will have to check with the airlines as there, are
changes to what you can and can not take.
Internal Pouches:
Your internal pouch will start working after the
surgeon closes off your ileostomy. This allows your
pouch to heal. You will feel the need to go to the
toilet as before, but without the urgency. It may take
a little time and effort to adjust to using your pouch
effectively.
Here are some possible problems to look out for:
Pouchitis: This is an inflammation inside the pouch. Its causes are
not fully understood, but research is still continuing in this area.
What has been found, so far, is that it seems to be more prevalent
in those individuals who previously suffered from UC (Ulcerative
Colitis), suggesting that the underlying cause may be a change in
the auto-immune system. This does not mean, however, that if you
have suffered with UC, you will automatically suffer with pouchitis.
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Symptoms: Inflammation of the bowel mucosa of the internal pouch,
diarrhoea, blood in the faeces, occasional joint pains, fever,
frequency of wanting to go to the toilet, dehydration and feeling
generally unwell.
If you have any of combinations of the above, then you must seek
help from either your Pouch Nurse/SCN, GP or take a trip to A & E.
Treatment consists of antibiotics.
Poor Pouch Function: Leakage of mucus or stool; Incontinence;
Urgency – inability to defer the urge to defaecate; Increase
Frequency; these are some of the symptoms you should be aware
of. Possible causes of poor function:
 Gastrointestinal infections
 Pouchitis
 Pre-pouch inflammation
 Pre-pouch obstruction
 Pelvic infection
 Pre-pouch stricture
 Incomplete evacuation
 Weak sphincter muscle
 Functional inability to evacuate pouch
If you find that you are suffering with poor pouch functions the best
course of action is to seek out your Pouch Nurse/SCN, Consultant
or GP and they will advise you on how best to resolve your
problem.
Leaking Ileo-anal Pouch:
Most pouches do not leak stools, but unfortunately it can happen
on the odd occasion and always when you least expect it to. This
could be due to passive seepage during the day, when you are
asleep or, more rarely, find a toilet when you are out and about or
shopping because your pouch is full.
There is no ideal answer to a leaking pouch, whatever the reason
may be, but it would be worth talking it over with your Consultant or
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Pouch Nurse/SCN as there is always a solution to the problem,
either by medication to reduce the amount of liquid in the stools or
re-train you in how to improve your emptying technique.
It could be that by doing some exercises to strengthen your anal
sphincter muscles and their speed of reaction, you can improve the
control.
If you are worried, there are a few products designed specifically
for managing bowel leakage, while you build up your confidence
and take that step. Most of the disposable pads used for urinary
incontinence can be used for containment, but for some they are
too thick, bulky and not exactly the right shape to contain the
leakage.
The simplest sort of pad, for minor leaks, is a panty liner or the
more modern ultra thin with its sticky strips. If you find that the stay
dry surface is a little rough, especially if you are sore, then try to
find the ones without the stay dry surface. However, there can be a
downside if used if they are stuck inside your pant gusset; the area
between the buttocks often becomes sore as stool is in contact with
the skin. You could try folding a panty liner between the buttocks
and holding it in place with a close fitting G string. It helps to
contain soiling and prevents the skin from getting too sore. Or, if
you know you are going to be out for a while and are not sure
where the nearest toilet is or you just wish to be reassured, you
could try a pair of built in waterproof gusset pants.
These pads come in all shapes and sizes and many are available
free of charge on the NHS via the District Nurse or the local
continence nurse. The Continence Foundation Helpline: 0845
3450165 or website: www.continence-foundation.org.uk for further
help or advice in confidence.
If you are worried about night-time, then you can get mattress
protectors either from some of the manufactures or from reputable
chemists. Remember, if you are using a double bed and your
partner does not want his/her half covered, then just get a single
cover for your half of the bed.
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If you are concerned about any of the above for any reason, then
do get in touch with your Dr, Consultant or your Pouch Nurse/SCN
and talk it over with them. They will be only too pleased to help you
have the quality of life you deserve.
Gastroenteritis: Symptoms; frequency, nausea and vomiting,
abdominal discomfort (not acute pain or distension) and
dehydration.
Causes of Gastroenteritis: Ingestion of suspicious foods, foreign
travel, contact with another person who has similar symptoms, diet
change or medication change.
Put a call into your GP or Pouch Nurse who will advise you what to
do next.

Dehydration:
Early signs of Dehydration: I can not impress on you enough
how important this is.
 Increased liquid output from pouch
 Decreased urine output
 Dark coloured urine
 Feeling tired or lethargic
 Dizziness, dry mouth, headache
 Increased thirst
 Dark sunken eyes
 Cramps
 Low, rapid volume pulse
Re-hydration Tips:
 Re-hydration drinks – Electrolyte mix, Lucozade
sports drinks, Bovril or Marmite
 Add salt to meals
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 Take Loperimide or Codeine before meals
 Drink water, tea or squash in addition to rehydration drinks
 Do not eat and drink at the same time
 Eat starchy carbohydrates
Just be sure to drink plenty of fluids, whatever your favourite tipple
happens to be, but go easy on the alcohol!
Healthy Eating with a Pouch:
After surgery, it is important to have a well balanced diet to aid your
recovery and healing process. As with any operation, you will find it
takes time for your appetite to return, especially if you have been
unwell before surgery. It is a good idea to reintroduce food
gradually, starting with a light diet which is easy to digest and will
not disturb the surgical join. Include protein foods such as meat,
fish, eggs, cheese and milk to help with wound healing. Eat starchy
carbohydrates such as bread, cereals and potatoes to give you
energy.
If your appetite is poor take smaller meals with snacks in between
such as sandwiches, cheese and biscuits, yoghurts or nutritious
drinks like milk, Complan, Build-up or other supplements, as
recommended by your dietitian.
It takes time for your pouch to adapt and you may experience loose
frequent stools for several weeks. During this time you may be
losing more fluid and salt than is normal and, therefore, be at risk of
becoming dehydrated. To help you prevent this, you should ensure
that you have adequate fluid and salt intake:
 Aim for at least 1½ to 2 litres a day which can include water,
tea, coffee and squashes.
 Add extra salt to your meals roughly half to a teaspoon of salt,
spread throughout the day, should be adequate.
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As your pouch settles, your stools will thicken and become less
frequent, but you should ensure that you continue to drink plenty of
fluids and keep the intake of salt at the above suggested level.
As you become an old hand, your body adapts to the changes, you
become used to its normal function and start feeling more confident,
try to experiment with new foods. Please remember that everyone is
different and what may have been tolerated and enjoyed before
may have an adverse effect. Do not give up straight away. Keep
trying, but if you do find that it repeatedly causes unacceptable
pouch function, then leave it alone for the time being. Some months
down the line you can always try it again in small quantities.
Foods and Associated Symptoms:
Foods that can increase stool output
Beans
Caffeinated beverages
Raw fruit and vegetables
Leafy green vegetables
Cereals
Beer / Alcohol
Chocolate
Spicy foods
Wholemeal food
Citrus fruit and juice
Foods containing artificial sweeteners
Foods that can decrease pouch output
Apple sauce
Boiled rice / Pasta
Creamy peanut butter
White bread
Suet pudding
Bananas
Cheese
Tapioca
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Potatoes
Foods that may cause irritation
Coconut
Nuts
Oriental vegetables
Some raw fruit and vegetables (i.e. oranges, apples, celery,
coleslaw, corn, citrus fruit and juice
Foods that may increase wind
Carbonated beverages / beer
Dried beans and peas
Milk and milk products
Onions
Garlic
Cabbage
Broccoli
Sprouts
Chewing gum
Foods that may on the rare occasions block the flow into
the pouch
Mushrooms
Sweet corn
Potato skins
Nuts
Tomatoes
Raw fruit skins
How you may avoid an itching or sore bum: First, this
might be the result of the scarring left when the surgeon joins the
pouch to your back passage. The faeces are more liquid than most
people and, for this reason, from time to time, it may itch or burn.
 Keep the anal area clean, particularly after a bowel motion
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 Use moist toilet paper to wash and wipe after bowel action
 Ensure that all of the bowel movement has been wiped gently
from your skin. If unsure, following the use of a moist wipe
use a damp piece of cotton wool to wipe the anus only
 Have regular baths or use a bidet. Portable bidets are
available from chemists or Salts Healthcare
 Always use cleansing items that are disposable
 Avoid rubbing the area
 Avoid using products with strong perfume such as scented
soap, talcum powder or deodorants on your bottom
 Always ensure the area is dry
 Use a recommended barrier cream only
 Avoid tight jeans, tights or clothes that may rub on that area
 Wear cotton underwear
 Avoid scratching the area
 Use a mirror to assist in cleaning and applying barrier creams
 Try to establish a regular bowel habit
 Ensure whenever possible that you eat a healthy and
balanced diet
 Take into consideration that some foods can increase itching
and burning. For example coconut and citrus fruits
 Consider thickening your bowel motions by changing your
diet or taking medicines that slow down the rate of your
digestion system as for instance, Imodium
 Seek medical attention from your Pouch Nurse/SCN or GP if
it continues to be a problem.
Women are advised always to wipe from the bladder and vaginal
region to the rear. The reason for this is that bacteria from the
bowel can infect the bladder and vagina by cross contamination if
you wipe back to front.
Mitrofanoff / the Continent Urinary Pouch:
What is a continent urinary pouch? It is an
alternative method of collecting urine. When the
bladder has been removed or failed, this is the
alternative to having a urostomy.
A reservoir for the urine can be made using your
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already existing bladder, a bladder made bigger with a piece of
large/small bowel or a completely new bladder made of small
bowel. This is connected to the outside of the body by a tunnel
which forms a small opening (stoma), on the surface of the skin.
The tunnel can be made of various parts such as the appendix,
ureter or bowel.
The reservoir is emptied of urine by using a catheter which is
inserted into the stoma, through the tunnel into the pouch. Once
inserted, the pouch will empty via the catheter. When empty,
remove the catheter and wipe around the area of the stoma, just in
case there is any residue of urine on the surface of your skin, which
can make you sore. You may not need to wear a bag over this
stoma as it should be continent and should not leak in between
catheterisations, although this is not always the case.
Washing the pouch out: You should regularly wash the pouch
out this helps to prevent any blockage that may occur from mucus
or debris formed from the small bowel. Do this at any other time
you feel the tube is blocked and urine is not draining out.
Drinking: You must drink at least 2ltrs of fluid a day water, tea,
coffee, cranberry juice etc. The reason for this is that mucus can
build up, block your catheter and not allow you to empty your
pouch. Also mucus can be a medium for growing bacteria, which
may lead to infections. A good fluid intake will keep mucus diluted
and make the flow of urine, out of the catheter, easier. Please
remember to drink more in the hot weather.
How often must I catheterise the pouch: When you first
start emptying the pouch, you will probable need to do it every two
to three hours. As your pouch grows in size, it will hold more and,
eventually, you will be able to empty it every four to six hours.
NEVER LEAVE IT LONGER THAN SIX HOURS as, if the pouch
overstretches, there is the rare, however extremely dangerous
possibility of pouch rupture.
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If you do find yourself in the position of not being able to, push the
catheter into the reservoir to empty it, there could be several
reasons: ISC (intermittent self catheterising), Tunnel Stenosis,
Valve Breakdown, Over Filling, or it may be that if you do not have
any sensation in your pouch. If you cannot catheterise your pouch,
do not make your stoma sore by repeated attempts. Stop for a few
minutes, do not drink any fluids and then try again. NEVER go
longer than SIX HOURS between catheterisations
and catheterise before long trips. There is a danger
of the pouch “bursting” if it becomes too full, or is not
emptied regularly enough.
If all your attempts are unsuccessful then Please
telephone your Stoma Nurse immediately
for help and advice. You may need to come
back into hospital for them to deal with it or go to A/E
Catheters: Only Hydrophilic (coated) catheters must only be
used!!
Follow manufactures guidelines
You should not use expired stock! Always remember to carry a
catheter with you in case of need. Keep spares in work, gym locker,
glove box of the car etc.
Sex and Relationships: As a general rule, anything that raises
your heart beat brings a flush to the cheeks and gives your spirits a
lift is good for you. Whether sex makes you live
longer is harder to say – one study found that men
who had frequent orgasms did. And being healthy is
good for your sex life. Both impotence in men and
loss of libido in women respond well to exercise.
One other thing: If you’re having difficulties, don’t be
shy about asking for help. Doctors see plenty of people every week
with these problems.
Having a stoma, no matter what kind, does not make you any
different when it comes to human interaction and sexual activity. It
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is not the end of sexual functions and, with a little fine tuning, most
of us will be able to lead as full and active a sexual life as before
surgery. Part of the role of a Stoma Care Nurse is to provide you
with all the information (www.outsiders.org.uk ) on how to return, as
far as possible, to normal sexual function. There are many
treatments e.g. medicines, vacuum pumps, implants or putting you
in touch with sex therapists. They will talk you through how to make
the changes that will enable you and your partner to enjoy the
pleasures of intimacy once again.
When you are fully clothed no one would even know if you have
any form of stoma. In fact, your operation and the existence of your
stoma can be a secret which need not be divulged to anybody else.
That is, until you have to take your clothes off to make love. With
no clothes on, the bag is a little hard to be ignored, even though,
today, they are flesh coloured. What goes through your mind is
what should I say in these sorts of circumstances?
The answer is…..partners of long standing have shared your illness
and have been there during the operation and watched how you
have dealt with your stoma afterwards. They, in the beginning, will
be aware of the stoma and will be worried about hurting you or
wandering if it is OK to hold you close. You on the other hand, will
be asking yourself “will the bag stay where it is suppose to” or
“what if it leaks”, or “is there an odour”, or “what if”?
For any couple, in a loving caring relationship, the novelty of the
appliance soon wears off and it can be largely ignored. Although
sometimes, it will remind you that it is there and, if you are anything
like me, end up in tears of laughter due to its harmonising noises.
For those of you who were not in a previous relationship previous
to your illness but are now, choosing the right time to explain or
choosing what to say can be really difficult. You could try
something like this:
“Have you ever heard of……?” “I have this and I had to undergo
surgery. It has left me with an appliance which I wear on the side of
my body and this enables me to live a near normal life”.
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The timing is up to you and what you say should be in your own
words but, if you see that there may be a possibility of a warm
loving relationship between the two of you, pick a time when you
are feeling confident and your surroundings are easy going. Be
prepared, after telling someone about your stoma, for it to be too
much for them to handle at the time. They may need more time to
understand it, so you might have to go into more detail.
There may well be a time when you will have to explain it all to your
relatives, friends, work colleges or the boss. You decide when and
how to tell them and how much you want them to know. If you do
not feel comfortable in them knowing everything, then tell them.
You either present yourself to the world as a sick person and play
that role. That is you give the impression that the only thing that
matters is you and your stoma. Or you can present yourself as
someone who was ill and has come through to the other side. You
have a stoma, which is apart of you, but your life is for living.
However you present yourself, which is how people will respond. At
the end of the day, if before the illness you were witty, charming,
beautiful, etc, and you have gone through these traumas and come
out the other side stronger, people will respond to you in the same
way as they did before the illness. They will respond by taking their
cue from you.
Both parties will have anxious moments. The ostomist knows
his/her body image has changed and may find it very hard to deal
with. The partner will be aware of the bag and the body changes.
This is normal and it can be a slow process to adjust to the
circumstances as they are presented at the time. Give yourselves
time. It is a matter of talking about it with each other, to get an
understanding of what both of you are going through. This can just
be between yourselves, with your Stoma Care Nurse, together or
separately, or through counselling. Which ever way you both feel
comfortable with.
There is no set time when to resume sexual relationships after the
operation, but if you can walk half a mile unaided and you are not
out of breath at the end of the walk, then I would say you are ready
for a little bit of hanky panky Enjoy!

Created by Inside Out Stoma Support Group

36

Male Ostomists: The greatest difficulty and the most common
one that men are more likely to encounter is postoperative
impotence. This is the inability to sustain an erection long enough
to achieve satisfactory penetration. Impotence is a highly complex
phenomenon and can occur at any time, at any age, and may not
have anything to do with the surgery that you have been through. It
could be the after effects of the drugs you are on, the amount of
alcohol you drink or just due to tiredness. This can have a knock on
effect with you partner. She/He feels rejected, frustrated and the
whole relationship spirals downwards.
It could be due to a mixture of factors. It is far from clear what
causes. It might even be just temporary, as it can take up to two
years before you are fully functioning on all four cylinders. Only
time will tell. Be patient, your body has been through a lot and it
needs time to heal and we are not machines so some of us take a
little longer than others to repair. Even if the damage is permanent,
all is not lost as there are remedies out there to help you relive your
memories or dreams whether it be from mechanical means or by
drug intervention.
Do be sensible, do not try to do too much, see if going to bed a little
earlier or drinking less helps. It is the simple remedies in life that
may turn it round. Be gentle, tender, relaxed and have a positive
self image about your body. If you find, after trying all of the above,
that you are still having problems with impotence or erectile
dysfunction, it may be a result of the surgery. Then seek advice
from your Stoma Care Nurse.
Colostomy patients are probably more prone to having this problem
than say ileostomy patients. It could be due to bowel cancer
surgery, as it is very extensive it can damage some of the nerve
pathways in your bladder region, even though the surgeons do try
to be careful during surgery.
Female Ostomist: Having a stoma is not, in itself a bar to having
a full sexual active life and giving birth to children normally. This, of
course, depends on your own reproductive organs being intact and
working normally.
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As far as the mechanics of sexual intercourse are concerned, there
are several typical problems which a female ostomist may
experience. The first is the way that the perineal wound heals, (this
is the wound left when the rectum is removed). It can sometimes
remain tender and sore for a considerable amount of time after
surgery. This could make sexual intercourse painful.
Another problem that could occur is that by having a space left from
where the colon is removed, the uterus might drop backwards into
or it might end up at an angle, which could make sexual intercourse
painful.
Female ostomists could also find that there is a decreased feeling
and sensitivity in the clitoris. This may be due to the nerve
pathways having been damaged during surgery.
A frequent problem is dryness in the vaginal area, making sexual
intercourse difficult and uncomfortable. This can be remedied by
using lubricating jelly in the area or by the partner wearing a
condom which in itself is lubricated.
Finally, penetration may be painful and uncomfortable, simply
because of scarring of the tissues following the removal of colon or
bladder. Trying different positions can help the usual missionary
position may be uncomfortable as you are lying on your back. One
solution is for the man to enter the vagina from behind or for the
woman to sit astride her partner who lays on his back as she
guides his penis into her vagina. Surgical reconstruction of the
perineal wound might be helpful and may be needed, particularly if
sinuses are present.
Homosexuality: For gay men and women, having a stoma is
not, in itself, any more or less of a problem than for heterosexuals.
All things being equal, men should still be able to get an erection
and ejaculate, other than for physical problems, as outlined in the
section for male ostomists, which may impair these functions.
Website www.gayostomates.org.uk will provide you with further
advice.
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However, if in the past the homosexual male, has used his rectum
as a receptive sex organ, he might have a problem. In most cases,
when a stoma operation is performed, the rectum is removed.
Although, this will depend on the operative procedure, the type of
or the extent of the disease, and the consequent risk to the patient.
Given that the decision to remove the rectum is a clinical decision,
it is very important that you should talk this over with your
consultant and ask if there is a possibility of keeping the rectum in
place or if there would be any risk in keeping it there. One
important point I must mention, do not, in any circumstances, try to
use the stoma. To do so, may risk damaging it and will almost
inevitably result in having more operations.
The best advice to all ostomists is to keep things in
perspective. Sex can be fun, can be great, but it is only
part of life. Yes not having it could be upsetting,
frustrating and leave you a little empty inside. On the
other hand you are a person with all sorts of traits and
characteristics, talents and interests, with friends and
family around you to help compensate.
Percutaneous Endoscopic Colostomy (PEC): Can be known
as a Percutaneous Endoscopic Sigmoid Colostomy. It is a
technique that evolved from the percutaneous endoscopic
gastrostomy (PEG) technique for sigmoid colon dysfunction such
as volvulus, pseudo obstructions and evacuation disorder. That’s
the technical names dealt with!
Basically, PEC is an endoscopic approach to the bowel, which
offers a minimally invasive alternative for patients who have tried
conventional treatment options without success. It is also used
when elective open or laparoscopic fixation or resection are
inappropriate or unsafe.
The technique involves a small incision in the abdominal and colon
wall where a tube is inserted for access into the colon to receive
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sigmoid colon dysfunctions. This tube can be in place for a long or
short period of time, depending on indications for use.
PEC is an evolving technique, which is being
improved as we speak. We do not have much in the
way of hints and tips on this method of evacuation of
the colon. Basically, it is a form of enema. Instead of
washing out the colon from the bottom up this
washes out from the top down.
What are the advantages of this system? I suppose that, as you are
able to tackle the problem of blockages from above rather than
trying to dislodge any faeces from below, you are in a sitting
position so that evacuation of the bowels directly into the toilet, it
makes things easier.
Disadvantages? Is probably the fact that the opening, where you
place the catheter to washout your colon, could close up, due to the
movement of the tube when strong peristaltic contractions arise in
the colon.
There will be a period of trial and error to achieve the best and most
effective enema the amount of fluid to introduce or how long between
enemas. This you will find out by working with your Specialist Nurse
and, with help find a comfortable level both in the amount of fluid you
need and that works best for you, and how often you need to perform
the washouts so that you may have a good quality of life.
www.incontact.org for further help and information.

Children with stomas:
Before going into any details I would like to pass on my own
personal experiences of growing up with a stoma.
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I was born a spina bifida with an imperforated anus, meaning I had
no back passage. For me as a child, living and growing up with a
stoma made no difference. That is, as I was my parent’s first child,
there were no other siblings to compare with. Also, in the first few
years, I was in and out of hospital that many times that I did not
have time to think or worry what was happening. I left that to my
parents.
Yes, I was sometimes in pain, but it is long forgotten. I was still a
child who played, laughed and got into mischief like anyone else.
You do not see life as a problem. That is for the adults, they do all
the suffering for us. The same applies when its time for going to
school. As a child, you come to realise you are slightly different
from the others and that’s all. As a parent, you would inform the
school about his/her needs regarding toileting arrangements. Other
than that, they are just like any other child.
What is a Stoma? This is probably the first of many questions
parents will ask. A stoma is a surgical opening in the abdominal
wall, (tummy), through which waste material is discharged. It is
necessary when the normal functions of the bowel or bladder are
lost. Your child may wear an external appliance to collect wastes or
have a procedure where an internal pouch is created. Children
may have permanent or temporary stomas, depending on the
problem. Below are some of the main reasons why stomas are
performed due to birth defects.

Hirschsprung's disease:
Hirschsprung's disease, or HD, is a disease of the large intestine. HD
is also known as congenital aganglionosis,
congenital mega colon and mega colon
congenitum. The large intestine is also sometimes
called the colon. The word bowel can refer to the
large and small intestines.
HD usually occurs in children. It causes
constipation, which means that bowel movements
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are difficult. Some children with HD can't have bowel movements at
all. The stool creates a blockage in the intestine.
If HD is not treated, stool can fill up the large intestine. This can
cause serious problems like infection, bursting of the colon, and even
death.
Why does HD cause constipation?

Normally, muscles in the intestine push stool to the anus where it
leaves the body. Special nerve cells in the intestine, called ganglion
cells, make the muscles push. A person with HD does not have these
nerve cells in the last part of the large intestine.
In a person with HD, the healthy muscles of the intestine push the
stool until it reaches the part without the nerve cells. At this point, the
stool stops moving. New stool then begins to stack up behind it.
Sometimes the ganglion cells are missing from the whole large
intestine and even parts of the small intestine before it. When the
diseased section reaches, or includes, the small intestine, it is called
long-segment disease. If the diseased section includes only part of
the large intestine, then it is called short-segment disease.
What causes HD?

HD develops before a child is born. Normally, nerve cells grow in the
baby's intestine soon after the baby begins to grow in the womb.
These nerve cells grow down, from the top of the intestine all the way
to the anus. With HD, the nerve cells stop growing before they reach
the end.
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No one knows why the nerve cells stop growing. But we do know that
it's not the mother's fault. HD isn't caused by anything the mother did
while she was pregnant.
Some children with HD have other health problems, such as Down's
syndrome and other rare disorders. For further information have a
look at www.hirschsprungs.info website.

Imperforated Anus:
It can be a frightening thought to have a baby who is born with a
birth defect. I was born (1948) with spina bifida and an imperforated
anus. It was something that both my family and I had to come to
terms with and, in July of that year, I was given a colostomy, which
acts as an artificial anus, by taking part of the
large bowel and placing it on the left hand side of
the tummy.
The digestive system is basically a long tube,
which runs from the mouth to the anus. It has
several loops and coils. Starting at the mouth, food
and liquid passes straight into the stomach which
acts as a liquidizer, churning food in the digestive juices before
passing into the small bowel, which takes the nutrients out and
absorbs then to provide energy and materials the body needs, to
keep healthy. After going through the small intestines, digestion is
completed. Still in a liquid form, it now begins its journey through the
large intestines, the colon, where the water content is absorbed back
into the body, leaving behind waste material in a semi-solid form. This
is stored in the rectum before being expelled from the anus at a
conventional time or, in babies, as a reflex action. This process
usually takes several hours
As children with imperforated anus have no anus, often, no rectum
and some colon missing, it is necessary, soon after they are born, to
make an artificial anus – colostomy. The colostomy
looks like a small bud or raspberry and is very similar
in colour to the lining of the mouth. It has no muscular
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control which means that waste material may be looser than normal.
A bag or pad is used to cover the stoma so that it may catch the
motions. It is usually only temporary, until the surgeon can make an
anus and pull the bowel through to the correct place. For further
advice on colostomies go to the section above or, for more
information on any of the above, go to www.about.com/health
A child’s stoma surgery affects everybody in the family. Parents find
themselves facing situations for which they are usually unprepared.
They must quickly acquire new knowledge and skills to care for their
child and at the same time, deal with their own fears and anxieties.
Parents whose child requires a stoma, may feel a range of emotions,
from guilt to outright anger, “why us”? This is normal. There is nothing
you could have done to prevent your child from having to have a
stoma. If anything, it will enable your child to live a full and eventful
life and it may only be temporary! Children are extremely resourceful,
they deal with it, and there is no problem in their eyes. Whilst we, as
adults, are always looking for the hidden problems, we can learn a lot
from them. Remember, you are not on your own, there are support
groups and your Stoma Care Nurse will provide you with information
and help, to get you through this very trying time. There is a group
that has recently been set up for families with children that have
stomas. They get together and support each other.
http://www.breakaway-visit.co.uk/ Other sites that could be of interest
are Crohn’s & Colitis for Children (CICRA) www.cicra.org and The
Guardian Society for Hirschsprung’s & mobility disorders
info@theguardiansociety.org and Spina Bifida Association
www.spinabifidaassociation.org

Top Ten Tips for Parents:
1. Be nosy, find out about your child’s condition – knowledge
is the key
2. Get to know which symptoms affect your child’s well being
and how to avoid the pitfalls
3. Keep emergency telephone numbers, patient number,
drugs list and Consultant’s name handy and make sure
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that everyone, who is involved with the well being of your
child knows where they are kept
4. Keep at least 3 to 4 weeks supply of appliances, etc, in
hand. This allows for Bank Holidays or delays in getting
your deliveries
5. Keep a spare set of everything, clothes, appliance
changes, etc, at friends, grandparents, in-laws, school, in
the car, anywhere your child may find yourself caught out
6. Find and use your allies
7. Learn your limitations and accept that you are not
superhuman. There will be times when you are pushed to
the limit, so, when you are, take time out!
8. Get to know where the best local toilet facilities are as it
will make your life easier when you are out with your child.
Get a Radar Key from www.radar.org.uk it will be a
godsend or Tel: 020 7250 3222
9. Do Not Panic!
10.
IF YOU NEED HELP, ASK!

Antigrade Continence Enema (ACE Procedure): The
method of evacuating the bowel, by using an abdominal
continent catheterised stoma which is tunnelled into the
caecum. This tunnel is made from the tissues within the
body such as the appendix or small bowel. The enema
is introduced via a catheter which passes through the
stoma along the tunnel, and into the caecum. A
continent valve is created by closing the layers of caecum over the
end of the tunnel using the Mitrofanoff principle (see above for
information on Mitrofanoff). Fluid introduced, via the catheter, washes
out and empties the bowel contents via the anus.
Who can it benefit? Children who have chronic faecal
incontinence, severe constipation, children who are born with
congenital abnormalities, e.g. Spina Bifida, Imperforated Anus or
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Hirschsprung’s Disease and when non-operative management such
as medication, diet, rectal enemas and timed toilet sitting, doesn’t
work.
How will it help? Because the washout is introduced into the right
side of the colon, the whole length of the colon should and will usually
empty which means that your child should not need to have another
bowel action for a day or if you are lucky longer.
There will be a period of trial and error to achieve the best and most
effective enema, to find out how much fluid to introduce, and how
long you should leave between enemas.
You will need to make a saline solution from cooled boiled water and
one level teaspoon of salt to every 500mls of water. After preparing
the solution, gather the equipment needed to washout the large
bowel i.e. catheter, irrigation bag and something to hang it from at
shoulder level. Place the child on the toilet, making sure they are
relaxed, as this will make life easier all round, both for them and
yourself.
Once you have inserted the catheter into the stoma (opening) allow
the fluid to flow gently into the large bowel via the use of gravity and
by using the flow control meter. Continue until all of the fluid has
disappeared, this can take a few minuts; it depends on how relaxed
everyone is. Wait until the large bowel empties the faeces and
solution into the toilet, (approximately 30mins, once routine is
established).
Initially you should do the washouts everyday, for at least two weeks
to establish a regular routine. During this time, you will also be able to
find the right amount of fluid required to empty the large bowel. After
establishing your routine and when you are both happy with the
results, quality of life will be enhanced.
There are some possible problems to be on the look out for, as
complications can occur: Sometimes the stoma becomes narrow and
it gets increasingly difficult to pass a catheter through. You can
overcome this by passing a catheter everyday, even if the washouts
are not done on a daily basis. Occasionally, infections may occur but
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these are often resolved with antibiotics. Cramps may be felt during
the inflow of the fluid. Stop, allow cramping to settle and then proceed
to allow the fluid to continue but at a slower pace by regulating the
flow through the downward tube, from the irrigation bag.
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Disclaimer
Important Please Read
Whilst every care has been taken to ensure that the information on this web site
is accurate and complete, the contents are provided for general information only
and should not be relied upon for any specific purpose. Inside Out Stoma Support
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.
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