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Imagine your physician has just told
you that your rectal pain and bleed-
ing are caused by invasive colon can-
cer and you need prompt surgery.

She then informs you that surgery will
reroute your feces to an opening on your
abdominal wall. You will be taught how to
manage your new stoma by using specially
made ostomy pouches, but will be able to
lead a normal life.     

Like most people, you’d probably be in
shock after hearing this. More than 700,000
people in the United States are living with
ostomies. Every year, at least 100,000 osto-
my surgeries are done, preceded by a con-
versation much like the one above. So
how do patients recover from the shock of
learning about their pending surgery—and
then return to a full life?  

Although each patient goes through the
process differently, interviews and studies
of patients reveal several common reac-
tions—concerns about a negative body im-
age, anxiety over whether they’ll be able to
care for the stoma, and worries over how
the stoma will affect their relationships.
(See Ostomy shock: How patients react.)  

Psychological adaptation
According to the United Ostomy Associa-
tions of America (UOAA), patients who’ve
had ostomy surgery tend to follow a simi-
lar path of adjusting their life skills, based
on the consequences of their specific sur-
gery. Typically, they go through the four

recovery phases below. However, these
phases aren’t as cut and dried as they
might seem. Patients adjust at their own
individual rates. Some may experience the
phases in a different order, may skip a
phase, or may regress and pass through
one or more phases multiple times.
• Shock or panic. This phase occurs im-

mediately after learning of the need for
an ostomy, or right after surgery in
some cases. Patients seem distracted and
anxious, unable to focus on or partici-
pate in teaching and demonstration ses-
sions. They have trouble retaining infor-
mation (including patient teaching)
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during this phase, which commonly lasts
days to weeks.

• Defense, retreat, or denial. The patient
practices avoidance techniques, may re-
fuse to participate in stoma care, and
may exhibit defensive behaviors. This
phase may last weeks to months.

• Acknowledgement. During this phase,
the patient starts to accept the reality of
living with a stoma. As this phase be-
gins, some patients may exhibit lack of
interest, sadness, hopelessness, and anx-
iety. Some are angry and blame others
for their condition.

• Adaptation and resolution. Anger and
grief decrease and patients learn to cope
with their circumstances constructively.
This phase may take up to 2 years to
achieve.

Whichever recovery phase they’re in, os-
tomy patients can gain solace by knowing

others in their situation are going through
the same recovery process. Direct them to
www.ostomy.org/supportgroups.shtml for help
finding a support group (if desired). Tell
them about helpful videos; for example,
“Living with an Ostomy” from UOAA features
patients talking about their experience.

Some patients may wish to express
their feelings through painting, drawing,
writing, or other art forms. For some, a re-
ferral to a psychologist or therapist may
be warranted.

How clinicians can help
Studies show a patient’s return to full func-
tioning after ostomy surgery depends on
the quality and consistency of patient
teaching. The need for effective patient ed-
ucation makes us acutely aware that teach-
ing isn’t simply about reciting facts. To
provide effective teaching, first determine
where your patient is in the recovery
process by gauging his or her emotional
needs. For instance, a patient who’s angry
and in denial isn’t ready to learn the de-
tails of stoma management. During the
adaptation and resolution process, clini-
cians must maintain a supportive and un-
derstanding approach to help the patient
accept body changes and regain the previ-
ous quality of life. Maintaining a compas-
sionate approach makes this easier. 

Compassion counts
The role of the ostomy specialist is to pro-
vide patient teaching, coupled with good
clinical skills and compassion. For some
patients, your ability to convey compas-
sion may be more important than any oth-
er aspect of the care you provide. The fol-
lowing story illustrates this point.

A home health patient had been married
for 49 years and was looking forward to
his 50th wedding anniversary. But then he
was hospitalized for a bowel obstruction
due to colon cancer, and had to have an
ileostomy. His diagnosis was terminal. His
wife chose to care for him at home with

After learning they’ll need an ostomy, many pa-
tients have the following thoughts and feelings.

• Shock. Is this really happening to me?

• Disgust. I’m repulsed by this imposed change
to my bowel (or bladder) function. I don’t want
to empty or otherwise manage the feces (or
urine) in my pouch several times a day.

• Depression. I’ll never be able to live a normal
life. Maybe I should just give up.

• Fear. Will the surgeon be able to remove all the
cancer or diseased areas of my bowel? What
will my prognosis be after surgery? 

• Anxiety. How will I be able to socialize with oth-
ers? What if they detect a smell? What if my
pouch leaks? Will strangers avoid me if they
find out about my stoma? Will people I already
know reject me? Will I ever be able to be sexu-
ally active again? How will I return to work and
care for my family with this drastic change in
my functioning?

Ostomy shock: How patients react

View: Living with an Ostomy
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the help of a local hospice organization.
Within a few days, both were at wit’s end
because of his continuous severe pain. Al-
so, they couldn’t maintain the seal on the
pouching system, and effluent leakage had
severely denuded his entire abdomen. The
regular hospice nurse was empathetic, but
couldn’t maintain the pouch seal for more
than 2 or 3 hours. The nurse’s agency con-
tacted an ostomy management nurse spe-
cialist, who used her clinical expertise to
relieve the pouching problem and resolve
the pain. 

The ostomy nurse used her compassion
to resolve the next issue: The patient had
two things on his “bucket list.” He wanted
to travel to his son’s home to visit one last
time, and he wanted to be present for his
50th anniversary celebration. His wife
hired a driver for the road trip, and the os-
tomy nurse helped by mapping out the
trip route and making arrangements for
trained ostomy nurses along the way to be
available in case their services were need-
ed. She packed individual pouching sup-
plies and included detailed pouch-change
instructions in writing.

The patient and his wife had a success-
ful road trip with the help of nurses along
their route. They returned home to a beau-
tiful anniversary celebration. Both were
happy. He was at home with his wife—the
love of his life for 50 years. Several days
later, he died in his sleep. His wife ex-
pressed thanks for the expertise that had
helped relieve her husband’s pain in his
last days. But she said the “above and be-
yond” actions the ostomy nurse had taken
in arranging for their road trip had made
the biggest difference to them as they ap-
proached their final goodbyes.

Long-term care needs
Ostomy patients continue to need profes-
sional care for many years. Patients are
concerned about food, clothing, and osto-
my appliances, which can lead to a consis-
tent need for specially trained clinicians to

help them cope with the challenge of liv-
ing with an ostomy. Even when patients
reach the adaptation phase and have ac-
cepted this challenge, difficulties may oc-
cur. At any point, they may need to adjust
and adapt to a specific concern. When
they do, trained ostomy professionals must
be available to provide skilled evaluation
and education. In fact, patients with os-
tomies (and their family members) require
care throughout the life span. 

Patients with stomas may need assis-
tance, counseling, training, and care at any
time—to help them cope with a new or
recurring problem or to maintain an opti-
mistic view and learn how to make need-
ed adjustments. The Ostomate Bill of
Rights from UOAA states: “The ostomate
shall have post-hospital follow-up and life-
long supervision.” If you’re among those
who care for ostomates, make sure that
life-long supervision includes a generous
portion of compassion. n
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