VWhat about sex?

For people with a stoma and their partners



Authors: Contents

SEXUAN PIBASUIE....oeeeeeeeeeesesese sttt sttt sttt ettt 5
Body image
RECOVEIY ettt se et ettt 10

Anger and fear.

Sexual desire

Accepting life with a stoma

Talking about sex and your stoma.

Preparing for making love

.

Eleanor Galt OAM Heather Hill AM Humour...
Senior Clinical Psychologist CNC Stomal Therapy and Partners
(retired) Wound Management (retired)

Life Member W.C.ET. Pregnancy

Life Member A.A.S.T.N.

Physical effects

Acknowledgements:

We thank the many patients, their families and friends, as well as
nurses and surgeons who have kindly shared their experiences
with us.

Publication of this booklet was made possible by the support and
encouragement of Liberty Australia and Dansac.

Copyright © 1998 Eleanor Galt and Heather Hill.
First published 1998 with financial assistance from Dansac
Revised editions Dansac.

2015 publication has been made possible by the support and
encouragement of Liberty Australia. % Hollister ‘ dansac @




Sexual pleasure

This booklet is intended to provide support if you have a

stoma or live with someone who does - be it a colostomy,

ileostomy, or a urostomy. It contains frequently asked
questions and answers regarding sexuality.

No matter whether you are young, old, married or single,
and regardless how active or inactive your sex life is, a
stoma is a major change. For you, as well as your present
or future partner, accepting life with a stoma is of major
importance to your quality of life.

A satisfying sexual relationship helps us feel good, adding
to our physical and emotional wellbeing. However,
developing and maintaining a good sexual relationship is
not always easy - whether you have a stoma or not.
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Sexuality is probably the most neglected

aspect of rehabilitation after surgery.

Only inrecent years has sex been
brought slowly out in the open. Most
people undergoing stoma surgery are
concerned that having a stoma may
threaten their sexual attractiveness
and the oppor tumty to ha\/e c sahsfym;

alk about this aspect
of %toma surgery. So you may continue
to worry unnecessarily, and questions
remain unan d.

Sexual activity is one of the normal

functions of everyday living and as a
pe son \wh a 5Loma you should expect

activity andre thonslmps. as
possible solutions.
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In this booklet we offer information that
may be helpful with:

Coming to terms with yourself, your
sexuality and sexual activity now that
you have a stoma.

Management of your stoma in sexual
relationships, whether are male
or female, single or married, old or
young, heterosexual or homosexual,
with a colostomy, ileostomy or
urostomy.

Coping with
may |
either:

al problems that
perienced by some people,
result of the underlying

or as a result of the surgery

s required to treat the disease.

As this booklet will not answer all of your
questions, a suggested reading list is
included for further information.




Body image

Our body image is the way we see ourselves - the
feelings and attitudes that we have towards our bodies.

Most changes in body image take place gradually over
a period of time, as in ageing, so that the changes are

easily incorporated into the picture we have of ourselves.

However, surgery resulting in the formation of a stoma
means a sudden, major change in your body and the way
you see yourself. It is not a change you wanted or asked
for. Even if your surgery has brought an end to years

of illness and discomfort, or it has been done to cure a
life threatening disease, it still represents the loss of a
natural body function and a change in the way you see
yourself.

It will take time to get used to this change. It is natural to

experience sadness and grief while you adapt to the new,

but not really so different, you.
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Recovery

It is natural to be concerned about your
own well being and health during
convalescence. However, preoccupation
with yourself will worry your partner,
family and friends. They need to know
what to expect from you. It is also
important that you are sensitive to

the feelings of your partner, so you

can understand each other as well

as possible.

During this period, you will probably
experience a wide range of emotions that
can change very quickly. You may want
to be held and cared for. You may want
to just touch, kiss or fondle your partner.
You may not want to have anything to
do with anyone. Tell people in your life
how you feel, and ask them how they
feel. Explain that as soon as you begin to
feel better, you will be willing to explore
friendship, love and intimacy again.
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Returning home after surgery is a time
for healing and recovery, which may take
priority over sexual adjustment. Yet there
are specific things you can do to help
yourself adjust sexually:

Share your thoughts and needs with
your partner.

Tell your partner the most
comfortable position for you to lie in.

Allow yourself to be touched and
held. Affectionate touching can be
very positive and reassuring during
recovery.

Show that you appreciate a warm

and loving relationship. By remaining
intimate, discussing issues openly, and
maintaining a sense of humour, it is
often easier for you and your partner
to accept life with a stoma.

Touching, caressing, warmth and
affection are all important. We all want
to be loved and appreciated.
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Sexual desire

As aresult of surgery you are forced into
dealing with your body in new ways and

into talking about things you have never

needed to discuss before.

Sexuality is as natural to you as your need
for food, for pleasure and for rest. Itis
usually one of the first needs to change
when you are in pain, anxious, depressed
or grieving. lliness, medical treatment
and surgery often reduce sexual desire
as do pain, medication, depression,
tiredness and feeling “off colour”. After
surgery, while you are recovering and
learning to manage your stoma, you may
not experience any sexual feelings for
days, weeks or even months. Itis very
important therefore, that you be very
patient and kind to yourself and your
partner. When you are rested, healed,
reassured and you have grieved, your
sexual desires will return.

You may have feelings of shock and
revulsion until you get used to your
stoma, how it works and how to manage
it. You may feel “different” or abnormal
and unacceptable, fearing that your
appliance smells, that the stoma is
obvious to everyone, or that it makes
you less attractive than you were
before surgery.
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Several things may make sex more
difficult in the immediate postoperative
period e.g.

e Anxiety or fear about your ability to
perform sexually, the attractiveness
of your body, the possibility of odour,
or that the stoma bag might leak.

o Attempting intercourse before
your strength and confidence have
returned after the operation.

e Depressed mood, which many people
experience following major surgery.

e Medication and alcohol.

Inability to have an erection, pain during
intercourse and lack of interest for these
reasons are not unusual and are usually
temporary. The experience can be
traumatic and frighten you into believing
that your sexual desires and arousal have
disappeared forever. It is important that
you and your partner understand this, so
that you will both keep calm and not be
alarmed if difficulties occur. Never lose
your sense of humour!




Accepting life with a stoma

It may be several weeks or months before
you feel entirely comfortable with a sto
Itisimportant to be frank with each other and
understand that acceptance may 1al
r than immediate and will happ
for different people.

The stoma often causes more
embarrassment and distr to the person
with a stoma than to their partner. Take time
i Hu love and share your
/ith them.
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Most of us have difficulty in talking
about sex.

Are you clear about male and female
sexual functioning? About what your
surgery entailed?

Ask questions!

Do you know what “turns you on”? Do
you know what arouses you? What do
you enjoy? Often the biggest block to

talking about sexual relationships is not
knowing what you want.

We cannot read each other’s thoughts.
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Asking questions and asking for what
you like best sexually can perhaps seem
selfish. However, helping each other
understand is not selfish.

Saying what you like is also explaining
that your sexual needs are important. As
long as you give this information in a kind
and understanding manner, it shows that
you are anxious to have a good sexual
relationship with your partner.

Naturally, it is important that you are
correspondingly responsive to your
partner’s desires and encourage him/her
to discuss them too.




Preparing for making love
You may like to wear a cover over your
appliance. Covers can be made in many
styles and materials: from cotton to
sensual satin.
When making love, some women like to
v sexy min
crotchless ~ar can be purchas
inmany ple or made if you are handy
with a needle and thr Men may like
to racummerbund, nightshirt or
undies.

Remember, a birthday suit is very
attractive!

It is usually more comfortable
appliance before inte

When making love, you and your partner
afraid of hurting the stoma
ing the appliance. Intercourse
rm the stoma and
you have put on your appli
whatever positions you choc
not affect the stoma bag.

Allow your partner to feel the appliance
if he/ ishes. You might de
i Ir partner

this happen as naturally as looking at or

touching
not for
her that it
partnel

ny other part of your body. Do

neath
our partner - you will not hurt the

stoma. Just enjoy!
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It is your right to share or not to share
information about your body. If you meet
someone you would like to have a sexual
relationship with, you need to decide
when and how much you want to tell
about your operation and stoma.

Since there is no right or best time to tell,
you need to use your own judgement.
However it may be better to tell them
early in the relationship, prior to a first
intimacy. This may make things easier
and help you relax. People with stomas
have relationships, marry, have children,
and lead normal lives. Relationships
involving a person with a stoma are just
as stable as relationships in general.

Most partners accept a stoma with a
mere “so what? It's you | love”, or, “it
makes no difference to me,” which are
very reassuring. Being accepted the way
you are feels good. Express appreciation
of your partner’s acceptance of your
stoma in the same way you show you are
grateful for the other nice things he/she
does for you.

A partner may want to discuss the
surgery with your doctors and stomal

therapy nurse. Just as it took time for
you to adjust to the idea of having a
stoma, it may take your partner time to
adjust. However, everyone experiences
rejection at some time in life. Rejection is
not a pleasant experience and it may be
extremely painful.

We are not attracted to everyone we
meet, nor is everyone attracted to

us. Even in established relationships,
feelings of attraction change and some
relationships end. A positive step in
dealing with your feelings when you
experience rejection is to acknowledge
the fact that you feel disappointed, hurt,
sad, angry or depressed.

Surround yourself with caring friends
and supportive family members. This can
be very comforting when you are feeling
rejected. Leading your own life, filled
with people and activities you enjoy,
usually restores positive feelings about
yourself as you rebuild the confidence
necessary to start again.

Sometimes professional advice can help
the process occur more quickly.
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Pregnancy

If you have a stoma and want to have a
baby, it is important to talk with people
who can advise you - your doctor, your
gynaecologist, and your stomal therapy
nurse.

Generally, if there are no other
problems, there is no reason why you
cannot have a baby. Having a stoma

does not prevent you from becoming
pregnant and giving birth normally.
Many doctors recommend a waiting
period of approximately one to two years
after surgery before conception so that
everything inside you can settle down.
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A stoma will not prevent you having
“‘normal” stages of pregnancy, including
morning sickness and backache!

The stoma may swell and protrude more
than usual in mid pregnancy but tends to
returnto its previous size after delivery.

Contraception should be discussed
with your surgeon, gynaecologist,
gastroenterologist or stomal therapy
nurse.




Physical effects

Everyone tends to feel vulnerable and
weak after illness and surgery and you
are probably no exception.

Medication, hormones, chemotherapy,
radiotherapy and your general
condition can alter your desire and
response to sex.

Certain medications given for pain or
to stop you feeling sick can lessen your
desire, but so do the symptoms they
treat. Generalised tiredness caused

by your illness, discomfort following
surgery and scar tissue may alter or
lessen your sexual response.

Sometimes sex is great, but sometimes
it is a disappointing fizzer!
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Since bowel and bladder surgery are
generally associated with the removal
of part of all or one or more organs

in the pelvis, sexual function may be
affected.

If you are a woman and your rectum
was removed during surgery there may
be a different sensation in your vagina
when you are making love. There may
be pain, vaginal tenderness, dryness

or vaginal discharge for some months.
Don't be embarrassed or worried.
There are many remedies for the
problem. One solution could be a water
soluble lubricant.

Another simple solution might be a
change of position during intercourse.
If these do not work, discuss the

problem with your stomal therapy
nurse or doctor, who may suggest a
suppository, hormone replacement or
an oestrogen cream. Referral to a sex
counsellor may be recommended.

Some men may experience difficulty in
getting an erection. Because the nerves
lie close together, there is a possibility
that the nerves involved in sexual
function may be damaged during any
pelvic surgery removing the rectum,
bladder or prostate.

However, it has been said that sex

is 95 percent mental and 5 percent
physical! You should always consider
psychological factors before jumping to
the conclusion that you have suffered
damage during surgery. Referral to a sex
counsellor maybe recommended.

If you are unable to get or maintain an
erection, see your surgeon, as there are
a number of different ways in which you
can be helped. Your surgeon will be able
to explain about the range of possibilities
available e.g. medication, injections or
implants.

If you are homosexual, the closing of

the anus may be a problem for you and
your partner and may require a lot of
adjustment. Intercourse via the stoma

is dangerous and sexually transmitted
diseases can be transmitted through the
stoma. Understanding, communication
and warmth between you and your
partner are vital. Referral to a sex
counsellor may be recommended.




May | ask questions?

You should ask whatever questions you

have no matter whether you think they are
important or silly. It is easy to forget the
questions you wanted to ask, so it is a good
idea to write the questions down as you
think of them, take the list with you and write
down the answers you are given when you
visit your surgeon or a stomal therapy nurse.

Don't hesitate to ask! Never be shy about
asking questions. If you need more time for
your questions , make another appointment.
Asking questions is always better than
worrying. If you don't ask, you may not get
the correct information. Doctors and stomal
therapy nurses cannot know what particular
thing is worrying you unless you tell them.

%Hollister H dansac @




Questions you might want to ask

e Howsooncan | have sex?
o Wil l ever feel normal again?

o Does it make any difference what
position we use?

e How long will it be before | can get an
erection again?

e Can | have children?

e When will | feel like having
sex again?

e Does it take longer for awoman than
aman with a stoma to want
sex again?

o Canwe have sex without having
intercourse?

e I'msingle. Will anyone ever want to
have sex with me?
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Can | get any information about
finding a stomal therapy nurse or
sex counsellor?

What sort of problems can we
experience during intercourse?

It hurt when we had intercourse.
Why?

| feel like my relationship has
changed. Why?

What kind of contraception should
luse?

Should I do anything to protect my
stoma? If so, what?

Why can't | get an erection?
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Glossary of terms

Anus
The entrance to your back passage.

Chemotherapy

Drugs given to cure or control some
cancers.

Colon
Bowel (large intestine).

Colostomy

This is formed from the colon (large
intestine or large bowel), brought

out through an opening on to your
abdomen.The output (faeces) will vary
from a thick fluid to a consistency from
mushy to formed.

Faeces
Bowel motions or stools.

Gastroenterologist

A doctor who specialises in treating the
digestive organs.

lleostomy

This is formed from the ileum (small
intestine or small bowel), brought out
through an opening to your abdomen.
The output (stool) will vary from a
thick fluid to a consistency similar to
toothpaste.

Impotence
Inability to maintain an erection.

Penile implant
Mechanical stiffener for the penis.

Rectum

The back passage leading via the anus to
the outside of the body.

Stoma
Surgically formed opening into the body.

Stomal therapy nurse

A nurse who is specially trained to care
for people with stomas.

Therapy
Treatment.

Urostomy

This is formed by isolating a small piece
of ileum and implanting the ureters
(tubes from the kidneys) into it. One end
of the piece of small bowel is brought
out through an opening on to the
abdomen as a stoma. Urine flows down
the ureters from the kidneys, through
the piece of bowel (conduit), and out
through the stoma.

Australia
Visit www.stomaltherapy.com to find an STN or additional
information

New Zealand
Visit www.nzno.org.nz/groups/sections/stomal_therapy to
find an STN or additional information




Additional educational

materials are available from:

Liberty Australia
Ground Floor

990 Whitehorse Road
Box Hill, Victoria 3128
Australia

Liberty New Zealand

PO Box 107097,

Auckland Airport, Auckland 2150
New Zealand

For more information:
Freecall 1800 880 851 (Australia)
Freecall 0800 678 669 (New Zealand)

www.libertymed.com.au
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