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Life with an Ostomy

Remember when you were in the hospital . . .you were told you would have to live
with an ostomy? When you looked at your stoma for the first time, what was your reaction?
Most likely, you were shocked, depressed and scared. You could not imagine how you were
going to live with “this thing”. How far have you come since then? Do you still call your
stoma “the thing”, or have you given it a special name? Do you sometimes even forget that
your stoma exists? Everyone’s adjustment is a bit different, but I hope that you have
accepted your stoma. I tell my patients, “You do not have to like the stoma, but you do have
to leam to live with it.”

You rule vour stoma

You need to take the time to take good care of your stoma but not let it rule your
lifestyle. In other words, “You rule the stoma. Do not let it rule you.” After all, you are the
same wonderful person you were before your surgery.

Help is available

You need to know some basics to reach a satisfactory point of control over your
ostomy. You need to know how to take good care of your stoma and surrounding skin, what
information is available to help you and where to obtain sound advice. You also need to take
that information and assimilate it to fit into your own lifestyle. One reason you see so many
products in ostomy catalogs is not to confuse you, but to help vou find the right products so
you may personally choose the best way to get on with living. Your local ostomy association
15 an excellent source of information, advice and support. Use this resource for the benefit of
yourself, and for the benefit of others.

Does it hurt?

First, you need to know about your stoma itself. It is red and looks as if it ought to
hurt. However, looking at the stoma is actually looking at vour intestine’s lining, which does
not have any nerve endings. Reassure your spouse about this. Your mate may be afraid of
hurting you if the stoma is touched. A person with an ostomy may feel rejected because of
the mate’s fear to touch him/her. If your spouse understands the stoma has no feeling and
will not hurt you, he/she will be more at ease.

Learn to live with it

Your attitude 1s also important. If you cannot accept your stoma, how can you expect
someone else to accept it? Remember, you do not have to like it, but you must learn to live
with it. Iam sure there are other parts of your body that you would like to change. Maybe
you think your nose is too big or your thighs are too large. Maybe your eyesight is not what
you would like. These are all unique characteristics we learn to live with. Your stoma is just
a new part of you that you learn to live with. Remember the symbol of the United Ostomy
Associations of America is the Phoenix. The Phoenix is the mythical bird that was raised
from the flames after it died. People with ostomies are “raised from the ashes of disease.”
You do not have to like your stoma, but you do have to live with it. There are people who
said, “I could never live with one of those.” And you know what . . .they don’t.
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Should I worry about bleeding?

The reason your stoma is red and your stoma bleeds easily is that the blood vessels in your
intestinal lining, which again is what your stoma is made from, are very close to the surface. This is
why it 1s important for you to be gentle in cleaning your stoma. A small amount of bleeding 1s
normal and do not be concerned about it.

Excessive bleeding should be reported to vour doctor or WOC nurse as needed. Excessive
bleeding means more than a drop or two. If you touch it with a tissue, you may notice some red on
the tissue. This is normal. If you have much more than this, meaning you actually witness bleeding,
see someone immediately. This is not normal. Anytime we are bleeding, it is not usually good.
Check with a health professional about it.

Make sure nothing constricting is riding over your stoma, reducing the blood supply needed
to keep this vibrant tissue alive. Elastic belts over your stoma are usually okay, but a leather belt
does not “give enough” to ride over vour stoma if it is on your beltline. Ideally, your stoma is located
below the beltline, but sometimes it cannot be surgically positioned in the ideal site.

Isn’t it supposed to be round?

Stomas come in all sizes and shapes, just as all of us do. If you are worried that your stoma
does not fit exactly into one of those cute measuring guides with the perfectly round holes, do not be
discouraged. Most stomas are not perfectly round. The measuring guide is just that, a guide. You
customize it to fit your personal need. This is a vital point. The correct size for your equipment is
extremely important. Always measure your barriers to the correct size, no matter how your ostomy
system is built. Just like us, stomas come in all shapes and sizes.

The right fit

Initially after surgery, your stoma is probably swollen. It will decrease in size. Your nurse
should show you how to measure your stoma correctly. Measuring is an ongoing concern. Incorrect
sizing of the stoma creates most of the problems [ see after surgery. You want the opening in your
pouch or adhesive to fit as closely as possible to the stoma. Many barriers do not require any gap
between the barrier and the stoma, others, with harder barriers; require leaving a 1/16 to 1/8 border
from your stoma.

This is to allow your stoma to change size and shape. Yes, your stoma does move and change
size slightly with the normal peristaltic waves of your intestinal tract, of which it is after all a part. A
soft pliable substance is usually used directly around the stoma, such as a paste or a barrier seal, to
fill in this 1/16" to 1/8" gap around the stoma. It acts as a washer or caulk to protect the skin directly
around the stoma, and to protect the seal of the pouch to your body. The more liquid the discharge
from your stoma, the more important the caulking compound is. Liquid effluent usually breaks down
adhesives faster than solid. As an added note, urine is sterile right out of the body and it is not
caustic.







