














Chapter Four: Hope in Fertility Preservation
. Introduction

Chapter Four will examine the ethical role of hope in its relation to fertility
preservation. It will discuss why hope is different in this context as opposed to other
areas of healthcare. It will address the communication of hope to the patients in fertility
preservation. It will analyze what role and impact the notion of hope is playing in the
interactions between patients and health professionals. Hope is defined with the concepts
of the possibility and future, and fertility preservation has those same two components.
In the previous discussions though, both hope and fertility preservation were discussion
in the abstract, and in reality, they are part of a personal narrative for patients and
families.

There is a shift from the abstract concept of fertility preservation and hope to a
personal discussion of the relation between these two. Fertility preservation has standard
of care options of sperm, oocyte, and embryo cryopreservation. Research protocols
include ovarian and testicular tissue cryopreservation. These methods have estimated
success rates that change and adjust on a regular basis. However, the probably of having
success can be more closely determined when dealing with a specific patient. Hope is
defined as a belief in a future outcome based what is realistic and possible, the personal
experience and information affect the reality and possibility of the situation. With
specific information, one can better understand what is realistic and possible.

In fertility preservation the considerations for what is possible deals with

addressing the two perspectives- that of healthcare professionals and patient. Healthcare
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professionals are expected to know and understand their roles and responsibilities, how to
function as part of a team, respect and adhere to professional standards, and how to
address conflict of commitments. Patients need to remember their roles as the primary
decision maker, an advocate, and the sick role. Together the healthcare care professional
and the patient relationship is critical accomplishing anything in healthcare. It is
important for the healthcare professional to attempt to know the patient as a way to
establish trust and be transparent. The trust that is established in this relationship allows
for the patient to have an easier process of decision making, both in the decision to
preserve fertility and the later decision to attempt to get pregnant.

In fertility preservation, the considerations for what it in the future and how to
address the future centers on determining values and quality of life. Patients need to
consider what is important and how to go about accomplishing that. Fertility
preservation is a way to attempt to have genetic children, even if the patient is deemed to
be infertile. It is necessary to consider why there is such an importance place on genetic
(biological) children. The desire for children is strong and it follows a linear narrative
that is determined by tradition. However, there are alternative ways to seek to have
children that do not involve genetics. The potential for grandparenthood as a future
outcome can also steer parents to make decisions for their child. Grandparenthood is a
conflict of interest and should not factor into the decision making or consent process to
determine if it is appropriate for fertility preservation in minor patients. The question
becomes is there an obligation for parents to consent? Lastly, there is the impact of
research protocols on determining the future. The decisions for research are very

different than the decisions for standard of care.
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It is crucial to examine the way the patients, partners, families, and healthcare
professionals approach fertility preservation with the inclusion of hope. The
considerations for what is possible can influence the patient’s thoughts about the future.
Because of that, there needs to be critical look at the ethical issues in the connection
between hope and fertility preservation.

1. Shift from Abstract Argument to Personal Narrative

Authors such as Kalbian (2005), Garvelink et al. (2013), Chambers (2013), and
Corbally and O'Neill (2014) discuss the importance of the personal narrative, 234
Kalbian expresses the distinct regarding moral abstracts and personal experience, but the
same can be said for approaches to healthcare.® As part of their personal narrative,
patients are choosing fertility preservation. They are doing this to prevent the risk of
infertility. However, in some cases of fertility preservation, there is the possibility of no
standard of care options, but rather patients must enroll in a research study for any "hope™
for successful fertility preservation. In order to make the best choice according to Quinn
et al. (2008) and Gracia et al. (2012), both the patient and the healthcare professionals
must work together to choose the best option for this personal narrative.®’

A. To Be In the Abstract

Defining the abstract simply means to talk in generalities. The discussion does
not focus on one particular case or patient. This means discussing issues in the broadest
sense of the situation. It gives a summary of the situation and applies to the most typical
of circumstances. It considers the definition and development of the topic.

For fertility preservation, in the abstract, it focuses on the methods and reasons.

As discussed in Chapter Two, standard of care includes oocyte, sperm, and embryo
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cryopreservation and research protocols include ovarian and testicular tissue
cryopreservation. In Chapter Three, for hope, this means consider both the philosophical
and theological definitions and descriptions of hope. The definition of hope used for the
purposes here is the belief in an outcome that is based on a realistic and possible future.
When discussing hope in fertility preservation, it is important to consider the
discussion of fertility preservation in light of the definition of hope. For those pursuing
fertility preservation, there are considerations that are specific to the concepts of
possibility and future. When considering possibilities in the abstract, the focus for
fertility preservation is based on the medical facts of the general concepts. For those
diagnosed with a serious disease, the risk of infertility is due to the side effects of disease.
The possibility of the risk of infertility is a genuine concern. As discussed prior,
infertility can be a concern due to the risk and benefits of chemotherapy for treatment of
diseases such as cancer or lupus. Infertility has many factors and predicting the exact risk
is difficult in the abstract. Fertility preservation allows the patient to consider preventing
infertility. Part of thinking about the future is the consideration of patients as to their
desire to have children in the future.® While many people think about having children in
the abstract, it is usually in the distant future. When patients are told that there is a risk
for infertility, the reality of having children becomes a necessary discussion. For many,
they desire to have children when they are old enough, have enough money, have the
right partner, or are far along enough in their career. For those postponing children for
reasons other than disease, they are thinking about the age-related fertility decline. For
those considering fertility preservation as a result of a diagnosis, they are thinking about

preventing infertility. Either option is thinking that in the future; the patient would like
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the option to attempt to have a child. There is no guarantee of a successful
cryopreservation, a successful attempt to get pregnant, a successful live birth, or healthy
child. The patient is hoping for the best in the situation. Patients are aware of risks and
know that nothing is guaranteed.

B. To Focus on Personal Narrative

To shift to the personal narrative is to put a name and a face to the case at hand.
Patients are more than just a name or a number. They are people with a personality,
family, friends, jobs, and hobbies. It is to make the abstract become personal. It
becomes a part of the person’s story and life. To consider the personal narrative is to
think about the specifics that makes a person’s story unique and stand out from the rest.
Personal narratives come in different forms, one of which, the linear narrative will be
explored later in the chapter.

When considering a personal narrative in healthcare, it takes into account all the
details of a person’s life including age, race, gender, geographic location, family life, past
experiences, health, illness, intelligence, personality, likes and dislikes to create a well-
crafted story. It considers the good and the bad, the easy and the hard. The personal
narrative is not about generalities, but about specifics.® When a patient and a healthcare
professional are dealing with a specific case, it can influence the way that they approach
medicine in the future.'® It can either reinforce or teardown perceived truths or biases.
Personal narratives can be powerful to change someone’s mind.

In fertility preservation, that means focusing on the person’s specific reason for
considering fertility preservation. If a 22 year old female patient has breast cancer, this

means looking into the specific treatments that are most beneficial and least risky for her
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specific case. This can include looking at research protocols for disease if she meets the
demographic and clinical requirements to be a participant. This means looking at the
current state of her fertility and investigating for specific odds for risk of infertility when
she undergoes cancer treatment. It may mean referring the patient to an oncofertility
specialist who can give specific numerical risks for infertility, survivability, and
longevity of life. Additionally, it may mean investigating into the specific type of breast
cancer to understand the nature of her disease because there are cancers that love
estrogen. This means in rare cases, the method of fertility preservation that requires
hormone injections may actually speed up the rate of the cancer cells spreading.
Oncofertility specialist may need to even refer the patient to a plastic surgeon if a
lumpectomy or mastectomy is recommended. The reason for this is trying to preserve
what is necessary so the mother could possibly breast feed once she has a child. As part
of this example, all of this information is still in the abstract. It still is not a specific
patient, but rather a representative of this type of patient.

In some cases, patients do their own homework and search for methods and
reasons that best fit their story. They connect with others on social media, support
groups, organizations, and events. The personal narrative can be tricky to navigate for
healthcare professionals who are used to focusing on the numbers based on trends,
research, and data evaluation. Many healthcare professionals do not feel comfortable
pursuing a treatment if a patient can only provide the personal narrative of one individual.
There may be too many differences in the patient and the person in the story that the

healthcare professional recognizes, the patient fails to acknowledge or understand. The
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healthcare professional may believe that the personal story took too many risks and is not
a recommended protocol by the professional organization.

For many years, this was true about oocyte cryopreservation. It was not until
2013, that oocyte cryopreservation was recognized as standard of care by the American
Society for Reproductive Medicine.!! Still it was gaining attention from the media
including celebrities that were openly talking about oocyte cryopreservation. While
celebrities may have had access to experienced physicians, other physicians were still not
comfortable with the method as it was still being studied, understood, and skills were still
be acquired by many. It created a false story that as long as you could afford it, oocyte
cryopreservation was available to the masses. When in reality, before 2013, these
celebrities may have been enrolled in a research protocol to cryopreserve their oocytes.
While the personal stories of celebrities are valid, it is not always applicable to everyone.
Delay having children and choosing to cryopreserve material still does not guarantee a
pregnancy or live birth. A woman at age 25 could already have oocytes that are
decreasing in quality, while another woman at 32 may not have any signs of aging in her
oocytes. So while fertility preservation may be done at 25 and 32, it does not mean the
odds of having a successful pregnancy or live birth are the same. It also depends on the
sperm, the uterus, and any other risks that affect pregnancy and live birth.

What this means is that although patients are told they have autonomy, can act as
primary decision maker, and advocate, it does not mean that every method for any reason
is available for every patient. It is a very complex statement to say that a patient is

completely autonomous, fully informed and decisions are not affected by any outside
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influences.'? The personal narratives that include the specifics of the patient
automatically limit the options that a patient has available by a healthcare professional.
I11.  Hope as a Possibility in Fertility Preservation

As discussed before, hope has various concepts and considerations that help to
define and describe it. Hope involves both the need to be realistic and possible. The
focus on hope is on the future. Part of being realistic and possible is the different
approaches to fertility preservation. There are two key perspectives- the healthcare
professional(s) and the patient (family). The healthcare professional must approach
fertility preservation keeping the goal in mind, to preserve the fertility of the patient.
Healthcare professionals have specific roles and responsibilities that must be done and
maintained in order to keep the process of fertility preservation moving forward.
Knowing ones role and responsibility is important to being part of a functional and
effective team. The healthcare professional must know their own expertise and what
expertise is not their own. In fertility preservation that means know how one’s role
relates to the patient. Since the healthcare professional is the gateway to healthcare, the
healthcare professional must know how to access what the patient needs and wants (when
appropriate) and how to access other members of the team who are better equipped to
aim the patient in their treatment. There are also concerns that come with the healthcare
professional’s perspective. The healthcare professional may have conflict of
commitments which is a form of conflict of interest. This conflict can affect how to the
healthcare professional approach the team and the patient. Patients (family) are the other
perspective. The patient is the most important role because the patient is the reason that

there is an issue in the first place. The patient is seeking to determine whether fertility
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preservation is possible for the future. As part of the consideration, patients have to
consider their role as the primary decision maker, an advocate, and the sick role all as
part of their identity. These roles influence how they approach fertility preservation.

In conjunction with the two perspectives is the actual division of the decisions at
hand. In fertility preservation, there are actually two separate decisions. First is the
decision to during the initial diagnosis. The patient has to decide how and when to
cryopreserve materials. They have to consider the risks, benefits, and harm that are
associated with fertility preservation. They need to talk to the various stakeholders and
maybe consider their opinions. The second decision is deciding to attempt to get
pregnant. This means that the patient has to consider the method that best suits what
materials they cryopreserved and what are the best benefits, risks, and harms of the
various methods to attempt to get pregnant. Methods such as artificial insemination, in
vitro fertilization, donor gametes, and surrogacy can all be considered.

A. Two Perspectives to Fertility Preservation

There are two key perspectives when it comes to fertility preservation. First are
the healthcare professionals which can include physicians, researchers, nurses, and any
additional team members. The healthcare professionals have a unique perspective that
includes knowing their roles and responsibilities, working as part of an interdisciplinary
team, and maintain professional standards. The healthcare professional must be careful
to be aware of any conflicts that may appear to exist or actually exist. Altogether, the
goal of the healthcare professional and the team are seeking to aid the patient in fertility
preservation. Second is the patient which can also include family. The patient as the

primary decision maker must be heavily involved. They must be their own best advocate
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if they decide to move forward so that there is proper care and treatment and no medical
errors. The patient may be labeled as various roles such as primary decision maker,
advocate, and the role of being sick. These roles influence the patient’s considerations
for deciding to do fertility preservation. It is also important for the healthcare
professional-patient relationship to be one of trust and transparency. This dynamic is the
most important part of the process and the interactions of the two perspectives. Both of
the participant’s perspectives need to be considered and approached with respect and
support. All those involved are aiming for one goal- to preserve the fertility of the
patient.
1. Healthcare Professional(s)

Healthcare professionals have a major role in the process for fertility preservation.
When patients consider the possibility of fertility preservation, there are those who can
help them reach this possibility. The healthcare professional at every stage is an
important member of the team. There are many roles that are a part of this process.
Physicians can include someone from oncology or immunology or other areas depending
on the patient’s diagnosis. Oncologists are probably those who are most familiar with the
risk of infertility caused by chemotherapy and other cancer treatments. Understanding
ones roles is important in order to work as part of the team dynamic. It is vital to know
one’s expertise and the expertise of others. These healthcare professionals should be
familiar was at least how to refer a patient to each other. For instance, an oncologist may
diagnosis a patient with cancer, but cannot speak to the success rates of fertility
preservation. In that case the oncologist can refer to a reproductive specialist who is

willing to talk through the various fertility preservation options or research new options.
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The physicians are usually the gateway to the various referrals so that the patient can see
the best healthcare professional for their needs. Nurses can help to support the patient
through the tests and procedures. These men and women are the ones carry out the tests
and procedures and often spend the most time with the patient. Having good rapport
between the nurses and the patient is vital. Reproductive specialists are the ones who
have the expertise regarding fertility preservation and should always be brought in. They
are the ones who oversee the fertility preservation process including possibility doing any
necessary surgery like mature oocyte extraction. Clinical ethicists, social workers,
psychiatrists, psychologists, and spirituality are other disciplines that may be an
appropriate resource to talk with the patient regarding any questions or concerns.
Patients may struggle to accept their diagnosis and choose to ignore the need for fertility
preservation. A healthcare professional that can talk about the patient’s needs and wants
can be a valuable contribution. It can help the patient to identify what they are hoping for
in terms of a realistic and possible future outcome.
a. Roles

Roles and role morality is about defining the rights and duties of the individuals
and others that are a part of the organization.® Roles define relationships among
individuals and relationships between institution and individuals. Roles can be as simple
as job descriptions and expectations of employees. However roles go much further than
that. Roles also define how professionals are to act in general and sometimes in specific
statements. Role morality examines whether the individual is fulfilling the duties and
obligations of the role. This role can either be taken on or assigned by the organization,

professional standards or the individual. Judith Andre argues that the roles were establish
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to create a steadiness and a direction because humans are familiar and open to
establishing relationship.}* Roles were created because there is a sense that individuals
are willing to follow and fulfill what is asked of them. The sources may vary, but the end
result is the same — act according to the assigned role.

Roles can be defined from three distinct sources.’® These sources together make
up arole complete. The organization defines descriptions and expectations of roles based
upon the mission, vision, and values. They describe the job and the actions that an
individual part takes in. The organizational ethics must make sure that they are
consistent across the organization. Roles should not conflict with one another. The
organizational ethics balances the roles between the individual and the organization. The
organizational ethics addresses the problem that organizations cannot act on by
themselves. The organization lays out expectation of that relationship between the
individual and the organization because individuals act for the organization. There are
obligations laid out by the organization. They are to act in accordance with these
obligations.

b. Responsibilities

Healthcare professionals have a responsibility to educate themselves on the
current methods of whatever treatment is being discussed. They are to ensure that
information is current and accurate. Healthcare professionals (physicians and researchers
alike) are expected to maintain an up to date understanding of the protocols.*® The
physician is the person who is the gateway to all the medical expertise available. They
are to lay out all of the options and provide recommendations for treatment and referrals

to other specialists. The researcher is trying to enroll patients into their study. They
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accept or reject a patient based on an approved protocol. They can also be a source for
medical information. It is important to each member of the healthcare team to ensure that
they know what their responsibility and role is and what it is not. Expertise in medicine
can be very narrow and no one should speak outside of their own. Expertise is developed
based on education, training, testing, and experience. Unless someone is qualified to give
an expert opinion, it should not be included in the discussion. When asked as question
that is outside the expertise, it is acceptable to indicate that someone cannot answer that
question because it is outside their scope of expertise. In many cases, the lines get
blurred and individuals who have the experience (and may even know the answer)
struggle with not addressing an issue. It is better to bring up an issue as a question, rather
than stating is as an expert. For instance, a clinical ethicist may be asked a question
about informed consent. A clinical ethicist can speak to the function, purpose, and
process of the document, but he or she cannot speak on how it relates to a specific law or
comment on legal implications. It is important for healthcare professionals to stay
vigilant that they do not speak to what is not their expertise.
C. Teamwork

Healthcare professionals cannot possibly know everything about everything (in
fact no one can). This means there is a need to find other experts to share in the
professional responsibility of caring for the patient. Teams should be made up of a
diverse group of experts from various professions and disciplines. A team should
identify a leader and as a group work together to care for the patient. In cases of a cancer
patient, the team that cares for the patient may not meet on a regular basis or collaborate

with each member of the team. This does not mean that the team is dysfunctional. If

117



teams are truly working together, they may be making referrals, reaching out to others to
discuss an issue, and following up on the patient’s care.

Teamwork is not an easy process. It takes time and effort to purposefully work as
team and to strive for the best care of the patient. The best teams communicate well and
resolve conflict even when it is difficult. It takes effort and time to commit to being a
good team. The patient should be the number one priority. Understanding the patient’s
needs and wants is vital, and so is knowing the way to access those needs and wants.
When a patient decides to pursue fertility preservation, they are considering the
possibility of the procedure. They are considering benefits and risks, listening to
opinions from family and friends. When the patient then decides to pursue it, they can
only do so with the involvement of the healthcare professional team.

In one study on ovarian tissue transplantation, Gracia et al. (2012) has discussed a
more multidisciplinary approach to fertility preservation. No one single healthcare
professional can be expected to know all information. The more collaborative the
process, the better the outcome for the patient. For this study the team included a
pediatric oncologist, reproductive endocrinologist, pediatric surgeon, pediatric and adult
clinical/research nurse and a psychosocial counselor. The goal was to spread the
responsibilities to the appropriate team members.t” It found that patients were
comfortable knowing that each member of the team had a designated role which allowed
the patient the freedom to ask questions and seek out various answers.

d. Professional standards
Professional standards describe a person that has a specific set of skills.'8

Professional standards lay out guidelines, ethics, actions that are to be held not just by an
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individual, but all individuals that claim a specific role. These professional guidelines are
not law and are not necessarily bound by the organization. The role can be guided by the
professional standards so that there is a consistency across a role.

The individuals can lay out their own roles because they are moral agents
themselves. As mentioned before, individuals are their own moral agents. They act
according to their own decisions. While in a specific role an individual can choose to act
in accordance with the role description by the organization and the role description by
professional standards. If they act in accordance with their obligation and
recommendations of that role, then the individual is in compliance.'® A nurse can be a
good example. A nurse is to act in her role according to the job description, the nursing
license board, professional nursing standards and any of the moral standards chosen to
live out. However if a nurse, chooses to act outside the obligations and
recommendations, it cannot only cost them their role, but also in a certain organizations
affect the consumers as well. This is where role morality steps into play.

However, healthcare professionals must adhere to their professional organizations
for licensing and credentialing. The professional organizations are meant to ensure that
healthcare professionals are kept up to date on current best practice and maintaining skills
and knowledge. For these professional organizations, they keep healthcare professionals
up to date on changes to standard of care and new research discoveries. For instance, in
2013, the American Society for Reproductive Medicine officially announced that mature
oocyte cryopreservation is no longer to be considered experimental. They reviewed the
literature to look for trends and success regarding this procedure. As part of standard of

care, healthcare professionals who deal with fertility preservation (reproductive
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specialists) need to ensure they are trained on the methodologies and best practices for
success. They need to gain both the intellectual and physical skills to do fertility
preservation. Oncologist and immunologists, or any other physician recommending
fertility preservation, need to inform themselves about the current benefit and risk so that
they can have a conversation with their patients that is informative and beneficial to the
informed consent process.
e. Conflict of commitment

Conflicts of commitments are the struggle between several sets of commitments
that compete for preference in honoring those commitments adequately.?’ This often is
seen in professional roles. Conflicts of commitments are impossible to avoid. Everyone
has them in their lives. By trying to avoid the conflict of commitment, means that one
commitment is either ignored or placed below another.?! The conflict that is ignored or
placed below others, may be just as important as the other commitments, but not treated
as such. Individuals may have conflicts of commitment within themselves and
organizations can have conflicts of commitment within itself. Healthcare professionals
have multiple obligations in their roles. There are the commitments to their patients, to
their profession, to their employers, to committees they are on, to their personal lives, or
to their research. Each commitment has a value and has the potential to make the
healthcare professional’s life better or worse. The conflict of commitments not only
affects the healthcare professional, but also those around. The first step to addressing
conflict of commitment is to acknowledge that it exists. Conflict of commitment is not
inherently wrong, but it needs to be kept in check to ensure it does not have harm to those

it may affect. Patients, especially those who are recently diagnoses, are vulnerable.
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There needs to be serious consideration to protect those who are vulnerable in order to
ensure ethical actions.

For example, an individual may sit on an ethics board and be a transplant
physician. He has an obligation to his patient to get an organ, but also an obligation on
the ethics board to act evaluate cases with integrity. He cannot abuse his seat on the
ethics committee in order to get an organ for transplant. The physician must act in the
patient’s best interest and yet he must act ethically on the committee. He must choose
which obligation is more important for him to honor. The organization can also give a
recommendation as to how the physician’s role should be laid out in the conflict of
commitment predicament. Sometimes in cases of conflicts of commitment and conflict
of interest, there is an important need to gain outside help and this is where clinical ethics
can come into play.?? This is true of the dynamic between physician and researcher.
Because fertility preservation is only in research phases for prepubescent children, there
may be a conflict if a physician is recommending a patient to enroll in a research study
they are conducting or involved with. The institutional review board needs to ensure that
the conflict is disclosed and monitored.

2. Patient/Family

The patient holds the most important role. It is their diagnosis (or delay in having
children) that brings about the entire discussion. If the patient is an adult, assuming they
have decision-making capacity (which is always presumed), they have the autonomous
right to make decision about fertility preservation and treatment. Cancer survivors are
more determined than ever to live life to the fullest, which for many includes biological

children.2324 Patients who are realistic understand that to receive medical care can mean
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weighing the risks and benefits of the care. The responsibility of aiding the patient in
understanding the risk-benefit ratio is the health care professional. The patient trusts the
health care professional has minimized the harm and risk and maximized the benefit.

The trust of the patient in the health care system plays an important part of relationship
between not just the patient and physician, but also between the patient and the system as
awhole. The level of trust that the patient puts into the system, reflects the confidence
that the patient has in the competence and best interest of the health care professional and
the health care system. Patients trust that the relationship with their health care
professional is based upon honesty. They trust to be included in the discussion of their
own health.?> While medical error can erode this trust, the health care professional and
health care system must constantly work to earn and maintain the trust of the patient.
One way to earn and maintain this trust is for the health care system to involve the patient
in the medical care process. The patient should be treated as a member of the team and
not just the means to an end in the medical care process. This can create an extra layer of
safety to increase the quality of the medical care experience. Ultimately, patients have
the right to expect safety and high quality of care in medicine.?® There is no exception.
However, health care professionals do need to help the patient maintain a balance
between expectations and reality of the health care system.

The involvement of patients is healthcare is an expectation that some patients
have. More and more patients want to know more than ever before. For many years
patients were passive victims in medicine, but now they can be active safety advocates in
medicine.?’ There are three roles that the patient plays that will be considered: primary

decision maker, advocate, and the sick role.
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a. Primary decision maker

Patients have a level of expectation in terms of the medical care that they seek
out. No one wants to seek out a health care system that will cause harm, increase their
risk, or be unconcerned with safety or quality. To a limited extent, patients have the right
to certain expectations. Patients expect to get the medical care they seek. As primary
decision maker, the patient exercises autonomy on a regular basis. The healthcare
professional is to ensure that beneficence and nonmaleficence are considered in the
decision making process. In addition, the patients can expect to have the personal right
not only acknowledged but also promoted. These rights can include autonomy, truth
telling, informed consent, confidentiality.?® While these expectations are reasonable,
there is a fine line between the expectations and the reality of what medicine can provide.
Patients’ views of medicine whether realistic or overly reaching, affect the current
medical system and how patients respond to their medical treatment. As primary
decision maker, the patient should be involved in the entire process. Signing the
informed consent form is not the only responsibility they have. Asking questions is
important. If they are uncomfortable with something that is happening, patients need to
speak up. By patients increasing their involvement, they can create an extra layer of
safety to their medical treatment. This is important and built into the system of medicine
now. The patient should take their involvement seriously. Because of the importance of
autonomy and informed consent, assuming the patient is competent, the patient is the
primary decision maker before any medical procedure is done. They have the final say to
go forward or refuse treatment.?® Making the patient highly involved in their treatment is

crucial. The patient can easily control the treatment by not following instructions on
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therapies or medications. This can be on purpose or by simply having ignorance about
the circumstances.®® Patients, in most cases, also witness their own medical care. They
see the health care professional check them for symptoms, diagnose, and perform
treatments.®! This witnessing can give the patients an active role to make sure the safety
measures are being met.

b. Advocate

Patients need to be their own advocates for health. They need to speak out to be
clear what they want and speak out to be clear what they do not want. Patients cannot
expect a healthcare professional to do both their own responsibility and the patient’s
responsibility. It is a partnership that both must be active in to have the best possible
outcome.

Some simple ways things that patients can do include double checking
medications or making sure that the healthcare professionals wash their hands. This
involvement of the patient makes them an advocate for their own safety. This
involvement though, does not make the patient solely responsible for their safety. The
organization and individuals within the system ultimately have the most responsibility for
the patient safety, but patients can take part.3? Patient can advocate for their own health
include speaking up about concerns, paying attention to the received care, participating in
decisions, asking questions, knowing medications, educating oneself about diagnosis, and
using health care organizations that have proven themselves to meet quality and safety
standards.®® This allows patients to take part in their safety while health professionals

provide care in a safe manner.
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Where it gets complicated is when a patient requests treatment that is medically
unnecessary or not medically necessary. In those cases, healthcare professionals have to
weigh autonomy and nonmaleficence. There are times when patient request medical
treatment that is not indicated for the circumstances, but patients are willing to take the
risk anyways. Patients need to keep in mind that being a decision maker and an advocate
IS not an opportunity to demand any and all treatment. Healthcare professionals have to
consider other factors when recommending treatment. The relationship between the
patient and healthcare professional can be very difficult, if neither is willing to listen to
the other.

C. Sick role

Sociologist Talcott Parsons suggested a concept he termed the sick role. The sick
role is social concept that is meant to describe a patient that has been diagnosed with
medical ailment and their goal of getting well.** The concept of the sick role is based on
the idea that those who are sick are unique in their situation. The sick role addresses
rights and obligations that a patient may have as they address their diagnosis. This
concept is debated as to how appropriate it is to label someone into the sick role. The
sick individual is not responsible for their diagnosis (although some argue that this is not
true in every circumstance) and can be exempt from social norms due to the illness.®®
The individual needs to prioritize their health over other priorities in order to get well.
The sick role is also described to have obligations to seek to get well and to seek
appropriate medical treatment.®® In cancer diagnosis, instead of focusing on the negative

connotation of the sick role, there are those who prefer the term survivorship. This
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focuses on the long term goals of surviving and thriving, not just on being labeled by a
single diagnosis. Survivorship will be discussed more thoroughly in Chapter Five.

While it is an easy explanation of the role, the execution is not as simple. There
are additional external barriers that affect these obligations. Individuals, who are sick,
depending on the severity, can struggle to accept their role and may be in denial for a
period of time. Seeking counseling can help someone to at least accept their illness.
There are some who once diagnosed, do not want to be treated as such. They want to
continue their lives as close to normal as possible. They refuse to be vulnerable and work
hard to maintain normalcy. Being vulnerable and asking for help can be a challenge.
Also a problem with the obligations is that seeking appropriate medical care may not be
readily available. Healthcare is expensive even with insurance, and that cost can become
a burden and may even affect the way patients make decisions regarding their healthcare.
Healthcare costs is one of the leading causes of bankruptcy in the United States and the
financial burden that healthcare creates can be troubling for many.3 It can be a
continuing issue when patients have to continue to seek medical treatment for chronic
conditions.
3. Healthcare Professional-Patient Relationship

The healthcare professional-patient relationship is a vital part of the concept of
possibility for future outcomes. This dynamic is built upon trust and transparency. The
patient and healthcare professional are a team that together determine goals for the future
and work together towards those goals. It is imperative that they work together and not
against each other. The patient is in a vulnerable place and needs someone who can be

straight with them on benefits and risks. The healthcare professional is expected to do
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everything that can to help the patient get well. If either party does not feel that the other
is being trustworthy or transparent, it can create a hostile environment. It is important for
the healthcare professional to know the patient- who he or she is, what are his or her
values and preferences, and how he or she thinks. Healthcare professionals need to be
aware of non-verbal cues to understand the patient. Trust needs to be established
between the two in order to function as a team. Trust includes honesty, integrity, and
care. Transparency also needs to be established. Transparency means that there are no
secrets or deception between either party. If trust is broken, it is very hard to reestablish.
This dynamic is not always easy to establish or create. It may take multiple interactions
to establish the patient-healthcare professional relationship, but it may only take one
interaction to ruin it.
a. Knowing the patient

Eric J. Cassell correctly points out that knowing someone is incredibly difficult.
In fact he goes so far to say that “individuals are unknowable.”*® The philosophical
debate of knowing someone will always occur. It takes effort and purpose to know
someone, but knowing and understanding someone for everything they are or are not is
challenging. An individual has many parts to them beyond the physical. In order to
know that individual one must understand the characteristics, past, family, experiences,
personality, culture, roles, relationships, jobs, behaviors, spirit, emotions just to name a
few. There is no way to know the individual as well as one knows the self. An
individual struggles with knowing oneself, which means knowing another is
impossible. The struggle to apply compassion upon another is then even more difficult

because one never really knows them. In medicine, it is almost impossible for the
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healthcare professional to really know the patient for the whole person that they are.*
This should be done by attempting to know the person as best as they can even despite
recognizing that this relationship cannot be perfect. This does mean that the attempt to
know that patient should be made. Healthcare professionals should strive to know the
patient in a meaningful way that allows the patient to open up and work together. If a
patient trusts the healthcare professional, they are more willing to share about
themselves. This means it is important to strive to know someone, despite the fact that
one can never really know someone.
b. Importance of trust

Patient expectations always come with a level of trust in the system of healthcare.
If they did not trust the healthcare system, they would not seek any level of medical
testing or treatment. Patients place their trust in the organization and the individuals in
the system with their health and lives. Medical error can not only weaken the level of
trust, but can irreversible destroy the trust as well. Trust is an essential part if the
relationship between the patient and the healthcare professional is to function well.*° If
there is no trust, there is no patient; then there is no relationship. While to a certain
extent there is an unequal power between the healthcare professional and the patient, the
assumed trust of the patient towards the healthcare professional accepts this.** The trust
of the patient towards the healthcare professional is made up of two parts — trust that the
healthcare professional is competent and trust that the healthcare professional has best
interest of the patient.*?

The competency of the healthcare professional of course is crucial, healthcare

professionals need to know their job better than anyone else. No one would purposely
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seek out a healthcare professional who did not know the anatomy of the human body.
Healthcare professional are expected to maintain their knowledge and expertise as well as
learn new skills. This trust allows the system to function well. When a healthcare
professional is incompetent, it puts the patient at unnecessarily at risk. It is the
responsibility and obligation of the healthcare professional to protect the patient and one
of the ways it to maintain competence.

Trust that the healthcare professional has the best interest of the patient is as
important as trust that the system has the best interest of the patient. A patient does not
want a healthcare professional or a healthcare system to only have their own interests in
mind. They need to have a conscious about conflicts of interests that are present is vital
to safety and quality of care for the patient. This means that there is accountability and
transparency for everyone in the healthcare system.*® Trust is easy to lose, but hard to
gain back. Patients put their trust in the system, but one mistake, one error can destroy
that trust. The trust that the patients puts into the healthcare professional, gives an
opening to a relationship between the patient and the entire healthcare system.

B. Decision Making Process

Ultimately, the patients have the decision making authority. The decision to
pursue fertility preservation can be quick decision for some, but a long draw out process
for others. However, the longer the delay for a decision regarding fertility preservation,
the longer the delay for treatment.** Patients must determine if they want to attempt to
have children in the future.*® These concepts together allow the patient to move forward
with a procedure which ultimately is two separate decisions.*® The first is the decision to

preserve fertility. The second major decision is later, after the treatment of disease is
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complete- the attempt to get pregnant. Ultimately, there are two separate decisions that
must take place in order to attempt to have a child. The decisions are not to be decided at
the same time. There needs to be focus on the decisions as completely separating
entities. The informed consent process for both of these should also be completely
separate. This allows the patient the opportunity to focus on the medical treatment and
focus on health. Once a patient is in the clear regarding their treatment, there is a period
to ensure they are healthy and recovered. It is only then that the patient can pursue the
decision to attempt to have a child.*’ Patient values and goals may shift in the time
between these decision one and decision two, not to mention life and circumstances
change as well. An individual may undergo embryo freezing, but later decide that he or
she wants to adopt or remain childless instead. This is why the decisions are completely
separate.

Patients who are minors do not make the first decision. The parents are to act in
the best interest of the child.*® If the parents do consent, they do it on behalf of the
patient, and the patient provides assent.*® In the case of the minors, the first decision is
technically not theirs to make. There are circumstances where mature minors opinions
are heavily considered in the informed consent process, (emancipated or married minors
are categorized differently). However, since informed consent is also a legal document,
those under eighteen cannot legally sign the document. This means that for anyone under
eighteen, the decision is only assent, though usually required by the institutional review
board, and is not legally binding. However, the mature minor patient is generally not
forced to do something if they have a well-thought out reasons to oppose such a

decision.®® In any case, legally the only decision the mature minor can consent for is the
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decision to attempt to have a child in the future once that patient is over eighteen. This
ability to attempt to have a child is dependent on many factors including what materials
were cryopreserved and what the current standard of care and research protocols are
available at the time. The children are adults at the time of the second decision. By
separating these two decisions, parents are not forcing their child into having biological
children, but rather giving them the option in the future.>
1. Decision One at Initial Diagnosis

Fertility preservation is a two-step process that emphasizes hope in the first part,
and either confirms or rejects the possibilities in the second part. It is necessary to
separate the initial preservation of fertility gametes, and the second step of actually trying
to have a successful pregnancy.>2® The first decision is the method of preservation.
This is an autonomous decision made by either the patient, if an adult, or the parents or
legal guardian, if the patient is a minor. The age of the child and the parent’s interest in
the child’s welfare are all important in involving the child in the decision making process.
This decision and procedure should take place before the treatment for the disease by the
patient or the parents. The patient must consider the risk, harm, and benefit of moving
forward with fertility preservation. They must consider whether the risk of infertility is
more or less compelling than the risk of the procedures for fertility preservation.
Infertility is unpredictable as a side effect of disease treatment. For those delaying
having children, there is a consideration as to risks of the procedures as well, but this is in
contrast to the decision to address age-related fertility decline. Unless, there is a need to
remove reproductive organs (ovaries, testes, uterus, etc.) there is the possibility of being

able to have a spontaneous pregnancy, but the odds are different for each person.
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Fertility preservation is a preventative method just in case infertility happens. This is a
chance that the preserved materials are no longer needed. This decision is a result of
identifying that the patient believes the value of having children in the future as a realistic
and possible outcome. This is the hope that patients are placing in healthcare to
potentially reach a specific outcome. This hope not only encourages them to do fertility
preservation, but to also decide to attempt to get pregnant in the future.

a. Concept of risk, harm, and benefit

The concept of risk, harm and benefit is very important in the discussion of
ethical considerations and patient expectations. Anyone who seeks medical care should
know there is a risk to medicine, because medicine is not an exact science. Risk is
always present in medicine. The level of risk is what changes. The amount of risk is
based upon the exposure to harm.>* Risk is also based upon perception of the hazard and
the probably of the hazard taking place. >> What both of the explanations amount to is
that presence of risk is situational and the effect of that risk is dependent of the views of
those involved. In healthcare, health professionals and patients each have risk to
consider. The health professionals’ job is to judge the risk and the patient (or the
surrogate decision maker) is to decide whether to face that risk. However, risk is not a
guarantee for negative results. Risk only shows the possibility of harm.

Harm on the other is the negative result. Harm also has various levels though
from minor to death.>® According to the Hippocratic Oath, a physician is to do no
harm.>” This basic mandate has changed over time. Now, harm is to be minimized and
benefit is to be maximized. This means that harm is acceptable to an extent. This extent

is when the harm is appropriate is to ultimately support the final benefit. For example, to
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perform an appendectomy, a surgeon must cut open a patient and remove the inflamed
appendix. The risk here is two-fold. To remove the appendix is to open the patient up,
which can lead to a risk of infection or cutting too deep or many other complications that
can come with surgery. The opposite risk is that to not remove the appendix is to leave
the patient vulnerable to the appendix bursting and causing a greater harm internally. By
performing the surgery, there is a minimal harm, but the maximization of benefit here is
important. Sadly there is not standardization to determine harm, or risk, or even
benefit.*® In every case, everyone involved should acknowledge and understand all
possible risks, harms, and benefits. The patient however, is not guaranteed to always
understand or comprehend all of the risks, harms and benefits involved in health care.
This is why the patient looks to the healthcare professional for guidance and reassurance
as to the decisions that the individual has to make. They put trust that the health care
system is competent and has the patient’s best interest in mind.
b. Assent

Assent is a type of consent for those who do not have capacity or competency.
They do not have the legal or medical right to consent. The assent process still involves
informing the individual and ensuring he or she understands, all at an appropriate level.
Assent is important for those who are minors. In the case of fertility preservation,
prepubescent children do not have any standard of care options available. This means
parents can only choose to enroll their child in research studies to cryopreserve either
ovarian or testicular sperm. Patients who are prepubescent may not understand the
implications and intricacies of the protocols. It is important that the researcher

communicate with the patient at the appropriate age level to obtain assent. Minor
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patients are all different ages, different levels of intelligence, and different levels of
understanding. There are various ways to effectively communicate with minor patient
but it may take extra effort. The goal of assent is to see if the patient agrees with the
parent’s decision. This is not a test or a compliance question. It is to better understand if
the patient and the parents are genuinely on the same page. As the patient ages, it is
important to understand that so does the patient’s understanding. Mature minors have a
greater say that a two year old. Mature minors are included in the discussion because it is
important to grow them into the role of being an adult patient. At eighteen they are
expected to take full responsibility for their healthcare. The patient is expected to be the
primary decision maker, their own advocate while maintain the sick role. Eighteen is an
arbitrary number. There is not magic age when patients suddenly gain capacity.”® A
sixteen year old may have a better understanding that a twenty-one year old. The age of
becoming an adult that makes his or her own decisions at eighteen is a legally established
number.

The rule of sevens is a concept that is aimed to help in approaching the
involvement of minors during decision making. The rule of sevens is a recommended
grouping that describes capacity for variously age children. This rule of sevens is not in
fact a rule, but a guideline for how to approach decision making for minors. Healthcare
professionals and parents should be sensitive to the intelligence and maturity of the
patient and adjust accordingly.®® This is true for any standard of care or research
participation for a minor. For those who are under seven, they do not have capacity to
make his or her own choices. Under seven, patients can understand some of what is

going to be done in the treatment, but they are not able to appreciate the benefits and risks
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of the treatment. Patients should still be included in the discussion at an age appropriate
level. Parents and healthcare professionals should work together to communicate
effectively with the young patient. From ages seven to fourteen, children are presumed
not to have capacity, unless there is a proven exception. This means there is a higher
level of understanding and comprehension than children under age seven, but not full
understanding and comprehension. There is concern if these children can truly be
voluntary, pressure from parents or the healthcare professional or even the desire to
please them. Those over fourteen are presumed to have capacity and make their own
decisions. This age group can best appreciate the information being given and decide if
they are willing to consent. Still in this age group, there is a need for parental consent in
most cases. This group if often referred to mature minors, but not all patients in the age
group are necessarily mature. There is a presumption of maturity, but healthcare
professionals should still evaluate. However, none of these age ranges allow for a minor
to consent for themselves without the parent or legal guardian also consenting. There are
a few exceptions including emergency medicine, specific reproductive medical procedure
and treatments, and in some states mental health treatment.

In 1999, Dr. Foreman wrote about something he deemed the family rule. This is a
type of collaborative effort between child and parents in order to gain informed consent.
Foreman argues that a child consents to the rules as established by being a part of their
family. Within this family, this rule is based on importance of promoting the welfare of
the child. By promoting the welfare of the child, the parents then have the right to
consent on behalf of the child.®* Children can provide consent within the context of the

family, but cannot consent outside of that context. As the child ages, the parent’s right is
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decreased because the child’s ability to consent for themselves increase. When
considering a decision, there are five steps that take place during the process.

a) Inform the child what will happen if nothing is done.

b) Describe the intervention.

c) Describe how the proposed intervention will improve things.

d) Whether the child agrees with the practitioner that the proposed

intervention does indeed produce a better outcome than doing nothing.

e) Only then, should the child's consent to proceed be sought.®?
It may take time and some navigating through these steps in order to make a final
decision regarding consent on behalf of a child. Foreman clarifies that in cases of
disagreement, there must be attempt to reconcile the opposing viewpoints.
2. Decision Two to Attempt Pregnancy

The second decision should be about having a child. The patient should make this
decision with input from the physician, when or if the time is appropriate. This may be in
a few months or few years after the treatment is complete. It is important to note that if
the parents made the initial decision for fertility preservation, the patient, once they
become an adult, now have full decision-making capacity to make the second decision.
The decision to attempt to get pregnant could take years before it is attempted.®® Patients
and the healthcare professional should work together to determine if the patient is in fact
infertile. This could be from conducting tests and blood work and attempting to get
pregnant spontaneously. In the cases of those who have a partner, it may be valuable to
have the partner tested for infertility as well. Patients and healthcare professionals then

must consider what type of reproductive technology is best based on the current health of
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the patient and the current methods available. This second decision may also mean a
change of heart. Patients may be exhausted from undergoing treatment and no longer
desire to do the same to attempt to get pregnant. They may have reconsidered the option
of fostering or adoption. The second decision is a separate decision and a separate
informed consent process. For minors, it could take many years before this option is
available. Minors need to wait until they are at least eighteen, but it may mean waiting
until later in life, when they are ready to be parents. This shift from a minor patient to a
legally consenting adult is significant. Parents cannot and should not force the formerly
minor patient to attempt to get pregnant. Because the minor is now an adult, they have
the same autonomy as any other competent and capable adult to decide for themselves.
Patients are still focusing on the hope they places in order to have a child in the future.
For the second decision, the decision to attempt to get pregnant is the attempt to fulfill the
hope. This is where the accuracy of the realistic and possibility is discovered.
a. Current state of methods to attempt to get pregnant

When attempting to get pregnant, there are many methods and procedures to
consider. Patients can continue to attempt to get spontaneously pregnant, but at the same
time they can purse options like artificial insemination, in vitro fertility, donor gametes,
or surrogacy. The biggest issue here is the limited resources of the cryopreserved
material. Healthcare professionals need to carefully consider how and when to use the
cryopreserved materials. They want to ensure the most responsible use and the use with
the highest potential to get pregnant. This may mean that the sperm is used carefully for
an attempt at artificial insemination, while still considering to save sperm to use in intra-

cytoplasmic sperm injection during in vitro fertilization to increase the odds that an

137



embryo can be created. This also means that the partner if involved should also be tested
for risks of infertility. For example, if a male patient is attempting to use his sperm to get
his wife pregnant, it is important to consider the quality of the woman’s oocytes. If she
has oocytes that are damaged or she has inconsistent menstruation, there may be an issue
with attempting artificial insemination or intra-cytoplasmic sperm injection during in
vitro fertilization. It is a team effort with the patient, partner, and healthcare professional
working diligently to attempt to get pregnant in the most effective and responsible
manner. After all, the goal is still to have a child, and the hope from fertility preservation
hangs in the balance.
IV.  Hope in a Future in Fertility Preservation

Part of the concept of hope as discussed earlier, focuses on the future. Itis
impossible to know the future. People can create the ideal future in their minds. They can
imagine how they want any given to scenario to play out. They can even think of
alternatives or ways to troubleshoot if the situation does not go according to plan.
However, all the thinking in the world will not predict the future. No one can make
perfect predictions. So what can be done in order to address the future? People can make
decisions that will help them to obtain the future that they are seeking. They can
participate in activities and reach out to experts to provide assistance. However, they
cannot force the future to happen exactly the way they want it too. They can set goals
and attempt to reach them, but it does not guarantee anything. For fertility preservation,
the future plays a major role in the decision making process. Thinking about the future,
is part of the process for fertility preservation. It is important to consider what the future

means and what it looks like for those who are considering fertility preservation. Does
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the future include attempting to have a child? Is the goal to contribute to research?
Maybe the goal is to not do fertility preservation, but attempt for a spontaneous
pregnancy. There are even some who would rather not have children. All of these
options are part of the imagination of the future. Each patient has to consider what values
are most important and how they work towards those goals.

For those considering fertility preservation, there are parts of the discussion that
are specific to the concept of future. The discussion of genetic children,
grandparenthood, and research protocols are all focused on the future. Patients have to
consider why they want children and what would life look like if that never took place. It
is interesting the emphasis on having genetic children and the length patients will go to
make sure that happens. Additionally, parents of adolescents can be thinking about
grandparenthood. Since the parents are the decision maker for minors, the decision to
preserve fertility may be affected by the desire to be grandparents. Additionally,
contributing to research may affect the future as well. Most patients are not well-verses in
research lingo and beyond having to sign for informed consent, may not understand the
difference between research and standard of care. Patients need to understand how
research affects their future.

A. Future Considerations

When considering the future, what should be the parameters? Imagination can go
in any direction. When is there a shift from thinking something to working towards it?
There are many self-help books and seminars that teach about how to envision the future,
how to set goals, how to manifest what you want. However, the future decisions

discussed here are about quality of life. What does a good life look like to the patient?
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Each and every person answers that question differently. It can be hard to identify what
makes a good life. It is impossible to reach a consensus.

For those considering fertility preservation, the patient has to decide the
importance that attempting to have a child plays into his or her life. For instance, there
are some who would identify themselves as not kid friendly. That does not make them
bad people. It just says they are unsure or uncomfortable being around children. That
does not mean the person does not want children. While the person may not enjoy
other’s children, they know they will love their own. By considering the future with and
without children, one can better understand the personal values and quality of life that are
important.

Future concerns are usually determined by two distinct things. First are the
personal values of the person. So where do values come from? Values are beliefs about
one’s own self and the world around them. Values determine how a person acts, thinks,
and lives. Values vary person to person and so it is hard to have a consensus on all
values. Determining those values is part of the experience of being a human. Values
then help to inform choice and actions that are taken. It can help a person determine their
own quality of life they want to lead.

1. Determining Values

When a patient is considering fertility preservation, there should be a lot of
thought and consideration before choosing or refusing it. Patients need to consider their
values and preferences at an overview level which can better inform the choices they are
making. For instance, a patient may say that family is the most important thing in their

lives. They enjoy spending time with their parents, siblings, nieces and nephews, aunt
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and uncles, and cousins. They have always wanted to have a family to raise and enjoy.
This may means that having children is very important to the patient’s definition of a
good life. Maybe the family values freedom, the ability to go and do whatever they want,
whenever they want. This may be a life style that the patient is unwilling to ever give up.
In that instant, the patient’s values may indicate, they have no interest in having children.
While these are examples are straight forward, it is almost always more difficult to
identify someone’s values in a singular meeting. The patient may express competing
desires which in turn may express competing values. Determining values may include
discussions with partners and families to get a better sense of what is truly considered a
value to them.
2. Determining Quality of Life

Once values are determined, one can begin to consider what impact these values
have on determination for quality of life. Quality of life can help a person to determine
what type of future a person can envision for themselves. The forming of an exact,
consistent definition for quality of life is difficult. It is a subjective determination that
can have many different inputs. What one person considers good and important another
person may consider it irrelevant. Quality of life is important to the individual patient or
the family involved. Even if the determination is left up to the patient there are still a
plethora of concepts of quality of life. Some include endurable, higher than survival,
returning to ordinary life; and still other patients use their own criteria. Healthcare
professionals need to place the quality of life of the patient at high importance, because
ultimately, assuming the patient is competent and capable, the patient gets to make the

final decisions. The autonomy of the patient relies of the healthcare professional because
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the patient is to work within the framework provided for the patient. For example, if a
patient is facing cancer diagnosis, they may be given several options for how to approach
treatment of disease. Though the healthcare professional may have a personal opinion,
the patient has the right to make the decision to have the best possible quality of life
according to the patient. In the same example, the patient also has the negative right to
all treatment because they do not want to deal with a specific side effect or found it too
risky. For fertility preservation, the consideration is that the quality of life focuses on a
future filled with health and children.®*% These two outcomes are not guaranteed or
necessarily tied together. When considering quality of life, the patient has to consider
their personal values which may include the desire to have genetic children and in the
case of women, carry a child to term.

Studies have shown the younger cancer survivors place a greater importance on
having children and losing the ability to have children, can negatively affect a person’s
quality of life.®® To some losing the ability to have children is a grieving process and
they have to adjust to a new normal for their lives. This pursuit for the specific goal of
children in the future and the important of the quality of life does not necessarily
encourage patients to seek out fertility preservation. In a 2012 study regarding quality of
life and fertility preservation, about 60% were counseled about fertility preservation, but
only 4% actually did fertility preservation. The fact that only 60% of patients were
informed is much too low. Healthcare professionals have a responsibility to inform
patients about the side effects of treatment and taking the time to address fertility (which
is highly associated with high quality of life) is vital. Excuses such as lack of knowledge,

lack of time to discuss the issue, the importance of not delaying treatment or the belief
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that patients should bring it up are unacceptable in making sure patients are making an
informed, capable, and voluntary decision regarding their pursuit for what they deem as
necessary for their quality of life.
B. Genetic Children

Fertility preservation is chosen by patients with the hope to have children in the
future. The importance of genetic parenthood is evident by the increased discussion of
fertility preservation®” even though genetic children are not the only way to have
children. Having the desire for genetic children is considered normal and the most
traditional route to having children. Genetically related children are a want and desire
that many people have. They hope to have children someday; women want to experience
pregnancy. People desire to have a family. For many women it is a not only a personal
hope, but a social expectation as well.®® When a disease such as cancer interrupts a life,
sometimes desires and wants change; others times it reinforces them. Values and goals
may change or adapt based upon the circumstances as well. The importance of family
and being parents® are often instilled from an early age and are built into the values and
goals of an individual. Because of this, many seek medical intervention when faced with
possible infertility. This obviously does not guarantee children, but establishes the
possibility of children. This is said not to deter patients from taking the appropriate steps
in fertility preservations, but to better understand the realistic circumstances that they find
themselves in currently. This is done by reconsidering an individual's values and goals.
In the case of facing infertility from aggressive treatment, patients may reconsider the
importance of genetic parenthood. For pediatric patients, this is more difficult to do.

This is where parents step into the discussion. Parents (or legal guardians) are the once
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who give consent and decide the values and goals for the life of the child. It means trying
to act in the best interest of the child to ensure them the possibilities for the future. They
are providing hope for fertility in the future should this become an issue. The desire for
children is a valuable goal and desire and the pursuit of that should be respected by
healthcare professionals. There does need to be consideration for alternative ways to
have children. Having genetic children is part of a linear narrative that encourages
traditions and normalcy. There is concern that the pressure to pursue genetic children
above all else may not be the end all be all of parenting. Alternative are important to
consider and some may choose to pursue parenthood through other options such as
fostering or adoption or may choose to not have children at all.”
1. Desire for Children

Hoping to have children someday is considered normal. Most people in the world
at some point in their life get pregnant and raise those children. For some, itis a planin
place since they were young. At a young age, being a mom or a dad is so far off in the
future. They want it to happen someday. As people age, there is more to the imagined
family life. What type of person to marry, how to raise the kids, names that are beloved
(or hated). The imagination focuses on the excitement of raising children- teaching the
children sports or music, creating memories at the amusement park, or celebrating the
place first in the spelling bee. The focus is not on the process of how to great pregnant.
Everyone that wants children starts by assuming, it is easy to have a spontaneous
pregnancy. Infertility is a taboo subject that is avoided in conversations. The desire to
have children for many is strong so being told that there is a risk of infertility can come as

a shock and disappointment.
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Once the patient understands the risk of infertility, decisions need to be made
regarding infertility. Fertility preservation tends to be time sensitive. Those who may
delay having children need to cryopreserve sperm, eggs, and oocytes, as soon as they
decide because age their age increases, the health of the sperm, eggs, and oocytes
decreases. For those who need to start treatment for disease, the sooner fertility
preservation can be done, the sooner treatment can start. Even with the hope for children
being addressed with fertility preservation, it does not guarantee a pregnancy, a live birth,
or a healthy child. The process of becoming a parent can be long and difficult.

2. Linear Narrative

In 2000, Douglas Ezzy conducted a study on HIV/AIDS patients about how they
viewed themselves and their lives.”* By quantifying the results, Ezzy looked for trends in
how the participants answered. One of the most common was what Ezzy entitled, linear
restitution narrative. The idea is fairly simple. People, who are ill, hope to do everything
they can in order to restore back to their normal pre-ill self. They want to return to
normal. In Ezzy’s description he included the notion that linear narrative is oriented
towards the future, no matter how uncertain it is.”> What is being described is hope. For
someone with HIV, since there is no cure for the disease returning to normal is
impossible. For patients diagnosed with a disease, fertility preservation is one thing that
patients can do in hopes to return to normal after treatment is complete. There is no
guarantee, but the hope is based on what the patient has identified as important for their
quality of life.

The problem with describing something as normal is the subjectivity of it.

Normal is based on culture, society, other external influences, and personal bias. Having
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children is considered normal, but attempting to get pregnant with reproductive
technology may not be considered normal. This does not mean that normal is wrong or
immoral. It only means that normal is in the majority, encouraged by society and culture,
while abnormal is the minority. For cancer patients, it is very difficult to return to normal
during or even after treatment. Their perspective on life has changed. Survivorship
programs support cancer patients to adjust to their new normal. It recognizes that disease
changes someone’s life even if they are no longer ill. It affects perspective, values,
finances, relationships, work or school, even one’s view of self.
3. Alternative to Genetic Children and Families

As there is great importance place on the need for genetic children, there are other
alternatives to having children. Using donor gametes and fostering or adoption are ways
of becoming a parent, but it does not have the biological component that many desire.
There are actually different types of parents that can be involved in the creation and
development of a child. This list of parents can be confusing because varying sources use
different terms, but may mean the same thing. The following are a list of the types of
parents:

Biological: a parent who contributed genetic material to the child

Gestational: a parent who gestated the child in the uterus (also known as a

surrogate, birthing mother, or carrier)

Intended: a parent who raises the child with the expectations of taking

charge of the child’s physical, emotional, mental, and financial well-being.

This may or may not be starting with the child from birth or

fostering/adopting at an older age.

146



The patient that is seeking fertility preservation in order to have a biological child in the
future is the intended parent. In the case of fertility preservation, the patient who is
fertilizing gametes or embryo made from their own DNA is the biological parent. When
it becomes time to attempt to get pregnant the intended mother can either attempt to get
pregnant or they can contract a surrogate. There can be a number of combinations of the
roles applying multiple roles to one person. In fertility preservation being a biological
parent is one of the important factors. That is not the only way to become a parent though

There are some who despite doing fertility preservation are not able to attempt to
get pregnant, or stay pregnant. This may be discouraging to the patient, whose future
goal was to have biological children. It may mean revaluating the desire to have
children, or to find alternative methods to have children. It at least forces the patient to
consider changing their future goals. In those cases, patients may consider using donor
gametes (with or without a surrogate) or even fostering, and domestic and/or international
adoption. Being a biological parent is not the only way to become an intended parent.
There are many families that have fostered or adoption and are just as happy and
successful as biologically related families. There may be concern over not knowing the
history or the background of the adopted child, but there is no guarantee for a well-
behaved, healthy biological child either.

There is also the future outcome of not having children. There are people who are
content to not have children either by choice or due to age-related fertility decline. The
imagination of a future may not have included children. Often, this group is negatively
judged for their choice not to have children. Many (usually those who already have

children) voice concern that these people are making a selfish choice and will regret not
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having children. It is vital to remember that because of autonomy and positive rights,
one can seek out a way to have children, people also have autonomy, and negative rights
reo refuse to have them.
C. Grandparenthood

In cases of patients who are minors, parents are making the future decisions for
their children. The possibility of becoming grandparents should not be the primary
reasons for pursing fertility preservation. There is an inherent conflict of interest when
parents are the decision makers for a child regarding fertility preservation. Parents have
the added benefits of preserving fertility for grandparenthood. Parents are to make
decisions that are the best options for their child, which may or may not preserve
fertility.”® The importance of best interests in decision making will be discussed more in
Chapter Five. As part of making a decision on behalf of a minor patient, there is also a
consideration if parents have an obligation or duty to consent for fertility preservations.
Some of this obligation is often discussed within the context of the child’s right to an
open future.
1. Conflict of Interest

Conflicts of interest come into play many times while seeking medical care. The
Association of American Medical College defines conflict of interest as a conflict
between the personal and professional interests. This can include financial or
compromises in judgment.”* However, there can be times when conflict of interest is true
in a person’s daily life. In the case of parents, they are to make decisions for their child
based on best interests standard. However, it is hard for parents to make decisions for the

child without having any of their personal feelings affect the decision. Just as people can
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desire to have child, so can those same people desire to have grandchildren. This desire
to be a grandparent could, in theory, be so strong, that is influences the decision to freeze
their child’s material so that the child, when an adult, can attempt to get pregnant. The
thinking of the parents in this case is over stepping their bounds. When a parent consents
for fertility preservation, they are consenting only for the first decisions, to cryopreserve
material. They are not consenting for the second decision, to attempt to get pregnant or
in the case of research, attempt to transplant the ovarian or testicular tissue back into the
patient. The expectation maybe that because the parents made the first decision, give
them the right to decide the second decision is false. Due to the nature of patient
autonomy, once a patient is deemed to be capable and competent, in this case turning
eighteen, then authority to consent shifts from the parents to the newly legal adult. Now,
in many cases, eighteen year olds are still living at home or at least still no their parent’s
insurance plan. It is reasonable to expect that the eighteen year old patient may bring his
or her parent to appoints and ask the parent for their opinion. However, the patient is the
one who ultimately signs the informed consent document.

Parents need to be sure that their personal desires do not get in the way of
deciding what is best for the children. Parents need to engage with their child, especially
adolescents, to understand the child’s values and hopes for the future. By including the
adolescent in the discussion, the parent is engaging with the child which in the future can
help to adolescent, once they become a legal adult, to feel more comfortable navigating
the world of healthcare. One thing to note here is that the conflicts of interest relay on
the individual with the possible conflict to act with integrity and the honesty to

acknowledge a conflict of interest.” Individuals need to be able to see the ethical
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dilemmas and any conflicts that may come their way. This requires the individual to
know their role, know their situation and independently identify any problems.

There are ethical concerns for conflicts of interest. Conflicts of interest are not
unethical just because they are conflicts of interest. Everyone has a back-story or
involvement in something — whether good or bad. No one can predict the future and
know what is going to be presented to them all the time. The problem is acting despite a
conflict of interest.

2. Parental Obligation to the Child

So what is the parental obligation to the child? Does a parent have to preserve
fertility because it protects the future for the child? Do the parents have to refuse
research because the science is unrealistic and impossible today? Does the parent have to
defer to the assent of the child or the authority of the healthcare professional? The
concept of duty and obligation is a tough concept to establish. Duty or obligation means
that there is something greater than the individual compelling them to act in a certain
way. The most common duty to discuss in healthcare is the duty to warn, but that is not
what is being discussed here. Duty or obligation here is a positive right. Does that parent
have a duty or obligation to do something- in this case fertility preservation?

There are some who hold to the concept that parents have the duty or obligation to
act in a ways that protects (or promotes) the child’s right to an open future. This means
that the child should be given the opportunity to every available future that is possible. In
the case of fertility preservation, the right to choose to have children is based in the
future. But the question is still is there a duty? (More on right to an open future is

discussed in Chapter Five).
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For prepubescent children, because there is not standard of care option for fertility
preservation, there is a strong argument that parents do not have an obligation to consider
fertility preservation research. It is well established that those who choose not to
participant in research have the right to refuse to participate. One of the purposes of
research is to add to the body of knowledge and it cannot guarantee any therapeutic
benefit for the participant.

For adolescents, parents must consider the wants and desires of the mature minor.
Parents have a duty to consider the opinion of the mature minor patient. These patients
have the ability to think about their future. They can reason and consider risks and
benefits. They can understand the risk of side effects and concept of harm. While
parents still sign the consent form, adolescents should be involved in the informed
consent process.

D. Research Protocols

Research is crucial to the development of science and medicine. Research seeks
to gain information in order to add to the body of knowledge with the hope of helping
patients in the future. Today within the field of bioethics, research ethics has developed
into its own discipline.” In research, a patient must understand that they are no longer a
patient, but rather a participant in a study. Participants must join the protocol willingly
and free from exploitation, coercion, or manipulation. These participants may have their
hope in a specific outcome, but that is not the purpose of research. Those conducting
research need to be aware if this is guiding the patient's decision making. Fertility
preservation is not unlike other areas of medicine that have both standard of care or

research protocols available to patients/ participants.’” It is crucial to building a realistic
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hope for a specific outcome that patients/ participants are able to make the distinction
between standard of care and research when choosing a type of fertility preservation.

Consider the future in light of fertility preservation can be difficult, because
reproductive technology is constantly changing. While hope is a universal concept, it is a
very individual experience.”® The way that hope is describes is better understood within
the context research. Hope in the future of research is more abstract than hope in
standard of care. The hope, having children in the future is the same, but the possibility
and realistic nature of that coming true varies. Patients need to consider why they are
aiming for children and if the pressure from partners, family, or friends plays a role in the
decision making process. It is important to keep in mind though, that the decision to
preserve fertility is not the decision to attempt to get pregnant. The fertility preservation
decision is in the present regarding the future, while the attempt to get pregnant is a
future decision. The decision now may affect the ability to have the decision in the
future. For some patients, the only options are experimental and can add to the body of
scientific knowledge that may one day make fertility preservation standard of care for
those who do not currently have that option. More will be discussed on research, fertility
preservation, and hope in the following chapters.

VI.  Conclusion

Since hope and fertility preservation both involve the discussion of realistic
possibility and the future, it is tough to adequately manage and maintain realistic hope.
There is a responsibility of both the patient and the healthcare professional to thoroughly
understand the truth and the realistic expectations of fertility preservation. By moving

from taking about abstract to discussing personal, there is a context that provides valuable

152



and specific information that inform the perspectives and ultimately the decisions being
made. Personal narrative allows patients to take ownership of the situation and work
together with the healthcare professional to examine the realistic and possible outcome
for the future.

Healthcare professionals and patients have specific roles and responsibilities to
consider when dealing with the situation. While having a commitments to their
profession, healthcare professionals also need to consider their commitments to the
individual patient. The patient and seeking health should be the priority. Working
towards honoring beneficence and nonmaleficence can do a long was in establishing trust
with a patient. When healthcare professionals know their role and responsibilities, they
function better as part of a team and can refer patients to those who know better when
necessary. Patients in turn need to understand their roles. Being the primary decision
maker can be challenging, but it also allows the patient to take charge. As an advocate,
patients work tirelessly to keep themselves involved and safe. In the sick role, patient
can take ownership of their interactions with healthcare professional. By examining the
two perspectives, those involved can better understand where the other is coming from
and how to address issues of understand being realistic and possible.

The decisions with fertility preservation are to be separate. Decision one should
focuses on the risk from the side effects of treatment or aging, and the consideration as to
which fertility preservation method is best. Some may find that gamete cryopreservation
is a better option that embryo cryopreservation and should be allowed to pursue one over
the other. The decision of choosing fertility preservation, being separate from the

decision to attempt to have a child, is focusing on the risk of infertility and the future
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outcome of having a child. The second decision of having a child is separate and must be
done so in a separate informed consent process. Patients should be legal adults and know
and understand the complications that can come with attempting to get pregnant.

Material that is cryopreserved is limited and so resources need to be used carefully.

When it comes time to attempt to get pregnant, patients need to still maintain the desire to
have children. Patients are allowed to change their mind to not pursue attempting to get
pregnant even if they choose fertility preservation in the first place.

When looking at the future, patients may consider the importance of having
biological child, but it is in their best interest to consider what that means and the
alternative options. Working towards having biological children is not simple and
methods like artificial insemination and vitro fertilization take time and money.
Additionally, there are other factors that may still prevent the patient from attempting to
get pregnant like problems with the uterus or legal confusion over the rights to embryos.
Understanding what it means to hope for success of fertility preservation can be
confusing and overwhelming. Patients, with the guidance of healthcare professionals,
need to determine what their future outcome to aim towards is and to evaluate the
realistic and possible natures of that outcome. Ultimately, to pursue fertility preservation
or not is the patient’s decision. There are ethical issues to consider that are brought about

when discussing the connection between hope and fertility preservation.
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the understanding that it is their gametes and only that patient has the authority to access
it in the future.
B. Truth-telling

Hope and truth-telling have an interesting relationship. One would assume that
by telling the truth, hope would be encouraged. However, this is not always the case.
There is concern that truth-telling can either promote or destroy hope depending on what
information is being shared or withheld. Truth generally concerns being factual about
prognosis, treatments, benefits, risks, side effects, or longevity all attached to the health
care issue being addressed. As healthcare professionals are sharing this information, they
are editing and subjectively deciding what is relevant and adequate to share with the
patient.%® There is so much medical information to know and not enough time to explain
everything to every patient. That is why it takes healthcare professionals such a long time
to earn their degree and become licensed to practice medicine. So how do healthcare
professionals determine what truth to share with a patient and by extension their family
and friends? Many question if is there is an ethical obligation to tell the truth or it is
better to exercise professional judgment in order to have the best chance for a positive
outcome?®® There are several examples of how truth either promotes or destroys hope.”
And finally, how should the patient-healthcare professional relationship be approached to
encourage hope, when there is an assumption of truth-telling by the patient, but not
necessarily by the healthcare professional?
1. Ethical Obligation

So do healthcare professionals have an’ ethical obligation to tell the truth? Some

would argue that no, healthcare professional do not have a moral obligation to the truth
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based on the four principles by Beauchamp and Childress. By looking at differing
approaches to healthcare, one may reach different conclusions. The question about truth-
telling focuses on delivery negative news’? and sometimes delivery negative news is hard
for the healthcare professional to give, rather than the patient to hear. Some would
describe this type of behavior as paternalist towards patients who have the right to direct
their own care.

In order to respect patient autonomy and in turn participate in informed consent,
healthcare professionals must disclose all relevant and adequate information for patients
to make a fully informed choice.””* Only in rare cases can a healthcare professional
claim therapeutic privilege, therapeutic use of placebos, or withholding information from
research subjects.” In these situations, all of which are research based, revealing
information may affect the outcome of the research and it generally communicated up
front during the informed consent process. By considering principles of beneficence and
nonmaleficence, there may be times where not telling the truth is justifiable. There are
some who argue that there are times where it is more beneficial to the patient to not
disclose every piece of truth regarding the diagnosis and prognosis. This is generally
discussed when serious or even fatal prognosis are discussed.’®’” There is the fear, that
by communicated negative information, patient may not have any hope for their future
and in turn refuse any and all treatment. Instead, by withholding information, patients
have a better outlook and potentially a better chance for recovery.

In the ethics of care approach to healthcare is the emphasis on the patient-

healthcare professional relationship.”® Originally developed as a feminist approach,
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ethics of care holds to the belief in caring for others and emphasizes the importance of
interdependency and empathy.”

Ethics of care recognizes the vulnerability and dependency that healthcare creates
between patient and healthcare professional.®® Because of this relationship, the patient is
trust the healthcare professional to act in a caring way and the healthcare professional
must act with compassion. Because of that compassion, there are times when not telling
the truth may be acceptable. The key is getting to know the values and preferences of the
patient including whether or not they would feel comfortable with withholding
information.8! There is concern thought that not telling the truth can damage the patient-
healthcare professional relationship®? and so not telling the truth should never be the
standard, but rather the exception.

2. Promoting or Destroying Hope

In many cases, physicians do not feel comfortable taking hope away from patients
and by telling the truth, they run the risk of that happening.8® They may feel that they are
destroying hope that patients have for the future. It may be too difficult to deal with the
emotional reactions from patients and by either editing the truth or withholding
information, it is easier to address patient needs and treatment. In telling the truth, hope
is destroyed and so are the therapeutic effects that are associated with it.%* However, to
justify not telling the truth or withholding information every time, give little credit to the
patient to have perspective and intelligence to their situation. Patients may even lose
hope if they discover the healthcare professional had treated them differently and justified

withholding information. And along with the loss of hope goes trust as well.®
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By focusing on promoting hope in patients, healthcare professionals are acting in
a way that focuses on patient-centered care now more than ever. The perpetual focus on
veracity demonstrates that truth-telling is no longer a suggestion or an opinion, but an
important principle to consider with equal weight as autonomy or justice. 8 Many
professional codes of ethics include truth-telling as an important part of being an ethical
professional. In the case of fertility preservation, healthcare is offering this as a way to
hope for a specific future of attempting to have children. The risks of aging or side
effects of disease can be overwhelming to a patient, but unlike delivery fatal news,
patients have an option on how to address the risk being presented to them. Healthcare
professionals are the gateway to understanding fertility preservation and knowing the risk
of infertility should encourage them to share about the options for fertility preservation.
Patients can rest their mind that even though they have a risk of infertility, they did all
they could to preserve fertility in a difficult time in their lives.
C. Decision Making

As discussed in the previous chapter, fertility preservation is actually two separate
decisions- one is to preserve fertility and the other is to attempt to get pregnant. There
are also two distinct tracks that these decisions can do.®’ In the first track are the adults
that make decisions for themselves which may or may not include a partner.8® At the
time of preservation, the patient (and their partner) decide to do fertility preservation and
what method makes the most sense for their situation. During the second decision of the
first track, they work together to determine when is best to use their preserved material
and attempt to get pregnant. In the second track, parents make decisions with the assent

from an adolescent or a child.8 ! For minors, the first decision to preserve fertility lies
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with the parents acting with best interest, but the second decision to attempt a successful
pregnancy is the decision when the minor becomes a legalized adult.®? It creates an
unusual dynamic by forcing the child or adolescent to make a decision in the future-
either in favor or against getting pregnant. There is a third decision that needs to be made
in both tracks, discussed prior to decision one and resolved before decision two can move
forward- what to do if the patient were to pass away before a pregnancy can be
attempted. Questions suddenly provoke answers for who owns the preserved material
that was preserved and should anything be done with it.%

There are a few difference scenarios of who owns the preserved material and what
that means for the family and friends of the patients that are still alive. Below is a list of
potential options for the cryopreserved material that a patient can do. Ultimately, patients
are hopeful for a successful pregnancy that leads to having a child.

1. Patient uses cryopreserved material to attempt to get pregnant. May

need donor gametes for sperm or oocytes to create embryo (either
before fertility preservation or after defrost of material).

2. Patient uses cryopreserved embryos to attempt to get pregnant in

conjunction with partner.

3. Patient uses cryopreserved embryos to attempt to get pregnant without

the support of the partner.

4. Patient decides that the cryopreserved material be donated either to

someone else to attempt to get pregnant or to research.

5. Patient is discards all cryopreserved material and does not attempt to

get pregnant.
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The decision making regarding the use of the cryopreserved material is also depended on
the prognosis based on the conclusion of treatment or at the appropriate age and the
quality of the cryopreserved material. Patients who are able to have a supportive partner
willing to be involved in the process makes for the easier option, but that is not always
realistic. In some cases, partners may change their minds and no longer want to be
involved in the process of attempting to get pregnant. Unfortunately, in those cases, there
can be a custody battle for the right to use the already existing embryos.

From 2010- 2015 there was a case over the rights to embryos from a couple that
had broken up.®* The couple had created the embryos with the hope to have a child one
day after the woman completed her cancer treatments. The woman, Karla Dunston
argued that this was her only chance for a child after infertility due to cancer, and the ex-
boyfriend, Jacob Szafranski was preventing her from using the embryos. Dunston’s goal
was to attempt to get pregnant and raise the child alone. The man argued that he no
longer had interest in having children with the woman and by allowing her to use the
embryos he was being forced into fatherhood and child support for which he wanted no
part of. Szafranski’s goal was to throw out the embryos so that no child would result.
The informed consent document from the cryopreservation bank signed by both parties
noted that in the case of death for one of them, the embryos would be donated and the
embryos could not be used without the consent of both parties. The informed consent
document did not qualify as a contract.®® Since there was an only oral contract, the courts
had to consider the interests of both parties. This was the Dunston’s only chance to have

a biological child which was ruled to our weigh the Szafranski’s concern for privacy.
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The courts ruled in favor of the Dunston and the judgment was affirmed on appeal in
June 2015.%¢

In the cases of death of a patient, access to the cryopreserved material is more
complicated. The goal in these cases is often to hope for a child that has the genetic
material of the deceased loved one. The justification is often because this is fulfilling the
deceased hope to become a parent. Below are a list of the options.

1. Patient dies and designates their partner has the right to access the
cryopreserved material in a way they deem appropriate. This could
include disposing of the material, or attempting to get pregnant.

2. Patient dies and parents or other family members have the right to
access the cryopreserved material in a way they deem appropriate.

This could include disposing of the material, or attempting to get
pregnant. The use of a sperm or oocyte donor may be needed.

3. Patient dies and designates a friend has the right to access the
cryopreserved material in a way they deem appropriate. This could
include disposing of the material, or attempting to get pregnant. The
use of a sperm or oocyte donor may be needed.

4. Patient dies and designates that the cryopreserved material be donated
either to someone else to attempt to get pregnant or to research.

5. Patient dies and designates that none of the cryopreserved material can
be used to attempt a pregnant by anyone.

In these cases, it is extremely complicated when a patient dies and their designation is not

discussed with partners, family, or friends ahead of time. There has been controversy
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over the use of the cryopreserved material after the patient passes away. This is
especially true since there have been instances where a mom applied for benefits on
behalf of a child born from her deceased husband’s sperm. These requests are often
taken on a case by case basis depending on the laws in the state.®” While attempting to
get pregnant with the deceased partners cryopreserved material is rare it does happen.
Decision making is generally transferred to whomever is designated on the form or to
whomever is next of kin. This becomes complicated if the partner was not legally
married to the deceased at time of death. Autonomy says that patients have the right to
make decisions for themselves and by handing over the cryopreserved material to the
designated person, this respects the patient’s autonomy. However, beneficence and
nonmaleficence question what is the benefit or harm for this situation. Is it acceptable to
bring a child into this world already having a deceased parent?

For parents or other family members using a deceased patient’s cryopreserved
material can be even more convoluted. Most discussions about consent from the parents
and assent from the patient are focused on the initial decision to preserve fertility and not
on the decision if the patient dies.®® The case involves patients who were minors at the
time of cryopreservation, they may not have designated a person to take over custody if
they die. One has to question as to the purpose of parents or family members attempting
to have a child from the cryopreserved material.*® Are they trying to fulfill the hope of
the deceased patient to become a parent? Or maybe their fulfilling the hope of their own
to be a grandparent, aunt, uncle, or cousin? It becomes challenging when trying to

explain to the child how they came about and who the biological parents are.
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IV.  Advantages to Fostering Hope

Ethical principles and concepts foster hope in fertility preservation. By doing so,
it give patients a sense of control over their own care, provides optimism which can effect
outcomes, and build into the survivorship approach to disease. The advantages of
fostering hope can create a better bond between the patient and the healthcare
professional. Even though the patient is making the decisions, by fostering hope, patients
feel as if they are part of the team seeking to address the healthcare needs. If a healthcare
professional rejects the patient’s wishes and crushes their hope, the relationship may
remain irretrievable broken. When fostering hope, there should always be a goal of
supporting the patient’s right to direct care, maintaining an optimistic view of the
situation, and focusing on survivorship.
A Right to Direct Care
The principle of autonomy says patients have the right to direct their own healthcare.%
By encouraging patients to establish their own goals and priorities, it gives patients a
sense of control and ownership to their treatment. By fostering hope in the discussion of
fertility preservation, patients can exert their autonomous wishes, but be managed by the
trust-worthiness of an honest physician. It demonstrates respect for the patient
throughout the entire process.!?! Healthcare professionals may disagree with the patient,
and there are free to do so, but need to communicate with the patient about the
disagreement. The patient-healthcare professional relationship can only function with

respect, trust, and honesty that has mutual understanding and good communication.%2
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1. Meaning of Directing One’s Own Care

To direct one’s own care, means to take charge in making decisions for one’s own
life. It gives authority to the patient, provided they are capable and competent. To have
the right to direct one’s own care is based in autonomy. This means that final say goes to
the patient and the healthcare professional needs to support that decision (provided it is a
reasonable request).1® As discussed before, this can be a positive or a negative right.
The positive right is to seek out treatment, while the negative right is the refusal of
treatment. In the case of hope in fertility preservation, directing one’s own care means
allowing the patient to determine what is best. Patient has to determine if having a child
in the future is something that the patient may desire. The hope is that in the end, the
patient can attempt to have a child. Patients may also choose not to pursue fertility
preservation because they do not hope for children. Their focus may be solely on
overcoming and illness and wants to have the most aggressive treatment available.
2. Establishing Goals and Priorities

When patients choose to exercise their right to direct their own care, establishing
goals and priorities can make the process more manageable. This must be done once the
patient knows what options are available as standard of care or research.'® For those
who are delaying having children, there should be a consideration as to the why and how
this choice has been made. Fertility decreases as age increases, and spontaneous
pregnancy can be difficult. For those who are facing an illness like cancer or lupus, there
should be consideration for what is important moving forward. This is an evaluation in

the importance of quality of life for the patient.
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Quality of life for the patient is also a matter of making a judgment call. A patient’s
values, preferences or beliefs about what constitutes as a better quality of life over
another is personal and provided it does not harm someone else, should be open for
discussion with the healthcare professional. Today, medical technology is made
available around the world. There are machines and procedures for everything
imaginable. The idea originally behind most, if not all, is to prevent death, but with the
creation of reproductive technology, life can be created. Fertility preservation ultimate
success is the live birth of a healthy baby. Since hope is defined as the ability to imagine
a future outcome that is realistic and possible, quality of life is part of that imagination
process. Patients may believe that the quality of their life will be diminished if they are
unable to have a child in the future.1® A patient determines what is important and
imagines how he or she wants to life live.

Healthcare professionals have a responsibility to ensure that the goals and
priorities are realistic. There are patients who may hope for a child, but knows that based
on their current prognosis, that their quality of life is not suitable for that child. This still
reflects the patient’s right to direct their own care, specifically refusing to preserve
fertility. Others may want to delay treatment in order to have to do in vitro fertilization
right away. In those cases, patients may not understand the severe risk of postponing
treatments.' In some cases, a pregnancy can actually feed a cancer because it contains
estrogen loving cells.

3. Hope in the Process
Once a patient chooses to pursue fertility preservation, their hope shifts from one

part of the process to another. Hope goes from being general- hoping to survive or
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hoping to have a child in the future to something more specific. They hope that the
medication works, the retrieval of oocytes or sperm is easy, and the freezing process goes
smoothly. Once, the cryopreservation process is complete, hope shifts from the worry
about undergoing fertility preservation to the treatment of disease. After the treatment is
complete hope shifts again to hoping that are not infertile or to hoping that the disease
does not return. Healthcare need to foster hope in each and every stage of the process.
There are trends that show fostering hope may help with a better outlook on life and in a
patient’s evaluation for their own quality of life.1%’
B. Optimism

Optimism is a positive response to a situation either negative or positive. For
instance, someone may apply for a job, but get turned down. While one would assume, a
pessimistic response, the person may response optimistically because they did not want
the job in the first place. Optimism in the face of hard circumstances has demonstrated a
positive outcome in healthcare. Many have attempted to study and quantify optimism in
the face of challenging diagnosis and prognosis.1%8109110111 Hope and optimism are not
the same although the terms have been used interchangeable. Hope is a belief in a future
outcome that is both possible and realistic. Hope looks forward but is affected by
outward variable. Optimism looks both forward and back based on inward criteria.'!2
1. Optimism as a Response

When someone responds positively to a give situation, the response is called
optimism. Determining whether someone is positive or optimistic can be subjective.
Studies have tried to qualify optimism in light of healthcare. The look at factors of

psychology, emotions, confidence, projection of goals, feelings satisfaction, stress, anger,
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hurt, mistrust, distress, and hope.**®* These types of studies look for correlation between
satisfaction of the physician or nurse and optimism, the interpersonal perception and
optimism or even the emotional distress level and optimism.
2. Links to Positivity

There are some who believe that being optimistic more closely relate to having
positive disposition'!* as opposed to a response from a positive outcome. This means
that the person is naturally optimistic or positive as part of who they are instead of it
being conscience choice. This positive or optimistic disposition may help patients who
are trying to cope with the current healthcare crisis. In fertility preservation, an optimist
outlook may not mean that more oocytes are harvest when it comes times for ovarian
hyperstimulation, but it may mean that the patient is better able to cope if there is only a
few oocytes collected. While hope for a child may diminish in knowing there are fewer
oocytes than expected, the optimistic patient knows that all it takes is one oocyte to get
pregnant. In the study done by Lancastle and Boivin, research showed “dispositional
optimism was significantly related to several aspects of reproductive health, which
together indicated a more favorable biological response to fertility treatment.”*'®> One of
the interesting finds from the study showed that those were optimistic tended to act in
ways, lack of smoking or increases sexual intercourse that promoted better health and
increased reproductive success.
3. Risks with Optimism

For those who are optimist, there are some risks that can come about as well. For
instance, those who are demonstrating optimist solely as a response to something

positive, may have hope for a positive outcome. However, if a negative event happens,
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there is the risk of losing hope in the future. Changing in emotional states are difficult to
predict. For healthcare professionals who are looking to improve hope or optimism,
caution should be taken in the methods being used. As discussed before, withholding
information will initially may increase hope or optimism in the current situation, it does
not guarantee long term success. If a patient were to discover they were being
manipulated and lied to, all trust could be broken and emotional or psychological harm
may come to the patient.t!’
C. Survivorship

Survivorship is a strategy when dealing with cancer in ways to find support,
information, and community in order to deal with diagnosis, live with cancer, and thrive
after cancer. This terminology is growing in popularity due to the increased survival
rates. With nearly 14 million people living with cancer as of 2016, cancer affects even
more people than that number.}*® Survivorship is meant to be a strategy of support for
the patient. Some studies have approach the cancer discussion not just regarding the
diagnosis and treatment decisions, but with an approach that guides the patient into
addressing long-term survival including present and future goals.!'%120121 Advancements
in medicine allow patients to think beyond the immediate diagnosis and hope for a
realistic and possible future. Once the long-term goals are established steps, such as
fertility preservation, are taken to ensure that everything possible is done prior to
treatment to protect those long-term goals in the future. There is no guarantee of these
goals, but patients cling to the notion of hope that they are realistic and possible in the

future.
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There are various challenges that cancer survivors face like secondary primary
malignancies, cardiotoxicity, infertility, amputation, psychiatric affects, education and
social function, and financial issues.*?> Within each one of these issues are smaller issues
which are unique depending on the type of cancer and demographics of the patient. For
instance, one of the biggest challenges for the young adult demographic is fertility unlike
survivors in the fifties. Family, friends, and any support system that the survivor has in
place as well as the healthcare professionals are all affected and can gain more in site by
accessing survivorship programs. It is important to show the continued support to the
cancer survivor. Dealing with the issues after remission can be just as challenging as
fight the disease itself. Organizations like the American Society for Clinical Oncology or
the Center for Disease Control and Prevention, or the National Cancer Institute all
provide resources to all those affected by cancer. Survivorship is about looking forward
and with hope, cancer survivors can do that realistically and with possibility.

1. Patient

According to the CDC, a cancer survivor is a “person who has been diagnosed
with cancer, from the time of diagnosis throughout his or her life.”*?®* This means from
the moment of diagnosis, patients are called cancer survivors. While this may seem a bit
premature, by labeling someone a survivor, it provides optimism going into a very
intense healthcare battle. Some have described adjusting to cancer as adjusting to a new
normal. Cancer has a way of completely changing someone’s life. In just looking at the
fertility issues along, cancer survivors are forced to deal with questions about parenthood,
pregnancy, infertility, sterility, research protocols- all before even starting the actual

treatment of cancer. Many young adults (or even adolescents) want to have children.

193



While it may not have been a verbal confirmation, when imaging the future, having a
family is part of that picture. Being told that not only is cancer in your body, but in
trying to treat cancer, a cancer survivor may no longer be fertile, can be devastating to the
life that was imagined. With the advances in medicine, fertility preservation has bridge
the gap between wanting children and attempting to have children after cancer.
Survivorship can provide resources to access oncofertility programs and resources to
support groups for dealing with infertility. It can even provide questions and suggestions
of ideas of what you ask the healthcare professional during the appointment.
2. Caregivers

Family and friends of cancer survivors are known as caregivers. They can be
formal caregivers who are trained to provide health care or they can be informal
caregivers who provide care out of love and respect for the cancer survivor.?*
Caregivers may provide aid in the hospital, at home, daily or periodically. They see to
the physical, emotional, and mental well-being of cancer survivors. For cancer survivors
dealing with fertility issues, they may be healthcare experts who know the medical
information or they could be a support system that drives and attends doctor’s
appointments.
3. Healthcare Professionals

There are also healthcare professionals that are involved in survivorship. The
idea is a way to better coordinate healthcare for the cancer survivor. Healthcare
professionals who deal with cancer survivors, need to maintain education on the
increasing changes in survivorship and how best to approach their patients. This means

having access to resources and good clinical data. Cancer survivors are at great risk for
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many issues including unhealthy lifestyle behaviors, underlying genetic issues,
underlying risk factors that contributed to the initial cancer diagnosis, and even
developing a secondary cancer.'?® Healthcare professional needs to be aware of the signs
and symptoms for these. It is important for the healthcare professional to be aware of the
signs of mental health changes as well. Cancer is a disease that can completely change a
person’s perspective and so it is important to be aware of changes.
4. Impact of Survivorship on Fertility Preservation

Survivorship plays a bigger role once the cancer treatment is complete. Fertility
preservation is done before treatment. While these two things may seem at odds
regarding their timing, there is still important things that survivorship covers, especially
once the cancer survivor is ready to attempt to get pregnant. As discussed before, fertility
preservation is two separate decisions. The first is the decision to cryopreservation
material, and the second is attempting to get pregnant. Survivorship can help to address
the first decision at initial diagnosis and the second decision when in remission. For
women, chemotherapy can send women into early menopause which can complicate the
attempt to get spontaneously pregnant after remission.*?® The ideal situation is for a
cancer survivor to seek a reproductive specialist as early as possible.
5. Impact of Survivorship on Hope

Survivorship is a manifestation of the hope that cancer survivor has. It is a way
for the cancer survivor to live life, with support. Survivorship provides cancer survivors
with realistic and possible options. As cancer survivors, caregivers, and healthcare
professionals work together, they form a cancer survivorship plan. It is a strategy on how

to approach life. It can include what concerns that are greatest for the patient, and what
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signs and symptoms the caregiver needs to be most concerned with. Creating a
survivorship plan is the process of verbally identifying and physically writing down what
the patient hope is possible in the future. It voices concerns in a manageable, even
optimist way.
V. Disadvantages to Hope in Fertility Preservation

While there are advantages to fostering hope in fertility preservation, there are
also disadvantages. These disadvantages can affect how patients approach healthcare,
how they interact with their healthcare professionals, how they think about their disease
and treatment, and how they reason through their options for fertility preservation. There
is only one chance to make a decision regarding fertility preservation. Patients either
choose to preserve fertility before they age or before they start treatment for disease. If
they do not preserve fertility, they may lose the opportunity. Since time is critical,
healthcare professionals and patients need to do their due diligence in order to make a
decision regarding fertility preservation. When fostering hope in fertility preservation
that patients are at risk for disadvantages like inaccurately projecting the future of
research, including false expectations and the inability to manage the involvement of
partners and/or parents. The future of research is hard to predict. It is difficult enough to
predict the risks and benefits of treatment and the severity of side effects. Fertility
preservation has standard of care procedures that are effective for adults, but there is
always room for better methods. Trying to pinpoint when something will become
standard of care can be complicated. False expectations can lead patients to be
disappointed. Most patients are not well versed in the purpose of research. They may

expect research to provide a cure or improvement. There is also the risk of the return of
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disease. Cancer provides a risk or recurrence and that may affect the fertility
preservation. It may mean being unable to use the cryopreserved material because there
is the risk the cells contain cancer or having to delay attempting to get pregnant because
treatment needs to take place. There is also a concern that patients will put too much
hope in futile treatments. When patients fail to be realistic in their expectations, they
may struggle to comprehend why treatments are futile.

A Projection of Research

Science, health care, and research is constantly changing, adjusting, and
improving. It takes time to conduct research which in turn improves health care.
Unfortunately, the ideas and imaginations in science work faster than the actual research
study. Itis difficult to predict where science will be in the distant future. However, that
is also part of the greatness of science. At any given time, a new break through is
possible. It can completely change the landscape of science and medicine. As discussed
earlier, different aspects of hope which includes imagination and uncertainty.*?” Those
are foundational to the concepts of science and medicine. While those conducting
research work meticulously to get everything precise and consistent, imagination and
solid scientific work is what drives research.

Uncertainty as to how and why things do what they do is part of the nature of
researchers. They seek and hope to discover something new, improve the status quo.
Patients put their hope into science and research for a treatment or therapy to address
their diagnosis. Hope is fostered in fertility preservation because, at its core, the options
in fertility preservation are not a guarantee for a child. Not everyone is eligible for the

standard protocol of oocyte, embryo, or sperm cryopreservation.'?812° Instead, patients
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participate in these research protocols hoping that when the time comes, they can
overcome their infertility because of the research they participated in and knowledge
gleaned from other studies conducted. Unfortunately, time and science do not always
line up. So while hope is important to foster, it must remained realistic and possible,
otherwise patient can lose sight of the current state of medicine.t3

One example of the unpredictable nature of fertility preservation is the process of
moving oocyte cryopreservation from research to standard of care. As discussed earlier,
sperm cryopreservation was as early as the 1950s. By the 1980s, embryo
cryopreservation was around. However, it was not until 2013, that oocyte
cryopreservation became standard of care.
1. Predicting the Future of Research

So the question becomes how accurate is the prediction when it comes to
research? Can science, health care, and research know exactly what the standard of care
will be available in five years? Maybe, the standard of care could be related to studies
that have been in process for years. Can researchers know what the major diseases will
be in ten years? It is always possible to make educated guesses that comes true, but more
than likely, it will not be accurate. It is possible that healthcare professional know
exactly what time of treatments will be most effective in twenty years? The answer is not
surprising. No one knows. Whether it is five, ten, or twenty years, there are too many
variables that affect the success of research. It depends on the current science, the
financial support, enrolling participants, getting government approval, creativity of the
researcher, and potential risks that are discovered. It depends on the location of the

patient, access to teaching hospitals and research institutions, and the knowledge of the
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healthcare professional. It depends on the changes in disease and priorities of the
researchers.

All healthcare professionals are expected to keep current on their expertise. They
need to continue their education and improve their skill sets. This means reading
journals, attending conferences, and meeting with others in their field. This is not just a
task of enjoyment, but one that is required in order to stay licensed and insured.
Healthcare professionals are trusted by patients to be truthful and honest about the best
way to treat a disease. For fertility preservation, patients trust that their reproductive
specialist recommends what is best based on the patient’s medical history, diagnosis,
prognosis, treatment, and other factors like age. They assume that healthcare
professionals are not recommending outdated or irrelevant cryopreservation techniques.
If the healthcare professional would violate that trust, healthcare professional is putting
his or her entire career in jeopardy.

2. Imagination of the Patient

Another issue in predicting research is the imagination of a patient. Earlier,
imagination as one of the most important components of hope was discussed.
Imagination and uncertainty allow the individual to look forward beyond the time of
illness or disease. It allows for the creation of a future.® It builds into the desires,
wants, goals and values of that individual as well. As said earlier, imagination is a
powerful motivator in fostering hope. Imagination pushes the boundaries of what is
possible.®2 However, patients do not always imagine based on risk-benefit assessment,
statistics, professional experience, or research data. They imagine based on personal

experience of the past and goals for the future. Patients are not solely embedded in the

199



world of medicine. They may not understand the difference between research and
standard of care, and they may never care to understand. In their imagination any
medical treatment that is being offered is good enough. Anything that provides
improvement is worth a chance.

Capp writes that hope and its connection to the imagination allows for a wider
perspective than the present situation.* However, in the case of medicine this wider
perspective can be troubling. Not all information available is good or helpful. While the
internet is a powerful tool that is able to bring information into the homes of millions of
people that previously would have never had access to it, it is also a place that has false
and misleading information. There is no standard of what can be posted on the internet
and very fake information can look and sound very legitimate. Healthcare professionals
have their hands full trying to address every imaginative and discovered treatment that
comes into their office. The best thing that healthcare professionals can do it education
people on where to go for good scientific information. Providing resource
recommendations can help turn the disadvantage of imagination into an advantage.

3. Example: Delay in Oocyte Cryopreservation

One example is the delay in oocyte cryopreservation to change from research to
oocyte cryopreservation. In 2013, the American Society for Reproductive Medicine
(ASRM) published their guidelines on oocyte cryopreservation based on the evaluation of
the numerous studies that were conducted over the last few decades. The ASRM noted
that mature oocyte cryopreservation success rates (meaning oocyte survival, fertilization
success, and pregnancy success) was very low until 2011.1** Many of the techniques that

were used to cryopreserve sperm and embryos were not successful or effective on
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oocytes. By thinking outside of the normal cryopreservation protocols, researchers were
able to find success through new methods. The development of vitrification aided the
success in oocyte cryopreservation. It has been shown to be effective for women who are
facing both age-related decline in fertility and those facing infertility due to cancer
treatments.1*>1%¢ This technology allowed numerous studies to be conducted to prove the
safety and efficacy of mature oocyte cryopreservation.

The approval of oocyte cryopreservation as standard of care did not remove all
the concerns about the process. There is the question of the financial cost. Since this is
no longer research, women have to pay for the procedure and storage fees. Research is
no longer going to fund basic oocyte cryopreservation. Instead research is going to
investigate new ways to cryopreserve oocytes.’®” These new research protocols, while
possibly making great strides, now have to consider it if is worth it for patients to enroll
in these research studies, when mature oocyte cryopreservation is available. For
example, there are studies which are investigating the difference in cryopreserving
immature or mature oocytes. The goal is that by cryopreserving immature oocytes, they
can be matured at a later date when ready to be fertilized. By retrieving immature
oocytes, hyperstimulation of ovaries would no longer be necessary. This would remove
almost two weeks of hormones, blood tests, and ultrasounds. It could allow women to
only delay treatment as long as it would take to schedule the retrieval procedure.

B. False Expectations

Another disadvantage of fostering hope in fertility preservation is false

expectations by patients and families. There are many who do not understand the

purpose of research and how participation in research is not the same as treatment to cure.
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In addition, patients may not understand the time delay in both preserving fertility and
attempting to get pregnant. It is not an overnight process by any means. While
preserving fertility is done as soon as possible because the patient needs to start
treatment, attempting to get pregnant after treatment has a greater delay. There are many
serious medical issues to consider before attempting to get pregnant.
1. Understanding the Purpose of Research

Research in medicine is crucial to the development of science. Research seeks to
gain information in order to add to the body of knowledge with the hope in helping
patients either in the present or future. Research has grown into an industry of its own
over the years. Some go into the practice of medicine today to only conduct research for
their entire careers. Because of the prominent level that research has reached, concern
over the operation of research and the need for regulation followed. Most of these
regulations were developed in response to some form of abuse or harm. Today within the
field of bioethics, research ethics has developed into its own discipline.'®® Research is
heavily regulated by the Institutional Review Board at the given institution as an
impartial evaluator on everything from the science, to the protocol, to the language,
recruiting methods, to compensation to government regulation. The FDA and NIH have
their own sets of regulations that must be met in order to maximize benefit and minimize
risk. Research involving human subjects get an extra level of concern to avoid additional
harms. Because of such high concern over research, there are many publications about
the considerations that need to be taken in research. Below is a few of the considerations.
Evidence-based medicine has derived out of the concept of research. In order to practice

and give the best medical recommendations, it is vital that there is evidence to back up
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medical claims. This stems out of the data that is collected by research either during a
protocol or in a review of the current standard protocols. Research participation is
heavily monitored to ensure safety of the participants. This includes discussions
regarding voluntariness, informed consent, and capacity. There are also additional issues
to consider in research that include regulations in that specific country where the research
is being conducted.
a. Evidence-based medicine

In clinical medicine, clinicians are expected to use the best evidence available for
patient care. This concept of evidence-based medicine is a rigorous way to examine all
of the available research for a given set of parameters in order to ensure the best possible
outcome for the patient. Evidence-based medicine is constantly evolving and changing,
but the most important part should remain the same - it is patient-centered.'®® Research
protocols that are done effectively add to this body of knowledge and the practice of
evidence-based medicine. Unfortunately, since medicine is an ever changing field,
evidence-based medicine is constantly in a state of flux. Therefore, evidence-based
medicine may determine one option is the best practice today, but tomorrow another
study may prove another option better. It is important to keep pushing forward with
evidence-based medicine in order to best serve the patient. One of the important parts of
evidence-based medicine is that there are personal considerations to make that include
patient’s values, goals, beliefs, hopes in addition to the tradition concepts of benefits,
risks, and financial considerations.1#°

One of the issues with evidence-based medicine today is how to incorporate that

model into the move towards personalized medicine. Evidence-based medicine is based
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on large populations, evaluation of statistics, the search for trends and repetition of
results. Personalized medicine will mean a smaller pool of participants, which affects the
ability to evaluate the statistics and search for trends. It may take years before repetition
of results forms any good evidence-based conclusions. It may be important to start
looking for new and innovative ways to evaluation medical research in a way that both
adds to the body of knowledge and builds into need to help patients.

b. Research participation

When a subject enrolls in research, there a few important things to consider. First
is the concept of voluntariness. Participants must join the protocol willingly and free
from exploitation, coercion, or manipulation. This must be carefully monitored not just
by the researcher, but also by the Institutional Review Board. Second, is informed
consent. Participants need to be given all available information in order to make an
educated decision. Third is the concept of capacity. Patients need to be able to
comprehend the benefits and risks of research. They need to understand the difference
between standard protocols and research protocols. It is important for participants to
grasp that while research provides hope, it does not necessarily provide a cure.

In order to better protect those who are having to consider fertility preservation, it
is important that they meet with an expert in this area. Getting recommendations from
the oncologist or specialist is not enough. The patient needs to meet with a reproductive
specialist. However, the current rates for this are discouraging. Ten years ago in 2006, it
was reported that less than 50% of patients are referred to a reproductive specialist by
their oncologist.X*! In general, the main purpose of research is to produce knowledge that

is available for anyone that can aid patients.’*> However between the two concepts of not
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referring patients to specialists and simply being a means the end of general knowledge,
somehow patients can get lost. They end up being labeled as vulnerable in the research
world. Children especially can fill this category because the lack decision-making
capacity. It is important the oncologist refer their patients to specialists for a closer
examination of fertility preservation research protocols, because there is the possibility of
gaining enough knowledge the help that current patient, but also, protect them from being
exploited or harmed. Patients should still meet required criteria to enroll in study, but
also approach the research protocol with capacity, voluntariness, and fairness to ensure
protection.’*® According to the '‘Common Rule' in the US, vulnerable groups include
children and pregnant women. While in fertility preservation children definitely meet
this description, the adult patients are not vulnerable because of the fertility status. They
can be identified as vulnerable because there is the risk of economic disadvantage or
participation without personal benefit, or who cannot protect their own interest.44
2. Future Cancer Concerns

There is also the concern of the impact of the disease either for a relapse or risk of
transmission. Cancer patients always have a concern about the possibility of relapse.
There is no formula for predicting relapse of a disease. However, studies continually do
not show any cause effect relationship between pregnancy and cancer relapse.'*®

There is a concern that in the fertility preservation process, the cells that are being
cryopreserved may contain cancer.#6147 The fear is that after a patient has entered
remission and in cases such as the transplantation of ovarian or testicular tissue, there is
also the chance for reintroduction of cancer cells in the body. Some physicians may be

more or less uncomfortable with the transplantation depending on the healthiness of the
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cryopreserved cells and the length of time the patient has been in remission from the
disease.

Another concern is the risk of transmission to future children. There is such a big
push today for the knowledge of genetic diseases. Cancers such as breast, nonpolyposis
colorectal, and ovarian amongst others are autosomal dominant, causing further concern.
While hereditary cancers are only about 5% of all cancers, when the risk of transmission
deals with a specific patient and their future child, the concern is suddenly a very real
issue for that patient.148149150 Techniques such as preimplantation genetic diagnosis
(PGD) can be used to screen embryos for these genetically inherited cancers, but do not
guarantee that the child will never get cancer in their lifetime. PGD testing always has a
series of ethical issues that are discussed. This can included, but are not limited to the
morality of screening embryos for specific traits, moral status of the embryos, and the
autonomous right of the parents to choose. Additional concerns of birth defects for the
future children have proven to be unfounded.*®! Studies show that the rate of birth defects
is the same for parents who have had cancer and those who have not.1®21%3 Most
importantly, it is important to have moral support in making these difficult
decisions.?>*1% Getting this support allows the patient to talk through their options and
concerns while getting input as to their mindset and thinking processes.

Patients with cancer have a right to be concerned about the cancer returning.
While the rates and data are available for those who disease reoccurs, there is not perfect
predictor as to which patient faces this. The more time passes, the better the chances of
no recurrence. The greatest chance of recurrence is in the first 1-2 years, but after five

years the recurrence drops 4% with every year.'®® There is no guarantee that a disease
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will or will not recur. However, one cannot live in fear of that recurrence. The hopes
that fertility preservation fosters can aid in overcoming that fear and looking at the
possible positive outcomes.

Future cancer concerns also balance the delicate relationship between the
personal autonomy of the patient and the professional autonomy of the physician. Most
commonly the recommendation is to delay pregnancy for one to two years to avoid
recurrence.’® There is the risk that the patient will simply ignore the physician and go
to another seeking someone who is willing to perform the fertility treatment they are
asking for. Physicians need to be aware of this possibility and do their research into the
background and history of a patient prior to conducting any treatment.

3. Futility in Treatment/Research

The philosophical notion of futility plays an interesting dynamic when it comes to
providing care. The idea of futility is based upon the idea of uselessness. Futility can be
discussed at any point in life, but it most discussions tend to focus on the end of life.
While this definition may seem too simple, according to Eric Chwang, this is the most
effective term to describe a notion that many fail to address effectively.’>® There is the
idea that if a treatment in medicine is futile it is useless, that is to say it does not have the
intended function. For example, a patient can stop responding to chemotherapy to treat
cancer. In this case, chemotherapy is a futile or useless treatment. In this example, the
patient may still have high levels of pain and that symptom still needs to be addressed. In
order to determine if something is futile, though, there must be an analysis of the balance
of autonomy, beneficence, harm, and distributive justice. This balance recognizes that

though the patient or family has the right to make their own decisions, this is only when
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the decision is determined to benefit the patient. Based upon distributive justice, it is a
waste of medical resources to provide a futile treatment to a patient.®™® The futile
treatment could in turn bring a greater harm to the patient. The strength of the autonomy
of the patient is questioned because of the notion of futility of a treatment.

So for patients facing futility in their treatments, there is the question of what to
do regarding the material that was cryopreserved. If the patient is facing end of life
issues, trying to attempt to get pregnant or finding a surrogate to carry the pregnancy is
generally not at the top of the list for importance. However with false expectations, there
IS a concern that patients may not understand the reality of futility. Again, healthcare
professionals have a difficult responsibility to address this issue.

C. Involvement of Other People

Parents and partners that are involved in the decision making process of fertility
preservation of the patient bring their own biases and hope for the future into the
discussion. These biases introduce additional issues, they cannot be eliminated. Most
survivorship discussions emphasize that support for patients in the form of family.160.161
Partners may have their own expectations for having children, and these expectations
may clash with the patients' expectations. Parents of children and adolescent patients
also have their own expectations regarding grandchildren and that may cloud their ability
to make the best decisions for the patient.!®? Because of these biases, it creates an
additional consideration to manage hope in fertility preservation.

1. Multiple Stakeholders
In the case of fertility preservation, there are many participants in the discussion and

many feel that they are stakeholders in the case at hand. They can include the patient,

208



parents, spouse or partner, physician, and/ or researcher. There can also be conflicting
views as to what should be done between the stakeholders.*®® These opinions and views
come back to the fundamental concept of decision-making process. While each
stakeholder may believe that they have a valid view point, the patient should have the
final decision-making power. It goes back to the ethical principle of autonomy. Each
stakeholder does play an important part.

Patient: The patient holds the most important role. It is their diagnosis that

brings about the entire discussion. If the patient is an adult, then assuming

they have decision-making capacity (which is always presumed) then they

have the autonomous right to make decision about fertility preservation

and treatment.

Parents: Parents play a part in this as family members. If the patient is a

minor, then the parent have the legal right to give consent, while the

patient give assent. In adult patients, parents are sometimes included for

moral support.

Spouse/ Partner: A spouse or partner also plays a supportive role for the

patient. This could also mean providing either sperm or eggs to aid in the
fertility preservation process. This means that they would have to give
consent and have decision-making authority over their own involvement.
Physician: The physician is the person who is the gateway to all the
medical expertise available. They are to lay out all of the options and

provide recommendations for treatment and referrals to other specialists.
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Researcher: The researcher is trying to enroll patients into their study.

They accept or reject a patient based on an IRB approved protocol. They

can also be a source for medical information.
Each of these participants play a unique role in the diagnosis. However, it all centers on
the patient. Respecting autonomy and the decision-making capacity of the patient should
be of utmost priority of everyone involved. There may also be barriers effective
communication because all of the stakeholders come from a different mindset and may
not understand the others' point of view.%* It is important to continue discussions even
when it becomes difficult.
2. Forms of Influence

Those who are involved with the patient may have undue influence over that
patient. The patient is already in tough spot if they are considering fertility preservation.
Many times when patients are making decisions that need to talk it through and receive
input from those that care about them. Partners and parents are most often the two types
of support system for those who are considering fertility preservation. Partners not only
can contribute a verbal opinion, but can contribute a gamete to create an embryo for
cryopreservation. Because minors do not have the right to make decisions for
themselves, parents are the ones who are making the final decision and consent for the
procedure. The issue with dealing with partners or parents is the risk of undue influence
over the patient and it could result in the patient making a decision they neither wanted
nor hoped to be a part of.

There are different types of forms of influence. Beauchamp and Childress

identify the following three: persuasion, manipulation, and coercion.’®® No matter what it
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is called any undue influence over a patient is inappropriate and unethical. As discussed
earlier, patients have the right to determine their own care. While most of the
conversation regarding respecting autonomy tends to focus on the healthcare
professional. This is also true for the partner and parents of the patient. Ultimately, the
decision belongs to the patient (or at least the assent of the minor patient). Partners and
parents can provide opinions and recommendations. They can even participate in the
imagination of the future. They can encourage the patient to consider all their options.
They can speak about their experiences and concerns. However, no one should ever
force a patient to do fertility preservation and no one should ever force a patient to refuse
fertility preservation. This decision must be left to the patient. If a patient is not making
their own decisions that can directly affect how and why the hope in something. Instead
of focusing on a future outcome that is realistic and possible, the patient may actually
dread the future outcome because it was not necessarily what the patient truly wanted to
do.
3. Paternalism

Paternalism becomes a major concern in bioethics literature when there is a call
to protect or help a group especially one that is labeled vulnerable. Michael Kottow
addresses paternalism by stating that it “is only acceptable in those cases when an
authorized agent makes decisions in the name and to the benefit of disautonomous
beings."% An authorized agent would be a surrogate that has been officially
recognized whether it was appointed by the individual or by the courts.

Paternalism is divided into three major categories — hard paternalism, soft

paternalism and maternalism.'®” Hard paternalism is direct coercion. This gives not
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consideration to the individual autonomy. It is difficult if not impossible to justify hard
paternalism in any case when the individual has full capacity and autonomy. For
example, forcing an adult to undergo fertility preservation is a form of hard
paternalism. The agent may see the end result as the individual is able to have a child.
However, it is not justifiable to the procedure; this is not just paternalism but assault.
Soft paternalism is providing unwanted information and avoiding other information in
order to achieve a desired outcome. This is a manipulation of the individual. An
example would be telling a person that they can only use one chemotherapy drug for his
cancer and it will cause permanent sterility so he must cryopreserve his sperm
immediately. Maternalism controls the individual with a guilty conscious. Telling a
woman that she is a selfish because she does not want to have children and to undergo
fertility preservation is to be less selfish is an example of maternalism. Though these
examples are obvious, it is not always as easy to identify or agree upon as a society.

The issues here are those considering fertility preservation are not
disautonomous. These individuals most often have full capacity and full autonomous
rights.1®® Paternalism undermines patient autonomy,'®® and ignores the elements of
informed consent. Those who are vulnerable need to be protected, but what needs to be
protected is their autonomy. Protecting the vulnerable does not mean stepping in to
make decisions for then, but rather reinforcing equality and preventing harm or danger
to come upon them. Paternalism is often seen as an active process; agents take action
in order to do what they believe is best. However in protecting the vulnerable it is

usually about not inflicting harm or removing the harm or exploitation.
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VI.  Conclusion

By better understanding the ethical principles and concepts at play, fertility
preservation can better be managed through the employment of the discussion of hope.
Autonomy, beneficence, nonmaleficence, and justice all build into the discussion of hope
in fertility preservation. It gives patients the authority to make their choices known. It
allows them to imagine many options and weigh the benefits and risks. Ethical practices
such as informed consent, truth-telling, and decision making when done well, reinforce
the patient’s hope in fertility preservation.

However, it is important to consider what the advantages and disadvantages of
hope in fertility preservation mean. Advantages like right to direct care, optimism, and
survivorship build not only into the patient’s current circumstance, but also prepares the
patients for any future issue that come along. Disadvantages however make fostering
hope in fertility preservation more difficult. Healthcare professionals may have to
address the disadvantages because it could affect the entire plan for how to address
disease or age-related fertility decline.

By considering all these points, it is still important to foster hope in fertility
preservation. It encourages the patient to think about their future, one that is based in

reality and possibility.
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Chapter Six: Programs and Recommendations for Fertility Preservation
. Introduction

Chapter Six will discuss elements for readdressing the current approach to fertility
preservation discussions. There are current programs and guidelines used for fertility
preservation, but most are aimed at the science of fertility preservation, and only a few
consider the decision making process or the influence that hope has over these decisions.
These programs vary from registries to consortiums, to professional organizations, to for-
profit companies. The chapter highlights examples of the different groups, but it is in no
way meant to be an exhaustive list. Recommendations will be made in order to
encouraging the advantages and discouraging the disadvantages in fostering hope in
fertility preservation (Chapter Five).

Oncofertility programs were created to be an information resource for patients
and healthcare professionals who are struggling to understand and make a decision
regarding fertility preservation. They provide information directly from the healthcare
professionals and testimonials from patients who have experienced what this patient is
about to undergo as they consider fertility preservation.

Registries are a way to collect data about cancer patients. It can track the
patient’s information including age, gender, race, disease, health, treatment, and other
variables before, during, and after treatment looking for trends and new information.
Registries are meant to be long-term studies that consider factors over a period of time. It
can help in the understanding of cancer to investigate rates, risks, and additional issues

that were previously unknown or unsure of.
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Consortiums allow healthcare professionals to exchange information and
collaborate on new information. It provides up and coming research for science, ethics,
law, psychology, oncology, and other areas while keeping the patient’s personal narrative
at the forefront of the case. Healthcare professionals can better equip themselves by
working with a consortium to education themselves on fertility preservation. It can better
prepare a healthcare professional to discuss fertility preservation with a patient and/or
know where to refer them to.

For-profit companies seek to provide a needed service for those considering
fertility preservation. Many companies offer exclusive meetings or internet consultations
for patients at their convenience. They are trying to go to the patients instead of making
the patients comes to them. It takes time and effort by a few individuals to start a
business that will actually turn a profit.

Advocacy groups like the American Cancer Society and Fertile Action seek to
help patients as they deal with cancer. They raise money and provide necessary
resources in order to help patients with the difficulties of oncofertility. Fertile Action
seeks to provide financial aid because of the costly nature fertility preservation, while the
American Cancer Society provides information, support groups, and encouragement
before, during, and after cancer. The American Cancer Society seeks to highlight the
importance of survivorship as a way for patients to adjust to their lives during and after
cancer. It can even connect patients with others to provide a bond and a kinship. Those
who have had similar experiences can share their personal narratives.

SaveMyFertility.org is unique in that is an advocacy group, but is geared towards helping
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healthcare professional communicate well towards patients. This is done by providing
toolkits to use during the conversation.

Professional organizations provide insight into the healthcare information for
healthcare professionals. American Society for Reproductive Medicine and American
Society for Clinical Oncology both seek to better education and provide resources for
healthcare professionals that are members. These organizations can create guidelines and
publish official statements on current issues of the moment.

Together all the groups, seek to address fertility preservation. Some track data,
while others provide resources. The problem is that with so many options, it can be
confusing and overwhelming not just for the patients, but for the healthcare professional
too. Itis important to remember the goal in all of this- to foster hope in fertility
preservation. This means trying to improve the advantages of hope that were identified
in Chapter Five- directing one’s own care, optimism, and survivorship. This can be done
by recognizing and addressing issues of vulnerability, managing communication, and
including ethics consults in the process of decision making. This means being aware of
issues relating to harm, inability to protect one’s own interest, exploitation, and
susceptibility. Vulnerability can affect a patient’s ability to direct one’s own care in a
way that is free from coercion or undue influence. It means being truthful with patients
and seeking to communicate clearly and effectively. Truth and trust work together to
create an effective patient-healthcare professional relationship. It means including ethics
consultation in the process of decision for fertility preservation. This can be done by
various means, but what it does is provide a mechanism to address ethical issues that may

arise.
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1. Evaluation of Fertility Preservation Programs

Colorado Oncofertility Program? and the Oncofertility Consortium®?2 are just two
examples of fertility preservation programs aimed to provide information and support for
patients. The provide literature that is easy to understand and relevant to the current state
fertility preservation. There is a slight difference in fertility preservation and
oncofertility. Fertility preservation is the bigger category that describes cryopreserving
material for any reasons in order to prevent fertility in the future. Oncofertility is a type
of fertility preservation that deals only with those diagnosed with cancer. Since this is the
most common reason for fertility preservation, there is no surprise that the programs and
groups focus on oncofertility specifically. It is important to consider the purpose,
methods, and information that the program is supply to the patient. There are positive
and negative aspects to each approach. It is important to look for commonality and
explicit differences in these approaches in order to best understand the currently methods
and to make recommendations on how to improve or change. The critical nature of
looking for ethical and legal behavior is vital in order to protect patients as they pursue
fertility preservation. If a physician refers the patient to the program, he or she must
ensure that it is a good source of information. Otherwise, the healthcare professional is
putting the patient into a possibly risky situation. It is necessary to be critical of these
groups to ensure they are acting ethically and legally responsible. There are groups that
may struggle with the conflict of helping the patient while trying to make money. Since
the procedures and storage of cryopreserved materials are so expensive, there is reason to

be concern.
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A. Registries and Programs

There are many different groups that seek to address the issue of fertility
preservation. Most are concerned with disseminating information to the masses.
Oncofertility programs and centers are usually based at a university or healthcare facility
and are established as a group in to order to direct research funds and grants directly to
oncofertility program. Consortiums are mainly focused on providing education for those
in healthcare. It can be an effective resource if used properly. There are times, when the
information can be overwhelming and it may not be possible to find what someone is
searching for, but consortiums aim to do more good than harm. Some websites are an
offshoot of something else, like in the case of myoncofertility.org. This site was
designed to be used by patients, parents, and partners for those considering oncofertility.
By including success stories and testimonials, patients can better connect to the process
and decision making that is coming.
1. Colorado Oncofertility Program

The Colorado Oncofertility Program (COP) seeks to provide the most accurate
and timely information regarding fertility preservation for their patients. This was done
through the creation of a registry program. The intentions of programs similar to this are
to empower patients without compromising ethical concepts like confidentiality and
promoting quality insurance.® The goal is to provide accurate and timely information but
that can only be done when information is shared and known. If information is keep
secret until it is published or until an organization deems it standard of care, progress will

take much longer. If patients are well informed it empowers them to make informed
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decisions about their treatment and care. In addition, it can set them up for an effective
survivorship plans in the future.

By understanding the quality of life for survivors, the program seeks to
understand the side effects from cancer treatments for the long-term.* Long-term
understanding can help to investigate rates, risks, trends, and additional issues that were
previously unknown. Quality of life is key to addressing and planning for survivorship.
As discussed before, survivorship is a way for survivors, caregivers, and healthcare
professionals to learn about their roles and to support each other in adjusting and thriving
in the new normal. Cancer is serious diagnosis and those who survive will be affected for
the rest of their life. It is hard to predict what kind of outcome a patient will have, but the
more that is studied and known, the better predictions for trends can be made.

Colorado Oncofertility Program stands out from the others by the “direct
integration of clinical care and research.”® As part of the Advance Reproductive
Medicine at University of Colorado, it offers a wide variety of services having to do with
fertility. It works to help patients achieve their goals, reduce the cost of healthcare,
provide experts in fertility, invest in cutting edge technology, and be resource for anyone
struggling with fertility issues.® Services include more than fertility preservation. It
includes infertility diagnosis and treatment, fertility treatments, male fertility treatments,
in vitro fertilization, donors and surrogacy, LGBT family planning, support groups,
menopause treatment, polycystic ovary syndrome treatment, intracytoplasmic sperm
injection, and fertility weight loss.” All of these services can be combined in various
ways to help a patient best address their fertility needs. In time, this may need to be

updated based on changes in success rates of their procedures.
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For those considering oocyte cryopreservation (labeled egg freezing), the program
makes a distinction between medical reasons and social reasons. In both cases, oocyte
cryopreservation is done in order to attempt to get pregnant at a later time. Despite
oocyte cryopreservation being a standard of care technique, the program still
recommends embryo cryopreservation when possible. This is due to the much better
rates of success for embryo cryopreservation than egg freezing.

As part of the Reproductive Medicine Network, there is a great resource of
sharing research information concerning infertility and anything related to it.® By being
associated with this organization, the healthcare professional can be better equipped to
consider research option when standard of care is not available. In addition, it provides
access to REDCap projects, which connects healthcare professional in a controlled access
to share new information in order to provide the best care for patients.’

The Colorado Oncofertility Program fertility preservation resources focus mainly
on women and cancer. As discussed earlier, there are other diseases like lupus that use
chemotherapy for treatment which puts patients at risk for fertility preservation also. The
information on the site provides a minimal introduction and healthcare professionals have
a responsibility to fill in the gaps with the necessary information. However, it does
recognize the need for special consideration when facing issues of infertility due to
treatment for disease. The oncofertility team includes two psychologists as a way to
recognize that many struggle with the decisions regarding fertility preservation.

2. Oncofertility Consortium®
The Oncofertility Consortium® based out of Northwestern University is a

nationwide program at over 50 sites in order to study oncofertility and collaborate on
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research and data. The goal is to provide opportunity for collaboration among those
studying oncofertility. Being such a new area of research, there is constant change to the
science, ethical, and legal issues, and administrative responsibilities. This increase in
information must be digested by the healthcare professional in order to ensure they are
competent in their knowledge and skills and able to answer questions or make the
necessary referrals to those who have the knowledge and skills. It is not just about
conducting studies that are focused on ways to preserve fertility, but also on why
infertility happens due to cancer treatments, addressing communication barriers, and
addressing legal and ethical issues that arise during fertility preservation.'°

With a large database of information, patients, healthcare professionals,
educators, and researchers can search through the hundreds of documents on anything
from institutional review board documents to new articles that are in main stream media
to website for advocacy groups and organization. It provides guides on current research
techniques, up to date information on the success or failure of the research, and what
things that healthcare facilities need to consider before conducting a study. It allows
users to narrow the search based on the audience, gender, age, reason for fertility
preservation, and even language.

One of the Oncofertility Consortium's® projects is the FIRST Registry. FIRST is
an acronym that stands for Fertility Information Research Study. As part of a study
funded by the National Institutes of Health, the study is registering young survivors to
critically look at how cancer affects them and their ability to survive and thrive.!! Being

an observational study, this research is only meant to collect information and look for
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trends, commonality, and differences. It provides no clinical or therapeutic benefit, but
tracks the life of a survivor.

The consortium presents itself to emphasize the importance of collaboration in
research. It allows for growth, new information and understanding as healthcare
professional, researchers, and patients seek out additional information. Projects focus on
anything from the science of ovarian tissue cryopreservation to research of ethical and
legal issues regarding fertility preservation. The site provides names of researchers,
purposes and progress of projects. The goal of connecting and collaborating on research
is clearly the main objective.

One study seeks to debate the ethical and legal issues that are dealing with the
ovarian tissue that was cryopreserved for prepubescent children. As discussed earlier,
there are significant ethical and legal questions regarding the nature of this research.
Issues such as decision making including both the patient and parents have a tremendous
importance in determining the ethical nature of the studies that are focused on the long-
term use of cryopreserved material.'?

Patients may be overwhelmed at this site. It appears to be more focused on
supporting the healthcare professional and researchers. Healthcare professionals can find
this site helpful as they try to navigate the science of fertility preservation. There is so
much information to read and evaluate, sites like this one can better help healthcare
professional navigate the information. However, once one digs into the site, there is a
referral to a patient focused site called myoncofertility.org. This patient-centered site is

to educate and answer questions patients may have as the start to navigate oncofertility.
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3. My Oncofertility

Designed to be patient friendly, there are numerous question and answers
available to patients, families, partners, and others that are involved in the process of
oncofertility. The site is designed to be interactive including the opportunity to submit
questions and watch videos of experts talk about the information about oncofertility.
Patients can consider questions like “What is oncofertility?” and “What is normal male
fertility and how is it affected by cancer treatment.?”*® By starting at the most basic
information, patients are able to slowly increase their understanding as the can be quickly
overwhelmed by the information presented.

By working through the question and answers, parents are able to have a better
understanding for the discussion of fertility preservation when it concerns their child.
Beyond explaining the options for adolescents being the same as adults, it also explains
why there are only research protocols available for prepubescent children.!* Parents are
facing not only the illness of a child, but a real risk that the child may end up infertile. It
seeks to answer questions in a way that is not overwhelming, but informative and helpful.
One particularly interesting question is “What is Oncofertility research revealing?” As
most parents are unaware, this is an extremely loaded question. It discusses the
importance of research regarding laparoscopic surgery to remove the entire ovary prior to
cancer treatment. The purpose is to cryopreserve the ovary and use it at a later date.
Immature follicle cryopreservation allows for immature follicles take from thawed
ovarian tissue could potentially be matured and used identical to a mature oocyte to be
fertilized and turned into an embryo. However, this type of research is currently not

being done in humans, only animals.'® Other studies focus on new cryopreservation
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methods, long term effects of chemotherapy and tracking those who have done
oncofertility.

For partners, the site is designed to explain the role the patient and the partner
play in oncofertility. Similar to the question and answers in the other sections, the
information provided it clear, concise, and focused on explaining complicated
information in an easy manner. It also provides resources on how to be and show support
to the patient. Cancer does not just affect the individual patient, but anyone that is around
them.

There are twenty videos of dedicated to the topic of decision making by cancer
survivors, partners, and parents. These videos address question about issues of how does
insurance affect non-married couples, or why someone chose to delay treatment in order
to do sperm cryopreservation. Topics of gamete donation, in vitro fertilization,
intrauterine insemination, ovarian suppression, timing fertility preservation with cancer
treatments, testicular shielding, legal concerns, the effect of not having a partner, and
decisions regarding specific drugs for treatment are all covered in the video topics.*®

These videos allow those dealing with oncofertility to gain insight and
information from those who have been in the exact same shoes. It allows the patient,
partners, and parents to not feel so isolated in their pursuit of fertility preservation.
Decision making regarding fertility preservation is a serious discussion and many
struggle with understanding all the information and balancing the risks, benefits, and
harm that accompany the various decisions. By being a comprehensive resource for
those considering and going through fertility preservation, it provides a need source of

comfort and strength.
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4, International Programs

In Australia and New Zealand, there is also a high level of interest regarding
oncofertility and fertility preservation. The National Perinatal Epidemiology and
Statistical Unit at the University of New South Wales has its own web-based registry
developed in 2013 called The Australian and New Zealand Fertility Preservation Registry
(ANZFPR). The goal of this project was to create evidence on the research for fertility
preservation and to determine outcomes of assisted reproductive technology. By
focusing on specific types of cancer, different methods of cryopreservation, both short
and long term consequences to cryopreservation, success and failure of pregnancy, and
many other areas, the registry seeks to look for medically indicated methodologies in
order to provide safe and effective medical recommendations and treatments for fertility
preservation.t’

This program does not have much information available for those looking to
either participant or gain additional information or progress update. As of 2014, the
project is listed as complete, but no additional information is given.*®

FUTURE Fertility is an Australian based registry program for oncofertility.
FUTURE stands for Fertility Understanding Through Registry and Evaluation. In
associate with The Kids Cancer Center at Sydney Children’s Hospital, The Bright
Alliance Cancer Centre at the Prince of Wales Hospital, The Royal Hospital for Women
and the University of New South Wales, all are contributing data and research to this
registry. The purpose is to evaluate the use of fertility preservation and the risks that are

associated with it in the long term.®
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The website to completely dedicated to the registry including information
regarding ethical issues such as privacy and confidentiality, ownership of data, registry
publication, consumer involvement, registry governance and custodian.?® The data is
aggregated by age, gender, socioeconomic status, and cancer type in treatment. This is
then compared to the use of fertility preservation, the continue health status of
participants in the registry, family planning outcomes, and interpretation of data.?* This
data is annually published. In addition there are studies focusing on the health economics
and psychological health outcomes that are associated with fertility.

Because of these studies, an Oncofertility Consortium® was started in 2015,
launching in 2016. Its goal is to create interdisciplinary collaboration to address
oncofertility needs. It will continue its work on the registry and the current research
studies, but it will also begin to expand to include general reproductive health,
hematology, economics, epidemiology, translation of information, and policy research.
These areas all can contribute to the knowledge regarding fertility preservation and
specifically oncofertility. It is only through continued research, can information be
gleaned and used to create new research and eventually standard of care for any
demographic that is available. This goal is a long way off, but it is important to establish
bench marks that can drive energy and enthusiasm forward. Without those, research can
become stale and no longer indentified as needed due to lack of interest.

Lastly, FUTURE Fertility provides valuable resources for patients facing cancer
and the decision of oncofertility. There are categorized by ages including: adults,

adolescents and young adults, and pediatrics. This is important, because recognizing the
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differences in the science of fertility preservation is valuable to those making decisions.
It also refers people to reliable funding sites, advocacy groups, and fertility societies.
5. Companies Seeking Patients

Some companies are set to make a profit in the world of fertility preservation.
Having this type of company is not inherently unethical or illegal. However, there is
great concern for those who are being deceptive or withholding information. Companies
that list all treatments as being equal are not fully informing the patient of the differences
between standard of care and research.
a. Fertilitypreservation.org

Fertilitypreservation.org is a company that provides infertility and fertility
preservation services directly to the consumer. Dr. Kutluk “Lucas” Oktay is the
physician and his support staff includes a financial coordinator, certified ultrasound
technician, academic affairs and public relationship person. It does not include any type
of additional medical experts in reproductive technology. Services include egg freezing,
elective oocyte cryopreservation, ovarian tissue freezing and transplantation, fertility
preservation in children, in vitro maturation, random start ovarian stimulation, infertility
treatments after chemotherapy, pregnancy after cancer, and post-mortem emergency
fertility preservation.?? While this is a comprehensive list, one should be concerned if a
single physician is offering all of these services, both standard of care and research as the
same.

This type of company concerns many people. By claiming a domain name that is
fertility preservation and having that domain name (fertilitypreservation.org) match the

name of the company, there is concern over the exploitation and vulnerability of patients.
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When a patient types fertility preservation into search engines, this is one of the top
search results. With a physician establishing this company and lending his credentials to
this company worries some that there is little to no oversight. Services like ovarian tissue
and testicular tissue cryopreservation and transplantation are not clearly identified as
research protocols, which can be misleading to the patients. Instead, they are listed right
alongside sperm cryopreservation which has been around since the 1950s. There is not a
clear delineation between standard of care and research. Additionally, there is concern
for the ethics and legal issues that accompany this type of business. There is no
university or healthcare facility that is associated with the company. There is no
discussion as to the process for institutional review board approval or anyone who can
double check Dr. Oktay’s work. Patients that are vulnerable may get confused on the
information provided on this site. It appears official and well researched, but the trouble
is the lack of explanation for research protocols. It make one think is this company
offering services for a fee that are not considered safe, effective, or standard of care.
b. ReproTech Limited

ReproTech Limited is a long-term storage bank for cryopreserved materials.
Patients, families, parents and partners can contact one of the four ReproTech Limited
locations to store embryos, oocytes, sperm, ovarian tissue or testicular tissue. All of these
options have a charge associated with them as so long as the person pays the fee, the
material continues to be cryopreserved. They are very clear that they are not involved
with gamete donation or assisted reproductive technology services. They only store
reproductive material. They are advertise affordable and cost effective prices and refers

to programs that can provide additional funding.?®
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The storage fees are based on the various time frames a person may need. This
can include quarterly, one year, two, three, five, or ten years of storage. Those
cryopreserved materials which are believed to be potentially infectious are stored
separately are charged a higher fee. Embryos are also charged at a different rate
compared to gametes. In addition, there are typical administration fees and shipping fees
if needed.?*

As a part of the Fertility Preservation Network, it provides resources places that
sperm oocyte, embryo, ovarian tissue and testicular tissue can be cryopreserved and
conveniently shipped to ReproTech Limited. It breaks the information down by method
of cryopreservation and then by state. These referrals to clinics are mostly healthcare
facilities and teaching hospitals and universities. Most provide multiple services for
cryopreservation and some also include access to advocacy groups like LiveStrong.?®
There are no recommendations to oncofertility programs or registries.

C. Other companies

Companies such as EggBanks?® and Eggsurance?’ are both for-profit companies
that focus solely on oocyte cryopreservation. Their focus is primarily on those who are
pursing fertility preservation in order to prevent age related fertility decline. These
women are often seeking methods, which they know are costly, in order to prevent eggs
from declining in quality. Usually associated with a single physician, there is the same
concern about how they are regulated and whether or not they take advantage of
vulnerable people. These companies offer private consultation and party consultations.
By doing that, it creates an atmosphere of relaxation and provides a fun and interesting

way to both advertise the cryopreservation and consider the offer. Companies like
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EggBanks and Eggsurance are providing service that is requested by the
consumer/patient. There is still the necessity of informed consent and the assurance that
the patient understood the information presented, the capacity to appreciate the nature of
the procedures, and the voluntary nature to consent to the procedure. These companies
should only be allowed to use standard of care options because it is important for safety
and efficacy in moving forward with oocyte cryopreservation.

B. Commonalities

There are commonalities in these programs, registries, consortiums, and
companies. These groups are seeking to provide access to fertility preservation with the
intended goal of helping a patient have a child. Having a child is not a guarantee and
even in the best cases, rates vary patient to patient. There are inherent risks and benefits
to pursing fertility preservation and attempting to get pregnant as discussed before. There
is a concern though that the patients reading the information from these various
programs, registries, consortiums, and companies may get the wrong information or
understanding because the information provided can be very dense, confusing or
inaccurate. This is not to discount the intelligence of those reading the information. It is
just the nature of the information and the risk of miscommunication.

Oncofertility programs are mainly designed to aid patients in seeking out
resources in order to do fertility preservation. Patients can go to these sources and read
about fertility and infertility, the risks of infertility due to cancer treatment, and the
concern about effectiveness of methods. Program likes the ones at University of
Cincinnati Oncofertility Services, University of Connecticut Center for Advanced

Reproductive Services, or Penn Fertility Preservation Program all aim to provide
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information and services that are beneficial to a patient who is ready to undergo cancer
treatment. These types of programs are great for healthcare professionals to refer their
patients to in order for the patient to receive the best care and the best information.
Patients are relying on the healthcare professional to know who to go to with questions
and who to recommend for treatment.

Registries allow patients who choose fertility preservation to be monitored and
tracked for a long time. Patients can enroll and these registries take demographics,
diagnosis and treatment information, and survivorship in an automated way in order to
examine data and look for useful trends and statistic. The down side is that patients may
never learn of the long-term information that was gleaned from their personal
information. There are ethical questions as to whether a patient has the right to access
their own health information. In most cases, the research protocol explains that patients
do not have the right to their own information and it would be impossible to supply
individuals with meaningful data. Depending on the results, there is also a concern that if
results are negative, is there is an obligation on the part of the registry to provide that
information. If a registry found conclusive evidence that a certain type of chemotherapy
drug cause infertility in females 98% of the time, does the registry have an obligation to
inform past and current participants in the registry of the danger? There is no consensus
as to the answer.

Consortiums aim to collaborate and connect healthcare professionals. This is
designed to provide up to date information about research studies and discussions that are
currently being considered. Consortiums have the goal of education and teaching in mind

as the structure their group. Healthcare professionals can use this as a way to connect
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with other research and as a way to increase their skill and knowledge about fertility
preservation and oncofertility. Consortiums function best when there is thought and
planning into how the search for information is sorted and obtained. Consortiums like
the Oncofertility Consortium® created a database of resources that allows the person to
narrow their search to the topic at hand.

For-profit companies are the most difficult. There are also problem with some of
these. Those with companies offering fertility preservation and oncofertility services
have a conflict of interest. They are seeking to make money from the vulnerability of
someone facing the risks of infertility. These sites are not regulated or collaborate
outside of their company. It runs the risk of containing false information and setting up
false expectations, and remaining isolated from the current information available.

There is also a concern on how these groups deal with the issue of hope for these
patients. As discussed prior, patients pursue fertility preservation based on hope in order
to attempt to have a child in the future. This hope is based on the possible and realistic
nature of the health care information available. In the cases of the oncofertility programs,
registries, and consortiums, the goals seems to be the importance of providing
information. It seeks to give the best knowledge out there into the hands of those facing
the need for fertility preservation. These groups try to maintain being fair and balance in
terms of discussing the possibilities in the future with regarding to have a realistic view
of the future. Companies that are focused on making money may struggle to adequately
address hope. This is because hope is a reason the business exist. If there was no hope,
there would be no need for the business because infertility would not be as big of an issue

as it has become.
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These companies are hard to just shut down due to legal protections for
companies and the way medical claims are advertised. Patients that are seeking methods
for short cuts, cheap options, unproven methods, and unclear claims will always be
available as long as there is the internet. That is not to say that companies like
ReproTech Limited or Fertilitypreservation.org are unethical or attempting to create for
short cuts, cheap options, use unproven methods, and advertise unclear claims. One can
only go by the information provide on the website. There may be a more thorough
informed consent process once the patient meets with a healthcare professional.

I11.  Advocacy Groups and Professional Organizations

Special interest and advocacy groups such as the American Society for
Reproductive Medicine,?®? American Society for Clinical Oncology,*® and American
Cancer Society®:® provide their own approaches and recommendations for how to
handle fertility preservation. Fertile Action is a not-for-profit focusing on relieving the
cost of fertility preservation. They provide recommendations for both the patients and
the healthcare professionals. These groups provide expertise for the science, but must
also take into consideration the expectations and hope that is established because of that
science. Additionally, they comment of issues that are currently facing our world, but
providing expert opinions from committee members. While each organization has a
slightly different focus, they all address fertility preservation, fertility and cancer,
oncofertility, age-related fertility decline, and information about research.

A American Society for Reproductive Medicine
The American Society for Reproductive Medicine is a “multidisciplinary

organization dedicated to the advancement of the science and practice of reproductive
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medicine.”® It seeks to provide information about reproductive medicine to those that
need or want it. This is done through research, education, and advocacy of patients and
healthcare professionals and providers. Members can join the organization for a fee and
join groups and committees to discuss various reproductive medicine topics. Some
committees respond to an event in the media or results from a research project. Either
way, this organization is one of the authorities for reproductive medicine including
fertility preservation. There are events and conferences that members and non-members
can attend. The website provides many resources and basic definitions and opinions on
various topics.

The ASRM allows non-members access some introductory information as well as
the latest news, research and resources.® For instance, the Department of Defense
Secretary Ash Carter announced in a partnership with the ASRM and the Society for
Reproductive Technology, started a two year pilot project in January 2016, to provide
fertility preservation for active duty service members.>® This means that any active duty
service member can cryopreserve oocytes, sperm or embryos prior to going overseas to
service in military duty. This opportunity is very important to active duty service
members because war is dangerous and there is no predicting what could happen to active
duty service member. So by preserving fertility, a military family may be able to attempt
to have children someday upon the return of the military member. In 2013, the American
Society for Reproductive Medicine announce that it was no longer considering oocyte
cryopreservation experimental. This meant that there was a shift from research to
standard of care.®® According to the American Society for Reproductive Medicine's

"Mature Oocyte Cryopreservation: A Guideline” over 981 studies were conducted.
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Common understandings from these studies show that length of cryopreservation had no
statistical impact on the live birth rates, while maternal age at time of cryopreservation
played a major role.

ReproductiveFacts.org is a companion site to the ASRM site. It is geared toward
patients to better communicate information directly to them. While similar documents
are available, there is easier language on the reproductivefactors.org. The most common
topic on the site is infertility including a guide to infertility and state laws regarding
insurance coverage.®” It also provides information on how to find a healthcare provider,
additional risks factors for infertility, and other reproductive medicine issues.

B. Fertile Action

Fertile Action is charity focusing on cancer and its effect on fertility. Seeking to
educate, support, and advocate, the organization works with patients to reduce their cost
of fertility preservation. The goal is to reduce it by as much as 50%%* because the cost of
fertility preservation, due to medical reasons, is expensive and rarely covered by
insurance. Either patients have to take on the burden of the cost or they apply for
assistance in other ways.

Started by Alice Crisci, in 2008, she experienced the real life situation of cancer at
31 years old. Her personal narrative of struggle to pay for fertility preservation struck a
chord and she was able to take her knowledge and experience and pass it along to others.
Through the contribution of private donation, patients are given the opportunity to apply
for scholarships.® It programs information on fertility risks from cancer treatments, 4°

fertility preservation,*! parenthood after cancer, and other resources.
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Part of the organization is aimed at helping patients navigate the cost of fertility
preservation through accessing insurance. As discussed before, there are issue of justice
when it comes to the cost and insurance issues surrounding fertility preservation. Action
Fertile focuses on the right to appeal initially because it recognizes that most claims will
be denied and there are time limits for appeals. The goal is to apply the issues as related
to cancer and not fertility.*?> The reasoning is the more information that is linked to
cancer, the more likely it is to be covered. Even with the passage of the Affordable Care
Act, fertility services even beyond fertility preservation are not likely to be covered.

Beyond helping the individual, there is also the opportunity to help build
oncofertility programs. The goals is to aid in the process of creation to implementation.
The Fertile Action organization aims to help in the following ways:

« Establish an Oncofertility Program

e Write short-term and long-term strategic plans

« Conduct patient insurance advocacy and/or train billers to handle

cancer patients and their insurance needs in a specific manner

« Promote your Oncofertility Program in the local community

« Bridge key relationships between oncology providers and your REI’s

e Organize and host Oncofertility receptions

e Schedule in-services and grand rounds on behalf of your REI’s

o Market your program through social media, print materials and online

content

e Conduct localized research on referral sources, health insurance

benefits and legislative initiatives
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o Implement operational toolkits

« Create PPT templates for educational presentations to clinicians.*®
The problem with these types of organizations is the lack of funding or expertise to
continue to maintain the information provided. The site has few pages that are blank and
provide little or no information for the patient.*“> It continues to be an issue because
many women search “fertility preservation” on the internet and sites like this one with
good intentions, but little information, are often at the top of the search results. While the
board includes many physicians and advocates, it does not include bioethicist,
psychologist, social workers, nurses, or other healthcare professionals that can provide
additional perspectives. It also appears to be an isolated organization, meaning it is not
involved or connected with others to pool resources or discuss changes in the current
information.
C. American Cancer Society

The American Cancer Society is a nationwide organization that is “dedicated to
eliminating cancer as a major health problem.”*® By working with local offices
nationwide, the goal is to save lives, reduce suffering, and promote research, education,
advocacy, and service.*” This organization provides information all about cancer from
the different types to various cancer topics to sharing encouraging stories of hope for
those who have been affected by cancer. It provides information on both standard of care
and research options to treat cancer. It encourages people to stay healthy which can
include stop smoking, a healthy weight, eating right, and getting regular preventative

checkups. It provides tool to evaluate health and cancer prevention.
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One of the most important pieces of information provided by the American
Cancer Society is the information regarding support and treatment. While the site
provides lots of resources to read about types of treatment, success stories of treatment,
risks of treatment, there is also information about getting support while dealing with
cancer. It provides resources for caregivers and support programs. Survivorship
programs are encouraged as a way to adjust to the new normal of living with and after
cancer.

The American Cancer Society know that fertility preservation is a major topic for
those who are facing cancer. The American Cancer Society provides two documents in
order to help address the multiple issues of fertility preservation. Fertility and Women
with Cancer is a document that provides comprehensive recommendations with how to
deal with fertility preservation.® It provides recommended treatments, question to ask
ahead of time, the various fertility options, as well as suggestion to avoid pregnancy
during treatment. One of the standout things from the documents it that all options for
fertility are listed, not just the once concerning fertility preservation and biological
children. Other options including adoption, surrogacy, and donor gametes are listed as
just as reliable of options as in vitro fertilization or artificial insemination. In a separate
section, it discussion the issues as they relate to both prepubescent and adolescent girls.
This document is not meant to just as a list of fertility preservation options, but to engage
the cancer patient into considering all option that are about fertility and cancer. The
second document, is similar in that is focuses on the same issues, but addresses fertility

preservation and infertility as it relates to men.
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D. American Society for Clinical Oncology

The American Society for Clinical Oncology is an organization dedicated to
“conquering cancer through research, education, and promotion of the highest quality
patient care.”*® There are over 40,000 oncology professionals members found in 120
countries worldwide. It has many committees and groups that discussion and respond to
the current issues of the day including making public statements on issues. It trains and
teaches healthcare professionals to keep their knowledge and skills sharp.

It has practices and guidelines that all members must follow which can include
quality improvement, practice management, billing, coding, and reporting, as well as
resources for patients. The American Society for Clinical Oncology is active in research,
publishing studies, and providing opportunities to collaboration and work together. It
keeps track of data to create reports and studies that allow better understanding of certain
issues.

The American Society of Clinical Oncology Clinical Practice Guidelines was
updated as of 2013. It highly recommends that all healthcare providers should address
the issues of infertility before undergoing cancer treatment. There should be discussion
at the time of diagnosis and the treatment plan meeting in order to provide access to
fertility preservation as soon as possible. Because there are great standard of care
options, fertility preservation should be pursued as soon as possible in order to allow the
patient the most time and opportunity to see it through. Fertility preservation discussions
should take place with cancer anticipating treatment meetings. All healthcare

professionals are expected to know the specifics or know how to refer the patient
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elsewhere. There are seven key recommendations as provided by the American Society
for Clinical Oncology in order to best address fertility preservation.
e Discuss fertility preservation with all patients of reproductive age (and
with parents or guardians of children and adolescents) if infertility is a
potential risk of therapy
e Refer patients who express an interest in fertility preservation (and
patients who are ambivalent) to reproductive specialists
e Address fertility preservation as early as possible, before treatment
starts
e Document fertility preservation discussions in the medical record
e Answer basic questions about whether fertility preservation may have
an impact on successful cancer treatment
o Refer patients to psychosocial providers if they experience distress
about potential infertility
e Encourage patients to participate in registries and clinical studies.>
It recognizes the three types of standard of care- sperm, embryo, and oocyte
cryopreservation as well as many research methods including ovarian tissue and testicular
tissue cryopreservation and transplantation. It does warn that the guidelines are not to
replace any type of clinical judgment by a trained healthcare professional. As of 2013,
there was no new changes that was warranted by the literature review. Just like the
American Cancer Society, there is special mention of fertility preservation and dealing
with children and adolescents. Parents are to make decisions based on best interests. For

now those who have not gone through puberty cannot participate in any standard of care

246



options. Additionally, no cases of live births after ovarian tissue transplantation in
prepubescent children has been reported. Any attempt at this should be carefully
supervised under the watchful eye of an institutional review board.>* The communication
between the patient and the healthcare professional needs to be thorough and complete.
This includes discussions on individual risk of infertility, options for fertility
preservation, timing regarding fertility preservation, cost of fertility preservation, risks of
pregnancy and children after cancer, and the possibility of referring the patient to a
reproductive specialists.>? Every conversation with a newly diagnosed patient should
include that entire list of topics. It is important to know that patients have the right to be
informed of all their options. Healthcare professionals should not skip the discussion
because it is too hard or there is not enough time.
IV.  Fostering Advantages of Hope in Fertility Preservation

By identifying commonality in fertility preservation programs and advocacy
group guidelines, recommendations can be made on how to approach fertility
preservation while fostering authentic hope. These recommendations will be based on
trying to support the advantages to fostering hope in fertility preservation (Chapter Five).
This will be done through establishing the need to protect the vulnerable, managing the
communication between patient-healthcare professional, and requesting for outside
ethical consultation. Protecting the vulnerable is the ability to keep a patient free from
exploitation or being taken advantage of in circumstances where there is a risk for those.
Managing communication means trying to understand the person where they are at and
not expecting them to do all the work in the relationship. Without communication, there

IS no opportunity for fertility preservation. Communication can between the healthcare
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professional and the patient, between two healthcare professionals, or even between the
patient and someone in his or her support system like a partner or a family member. An
ethics consultation may be best equipped to address both the need to protect the
vulnerable and the ability to manage communication. Ethics consultants can evaluate if
there is an ethical issue present that would prevent the patient from moving forward with
a decision. If those three things are done on a consistent and regular basis, then there is a
good chance that the advantages to hope and fertility preservation will be fostered. It will
allow the patient to have the freedom to direct his or her own care, the pursuit of
remaining optimistic even in times when there is bad news, and the reliance on
survivorship to help the patient adjust to the new normal. Together the system can foster
hope in fertility preservation.
A. Protection of the Vulnerable

Fertility preservation may leave patients and families feeling vulnerable. They
struggle to make sense of their diagnosis, the understanding of the material, and the
overwhelming feeling that nothing is going right and there are no other options.
Protection of the vulnerable is part of the responsibility of healthcare and research.
Seeking fertility preservation does not necessarily make an individual vulnerable simply
because of the future possibility of infertility, but healthcare professionals have a
responsibility not to take advantage of these patients either, but rather leave them feeling
protected and secure. Hope can leave a patient open to vulnerability and if they are truly
vulnerable, there may be little the patient can do to protect him or herself. By protecting
the vulnerable, trust, honesty and open communication can be established.>® This allows

for the fostering of hope in the decisions that the patient makes and prevents false hope.

248



In order to better protect those who have to consider fertility preservation, it is important
that they meet with an expert in this area. Seeking out the appropriate healthcare
professional can aid in the decision making process. The patient needs to meet with a
reproductive specialist that is up to date on not only the standard of care, but also the
research protocols. However, the current rates for this are discouraging. In 2006, it was
reported that less than 50% of patients are referred to a reproductive specialist by their
oncologist.>* Since children and adolescents make up some of the fertility preservation
population and because they lack decision-making capacity, they need to be protected
from being exploited or harmed. Parents should only act in the best interest of the child,
leaving any and all personal feelings aside. All patients should still meet required criteria
to enroll in a research protocol, and enroll with capacity, voluntariness, and fairness to
ensure protection.®
1. Vulnerability

Vulnerability is a difficult concept to pinpoint in a sentence or thought, and
even more difficult to justify applying the notion or the principle. It has many different
terms and aspects that cannot be over looked. “There is no single approach to the
definition of vulnerability,” according to Alexander Morawa.*® Vulnerability also has
implications that must be addressed when applied to specific conditions. When
protecting the vulnerable, it must be addressed in terms of harm, inability to protect
one’s own interest, exploitation and susceptibility.
a. Harm

According to English Oxford Dictionary, vulnerability is susceptibility to

physical or emotional attack or harm.>” So many times in bioethics literature the most
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basic definition of vulnerability is in terms of harm. So the question becomes what is

harm and how does it relate to vulnerability. No rational person enjoys seeing harm to
come others especially when they are in a worse off state. Vulnerable populations are
often categorized as expose to harmful circumstances.>®

Harm though can be too vague of a definition. It may not convey the
seriousness or the authenticity of the situation. Florencia Luna wrote that “[g]eneral
labels suggest general answers.” Harm cannot possibility address vulnerability in its
entirety. For example, if children are at risk for harm such as a poor education, then the
general answer would be to change the education. This does not provide adequate
answers or any solution to the problem. Is the poor education from the school system,
the specific instructor, or maybe the student’s refusal to learn? By labeling something
as harmful, it does not signify an agent of where the harm comes from. It only states
that harms exist. Luna goes on to argue that its implications create false ideas about
protection.®® It again gives no clear solution or means of protection.

Vulnerability usually relates to the possibility of being harmed. But what does
the possibility of being harmed mean? Doris Schroeder and Eugenijus Gefenas argue
that harm is part of being human.®* Everyone is subject to harm at some point in their
life no matter their circumstances. The potential for harm is not enough of a definition
to label or create vulnerability. “Vulnerability concerns integrity as a basic principle
for respect for and protection of human and non-human life.”®? According to Peter
Kemp and Jacob Dahl Rendtorff, there are four important basic ethical principles —
autonomy, dignity, integrity, and vulnerability.%® Vulnerability, being last, incorporates

the previous three well. In order to understand vulnerability one must acknowledge an
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individual’s autonomy, and the dignity and integrity of that person to create respect for
the vulnerable.%* Integrity provides respect not just for the individual as a person, but
also as a human being with a life and a story.

By using the element of harm in the definition of vulnerability, one does bring
in the external elements of vulnerability to the surface.®® This external element of
vulnerability can be reduced to danger. Vulnerable populations are in a state of current
or possible danger. This element explains again a broad definition, but gives more
dimension to the idea of harm. This eternal element also gives small direction as to
where the corresponding action should be. If there is danger, one must address where
the source of the danger is to be found. For example Schroeder and Gefenas use the
disease of malaria. The external harm or danger is from the mosquitoes. The action to
remove the external harm or danger would be to eradicate the mosquitoes.®® This
cannot be the only element of vulnerability. Schroeder and Gefenas go on to explain
the intrinsic element which is the inability to protect one’s own interest.

For fertility preservation, the concern for harm is one that includes the risks of
the procedure to preserve fertility. Patients who choose to undergo fertility
preservation, choose to do so knowing there is a risk to hyperstimulation of ovaries or
accessing sperm. In some cases, the risk of harm is extremely low, but that is not
always true. Patients are to decide what level of risk they are willing to face, but
healthcare professionals also have a responsibility to ensure that no unreasonable level

of harm comes to the patient.
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b. Inability to protect interests

Vulnerability also must include the idea that there is the inability to protect
one’s own interest.” This means that there is the inability to recognize or exercise
specific steps to keeps one either safe or free from harm or danger. This inability is
summarized as a lack of power of control. It can take many forms. In terms of
economics, this could mean that an individual lacks the money to provide for
themselves even at a day to day level. This could be education, where an individual
does not have the means to either seek out a good education or the education provided
to them is lacking. This could be in terms of intelligence and how to address the
inability to reason or think logically. Protecting one’s own interest is a basic
assumption that is taken for advantage of by the individual. The problem here is that
those who can protect their own interest often fail to understand what it is like to not be
able to protect one’s own interest.

The Council for International Organization for Medical Science defines
vulnerability as, “ the incapacity to protect one’s own interests owing such impediments
as lack of capability to give informed consent, lack of alternative means of obtaining
medical care...”® This is usually in the context of international research. However, it
is important to include this aspect of vulnerability in the basic understanding as well.

Protecting one’s own interest is a matter of the internal component of
vulnerability.®® It is the aspect that indicates the level of control the individual or
group has when or if they are labeled vulnerable. The example of malaria can be taken
further in this definition. As explained previously, a population can be vulnerable to

mosquitoes giving them malaria. That harm or external vulnerability is the need to
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eradicate the mosquitoes. The internal component here is that the individuals are
vulnerable to malaria because they are unable to protect themselves from the
mosquitoes.”® The population cannot protect their own health in this case. By
acknowledging the vulnerability, one can help this population. The solution would be
to provide nets. By providing the nets for those who cannot protect themselves, one
can help the vulnerable, but the vulnerable have to choose to use the nets.

By using both the external and the internal components of vulnerability one can
see the importance of this principle. For example, children are vulnerable to chicken
pox. As first glance this is too broad of a statement. Are all children vulnerable to
chicken pox at all times? The answer is obviously no because chicken pox is not
constantly surrounding the child. From the external component, chicken pox does
cause harm to an individual. They cause itching, burning, and result in red bumps all
over the skin. Unless there is the internal component, one could argue that using the
term vulnerable is a misuse of the word. All children have the potential of catching
chicken pox sometime during their lifetime. These children become vulnerable once
they are exposed to the virus. Either they are near another individual with chicken pox
or shingles. The child here is unable to protect one’s own interest because chicken pox
is an air born disease. The most contagious time for someone with chicken pox if up to
two weeks before the red spots appear. In order to protect children from the
vulnerability, two things can happen. First from an external perspective, remove the
carrier of chicken pox. If someone knows they have chicken pox or have been exposed
to chicken pox, they should not go out into public. Second from an internal

perspective, the child could be vaccinated with the chicken pox vaccine to curb the
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disease and give the child immunity. This then reduces the vulnerability of the child
from chicken pox.

For fertility preservation, cost and access to fertility preservation can be a major
issue that leaves a patient unable to protect one’s own interest. They may not be able to
pay for the cost or drive to a specialist to perform the procedure. Healthcare should try
to intervene when it can. In some cases, the cost can be reduced by scholarship or
grants. As time and skills become more streamline, costs may decrease. If companies
followed the example set by Facebook and Apple to provide coverage for infertility
treatments that would also go a long way to protect the vulnerable.

C. Exploitation

Exploitation is another element to vulnerability. English Oxford Dictionary
defines exploitation as “the fact of making use of a situation to gain unfair advantage
for oneself.””* Exploitation is using someone in a situation that is less than ideal. The
phrase “unfair advantage” adds another dimension to this definition. Most would agree
that taking advantage of someone is not socially acceptable; however, there is a certain
small scale at which taking advantage of someone is tolerated (though this may be not
morally right). Adding the piece of unfair changes things. It brings in the question of
this advantage being morally wrong and it also treats the individual or group as a means
to an end rather than the end itself.

Exploitation is wrong from a moral standpoint.”> Labeling an action wrong
does not mean that it is exploitation.”® Exploitation adds intent to the mix, although this
is not necessarily a requirement. Intent to harm or take advantage of someone is not

acceptable. The problem is that those who are vulnerable may not be able to identify
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the harm or escape the harm. The exploitation does not take into consideration the
individuals or groups that are being exploited. Rather it is the utilization of people,
circumstances and opportunities in order to gain something else.’

Exploitation sees the individual or groups as a means to an end. It does not look
at the impact on the individuals or groups. The action focuses on the benefit of the
agent and has no regard for the interests of the individual or group.” The individual or
group cannot be seen as a means; the must be treated as the end. In circumstances, it is
easy to see exploitation when it has obvious negative effects on the individual or group.
However, exploitation gets difficult to identify when it fails to have obvious negative
impact. Those who are deemed vulnerable must have some type of exploitation in their
path. The question here is do we deem someone vulnerable because of the future
possibility of exploitation or because exploitation has taken place.

Two examples for the possibility of the exploitation for the obese population are
seen in consumerism. First, fast food restaurants, companies the process with
hydrogenated oils, and grocery stores that sell unhealthy food as a cheap rate are all
using the obese population as a means to an end. These examples knowingly put out
products that are unhealthy because they know that people will purchase them. They
produce food that people will consume. They do not always take into consideration
that what is in their product is making people unhealthy and contributing to obesity.
Consumers, especially in a poor economy, buy what is cheap and available to them.
Fast food restaurants have menus with items for a dollar. Companies process food with
cheap and unhealthy ingredients to save their budget to make a bigger profit. Grocery

stores carry what sells, not what is necessarily the healthiest. Second, diet companies,
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fitness facilities, and at home gym products all target groups such as those trying to lose
weight, those trying to maintain weight or those trying to curb obesity. While being a
healthy weight is important and trying to curb obesity is very commendable, the
companies do not look at each individual as their end result. They are in the business to
make a profit. The advertisements for the companies make grand promises and display
unrealistic success stories. They know that such extreme examples are not normal and
acknowledge this in the fine print that results are not typical. Obese individuals that are
trying to lose weight want to be the success stories that are not typical. They see a
product promise more than they can deliver and are willing to pay to get healthy. So
what is to be done?

For fertility preservation, there is a risk of patients being exploited. They may
be desperate to have a child and desperate to do fertility preservation. There may be
too many barriers that are preventing the patient from accessing it though. Companies
like EggBanxx, Eggsurance, and Fertilitypreservation.org are seeking to provide a
service, but they are at risk for their conflict of interest to possibly exploit those who
are seeking fertility preservation. They see the patient as a consumer first, then as a
patient. The lack of access to fertility preservation, can create a desperate situation
where a patient may be willing to compromise safety or efficacy in order to access
fertility preservation.

d. Susceptibility

A criticism that often goes with the vulnerability discussion is susceptibility.

Vulnerability and susceptibility are two distinct claims that are often either intertwined

to mistaken for each other. It is important understand these both separately and
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together. Michael Kottow has written extensively on the difference between
vulnerability and susceptibility. “By insisting on the distinction between vulnerability
and susceptibility, an ethical claim is brought forth that will require on one hand justice
and respect for universal human rights in order to protect the vulnerability, and on the
other institution of specific social actions to take care of the susceptible.”’®

Kottow argues that vulnerability is a human condition.”” All are vulnerable.
This description of vulnerability creates an equality among all human beings. It is not
just that certain individuals or certain groups experience something, but rather all
human beings experience the need to be protected.”® There is always a condition or
circumstance that makes us fall into a category or group. At some point everyone will
need protection or help. Vulnerability “is an essential attribute of mankind to be
acknowledged.”” It describes an attribute that makes everyone equal as a human
being. Vulnerability is not a situation to be protected from or gotten rid of, but rather a
way to create a universal condition and universal protection to everyone. In order to
increase the argument of vulnerability, one must also include other ethical principles to
gain respect and protection. It brings the idea of universal justice as well as dignity,
worth and autonomy.® There is not eliminating vulnerability. Political justice seeks to
create a sense of equal protect, but by no means erases the human condition of
vulnerability. The human condition is vulnerable because of the need to respect human
life and the need to protect all humans from harm.

Susceptibility on the other hand is a “condition of being biologically weak or
disease which an increased predisposition toward additional harm.”®! This does above

and beyond the vulnerability of the human condition. Susceptibility is instead what has
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been previously described as the possibility of harm and inability to protect one’s own
interest. Here susceptibility is “a determined state of destitution and therefore can only
be reduced or neutralized by measures that are a) specifically designed against the
destitution in question and b) actively applied.”®? Unlike vulnerability, susceptibility is
the indication that suffering is taking place.®® This requires an awareness of that harm
or suffering. Susceptibility is action driven.

This contrasting notions of vulnerability and susceptibility are not as different as
Kottow argues. Vulnerability, though as Kottow argues, is a human condition and
susceptibility, is a condition predisposed to additional harm, and neither is exclusive of
each other. Susceptibility is instead of more specific aspect of vulnerability.
Susceptibility also implies a potential for additional harm. Being vulnerable, though
universal, is specific to the individual. Not all individuals are vulnerable to the same
universal injustice. Susceptibility is also broader because circumstances and situations
can become too congested with specifics and details and loses focus of the condition
that causes harm. While it is important to acknowledge the difference in the overall
definition of vulnerability and susceptibility, they are more alike at the practical level.

In fertility preservation, patients may be susceptible to make a rushed decision
in order to seek out treatment for their disease in a quick and timely manner Healthcare
professionals need to work hard to ensure that a patient is able to fully understand,
capable to appreciate the situation, and voluntarily consenting.

B. Management of Communication
Management of communication goes back to the importance of truth-telling.

Being honest with patients can establish a relationship between those who are
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communicating. There is a strong connection between truth-telling and hope,848°86.87.88
When someone hopes is a specific goal or outcome, patients need to be informed of the
realistic and possible nature of that outcome. Patients need to believe in the words that
the healthcare professional is telling them so they can either change what they are
hoping for or continue to hope in the outcome. Truth-telling provides a stable and
effective foundation for the healthcare professional and patient relationship. It means
using layman’s terms and not scientific jargon that can overwhelm the patient. This can
be tiresome for the healthcare professional who is taught to speak with correct medical
terminology in order to engage with other healthcare professionals. The American
Society for Clinical Oncology (like many other groups) created fertility preservation
brochures to help communicate better with patients,3 while this may be helpful as a
jumping off point, healthcare professionals should never rely on a brochure to provide
all the necessary information or as a tool to allow follow up questions. Brochures are
someone else’s thoughts as to what information is relevant and necessary to make a
decision. However, brochures are designed to be general and broad. Healthcare
professionals need to be more specific in order to address the personal narrative of the
patient that is sitting in the office. Patients need to be treated as a partner in the
decision making process. After all, they are the primary decision maker and it is the
patient's name (or their parents' name) that goes on the informed consent document.
Clear, well-managed communication takes the routine information from a brochure or
website and brings it into the practical, real life application of fertility preservation to a
specific patient and applies their specific values and goals.® It fosters hope in the

future of having children as a realistic and possible outcome.
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1. Truth and Communication

Communication is closely tied to truth, honesty, and integrity. By being truthful,
communication can be accomplished between two individuals. Patients are assumed to
have autonomy. They have the right to determine their care and to request or refuse
treatment. Because there is an increased number of options available, patients need to be
informed about all of these options in order for the patient to make an educated
decision.®! In some cases, a healthcare professional may believe that it is appropriate to
leave out an option or withhold information. However, by doing this the healthcare
professional risks damaging.®? In cases where patients find out that the healthcare
professional lied, there is a risk for constant distrust of the healthcare professional by the
patient. They may continue to second guess every piece of information shared with them.
It could go as far as not following directions for treatment, which can affect the efficacy
and well-being of the patient.”® There is the question though as to what extent a patient
should be informed. There may be times when not informing the patient is to their
benefit because if keeps their worry at bay or prevent nervousness before a procedure. In
the majority of cases, the reason to withhold information is related to a terminal
diagnosis.** Patients may not be accepting of hearing a terminal diagnosis and some
argue that in those cases it is okay to omit information. However, in the case of fertility
preservation. The information regarding fertility preservation is not about a terminal
diagnosis. The diagnosis of cancer may be terminal (but rarely is a terminal diagnosis of
cancer encouraged to undergo fertility preservation) and therefore it may be acceptable to
withhold information. But fertility preservation is not terminal. In fact, it may be seen as

the opposite of it. Fertility preservation is about the opportunity to cryopreserve material
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in order to attempt to have a child in the future. There is no justification for withholding
fertility preservation options, considering that none of them are terminal in any way.
2. Save My Fertility®

Save My Fertility® is an online education toolkit created for aid patients and
healthcare professionals in communicating about fertility preservation. It is a resource for
healthcare professionals as they seek to communicate effectively with patients and their
families. The goals, determined by The Hormone Foundation® and the Oncofertility
Consortium®; is to increase the awareness of fertility preservation for cancer patients to
the public and healthcare professionals, and to educate about cancer treatments and its
effect on fertility.®> They created tools in order to prepare the healthcare professional to
speak with authority and expertise. SaveMyFertility.org provides provider pocket guides
as a handy resource. This resources can guide the healthcare professional as they
communicate with the patient either before or during the discussion. There are three
guides: Fertility Preservation for Children Diagnosed with Cancer,* Fertility
Preservation for Men Diagnosed with Cancer,®” and Fertility Preservation for Women
Diagnosed with Cancer.*® Fertility Preservation for Children Diagnosed with Cancer
provides information about fertility preservation options and risks that include
discussions the issues of consent by the parents and assent by the minor patient. Fertility
Preservation for Men Diagnosed with Cancer and Fertility Preservation for Women
Diagnosed with Cancer contain similar information, but geared towards the appropriate
gender. All of the pocket guides provides resources for additional information and
questions. Also available as an app for smart devices, the pocket guides provide prompts

on how to start a discussion. It provides decision trees to work through as a group in
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order to see if fertility preservation and what options are best for you. There is a table
that contains a list of the possible cancer treatments and whether they are considered high
risk, intermediate risk, low risk, no risk, or unknown risk for infertility. There are also
facts sheets available the go through the definitions of all the terms in fertility
preservation, and poses questions and answers that patients (or parents need to
Consider).99,100,101,102
3. Communication and Hope

There are also be issues of culture and language barriers that affect the ability to
communicate.'®® Healthcare facilities and university have resources available to address
those needs when they may arise. Again this cannot be enough of a reason to avoid
communication but rather a reasons to strive for it. Hope can be understood across
languages and cultures. Patients in any culture can understand the desire to have children
at a future date. Healthcare professionals need to work harder to ensure the information
and experts opinions are being effectively communicated and encourage patients to be
bold to ask questions. When information is appropriately disclosed, it can increase the
hopefulness in the patient.!®* In order to communicate effectively to continuing fostering
hope there needs to some practical steps to ensure good communication. Making sure
that there is privacy, well managed time, and lack of interruptions for either party as well
as the willingness to allow the patient to include family or friends to the meeting.%®
Healthcare professionals should strive to speak at the literacy and comprehension level of
the patient. This can include having them repeat information and confirm

understanding.1%
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As patients are striving to take in all the information provided, it can be a
daunting task. There is a reasons that medical school take four years, plus residency, and
psychologists often earn a PhD, and social workers put in hours towards clinical
experience. It would be impossible for a patient to learn all the material that the
healthcare professional has learned over the lifetime of his or her education and work.%
Healthcare professionals should also do their due diligence to listen well. A healthcare
professional’s job is not to just speak, but to listen to the patient. Patients may be hesitant
to voice questions or concerns, but good communication, encourages a patient to speak
up.

C. Ethics Consultation Meetings

Fertility preservation programs need to consider bringing in outside consultation
to better manage the hope that is created in the discussions of fertility preservation. Some
programs bring in social worker or a psychologist. The recommendation here is to bring
in a clinical ethicist. The clinical ethicist can work with both the healthcare professional
and the patient to establish values and determine quality of life. This determination can
then inform the goals for treatment and fertility preservation that the patients feels best
fits their needs, goals, and quality of life. This can lead to a discussion concern decision
making and making sure the patient is participating in the informed consent process.
Healthcare professionals can sometimes be rushed in the process and it is important to
ensure understanding. Patients can be overwhelmed with diagnosis and prognosis of a
disease (like cancer) and may not be equipped to advocate on their own behalf in the
initial fertility preservation discussions. Bringing in an ethics consultation may provide

an objective, non-threatening voice where a patient can be heard and respected.’® An
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ethics consultation can help to eliminate conflict of interest concerns with researchers or
physicians, and allow the patient to identify values and goal, not just for the disease, but
also beyond into survivorship.

In the case of uterine transplantations (discussed back in Chapter Two), a clinical
ethicist was included on both the Swedish team'® and the Cleveland Clinic team.*° The
interdisciplinary team saw the need to bring in an ethicist to help address moral and
ethical issues. Ethics consultations can be used to address both clinical and
organizational ethical issues that may arise in the development of protocols or to help
patients in their own personal narratives.

In moving forward, it is worth reviewing both the CASES and ISSUES model as
modeled by the Veteran Administration National Center for Health Care Ethics. For
many providing the recommendation of bringing in an ethics consult is meaningless.
They do not necessarily know what that is or how it functions. The VA lays out an easy
to follow model for both clinical ethics (CASE) and organization ethics (ISSUES) both of
which may be necessary in order to address ethical issues in fertility preservation. The
goal in all of this is to foster the hope that has been established in its connection to
fertility preservation. These provide step by step instructions that can be easily taught to
whomever is going to conduct an ethics consultation.

1. CASES: Clinical Ethics

CASES is a model by which one can conduct clinical ethics consultations. A lot

of what goes on in the CASES model is reading and thinking. The actual write up is a

final thorough summarization and recommendation, not a detailed report of every single
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piece of information and thought. The CASES model provides a tangible process to
move forward with for ethics consultations for clinical cases.

Clarify the Consultation Request. This step is to determine the type of consult

request and gain basic information regarding the request- including expectations and
ethical questions. It is important to establish why the request was called, and if it is
appropriate for ethics to be involved. It is also important to identify if this is a current
active case or not.1!

Assemble the Relevant Information. Step two is all about gaining the important

and necessary information. This includes relevant medical facts, patient values, and
anything else that is important to the consult. It may also include talking with others who
have expertise that can help in the consult - including healthcare professionals, the patient
or the family. Once the information is collected it is important to identify what is
relevant and to summarize the information.!2

Synthesize the Information. Step three is all about determining what to do with

the information. It is important to recognize what kind of consult is necessary - meaning
individual, team or full committee. This step also goes into the ethical analysis of the
situation and as well as identifying the appropriate decision maker.!3

Explain the Synthesis. Step four is all about communication and documentation.

This means talking with the person who requested the consult and possibly patient as
well. It covers discussion of the recommendations and documenting everything in the
114

records. It also provides additional resources if necessary.

Support the Consultation Process. Step five is a reflective look at the

consultation. It allows feedback for the consult, and follow up with the participants. It
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may also go further to adjust the consultation process if there is a problem or concern.
Additionally, there may be a need to address a system issues that resulted in the consult
in the first place.'*®

In fertility preservation clinical ethical issue that may arise are the determination
of capacity for a mature minor, issues of analyzing for benefits, risks, and harm, undue
influence from a partner, parents, or family, parents conflict of interest in consent on
behalf of their child, or issues of access regarding access or resource allocation.
2. ISSUES: Organizational Ethics

In order to best use ISSUES, it is important to identify a gap between the current
practices and the best practices.!'® While each step has a set description and goal, the
pieces often overlap and are a continuation of the previous step to a certain extent. One
step follows the next because the flow of the ISSUES in this specific order is well
thought out. This is a way to analyze the organizational ethics at the hospital. Often this
is the results of knowledge gained in step five of CASES.

Identify an Issue. This step seeks to as it clearly states, identify ethics issues.

According to the VA, this step clearly must be a proactive step. It cannot expect issues to
suddenly arise and need tending. It requires an ethicist to review the current systems and
processes, review previous ethics cases, review outside literature, and compare other
systems and processes. It takes work to identify an issues, characterize each one and
create a priority of what issue to tackle first.!t’

Study the Issue. When studying the issues, this mean an in depth review of the

current practice within the facility and an in depth review of the best practice for that

facility. The final piece to this step is creating and perfecting the goals for improvement
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to bridge the gap between the current practice and the best practice. The VA even
suggests creating a flow chart or diagram to better understand the process or system that
is being studied.!*®

Select a Strategy. When selecting a strategy, it is important to have completed a

thorough research and study of the issues. By studying the issue, one is able to identify
the major causes of the quality gap in that issues. The strategy must then reflect the way
to bet address the gap and seek a solution to narrow it. It may be important to try more
than one strategy because the major causes may be extremely diverse and require
individual attention. An important piece is to think creatively and allow questions and
adjustments to be made as strategies are developed.'*®

Undertake a Plan. Undertaking a plan involves knowing how to carry it out,

knowing how to evaluate it, and then actually executing it. It is important to know who
does what and when. Everyone must be in the know, in order to work effectively.
Knowing how to evaluate the strategy is important not only after the strategy is complete,
but also during the strategy as well. It allows time for review and gives the opportunity
to address unforeseen weaknesses as well as address known problems that were a
possibility. It keeps the strategy from being a waste of time and resources.'?

Evaluate and Adjust. This is the actual evaluation and adjustment of the strategy

as the plan is being undertaken. So while the previous step made a plant to evaluate and
adjust, this step does that part of the plan. It ensures that goals are being met, participants
are doing their jobs and being informed of the strategy changes, and ultimately is

narrowing the gap between the current practice and the best practice. Once the entire
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plan is complete, it is also important to do a complete and thorough evaluation of the

strategy as a whole.1?

Sustain and Spread. This step seeks to ensure that the best practice is maintained.

The use of the new strategy should leave the practice with a permanent improvement. It
always requires additional monitoring to make sure that is continues to be the best
practice. It may also be important to additionally spread the strategy to others whether it
is within the same facility or other systems entirely.1?2

Organizational issues may include conflict of commitment for a healthcare
professional between the patient and employer, financial conflict of interest if the
healthcare professional owes stock in a cryopreservation bank that she or he refers
patients to, or repeat offenses of withholding information in order to speed up the family
meeting.

Both of these models have their flaws, but by attempting to do each step, it can
help to better understand and address the ethical issue. Patients may not fully
comprehend the presence of ethics at a meeting, but the ethicist needs to explain that the
goal is to address whatever issue is at hand, while simultaneously fostering hope for the
patient.

V. Conclusion

By examining the current approaches, programs, and advocacy groups, one can
better understand the complexities of fostering hope in fertility preservation. The
connection between hope and fertility preservation is present whether one acknowledges

it or not and therefore healthcare has to manage it better. In order to protect patients,
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ethics can play a much larger role in communication with patients regarding fertility
preservation.

Groups like oncofertility programs, registries, consortiums, for-profit companies,
advocacy groups, and professional organizations are all seeking to provide patients and
healthcare professionals with the necessary information and resources to aid in decision
making regarding fertility preservation in the cases of disease, especially cancer. The
problem with some of these groups, is the lack of accurate information, misleading in
methods of fertility preservation, or focusing on long term instead of helping the current
patient. Still these groups provide information that patients and healthcare professionals
may not get anywhere else. However, providing good information does not justify
unethical behavior.

Oncofertility programs are to provide fertility preservation information for
patients and healthcare professionals who are trying to understand and make decisions
regarding fertility preservation. They provide information directly from the healthcare
professionals and testimonials from patients who have experienced to better connect and
explain fertility preservation. The problems is that the focus is solely on cancer patients
so patients with other disease may struggle to find information and resources to preserve
fertility. It does not provide any support after the cancer. The decision to attempt to get
pregnant is just as difficult as the first decision. There needs to be resources on how to
approach the second decision as well.

Registries are a way to collect data about cancer patients. It can track a patient for
many demographic information before, during, and after treatment looking for trends and

new information. Registries are meant to be long-term studies that consider factors over
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long periods of time. The problem is issues of privacy, notification and ownership.
There are some who believe that the ownership of the data belongs to the organizations,
but the organization may have a responsibility to notify patients if negative or dangerous
information is discovered.

Oncofertility Consortium® allows healthcare professionals to exchange
information and collaborate on new information. It provides cutting edge research for
science, ethics, law, psychology, oncology, and other arenas while keeping the patient’s
personal narrative at the forefront of the case. This is one of the best resource
opportunities for healthcare professionals. However, that does not mean healthcare
professionals will use it or spend time improving their knowledge and skills.

For-profit companies are providing a service for those considering fertility
preservation. Many companies offer exclusive parties or international consultations for
patients at their convenience. There is an ongoing issue of conflict of interest by the
owners who are usually physicians. They are making money off of people who are in a
very vulnerable state and this could be considered exploitation.

Advocacy groups like the American Cancer Society and Fertile Action help
patients as they deal with cancer and the specific needs that arrive thereafter. Patients
tend to use these types of sites as a resource most often. Healthcare professionals need to
be well educated so they can address any proposed treatments from the patient. It may
mean that the healthcare professionals have to do research and get back to patient.

Professional Organizations provide insight into the healthcare information for
healthcare professionals. American Society for Reproductive Medicine and American

Society for Clinical Oncology both seek to better education and provide resources for
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healthcare professionals that are members. These organizations can create guidelines and
publish official statements on current issues of the moment. These organizations are the
standard for healthcare professionals to get their information from.

In all of these cases, the vulnerability of the patient is important to consider and
watch. If a patient is vulnerable there needs to be extra consideration regarding harm and
a risk of exploitation. Groups like the for-profit businesses may not be seeking out
vulnerable patients, but the need to be careful that their conflict of interest does not cause
undue influence over the patient.

Managing good communication means that healthcare professionals need to do
their homework, find good resources to encourage communication, and work to establish
and maintain trust. Once trust is broken, there is very little than can be done to repair it.

Ethics consultations can be brought in to help address the ethical issues that may
arise in the process of decision making for fertility preservation. The VA’s methods of
CASES and ISSUES provide structure and follow through to ensure that ethical issues

are identified, addressed and reviewed to prevent recurrence.
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Chapter Seven: Conclusion
. Introduction

Fertility preservation places hope in a future outcome for patients that are realistic
and possible. We must work hard to foster that hope. This can be done by having open
and honest communication, working hard to identify ethical issues, and seeking to protect
those who may be vulnerable. While patients do not want to be at risk of infertility,
sometimes it is impossible to avoid when patients are diagnosed with cancer and of other
diseases life lupus or rheumatoid arthritis. Infertility is unpredictable and varies person to
person. The advancements in healthcare including innovative treatments, allows patients
to not just survive disease for a short time, but to live long, healthy lives as other healthy
people do. Survivorship is put in place to help guide the patients into adjusting with their
new normal and moving forward in life. In order to seek a better outcome, aggressive
treatments are done, but they also bring side effects including the risk for infertility
among other concerns. Fertility preservation is the precaution, but it does not guarantee a
patient will not be infertility not will it guarantee them a healthy child. Itis a
preventative procedure that may not be necessary in the future, but it is better to have it
and not need it than to need it and not have it.

By having access to aggressive treatments, hope is fostered not only to beat
serious diseases like cancer; but also the potential for a future pregnancy through the
cryopreservation of gametes and tissues. Options such as sperm and embryo
cryopreservation have been around for a while, and methods like oocyte cryopreservation
is only newly standard of care. By providing these possible cryopreservation options,

hope is fostered beyond fertility preservation and into healthcare in general. Patients will
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be more likely to return to their physician and seek any treatment that is needed in the
future. When patients experience successful treatments, patients may have a greater
expectation for healthcare to work wonders in the future. Healthcare professional need to
do a successful job of keeping patients maintaining realistic and possible hope. Itis
important that patients are not looking for a medical miracle in the far off distant future,
but understand the current state of medicine and research. Projecting wants and desires
that are not based in reality can be damaging not only to the patient, but also to the
healthcare professional. Patients need to maintain a realistic and authentic view of their
current circumstances; otherwise, they are bordering on a false hope that could lead to
disappointment and despair.

In trying to maintain this realistic view, the considerations for fertility
preservation are numerous. Clinical ethicists should be present to ensure patients' rights
are being respected, and to critically examine the hope that patients have towards fertility
preservation prior to any procedures. By understanding the basic science of fertility
preservation, examining the basic definition of hope, considering all the different factors
that fertility preservation brings about including a short discussion on research and its
impact on healthcare, one can see how hope and fertility preservation are connected. By
discussing the ethical concepts of autonomy, beneficence, nonmaleficence, truth-telling,
informed consent, and decision making, it better demonstrated the connection between
hope and fertility preservation. It demonstrated that by addressing the ethical
considerations prior to any procedures, authentic hope can be fostered in fertility

preservation.
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1. Chapter Summaries

A critical look at fertility preservation helped to better understand fertility
preservation and its connection to hope. The history and science of reproductive
technology leading to fertility preservation was discussed, specifically how ethics has
sought to address the many difficult changes in medicine. The concept of hope
specifically pulled from philosophy and theology, but also was discussed specifically in
relation to healthcare and research and as such can was discussed with fertility
preservation. The ethical role of hope was examined in its relation to fertility
preservation, in order to discuss why hope is different in this context as opposed to other
areas of healthcare. The ethical analysis of the reliance on hope in fertility preservation
was discussed about specific ethical concepts that were considered in relation to hope and
developed a critical ethical analysis of the advantages and disadvantages of the reliance
on hope in fertility preservation. Finally, by considering the current practice of hope
there was a better understanding that more need to be done on the basis of additional
ethical analysis.

Chapter Two focused on fertility preservation. The history and science of fertility
preservation was analyzed, specifically the historical advancements of science and its
contribution to medicine. By understanding the various methods of reproductive
technology, one is able to better understand and see the growth in healthcare.

Whether preventing pregnancy or combating infertility, reproductive technology has
progressed quickly. Medical research has proven that it continues to find innovative
ways to push the expectations and the applications of technologies. Even though the

technology has progressed, law and ethics often is playing catch up.
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123 Bijoethics has struggled to address the complications that come with the
advancement of science in a timely manner.*>® The expansion of innovative
cryopreservation has widen the ethical discussion to include new research protocols some
of which are so new there have only been a handful of live births attributed to that
method.” While fertility preservation is recommended for those who are at risk for
infertility, either due to delaying pregnancy/ parenthood®® or side effects of medical
treatments like chemotherapy, there is no fool proof way to predict the risks of infertility.
1011121314156 Fertility preservation for delaying parenthood does not guarantee a
successful attempt at pregnancy any more than infertility due to a diagnosis. Differences
in demographics like gender, age, and socioeconomics of the patient population limits the
methods that patients have access to before the first conversation with a healthcare
professional. It puts patients at an unfair disadvantage that may never be equaled out.
The bioethical issues of decision making, procreative liberty, invasiveness of procedures
including risk, affordability of cryopreservation, and even disparities for referral patterns
in addition to other bioethical issues of moral status of embryos, viability, value of life,
federal funding, and cost and insurance coverage are all affected by issues of access. The
healthcare professional needs to be approach all reproductive technology with the
purpose of establishing trust to discuss what best fits the specific patient. 17:18.19.20
Understanding the standard of care and experimental options are just as important as
understanding the possible demographic issues that a patient may be facing as they move
forward with their highly personal decision.

Chapter Three sought to analyze the concept of hope specifically pulling from

philosophy and theology both describing the nature and characteristics.?* In addition, it
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detailed the specifics of hope in relation to healthcare and research. > Philosophers
Bloch, Marcel, and Kant and theologians Aquinas, Moltmann, and Lynch did not agree
on a singular definition of hope. But recognizing trends and commonality in their
individual description can lead to creating a working definition. It is important to
consider the effect of the personal narrative (biographical understanding) in any decision
making and how that differs from the abstract concept of hope. Context is vital to being
able to flesh out the concept of hope in a way that is useful and practical. By finding key
descriptions from the existential discussion, such as realistic possibility and the future,
one can better dictate how hope is used within a personal narrative like fertility
preservation. One of the biggest concerns regarding hope is ensuring authenticity and
preventing false hope.?®  As discussed false hope is really an inappropriate term to
describe hopelessness, disappointment, and despair, but yet the term false hope continues
to persist. Authentic hope has been connected to trustworthiness and honesty.?* False
hope sets up an individual for disappointment so hope must be based in reality. > Within
healthcare, hope is part of the patient-healthcare professional relationship and can
demonstrate respect for autonomy and the prevention of exploitation of the
vulnerable.?®,2” Without understanding how the individual is using the word hope, it is
difficult to manage and to foster such a concept. The conclusion of the discussion on
hope led to the working definition that hope is the belief in a future that has a realistic and
possible outcome.

Chapter Four examined the ethical role of hope in its relation to fertility
preservation. It discussed why hope was different in this context as opposed to other

areas of healthcare. Though discussed in the abstract to start, both hope and fertility
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preservation are part of a personal narrative for patients. By creating a personal
narration, one better understand the impact that hope has on fertility preservation. There
are two keys players involved when it comes to understanding the possibility of fertility
preservation: the healthcare professional and patient/families. It is important to consider
how hope is communicated in fertility preservation and what role hope plays in the
interactions between patients and healthcare professionals in the decision making
process. Healthcare professionals have to do their due diligence to ensure that they are
aware of the roles and responsibilities, they understand their expertise and the expertise
of others, and they maintain their competence for their field. For patients, they are facing
two separate decisions: the initial cryopreservation and the attempt to get pregnant in the
future.?® There is a responsibility of both the healthcare professional to thoroughly
explain the truth and the realistic expectations of fertility preservation and the patient to
maintain hope in a realistic, possible way in attempting to get pregnant. ?® There are
specific aspects to the future including genetic offspring, grandparenthood, and research
protocols that are a part of discussion for the future of patients. Since hope and fertility
preservation both involve the discussion of realistic possibility and the future, it is tough
to adequately maintain realistic hope and yet the goal is to continue to foster it.

Chapter Five presented an ethical analysis of the reliance on hope in fertility
preservation. It discussed what specific ethical concepts were considered in relation to
hope. Ethical principles such as autonomy, beneficence, nonmaleficence, and justice are
extensively discussed in ethical considerations of fertility preservation. Hope allows
patients to look to the future, and because of the principle of autonomy seek out

healthcare to attempt a successful pregnancy after fertility preservation and after given
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the all clear from their disease.®® Beneficence and nonmaleficence are not just part of the
short term decision, but also a part of the long-term future.31323% The balance of benefits,
risks, and harm are hard to analyze, but must be done so the patient can make a informed
decision. Standard of care and research protocols for fertility preservation should be
made more readily available to promote justice.3* Issues of access will continue to
plague the system until there is a new way to make the procedures cheaper and reduce the
cost for insurance. Informed consent, truth-telling and decision making directly connects
to how hope is fostered in fertility preservation. Because fertility preservation affects
many different demographics and offer different methods to each, informed consent must
include understanding, capacity, and voluntariness. Truth-telling can potentially promote
or destroy hope depending on the information given or withheld.*>% By fostering hope
in fertility preservation, patients have sense of control to direct their own care, provides
optimism which effects outcomes, and builds into the survivorship approach to disease.
Patients can exert their autonomy, and work with a trust-worthy healthcare professional
throughout the entire process.3”*® By fostering hope there is also a risk for
disadvantages. This can include inaccurate expectations and projection of the future of
science in a way that may not be truthful, and trying to manage the involvement of the
patient’s support team. By better understanding the ethical principles and concepts at
play, hope is better managed and even can be fostered.

Chapter Six provided elements for improving the current practice on the basis of
the ethical assessment developed in the previous chapter. There are several programs and
advocacy groups that address fertility preservation, but most are aimed at providing

information, not addressing the processing of decisions or the role that hope has in the
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decisions of fertility preservation. These programs and guidelines should encourage the
advantages and discourage the disadvantages in fostering hope in fertility preservation,
but there is a risk that it may negatively the patient. These groups provide expertise for
the healthcare, but must also take into consideration the expectations and hope that is
identified in the process of decision making. By identifying commonality in fertility
preservation programs, registries, consortiums, for-profit companies, professional
organizations, and advocacy group guidelines, recommendations can be made on how to
approach fertility preservation while fostering authentic hope. Seeking fertility
preservation does not necessarily make an individual vulnerable because of the future
possibility of infertility. However, there is a risk of vulnerability because the patient is in
a state that puts them at a disadvantage and encourages the need to reach out for help. By
trying to protect the vulnerable, trust, honesty, and open communication can be
established in these circumstances.®® Clear, well-managed communication takes the
routine information from a brochure or website into the practical, real life application of
fertility preservation to a specific patient and applies their specific values and goals.*°
Bringing in an ethics consultation may provide an objective, non-threatening voice where
a patient can be heard and respected while it provides an added layer to ensure
understanding. It can address any outstanding clinical or ethical issues that may results
as part of the healthcare professional- patient relationship and the decision making
process. Many oncofertility programs and guidelines focus on creating a
multidisciplinary team.*!,*? Including ethics in that team is important because someone
needs to be the expert in ethical issues that arise.. An ethics consultation can help to

eliminate conflict of interest, issues of capacity, issues of vulnerability and exploitation

283



which are concerns among healthcare professionals, and allows the patient to identify
values and goal that will follow the patient into the survivorship phase. The connection
between hope and fertility preservation is present whether one acknowledges it or not and
every action affects the hope. In order to protect patients, ethics can play a much larger
role in fostering hope in fertility preservation with patient.
I11.  Conclusion

The hope that fertility preservation fosters is based on the possibility to have
children and on the realistic future of science in addition to the authentic relationship
between the patient and healthcare professional involved. Fertility preservation covers a
wide range of demographics creating a unique personal narrative for each person.
Healthcare professionals need to refer patients to reproductive specialists in order to
provide the best medical information, which will allow for truth-telling and to manage the
hope that fertility preservation may foster. Key discussions need to take place to address
the common bioethical scenarios that a patient will face if and when they undergo fertility
preservation. Fertility preservation will continue to foster hope as long as patients are at
risk for infertility either by disease or delay in parenthood and even if current research
protocols become standard of care, new research studies will be created. By fostering
hope, patients are able to see beyond their circumstances and into the future for a realistic

positive outcome.
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