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One of the more difficult decisions people face is the decision to have
children. For some people, it isastraightforward choice, but for othersit
is complicated by personal, medical, or financial considerations. Some-
times, just being able to gather all of the information needed to make an
informed decision is difficult. This can be especialy true for someone
with a complex medical past. Physicians may have told you (or your
parents) that it might be difficult for you to have children, or you may
wonder if the disease and treatment you had could affect your children’s
health. Thisissue of our newsletter focuses on fertility, aperson’ s abiltiy
to become pregnant or to father achild. Obviously, thereisno “onesize
fitsall” approach to this subject, but we hope you will find the informa-
tion provided here to be a useful starting point. It isimportant to base
your decision-making in this area on the best information you can get.

Our advice to our patients always starts here: Assume - and act like -
you could become pregnant unless you are absolutely sure you can-
not. Eventhough some cancer treatments can increase therisk of infertil-
ity (not being able to have children), there are many, many people who
have had children after cancer therapy. If you areinvolvedin anintimate
relationship with someone, believing that your previous therapy will make
pregnancy impossible may not be agood choice.

On the other hand, if you are hoping to start a family, you will find en-
couraging news here about the pregnancy experiences of our study par-
ticipants. For some, theinformation in thisissue may not be immediately
relevant today, but we hopeit can give you at least astart on unraveling a
complicated yet important subject.

It has been almost eight years since we mailed
out the first study questionnaires! Thanksto you we've learned a great
deal about the health effects of treatment for childhood cancer and similar
illnesses. Now we are working on a questionnaire that will be quite dif-
ferent from those you have seenin the past. The focus of this new ques-
tionnaire will be on your life experiences. We hope you will find it inter-
esting. Pleasewatch for it late this summer.

On the back page of this newsletter you will find
information about an important new effort to collect blood specimens for
research on the genetic aspects of treatment for cancer and similar ill-
nesses. Please take a moment to read about this project. We hope you
will consider volunteering to take part. This research is be crucia to
gaining an understanding of how cancers are caused and how genetic fac-
tors may be passed on in families.


www.cancer.umn.edu/ltfu

Billy Carson of Sdltillo, Mississippi developed
leukemiawhen hewas nineyearsold. Billyisa
participant in the Long-Term Follow-Up Study.
Hewas successfully treated at St. Jude Children’s
Research Hospital in Memphis, Tennessee. Billy
completed therapy in 1982 at age 12. That was
years before he started thinking about having
children of hisown. But after he got married he
and his wife Kim had trouble starting a family.
Both Kim and Billy were tested to find out if
they were able to have children. Kim's tests
showed that she wasfertile but Billy's testsre-
vealed he had a sperm count of zero. A second
sperm count confirmed the results.

Billy had not thought his cancer treatment would
affect his ability to have children. Like many
peopletreated for childhood cancer, leukemiaor
a similar illness, he found out that his disease
and treatment would have lasting effectson his
life

Exploring fertility options

Billy and Kim decided to look into assisted re-
production techniques. They went to afertility
clinic in Birmingham, Alabama. The doctors
there were ableto locate and retrieve afew sperm
from Billy.

Billy and Kim hoped they would be able to use
the recovered sperm for in vitro fertilization of
one of Kim’'s eggs. In this procedure the egg
cell and sperm are brought together in alabora-
tory dish. Thefertilized egg isthen placed in the
mother’ s uterus to complete the pregnancy. In
vitro fertilization isvery expensive. The Carsons
would need to pay $10,000 and there was no
guarantee that the pregnancy would be success-
ful. In addition, Billy’'s tests had revealed that
he had a genetic trait that greatly increased the
chances of amiscarriage. The chance of pass-
ing on this genetic problem to his children was
also high.

Fortunately, there were other options available
to the Carsons. They thought about adopting a
child. But first, they decided, they would try ar-
tificial insemination using an anonymous sperm
donor. This procedure is much less expensive
than inwvtiro fertilization. Their chances of suc-
cesswere also greater.

Success

Billy describes the five years
the couple spent trying to con-
ceive achild as arollercoaster
ride. “When you try and are
unsuccessful, it’ salmost like a
death,” he says. Finaly, after
three attemptsthey got the news
they were hoping for. Kimwas
pregnant. Their son Alex was
born January 2, 2001. Heis
now a year old, walking, and
trying out hisfirst words.

Insurance issues

The effects of Billy’s cancer
treatment weren’t the only ob-
staclesin the Carsons’ way as
they tried to start their family. Getting insurance coverage for assisted
reproduction was also amajor hurdle. The procedures are very expen-
sive. Many insurance companies don't consider them to be medically
necessary, even in cases like Billy’ s where infertility is a direct result of
cancer and treatment.

Billy reasoned that if other aspects of reproduction, like pregnancy and
vasectomy, are covered by insurance, fertility treatments should be cov-
ered, aswell. He submitted and re-submitted his insurance claims, and
got supporting documentation from hisdoctors. He succeeded in getting
his insurance company to pay some of the hills, but not all. At one point,
the Carsons considered going to court. But they decided the emotional
cost of atria would be too great. Billy says his experience was “like
playing agame of tennis. If they reject your claim and you don’t do any-
thing then it stops.”

The Carsons' experience demonstrates the importance of persistencein
dealing with insuranceissues. Repeated efforts can lead to success. But
Billy wishes there was more support available to people with infertility.
“There are alot of people out there that have the problem,” he observes,
and few resources are available to them. His home state of Mississippi
has no advocacy group. “You're kind of standing alone,” he says. He
notes that one step people who are denied coverage can take isto apped
to the insurance commissioner in their state.

Future plans

Billy and Kim had to overcome many obstacles on the way to giving birth
to Alex. At great cost they learned what works and what doesn’t work for
them. Pursuing assisted reproduction is not easy and not the only course
opento infertile couples. Some may choose to adopt achild. Others may
chooseto remain childless. Itisavery personal decision for each couple.

In spite of the difficulties, however, the Carsons have no doubt that they
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made theright choicefor their family. They arethrilled to be
parents and they are planning, some day soon, to have another
baby.

Billy has expressed interest in sharing his experiences
directly with our study participants. If youwould liketo contact

him, please call the toll-free study line - 1-800-775-2167 - and
wewill help to arrangeit.

A team of researchersrecently completed a study of the preg-
nancy information provided by our study participants. Dr.
Daniel Green of Roswell Park Cancer Center in Buffalo, New
York led the study. The researcherswanted to find out if the
chemotherapy or radiation treatment study members received
as children or adolescents had an effect on their pregnancies.
They analyzed the rates of pregnancy loss and the numbers of
live births reported by participants. They also looked at birth
weights. They reported on the information from female par-
ticipants and male participants separately.

The investigators found that 1915 female study
members had ever been pregnant. They had a total of 4029
pregnancies.

Theinvestigators did not find that most chemotherapy treat-
ments led to pregnancy problems. However, they did find
that women who had received radiation to the pelvis were
more likely than expected to have low birthweight babies.
Babieswho weigh less than 2500 grams are considered to be
low birthweight. 2500 gramsis about 5 %2 pounds. Thisfind-
ing is important because low birthweight can be associated
with health problems |ater in life.

1227 males reported getting a partner pregnant. The
total number of pregnanciesthey fathered was 2323. For the
most part the researchers did not find any problems with the
pregnanciesfathered by our study participants. However, they
did discover two thingsthat will require more study.

First, the partners of men who had been treated with the higher
doses of chemotherapy drug procarbazine had more miscar-
riages than the partners of the men who had received the [ow-
est doses of thisdrug. Second, our male participants and their
partners had fewer boy babies than expected, compared to
their siblings.

The results from this study are encouraging. They provide
good evidence that the majority of people treated for cancer
or a similar illness in childhood or adolescence can have
healthy pregnancies. Thelarge number of participantsin our
study make these findings more reliable than previous studies
with smaller numbers. Wewill befollowing up on these find-
ings as we gain additional information.

by Dr. Melissa Hudson

Y ou may bewondering if the treatment you received for your
childhood cancer or similar illness had any effect on your
ability to have children. Or you may have been told you are
not ableto have children because of the therapy you received.
Some therapies can cause permanent infertility. But not all
therapies affect sperm or egg production permanently. They
may only cause atemporary period of infertility. Thisusually
begins during therapy and may last for ayear or so after treat-
ment is complete. (If you areinfertile, it is aso possible that
your infertility might have other causesthat are not related to
your treatment. Approximately 15 percent of all couples are
unable to have children.) However, people treated for can-
cer or other serious illnesses in childhood or adolescence
should not automatically assume they are unable to have
children.

How do | know if | am at risk to be infertile?

Surgery to remove both testes, both ovaries, or the uterus,
will result in infertility.

Other treatments known to have an effect on fertility are:
O Radiation of testes, ovaries, pelvis, abdomen or brain;

(J Chemotherapy drugs called alkylating agents; these in-
clude cyclophosphamide, ifosfamide, nitrogen mustard,
and procarbazine.

Therisk of infertility isrelated to the total doses of radiation
to critical organs or chemotherapy that you received. The
higher the dose of radiation or chemotherapy, the more likely
isthe risk of permanent infertility. Lower doses often only
temporarily affect a person’s ability to have children. The
risk of infertility may also be higher if radiation is combined
with alkylating agent chemotherapy. But there are no hard
and fast rules. Sometimes, cancer patientswho were thought
to be permanently infertile have become pregnant or have
fathered a child years after treatment.

How can | tell if | am infertile?

Our bodies make hormones during puberty that help us ma-
ture sexually and make it possible for us to have children.
Some types of treatment stop the production of these hor-
mones. If you had to take hormonesin order to go through
puberty you are likely to be infertile.

In girls, the brain and the ovaries make hormones that are
needed for egg devel opment and for preparation of the uterus
for pregnancy and regular menstrual periods. If a woman



who is not on horomones or birth controls pills has regular

periods, she is likely to be able to become pregnant. If a
woman only has periods while taking hormones or birth con-

trol pills, sheislikely to beinfertile. Most women who have
stopped having periods areinfertile.

In boys, the brain and the testes make hormonesthat are needed
for sexual functioning and sperm development. The most
important male hormoneistestosterone. Thetestesalso pro-
duce sperm. The sperm-producing cells are more sensitiveto
the effects of cancer therapy than the hormone-producing cells,
so it is possible for sperm production to be damaged when
hormone productionis till norma. Menwho have low sperm
counts and normal testosterone levels do not have symptoms.
Men with low testosterone levels may show symptoms like
reduced sex drive and potency. Both these problems can make
it difficult for aman to father achild.

What is involved in fertility testing?

For men, the most accurate way to test fertility is to do a
semen analysis. A urologist, gynecologist, or endocrinologist
candothistest. Alongwith the semen analysis, they will also
check levels of testosterone and other brain hormones that
control sperm production.

For women, amenstrua history istaken. A blood test isdone
to check thelevel of estradiol, the main female hormone, and
other brain hormonesthat control ovulation. An x-ray of the
fallopian tubes may also be taken if other tests are normal.

If | am infertile, what are my options?

Y ou may decideto consult afertility specialist about assisted
reproduction. The simplest technique involves placing the
husband’ s or donor’ s sperm into the woman’s uterus at the
time of ovulation. Another common techniqueisin vitro fer-
tilization. Thisisaprocedureinwhich adonor egg or sperm
iscombined in alaboratory dish with the sperm or egg from
theinfertile couple. Thefertilized egg (embryo) isthen placed
directly in the woman’ s uterus. Assisted reproductive tech-
nologies are expensive. And they are not always successful.
Some couples decide to adopt a child instead of trying infer-
tility treatments. Others decideto adopt after infertility treat-
ments have failed. If you want to adopt a child, a doctor’s
letter documenting your cancer-free status and long-term prog-
nosis can help speed the process. Finaly, some infertile
couples decide that not having children isbest for them. Itis
important to remember that the choice to live childfree in-
volves grieving for theloss of reproductive function.

Are fertility testing and treatments usually
covered by insurance?

Insurance coverage of fertility testing and treatments varies

widely by policy. If you are persistent you may be ableto get
coveragefor some procedures. A letter from your doctor some-

times helps. The letter should explain that the infertility isa
medical complication of cancer treatment and not a pre-exist-

ing condition. Also, if you are denied coverage, you may be
able to appeal to your state’ s insurance commissioner. Our
study website (www.cancer.umn.edu/Itfu) haslinksto online
resources that provide information about adoption, fertility,

and insurance coverage for assisted reproduction.

Study participants have been very generous in providing in-
formation for the Long-Term Follow-Up Study. Withyour help
we are gaining new knowledge about childhood cancer and
similar illnesses and about the effects of treatment of these
diseases. This knowledge will have an impact on the way
children and young adults are treated in the future.

Tolearn more about these serious diseases we need to add
to the information you have provided on our study question-
naires. We are starting a new project to collect blood speci-
mens for research. We will use these specimens to try to
discover how cancers grow, why cancer responds to some
treatments but not others, and what causes cancer cells to
become different from non-cancer cells in healthy tissue. We
will also use them to increase our understanding of the ge-
netic aspects of cancer and similar ilinesses.

There are two ways in which you can help. First, you can
allow us to collect a blood sample from you. This would be
done by a trained technician who would come to your home,
or other place you choose, to draw the blood. You would not
have to go to a doctor’s office or hospital. Second, you can
allow us to collect blood samples, in a similar manner, from
you, your child, and your partner who is the parent of your
child. These blood samples will help us understand more
about the genetic effects of therapy for cancer and similar
diseases. As always, participation in this aspect of Long-Term
Follow-Up Study is voluntary and confidential. Any specimens
you provide will be used only for research. They will not be
sold. The information obtained will not be identified with you
in any publication.

We urgently need volunteers for this part of the study. If you
would like to be a part of this project, please email us at
ccss@epi.umn.edu or call the toll-free study line:
1-800-775-2167.

Thank you for your continuing participation in the Long-Term
Follow-Up Study!
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