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A meeting with an oncologist from a specialist cancer centre to discuss a possible
collaboration in a study about fertility issues in young breast cancer survivors made an
indelible impression on me (VG). After a quick look through the protocol and
guestionnaires, the physician stared at me and said with strong conviction:
“Pregnancy? Forget it... we do not even want them [the patients] to think about it, and
we [doctors] tell them not to get pregnant and we do not talk about it, we do not want
them to remember [the option of pregnancy ] ...” | replied, "but..., we are not telling
patients to get pregnant, we just want to understand young women attitudes
towards fertility after a breast cancer diagnosis, so we can then be able to
provide them support for their needs". The physicians’ subsequent arguments were
based on the premise that the only concern someone diagnosed with such a life-
threatening illness has, is being alive. | left the office thinking certainly the physician
was right - individuals diagnosed with a life-threatening illness do want to be alive; but
is it their only concern? | thought about my own children, and how much they
mean to me. Yes, life continues after cancer, but that life has to be more than just
being alive. Life is about hopes and dreams. | started to wonder if women who
learn they have breast cancer would give up the dreams and plans for children?
Even if it is not biologically possible for a woman to have a child after cancer
treatment wouldn’t she still wish to discuss this with her physician? Is it an
appropriate clinical choice to describe the cancer and the treatment in great
details but simply tell the patient not to get pregnant and not discuss with her
her dreams and plans for motherhood? | remember a woman | met once in the
chemotherapy suite. She told me, "I have cancer, but cancer does not have me,
does not have what | am as a person, | continue to be the same, with my beliefs,
my wishes". Her eyes sparkled to tell me that this “me” goes much beyond “just
being alive". These two exchanges brought to my mind a classic experiment done by
Wegner and colleagues (1) twenty-six years ago that | learned about when | was

still a college student. Could subjects avoid thinking about white bears when they
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were told not to do so? The answer is no (1). Patients cannot avoid thinking about
fertility just like they cannot erase white bears from their mind when they are told to do
so. This aspect of quality of life is particularly significant for patients who
consider fertility issues to be very important to them. Some patients have said “I
have wanted to be a mother for as long as | can remember. This is the reason |
want to be alive.” This left me wondering if patients of reproductive age are getting

the necessary support from their health care professionals on fertility related matters.

According to the literature, which is primarily based on healthcare experiences from the
United States, the response to my concern is probably “no”. And, if US patients are
not getting this information, it is likely those in smaller European countries, where the
episode described above occurred, are not getting fundamental support on fertility
issues. Therefore, my "experience" with the physician does not come as a surprise.
Unfortunately, the attention paid to this subject by many health care professionals is
not proportional to the importance fertility issues may have to the quality of life and
emotional well-being of many patients (2). Are there vital reasons to avoid discussing
fertility issues in the consultation room? No, just as there are equally important reasons

to include it in the consultation agenda.

Consistent with our own clinical experiences, when young women are diagnosed
with breast cancer, research suggests most had a life plan that included having (more)
children (3). Given the potential for cancer treatments and the disease to pose
temporary or permanent infertility, these life plans, dreams and wishes are, as a result,
impacted. From a psychological perspective, infertility can be devastating for young
survivors (4). High levels of psychological distress, poor adjustment (5, 6), depressive
symptoms, anxiety, anger, grief, relationship disruptions and lower Quality of Life (7)
have been reported. Unfortunately, in many cases, this distress does not dissipate with

time (8). Given this scenario, it seems rudimentary not to acknowledge the value of
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fertility for these women and providers are remiss if they ignore, the subject.
Furthermore, merely avoiding an issue as important to women as fertility is unlikely to
be effective in reducing its importance to the women involved. Out of sight is not
necessarily out of mind! A comprehensive care plan, including screening for distress,
identification of those patients at high risk and implementation of adequate

psychological interventions should be offered.

The questions "Shall | have children after cancer? or "can | have children after
cancer?" certainly are asked by many cancer patients. The subject is complex and
involves several factors, including uncertainty. To address infertility concerns, fertility
preservation techniques hold promising options for some women. Adoption and third-
party reproduction are other options for those unable to have biological children.
Reproductive decisions are difficult in the context of cancer. Although the milieu is
surrounded by uncertainty, there one thing that is certain: the important role health
care providers have in helping patients find answers to questions about fertility and
sexuality. Providing information is a crucial aspect of high-quality health care, resulting
in well informed patients, better adjusted to their circumstances and compliant with
their treatment (9). There are clinical practice guidelines about fertility preservation for
adults and children with cancer, acknowledging the medical and psychosocial
significance of fertility. In the USA for example, in 2006, the American Society of
Clinical Oncology (ASCO) published clinical practice guidelines on fertility and, in
2013, the guidelines were updated (10). ASCO states, amongst other issues, that
health care providers (medical oncologists, radiation oncologists, gynecologic
oncologists, urologists, hematologists, pediatric oncologists, surgeons, as well as
nurses, social workers, psychologists, and other non-physician providers) should
discuss fertility preservation with all patients of reproductive age if infertility is a
potential risk of therapy, refer patients interested in fertility preservation to reproductive

specialists, address fertility preservation as early as possible, before treatment starts
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and refer patients to mental health professionals if they experience distress about

potential infertility.

We understand that discussing fertility related issues with cancer patients is often a
challenge for providers. Fertility preservation is surrounded by medical and ethical
controversies, which may make some clinicians wish they could avoid these issues.
There are a multitude of reasons for the lack of communication between providers
and patients on this matter. These include lack of knowledge about where to refer
patients for fertility counseling, patients not bringing up the subject, medical reasons,
personal reasons and lack of time (11). However, several studies have identified
effective ways to overcome these communication and structural barriers (12, 13).
These include providing training for clinicians, developing a systematic referral
process, and offering patient decision aids. Communication barriers need to be
overcome to improve patients’ quality of life. This may mean providers need to
update their education on this matter, engage in multidisciplinary teamwork and

expand their clinical networks.

The episode we describe with the oncologist is reminiscent of the “white bear”
experiment. The premise of that study was that “attempted thought suppression has
paradoxical effects as a self-control strategy, perhaps even producing the very
obsession or preoccupation that it is directed against”. It is not likely that fertility
issues and parenthood wishes will vanish from the mind of the patient,
especially for those who were expecting motherhood in their future. Patients
told not to think about fertility and pregnancy will likely fixate on it even more,
and more importantly, the lack of discussion could have a serious psychological
impact on the patient’s quality of life. We look forward to day when health care

professionals are providing the appropriate support to target women's fertility
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needs, or at least, helping them to cope with a possible infertility due to cancer.

Is sweeping the information under the rug the solution ...Certainly not!
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