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Introduction




Foreword

It has been almost half a century since Sir Robert Edwards and
his team performed the first successful in vitro fertilization
(IVF) procedure. Successive generations of scientists and
researchers, clinicians and embryologists have made this
method widely used and brought the joy of parenthood to
people around the world. In Europe alone, nearly 1 million
treatment cycles were performed in 2017. However, despite
the tremendous progress in this field of medicine, the road to
fertility is still often winding, painful and long.

The European Fertility Society was created to support fertility
patients by making their fertility journey more friendly and care-
based. However, helping patients would not be possible without
fertility clinics’ development. That's why The European Fertility
Society supports fertility clinics through teaching and training
its health and patient care staff, setting patient care guidance,
recommendations and certification of their processes.

Fertility Patients Care Guidance is a practical tool for fertility
clinics that not only presents knowledge but also provides
practical guidelines for use in daily practice at every level of
management. The responsibility of the European Fertility
Society does not end with the publication of this document. We
regard it as a foundation of support for clinics and their medical
and non-medical staff. Based on the standards and practices

it contains, the European Fertility Society offers training and
webinars to develop and effectively implement good practice

in patient care. We do it because we want all patients’ fertility
journeys to be the best possible. We care.

L

— Jakub Dejewski
Chairman
EFS
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Introduction

Fertility patients need specific, dedicated care. Regardless

of whether or not they are infertile, all of them are pursuing
the same goal = to become parents sooner rather than later,
with the support of fertility professionals and state-of-the-art
technology to make it happen.

Unlike decades ago when only health professionals had the
opportunity to produce and disclose information to patients,
nowadays information is available everywhere. Patients are
eager to be involved in their treatment and in every decision-
making process alongside a sensitive, dedicated fertility team.

Patients compare clinics and discuss their treatment
with others. They expect more than a good outcome.
Indeed, they expect to have a positive experience
throughout their fertility journey.

The European Fertility Society therefore decided to produce
aunigue and practical patient care guide to improve the overall
treatment experience for patients and reduce stress and
treatment drop-out at the same time.

A group of experts and former fertility patients from different
continents produced and oversaw two versions of the guide -
a short version with highlights and recommendations, and an
extended version corroborated by evidence-based literature.

At the European Fertility Society we are convinced that if this
guide is correctly implemented by clinics, patient satisfaction
will substantially increase. This will bring added value to the
daily practice adopted by clinics to improve patients'lives.

— Giuliana Baccino, PhD
Coordinator of the Guidance Development Group
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Abstract

Patient-centred care is respectful of and responsive
to the preferences, needs and values of patients
and those supporting them. The widely accepted
dimensions of such care are respect, emotional
support, physical comfort, information and
communication, continuity and transition, care
coordination, involvement of family and carers,

and access to care. This chapter will describe what
patient-centred care means in the context of ART
(Assisted Reproductive Technology), how it can be
implemented and monitored, and the value of it for
patients, staff and the clinic. Central to patient-
centred care is access to transparent and evidence-
based information at all stages of treatment. This
chapter will also investigate how clinics can meet
patients’information needs.
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Introduction

In the context of assisted reproductive technology,
person-centred care is care which, regardless of
treatment outcome, leaves everyone feeling that
they were given the best chance to have a baby whilst
experiencing the best possible care.

Optimal patient-centred care should also account
for the unique challenges faced by those who

are infertile, including the impact of infertility on
relationships, the financial costs of treatment, and
the grief associated with failed cycles and decisions
to end treatment without a child.

In this chapter we will discuss the value of patient-
centred care in ART and how it can be measured and
monitored to ensure that it meets patients' needs. Not
only will be present evidence of the merits of good
patient care, but we will also show how it adds value to
staff and clinics bottom line per se. Last but not least,
we will discuss the importance of providing accessible
and evidence-based information on all aspects of ART
to patients before and during their IVF journey.
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1.1
The importance of a patient
care systemin ART

Patient-centred care is a complex and constantly
evolving concept. It is highly subjective and
measurement thereof has been fiercely debated
since its origins in the 1960s when the term ‘person-
centred’ was first used in the field of psychotherapy.
It remains a concept which lacks a universally agreed
definition as it depends on the needs and experiences
of the person receiving care, the environment in
which it is given, and the individuals charged with
its delivery. Anumber of dimensions or principles of
‘patient-centred care’ have been offered and these
are considered and applied to the unique needs

and challenges presented by patients in assisted
reproductive technology settings in this chapter.
Put simply, patient-centred care places the patient
at the very centre of the care process. However,
such an apparently simplistic concept continues

to fuel academic and practitioner debate with the
complexity of the relationship between patient and
care provider being identified as a major obstacle

in the development of a single, universally accepted
definition.

Patient-centred care is far easier to define for the
recipient. Regardless of why we are receiving care
and in whatever context, we want to be looked after,
treated with respect, supported where necessary,
and cured where possible. The definition of patient-
centred care from a provider’s perspective appears

to be more contentious, however, as its meaning

may vary from one provider to the next, and from one
environment to another(1). For instance, a doctor
undertaking a one-off face-to-face consultation with
a patient may consider patient-centred care in an
entirely different light than a nurse delivering care to
award-based patient over a significant period of time.
Despite the absence of a universally agreed

definition, there is no doubt that patient-centred

care is something that providers should strive for and
attempt to deliver in the most appropriate form for the
person in their care. It has become an internationally
recognised and accepted goal for all healthcare
providers(2).
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Principles of patient-centred care

Patient-centred care plays a central role in ensuring
that the emotional and physical needs of the fertility
patient are identified and satisfied. While the ultimate
aim of ART is to offer the patient effective and
successful treatment, the quality of fertility care is far
more than the efficacy of one treatment or another.
Patient-centred care encompasses a number of
principles which, taken together, can enhance the
patient experience as well as potentially contribute
towards treatment efficacy.

The Picker Institute, an international not-for-profit
organisation, which promotes a patient-centred
approach in the delivery of health and social care, has
developed a useful framework which identifies eight
dimensions or principles of patient-centeredness.
The dimensions illustrate the elements required for
optimal patient-centred care.

- Access to care(includes physical access, waiting
times, and transport)

- Respect for patients'values and needs (includes
the patient’s active involvement in decision-
making, where possible)

- Coordination and integration of care (includes
front line and support care)

- Information, communication and education
(includes details of clinical aspects of care such as
prognosis and treatment)

- Physical comfort (includes pain management and
help with daily needs)

- Emotional support and alleviation of fear and
anxiety (includes that related to clinical aspects)

- Partnerinvolvement (includes supporting partners
and ensuring that they are involved in the care
process)

- Continuity and transition (involves care, treatment
and support after discharge)



Patient-centeredness
in the fertility care setting

Parenthood is viewed in all societies as a rite of
passage - the moment when we leave an indelible
mark on the world by passing our genes on to the next
generation. It isa moment promoted and reinforced
by societal norms advocating that parenthood is the
pinnacle for which we all should strive. However, for
an increasing number of people this gold standard

of achievement is often difficult, and sometimes
impossible to attain.

Forthe 10% to 15% of us of reproductive age who
struggle with infertility, the inability to achieve this
‘natural’ process is often associated with feelings of
depression, anxiety, anger, frustration and isolation
which invariably negatively affect our relationships,
wellbeing and self-worth. Infertility is so much more
than the physical inability to achieve conception at
adrop of a hat. Indeed, the link between infertility and
amultitude of negative emotional and psychological
issues cannot be understated (3-5).

In the context of fertility care and treatment, person-
centred care must therefore appreciate the highly
specific physical and psychological needs of the
fertility patient. It must not narrowly treat the physical
condition without an awareness of the influence that
infertility can have on relationships, the financial
impact of treatment costs, the grief associated with
unsuccessful treatment and the utter devastation
that the decision to stop treatment without a child has
on the patient(s).

One of the most wide-ranging pieces of research into
the experiences of fertility patients was undertaken
in 2014(B). The research, which involved nearly 400
patients, highlighted a number of specific needs

and desires identified by the patients themselves
and showed an apparent gap between these and the
assumptions held by treatment providers. These
included:

- When searching for fertility care, patients valued
the physicians'attitude most of all, followed by
success rates, distance from home to the fertility
centre, physician continuity throughout the
treatment period and type of fertility centre.

- Fertility care providers, on the other hand,
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considered success rates (effectiveness)to be
the most important factor when recommending
a fertility centre.

- Fertility patients and care providers had
significantly different views on the value of
treatment effectiveness, physician attitude and
physician continuity.

- Fertility care providers in the study significantly
underestimated the importance of patient-
centeredness to fertility patients.

- Todeliver optimal care to fertility patients, care
providers need to understand the importance of
patient-centred care, such as a friendly attitude,
sympathy for the patients' plight, respect for
the patients'right to informed consent and
atransparent treatment process.

Implementing patient-centeredness
in fertility care

It is important that patient-centred care co-exists
with clinical effectivenessif it is to successfully
contribute to improving the quality of healthcare.

It must be delivered in a measurable way to ensure
that both positive and negative aspects of care are
identified. The information can then be used to modify
or improve the service provided to patients.

Patient-centred care is reliant on health care
professionals being able to distinguish between

the disease’, the ultimate labelling of the process
embodying symptoms, diagnosis and treatment,
and‘iliness’ which captures the patient ‘experience’
including their general wellbeing and lifestyle. When
healthcare practitioners understand how both
interact and affect the patient, they can implement
measures to address the disease and the patient’s
experience of iliness and patient-centred care (7).

It follows that, when healthcare staff acknowledge
and accept the patient in terms of both the disease
and illness, they can begin to encourage and support
the patient to actively participate and engage in each
stage of their healthcare, which is a key component
of patient-centred care (8). By empowering the
patient and increasing both their understanding

and confidence in the care and treatment process,
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healthcare staff can effectively contribute to the
enhancement of patient satisfaction, quality of

care given and potentially, to improvements in
treatment efficacy(9). Distinguishing between the
disease and illness, and planning a patient-centred
care strategy is not as straightforward as it might
seem. There is mounting evidence to suggest that
different patient groups respond to patient-centred
interventions in different ways on their treatment
pathway. For instance, it has been suggested that
patients are less likely to engage in decision-making
and communication with healthcare staff as their
condition becomes more severe. Patient-centred care
strategies therefore need to be flexible and tailored to
individual patients and put in practice by staff trained
in providing a level of care which supports the physical
and emotional needs of each patient.

As summarised by Jayadevappa and Chhatre, “The
patient-centred care model that integrates mutually
beneficial partnerships among healthcare providers,
patients and families has profound implications for
the planning, delivery, and evaluation of care.”(10).
This is borne out by a review of evidence considering
the link between patient experience and clinical
effectiveness which identified consistent, positive
associations between patient experience and safety
and clinical effectiveness when patient-centred care
is employed within the healthcare setting (11).
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Whilst there is no doubt that there is a strong
caorrelation between patient-centred care strategies,
patient satisfaction and clinical effectiveness, the
absence of a universally agreed definition has meant
that care providers have employed such strategies

in different ways. Nevertheless, regardless of how
itisimplemented, at its core, patient-centred care
involves multi-layers of relationships including those
between patient and physician; patient and nurse and
patient and non-nursing support staff. It is a process
that should be employed flexibly and designed to
accommodate specific environments or patient
groups. It is a process that should be devised jointly
between patient and provider, ensuring it is receptive,
realistic and effective.

Monitoring patient-centeredness

Patient feedback is essential to allow clinics to
continuously strive to improve care and ensure it
is patient-centred. Patient-reported experience
measures (PREMs) are questionnaires that assess
patients’ experiences whilst receiving care and are
indicators of quality of care(12). They can be used
to monitor the quality of care from the patient’s
perspective. Relational PREMs assess patients’
experiences of their encounters with staff during
treatment while functional PREMs gauge their
perceptions of more practical issues, such as

the quality of the clinic's facilities. PREMs can be
administered online and completed anonymously.
They help clinics to monitor the standard of care and
to take steps to improve care where needed.



1.2

Benefits of patient-centred
care for patients, staff

and clinic

When applied systematically, patient-
centred care offers significant benefits
to patients, staff and the clinic.

Benefits for patients

There is strong evidence that patient-centred care
has direct benefits on patients' wellbeing and that
continuity of care reduces treatment concerns and
improves treatment tolerability (13). While a live birth
is the goal of ART, the reality is that most cycles fail.
Multiple attempts are often needed to improve the
chance of success. However, ART is stressful and the
psychological burden of treatment is one of the most
commonly cited reasons for stopping treatment (14).
Taken overall, evidence shows that a patient-centred
approach in fertility care settings can:

- increase patient satisfaction and emotional
wellbeing

- enhance patient self-care

- improve patient understanding of and compliance
with treatment protocols; and

- increase the likelihood of patients continuing
treatment until a viable pregnancy is achieved,
which in turn leads to higher cumulative live
birth rates.

Benefits for staff

Decreasing the stress of treatment not only has

a positive impact on patients but is also likely to
improve staff wellbeing, job satisfaction, engagement
and retention. To achieve these benefits for

patients and staff, clinics need to develop a patient-
centeredness implementation plan with the following
key elements.

- Theincreasing complexity of ART requires

a highly specialised workforce. Patients expect
fertility staff to be knowledgeable, trustworthy,
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empathetic and supportive. They value good
relationships with fertility clinic staff who display
the appropriate attitude(15). All fertility clinic staff
require comprehensive training in all aspects

of ART including the medical and psychological
aspects as well as communication skills in order to
meet patients’ needs. Staff also require ongoing
training, education and support to fine tune the
skills and resources they need to deliver high
quality person-centred care.

- Staff-patient ratios need to allow staff sufficient
time to meet the information and support needs of
individual patients.

- The physical environment should be comfortable
and allow privacy for staff-patient interaction.

- TheIT system must give staff immediate access
to up-to-date information about the progress of
individual patient’s treatment so that they can
respond to any treatment-related questions.

- Regular patient experience questionnaires, robust
patient feedback and a clear complaints process
allow staff to continuously review and improve
their care.

Benefits for the clinic

In today's competitive environment, there are clear
benefits for clinics that implement patient-centred
care. Drop-out rates decrease if patients are well
supported and assisted in managing the emotional
challenges of ART. This, in turn, means that they
undergo more treatment cycles, which improves their
chances of having a baby and the clinic's bottom-
line and cumulative success rate. Patients who have
a positive care experience will recommend the clinic
to others. Conversely, patients who have a negative
care experience will advise others to avoid the clinic
in gquestion. The power of social media to endorse or
criticise clinics should not be underestimated.
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The value of a patient-friendly
physical environment

A welcoming and comfortable physical environment
enhances patients’ overall experience of care. The
clinic environment should be appropriate for everyone
who attends. While fertility clinics are all about
helping people to have babies, a significant number
of outcomes are unsuccessful. Patients who have
experienced many failed cycles may find it distressing
to see pictures of babies on display in clinics. Non-
heterosexual individuals and couples appreciate
diverse patient groups being visually represented and
included in images displayed in a clinic setting or on
clinic websites.

Patients also highlight the importance of ensuring
privacy. Patients report that it can be physically and
emotionally uncomfortable to be asked to remove
clothing only to then wait a long time for treatment

to commence, particularly if there are inadequate
measures in place to protect their privacy. Given the
sensitivities involved in treatment, privacy should also
be ensured in all conversations between patients and
clinic staff, particularly when conveying bad news.
Discussions about the outcome of egg collections
should be handled sensitively and with regard to the
privacy of patients, noting that it can be disturbing for
patients to overhear details of the outcome of other
women's egg collections.

The same applies to conversations regarding the
number or quality of embryos available for transfer.
Patients report that privacy can also be an issue when
they are called without warning at work or in other
public places where they are not able to comfortably
talk about their treatment or process news relating to
adverse outcomes.

Comfortable, private spaces should be available

for face-to-face staff-patient interactions. If staff
communicate with patients by telephone, they need
to ensure that the timing is convenient for the patient
and that they have privacy during the conversation.
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1.3
Informing patients

Sources of information accessed by
patients before seeking fertility care

Even before visiting a fertility clinic, patients have
often researched extensively about reproduction and
their inability to conceive. Given the prevalence and
ease of access to electronic media including search
engines that can access all types of information,

and in more recent years, social media such as
Facebook, LinkedIn and Twitter, people are often
overwhelmed with information. Patients report
reading posts and bulletin boards as well as joining
online support groups which are not moderated by

a health professional. These sources of information
are not always trustworthy and the information they
provide may not be accurate or scientific. On the
basis of information patients have gathered from
potentially unreliable sources, physicians report
feeling questioned and challenged by patients about
the processes and medication regimes they suggest.
To counter misinformation, it is important that clinic
websites provide comprehensive, user-friendly and
evidence-based information. Patients who visit

the website should be able to access information
about the credentials of the people who work at the
clinic, the available treatment options and what they
entail, evidence about the risks and benefits of the
treatment options offered, age-specific success
rates, cost of treatments, and what patients can do to
improve their chance of success. We will explore this
topic in greater detail in chapter 4.
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The psychological impact of infertility

The infertility journey leaves patients feeling helpless
and with no control. The figure shows the stages
couples may have already been through by the time
they present for the first visit.

Figure:
Couples scrutinise their behaviours

- Beentrying to avoid pregnancy all my sexual life
- Still belief that fertility can be controlled and is due to circumstances
- Action & bargining

- Couples scrutinize their behaviors & habits in order to do everything
to improve fertility

- Well-intentioned advice is met with irritation
- Fertility triggers start emerging

- Life has treated me unfairly
- GUILT SHAME & BLAME might start emerging

BN \cceptance - Acce!:)tance.ofinfertility .
- Seeking action to remedy this

'
|
|
|
|
[

Studies have reported that 40% of patients visiting In light of this, it is essential that the fertility specialist
a fertility clinic for the first time have clinically and the multidisciplinary team display empathy,
significant symptoms of anxiety and/or depression kindness and support throughout the treatment

(16). Once receiving treatment, even more women process. If patients are to make informed decisions,
and men experience depression and anxiety. This they also need accessible, accurate information about
speaks volumes about the psychological impact treatment options, the risks and benefits of those

of unsuccessful attempts to conceive, and how options, and their personal chance of success based
distressed people may be even before they seek on their individual circumstances.

medical treatment (17).
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What patients want to know before
starting treatment

Patients prefer a stepped approach to treatment
with the least invasive options explored first. They
want a clear roadmap of the scheduled treatment
so that they are aware of the overall plan, and what
options they have if the treatment is unsuccessful.
Patients also want detailed information about the
administration of medication, possible side-effects,
and who to contact if they have questions. Financial
stress can add to the emotional strain experienced
by patients. It is therefore imperative to give

them detailed and transparent information about
anticipated treatment costs to help them manage the
financial planning.

Patients report feeling overwhelmed with information
when they first attend clinics and appreciate
information being broken down and communicated in
different ways. Allowing enough time in consultations
and making educational materials readily available in
a wide range of formats such as brochures, illustrated
quides, diagrams, flowcharts, and audio and video
tools will help patients to absorb the complexities of
ART. Both written and verbal information is needed to
help patients manage treatment and make the best
possible decisions for themselves.

The information provided should at least include:

the available treatment options

- thelikely prospects of success, considering the
patient’s individual circumstances

- thelikelihood that multiple cycles may be needed
to achieve a pregnancy

- comprehensive information about the full cost of
treatment

- theevidence supporting any add-ons available

- possible risks associated with treatment
procedures

- point of contact for any questions during
treatment

- how to provide feedback or make a complaint; and

- howto access support.
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It is also important to give patients the opportunity
to clarify information following their consultation
without incurring additional costs, for example, if

a staff member makes a follow-up call to resolve any
guestions which may arise.

Information and support after
a treatment cycle

Patients report that the most difficult part of ART
treatment is the wait after embryo transfer to find

out whether the treatment has worked. It is vital to
ensure that patients know who to contact if they have
any questions or concerns during this time. Clinics
should also offer patients emotional support at key
stages of the treatment cycle and proactively check-
in after adverse outcomes or when ending treatment.
If the treatment is unsuccessful, patients should be
offered the opportunity to discuss the outcome and
ask any questions they may have. They should also

be informed about available counselling services and
how to access these if required. If a pregnancy has
been achieved, patients should be offered pregnancy-
related health information and a referral for pregnancy
care.

Using technology to enhance access to
information and support

New technologies can be used to complement verbal
and written information. This topic will be explored

in greater detail in chapters 4 and 5. Here is a typical
example to start the ball rolling. If clinics offer
patients the opportunity to access and communicate
with clinic staff online, this may help those who have
guestions about their treatment. In their analysis

of the exchanges that occurred in one such forum,
Aarts et al. reported that the most frequently asked
guestions related to medication, factors associated
with treatment success, and practical matters. The
most common reason for asking questions online
was that the patient had forgotten to ask these
questions during their face-to-face visit. AlImost

all patients reported that the health professional

had understood their question and had provided
complete and reassuring responses(18). Electronic
communication can also facilitate patient-provider



communication and information sharing. A survey
among fertility patients in the US showed that almost
all were comfartable communicating electronically
with the clinic and very few had privacy concerns that
prevented them from communicating electronically
with their physician (19).

Technology can also be used to enhance emotional
support. An evaluation of a cognitive behaviour
coaching programme for women and men undergoing
fertility treatment found that it significantly reduced
levels of depression in clinically distressed and
depressed patients (20). Another study of the impact
of a brief online education and support programme for
female infertility patients reported that women in the
intervention group felt significantly more informed
about the medical decisions they made and had fewer
infertility-related social concerns than women in the
control group (21).

The Covid-19 pandemic has accelerated the need for
and use of technology to provide medical information
and psychological support and to help patients
navigate treatment. Information packs and virtual
resources can be made available which allow patients
to maintain anonymity yet receive support and
relevant information from a variety of sources.

Catering for individual needs

Developments in ART mean that individuals or couples
can contemplate or undergo ART procedures for
awide range of reasons. People from the following
groups should be offered information tailored to their
specific needs and circumstances:

- donors and surrogates

- people with diverse sexualities and genders
- single women

- same-sex couples

- people from a diversity of cultural, religious, ethnic
and linguistic backgrounds

- women freezing their eggs for subsequent use
- people preserving fertility before cancer treatment

- partners and carers.
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Conclusion

In the context of assisted reproductive
technology , person-centred care is care which,
regardless of treatment outcome, leaves
everyone feeling that they were given the best
chance. Person-centred care is essential to
ensure that the emotional and physical needs
of fertility patients are identified and satisfied.
Person-centred care must be delivered in

a measurable way to ensure that both positive
and negative aspects of care are identified. The
information acquired should be used to modify
or improve the service provided to patients.
Patient-reported experience measures
(PREMs) can be used to monitor quality of

care from the patient’s perspective. They

can be administered online and completed
anonymously, and help clinics monitor the
standard of care delivered and to take steps to
improve care where needed.

There is strong evidence that patient-centred
care has direct benefits on patients’wellbeing
and that continuity of care reduces treatment
concerns and improves treatment tolerability.
Decreasing treatment-related stress not

only has a positive impact on patients but

is also likely to improve staff wellbeing, job
satisfaction, engagement and retention.
Drop-out rates decrease if patients are

well supported which means that they have
more cycles. This improves their chance of
having a baby and the clinic’s bottom-line and
cumulative success rate.

Patients want a clear roadmap of the
scheduled treatment, so that they are aware
of the overall plan, and what options they have
if the treatment is unsuccessful. Patients
also want detailed, transparent information
about anticipated costs, the likely prospects
of success considering their circumstances,
administration of medication, possible side-
effects, point of contact if they have questions,
and how to access psychological support.
Information and support should be tailored to
the specific needs of individuals or couples
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including infertile heterosexual couples,
same-sex couples, donors and surrogates,
people with diverse sexualities and genders,
single women, people from different cultural,
religious, ethnic, and linguistic backgrounds,
women freezing their eggs for subsequent
use, people preserving fertility before cancer
treatment, and partners and carers.

Recommendations

- ART clinics should implement person-
centred care and embed it in all their
systems as evidence shows that it benefits
patients, staff and the financial success of
the clinic in question.

- Clinics should assess patients’ experiences
of care on aregular basis and use the
information to monitor the standard of care
and improve care where needed.

- Clinics should ensure that patients have
access to transparent, evidence-based
information on all aspects of treatment at
every stage of the process and in a range of
formats.

- Information should be tailored to the
specific needs and circumstances of the
wide range of people who access ART.
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Introduction

In this chapter we focus on the importance of
knowledge and prevention. We will explore different
aspects such as how to inform patients correctly
about the fertility treatment they are receiving,
fertility awareness, nutrition, and the need to better
engage men in fertility discussions.

Informing patients about our recommendations at
every stage in their journey is crucial for patients and
fertility staff alike. The manner in which we inform
them will govern the support we give our patients. It
will also show them just how much we care.

Fertility awareness is also vital for patients as it
encompasses individual and non-individual risk
factors, as well as the awareness of sociocultural
needs. This chapter will then focus on information
trends, delayed childbearing, low fertility awareness
among people of reproductive age and on concerted
efforts to improve knowledge. Clinics will be given
evidence-based recommendations on how to
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support patients on initial presentation. This chapter
also summarises the importance of increased

fertility awareness for patients with specific health
conditions, such as cancer. We also explore the need
to better engage menin fertility discussions. There

is a disproportionately high focus on women since
fertility is often perceived to be a female health issue'.
In addition, we discuss the importance of training for
clinic staff as evidence has highlighted poor fertility
awareness among healthcare professionals per se.

Nutrition is an important factor in the fertility process.
It should be stressed that a healthy, balanced diet is
key to maintaining good overall health. In this section,
we provide clear recommendations for fertility clinics,
emphasising the importance of discussing dietary and
lifestyle advice with patients.
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2.1
How to deliver information on
fertility treatment

Personal beliefs and cultural practices are central to
our patients’ lives. Fertility staff also have their own
personal values that may affect their daily practice.
Some of them may be prejudiced against different
group populations or specific treatments such as
same sex couples, singles or surrogacy. Fertility staff
should recognise these situations and openly discuss
at weekly meetings how these personal beliefs can
influence their provision of care(1).

Staff involved in patient care (doctors, embryologists,
nurses, psychologists and assistants) must recognise
that each patient has a unique background such as
country of origin, language, ethnicity, personal and
religious beliefs as well as sexual orientation. This
background will also shape their decisions about

a certain treatment or medical procedure(2, 3, 4).

For example, some couples will not agree to
gynaecological examination by a male doctor.

In certain ethnic and Muslim patient groups in
particular, masturbation is prohibited or viewed

as a sexual activity to be followed by a bath. Men's
disengagement from treatment may reflect their
discomfort with sperm collection, misunderstanding
of the procedures or fear of being diagnosed as
infertile (5). In these situations, a male or female team
member should ask the man and woman about any
constraints relating to these issues in order to resolve
the situation by adopting a flexible approach and
adjusting protocols, as necessary.

Staff must also consider patients’ prior knowledge
and experience relating to infertility diagnosis, fertility
treatments and medical language. It should be noted
that some patients will be encountering fertility
issues for the first time and may be overwhelmed by
the medical and legal jargon used. Some biological
concepts may well be unfamiliar to even well-
educated individuals. For instance, not everyone will
understand what is meant by gamete donation and
genetic inheritance (6). Doctors and other healthcare
professionals must carefully establish whether the
treatments proposed have been fully understood.

122

Explanations must be provided and Informed Consent
should be discussed clearly and succinctly(7)(8).

Evidence demonstrates that effective staff-patient
relationships and communication are commensurate
with greater patient satisfaction, treatment
compliance and outcome realisation. Dissatisfaction
in terms of communication and the manner in which
information is provided may lead to patient drop-outs
or a change of clinic. Team training could be delivered
through specialist services, role-playing, couple
satisfaction surveys and discussions with couples
who have undergone fertility treatment in the past,
amongst other things(9).

Supportive doctor-patient communication

involves establishing a good relationship even with
“difficult patients”(who may be angry, demanding,
depressed or anxious). This will include collecting
relevant information, understanding the patient’s
perspective, assisting in the decision-making
process and respecting the patients’ feelings, wishes
and expectations. A key challenge for clinicians is
understanding that, in many cases, the patient is

a couple who often have different feelings, opinions
and desires to be reconciled (10).

Some studies show important aspects of the
‘information, communication and education’
dimension identified by patients. The latter expect
and want sufficient time to discuss their individual
case with the fertility clinic staff. They are looking not
only for clear guidance but also a shared decision.
They appreciate written information about treatment
options that could help them become parents. The
emotional aspects of treatment should also be
discussed along with how to cope with the burden

of ART. Patients want to receive both general and
specific information related to their diagnosis. “Too
much information kills the information” - “information
overkilll”(11). Patients in drop-out studies have
mentioned lack of empathy and negative interactions
with staff or insufficient care for the male in the
partnership as key factors in their decision to
discontinue treatment (12)(13).



Both similar and different issues are at stake when
patients travel abroad for treatment. Indeed, cross-
border similarities exist in terms of the patients’
perspective of important care issues. The same
human factors come to the fore in the different
countries. In order of importance, these are
‘relationships with staff’, ‘communication’, ‘patient
involvement and privacy’ and ‘'emotional support’(14).

However specific concerns may arise. It may be
difficult to ensure appropriate consent when there
isno common language. One option is to translate
the written information into a well-known language
and provide counselling and psychological supportin
alanguage understood by patients(15).

The legislation of the country of origin must be taken
into account in order to avoid legal problems in the
future. For certain treatments (gamete donation,
same sex couples, surrogacy, singles)legal advice
should be sought in the country of origin.

Patients undergoing infertility treatment or ART
sometimes have to be given bad news, whether in the
context of diagnosis, poor prognosis or treatment
failure. Staff members involved in this process should
develop skills on how to interact and communicate
negative results in a more sensitive and caring
manner, adopting specific protocols that meet patient
approval (16).

Patients should be explicitly informed of success
rates and of the likely need to repeat treatments.
Several studies highlight the patients’ determination
and commitment to undergo the necessary
treatments to achieve pregnancy. If treatment proves
unsuccessful, they consider giving up, due to the
emotional impact of what they deem to constitute
failure. However, there is strong evidence that
success depends on more than one complete cycle of
treatment including the transfer of frozen embryos.
Therefore, the treatment plan discussed with patients
should be based on the possibility of multiple cycles,
and doctor and patient should discuss expectations of
success based on this assumption (17).

Practice shows the importance of discussing
potential parenthood, namely the number of
children desired, the risk of twin pregnancies and
the woman's age, etc. Doctors and patients should
consider these aspects when deciding on treatment.
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The psychosacial risk of twin pregnancies should be
taken into account for single women. The success vs.
burden of less social support must be discussed with
the patient and reviewed before the final treatment
decision is made(IAD or IVF)(18).

Doctors and embryologists should provide
information on the importance of creating embryos
for subsequent use during ART treatments in order
to maximise the chances of having a child. However,
strategies should also be put forward to limit the
number of embryos to be created. Patients must
have the opportunity to discuss the creation and use
of embryos in depth, taking their personal, moral or
religious convictions into consideration. Practice
shows that many patients accept the creation of
surplus embryos without giving sufficient thought
to the future use of unused embryos. People tend to
change their minds after IVF treatment and once their
family is complete.

Decisions regarding the fate of unused embryos are
difficult and emotionally distressing. This explains
why people tend to postpone the decision for as

long as the law or clinics allow. The available options
should be discussed once the legal storage period
has elapsed. If donating the embryos to medical
research is a viable option, information on the various
types of research may facilitate the decision-making
process(19). If patients decide to donate the embryos,
counselling is strongly advised in order to explore all
the issues regarding the future welfare of donors,
recipients and children(20). Clinics should take into
account, as far as possible, patients' wishes on what
to do with surplus embryos. Provided that there is no
legal prohibition, clinics should facilitate “farewell”
rituals or compassionate transfers(21).

Fertility professionals would benefit from learning
about the physical and emotional responses to
treatments. Numerous studies have shown that one
of the main reasons why patients discontinue fertility
treatments prematurely is because of the difficulty in
dealing with the resulting emotional distress caused
by an unsuccessful treatment or poor prognaosis.
Psychological symptoms associated with infertility
are similar to those linked to other serious medical
conditions. Patients are expected to feel high levels
of stress, anxiety and depression if treatment proves
unsuccessful(22).
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In addition to information on procedures and success
rates, patients should be guided on how to deal

with the critical stages of the process - namely the
waiting time for results and the delivery of results.
They should be prepared for the high levels of stress
expected between embryo transfer and the pregnancy
test, as well as the deep shock and sadness
associated with a negative result. Clinical practice
shows that patients benefit from planning ahead for
this period (23).

Patients should not be given results unexpectedly.
The fertility staff need to decide when and how to
deliver the results. “Allowing them to initiate the call
or return to the office to receive the results in person
may increase the couple’s control and decrease their
sense of powerlessness”. Patients who received
negative results could express greater dissatisfaction
with the communication process. Some practices
can minimise the impact of a negative outcome.

Use different ways to inform patients(e.q., written
materials versus verbal delivery). Individualising

the way in which these results are communicated
can minimise the emotional response and prevent
patients from leaving the clinic. Implementing
follow-up protocols, for example a telephone call
from the doctor or nurse within 24-48 hours of
receiving a negative result, can decrease the feeling
of abandonment. The next step should be a care
consultation during which the doctor could offer
factual explanations, treatment alternatives, if
appropriate, and encourage patients not to give up if
they have a good chance to succeed (23), (24).

Clinical practice shows that a grieving period is
expected after a negative result. This can last for at
least 1month. A break in treatment is sometimes
desirable to allow individuals to rebalance and

take stock of the situation. If distress persists,

the individuals in question should be referred for
psychological care (25). Many couples decide not

to start or continue ART treatments, even against
doctors'advice. The decision to discontinue
treatment is mainly made by the couple, regardless of
the cause of infertility (26).
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Staff must be aware of the high drop-out rates

and the factors that determine it, namely patients,
clinic-related reasons and treatment type (nature,
intensity and medical intrusiveness). Patients may
sometimes discontinue treatment due to their own
aversion to the treatment, such as treatment-related
fear, especially second-line therapy, religious values
or balancing success vs. the cost of treatment (27).
However, a great deal of research has shown that
patients give up fertility treatment prematurely due to
psychological and emotional factors, especially in the
case of those presenting psychological vulnerability
such as previous depression or anxiety disorders (28).

Most patients have psychological resources to cope
with the demands of treatment, even if they relate
high levels of distress to specific stages of treatment.
However, according to research into the risk of
developing emoational problems, 20% of patients
experienced significant distress. These persons
are more likely to give up treatments and engage in
unhealthy behaviour such as smoking, poor diet and
alcohol consumption, etc. These patients should

be identified well in advance in order to provide
appropriate support(29).

Fertility staff must be informed about the specific
psychological needs that patients experience at
different stages during treatment. Doctors and nurses
should be aware of the patients’emotional state and
refer them for psychological support or counselling

if necessary. Written information must be provided

on the psychological support available throughout
treatment. For patients of a different mother tongue,
written material must be offered in their specific
language (32).

Patients should be encouraged not to discontinue
treatment whilst the prognosis remains favourable.
However, statistical data show that after
approximately the fifth unsuccessful treatment

cycle, the chances of achieving pregnancy are very
low. Patients in this situation should be supported

in the decision-making process as the decision to
stop treatment is very difficult. Patients expect their
doctor to guide them throughout the entire treatment
process, and rely on his or her expertise to advise
them on their chances of success. Most patients will
continue treatment unless their doctor clearly advises
them to stop. Patients tend to foster unrealistic



hopes, sometimes based on unlikely successes.
Doctors should gently quell these hopes and refrain
from showing excessive optimism that could lead
couples to continue (31).

Clinicians should inform patients from the outset that
not everyone will achieve the much desired outcome,
i.e. pregnancy. As this is a difficult issue for staff,

it would be beneficial if patients could anticipate

this possibility in advance. Doctors are available to
discuss treatment options with patients but when all
treatment options fail or patients drop out, it would be
beneficial to have a final appointment to discuss other
options(adoption or acceptance of childlessness)

or to help identify those patients most likely to
experience long-term emotional difficulties (32).

Where appropriate, patients should be informed

of other treatment options that guarantee greater
chances of success. A move to gamete donation
usually occurs after many years of unsuccessful
treatments. However, clinic staff addressing the

use of donor gametes can expect resistance from
patients in this regard. Several studies show that both
heterosexual men and women prefer genetic over
non-genetic parenthood, especially among individuals
with a lower level of education (33),

It would be useful to outline this hypothesis at the
start of the process, particularly when financial
resources are limited or if age or other factors impact.
(34)

Evidence suggests that both donor-conceived
children and their parents are psychologically

well adjusted and do not differ from own-gamete
conceived children. Practice shows that couples
mainly fear that the lack of biological ties will affect
their bond with the children. As a general rule, they
also have some concerns about the health, motivation
and profile of donors. Explanations about the donor
screening and selection process coupled with
information relating to studies focusing on this type
of family may encourage them to accept this form
of parenthood, when the desired outcome is to take
a baby home (35), (36), (37).
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In the case of gamete donation in heterosexual
couples with a strong desire to maintain secrecy

and conceal treatment despite awareness of the
significance of disclosure, patients’ desire for privacy
must be respected, and special attention should be
paid to donor matching in the case of different races
or ethnicities where fewer donars are available.

The gamete donation protocols and practices at

the fertility centres tend to operate on the basis

of heterosexual couples with infertile partners.
Nowadays, the leshian population forms a significant
portion of patients presenting for ART. It is important
to have a better understanding of the reproductive
considerations that lesbian couples face, their
expectations and fertility treatment goals (38).

The practice of donor matching according to the
characteristics of the infertile parent no longer
makes sense especially for single woman or same sex
couples, who demonstrate considerable openness
when it comes to disclosing treatment. Whenever
possible, the wishes of these patients must be

taken into account or patients should be allowed to
participate in the donor selection process(39).

Practice shows that when entering the gamete
process, patients have important questions to
address. How involved will they be in the donor
selection process? It this based entirely on centre
criteria, which do not necessarily include the partner’s
wishes? Will patients be able to make their own
choices? In the case of foreign gamete banks, will
they be able to select the donor? In the case of non-
anonymous donation, how will the child be able to
obtain the name of the donor, since they will need to
prove they were born from a specific donor?

Clinics benefit from establishing protocols in order
to answer all of these questions. Patients should be
informed about the legal status of the treatment,
i.e. anonymous, open identity, identity release

for offspring and the possibility of known donors.
The same applies to the amount of information
provided such as general physical characteristics,
photographs, personal and family health history and
personally non-identifiable information (40).
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Nowadays, clinics must be aware of the greater
importance of providing personal donor-related
information as disclosure is strongly advised,

particularly in the case of single women and same sex
couples, where secrecy does not exist and the donor
is often mentioned in day-to-day family life (41). Even
in the case of anonymous donors, an extended profile
with personal information should be offered in order

to facilitate the family narrative and satisfy normal
childhood curiosity (42).

In gamete donation treatments, the size of the
desired family and the relevance of sharing the
same genetics must be considered in advance. In
such cases, patients should be advised to reserve
more straws for future treatments, since the same
donor may not be available in future due to quota
reservations.

For same sex female couples, shared motherhood
using the ROPA (Reception of Oocytes from the
Partner) method is a patient-friendly process. The

couple must decide which option is best based on the

desired family size (43)(44).

In the case of gamete or embryo donation, counselling

is strongly advised for all patients to allow them to
explore all of the issues related to this particular
method of creating a family (45)(46).
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2.2
Fertility awareness

In a general context, fertility awareness incorporates
information on fertility and human reproduction,
such as the menstrual cycle, timing and occurrence
of pregnancy, likelihood of getting pregnant from
having unprotected sexual intercourse at various
times during the menstrual cycle, and the role of
male fertility and sperm survival(1). It can also include
how specific methods of family planning work, how
to use them and how they affect fertility (2). Fertility
awareness also includes the ability to effectively
apply reproductive health information to one’s life to
achieve personal, desired outcomes(3). This requires
individual knowledge and skills, personal experience,
and a family and wider community environment that
empowers people to take action and make their own
fertility-related decisions (4). Good fertility awareness
can empower and enable men and women to make
strategqic life choices relating to their fertility and
reproductive health. The international glossary

on infertility and fertility care (5) defines fertility
awareness as:

“the understanding of reproduction,
fecundity, fecundability, and related
individual risk factors (e.g. advanced age,
sexual health factors such as sexually
transmitted infections, and life style
factors such as smoking, obesity)and non-
individual risk factors (e.g. environmental
and work place factors); including the
awareness of societal and cultural factors
affecting options to meet reproductive
family planning, as well as family building
needs”.
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In clinical settings, fertility awareness covers more
in-depth knowledge of fertility awareness-based
methods (FABMs)for family planning, used in
achieving birth control (6). Examples of such methods
include the Billings Ovulation Method, Cycle Beads
Method, Two Day method, Standard Day Method,
Temperature Methods and the Symptothermal
Method (STM)(6-10). These methods typically involve
an assessment of signs associated with ovulation

and being fertile, such as the observation and
characterisation of cervical secretions, basal body
temperature, monitoring of cycle days (6,8-12) and use
of this information for family planning.

A marked increase in childbearing at advanced
maternal and paternal age has recently been
observed in many high-income countries(13). Since
earning potential generally tends to increase with
age, delaying parenthood is a rational economic
strategy and one of the reasons frequently cited for
delaying childbearing. Economic reasons such as
studying, employment and career progression are
not the only motivators for a delay in family building
but are collectively cited as the most important
reasons (14, 15). Changing social norms on the ideal
age for parenthood (16), education, availability of
contraception and ARTs (17) are also contributing
factors. It has been suggested that social advantage
could reduce some impact of advanced maternal age
(18). Moreover, a higher happiness score is reported
in children of mature parents(19). Some studies also
reveal greater satisfaction and less stress in older
parents(20)(19). Indeed, patients should not be judged
when they initially attend clinics.
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Overall, the demographic shift towards delayed
childbearing and family building is of increasing public
health and clinical concern due to elevated risks of
poor outcomes for mother and baby (21, 22). Although
many remain childless by choice (23-25) and most
women will be able to conceive naturally if they do

so by the age of 35(26), for those who have difficulty
conceiving, poor outcomes increase rapidly (27).
Improvement of fertility knowledge and awareness
continues to be a crucial component of public health
initiatives for preventing involuntary childlessness and
achieving desired family building intentions (28-31).

Clinics should not assume that patients have
adequate fertility knowledge. Studies reveal

a common misconception that most women will
conceive immediately after they begin to try. Years of
education focus on how to prevent pregnancy rather
than how to attain it, thus promoting the perception
that pregnancy is inevitable if contraception is not
used. Thisideais reinforced by pill usage, where

“Just missing one pill can result in pregnancy” making
women believe that they are more fertile than they
really are (32). In reality, the incidence of conception,
especially with increasing maternal age, is quite low
compared to common estimates. As such, there

has been a growing debate and concern amongst
health and education professionals about the general
lack of knowledge on fertility and reproductive

health globally. Additionally, there have been several
campaigns across Europe aimed at improving fertility
awareness (33), especially on topics such as age-
related fertility decline, knowledge of menstrual
cycle and overestimation of assisted reproductive
technology (ART) success rates. Significant advances
in ART are also evident. However, this also focuses on
potential solutions such as IVF and social egg freezing
rather than on the possible root causes, which may
include a lack of fertility awareness of potentially
modifiable factors.

/30

Clinics must recognise the importance of fertility
awareness for general health. Improvements in
cancer treatments such as chemotherapy and
radiotherapy have significantly increased survival
rates. Unfortunately these cancer treatments can
adversely affect other aspects of a patient's health,
including reproductive health (34-40). Studies have
shown that approximately one in ten cancer cases are
diagnosed in men and women of reproductive age (41)
and the loss of fertility is one of the long-term effects
of prolonged cancer treatments(36,40). Evidence
shows that cancer patients have significant concerns
regarding the effect of cancer treatment on their
fertility. Cryopreservation (freezing) of men's sperm
or women's oocytes or embryos may give people

with cancer or other medical treatments causing
premature infertility the option to try and have
children in the future.

Although many obese men and women experience
normal fertility, obesity and being overweight,

both of which are preventable, can have negative
consequences, not only on general health, but also
on reproductive health (42). Research highlights

poor knowledge of the implications of obesity on
reproductive health outcomes(43) such as menstrual
irregularities, PCOS (polycystic ovary syndrome)(44),
infertility (45), reduction in conception rates (46),
lowered response to fertility treatments (47-51) and
sexual dysfunction in women. It can also contribute to
miscarriages and various other maternal and perinatal
complications (42, 52-56).

Finally, various chronic health conditions can affect
fertility. Diabetes in pregnant women is associated
with anincreased risk of stillbirth, miscarriage,
complications, metabolic, developmental and growth
abnormalities of the foetus and pre- and post-natal
complications for the mother (54, 57-60). Women who
develop gestational diabetes are also more likely to
develop type 2 diabetes later in life (61). These issues
are discussed in further detail in chapter 2.4 on diet
and nutrition. Clinic staff should be aware of the range
of health conditions that will affect individual fertility
needs.



2.3
Engaging men in fertility
discussions

Although the biological contribution of both men

and women is necessary, fertility discussions
disproportionately focus on women and infertility is
often perceived as a female issue. However, research
shows that men and women are equally affected by
infertility (62, 63). Studies (64-66) have shown that
approximately 40-50% of all cases are due to ‘male
factor”infertility. Furthermore, the reproductive
impact of paternal ageing, albeit significantly less
pronounced than that of female ageing, is at least
partly responsible for the link with reduced fertility
and the increase in pregnancy-related complications
and adverse outcomes for offspring (67-69).

The low involvement of men in fertility discussions
impedes the implementation and promotion of
effective, male-friendly fertility practices and policies
(70). Advanced paternal age plays a significant role

on male fertility and on the health of the offspring
(13), contributing to reduced fertility of a couple
especially when the woman is also of advanced age.
Male fertility starts to decline around the age of 45

(26, 71). Advanced paternal age can be associated with
decreased serum androgen concentration, diminished

sexual activity, changes in testicular morphology and
deterioration of semen quality (volume, motility and
morphology), reduced DNA integrity of sperm and,
possibly, epigenetic effects (68, 72-74). A review of
fertility awareness studies showed that men had little
knowledge of factors influencing fertility (75).
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We advise couples experiencing difficulties
conceiving to attend healthcare consultations
together as both partners are affected by the
decisions and outcomes of the investigation and
treatment. We advocate the active participation

of men, recognition of their responsibility in the
informed decision-making process regarding sexual
and reproductive health issues, and the use of male
contraceptive methods(76). Policies highlight the
importance of fertility awareness and preconception
health for all men and women whether or not

they choose to have children(77). This is because

a component of preconception health focuses on
people staying healthy throughout life.

We recommend increasing support for men to
engage with fertility awareness, family building,
preconception care and reproductive health
services. Some of the key issues and improvement
opportunities related to increasing fertility awareness
for men are highlighted in Figure below.
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Figure:

Issues and improvement opportunities for improving fertility awareness for men. Grace et al. 2019 (70).
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Given the increasing recognition of the importance of
paternal influences in child health (78, 79), men should
be encouraged to take a more active role and support
should be provided for those who may feel sensitive
or embarrassed by the topic. Men and women should
also be encouraged to take part in discussions and to
encourage the involvement of their partners.
Male-friendly websites and mobile applications

based on robust scientific evidence are effective
resources for fertility clinics to reach out and educate
men in this area. Healthcare providers, researchers
and educators may well have succumbed to the
traditionally held beliefs regarding male involvement
and interest in this subject. We recommend that
clinics routinely provide men with reproductive
health information. However, it isimportant to note
that when encouraging partner involvement, the
necessary safeqguards should be implemented to
prevent discrimination or the marginalisation of
women who do not have a male partner or who choose
not to involve their male partner in their care.
Healthcare professionals (HCPs) are typically

ranked as the most trusted source for providing
fertility information (80) - hence their engagement

is critical. Studies have shown that educating
healthcare providers in fertility awareness can

help to improve the quality of information provided
(81, 82). Moreover, people who had consulted their
healthcare professionals were more knowledgeable
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about their fertility status (83). However, the quality
of advice provided depends on the HCP's knowledge
as well as their attitude towards fertility information
and whether they feel it is their duty to provide such
information.

Although school education remains a consistent
source of information, it does not adequately cover
fertility education. Healthcare professionals play

a key role in improving fertility awareness and are
often cited as the most trusted fertility information
source. However, they are not necessarily better
informed than the general population. Studies have
highlighted gaps in the HCPs' fertility knowledge. HCP
clinical management recommendations regarding
infertility also revealed significant shortcomings in
their knowledge of related risks, especially in the case
of ethnic minorities who are at higher risk. The need
to educate both the general public and healthcare
professionals is apparent from the lack of knowledge
about fertility and preconception. However, it is not
uncommon to find that healthcare professionals

are unclear of their role in fertility education.
Evidence suggests a lack of clarity among healthcare
professionals as to whether preconception care

and education is their responsibility (84). The lack of
established guidelines regarding fertility education is
a contributing factor.



Additional HCP training on fertility and reproductive
health is required to boost fertility awareness. In
terms of wider implications, improvements through
amore holistic life-long approach to reproductive
health, including family building, should be a key
component of public health programmes. This
requires collaborative initiatives supported by
policy makers, healthcare professionals, educators
and other special interest groups in order to help
individuals achieve their desired goals in terms of
family building.
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2.4
Diet and lifestyle factors
for fertility

Various lifestyle-related factors such as obesity,
smoking, substance abuse and heavy alcohol
consumption are known to have a negative impact on
both male and female fertility and the success of ART
(1, 2). Other lifestyle habits may also adversely affect
reproductive health, and advice on modifiable lifestyle
factors should be given to couples to help them make
positive changes to potentially improve their chances
of a healthy pregnancy. This will enhance overall
wellbeing and make the couple feel that they can do
something together, which is within their control.

With timelines in mind, 3-6 months is an ideal
timeframe to focus on nutrition and lifestyle changes
to enhance fertile health, but of course any length of
time is beneficial.

Smoking

Smoking is associated with an increased risk of
infertility and lower ART success rates in women (1, 2)
and with impaired semen quality (3) in men.

Weight

Weight is often related to eating and activity habits. It
is a well-known fact that obesity can have a significant
impact on male and female fertility, and these
patients should be supported to lose weight safely
and effectively without compromising their nutritional
intake or over-exercising, in order to help protect their
fertility.

The good news is that the negative effects of obesity
on fertility are reversible. With an average weight
loss of 10.2 kg, 90% of previously anovulatory, obese
women began ovulating (16).
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Women who are underweight and have extremely
low amounts of body fat are at higher risk of ovarian
dysfunction and infertility (17). Underweight women
are also at increased risk of premature births (18).
Underweight women should be encouraged to
increase their intake of nutrient-dense foods to
promote weight gain, without resorting to unhealthy
foods.

Dietary advice

A healthy, varied and balanced diet is key to
maintaining good overall health. A diet rich in
carbohydrates, fibre, folate and lycopene (11) as well as
fruit and vegetables will improve semen quality (12).

Semen parameters may be negatively affected by the
consumption of alcohol and red meat, but positively
influenced by fruit and cereal consumption. Red
meat may also negatively impact fertilisation and
implantation rates(5).

Antioxidant intake has been associated with a shorter
time to pregnancy (4) while high antioxidant levels
have been seen to increase semen quality, compared
tolow or moderate amounts(13). A Cochrane review
recorded a significant increase in live birth rate for
men with an oral antioxidant intake(14).

Trans fats (mostly found in packaged food) may
increase the risk of infertility in women (15).

Alcohol

In men, alcohol consumption has been linked with
negative side effects such as testicular atrophy,
diminished libido and reduced sperm count (19, 20, 21).
Links between alcohol and sperm morphology have
been observed alongside an impact on morphology
and motility (22).
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In women, alcohol consumption has been shown to
increase the length of time taken to conceive (23),
decrease the conception probability rate by over 50%
(24), decrease the implantation rate, increase the risk
of spontaneous abortion and foetal death (25, 26), and
increase the risk of ovulatory disorders and abnormal
blastocyst development (27).

The amount of alcohol considered safe when trying to
conceive is not known. Couples should be advised to
minimise their intake or avoid alcohol altogether when
trying to conceive.

Caffeine

Caffeine has been associated with an increased
time to pregnancy over 9.5 months, particularly
following consumption of over 500 mg per day (28).
Women who consume more than 100 mg of caffeine/
day may be more likely to experience a miscarriage
or spontaneous abortion (29, 30, 31). Caffeine
consumption during the first trimester is linked

to both miscarriage and stillbirth (32). The risk of
stillbirth increased by almost 80% and 300% following
the consumption of 4-7 cups and 8 cups of coffee,
respectively (33).

Exercise

Physical activity may help improve ART outcome,
with women exercising in the year prior to receiving
infertility treatment, being more likely to have

a positive outcome (6). Higher implantation and live
birth rates have been documented in women who
remain active during infertility treatments(7, 8)

Sleep

Adequate sleep is an important factor for human
health and wellbeing (9). However, the link between
sleep quality and reproductive health is largely
unknown. Sleep disturbances are related to high levels
of stress and anxiety, and may therefore indirectly
affect reproductive health in both partners, as well

as testosterone production and semen parameters in
the male partner(10).

/38

Toxic exposure

While the human body has defences to protect against
the environmental toxins to which it is exposed
through eating, drinking, breathing and skin contact,
these chemicals may also have a negative impact

on fertility. Patients should therefore be advised to
minimise their exposure as much as possible.

Air pollution has been found to affect morphology and
motility, and to increase DNA fragmentation (34, 35,
36). For women, exposure to air pollution can lead to
preterm delivery, miscarriage, stillbirth, spontaneous
abortion and foetal loss (37, 38).

Recommendations for clinics

Diet and lifestyle should be discussed
sensitively and without apportioning blame.
Aim to start from the couple’s current position
and move them forward step by step. Everyone
has a different ‘baseline’and too much too
soon can be overwhelming. Both couples
should ideally be involved in the process.

The best results are achieved when the

patient agrees to the steps to be taken. For
example, when discussing reduced alcohol
consumption, discuss with the patient whether
total abstinence is the best option for them or
whether they would prefer to consume a set
number of units on set days of the week or
each month. It is important for the patient to
feel involved in these discussions in order for
targets to be achievable.

With the above in mind, help clients to:
- stop smoking

- if overweight, aim for slow, steady weight
loss (no fad diets);

- Do not advise patients to follow a low-fat
diet, but encourage them to limit their
carbohydrate intake to no more than a small
portion(potatoes, pasta, rice, beans)at each
meal. Healthy fats, protein and fibre should
also be included in each meal to keep hunger
pangs at bay (consider eggs, poultry, fish,
nuts and seeds as well as all vegetables).



(see exercise, below) If underweight, do not
advise patients to eat junk foods'. Instead,
explore whether their digestive system
requires attention and screen for coeliac
disease as this may affect nutrient absorption
without exhibiting any gastrointestinal
symptoms. Advise patients to snack on high-
calorie, nutritious foods such as nuts, seeds
and avocado on crackers.

The Mediterranean diet is mostly akin to

the types of foods that promote fertility.

Print out the Mediterranean diet pyramid or
recommend a good Mediterranean cook book.

Foods to include: lequmes, wholegrains,
fruits, vegetables, olive oil, poultry, eggs,
fish (including oily fish twice a week), herbs
and spices.

Foods to limit: red meat, sweets, products
made from refined flour such as white bread
and pasta.

Advise patients to cook from scratch
wherever possible and to avoid heavily
processed foods.

Inquire whether patients are getting 7-9
hours of good quality sleep each night, and
whether they feel refreshed on waking.
Recommend some of the following for those
with sleeping problems: meditation apps,
gentle yoga exercises, turning phones off in
the evening, installing blackout blinds and
establishing a healthy bedtime routine.

Both partners should ideally partake in
gentle exercise for 30-60 minutes daily,
such as walking, swimming, yoga or Pilates.
Some muscle building is preferable since
this helps to increase the metabolic

rate. However, over-exercising may be
detrimental for both partners.

Strategies to reduce toxic exposure may
include avoiding cycling in traffic, taking
the scenic route in order to avoid polluted
roads, using more natural hygiene products
and cleaning products, purchasing an air
purifier if living or working in a polluted
environment, and reducing the use of
plastics such as cling film, plastic food
containers or water bottles.
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Abstract

Emotional support for patients has become
increasingly important in recent years, and with many
reporting feelings of depression, anxiety, isolation and
loss of contral, patients are looking to their clinic to
provide more than just medical care.

Studies have shown that patients undergoing ART
are at high risk of experiencing psychiatric disorders.
They therefore need to receive support in coping with
their diagnosis and treatment.

Support should not be one size fits all, and clinics
need to offer a range of support services so that
patients can access the most appropriate for them.
Additional consideration should be given to those
looking at other routes to parenthood, using donated
gametes, travelling overseas for treatment or making
adecision to end treatment, in order to ensure they
get the additional support they need.

Patients should be encouraged to access appropriate
support and should feel supported by all clinic staff at
every point of contact.
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This chapter provides information to help you
understand how patients feel and practical tools you
can use to support your patients'emotional wellbeing
throughout treatment.

The emotional impact on fertility care staff working
in an emotionally charged environment will also be
discussed. Studies show that poor doctor wellbeing
is associated with a higher likelihood of doctors
delivering suboptimal care and a lower likelihood

of delivering better quality care. In contrast, good
doctor wellbeing is associated with greater patient
satisfaction and better compliance.

This shows that factors such as stress and burnout
impact healthcare provision and patient outcomes.
Medical staff with less stress, more support and
coping mechanisms have more energy and mental
resources to direct their full attention to patients.

Staff support, training and provision of resources are
important to prevent potential staff burnout, poor job
satisfaction and a high staff turnover.
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3.1
Emotional support
for patients

Introduction

Research has shown that women struggling with
infertility experience the same level of depression as
women with Cancer, HIV and heart disease (1), and
42% of respondents in a recent Fertility Network
survey reported having felt suicidal at some point(2).

If you apply that percentage to the number of women
undergoing IVF in any one year, over a million women
worldwide potentially feel suicidal every year due to

infertility. And that figure does not include those who

Figure:

are not currently receiving treatment and who cannot
afford to have treatment - hence the percentage
number including this group would be much higher
than 42%, especially in the case of couples who have
very little support and struggle with cultural taboos.
Patients who are struggling to conceive report
feelings of depression, anxiety, isolation and loss of
control. The inability to conceive naturally can cause
feelings of shame, quilt and low self-esteem. These
feelings may lead to varying degrees of depression,
anxiety, distress and a poor quality of life.

The psychological impacts of fertility problems and treatment
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Felling out of control
Helplessness
Stress
Tearfulness
Inadequacy
Anger

Isolation

Despair

Low confidence
Low concetration
Loss of sex drive
Depression
Guilt/shame

Lack of support

Suicidal feelings

1 2

3 4 5

Average frequency of experience (1not at all - 5 all the time)

| 44



Fertility Network Study (2)

This shows the huge emotional trauma caused by
infertility and explains why these women may struggle
with the intensity of treatment. It also demonstrates
why providing a high level of emotional support is
critical for helping patients cope whilst going through
fertility treatment.

Studies have shown that patients who undergo
assisted reproductive treatment (ART) are at significant
risk of experiencing psychiatric disorders and it is
important to recognise, acknowledge and assist these
patients as they cope with their infertility diagnosis and
treatment.’(3)

The studies concluded that 25% to 60% of infertile
individuals report psychiatric symptoms and that
their levels of anxiety and depression are significantly
higher than in fertile controls (3).

Patients spend a significant amount of time at their
fertility clinic, and it is important that they receive
emotional support throughout treatment. Research
has shown that 7in 10 patients chooses not to start
treatment due to a number of reasons, including
rejection of treatment, personal reasons, relational
problems, financial issues, and psychological burden of
treatment.’(4)(5)

It is not enough to just provide access to

a psychological counsellor. Patients should be
encouraged to access appropriate support and should
feel supported by all clinic staff at every point of
contact.

Emotional support is subjective - all patients cope

in different ways and are affected by infertility in
different ways. Studies show that the longer patients
have been trying to conceive and undergoing ART, the
more their depression increases, the more suicidal
thoughts they express, and they will need different
levels of support.
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‘Those most in danger of experiencing high levels of
distress and suicidal feelings were those who had
unsuccessful treatment, who spent longer trying to
conceive, who experienced some relationship strains
and who had less support from friends and family.’(2)

The ESHRE guidelines study concluded that ‘Providing
routine psychosocial care is associated with or has
potential to reduce stress and concerns about medical
procedures and improve lifestyle outcomes, fertility-
related knowledge, patient wellbeing and compliance
with treatment.’(5).

A survey by the HFEA (8) of over 1000 patients and
their partners on the service they received at their
clinic, found that:

- Improving patient satisfaction is likely to have the
greatest impact on overall satisfaction with the
fertility process as a whole.

- Many spoke highly of the healthcare professionals,
yet some felt that the healthcare professionals
lacked empathy and that the process felt rushed.

Whilst emotional care in clinics is good, there is

still work to do in terms of increasing the emotional
support they offer patients, and their understanding
of the emotional impact on patients and how they can
better support them.

Clinics should recognise that if they are supporting
patients in every communication they have with them,
those patients will feel more valued and trusting of the
clinic. Patients will be able to cope more effectively
with treatment and will return to their clinic for further
treatment.
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Discussion and Recommendations

Emotional support is the responsibility of all
members of staff

[tisimportant to create a culture within the clinic
where all staff understand their responsibility to
support patients at all stages of their treatment
and at every appointment. There should be
awhole team approach to support that includes all
members of staff, from receptionists through to
consultants. Patient support should not just be the
responsibility of the counsellors. Everyone should
understand their responsibilities in supporting
patients - what it includes and why it is important.

ESHRE guidelines on patients’ preferences state
that fertility staff should be aware that patients
value how staff relate to them, staff showing that
they understand the emotional impact of infertility,
that both partners are involved in the treatment
process and the decision-making, receiving
psychosocial care from sensitive and trustworthy
members of staff and receiving care for their direct
needs based on their medical history.'(5).

Provide staff training on the emotional impact of
infertility and how to offer more emotional support

Staff need to have a good understanding of how
patients feel when going through treatment so
that they can empathise with their patients and
support them effectively.

‘Fertility patients have clear preferences about the
care they receive - fertility staff should know these
preferences and incorporate them into their service
delivery.'(5)

Clinics should provide staff training on the
emotional impact of infertility, empathy and
patient support to ALL members of staff.
Refresher training and new staff induction on
emotional support should also be provided. The
ESHRE GDG concluded that ‘Fertility staff must
inform themselves of the specific needs patients
experience at different treatment stages and tailor
psychosocial care accordingly.’(5)
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Emotional support for patients is important at all
stages of treatment, from the very first to the very
last point of contact they have with the clinic.

Every point of contact, for every patient, with
every staff member should be supportive.

It is important for patients to feel safe and
supported from their first point of contact with
a clinic to ensure that they feel comfortable
starting treatment. Research shows that
patients will choose their clinic based on their
firstimpressions. They will choose not to start
treatment if they do not feel that they can cope
with it and they will stop treatment if they do not
feel supported.

The 2018 HFEA Pilot study found that 36% of
patients chose a particular clinic for treatment
based on a good initial impression of the clinic and
staff. (6)

All staff to provide empathic patient-centred care
and understanding throughout the patient’s time
with the clinic.

ESHRE guidelines state that receiving patient-
centred care is associated with better patient
well-being, positive staff characteristics
(communication, respect, competence, involvement
and information) are associated with better patient
well-being and positive clinic characteristics
(information, competence of clinic and staff and
continuity) are associated with better patient well-
being.’()

Deliver clear, supportive and timely
communication in patient-friendly language.

Provide patients with one consistent point of
contact at the clinic to provide consistency,
avoid patients repeating their details to different
members of staff and to make patients feel
important.



Provide information on the support services

available and clearly explain the benefits of support.

Offer arange of support services to allow patients
to choose the most appropriate for them, with
different levels of support to suit different patient
needs, and provide 24-hour support. Clinics should
actively encourage patients to access additional
emotional support, especially counselling, and
signpost the services reqularly. It is also helpful to
provide information to take away, in the patient’s
own language, so that patients can re-read itin
their own time.

Provide individualised support information,
relevant to the patients’ circumstances - same sex
couple, solo parenting, donor recipients.

ESHRE guidelines state that ‘patients value the
offer of specialized psychosocial care (infertility
counselling or psychotherapy) when they have
expressed a need for emotional support and the
provision of information about psychosocial care
options (contact details of support groups, online
support options, access to counselling). (5)

Support services could include infertility
counselling, support groups, buddy systems,
patient information sessions, leaflets on coping
mechanisms and signposting local/national
resources (HFEA, FNUK, Resolve). Clinics could
look at forming links with trusted support services
to expand the support available if there are no in-
house teams. A 2016 Fertility Network study found
that 17% of respondents had attended a support
group but 52% would have liked to attend had
there been one. (2)
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Create links with local GPs to start the support
earlier

Work is needed to educate and inform GPs so that
they are more able to support patients. Care plans
should be drawn up around continuous tailored
care and improved communication. ‘A good start
to the treatment process is crucial; the qualitative
phase suggests that negative experiences at this
stage can have a negative impact on patients and
can make them question whether the rest of the
fertility experience will be difficult / challenging.'(6)

Show an interest in patients as persons and treat
them as individuals.

“The key driver model shows that the main drivers
of satisfaction are the “interest shown in you

as a person’, the quality of counselling and the
coordination and administration of treatment.
Improving patient satisfaction for this measure

is likely to have the greatest impact on overall
satisfaction with the fertility treatment process as
a whole.'(6).
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Create arobust feedback process on patient
experience, including emotional support, with
a clear process for acting on feedback.

- Clinics should create a process that ensures
that patient feedback on emotional support
is monitored, with feedback acted upon and
discussed in full team meetings.

Figure:
Schematic representation of the guideline approach for the provision of psychosocial care tailored to specyfic
infertility and assisted reproductive technology (ART) treatment stages and patient needs.

Behavioural Lifestyle behaviour, exercise, nutrion and compilance

Relational Relationship with spouse/partner (when there is one), family,
and social friends and larger social network, work

Tailor to patient need

Emotional well-being, i.e. anxiety, depression, quality of life, etc.

Knowledge and concerns

Tailor to treatment stage

Cycle1 Cycle 2 Cyclen Successful treatment:

Unsuccessful treatment

within one cycle

Diagnosis First-line and ART treatment
v \
Before treatment During treatment After treatment

ESHRE guideline: routine psychosocial care in infertility and medically assisted reproduction (4)
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Before Treatment

Provide patients with a clear understanding of

the IVF process to allow them to make informed
decisions on treatment. Give them the opportunity
to ask questions and discuss their concerns,
without passing judgement.

ESHRE GDG recommends that fertility staff should
provide preparatory information about medical
procedures because it decreases infertility-specific
anxiety and stress and that staff offer patients the
opportunity to discuss uptake or not of recommended
treatment and receive decisional support to deliberate
their choice.’(5)

- Provide patients with written/online information
on the process to take home to re-read after the
appointment. This information should be clear,
concise and written in a patient-friendly manner. It
should be provided in the patient’'s own language.

- ‘Sometimes the amount of information received in
the consultation can be overwhelming, and it would
be helpful to have hard-to-access information
recorded to take away, either in note form or as
a voice recording.’(6)

- Provide individualised information on treatment
for the patients’ specific circumstances - donor
recipient, surrogacy, same sex couples, solo
parents.

- Provide patients with clear information on success
rates, in a clear and easy-to-understand format.
The HFEA survey found that ‘not being informed
of success rates left patients feeling confused,
with some saying it made the process harder to
comprehend.’(6)

- Providing patients with one point of contact
throughout treatment will build trust and reduce
stress and repetition for the patient.

Provide information to support patients in making
lifestyle changes that will aid their fertility, health
and emotional wellbeing.

- ESHRE GDG recommends providing patients with
information about lifestyle behaviours that may
negatively affect their general and reproductive
health, and support patients in changing lifestyle
behaviours that negatively affect their general and
reproductive health, as well as their chances of
treatment success.’(5)
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Provide patients with one point of contact
throughout treatment

Use SCREENIVF to identify patients at risk of
developing emotional problems and help them to
access emotional support.

- THE ESHRE GDG recommends that fertility staff
use the SCREENIVF before the start of each
treatment cycle to assess the patient's risk factors
for emotional problems after the cycle. 'Some
patients are more vulnerable to the demands of
treatment and need additional psychosocial care or
specialised services.'(5)

- By identifying the patients who may develop
emotional problems, staff can be watchful for
signs and encourage them to access emotional
support. However, it is important that all patients
are offered emotional support to ensure that
everyone who needs it knows how to access it.

During treatment

Be aware of the points of treatment where patients
are most anxious and incorporate more support into
that part of the treatment process.

- ESHRE GDG found that emotional stress fluctuates
throughout the cycle, with the peaks when patients
are awaiting results - eqgq retrieval, embryo transfer
and the waiting time before the pregnancy test.’(5)

- Putprocesses in place to have more contact with
patients at key points of treatment as outlined
above (calls, text message to check in with
patients).

- Remind patients of the support services available
and how they can access them.

- Allow more time in appointments at key points of
treatment for patients to ask questions and get
reassurance.
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Encourage patients to find ways of coping during
treatment and provide information on active coping
tools to deal with the stress of being overwhelmed
and the grief of infertility

- ESHRE Guidelines state that The use of meaning-
based coping (thinking about the fertility problem
in a positive light, finding other goals in life) seems

to be associated with lower fertility-specific marital

and social distress, and the use of active coping
(goal-oriented problem solving, thinking rationally
about the problem)seems to be associated with
lower infertility distress(5).

Talk through any changes to their treatment plan
and provide patients with the opportunity to talk
about treatment with key members of staff.

- Patients need reassurance on changes(why
treatment is changing, and what it could mean for
the outcome)and want to feel informed about the
treatment process.

After treatment
After a failed cycle

Emotional support is most important at this stage of
treatment, regardless when the failure occurred.

Verhaak et al, 2007, found that ‘patients experience
high emotional distress when they are informed that
the treatment was unsuccessful, and that 1to 2 in
10 women experience clinically significant levels of
depressive symptoms.’(5)

‘The further into treatment a patient goes, the more

often they display symptoms of depression and anxiety.

Patients with one treatment failure had significantly
higher levels of anxiety, and patients with two failures
experienced more depression when compared with
those without a history of treatment.’(3)

Support for patients after a failed treatment cycle

- Remind patients of the availability of an
infertility counsellor, the benefits of their help
and encourage them to access this support.
The ESHRE GDG recommends that fertility staff
refer patients who, after unsuccessful treatment,
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experience or are at risk of experiencing clinically
significant psychosocial problems to specialised
psychosocial care (infertility counselling or
psychotherapy).’(5)

- Maintain contact with patients whilst waiting
for their follow-up appointment - build points
of contact with patientsinto the process after
a failed cycle - for example, a wellbeing call, text
message as a reminder of the support available.
This will create a better experience for your
patients and they will be more likely to continue
treatment with you.

- Keep the waiting time between a failed cycle and
the follow-up appointment as short as possible to
reduce patient anxiety.

- Make time in the follow-up appointment for
patients to ask questions and provide the
opportunity for them to speak to the embryologists
for more information on their specific case.

The care and support you provide will dictate whether
they want to start another cycle of treatment with
you. Patients may move clinics or stop treatment

if the care they receive is inappropriate. ‘Patients

also cite negative experiences of care as a reason for
discontinuing fertility treatment’(4).

A study on the link between stress and infertility
found that the more depressed the infertile woman,
the less likely she is to start infertility treatment and
the more likely she is to drop out after only one cycle.
Researchers have also shown that despite a good
prognosis and having the finances available to pay
for treatment, discontinuation is most often due to
psychological reasons.’(3)



After a positive test result

Continue to offer support to patients when they
get a positive pregnancy test. Many women still

feel anxious that something will go wrong with the
pregnancy. 'Women who have conceived with IVF/ICSI
may experience more pregnancy-specific anxiety than
women who conceived spontaneously.’(5)

- Refer them to more psychological support if staff
feel they are at risk of experiencing clinically
significant psychosocial problems after successful
treatment.

- Continue to offer emotional support to patients
after a positive result in line with the continued
medical care before referring them to the
maternity services.

- ESHRE GDG recommends offering patients the
opportunity to discuss their pregnancy concerns.
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3.2
Exit strategies

‘For women at the end of their fertility journey, deciding
when to stop treatment is incredibly difficult. It is
important to always remain sensitive to the fact that
their wished-for future as parents(or in completing
their family in cases of secondary infertility) not being
achieved, can lead to isolation, loss of identity and
purpose for a time.’(9)

Provide support to patients in making the decision
to stop treatment.

Provide access to counsellors, allow time during
consultations for patients to talk about their medical
situation and chances of success, and encourage
access to support groups with others who are in the
same situation.

- ‘Referral to counselling can help people to process
their treatment experiences, grieve their losses,
reflect on and make decisions about alternative
parenting options or plans for a childless future.’(9).

Provide tools to patients to give them support in
making decisions about stopping treatment, coping
with the feelings of grief, thinking about alternative
parenting options or deciding how to move forward
with their lives without children.

‘Anincreasing number of people are reaching the end of
their reproductive window without having the children
they wished for. Substantial research shows that
adjusting to this can be challenging, as people often
undergo a grief process.’(10)

- Provide patients with access to support tools such
as'My Journey’, which is a self-help interactive
programme that provides step-by-step support
to help develop skills to address several aspects
and ease acceptance of an unfulfilled wish for
children. ‘Research by My Journey indicates that
guided psychosocial support can facilitate people's
adjustment to their unfulfilled wish for children. It
may also encourage people to seek further support
if they feel they need it."(10)
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- Create anin-house support hub, app or website to
ensure patients can be supported as they consider
alternative parenting options or moving forward
with their life. This promotes continuity of patient
care and ensures patients feel fully supported
throughout their treatment experience.

- Provide information on support organisations
and charities that support patients in making
the decision to stop treatment and how to live
a fulfilled life without children (for example:
Fertility Network, Resolve, Gateway Women, Walk
in our shoes).

Provide information to patients on other routes

to parenthood, but in a sensitive manner, with the
opportunity to talk through them if the patient would
like to.

- Information about alternative parenting options
is often available in clinics, but it is important that
nurses can sensitively signpost women and their
partners to other resources about living life without
children. This needs to be managed according to
the needs of that woman (and partner), particularly
as feeling alone and isolated are common following
unsuccessful treatment, and they may not yet be
ready to hear about alternatives.’(9).

- Link with charities that provide this information so
it can be backed up by support. For example, the
Fertility Network UK have provided Options Packs
to patients in the UK which include information
on donor conception, adoption, and fostering,
together with support for people who are
involuntarily childless or who have a family smaller
than they had hoped for as a result of secondary
infertility.
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Conclusion

A survey by the HFEA of over 1000 patients and
their partners found that improving patient
satisfaction is likely to have the greatest
impact on overall satisfaction with the fertility
process as a whole. (6)

As many research studies have shown,
infertility patients experience distress,
depression, anxiety and a reduction in their
quality of life. It is important for infertility
providers and counsellors to offer assistance
to these patients by way of psychological
interventions and emotional support.’(3)

A review by Cardiff University and the Domar
Center for Mind/Body Health (7) states that
ART should look at enhancing the delivery of
treatment for patients and staff by minimising
the sources of burden felt by patients, clinics
and staff.

It states that two specific burdens can be
addressed:

- Patient vulnerability - this can be tackled
by screening for psychological distress,
referring to appropriate support, reducing
barriers to support and identifying the
points of treatment where more support
should be offered.

- Negative patient - staff interactions - this
can be tackled through staff training in
communication and interaction skills,
encouraging shared decision-making,
prioritising support that addresses aspects
of treatment that are problematic for
patients and staff, and monitoring the
outcome of these changes on patients,
staff and clinics.

Implementing the recommendations from

this section into your processes will ensure
that your patients have a better treatment
experience, which will help them cope better
with treatment and the outcome (positive or
negative). They will feel happier, more in control
and less overwhelmed and they will have more
trust in you as a clinic and their treatment plan.
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3.3
Benefits of a patient mentor
programme

Section 3.1 showed the huge emotional trauma
caused by infertility and why providing a high level

of emotional support at all levels and throughout

the process is critical for helping patients cope
whilst going through fertility treatment. In addition
to the psychological support from clinic staff and
professionals, it is important to note that patients
value “the provision of opportunities to contact
previous patients, and the organisation of live support
groups with other patients.”(1)

Figure 11in the previous section 3.1 shows that
infertility problems trigger emotions such as isolation,
guilt/shame and lack of support(2). Infertility often
comes with a certain social stigma: fertility patients
isolate themselves from their close circle, keeping
silent about what they are going through out of guilt,
shame or lack of understanding from their family and
friends.

The Internet offers an unlimited number of online peer
support groups. These groups have a clear beneficial
effect allowing fertility patients to:

- reduce the feeling of isolation (3), experience that
they are not alone in this situation and receive
emotional support from others who understand
the challenges of infertility and its treatment,

- increase knowledge and empowerment in
treatment decision-making(3)

- normalise their situation,

- getadvice on coping strategies from others who
have been on the same journey.

A study confirmed that most men(80.1%)and women
(89.8%) expressed interest in online peer support (4).
The Internet therefore provides the option to receive
information and support in an anonymous, accessible
and cost-effective manner. However, it also has

the potential to reinforce isolation (5). From this
perspective, one-to-one inter-patient support that

is organised and promoted by the clinic can provide
all the benefits of peer support (reduce isolation,
increase knowledge and normalise the situation)
without the drawbacks of exclusive online support.
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One potential problem associated with a patient
mentor programme is the risk of patients giving
inappropriate advice (medical or psychological) -
especially in cases where former patients mentor
current patients. This should be taken into account by
the clinic when creating a mentor programme.

Recommendations

- Propose one-to-one support between
patientsin similar personal and medical
situations(social status, age, type of
treatment)

- Each patient will be an individual point
of contact for another patient who is
undergoing the same kind of treatment (i.e.
IVF, egg donation, etc.)and who has the
same personal situation (e.g. heterosexual
couple, homosexual couple, single women).
Patients will give their written permission
before being put in contact with anyone.

- Explicit rules and conditions regarding
participation will be established. The aim
is to share experiences and emotional
support, NOT to share medical information
and/or advice, and to keep all discussions
confidential.

- The clinic must refute any responsibility
regarding the content of the conversation
and exchange of information.



Propose support groups within the clinic

- With the same explicit rules and conditions as for
programme participation.

- With different groups depending on the type of
treatment (OFV, egg donation, etc.)and personal
situation (heterosexual couples, single women,
lesbian couples).

- The meetings will be supervised by clinic staff
(psychologist or counsellor).

- Meetings should take place at least once or twice
amonth to provide an effective support service to
patients.

- Consider running online and face-to-face support
groups to provide different levels of support and
anonymity for patients.

- Invite staff members and trusted support services
to speak at the group sessions to give advice on
key topics and to answer questions.

- Promote the support groups in all forms of patient
communication to heighten awareness of the peer
support available.

- Consider setting up a separate support group
(online or face-to-face) for men only, to give them
a safe space to talk and receive support from other
men.
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3.4
Supporting staff

Introduction

Within the multidisciplinary fertility clinic team,

there is a need to train all staff in communication
skills in order to facilitate patient satisfaction,
treatment compliance and patient retention. The
fertility clinic setting is characterised by a lack of
control, helplessness and emotional challenges for
the patients, which may impact on the staff member’s
ability to deliver compassionate care. This may be due
to feeling overwhelmed or to a lack of training. Staff
support and Continuing Professional Development
(CPD)are important to mitigate against potential

staff burnout and work dissatisfaction along with

a high staff turnover, possibly compromising care

and pregnancy rates along the way. This section
addresses the type of care to be offered to patients
and how this assists clinic staff both professionally
and personally.

Clinics work within a multidisciplinary practice.
Patients encounter a number of specialists including
reception staff, accounting staff, nurses, treatment
coordinators, theatre staff, fertility specialists and
embryologists. Many clinics are fortunate in that
they have trained psychologists or counsellors to
provide patient support. However, this is not always
the case, notwithstanding the fact that patients
may be reluctant to attend counselling or may

need immediate feedback from staff members
available in that precise moment in time. Burnout
has been addressed in health-care professionals
dealing with patients in terms of their own ability to
deliver potentially bad news and to control their own
emotions. They might also have their own ethical

or moral codes of behaviour, which make the task
more challenging. It isimportant to provide the team
with psychological support and relevant training in
communication skills in order to manage patients
holistically.
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Rationale

Studies state that patients are reluctant to seek
psychological support. This highlights the importance
of all staff being trained in communication skills

(1). Furthermore, over time, patients are more

likely to challenge doctors and speak out - hence
communication skills are imperative from the ground
up. Person-centred therapy is primarily based on

the work of Carl Rogers, a humanist, whose theory
included warmth, congruence and empathy. This
provides the basis for the manner in which patients
can be managed effectively and with kindness,
without giving solutions or directives. The fertility
clinic setting does not always allow communication on
all aspects of care, but the compassion and warmth
shown by staff members in all patient interactions
goes a long way. Person-centred therapy is based

on simple, easy-to-follow principles which are
transferable to all members of staff. In the fertility
clinic context, many individuals deal with patients
and it is not easy to deliver bad news or manage

the ensuing repercussions. Every patient wants to
feel like a person, and not just a number, and this
transcends the contact not only with counsellors but
with the entire multidisciplinary team.

Guidelines in communication of
entire team

Whole team
Fertility specialist
Labolatory staff
Coordinators
Nursing staff
Psychologists/ counsellors
Reception

Accounts team




Caregivers have an ethical responsibility to treat

the couple as well as future generations. Caregivers
often bear the brunt of this emotionally charged
journey and require skills to understand and manage
it effectively. The goal of all involved is time to
pregnancy. Complaints frequently emerge that staff
are not suitably adept at managing the emotional
needs of patients. Patients value continuity of care
and relationships with familiar staff. They value staff
who are sensitive and attentive. This transcends the
entire process, from the very first point of contact

STAFF

Assists with
communitation
in all sheres of
clinics

Helps when values/
morals clash with

ethics of clinics
mediocine

Prevents burnout

Learning that ethical codes of clinics may be
different.

Why is person-centred therapy the method of choice?
There have been many debates over the years as

to whether therapy is an art or a science. Science
translates to knowledge of theory and learning
whereas art requires softer skills which can be taught
to others. This model teaches people to remain
supportive, positive and non-judgemental whilst

a patient is expressing negative emotions or simply
looking for someone to listen to them.

It is acknowledged that fertility clinics sometimes
have to deliver bad news to a patient. The patient’s
negative emotion might be directed towards the
bearer of the bad news and some members of
staff might take this personally. Fertility staff
must also be sufficiently knowledgeable about the
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to the fertility specialist. Patients also appreciate
consistency and a reasonable timeframe to discuss
their fertility concerns in a holistic manner without
fear of judgement. The roles and responsibilities of
various staff members need to be clear. In fact, some
studies revealed that patients were willing to trade off
ongoing pregnancy rates in favour of care, and a large
number of patients changed clinics due to a lack of
compassion or patient centredness(2). Furthermore,
the attitudes of staff impacted on treatment success
and satisfaction with care and compliance (3).

Helps with delivering bad news
Patient retention

Patient compilance

Higher success rates

Learning that ethical codes of clinics are may be diffrent to personal
Every organization has an ethical code

Teach staff not to allow morals/ values to clash with ethical code of

Improves staff quality of life

Prevents high staff tunover
Ensures continuity

psychosocial care available to effectively address
the patients'needs and refer them to the correct
support networks or resources. Given the relative
simplicity of person-centred care, this care can be
delivered by all staff members within their specific
roles, whilst still acknowledging the need for trained
mental health professionals such as psychologists,
counsellors and/or psychiatrists (4). Person- centred
therapy emphasises the attitudes and personal
characteristics of the individual, i.e., the particular
staff member, and the quality of the relationship
between two people, i.e., the patient and the staff
member. Person-centred therapy not only benefits
patient-staff interactions but also relationships
between colleagues as the premises of person-
centred therapy are universal. The model is simple,
comprising three premises:
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Congruence

1. Warmth or unconditional positive regard.

This is the individual's attitude of acceptance, respect and care. This does not imply that the caregiver agrees
with everything the patient says. However, the caregiver has a fundamental belief that all people are born
good, and have the potential to self-actualize, given the right environment. This unconditional positive regard
allows a patient to express what he or she feels or thinks without fear of being judged.

2. Congruence is honesty and transparency.

3. Empathy is a skill used by trained person-centred caregivers to show understanding of the patients’ emotions.
It involves techniques such as reflecting on the patients' emotion.

The person-centred approach utilises non-
directiveness as a technique. This refers to
empowering the patient to make his or her own
decision within a non-judgemental environment. This
is why person-centred therapy is useful across the
entire fertility clinic as even those staff members who
do not have answers or whose role excludes giving
advice can make use of this model to engage with
patients in any setting. The role and responsibility

as healers and participant observers in the patient
relationship can be challenging. Being a participant
observer means you have to remain objective, yet is
in a relationship with the patient, you are probably
emotionally invested as well.

Much research has focused on potential staff burnout
in medical settings (5). The healthcare industry

and especially the field of infertility, which is often
shrouded with uncertainty, challenges staff-patient
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relationships. Burnout challenges staff retention

and is detrimental to patient care. Warmth and
compassion are integral to person-centred care. The
more you tend towards burnout, the less likely you are
to express compassion(8). This is why it is imperative
to include professional training in patient-centred
therapy as well as support for staff. Job satisfaction
nurtures the ability to express compassion. A lack

of job satisfaction can lead to compassion fatigue,
which is another way of describing burnout. CPD and
regular staff support and debriefing, can mitigate
against burnout. CPD and reqular evaluation of staff
practices can help staff discuss their interaction

with patients, including the challenges they face and
ways to improve. It has been suggested that new staff
members be trained in person-centred care from

the onset in order to gain competency. The following
recommendations are provided for clinics(8):



Hiring of staff

Teaching staff
basics of person-
centered approach
(PCA)

Culture

Creating PCA amongst staff
culture

Blending learning:
Resources-written
Group interaction
Lectures
Visual material

Includes skills such as:

Listening skills via
Role playing
Simulation

Non-verbal behaviours

Ongoing training
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Suggestion for clinic

Debrefing

CPD talks and
assessments on PCA

Drebrefing sessions

Process Outcome

Implement a blended learning Patient freedback

approach Staff turnover

Debriefing:
Awareness of diferences in values and ethics
Take into account religious, spiritual, own

moral code
Teaching
Person-Centered
Approach
Assessments
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We would probably describe ourselves as persons

of integrity, believing in justice, mutual respect and
hard work. These are all values and moral qualities in
which we believe. On the other hand, there are ethics
which consist of a set of rules that determine how to
behave within a specific moral framework, i.e. ethics
determine what is acceptable in society while values
determine what is important. A code of ethics and
morals can be summarised below:

The ethical standards and guidelines implemented

in medicine are there to protect the interests of
patients, employers and the government that
regulates ART. These ethical codes consist of uniform
guidelines. Whilst values and morals differ from
person to person, ethics are a set of rules according
to which people should behave within the workplace.
What is moral is not always ethical and vice-versa. The
concept of Omerta in the Mafia, where Mafia members
have an ethical code of silence, historically used

to protect criminals from the police, provides one
example. This is deemed ethically correct behaviour
for the organisation but can also be viewed as wrong
from a moral standpoint. In law, a lawyer who tells the
court that his/her client is guilty may be acting out of
amoral desire to see justice done, but thisis deeply
unethical because it violates the attorney-client
privilege. In an ideal world, we want compatibility.

In reality, we have to find a way to bridge the gap
between personal values and ethical standards within
an organisation.

Both ethics and values set guidelines for behaviour.
We tend to think ethics, morals and values are the
same thing. However, the distinct difference is

that ethics are codes of conduct which vary across
sectors. ART has had a dynamic history. Up to the
birth of Louise Brown in 1978 through IVF, this
particular sector had limited means to help patients.
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Since then, ART has become mare readily available
and this explosion of knowledge has brought with

it amyriad of new challenges ethically, morally,
socially and legally. Fertility clinics ethically take into
account decisions regarding the futility of ART, the
LGBTO+ population, single parenthood, unmarried
couples, donor eggs, sperm and gametes, surrogacy,
the number of embryos to be transferred, selective
reduction and termination, to mention the most
pressing. Ethically, we cannot discriminate. However,
individuals within the clinic setting have different
viewpoints, different religions, morals and values. It
is suggested that these be addressed by a mentor or
team leader within the clinic to have peace of mind
that one is working within an organisation that has
its own ethical code that might not necessarily be
compatible with personal morals or values. However,
staff need to be trained to prevent personal values
from leading to judgmental behaviour towards
patients.

Conclusions and recommendations

Patient retention, treatment compliance and
patient satisfaction are not only driven by

time to pregnancy and success rates. These
factors are also determined by the care and
compassion offered to patients from all staff
members. Training staff in person-centred
therapy promotes effective communication,
warmth and empathy on ajourney fraught with
helplessness, disappointment and anxiety.
Staff also need to understand their roles

and responsibilities in communicating with
patients, and person-centred therapy provides
a framework in which to empower the patient in
a non-directive manner. Furthermore, training
in effective communication mitigates against
burnout, and staff retention is improved, thus
benefitting patients attending a fertility clinic.
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3.5

The needs of national and
international patients

Introduction

A systematic review (1) shows that the main reasons
for choosing CBRC are related to regulatory, ethical

A growing number of patients travel abroad or legal restrictions in the country of origin, and that
to undergo fertility treatments - a worldwide some additional factors include a lack of expertise
phenomenon called Cross-Border Reproductive Care in the home country, the cost of treatment, the lack

(CBRC).

of publicly funded treatments and excessive waiting
times.

CBRC can therefore be broadly explained as follows:

MAIN REASONS WHY INTERNATIONAL PATIENTS TRAVEL FOR ART

Regulatory, ethical
or legal restrictions

1. Eligibility criteria, mainly related to:
- Social status(for example: single women, homosexual couples)

in the country of - Patient’s age (patients having reached the maximum age in their home country)
origin 2. lllegality of some treatments or medical procedures in the home country. Some
examplesin France:
- DGP
- Fertility preservation for non-medical causes,
- ART with non-anonymous donors (for example, Portugal and Denmark in Europe)
Expertise Lack of expertise in the home country causing patients to travel to countries with better
quality care and success rates
Timing Excessive waiting times in the home country to:
- Start ART
- Benefit from a donor's eggs due to a shortage of donors
Costs Benefit from more accessible treatments in countries where costs are lower (for

example, Czech Republic in Europe)

Other sociocultural
considerations

Additional sociocultural considerations are sometimes involved, such as social
acceptability of ART in the home country (for religious or cultural reasons, or for age
reasons).
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Specificities of international patients 2. The emotional and social needs of fertility
patients, especially during the oocyte retrieval to
Clinical evidence transfer stage:
In the absence of specific studies or evidence Studies show that emotional and cognitive
regarding the psychological and emotional impact of needs are related to the uncertainty surrounding
undergoing ART abroad, the Patient Care Guidance treatment outcome, and tend to peak just
Development Group based their recommendations before oocyte retrieval, embryo transfer and the
on different studies not specific to CBRC, but whose pregnancy test (5). Women perceived less social
conclusions are particularly relevant for international support during the retrieval to transfer stage, but
patients. Those conclusions relate to: more support during the waiting stage of the IVF

cycle than during equivalent stages in the normal

1. The impact of organisational and logistic menstrual cycle (6).

problems on fertility patients:
« Relevance forinternational patients: during 2

A review of the reasons for discontinuing fertility of these 3 critical stages (oocyte retrieval and
treatments (2) shows that organisational problems embryo transfer), international patients are
(14%) are the 5th reason why patients discontinue notin theirhome country and can therefore
treatment following an initial failed ART cycle after face additional stress and emotional distress
financial issues (50%), the psychological (22%)and coupled with less social support (distance from
physical (17%) burden of treatment, and clinic- home and close circle).

related reasons(17%).
3. The importance of clear, fluid communication

A review evaluating patients’ fertility care and of providing transparent and understandable
experiences (3)identified that some of the main written information about the treatment.
features of clinics deemed important by patients
are related to practical and organisational aspects: Various studies (3)(5)(6) have assessed and
the waiting time during treatment, the frequency confirmed the importance of clear, customised
of appointments, the distance to the clinic, the information, communication, and education for
duration of the consultation and the waiting time fertility patients to help dispel anxiety and stress
for the first appointment. specifically related to patient infertility. The Van
Empel study(5), in particular, stated that patients
Another study (4) showed that the majority (62%) were willing (hypothetically) to sacrifice 9.6% in
of fertility patients with paid work reported pregnancy rate for receiving clear, customised
IVF-related absence from work averaging 23 h information.

compared to 9.5 h for non-IVF-related absence.
- Relevance for international patients: the

. Relevance for international patients: the physical distance and language difference can
logistic practical and organisational aspects make it more difficult to guarantee access
are particularly critical for international to and clear understanding of information,
patients who face more complex organisation communication and education.

and logistics procedures, extra costs and
considerable absence from work due to the
need to travel for treatment.
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Additional stress and anxiety factors for
international patients

In addition to the emotional distress and psychological
burden related to ART treatments in general,
undergoing ART treatments in aclinic in a foreign
country inevitably comes with additional stress and
anxiety factors related to:

STRESS or ANXIETY  FACTS

FACTORS

The logistic and - International patients travel several times to the country in which the clinic is located
organisational (first visit, egg and sperm retrieval, embryo transfer).

complexity of the - They have to leave their home country for 1to 7 days per cycle, and need to organise
process their work and social obligations accordingly.

- Forthe egg collection and embryo transfer, international patients have little visibility
regarding the exact date of the procedure - and therefore tend to organise their trip
(hotel and travel) at the last minute.

The complexity of ART in general and the various steps involved can be complex and difficult for patients

the process per se to understand and remember. - This complexity is increased for international patients
because of the physical distance involved, the cultural and linguistic differences and the
need to travel at some point in the process (beginning in the home country and finishing
in the destination country).

The socialimpactof - International patients need to justify repeated absences and travels abroad - at work,
ART abroad and to their friends and family.

- International patients usually travel alone or with their partner and face less support
from their close circle during emotionally challenging moments such as oocyte
retrieval or embryo transfer.

The lack of International patients do not always know the country or city to which they are travelling.
knowledge of Language or cultural differences, fear of the unknown as well as the lack of information
the country of about local therapists and local support can make it more emotionally challenging for
destination patients and more difficult to organise.

The financial costof - When the reason for CBRC is legal, social or medical (see chart "Main reasons for

the treatment international patients to travel for ART"), the cost of ART per se is often greater than

in the home country and is not covered by their social security system.

- Thelogistic costs of travel and hotel accommodation bring additional financial
pressure. This, in turn, triggers strong psychological pressure regarding the final
result and the option to repeat treatment if unsuccessful.
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Recommendations for improving the
care of international patients

Specific needs of international patients

Fertility clinic staff should take into account that:

- International patients are likely to face additional
stress before and at the beginning of ART
(stimulation phase) because of the distance,
additional costs, lack of knowledge of the country
of destination and the complexity of organising
ART abroad,

- International patients may experience more
emotional distress and anxiety, especially
during the critical phases of oocyte retrieval
and embryo transfer, as they are in an unknown
environment at key points in the cycle when with
they have less emotional and social support from
their close circle,

- Consequently, international patients often place
greater demands on their fertility clinic in terms of
communication and emotional support from staff.

Chapter 3
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International patients therefore have specific
needs that fertility clinic staff can address by
guaranteeing:

- Easyaccesstoreqular, clear and
understandable information, in their own
language, before, during and after the
treatment,

- Arapidresponse to patients’ questions and
demands,

- Transparency regarding the different options
available and the budget,

- Additional attention to patient care: staff
showing empathy and understanding, being
sensitive and trustworthy, and focusing on
the emotional impact of ART for international
patients,

- Emotional support in the patient’s language
from current and former patients, and from
clinic staff or collaborators (psychologist,
counsellor, coach)
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Recommendations

BEFORE TREATMENT

Provide written
information in the
patient’s language
comprising:

Complete, clear, personalised and understandable preparatory information (or guide)
for the patient to take home

- Individualised information on treatment to suit the patient’s specific
circumstances

- Details of all the different steps involved in the process, in both the home country
and the country of destination, and the organisational implications,

- Aclear explanation of the medical procedures and potential outcomes.

- Clearinformation on success rates

This guide will increase the patients’ knowledge and reduce the stress related to

uncertainty, fear of the unknown and the sensation of losing control of the process.

Total transparency from a financial perspective (no hidden conditions). It is
important to run through the budget in person (or during an online consultation). Do
not just send it out by email.

Clear information about the legal & medical differences between countries
(information about donors, laws governing ethics, etc.). This information should, also
be provided in written format.

Provide emotional
support in their
language

Propose emotional and psychological support systematically from the first
consultation - and not only to patients identified as “at risk” of experiencing
psychological problems or distress during treatment.

Include in the process and budget one diagnostic session with a psychologist,
counsellor or coach in the patient's mother tongue (either one-to-one or online).

Suggest that patients be accompanied by a “mentor”: a former patient from their
home country, who has also undergone fertility treatment in the same foreign
country and faced the same logistic and organisational issues.

DURING TREATMENT

Reduce the number
of persons in

Just one communication contact (coordinator) from beginning to end, ideally from
the same country of origin (or at least, totally bilingual).

contact with the - Just one doctor for all the procedures throughout the process (first visit,

patient insemination, egg retrieval, egg transfer, follow-up)

Continued Communicate with the patient at least once a week throughout the process, even when

information there are no advances and no new information to share (for example: in the weeks/

throughout the months of searching for a donor, in the lead-up to the pregnancy test, and between 2

process treatments).

Guaranteed Document and strictly respond to emails and phone calls within2 h in the case of urgent

response messages during the protocol (from onset of stimulation to the pregnancy test); respond
within 24 hin all other cases.

Provide emotional - Propose emotional and psychological support to all patients,

support in their - Suggesta‘mentor”.

language
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AFTER TREATMENT

Provide emotional
support in their
language

Propose at least one session with a mother-tongue psychologist, counsellor or coach
regardless of whether the result is positive or negative.

Provide information
and explanations

Online appointment with the doctor during results’ week to explain the outcome and
assess options.
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3.6
Donor conception
is different

Introduction

This section puts the case that donor conception

is significantly different from fertility procedures
undertaken with a couple or the individual's own
gametes. In many ways it is not fertility’ treatment at
all but a different route to parenthood and needs to be
acknowledged as such.

People considering donor conception will need to
engage with issues that others undergoing treatment
with their own eggs or sperm do not have to consider.
First and foremost is the perspective and long-term
well-being of the child they hope to create. The
upshot of this is the responsibility to share with the
child the fact that he/she was donor-conceived and, if
possible, to have some information available about the
donor(s). Sharing information about donor conception
with significant others in the child's life is also an
important consideration.

Background

In the past, secrecy about donor conception, from
the child and others, was considered to be in the best
interests of all parties. It was believed to protect the
infertile parent from societal censure, the doctors
concerned from professional disapproval, and the
child from bewilderment and mockery. There was also
alack of clarity around the legal status of the parent
and donor.

But times and opinions have now changed. Parents
are more willing to share information about their use
of donated gametes. Many now see it as ethically
wrong to conceal the truth from their children. Clinics
advertise rather than hide their donor conception
services.

Donor-conceived adults - those who have been
told about or who have discovered their beginnings
- are asserting their rights not only to be told but
also to find out about their genetic heritage. States
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and private organisations now keep registers of
donor- conceived individuals and donors. Direct-
to-consumer DNA testing now provides previously
unforeseen opportunities. Adult individuals may
discover that a parent or parents is/are not as they
expected. They may also be able to connect with
genetic relatives. The USA is leading the way in
connecting groups of half-siblings and sometimes
their donor as well, but this is also happeningin
Europe. Clinics need to recognise that anonymous
donation cannot be guaranteed and that secrecy is
not a wise strategy for parents.

These are all reasons why donor conception is
different to creating life with the parents’ own
gametes and why potential parents need to think
about their children’s future before rather than after
treatment.

The role of clinics and support organisations is
important in helping potential parents to understand
from the outset that donor conception is a different
way of forming a family and, not just a modified IVF
treatment cycle. Donor conception is not right for
everyone.

The move from secrecy to openness

The DC Network refers to ‘openness’ rather than
disclosure’about donor conception because
openness indicates a state of mind over time

and disclosure implies a one-off sharing of the
information. A willingness to be open with other family
members and with the child may be a good indicator
that would-be parents have moved on from feelings

of their own loss and sadness and are focusing on the
child-to-be.

Good support from their clinic staff and counsellor
isimportant in helping to bring about this change in
mind-set. But for many would-be parents, contact
with other families through a support organisation
such as the DC Network can be a major confidence



booster. Parents who are at ease with the decisions
they have made and are comfortable talking about
donor conception are most likely to raise children who
are confident in their own identity.

Loss

When an individual or couple need help to conceive
achild, loss is an inevitable part of the process: loss of
hopes and dreams of producing a child with a partner
through an act of love, loss of control as cycles and
medical processes seem to dominate every facet of
life and the loss of spontaneous connection. Donor
conception adds another layer of loss for all types of
family.

Everyone experiences the loss of a full genetic link
and the need to acknowledge the fact that another
man or woman, known or unknown, is helping to
produce the child they will raise. Many single women
and men may regret not having a partner to have

a child with; lesbian and gay couples would have
liked to create a new life with their partner; and
heterosexual couples, assuming that they would be
able to conceive without help, grieve their inability
to do so and the loss of their beloved partner’s
contribution to creating the child they so hoped to
have together.

Donor conception offers the hope of a child but,
unless losses are acknowledged and grieved for
initially, it is hard, particularly for heterosexual
couples, to move to a place where hope is the
dominant emotion. Clinic staff who understand this
can support couples and individuals in the grieving
process by not pressing them to make decisions
about donor conception too quickly. The passage of
time is not only hugely valuable for healing wounds
created by loss, but itis also likely to result in better
decision-making when the time is right.

Loss is not just felt by those seeking treatment. Staff
who have invested professional and emotional energy
to help those who have not achieved a pregnancy
despite numerous attempts may feel loss or even

a sense of failure. Because of the emphasis on
own-gamete conception, it can sometimes be quite
difficult for staff to close the door on this option and
suggest donor conception instead. To overcome
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feelings of inadequacy, quilt or loss per se, the
implications of this move may be minimised. It can
be helpful for staff to be able to recognise their
own feelings and get support if necessary. This will
help them to better focus on supporting the person
or persons concerned in grieving their loss and
considering gamete donation. Counselling can be
valuable for everyone involved.

Who is the donor?

Attitudes to donors have changed over time. In

the past, sperm donors were considered simply as
providers of a means to an end. Their contribution was
gratefully received by clinics and recipients alike, but
no-one wanted to know more about them as people.

More recently, parental attitudes to children have
begun to change. A minority of parents started to
reject the advice they had received. Secrecy, they
thought, was not a sound basis for strong family
relationships. It was ethically wrong to conceal
the truth from children about important facts that
concerned them.

In the UK, a social movement to encourage parents to
tell their children about their conception grew. At the
same time, the voices of donor-conceived adults who
had discovered their origins were starting to be heard.
They asserted a right to know who their biological
fathers were. Simply telling children they were
donor-conceived was not enough. Some countries,
including the UK, provided additional non-identifying
information and made this available to potential
parents. The donor as a recognisable individual began
to emerge, thus challenging the idea of anonymity.

Starting with Sweden in 1985, some countries,
including the UK in 2004, passed laws to allow
identifying information about donors (and sometimes
half siblings)to be accessible to donor-conceived
people at the age of 18. Donors were also given rights
to limited information about the outcome of their
donations. Known donation from a family member

or friend became more widely considered and donor
conceived adults gave their seal of approval.
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Direct-to-consumer DNA testing

More recently, the landscape has completely changed
once again with direct-to-consumer DNA testing
becoming widely available, inexpensive and popular.
As aresult, connections are being made, both
intentionally and unintentionally, between donor-
conceived people and their donors, and between
donor-conceived half-siblings. Because of the
potential for future connection, the donor needs to be
acknowledged from the outset as a real person who
could enter the life of a donor-conceived person at
some point.

It is a modern reality that must be understood by
donors, parents and potential parents as well as by
donor conception and clinical professionals.

Specific implications for each family
type

Heterosexual couples: Moving from own-gamete
treatment to considering using a donor or donors

is a major transition for most couples. As with all
transitions feelings can be up and down, changing
daily and hourly. A complication can be if each
partner feels differently about donor conception. If
well supported and un-pressured about decision-
making, couples may move from feeling devastated
to accepting the use of gametes from another person
to help create the situation they desire - parenthood.
Others may come to the decision that it is not right
for them, and possibly their culture or community, to
bring a child created in this way into their world. Both
decisions should be considered appropriately good
outcomes. Counselling, ideally more than one session,
can be very beneficial in helping would-be parents to
understand the responsibilities of becoming a parent
by donor conception and to decide whether or not
they feel they can take these on.

Single women and men: Becoming a parent without
acurrent partneris a life-changing decision for most
women and men contemplating donor conception
(plus surrogacy for men). As well as the emotional
impact, there are the practical considerations of
parenting alone to take into account. Single women
with fertility issues find that the move from using their
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own eggs to accepting double or embryo donation can
be a transition similar to that faced by heterosexual
couples and often felt as an additional loss.
Reassessment of her situation with the support of

a counsellor can be helpful as a woman not only needs
to adjust to her own loss but also to the potential
losses felt by her child who will be raised without

a second parent or a genetic link to their mother.

Solo parenthood for menis a newer phenomenon but
shares some features with single women. With the
support of a clinic team and counselling services, men
wishing to become single parents can be helped to
understand their responsibilities and the challenges
they may face in making the best decisions for their
child.

Same-sex couples:

For many same-sex couples, the dominant emotion on
contemplating donor conception is delight that there
is now a way for them to have a genetically connected
family.

Female couples may face difficult questions about
which partner should carry a child or attempt

a pregnancy first. One woman may donate an egqg to
her partner so that she might experience pregnancy
and birth whilst the genetic connection would be
with the donating partner. Fertility difficulties may
also be encountered, leading to the need for double
embryo donation and the associated feelings of loss
of genetic connection.

For male couples, which partner should provide

the sperm to create an embryo with an egg from

the surrogate mother or egg donor, is often a tricky
guestion. Some male couples seek to create embryos
with sperm from each partner and then have one from
each man transferred to the uterus of a surrogate.
The hoped-for result is twins where no-one should
know the genetic link to each man.

In the UK, the right of a child to know their genetic
parentage has been law since 2005 and British men
who have twins created in this latter way cannot

gain full legal parentage until their children have
undertaken DNA tests to establish genetic links

to each partner. The genetic relationship may feel
irrelevant to the parents but is important information
for the children.



Same-sex couples must inevitably start to share
information about donor conception with their
children and others before their offspring encounter
children from heterosexual families in nursery
onwards. Gay men are probably more likely to talk
about their surrogate (and hopefully have an on-going
relationship with her)but, if a separate egg donor was
used, she may not be mentioned and the child and
others may come to believe that the surrogate is the
genetic as well as the birth mother.

Counselling and good preparation for donor-
conception parenthood by the clinic or a support
organisation like DC Network, can be helpful to all
potential parents in addressing the issues that are
specific to them, as well as those they share with
other family types.

Using donor conception following
unassisted conception or IVF with own
gametes

Some families may find themselves seeking donor
conception whilst already being a parent to a child
conceived without donor assistance. Exactly the
same principles regarding loss, adjustment over time
and openness with all children and significant others
apply. Itisimportant for these parents to explore how
they feel about having children with different origins
and how this may impact each child and the whole
family. DCN has a booklet that can help potential
parents address the many questions they may have.
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Using a different donor for second or
subsequent children

Where there are no frozen embryos from a previous
cycle of donor IVF or IVF was not used for a previous
donor pregnancy, it is sometimes not possible for the
same donor to be used for a second or subsequent
child. Parents seeking full biological siblings often
find this situation distressing. Counselling is likely to
be helpful for parents, supporting them in thinking
through what is most important to them and what
might or might not be important for the siblings. All
the same principles outlined in this section apply.

Cross-border differences

As previously mentioned in this chapter, many people
seek donor conception procedures in countries

other than where they are citizens. This is due to
anumber of reasons but primarily speed of treatment,
availability of donors, money and the ability to have

a procedure that is not allowed in their own country.

For example, egg donation is prohibited in a number
of European countries. This means that those people
for whom egg donation is the only way they might

be able to conceive, must either forgo their dreams
or travel abroad. If they conceive and return to their
own country for the pregnancy and birth of the child,
they are confronted with both legislative and cultural
differences and have to decide whether or not to
reveal their method of conception. If they do not
reveal it, then inappropriate testing may be proposed
during pregnancy and openness with the child will be
compromised.

Women from the UK sometimes go elsewhere in
Europe for egg donation because treatments are
cheaper there. In most of these countries, the donors
remain anonymous and little information is given. On
returning to the UK, parents discover the prevailing
culture of openness and may feel bad about having
little information to share with their children and no
way, other than a DNA test, for children to find genetic
relatives.
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Parents with anonymous donors sometimes console
themselves about the lack of information by assuming
that DNA testing will solve this issue in the future. This
is, however, not guaranteed and even if the donoris
identified they may reject contact because they did
not agree to their identity being known. In addition,
there may be language and cultural difficulties.

It is vital that these issues are raised with potential
parents, ideally by counsellors, but they should also be
embedded in the culture of the clinic where patients
begin and end their treatment.

Donor conception tomorrow?

We have witnessed the wind of change in social
attitudes, legal rights and scientific progress over the
last generation. What felt unthinkable 30 years ago is
happening today, and what feels unthinkable today will
likely be happening 10 or 20 years from now. Donor-
conceived children born today will see changes during
their lifetime that we cannot accurately predict.

While the desire to create families and have children -
regarded as a “human universal” - is unlikely to change,
the ways of meeting the needs of those for whom

the route to parenthood is not straightforward will
inevitably alter. It isimpossible to predict the future
norm. Will intending parents and gamete donors
expect to meet each other ahead of any medical
procedures, in much the same way that intending
parents and surrogates do now? Will the role of clinics
continue to involve matching donors and recipients

or will they only carry out the medical treatment?

Will central registers of donors and treatment cycles
still be maintained? Will the business of counsellors
expand or contract? What will be the implications for
birth certification and legal responsibility? Or will all of
these questions be bizarrely outdated 20 years from
now?
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Recommendations

- Recognise that donor conception is
different

- The first responsibility of those who
manage fertility clinics is to make sure
that their clinic culture acknowledges that
donor conception is different. Appropriate
recruitment, staff training and support
should all reflect this.

- All those contemplating donor conception
should be prepared for a different kind of
parenthood. Support organisations and
counsellors have a major role to play here.

- Allclinic staff need to be willing to engage
with the particular issues that would-be
donor-conception parents face.

- Clinics must acknowledge that time to
grieve, consider and move to the right
decision for individual/couple and child, is
vital,

- Donors and prospective parents need to be
aware of the implications of DNA testing
with respect to openness and anonymity. It
should also be noted that DNA testing is not
a panacea for anonymity.

- The mind-set and feelings of parents and
donor-conceived children and adults can
change over time. Parents need support
to understand that the choices they make
before treatment could have implications in
the future.
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Abstract

In this chapter we explore the many forms of virtual
communications that fertility clinics may adopt to
communicate with infertility patients. The purpose of
this chapteris to provide guidance for clinics on best
practice to ensure transparency for patients enabling
them to make good, safe choices when choosing
their treatment provider. We examine the information
patients are seeking and how that information should
be displayed. By employing best practice for online
communications, fertility clinics can demonstrate
accountability and credibility, which is beneficial to
patients.
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4.1
Online communication for
fertility clinics

Introduction

There are a number of ways in which fertility clinics
can communicate with their patients online. It is
worth checking with all the professional bodies of
which you are a member for specific guidance and
advisories. You should also check with your local
medical council about advertising. The medical
councils in some countries prohibit doctors from
advertising their services. The nature of online
communication means that clinics can advertise
their services to audiences outside of their physical
location. In light of the Covid-19 pandemic, fertility
clinics have had to adapt and adopt a more online
approach to communicating with patients.

Clinic websites

Your fertility clinic website is your shop window to
the world. As such, you have a duty of care to ensure
that the information provided is accurate and up

to date. The first consideration for your website is
security. It isimportant that your website has a secure
sockets layer (SSL). This protocol for web browsers
and servers allows for authentication, encryption
and decryption of data sent over the Internet. This
is displayed via the URL with https://. This is crucial
if your site has a payment portal and if you collect
patient data.

In October 2020, a joint cybersecurity advisory was
co-authored by the Cybersecurity and Infrastructure
Security Agency (CISA), the Federal Bureau of
Investigation (FBI)and the Department of Health
and Human Services (HHS)in the USA. This advisory
describes the tactics, techniques and procedures
used by cyber criminals to target the healthcare
sector for financial gain(1).

It is worth investing in a web expert either in-house
or engaging the services of a specialist provider to
ensure your site is visible on the web and that the site
is secure.
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Since fertility patients will be looking at a number of
clinics, your website needs to be transparent with
easily accessible information. More specifically,
patients are most interested in your success

rates, treatment price list and accreditation. The
hardest element for patients is to compare success
rates between clinics. Try to make yours as clear
and concise as possible to enhance the patient
experience.

Depending on where you are based and where you
expect your visitors to be located you will also need
to ensure that your privacy policy and your terms

and conditions are clearly displayed. If you expect
your website visitors to be in Europe then you will
need to be GDPR-compliant. As a medical facility you
will already have systems in place to protect patient
confidentiality and this also applies to all data that you
collect via your website. Your website may connect to
a customer relationship management (CRM) system.
If so, you need to ensure that these data are stored
securely and are not accessible via your website.

For information and tips for best practice on your
website, please read this blog(2).

Data collection and storage

You can collect patient data in a number of ways. You
may have an online contact form via your website.
This would usually document the patient’'s name, date
of birth, home address, contact phone number, email
address and medical history. When a patient enters
this information, you need a disclaimer to advise
them on how this data will be stored and have an opt
inif you intend to keep this data for future marketing
purposes.

All data that you collect must be stored securely
with only a limited number of staff having authorised
access to this information.



Social media

Social media refers to all public networking platforms
where patients can interact with you as a service
provider and other patients. These platforms provide
an excellent opportunity for fertility clinics to share
educational content. They are a good marketing tool
to inform patients about specific infertility problems
and demonstrate the expertise of your clinicians.

These platforms also provide an opportunity to
broadcast in real time directly to patients and take
live questions. It is important that your social media
channels are monitored daily and that you have

a dedicated team to generate content and monitor
public comments.

According to the American Society for Reproductive
Medicine (ASRM) guidelines on the use of social media
in reproductive medicine:

- Patients use social media to get help and support

- Women are also more likely to use social
networking and health-related websites than men

- Infertile women and couples often use web-based
information when selecting a medical practice

- Social media presents unigue opportunities;
however, challenges also exist, specifically
concerning online etiquette, outreach, ethics and
patient privacy (3).

Social media has the ability to reach large audiences
to recruit both patients and donors. Medical

providers have an ethical obligation to provide
accurate, transparent information. Clinics must avoid
misrepresentation or the overestimation of important
metrics such as success rates.

Inthe USA, all assisted reproduction providers are
required by law to report success rates to the Center
for Disease Control (CDC). In the UK, all assisted
reproduction providers report their success rates to
the Human Fertilisation and Embryology Authority
(HFEA). This area of misrepresentation of success
rates is heavily reqgulated in the USA.

The Society for Assisted Reproductive Technology
(SART)in the USA has a condition of membership
that fertility clinics must adhere to its advertising
guidelines(4). Additionally, it is understood that the
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provision of information and education is the central
purpose of many social media posts by healthcare
providers. However, this must be balanced against
the ethical risks posed by giving medical advice to
individuals who are not yet established patients.

Furthermore, when patients ask for direct medical
advice, itisimportant to take the conversation out
of the public domain. You can publicly reply that you
will send the patient a direct message. In a private
conversation you can then arrange for the patient
to speak directly with the medical team, thereby
creating the secure electronic patient record.

Video communication

In light of the Covid-19 pandemic, fertility clinics have
had to make operational changes to replace in-person
consultations with virtual consultations. For some
clinics, the transition was easy if they were already
providing video consultations to overseas patients.
But for other clinics, the transition to telemedicine
can be more of a challenge. In light of this change
ASRM put together a taskforce to highlight the pitfalls
for clinics when using video communication platforms
to communicate with patients(5).

Regardless of your location, you are advised to follow
best practice where regulation does exist. Clinics

in the USA must adhere to the Health Insurance
Portability and Accountability Act (HIPAA). Therefore,
when choosing a suitable video communication
platform, it isimportant to realise that free video
platforms are not designed for secure patient
interactions and may put your clinic and your
physicians at risk. To meet HIPAA compliance, you
should subscribe to a video conferencing platform
that offers high-level encryption. Most subscriptions
exceed federal requirements. It is also important
that, as a healthcare provider, you enter a contract
with your video conferencing provider. This ensures
that you share liability in the event of a data breach
regarding patient information. The video conferencing
software must also demonstrate an audit trail of users
who access the patient information with a date and
time stamp. You can get more information on HIPAA-
compliant video conferencing software here (6).

711



Chapter 4
Virtual communication with patients

You may also find these FAQs useful (7).

Express permission must be given if for any reason
you wish to record the patient consultation. It is also
the responsibility of the healthcare provider to record
the consultation on their own server and not on that
of a third party. If you communicate with a patient in
a non-secure fashion then you leave yourself open to
litigation.

Email

Electronic communication with patients definitely
enhances their patient experience with your clinic.
However, as the healthcare provider, there are many
pitfalls to consider and some serious investment
inyour information technology systems is required
to ensure patient confidentiality. As previously
mentioned, electronic communication for US clinics
is also covered by the HIPAA Act and remains good
practice for other healthcare providers to follow
regardless of physical location ().

Itisimportant to remember that IVF patients

may move to another healthcare provider and will
therefore require a copy of their medical record. The
easiest way to send this information is electronically
and preferably through a secure patient portal.

The benefits of electronic communication are:

- patients can send their medical record and
previous tests results prior to a video consultation
with a physician

- healthcare providers can relay information like test
results, treatment plan and specific questions in
atimely manner

- patients are able to ask questions that occur to
them after their consultation

- physicians can send more detailed information
on specific procedures or conditions requiring
management

- improves the patients’ perception of your clinic
and the availability of your team in terms of
offering a personal, individualised treatment plan

- offers care and treatment inreal time

- reduces the amount of time spent on phone calls
and in-person visits.
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The disadvantages of electronic communication are:

- managing patient expectations - be clear in your
communication as to when patients can expect
areply. Sometimes, your reply may be instant
during office hours, but patients may expect the
same swift response during out of clinic hours

- assumption that a named member of staff is
always available to them - highlight that urgent
enquiries should be directed to reception so
that an available team member can advise in an
emergency

- misunderstandings - a healthcare professional will
pick up on patient gaps in knowledge with regard
to medication instructions in a conversation that
may not be picked up in electronic communication

- stand-alone communication via email may not
be linked to the patient record, therefore it is
important to either integrate emails to patient
records or to copy in all members of the team who
may communicate with the patient

- security and privacy of emails - you need to
consider who can view internal emails and if
patient information can be accessed by admin
staff who do not have the patients’ permission to
view their records

- all staff communicating with patients should bear
in mind that everything they put in writing could
end up in the public domain if used as evidence in
a lawsuit.

Mobile messaging

Many clinics have responded to the patient demand
to communicate via mobile messaging services

such as Facebook messenger, SMS messaging and
What's App. This also has advantages and pitfalls that
healthcare providers must manage to ensure they
are compliant in terms of patient information. This
form of communication is excellent for responding

to patientsin real time and gives a personal

touch to communications. However, like email
communications, healthcare providers are liable for
all information put in writing in this format. And like
social media platforms, this form of communication
should only be used for engagement and lead
generation. If you publish a dedicated number on your
website and social media channels then ensure that



a dedicated member of staff checks these messages
daily. Also ensure there is an out of office reply to
manage patient expectations.

If you wish to communicate with patients via

mobile messaging, you should ensure messages

are encrypted. Medical history and treatment
protocols should not be discussed via this method of
communication. Instead, this method can be used to
establish the patient's status and eligibility to open

a patient record. The aim here is to move the patient
from an initial enquiry to a medical consultation. No
medical advice should be offered via this platform.
The non-medical aspects of a patient’s treatment
such as travel arrangements can be discussed but
should be followed up in writing via email.

Newsletters

Newsletters are a powerful tool in your marketing
toolbox and should be used to your best advantage.
Have a good reason to send your newsletter. Keep

it short and simple. Have three key messages that
you want to convey. The purpose of a newsletteris to
educate your patients, who may be past, present or
future. Remember, an IVF patient takes on average
of two years to decide on their course of treatment
and their treatment provider, so your communication
relationship with the patient is likely to be longer than
your actual relationship with them as a patient!

Your newsletter needs to convey news from your
clinic that is beneficial to the patient. Examples of
this are new techniqgues that have met with success,
new equipment that will improve patient outcomes,
and new members of staff who bring experience
and commitment to patient care. You may wish to
announce live social media sessions with physicians
or educational seminars that you are running. Make
your content engaging, share research and your
insight into the world of assisted reproduction. Keep
items to a couple of paragraphs and thenlink to the
full article on your website.

For more information on newsletter best practice,
please read this blog(8).
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Donor selection databases

Itis becoming more common practice among

IVF Units to allow intended parents to access

a database of both egg donors and sperm donors
to make their selection. These databases hold

the key characteristics of donors such as height,
weight, eye colour, hair colour, level of education
and a photograph to compare their likeness to

the recipient. Obviously, this level of information

is reassuring to patients but holds a number of
challenges for the healthcare provider. These
databases should be stored on the clinic’s own server
as opposed to a third-party server. Access to these
databases requires a protected layer of security.

Firstly, the main concernis security to ensure

that this sensitive information is only accessed

by intended parents. There is also the issue of
anonymity. Anonymous donation is not allowed

in certain countries including the UK; therefore,
patients may look to overseas clinics to seek an
anonymous donor. However, in light of DNA testing
and social media, it is best practice to advise patients
that anonymity may not last forever. The European
Society of Human Reproduction and Embryology
(ESHRE)is currently in the process of drawing up new
guidelines on Good Practice recommendations to
provide information to those using and participating in
reproductive donation (9).

Standard practice is for both donors and recipients to
undergo psychological evaluation and counselling to
fully understand the implications of using donor eggs
or sperm. This would be separate from the medical
advice given on the procedure per se.

Virtual educational events

Prior to Covid-19, it was common practice for clinics to
hold open evenings and invite potential patients into
the clinic for a tour. This was also a good opportunity
for the physicians to make a short presentation

and for patients to meet the nursing and case
coordinators in person. The old adage applies here -
‘people buy people’. Since the pandemic, clinics have
had to convey this personal touch via online seminars.
Although the impact is not the same, if done correctly
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the warmth and empathy of the healthcare providers
can still be conveyed.

Patients feel disconnected from their healthcare
providers, so it is important to select a subject
matter that patients will find engaging. Be mindful of
awareness days each month and tailor your content
around the general conversation, for example PCOS
Awareness Month. This is a great example of how

you can show transparency. Very few PCOS patients
will actually need IVF. Indeed, current data suggest
that only about 5% of PCOS patients go on to have
IVF. However, PCOS is one of the leading causes

of infertility. These patients are desperate for
information and need to have the condition managed.
Therefore, running an educational seminar will see
good engagement and attendance and puts your clinic
in a good position. Remember IVF patients are active
on social media and a lot of your referrals will come
through word of mouth.

Itis best practice to keep your seminars short and
informative; this should not be used as a sales pitch!
Ideally, you should allow between 30-45 minutes

for the entire seminar from start to finish. Include
question time at the end and provide a contact
email address for patients to follow up in a private
conversation. Remember some patients are not
confident enough to ask what they feel might be
perceived by others as a pointless question .

Consent forms

There are a number of consent forms that patients
must fully understand and sign before treatment
commences. Counselling should also be offered prior
to signing any consent forms. These consent forms
should include:

- howlong eggs, sperm or embryos can be stored

- thetype of treatment the patient will undergo,
including donation

- who will be the legal parent of a child born if
donated eggs, sperm or embryos are used

- thechild's legal parent if the intended parents are
not married orin a civil partnership
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- what happensto eggs, sperm or embryos if either
patient dies

- how a patient’s personal information can be used.

For more detailed information on informed consent,
please see the next sections 4.2.2 and 4.2.3.

The HFEA in the UK has an in-depth section on
consent forms for patients, which you should
familiarise yourself with to ensure best practice (10).

Conclusions

As clinics adapt to the challenges of the
Covid-19 pandemic, it is apparent that online
communication now plays an integral role in

the operation of IVF units. It is vitally important
that clinics invest in information technology to
ensure security and safety of patient data. Itis
also important to appreciate that all forms of
online communication leave an audit trail and
that, as healthcare providers, the duty of care
extends beyond the physical location of the
clinic. To meet patient expectations and remain
competitive, it is also crucial for clinics to adapt
to new technologies and engage with patients
in a format that patients are most comfortable
with. For more information on the Marketing of
IVF Units and Agencies please see herell.
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4.2
Helping patients make good,
safe choices

Introduction

Prior to 2020, the fertility industry had been slow to
embrace telehealth and other technologies. Unlike
our more agile colleagues, assisted reproductive
technology (ART) practitioners had favoured a more
traditional approach, largely due to requlation

and user and provider opposition (1). However, the
COVID-19 pandemic changed this, requiring fertility
clinics to rapidly implement virtual consultation and
communication services, with delivery of patient care
transformed forever. This will continue to evolve with
the development of artificial intelligence (Al)and Web
3.0. This section of the quide will address potential
barriers to care, in our new virtual world, and make
recommendations to fertility clinics on how to ensure
that they continue to help patients make good, safe
choices.

Potential barriers to care
Health Literacy

Health literacy is the capacity in which a patient is able
to search for, understand and use various information
sources and services in order to make appropriate
treatment decisions for themselves. Health literacy
varies from person to person. It depends on the level
of education, age, language, culture and background
(2). Lower levels of health literacy are associated

with increased misunderstanding of information and
decreased patient involvement in shared decision-
making. Clinic staff should be aware that barriers

to virtual communication, such as reduced implicit
feedback, levels of digital literacy (in both patients and
staff)and exclusion (not all patients are comfortable
with a digital set up or have the correct equipment
available to them)may reduce health literacy.
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Virtual communication

As previously mentioned, communication is at

the core of healthcare. Misunderstanding health
information leads to errors, miscommunication
and poor decision-making. Accurate information
gathering enables correct diagnosis, treatment,
counselling and relationship building with patients.
Good communication improves the patient’s
emotional and physical wellbeing, increases health
literacy and improves their overall experience. This
then reduces treatment drop-out and the potential
for complaints and litigation. However, there are
anumber of barriers to communication that may
disrupt this process, particularly when relying solely
on virtual communication. Studies have shown
that 65% of communication is non-verbal. Physical
appearance, eye contact, body language, tone of
voice, air pressure, smell, ambient sound and feelings
of empathy, all affect clarity and interpretation (3).
These non-verbal clues are reduced or eliminated
in virtual communication, which may cause
disconnection and misunderstanding(4).

Impaired informed consent and shared decision-
making

We previously mentioned the impaortance of consent
forms and what they should include, but we would like
to stress the point that informed consent can only be
given by someone who is competent (has the capacity
to understand the proposed action), has been

given adequate information (understands the risks,
benefits, consequences and possible alternatives)
and who willingly volunteers their consent (without
duress)(5). There are multiple factors that may affect
a fertility patient's medical decision-making ability:

1. Not all clinics give adequate information to
patients prior to treatment, which causes them
to turn to social media and/or the Internet to fill
in the gaps. This form of information is often
contradictory, unreliable, incomplete and non-
patient specific. This then reduces the patient’s
ability to provide informed consent.



2. Patients are increasingly sharing their infertility
journey on social media. In 2019, there were
3,393,636 Instagram posts sharing fertility-related
information, the majority of which were authored
by patients(6). Research indicates that patient's
choices are influenced by anecdotal stories of
success and media misinformation, which may
ultimately have a negative impact upon a patient’s
ability to make an informed treatment choice (7).

3. Fertility patients may be embarrassed to report
that they do not fully understand their treatment
plan or have made an error with the administration
of medication, for example. This leads clinic staff
to overestimate how much information has been
understood (8).

4. Decision-making about medical treatment can be
a stressful and difficult process, particularly when
undergoing fertility treatment (9).

Recommendations to assist patientsin
making good, safe choices

Personalised care and shared decision-making

Good clinical practice involves high-quality, patient-
centred, personalised, evidence-based care, in which
patients are able to make autonomous, informed
decisions(10). Shared decision-making and informed
consent should be an integral part of the ART
protocol, but what is the best way to achieve this?

It is a well-known fact that patients forget 40-80%

of verbal information immediately and only half of
what they do remember is correct (11). Therefore,
medical personnel should provide transparent, honest
information, presented in a format that can be easily
understood and remembered. This ensures realistic
expectations in the patient’s specific situation,
thereby reducing the burden of being a fertility
patient, treatment drop-outs and any fear of regret in
the future (12).

Informed consent

The consent to undergo ART treatment is unique in
that it is intended to create children. To ensure that
patients are able to provide informed consent, clinics
should supply information regarding:
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- Dbenefits and risks of treatment options and
alternatives;

- individualised treatment success rates;

- the procurement, use, storage and future use of
eggs, sperm and embryos;

- independent psychological and implication
counselling;

- the welfare of the child/children;
- costschedule;

- clinic complaints procedure;

- withdrawal or change to consent;

- legal parenthood.

Specific patient groups, such as patients requesting
cross-border reproductive care for gamete/embryo
donation (both donors and recipients)should be
provided with the following additional information:

- Regulations governing the recruitment, payment
and number of families or offspring created from
egg, sperm and embryo donation varies from
country to country;

- With the increasing use of direct-to-consumer
genetic testing and prenatal testing, patients who
choose donor conception and the donors per se,
should be informed that donor anonymity may no
longer be guaranteed (13).

Information format

Fertility treatment is complex. It involves multiple
processes that rely on highly motivated patients who
are able to understand and adhere to instructions
such as medication management. Studies have shown
that despite attending a briefing session:
35.7% of patients were anxious about self-
injecting;
38% were confused about the prescribed units of
gonadotropin;

- almost half either made or speculated that they
had made an error in taking their medication;

- 29% admitted not reporting this error to their
clinic (14)(15).
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Information provided prior to consent should pertain
to both the physical and psychological aspects of
treatment. It should be delivered in a culturally
appropriate manner (18), which is sensitive to cross-
cultural care, taking into account the health literacy
of the individual patient(Table 1). Patients must be

Table 1.

given the opportunity to fully absorb the information
provided, before treatment commences, and then be
encouraged to ask questions or clarify further points.
This should be in a separate face-to-face video call,
which allows for collaborative communication.

Recommended format of providing information prior to treatment

When creating patient information literature: Use the Six Sigma b Whys' basic root cause analysis method;

- Who needs to be communicated to?

- What needs to be communicated?

- When should it be communicated?

- Where/how should it be communicated?

- Why should it be communicated?

Write clearly, in plain English, using short words and sentences, providing a full extended version (with
references)for those patients who request it, particularly for more complex treatments.

Produce information in the patient’s own language. If translation is required, clinics should use a trained medical

translator to avoid inaccuracies in the translation.

Give information in a timely fashion, ideally in bite-sized pieces, so as not to overwhelm.

Materials should be available as a PDF, to be downloaded and printed off at home.

Respect and be aware of patient preferences for information and offer various types, specific to the individual

patient, not presented in a generic way.

Consider various visual forms of communication such as pictures, drawings, charts, graphs, videos, pictograms,
elearning, written information, recorded educational webinars and practical tips, relevant for each part of the

patient’s journey.

Ensure all information is readily available either on the clinic website or via a patient portal.

Provide patients with a written individualised expected treatment timeline.

Understand the various methods of communication and supply-driven vs. demand-driven patient information.

Use a checklist to ensure that all the relevant information has been provided about treatment protocols,
medication, supplements, wellness advice, potential side effects and out of hours contact details.

Consider an online, cloud-based platform or patient decision aid to supplement (not replace) clinician-patient

conversation options.

Perform a 6-monthly audit of all information sources, including all of the clinic’s social media platforms, to ensure

consistency and continuity.
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Telehealth and webside manner

Patients have embraced the benefits of telehealth,
such as reduced travel time and cost, increased
flexibility and availability. However, there are some
practical issues which should be taken into account
which improve both the patient's experience, and
protect both the patient and the clinic(Table 2.)

Table 2.

Recommendations regarding telehealth and webside manner

Telehealth

1.

Be aware of data and cybersecurity. Use secure video software providing end-to-end
encryption [compliant with General Data Protection Regulations (GDPR) and the Health
Insurance portability and Accountability Act (HIPAA)].

Advise the patient to be in a private, not public place, ask them to provide informed consent
to telehealth and confirm their future contact preferences and email address.

Use an electronic medical record (EMR) that has a set of fully integrated telehealth features,
which has the capacity to be upgraded as new telehealth features come onto the market,
e.g., secure consent signing in block chain.

Create an online portal to allow for remote access, uploading to the patient's EMR and
electronic consent signing, together with medical illustration software for use in patient
education information.

Have an In-house IT department or outsource to an external technical support company.
Consider network services and wireless signal. Run software updates and general
housekeeping overnight to reduce daytime interruptions to bandwidth and video streaming.
Provide staff training in technology proficiency.

Webside
Manner

Consider using two screens, one to see the patient and the other to view the EMR/notes/
investigation results.

Use the best possible equipment (camera and speakers)to aid clarity and consider wired
Ethernet connections in case Wi-Fi proves troublesome.

Improve communication and compensate for the lack of implicit feedback and the mirror
neuron system by concentrating on other paralinguistic aspects. Look directly into and lean
towards the camera, have a friendly expression, use hand gestures and slow the speed of
speech. Increase the loudness, tone and inflection of speech.

Consider digital literacy and exclusion; not all patients are comfortable with a digital set-up
or have the correct equipment available to them.

For patients receiving treatment as a couple, ensure that each one is seen separately at
some point during the consultation. Ask open-ended questions and give each partner the
opportunity to confidentially disclose any information, relevant to their treatment, that they
might be unwilling to share with their intimate partner.

Before the consultation, send the patient an email outlining what to expect and ask for
a telephone number in case of connectivity or interruption issues.

After the consultation, send the patient a transcript of the conversation/consultation,
together with recommendations, a proposed treatment timeline and expectation
management of clinic response times to future queries.
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Implementing patient-centred infertility care

Patient-centred care is one of the six dimensions of
quality of care comprising 1) safety, 2) effectiveness,
3) patient-centeredness, 4)timeliness, 5) equity

and 6) efficiency. Many patients choose to stop ART

treatment despite having a good predicted success

rate and being able to afford the costs incurred. This

Table 3.

is called patient drop-out. Most cite the impact of the
psychological burden of infertility, but others refer to
alack of patient-centred care behind their decision.
By implementing a patient-centred approach, clinics
can improve their overall performance and reduce
patient drop-out (17)(Table 3).

Implementing patient-centred quality care in a fertility clinic

Have It is advisable, even if not mandatory, to have a formal quality management system (QMS). This
a quality ensures that there is a structure in place which accounts for local requlations and consistently
management promotes and aims for best practice. It provides a basis for clinical audits, the monitoring
system of day-to-day performance and provides a platform for patient feedback and continual

improvement.

Listen to the 1. Provide personalised information for prospective, current and previous patients.

voice of the 2. Runaclinic that is adequately staffed by competent, knowledgeable, caring individuals with

infertility a positive attitude and good communication skills.

patient (18) 3. Ensure that patients have privacy at sensitive times (semen production, etc.)and are
physically comfortable when undergoing investigations and procedures.

4. Practice shared decision-making, autonomy and personalised care.

5. Ensure confidentiality of personal information and data.

6. Patients expect to receive emotional support from doctors and nurses, and most are able
to cope with the stresses of treatment. However, a significant proportion (~20%) have
specific vulnerabilities and are at risk of psychological distress. These patients will require
professional support before undergoing fertility treatment.

Be Staff and effective team building:

a forward- - Have aformal recruitment, on-boarding and cross-training process for the entire team, not
looking just clinical staff;

organisation - Ensure that there are sufficient technical resources;

- Investin continuous education and professional development, encourage research and
cooperation with other facilities.

Leadership and management:

- Encourage shared and distributed leadership to build a culture that supports inclusion,
responsibility and continual improvement;

- Ensure fluid, agile, adaptive management.

Continual 1. Process map the patient journey and perform an information gap analysis and audit.
iterative Use patient feedback to ensure a dynamic iterative information creation process.
improvement

E SN

concise and accurate.

Improve organisational digital health literacy.

Make use of social networks, regularly checking that the overall online information is clear,

5. Perform key performance indicators, collect and use the clinic’s own healthcare data to
improve patient engagement and lead the quality improvement strategy.
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Conclusions

Both patients and clinics have welcomed the
advantages of virtual healthcare. However,
clinics should be aware that, in adopting

these new methods of interaction, they must
continue to encourage patients to be in control
of their treatment decisions. Ensure that
informed consent is obtained, reduce stress
and lessen the patient workload. This will
improve the overall experience and protect
both the patient and the clinic.
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4.3
Learning what and where to
research

Introduction

Several studies report that most people are
misinformed about reproductive health(1-6)and the
age-related fertility decline, and that providing this
information has the potential to affect unintended
childlessness(11,12,13,14,15). Other studies also
suggest that only a small proportion of patients
seeking fertility treatment are aware of the dramatic
impact of age and other factors on fertility, suggesting
that current information provision is insufficient
(11,12,13).

The reality is that most people who want to conceive
in the future and those who are already trying to
conceive, require and actively seek information and
advice to assist them in meeting their reproductive
goals. Several studies report virtual communication
as a common source of information (1-6). These
sources include the Internet as well as fertility clinics
and official bodies' websites, social media platforms,
forums and apps. A study researching the use and
perceptions of online education material by fertility
patients found that 42.6% (106/249) looked at the
online material. Of those who viewed the online
information, 99.1% (115/116) found the information
helpful or somewhat helpful and 67.6% (73/108) felt
better prepared for making fertility decisions during
their consultation after reading the material online (1).

However, accessing online information has been
described as a complex process (6). This is particularly
evident among women from low-income, socio-
culturally diverse communities (3). One study showed
that women from low-resource, largely immigrant
communities, seeking fertility care have greater
disparities in fertility knowledge and lower health
literacy compared to women from high-resource
clinical settings (3).
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This guide aims to reduce reproductive e-literacy
inequalities, by reviewing and clarifying what
information should be provided to patients by
fertility clinics, in which format patients prefer this
information and where to direct patients to learn
about that information.

Content topics
(information sought by patients)

The content of information sought by patients differs
at every stage of their journey. Patients typically
search for general information, often related to
causes of infertility, as they embark on their journey.
As they become more informed and engaged with
services and treatment, they look for more bespoke
information which is also more challenging to find
(8). The main purpose of obtaining information is to
assist patients in the decision-making process and
to prepare them for consultations with healthcare
professionals. Moreover, patients often take
information from their consultations back to online
communities in order to assess options and develop
their understanding(8).

A qualitative analysis on education material sought by
patients highlighted the following themes: detailed
information on infertility, fertility testing and fertility
treatment (28.6%), improving natural fertility and

use of alternative therapies(17.9%), donor gametes
and transgender fertility care (14.3%), step-by-step
approach (14.3%), emotional support and counselling
(10.7%), patient stories(10.7%), lack of certainty
(10.7%)and other topics (14.3%). Examples included:
“how to prepare for appointments and what to expect
from the procedures’, “"How-to videos” and "Videos
that explain process, concerns that individuals may
have”and the use of “interactive tools". Patient stories
were suggested by 3 participants who recommended
‘real patients speaking about their journey”, including
accounts of both “successes and failures”(1).



Apart from the educational content, many patients
are also looking for emotional support and a sense
of community, wanting to find people in similar
situations and form support networks (8, 18, 13, 20).
One study looking at online support found that the
latter was preferred by some over real-world friends
and family, because of the shared experience and
ability to discuss issues openly and anonymously (6).

Another study looking at fertility-related content

on Instagram found the following types of content:
educational, patient experience, outreach,
advertisement, research, personal (unrelated

to a diagnosis), and other(2). Educational posts
included posts where the primary goal was to
provide education on fertility issues(e.qg., a physician
describing the basic fertility workup). Outreach
posts involved posts where the author was trying to
engage the user(e.g., ‘comment below if you have
heard of anti-mullerian hormone!”). Advertisements
included a clear promotional goal(e.qg., an office
offering a free initial fertility consultation)(2). In this
study, 60% of posts related to patient experiences,
10% to advertisements, 10% to outreach, 8% were
educational and 6% were personal posts unrelated
to diagnoses. Only 15% of all posts were written

by physicians, allied health professionals and

Natural
fertility

Patient
stories

Research

Information

sought by
patients

Emotional
support

LGBT+
fertility care

Transgender
fertility care
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professional societies, and there were zero posts
related to research and only 8% related to education.
Physicians were more likely to write posts related to
planned oocyte cryopreservation compared to IVF,
while patients were more likely to write posts about
IVF, their experience with treatment, success and
failure (2). There seems to be a discrepancy between
the content being published by clinics and the content
patients are looking for.

Another relevant aspect relates to the
trustworthiness of information that patients find
online. This is described as an important issue for
patients and it is suggested that online information is
translated into plain language but linked to the main
information source so that patients can access it
should they want to(8).

Taking these findings into consideration, it is
recommended that fertility clinics provide more
online content and ensure that the said content
meets different patient needs, ranging from basic
educational content on natural fertility to more
detailed, personalised information about fertility
testing and treatment, as well as stories of success
and failure.

Fertility
testing

Fertility
treatment

Alternative
therapies

Donor
EINEICS
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Content format
(how do patients want the information displayed)

Different online formats can be used to display the
content described above. It isimportant to choose
the format that not only matches the information but
which also meets the patient’s needs. If the content is
in the wrong format, patients may not be able to find
it or may not engage with it in a way that empowers
them with knowledge to be active participants in their
fertility treatment plans.

When considering written information, a study
suggested that this should be translated into plain
language but still have links to the main information
source so that patients can access it should they
want to(8). Special consideration should also be
given to sentence construction, making it as simple
as possible, and free from complex words. The font
size should also be large enough to be legible, and
the font colour should provide enough contrast with
the background colour to be easy to read. Audio
recordings of written communication, correctly
tagging the content on the website in order to

be detected by screen readers that convert on-
screen information into speech or Braille, will make
information more accessible to people with visual
impairments.

Regarding video content, this has been preferred,
over text-based content (65.6% vs. 11.3%)(1). Other
studies also acknowledge that although videos
cannot replace the importance of counselling from

a physician, patients tend to favour videos over
written hand-outs and verbal instructions (23, 27,

28). When creating videos, it is important to consider
subtitles and inclusion of sign language to make these
as accessible as possible.

Taking these findings into consideration, fertility
clinics are advised to create online content in various
formats that meet the needs of their patients, ranging
from written format to video/audio content, paying
particular attention to details that make the content
more accessible to the wider population.
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Writtern online content

Plain language

Simple sentence construction

Avoid complex words
Legible font size
Contrast font colour

Detectable by screen readers

Video online content
Plain language
Avoid complex words
Subtitles

Sign language

Content sources
(which platforms are patients using to access
information)

Different platforms are being used by patients to
access online information. These include search
engines such as Google as well as the fertility clinic’s
website, social media, apps and the websites of
official bodies including ESHRE and ASRM.

A study investigating the patient-reported usage and
helpfulness of education material on clinic websites
found that online information can often be biased in
favour of a discussion of benefits over risks. There

is also a lack of evidence-based research to back up
recommendations and failure to disclose conflicts
of interests (16, 17, 24, 26). In this study, 72% of
participants stated that they would like to see more
information posted online (1).

This guide reviews and clarifies which platforms are
preferred by patients to access online information,
so that fertility clinics can post more content where
patients are likely to find it, and clinicians are able to
guide patients to trustworthy sources of information.



Search Engines
(e.g. Google)

A study researching reproductive e-literacy found
that all participants had accessed the Internet

as one of their first sources of information. The
researchers confirmed that those searching for
information inevitably began their search in a web
browser, typically Google, and searching was generally
described as unstructured, with participants finding
useful sites by chance (6). However, frustration was
expressed at the limited information provided by
health professionals, especially when first contacting
them about fertility issues(6).

Given that search engines are often the first point of
search, fertility clinics have an opportunity to create
high-quality content available on search engines. This
can be done on various platforms such as the clinic’s
website and blog, tagging the content to allow it to

be discovered, as well as creating content in other
platforms that contribute to search engine ranking.

Clinic Website

As described previously in this chapter, the fertility
clinic's website is one of the main sources of
information for patients. In a recent study, the
majority (95.8%) of respondents who viewed online
information stated that they accessed it through the
clinic website (1). However, patients often find that
this information can be biased and incomplete with
little discussion of safety and risks. Several studies
also highlighted that most online medical information
is written at an educational level that is too high for
the average patient to understand(6,8,9,10).

The way the information is presented on the website
is also important. In one study, patients expressed

a preference for clean, simple, uncluttered,
professional sites. Adverts were viewed very
negatively along with sites that were too impersonal
and made use of chat-bots. The addition of a personal
element to the website to give some idea of who is
behind the website and their motivation were also
considered important (6).
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Based on these findings, fertility clinics should

use their website as a source of trustworthy, easy

to understand, easy to find, unbiased information.
Adding a personal team touch and describing their
skills and motivation can help patients feel connected
and engaged.

Social Media, forums and apps

Several studies have found that patients use

social media for both educational content as

well as aresource for dealing with the emotional
consequences of infertility, helping them to feel less
isolated and abnormal(1,2,6). The main networks
appear to be Instagram, Facebook, Twitter and
forums. One study investigating the role of social
media for persons affected by infertility found that
over 60% of the respondents had taken part in
discussions about infertility on social media over
one to three years, and 39% participated more than
once a day. Half of the participants spent one to
three hours every week on the forums and wrote 1-b
postings per week. The forums offered participants
information, solidarity, and the opportunity to receive
and give support. However, one of the criticisms
raised was that the advice given was not necessarily
evidence-based (7).

In another study, 80% of patients highlighted that
social media improved their overall patient experience
in the fertility clinic and the majority (60 %) of
respondents used Instagram (21). Another study
suggested Instagram attracted patients with infertility
due to the possibility of anonymity and the fact

that they would be able to find others experiencing
similar problems with whom they had more informed
conversations(6). A recent poll showed that the
average user spends 21.2 minutes on Instagram each
day, with the 18-29 age group spending the most time
(30 minutes)(16).

A study looking into fertility posts on Instagram found
that most posts were written by patients(67%),
followed by physicians (10%), for-profit commercial
groups (6.0%), allied health professionals (4.5%),
professional societies(1%), and others (11%)(2).
Attitudes from healthcare-regulating organisations
on the use of social media are also changing and the
American College of Obstetricians and Gynaecologists
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(ACOG)recently revised their committee opinionin
2019 stating that social media is “not only acceptable
for the modern practicing physician but has become
anecessary element for relating to patients and
practicing medicine”(22).

For these reasons, fertility clinics can and should use
social media to connect and engage with patients.
There is an opportunity for fertility clinics to use social
media as a platform to share evidence-based medical
education and inform the public(16,29,30,31).

Official Bodies

Websites of governmental and official bodies in the
reproductive health sector, such as ASRM and ESHRE
can also provide reliable information for patients.
Ideally, the information presented on these websites
should be written in plain language that is easy for
patients to understand. This would also make it easier
for fertility clinics to recommend them.

Conclusion

Many people are misinformed about
reproductive health. The provision of adequate
information would empower patients to be
active participants in their fertility treatment
plan. This guide reviews the information to be
provided to patients by fertility clinics, and
specifies appropriate formats and resources.
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Abstract

It has been over 40 years since the birth of the

first IVF baby and since then, rapid advances in
assisted reproductive technology have taken place.
Technology has evolved, facilitating microfertilisation,
cryopreservation with higher thawing survival rates
and embryo monitoring and selection. Despite

these advances, take home baby rates remain low
(approximately 20%).

Chapterb
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In this chapter we reflect on the new emerging era of
Artificial Intelligence and Machine Learning solutions
that caninterpret large health data sets. This has
the potential to be the next significant advancement
within reproductive medicine, particularly in the
areas of triage, screening, and diagnosis, predicted
outcomes, personalised treatment and monitoring,
and imaging interpretation.

In the patient care and support sector, telehealth,
telemedicine, mobile apps, connected devices,
wearables and trackables also herald a new erain
patient engagement that cannot be underestimated.
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5.1
Emotional Support Toolbox

The digitalisation of communication offers clinics
innovative ways of communicating and supporting
patients. Indeed, some progress has been made by
various clinics in providing virtual communication
channels to their patients through apps, patient-only
areas on websites and via community groups on social
media or via forums.

Preliminary caution

Caution should be exercised first and foremost
regarding the security and privacy of data held in
such channels and clinics are advised to have full
ownership of these settings and data. For example,
Facebook groups share data with personal profiles
and advertisers. Even in some purpose-built
community apps such as Mighty Networks, the data
is owned by the corporation, not the individual clinic
account. Moreover, individual clients should at least
have access to account settings such as profile,
password and communication preferences.
Secondarily, clinics are advised against over-
digitalising patient care information. Face-to-face
communication is still preferable, backed up by
digital communication . In any event, communication
channels where the patient can interact directly with
clinic staff are preferable to one-way data relay and
support tools or a combination of the two should be
available.

Telehealth

Telehealth and virtual appointments bridge the
gap between digital and traditional care models.
As aresult of the recent COVID-19 pandemic, these
approaches have become routine practice and are
now highly accessible.

It is crucial to give patients a choice in how support

is delivered as one size does not fit all. Clinics are
expected to shift towards a hybrid support care model
over the coming years - hence the provision of secure
systems and storage is paramount.
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Examplesin practice

Considerable research has been conducted into the
efficacy of digitally-based interventions in mitigating
distress, as psychological markers and in patient care
(see studies outlined below).

The work of Dr Alice Bomar is internationally
acclaimed as the leading programme in infertility
psychosocial interventions. The mind and body
programme run in conjunction with Boston IVF for the
last 30 years has had excellent results in improving
stress reduction and decreasing anxiety and
depression levels. The 10-week programme consists
of an individual assessment, several face-to-face
sessions and group/therapist support.

In 2020, PLOS ONE published a journal article
about the similar success of a digital version of the
programme, paving the way for more research and
services in this area.

Similarly, an online psychoeducational programme
offered to 190 women from 3 US fertility clinics also
had beneficial effects:

“This evidence-based eHealth program for women

experiencing infertility suggests that a web-based
patient education intervention can have beneficial
effects in several psychological domains and may

be a cost effective resource for fertility practices”

(Cousineau et al., 2008)

Aarts et al. (2012) assessed 20 Internet-based
programmes and concluded that many were
successfulin providing information and support,
as well as in promoting mental health but lacked
interactivity.

“The interventions could be improved by using more
interactive and dynamic elements as their key
components.”

(Aarts et al. 2012)



These examples and the following additional
references provide insight into emotional support
areas, generally outside the current scope of the
predominantly implication-based counselling
provided by clinics. They also highlight concepts for
future development either by clinics per se or outside
services.

Current research has taught us that the introduction
of programmes has been beneficial in many
individually-assessed areas and that greater
interactivity and group settings would provide
additional benefits.

Contents of the emotional support
toolbox

The research reveals key psychosocial or
psychoeducational tools that have proved beneficial in
patient mental health and overall patient care. These
include:

- Providing evidence-based knowledge of stress,
lifestyle and fertility

- Relaxation technigues including breathing and
yoga

- Mindfulness

- Cognitive restructuring

- Stress-reduction strategies

- Listening and communication skills

- Relationship skills

- Strategies for emotional expression and effective
coping with tricky emotions such as anger, guilt,
blame and shame emotions

- Assertiveness training and goal setting

- Group support - meeting others in the same
situation and having access to interactivity
channels within the group.
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Complementary support tools - the role
of the clinic

Avast range of emotional support tools and providers
is now available for patients outside the clinic setting
in the form of podcasts, support and social groups,
forums and allied health and alternative health
professionals. The choice is so wide that individuals
often struggle to navigate their way through various
programmes and practitioners, incurring costs at
each stage.

Patients are undoubtedly reliant on these services
and benefit enormously from them. It would be hugely
beneficial to patients if these tools and services

were directly available from the actual clinics given
their integration with medical care and delivery from
atrusted source.

Clinics are now tasked with including increased
patient care services either digitally or through
partnerships with external organisations or

a combination of both.

Conclusion

These guidelines set out practical examples
of digital support tools that can enhance the
patient care experience. Suggestions are

also provided regarding the contents of and
interaction with the emotional support toolbox
available to patients.

Although potentially challenging for clinics
to facilitate initially, the immense value
and considerable impact on individuals are
undeniable.
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5.2
Digital technology to boost
confidence

Telehealth for patients

Like much of healthcare, telehealth replaces medical
appointments when and where possible, reducing
costs and creating greater access. The recent
COVID-19 pandemic has accelerated the global
demand for digital technology, including telehealth for
fertility treatment. Digital technology addresses costs
for fertility patients by facilitating ways of receiving
information. For example, home testing kits for both
men and women, which are fully supported by fertility
specialists, can be ordered by patients online, with
full information and support also available via the
Internet.

Digital consultation can also be provided by clinics
using online video technology. This reduces the
number of visits to the clinic and generates an
automated matching and booking system. This can
then be followed up by a detailed medical consultation
with one of the clinic’s fertility consultants. These
services provide easier access to care.

Digital technology promises a better user experience
(UX)across the entire healthcare sector. It can
personalise care and provide continuity, not to
mention support 24/7. Today's experience is highly
impersonal and is mostly self-managed outside

the doctor’'s consulting rooms, including the
administration of medication. Thanks to telehealth
and digital journeys, customers can benefit from
connected, on-demand support using the app of their
choice.

However, the digital technology boom comes with
important data protection and cyber security
considerations. The European GDOPR requirements for
personal data protection have significant implications
for fertility clinics, healthcare providers and patients.
This means that providers need to adopt a more
holistic approach towards data management.

Fertility clinics must have effective procedures in
place that can be implemented immediately in order
to meet GDPR requirements. This requires a more
cautious approach to the handling of personal data
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and thorough knowledge of where the information

is being stored and how it is being processed.

This applies to hospitals and clinics, diagnostic
laboratories, online shops and every organisation that
processes health-related data.

Mobile apps, connected devices,
wearables and trackables

Mobile apps linking patients to healthcare providers
range from reference to communication tools
including electronic health records, providing
continuous access to personal health-related
information. Initial evidence shows that these
mobile applications improve the patient experience
by increasing compliance, efficiency and accuracy
in terms of documentation, information retrieval,
and coordination of care. Patients can access their
personal fertility information, profile and documents
all'in one place.

Partners are able to share and connect their
information to create a holistic overview. Patients

are sent reminders and have medication tracking to
ensure that they are following their fertility treatment
plans more efficiently. This is a key benefit as men are
often left out of the process or are not given as much
consideration.

Infertility can be a significant source of psychological
distress. Mobile applications also allow patients

to obtain support by connecting to online forums.
Finding an egg or embryo donor or a surrogate is
asimple, digitally supported exercise in matchmaking
instead of the manual process that has existed

to date. Connected devices can be used to track
hormones, sperm count and symptoms, etc. with data
to be shared directly with doctors.

Fertility healthcare professionals are also turning
increasingly to mobile applications to help improve
patient care. Regulators in the US and Europe have
gradually approved applications which have benefited
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the fertility industry. These applications now support
decision-making for healthcare professionals and
patient-management. From the patient’s perspective,
these apps are invaluable in managing modifiable
lifestyle factors during treatment such as the
management of medication, booking appointments
and accessing online support.
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5.3
Artificial Intelligence in ART

Introduction

‘Big data’ analytics solutions are key to what the future
has in store for ART professionals. These solutions are
already here and the specialised technology platforms
that use such solutions are currently operational

or under development. The main advantage of

big data analytics is that they can accurately

predict individual patient success rates based on
specific circumstances. In order to be effective,

these platforms require an effective database
containing thousands of patient profiles with very
detailed information on medical history and fertility
examinations as well as outcome data. Platforms use
these data to find similarities and to draw conclusions
regarding potential patient outcomes, thus estimating
individual success rates.

The large amounts of data available for each type of
treatment and fertility problem create an obstacle
that platform developers have to overcome. However,
the collection of data from a variety of sources/
clinics/countries is vital in order to accurately predict
the chances of success.

If big data analytics is paving the way to the future,
Artificial Intelligence (Al) solutions are the future.

Al builds on big data analytics to further enhance
technology platforms that estimate IVF success rates.
The ability of ‘machine learning’ and the identification
of data patterns that are accurately interpreted by Al
systems to reach conclusions potentially beyond the
realms of human intelligence, are major challenges
when it comes to using technology to estimate
success.

Al can help us not only to estimate success rates

but also to recommend treatments, methods and
protocols to maximise the chances of success. It can
also recommend the best locations/clinics for optimal
individual outcomes.

Al systems are currently at the research and
development stage. They can impact three main areas
of fertility. The first is outcome prediction, where
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the further development of Al algorithms will allow
systems to estimate outcome percentages more
accurately, as discussed above. The second is the
development of clinical decision systems capable

of providing a better patient service, selecting the
appropriate patient protocol, and evaluating suitable
types of treatment and laboratory methods to
optimise results. Finally, Al systems can be used to
assess cost-effectiveness and reduce unnecessary
expenses from failed cycles.

Robotic surgery is one of the areas in which Al has
been widely applied and is still under research. It has
not yet been applied to fertility but maybe this is the
next step in assisted reproduction.

Different uses of Artificial Intelligence in
ART

The lack of automation and the vast array of clinical
presentations and treatment options in ART lead

to considerable inter-user variability in terms of
healthcare provision. This variability can lead to poor
outcomes and may be confusing for patients. Artificial
Intelligence can be used to reduce this variability by
learning from vast amounts of clinical, demographic,
pathological, imaging and laboratory data, and making
connections and recommendations to guide health
care decisions. Automating and streamlining the
entire process should reduce the overhead costs for
fertility practices and increase patient access (1).

Artificial Intelligence applications are emerging in
different areas of ART (3):

- Triage, screening, and diagnosis
- Prediction of outcomes
- Treatment personalisation and monitoring

- Image interpretation
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Use of Al in triage, screening and
diagnosis

Al'is used to efficiently interpret large health datasets
in the context of clinical triage, screening, and
diagnostics, These Al systems are trained on external
health data that have usually been interpreted by
humans and that have been minimally processed
before exposure to the Al system, for example, clinical
images that have been labelled and interpreted by
ahuman expert. The Al system learns to execute

the interpretation task on new health data of the
same type, which in clinical diagnostics is often the
identification or forecasting of a disease state (4).

It is particularly useful for clinicians with triaging
patients who might need fertility treatment sooner,
when screening for potential problems or for
investigating factors that can affect reproductive
health. It could even be used to diagnose specific
conditions such as endometriosis, polycystic ovary
syndrome or diminished ovarian reserve.

Use of Al in prediction of outcomes

Prediction of outcomes and estimating success in IVF
is a complicated task that requires new technological
solutions if it is to be done effectively. Traditionally,
success rates are estimated by medical experts
based on the medical history and current examination
findings of the patient in question as well as on

the expert’s experience and knowhow. However,

this can never be accurate and can vary depending

on the clarity of mind of the expert at the point of
consultation, factors such as tiredness, ability to
remember data from past cases, and potential to
analyse and evaluate statistical data, etc.

Current developments in technology are providing us
with important tools to eliminate human errors and
miscalculations and to provide accurate estimated
success rates easily and quickly. Patients can already
identify clinic websites in different countries that
offer simple solutions. This quickly gives them an

idea of their chances of success based on broad
categories such as age group, type of treatment and
main fertility problem, etc. These solutions are widely
available and constitute the first step in showing what
technology can offer in terms of accurately estimated
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IVF success rates. One problem with these solutions
is that they are too broad and generalise findings
without examining individual patient specifics.

Some research has been conducted in this area. Gil

et al. looked at utilising various Al networks to analyse
the association between environmental factors and/
or lifestyle habits and the potential impact on semen
quality (). Some of the variables assessed included
smoking, alcohol consumption and body mass index
(BMI). The data obtained displayed a high predictive
accuracy (~ 86%) for sperm concentration, and
(73-76%) for motility. Another example is presented

in a study by Candemir et al. in the form of an
alternative algorithmic model to predict semen quality
based on a similar questionnaire with additional
variables including season of analysis and history

of genitourinary trauma (5). A radial basis function
neural network was used in this model, and success
rates of up to 90% were reported in estimating semen
quality. This was deemed to be the most accurate

for predicting semen quality compared to previous
models (5). EI- Shafeiy et al. have also demonstrated
further optimisation of an ANN for predicting fertility
quality by coupling an additional optimisation
algorithm, termed the Sperm Whale Optimisation
algorithm (5). Predictive models for semen quality
could be used as the initial step in screening men

who may need an infertility evaluation. Earlier
identification of men potentially presenting sub-
fertility by recommending a semen analysis would lead
to earlier intervention for couples desiring pregnancy.

In the fertility treatment context, a different study
reviewed 95, 868 medical records and created

a dynamic grading system that considered seven
indicators, namely age, body mass index, follicle-
stimulating harmone level, antral follicle count,
anti-mullerian hormone level, number of oocytes and
endometrial thickness to predict treatment outcomes
(2). The system graded the patient’s infertility on

5 levels ranging from A to E with A corresponding

to a pregnancy rate of 53.82% and E to a 0.90%
pregnancy rate. The cross-validation results
confirmed system stability of 95.94% (95% Cl, 95.14%
-96.74%)(2). The authors point out that this machine
learning-derived algorithm may assist clinicians in
making an efficient and accurate initial judgment on
the condition of infertility patients(2).



Use of Al in treatment personalisation
and monitoring

Different patients respond differently to fertility drugs
and treatment protocols. Personalised treatment
therefore has significant potential to improve the
outcomes that matter to patients. However, many
factors need to be considered when attempting

to personalise treatment protocols including age,
body mass index (BMI), hormone levels and ovarian
reserve capacity, to name but a few. This can prove
challenging(2). Artificial intelligence and machine
learning can be used to automate the complex task
of analysing all of the individual factors, to compare
against a benchmark and make personalised
treatment protocol recommendations. Similar
algorithms can be used to monitor the patient’s
response during treatment, assessing, for example,
the risk of OHSS or poor ovarian response.

Use of Al in imaging interpretation

Imaging interpretation is potentially the most
advanced area of Artificial Intelligence. However,
although obstetric and gynaecological ultrasound
scans are two of the most widely performed imaging
studies, Al has had little impact on this field so far.
Nevertheless, there is huge potential for Al to assist
in repetitive ultrasound tasks, such as automatically
identifying good-quality acquisitions and providing
instant quality assurance (3). In this area, for each
ultrasound task, there are several image acquisition
and analysis capabilities that can be met by an Al
application, including classification (‘what objects are
present in this image?’), segmentation (‘where are the
organ boundaries?), navigation (‘how can | acquire the
optimal image?’), quality assessment ('is this image fit
for purpose to make a diagnosis?)and diagnosis (‘what
is wrong with the imaged object?)(3). In obstetric
and gynaecological ultrasound, promising workload-
changing advancements include automatic detection
of standard planes and quality assurance in foetal
ultrasound, detection of endometrial thickness in
gynaecology and automatic classification of ovarian
cysts.
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Perhaps the most important application of

Artificial Intelligence is in the IVF lab. Historically,
embryo selection for transfer has been based on
human experience and expertise. The skills and
seniority of the embryologist would play a vital

role in selecting the best embryo for transfer,

thus speeding up the process and eliminating any
unnecessary, unsuccessful attempts. This problem
has been addressed to a certain degree by expensive
infrastructure, such as time lapse incubators that
provide extra tools and scope for embryologists.
However, this remains a personal human decision.

Al offers a system that learns from embryo
development patterns and the implantation success
of those embryos. In this way, the Al system would

be able to effectively grade embryos according to
real success potentials and thus standardise the
embryo selection process and eliminate human error.
Furthermore, Al systems operate algorithms that
compare input data with output data and develop

a process known as ‘Machine Learning'. Provided that
good quality data are available in sufficient quantities,
this process allows Artificial Intelligence to learn

to improve itself, thereby providing more accurate
predictions over time.

The application of Al solutions is available not only
at the embryo selection stage but also one step
earlier, i.e. the selection of eggs and sperm. Although
the selection of eggs for fertilisation is not such an
issue as all available eggs are usually fertilised, the
selection of sperm is of vital importance. Research
is currently underway and solutions are being tested
on how to select the best available sperm using Al
algorithms. This is particularly important in cases
of sperm samples with low normal morphology, high
fragmentation and altered DNA.

In conclusion, artificial intelligence is currently being
applied in several areas to improve clinical decision-
making. Further research and development is ongoing
so that these systems can become more proficient,
improving success rates and reducing errors as well
as generating cheaper, faster and more accessible
results.
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