MSK Kids

PATIENT & CAREGIVER EDUCATION

About Your Pelvic Surgery for
Desmoplastic Small Round Cell Tumors
(DSRCTs) at MSK Kids

This guide will help you get ready for your pelvic surgery for
DSRCTs at MSK Kids. It will also help you know what to expect as
you recover.

Use this guide as a source of information in the days leading up to
your surgery. Bring it with you on the day of your surgery. You and
your care team will use it as you learn more about your recovery.

In this resource, the words “you” and “your” refer to you or your
child.

About your pelvic surgery for DSRCTs

DSRCTs are a type of sarcoma. DSRCTs most often start in your
abdomen (belly). They’re often in your peritoneum (PAYR-ih-toh-
NEE-um), the tissue that lines the inside of your abdomen and
pelvis. Your peritoneum also covers most of the organsin your
abdomen.

DSRCTs can also spread to other nearby organs, such as your
bladder, colon, and liver.

The standard treatment for DSRCTs is surgery, chemotherapy
(chemo), and radiation therapy. At MSK, most people have 3
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separate surgeries to treat DSRCT.

o The first surgery is to take out tumors in your abdomen.
e The second surgery is to take out tumors in your pelvis.

o Your surgeon may also give you a temporary ileostomy (IL-ee-
OS-toh-mee) during this surgery. An ileostomy is a small
opening in your abdomen where your bowel movements
(poop) can leave your body. Your ileostomy will keep your
bowel movements from passing through your colon (large
intestine) and rectum. This lets the area heal after your
surgery.

e The third surgery is to reverse your ileostomy, if you have one.
That means your bowel movements will go back to passing
through your colon and rectum like normal.

o Some people have intraperitoneal (IN-truh-PAYR-ih-toh-
NEE-ul) chemo as part of their DSRCT treatment. Your
surgeon will also place an intraperitoneal catheter (IP
catheter) in your abdomen during this surgery. An IP catheter
is a thin, flexible tube that goes from outside your body into
your peritoneal (PAYR-ih-toh-NEE-ul) cavity. This is the space
between the tissue lining your abdomen and pelvis, and the
tissue covering organs in your abdomen.

What will happen during my pelvic surgery for DSRCTs?

Pelvic surgery for DSRCT can be done in different ways. Depending
on how your surgery is done, your surgeon will make 1 or more
incisions (surgical cuts) in your abdomen.

e When your surgeon makes 1long incision on your abdomen, it’s
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called open surgery. Your surgeon will take out any tumors
through this incision.

e When your surgeon makes several small incisions on your
abdomen, it’s called minimally invasive surgery. Your surgeon
will put small surgical tools and a video camera into the incisions
to take out any tumors. Some surgeons use a robotic device to
help guide the video camera and surgical tools.

Your surgeon may need to take out part of your colon or rectum
during your surgery. If they do, they may give you a temporary
ileostomy (IL-ee-OS-toh-mee). Read the section “About
ileostomies” to learn more.

Your surgeon and other members of your care team will talk with
you about what to expect before, during, and after your surgery.
They’ll go into detail about the plan for your surgery and answer

any questions you have.

Your surgeon will often know before your surgery if you'llneed a
temporary ileostomy. But they’ll make the final decision during
your surgery.

About ileostomies

Anileostomy is a small opening in your abdomen where your bowel
movements can leave your body (see Figure 1). The ileostomy will
keep your bowel movements from passing through your colon and
rectum. This lets the area heal after your surgery.

The part of your intestine that’s outside your body is called a
stoma. Your stoma will be pink or red and look shiny and moist.
Bowel movements and gas leave your body through your stoma
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and go into a plastic pouch that covers your stoma. |g@mermal for
the bowel movements to be more liquid

than usual.

You may have had a temporary
ileostomy. If so, a wound, ostomy, and
continence (WOC) nurse will help teach
you how to care for it before and after
your surgery.

Your surgeon will close your ileostomy
after afew months. Very few people

need a permanent ileostomy.
Figure 1. Anileostomy

Before your pelvic surgery for
DSRCTs

This section will help you get ready for your surgery. Read it when
your surgery is scheduled. Refer to it as your surgery gets closer. It
has important information about what to do to get ready.

As you read this section, write down questions to ask your
healthcare provider.

Getting ready for surgery

You and your care team will work together to get ready for your
surgery. Help us keep you safe by telling us if any of these things
apply to you, even if you're not sure.

¢ | take any prescription medicines. A prescription medicine is one
you can only get with a prescription from a healthcare provider.
Examples include:
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o Medicines you swallow.
Always be sure

o Medicines you take as aninjection your healthcare
(shot). providers know all
o Medicines you inhale (breathe in). the medicines and

o Medicines you put on your skin as a supplements
patch or cream. you're taking.

¢ | take any over-the-counter
medicines, including patches and
creams. An over-the-counter
medicine is one you can buy without
a prescription.

You may need to
follow special
instructions before
surgery based on
the medicines and

¢ | take any dietary supplements, such supplements you
as herbs, vitamins, minerals, or take. If you do not
natural or home remedies. follow those

¢ | have a pacemaker, automatic instructions, your
implantable cardioverter- surgery may be
defibrillator (AICD), or other heart delayed or
device. canceled.

¢ | have had a problem with anesthesia
(A-nes-THEE-zhuh) in the past. Anesthesia is medicine to make
you sleep during a surgery or procedure.

¢ I'm allergic to certain medicines or materials, including latex.
e I’'m not willing to receive a blood transfusion.

e | use recreational drugs, such as marijuana.
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About drinking alcohol
It’s important to talk with your healthcare providers about how
much alcohol you drink. This will help us plan your care.

If you drink alcohol regularly, you may be at risk for problems
during and after your surgery. These include bleeding, infections,
heart problems, and a longer hospital stay.

If you drink alcohol regularly and stop suddenly, it can cause
seizures, delirium, and death. If we know you’'re at risk for these
problems, we can prescribe medicine to help prevent them.

Here are things you can do before your surgery to keep from
having problems.

e Be honest with your healthcare providers about how much
alcohol you drink.

e Try to stop drinking alcohol once your surgery is planned. Tell
your healthcare provider right away if you:

o Get a headache.
o Feel nauseous (like you're going to throw up).
o Feel more anxious (nervous or worried) than usual.

o Cannot sleep.
These are early signs of alcohol withdrawal and can be treated.

e Tell your healthcare provider if you cannot stop drinking.

e Ask your healthcare provider questions about drinking and
surgery. All your medical information will be kept private, as
always.
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About smoking

If you smoke or use an electronic smoking device, you can have
breathing problems when you have surgery. Vapes and e-
cigarettes are examples of electronic smoking devices. Stopping
for even a few days before surgery can help prevent breathing
problems during and after surgery.

Your healthcare provider will refer you to our Tobacco Treatment

Program if you smoke. You can also reach the program by calling
212-610-0507.

About sleep apnea

Sleep apneais a common breathing problem. If you have sleep
apnea, you stop breathing for short lengths of time while you'’re
asleep. The most common type is obstructive sleep apnea (OSA).
With OSA, your airway becomes fully blocked during sleep.

OSA can cause serious problems during and after surgery. Tell us if
you have or think you might have sleep apnea. If you use a
breathing device, such as a CPAP machine, bring it on the day of
your surgery.

Using MSK MyChart

MSK MyChart (mskmychart.mskcc.org) is MSK’s patient portal. You
can use it to send and read messages from your care team, view
your test results, see your appointment dates and times, and more.
You can also invite your caregiver to make their own account so
they can see information about your care.

If you do not have an MSK MyChart account, you can sign up at
mskmychart.mskcc.org. You can also ask a member of your care
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team to send you an invitation.

If you need help with your account, call the MSK MyChart Help Desk
at 646-227-2593. They are available Monday through Friday
between 9 a.m. and 5 p.m. (Eastern time).

About your Goals to Discharge Checklist

After your surgery, you’ll focus on getting well enough to leave the
hospital. We’ll send a Goals to Discharge Checklist to your MSK
MyChart account to help you track how you’re doing.

You can use your Goals to Discharge Checklist to see the goals you
need to meet before leaving the hospital. You can also update your
progress throughout the day. Your updates send alerts to your
surgical team about your progress.

To learn more, read Frequently Asked Questions About the Goals to
Discharge Checklist (www.mskcc.org/pe/goals-discharge-
checklist).

About Enhanced Recovery After Surgery (ERAS)

ERAS is a program to help you get better faster after your surgery.
It’s important to do certain things before and after your surgery as
part of the ERAS program.

Before your surgery, make sure you’re ready by:

o Reading this guide. It will help you know what to expect before,
during, and after your surgery. If you have questions, write them
down. You can ask your healthcare provider at your next visit or
call their office.

e Exercising and following a healthy diet. This will help get your
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body ready for your surgery.
After your surgery, help yourself recover more quickly by:

e Starting to move around as soon as you can. The sooner you get
out of bed and walk, the quicker you can get back to your usual
activities.

e Exercising your lungs. Use your incentive spirometer or pinwheel
to help your lungs expend fully. This helps prevent pneumonia
(lung infections).

e Exercising your body. Your PT and OT will teach you activities
and exercises to help you get stronger.

Presurgical testing

You’llhave a presurgical testing (PST) or pediatric presurgical
testing (PPST) appointment before your surgery. Your
appointment may be an in-person visit or a video visit. You'll get a
reminder from your surgeon’s office with the appointment date,
time, and location. Visit www.msk.org/parking for parking
information and directions to all MSK locations.

You can eat and take your usual medicines the day of your
appointment.

It’s helpful to bring these things to your appointment:
o Alist of all the medicines you’re taking, including prescription

and over-the-counter medicines, patches, and creams.

e Results of any medical tests done outside of MSK in the past
year, if you have them. Examples include results from a cardiac
stress test, echocardiogram, or carotid doppler study.
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e The names and telephone numbers of your healthcare
providers.

You’ll meet with an advance practice provider (APP) during your
appointment. They work closely with your surgical team.

Your APP will review your medical and surgical history with you. You
may have tests to plan your care, such as:

e An electrocardiogram (EKG) to check your heart rhythm.

¢ A chest X-ray.

e Blood tests.

Your APP may recommend you see other healthcare providers.
They’ll also:

e Talk with you about which medicines to take the morning of your
surgery.
e Give you instructions for eating and drinking before your

surgery.

You can find your preprocedure instructions (such as your
medicine, eating, and drinking instructions) in your MSK MyChart
account:

1. Loginto your MSK MyChart account. On the homepage, select
“Visits.”

2. Go to the “Past” or “Past visits” section and find your PST or PPST
appointment. Select “View After Visit Summary.”

3. Read the “Preprocedure Instructions” section in your After Visit
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Summary.

It is very important to follow these preprocedure instructions. If
you do not follow them, your surgery may be delayed or canceled.

Meet with a Wound, Ostomy, Continence (WOC) nurse

If you’ll have a temporary ileostomy, you’ll meet with a WOC nurse
before your surgery. AWOC nurse is a registered nurse with special
training in wound and ostomy care. They’ll teach you and your
family how to care for your new colostomy and help you become
more independent. AWOC nurse will also show you a colostomy
pouch so you can get familiar with it.

The Pediatric Pain and Palliative Care Team (PACT)
The PACT is a team of doctors and APPs. We support children and
families facing serious illnesses at MSK Kids.

The goal of palliative care is to help you and your family during your
treatment. The PACT can help with physical, mental, social, and
spiritual challenges. We can help no matter your age or the stage of
your illness. We can also help no matter if you're getting care in the
hospital or as an outpatient. Palliative care isimportant and helpful
for everyone.

The PACT respects your choices, values, and beliefs. We encourage
you and your family to be active in making decisions about your
goals and plans of care. We’ll work together with all members of
your care team. Our goal is to make sure you and your family have
the support you need to live as well as possible.
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Integrative Medicine

MSK’s Integrative Medicine and Wellness Service offers help with
relaxing, easing discomfort, and improving your overall well-being.
Our specialists are trained and certified in integrative health
practices such as:

e Massage therapy

e Music therapy

e Dance therapy

e Yoga

Meditation

e Mind-body fitness

e Acupuncture

You’'ll talk with an Integrative Medicine Specialist during your first
Integrative Medicine and Wellness visit. They’ll tell you about the
integrative medicine and wellness services available at MSK. They’ll
also talk with you about:

o Different types of integrative medicine and holistic techniques.
e How to make use of these therapies during your stay.
e How they can help you and your family before surgery and

during recovery.

Help your body get ready for surgery

You can recover faster and easier if you help your body be in its
best shape for your surgery. This section has examples of things
you can do to get your body ready for surgery. Your care team will
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help you decide which activities are best for you.

Practice breathing and coughing
Practice taking deep breaths and coughing before your surgery.
You can do this by:

e Walking around or playing.
e Blowing bubbles or blowing a tissue in the air.

e Using your incentive spirometer, if your care team gave you one.

Move around and be active

Try to do physical activity every day. Examples include walking,
swimming, or biking. MSK also offers free virtual classes for all ages
that can help you be active. Ask your healthcare provider for more
information.

Practice meditation and mindfulness

Mindful breathing, meditation, yoga, movement practice,
massage, and acupressure techniques can support you as you get
ready for surgery.

Our Integrative Medicine and Wellness Service videos can help you
find the right activities to add to your routines before surgery. Visit
www.msk.org/integrative-medicine-multimedia to find the videos.
You can also visit www.msk.org/meditation to see guided
meditation videos made by our expert mind-body specialists.

Follow a healthy diet

An MSK Kids clinical dietitian nutritionist can talk with you about
how to get ready for surgery. You can learn how to make sure your
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nutrition is the best it can be.

If you're getting other cancer treatments before your surgery, they
can cause taste changes, appetite loss, and trouble digesting food.
This can make it hard to eat enough food, which can lead to weight
loss. Your outpatient MSK Kids clinical dietitian nutritionist can
work with you to make a plan that helps with eating challenges.

It’s also helpful to follow these general guidelines:

e Have small, frequent meals. For example, have a half-sized meal
every 2 to 3 hours. Aim for 6 to 8 small meals a day instead of 3
large meals.

e Make and follow a meal schedule. Don’t wait to eat until you'’re
hungry. Put the schedule in a place for everyone to see.

o Keep your favorite go-to foods in your home where you can get
to them easily.

e Buy single-serving food items that you can eat easily, such as
drinkable yogurt smoothies or cheese sticks.

e Cookinbatches so you have leftovers.

o Keep1extraserving in your refrigerator for the next day, but
not longer.

o Freeze the other extra servings. When you’re ready to use a
serving, thaw it in the refrigerator or microwave, not on the
kitchen counter. Then reheat it until it's steaming hot.

¢ Include many different food groups and food types in your diet,
unless your doctor or clinical dietitian nutritionist tells you not
to.
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e Sometimes drinking is easier than eating. Try getting more
calories from liquids than solid foods. For example, have
milkshakes or nutritional supplements such as PediaSure® or
Carnation Breakfast Essentials®.

o Keep your dining experience enjoyable, with no stress. Try
having family mealtimes or group snack times with family.

e Think of your nutrition as being just as important as your
medicines.

Remember to choose foods that are high in calories and protein.
Talk with your MSK Kids clinical dietitian nutritionist about foods
that work best based on what you like or your meal patterns.

Have a carbohydrate drink the night before or morning of your
surgery

One of your healthcare providers will give you a bottle of
CF(Preop)® or Ensure® Pre-Surgery to drink the night before or
morning of your surgery. These are carbohydrate drinks that make
fasting (not eating) before surgery less stressful for your body. This
helps you heal and recover better after surgery.

Meet with other healthcare professionals, if needed
MSK has many different healthcare professionals who can help you
before, during, and after your cancer treatment.

e Social workers can help you cope with the emotional, social, and
physical effects of a cancer diagnosis. Our social workers
provide counseling and practical assistance. They help families
cope with their child’s disease, improve communication with
family and friends, share information on community resources,
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and help adjust to medical treatment.

¢ Child life specialists are trained professionals who are experts in
human growth and development. If you're worried or stressed
about your procedure, they can help you plan ways to be more
comfortable and relaxed. MSK’s child life specialists have a
variety of backgrounds and interests, including education,
psychology, fine arts, and art therapy. Together, our skills and
certifications offer a full range of child life services that educate
and empower patients and their families during aniillness.

e Counselors and therapists can meet with you and your family
members and provide counseling for emotional problems
related to coping with cancer. MSK’s counseling center also has
support groups that meet regularly.

Your healthcare provider may offer you a referral to these services.
You can also ask for areferral if you’re interested.

Talk with your social worker about housing, if needed
The Ronald McDonald House provides temporary housing for out-
of-town pediatric cancer patients and their families.

MSK also has arrangements with several local hotels and housing
facilities that may give you a special lower rate. Your social worker
can talk with you about your options and help you make
reservations. You can also call 212-639-8315 to talk with the
Pediatric Patient Services Coordinator.
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Fill out a Health Care Proxy form, if needed

If you're age 18 or older and have not already filled out a Health
Care Proxy form, we recommend you do now. If you already filled
one out or have any other advance directives, bring them to your
next appointment.

A health care proxy is a legal document. It says who will speak for
you if you cannot communicate for yourself. This person is called
your health care agent.

e Tolearn about health care proxies and other advance directives,
read Advance Care Planning for People With Cancer and Their
Loved Ones (www.mskcc.org/pe/advance-care-planning).

e Tolearnabout being a health care agent, read How to Be a
Health Care Agent (www.mskcc.org/pe/health-care-agent).

Talk with a member of your care team if you have questions about
filling out a Health Care Proxy form.

Get your bowel prep supplies

You will need to do a bowel preparation (bowel prep) before your
surgery. You'll need these supplies:

e Polyethylene glycol (MiraLAX®) powder

o Clear liquids that are not red, orange, or purple

Make sure to get enough clear liquids to have while you’re
following a clear liquid diet.

Your healthcare provider will also give you a prescription for the

medicines below. Make sure you have them before you start your
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bowel prep.

e Metronidazole

e Neomycin

7 days before your surgery
Follow your healthcare provider’s instructions for taking aspirin

Aspirin can cause bleeding. If you take aspirin or a medicine that
has aspirin, you may need to change your dose or stop taking it 7
days before your surgery. Follow your healthcare provider’s
instructions. Do not stop taking aspirin unless they tell you to.

To learn more, read How To Check if a Medicine or Supplement Has
Aspirin, Other NSAIDs, Vitamin E, or Fish Qil
(www.mskcc.org/pe/check-med-supplement).

Stop taking vitamin E, multivitamins, herbal remedies, and other
dietary supplements

Vitamin E, multivitamins, herbal remedies, and other dietary
supplements can cause bleeding. Stop taking them 7 days before
your surgery. If your healthcare provider gives you other
instructions, follow those instead.

To learn more, read Herbal Remedies and Cancer Treatment
(www.mskcc.org/pe/herbal-remedies).

Have imaging scans, if needed

You’ll need to have imaging scans to help your healthcare
providers plan your surgery. If you have them done somewhere
other than MSK, your healthcare provider may ask you to bring the
disc with copies of the imaging scans to one of your appointments.
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2 days before your surgery

Stop taking nonsteroidal anti-inflammatory drugs (NSAIDs)
NSAIDs, such as ibuprofen (Advil® and Motrin®) and naproxen
(Aleve®), can cause bleeding. Stop taking them 2 days before your
surgery. If your healthcare provider gives you other instructions,
follow those instead.

To learn more, read How To Check if a Medicine or Supplement Has
Aspirin, Other NSAIDs, Vitamin E, or Fish Oil
(www.mskcc.org/pe/check-med-supplement).

1 day before your surgery
Get the MiraLAX mixture ready

Mix MiraLAX with a clear liquid in the morning the day before your
surgery. Your care team will tell you how much MiraLAX powder
and liquid to use.

Stir the mixture until the MiraLAX powder dissolves. Once the
MiraLAX dissolves, you can put the mixture in the refrigerator.

Start following a clear liquid diet at noon (12 p.m.)
Start following a clear liquid diet at noon (12 p.m.) the day before
your surgery.

A clear liquid diet includes only liquids you can see through. You
can find examples in the “Clear liquid diet” table. Avoid clear liquids
that are red, orange, or purple.

While you're following a clear liquid diet:

e Do not eat any solid foods.

e Drink different types of clear liquids. Do not just drink water,
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coffee, and tea. This helps make sure you get enough calories
and is an important part of your bowel prep.

e Do not drink any liquids you cannot see through, such as milk or
smoothies.

¢ Do not drink sugar-free liquids unless you have diabetes and
your healthcare provider tells you to.

Clear liquid diet

OK to have Do not have
Soups e Clear broth, bouillon, or e Anything with pieces of food
consommeé. or seasoning.
Sweets | ¢ Gelatin, such as Jell-O®. e Anything red, orange, or
e Flavoredice. purple.
e Hard candies, such as Life e All other sweets.

Savers®, lemon drops, and
peppermints.
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Drinks e Clear fruit juices, such as
lemonade, apple, white
cranberry, and white grape
juices.

e Soda, such as ginger ale,
7UP®, Sprite®, and seltzer.

e Sports drinks, such as
Gatorade® and Powerade®.

e Coffee without milk or
creamer.

e Tea without milk or creamer.
e Water, including carbonated
(fizzy) and flavored water.

e Clear nutritional drinks, such
as Boost® Breeze, Ensure
Clear™, Pedialyte®, and
Diabetishield®.

Anything red, orange, or
purple

Juices with pulp.

Nectars.

Smoothies or shakes.

Milk, cream, and other dairy
products.

Nut milks, plant milks, non-
dairy creamers, and other
dairy alternatives.

Drinks with alcohol.

Start drinking the MiraLAX mixture at 2 p.m.
Start drinking the MiraLAX mixture at 2 p.m. the day before your

surgery.

Drink the MiraLAX mixture over the next 3 to 4 hours. Aim to finish

between5p.m.and 6 p.m.

The MiraLAX will make you have bowel movements often. Make
sure you’re near a bathroom once you start taking it.

Having lots of bowel movements can irritate (bother) your anus
(where your poop leaves your body). Putting petroleum jelly
(Vaseline®) or A & D® ointment on the skin around your anus after

each bowel movement can help.
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Note the time of your surgery

A staff member from the Admitting Office will call you after 2 p.m.
the day before your surgery. If your surgery is scheduled for a
Monday, they’ll call you on the Friday before. If you don’t get a call
by 4 p.m., call 212-639-7002.

The staff member will tell you what time to arrive at the hospital for
your surgery. They’ll also remind you where to go. Visit
www.msk.org/locations for information about MSK’s locations,
including directions and parking.

Take neomycin and metronidazole at 6 p.m. and 10 p.m.
Take 1dose of neomycin and 1dose of metronidazole at 6 p.m. the
night before your surgery.

Take another dose of neomycin and another dose of
metronidazole at 10 p.m. the night before your surgery.

Shower or bathe with a 4% CHG solution antiseptic skin cleanser,
such as Hibiclens

4% CHG solution is a skin cleanser that kills germs for 24 hours after
you use it. Showering with it before your surgery will help lower
your risk of infection after surgery. We will give you a bottle during
your PST appointment. You can also buy it at your local pharmacy
without a prescription.

Shower or bathe with 4% CHG solution the night before or morning
of your surgery.

1. Wash your hair with your usual shampoo and conditioner. Rinse
your head well.
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2. Wash your face and genital (groin) area with your usual soap.
Rinse your body well with warm water.

3. Openthe 4% CHG solution bottle. Pour some into your hand or a
clean washcloth.

4. Move away from the shower stream. Rub the 4% CHG solution
gently over your body from your neck to your feet. Do not put it
on your face or genital area.

5. Move back into the shower stream to rinse off the 4% CHG
solution. Use warm water.

6. Dry yourself off with a clean towel.

Do not put on any lotion, cream, deodorant, makeup, powder,
perfume, or cologne after your shower.

Drink the carbohydrate drink your healthcare provider gave you
the night before or morning of your surgery. Your healthcare
provider will tell you how much to drink and when to drinkit.

The morning of your surgery

You can keep drinking clear liquids between midnight (12a.m.) and
2 hours before your scheduled arrival time. How much you can
have depends on your age. Follow the instructions below.

e Ages O to 3: You can drink up to 4 ounces (120 milliliters) of clear
liquids between midnight and 2 hours before your scheduled
arrival time.

e Ages 4 to 8: You can drink up to 6 ounces (180 milliliters) of clear
liquids between midnight and 2 hours before your scheduled
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arrival time.

e Ages 9to13: You can drink up to 8 ounces (240 milliliters) of
clear liquids between midnight and 2 hours before your
scheduled arrival time.

e Ages 13 and older: You can drink up to 12 ounces (360 milliliters)
of clear liquids between midnight and 2 hours before your
scheduled arrival time.

Do not drink anything starting 2 hours before your scheduled
arrival time. This includes water and other clear liquids.

Take your medicines as instructed

A member of your care team will tell you which medicines to take
the morning of your surgery. Take only those medicines with a sip
of water. Depending on what you usually take, this may be all,
some, or none of your usual morning medicines.

Things to remember

e |If you wear contact lenses, wear your glasses instead. Wearing
contact lenses during surgery can damage your eyes.

e Do not wear any metal objects. Take off all jewelry, including
body piercings. The tools used during your surgery can cause
burns if they touch metal.

e Do not wear any lotion, cream, deodorant, makeup, powder,
perfume, or cologne.

e | eave valuableitems at home.
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e |f you're menstruating (have your monthly period), use a sanitary
pad, not atampon. We’ll give you disposable underwear and a
pad if you need them.

What to bring

e 1 comfortitem, such as a blanket or stuffed animal.

e 1 or 2 portable electronic devices, such as a smartphone or
tablet. Don’t forget their charger.

e All the medicines you're taking, including prescription and over-
the-counter medicines, supplements, patches, and creams.

e Yourincentive spirometer, if you have one.

e Your Health Care Proxy form and other advance directives, if you
filled them out.

e This guide. You’ll use it to learn how to care for yourself after
surgery.

Once you’re in the hospital
When you get to the hospital, take the B elevator to the 6t floor.
Checkin at the desk in the PSC waiting room.

Many staff members will ask you to say and spell your name and
birth date. This is for your safety. People with the same or a similar
name may be having surgery on the same day.

We’'ll give you a hospital gown, robe, and nonskid socks to wear
when it’s time to change for surgery.
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Meet with a nurse

You’ll meet with a nurse before surgery. Tell them the dose of any
medicines you took after midnight (12 a.m.) and the time you took
them. Make sure to include prescription and over-the-counter
medicines, patches, and creams.

If you have an implanted port or central venous catheter (CVC),
the nurse will access it. If you don’t, your anesthesiologist (A-nes-
THEE-zee-AH-loh-jist) will place an intravenous (IV) line in one of
your veins in the operating room. An anesthesiologist is a doctor
with special training in using anesthesia during your surgery.

Meet with an anesthesiologist
You’'ll also meet with an anesthesiologist before surgery. They will:

e Review your medical history with you.

e Askif you've had any problems with anesthesia in the past. This
includes nausea (feeling like you’re going to throw up) or pain.

e Talk with you about your comfort and safety during your
surgery.
e Talk with you about the kind of anesthesia you’ll get.

e Answer questions you have about anesthesia.

Your care team may talk with you about placing an epidural
catheter or peripheral nerve catheter (nerve block) during your
surgery. These are thin, flexible tubes that carry medicine to block
a group of nerves from feeling pain. They’re another way to help
manage pain after your surgery.
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Get ready for surgery

When it's time for your surgery, you'll either walk into the operating
room or a staff member will bring you there on a stretcher. A
member of the operating room team will help you onto the
operating bed.

Once you’re comfortable, your anesthesiologist will give you
anesthesia and you’ll fall asleep. You’ll also get fluids through your
implanted port, CVC, or IV line during and after your surgery.

During your surgery

After you're fully asleep, your surgery team will place a breathing
tube through your mouth into your airway. It will help you breathe.
They’ll also place a urinary (Foley) catheter in your bladder. It will
drain your urine (pee) during your surgery.

Once your surgery is finished, your surgery team will close your
incisions up to the skin. They will place a special dressing called a
wound vac over the open skin. Then, they’ll cover the wound vac
with a normal bandage.

After your pelvic surgery for DSRCTs

This section will help you know what to expect after your surgery.
You’ll learn how to safely recover from your surgery both in the
hospital and at home.

As you read this section, write down questions to ask your
healthcare provider.
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In the Pediatric Intensive Care Unit (PICU), Intensive Care Unit
(ICU), or Post-Anesthesia Care Unit (PACU)

You’ll be in the PICU, ICU, or PACU when you wake up after your
surgery. Before your surgery, your care team will talk with you
about what to expect when you wake up.

A nurse will be keeping track of your temperature, pulse, blood
pressure, and oxygen levels. You may still have a breathing tube. If
you don’t, you'll be getting oxygen through a thin tube that rests
below your nose or a mask that covers your nose and mouth.

Pain medicine

Right after your surgery, you’ll get IV pain medicine through your
implanted port, CVC, or IV line. You may also get pain medicine
through an epidural catheter or nerve block. Tell one of your
healthcare providers if your pain isn’t managed.

You'll be able to control your pain medicine using a button called a
patient-controlled analgesia (PCA) device. Read Patient-
Controlled Analgesia (PCA) (www.mskcc.org/pe/pca) to learn
more.

Tubes and drains
You’llhave 1 or more of these tubes and drains after your surgery.
Your care team will tell you what to expect.

¢ 1to 2 abdominal drains. These are flexible tubes that come out
of your incision and are attached to a drainage bag. They will
carry liquid from your abdomen.

e Awound vac. Thisis a special dressing over your incision. It
gently pulls air and liquid away from your incision. This can lessen
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swelling and help it heal.

e A nasogastric (NG) tube. This is a thin, flexible tube that goes
through your nose into your stomach. It will drain air and liquid
from your stomach.

e A breathing tube. This is a flexible tube that goes through your
mouth into your airway. It will help you breathe.

e An arterial line. This is a thin, flexible tube that goes into one of
your arteries (blood vessels). It will keep track of your blood
pressure.

o Aurinary (Foley) catheter. This is a thin, flexible tube that’s put
through your urethra into your bladder. It will carry urine from
your bladder into a drainage bag. This helps your care team keep
track of how much urine you’re making.

Your healthcare providers will care for your tubes and drains while
you’re in the hospital. Your care team will keep track of how much
liquid is draining from your abdominal drain. Once the amount is
low enough, they’ll take it out.

Most people don’t have any tubes or drains by the time they're
ready to leave the hospital. If you will have a tube or drain when
you leave, your healthcare providers will teach you how to care for
itat home. They’ll also make sure you have the supplies you need.

Physical therapy and occupational therapy

Some people need help moving, walking, doing their usual
activities, or doing self-care tasks after surgery. If you do, a
physical therapist (PT), occupational therapist (OT), or both may
visit you.
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e Your PT can help you move and function better after surgery.
They’ll help you get back the strength, balance, and
coordination you need to do things like crawling, walking,
climbing stairs, playing, or doing sports.

e Your OT can help you improve the skills you need to do
important everyday activities. They’ll help you if you have
trouble with self-care tasks (such as getting dressed and
brushing your teeth), play activities, or skills you need for school
or work.

Your PT and OT will talk with you about how often you will have
physical therapy, occupational therapy, or both. To learn more,
read Staying Active Before and After Surgery for Pediatric Patients
(www.mskcc.org/pe/staying_active_peds).

Moving to your hospital room
Most people stay in the PICU, ICU, or PACU for 1to 2 days. You'll
stay until:

e Your breathing tube and arterial line have been taken out, if you
had them.
e You can get out of bed and move around.

e You can do breathing exercises, such as using your incentive
spirometer or pinwheel.

e Your vital signs are in an acceptable range.

Once you're ready, a staff member will take you to your hospital
room.
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In your hospital room

How long you’re in the hospital after your surgery depends on your
recovery and your treatment plan. Your care team will tell you what
to expect.

While you’re in the hospital, your care team will teach you how to
care for yourself while you’re recovering from your surgery. You
will probably meet with a social worker, child life specialist, clinical
dietitian nutritionist, and other members of your care team. They
will work with each other and with you to help you recover.

You can also help yourself recover more quickly by:

e Starting to move around as soon as you can. The sooner you get
out of bed and walk, the quicker you can get back to your normal
activities.

e Exercising your lungs. Use your incentive spirometer or pinwheel
to help your lungs expend fully. This helps prevent pneumonia
(lung infections).

e Exercising your body. Your PT and OT will teach you activities
and exercises to help you get stronger.

You can use your Goals to Discharge Checklist to track your
progress during your recovery. Read Frequently Asked Questions
About the Goals to Discharge Checklist (www.mskcc.org/pe/goals-
discharge-checklist) to learn more.

Managing your pain

You’'ll have some pain after your surgery. Your healthcare providers
will make a pain plan for you so you’re as comfortable as possible.
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e You’'ll get opioid (also called narcotic) pain medicines for a little
while to treat the pain from your surgery. You’'ll get the lowest
dose and take them for the shortest length of time needed.

e You'llget a few other types of pain medicines to make sure
you’re comfortable and so you can take less of the opioid
medicine(s).

e You may get pain medicine through your epidural or nerve
block.

The Pediatric P