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When ovarian cancer is more advanced at the time of
diagnosis it will sometimes have spread to the surface
of the bowel (intestine). In these cases, in order to make
sure that as much of the cancer as possible is removed,
your surgery may include removing a part of the bowel.

Sometimes the affected area of the bowel can be
removed and the two ends joined back together. But if
this is not possible your body will need a new way to

get rid of faeces (poo). In these cases, the surgeon will
make an opening through your abdominal wall and bring
the end of the bowel through the skin. This is called the
creation of an ostomy or stoma (an artificial opening).
The faeces (poo) is then collected in a stoma bag which is
attached to your abdomen (tummy).

“Yust befove going into theatve

for my ovavian cancer surgery, my
consuant and hew anaesthetist
came to discuss things with me.
Heve came Hhe fivst news of,

‘You may wake up with a stoma
bag aHached.” Because | was
concentvating on going into theatve
for houvs I'm suve my vesponse to

Hhis statement was just, ‘oK1

Pauline

“I was only told the potential visk of

having a stoma in my pre—op meeting. |
was quite taken aback and distvessed,
pavticulavly as my doctor went Hivough

the list of all potential visks just like
a shopping list, without explanation.”

Janet

When will | find out if | need a stoma?

Before your operation takes place your surgeon should talk to you about
all of the possible outcomes (results) of your surgery including the
creation of a stoma. During this conversation you will be asked if you
give permission (consent) for a stoma to be formed if you need one. It

is normal to feel overwhelmed or anxious about your operation so don’t
be afraid to ask your surgeon to explain things more than once orin a
different way to help you understand.

If you know that your operation will involve creating a stoma (because
it’s clear that the cancer is affecting your bowel) you will also talk about
where the stoma will be on your body (usually the left-hand side of
your tummy for a colostomy and the right-hand side for an ileostomy.
You can find out more about these types of stoma in the Is there just
one type of stoma? section on page 6.) It is not unusual to need one
stoma but some people may need two stomas if their cancer has spread
to different parts of their bowel. Your surgeon will explain things to you
based on your individual circumstances.

You should then be able to speak to a Clinical Nurse Specialist (CNS),
sometimes called a stoma nurse and ask questions about what to
expect. These nurses are experts in this area and take lots of people



“At my appointment with my suvgeon | was

th h thi th ill
told Hhat | was told Hat theve was a 70 per OUST IS SUISETy 50 ey

understand your concerns and
she would do all she could 4o avoid it but was will be able to explain in detail
very keen to make suve that | understood all whatis involved and how you

look after a stoma. They ma
possibilities. She advised me to speak to my also be able to help chéosey

Cinical Navse Specialist who would arvange for a position on your abdomen
me to speak to the stoma nuvses at my local (tummy) for the stoma which

hospital. The stoma nurses weve fantastic. | suits your body shape, life and the

’ . . clothes you wear. Although it can be
wasn't vushed and H““J prlo\mul W‘W‘J%'ng to daunting at first, learning about your

me even 'H\ougk [ kmp'l' vmir\Aing Hhem it wasn't stoma and talking to a professional about
definitel V\"Mu‘\ | was shown a model | was how you feel before the opheration willmal;e it i
. . - . easier to cope. Knowing what to expect reduces the
horvified. | did find it difficult and even cried at § ° P
" N ot 4 oA and fear of the unknown that can be so hard.
IS STAGR SO ANOTARY MeERTING WAS Arvan an
| .9 leaflet + 4 ?Hr\ W Ag Sometimes a surgeon will not know that you need a stoma until they
WAS given 4 leatier To vea vough an are operating. In these cases a stoma may be formed as part of an

write down My qgws'ﬁor\s. Two Jags before emergency procedure. These unexpected and unplanned stomas can

My surgery | went 4o have Mavkings be particularly difficult to cope with and may come as a shock. You can
pu'l' on my loft side at waistoand speak to you‘rsurgeon aboutth@ before the opgrqhon if it is something
you are worried about. Your Clinical Nurse Specialist (CNS) or stoma
level, s0 the suvgeon could see nurse will help you cope after the operation and show you how to look
» . .
wheve o pu+ He stoma. o after your stoma and adjust to having one.

Helen

“A nurse came o mark my tummy with a giant
permanent mavker on both the left and vight sides.
When doing this she did ask how | wove my clothes
— high waisted or low - so some consideration could

be given to wheve the stoma was sited.”

Annette




“W's worth mentioning that
Hie new stoma is anchoved

“H can be quite
frightening when
with big stitches which can

be quite disconcerting to see

for the fivst time. But your raine

stoma nuvse will vemove

Hese when %eg'm veaAg."

Annette What does a stoma
look and feel like?

Does it hurt?

“The easiest way to
descvibe it is, do an Most stomas will be a pinkish-red colour
‘ooh” shape with your lips and moist to touch (like the inside of
. X [ our mouths) but everyone’s will be
and look in Hhe mirvor! , 7
different in size and shape. There
The shape and pinkness

are no nerves in a stoma so it won’t
is about corvect” hurt to touch. A new stoma will be

swollen for six to eight weeks after the
Helen operation but the swelling will go down
and the stoma will normally get smaller.

Is there just one type of stoma?

There are two different types of stoma that you might have after ovarian
cancer surgery. The type that you have and the name it is given depends
on which part of the bowel your surgeon needs to use. A colostomy is
formed from the large bowel (colon) and an ileestomy is formed from
the small bowel (ileum). In both cases the open end of the bowel is
sewn onto the skin and called a stoma.

you fivst see it ”

“After my opevation | woke in critical cave +o be
met by a colovectal surgeon who told me Hhat he
had had to vemove my intestine and | now had a

pevmanent ileostomy.”

Janet

How does it actually work?

Your bowel will still work as normal but the
faeces (poo) will be diverted out of the
stoma into the stoma bag. Your stoma
just means your bowel opening is in a
different place from before. A removable
bag (stoma bag) will be fitted snugly
around your stoma and this will keep

the faeces (poo) contained as they are
expelled from your bowel. The stoma bag
will need to be emptied and/or changed
from time to time. There are lots of different
stoma bags and the type you have will depend
on the type of stoma you have. You will pass urine
(have a wee) as usual.

“H does seem stvange
for a while not +o
perform a novmal
bowel habit but you
soon aAo\P"’.”

Pauline

| found Hhat after about six months

my bowel voutine hadnt changed oo much
from befove.. | change my bag at diffevent
times duving the day but not because it needs
changing — | do it move for l\ggiem/."

Helen



How do I learn to cope with a stoma?

Although having a stoma is not uncommon, having a stoma in addition
to an ovarian cancer diagnosis is a huge event for anyone. Some people
find the prospect of having a stoma more difficult to
cope with than their ovarian cancer diagnosis.
You are not alone: there is help and support
available.

“I’d suggest finding
out lots of information
about stomas by looking

Your stoma nurse will support you
after the surgery to help you get
used to your stoma and how to

af Hie vavious websites From care for it. They will be pleased
. to answer your questions

the U‘M stoma ovgmusa\hor\s. and will help you to feel as
| a|soJoinQA Facebook gvoups comfortable and confident
but didn+ find them helpful. as possible.
When | learned move | vealised You might also find it
Hiat some of He advice helpful to get in touch with

. your community hospital (a
QNM, bg.Fo\u;book members small hospital that provides
wasn + VlgH’. a range of services to the

people living in your area)
to ask if there are community
stoma nurses in your area.
Community stoma nurses

| eried for a |ong +ime. will be able to help and

| k‘P"' ina tol accept support you with your

Hat 4 kgo\A i <ep stoma when you're
A Y AL A at home.

tHhe intestine to vemove

Hhe cancer, but it was

[rene

so difficult.”

Janet

“l woke up to & lovely nuvse smiling at me but | was
inconsolable. | veally gave everyone a havd +ime. No way
was | dealing with that! When | was moved 4o a wavd
downstaivs | met a young nuvse who gave me a bit of
tough love G'A met my Mo\‘l'ok) | was desperate +o go
home but couldnt until | could prove o the stoma team
| counld change my bag. The young nuvse set
me a challenge and | did it Though tears
and a fow expletives | changed my fivst
bag on day four. | was quite proud of

myself and it wasn't that bad. That
was my acceptance of my futuve.”

Helen

Some people find it helps to talk
to others who understand what
it feels like to have a stoma.
You might want to ask

“IV\g fivst day on the wavd, | met

your stoma nurse about my stoma nurse who was a very
support groups in your calm lady. We clicked immediately
;;e dai(jtzuo(f:aor; Elrl]seo and despite me saying, I'm never
. 5 - ”

support (including going o be able to deal with this,
stories from people she still (Adpul me lots over the
who have stomas) nexct fow days. When | got home,
through the . .

> my local stoma nuvse visited me
organisations in the
Where can | find the next day. She was <o lovely
out more? section and 5“PP°"+N°’ 400.”
at the end of this
booklet. Pauline
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“No, | didn'+ enjoy having my stoma. Especially wearing
the bag in the heat of summer. But | tveated it as
just part of my daily voutine. As soon as | felt stvong
enough my husband would drive me for coffee with my
buddies. This gave me such a boost to start socialising

again. Then | would sit in, not always pavticipating, at
my craft dass. This, along with my granddaughter, my
litHe vock, veally helped +o push me back into some kind

of novmal life agair\."

Pauline

“Wheve | had my surgery, the hospital
wont discharge you antil they ave
happy your stoma is working as it can
take several days fov your system to
got moving again after major suvgery.

In my case it was neady two weeks and
| had several further days in hospital to
make suve Hheve weve no issues. But
we mustn't be afvaid +o ask for help

in the hospital — on a gynae—oncology
wavd theyve seen it all befovel”

Annette
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“The enormity of it all came +o a head when a friend
visited hospital a fenw days after the surgery and she
announced in an upbeat tone Hat | would ‘be fine'.
‘Finel” | seveamed, “How would you like +o s*** out of
a hole in your tummy!” | was so angvy and upset but
that velease of anger helped me. After she went (with
my apologies vinging in her earl) | vealised | had +o got
on with it. From Hhat moment on, | +ook +o changing my
own bag and veading the booklet they had given me.
My stoma nurse told me she was proud of me and even
hagged me befove agrecing that | could go home.”

Janet




“Usually your hospital
ov stoma nuvse will send you
home with your initial pack
which will contain all you
need — wipes, new bags and
disposable bags for the old
ones. Sometimes they will also
arvange with the manufactuver

to deliver your ovder divect to
you, you can just phone them

when a new supply is needed.” How do | look after
Pauline my stoma?

Your stoma nurse will show you how to

look after your stoma including changing

your stoma bag and disposing of used bags.
Remember to ask questions if you are unsure about
anything: no question is too ‘silly’ or too small. Be patient with

yourself as you adapt to your new routine and take your time to clean

your stoma carefully. It may feel like a mountain to climb but you will
soon become confident in how to manage it yourself. You may also be
given written instructions or photographs showing how to change your

stoma bag which some people find helpful.

For some people with a stoma it will be important not to lift heavy
things because doing so increases the risk of causing a hernia (when an
internal part of your body pushes through a weakness in your muscle or
tissue) around the stoma. This is because there is a potential weakness
in the area around the stoma which means the abdominal (tummy)
muscles can bulge out and form a lump or swelling. Hernias are very
common and don’t tend to cause symptoms but your stoma nurse will
talk to you about whether this is a risk for you.
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‘I had a stoma nuvse visit me vegulavly at home
for the fivst fow weeks to check how | was coping,

how the stoma was healing, whether I'A got the best

bags for my needs and how to set up ovdering supplies
for myself.”

Annette

“Many of the stoma product companies also employ stoma
nurses. Obviously they have Hreir products in mind but
Hhese nurses ave professional and can be a great help.

[ had a complete muck up with my supplies on discharge
from hospital and was fortunate enough +o have a supplier

nuvse neavby who came to my assistance. ”

[rene

“Ws quite a cuttuve shock when you iniﬁo\“g
start dealing with the whole process yourself.
But you get quicker with the deaning and changing

process and it just becomes part of you. At the
end of the day, you have to get on with it.”

Pauline




It can take some time to adjust to having a stoma but it’s important that
you feel as comfortable as possible when wearing the bag. If you have
any problems or concerns (such as changes in the size and shape of
your stoma or how it works; unusual symptoms including bleeding or
abdominal (tummy) pains; concerns around changing your stoma bag
or stoma care etc.) you should always speak to your stoma nurse.

“From a practical point of view | haven't had many
issues. My product supplier has been great, the
stoma nuvses have been great if [ve had to call them

(wkid\ fortunately hasnt been oﬁ'u\) and ve had the
occasional blockage, which is anful, but ['ve Mar\agul."

Janet

“H +ook thvee attempts with my nuvse
to find the vight size bag in shape and
length. | also became extvemely vaw and
stinging avound the stoma so she gave

me an additional ving +o add to the bag

and some powder to dvy Hthe avea up.

This worked well most times.”

Pauline
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“I +hink people also ought +o know

Hhat a new stoma is noisy while it
setles — you can't hide Hhe noise
and youve no idea it's on its way!
| just told my friends that | had a
bag and when it blew vaspbervies,

we all laughed and moved on.”

Annette

I’'m worried it will smell. What can | do?

Stoma bags are odour-proof so your stoma won’t smell as you go about
your day-to-day activities. There will be a smell when you are emptying
or changing your stoma bag — but everyone makes smells when they
go to the toilet! If you are still worried about smell there are odour
neutralisers available which can be put inside your stoma bag and can
help you feel more confident.
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“You’ll be encouvaged to shower as “On the second day | had a disaster: | was sitting in the
novmal while in hospital, with the chaiv beside my bed when | was anave of the most anful
bag on. This can seem daunting smell and | felt exctvemely wet: My bag had completely
but the adhesive copes well with opened and leaked! | folt so embarvassed and sorvy for
water, and once your surgevy Hhe nurse |ookir\g after me. | dont Hhink she knew wheve
wounds have healed you can bathe to start — me, the dhaiv or Hhe Floor! But she was <o

at home with it on +o0.” velaxed and kind: she had seen it all befove. And Haat
J— was my only extveme experience of a leakage.

Pauline
How can | be sure the stoma bag is
watertight? What if it leaks? “One of the biggest things is the
........................................................... No{(g OF an achM{' in Pub'ic _ i+
Stoma bags are watertight and once you find one that suits you, you can vfeo\“g hold you back at fivst

should have very few problems. While you are getting used to your but once | had Hhe VigH’ bo\gs Heve
stoma it is normal to have worries about how watertight your stoma bag

. )
is and for many women, the thought of a leakage can be embarrassing was no koIAmg me back. |V° been
and upsetting. But there are lots of different types of stoma bags and swimming, l 90 to exercise classes

all of them are specially designed for their purpose. Your stoma +wice a week and | went on almost

nurse will work with you to find the right bag for you. As you everu vide at Disneuland Pavis ['ve,
recover from your operation or if you change weight you may J e .

R = a 7 =\ N [\ . ”»
need to adjust the fit of your stoma bag as your stoma may Ry - ‘ = BT Gl st“' 9“”MM+5

change size. But your stoma nurse will be able to help with Z e~ fov Hhose ov any other activities.”
all of this.

Annette
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“I found Hhat eating soft
apricots or drinking prune
Juice weve simple ways to
ensuve that the poo stayed
soft enough to pass easily.”

Is there anything | should or shouldn’t
eat or drink?

You should be able to eat and drink lots of the same things as before your
operation, but everyone reacts to food and drink in different ways. There
may be certain things you are told not to eat or drink depending on the
type of stoma you have. In general you should aim to eat regular well-
balanced meals and drink lots of water, particularly in the first few weeks
and months after your surgery. Remember that the consistency of your
poo can change and you can still become constipated or have diarrhoea.

[rene

Some drugs including painkillers can cause constipation so you may
be told to eat more fibre (such as wholemeal and wholegrain breads,
cereals and pasta) to help with this. You might also find that certain
foods or drinks (such as alcohol) produce more wind from your stoma
than others, and some foods are harder to process
(such as apple peels or nuts). It might help to
keep a food diary to look for patterns and
symptoms so that you can work out

the best balance of food and drink "My stoma nurse advised me of the dos and donts but
“Most people think they for you. | +old them | was going to vy what I'4 normally eat and
dvink lots of water when dvink with a food diavy and extva stoma bags G'M not
in fact they donH | kept one for vulesl) Weve had a fom giggles! When | 4vied fizzy
count of the number of dvinks, my bag popped with the gas (it was mp‘i'g') and
glasses | dvank and aimed nuts ave not Hthe best: | stvuggle with white bread and
for a daily target. Y foods that cause wind as everyone can heav! But everyone
ene veacts to foods differently. | can eat salads and fuit,
which othevs cant”
Helen
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*l was very conscious of it cansing
a problem with my clothing but it
was fine. At first tunic tops weve a
blessing, with stvetchy |e,93ings!"

Pauline

Do | have to wear different clothes?

No. You may find that tight clothing is uncomfortable for a little while
after your operation but most stoma bags are quite small and are
designed to be worn under normal clothes. There are also smaller
stoma bags which may be suitable for when you are swimming, playing
sport, for intimate moments or when having sex.

“As my stoma opening is on my waistband
| feel move comfortable in elastic
waistbands. | wear longer +-shivts when

going to Zumba ov the gym so when |
veach upwavds I'm covered and confident.”

Helen

What else do | have to consider?

It can take time to get used to having a stoma and there will be some
days when you find it easier to cope than others. Be kind to yourself.
Allow yourself the time you need to rest and recover from your operation
and to learn about caring for your stoma.

There will inevitably be changes to your day-to-day routine when you
have a stoma but with time these will become second nature. For
example at first it may be too daunting to go out and socialise but you
will soon know how many extra supplies to take with you and where you
feel comfortable changing your bag. You may even surprise yourself with
how confident you become. Remember that this is a new experience for
you and learning new skills takes time.

“Psychologically | still stvuggle with having a stoma
and | can honestly say [ve cried move over Hhat than
my continued batte with ovavian cancer. | cannot fulk
about my stoma without tearing up. My Clinical Nuvse
Specidlist (CNS) has vecommended things 1o help
manage my emotions; | still feel | have pent up Feelings
which hopefully one day will subside.”

Janet

“For a while | did feel quite alien +o my Friends knowing
| was the only one weaving a bag. | had no haiv, no
eyebvows, no eyelashes, massive weight- loss, wearing a

bag... But it wasn+ going to hold me back. They weve all
great and said, “Nobo&g would know it was thevel”

Pauline
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"My surgeon folt that | was stvong enough +o
have a veversal pexformed — no move bag! The surgery

went ahead and once | was awake and anave, the
thought kicked in that | must vevain my brain and
body to vealise | have to use my bowel again in the
novmal manner’. i was tervifying! What if it didn+
wovk ov | had damaged what the surgeons had done”

H took a fow days to get everything functioning and it
was vevy up and down: it was a case of being patient.
| was very poorly for a month and | thought I'd made

a big mistake having the suvgery. But suddenly it all
changed and lve never looked back.”

Pauline

Is a stoma permanent?

In many cases of ovarian cancer a stoma is intended to be temporary.
This means that at some point in the future you may be able to have
further surgery that means you no longer have the stoma. It is important
to remember that all cases are different and you would need to discuss
your individual case with your surgeon and healthcare team.

“Yes, theve weve davk days but once | vecovered from

the surgery, every day was a step coser to geting my
life back on +vack.”

Pauline
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Where can | find out more?

e Target Ovarian Cancer’s nurse-led Support Line provides
confidential information, support and signposting for
anyone affected by ovarian cancer — 020 7923 5475 or
targetovariancancer.org.uk/supportline

* (Colostomy UK provides support, information, reassurance and
practical advice to anyone who has had or is about to have stoma
surgery in the UK. They also have a 24-hour stoma Support Line
which offers experienced-based support from volunteers, and a
closed Facebook group —0800 328 4275 or colostomyuk.org

e The lleostomy and Internal Pouch Association supports people living
with an ileostomy and their families, friends and carers —iasupport.org

 Your Clinical Nurse Specialist (CNS) or stoma nurse will be able to
help you find further information including stoma support groups in
your area so don’t be afraid to ask.

“I'm coming up to Hthvee years with my stoma.

Be kind to yourself and give yourself time, you ave
not on your own. | can’t believe how Many women and
men are living with stomas. Use your stoma nurses for
support. Be prepaved for friends not to understand
how it wovks and have questions fov you. | answer
them and show them my spaves that | take out! I'm
now at the stage wheve | do everything | did befove my
ovavian cancer and my stoma. H doesn’t have

to be & negative experience.”

Helen
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Find out more
Get in touch for more information, support and
signposting for anyone affected by ovarian cancer.

Support Line: 020 7923 5475
info@targetovariancancer.org.uk

targetovariancancer.org.uk
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