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Many people worry that their stoma will spoil relationships
with the other people in their lives. Your loved ones, friends
and colleagues are a vital part of your life. In fact, they can
contribute significantly to your recovery from surgery and
the return of your pre-surgery lifestyle. We have created
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A glossary is included at the back of this booklet
to help with some terms with which you may not
be familiar.

this booklet to help you and your family or significant other
understand the changes from your surgery. Inside, you will
find helpful information about the decisions you will make as
you resume your personal and work life.



What to Expéct

After Surgery

»

One potential benefit of your surgery can
be relief from uncomfortable symptoms or
the feeling of weakness. Still, you will face
new challenges, especially during the first

weeks and months after the operation.

Plan to take it easy as you recuperate at home. It takes time to
get back to feeling fit again. Don’t expect to be back to normal
immediately.
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A certain amount of emotional stress is to be expected

after surgery. When leaving the hospital, some find they are
thinking and worrying about their stoma all of the time. For
most people, this is a passing phase. It takes time to get used
to the idea that you have a stoma. It may take months before
these feelings pass. It is important to know you are in control of
your pouch management.

During the first weeks and months, you will be learning about
your stoma and how to manage your new pouching system.
You will not have to deal with this on your own. Your STN will
help you.

Getting used to managing your stoma may be a challenge. It is
similar to riding a bike or driving a car — it’s easy when you
know how to do it, but frustrating when you are trying to learn.
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The stoma

Your stoma will probably be swollen after
surgery. It may take several weeks or months
for the stoma to shrink to its permanent size.
While stomas come in a variety of sizes and
shapes, a healthy stoma:

® |s pink or red in colour
and is slightly moist

® |s not painful

* Bleeds easily when rubbed or
bumped (for example, when
washing), but should resolve
quickly. If the bleeding continues,
contact your Stomal Therapy Nurse
(STN) or healthcare professional

Stoma drainage should empty into your pouch without leaking
under the skin barrier. If the output from the stoma is bloody,
you should contact your STN.
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Temporary stoma

If you have a temporary stoma, it may be loop or double
barrel. A loop ostomy may have a supporting device (called
a rod, or bridge) that is normally removed about two weeks
after surgery — sometimes sooner. Be sure to remind your
healthcare professional about this if it has not been removed
after this time.

Healthy peristomal skin

The skin around the stoma is called the peristomal skin.

Get into the habit of cleaning the peristomal skin each time
you change your barrier. For most people, water is sufficient
for cleaning.

The peristomal skin should be intact without irritation, rash,
or redness.

It should look similar to the skin anywhere else on your body.
A properly fitting skin barrier and the right barrier formulation
helps protect the skin from being irritated by the stoma
drainage.

If you discover red, broken, or moist skin around the stoma,
seek the assistance of a STN. Be sure to assess the peristomal
skin on a regular basis to ensure the skin is healthy and to help
address any issues in a timely manner.
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Getting back to daily life

Soon after your surgery, you may feel the
only thing that matters is that you have
been ill and that you now have a stoma

and pouch.

A stoma may place a few restrictions on what you can do. Once
you have mastered the practical care of your stoma and the
pouch — and this should not take long — it will become part
of your daily routine.

Today’s pouches are discreet and no one ever needs to know
that you are wearing one. It is up to you to decide who you will
tell and how you will go about it. If you have been very ill over
a period of time, your friends, relatives, and co-workers are
concerned about you. When they see you looking better, they
will not only be pleased, but they may want to know what type
of treatment you had. It is, of course, for you to determine what
details you reveal to others.

It is natural to be concerned about what to say to other
people. In general, if you feel uncomfortable, other people will
too. Be open and honest with those people you think need to
know and say nothing to others, unless you think it is important.
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Stoma surgery is considered to be major
and is only done in cases of serious or life-
threatening illness or following a serious
injury. There is a good chance those close
to you are aware of what you’ve been
going through. For others, your need for an
operation might be unexpected news.
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The first thing you should talk about with those close to you
— particularly those who live with you — is that although you
are back home, you will not be back to normal right away and
that recovery will take time. They will need to make allowances
for this, and so will you. There is often no need for you to be
limited because of your stoma. Take one step at a time, and let
those closest to you know what you are aiming for.

You will need time on your own to change your pouch.
At first, this may be time-consuming, so allow some extra
time and space for yourself.

Remember that those around you will take
cues from you. If you are comfortable,
confident and straightforward about your
health, people are generally accepting and
unaffected.
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Sharing pouch changing habits

Your stoma is part of your life. It is also part
of your family’s and your partner’s life. Some
people find it useful if their partner or a family
member knows how to change and empty

your pouch, in an emergency. Bringing those
close to you into the details of your stoma

care can be great for your relationship, and
your peace of mind. Some things to review

include:

® The skin barrier should be changed on a routine basis
depending on what works best for you

* Wear time is based on personal preference and stoma
characteristics, but changing the pouching system twice a
week is considered normal

* |f your wear time becomes erratic or unpredictable,
consult your STN

® Skin barrier wear time may decrease during warmer
seasons when you are perspiring more or during times of
increased activity
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® The best time to change the pouching system is in the
morning before you have had anything to eat or drink

® Prepare your new pouching system before you remove your

used pouch

If you experience leaks or skin irritation
around your stoma you may need to
consider trying a new skin barrier or pouch
that better meets your needs. Be sure to
seek the assistance of a STN to get these
issues resolved as soon as possible.
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Questions By o)
From Children ke

i M , | K
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Young children may want to know why you
had the operation and what has happened
to you. This is something to think about
before these questions are asked. There are
books and dolls that are age appropriate
available from ostomy manufacturers to

help with these questions.

How much or little you decide to tell your children or
grandchildren, and whether you decide to show your stoma to
them, depends on the nature of your family as well as the
age of the children. Honest and simple explanations are
important, and they help form the basis of good relationships
with younger family members.
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People with stoma surgery react with
different emotions and responses. People
express their feelings by talking with
friends, family or others who have had
similar experiences. Some find reading
and learning about their situation works

best for them.

Strong and intense emotions should not be kept to yourself. Get
them out into the open, talk about them, and discuss them
with your family. This may help you work through your feelings.
If you are not making emotional progress and this is affecting
your quality of life, then you should consider talking with your
healthcare professional or a support group. Your STN may

be the first to point out these issues and provide you the
required information to start.
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Telling relatives & friends

In addition to the people who live with you,
other relatives, friends and neighbours may
be concerned about you. There is no need
to go into detail, unless you choose. But you
will need to be prepared for the inevitable

questions.

One way to satisfy their curiosity is to explain you had a
serious illness that became a threat to your life. Because of
that, you had major surgery and now wear an ostomy pouch.
With an explanation like that, there are very few other questions
that can be asked unless you want to offer more information. If
people see that you have adopted a straightforward attitude,
they will very likely take their cue from you.

As the weeks and months go by, you may meet new people and
make new friends who will not know and do not have to know
anything about your stoma. There is one particular time when
you will probably have to consider giving the full explanation
about your stoma. That is, when you are contemplating a
sexual relationship. Your stoma will be evident and you will
want to be prepared to talk about it. There is a separate
booklet in this series entitled, Living with an Ostomy: Sex and
Parenthood, that can help.
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Returning

to Work
F o

If you were working before your surgery,

you will need to decide when you are ready
to return to work. The time for this varies
from person to person. The severity of the
disease, the reason for your surgery, your

recovery time, your age, and the type of job
you do, all affect how long it will take you

to get back to work. Talk to your healthcare
professional about this.

There are, however, some important points to remember. If

possible, don’t rush back to work. Take your time. Going back

before you are ready may cause more problems in the long
run.
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There are one or two other precautions you can take to help
maintain your peace of mind. Carry a change of supplies with
you in the car or in your work bag. Do not leave products in a
car during heat or extreme cold. Also, keep a change of supplies
in your desk drawer or locker at work.

Feeling tired can be a real problem, even months after your
operation. If you are experiencing low energy, it may help to
know that this can happen to almost anyone. If it is an option,
you may want to return gradually, perhaps by working part-time
before going back full-time.

N

As a general rule, you’re ready to
return to work if:

[0 You can empty your pouch without
assistance

] You are able to change your pouch
without too much difficulty

] You are confident you have enéugh
energy to do a day’s work

[0 You feel comfortable a
traveling to work

[J You know what to do if your pouch
leaks and needs to be replaced in /

an emergency
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Your stoma in work situations

Some people wonder if a stoma will
interfere with their work. If your job
involves sitting at a desk all day, your
stoma and pouch should present no
problems.

For some who have had rectal surgery they may find sitting
for extended periods to be problematic. The solution is to
make sure you have a comfortable chair or a cushion. These
problems with the perineal wound, to give its proper name,
usually disappear within a few months. If the discomfort does
not improve, talk to a healthcare professional.

Bending and stretching

If you have a job that calls for a lot of bending and stretching,
two useful things can help. First, wear a pouch that can be
attached to a stoma belt while you are working for added
security. Secondly, wear loose-fitting clothing and avoid
constrictive belts and tight trousers.
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Perspiration

If your job is fairly active, you may perspire at the area where
the pouch is attached to the skin. This can be particularly
frustrating because sweat and/or oily skin can reduce the
effectiveness of the adhesive holding your pouch in place.
You may need to change your pouch more often. An option is
to use a skin barrier that copes better with perspiration. Your
STN or your supplier can provide recommendations.

With patience, perseverance, and a sense of realism, you can
manage your stoma as part of a regular routine and lifestyle. It
should not be an obstacle in your personal or professional life.
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Procuring your ostomy
product supplies

Australia

In order to purchase your ostomy products at a subsidised
rate, you will need to become a member of a Stoma
Association. An annual membership fee is required to assist
the association with administration costs.

Stoma Associations purchase ostomy products from
suppliers such as Hollister Incorporated and distribute
them to their members on a monthly basis. Most of these
products are subsidised by the Australian Government. The
Department of Health’s Stoma Appliance Scheme (SAS),
established in 1975, improves access to the most suitable
and clinically appropriate stoma-related products.

The Australian Council of Stoma Associations Inc. (ACSA)
(website www.australianstoma.com.au) represents, at a
national level, the interests of 21 regional Stoma Associations
and approximately 46,000 people living with ostomies
throughout Australia. The ACSA liaises with the Australian
Government in matters related to accessing products funded
through the SAS, coordinates ostomy-related support
services, provides advocacy for people living with stomas,
and publishes the national journal, Ostomy Australia.
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1. How to order your ostomy products through the Stoma
Appliance Scheme (SAS)

Once you become a member of a Stoma Association, you will
be able to obtain your ostomy products at a subsidised rate.

The Association will provide you with details on how to place
your monthly order.

Access SAS Forms
www.australianstoma.com.au/associations

Your STN/healthcare professional can help you
complete the necessary forms to become a member.

2. How to find a STN near your home

The Australian Association of Stomal Therapy Nurses
(AASTN) - (website www.stomaltherapy.com) is a
professional organisation of STNs. One of their major
objectives is to promote quality care for a wide range of
people with specific needs. These needs may be related to
ostomy construction, urinary or faecal incontinence, wounds
with or without tube insertion, and breast surgery.

The AASTN website provides a “Find a Stomal Nurse”
feature to help you locate a STN in your State/Area. It also
provides a helpful Managing Your Stoma Supplies guide.
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New Zealand

After surgery, your Stoma Nurse will establish a product fit that
is right for you. Supply of your product is organised by your
Stoma Nurse, via a distributor.

Useful links:
Australia

Find a Stoma Association Near You
www.australianstoma.com.au/associations

Find a Local Ostomy Support Group
www.australianstoma.com.au/living-well-with-a-stoma/support-
groups-2/

New Zealand

The Ostomy NZ
www.ostomy.org.nz

(The Federation of Ostomy Societies NZ) represents, at a
national level, the interests of 19 regional Ostomy Societies
located throughout New Zealand. Helping ostomates and their
families/caregivers feel educated and empowered to lead a
normal life is the main focus.

Cancer Society
ostomyasiasouthpacific.org

Crohns and Colitis NZ
www.crohnsandcolitis.org.nz
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Resources and Organisations

Your healthcare professional and your STN will be very
important resources for you in the days ahead. You also
have ongoing access to online information or printed
educational materials:

Ostomy Learning Centre
Find useful content that’s easy to read and share with others.

Australia: www.hollister.com.au/ostomylearningcentre
New Zealand: www.hollister.co.nz/ostomylearningcentre

Understanding Maintaining
an Ostomy T ] & Skin Health

Living With Using Ostomy
an Ostomy Products

Hollister Incorporated YouTube Channel
www.youtube.com/hollisterincorporated

View a variety of how to and lifestyle videos. Also includes
interviews and tips from people living with ostomies.
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Australia
Cancer Council of Australia
www.cancer.org.au

Bowel Cancer Australia
www.bowelcanceraustralia.org

Australian Council of Stoma Associations
www.australianstoma.com.au

New Zealand

Cancer Council of New Zealand
www.cancernz.org.nz

Bowel Cancer New Zealand
www.bowelcancernz.org.nz

The Federation of NZ Ostomy Societies Inc. (FNZOS)
www.ostomy.org.nz

Lifestyle Series and Care Tips

Available from your clinician or for PDF download at:

Australia:
www.hollister.com.au/en-au/ostomycare/educationaltools

New Zealand:
www.hollister.co.nz/en-nz/ostomycare/educationaltools
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Glossary

Colon
Another term for the large intestine or last portion of the
gastrointestinal tract.

Colostomy
An ostomy (surgical opening) created in the colon; part of the
large intestine or colon.

lleostomy
An ostomy (surgical opening) created in the small intestine.

Perineal
The area between the anus and the genital area.

Peristomal Skin

The area around the stoma starting at the skin/stoma junction
and extending outward to the area covered by the pouching
system.

Pouch
The bag that collects output from the stoma.

Skin Barrier

The portion of your pouching system that fits immediately
around your stoma. It protects your skin and holds the
pouching system in place. Sometimes called a wafer.

Stoma
A surgically created opening in the gastrointestinal or urinary
tract. Also known as an ostomy.
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Stool
Waste material from the bowel. Also known as faeces or
bowel movement.

Urostomy
An ostomy (surgical opening) created to drain urine.

Wear time

The length of time a pouching system can be worn before it
fails. Wear times can vary but should be fairly consistent for
each person.
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Notes:
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The information contained in this brochure is provided
as general information only and is not intended to be
medical advice. Please see our website for the most
up to date information, as guidance can and does
sometimes change. Always follow product Instructions
For Use and ask your healthcare professional for

more information.
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