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Hello

Welcome to ‘Your sexual self — after stoma surgery’

This booklet sets out to discuss how sex, sexuality and sexual expression can be affected
by stoma formation, using some of the common themes that patients and stoma care
nurses have highlighted. It also aims to offer some hints and tips that will hopefully help if
you are feeling a little lost, worried or curious with regard to your sexual recovery following
stoma formation.

All people, no matter their age, relationship status, culture or orientation are sexual beings.
‘Sexuality’ means the way we experience and express ourselves as sexual beings! and
is a fundamental part of who we are. Although lovemaking is certainly a component of
sexual expression, there is an awful lot more to it than that!

The book is set out in colour coded chapters so that you can easily identify those that are
most relevant to you (and avoid those that are not). We understand that some people may
wish to read the whole booklet from cover to cover and others may choose not to read it
at all.

Because each chapter can be read on its own, there are some basic recommendations
that have to be outlined repeatedly. The most important is to talk to your partner if you have
one, or a close friend or relative, and use your stoma care nurse - they are probably your
best resource. If you simply cannot fnd the right words, there is a pull out card at the back
of the book that you can hand to your preferred health care professional, to help get the
conversation started.

There are many, many aspects to sexuality; we could not possibly address all of them
in one handy booklet. We intend to focus on the eight topics that most commonly arise
when talking to people who have had stoma surgery. There are other booklets and web
resources that are specifc to particular disease groups e.g. cancer?®, infammatory
bowel*, spinal injury®) which may offer more detailed information and we would encourage
you to use whatever resource you feel is going to help you the most.

Do what is best for you.

‘{'P’ This booklet is not meant to take the place of your professional health care provider. It is provided as an
= extra educational resource to help guide you with supportive information.
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7. Sexual function and resuming an active sex life

This chapter discusses in very direct language the potential impact of stoma surgery on
sexual function as well as some of the medications and resources available to both men
and women.

Resuming an active sex life does not generally mean leaping into action with full penetrative
intercourse the frst week after your operation. In fact, this is absolutely not recommended
— as gentle rehabilitation is usually required for even the most menial of tasks, such as
making the bed in the frst place!

Most surgeons will recommend a period of taking it easy, lasting about 6 weeks. By this
time, you are likely to be moving more easily and more comfortably and at least beginning
to resume your usual activities, hobbies and generally ‘fnding yourself’ again.

What is clear is that there is no right time to resume intercourse! This is down to you, your
relationship(s), how you feel, what sex meant to you before your surgery, your desired sex
life now, all of those things we have mentioned in the other chapters. It is a very individual
thing.

It is always suggested that talking with your sexual partner is very likely to help when it
comes to ‘it'. Being worried about your partner and how they will react, about how your
body will feel and respond, and about how your stoma/product will behave creates too
much tension. Remember to talk and reduce that tension.

Talking about sex with your partner may not be something that you have ever done. If that
is the case, then having to renegotiate your sex life or invent a new way of doing things
can be really tricky. There is help out there if you simply cannot talk about it together.
Your stoma care nurse may be able to help you, or may suggest a sex therapist referral.
Psychosexual therapists are trained to help people negotiate diffculties in their sexual
lives and relationships and that includes those caused by illness or injury. For some, this is
just about talking it through once — with the therapist as a facilitator, while for others a
programme of therapy is desirable.

There may be a psychosexual therapist in your local hospital or perhaps your stoma care
nurse can advise. Alternatively, many RELATE centres have a psychosexual therapist
to which you can self-refer. You can fnd RELATE in the Yellow pages or online at
www.relate.org.uk where there is information on all the services they offer. You can fnd out
more about psychosexual therapy at www.COSRT.org.uk which is one of the regulatory
bodies of psychosexual therapists in the UK and they have a ‘fnd a therapist’ facility too.
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Sexual confidence

‘Finding yourself’ again can start very soon after surgery, as energy levels allow. Getting
back to the things that you are good at or that make you feel good is a great start. Dressing
in your usual style, rather than to ‘hide’ your middle can go a long way to re-establishing
your identity. Taking compliments (and even writing them down) is good too. Perhaps you
have been chronically ill for a long time and having your stoma represents the end of a
long road and the start of a new healthy you. Maybe you are only at the beginning of your
journey and are facing other treatments, feeling depleted and constantly tired — do what
you can to stay in touch with who you are, and who you will be again.

Sexual confdence is also helped by stoma confdence. There are many different stoma
products on the market and some will suit you more than others. There are two piece, one
piece, small and super discreet, opaque bags, covers for bags, wide belts etc. Find out,
get samples and settle on the one that you are happiest with. If you are confdent with the
practical matters to do with your stoma, such as pouch security, capacity and bowel activity
(or urine production for those with a urostomy) and take some simple steps (such as
emptying or changing the bag before-hand), things are likely to be more relaxed.

It's usually a good idea to negotiate and agree the frst time you are going to ‘have sex’
or ‘make love’. You can make some practical preparations as well as set some goals and
ground rules. It helps you both to be clear about what you expect to happen, what you
are willing to try and what you are not going to try - and that can help reduce anxiety
and boost confdence. Fatigue and loss of libido are common features in the early weeks
and months. Remember that sex doesn’t have to be energetic, nor does it have to start
with deep desire™, perhaps it is possible to make some allowances. Negotiate tender,
gentle, connected lovemaking.

Generally it is better to start slowly, holding each other, touching, kissing and caressing.
Discover together if there are any altered sensations, numb skin patches, or if it hurts
anywhere. You can ‘map’ each other’s bodies...where do you like to be touched, what do
you like less — talk as you touch — it can work both ways and can be great fun! Grow your
confdence and share the experience, as well as how you each feel about it. It is always
better to set an easily achievable goal and be successful, than to have high expectations
and suffer disappointment.

Build up slowly, keep talking to each other about what you want to achieve each time, think
about positions and what is most likely to be physically comfortable and practical. When
(or if) it comes to penetrative intercourse, think ahead. Stress can play a big negative role
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when you have intercourse for the frst time. Stress alone can cause some men to struggle
to get or keep their erection and women may need additional lubrication. Please remember
that neither are necessarily permanent or due to changes caused by surgery. Try not to
make assumptions. This is almost certainly not because your partner doesn’t want to have
sex with you. You can read more about stress in Chapter 4.

For women

Pain during penetrative intercourse is known as dyspareunia. This is the most commonly
reported side effect for women following stoma surgery. It is thought to be caused by
anatomical changes following surgery, reduced sexual desire and arousal, but is
sometimes made worse by stress and reduced lubrication!?. These problems often
improve over time but meanwhile you can take some steps to help matters.

Firstly, talk to your partner about what you feel and keep them informed about your comfort
levels. Try to manage your stress (read Chapter 4). Buy some lubricant and be ready to
use it. There are many different lubricants — water based, silicone, or oil based and different
colours, favours and sensation. They are available in the supermarket, pharmacy and
online. Some are available on prescription. (Oil based lube should not be used with
latex condoms as it can reduce reliability. Silicone based lubes can cause deterioration of
silicone dilators and sex toys).

For women who could experience orgasm before surgery, it is rarely damaged by surgery
—though some drugs, particularly those for nerve pain or depression can stop or delay orgasm.

Some women choose to take a painkiller before intercourse, while others choose not to
have penetrative sex until things are much more comfortable. If this is the case explain and
fnd alternative pleasures with your partner.

Many women are offered vaginal dilators or vaginal 'trainers’ following low bowel surgery
or radiotherapy. They often come with a DVD or written instruction for use. The idea is to
stop your vagina from becoming tight and scarred by treatment. Practicing with dilators can
also be a good way to know how to relax and position yourself. If you are offered dilators,
you do not have to accept them. Perhaps having penetrative intercourse is not one of your
goals anyway — and of course there are other methods of checking out your vagina — using
lubricated fngers or a sex toy, but start small!
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Links

DANSAC:
More patient education from your stoma care company. www.dansac.co.uk

The Lesbian & Gay Foundation — www.lgbt.foundation

Relate — www.relate.org.uk

College of Sex and Relationship Therapists — www.cosrt.org.uk

Human Fertility and Embryology Authority — www.hfea.gov.uk

The Sexual Advice Association:

Factsheets about sexual function and treatment options.
http://sexualadviceassociation.co.uk/factsheets/booklets/booklets-factsheets/
The Mental Health Foundation.

(Lots of resources for mental health and emotional well-being, + podcasts for
relaxation) www.mentalhealth.org.uk
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Find more information:

www.dansac.com
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