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pointment to talk with their treating phy-
sician, outside of the usual appointments
for tests and physical exams. Sometimes
it’s called an “exit interview,” but it’s not a
real exit—we don’t really want them to
disappear from our lives! We want to help
them monitor their health into the future—
to be knowledgeable about their own his-
tory so that they have that knowledge at
hand if they go to another health care pro-
vider who may not know very much about
childhood cancer.
Allen: In the back of your book is a tear-
out health history pamphlet with space
for survivors to record treatment informa-
tion. Did you include that with the exit in-
terview in mind?
Hobbie: Yes. All patients should have an
exit interview. However, many institutions
do not have exit interviews and families
have found it difficult to get all the nec-
essary information about treatment and
potential late effects once treatment has
ended.
The pamphlet can act as a guide to what
information is important to gather. In a
situation where an exit interview isn’t

Hobbie is coordinator of the FU
Program at the Children’s Hospital of
Pennsylvania (CHOP), and Ruccione at
Children’s Hospital Los Angeles (CHLA),
where she established the CHLA LIFE
Program for survivors.

Ruccione: One of the things Wendy and
I hope to accomplish with this book is
for survivors to understand that poten-
tial late effects vary according to their
disease and the specific treatment they
received. Long-term survivors some-
times get hold of information about the
range of possible late effects and as-
sume it applies to them. In fact, it’s a
very individual matter. This underscores
how important it is for parents and survi-
vors to keep records of their illness and
treatment.
Allen: What are some specific steps
you’d advise a parent or survivor to take
after treatment ends?
Ruccione: Number one, know what their
diagnosis and treatment were, and learn
what needs to be monitored in the fu-
ture. They may want to schedule an ap-
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In this excerpt, “Cure Is Not Enough”, interviewer Bonnie
Allen talks with Wendy Hobbie and Kathy Ruccione, co-
authors with Nancy Keene of Childhood Cancer Survivors:
A Practical Guide to Your Future (copyright 2000 by O’Reilly
& Associates, Inc.) about important survivor issues such as the
importance of knowing your/your child’s diagnosis and treatment.

Know Your Diagnosis and Treatment

Cure Rates Over Time

When discussing this topic once before a lay audience, I empha-
sized how far we had come in such a short time.

A member of the audience then said “I don’t think that is so good; it
has taken you 70 years.”

That is correct, but we need to see this in another context.  The time
frame becomes clearer if we take all of human history and put it on a
24-hour clock. Having done so, we see it is now  one minute after
midnight, and all children with Wilms tumor will die.   It is 3 AM and
none survive. It is 6 PM, 9:00 , 10:00. 11:00, and all children with Wilms
tumor die. It is 11:15, 11:30, 11:44, all succumb.

It is 60 seconds later, and 5% live. It is 11:47 and 15% survive.  Four
minutes more, and 45% are alive. Another four minutes and 80% are
cured. It is 11:59.  Ninety percent of the children will live, most to be-
come healthy adults: and the clock is still ticking for us—and for them.

Giulio D’Angio, MD,
Founding Chairman of the NWTS

FAQs Continued
How long will you follow
me/my child?
We plan to follow you/your child once
a year throughout your lifetime
through correspondence directly with
you/your child or your physician or
the institution where you/your child
was treated.

What about confidentiality?
Efforts will be made to keep your per-
sonal information confidential. We
cannot guarantee absolute confiden-
tiality, but only those involved in the
science of the study will be granted
access to your medical records or
any other person information. Your
personal identity will not be revealed
in any publication or report.

What does the LATE study
involve?
Participation involves completing a
brief Annual Status Report form ev-
ery year that asks about significant
health events and confirms that we
have your most recent address on
file. Every five years we send a more
detailed Medical History Form for you
to fill out and a Physical Exam Form
for your physician to complete and
return. Reports of conditions of par-
ticular interests are followed up with
requests for consent to obtain con-
firming medical records. Currently
conditions of interest include preg-
nancy in participant or partner; heart,
kidney, or lung conditions; the devel-
opment of other cancers; and the di-
agnosis of Wilms tumor in a family
member.

What are the risks of
participation in the study?
We respect that each person has a
different comfort level with sharing
certain aspects of his or her medical
history, and this discomfort is the pri-
mary risk of participation. However,
we ask that you let us know if there
is a particular part of the study for
which you would rather not provide
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For more answers to FAQs
see http://www.nwtsg.org.
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Please see insert

for a helpful questionnaire

regarding your treatment.

Hobbie (Continued) available, the fam-
ily can follow the steps in the pamphlet
to collect all the information from the
patient’s chart that will assist in determin-
ing risk factors and necessary follow-up
care. They may not be able to calculate
cumulative doses of medication, but they
may be able to say, “My child received
15 doses of Adriamycin,” or “My child re-
ceived radiation to her head or chest.”
This information, in combination with the book,
will help in developing a plan of care.❖

To view this entire interview,visit the
website at www.patientcenters.com or for
book information, call (800) 998-9938.

..

Initially, German surgeon
Max Wilms, born in
Hunshoven, Germany,
studied law as did his

 father and his oldest
brother.  After only one
semester, however, he
decided to switch to
medicine. This fateful

choice led him to discov-
eries to which he dedicated the rest of
his years.
At the start of his medical career,  Wilms
examined children’s kidney tumors,
added seven cases to a thorough review
of the literature, and produced what was
the definitive work on the subject in 1899.
Throughout his life he studied ulcers,
burns, tuberculosis, and the uses of ra-
diation, and co-edited a book on surgery.
He may be best remembered for his thor-
ough work with childhood cancer.
Max Wilms would probably be surprised
to learn that his name is now linked with
this childhood disease.  But Dr. Wilms
would be even more surprised—and
delighted, no doubt—to learn how many
children can now be cured of Wilms
tumor.
In light of recent events it is important to
note that Dr. Wilms died saving the life
of an enemy prisoner of war.  In May
1918, during World War I, Wilms died of
diphtheria.  He was infected by one of
his patients, a French officer, on whom
he had operated.  This utterly dedicated
physician never lived to know that his last
patient would fully recover.❖

All treatments, even taking aspirin, can
lead to complications.  It was learned
early in the 1900’s that radiation therapy
given to developing tissues can cause
disturbances in normal growth.  It also
was found that adding radiation therapy
to children after surgery for Wilms tumor
appeared to increase their chances for
survival.  One way of avoiding treatment
effects is not to treat at all, of course.  This
is not an option when radiation therapy
is known to be beneficial.  The same
holds  for chemotherapy.
The NWTS has therefore focused on de-
fining low and high risk groups of patients
according to how advanced the disease
is at the time of diagnosis, and what the
tumor cells look like under the micro-
scope.  By doing this, it has been pos-
sible to use the least amount of treatment
for patients at low risk, reserving the more
aggressive treatments such as radiation
therapy and certain toxic drugs only for
those children in whom relapse and death
are real threats.
The successive clinical trials run by the
NWTS have been successful in these en-
deavors with extremely gratifying results.
However, “success” when treating chil-
dren with cancer requires a very demand-
ing definition.  Not only a cure, but also
normal subsequent development through
the adolescent years, and—eventually—
a productive adulthood.
The NWTS has therefore included the
monitoring of treatment-related compli-
cations from its inception in 1969.  It was
the first childhood cancer study group to
do so.  As a result, we know that treating
patients in the low risk category with only

Study of the Late Effects of Treatment for Wilms Tumor
By Giulio D’Angio, MD

Who was Max Wilms?  And
Why Was a Cancer Named
After Him?

two drugs is not associated with late com-
plications, especially now that the length
of treatment has been reduced from 1-1/
4 years to only three months.  Radiation
therapy and a drug that can cause heart
problems in long-term survivors are used
only in patients who clearly need these
forms of therapy.
The NWTS can take great pride in the
fact that from the beginning, a firm eye
was kept on the adage “Cure is not
enough”.❖

� AAAAAbout 500 children and teens
develop Wilms tumor in the U.S.
each year.

� The highest incidence is in the first
four years of life.

� In 7% of children with Wilms tumor,
both kidneys are involved at
diagnosis.

� In only 1% of the children who have
a kidney removed due to Wilms
tumor, does the cancer re-appear
later in the other kidney.

� Possible causable factors in the
environment of parents or their child
that might lead to Wilms tumor have
not been determined.

� There is a family history of the
disease in only 1% of cases.
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