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After Treatment for Retinoblastoma

Get information about living well after retinoblastoma treatment and making decisions
about next steps.

Living as a Cancer Survivor

For many people, cancer treatment often raises questions about next steps as a
survivor.

- Living as a Retinoblastoma Survivor

Living as a Retinoblastoma Survivor

- Follow-up exams and tests

- Possible late and long-term effects of treatment
- Second cancers after retinoblastoma

- Long-term follow-up care

- Emotional and social issues
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back to a life that doesn’t revolve around cancer. But it's important to realize that follow-
up care is a central part of a process that offers your child the best chance for recovery
and long-term survival.

Follow-up exams and tests

Once treatment is finished, your child's health care team will discuss a follow-up
schedule with you, including which tests? should be done and how often. It's very
important to go to all follow-up appointments. Follow-up is needed to check for cancer
recurrence (or new cancers), as well as possible side effects of certain treatments.
Doctor visits and tests are done more often at first. If nothing abnormal is found, the
time between tests can then be extended.

If a child with retinoblastoma in only one eye has been treated by removal of that eye
(enucleation), regular exams are needed to look for tumor recurrence or spread, or any
growth problems related to the surgery. It's also important to have the remaining eye
checked regularly so that if a second retinoblastoma develops later on it can be found
and treated as early as possible.

For children who have had treatment other than removal of the eye, close follow-up
exams by an ophthalmologist (eye doctor) are very important to look for signs of the
cancer coming back or other problems.

In children with heritable (bilateral) retinoblastoma, it's very common for new tumors to
form until the child is 3 or 4 years old. This is not a failure of the treatment, but the
natural process in heritable retinoblastoma. Therefore, it's very important that these
children are examined regularly by specialists after completing treatment.

During these exams, general anesthesia (where the child is asleep) may be needed to
keep a young child still enough for the doctor to do a thorough eye exam. This is done
to be certain the cancer has been destroyed, to find recurrences as early as possible,

and to look for problems caused by treatments.

Children with the heritable form of retinoblastoma also have a small risk of developing a
tumor in the pineal gland within a few years. (This is known as trilateral
retinoblastoma.) The pineal gland is a bean-sized structure beneath the middle of the
brain. It can have cells similar to retina cells, which is why tumors can start there. Many
doctors recommend that MRI scans of the head be done regularly for several years
after treatment to try to detect these tumors as early as possible.

It's also important for you to report any new symptoms your child is having, such as pain
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or vision problems, to your doctor right away, since they could be an early sign of
cancer coming back or long-term side effects of treatment.

Ask the cancer care team for a survivorship care plan

Talk with the treatment team about developing a survivorship care plan®. This plan
might include:

. A summary of the diagnosis*, tests done®, and treatment® given

- A suggested schedule for follow-up exams and tests

- A schedule for other tests that might be needed in the future, such as early
detection (screening) tests for other types of cancer, or tests to look for long-term
health effects from the cancer or its treatment

. A list of possible late- or long-term side effects’ from treatment, including what to
watch for and when to contact the doctor

Keeping health insurance and copies of medical records

As much as you might want to put the experience behind you once treatment is
completed, it's also very important to keep good records of your (child’s) medical care
during this time. Gathering these details soon after treatment may be easier than trying
to get them at some point in the future. This can be very helpful later on if you (or your
child) change doctors. Learn more in Keeping Copies of Important Medical Records®.

It's also very important to keep health insurance® coverage. Tests and doctor visits can
cost a lot, and even though no one wants to think of the tumor coming back, this could
happen.
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Young people treated for retinoblastoma are at risk, to some degree, for several
possible late effects of their cancer treatment. It's important to discuss what these
effects might be with your child’s medical team.

The risk of late effects depends on a number of factors, such as the specific treatments
used, the doses of treatment, the type of retinoblastoma?? (heritable or non-heritable),
and the age of the child when being treated. These late effects can include:
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. Soft tissue sarcomas?® (cancers that develop in muscle, tendons and ligaments,
and fatty tissue)

. Melanoma of the skin®®

. Lung cancer?®

. Lymphoma?!
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It's very important to discuss possible long-term complications with your child’s health
care team, and to make sure there is a plan in place to watch for these problems and
treat them, if needed. To learn more, ask your child’s doctors about the COG survivor
guidelines. You can also read them on the COG website:
www.survivorshipguidelines.org®. The guidelines themselves are written for health care
professionals. Patient versions of some of the guidelines are available (as “Health
Links”) on the site as well, but we urge you to discuss them with your doctor.
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Supp
findin

ort groups for families of children with cancer can also be helpful. If you need help
g such a group, call your American Cancer Society at 1-800-227-2345 and we can

put you in touch with a group or resource that may work for you.
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