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REPRODUCTIVE ENDOCRINOLOGY AND INFERTILITY

More research, more responsibility: the expansion of duty to
warn in cancer patients considering fertility preservation

Gwendolyn P. Quinn, PhD, MS; Susan T. Vadaparampil, PhD, MPH
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Due to advances in assisted repro-
ductive technology (ART) men

and women diagnosed with cancer have
an increasing number of options to re-
solve fertility complications prior to,
during, or after treatment. While non-
biological parenting options (eg, adop-
tion) can be pursued, there is increasing
evidence that cancer survivors prefer to
have biological children.1-3 Cancer pa-
tients who receive gonadotoxic therapies
and/or radiation are most likely to ben-
efit from fertility preservation options
when used prior to the initiation of ther-
apy.4 For males, established options are
perm banking, testicular sperm extrac-
ion, and radiation shielding, while ex-
erimental options include testicular tis-
ue freezing, hormonal manipulation,
nd testicular tissue grafting.5-10 For fe-

males, established options include embryo
cryopreservation4 and ovarian transposi-
ion, and experimental options include
ocyte cryopreservation, ovarian tissue
ryopreservation, and ovarian suppres-
ion via gonadotropin-releasing hor-

one agonist hormone.11-13 In October
013, the American Society for Repro-
uctive Medicine (ASRM) recommended
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ocyte cryopreservation be removed
rom the list of experimental options
ue to the improved success rates.14

Overall, options of fertility preserva-
tion are based upon a number of fac-
tors including diagnosis, age, pubertal
status, disease site, treatment, and pre-
treatment fertility status.

Communication needs in cancer
patients considering fertility
preservation and the
forgotten questions
A major step towards integration of fer-
tility preservation options into clinical
care was the American Society of Clinical
Oncology (ASCO) 2006 guidelines, which
detailed the duty of oncologists to dis-
cuss risks to fertility due to cancer or
treatment, and outlined established vs
experimental options for fertility preser-
vation.15 This, in turn, led to research ex-
amining patient, provider, and systems-
level factors that may impact adoption of
these guidelines.16-20 However, this work

as led to a need for additional consider-
tion of the extent to which health care
roviders may also need to inform pa-
ients considering fertility preservation
bout future choices, based on their cur-

Reproductive technology is advancing at a
refining options for fertility preservation, to t
has consistently shown cancer patients an
preservation options disclosed, and major c
patients to fertility specialists. However, the
an isolated judgment. A variety of future de
choices that may not have been relayed dur
decisions include the length of time to conti
gametes to infertile couples, and whether
accepted by a new partner. It is important
ervation not only in the scientific milieu, but
long-term decision making.

Key words: decision making, fertility, healt
responsibilities, reproductive health
ent decisions. We discuss the future de-
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isions relevant to fertility preservation
ith cancer patients and the responsibil-

ty of the health care professional to warn
atients about the continuum of deci-
ion making.

Although dependent on the type of
rocedure, as shown in the Figure, most

ertility preservation options have the
otential to lead to a multitude of con-
iderations and decisions. For instance,

ale cancer patients who sperm bank
ust decide the length of time they will

e willing or able to pay for storage. They
ay need to consider whether this deci-

ion would change if they were able to
ather children without the use of ART or
ecided not to have children. Female
ancer patients who undergo egg cryo-
reservation and have a surplus may be
sked to donate their unused eggs to re-
earch or to infertile couples. Women
ho undergo embryo cryopreservation
ith their current partner, then in the

uture have a different partner, may be
onfronted with a dilemma if the current
artner refuses use of the embryos, even

f this is the woman’s only chance for a
iological child.21 A model of the poten-

tial future decisions the individual

adfast pace. Researchers are successfully
benefit of the cancer community. Research
rvivors desire to have risks to fertility and
aigns have been undertaken to refer these

cision to pursue fertility preservation is not
ions may arise for the individual or couple,
the initial decision-making process. Future
to store frozen gametes, donating banked
bryos created with one partner would be
ontinue the advancement of fertility pres-
in addressing a patient’s preparedness for

are, oncology, professional
ste
he
d su
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nue
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and/or couple may be faced with can be
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found in the Figure. The emotional tur-
oil of receiving a cancer diagnosis, the

rgency to start treatment, and the need
o consider fertility preservation prior to
nitiation of treatment creates chaos that
s not always conducive to decision

aking.

Are patients prepared to make a decision
about fertility preservation?
To understand the weight of these future
decisions, it is important to examine a
cancer patient’s value of fertility and the
hope placed on the fertility preservation
procedure.

A 2005 study investigated how pa-
tients perceived their frozen embryos,
whether or not they already had chil-
dren. This study suggested patients de-
scribed their frozen embryos as virtual

FIGURE
Potential future decisions regardin

Quinn. Duty to warn in fertility preservation. Am J Obstet Gy
children, siblings of living children, in-
surance policies, and reminders of their
infertility; 72% of patients with an aver-
age of 4 years of storage had not made a
decision about what to do with the un-
used embryos.22 These findings are sim-
ilar to those of Klock et al23 in an earlier
tudy that found almost all infertile cou-
les surveyed who originally decided to
onate their surplus embryos to either
esearch or other infertile couples even-
ually changed their minds. Infertile cou-
les contemplating how to dispose of
nused embryos have criticized the lack
f available options and information
rovided to make an informed deci-
ion.23 Individuals both with and with-

out a previous cancer diagnosis who
have utilized ART have reported feeling
that decisions about stored gametes re-

ertility preservation

l 2013.
quire arduous thinking and often neces-
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sitate consultations with religious lead-
ers and extended family, and concerns
about perceptions of friends and social
networks, all of which can invoke a new
grieving process.24-27

Protection of human subjects
The future decisions regarding stored
gametes that may arise for cancer survi-
vors should be covered in the consent
under potential risks of psychological
harm as indicated by the Belmont Re-
port.28 However, the process of in-
formed consent for fertility preservation
procedures among cancer patients has
not been well studied. Reproductive
health decisions in the general popula-
tion have been shown to be intertwined
with personal values and identity of the
individual or couple, in which case coun-
g f

neco
seling about future ethical decisions is
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deemed a private matter and outside the
scope of the consent.29 Insufficiency of
the consent document and consenting
process is not new; however it is unique
for cancer patients who undergo fertility
preservation as opposed to general pro-
cedures and clinical trials. Patients con-
senting to a magnetic resonance imaging
procedure do not have to make a deci-
sion 5 years later if their estranged part-
ner would have rights to the test results.
Patients who consent to clinical trials are
often followed for 5, 10, or even 20 years
after the actual administration of the
study drug is complete, and are warned
via the consent that toxicities may still
arise for which the study sponsor will
cover treatment. However, cancer pa-
tients who undergo fertility preservation
may not be monitored by these same
standards. As such, the physician is obli-
gated to disclose “any information which
is necessary to form the basis of an intel-
ligent consent by the patient for the
proposed treatment.”30 The consenting
process is meant to ensure a patient un-
derstands the risks and benefits of a pro-
cedure or study, and that they have
enough information to make an in-
formed decision. It is dangerous to as-
sume patients are fully aware of the need
for future decisions about their stored
gametes by reading the standard state-
ment in a consent form stating there may
be emotional difficulties as a result of un-
dergoing a procedure. A new task for ethics
committees is to determine when these fu-
ture decisions stop being a private matter,
and start being recognized as true dilem-
mas that survivors face as a result of the
fertility preservation process.

The presence of cancer patients into
the world of ART suggests the need for
additional training and the development
of educational modules and ethical
guidelines in the profession. But what in-
formation is necessary for a patient to be
adequately and legally informed? For
standard treatments and clinical trials,
the risks, alternatives, and side effects are
specifically outlined in the consent, and a
physician is considered negligent if these
are not sufficiently addressed.31 Does
this hold true if the reproductive endo-

crinologist (REI) does not discuss future

100 American Journal of Obstetrics & Gynecology
ethical considerations with the patient,
such as disposition of unused embryos?

Whose job is it?
ASCO suggested oncologists had a duty
to discuss fertility risks and provide re-
ferrals to an REI. REIs are obstetrician/
gynecologist physicians with advanced
training related to understanding and
treating a broad spectrum of reproduc-
tive disorders across the life span.32 They
re aware of the laboratory, clinical, and
torage considerations that are specific
o the types of ART selected by patients.
hrough their training, they also gain the
ecessary skills to guide patients toward
electing reproductive options that are
he best given a wide range of physical,
motional, and social factors unique to
ach patient and/or their family.32 The
thics Committee of the ASRM has also
rovided practice guidelines specific to

ertility preservation for cancer patients,
ndicating their support of REI profes-
ionals in providing this care to cancer
atients.4 Thus, the REI plays a critical

role in helping patients consider the ad-
ditional issues that may result based on
the decision to use fertility preservation
methods. However, it is not known what
experience and training the typical REI
has with cancer and treatment, how
many have established relationships with
oncologists or cancer settings, or what
the content of the discussion about fer-
tility and preservation is and how it may
vary based on available technology, phy-
sician preferences, and the cultural/po-
litical climate of the community. Future
research is needed to establish the actual
knowledge base of REIs.

We have identified multiple areas of
communication about ART that can be
improved by eliminating role confusion
among health care providers. Role con-
fusion is a problem in fertility preserva-
tion with cancer patients and creates the
potential for vital information to fall
through the cracks in patient care. Lack
of standard procedures and assumptions
will perpetuate this. The oncologist may
assume referring a patient to a fertility spe-
cialist fulfills his or her duty as detailed in
ASCO guidelines. The fertility specialist
may assume the patient has already dis-

cussed clinical contraindications between c

AUGUST 2013
cancer treatment and fertility preservation
methods, emotional decision-making as-
pects of ART, and disposition decisions
about stored gametes with a health care
professional from the oncology setting.
The multiple health care professionals in a
cancer patient’s care highlight the need for
role clarity. As such, medical education
residency and fellowship programs may
consider incorporating oncology-based
fertility preservation into training pro-
grams and national medical organiza-
tions should provide continuing educa-
tion opportunities in this domain.

After a cancer diagnosis, patients and
families are inundated with information
that can range from considering mortal-
ity, to attempting to understand a new
world of medical terminology, to what
procedures will and won’t be covered by
insurance. Health care professionals in-
cluding physicians, nurses, psycholo-
gists, and social workers, diversify their
roles as information providers so that
patients may rely on individualized ex-
pertise from their treatment team.
Health services research has shown con-
flicts regarding which health care profes-
sional should have the role of discussing
threats to fertility, with one physician
type (eg, surgeons) being noted to as-
sume this is the responsibility of the
medical oncologist or support staff.33

ASCO guidelines clearly suggest this is
the role of the medical oncologists, but
radiation oncologist also may believe
this is their role.15,34 Cancer patients on
he other hand have unique information
eeds that may be better addressed by

ertility specialists at designated time
oints during their treatment and survi-
orship. In a 2005 study by Thewes et
l,35 the majority of cancer patients
hought that receiving fertility informa-
ion was necessary at the time of diagno-
is, and that speaking directly with a fer-
ility specialist was the preferred format
f receiving information. An interesting
esult in this study is that although the
referred format to receive fertility in-

ormation was from a fertility specialist,
nly 29% reported having had this con-
ultation. Of this sample, 86% received
heir fertility information from their
reating oncologist (some reported re-

eiving information from both sources).
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The low proportion of discussions with
fertility specialists may be due to the lack
of a referral system, or a lack of access to
this type of specialist.

The initial encounter with the treating
oncologist is the best time to introduce
risks to fertility from cancer treatment.
Patients must enter into a trusting rela-
tionship with their oncologist from the
start, and are typically not likely to chal-
lenge the information provided or the
decisions made for them at this time.
This bond of trust is unique because the
patient is often so vulnerable that he or
she may not truly consider their personal
desires but rather may be influenced by
the physician’s direction or attitude to-
wards fertility preservation.36 This also
alls into question the ethical issue of a
hysician’s duty to warn. Many profes-
ions maintain a legal obligation to warn
ersons or authorities if there is a known
hreat to safety. Genetic counselors, for
xample, have a duty to warn family
embers of a genetic disease that will in-

vitably lead to an array of future deci-
ions for the family.37 In this instance ge-

netic counselors are poised to assist with
these future decisions such as testing and
resource linking. Likewise, oncologists
are in the best position to warn about
potential risks to fertility then provide a
referral, and REIs are in the best position
to discuss the upcoming decisions that
are inherent to the use of ART.

The important message to convey to
the medical community is that oncolo-
gists do not have to be experts in repro-
ductive endocrinology; REIs will fill that
role. Oncologists have the initial respon-
sibility of referring the patient to an REI.
After that, REIs will communicate with
the treating physician, counsel the pa-
tient about what the available options
are, and counsel as to what the patient or
couple can expect if choosing to preserve
fertility. The knowledge and experience
gained from providing service to the
general population of people experienc-
ing infertility gives REIs the distinct ex-
pertise to discuss the psychosocial and
decision-making aspects of ART with
cancer patients. Decades of research
have taken the issue of fertility preserva-
tion in cancer patients this far; new for-

mative research efforts are now needed
to uncover patient and provider prefer-
ences in communicating what decisions
may naturally follow after undergoing
fertility preservation. Existing research is
also highlighting a need for developing
expertise among REI specialists specific
to oncology, which could facilitate the
unique needs of cancer patients. The
foundation for fertility preservation dis-
cussions in oncology has been laid; it is
now time to improve the quality of this
communication and thus overall quality
of life for patients and survivors. f
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