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“Today, encouraged by the rapid advances in the field of assisted reproduction that
took place in the past decades, we dare to predict that the field will continue to
evolve, and evolve rapidly”

(Emre Seli, 2019).



Abstract

Infertility is a challenge many people presently face and will continue to face
in the future around the world. Conceiving can present several psychosocial challenges
and obstacles in Western and non-Western countries. Two ethnic groups in Guatemala
(a non- Western country), namely The Maya® and Ladino (Maya n = 35, 11 males 14
females, mean age = 27.3, Sd = 7, and Ladino n = 146, 58 males and 88 females, mean
age = 29.2, Sd = 10.3) were investigated on the perceptions and behaviour towards
Assisted Reproductive Technology (ART) (study 1). The study was conducted a few
months before the outbreak of the Covid-19 pandemic. A 13-statement questionnaire
e.g., “children born by ART may be socially withdrawn” was presented to the
participants to rate on a Likert scale, ranging from 1 = Strongly Agree to 5 = Strongly
Disagree. Furthermore, participants were instructed to justify their response by making
written comments and rating their level of knowledge about ART on a scale 1 = not at
all to 10 = a considerable amount. Half of the participants rated their level of
knowledge before reading the questionnaire items, the other half after reading the
questionnaire items. Demographic information and factors namely, age, gender,
religion, education and knowing someone undergoing ART were also recorded. Data
collection took six months to complete (April to September of 2019). Data was
subjected to Principal Components Analysis followed by Stepwise Regression,
Factorial Anova and Correlational analyses. Written responses (219 from The Maya
and 931 from Ladinos) were subjected to Thematic Analysis (TA). The results

generally showed that religion, social acceptance, trust in modern medicine, gender,

! Throughout the text The Maya will be referred to using proper nouns and common nouns depending
on the context.



and ethnicity play an important role in Guatemalan populations’ perceptions and

behaviour towards ART.

The results of study 1 was supported by findings of key medical fertility
practitioners in Guatemala (study 2) and in the UK (study 3), two single case studies.
The two single case studies also extended to investigate if Covid-19 will, or has
already, had an impact on study 1 findings and patients’ perception and behaviour
towards ART. Findings from studies 2 and 3 via the application of Interpretative
Phenomenological Analysis (IPA), mirrored study 1 findings to a large extent on
secrecy, racial integration issues, religion, and risk factors. Both practitioners in
Guatemala and the UK indicated that since Covid-19 there are new concerns about

risks involved regarding ART treatment.

Study 4 was a Scope literature review (between the period of 2020-2021) of the
impact of Covid-19 and possible changes in behaviour of patients involved in ART
treatment. The results indicated an overall distress caused by the Covid-19 pandemic
and the worries triggered when undergoing infertility treatments during this very
difficult time. The importance of continuing infertility treatment during the Covid-19
pandemic was also a factor in the findings. These findings also illuminate that if
treatments were to stop, it would be detrimental to patients and the scientific

community.

In general, these findings have significant implications for the scientific

community as the data was collected before and during the outbreak of the Covid-19



pandemic. Whether such perceptions and behaviours towards ART in Guatemala may
be different post Covid-19, is a study worthy of follow-up investigation. What is
significant about the present findings is, the data collected before and during the
outbreak of the Covid-19 pandemic. A unique opportunity that can only be replicated
retrospectively i.e., what people can recall about their perceptions and behaviour about

ART before the period of the Covid-19 outbreak?

More specifically, there are significant implications from the four studies
reported for practitioners and those involved in infertility treatments, in giving the best

advice to their patients and to the Guatemalan public.
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Preface

On being infertile

A well-known motto by the World Health Organization? (WHO) “Mother or
nothing, the agony of infertility” (World Health Organization, 2010) depicts the suffering
and challenges that millions of people around the world have faced, and will face in the
future, for being infertile. This is especially true for people in developing countries such
as Guatemala whereby the pressure of conceiving presents several additional challenges
due to the cultural make up and deeply rooted traditions of its people. Numerous studies,
as reviewed in Chapter 1, are aimed at examining the perceptions and impact of infertility
and infertility treatments mainly from the perspective of Western cultures (e.g., Edelmann,
1990; Miranda et al., 1995) with much fewer focused on non-Western cultures (e.g.,

Baluch et al., 1993; Inhorn, 1994; Pir Jalian 2020).

The ‘miracle cure’

The birth of the first test tube baby in 1978, the advent of In Vitro Fertilisation
(IVF), and its variants have provided a greater chance for women to conceive as opposed
to what was previously thought impossible using traditional methods. Chapter 1 provides
an account of IVF and its variants, generally referred to as Assisted Reproductive
Technology (ART). However, as also documented, any early enthusiasm regarding ART

was marred by the realisation that a host of factors should be considered before the

2 References will be kept in their original organisation spelling as per APA guidelines, and therefore may
fluctuate in spelling throughout.



breakthrough in fertility treatment could achieve its goal. As with many new innovations
in medical sciences, the initial reaction often faces a reluctance by the public. This is
especially the case with those who have deeply rooted traditions and religious views, many
hesitate to accept any changes to the traditional norms. Unsurprisingly, as reported in
Chapter 1, there were negative remarks from religious leaders in the West regarding the
‘morality’ of producing test-tube babies. For example, comments from the Vatican
warning that doctors (scientists) might find themselves struggling to contain the
consequences of their actions and not all scientific advances are for the good of humanity

(Sommerlad, 2018).

The challenges of Assisted Reproductive Technology (ART)

As with most new innovations, ART inevitably provoked many factors to consider.
For example, are there any medical consequences for a child conceived via ART, such as
a higher risk of developing autism? Are there any psychological and/or social
consequences for a child born by ART, particularly with regards to public perception and
acceptance of such procedures? Will ART children be accepted by society? What if there

is a third party involved such as conception by egg or sperm donation?

In addition to the aforementioned factors there is also the issue of morality and
medical ethics in relation to advising infertile couples that undergo ART, particularly in
relation to the uncertainties around conception along with the medical, psychological,

social, and ethnical consequences that may arise.



About this thesis

Chapter 1 provides in-depth coverage of the topics mentioned above. The
conclusion being that whilst numerous research has been aimed at examining applications
and consequences of ART in Western (and to some extent on non-Western cultures), there
is a dearth of scientific research reported employing a Guatemalan population. Guatemala
is a country with two distinct populations, namely The Maya and Ladinos. These
populations are divided by race, traditions, religion, social class, and access to and trust in
modern medicine. In some ways a divide that could fit into the category of the ‘non-
Western’ (Maya) and the “Western’ (Ladino). Such distinguished divisions of populations
living together in one country provides a stronger and a more valid scientific ground to
directly examine applications and consequences of ART from a ‘Western and non-
Western’ perspective. To date, many studies on this line of research had to either focus on
one population e.g., Western, or to compare people in two different countries representing
Western and non-Western populations. The possible methodological problems with the
former and latter lines of research are obvious. For example, when looking at one specific
population (e.g., Western) the study may be one-sided and when comparing populations
in different countries (e.g., non-Western vs Western), there is the inevitable inclusion of
many extraneous variables that can affect research findings such as accessibility to

participants, demographic variables and environment setting.

Chapter 2 is thus a comprehensive review of the two culturally distinct populations
in Guatemala, The Maya and Ladinos. It provides the key thinking and rationale behind
Study 1, reported in Chapter 3, in which the perceptions and behaviour of the Maya and
Ladino populations with regards to ART and its consequences are examined for the first

time (and just a few months before the outbreak of the worldwide Covid-19 pandemic).

v



Study 1

Study 1, reported in Chapter 3, employs mixed quantitative and qualitative
methodologies to ensure that it captures the perceptions and behaviours from the
perspective of statistical evidence and in-depth described experiences. The results as
discussed in chapter 3 generally highlighted that divisions alongside the Maya and Ladino
have a significant impact on perceptions and behaviour of people undergoing ART in

Guatemala.

Covid-19 and the impact on research

Whilst the results of study 1 were being analysed, The Covid-19 Pandemic
occurred. As detailed in Chapter 3, a survey conducted in March 2021 stated that 58% of
academics reported how Covid-19 made it impossible to continue their research as planned

(UK Research and Innovation, 2021).

For example, many disruptions were due to limited in person contact and had
greater reliance on virtual instead of in-person interactions. Doctoral research was equally
affected by many restrictions determined by the Covid-19 pandemic. Several blogs by PhD
students indicated how their planned research had to be changed in view of Covid-19, see

e.g., Taman, A. (2022), Dhungana, N. (2020).

The use of blogs in scientific publications

It is important to make a note here about the use of blogs and grey literature as

sources in scientific materials. As debated recently in a document by the University of

<



Cambridge (University of Cambridge, 2022). There are pros and cons about use of blogs

in scientific publications, the key cons are listed as:

Not peer reviewed

e It may not be possible to confidently establish the authorship of blogs or
verify their content.

e Blog text may not be fixed (i.e., the author may change the content of a

particular blog page without warning).

e Blogs may not be permanently accessible and could be removed.

The key pros are:

e Blogs offer a significant and readily available corpus of information, ideas
and opinions that could be of value to academic research.
e Contain original research or ideas that are not published in an alternative

form.

It is also important to note as cited in chapter 2 and chapter 6, that in view of little
scientific research of ART in Guatemala, the author has to make reference to blogs and
grey literature as providing additional materials for the study. In addition to this is the fact
that Covid-19 gave rise to timely blogs on this topic that made a significant difference on
how a researcher felt and conducted research in general during this period. Thus, there are
several sections of this thesis that blog citations are utilised. The author has applied
considerable attention in choosing the blogs for citation and ensured that the contents and
its implications for the reported thesis were evaluated with great care and scientific rigour.
This was done by screening blogs to ensure they were appropriate for research by assuring

relevance.



Study 2 and Study 3

As a result of such unexpected events by late December 2019, it was inevitable
that Covid-19 and its impact on ART had to be incorporated into this research. Originally
the plan was to cross validate the findings of study 1 from the point of view of medical
practitioner involved in treatment of fertility patients. In view of Covid-19 it was decided

to extent the possible impact of the pandemic on patients’ perception and behaviour.

However, to find such expertise to participate in the research at the time of a
worldwide pandemic was a big challenge. It was indeed fortunate to have overcome this
challenge by finding a key medical expert and fertility practitioner in Guatemala willing
to engage in an in-depth semi-structured interview by video call. This interview was
subjected to Interpretative Phenomenological Analysis (IPA) and is reported in Chapter 4.
Furthermore, to cross reference the findings from interview with Guatemalan practitioner,
a key medical expert in the UK was also interviewed using the same semi-structured
questions and subjected to IPA analysis. This would enable one to have additional
materials for better understanding of the extent to which findings from a Guatemalan
expert are culture specific or can be generalised to a wider Western population. This was

the objective of Study 3 reported in Chapter 5.

Furthermore, there was a need to engage in a new literature review, one that
examined the impact of Covid-19 on ART from various perspectives. Indeed, there
appeared to be a massive increase in publications on various aspects and consequences of
Covid-19 since 2020 (396,000 papers listed in Google scholar 2020 to 2021). An article

in Nature (December 2020) highlights how a torrent of Covid-19 science changed



research, publishing “A flood of coronavirus research swept websites and journals this

year. It changed how and what scientist study” (Else, 2020, p.553).

The Scope Review (Study 4)

Returning to the present thesis it was thus necessary that there should be an up-to-
date literature review to identify the specific impact of Covid-19 on ART patients and
what the future holds for both patients and practitioners. This new line of literature search
would provide some informative findings to verify against the findings from IPA analysis

in Studies 2 and 3.

This came in the format of a Scope review. A Scope review is often defined as a
hybrid between a traditional literature review and systematic review. Dating back to the
1990’s (in healthcare studies) this method takes into account broader topics and designs.
Scoping review is more rapid by comparison to the above reviews. Most notably the scope
review is aimed at drawing conclusions from existing literature in a specific time period,
reflecting the overall state of research activity and findings producing guidelines for
practitioners, researchers and policy makers. As reported in Chapter 6 the current Scope
review provided an up-to-date, current version of the state of affairs regarding ART, Covid

-19, patients and what lies ahead.

Implications and conclusions from the present thesis

As documented in Chapter 7 the present thesis has the novelty of not only being

the first systematic research on perceptions and behaviour of the Guatemalan population



towards ART, but also one that was conducted just before the outbreak of Covid-19 (study
1) and during the peak of the pandemic (studies 2 & 3). Any future studies aiming to
investigate perceptions and behaviour of public or patients towards ART before or at the
peak of the Covid-19 pandemic would be retrospective and at best based on evidence of
peoples’ recollection of the events. For this reason, this research should provide a baseline
for future researchers. This would enable researchers to improve research when embarking
on follow—up, and much needed exploration on perceptions and behaviours of the

Guatemalan (and universal) population, in relation to ART.
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CHAPTER 1 Infertility, Assisted
Reproductive Technology (ART) and Public

Perception

1.1 Introduction

This chapter is a detailed account of the definitions and statistics regarding infertility
as a worldwide problem. The turning point of infertility treatment was the birth of Louise
Brown ‘the first test-tube baby’, which led to the highly popular In Vitro Fertilisation (IVF)
treatment. Follow up medical advances resulted in a host of treatments generally known as
Assisted Reproductive Technology (ART) which will be explained in this chapter. Whilst the
statistics of a successful treatment are still relatively low and the treatments are costly, the
desire to have a family is much greater. This is particularly the case in developing countries,

where there is an ever-growing population of patients undergoing ART (Adamson, 2009).

As mentioned, infertility is acknowledged as a major health problem worldwide. The
latest statistics on the prevalence of infertility in women of reproductive age have been
estimated to be one in every seven couples in the Western world and one in every four couples

in the developing countries (Bosdou et al., 2016).



Greil (1991) stated that the experience of infertility is dependent on the sociocultural
context, age, gender, occupation, social class, and ethnicity. One of the most important parts
of human life is to have children, and all societies value the birth of children and upbringing.
However, the meaning and the importance of having children vary for different people and in

different times (van Balen & Bos, 2009).

According to van Balen and Bos (2009) there exist different theories to explain the
reasons why people choose to have children, for instance, theories about internal motives and
rational choices. The motives for having children in Western societies are for individual
reasons such as happiness, well-being, and life fulfilment (see also Mokoena et al., 2007;
Eriksson et al., 2012). However, in most non-Western societies, it is in part to fulfil the general
populations expectation i.e., people who do not have children are regarded as ‘failures’.
Furthermore, having children is also seen as providing support for parents when they are in

their older age (Bos & van Rooij, 2007).

In this respect, factors such as religious beliefs also play a significant role affecting
reasons and motives for fertility. Religious encouragements such as “Multiply and replenish
the earth” (Holy Bible: Genesis, 1:28), reminds childless couples of society's expectations that

they must have children. The stigma attached to infertility is thus countless.

In view of the above there will be a review of different cultural, socio-economic
divisions (Western vs Non-Western) and religious perspectives on infertility and its
consequences for the couples and in particular for the women. Public perception of infertility
treatment particularly via ART is thus of great significance. Understanding what people of

different ethnic, religious, cultural orientations regard as consequences of undergoing ART



treatment is a subject that has been under investigated and is the rationale behind study 1. Thus,
the present chapter will conclude with a review of public perceptions on infertility and
infertility treatment worldwide, and particularly in Western and non-Western societies, with a
view to providing a background of the aims of study 1. This study will examine, for the first-
time, perceptions of Guatemalan population consisting of two distinct ethnic groups namely

The Maya and Ladino.

1.2 Infertility definitions

According to the WHO (2012) a couple is deemed to be infertile if they fail to achieve
a clinical pregnancy after 12 months or more of regular unprotected sexual intercourse. This is
known as primary infertility; secondary infertility indicates the failure to conceive after a

previous successful pregnancy (Inhorn & Patrizio, 2015).

However as noted, the previous definitions are not biased to a particular gender.
Looking back in time and how people defined infertility leads to the emergence of an
interesting picture. Historically, in all ancient civilizations, women were blamed as the primary
source for why a couple is infertile. Hippocrates, the famous Greek physician who founded the
Hippocratic Oath, blamed all kinds of things in a woman’s body for preventing her from
conceiving, one of them being hysteria and referring to the womb as Pandora’s box, the jar that

releases all evil (Hecker & Thorpe, 2015).

It took medical science many centuries of development and convincing evidence to
change the view of an exclusively female cause to more balanced figures in which both male

cause and female cause could be the reason for infertility (Johnson & Everitt, 2000). Indeed,



there are now well-established statistics on reasons for male and female infertility with still a

reasonable proportion considered as ‘unexplained’.

1.3 Causes of infertility

As explained, causes of infertility may be related to the male, the female or both. In
some cases, no explanatory cause can be recognised, and the infertility is then named
unexplained or functional or unknown. The main causes of infertility are known as ovulatory
problems, blocked or damaged fallopian tubes, and poor quality or low quantity of sperm.
These causes identified account for 75-80% of all explainable cases of infertility (Johnson &
Everitt, 2000). Consequently, treatment choices and success differ with the cause of infertility

(Quaas & Dokras, 2008).

The main causes of infertility in the UK comprise of unexplained infertility (25%),
ovulatory disorders (25%), tubal damage (20%), factors in the male causing infertility (30%),
uterine or peritoneal disorders (10%). Approximately, in 40% of cases, disorders are found in
both the man and the woman. Uterine or endometrial factors, gamete or embryo defects, and

pelvic conditions such as endometriosis might play a role (Excellence, 2015).

1.3.1 Female infertility

Fertility declines with age, particularly in women. Female fertility is at its highest
between the ages of 18 and 24 years whereas, it begins to decline after the age of 27 and

declines at a greater rate after the age of 35 (Sudha & Reddy, 2013).



The most common reason of female infertility is ovulatory difficulties with differing
severity. Some women ovulate irregularly or not at all. Fertilisation occurs naturally in the
fallopian tube. The second most common reason of female infertility is a tubal disease where
one or both fallopian tubes have been damaged as a consequence of an infection or abdominal
surgery. Other reasons of female infertility comprise endometriosis where the tissue that lines
the uterus (endometrium) grows inappropriately elsewhere in the pelvic area causing damage
and the formation of grips, which can impair the function of the fallopian tubes (Johnson &

Everitt, 2000).

1.3.2 Male infertility

Male infertility remains a ‘hidden’ reproductive health condition, even though it
contributes to more than half of cases of childlessness worldwide (World Health Organization,
2014). Inhorn (2012) argues that due to the genetic aetiology of many cases, male infertility is
often impossible to prevent and difficult to treat, lasting over the course of a man's lifetime,
even if he attempts to have children by changing partners. In other words, male infertility is a
chronic reproductive health condition for millions of men worldwide, even though it is hardly
acknowledged as such (see also Inhorn & Patrizio, 2015). Some statistics reported of male

infertility to 50% of cases overall (Agarwal et al., 2015).

1.3.3 Unexplained infertility



According to the Practice Committee of the American Society for Reproductive
Medicine (2006) unexplained infertility is declared once the results of a standard infertility
assessment for both partners are normal (Quaas & Dokras, 2008). According to Human
Fertilisation and Embryology Authority (HFEA), approximately, 32% of couples will be
diagnosed with unexplained infertility after their diagnostic workup (Human Fertilisation &

Embryology Authority, 2020).

1.3.4 Age-related infertility

Sharma et al. (2013) stated that the proportion of couples with no detectable organic
cause of infertility increases with rising female age. This higher rate of unexplained infertility
reflects the decreasing chance of conception with increasing female age. Many couples in
developed countries, specifically those privileged with a good education, wish to delay

reproduction until achieving their primary goals of their life (Penzias et al., 2021).

The tendency to plan childbearing later in life may in part be influenced by insufficient
understanding about the negative effect of how increasing female age may affect fertility.
Lampic et al. (2006) surveyed a randomly selected sample of 222 female and 179 male Swedish
academics and reported that both women and men had an excessively optimistic view of
women’s chance of conceiving after the age of 35. Similarly, in an Australian study of 152
women over the age of 37 who were looking for assisted reproduction techniques for their first
pregnancy, nearly one in five stated being not completely aware of the adverse relationship

between age and fertility (Hammarberg & Clarke, 2005).



1.4 The ‘miracle cure’

Well over a century after the early attempts to achieve pregnancy via Artificial
Insemination (Al), Louise Brown, was born in July 1978 in Oldham and District Hospital in
Greater Manchester (Davis & Loughran, 2017). The procedure of IVF raised the hopes of
millions of previously untreatable couples to achieve conception by traditional means
(Edwards et al., 1980). However, by passage of time it was evident that the success of IVF was
very low (around 6% in its early days) and had relatively high costs for treatment (see e.g.,
Wang & Sauer, 2006). However, subsequent years have seen a rise (around 25%) in the success
rate of IVF treatment that resulted in a successful birth (still far from high success rates), all
depending on many factors, in particular the woman’s age and the cause of infertility (Human

Fertilisation & Embryology Authority, 2020).

1.4.1 In Vitro Fertilisation (IVF) and its variants

The vast majority of ART involves in vitro fertilisation, a process that includes removal
of eggs from a woman’s body (following a couple of weeks of prior medication), combining
sperm and egg in the laboratory or outside the body (in vitro), and returning the fertilised egg,
called the embryo, to the woman’s womb. This process could be with the woman’s own eggs
and her male partner’s sperm or with eggs, sperm or an embryo from a donor (see e.g., Baluch

etal., 1992, 1993).

Other variations of IVF include Intra-Cytoplasmic Sperm Injection (ICSI), first
described in 1992 by Palermo and associates in Belgium (Palermo et al., 1992). This is a
treatment variation within IVF in which each egg is fertilised directly by injecting a single

sperm using a microscopic needle and seen as the treatment of male infertility. For example,



men with sperm motility problems or very low sperm counts can now conceive a child with a

partner when previously donor sperm would have been required for conception.

Further advancement and varieties of ART include Gamete Intra-Fallopian Transfer
(GIFT) in which eggs and sperm (gametes) are isolated and transferred directly into the
fallopian tubes by laparoscopy, and Zygote Intra-Fallopian Transfer (ZIFT) fusion of IVF in

which embryos are transferred into fallopian tubes by laparoscopy (Squires & Kaplan, 2007).

1.4.2 Reproductive donation: A controversial issue in ART

Conception by egg(s) donated from a fertile woman to an infertile woman is a new
chapter in the battle of infertility. However, the fact that a third party is involved (the same for
sperm and embryo donation) has its own controversies ranging from religion, cultural norms,
social constructs, medical consequences, and psychological consequences. However, before
engaging in the reasons for such complications it is important to briefly outline how the process

works.

Since 1984, with the introduction of egg donation, it has been possible for a woman to
become pregnant and give birth to a child to whom she is genetically unrelated. Conception by
egg donation (Oocyte donation) is now the answer to the problems of women suffering from
diseases such as premature ovarian failure, impaired quality of eggs, loss of ovaries, ovarian
dysgenesis or old age and demand for postmenopausal pregnancy (Inhorn, 2007). Moreover,

the demand for egg donors has been on the rise globally (Bracewell-Milnes et al., 2016).

However, as explained before with regard to the egg donation process, the donor of the
egg will undergo the same procedure as IVF with the difference that when the eggs are ready

8



and retrieved, the donor’s task is completed. The eggs from the donor and the sperm from the
recipient’s partner are then transferred to the lab for fertilisation. The resulting embryos are
then implanted in the recipient’s uterus (Lutjen et al., 1984). The child is therefore genetically
related to the father/male partner but not to the mother. As the process of donating eggs
undergoes the same process as if the person is undergoing IVF (e.g., involving self-
administered injections to stimulate the ovaries, blood tests, ultrasound scans and surgery to
remove the eggs from the ovaries), it is not something that all people agree to volunteer to.
Also, there is the risk that the donor may herself become infertile as a result of donating their
eggs (Woodriff et al., 2014); this is significant as it could contribute to one of the reasons
women hesitate to volunteer to donate eggs. It is important to note that because egg quality
declines with age, egg donation clinics generally do not accept donors over 30 and in particular

should have no family history of hereditary diseases (Almeling, 2006).

The success rate of conception by egg donation therefore would in large part depend
on the age and medical background of both recipient and donor. The success rate thus is an
estimated value and differs between clinics and countries and with growing scientific
advancements, it is bound to improve. Egg donation is particularly widely used in Western
countries, for example, in the United States, with over 3000 live births resulting from fresh

donor egg cycles started in 2015, of which 27% were twin births (Imrie et al., 2019).

In the latest version of the Latin American Network of Assisted Reproduction
(REDLARA) registry, it stated that 15 out of 20 countries in Latin America who offer ART,
and who reported their egg donor cycles to the registry, had a collective successful birth rate
of 33.4-33.9% (Zegers-Hochschild et al., 2020). Guatemala reported to have conducted 38 egg

donor cycles in total for 2017, the second lowest cycles reported in Latin America.



1.5 The controversial aspects of ART

It is true that with the advent of IVF and its variants generally known as ART the hopes
of millions of infertile couples was raised, but as with each new innovation, there are many

challenges to be overcome as the key factors detail below.

Artificial insemination, although invented in the eighteenth century, was rarely used
until the 1930s and only legalised in the 1960s. Its application to surrogacy and its use by
unmarried women extends the controversy into the twenty-first century (Bernstein, 2002).
Moving to more recent times, the public reaction was mixed. The Tabloid Press called it the
advent of ‘Frankenstein babies’, the Vatican warned that doctors (scientists) might find
themselves struggling to contain the consequences of their actions, and that not all scientific

advances are for the good of humanity.

Indeed, the growth of interest in new innovations and reproductive technologies
stretches to recent times and Cohen et al. (2017) have outlined disruptive aspects of
reproductive technologies. Werner-Felmayer (2018) discussed how the new technologies and
innovative procedures might have an effect on “the disruption of social and cultural norms”
(p.18). Such considerations also require exploring the extent to which the public are
knowledgeable and have opinions about the new innovations in human reproduction (Werner-
Felmayer, 2018). The importance of identifying ‘lay’ perceptions and misperceptions of
scientific and technological developments, including those that relate to ART, has been

discussed in several new lines of research (e.g., Goldfarb, 2019).

1.5.1 Ethical concerns

10



Assisted reproductive technologies have also raised a number of ethical and moral
concerns. Ethical issues, especially medical ethics i.e., the extent that professionals consider
the benefits to the patients, as opposed to the desire to conceive by whatever means, is also an
important factor in any ART treatment. As Pir Jalian (2020), argued the question that medical
professionals may have to consider is the extent to which new medical innovations (in
particular, conception by egg donation) may cross paths with cultural norms, traditions, and
religious beliefs. This is particularly true in developing countries with deeply rooted religious
beliefs, significance of genetic links, and living in a collectivist society in which people belong
to ‘in-groups’ that take care of themselves in exchange for loyalty, particularly as a community,
family, or nation more than as an individual. Thus, the actions people take will be of concern

to others (Pir Jalian, 2020).

To name a few of such concerns includes the risks of multiple pregnancies and the use
of selective abortions, lack of biological relatedness or genetic link in sperm and egg donation
and surrogate mothering (Greenhalgh & Stacey, 1998; Macklin, 1991; Rebar & DeCherney,
2004). One set of ethical issues concerns the impact on offspring, on participants, and on the
family of rearing arrangements that separate female genetic and gestational parentage. Another
set of issues includes obtaining consent, risk, and commercialisation in gaining donor eggs
(Jacoby, 2006). The right to privacy of the recipients and the donors might be in conflict with
the right of the child to know his/her origin. Confidentiality, disclosure to the child and
protection of privacy are key ethical issues accompanied by profound legal, religious, social

and cultural questions (Larijani & Zahedi, 2007).

1.5.2 Medical consequences of ART

11



Since the early reports in 1985, several cohort and case-control studies have reported
increased risks of pregnancy complications, such as miscarriage, ectopic pregnancy, congenital
anomalies, premature birth, low birth weight, gestational diabetes and pre-eclampsia (having
high blood pressure and protein levels during the second half of pregnancy) in ART
pregnancies compared to naturally conceived pregnancies (see e.g., Bradbury & Sutcliffe,

2014; Dupont & Sifer, 2012; Isaksson et al., 2002; Zhu et al., 2016).

Perhaps one reason why conception by ART may end up with medical complications
is the many facets and procedures that have to be fulfilled before, during and after any ART
treatment. For example, Baluch et al. (1992) reported how infertile women in their clinic
undergoing IVF treatment were concerned about daily injections of hormones and the use of
nasal spray followed by the pain of egg collection, embryo transfer and finally waiting for the
results of pregnancy. In similar fashion, when one examines each procedure in more detail e.g.,
IVF, IVF/ICSI or GIFT, there are reasons to believe that many factors are involved at different
stages of the treatment that may have medical or even psychological impact on the mother and
on her conceived infant. Thus, the past few decades have seen a growing body of research on
the health outcomes of children born through ART (see e.g., Golombok et al., 2017,
Helmerhorst et al., 2004; llioi & Golombok, 2014; Ludwig et al., 2006; Zhan et al., 2013; Zhu

etal., 2016).

There are questions that remain outstanding regarding the use of IVF. Conflicting data
exists about the risks of IVF on the developing embryos. Multiple studies have failed to find a
clinically relevant association between IVF or embryo cryopreservation and adverse maternal

or fatal effects. Other studies have suggested that infants of I\VF pregnancies may be at a small

12



but statistically significant increased risk for rare epigenetic, other abnormalities and antenatal

complications (Brezina & Zhao, 2012; Zhu et al., 2016).

The use of hormonal drugs during pregnancy and embryo manipulation may also affect
the long-term health of children conceived through ART (Dupont & Sifer, 2012; Klimanskaya

et al., 2006; Zhu et al., 2016). Others have argued that the various artificial procedures (e.g.,
cultured embryos in the lab or freezing and thawing) during ART may have the impact that
children born by ART might be exposed to greater health risks than naturally conceived
children (Zhu et al., 2016); See also Alexander et al., (2005), Liu & Blair (2002), Pinborg,

(2019).

There are other concerns apart from what happens in the lab or the procedural aspects
of ART that call for concern. The American College of Obstetrics and Gynaecology (2004) list
the following: Firstly, couples who require ART often are older (mean age of 33 years for
women undergoing ART versus 27 years for women who conceive naturally) increasing the
chances of genetic problems in offspring as well as pregnancy complications. Secondly, most
couples turn to IVF because of infertility, which may itself increase chances of developmental
problems in children because of pre-existing medical and genetic problems in the parent(s).
Thirdly, mothers who undergo IVF take a combination of fertility drugs before and
immediately after the procedures, which may have effects on growing embryos, and finally,
more than 50% of IVF births are from multiple gestations, resulting in a large negative impact
on developmental outcomes (see Wenstrom et al., 2004). Sazonova et al. (2011) argued that
singletons conceived by ART are still at a higher risk of lower birth weight, younger gestational
age, premature delivery, prenatal mobility, and hospital admission compared with naturally

born singletons. Miles et al. (2007) found that ART born children around the age of 5-6 are on
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average taller than naturally born controls (also controlling for parental height). Generally, a
child born from premature delivery is reported to be taller than controls. Thus, as most IVF
born children are subject to premature delivery, they are expected to be taller than those
naturally conceived. Whilst height may not be an issue of immediate concern, Ceelen et al.
(2009) examined whether this increased height would lead to health risks in the future because
evidence has already shown that the rapid weight gain (as a result of getting taller) during early

childhood (1-3 years) in IVF children could be related to higher blood pressure levels.

Zhan et al. (2013) went further and attributed the higher rating of premature and lower
birth weight in the ART group as a factor for the lower educational performance. However,
Zhan et al. (2013) also argued that decent home environment might be a contributing factor to
the better educational achievement. In addition to ART itself, the history of infertility or the
infertile state of the parents (mother) at the time of treatment may contribute to the high risk of
obstetric outcomes and birth defects (Hayashi et al., 2012; Romundstad et al., 2008; Shen et

al., 2013).

Finally, there is also concern about the drugs used before, during and after ART
treatment. According to Maheshwari (2012) it is still not clear whether the drugs used for
ovarian stimulation, the manipulation of gametes, the artificial environment for fertilisation
and the early embryo’s intrauterine exposure to hormones, produce longer-term health risks for

children.

In short, there are many reasons to be concerned about medical consequences of
children born by ART. What is not clear, is how much the public, as well as women with

children conceived by ART, agree with such consequences, especially in developing countries.
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1.5.3 Psychological consequences

Often linked in with medical consequences, there have been concerns that
psychological disorders may be more prevalent in children conceived from IVF treatment
(Beydoun et al., 2010). A study by Wagenaar et al. (2009) of parental and teacher observations,
reported that more IVF children 9 to 18 year olds (mean age 13.6 years), scored in the
borderline/clinical range, as well as on the syndrome scale of withdrawn/depressed behaviour
compared with their naturally conceived counterparts. Hart and Norman (2013) in a systematic
review of the longer-term mental health and development consequences of birth resulting from
IVF treatment suggested that there is an increase in the prevalence in early adulthood of clinical

depression, attention-deficit disorder and binge drinking in IVF born children.

Zhan et al. (2013) argued that ART children are at greater risk of autism due to parents’
age, which are on average higher than naturally conceived children. Golombok et al. (2009) in
research on parent-child relationships and the psychological well-being of 18-year-old
adolescents conceived by in vitro fertilisation, concluded that adolescents born through IVF

have lower self-esteem than the naturally conceived group.

Sutcliffe et al. (2014) found significant differences between ART born children and
control in the rate of hospital admissions before the children were 9 months old, with the ART
group showing higher rates of hospital admission. However, children born after ART had
comparable health and development beyond 9 months of age to their naturally conceived peers.
These results suggest that artificially conceived children have as good prognosis as other

children with respect to the health and well-being related outcomes. This is in line with a
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previously published study in which older ART born children seem to show no differences in

psychological problems compared to naturally conceived children.

Golombok, et al., (2013) examined parenting and children’s adjustment in 30 surrogacy
families, 31 egg donation families, 35 donor insemination families, and 53 natural conception
families. Children’s adjustment was assessed at ages 3, 7 and 10 using the Strengths and
Difficulties Questionnaire (SDQ) and the results indicated that children born through
reproductive donation obtained SDQ scores within the normal range. The follow-up study at
age 14 showed there were no differences between adolescents themselves in terms of

adjustment problems, psychological well-being, and self-esteem (Golombok et al., 2017).

Zhan et al. (2013) stated that one possible reason for studies reporting no difference or
a significant difference between ART and naturally conceived in psychological factors might
be due to evaluation measurements and the sample size. Furthermore, it could be due to cultural
differences (e.g., Pir Jalian 2017). There is of course a possibility that the child’s difficulties
might have been under-reported, especially by reproductive donation mothers who may have

wished to present their children in a positive light (Golombok et al., 2013).

1.5.4 Social consequences

A study conducted in Israel has found a higher incidence of emotional problems among
IVF children. In a comparison between IVF and naturally conceived children of middle-school
age on measures of school adjustment, hyperactivity, trait anxiety, depression, aggression and
behavioural problems, the IVF children, particularly the boys, were found to show poorer
adjustment to school as rated by teachers and reported themselves to be more aggressive, more
anxious and more depressed (Levy-Shiff et al., 1998). Other researchers have indicated that
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children born as a result of IVF may be more hyperactive (Beydoun et al., 2010) and are more

likely to be expelled from school (Shen et al., 2013).

Ponjaert-Kristoffersen et al. (2004) argued that children conceived via ART might be
liable to a reduced IQ. In line with the latter claim an age-matched study by Knoester et al.
(2008) observed a slightly but significantly reduced IQ in 5- 8-year-old children born after
ART which could be a factor in the child’s social skills. Evidence on lower 1Q scores in ART
born children is also reported by other researchers (see also Bowen et al., 1998; Ponjaert-

Kristoffersen et al., 2004; Zhan et al., 2013).

Furthermore, the social recognition and acceptance of these families, their social
context and the processes through which social environment affects family relationships are
issues of concern (Colpin et al., 1995). It is important to emphasise that negative attitudes may
exist towards reproductive technologies, with procedures such as IVF and donor insemination
sometimes considered being immoral or unnatural. As a result, families with a child conceived
by assisted reproduction may experience overt prejudice not only from the wider community
but also from relatives and friends (Fasouliotis & Schenker, 1999; Golombok et al., 1995).
Gibson et al. (1998) indicated that children conceived through IVF techniques might suffer
potential psychosocial risks, as well as being more at risk through psychological
maladjustment. Also, the study of Gibson et al. (1998) reported lower scores on receptive
language skills in IVF infants. These studies suggest that social acceptance may be at risk when

families chose to embark on ART.

In short, research on medical, psychological, and social consequences of ART born

children is flourishing with some mixed results. However, the main focus of the present thesis
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is not to dispute or support the findings on psychological, medical and social consequences of
children born by ART. The main aim is to examine the perception of the public (men and

women) representing two contrasting cultures living in Guatemala on infertility treatment.

1.6 Summary of this part of the chapter so far

In short, the worldwide problem of infertility has made significant advances both in
terms of definitions and treatment options. Not long ago, most people would regard women as
the main cause of infertility, whilst the more recent statistics revealed a different picture with

men as well as the yet unknown factor, which is considered as another possible contributor.

It is the rise of ART that led to significant advances in treatment options for various
forms of infertility. Whilst the statistic of a successful treatment is still not ideal, it also
continues to be too costly to undergo ART. However, the desire to have a baby overcomes any
concerns of success rate or costs, in 2020 the European Society of Human Reproduction and
Embryology (ESHRE) estimated that around 9 million babies have been born via ART since
1978 worldwide. As explained in this chapter, ART is controversial, and it adds to the general
concerns that the public may have about undergoing new medical innovations. In what follows,
there will be a review of the position of different religions, cultures, and ethnic groups about
ART. This is followed by public perception of ART from a worldwide perspective, a factor
that may have significant implication for practitioners and anyone involved in infertility

treatment and ART.
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1.7 A few notes of clarification on some of the key terms used in

the following part of Chapter 1

1.7.1 Culture and Religion

It is important to highlight the distinction between a couple of terminologies in this part
of chapter 1 as they are often used interchangeably in the relevant literature. The first relates
to culture and religion. By definition two persons might have the same culture and yet
follow different religions. Culture places an emphasis on human beings and social inheritance,
whereas religion is related to the creator of the whole universe or God. In this respect, culture is
concerned with the evolution of human beings and their beliefs and practices (see e.g., Bonney,
2004). When examining how ART cross pathways with culture and religion, it is often the case
that the two inevitably enter into the investigation. For example, Pir Jalian (2020) when
studying British and Iranian cultures on ART, acknowledged that it is also a contrast of Islam
(Iran) vs mainly Christian (UK) and thus it was hard to tell that any perceptions are due to
deeply rooted religious beliefs or cultural constructs. In the present thesis it will be argued that
religion, ethnicity, trust in medicine and governmental concerns are key factors distinguishing
the two ethnic groups in Guatemala. Equally significant is the fact that each ethnic group,

particularly The Maya follow their own deeply rooted cultural heritage.

1.7.2 Collectivism vs Individualism

Collectivist vs individualist is another noticeable contrast. The collectivist and
individualist societies (countries), is a distinction that one could also make in line with the
Western and Eastern, developing and developed countries. In collectivist societies, people

belong to ‘in-groups’ that take care of themselves in exchange for loyalty, particularly as a
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community, family, or nation more than as an individual. Most developing countries follow a
collectivist society. In individualistic societies, on the other hand, people are supposed to look
after themselves and their direct family only. Particularly, people are encouraged to do things

on their own. Britain tops the list as an individualistic society (European Commission, 2017).

Hofstede's theory of culture, also known as Hofstede's Cultural Dimensions Theory, is
a framework developed by Dutch social psychologist Geert Hofstede in the late 20th century
to understand and describe cultural differences between nations. The theory is based on his
extensive research involving surveys of IBM employees from various countries (Hofstede,
2011).

Hofstede's theory proposes six cultural dimensions that help to distinguish different
cultures and their values, beliefs, and behaviours. These dimensions are as follows: Power
Distance (PDI), Collectivism vs. Individualism (IDV), Masculinity vs. Femininity (MAS),
Uncertainty Avoidance (UAI), Long-Term Orientation vs. Short-Term Orientation (LTO), and

Indulgence vs. Restraint (IND).

The Collectivism vs. Individualism (IDV) dimension represents the extent to which
individuals prioritize their own interests and independence over group cohesion. Individualistic
cultures value personal achievements, autonomy, and individual rights, while collectivist
cultures emphasize group harmony, loyalty, and shared responsibilities. For example

Guatemala is considered a Collectivist society and England is considered Individualistic.

Such definitions may be seen as yet another reason for why people’s attitudes,
perceptions and behaviours about fertility and fertility treatment may be influenced by

community members and family dictates (collectivist), compared to what people do because
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they are personally interested and not dictated to by ‘others’ (individualist), see Greif (1994)
for a review. However, there has not been any direct attempt to examine issues related to ART
in line with the latter definition. In the present thesis it will be argued that although the two
distinct ethnic groups in Guatemala live in the same country, their behaviour may be divided

along the definitions of collectivist vs individualistic societies.

1.7.3 Western vs non-Western

Western vs non-Western is yet another noticeable point of contrast when studying ART.
Researchers when studying cultural differences, also make the distinction between Western
and Eastern on various aspects of infertility such as views on family, religion, access to health
etc. (see e.g., Baluch et al., 1993; Bosdou et al., 2016; Greil et al., 2010). Another line of
comparison is with developed and developing countries, which inevitably ties with Western
vs. Eastern classification. For instance, it has been reported that the main reason for having
children in most ancient societies, and even up to modern day in developing nations, is that
children are seen as a source of financial support and future breadwinners of the family (Touba,
1980). In the present thesis it will be argued that The Maya represent more non-Western aspects
of life whilst Ladinos are geared towards the Western lifestyles. This is an ideal research
scenario in which the two contrasting lifestyles and its relationship to ART perception and

behaviour could be studied amongst people living in the same country.

1.7.4 Assisted Reproductive Technology and Religion

There is one common factor that ties in most countries major religions, and it is that

being fertile is seen as a must and being infertile is seen as an unforgivable act. Extracts from
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some of the major religion’s commandments are listed below to highlight the joys of fertility

and the agonies of being infertile.

e The Jewish faith: The first commandment from God to Adam was “Be fruitful and
multiply and replenish the earth and subdue it” (Holy Bible: Genesis, 1:28).

e Judeo-Christian religious faiths: “Infertility is seen as punishment for wrongdoing”
(Sewpaul, 1999).

e Christian faith: Rachel’s agony of not being able to conceive is highlighted by her
crying out to Jacob “Give me children or I shall die” (Holy Bible: Genesis, 30:1).

¢ Islamic faith: Infertility is a God-given impairment with the inability to conceive, a

‘punishment’ from God (Inhorn, 2018).

As explained previously, the birth of the first test tube baby in the Western world was not
received favourable by the Vatican and much of the public. However, with the passage of time
today, assisted reproduction is accepted in almost all major religions. However, not all aspects
of ART are accepted by all faiths. For example, there is more acceptance of ART when the egg
and sperm originate from the wife and husband/partner respectively (Schenker, 2005). Even
with the latter procedure there are some exceptions, for example ART in all its forms is

unacceptable to Roman Catholicism.

It is the involvement of a third party in the format of egg (gamete) or sperm donation
that is when it unites different religions in questioning the morality of such actions.
“Research must continue into the causes of infertility, but the morality of these should be
carefully considered” (Paul, 1968, p. 11). Most Orthodox Jews reject any third party

involvement whilst other religious groups such as Shia and Sunni Muslims, Protestants and
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Anglicans have provided rules and regulations with regards to gamete or embryo donations but

sperm donation is strongly forbidden (for a review see Serour , 2006; Sallam & Sallam, 2016).

Interesting to note is that with the passage of time there has been some changes to how
religion interacts with ART. For example, in contrast to Sunni Islam, Shia Islam now accepts
gamete donation and validates it by Fatwa from religious leaders. Fatwa allowed third party
involvement including egg donation, embryo donation and surrogacy and even sperm donation
(Serour, 2005). According to Fatwa, in egg donation the new-born would be the child of the
person who collected the sperm (i.e., the husband) and the egg donor, as well as the surrogate
(i.e., infertile) mother (Inhorn, 2006). The justification for bending the ‘rules’ and accepting
different forms of ART at least in some religious groups is based on the importance of family
structure and maintaining a healthy lifestyle. As will be explained in the next chapter, the two
ethnic groups in Guatemala represent a diversity of religious beliefs and traditions. It is thus
expected that the acceptance of ART should vary significantly according to ethnicity and
religious beliefs. In the Buddhist faith, the Dhammapada a canonical work of Buddha, places
an importance on the right of human beings to ‘exist and to procreate peacefully’, placing a
great honour on large families with an expectation to have as many children as possible

(Srinivas, 1993). In Hinduism, having children is the path to take for parents that want to be

saved; according to the scriptures (Brihadaranyaka Upanishad 1.5.17) a couple can only live a

fulfilling life on earth by having children (Agarwal & Sridhar, 2016).

Guatemalan culture, religion and ethnic divide is documented in more detail in chapter

2. However, it is important to make reference to religion in Guatemala as this complements

the arguments put forward in this chapter.
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In Guatemala, the majority of the population follow Christianity, most Ladinos follow
Christianity and identify under one of its branches like Catholicism and Evangelic-Protestants.
The Maya tend to follow their own Mayan Spirituality which can also have Christian
influences. It is important to note that The Maya believe they follow a spirituality more than a
religion (however the term can be used interchangeably) as during the colonisation in the 15%
century, many of their religious scriptures were destroyed by the Spanish, and therefore they
now mostly communicate their beliefs orally (Collective, 2021). Maya religion and
Catholicism have many similarities, both have written and oral traditions, several of which are
parallel in plot and content, The Maya have the Popol VVuh, Catholics have the Holy Bible,
both scriptures contained sacrifice as a ceremonial component, both religions believe in an
afterlife, and both maintain rules and convictions to guide one’s life by (Ballou, 2008; Hill &

Moore, 1939).

In Maya religious tradition, a great importance is put upon new life and bearing
children. Traditional birth attendants receive their calling by dreams. They will dream of the
fertility symbol, for example a snake, which means they have been chosen to be a Comadrona,
a traditional birth attendant. This is a great honour to the woman’s family and community; it is
believed if this is ignored, it will lead to death. Comadronas follow their own fertility practices
and rituals which have been passed down through generations. This is a custom and tradition
The Maya have followed for more than 2,500 years and continue to do so today (Collective,

2021).

The majority of Ladinos follow Catholicism and Evangelism. The official Roman
Catholic doctrine states that human life begins at the moment of conception and certain moral

judgements are born from these claims such as: a foetus or an embryo must be respected and
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treated as a human person with dignity and rights, including the right to life. The Vatican states
that the experimental use of embryos such as implantation is condemned because it violates
human dignity, reducing embryos to objects and instruments of scientific knowledge (Cook,
2015). In Evangelic-Protestant teaching, IVF is accepted with the spouse’s gametes and no
embryo wastage, however, gamete donation and surrogacy are forbidden. In contrast to the
Roman Catholic Church, the Protestant Church does not condone IVF due to the use of
medication and surgical techniques and leaves the final decision to the individual couples.

Moreover, artificial insemination using the husband’s sperm is acceptable (Sallam, 2016).

In short, religion plays a major role in people’s perceptions towards assisted
reproduction and various religions have reacted to this treatment in different ways. These range
from total acceptance to total rejection of all techniques of assisted reproduction, with many
shades in between. Acceptance of ART in all its forms is not universal and is affected/dictated
by factors such as religious beliefs and commandments, social and cultural constructs, and
economic status as defined by developed and developing or Western and non-Western
societies. In the next part of this chapter, there is insight of what the public perceives to be the
realities of ART, and the do’s and don'ts when taking advantage of the medical innovations of

infertility treatments.

1.8 Children born by Assisted Reproductive Technology public

perception and behaviour

As discussed in the above sections of this chapter, the birth of the first test tube as it is
with most new innovations provoked the media, the public and even the Vatican to focus on

controversial aspects of the new innovations, but little effort was put into providing balanced
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and complete information to the general population on the subject of infertility and its
treatment. As a result, the public had either to rely on what scientific studies report on the
medical, social, psychological and ethical consequences of ART, or to rely on myths and

claims made by advocates who are not so scientifically minded.

1.8.1 Why public perception and behaviour towards ART matter

In previous section of this chapter there was a review on the psychological, social,
medical, as well as ethical sides of children born by conception via assisted reproduction and
egg donation. For example, Bonduelle et al. (2005) reported that children born as a result of
ART have more childhood illnesses than those naturally born. Wagenaar et al. (2009)
reported that children born by ART are more socially withdrawn and unhappier than those
naturally conceived. Zhan et al. (2013) reported that ART conceived children have lower 1Q

scores than naturally conceived.

Whilst such findings are of interest, there is still the question of what the public think
about the new innovations in human reproduction and their consequences. This is because what
scientists report may not be in harmony with what the public thinks. For example, reviewing
several grey literature and blogs indicates that indeed there are a number of myths growing
independently from scientific findings. For example, in a recent blog there is a discussion about
whether the public myth that ‘the babies conceived through ART will have problems such as
birth defects, low birth weight and developmental delays’ is true. The author expresses an
opinion that “if there is an increase in problems such as birth defects, low birth weight, and
developmental delays in babies conceived through ART, it is very small” (Gutmann, 2022).
Indeed, a Google search does indicate that the debates on the myths of the conceptions and

misconceptions of ART are considerable (see e.g., VI Fertility, 2022).
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The important issue here is a) to have a better understanding of breakdown of the
public’s points of views and ideas in relation to their perceptions and behaviour towards ART,
and the extent to which public perception had an influence in their behaviour towards ART
treatment. For example, are gender differences a factor in accepting the view that children
born by ART or by egg donation have more childhood illness? Or is it true that people in non-
Western countries believe that children born by ART are more socially withdrawn than people
in Western societies? To what extent do cultural differences, ethnicity and religion play a role
in public perception of the consequences of ART? (Rationale behind studyl). And b) apart
from the public, would the actual medical practitioners that deal with patients, agree that public
perception has played a role to play when dealing with their treatment (rationale behind studies

2 and 3)?

A review will thus, be made of the very few reported studies on the subject of public
perception in the remaining part of this chapter. One thing to note here is that the terms
perception and attitude have been used interchangeably by the researchers and this is a
noticeable issue when the reviews are made. Is there a difference between perception and
attitude? Some argue that there is a difference between the term’s ‘perception’ and “attitude’
(Refrence.com, 2020). In the author’s opinion, the main distinction is on the wording and aims

of the study and what will be achieved from studies on ‘perception’ or “attitude’ about ART.

1.8.2 Public perception in the Western societies

In a survey on the public perception (n = 8194) of infertility and its treatment conducted
in six European countries and in the USA and Australia, it was found that only 38% of people
surveyed considered that infertility is a disease and not accepting of the medical opinion and
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definition of infertility. The results also showed that there is little awareness of definition and
incidence of infertility despite the fact that half of the people surveyed claimed to know
someone affected by infertility. Over 90% of participants surveyed had knowledge of IVF but
very few knew the chances of success. There was also very little knowledge about the costs of

IVF cycle treatments (Adashi et al., 2000).

As mentioned above, Adashi et al. (2000) reported that the public are not very
knowledgeable about ART. However, on the subject of attitudes towards IVF and gamete
donation, a survey in 2019 (n = 6,000) conducted online, with participants living in France,
Germany, Italy, Spain, Sweden and the UK, found a positive attitude among respondents
toward IVF, gamete donation, and support for public funding for fertility treatment (Fauser,
2019). The problem with this type of attitude survey study is that it consists of items such as:
Would you/have you ever considered using IVF treatment? How much would you pay to have
a child through 1VF? Do you believe that IVF treatment should be available to single women
without a partner? The answers provided by participants were simply to say ‘Yes’ or ‘No’ with
little or no chance given for comments. Such costly surveys do not seem to answer some
fundamental questions. In particular, the extent to which the participants surveyed have
perceptions about possible psychological, social, and medical consequences of children born
by ART when responding to each item. Did any such ‘perception’ affect their ‘attitude’ when
responding ‘Yes’ or ‘No’ to the survey? Thus, with such a method of assessing public attitude
not much could be achieved. The statistics of what percentage agreed or disagreed with each
item can be of little use to practitioners. This is because when the respondents surveyed gave
their “Yes’ or ‘N0’ answers, were they aware of, or had any perceptions of, scientific claims
that a child born by ART may have an unhealthier life compared to a naturally born? Were the

public surveyed aware of, or had any perception, that a child born by ART may be unhappier
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than naturally born? These are questions that cannot be answered even with such large-scale
surveys of 6,000 participants in six European countries. What is required is to confront the
public with statements regarding what scientists have been investigating for decades and see
what their perception is about such claims and to give their reasons for their answers. The
benefit of this method of research is that a) it identifies the conceptions and misconceptions
that the public (and those involved in ART treatment) may have about ART and try to minimise
the gap between public and scientific research and b) it provides practitioners with valuable
information to provide the best advice to those planning for ART and for educational

programmes for the general public.

In Canada, a qualitative study of Ottawa university students’ awareness, knowledge and
perceptions of infertility, infertility risk factors and assisted reproductive technologies
indicated that participants were generally familiar with infertility as a biomedical health
problem, could identify sex-specific risk factors but overestimated fertility of women in their
thirties and ART success rates (Sabarre et al., 2013). Reproductive health knowledge gaps and
confusion of the physiological life-stage of menopause with infertility were apparent. Most
participants would pursue in vitro fertilisation or international adoption in the event of personal
infertility. Some participants wished to use a ‘natural’ approach and were concerned with the
potential side effects of ART-related medications (Sabarre et al., 2013). Daniluk and Koert
(2012) indicated that both Canadian men and women, if confronted with infertility in the future
were open to using IVF. Men were significantly more willing to consider using donated eggs
and embryos, gestational surrogacy and fertility preservation. Women were significantly more
willing to consider using IVF, ICSI and donor sperm. This could suggest, the childless

respondents were not positively inclined to third party options
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Similar results were reported about Swedish participants, indicating that men seemed
to have more favourable perceptions of egg donation than women (Isikoglu et al., 2006). In
contrast, Skoog-Svanberg et al. (2003) in a research in Sweden found that women were more
positive than men towards egg donation. Interesting that an earlier study in 2000 in Sweden on
only women aged 30-39 years on attitude towards use of egg donation in ART showed, 94%
were positive towards oocyte (egg) cryopreservation for medical reasons. 70% considered that
this treatment was also indicated for social reasons. 76% found it acceptable to offer ART to
single women. Uterus transplantation was found to be more acceptable than surrogacy (80%

vs. 47%) (Wennberg et al., 2016).

In the UK a survey by Kazem et al., (1995) aimed to find out the attitudes of both fertile
and infertile men and women, as well as egg donors and recipients towards egg donation for
treatment, diagnosis and research. They found that both sexes, irrespective of whether they
were fertile or not, were more open to egg than sperm donation. Fertile participants were
significantly less aware of egg donation. Education had little influence on attitudes, although
more educated people were unlikely to use gamete donation for treatment themselves. As
mentioned above, people seemed to generally favour egg donation as a way of treating

infertility.

A more recent study, again in Sweden (2013), was conducted to assess the attitudes
towards aspects of embryo donation in a randomised sample of 1,000 Swedish women and men
of reproductive age. A majority of the respondents (73%) were positive towards embryo
donation. 75% agreed that it should be possible to donate embryos to infertile couples. Around
half of the participants (49%) supported embryo donation to single women. A majority of the

participants emphasised that demands should be imposed on the recipient's age (63%), alcohol
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addiction (79%), drug addiction (85%), and criminal record (67%); 47% of the respondents
agreed that the recipient should be anonymous to the donor, and 38% thought that the donor
should remain anonymous to the child (Wanggren et al., 2013). In Lithuania, research on fertile
and infertile women found that fertile respondents were statistically more likely to believe that
the IVF procedure should be applied only to married couples or women who had a regular
partner, the age limit should be defined and the psychological assessment of the couple’s
relationship and their readiness for the IVF procedure was necessary (Blazevi¢iene et al.,
2014). In contrast, infertile couples were statistically more likely than fertile respondents to
maintain that the IVF procedure should be fully reimbursed by the State. Fertile respondents
were statistically more likely to be categorical with respect to the number of embryos and the
freezing of embryos. There was also a statistically significant difference in opinions of infertile
respondents who were in favour of stricter regulation on the donation of reproductive cells
(Blazeviciene et al., 2014). Both of these studies imply that the participants in Sweden and
Lithuania believe specific regulations should be in place when undergoing infertility

treatments.

An extensive study in 2021 was conducted in Hungary on knowledge and attitudes
about assisted reproductive technology using an online survey (Szalma & Bit6, 2021). The
participants were 1370 men and women between 18 and 50 years of age. The questionnaire
had 3 parts. Part 1 included questions about self-rated knowledge. This was in the format of
choosing one of the four options: (1) no knowledge (2), has some knowledge (3), is fairly
knowledgeable (4) or is very knowledgeable (4). Part 2 was a 27-item attitude questionnaire
on subjects such as costs of ART. Participants had to make a choice on a five-point scale:
oppose very 1) strongly, 2) oppose, 3) neither oppose nor support, 4) support or 5) support

very strongly. Part 3 was an 8 item eight questions on knowledge about general fertility and
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ART, respectively. For example ‘Most women have to go through IVF more than once to have
a baby ° or ‘Children conceived through the use of assisted reproductive technology have more
long-term health problems than children conceived without the use of these fertility
treatments’. Each of the items contained a statement, and the respondents were asked to decide
whether the statement was true or false, and rate their decision on a five-point scale (i.e.
1 =definitely not true, 2=probably not true, 3=do not know, 4=probably true or

5 = definitely true) (Szalma & Bit6, 2021).

The results showed that approximately half of the respondents (49.3%) rated
themselves as fairly knowledgeable about ART. However, 56% of the respondents answered
just three of the eight knowledge questions correctly. The greatest lack of knowledge about
ART was about its risks: the majority of respondents did not know that in-vitro fertilisation
poses health risks for women and conceived children. Regarding attitudes, the majority of
respondents had a very positive attitude towards ART. Only those respondents who were
religious were less supportive of ART. These data suggest that men and women of reproductive
age overestimate their ART-related knowledge as there were inconsistencies with how they
rated themselves and what they actually knew. Other interesting findings about this study is
that in a Western society such as Hungary, there is still religious concerns about ART, there is

lack of knowledge and perhaps considerable misconceptions about what is involved in ART.

These studies that have been conducted in Western societies give an insight of the
perception, and attitudes of the people living in these countries may have towards ART. One
could argue the results from the studies reflect a general positive perception towards ART. The
studies reflected results of willingness to consider infertility treatments, good knowledge of

treatments available and the openness to ART in the participants.
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1.8.3 Public Perception in non-Western societies

Very little research has been reported on non-Western public perception on ART. Iran
seems to be one of the countries that has attracted some attention on this topic. Ahmady and
Bamdad (2017) examined 505 Iranian public perceptions of assisted reproduction and its
influence on adoption in Shiraz, the most populated city in the south of Iran. The results
indicated that respondents did not support all types of assisted reproduction. Amongst modern
infertility treatment methods, IVF (using husband’s sperm and wife’s egg) was the most widely
acceptable. Gestational surrogacy and the use of donated gametes were less accepted.
Fereydouni et al. (2009) investigated the attitude of males and females towards egg donation
and factors affecting these variables such as gender and education. The result showed that in
conditions with female infertility, female subjects were more open to accepting the procedure
than men, and men were reported to be more against any kind of treatment under any
circumstances. Kian et al. (2014) conducted a study to assess the attitudes of Iranian infertile
couples toward surrogacy, with a sample of 150 infertile couples selected using a systematic
randomised method. The researchers concluded that although there was not a significant
difference between the overall positive attitudes of infertile women and men toward surrogacy,

the general attitude toward using this method is not strongly positive.

A more recent study (2018) examined Nigerian women’s knowledge and perception of
ART (Osian et al., 2019). The women (n = 348) were selected from those attending a tertiary
health facility. Participants were administered 10 questions on self-rating of knowledge of
ART. For example, ‘Have you heard about ART’ or ‘Do you know that ART can fail’ 70%
rated excellent knowledge, 60%-69% rated very good knowledge, 50%-59% rated good
knowledge, 40%-49% rated poor knowledge, and <39 rated very poor knowledge. There were
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7 questions on self-perception with responses on a Likert scale. For example, ‘Couples fear
rejection by the society if they use ART’ or ‘Cost of ART should be taken care of by the
government’. The results of the perception part of the study showed there is generally negative
perception on ART amongst Nigerian women. The authors concluded that whilst there is a high
awareness albeit negative about ART there is also a low level of knowledge about ART. They
argued that appropriate policies and programs must be put in place to educate the populace on

the importance and success rate of ART.

These studies that have been conducted in non-Western societies also give an
understanding of the perception, and attitudes of the people living in these countries may have
towards ART, however it differs in several aspects compared to Western societies. One could
argue the results from the studies, which are not many, reflect a general negative perception
towards ART. The studies reflected results of negative attitudes towards surrogacy, low levels
of knowledge of infertility treatments, and an overall negative attitude towards ART and

infertility treatments in participants.

1.8.4 Disruptive Innovation Theory and research on public

perception

In short, the overall review of studies on public perception and attitudes towards ART
shows inconsistencies and discrepancies in findings between self-rating of knowledge, actual
knowledge and facts such as gender differences, cultural divide and religion affecting

perceptions and attitudes. The final part of this chapter is an attempt to explain why ART has
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been subject to such controversial debates and conceptions and misconceptions. This perhaps

can be explained by Christensen (1997).

Christensen (1997) maintains that any new innovation may come into conflict with
public perceptions due to existing traditions and norms. Not all innovations can be categorised

as ‘disruptive’, although they might be revolutionary in other ways.

Taking the basic premise of Disruptive Innovations Theory (DIT) into account, the
three-century old controversy surrounding the innovation of artificial insemination resulted in
disruption to socio-legal, religious values, and beliefs of the family. Artificial insemination,
although invented in the eighteenth century, was rarely used until the 1930s and only legalised
in the 1960s. Its application to surrogacy and its use by unmarried women extends the
controversy into the twenty-first century (Bernstein, 2002). Moving to more recent times, one
can see how the new innovations have crossed pathways with the existing norms, traditions
and religious beliefs. As mentioned in the earlier sections of the thesis, this led to negative
reactions by the press and the Vatican which was highly published in the following links but
more recently has been removed.
(https://www.independent.co.uk/news/health/test-tube-baby-40th-anniversary-world-first-
reaction-ivf-louise-brown-a8454021.html; https://www.freethink.com/shows/wrong/season-

1/beware-the-frankenbabies).

The initial public reaction to the first test-tube baby due to moral, ethical and religious
concerns is perhaps not surprising, as explained by disruptive innovation theory. DIT fits
nicely with the latter, which maintains that any new innovation (especially of a sensitive and
debatable nature) may come into conflict with public perceptions due to existing traditions,

norms and religious beliefs. This is captured in articles by Cohen, Daley and Adashi (2017)
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and Werner-Felmayer (2018) in which, the extent of disruptive aspects of the new
technologies and innovations, in particular from a cultural and social perspective, have been
discussed. An understanding of public perception of innovative technologies is thus of prime
interest from a research point of view. It is therefore under the umbrella of studying ‘public
perception’ that one can examine the extent to which any new innovation has been accepted
or absorbed by the general population. The importance of identifying ‘lay’ perceptions and
misperceptions of scientific and technological developments, including those that relate to
ART, has been discussed in several new lines of research (see e.g., Goldfarb, 2019; Hudson,
et al., 2009). It has been stated “Lay people can address complex social and ethical questions
without a full and detailed understanding of the technical processes involved” (Kerr et al.,
1998, p 58.). With regards to infertility and ART, Jensen and Jensen (1993) stated that people
with strong religious beliefs tend to be more traditional in lifestyle choices, gender ideology,
and marriage and family patterns. Singer et al. (1998) reported that the more religious tend to
hold more conservative views and perceptions towards issues such as genetic testing and a
prenatal test for themselves or their spouses. Inhorn and Birenbaum- Carmeli (2008)
reviewed more than 50 anthropologists who were studying the effects of ART in many areas
of social life, including the traditional anthropological domains of kinship, marriage, and the
family, gender, religion, and biomedicine. Their research signifies both the destabilising and

the generative impacts of ART at the interface between science and society.

In line with the present thesis, it is thus expected that the more traditional and deeply

rooted religious populations are more reluctant to accept ART than those with more

‘Westernised’ views and lifestyles.
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1.9 Summary of the chapter

The birth of the first test tube baby and the rise of different variants of ART raised the
hopes of millions of infertile couples worldwide but as with most new innovations it gave rise
to a number of challenges and factors. The challenges ranging from medical, psychological
and social consequences to acceptance by different cultural, ethnic groups and the general

public.

Whilst there had been considerable research on the psychological consequences of
being infertile and undergoing infertility treatment, little has been done on public perception
as well as those involved in ART on psychological, medical and social consequences of
children born by ART. As discussed in this chapter, the general conclusion is that to date, there
are mixed views on the medical, psychological and social consequences of ART, as well as
mixed views on what the public think about ART. There has also never been an attempt to
study the extent of what the public perceive as positive and negative aspects of ART which

have been verified by medical practitioners involved in ART treatment.

The topic of public perception of ART has never been investigated in Guatemala, a
country that will be discussed more thoroughly in the next chapter, provides an excellent
research venue in which two contrasting ethnic groups divided by religion, culture, and trust in
government, socio-economic status and language cohabitate for centuries. No comprehensive
record exists as to how ART may cross pathways with the two ethnic groups of Guatemala and
what are specific points of concern when undergoing ART from both general public and

medical practitioners.
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CHAPTER 2 Guatemala: The Land of The

Maya and Ladinos

Preface

Guatemala is a country situated in central America with a population of 17 million,
made up of mainly the ethnic groups of The Maya and Ladinos (Guatemala Overview:
Development News, Research, Data | World Bank, 2022). The population of The Maya makes
up for approximately 42% of Guatemala, largely living in rural areas. Ladinos are estimated to
be 56% of the population, generally living major cities as well as rural areas (Instituto Nacional
de Estatistica, 2018). The main language is Spanish, spoken by 70% of people, and 30% of
people speak an Indigenous Mayan dialect (The World Factbook, 2022). However, one of the
key aspects of the country is the existence of two main ethnic groups living in the same country

for four centuries (Instituto Nacional de Estatistica Guatemala, 2007).

Each ethnic group has maintained distinct traditions and religious rituals. As will be
explained in this chapter thanks to ‘historical events’ there is a marked difference in the level
of education, trust in modern medicine as well as issues related to family, gender roles, social
class and fertility between The Maya and Ladinos. The historical events (in particular the civil
war) are discussed in this chapter as well as the possible impact of Covid-19 pandemic
(affecting the world population in late 2019 onwards) on the daily life of The Maya and

Ladinos.
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It should also be emphasised that there have been relatively few scientific publications
aimed at the Guatemalan population towards their perception and behaviour on health-related
factors (and none on ART) and very few new studies have targeted the Maya population of
Guatemala. As will be explained below, trust in modern medicine is a factor that is very much
lacking amongst the Maya population as well as in the Ladinos who also show degrees of
distrust in the modern medicine. For example, evidence suggests that the Maya prefer to seek
help for any medical issues particularly targeting the magical (traditional), religious and social
processes (Frayissinet, 1994). It is for this reason that there is a need to investigate the
perceptions and behaviour of The Maya and Ladinos’ population towards modern medicine
and equally important to compare the perception and behaviour of the two ethnic groups
towards ART as the most advanced and controversial health related treatment option. Indeed,
it could be the case that whilst there is a distrust in both the Maya and Ladinos, there is different
levels of distrust in the Maya. It could be argued that the Maya have higher levels of mistrust
compared to Ladinos, as historically the Guatemalan government have taken advantage of the

most vulnerable, many times targeting the Maya (to be discussed in this chapter).
As a result of scarcity of scientific evidence, what is reviewed here is in some parts
based on government reports and grey literature, with the understanding that their scientific

rigour may at times be questioned.

2.1 Religion, family values, gender roles, machismo, social class

and fertility patterns

2.1.1 Religion
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In Central America, the leading religion is Roman Catholic and Evangelic Protestant.
Roman Catholicism is the main religion in Guatemala, among The Maya, it is often practiced
with beliefs of pre-Columbian Maya traditions and spirituality. Evangelic Protestant is the
second most followed religion in Guatemala (Diaz, 2012). Religion and ethnic differences are
thus significant factors to take into account, should Guatemalans consider ART as an
alternative to natural conception? Whilst chapter 1 provided an overall view of how different
religions regard fertility, it should be noted that for Maya and Ladinos, the interpretation and
acceptance of such commandments may differ significantly. For example, as reported in
chapter 1, the official Roman Catholic doctrine states that human life begins at the moment of
conception and certain moral judgements are born from these claims such as a foetus or an
embryo must be respected and treated as a human person with dignity and rights. The Vatican
states that the experimental use of embryos is condemned because it disrupts human dignity,
reducing embryos to objects of scientific knowledge (Cook, 2015). In Evangelic-Protestant
teaching, IVF is accepted with limitations, in contrast to the Roman Catholic Church, the
Protestant Church does not condone IVF due to the use of medicine. More or less, artificial
insemination using the husband’s sperm is acceptable (as long as the couple are heterosexual
and married) (Sallam, 2016). The issue here is that only some, or none, of what is reported
above would necessarily apply, or be accepted, by The Maya or Ladinos. This is because the
Ladinos may adopt a more Western approach and be flexible in either accepting the views of
their religion, community members or make their own choice about how to deal with their
fertility problems. The Maya on the other hand, may have to be more directed by centuries of
traditions, religious rituals and ancestral lifestyles before deciding on any ART approach. At
least this is the current thinking, at the present time, and in the absence of any scientific studies

on the perceptions and behaviour of the Maya and Ladinos towards ART.

40



2.1.2 Family values, gender roles and machismo

The values and traditions of the Guatemalan population are a contributing factor to the
publics’ perception of ART. For example, traditionally Guatemala has a patriarchal society
whereby men are usually the money earners and women are the nurturers/fhomemakers. Men
are often expected to be the dominant figure in the household and women to be of support these

roles can differ depending on how traditional the household may be (Gendell et al., 1970).

In general, women in Guatemala live under the societal model and control of machismo.
Machismo is the social construct where men dominate, and women tend to suffer emulating
virginal idealism (Rodman, 2006). These kinds of categories diverge with other traditional
male gender role values that Latin culture holds, such as chivalry, hard work, honouring and
providing for one’s family (Gibbons, et al., 2006). In the model of social gender relations,
adopted by Stevens in 1973, Latin women in general are thought to be spiritually tougher than
men and must therefore endure men’s abuse, irresponsible behaviour, and extramarital affairs
in order to establish themselves as true respected women. In Machismo, men are considered to
be spiritually weak, and are thus unable to refrain from abuse, irresponsible behaviour, and
extramarital affairs (Stevens, 1973). In the machismo societal model, women can prove their
true womanhood only by tolerating the transgressions of men over a period of many years,
during which time they must produce viable heirs. Only then will a woman be considered a

respected member of the community.

More recently however, machismo is viewed through two separate lenses. Arciniega
et al. (2008) argue that there are the more traditional aspects of machismo, and caballerismo

(translates in English to gentleman-isms). A study conducted in 2008, found that machismo
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was related to aggression and antisocial behaviour, greater levels of alexithymia, and more
wishful thinking as a coping mechanism. Caballerismo, was positively associated with
affiliation, ethnic identity, and problem-solving coping. Traditional Machismo was also
associated with less education, whereas there were no differences across education level on

caballerismo scores (Arciniega et al., 2008).

In many instances it may be common for Guatemalan women (Maya and Ladino) to be
economically active due to the fact that for the majority of people, maintaining a family with
one income can be financially challenging. Studies conducted in 1991 explain the model of
Machismo by researching the economic situation of Latin American society. Their studies
suggests that women endured abusive behaviour because of the sexual division of labour,
women’s economic contribution to the household, and the community’s relation to capitalism
(Ehlers, 1991). Research exploring gender roles in relation to negative cognitive-emotional
factors, found that encouragement of traditional male gender role beliefs like machismo, have
been associated with detrimental outcomes to women’s emotional health, such as higher

depression, anxiety, and anger (Fragoso, 2000).

It is believed Maya and Ladino women have different experiences with machismo.
Maya women have a more of an egalitarian experience than Ladino women due to their
importance to the mode of economic production. This means that Maya woman seem to be
appreciated more in their relationships as their work complements that of Maya men. The work
of a Maya woman is directly involved with the agricultural sector which commonly dominated
by Maya men. The majority of Ladino women however, work in positions of low status and

low pay, which only widens the gap between them and Ladino men (Rodman, 2006). Even
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though a Ladino woman’s status in Guatemalan culture is higher than that of Maya women,

Ladinos can often be seen as more vulnerable in a marriage than their Maya counterparts.

2.1.3 Social class and fertility patterns

Like in many countries, often Maya and Ladino families in Guatemala have to decide

whether they can afford to have as many children as they desire (Davis & Lopez-Carr, 2010).

Both Ladino and Maya families’ value tradition and the opinions of the family elders.
Important life choice decisions are often based on the effect they may have on the family; this
includes career choice, social circles, and choosing a partner. Decision making in Latin families
is often stratified based on age and sex, and generational hierarchy is expected — grandparent,
child, and grandchild. The oldest male (direct relative) holds the greatest power in most
families and may make important decisions for others in the family (Carteret, 2011). The Maya
and Ladino societies hold strong beliefs in having a large family. Large families are considered
valuable and ultimately, the main goal. One of the key reasons for wanting a large family in an
agrarian society like Guatemala, is the economic security it provides (Payton, 2015). When the
parents become older and unable to support themselves through agriculture, their children

support them with necessary resources.

The Maya hold strong beliefs in a big family, some Maya couples even lend their
children to their childless family members not only to help with labour, but because a house
without a child is considered lonely and useless, children are extremely important (Ward et al.,
1992). Within the majority of Maya communities, the Catholic Church is a primary source of

family planning information. It is a widely accepted notion that God decides how many
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children a woman will have and that she is born with all the children she will bear in her lifetime
already established within her. Furthermore, having children is considered to be the sole reason
for existence and the dominant reason for marriage. Therefore, Maya couples do not get

married and just have children; instead, they wed in order to have children (Ward et al., 1992).

Like many other countries, Guatemala has a class system which is based on wealth and
ethnicity. The upper and middle classes are few and far between, whereby the majority of
people fall into the working class. The upper class consists of well-educated executives and
employers, mainly under the ethnic group of Ladinos. The Guatemalan middle class is urban
in character and is composed in almost equal proportions of university-educated professionals
and administrative employees, mostly of a Ladino background with few from a Maya
background. The working class, which can include both Ladinos and Maya, mainly consists of

unskilled workers, such as farm workers and street vendors (Diaz, 2012).

The results from a census sample conducted in Guatemala City in 1964, revealed that
both Maya and Ladino women who were economically active, specifically domestic servant
workers (majority of Maya heritage), had lower fertility than women who were economically
inactive. A study carried out in the 1960’s showed that being economically active had a
depressing effect on women’s cumulative fertility in Guatemala City in 1964, furthermore,
working as a live-in domestic servant had a considerably more negative association with
fertility patterns than a live-out domestic servant and any other types of economic activity
(Gendell et al., 1970). This historical data is relevant today, as Guatemala has entered a more
modern era. Women in general have begun to enter the workforce in much higher numbers
than in the 60s, however this could be one of the causes for a steady decline in fertility patterns

(de Broe & Hinde, 2006).
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In order to fully understand Guatemalan perceptions on infertility treatments, it is
important to highlight Guatemala’s fertility patterns. The results from Urban and rural fertility
patterns up to 2002 are from data gathered from the Demographic and Health Surveys of 1987,
1995-96, and 1998-99, the National Maternal and Child Health Survey of 2002 and the Census
of 2002 propose a continuous slow decline in fertility from 1972 until mid-1990s amongst the
population as a whole. The National Maternal and Child Health Survey and the Census of 2002
also show a sharp decline in fertility since 1998. The decline in fertility for both The Maya and
Ladinos in Guatemala until recently can be acknowledged by the fact that Guatemala has been
lagging behind in socioeconomic development and the challenge of being a very culturally
diverse and segregated population by economic class and race, makes it difficult for modern
reproductive ideas and behaviour to spread (de Broe & Hinde, 2006). Guatemala has socio-
economic barriers that prevent the progress of infertility transition (the historical process
whereby fertility and mortality rates declined from high levels that they exhibited in past times
to the low levels that they exhibit in rich countries today). For example, it has the largest
proportion of Indigenous people in Latin America of whom the majority are poor and illiterate.
Social interaction between Ladinos and the Maya is limited and on unequal terms due to the
socioeconomic divide, therefore contemporary ideas and behaviours are difficult to

disseminate (de Broe & Hinde, 2006).

2. 2 A 36-year civil war

The Guatemalan civil war began at the start of the 1960s when a segment of the military
attempted a coup. This led to a violent and long conflict that affected nearly every aspect of
human health and development. Violence ultimately peaked during 1978-1984, when tens of

thousands of rural Indigenous people were killed by the Guatemalan government to destroy the
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guerrilla forces (a small independent group taking part in irregular fighting, typically against
larger government forces) who used the rural areas to organise their agenda (Beckett & Pebley,

2003; Chamarbagwala & Moran, 2011).

The war and violence created general fear and mistrust of the government in Guatemala,
especially among the Indigenous as many Maya villages were destroyed. Suspicion, mistrusts,
and uncertainties festered around government sponsored programmes especially within the
educational, economic, agricultural and family planning sectors. These effects were felt
throughout Guatemala and particularly in the rural areas where it is largely populated by
Indigenous people (Chamarbagwala & Moran, 2011; de Broe & Hinde, 2006). The violence
was incredibly damaging, and it included torture, murder, rape, and abductions usually
targeting women and children. During this time of violence and mistrust, governmental health
systems and education systems were severely disrupted and often inaccessible causing the
inequality gap between the Maya and Ladinos to widen even more (Chamarbagwala & Moran,
2011; de Broe & Hinde, 2006; Grace & Sweeney, 2016). Guatemala reached a peace agreement

in 1996 that promoted firm and lasting peace.

Today however, this mistrust still carries weight throughout attitudes and perceptions
towards the government Guatemala, particularly in Indigenous populations like The Maya. One
could argue that limited research indicates The Maya show less interest in participation of

government led activities or seeking professional health care instead of traditional methods.

2.3 Post-war mistrust

Even after the civil war in Guatemala, mistrust still lingers. Although a peace agreement

was reached in 1996, people generally still hold mistrust towards the government. A study
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conducted in 2021 about people's trust in post-war societies looked into people’s perceptions
of the strategies aimed at ending the violence and rebuilding the state, and how they have an
enduring impact on people’s view of the state. The study found that in Guatemala having a
peace treaty did not necessarily mean the people trusted their Government (Dyrstad et al.,
2021). At the time of the study, the peace agreement in Guatemala was 20 years old but
approval of the requirements in this agreement, which continues to be of significant political
issues (for example, indigenous peoples’ rights), are still associated with political mistrust. The
findings do not appear to be driven by specific groups or regions in any of the cases. In
particular, the main findings are robust to the inclusion of indigenous identity or region in

Guatemala (Dyrstad et al., 2021).

2.4 Medicine and mistrust

Mistrust in modern medicine is still a problem in Guatemala today. People, particularly
The Maya, do not trust Western medicine and have a negative perception towards it. For
example, many people do not trust the potency of drugs the government provides, others do
not trust Western medicine as they practice their own traditional remedies, and many others do
not trust Western medicine as Guatemala has a dark history with medical ethics which will be

illuminated below.

In Guatemala, following traditional remedy methods is generally the norm for most of
the Maya population. A study was conducted in 1996 in rural Guatemala, which has a majority
of low-income populations. The study investigated the opinions on Western medicine and the
acceptance of public services that mothers of Ladino and (mostly) Maya ethnic background.

The study found that the acceptability of public services for children was poor because the
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Social Security clinic did not prescribe the ‘potent’ modern drugs mothers preferred for the
treatment of symptoms. This then made mothers turn to the partially informal private sector,
like traditional remedies (van der Stuyft et al., 1996). Another study carried out in 2017, used
semi-structured interviews with physicians and pharmacy staff in 30 pharmacies around
Guatemala. The participants’ gender was not disclosed but their demographic was noted in
their education level. For physicians, the level of pharmacy-specific training or certification
varied. Half of the participants received no pharmacy-specific training of any kind. Among
those who did report receiving such training, the quality and nature of the training varied from
formal to informal. Among the pharmacy staff, the level of formal education prior to entering
the pharmacy business was typically low, with only 2 of 30 respondents having received any
formal higher education. The study found that the people interviewed did not trust the quality
or efficacy in ‘low’ costing drugs. The researchers suggested that strengthening state capacity
and transparency in the regulation and monitoring of the drug supply is the key goal of access-

to-medicines advocacy in Guatemala (Flood et al., 2017).

Not only is there mistrust around the efficacy of Western drugs but Guatemala has an
obscure history with medical ethics. In the 1930s and 40s harmful and highly unethical medical
experiments were conducted on vulnerable Guatemalan people (Reverby, 2012). In October of
2010, The United States issued a high-level apology to Guatemala about the U.S. Public Health
Service S.T.D. Inoculation Studies of 1946-1948. This study was a PHS Inoculation Sexually
Transmitted Diseases (STD) study that looked into the effects penicillin had on STDs. The
study aimed to see what STDs penicillin could cure. However, this study was unethical as it
had lack of any real consenting processes and the study had actual purposeful transmission of
potentially life-threatening STDs in Guatemala. The study extended for two years, recruited

more than 1300 vulnerable men and women (sex workers, mentally ill patients, soldiers, and
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prisoners) and involved infecting them with syphilis, gonorrhoea and chancroid and then
treating little more than half of them. However, not only did the study fail to treat everyone
that got infected, the people that did get treatment did not get it for long enough to be cured.
Thus, this resulted in tremendous suffering and distress. The study had horrific physical
procedures like spinal punctures and the abrading of men’s penises and women’s cervixes to
deliver the disease inoculums. Major ethical concerns were noted including lack of control over
body autonomy, dangers of abuse by those with great power, terror of putting trust in
physician/scientists who respond with what many see as close to medical torture, and perhaps
most destructively the racism of treating people of colour as the ‘other’ both in the U.S. South
and the Global South. The study has been analysed in the context of the racism and imperial
power that made it possible for the doctors to believe they had the right to do the studies and
have fuelled the suspicion of public health and medicine in Guatemala. One could argue that
the lack of access to effective Western medical treatments and the horrific medical malpractice

the Guatemalan people as a whole have endured, has led to mistrust in Western medicine.

2.5 Research to date on infertility and treatments in Guatemala

There has been limited research examining the factors that may influence infertility
treatments via ART within the Guatemalan population particularly, with regard to the key
factors of society as explained above. For many people in Guatemala, having more children
can affect the quality of life, many people with infertility issues simply cannot afford average
day-to-day life, sometimes even basic necessities like food and clean water can be a struggle,
let alone infertility treatments. ART is perceived as a luxury for wealthy people, and not
everyone who is infertile and wanting to have children can afford it. A prejudice that many

countries hold, as well as Latin American countries is that poor women should not have
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children because they cannot afford to, and therefore should not use these techniques. Infertility
is often viewed as a problem of the wealthy rather than just a problem - this reflects a gap
between the poor and the rich (Luna, 2001). This poses socioeconomic issues, where on one
side the small percentage of the wealthy classes have access to ART and highly refined medical
treatments. However, on the other side, there is a large population of underprivileged people
who cannot even provide for their basic needs, let alone have access to or validate a costly
infertility treatment. The issue of ART is restricted to the wealthy classes even though the
population in the most need of these technologies is the underprivileged classes. Disadvantaged
people are more likely to have reproductive medical issues such as sexually transmitted
diseases and reproductive tract infections and therefore have a higher chance of infertility. For
example, it has been reported that Indigenous people from Guatemala, have been exposed to
pollutants like certain kind of fertilisers, as they mostly work in agriculture, which have caused

infertility problems (Luna, 2001).

Attitudes towards ART and infertility tend to differ amongst Guatemalan males and
females, for example when it comes to adoption, Ladino men in Guatemala were reported to
frequently display machismo attitudes towards the subject. Machismo traits are primarily
evident in areas of Guatemala of low education and low socioeconomic status, however
machismo views are often times rooted in culture regardless of economic stature (Gibbons,
Wilson, & Rufener, 2006). The Latin American culture of machismo contributes to the
discrimination of women and children, magnifying their essential dependency on men for
economic survival. The machismo culture is still rooted in Guatemala today, some of the
reasons are due to gender pay gaps, poverty and the lack of legal structures that safeguard

women and children (Cone, 2018).
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Gender attitudes reported by Gibbons, Wilson, & Rufener (2006) suggest that the
participants who held machismo beliefs, also had negative views towards adoption. The
participants in this study were the general public from a private university campus in
Guatemala and consisted of 88 men and 64 women, 96% of whom described their ethnic
background as Ladino. The participants were administered an adoption belief Likert-type scale
(agree, disagree, neither and don’t know). The study revealed that the acceptance of adopted
children as part of the idealised family unit in Guatemala may depend on attitudinal differences,
such as the values held by different genders (Gibbons et al., 2006). Baron (2003) conducted a
study analysing the psychological aspects of the female partner in cases of male infertility. The
study examined 100 couples where the female partner was under 35 years of age and presented
with no pathology for infertility. The participants took part in a study of male infertility
treatments; the 1ICSI (89/100) and donor insemination (11/100) programme. The study reported
that sharing emotions with others was rare, whereby 84% of the patients did not talk to their
husbands because they feared they would hurt their feelings and 81% did not talk with their
families to protect their partner’s image. The study also reported the women to have defensive
aggressive attitudes towards their partners, the women hid the problem and blamed themselves.
It also shows how ‘macho’ attitudes exist not only in males but reinforced by the woman’s
attitudes and expectations (Baron, 2003). This study strengthens the idea that women in a Latin
culture would feel highly uncomfortable discussing male infertility with their partners in fear

of a negative (machismo) reaction.

Infertility and infertility treatments have been a controversial topic in Latin America
like in many other parts around the world. For example, in Costa Rica, IVF was banned for
several years because it went against their Catholic beliefs. Religion plays a big role in ART

because it shapes individual perceptions, social norms and availability to ART services

o1



(Adamson, 2009). Access to ART around the world varies, depending on many different factors
where the highest ART cycles performed is 3263 per million inhabitants in Israel, and the
lowest two cycles per million inhabitants in Guatemala, in other words, of all the countries that
offer ART, Guatemala is reported the country with the lowest cycles performed (Adamson,

2009).

2.6 Guatemala and Covid-19

Covid -19 has brought changes to all aspects of life. In Guatemala, many Indigenous
and Ladino people have already adopted new preventative measures such as masks and regular
handwashing. Many people who live in rural areas are now accessing their preventative
information through radio and TV programmes, as this is the most trusted of Covid-19
information (The Population Council, Inc., 2020). It is recommended for 70-80 % of a
population to be vaccinated to reach collective immunity (Cleveland Clinic, 2021). As of
August 2022, nearly 39% of the Guatemalan population has been vaccinated (Mathieu et al.,
2021), 1.5 million Covid-19 cases and out of those 19,082 deaths have been recorded (Mathieu
et al., 2021). When Covid-19 vaccination started, comadronas (traditional birth attendants)
were established as a priority group. Guatemala has one of the highest infant mortality rates
with the majority of deaths happening in poor areas. This is impacting mainly Maya
communities, so when the Covid-19 vaccine was rolled out, comadronas had some priority.
After comadronas received their protective doses, they went out to their communities to spread
the word about the efficacy and safety of Covid-19 vaccines (Pan American Health

Organization, 2021).
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In 2000, the maternal mortality rate for Indigenous women in Guatemala was more than
three times that of Ladino women (Nieves Velasquez, et al., 2018). Covid-19 may widen the
gap between Maya and Ladinos even more as a result of the current pandemic which has

brought an uncertain future as well as economic hardship.

2.7 Summary of the chapter

This chapter highlighted key features of the Guatemalan society with regards to the two
distinguished Maya and Ladino populations. As noted, numerous events, traditions and
practices have led to an evident divide in how the Maya and Ladinos value family structure,
religion, gender roles and fertility issues. There is also a noticeable lack of trust in modern
medicine which is more noticeable in the Maya community and government post-civil war.
There are several key features in Guatemala’s social construct that may have a significant
impact on the perceptions and behaviour of Maya and Ladino towards infertility and infertility
treatment, particularly via ART. These include religion, gender roles, ethnic differences, social
class and socioeconomic status. Surprisingly, very little research has been aimed at the

perceptions and behaviour of the two ethnic groups in particular The Maya, to this date.

Indeed, having two distinctive ethnic groups living side by side in same geographic
location like Guatemala, provides a unique and scientifically strong contrast of a ‘Westernised’
vs ‘non-Westernised’ population views. These views will give some insight into issues related
to perceptions and behaviour towards fertility treatments and ART. This is the topic of the next

chapter.
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CHAPTER 3 Study 1 Public Perception and
Behaviour Towards Fertility Treatment iIn

Guatemala

Preface

This chapter presents study 1 aimed at Guatemalans’ perceptions and behaviour
towards assisted reproductive technologies (ART). In the absence of any published work on
public perceptions and behaviour towards ART in Guatemala, this study has elements of
originality as far as the Guatemalan population is concerned. As argued in chapter 1, for a
comprehensive understanding of public perception and behaviour towards ART; it is crucial to
take into account the persons religious beliefs, ethnicity, level of education, gender and the
selection of people representing the Westernised and/or non-Westernised way of
living. Previous research on this topic have either focused entirely on a Western (e.g.,
Wennberg, et al., 2016) or non-Western populations (e.g., Ahmady & Bamdad, 2017). Such
studies whilst having their own merit, cannot clearly demonstrate the extent to which ethnicity
and cultural orientations are factors affecting ART perceptions and behaviours. This could be
because the studies are conducted in different countries, in different settings, and incorporating

different materials in each study.

Furthermore, different methodologies may be employed in each study that could

question any comparison of the outcomes. As mentioned in chapter 1, Pir Jalian (2020)
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contrasted British (Western) and Iranian (non-Western) public, as well as mothers of children
born by fertility treatment on their perception of ART, in particular conception by egg donation.
Based on both qualitative and quantitative analysis of the data, Pir Jalian (2020) reported
that Iranian mothers with a donor egg child agreed more than their British counterparts that
conception via egg donation might have psychological, social and medical problems for the
resulting children. Furthermore, the comments made were that this is due to a) lack of genetic
link; b) being unhappier than naturally born; and ¢) might experience overt prejudice from the
society. Pir Jalian’s pioneering study further highlighted the divide between the ‘Western’ vs
‘non-Western’ perceptions of ART. One may thus expect to see more resistance to acceptance
of new reproductive innovations when contrasting participants with different levels of deeply
rooted traditions and religious beliefs. Pir Jalian (2020) argued that this is in line with the
Disruptive Innovation Theory (DIT), developed by Christensen (1997) which maintains that
any innovation may come into conflict with public perceptions due to existing traditions and
norms. Pir Jalian (2020) demonstrated that the Iranian public with more traditionally and
religiously rooted beliefs showed more resistance to acceptance of new reproductive
technologies compared to the Western (British) population. Whilst Pir Jalian (2020) attempted
to employ comparable materials such as matching age and gender of participants, there was the
issue of people in a Western country, contrasted to people in a non-Western country on their

perceptions of ART.

Although the findings of Pir Jalian (2020) are significant in contrasting cultural
orientation on ART perceptions, it is nevertheless comparing people living in two different
countries with possible extraneous factors like accessibility and knowledge of ART, affecting
the conclusions. A study on the two distinct populations of Ladinos and the Maya living in the

same country, presents an ideal research ground to study the extent to which cultural orientation
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affects perceptions and behaviour towards ART. Would the same findings as Pir Jalian (2020)
be true if the perceptions of two contrasting ethnic groups in Guatemala namely, The Maya
and Ladinos are investigated? Should the term ‘Attitude’ or ‘Perception’ be used in this

research?

Most researchers do not distinguish between the two terms and indeed it may come
across that if a researcher is studying public attitudes towards a topic, it might as well be
labelled as public perception towards the topic. However, others argue that there is a difference
between the term’s ‘perception’ and “attitude’ (see e.g., Refrence.com, 2020). According to Pir
Jalian (2020) the main distinction is on the wording and aims of the study and what instructions
are given to participants. By definition, attitude is a mind set or an inclination to act in a
particular way due to both an individual’s experience and temperament. When referring to a
person’s attitudes about a particular topic we attempt to explain his/her general thinking beliefs,
values, behaviours, and motivations (Pickens, 2005). According to Lindsay and Norman,
(2013) perception is also strongly associated to attitudes. It is the process by which a person
interprets and organises sensation to produce a significant experience of the world. Simply put,
when a person comes across a situation or stimuli, the person interprets the stimuli into

something meaningful to him or her based on previous experiences.

The conclusion drawn from the above definitions is that attitude and perception are
strongly related, and studies aimed at attitudes may very well be also investigating perceptions
and vice versa. From the purpose of the present study, it was felt that it would be best to draw
attention to the possibility that the two terms may imply different meanings in different studies.

In the present study the term perception is adopted with the view that if it is explained to the

56



participants that ‘perception’ is what is intended, they may give some more in-depth,

meaningful, and personally based experience of topic under investigation.

Study one is aimed at Guatemalan’s perceptions and behaviour and level of knowledge

towards assisted reproductive technologies.

3.1. Perception of scientific statements

As explained in chapter 1, there is a host of psychological and medical research on ART
and its consequences. Based on the criteria explained in this chapter the task was set to select
most significant findings of scientific research on ART and present it to the Guatemalan public.
These statements investigated what the public’s perception is about the claims by allowing the
public to respond in a Likert scale type questionnaire. The questionnaire also allowed the public
to express their written reasons for their answers. The responses (numerical and written) are
then subjected to inferential statistical analysis followed by thematic analysis. These analyses
have the benefit of a) identifying the conceptions and misconceptions that the public (and those
involved in treatment) may have about ART and try to minimise the gap between public
understanding and scientific research. And b) it provides practitioners with valuable
information to offer the best advice to those planning for ART and for educational programmes

for the public.

3.1.1 Public perception

It is important to note the significance of targeting general public or what can be termed

‘lay perceptions’ (and misperceptions) of scientific and technological developments, including
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those that relate to ART. Furnham (1992) explains that lay people view science differently than
researchers. Lay people’s points of views on scientific issues can vary depending on different
factors in their lives, such as physical, political, social and economic factors. This has been
discussed in several new lines of research (see e.g., Goldfarb, 2019; Hudson et al., 2009). It
has been stated ‘Lay people can address complex social and ethical questions without a full
and detailed understanding of the technical processes involved’ (Kerr et al., 1998) meaning

‘lay’ people can comprehend ethical questions without needing to understand the technicalities.

With regards to infertility and ART as stated in chapter 1, there are reasons to believe
that religious beliefs, Westernised or non-Westernised lifestyles, gender, level of education and
self-estimation of knowledge about ART may affect public perception. Thus, there are reasons
to believe that rather than expecting a universally agreed public perception of issues related to
ART, one might expect divisions based on the latter factors. There are now sufficient reasons
to investigate for the first time, the perceptions of two contrasting ethnic groups in Guatemala,
namely The Maya and the Ladino, on ART and their level of perceived knowledge on such

procedures.

3.2 Aims of Study 1

The aim of study 1 is to examine Guatemalan public, Maya and Ladino’s perception
and behaviour towards key issues related to infertility and infertility treatment via 13 Likert
scale statements (Appendix A). In the absence of any published research on this topic, this
pioneering investigation is intended to provide opportunities for understanding the extent to

which ethnicity, religion, age, and level of knowledge on ART is a factor in Guatemalans’
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perceptions and behaviour towards ART. However as mentioned, in the absence of any

published work on this topic in Guatemala, a pilot investigation was deemed necessary.

3.2.1 Pilot work prior to main study

An extensive literature review was conducted during the first six months of the
investigation aimed at key research findings and controversies related to children born by ART.
For example, “Donor egg conceived children may experience overt prejudice from the wider
community, relatives and friends”. The statements (20 in total) were then verified by two
independent reviewers knowledgeable in research on ART and then presented to 6 Spanish
speaking participants with higher education, to help with the selection of the final list based on
the following criteria: a) clarity of the statements for both Maya and Ladino populations (for
example to avoid statements with complicated medical terminologies) and b) possible
willingness to give a response. For example, to avoid items that may not be pleasant or
offensive to a particular group of participants. Finally, as the original items were in English the
pilot study was aimed at rooting out any items in the study questionnaire that after translation
to Spanish are likely to affect accuracy of responses, for example if participants commented
that the English to Spanish translation is not clear, such an item would be revised before being
used in full-scale research. Participants were particularly requested to read carefully and
respond to each statement. After conducting the pilot study, 13 statements were found to be

clear to the 6 Spanish speaking participants and was included in the main part of the study.

3.2.2 Study 1 research questions

As explained, issues of ethnicity and religion were shown to have a significant effect

on how participants perceive various aspects of ART and its consequences (see Chapter 1). Pir
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Jalian (2020) referred to the Disruptive Innovation Theory (DTI) of Christensen (1997) when
explaining the findings on Iranian and British perceptions of consequences of children born by
egg donation. DTI maintains that any new innovation may come to conflict with existing
cultures, traditions and norms. Pir Jalian (2020) argued that this conflict of existing traditions
and norms when it comes to ART are more noticeable with Iranian population with more non-
Western orientations than the British population. In view of the argument put forward about
the ethnic divide in Guatemala, one would expect to see that ART cross pathways with how
The Maya and Ladino perceive its significance and consequences. In particular one could
predict to find significant differences in perceptions of ART between Maya and Ladinos.
Specifically, the more traditional participants, like the Maya, are anticipated to be holding more
conservative views than the more ‘Western influenced’ Ladinos. Furthermore, differences with

regards to cultural orientations are anticipated in the thematic analysis.

3. 3 Methodology

3.3.1 Research design and materials

In a concurrent nested design, both qualitative and quantitative data are collected during
the same stage, although one form of data is given more weight over the other (Creswell et al.,
2003). In this case, the qualitative data was given more weight. Because most research on
public perception and behaviour is based on quantitative research, the main aim was to tackle

questions are more widely investigated in the scientific community using quantitative methods.

4 main questionnaires have been used to explore the attitudes and perceptions for ART,
That are all quantitative and out of these none have been used in a society like Guatemala. The

Fertility Quality of Life (FertiQoL) Questionnaire assesses the quality of life of individuals
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experiencing fertility issues. The Fertility Quality of Life (FertiQoL) Questionnaire was
developed by a team of researchers led by Dr. Jacky Boivin. Dr. Boivin is a prominent
researcher in the field of reproductive psychology and infertility, and she played a key role in
creating the FertiQoL Questionnaire (Boivin et al., 2011). Next is the Fertility Problem
Inventory (FPI): The FPI measures the impact of fertility problems on individuals'
psychological well-being. The Fertility Problem Inventory (FPI) was developed by Professors
Denis A. Johnston and Linda J. Kettel, who are well-known researchers in the field of
reproductive psychology and infertility. The Fertility Problem Inventory is a widely used self-
report questionnaire designed to assess the specific distress and concerns experienced by
individuals or couples facing fertility challenges measured by a Likert Scale (Newton et al.,
1999).

Fertility Adjustment Scale (FAS): This scale assesses individuals' adjustment to the
challenges and stressors associated with fertility treatment. The Fertility Adjustment Scale
(FAS) was developed by Dr. Dennis C. Turk and his colleagues. The FAS is a self-report
questionnaire (measured via a scale) designed to assess the emotional and psychological
adjustment of individuals and couples who are dealing with fertility problems and undergoing
fertility treatments (Glover et al.,, 1999). Lastly, the Infertility Self-Efficacy Scale (ISE)
measures individuals' beliefs in their ability to cope with infertility-related challenges. The
Infertility Self-Efficacy Scale (ISE) was developed by Dr. Alice D. Domar and her colleagues.
Dr. Domar. Self-efficacy refers to an individual's belief in their own ability to perform tasks
and overcome difficulties. In the context of infertility, self-efficacy relates to one's confidence
in managing the emotional, social, and medical aspects of fertility treatment and its associated

stressors, in the ISE this is measured by a Likert Scale (Cousineau et al., 2006).
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Indeed, the use of qualitative research is adding a novel aspect of this study as not many

studies have combined qualitative and qualitative methodologies.

A quantitative quasi-experimental, questionnaire-based study was designed with
independent variables of age, gender, education, religion and ethnicity (Maya and Ladino), and
whether they know someone undergoing ART. The dependent variables were 1) responses to
the 13 statements selected from actual published research e.g., “Donor egg conceived children
have lower 1Q scores than naturally conceived children” (Zhan et al., 2013) on a Likert scale
(ranging from 1 to 4, Strongly agree, Agree, Disagree to Strongly disagree). Furthermore, the
participants were required to add any comments if they wished in support of their choice; 2)
rating on a scale of perceived level of knowledge of ART, ranging from 1 = not at all, to 10 =

a significant amount.

3.3.1.1 Comments on the choice of questionnaire items

One may argue that the questionnaire items are relatively few and thus may affect the
generalisability of the outcomes. For this reason, adding the following comments were found
to be necessary:

Firstly, based on the experience of the author, participants (especially the Maya) are
more likely to take part and give sincere responses to questionnaire items which is not
lengthy. Sahlgvist, Bull, Adams, Preston and Ogilvie (2011) argued that by shortening a
relatively lengthy questionnaire in a study on a socially sensitive topic it significantly increased
the response rate. This is an issue that is noticeable in most published research especially on
controversial topics. For example, Baluch and Kaur (1997) noticed that when students

(psychology and medical) were presented with only two statements regarding the use of
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animals in scientific research there was a very positive and significant involvement by the
participants compared to a lengthy questionnaire. More recently and in relation to the current
research, Pir Jalian (2020) found a greater involvement and sincerity in responses when
assessing Iranian and British men and women’s perceptions of children born by egg donation
by presenting them with a 12-item statement questionnaire. Thus, the shorter the questionnaire
on a sensitive subject to be presented to participants, the more concise and sincere is the
responses. For this reason, it was decided to have a relatively short questionnaire and the choice
of items to be included governed by key findings of scientific research e.g., ‘children born by

ART may be socially withdrawn’.

Secondly, as explained above because the intention was to choose items based on actual
scientific findings, this restricted the number of items for the study questionnaire. Furthermore,
an attempt was made to keep the message (the questionnaire item) as it was reported by
scientific findings rather than making the changes to the items to have a balance of positive
and negatively worded statements. Thus, if participants are presented with an item and
instructed that these are based on what most scientists conclude to be the case about children
born by ART, changing the statement (e.g., children born by ART will not be socially
withdrawn) would come as a form of deception. Of course, it must be added here that with the
passage of time and more scientific research there may be changes in what scientists believe to
be the consequences of children born by ART. This would be the task of future researchers to

pursue follow up research specifically in a Latin American society.

3.3.1.2 Pre-data collection preparations and complications
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Unlike most studies of this nature directed to a population of students or non-students
in a Western society, a study on Guatemalan population particularly the Maya has its own
difficulties. In Western countries students and non-students are accustomed to being
participants in different forms of information gathering. The organisations (e.g., universities
and local communities) are prepared for such interventions and provide facilities to enable
research. In Guatemala such rich research environment is not readily available. The author
(although UK based and of Guatemalan origin) had to engage in several months of negotiations
and long-distance correspondence before receiving approvals from two universities in
Guatemala to use as a base for research. However, having the base was the first step, the more
challenging step was to get the attention and trust of the participants especially the Maya, to
take part in the study. Thus, the number of participants and the choice of the different categories
of interest in the study such as gender and ethnicity were not the ideal choice of the author but
dictated by what one can and cannot do when conducting research in a society such as

Guatemala.

3.4 Participants

Maya - (N = 35), 11 males, age M = 27.72, (SD =5.9). 24 females, age M = 27.02, (SD
= 7.56).

Ladino - (N = 146), 58 males, age M = 29.8, (SD = 9.28), 88 females, age M = 28.8,
(SD = 11.07).

The participants were recruited from the university and beyond the borders of the

University of Galileo and University of San Carlos in Guatemala.

3.5 Materials
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As mentioned in the above sections, there is an absence of published questionnaires on
Guatemalans perception of factors relating to ART. Preliminary pilot work and extensive
literature review was deemed critical to the starting point of the present study. The final list of
items selected for the main research are presented below with the reminder that they are topics
related to careful selection from published research work and it is with the aim to have as short
but as concise as possible a questionnaire, that covers as many key factors about ART as

possible.

In what follows are the reasons for why each item has been selected and its significance
to the overall research is outlined. Some of the studies reported here have also been mentioned
in previous chapters but for the benefit of clarity, it is now classified as it relates to the rationale

for the selection of open-ended questionnaire items.

3.5.1 Statement 1- Before embarking on any of the ART techniques the couple should

consider what their religion has to say about their action.

The impact of religion on the handling of infertility reflects similarities across different
religious groups. Across the Judeo-Christian religious faiths, infertility is seen as punishment
for wrongdoing (Sewpaul, 1999). In Islamic scripture, infertility is seen as a God-given
impairment, profound feelings of guilt may result from the inability to conceive and perceived
as a punishment from God (Inhorn, 2018). The individual's level of involvement with religion,
their personal conception of God, and their sense of self in relation to God are important factors

in influencing the impact of religion on the experience of infertility (Sewpaul, 1999).
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In the Middle East, where the three major religions namely: Judaism, Christianity and
Islam emerged, religion has the strongest influence on social behaviours, attitudes, practices
and policymaking (Serour, 2000). The Jewish attitude to infertility treatment is based on the
fact that the first commandment from God to Adam was “Be fruitful and multiply and replenish
the earth and subdue it” (Holy Bible: Genesis, 1:28). Judaism allows the practice of all
techniques of assisted reproduction when the egg and sperm originate from the wife and
husband respectively (Schenker, 2005). Jewish religion does not forbid the practice of
surrogacy, whether complete or partial, as indeed the practice is described in the Bible in the
case of Sarah and Abraham with Hagar who bore Abraham a son, Ishmael, and Rachel, who

used her slave girl Bilhah to bear a child for Jacob as indicated in Genesis 19 and 30.

The third-party reproduction is based on the importance of maintaining the family
structure and integrity among the Shia family. These guidelines and legislation played a major
role in comforting patients and physicians. There has been, however, a significant shift in
acceptance of ART. In the 80s infertility treatment was associated with secrecy, feelings of
shame, doubt and even sometimes guilt, but in the 90s such feelings were replaced by openness

about seeking infertility treatment and ART in particular (Serour, 2008).

According to most Muslim scholars, if ART is designated for a married couple as a
necessary line of treatment, it is permitted during the validity of marriage contract, with no
mixing of genes (Al-Hasani, 2006). If the marriage contract has come to an end because of
divorce or death of the husband, ART cannot be performed on the female partner, even if using
sperm from the former husband (Al-Hasani, 2006; Serour, 2005). In most Muslim countries,
parenting of a donor child by a single mother is unlikely to be socially acceptable (Inhorn,
2006). The welfare of the resulting child is a primary concern, and the existence of a father is

regarded as an important aspect in qualifying for the treatment (Larijani & Zahedi, 2007).
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In Christianity, although it permits all conventional lines of treatment of infertility, it
forbids to its followers all practices of ART as they bypass the sexual union of man and woman.
Although the Vatican does not accept ART, the Protestant and Anglican may practice it. Many
protestant churches will allow ART with spouse gametes and no embryo wastage. The Eastern
Orthodox Church does not oppose ART for couples. However, gamete donation or surrogacy

is not approved (Serour, 2006).

Just like in the societies mentioned above, religion and gender roles play a huge part on
family planning and it is handled, including infertility. As mentioned preciously, Guatemalans
are mainly Catholics, Evangelical protestant, or follow Maya spirituality with Christian
influences. In Guatemala, the Catholic Church influences men to dominate the public and
private sphere of religion, including private home matters and family planning (Chiappari,
2001). Evangelical Protestantism teaches that everyone should spread the word of God at all
times, including in private settings, this is done in a family effort where usually the women
hold the domestic dominance in the household (Chiappari, 2001). In Maya culture, many men
feel it is their Godly duty to have as many children as possible. Maya men usually have control
in family planning and also feel they have the right as a husband to sleep with their wife

whenever they wish to do so (Payton, 2015).

3.5.2 Statement 2 - As the costs of ART treatment is too high and the chance of success is

relatively low the couples should themselves cover the costs not the government

ART treatments are usually associated with relatively high costs (see e.g., Wang &

Sauer, 2006). In the USA for example, the complete cycle of egg donation would cost ranging
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from $37,000 to $65,000 (Conceiveabilities, 2020). This is considering that the donor is not
expecting any payment. According to Fauser et al. (2019), the general feeling in the Western
world is that there should be support for public funding for fertility treatment. The question
however, that has not been addressed, is to what extent this has universal appeal. Pir Jalian
(2020) noticed that Iranians have no option but fund any ART treatment themselves. Ombelet
& Campo (2008) argued that in developing countries, the problems of infectious diseases such
as malaria, tuberculosis, gonorrhoea and HIV are still very prevalent and that it should be
questioned if expensive techniques with low success rate such as ART can be justified in

countries where poverty is still an important issue.

Guatemala is a country with prominent economic inequality; nearly 60% of the country
is below the poverty line (Central Intelligence Agency, 2022) bringing the GDP per capita to
$8,200.00 annually in 2019. The country does not rely on public funding for ART and couples
seeking infertility treatment must pay the full treatment amount. The cost of a single cycle of
IVF treatment in Guatemala is priced anywhere from $8,100.00-$10,000.00 (Centro de
Reproduccién Humana, 2020). However, in 2014 it was reported that 60% of people in
Guatemala do not make above the minimal wage and the average wage per year for someone

who is Maya is around $2,000.00, making roughly about $8.00 a day (Terra Experience, 2014).

3.5.3 Statement 3 - There should be specific educational programmes in schools for

children to learn about the ART techniques

There is a host of research aimed at the extent to which children should be taught about
fertility issues. Some of the studies related to this topic are reviewed here. A more extensive

review will be included in the final stage of the thesis.
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The idea that fertility education should be included in schools has been debated in
several lines of research. The focus, however, has mainly been in safe sex and unwanted
pregnancy. However, it is only more recently that principles underlying fertility investigation
and treatment options including IVF has also been added to the suggested curriculum to be

taught in schools (Nargund, 2015).

In Guatemala, sexual education starts in primary school as part of the Natural Sciences
curriculum. Sexual education is taught in grade six (equivalent to last year of primary school
in the UK) and in secondary school; students are educated on sex organs, menstruation and
male ejaculation. Although sexual education is part of the curriculum, it is usually taught one
day of the school year for a maximum of an hour. According to Chirix, (2009) there is very
minimal to no talk about the psychological or affective aspects of sex, and absolutely no
discussion of love or pleasure or infertility (Garcia, 2020). Many disadvantaged Maya children
drop out in secondary school or soon after primary school to help maintain their family
household. When children leave school early, it is quite possible that they miss out on the

sexual education all together.

3.5.4 Statement 4 - Considerable funding should be directed to scientific research on the

psychological, medical and social consequences of children born as a result of ART

There is a host of research aimed at the extent to which funding should be allocated to

research on assisted reproductive technologies and its consequences. Some of the studies
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related to the latter topic are reviewed here. More extensive review will be in the final stage of
the thesis.

As part of a vast European study on the subject of attitudes towards IVF and gamete
donation, a survey in 2019 (n = 6,000) conducted online, with participants living in France,
Germany, Italy, Spain, Sweden and the UK, found a positive attitude among respondents
toward IVF, gamete donation, and support for public funding for fertility treatment (Fauser et

al., 2019).

In relation to Guatemala, it has been noted that Guatemala’s public spending was the
worst in the world. Guatemala spends less than almost any other country in the region.
Guatemala also spends less on healthcare and other health services than any other country
listed (Entremundos, 2020). Thus, the question of what Guatemalans perceive to be the case

with research and public funding is of prime importance.

3.5.5 Statement 5 - There should be strict procedures regarding egg donation procedures

in which the donor should be of the same ethnic origin as the recipient

There is a host of research aimed at the extent to which ethnic origins of the donor may
be a factor to be considered before any treatment attempts. Some of the studies related to this

topic are reviewed here. More extensive review will be in the final stage of the thesis.

It is generally considered that couples want donors to be racially matched. This means
matching on features such as skin colour, facial features and hair colour. However, Campbell
(2007) noted that most Asian and Middle Eastern women living in or visiting UK requested
that the donor egg should be from a white woman (Campbell, 2007). This could suggest that

having lighter skin tone in Eastern societies is seen as more desirable.
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In Guatemala, inter-ethnic marriages were frequently deemed as taboo for years.
Community members often viewed these marriages as culturally disagreeable and would
attribute such unions to greediness and bewitchment. Families in the middle of these trans-
ethnic affairs would accuse one another of engaging in ‘brujerias’ (witchcraft). Today, many
community members (both Maya and Ladinos) still view these marriages as racially offensive.
Many times couples that end up marrying someone outside their race, do so once they have
migrated and are no longer within the influence of their social groups (Rodman, 2003).
Therefore, the question is, what is the Guatemalan perception on measures regarding egg
donation procedures? Should the donor be of the same ethnic origin as the recipient? These

questions carry great importance.

3.5.6 Statement 6- Because the embryo is fertilised in the lab the child born by this
technique may exhibit the following complications more often than a child who is

conceived naturally:

6.1-Having a lower 1Q
6.2-Chance of being autistic
6.3-Developing yet unknown medical complications

6.4-The likelihood of being infertile

There is a host of research aimed at the extent to which conception by the use of ART
may have medical implications for the conceived child. Some of the studies related to 1Q,
autism, medical complications and the likelihood of the conceived child being infertility are

reviewed here. A more extensive review will be in the final stage of the thesis.
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Lu, Wang and Jin (2013), in a review of long-term follow-up of children conceived
through assisted reproductive technology, concluded that ART conceived children are more
likely to have childhood illnesses suggesting a significantly higher risk of requiring medical
care, being admitted to hospital and having surgery (see also Ludwig et al., 2009). Research
has found that mothers who use donor eggs may actually pass some of their genetic material
on to their children through their endometri fluid, this transmission could be a disease, or
infertility issues to a resulting child (Lehmann-Haupt, 2016). Gao, He, Cai, Wang and Fan
(2017), in a meta-analysis of 11 records (3 cohort studies and 8 case-control studies), revealed
that the use of ART is associated with a higher percentage of autism spectrum disorder in the
children born as a result of the treatments. Zhan et al. (2013) in an overview of studies on
psychological well-being in ART conceived children reported lower 1Q scores following IVF
children than in the control group. This then could suggest the questioning of medical

complications being brought on to the child who is born via ART.

3.5.7 Statement 7 - A child born as a result of egg donation should be told about the

precise nature of their conception

There is a host of research pointing to the question if the nature of conception should
be told to the conceived child? Some of the studies related to this topic are reviewed here. More
extensive review will be in the final stage of the thesis. The right to privacy of the recipients
and the donors might be in conflict with the right of the child to know his/her origin.
Confidentiality, disclosure to the child and protection of privacy are key ethical issues
accompanied by profound legal, religious, social and cultural questions (Larijani & Zahedi,

2007).
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In addition to the study that was conducted in 2013 of the attitudes towards aspects of
embryo donation in a randomised sample of 1,000 Swedish women and men (see Wanggren
et al., 2013), a more recent systematic review of the literature pertaining to donor conceived
people’s views of their genetic origins was conducted (Blyth et al., 2020). Blyths’ review
concluded on practices that promote transparency and openness in assisted reproduction
enabling donor-conceived people’s future choices and opportunities. In the absence of any
published research in Guatemala on this topic, it is crucial to examine what the Guatemalan

public view is about egg donation and it post-delivery consequences.

3.5.8 Statement 8 - A child born as a result of egg donation will have more psychological

problems than a naturally conceived child

There is a host of research targeted to examine what conception used from assisted
reproductive technologies by donor, and non-donor may have psychological implications for
the conceived child. Some of the studies related to psychological impacts of a child conceived

by donor egg are reviewed here. A more extensive review will be in the final stage of the thesis.

Zhan et al. (2013), in an overview of studies on psychological wellbeing in ART
conceived children, reported lower self-esteem in adolescents born following IVF than in the
control group. It has been argued that the child may not be entirely accepted as part of the
family, and that the absence of a genetic tie to one or both parents may have a damaging effect
on the child’s sense of identity (Burns, 1987). Wagenaar et al. (2009) reported that more IVF
children scored in the borderline/clinical range on the syndrome scale withdrawn/depressed

behaviour compared with their spontaneously conceived counterparts. A relevant question for
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Guatemalans could be if they perceive children born by donor and non-donor IVF to have

psychological struggles.

3.5.9 Statement 9 - Parents of a child born as a result of egg donation will not be very

welcomed in society.

There is a host of research aimed at the extent to which conception by the use of assisted
reproductive technologies may have social implications for the conceived child. Some of the
studies related to social impacts of a child conceived by donor egg are reviewed here. More
extensive review will be in the final stage of the thesis. Any study in which self-report methods
and minority groups are used might be prone to the effect of social desirability bias, whereby
parents attempt to present themselves and their children in the most positive light. Egg donation
and DI families might be particularly at risk of this, owing to the stigma associated with the
use of donated gametes to have a child and, consequently, the view that these families are ‘not
normal.” One method used to address this problem is the use of multiple measures (standardised
interviews and questionnaires) and multiple respondents (mothers and children). In addition,
the high response rates attained, particularly for the gamete donation families, who are often
more reluctant to take part in research owing to concerns about confidentiality, suggest that the
low incidence of adjustment problems among the egg donation children cannot be based on the
assumption that those parents and children who were experiencing problems had withdrawn
from the study. “This goes some way to confirm the view of, like DI parents, egg donation
parents experience a degree of social stigma surrounding the way they conceived their child
(Hall, 1997).” One could argue the stigma lingers regardless of the type of infertility treatment

undertaken.
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Although the statement is now over 20 years old, this statement is important, as it has
been reported that the quality of parenting and the psychological adjustment of egg donation
children and their parents may differ with Donor Insemination (DI) and IVVF conception. For
example, in egg donation families, mothers seemed to respond less sensitively to their child’s
needs, compared with mothers in DI and IVF families (Murray, MacCallum & Golombok,
2006). Although, on the school adjustment, no differences were found between children
conceived by any of the three methods of conception. However, no research has been directed
at how school adjustment is affected in Guatemalan egg donor families. This thus raises the
question that if indeed, school adjustment is affected by egg donor families in Guatemala;
teachers should know the origins of the problem and engage in appropriate intervention. Thus,
this statement was selected as an option to put forward to the public and to the parents with egg

donation conceived children for their comments.

In the 2001 Current Practices and Controversies in Assisted Reproduction, a meeting
on ‘Medical, Ethical and Social Aspects of Assisted Reproduction’ held at the WHO
headquarters in Geneva, Switzerland, some ethical and social issues of ART in Latin America
were discussed. The issues, particularly those influenced by the culture, religion or region were
presented. Among them were fear of long-term consequences or side-effects from these
techniques in the woman or in the child. In many Latin American countries there is a vast
amount of secrecy surrounding infertility treatments. Women in Chile reported that less than
10% of couples with children born via ART were willing to speak about their treatment and
furthermore couples who became parents via donor gametes have not told their children of
their origin of conception perhaps in fear of social rejection (Luna, 2001). This could suggest
that parents of children born by egg donation could fear social rejection and therefore enforce

secrecy around the topic.
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3.5.10 Statement 10 - Donor egg conceived children may experience overt prejudice from

the wider community, relatives and friends

There is a host of research aimed at the extent to which children conceived by egg
donation may experience overt prejudice from wider community, relatives and friends. Some
of the studies related to this topic are reviewed here. More extensive review will be in the final
stage of the thesis. Fasouliotis and Schenker (1999) stated that negative attitudes might exist
towards reproductive technologies, with procedures such as IVF and DI sometimes considered
as immoral or unnatural. As a result, families with a child conceived by assisted reproduction
may experience overt prejudice not only from the wider community but also from relatives and
friends (see also McNair, 2004). Pir Jalian (2019) found that the Iranian public more than the
British public would like teachers to know which child in the classroom is conceived by egg
donation, this could suggest prejudice in relation to donor conceived child. Zhan et al. (2013),
in an overview of studies on psychological well-being in ART conceived children, reported
that a higher prevalence of behavioural problems existed in ART children than in the control
group. Also, the researchers reported higher incidences of physical aggression and higher rates
of being suspended or expelled from school in IVF adolescents than in the matched control
group, which did not occur when they were teenagers. Therefore, the question of do
Guatemalans perceive that donor egg conceived children may experience overt prejudice from

the wider community, relatives and friends.

3.6 Ethical approval and data collection procedure
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Approval for this study was sought by Universidad de San Carlos and Universidad de
Galileo in Guatemala. Approval was also granted from Middlesex University Ethics
Committee. Confidentiality was assured to all participants. Data was collected in person, by
the researcher, at university premises and public locations. As the author is UK based, travel
was essential. Travel time from the UK to Guatemala, including a layover was 17 hours there
and 17 hours back. Travel from accommodation to the universities was about an hour and a
half each way. Once at the universities, the author was given a tour by an authorised personnel
of the university campus and given access to speak before any psychology lectures, in common
areas, as well as areas surrounding the campus. The ethical considerations central to this study
were related to privacy and voluntary participation. To comply with privacy requirements, the
invitation to participate in the study was explained to the potential participants by the
researcher. The researcher explained in detail the purpose of the study and stated that
participation was entirely voluntary and that participants were free to withdraw from the study
at any time. Furthermore, it stated that the information provided would be treated in the strictest
confidence, that only pooled data would be published, and that no identifying information
would ever be released. The questionnaire/statements sheet was administered to people on a
one-to-one basis following their consent to take part in the study. Once the researcher given
was given permission to approach students, staff and members of the public on university
grounds to partake in the research, participants were recruited by being flagged down in the
authorised areas and asked to take part in the study. Each participant was then told a bit about
the study and was given a questionnaire and a pen to write down their answers. Participants
generally took about 15-25 minutes to read and answer the questionnaire but would often like
to speak about the research for some time after. The ethical considerations central to this study

were related to privacy and voluntary participation.
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The process of data collection took five months to complete from April to September
of 2019. All completed questionnaires were kept in a safe location by the researcher. No
participant wished to withdraw their data after taking part in the study (see Appendix B and C
for ethical approval, information sheet, consent form, debriefing and letters of collaboration

from two Guatemalan Universities).

3.7 Socio-demographic information

The following information was requested from the participants: age, gender, ethnicity
(Maya and Ladino), whether they had higher education (graduate) or no higher education
(public). Furthermore, if they know someone undergoing ART. See participants section for
breakdown by age, gender, and ethnicity. Other breakdown information is listed in the Figures

3.1.1t0 3.1.4 below.

Figure3.1.11

Breakdown of gender by ethnicity
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Figure 3.1.12

Breakdown according to religious orientation

Frequency
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Figure 3.1.1 3

Breakdown according to whether the participant had higher education or not
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Figure 3.1.14

Breakdown of whether the participant knew someone who has had IVF

Know somone who has had IVF
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50

Know_ivf

Figure 3.1.15

Breakdown by marital status
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Figure 3.1.1 6

Breakdown by whether the participants had children or not

Children
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Children
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3.8 Results of Study 1 (quantitative)

Results were subjected to Principal Component Analysis, one way and Factorial Anova,

t-tests, correlations, stepwise regression and appropriated post-hoc and simple effect analyses.

Age of participants in relation to Gender and Ethnicity

To ensure that a possible significant age difference of participants is not a factor
affecting data analysis, two independent groups’ t-tests were conducted for gender and
ethnicity. For gender t (179) = 0.65, p = 0.51 and for ethnicity t (179) = 1.02, p < 0.30. In view
of no significant differences in age of participants in relation to the two main variables in the

present study namely, Gender and Ethnicity, age was not used as a covariate in further analysis.

3.8.1 Principal Component Analysis (PCA)

Principle Components Analysis was conducted on the data and a three-factor solution
was identified with Eigenvalues greater than one (see Figure 3.1.1). KMO and Bartlett’s test

was p < 0.0001 (see table 2.1.1) thus indicating that a factor analysis may be useful with this

data.
Table 3.1.11
KMO and Bartlett’s test
Kaiser-Meyer-Olkin Measure of Sampling Adequacy .694
Bartlett's Test of Sphericity Approx. Chi-Square 595.095
Df 78
Sig. .000
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Factor 1 labelled as Medical Consequences (of ART) had 3.21 Eigenvalues accounting for

24.6% of cumulative variance, with Cronbach’s alpha of 0.89 and consisting of 4 items.

Factor 2 labelled as Social Acceptance (of egg donor conceived children) had 1.96
Eigenvalues accounting for 15.1% of cumulative variance, with Cronbach’s alpha of 0.79 and

consisting of 3 items.

Factor 3 labelled as Procedures (of ART) had 1.74 Eigenvalues accounting for 13.39% of

cumulative variance, with Cronbach’s alpha of 0.5 and consisting of 3 items.

Figure 3.1.1 7

A scree plot displaying the eigenvalues indicating 3 strong factors.
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In order to select key variables (namely; Age, Religion, Gender, Ethnicity, whether
they know an egg donor, education status [formal education — no education], whether they
know anyone undergoing ART, marital status, and finally whether they have children) to
analyse in a regression analysis with the 3 factors to show any significant relationship with
any of the variables under investigation, the relationship of each variable was analysed

independently with each of the 3 factors.

3.8.1.1 Relationship of each variable with the 3 factors from the
guestionnaire

In order to decide which variables shows strong relationship with each of the 3 factors
from the questionnaire namely, Medical Consequences, Social Acceptance and Procedure
separate correlational and factorial analyses were conducted on the data. This procedure will

reduce the number of insignificant key variables to be included in a further regression analysis.
Age

Age of participants was correlated with the 3 factors that showed a significant
correlation with Medical Consequences with r = 0.27, p <0.0001 indicating that the older the
participants the more strongly they disagree that there will be medical consequences with
ART. However, age did not show a significant relationship with Social Acceptance r = 0.04,

p = 0.6 and Procedures r =-0.02, p = 0.76.

Religion

To examine a possible relationship of Religion, three separate one way Anovas were

conducted on the data which showed a significant effect of Social Acceptance with Religion
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with F(3, 160) = 8.86, p < 0.0001. For Catholic mean = 3.25, SD = 0.64, for Evangelic mean
= 2.94, SD = 0.74, for Mayan Spirituality mean = 2.17, SD = 1.01, for No Religion mean =
3.07, SD =0.67. The highest rating was for the Catholic religion, Catholics were more strongly
agreeing with the statement that children born via ART will not be sociably accepted. Medical
Consequences and Procedure did not show any relationship with F (3, 160) = 1.175, p = 0.32

for Medical Consequences and F(3, 171) = 1.193, p = 0.31.

Gender

To examine a possible relationship of Gender, three separate independent groups t-test
were conducted on the data which showed a significant effect for Social Acceptance with t
(167) = -2.13, p = 0.03. For Gender, Male Mean = 2.9, SD = 0.87, for Female mean = 3.15,
SD =0.67. The highest rating for gender were females, who were more strongly agreeing with
the statement that children born via ART will not be sociably accepted. There were no gender
differences for Medical Consequences t (167) = -.02, p = 0.98 and for Procedures t (178) = -

1.42,p=0.15.

Ethnicity

To examine a possible relationship of Ethnicity, three separate independent groups t-
tests were conducted on the data which showed a significant effect for Medical Consequences
with t (167) = 1.65, p = 0.05, and for Social Acceptance witht (167) = 3.53, p =0.001, but not
for Procedures with t (178) = -.19, p = 0.84. For Social Acceptance Ladino mean = 3.15, SD
=0.71, for Maya mean = 2.65, SD = 0.83. For Medical, Ladino mean =2.91, SD =0.79, Maya

mean = 2.66, SD = 0.62 The highest rating was for Social acceptance, the Ladino ethnic group

86



were more strongly agreeing with the statement that children born via ART will not be

sociably accepted.

Do they know an egg donor

To examine a possible relationship of whether the participants know someone who is
an egg donor (18 Yes and 151 No), three separate independent groups t-tests was conducted
which showed no significant effect with any of the 3 factors, t (167) = 1,54, p = 0.12, for
Medical Consequences, t(167) = -.49, p = 0.62 for Social Acceptance and t(178) =-1.12,p =

0.26.

Education (formal education—no education)

To examine a possible relationship of Education, 3 separate t-tests were conducted
which showed a significant effect for medical consequences witht (167) =-2.9, p = 0.003. For
medical, formal education mean =2.75, SD = 0.77, no education mean = 3.11, SD = 0.69. The
highest rating was for was the no education. No education had more positive views than formal
education on medical consequences of ART. There was no significant effect for Social

Acceptance t (167) =-.30, p = 0.76 or for Procedure t (178) = 0.33, p = 0.73.

Do they have children

To examine a possible relationship of whether the participants have children or not an
egg donor (45 Yes and 124 No), 3 separate t-tests were conducted which showed a significant
effect for Medical Consequences with t (167) = 3.88, p < 0.0001. For medical, people who
had children mean = 3.22, SD = 0.71, people who did not have children mean = 2.74, SD =

0.74. Those who had children had a more positive view than those who did not have children
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on medical consequences of ART. Social Acceptancet (167) =-0.69, p = 0.48, and Procedure

t (178) =-.0.51, p = 0.63 was found not to be significant.

Know someone with ART

To examine a possible relationship of whether the participants know someone who has
undergone ART (37 Yes and 132 No), three separate independent groups t-tests was conducted
which showed a significant effect for Medical Consequences t(167) = 2.22, p = 0.02. For
medical, those who knew someone who had undergone ART mean = 3.11, SD = 0.72, for
those who did not know someone who had undergone ART mean = 2.79, SD = 0.77. Those
who knew someone who had undergone ART treatment had a more positive view that those
who did not know someone who had undergone ART treatment. There was no significant

effect for Social Acceptance t (167) = 1.58, p =0.11 or for Procedure t (178) = 0.4, p = 0.68.

Marital status

To examine possible effects due to Marital Status (130 single, 30 married and 9
divorced), 3 separate one way Anovas were conducted which showed a significance effect for
Medical Consequences F (2, 166) = 4.85), p = 0.009, and for Social Acceptance with F(2, 166)
= 3.05, p = 0.05. For Social Acceptance single mean = 3.09, SD = 0.69, married mean = 2.81,
SD = 0.95, divorced mean = 3.44, SD = 0.77. For medical, single mean = 2.77, SD = 0.75,
married mean = 3.15, SD = 0.64, divorced mean = 3.30, SD = 0.98. The highest rating is for
people who noted divorced which means that divorced people were more strongly agreeing
with the statement that there will be issues with social acceptance, and for medical
consequences with ART. For Procedure the effect was not significant with F (2, 177) =0.9, p

=0.38.
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3.8.2 Stepwise Regression Analysis

It is clear in the above analyses that Procedure as a factor did not show any significant
relationship with any of the variables under investigation, thus it was excluded from further
analysis. Furthermore, the variable concerning whether they know anyone with egg donation
showed no significance with any of the 3 factors. Thus, the latter was also not used in any
further analysis. However, to establish the independent effect of the above variables and to
establish the variable that most strongly related to each of the two factors, namely Medical
Consequences and Social Acceptance, 2 separate Stepwise Regression analyses was

conducted.

In the first analysis, Medical Consequences was the dependent variable and Age,
Ethnicity, Education, having children, knowing someone undergone ART and Marital Status

were the independent variables.

Stepwise Regression analysis showed a significant effect with F (1, 167) = 13.9, p <
0.0001. R = 0.27, R squared 0.07. Analysis of beta coefficients showed that Age is the most
significant variable with Medical Consequences with Beta Coefficient 0.27, t = 3.74, p <
0.0001. No other variable reached significance. The significant relationship indicated that
older participants more strongly disagree that there will be medical consequences due to ART

conception.

In the second analysis, Social Acceptance was the dependent variable and Religion,

Gender, Ethnicity, and Marital Status were the independent variables.
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Stepwise Regression analysis showed a significant effect with F (1, 162) = 12.3, p <
0.001. R = 0.26, R squared 0.07 (model 1); and F (2, 161) = 10.2, P < 0.0001, R = 0.33, R
Squared = 0.11 (model 2); and F (3, 160) = 8.65, p < 0.0001, R = 0.37, R squared = 0.14.
Analysis of beta coefficients showed that Ethnicity is the strongest predictor of Social
Acceptance with Beta coefficient -0.26, t = -3.64, p < 0.0001, followed by Religion with Beta
Coefficient -0.18, t = -2.43, p< 0.01 and followed by Gender with Beta Coefficient 0.16, t =

2.24,p <0.02.

To provide a further clarification of the above significant results the following analysis

was conducted reported below:

Table 3.1.12

Mean and SD for responses by Male and Females in response to questions on Social

Consequences

Participants Mean (SD)
Male (65) 2.9 0.86
Female (104) 3.15 0.66

As can be seen in the above table men are more strongly disagreeing that children born
by ART will not be socially acceptable. Independent groups t-test for Gender shows (110.9) =

-2.01,p<0.04

90



Table3.1.13

Mean and SD for responses by Maya and Ladino in response to questions on Social Acceptance

Participants Means SD
Ladino (136) 3.15 0.7
Maya (33) 2.65 0.83

As can be seen in the above table, Ladinos more strongly disagree that children born
by ART will not be socially acceptable. Independent groups t-test for Ethnicity shows t (167)

=-3.53, p<0.001.
Table 3.1.14

Mean ratings and SD according to religion in relation to Social Acceptance

Religion Mean SD N
Catholic 3.25 0.63 77
Evangelic 2.94 0.74 56
Maya 2.16 1.007 12
No Religion 3.07 0.67 19

As can be seen in the above table, the Maya scored lowest i.e., more strongly agreeing that
ART children will not be socially accepted, whilst the Catholics scored more strongly in the

direction of strongly disagree i.e., that children born by ART will be socially accepted.

One way ANOVA, with Religion, as IV and social acceptance as DV showed, F (8.86),
MSe = 0.503, p < 0.0001. Post-hoc comparisons of the means using LSD showed significant

differences between Catholics and Maya p < 0.0001, and Catholics and Evangelic with p <
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0.013. Furthermore, there were significant differences between Evangelic and Maya with p <

0.001 and Maya and no religion with p < 0.001.
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Figure 3.1.18

Mean ratings as per Gender, Ethnicity, and Religion in relation to Social Acceptance

m Ethnicity
Religion
Gender
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3.8.3 Perceived level of knowledge

To examine whether perceived level of knowledge is affected by participants being
introduced to questionnaire items before rating, half of the participants rated their perceived
level of knowledge before reading the questionnaire items the other half after reading the
items. The participants rated their level of knowledge on ART on a scale ranging 1= very
little or none to 10 very much. The results showed that generally there is no significant
difference between method of administration on perceived level of knowledge ratings

(before-after) with t (178) =-2.4, p < 0.8.

Table 3.1.15

Mean and SD for responses by rating of knowledge before and after reading the questionnaire

items relating to ART

Condition Mean SD
Before (84) 3.61 2.36
After (96) 3.7 2.53

Perceived level of knowledge and ethnicity and gender

To examine if perceived level of knowledge is different for Ethnicity and Gender a 2
Gender by 2 Ethnicity (Maya — Ladino) factorial Anova was conducted on the perceived level
of knowledge which showed only a significant main effect for Ethnicity with F (1, 177) = 3.87,
MSe = 5.97, p < 0.05, np? = .021. Other main effects and interactions were found not to be

significant.
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Table 3.1.16

Mean and (SD) for responses by rating of knowledge as per gender and ethnicity

Ethnicity Male Female
Maya 4.72 (3.79) 4.16 (2.94)
Ladino 3.25 (2.17) 3.7 (2.25)

As can be seen in the above table both Maya men and women rated themselves higher on the

perceived level of knowledge than Ladinos.

Perceived level of knowledge and formal or no formal education

To examine if perceived level of knowledge is different for those with formal education
compared to those with no formal education an independent groups t-test was conducted on
the ratings on perceived level of education which showed no significant difference with t (179)

=-05,p <056

Table3.1.17

Mean and SD for responses by rating of knowledge as per level of education

Level of Education Mean SD
Formal education (121) 3.61 241
No formal education (60) 3.83 2.52
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3.9 Summary key findings - Quantitative

In the absence of any scientifically reported studies on Guatemalans’ perceptions and
level of perceived knowledge of ART, the present study aimed to identify and select items
representing key factors and controversies in relation to ART. Each item was carefully selected
based on scientific findings in relation to ART e.g. ‘“The society will not accept children born

by ART’.

The results of this innovative investigation showed a very interesting pattern of results.
The short questionnaire used in the study paved way to a 3-factor solution that was labelled as
Medical Consequences, Social Acceptance and Procedure. The following key findings, based

on extensive statistical analyses, lead to the following key findings:

The older the participants, the more strongly they disagree that there will be medical

consequences associated with ART.

e Social acceptance seems to be a factor dividing different religions. The followers of
the Maya religion seem to be more in agreement than other religions that children born
by ART will not be socially accepted. The most tolerant seems to be the Catholics.

e Female participants overall seemed to more strongly agree that children born by ART
will be socially accepted than male participants.

e Ethnicity was a factor that initially showed to be significant for both medical

consequences and social acceptance, however stepwise regression showed that this is

a factor that has a strong effect in social acceptance. The Maya participants more

strongly agree that children born as a result of ART will not be socially accepted than

Ladino.
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e Whether someone knew an egg donor or not seemed to play an insignificant role in
any of the factors in the present study.

e Having formal education or no education seem to be a significant factor in relation to
Medical Consequences, with no education having a more positive views than formal
educated on medical consequences of ART. However, stepwise regression showed that
this was an artefact of age and not a significant factor once the variance due to age was
accounted for.

e Having children seem to have a significant effect on medical consequences with those
having children having more positive perceptions of ART than those that did not,
however once stepwise regression was conducted, this factor was found not to be
significant.

e Knowing someone with ART showed a significant effect with medical consequences
with those knowing someone had more positive perceptions than those that did not.
However, stepwise regression showed that this was not a significant factor.

e Marital status was found to be a significant factor for both medial consequences and
special acceptance; however, stepwise regression showed that this was not a significant
factor.

e On the perceived level of knowledge, the ratings were not different between those that
read the questionnaire items first and then did the rating compared to those that did
before reading the items. Furthermore, gender or level of education was not a factor in
perceived level of knowledge. The only significant difference was the higher perceived

level of knowledge given by the Maya compared to Ladino.

To untangle more deeply the explanation for the above findings, the next section centres on the

qualitative analysis of the written responses.
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3.10 Qualitative Results Study 2

Results of written comments by participants to the 13 statements were subjected to

thematic analysis.

3.10.1 Thematic Analysis of the Written Comments to the 13

Statements

Methodology

According to Braun & Clarke (2006) qualitative approaches are exceptionally
multifaceted, complex, and diverse. Furthermore, they state that thematic analysis (TA) should
be a foundational method to qualitative analysis. One of the benefits of thematic analysis is its
flexibility, it has theoretical freedom, providing a flexible research tool. Thematic analysis
seeks to describe patterns across qualitative data allowing to examine experiences (Braun &
Clarke, 2006). TA was deemed acceptable and the best way to analyse the qualitative data

provided by the 13 written statements from study 1.

The TA took interpretivist epistemology and critical realist ontology positions, which
state there is a shared reality, but one needs to interpret that reality in order to understand it.
This allowed to examine the participant events, realities, meanings, and how experiences
effected their perceptions towards ART within society. Themes and patterns were approached

in an inductive, ‘bottom up’ way, meaning themes were strongly grounded in the data.

98



The process that was followed once engaged in analysis was Braun & Clarke’s (2006)
‘Phases of thematic analysis’ that consists of 6 phases. Phase 1 was familiarising one’s self to
the data, where data was transcribed, read and re-read, making annotations to initial ideas. It is
important to note that data was first translated from Spanish to English, and then transcribed.
Phase 2 was generating initial codes, this entailed coding the data in a systematic fashion,
organising data relevant to each of the codes. Phase 3 was searching for themes, this collated
codes into possible themes, gathering data relevant to each possible theme. Phase 4 was
reviewing themes, this phase checked themes worked in relation to the codes and the entire
data set. In this phase, a thematic ‘map’ was generated. Phase 5 followed with defining and
naming themes, where ongoing analysis was refined to clear definitions and names for each
theme. This phase highlights the overall story the analysis tells. Finally phase 6, where extracts
were selected from the data to represent vivid and compelling experiences from participants
that related back to the statements (Please see Appendix D for raw transcript and coding

process). In this final phase, a report of the analysis findings is produced.

Participants

The written responses from the 13 statements was a total of 1,150 comments, 219

belonged to the Maya and 931 to Ladinos.

3.10.2 Thematic Analysis findings for Maya and Ladinos

The analysis resulted in several main themes with sub-themes. Each theme and its
corresponding subthemes will be discussed in turn of Maya and then Ladino, supported by
quotes and enriched by description and interpretation regarding the research question of: What

are the perceptions of the Maya on infertility treatments and ART in Guatemala?
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Findings

Identified common themes relating to Maya participants surfaced throughout the
analysis. The aim of study 1 is to examine Guatemalan public, Maya and Ladino’s perception
of key issues related to infertility and infertility treatment. Thematic analysis was used to
address the written responses and produced three main themes with corresponding subthemes.

Figure 3.1.1 highlights these.
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Figure 3.1.1 9

Maya Thematic Analysis Map

factors

Medical side
effects
Maya Thematic Analysis - Ethnicity
Concerns :
apprehensions
Political
considerations
ART Education Accessibility

Psychological factors (main theme)

Psychological factors were continuously highlighted by Maya participants. Particular
factors namely rejection and self-agency. These were emphasised by participants which were
said to influence their perception and behaviour towards ART. Rejection and self-agency are

the two subthemes for psychological factors.
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Rejection (subtheme)

The analysis reflected that Maya participants felt participating in infertility
treatments could cause religious rejection. “There are religions that would see this as
sin or an intrusion with God's plan. | think they should think about it, our religion
wouldn’t really like this.” This statement suggests that a ‘disruption’ to God’s plan
would not be welcomed. This could make the impact for an individual/family that do
something deemed as less desirable by their head of community vast and consequential.
The quote also proposed that the Maya spirituality (religion) would not fully accept a

couple that has undergone infertility treatments.

Additionally, participants also stated that when it came to community inclusion,
religious families that participated with ART may experience overt prejudice from the
wider community, relatives and friends “especially religious people, they have it
worse”. This quote illustrates the how in the Maya community, if one is religious there

are certain expectations and rules that one must follow.

The factor of rejection was further elaborated when discussed in the social
context. Participants expressed that social rejection is something to consider when
thinking about participating in ART. “Because perhaps society would see it as
something bad if the child knows of how it was conceived, the society might care.” This
statement elucidates the feeling of rejection in society, highlighting the negative

implications that society might have once it is made aware of a child born via ART.
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Participants also amplified feelings of rejection as they expanded on the belief that
society would indeed be judgemental “Always, society will always judge”. These words
paint a picture of how the Maya community relate their society and ART. “People do
not like these topics, so | believe there could still be rejection, people do not like
different.” It seems that judgment carries negative connotations and can weigh heavily

on the perception participants have towards feeling rejected.

Self-Agency (subtheme)

The analysis also showed the psychological factor of self-agency. Participants
expressed that it was important that the choice to undergo infertility treatment is well
informed and the action is self-generated. “They must be clear why they will do it and
do it with communication. Religion should not decide for them, but the priest might not
allow you to do it and still come back [to the religion], so you have to be really sure
it’s what you want.” This statement underlines the importance and certainty this

decision should be made with as it could have potential ramifications.

Self-agency was expressed by participants in the sense that they have the control
to make the ultimate choice, and it is up to them (the couple) to decide if they would
like to undergo infertility treatment. “It is the opinion of whoever wishes to make a
family or have children, it’s up to them if they want this, we control what we want in
the end” The participant states the significance of having the ‘the final’ say in what
they do. Having the ultimate control seems to be very important in making this
decisions. The choice to start a family is highlighted as a choice that comes from their

sense of self “One can say when they want children, with who and how, it’s something
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that comes within”. This quote highlights how having self-agency when undergoing
infertility treatments is important as it is suggested that this decision should be made

with a good sense of control and awareness over one’s actions.

Concerns (main theme)

Concern topics were continuously emphasised by Maya participants. These specific
concerns made by participants are in reference to their perception and behaviour towards ART.
The theme is composed of three sub-themes namely medical side effects, political/government

factors, and ethnicity apprehensions which will be discussed.

Medical side effects (subtheme)

A concern participants had in common was the possibility of medical side
effects. Participants felt like undergoing Western infertility treatments and utilising
ART could lead to unwanted medical side effects for the couple and child. This concern
gives emphasis to the mistrust The Maya hold to Western medical practices “Western
doctors have had more issues than traditional birth attendants, we know what works
naturally”. The Maya community have their own medical practices that draw on
naturalistic healing and tradition “there should be more information about the side
effects of these procedures...to make sure there is no disease linked to this treatment”

this statement underlines the uncertainty surrounding ART as the concern lies in the

possibility of failure from Western medicine.
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Concerns with medical side effects were also brought up when participants
made a point of expressing their concerns for the who child born “artificially’ discussing
the quality of the genes. “The child could be born with a problem, having a child born
by natural creation is different than one done by technology, the genes could be
damaged. It's defying nature.” Participants highlight the genes being damaged could
be a medical consequence from going against nature, which is one of the main
influences in The Maya medicine. One could argue the Maya participants felt using this

type of treatment could alter gene quality.

Ethnicity apprehensions (subtheme)

The analysis highlighted concerns in ART when it came to matters of ethnicity.
Concerns were mentioned when expressing how the ethnicity of the child must remain
the same to allow the child to remain true to its ethnic origins “Depends who will want
this but it’s important to have pure blood. Ideally it would be to the same origin so they
are not false to themselves. ” The statement illustrates concern in the purity of the blood
which references ethnicity. The participant appears to feel it is important to undergo
this type of treatment with people of the same ethnicity as it would allow them to stay

truthful to their Maya identity.

Participants also demonstrated concerns with ethnicity in the context that
remaining the same ethnicity improved chances of the treatment to be successful.
Participants felt remaining the same ethnicity is important for both the child and
parents. “For good results perhaps [to be of the same ethnicity], to be able to avoid

any mutations or harm to the mother.” The statement shows concern in how the
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participant could think mutations might occur if the donors or parents are of different
ethnicities, as well as possibly indicating possible harm and failure of treatment could

come from a pairing outside of the Maya ethnicity.

Political/Government Factors (subtheme)

The analysis illuminated concerns with political factors pertaining to ART.
Concerns arose as participants expressed how they believed the government have other
priorities, and the funding of infertility treatments was not one of them. Participants felt
that Guatemala has bigger problems “In Guatemala, the conditions to bring more
children in is a problem. The resources should be used in the children that are already
in Guatemala because we have poor kids, we have bigger problems like malnutrition.”
This statement shines a light on issues that may be seen as more pressing by The Maya,
a community that has the lower economic status in Guatemala. “...in Guatemala this
would not be so important as we have so many other important things like the mental
and physical health of children that surfer for various reasons.” This quote
demonstrates how the participants feel about what should be the hierarchy of

governmental priorities by stating what they felt was more important.

Participants also mentioned how undergoing infertility treatment is a financial
choice made by the couple, and the country of Guatemala is not financially responsible
for the cost of ART or infertility treatments. “The government should not have to pay
because the people want babies, the couple should be the one paying if they want

children. Not everyone gets these types of treatments so | do not see why the government
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has to pay.” This statement made by participants illustrates the concern of the financial
responsibility within the couple as they are the ones who want to take on the journey of

starting a family and not the government.

ART education (main theme)

ART education issues constantly arose with Maya participants. Specific factors were
emphasised by participants which may be believed to guide their perception and behaviour
towards ART. The theme of ART education is composed of one sub-theme namely

accessibility.

Accessibility (subtheme)

The analysis also revealed, numerous times, the lack of ART education
accessibility. Many participants felt like there was not enough information available in
their communities and felt that accessing information about infertility practices was
very difficult. Participants felt the access to this type of information is important in their
communities “I¢ is important for one to know about these topics because some people
may still not understand them. There are couples that cannot conceive naturally and it
is important that they know they can conceive in other ways.” This quote shines a light
on the importance access to the knowledge could make to a couple suffering infertility

in the Maya community.
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Additionally, participants also stated how in the Maya communities the lack of
access to ART education is potentially harmful. Participants stressed how lack of access
to this type of education makes keeping updated with current infertility practices
problematic “Yes, especially for the youth. They need to know about the ART
technologies, they need to be up to date with the rest of the world on these types of
technologies, living in a country where you're not free to talk about sexuality and to
just teach these techniques is difficult”. Participants conveyed how the lack of ART
education made them feel as if they are not up to speed with the rest of the world,

insinuating feelings of unawareness to the topic due to inaccessibility.

Conclusion

Thus, what are the perceptions of the Maya on infertility treatments and ART in
Guatemala? Thematic analysis highlighted that Maya participants felt psychological factors,

concerns, and ART were aspects of consideration when pertaining to ART.

Thematic Analysis findings for Ladinos

Thematic analysis was also conducted in the exact same way as the Maya to address
the written responses by Ladinos. This prompted the research question of what are the
perceptions of the Ladinos’ on infertility treatments and ART in Guatemala? This produced
three main themes with corresponding subthemes (see Figure 3.1.1 10). It is important to note
that the same three ‘main themes’ were highlighted in the Ladino TA and The Maya TA. This

did not come to a surprise as both ethnic groups interweave within Guatemalan society,
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however the difference is illuminated in the subthemes, and will be discussed more in depth in

the discussion of this chapter.

Figure 3.1.1 10

Ladino Thematic Analysis Map

Rejection

Psychological Factors

Religious rule breaking

Medical side effects
Ladino Thematic

Analysis
Concerns

Political/Government
factors

ART Education — Accessibility
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Psychological factors (main theme)

Psychological factors were frequently pointed out by Ladino participants in their
responses. Particular factors were highlighted by participants which were said to shape their
perception and behaviour towards ART. The theme is composed of two sub-themes, rejection

and religious rule breaking.

Rejection (subtheme)

Ladinos reflected on psychological factors with an emphasis on rejection. They
conveyed that undergoing infertility treatment could cause societal rejection. Ladinos
feared the lack of acceptance from their community due to undergoing infertility
treatment and expressed their reluctance towards ART due to it being something outside
of the ordinary “People wouldn’t accept these types of situations, they discriminate
against adopted children and children with disabilities, why not this? ”. This statement
proposes that a child conceived by ART will not be accepted, and in fact could be
discriminated against. The quote also suggested an attitude of rejection to accepting
children born outside of what is deemed normal in Guatemalan society.

Not only did participants express the fear of rejection due to undergoing ART, they also
commented on the rejection that could come from the possibility of looking different
than what a typical child might look like “As long as there is no genetic manipulation
or the child born with mutations there should be no rejection. There is always people
that discriminate for being different.” This quotes conveys the important role that
‘looking normal’ plays in the acceptance of the Ladino community, it potentially

reveals a necessary requirement to be ‘typically’ conceived to fit in with Ladino society.
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Religious rule breaking (subtheme)

Ladinos also pointed out the psychological factor of religious rule breaking.
Ladinos stated that when it comes to matters of undergoing infertility treatment it
should be deliberated with their religious leaders to confirm the decision is following
the rules “It is necessary to know what the religion permits because the church will say
if you can participate in a treatment or not.” This statement proposes the authority the
church has over the couple embarking on their fertility journey and how accepting this

authority carries importance.

Following religious rules whilst considering undertaking ART was also
perceived by Ladinos as an indication of commitment to their faith “I think it’s
important to listen to the advice of the leaders and members of the church on this matter
to keep true to my faith, because according to the Catholic doctrine it would be viewed
as toying with what God intended and that isn’t good, it is important to have
authorisation.” This quote suggests that if the rules are broken, or the advice given by
religious leaders is not taken into consideration, one could be deceptive to ones’ faith.
This statement puts forward the effect disobeying the church could have to Ladinos

religious integrity.

Concerns (main theme)

Themes that dealt with concern were constantly highlighted during analysis. Concerns

regarding medical side effects and political/government factors are in reference to perception
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and behaviour towards ART; these two matters compose the sub-themes under Concern and
are discussed as follows: The statement highlights how such uncertainties do not revolve
around ‘normal baby development’ however the concerns surface for a child who is conceived

by ART.

Medical side effects (subtheme)

Ladinos also mentioned the medical side effect of mutations, expressing
concern with the quality of the treatment “The mother could have complications during
the pregnancy, something can go wrong during the treatment, like the possibility of
unwanted mutations to the child”. This quote draws on the perception Ladinos have
towards infertility treatments, placing concern and speculation around the child and the
potential risks of side effects. The concern and speculation for the treatment’s outcome

is SO great that even mutations are taken into consideration.

Political/Government Factors (subtheme)

Another concern raised regularly by Ladinos spotted in analysis were those of
political nature. Ladinos voiced their concerns on government funding for such
treatments. Ladinos expressed how Guatemala’s government has priorities that are far
more pressing “Unfortunately a country like Guatemala simply does not have the
resources, the government cannot afford to cover the cost. The hospital cannot even
take care for our health crisis, let alone this”. This statement amplifies the urgency that
Ladinos feel pertaining to other governmental factors like a health crisis. Ladinos seem

to feel that the government resources Guatemala has access to should be allocated to
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more pressing matters. This means the Guatemalan health system, from the perspective

of Ladinos, cannot afford to accommodate any resources for ART.

The data analysed also maintained that starting a family was a responsibility
taken by the couple and not the government and therefore the government are not
financially responsible for infertility treatment “The couple should have all the means
to bring children into the world that they can afford, the government cannot cope with
so many people that might need this treatment, not their responsibility regardless.”
Ladinos felt like the responsibility lays solely on the couple to fund their own choice
of conceiving a child. The quote amplifies the feelings of responsibility by highlighting
that even if the government had resources to fund ART, it is still the couple’s

responsibility.

ART education (main theme)

ART education issues surfaced with Ladino participants. Detailed factors were
highlighted by participants that suggests to guide some of their perceptions and attitudes

towards ART. The Theme ART education is composed of one sub-theme.

Accessibility (subtheme)

TA illuminated the numerous times the absence of ART education in Ladino
communities. Many participants felt like there is no way of accessing ART information
and felt that there are no programmes in place to give their community the chance to

learn more about the subject “Our education is not advanced like the rest of the world.
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We don’t have access to that type of knowledge unless we look for it ourselves. Our
public schools don’t have information like that”. This statement spotlights how
important it is to have access to ART knowledge to the Ladino community. The
statement expressed feelings of being left behind in comparison to the rest of the world

due to lack of access.

Analysis not only highlighted the importance of access to ART knowledge, but
how the lack of knowledge can also be harmful for people in need of treatment “It’s
important to have access to knowledge about infertility treatments. Some people won'’t
even know what types of treatments exist because no one’s ever told them. How can
they get help? We don’t have access to that here, Guatemala only teaches the basics in
sexual education”. This quote expresses how the absence of ART education in
Guatemala could truly impact the reproductive health of individuals. This suggests that
the lack of knowledge and access to ART could be impacting the perceptions of Ladinos

on infertility treatments and ART in Guatemala.

Conclusion

Thus, what are the perceptions of the Ladino on infertility treatments and ART in
Guatemala? Thematic analysis produced three main themes from Ladino participants’ written
responses; psychological factors, concerns and ART education. As noted previously, although
these are the same main themes the Maya TA produced, they do differ in their subthemes. This

will be discussed in the following section.
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3.11 Thematic analysis findings discussion

This study identified a number of themes arising in the context of perceptions and
behaviours in Guatemala on assisted reproductive technologies. The statements analysed were
from participants of the two main ethnic groups in Guatemala namely the Maya and Ladinos.
The themes explored in depth were psychological factors, concerns, and ART education. These
themes converged and diverged in their subthemes throughout analysis, as participants
highlighted their specific thoughts on the topics, illuminating the differences in the
undercurrents of the subthemes. The themes and subthemes give insight as to what shapes

perceptions and attitudes towards ART in Guatemala.

Firstly, the Maya and Ladino converged in expressing psychological factors and thus
arose as a main theme for both ethnic groups. The subthemes of rejection were linked to
psychological factors in both analyses. The Maya diverged in the subtheme of rejection as it
was rooted in fear of rejection of their religious groups. Ladinos’ rejection subtheme was
embedded in the context of social rejection from their peers. The Maya diverge in the subtheme
of self-agency under the main theme of psychological factors. This subtheme illuminated that
an aspect of psychological factors that was important in Maya participants was the action of
self-generated choices. Ladinos also diverged in the subthemes for psychological factors,
namely religious rule breaking. Ladinos expressed that when dealing with psychological
factors pertaining to ART, the consequences of going against their faiths’ rules is something to

consider.

Secondly, the Maya and Ladino converged in expressing factors of concern in their

perceptions of ART and infertility treatments. Thus, this arose as the second main theme for
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both ethnic groups. The Maya and Ladinos converged with the subtheme of medical side
effects, as it was a concern of both ethnic groups. The Maya participants diverged as the
concerns with medical side effects were rooted in trust of Western medicine and Ladino
participants diverged when their concerns of medical side effects diverged in the quality of the
treatment. The Maya participants also diverge from Ladinos as the subtheme of ethnicity
apprehensions and political considerations stemmed from the main theme of concerns.
Ethnicity concerns sprung from feelings of preserving self-identity though conserving ethnic
origins. One could argue this concern could come from the 36-year civil war that targeted the
Indigenous people of Guatemala (please see Chapter 2). The Maya participants also expressed
concerns in political/government factors. This subtheme was rooted in the feeling that the
Guatemalan government have other more important health and political issues which have a
higher place in importance than ART. Ladino participants also converged in their subthemes
political/government factors when it came to the main theme of concerns. Ladino participants
felt like their political/government concerns came from feeling like ART and infertility
treatments is not the governments’ responsibility, nor does the government have the resources

to support it.

And lastly, the Maya and Ladino participants converged once again with the main
theme of ART education. Both ethnicities converged in expressing the accessibility of
education resulting in the subtheme of accessibility. The Maya participants diverged from
Ladinos as accessibility factors were rooted in the difficulty to access any ART and infertility
education. Ladino participants also diverged in the subtheme of accessibility as they expressed

that their accessibility factors were ingrained in the absence of ART education.
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In conclusion, this study had a number of themes arising in the context of perceptions
and behaviours in Guatemala on assisted reproductive technologies. Although both Maya and
Ladino participants had the same main themes come up in analysis, the two ethnicities
converged and diverged in their meaning of their subthemes. One could argue that although
both ethnicities are in living side by side in Guatemala, their perceptions on ART and infertility

treatments are engrained differently in their individual societies.
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3.12 Discussion of Study 1

The discussion of the results will take the following steps:
a) A summary review for the quantitative and qualitative analysis of the results

b) The findings of study 1 as paving the way to study 2 and 3

3.13 A Summary Review of the Quantitative and Qualitative

Mixed Methods Results

The quantitative and qualitative analyses allowed for an exploration of the Guatemalan
public’s attitudes and perceptions regarding ART. Results mirrored one another and both had
similar themes like psychological, medical, social, and ART education themes that appeared
when examining the Maya and Ladinos. For example, in the qualitative analysis the theme of
social acceptance (labelled as social on the graph), seemed to be a factor dividing different
religions. The followers of the Maya religion seem to be more in agreement than other
religions, that children born by ART will not be socially accepted. Ethnicity was a factor that
initially showed to be significant for both medical consequences and social acceptance,
however stepwise regression showed that this is a factor that has a strong effect in social
acceptance. The Maya participants were more strongly in agreement that children born as a
result of ART will not be socially accepted than Ladinos. These results were reflected in the
qualitative analysis as the Maya expressed that partaking in ART will cause society to reject
the family. The quantitative analysis also found that in the theme ‘medical consequences’ the
older the participants, the more strongly they disagreed that there would be medical
consequences associated with ART; stepwise regression analysis showed that this was due to
level of education and not age. In the qualitative analysis The Maya expressed concerns with
side effects caused by donor genetics due to Western medicine, which is deemed as ‘un-natural,
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and not traditional medicine, which is deemed as ‘natural’. Ladinos also expressed that side
effects could be caused because ART are ‘unnatural’, side effects are a risk with any medical

procedure, and that side effects could cause deformities or mutations.

One interesting aspect of the findings was in perceived level of knowledge. The Maya
rated themselves to have higher level of knowledge than Ladino. This was surprising as most
research, in particular one that was conducted very recently amongst different ethnic groups in
USA, found that Hispanic and Black Americans scored lower on questions relating to
reproductive technologies compared to Caucasian counterparts (Maher et al., 2022). The
difference however between the study by Maher et al. (2022) and the present study is that
Maher et al. studied actual level of knowledge rather than perceived level of knowledge. An
interesting question to pursue in future studies could be to what extent is there a relationship

between actual and perceived knowledge.

3.14 Limitations

In an ideal world of scientific research, one would be able to access all intended
participants, include as many variables as possible, have access to an already developed and
validated set of questionnaires for using in any language of interest. However, the reality of
conducting investigations in a sensitive area of human reproduction, on a subject that has not
been studied before in Guatemala, with no documented tested materials and questionnaires this
research has its own unavoidable limitations. It was clear that there is no published
questionnaire that could be used for assessing Guatemalans’ perceptions of any aspect of ART.
The social and logistical barriers were also factors hindering access to as many participants as
one would wish to due to lack of resources. There could have been more participants of

different socio-economic status, have used materials from previously reported studies on
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Guatemala, like Maya that live in rural areas, but in Guatemala City where the study took place,

they were limited.

3.15 Reflexivity

| was able to address reflexivity throughout the research process. Throughout my
research | kept a reflexive journal where | was able to express my research experience. | also
had discussions about my thoughts, feelings and frustrations with my supervisors which
allowed me to have a conversation about different aspects of my research that came to my

attention such as bias and values.

As | am Guatemalan born, Spanish speaking native Ladina, | found myself in a position
of acknowledging my bias and advantages. Throughout the data collection for study 1, I noticed
that the Guatemalan public trusted me more when | explained my background as | was able to
do so in Spanish. | was aware that by doing so it will work in my advantage for data collection.
| benefited from this advantage as | was able to access universities by connections, as 1 still
have family and friends in Guatemala. This then brought thoughts of bias towards the Ladino
ethnic group in my research. After speaking to my supervisors about the bias, | decided | would
address this by making a point to make myself readily available for any questions, concerns
and reflective chats to my participants, especially The Maya participants. This worked out well
as | was able to have a few of these chats throughout my stay in Guatemala. | was even able to
attend a comadrona focus group at the University of Galileo, where | was invited by a Maya
woman who led the group to speak about my research as they were having a chat about
traditional birthing rituals. I feel this was able to address some of the bias but I can acknowledge

one cannot be completely unbiased.
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Throughout the data collection and analysis of study 1, | also wanted to make sure |
stuck to my values such as remaining honest, as objective as possible, open, and fair. | was able
refer back to those values in times of questions by exchanging phone calls and emails with my
supervisors throughout the time of data collection and analysis where they provided guidelines
and reassurance. In these conversations | was able to address the values | had in question, and

was able to remain as close to those values as possible.

3.16 Summary of Chapter 3 and paving the way to Study 2 and 3

The present chapter reported a study on the perceptions of the Maya and Ladino
showing although they may be living in the same country, in relation to ART, they are very
much apart. A notable difference was the belief of the impact an ART child born in Guatemalan
society would be accepted and what consequences this would have for the child, for the parents
and for the community. This, however, was based on general public and not reflecting the
actual perceptions and behaviour of patients intending or undergoing ART treatment. There
are two possible ways one could examine the latter subject. i) to engage actual patients
intending or undergoing ART treatment or ii) to examine the perception and behaviour of the
intending or undergoing patients from the point of view of medical experts with extensive
experience in dealing with ART treatments. Both approaches have their own unique
significance for understanding patients’ responses to ART. However, due to the worldwide
Covid-19 pandemic by the end of 2019 (highlighted in the next section 3.17) examining the
perception and behaviour of the intending or undergoing patients, from the point of view of

medical experts, was considered the more practical option.
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3.17 Covid-19 and the impact on research

On the 31% of December 2019 the World Health Organization (WHO) was informed
of the first case of a pneumonia of unknown cause in China (Wuhan City). A few months
later in mid-March 2020, the WHO Director-General and the WHO European Region
announced the outbreak of the Covid-19 pandemic beyond the borders of China (World
Health Organization, 2022). This meant lockdowns of global proportions that affected many
aspects of life, including all levels of academic research. A survey conducted in March 2021
reported that 58% of academics stated Covid-19 made it impossible to do the research as they
planned (National Institutes of Health, 2020). For example, virtual instead of in-person
interactions, cancellations, and limitations impacted what could be done during the peak of
the pandemic, was now something to consider. The impact on research also affected doctoral
research. Several blogs by PhD students indicated how their planned research had to be

changed in view of Covid-19 (e.g., Dhungana, 2020; Taman, 2020).

The National Health Service provided guidelines and changes to manage research
studies in healthcare and human participants during the pandemic (National Health Service,
2022). This included changes to pre Covid-19 protocols of research to ensure safeguarding
participants in research and investigations involving lab-based studies. However, whilst most
of the academic community was gripped by uncertainty of the outcomes of their planned
research and consideration of changes, there seemed to have been a massive increase in
publications since 2020 with Covid-19 as a key factor in the study (396,000 papers listed in
google scholar since 2020). For example, “the Covid-19 emergency meant that far more
biomedical research than ever before was published as preprints, without peer review”

(Smocovitis, 2011, p.1152). An article in Nature (December 2020) highlights how a torrent of
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Covid-19 science changed research publishing “A flood of coronavirus research swept
websites and journals this year. It changed how and what scientists’ study” (Else, 2020, p. 553).

This suggested that the original plan for the thesis research had to be revised.

3.17.1 Covid-19 and current research

The aim of the present thesis was to study the perceptions and behaviour of Maya and
Ladinos regarding ART. The literature review and study 1 was conducted before the outbreak
of the pandemic. Participants were approached in different locations in Guatemala and data
collection was conducted on a face-to-face basis with each participant. The outbreak of
Covid-19 meant that no face-to-face study could be planned and protocols for approaching
patients was under revision and hard to get any form of approval during the peak of the
pandemic. However, that was not the main reason for concern, as recent reports at the time
indicated major impact of Covid-19 in Guatemala, especially in healthcare (United Nations

Development Programme [UNDP], 2020).

In view of the above, this necessitated several considerations and innovations in
follow up research plans on the intended topic of this thesis: a) to conduct online in-depth
Zoom semi-structured interviews with practitioners in two countries, namely Guatemala and
the UK to assess their experiences of patients’ perceptions and behaviour of ART before
Covid-19 and as a result of Covid-19; And b) to engage in a widespread literature review
(post outbreak) to examine the latest scientific studies on the impact of Covid-19 on the key
factors that were considered significant in study 1 in particular, trust in medicine and religion
in the format of a scope review on 3 key factors namely, Covid-19, ART and Patients. This
would provide up-to-date and more comprehensive materials to conclude in relation to the

aims of the present thesis and the ongoing impact of Covid-109.
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The next chapter is the first qualitative case study of a semi-structured interview with
a Guatemalan fertility practitioner, during the peak of the pandemic, taking into account the

Covid-19 effect on patients’ perceptions and behaviour towards ART.
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CHAPTER 4 Study 2 An Interpretative
Phenomenological Analysis of a Guatemalan
Fertility experts’ Perception and Behaviour of
their Maya and Ladino Patients towards

Assisted Reproductive Technology

Preface

COVID-19 has changed the way research is now being conducted. Ideally the next step
of the research would be to conduct a study examining infertility patients’ perceptions and
attitudes. Due to limitations on travel and accessibility to Guatemala, that was no longer
attainable. However, valuable information is attainable by accessing the perceptions of

Guatemalan fertility key coordinators.

The views of healthcare practitioners are important to evaluate, and they matter. It
enables researchers to study what is being practiced and if it reflects on patients’ perceptions
and attitudes towards the procedure being carried out. Better use of the healthcare system and

improved health outcomes have been reported in situations where patients felt satisfied and
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understood. Knowledge obtained from a systematic inquiry by Janet and Bronya (2019) found
that perception in relation to expectation, patient demographics, personality, and market
competition were regarded as preconditions of patient satisfaction (Janet & Bronya, 2019).
Thus, it is important to study the views that Guatemalan fertility key coordinators may have on
their patients to compare and see if they coincide and reflect those of the Guatemalan public.
This would be a valid line of research and with a worldwide pandemic such as COVID-19, and
restrictions and preventative measures put in place because of this, one could argue the

expectations are changes to fertility treatments in Guatemala.

4.1 Predicted changes to fertility treatments in Guatemala due to

COVID-19

The COVID-19 pandemic has placed limitations to life as we know it, and the world
has now begun to adopt what we know as ‘the new normal’. The WHO has provided guidance
as to how to adjust to this ‘new’ life; these adjustments highlight the technicalities of how to
keep society functioning whist avoiding the virus. However, they do not address the
consequences the virus may have on the perceptions of medical treatments, specifically in

assisted reproductive technologies in developing countries (World Health Organization, 2020).

As previously mentioned, Guatemala is on the list of the top 48 nations offering ART;
unusually, no scientific research had been conducted on the behaviour and consequences of the
ART experience (Inhorn & Pasquale, 2015) until this doctoral research which started in 2019.
This was the first systematic research on the behaviour and consequences of ART in Guatemala

(study presented and discussed in previous chapter) and established that The Maya and Ladinos
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differ in their approach to ART; differences between groups included topics like religion,

attitudes towards government help and views on the ethnicity of the child conceived.

Presently, in a Covid-19 pandemic, countries, cities, and communities around the world
are facing an uncertain and unpredictable future that includes changes to all aspects of life as
we know it. In Guatemala, many Indigenous and non-Indigenous people have already begun
to adapt to the new normal. The ‘new normal’ can bring economic hardship and delays in
providing services which may affect fertility chances. Adjusting to a post Covid-19 lifestyle
could bring major challenges to Guatemalan couples seeking assisted reproduction. Delays and
disruptions in fertility treatment can have substantial impact on the outcomes of fertility
treatment, there is also the recognised fact that women who are more socially withdrawn and
are in a heightened emotional state, have more difficulties for a normal birth and successful
post birth (Johnston & Brown, 2013). The NHS states that pregnant women have been included
in the list of people at moderate risk from Covid-19 (clinically vulnerable) as a preventive
measure (National Health Service, 2020). In April 2020, a systematic review of pregnancy and
Covid-19 observed 18 studies of infected pregnant women around the world. Out of the infants:
1.2% were stillborn (as a comparison point, about 0.6% of babies in America are stillborn,
according to the CDC), 1.2% died in utero, 21.3% were born preterm (compared to the average
of 10% of babies born in America generally, according to CDC), 5.3% had low birth weight,
10.7% experienced fetal distress, 1.2% experienced neonatal asphyxia (Yang et al., 2020).
These figures suggest that out of the 18 studies observed, infants may have a chance of being

born prematurely if their mother has contracted Covid-19 whilst pregnant.

Ethnicity and culture can also be factors to consider; ongoing research suggests that

race could be a factor in which pregnant women are most exposed to the virus. Data collected
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from Philadelphia in the USA, points to Black and Latin (Guatemalan women would be
considered as Latin descent) pregnant women having 5x the risk of coronavirus exposure than
white pregnant women (Flannery et al., 2020); researchers speculate this could be because
black and Latin women have more exposure to the virus compared to white Americans.
Another important point to make is cultural issues with the preventative design for Covid-109.
Indigenous peoples have been historically persuaded to dilute their culture and traditions to
accommodate Western views and beliefs. The procedures for prevention and control of Covid-
19 were designed for a Western capitalist society, disregarding the individualities of
Indigenous people, for example: sleeping in communities at times, leisureliness, social
fraternisation or even rituals (sometimes medical) that require gathering (Goncalves Juniora,
et al., 2020). The lack of access to protective gear and preventative plans that could work in
these communities are examples of issues that could impact the accessibility and willingness

to have fertility treatments in Indigenous societies.

The fear of catching Covid-19 in a medical setting has begun to become a consequence
to the current global pandemic. Research has begun to show that people are becoming reluctant
to receive medical treatment due to the pandemic. Physicians in the US, Spain, and the UK
have all noticed a serious drop in the number of patients seeking out medical care. One reason
for this decline could be that many people are afraid of catching the Covid-19 virus in the
hospital (Masroor, 2020). Ladinos tend to have more Westernised views and would have some
similarities with the views of the Western world therefore this could significantly impact the

fertility seeking behaviours in Guatemala and begin to affect couples looking to conceive.

In the Maya communities, views are more rooted in customs and traditional beliefs, and

many Maya prefer their own traditional medicine (See chapter 2). As stated previously, the
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Maya have expressed their distrust for Western medicine (see study 1) and have stated they
feel mistreated and discriminated against in public health care. According to a study published
in 2016 (Ceron, et al., 2016), participants who belonged to Indigenous communities expressed
that their ethnicity was the reason behind the abusive treatment they received. They disclosed
that physicians and nurses would yell out disrespectful comments along with commands or
orders. Many of the participants described feelings of powerlessness after being yelled at by a
health care provider. Due to the nature of Western ART, they are carried out in Westernised
hospital settings. If it was difficult for the Maya to trust the public health before, it will be much
more difficult now with the feelings of uncertainty revolving around the worldwide pandemic.
Unfortunately, this could also affect the willingness to seek out non-traditional fertility
treatments in Indigenous communities. In view of this information, it can be predicted that
Guatemalan women (Maya or Ladino) could postpone fertility treatments due to Covid-19

because of feelings of fear, uncertainty and mistrust.

4.1.1 Key considerations over the choice of a single case study

design and Interpretative Phenomenological Analysis (IPA)

The current study

The main key reason this study employed a single case study design is the limited
number of Guatemalan ART medical professionals. Thus, this determined the boundaries for
the sample size. Extraction of the experiences of one experienced medical professional working
with both Maya and Ladino infertile patients in relation to ART was preferable to involving

more medical professionals with less expertise in this defined area. Therefore, a single case
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study, using Interpretative Phenomenological Analysis (IPA) to analyse the data, was carried
out.

A case study is ideal when an observation does not fall under the propositioned aim and
therefore the aim is considered not valid (Flyvbjerg, 2006). In this instance, the proposition is
the perception and behaviour of Maya and Ladino’s towards ART. However, a case study is
needed when the observation is made that the general Guatemalan population will not have the
same perceptions and behaviours towards ART as a Guatemalan ART patient. This proposition
‘generalises” Maya and Ladino’s perceptions and behaviours towards ART and would
therefore be invalid. Adopting a case study design would be ideal to explore how the experience
of Maya or Ladino ART patients can differ in attitude and perception to that of the general

Guatemalan population through a Guatemalan medical expert’s lived experience.

The method of analysis that study 2 will undertake will be IPA as it is a dominant
qualitative research method in many academic disciplines, especially in social and health
psychology. It focuses on what makes up an experience, it emphasises on its mission to unravel
in detail, and it analyses those lived experiences for participants (Tuffour, 2017). “IPA was
first articulated in the UK in the 1990s and initially was picked up as an approach to the
psychology of experience in health and clinical/counselling psychology. Since then, it has
considerably widened its reach. It is now one of the best-established qualitative approaches in
UK psychology but is also used increasingly by psychology researchers throughout the world”
(Eatough & Smith, 2017, p. 196). Meaning IPA is a valuable method of analysis for qualitative

data.

Not only does IPA incorporate the person’s experience, but it also takes into

consideration a participant’s beliefs, attitudes, and general reflections on the topic being. The
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total number of people for whom this is a relevant experience is small and therefore this
immediately determines the boundaries for a possible sample discussed. IPA has five stages of
analysis: reading the cases over all meaning, identifying themes of meaning, structuring the
themes extracted, producing a summary table, and integrating cases. Once the steps have been
followed a write up should be conducted with a results/findings section with themes and direct

quotes from participants supporting those themes.

IPA is particularly useful when analysing semi structured interviews in social and
health psychology, it allows for researchers to unravel interpretive meanings in a participant’s
experience (Langdridge & Hagger-Johnson, 2009). IPA is ideal in health psychology when
analysing structured interviews as it enables the researcher to make sense of the participant
trying to make sense of what is happening to them. It has been noted that IPA is particularly
suitable in health psychology research as it highlights the processes of operating within models

as opposed to the traditional focus on outcome measures (Brocki & Wearden, 2006).

Health psychologists have recognised the significance of understanding patients’
perceptions and interpretation of their experiences, and the implications, values, and meanings
which they assign to them (e.g., Leventhal et al., 1984). IPA has also been valuable when used
in social psychology. IPA in social psychology allows the researcher to participate devotedly
with important viewpoints and pursue to develop methods such that meet the continuingly
evolving needs of people, communities and societies through intensive analysation of a
participant’s experience (Langdridge, 2008). IPA in both social and health psychology is very
useful when conducting research on the consequences of an event; namely the current research
of perceptions, attitudes and consequences of fertility seeking behaviours in Guatemala. Like

most research methodologies, a question may be raised as to what the most relevant sample
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size for a particular study is, IPA is of course of no exception. Questions could be raised as
whether one case study would be sufficient for an IPA analysis? Smith et al., (2009) argue that
in IPA research there is no right answer to the question of what the appropriate sample size is.

In fact Smith et al., (2009) argue that IPA is specifically suited for a single case study due to

its emphasis on ideographic commitment to explaining the detailed experience of each case.

Indeed, IPA studies have been published with sample size ranging from one to fifteen

participants (Pietkiewicz & Smith, 2012).

For example, a single case study conducted at Nottingham Trent University in 2005 by
Bramley and Eatough, on the experience of living with Parkinson’s disease. The study
explored one individual’s experience of living with Parkinson’s disease. Semi-structured
interviews with a female participant were employed and later analysed with Interpretative
Phenomenological Analysis (IPA). The semi-structured interviews followed a temporal pattern
allowing for the experience of Parkinson’s disease to unfold naturally (Bramley & Eatough,

2005).

Theoretical aspects of IPA for the current single case study

IPA has 3 pillars which make up its underpinnings (Smith et al., 2009). The first is
phenomenology, which places an importance on the lived experience of the person taking into
consideration their place in the world in relation to the world and others, rather than focusing
on the person in isolation. The second pillar is hermeneutics, which is the theory of
interpretation. This focuses on studying how a phenomenon appears, as well as making sense
of the appearance by understanding its past and the new phenomenon being addressed. Finally

the third pillar is ideography which pinpoints emphasis on the ‘particular’. This means it
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focuses on the detail of the phenomenon by understanding the perspective of a particular group
of people or person, in a particular context. Thus, as IPA utilises small carefully selected

samples, it is ideal for a single case study.

The underlying stance for the IPA is a critical realist ontology approach with an
interpretivist epistemology. The critical realist stance focuses on the nature of things, and the
ontological realism addresses that reality exists and operates independently of our awareness
or knowledge of it (Scott, 2014). Interpretivism refers to the approaches which emphasise the
meaningful nature of people’s character and participation in both social and cultural life (Elster,
2007; Walsham, 1995), and epistemology refers to the theory of finding out what is truly
happening, distinguishing between belief and opinion. Accordingly, the theoretical aspects of

IPA method undertaken, deemed appropriate for the single case study design.

In the current thesis, IPA has been chosen as the method to analyse studies 2 (the current
study) and 3 (the next study, discussed in the next chapter) which are single case studies with

semi-structured interviews of key medical professionals in ART.

4.2 Background

As reported in Study 1, Maya and Ladino populations differ in their perception and
behaviour towards Assisted Reproductive Technology (ART) particularly with regards to
religion, secrecy of ART, social acceptance of children born by ART, side effects due to
medical complications and rights of conception. The present case study employing a single

case study, investigates these experiences in how the Guatemalan population differences from
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the perspective of a Guatemalan medical fertility expert and the extent to which there has been

an impact due to the worldwide Covid -19 pandemic.

4.3 Aim

The current case study is aimed to examine the extent to which findings in study 1 is
also reflected in the views of health care practitioner in Guatemala (study 2). This proposes
the research question of: How are factors of the perceptions and behaviours of Maya and
Ladinos towards ART, illuminated by the meaning of a Guatemalan key ART medical
experts’ patients experience? And from their perspective, how has Covid-19 had an impact

on these patients’ experiences?

The findings have implications for understanding ART in Guatemalan society and for

practitioners and other agencies involved in the infertility treatment.

4.4 Participant

Guatemala’s constitution states that every citizen has the right to universal healthcare,
but in reality, very few have access to comprehensive healthcare as Guatemala’s ability to
provide healthcare is greatly hampered by weak tax systems (Stewart, 2015). The author was
able to access a key medical coordinator in ART, with experience in the public universal health

care system as well as the private health care system.

The pseudonym of ‘Dr. A’ was given to the participant in this case study. Specific
demographic information was omitted as this could disclose the identity of the doctor due to

their unique expertise with both Maya and Ladinos. The demographic information omitted is
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namely, age, sex and ethnic identity. Dr. A is a key medical coordinator in Guatemala, with 20
years of experience in gynaecology and obstetrics practice, having worked in rural areas in the
Guatemalan countryside, highlands (predominantly Maya). In the 8 years they worked in rural
Guatemala, Dr. A was able to volunteer their time with a main hospital to treat mostly Maya
infertile patients with ART and infertility treatments. This programme was informally funded
by them and other doctors (and at no cost to low—income patients) but proved too costly and
had to come to an end. Dr. A currently practices in Guatemala City (predominantly Ladinos
with private health care). Dr. A has experience 8 years in the public health sector and 12 years
in the private health sector. Dr. A was recruited by connections established by the author when

collecting data for study 1 in Guatemala.

4.5 Method

A semi-structured interview was used (please see Appendix D) where Interpretative
Phenomenological Analysis (IPA) was deemed the most appropriate method for qualitative

analysis for the current case study.

As mentioned in the preface, IPA is ideal when analysing semi-structured interviews as
it enables the researcher to make sense of the participant trying to make sense of what is
happening to them, which was part of the aim in this study. IPA is a dominant qualitative
method of analysis, focusing on the meaning of lived experience, beliefs, attitudes, and general
reflections in many specific disciplines, especially in social and health psychology (Tuffour,

2017).
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Furthermore, a proposition to understand what some of the similarities and differences
might be in experiences, ART patients from the UK were also taken to consideration and will

be the subject of study 4 (to be discussed in the next chapter).

4.6 Materials

A semi-structured interview schedule was deemed appropriate to conduct this study as
it allowed Dr. A to truly share their points of views and experience related to each question.
The semi-structured interview schedule was based upon the findings of study 1. This case study
included question topics like how the influence of Maya and Ladino’s religion on participation
in ART treatments; as well as the role of religion before, during and after treatment, and how
any religious influences were resolved. A separate section on how the Covid-19 pandemic
influenced decisions towards undergoing ART treatments and how this influenced their

decisions was included (see below for interview schedule).

Religion:

Part 1- Participants in my research considered religion to play a role in deciding to engage in
ART treatment. To what extent did religion play a factor before, during or after any
treatment? How were these issues finally resolved?

Part 2 - Do you think this will/has changed due to the COVID-19 pandemic? If so, how?

Government:

Part 1- Participants in my research considered that the government should not fund any
fertility treatments as there are other priorities. To what extent were concerns linked to the
funding of the treatment and whether or not the government should offer financial support
towards the cost of the treatment? How were these issues finally resolved?

Part 2- Do you think this will/has changed due to the COVID-19 pandemic? If so, how?
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Assisted Reproductive Technology (ART) and Secrecy:

Part 1 Participants in my research expressed that in general society should not know the
origins and method of conception. However, it was stated that the parents should be honest
regarding the method of conception. To what extent were concerns about secrecy and
information regarding how a child was conceived a factor before, during or after conception?
How were these issues finally resolved?

Part 2 - Do you think this will/has changed due to the COVID-19 pandemic? If so, how?

Social acceptance:

Part 1 - Participants in my research considered that society may not accept a child born via
egg donation. To what extent is social acceptance a factor to consider before, during or after
conception? How were these issues finally resolved?

Part 2- Do you think this will/has changed due to the COVID-19 pandemic? If so, how?

Side effects (medical complications):

Part 1- Participants in my research considered that there may be many unknown side effects
and medical complications linked to new Assisted Reproductive Technology, which could
cause medical complications for the conceived child. To what extent were medical
complications a factor to consider before, during or after conception? How were these issues
finally resolved?

Part 2- Do you think this will/has changed due to the COVID-19 pandemic? If so, how?

Self-agency:

Part 1- Participants in my research commented that the couples should be in mutual
agreement to undergo treatment and they should be responsible for incurring any costs of
fertility treatments. Furthermore, these participants also stated that couples should bear the
financial responsibility regarding their treatment. To what extent were couples in agreement
with their decisions, and were they willing to pay the bill for costs incurred before, during
and after treatment?

Part 2- Do you think this will/has changed due to the COVID-19 pandemic? If so, how?

Knowledge of Assisted Reproductive Technology:

Part 1- Participants in my research generally commented that they are not very
knowledgeable about Assisted Reproductive Technologies and that there are not enough
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programmes available on this subject. To what extent did you see your participants having
knowledge about ART before, during, or after treatment? How were these issues finally
resolved?

Part 2- Do you think this will/has changed due to the COVID-19 pandemic? If so, how?

Ethnicity:

Part 1 - Participants in my research considered that to have fertility treatments, the couple
must be of the same ethnic group. To what extent were concerns about ethnicity a factor to
consider before any treatment options? How were these issues finally resolved?

Part 2- Do you think this will/has changed due to the COVID-19 pandemic? If so, how?

Rights:

Part 1 - Participants in my research commented that they must have access to rights
pertaining to their body and the right to access knowledge about the method of their
conception. To what extent were concerns about rights a factor to consider before, during and
after treatment? How were these issues finally resolved? Do you think this will change due to
the COVID-19 pandemic? If so, how?

Part 2- Do you think this will/has changed due to the COVID-19 pandemic? If so, how?

Your (The coordinator’s) observations:

1. Based on your experience of working with infertile patients, were there any specific
points observed that are not covered in this series of questions? If so, what were they
and how were they resolved? Do you think this will/has changed due to the COVID-
19 pandemic? If so, how?

2. What major changes do you anticipate in patients’ needs and the future of fertility
coordination/approach during the current COVID -19 pandemic in Guatemala?

3. To what extent has the COVID-19 pandemic affected both Maya and Ladino in
whether they may choose traditional fertility treatments?

4.7 Procedure

Ethical approval was granted by Middlesex University. This process ensured that the

research conducted was carried out in conformity with the law, and in agreement with the best
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current practices and principles and follows both the British Psychological Society and the
University’s Code of Practice for Research: Principles and Procedures. Due to global travel
restrictions imposed by the Covid-19 pandemic, it was not possible to collect data in person
and an electronic approach was taken. The participant was emailed consent, information sheet,
and debriefing information, and asked to sign it and send the information back (see appendix
D). The interview took a little over 2 hours and was recorded via Zoom video so that it could

facilitate verbatim transcription for subsequent analysis.

4.8 Data collection

This study consists of 1 semi-structured interview with Dr. A. The interview
investigated the specific findings of study 1 as mentioned previously. The one-to—one
interview was conducted via a recorded Zoom meeting where the participant was assured
anonymisation by the use of a pseudonym, as well as ensuring that any possible identifying
information was irreversibly altered. The recording stored securely in accordance with
Middlesex University Ethics Committee guidelines. Opportunities were provided during the
interview for the participant to allow Dr. A to expand beyond what was the topic of
conversation and provide even more insight in to the topic mentioned in the interview.
Following informed consent, the semi-structured interview took place in Spanish by the first
author, a fluent Spanish-English bilingual. The interview recording was then able to facilitate

verbatim transcription for subsequent analysis.

4.9 Analysis

The interview was translated from Spanish to English from the Zoom recording which

was transcribed verbatim. It was sent to a PhD supervisor who is also a fluent Spanish-English
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bilingual. Bailey-Rodriguez checked and verified the translation was accurate. Data was then

analysed allowing for the data to remain as close to its original meaning as possible.

The analysis of the transcript followed the method outlined by Smith and Osborn (2003).
Once translated, the data was transcribed and subjected to analysis. The data was read several
times in order to provide an opportunity to re-engage with the material and gain a holistic
picture of Dr. A’s account. The transcript was then studied in detail and notes/memos on points
and observations were made in the margins, and then categorised as emergent themes. The
transcript was then examined again, and the themes were adjusted, shaped and developed,
together with further considerations as to what was relevant, links and analysis and the final
subordinate themes, grouped within their respective superordinate themes, were formed. Each

theme was supported by quotes to illustrate their foundation in the text.

4.10 Findings/results

The following explores one individual’s personal experience of treating Maya and
Ladino Guatemalan patients. Four superordinate themes were identified namely ART secrecy,
racial integration issues, religious factors, and risk factors (see Table 4.1 1). Each superordinate

theme was also associated with subordinate themes.

For ease of explication, the four themes are presented separately although there are

several interrelated elements.

Table4.11

Master table of superordinate and subordinate themes generated from IPA
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Superordinate Themes

Subordinate Themes

Participant Quote Sample

ART Secrecy

Fear of rejection

““...he [the child] will feel
very rejected [from parents],
its best to not know...”

"...they move because they
do not want their relatives
or friends to know what
they did..."

Racial Integration Issues

e Racial norms
e Racial rules

"...in the end they don't, in
the end they stay with their
same race..."

“...the truth is, that it is not
allowed to cross with the
other ethnic group...”

Religious Factors

e Religious guilt
e (God’s punishment

"...they say this [ART] is
like a sin, that cannot be
done, it should not be
done..."

"...and they say it is a
punishment [from God]
because I did this treatment,
it’s because I didn’t wait for
it naturally, I'm forcing it..."

Risk Factors

¢ Risk taking
o Covid-19 impact

"...then with the age, risk
rises [with ART] with
genetic diseases,
neurological diseases, heart
problems, but they go ahead
with it..."

"...During the pandemic,
there are many patients as |
had explained at the
beginning, that they have
postponed their treatments
due to the pandemic...”

Superordinate theme: ART Secrecy
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This superordinate theme based upon the Dr. A’s experience with their patients revealed a
general sense of secrecy across Maya and Ladino populations regarding the use of ART to
conceive. In Guatemala stigma around being infertile is still very prevalent, this stigma also
arose in the interview when discussing infertility treatments. Dr. A explained that he deals with
secrecy concerns from their patients often and furthermore many of them felt they must keep
the treatment secret to avoid societal consequences. Even when Dr. A tells their patients they
cannot disclose the treatments with anyone due to patient confidentiality laws, still they feel
that they must reassure their patients whilst under their care. One subordinate theme developed

form the superordinate theme of ART Secrecy, which was the fear of rejection.

Subordinate theme: Fear of rejection
Dr. A stated that both Maya and Ladino couples felt a lack of support from the people in their
personal life and were afraid of rejection. They mentioned that their patients make it a point to

make sure the treatment is kept in secret.

“...people should not say anything to anyone including the child, to avoid any rejection
from the rest of the family...”

Dr. A expressed that both Maya and Ladino patients mention the fear of rejection from their
loved ones to them, and their child. They believe they will be rejected from their family due to
undergoing infertility treatment. The secret must be so guarded, that in cases the child itself
will not know of its origins, suggesting a significant secret must be kept in order to avoid

rejection.

“...he [the child] will feel very rejected, its best to not know, it can have negative

impact...”

“We are very discriminatory [Guatemala], we never leave a couple alone, including

family. Nor do we know how and if they can have their children, and in the end what
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we do is expose or criticise them and especially the child. Things like how he was born,

he will feel very rejected. It’s best if no one knows.”

The above extracts described what Dr. A’s patients experienced, their patients fear telling their
ART born child how they were conceived, as they fear the people in their personal life are not
very accepting. This suggest that rejection fear in personal life could be a factor when

undergoing infertility treatments in Guatemala.

The analysed interview revealed the importance of concealing any infertility treatment and the
origin of conception in the patients’ social life. Dr. A reflects on their Maya and Ladino
patient’s experiences and how they felt. Dr. A expressed that their patients felt an enormous
fear of rejection in their social life from their friends, co-workers and neighbours as stigma

around infertility treatment is still widespread.

“...Personally, I think that in the end it is better to tell the truth [instead of keeping
infertility treatments and method of conception a secret]. However, that would never
work in Guatemala. There is stigma and even in my own patients, | see it. They are
afraid of their child thinking it’s not loved, or it’s not accepted. They re afraid of the

’

public bullying them...’

This quote illuminates how Dr. A’s experience of his patients feeling afraid of the Guatemalan
public not accepting them or their child meaning the patient is concerned of their choices being

stigmatised.

“...When the child is born, they have to continue with the treatment process but
generally many patients no longer return, they no longer go to the psychologist. The
patient moves, goes to another area of the capital, goes to another city, they move

because they do not want their relatives or friends to know what they did... ”
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Dr. A felt patients feel like disclosing this information could be considered as out of bounds.
Dr. A stated that the fear is so great many patients go out of their way to ensure the secret is
hidden to the point where they will not complete the follow up stage of the treatment once the
child is conceived. Dr. A will no longer hear from the patient after this. This suggests that
infertility treatment is important to conceal, meaning patients are willing start new lives in
order to avoid rejection from their social circles; rejection fear in social lives could be

something worth considering when undergoing infertility treatments.

Superordinate theme: Racial Integration Issues

Dr. A spoke widely of how racial integration issues between Maya and Ladinos are still
strongly embedded in the Guatemalan society. Dr. A felt that whilst both races are culturally
acknowledged as Guatemalan, they live side by side rather than integrated. Developing from
the superordinate theme of ‘Racial Integration Issues’ the subordinate themes of racial norms
and racial rules were identified. The following extracts show how this ongoing issue seems to

be a superiority benefiting Ladinos.

Subordinate theme: Racial norms

Dr. A stated how Maya and Ladinos typically do not marry each other. They mentioned that
they have never helped a Maya-Ladino couple, and this would be out of the ordinary. They
also stated that although it is unusual, it is seen from time to time. Dr. A mentioned that in
Guatemala keeping to one’s ‘own’ race is normal, as each race will usually form a family
within their own racial community. Dr. A expressed that although it can happen rarely, it would

be seen as taboo and it carries stigma if marrying each other.

“..in the end they don't, in the end they stay with their same race because it would be

’

weird not to...’

Dr. A explained that the Maya community is very conservative and reserved, and they prefer

to marry within their own community. They elaborated by stating that much of this stigma is
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carried within the Ladino community, as the ongoing joke is to ‘better the race’. This joke is
that throughout generations, people should continuously marry people of lighter skin tones
(European decent) so that eventually they will resemble more European features like lighter
eyes and hair, and not have any physical traces of indigenous features, including a darker skin
tone. Dr. A expressed they felt this type of behaviour is so embedded in Guatemalan culture,
that these micro-aggressions reflect on every aspect of everyday life and are unfortunately part

of the ‘norm’.

“...So it is not overt racism, but for example there are jokes, for example one goes; the

one who courts with the lighter race, will improve their race...”

Dr. A mentioned that they themselves have witnessed prejudice and discrimination against
Maya patients due to their ethnicity and colour of their skin. These integration issues shine a
light on how racial norms could be a problem when undergoing infertility treatment (e.g. the

use of donor egg or sperm).

“...basically stating that the lighter the better, ladinos are usually lighter...”

This quote also suggests how colourism might be highlighted when participating in ART for
Guatemalans, especially for Maya and interracial couples. This could mean that racial norms

could be a factor to deliberate when undergoing infertility treatments in Guatemala.

Subordinate theme: Racial rules

Throughout the interview, Dr. A expressed their feelings towards unwritten ‘rules’ in
Guatemala orbiting around race. They mentioned they felt the ‘rules’ were unfair but followed
by the majority of Guatemalans, including their patients. Dr. A also mentioned that even when
the ‘rules’ are questioned by people politically, the issue usually doesn’t get the attention it
deserves. Dr. A felt these ‘rules’ are carried throughout every aspect of life in Guatemala,

including family planning.

“..The truth is, that it is not ‘allowed’ to cross with the other ethnic group.
Education, values, points of views, religion, and everything that is inherited [culturally]
is very different [for each race]. It is not seen in society, even less seen in assisted

’

fertilisation treatments...’
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Dr. A felt their patients have experienced significant issues with regards to racial integration
issues in Guatemalan society. They also said their patients seem to have to follow these racial
rules. This is an ongoing issue Guatemala has been trying to combat since 1995. In 1995 the
Agreement on the Identity and Rights of Indigenous Peoples was created (Sieder & Witchell,
2001). This agreement pledged to change the attitude of culture as a means of
acknowledgement and inclusion of indigenous peoples. It has been implemented to battle a
deep-rooted heritage of discrimination, racism, and colourism within Guatemalan society (see
chapter 2). However it is an agreement that is continuously broken and rarely adhered to. The
lack of importance placed on following the agreement in society demonstrates the struggles the
Maya have to face in everyday life, including infertility treatments. This could mean that racial
rules could be a factor to consider when undergoing infertility treatments in Guatemala.

Superordinate theme: Religious Factors

Dr. A reflected on how in their practice, Maya and Ladino patients’ decisions and attitudes
towards infertility treatments relied heavily on religious morality. Dr. A stated that in
Guatemala, religion is something that is considered in everyday decisions by the majority of
society and therefore their patients were no exception. The analysis showed that from Dr. A’s
perception, only the Ladino patients displayed religious factors namely the subordinate themes

of religious guilt and fear of God’s punishment.

Subordinate theme: Religious guilt

Dr. A felt that most of their Ladino patients expressed feeling religious guilt. They stated that
many of the patients felt like they are going against their religious values and feel negatively
towards the treatment, as they feel shameful and contradicting to their religious identity. Dr. A
expressed that even though their patients felt this way, the need to form a family was felt much
more than the guilt, and therefore they completed the treatment regardless.

“...Ladino patients have many conflicting feelings because they want a baby but they

cannot have it the way God ‘intended’, and they feel bad. They feel sinful and guilty that tzey 're

not following their religions’ rules...”
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“...the pros and cons of that decision, of a medical treatment, and in the end, they make

their decision to do it regardless of the guilt or the religion. Even if they feel shame...”

Dr. A acknowledged that their patients have a two-way struggle where they want to form a
family but also want to adhere to their religious rules. In Dr. A’s experience this is something
that happens with their Ladino patients regularly meaning their decision to undergo infertility
treatments could often be made with guilt attached to it.

Subordinate theme 3.2: God’s punishment

God’s punishment was also an important experience of Dr. A’s perspective of their patient’s
lived experiences. Dr. A conveyed that in their experience, about 80% of their Ladino patients
expressed being worried about punishment from God. 40% of the population in Guatemala
identify with the Evangelic Protestant religion (United States Department of State, 2012) and
around 70% identify with the Roman Catholic religion (Encyclopadia Britannica, inc., 2018).
Dr. A stated that patients continuously bring up feeling that they are being punished by God
for being infertile or will be punished by God for undertaking fertility treatment. Dr. A

mentions that he feels that their patients express feelings of unworthiness of a child.

“...They blame themselves for undergoing this kind of treatment. They think God has

punished them and taken away their ability to reproduce and form a family...”

Across the Judeo-Christian religious faiths, infertility is seen as punishment for wrongdoing
(Sewpaul, 1999). Dr. A stated their patients expressed being infertile was a punishment from
God. They felt their patients believe they are going against a punishment that is justified by
God himself.

“... she is not comfortable with it, it’s not meant to be because God hasn’t blessed

them, they may not deserve it, they may not deserve children. ”

In the quote Dr. A elaborates that patients feel a sense of pressure adhering to religion and
having to undergo infertility treatment is contradictive to ‘God’s blessing’, meaning patients

could believe their infertility is a punishment.
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Superordinate theme: Risk factors

Dr. A believed people understand there are risks with everything in life, and also believed The
Maya and Ladinos share this belief. From the analysis the superordinate theme of risk factors

was identified and is supported by subordinate themes of health risks and financial risk.

Subordinate theme: Risk taking

Dr. A explained that their patients experience was not deterred by the health risk involved, in
fact even when the risks were explained, their patients still underwent treatment. Dr. A felt that
their patients were willing to risk their own health with side effects in order to start a family.

“...side effects, they will have a lot to do with the effects of the medications that they
are taking, most of them are hormonal treatments to stimulate the ovaries, and for men
to stimulate what is sperm, and many patients understand some of the uncomfortable
side effects that have to happen, and they decide to continue with the hormone

treatments...”’

Dr. A felt their patients believe health risks are only a slight inconvenience compared to what
could be a positive outcome. Dr. A explained that although patients know about the risks of
unpleasant side effects the need to form a family outweighs the health risks they warn patients

with.

“...You also have to wait after the treatments and hormones, to see if the reaction was
positive, or a negative one, even when couples understand they may not have a positive

’

result they do it anyways...’

In the quote Dr. A illuminate how patients understand that even after undertaking infertility
treatments and putting their body under stress, their patients still chose to do it. This could
mean that accepting health risks could be a factor to consider when undergoing infertility

treatments in Guatemala.
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Dr. A felt that the hope of achieving a family was expressed through financial risk taking by
both Maya and Ladino couples. They explained that in a developing country like Guatemala
the majority of the population must live frugally as government support is extremely hard to
come across as well as the majority of the country live in poverty. However this ‘frugal living’
is not reflected when Dr. A’s patients undertake fertility treatments as they are extremely

costly, and are not subsidised in any way by the government.

“...Most use credit cards, they don’t care if'it’s affordable...many couples find it hard

to pay but they always find the money in the end...”

In these quotes Dr. A suggests that patients find a way to fund the treatment even if they cannot
afford it. Dr. A also explained that in their experience, their patients will take financial risks in
hopes to form a family. Dr. A felt their patients would explore most avenues to make sure they

fund their treatment.

"..There are also occasions where couples pay a prepayment and the rest in

!

repayments. Others will even borrow money from the bank, their families or friends..."

In this quote Dr. A suggests the patients’ needs to start a family is felt so deeply, that even
when they cannot fund the treatment themselves, they pay in instalments or use loans to fund
the treatment. This illuminates the financial risk patients take in hopes to start a family and

could be a factor to deliberate when undergoing infertility treatments in Guatemala.

Subordinate theme: Covid-19 impact

Communities around the world face an uncertain and unpredictable future with the current
Covid -19 pandemic, especially in developing countries. This virus has brought changes to all
aspects of life including ART. Dr. A’s interview magnified the changes their Maya and Ladino
patients have implemented due to the coronavirus pandemic and Covid-19 factors that affected

their patient’s behaviour towards risk taking in ART.

Health advisors around the world encouraged people to stay home as much as possible to avoid
contracting Covid-19. The lengthy time of infertility treatments has often been associated
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increased psychological distress, furthermore psychological distress has shown to affect
medical decision making (Lawson, et al., 2021). Dr. A stated that this mirrored the behaviour
of their patients. Dr. A felt their patients were scared about their future and were afraid to take

any risks and make any life choices, especially medical ones during this time.

“...yes, the patient especially the Maya, really thinks more about Covid-19 than about
the treatment. In the case of a donor, they ask do you think the donor has the disease? Is
the donor of the egg or sperm going to pass the disease to me? Could it be that the baby

is sick?...”

This quote illuminates the anxieties around Covid-19 that surfaced for patients when
considering infertility treatment. Patients feel anxious about their health and the child’s health,

fearing contracting the Covid-19 virus.

“...Yes, generally at this time [December 2020] it is considered that this virus generally
circulates in the environment, and that anything can be Covid. [Dr. A referring to their
patients] A flu? It is already Covid. A diarrhoea? It is already Covid-19, and if the
woman is pregnant they are very afraid, they run to me and say ‘Doctor look, look at my
family, my relative has the virus or a neighbour two houses 10 blocks away, has Covid-

19, what do I do?! Am I safe?’...”

Dr. A felt many of their patients were very uncertain and anxious because of the pandemic. Dr.
A stated that their patients would contact him regularly and seek out reassurance about the
treatment or advise on how Covid-19 could affect them or the child. This could mean that
health anxieties due to Covid-19 could be a factor to contemplate when undergoing infertility

treatments in Guatemala.

Dr. A felt that in their experience their patients have stated they rather postpone their treatment

until the Covid-19 pandemic is over. Dr. A mentions how patients have begun to look at the
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risks involved and have begun to weigh them compared to the fertility treatment especially

when it comes to financial risks.

“... People are now thinking about the economy, they worry about the future next years,
and many people will not make the decision to undergo treatment, economically
speaking, and because of Covid-19 fears, they are scared to catch it, and lose their job

due to sickness...”

In the quote Dr. A suggested that before the pandemic, patients would take risks, understanding
that they could potentially lose some financial stability, however that changed and patients are
not willing to do so and will rather postpone treatment because of the uncertainty Covid-19 has

introduced.

Dr. A also stated that patients began to feel so uncertain about the future that postponing

treatment seemed like the better thing to do until patients feel more secure.

"...she is taken to a higher degree of anxiety [referring to the anxiety that is already felt
when undergoing infertility treatment], they are already afraid [referring to being afraid
of the pandemic] and start to reject treatment, they start to wonder why not wait a bit

until after Covid..."

In the quote Dr. A felt that their patients’ priorities have changed, before the pandemic patients
understood health risks and would still chose to undergo treatment. However now even if
patients want to start a family, it could be put on hold until they are more certain about their
future. This means that postponing treatment due to Covid-19 could be a factor to deliberate

when undergoing infertility treatments in Guatemala.

4.11 Discussion
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The present IPA study provided an ideal opportunity to examine the perception and
behaviour of Maya and Ladino patients from the point of view of a Guatemalan fertility expert
towards ART. The findings indicated that ART secrecy, racial integration issues, religious
factors, and risk factor elements to be considered when dealing with the treatment of Maya and
Ladino patients. These findings mirrored the results of study 1 as they also reported that the
Maya and Ladino differ on factors such as ART secrecy, racial integration issues, religion and
risk factors.

A deeper understanding was revealed towards ART secrecy indicating that secrecy is
brought on by the fear of rejection in both personal and social life for people undergoing
infertility treatment. One could argue that the perception of undergoing infertility treatment for
Dr. As’ patients is to keep the treatment as a secret. Although a recent systematic review of the
literature pertaining to donor conceived people’s views of their genetic origins (see Chapter 3,
Blyth et al., 2020) this was concluded on practices that encourage openness in assisted
reproduction in a Westernised society and not a developing nation like Guatemala. Thus the

interview IPA sheds light on issues around secrecy in Dr. As’ patients, instead of openness.

This study also expanded on factors of religion like religious guilt and fear of God’s
punishment. As stated in Chapter 1, 2 and 3, different cultures and religion view infertility
treatments differently. In Christianity, ART is forbidden to its followers as it bypasses the
sexual union of man and woman. Although the Vatican does not accept ART, the Protestant
and Anglican may practice it (Serour, 2006). As previously stated a large majority of
Guatemala follow a Christian faith or may have Christian influences in their spirituality, and
therefore what arose from the analysis was a light shun on the guilt and fear of the punishing

that may come from going against religious rules.
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The study amplified issues with racial integration revealing that discrimination and
prejudice are established through racial norms and racial rules, despite the fact that Guatemala
has been combating these types of issues for many years (Sieder & Witchell, 2001). This shed
light on the feelings Dr. A sensed their patients had when it came to matters of ethnicity
acceptance and racial equality. As mentioned in Chapter 2 the 36 year civil war in Guatemala
hindered the relationship between people and government. The cultural result of the civil war
is one of mistrust in equality and racial prejudice (Dyrstad et al., 2021). The study findings

illustrated these feelings towards ART.

Lastly the IPA of this interview gave some insight into the risk taking that’s involved
and how that changed due to the Covid-19 pandemic. As stated in Chapter 1, people may not
fully know what the risk is when undergoing infertility treatment. This feeling was echoed in
the sense that Dr. As’ patients did not know what risk they could be taking when undergoing
infertility treatments at the same time of a Covid-19 pandemic, and it ultimately played a part

in their medical and health decision making as different risks were involved.

Thus, this study allowed for insight into factors that affect the perception and behaviour
of the Maya and Ladinos towards ART. It illuminated on the understanding of a Guatemalan
key ART medical experts’ patients experience, and it shed light on how Covid-19 had an

impact on these perceptions and behaviours.

4.12 Reflexivity

During the course of my research for study 2, I continued with a reflexive journal to

express my research experience. | also continued discussions with my supervisors which

153



allowed me to have a conversation about different aspects of my research, which had
completely changed from the original plans, as the world adopted the ‘new’ normal. It was
during this time, like many countries around the world, the UK went into lockdown due to the

Covid-19 pandemic.

| found myself questioning how I could move forward? As the plans were to collect
data in person, however that was no longer possible. After many brainstorming sessions with
my supervisors we came up with a solution to continue my research path. | was able to
acknowledge that this resolution was attainable because my initial position as a native
Guatemalan. Due to the connections and trust that established during the data collection for
study 1, | was able to recruit a medical key expert (Dr. A) for study 2. This allowed me to
collect data ‘in real time’, meaning I could gather insight from my participants as they, and
their patients, were also experiencing the impact of Covid-19. | felt like | was able to use this
to my advantage in the sense that it was an experience being reported in the ‘here and now’
during data collection. This was also in line with keeping true to my values as it felt like I truly

keeping honest to the research for this study.

During data collection I also found myself reflecting on my position of privilege. It was
impossible for me to not think about the suffering in the world during the beginning of the
Covid-19 pandemic, especially in developing countries like Guatemala. | reflected on the fact
that although millions of people around the world found themselves in a state of uncertainty, |
was privileged enough to continue research and data collection from the safety of my own
home, with the support from my supervisors and university. This was a truly grounding
experience as after my interview with Dr. A, | felt overwhelmed by the anguish the Guatemalan

people were dealing with during this time. This was especially true for Dr. A’s infertility
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patients, as so many of them were already suffering with infertility, and now had to add Covid-
19 to their stress. | felt grateful to find myself in such a privileged position. After this interview,
| was able to chat to my supervisors to decompress by having an introspective discussion of

the general impact the Covid-19 pandemic was having at the time.
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Chapter 5 Study 3 An Interpretative
Phenomenological Analysis of a UK Fertility
Experts’ Perception and Behaviour of Their
UK Based Patients Towards Assisted

Reproductive Technology

Preface

As argued in chapter 1, several researchers e.g., Pir Jalian (2020) have addressed the
question of whether attitudes of patients across different cultures, and continents towards ART
follow a universal or culture specific pattern. Pir Jalian (2020) reported that Iranian women
with egg donor children were more concerned about social, medical and psychological
consequences of their actions compared to UK women. There are very few studies aimed at
addressing the fertility experts in different countries (Western or non-Western) on their
perceived behaviour and perceptions of their patients undergoing ART. One study (Huisman
et al, 2009) in the Netherlands compared fertility experts and patients perceptions during
treatment of IVF. The authors reported that the most frequent questions from patients to
physicians and nurses concerned fertility drug-related side effects, followed by concerns about
how to perform their injections. More than half of patients (57%, n = 106) had concerns about
the injection process. Within the fertility expert group, almost half (47%, n = 80) expressed

concern about whether their patients injected themselves correctly, with 26% (n = 44) raising
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concerns about patient compliance. Issues regarding possible social, medical or psychological
consequences or indeed the rise of Covid-19 has not widely been addressed in studies involving
medical experts. This is the aim of the present in-depth single case study of a UK fertility expert
with a view to providing insight into the extent to which the present findings are shared by

experts from a Western orientation.

There is, however, a note to add there regarding the term UK fertility expert i.e., would
the term UK fertility expert be appropriate for the participant in this study or should it be an
English fertility practitioner? This is because the expert is English and works in England. The
answer is that all UK countries are regulated by the British Fertility Society and as documented
on their latest web page (2022) “There are currently over 80 IVF centres in the UK licensed by
the Human Fertilisation and Embryology Authority (HFEA). The vast majority of these clinics
have worked effectively for many years within this framework providing the highest quality of
care for patients”. Thus, in the present thesis the term UK practitioner as far as their practice
and medical interventions are concerned could be generalised to any practitioners working in

England, Scotland, Wales or Northern Ireland (British Fertility Society, 2006).

5.1 Aim

The current case study is aiming to examine the extent to which findings in study 1
and 2, are also reflected in the views of health care practitioner in the U.K. (study 3). This
proposes the research question of: How are factors of the perceptions and behaviours of UK
patients towards ART, illuminated by the meaning of a UK key ART medical experts’
patients experience? And from their perspective, how has Covid-19 had an impact on these

patients’ experiences? has Covid-19 had an impact on these patients’ experiences?
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The findings have implications for understanding ART in Guatemalan society and for
practitioners and other agencies involved in the infertility treatment to have a Western case

study comparison.

5.2 Participant

The UK has a socialised healthcare system called the National Health Service (NHS).
The NHS consists of a series of publicly funded healthcare systems in the UK. Citizens are
entitled to healthcare under this system, but also have the option to pay for private health
insurance. In 2020, the UKs’ socialised health system was ranked number 13 in the world, with
10.5% of its citizens using private health care (Girvan et al., 2020). Over the last few years
however, there have been a few concerns as inflation and over utilisation of healthcare services

led to restrictions and longer treatment wait times.

The pseudonym of ‘Dr. B’ was given to the participant in this case study. Specific
demographic information was omitted as this allowed this case study to remain comparable to
study 2. The demographic information omitted is namely; age, sex and ethnic identity, however
the researcher insured both doctors were similar in their demographic information. Dr. B is a
key coordinator in the United Kingdom, with 22 years of experience in NHS gynaecology and
obstetrics practice as well as experience in the private sector. Dr. B has worked in very
culturally diverse areas such as London and Manchester, as well as predominantly white
traditional English areas such as the county of Hertfordshire. Dr. Bs’ experience in the private
health sector comes alongside working for the NHS as it is common for medical practitioners

to do so in the UK. Dr. B was recruited through connections provided by Middlesex University.
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5.3 Method

Similar to study 2, a semi-structured interview was used (please see Appendix G) where
Interpretative Phenomenological Analysis (IPA) was deemed the most appropriate method for

qualitative analysis for the current case study.

As mentioned in study 2, IPA is ideal when analysing structured interviews as it allows
the researcher to make sense of the participant trying to make sense of what is happening to
them. A single case study, using IPA to analyse the data was carried out. This study proposes
a keeping it as like-for-like as possible of the perception and behaviour of UK patients
undergoing infertility treatment through a UK medical expert’s lived experience; to
Guatemalan patients undergoing infertility treatments through a Guatemalan medical expert’s

lived experience (study 2).

A case study is needed when the observation is made that a Guatemalan ART patient
(non-Western) will not have the same perceptions and behaviours towards ART as UK ART

patient (Western).

5.4 Materials

A semi-structured interview schedule was thought suitable to conduct this study as it
allowed Dr. B to truly share their judgements and experience related to each question. The

semi-structured interview schedule was based upon study 1 in views to compare to study 2.
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This case study incorporated the same questions from study 2, question topics like how
the influence of religion impacted participation in ART treatments; as well as what the role of
religion before, during and after treatment was, and how were any religious influences were
resolved. A separate section on how the Covid-19 pandemic influenced decisions towards
undergoing ART treatments and how this influenced their decisions was also included (see

study 2 for interview schedule).

5.5 Ethical Approval

Ethical approval was granted by Middlesex University. This process ensured that the
research conducted was carried out in conformity with the law, and in agreement with the best
current practices and principles and follows both the British Psychological Society and the
University’s Code of Practice for Research: Principles and Procedures. Due to global travel
restrictions imposed by the Covid-19 pandemic, it was not possible to collect data in person

and an electronic approach was taken.

5.6 Procedure

The data for this study consists of 1 transcribed semi-structured interviews with Dr. A.
The interview investigated the specific findings of study 1 in views to compare to study 2. For
example, the interview began with a question on religion and to what extent did religion play
a factor in patients before, during or after any treatment? The question followed by how were
these issues finally resolved? Do you predict this will change due to the Covid-19 pandemic?
If so, how? The interview schedule allowed a degree of openness, so that given answers or

stories could be further probed at that time
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An interview was conducted via a 1.5 hour long Zoom meeting where the participant
was assured anonymisation by the use of a pseudonym, as well as ensuring that any possible
identifying information was irreversibly altered. The recording stored securely in accordance
with Middlesex University Ethics Committee guidelines. Opportunities were provided during
the interview for the participant to allow Dr. B to expand beyond what was the topic of
conversation and provide even more insight into the topic mentioned in the interview schedule.

Following informed consent, the semi-structured interview took place in English.

5.7 Analysis

The interview was transcribed verbatim. Data was then analysed allowing for the data
to remain as close to its original meaning as possible. The analysis of the transcript followed
the method outlined by Smith and Osborn (2003). Once the data was transcribed, it was
subjected to analysis. The data was read several times in order to provide an opportunity to re-
engage with the material and gain a holistic picture of Dr. B’s account. The transcript was then
studied in detail and notes/memos on points and observations were made in the margins, and
then categorised as emergent themes. The transcript was then examined again, and the themes
were adjusted, shaped and developed, together with further considerations as to what was
relevant, links and analysis and the final subordinate themes, grouped within their respective
superordinate themes, were formed. Each theme was supported by quotes to illustrate their

foundation in the text.

5.8 Findings/Results

The following explores one individual’s personal experience of treating UK ART

patients. Three superordinate themes were identified namely ART secrecy, self-agency, and
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risk factors (see Table 5.1 1). Each superordinate theme was also associated with relevant

subordinate themes. For ease of explication, the three themes are presented separately although

there are several interrelated elements.

Table5.11

Master table of superordinate and subordinate themes generated from IPA

Superordinate Themes

Subordinate Themes

Participant Quote Sample

ART Secrecy

Fear of social rejection

“...they [patients] express
secrecy [regarding ART]
around their social
circles...”

Self- Agency

Commitment to
treatment

“...[if] they don't meet the
criteria [to get treatment via
the NHS], but most of the
time the appeal will be
denied and they will just go
private...”

Risk Taking

Covid-19 risk taking
aversion

“...sometimes they have to
alter, cancel, or postpone
the treatment depending on
how they feel about Covid
exposure...”

Superordinate theme: ART Secrecy

ART secrecy is a superordinate theme based upon the Dr. Bs’ experience with their

patients. This theme revealed a general theme of secrecy across Dr. Bs’ patients regarding the

use of ART to conceive. Dr. B explained that they deal with secrecy concerns from their

patients often, and many of them feel the need to keep the treatment secret to avoid societal

judgement.
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Dr. B expressed the importance of patient confidentiality in their practice and how their
patients expect a level of secrecy from them. Dr. B explained how they feel like the UK still
has some stigma towards infertility treatments and their patients’ express hesitation towards
their social circles becoming aware they are undergoing treatment. One subordinate theme

developed form the superordinate theme of ART secrecy namely the fear of social rejection.

Subordinate theme: Fear of social rejection
Dr. B stated that their patients felt a lack of support from the people in their social life and were
afraid of social rejection. They mentioned that their patients generally reference their

hesitations about the stigma ART has amongst their peers.

“...They express secrecy around their social circles, they have nothing to worry about

as we don’'t disclose that information, but they worry...”

Dr. B felt that their patients fear rejection from their peer groups, and many of them do not
want to lose social support. They believe they will be rejected from their social groups due to

undergoing infertility treatment.

“...They’re scared of what their co-workers may think, or what their neighbours may
say. They want to make sure they don’t get alienated I think, they don’t want to lose

anything...”

The above extracts described what Dr. B’s patients express they are afraid of. Dr. B feels their

patients fear telling their social groups that they have conceived an ART born child, as people
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in their social life will not be very accepting. This suggests that rejection in social life could be

a factor when undergoing infertility treatments in the UK.

Superordinate theme: Self-agency

Self-agency is a superordinate theme based upon Dr. B’s involvement with their patients. This
theme illuminated Dr. B’s general sense of self-generated actions in patients regarding the use
of ART treatments. Dr. B expressed that their patients are very sure about wanting this type of

treatment, and often patients like to have a sense of control over their infertility treatments.

Dr. B’s experience was that their patients usually are well informed and determined to go
through with treatments. One subordinate theme that was identified from the superordinate

theme of self-agency, namely commitment to treatment.

Subordinate theme: Commitment to treatment
Dr. B stated that their patients felt extremely committed to receiving this treatment. Dr. B stated
that because the NHS has limited funding for ART, patients that get awarded the funding aver

very determined to go through with it.

“...In my opinion, | do not have patients that defer their treatment due to the religious

views or society stigma or whatever, they tell me they are very sure they want this... ”

“...sometimes women may ask me to alter treatments to their needs, but they do not

’

defer treatment regardless of changes...’
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Dr. B felt that their patients’ determination is very strong. Dr. B illuminated that patients’ need
to conceive and determination for this type of treatment is something that will overcome many

changes and hurdles if needed, including lack of NHS funding.

“...they can appeal the decision not to fund them because they don't meet the criteria,

most of the time the appeal will be denied, and they will just go private...”

The above extracts described how Dr. B felt their patients’ determination is conveyed when
overcoming issues. Dr. B believes patients will overcome an issue like lack of funding from
the NHS, by switching to private healthcare. As mentioned before, only about 10.5% of the
UK population pay for private healthcare (Girvan et al., 2020). This suggest that the
commitment to treatment could be a factor to be considered when undergoing infertility

treatments in the UK.

Superordinate theme: Risk Taking

Risk taking is a superordinate theme extracted from the interview. Dr. B’s experience was that

their patients understood the risks involved with their treatment, however because of the Covid-

19 pandemic, some patients were more risk-adverse. From the interview analysis the

superordinate theme of risk taking arose and is supported by subordinate theme of Covid-19

risk aversion.

Subordinate theme: Covid-19 risk taking aversion
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Dr. B stated that their patients felt very educated on the risks that they face when undergoing
ART and it is generally not a problem when undergoing treatments. However, Dr. B illuminates

the hesitation patients now have on risk taking due to the pandemic.

“...well my patients are more anxious now with the pandemic than before, they become

very cautious of health and sickness...”

“...you see before they would take the risks of side effects for example, but now [with

Covid-19/ they don’t feel comfortable...”

Dr. B felt that their patients’ risk taking has changed, and now Covid-19 has had a very strong
impact on patients’ decisions. Dr. B felt that their patients have begun to show levels of risk

aversion.

“...now, sometimes they even cancel or postpone the treatment. They want this [the

pandemic] to pass, they feel too exposed... ”

The above extracts describe that in Dr. B’s experience, their patients’ risk taking has changed
because of the Covid-19 pandemic. Before, patients did not mind the risks involved, but now
with the pandemic, many patients have become uncertain on whether to take such risk. This
suggest that the Covid-19 impact on risk taking could be a factor to consider when undergoing

infertility treatments in the UK.
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5.9 Reflexivity

During study 3, | continued to reflect on my research. | also continued meetings and
conversations with my supervisors, as | was now conducting research taking the Covid-19

pandemic in mind.

For study 3, at times | found myself in a position of uncertainty. At this particular stage
of data collection, the UK (where | am based) was under lockdown restrictions, as the cases of
Covid-19 were rising. This made access to a medical practitioner difficult as the NHS was
under an immense amount of pressure. | was conscious of the fact that to a doctor, taking part
in research might a priority. This was in fact echoed as the initial doctor I reached out to, had
to withdraw their participation as they were far too busy. This allowed me to reflect and
understand that medical practitioners were very difficult to recruit as their duty was to help

people during such times; and rightly so.

One of the values that was important to me during my research was openness. |
specifically drew on that value during this study, as it allowed for flexibility throughout data
collection. On my second attempt to recruit a UK based practitioner, |1 was able to secure an
interview with Dr. B. After rescheduling a couple of meetings | was finally able to speak to Dr.
B who very kindly took their lunch break to speak to me. | conducted the interview aware that
this opportunity was rare given the circumstances. | made sure that this time was used to truly
grasp Dr. B’s voice by acknowledging my position, which | felt was lucky. This was through
recognising Dr. B’s time frustrations, thoughts, and remarks when they brought them up. After
completing the interview, | was able to converse with my supervisors to discuss the impact the

Covid-19 pandemic was having, and how it was affecting the NHS and medical practitioner.
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5.10 Discussion

The present study provided an ideal opportunity to examine the perception and
behaviour of UK patients from the point of view of a UK fertility expert towards ART. The
findings indicated that ART secrecy, self-agency, and risks factors are elements to be

considered when dealing with the treatment of UK patients.

A more in-depth understanding was shown towards ART secrecy in UK patients
indicating that secrecy is brought on by the fear of rejection in social life. This is slightly
different from the study conducted by Fauser in 2019, as it found a positive attitude among
respondents toward infertility treatments (see chapter 1). Although secrecy is not necessarily
always linked to negativity, in this instance it has negative connotations as it relates to social
rejection. This illuminates that Dr. Bs’ patients prefer their treatment to remain secret due to

negative reactions from their peers.

The findings also expanded on factors like self-agency and the importance of
commitment UK ART patients have towards infertility treatments. A study looking into
willingness, preference and decision-making about planning for the possibility of needing
multiple cycles of IVF/ICSI treatment among infertility patients was conducted in 2021 via
online surveys. This study stated that the majority of patients seem to value the opportunity of
multiple cycles of treatment, even when faced with challenges like a failed cycle, patients’
willingness for treatment was in agreement with the benefits of continuing treatment (Harrison

etal., 2021).
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Lastly, the findings expanded on risk factors and the changes Covid-19 have brought to
Dr.Bs’ ART patients’ risk taking when it comes to undergoing infertility treatments. As stated
above, people (in Western societies) seem to be willing to undergo ART treatments. This
feeling however did not resonate in the sense that Dr. Bs’ patients did not know what risk they
could be taking when undergoing infertility treatments at the same time of a Covid-19

pandemic, and in the long run played a part in their medical and health decision making.

Thus, this study allowed for a look into factors that may affect the perceptions and
behaviour of UK based infertility patients towards ART. It shuns a light on the understanding
of a UK based doctors experience with their patients, and it illuminated how Covid-19 had an

impact on these perceptions and behaviours.
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5.11 Shared views and differences in Guatemalan and UK

interviews (study 2 and study 3)

Study 2 allowed for an insight into the difference between general public perception of
ART in Guatemala, and the perception and behaviours of people actually using ART in
Guatemala, to see how they may compare and coincide. Furthermore, study 3 offered a unique
comparison of a non-Western country (Guatemala) to a Western country (UK) on the

perception and behaviours of people undertaking infertility treatments.

The interviews analysed from the two key ART medical practitioners (Dr. A and Dr.
B) explored the in depth the experiences the doctors had with their patients in regards to ART
perceptions and behaviours, and the impact Covid-19 had on them whilst undergoing ART.
Both key ART medical practitioners had similar backgrounds with omitted demographics like
age, sex, ethnicity due to issues surrounding confidentiality mentioned in chapter 4. Both
participants are doctors in gynaecology with around 20 years of experience. Both doctors have
worked in the private and public health sector and both doctors have worked in cities and the
countryside. The analysed experiences illuminated themes that converged and diverged
throughout analysis, the doctors highlighted their specific thoughts on their experiences,
illuminating their differences. The themes and subthemes found in the analysis, give an insight
as to what shapes perceptions and attitudes in a Guatemalan (Dr. A) and UK (Dr. B) medical

experts’ patients experience, and how Covid-19 had an impact on these patients’ experiences.

Firstly, the doctors’ experiences converged in the superordinate theme of ART secrecy.
This theme illuminated how in the doctors’ experience, their patients feared rejection and

therefore chose to keep ART treatments a secret. However, the experiences diverged in their

170



subordinate themes, as the fear was embedded in their patients’ experience differently. In
Dr.A’s experience with their patients, they felt that they feared rejection in their religious and
personal life. In Dr. B’s experience with their patients, it was different as their patients kept
ART treatments secret in fear of social rejection only. Secondly, the analyses diverge as only
study 2 showed superordinate themes of integration issues and religious factors. Integration
issues had the subordinate themes of racial norms and racial rules, and religious factors had the

subordinate themes of religious guilt and God’s punishment.

The analyses converge again with the superordinate theme of risk factors. In both study
2 and 3 the doctors’ experiences illuminated risk factors in their patients ART experience. The
analyses diverge in the subordinate themes. Dr. A’s experience with their patients illuminated
the subordinate themes of factors of risk aversion and the impact Covid-19 had on risk taking.
However, Dr. B’s experience with their patients only shed light on factors of Covid-19 risk
taking aversion. The analyses also diverged in the superordinate theme of self-agency with the
subordinate theme of commitment to treatment, which was only reported in Dr. B’s experience

in study 3.

Thus, studies 2 and 3 gave an insight to the difference between general public
perception of ART, and the perception and behaviours of people actually using ART in
Guatemala and the UK. Furthermore, a unique comparison of a non-Western country
(Guatemala) to a Western country (UK) on the perception and behaviours of people

undertaking infertility treatments was illuminated.
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CHAPTER 6 Study 4 Impact of Covid-19 on
Patients’ Perception and Behaviour Towards
Assisted Reproductive Technologies: A Scope

Review

6.1 Preface

A generally accepted PhD format is to engage in an extensive literature review to
provide the background and rationale for the empirical and/or non-empirical research that
follows. The result of the research is then analysed with the reported studies and discussed.
Whilst the starting point of the present thesis followed this tradition (study 1) the outbreak of
worldwide Covid-19 pandemic made a significant impact on most aspects of life in particular
health related factors. Studies 2 and 3 incorporated Covid-19 into the thinking and rationale for
the investigation. This left a gap between a host of published work on ART perceptions and
behaviour reported before Covid-19 and what impact Covid-19 had on the latter. In particular
to what extent the public’s perception and behaviour about Covid-19 has changed as a result
of the worldwide pandemic. The scope review (a hybrid between traditional and systematic
review) is considered as the most appropriate approach to fulfil this gap, this will be explained

below.

6.1.1 Introducing scope reviews
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Collecting, evaluating and presenting the available evidence are the underlying aims of
any literature review, but what distinguishes them is their approach to how they collect,
evaluate and present the available evidence. According to Grant and Booth (2009) there are 14
different types of literature review. However, the main popular reviews come under 4 types of
reviews. The Traditional Literature Review (TLR) is most widely used with different types of
research and covers a wide range of reported literature in terms of methods of research, dates
of publication and often ‘quality’ of the outlet and/or authors not taken into account. TLR is
not necessarily based on a well-defined ‘pre-search’ research question, but it could end up in

providing more specific questions for the researcher.

Systematic Review (SR) and Meta-Analysis (MA) reviews are relatively more recent
in scientific research as compared to TLR. Both approaches aim to answer a defined research
question e.g., is there a relationship between classroom size and pupils achievement? This is
done by collecting and summarising all empirical evidence that is considered to be of quality,
based on a predetermined criterion. Both approaches use statistical analysis to find an answer
to their research question. SR for example, typically involves a detailed and comprehensive
search strategy, with the goal of reducing bias by identifying and synthesising the appropriate
studies on a specific topic. MA, also known as the ‘analysis of the analyses’ examines the effect
size of each carefully selected study and determines if the outcome is statistically significant.
Both approaches are time consuming and require well defined protocols and questions to

address (see Grant & Booth, 2009)

A Scope Review (ScR) dating back to the 1990°s (in particular in health care studies)
takes into account broader topics and designs. A scope review is less likely to address very

specific research questions or to scrutinise selected studies on the basis of quality of the
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research outlet and authors. A scoping review is more rapid by comparison to the above
reviews. Most notably the scope review is aimed at drawing conclusions from existing
literature in a specific time period, reflecting the overall state of research activity and findings,
producing guidelines for practitioners, researchers and policy makers. Scoping reviews, like
systemic reviews and Meta-Analysis, could lead to publication in their own right. Often Scope

Review may open pathway for a Systematic Review or Meta-Analysis.

ScR is specifically a valuable review that can be a tool to identify knowledge gaps,
scope or coverage of a body of literature on a given topic. A ScR can give a clear indication of
the volume of literature and studies available as well as an overview (broad or detailed) of its
focus. Scoping reviews are useful for examining emerging evidence when it is still unclear or
in infancy stages (see Arskey & O’Malley, 2005). However, in its initial phase of development
there was no universally recognised definition of scoping reviews nor a commonly

acknowledged purpose or indication for conducting.

Arskey and O’Malley (2005) published the first methodological framework for conducting
Scope review. Follow up researchers, in particular Levac et al. (2010), argued for the inclusion
of numerical summary and qualitative thematic analysis of the selected literature. Peters et al.,
(2015) made further clarification and recommendations and enhanced each stage of the

framework. The broad stages of ScR are as follows:

[
1

Identify the research question

N
1

Identify relevant studies
3- Study selection

4

Charting of data
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5- Collating, summarising and reporting the results

To date, despite its short history (ScR only dating back to the 1990s) according to Google
Scholar, there have been 3,820 publications (as searched in 2021) under the heading of ‘Scope

review’ which include a wide range of topics but more significantly in health care.

6.1.2 Scope review rationale for the present thesis

The aim of the present thesis was to examine the perceptions and behaviour of Maya
and Ladinos in relation to Assisted Reproductive Technologies. Although limited research
suggested that the Maya and Ladinos differ in the approach to family and the use of new
technologies (e.g., lack of trust in modern medicine amongst the Maya), nevertheless there was
a significant absence of any specific scientific research in Guatemala on perceptions and
behaviour towards ART. Thus, the first phase of the present thesis was to administer a specially
developed questionnaire with items addressing significant and often controversial aspects of
ART (e.g., Children born by ART will not be accepted in the society) to the Guatemalan
population. The results of which are reported in Chapter 2. However, the outbreak of Covid-
19 meant that the pandemic had to be taken into account in the future conducting of this
doctoral investigation. Indeed, this is not specific to this research. According to a recent survey
(National Institutes of Health, 2020), 58% of researchers reported that Covid-19 had made it
impossible to carry out the research they planned. More than half of academics reported that
Covid-19 restrictions impacted other work activities, including teaching and administrative
activities which reduced their time for research. The plan for the follow-up to the present thesis
was then to engage in in-depth interviews with medical practitioners in Guatemala and in the
UK as single case studies, rather than the original pre Covid-19 pandemic plan, which was to

engage with patients undergoing ART. The result of a lengthy search led to getting the
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agreement of a key medical expert in the field of ART in Guatemala and one in the UK. The
interviews were scheduled as such (see chapter 4 and 5) so that the findings of study 1 could
be cross validated against actual experiences of a Guatemalan expert dealing with ART (e.g.,
from your experience with patients undergoing ART do you think their children are not
accepted by the society?). The interview was then extended to the Covid-19 pandemic, and
asking if they think that Covid-19 had an impact on patients’ perception and behaviour towards
ART. In addition, for the reasons of cross-cultural comparisons the same questions were asked

from a UK medical expert (see chapter 4 and 5).

The findings from the two interviews, whilst unique and of great interest to the aims of
the present thesis, begs the question of what has the scientific community reported since the
outbreak of the pandemic in relation to patients’ perceptions and behaviour towards ART
(worldwide)? Since Covid-19 there has been a growing body of research on various aspects of
the pandemic in the fields of medicine, psychology, and economy to name a few. A Google
scholar search (in 2021) shows 452,000 publications with Covid-19 as the main focus of the
investigation. A further search of the literature also indicates a growing body of studies aimed
at the impact of Covid-19 on various aspects of human reproduction including ART. Thus, to
have a comprehensive understanding of the finding of the present thesis conducted before and
during Covid -19 (especially the interviews with Guatemala and UK practitioners) there is a
need to capture available evidence and findings from the reported studies on patients aiming
or undergoing ART during the Covid-19 pandemic. A ScR, as argued, provides this opportunity
to identify, summarise and provide a comprehensive understanding of the state of affairs

regarding ART, patient’s perception and behaviour and the impact of the Covid-19 pandemic.
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For this reason, a protocol was developed to provide key stages of the ScR review and

reporting of the findings and conclusion.

6.2 Scope review study report as recommended in the guidelines

of scope studies

Objective: The objective of this scope review is to understand the evidence and the extent to
which assisted reproductive technologies perception and behaviours have changed in patients

as a result of the Covid-19 pandemic. 3

Introduction: This scope review will shed light on the emerging data of the perception changes
that the Covid-19 pandemic has brought to patients on their infertility treatment journey. Ever
since the pandemic broke in late 2019, infertility patients around the world have become more
conscientious about their infertility treatments. This is now starting to affect the decisions

infertility patients make towards starting a family.

Inclusion criteria: Using the PCC (participants, concept, and context) framework, this scope
review will be looking at the population of infertility treatment patients (participants) in any
stage of their fertility journey, up to successful conception (concept). This will allow for the
review to explore through the expertise of medical professionals trained in the field of infertility
treatments and will gain access to valuable data reflecting their patients’ perception during

Covid-19 (context).

3 1t is important to note here that the ScR study is to be reported following PRISMA guidelines (Tricco et al.,
2018).
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Method: The key information sources searched were PubMed database and Google Scholar
database. The majority of evidence will be located, from years 2020 to -2021. All publications
in English and Spanish were considered. The search was conducted by two of the authors of
the study independently, and later cross referenced for reliability. The search excluded studies
where students and general public were participants. Both qualitative and quantitative studies
were considered. The data was extraction was conducted by two independent reviewers using
a customised data extraction tool that was independently prepared using SPSS. The tool was
designed to record the key information relevant to the scope review question and any
differences on data extraction was resolved by the reviewers by discussion. Search key words
used for Google Scholar were “Assisted Reproductive Technologies” “Covid-19” “Patients”
“Infertility treatments”. Search key words used for PubMed were Assisted Reproductive

Technology AND Covid-19 AND patients AND infertility treatments.

6.3 Results-Analysis

The result of the review is reported in 3 stages.

Stage 1 - Figure 6.1 represents the search process in which intended records were identified
and later undergone the final selection stage. As seen in the Figure 6.1, 452 records reported
between 2020 and 2021 in PubMed and Google scholar. Of these, 328 records were left after
duplicate documents were removed. Out of those, 74 records proved to be relevant, 60 of those
were discarded due to ineligibility, meaning participants did not fall under the PCC framework.

This left 14 full text records that were truly relevant to be reported in the review.
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Figure6.1 1

Scope Review Protocol
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Stage 2 - A quantitative descriptive representation of the demographic and methodological
profiles of selected records that was screed as relevant (n = 74 see Figure 6.1 2) are reported in

Figures 6.1 2- 6.1 4 as bar charts presented below.

Figure 6.1 2

Bar chart representing percentage of the Western and non-Western articles on ART during

Covid -19 outbreak (n =74)
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As can be seen in the above bar chart over 80% of the studies that have relevance to
the key factors related to ART and Covid-19 (up to 2021) was conducted on Western

populations.
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Figure 6.1 3

Bar chart representing percentage of demographic features of the participants reported in the

articles on ART during Covid -19 outbreak (n = 74).
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As can be seen in the above bar chart over 60% of the studies that have relevance to
the key factors related to ART and Covid-19 (up to 2021) did not have a clear specification of
the participants’ gender or marital status breakdown. Less than 20% specifically mentioned

female participants were the target whilst a negligible number of studies targeted only males.
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Figure 6.1 4

Bar chart representing percentage of Methodologies employed in the Articles on ART during

Covid -19 outbreak (n = 74).
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As can be seen in the above bar chart over 60% of the studies were considered as
‘grey literature’ outlets with no specific mention of a clear methodology. The remaining
studies with well specified methodologies fell far lower than 20% of the overall publications.

6.3.1 Summary of stage 2 findings

Overall, the pattern of descriptive analysis indicates similarities with pre-Covid-19
literature that shows significant number of studies on ART and public perception and
behaviour aimed at Western populations. There is, however, the interesting realisation that
since the breakdown of Covid-19 there has been a deluge of published materials mainly listed
as grey literature and not specifically informative of the population under investigation. This

is perhaps an interesting topic for future researchers to see how and why during the short
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period during the Covid-19 outbreak and subsequent months that followed so many ‘grey

literatures’ flowed the date bases as prestigious as Google scholar and PubMed.

Stage 3 - Analysis of the final selection in terms of key findings. Key findings and

recommendations were reported verbatim, as written by the authors, following PRISMA

guidelines on Table 6.1 1.

Table6.1 1

Analysis of the final selection for ScR in terms of key findings

Tittle Author(s) Key findings and Country of study Number of
recommendations participants
Fertility Reut Ben- Patients wished to resume Israel 168
patients under | Kimhy, treatment at the time of survey.
COVID-19: Michal Furthermore, as the pandemic is
Attitudes, Youngster, stabilising, resumption of
perceptions Tamar R treatment should be considered
and Medina- as soon as appropriate according
psychological | Artom, Sarit | to local conditions.
reactions Avraham, Itai
Gat, Lilach
Marom
Haham, Ariel
Hourvitz ,
Alon Kedem
Assisted Sarah J Fertility services were N/A N/A
reproductive Martins da significantly curtailed or
technology, Silva, Lisa suspended as an initial response | Recommendations Recommendations
justice and Campo- to the coronavirus (COVID-19) | only only
autonomy in Engelstein pandemic earlier this year,
an era of following guidance from
COVID-19 European Society for Human
Reproduction and Embryology.
Although halting assisted
reproductive technology (ART)
as the pandemic unfolded was
ethical, it is difficult to argue
with triage of medical care and
resources in the face of
anticipated overwhelming
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demand, this situation resulted in
considerable distress.

Considerations | Laura C The rapid rise of novel N/A N/A
on the Gemmell , coronavirus disease 2019
restriction of Zev Williams | (COVID-19) cases led the Recommendations Recommendations
Assisted , EricJ American Society for only only
Reproductive | Forman Reproductive Medicine (ASRM)
Technology to recommend immediate
(ART) due to cessation of all new fertility
COVID-19 treatment cycles on March 17,

2020. However, dropout from

care during this pandemic

remains a serious concern.

Fertility treatment is an urgent,

essential service that can be

performed safely and

responsibly during this

pandemic.
Navigating Mara Infertile couples were similarly | N/A N/A
assisted Simopoulou, | leftin limbo unable to exercise

reproduction
treatment in
the time of
COVID-19:
concerns and
considerations

Konstantinos
Sfakianoudis,
Polina
Giannelou,
Anna Rapani,
Charalampos
Siristatidis,
Panagiotis
Bakas,
Nikolaos
Vlahos,
Konstantinos
Pantos

their reproductive autonomy
unlike fertile couples-where
achieving a pregnancy via
natural conception is a matter of
decision. When pursuing
pregnancy through IVF
treatment during the pandemic,
distancing and caution have the
lead role in an effort to defend
the health of the intended
parents and future children. To
promote patient autonomy along
with ethical, moral, and legal
duty towards patients, emphasis
should be given on ascertaining
shared decision-making, and
ensuring that an appropriate all-
inclusive informed consent is
signed prior to initiating any IVF
treatment.

Recommendations
only

Recommendations
only

How to
provide
fertility
treatment
during
COVID-19
pandemic

M Cruz,
Antonio
Requena

There is a challenge of balancing
between responding to the
committed efforts of infertile
couples to achieve pregnancy
and safeguarding the health of
the future parents and their
children during this time of
pandemic. Ensuring a safe
practice both for patients and

N/A

Recommendations
only

N/A

Recommendations
only
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staff, it is important to detect
asymptomatic patients, so
reproductive medicine centres
must take special care with
screening and testing
procedures.

COVID-19: Andrabi SW, | ART services must return to N/A N/A
New Jaffar M, operation, since infertility is also
adaptation for | Arora PR a disease and treatment has to Recommendations Recommendations
IVF laboratory start. Change is mandatory, to only only
protocols set back to successful ART
treatment without compromising
on quality, and to minimize the
spread of COVID-19 among
staff and patients; and for this
measured and vigilant step are
needed.
COVID-19 Avir Sarkar, | During this critical hour, N/A N/A
Pandemic and | Pradip commencement of infertility
Infertility: Kumar Saha, | treatments including assisted Recommendations Recommendations
Gynecological | Aashima reproductive technologies (ART) | only only
Dilemma from | Arora will add to additional burden
an Indian upon the crippled medical
Perspective fraternity. Fate of thousands of
patients seems to hang by a fine
thread. In the resource-poor
countries, it is our duty to divert
maximum medical power to
curtail this contagious pandemic
rather than focusing on non-
urgent treatment services.
Infertility Denis A At all three time-points, United States of 2,202
remainsatop | Vaughan, infertility was noted to be the America
stressor despite | Jaimin S most frequent top stressor.
the COVID-19 | Shah, Alan S | Coronavirus was noted to be the
pandemic Penzias, third most common stressor
Alice D among the respondents in early
Domar, March but, at the time of
Thomas L writing, is similar to that of
Toth infertility (63% and 66%,

respectively). A total of 6% of
patients stated that infertility
treatment, including 1\VF, should
not be offered during the
COVID-19 pandemic. Despite
the unprecedented global
pandemic of COVID-19, causing
economic and societal
uncertainty, the stress of
infertility remains significant
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and is comparable a stressor to
the pandemic itself.

The issue of F Negro, G In addition to its significance as | N/A N/A
infertility in Napoletano, | a social problem, infertility is a
times of R Votino, | medical issue which requires a Recommendations Recommendations
COVID-19: Banchelli, L | strict and clearly defined path of | only only
what do we Giorgi diagnosis and treatment,
know about it? particularly in times of COVID-
19, when access to essential care
has often been delayed with
potentially harmful
repercussions for patients
seeking to achieve parenthood or
to keep their fertility.
Influence of Veronica To evaluate the impact of the Italy 627
COVID-19 Esposito, COVID-19 pandemic on
pandemic on Erika Rania, | infertile couples' emotions,
the Daniela Lico, | anxiety and future plans of
psychological | Sara Pedri, COVID-19 pandemic itself and
status of Alessia the recommendation to stop
infertile Fiorenza, ART program generated higher
couples Marina distress levels in infertile
Francesca couples. The psychological
Strati, impact of COVID-19 pandemic
Alessandro in infertility patients should not
Conforti, be underestimated, and a
Vinenzo specific psychological support
Marrone, should be planned.
Andrea
Carosso,
Alberto
Revelli,
Fulvio Zullo,
Costantino Di
Carlo,
Roberta
Venturella
The effects of | Michela Observed changes in body Italy 140
COVID-19 Cirilloab weight during lockdown in 80 %
lockdown on Francesca of women, and a significant
lifestyle and Rizzellob increase in BMI in comparison
emotional state | Laura to that observed before.
in women Badolatob Increased levels of anxiety and
undergoing Denise De sadness were observed in about
assisted Angelisb 30 %, and of boredom in 25 %.
reproductive Paolo The percentage of women
technology: Evangelistib | worried about their planning
Results of an Maria infertility treatment was more
Italian survey | Elisabetta than 50 %. Future researchers
Cocciabc could help to evaluate if the
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Cinzia effects of COVID-19 on the
Fatiniab emotional state and CV burden
in women planning ART would
affect ART outcomes.
Infertility Fatemeh Currently, the lives of many N/A N/A
Distress Hamidi , people around the world are
Management Farzaneh affected by the crisis caused by | Recommendations Recommendations
in Couples Babapour , the outbreak of Covid-19 only only
Treated with Zeinab disease, which despite efforts in
Assisted Hamzehgarde | many countries to reduce the
Reproductive | shi risk and negative effects of this
Techniques crisis, the damage and the
(ART) in resulting costs are increasing.
COVID-19 This crisis may affect infertile
Pandemic couples, and it may have a
negative impact on the mental
health and all aspects of an
individual’s life. Therefore, for
distress management, health care
providers can use a variety of
safe methods such as online
counselling, online supports,
social networks, peer supports,
thereby continuing treatment
with a full explanation of the
existing conditions and giving
the right of choice to couples,
especially for infertile couples
who are being treated with
assisted reproductive techniques
(ART) in Covid-19 pandemic.
First Trimester | Kyle Nguyen | In an infertile population, a United States of 178
Outcomes of Le, MD, recent history of COVID-19 America
Patients Leah M. diagnosis did not negatively
Seeking Roberts, MD, | impact pregnancy outcome as
Infertility Care | Cheri K. measured against a control
After Covid-19 | Margolis, population. One of the
Infection MD, Amber | limitations of this study was the
M. Klimczak, | relatively small sample size,
MD, Nola S. | which may have conflated our
Herlihy, MD, | data on COVID-19 patients who
Julia G. Kim, | underwent IUI, whose higher
MD, MPH, rate of pregnancy is unlikely to
Brent M. be clinically significant. Patients
Hanson, MD | who have had COVID-19 and
Emre Seli, then proceeded with infertility
M.D., treatment were no more likely
Richard T. than our control population to
Scott Jr., have first trimester
M.D., Marie | complications in one fertility
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D. Werner, clinic. The findings from this
MD study should provide

reassurance that attempts at

pregnancy do not need to be

delayed after recovery from a

COVID-19 diagnosis.
Anxiety Level | Lian-Bao To conclude, although the China 759
During the Cao, Qianjie | second wave of quarantine
Second Hao, Yan during COVID-19 epidemic did
Localized Liu, Qiang not significantly increase anxiety
COVID-19 Sun, Bing in infertile women, it did lead to
Pandemic Wu, Lili an increase in other negative
Among Chen and Lei | emotions and worse family
Quarantined Yan relationships. Patients with long-
Infertile term infertility treatment and
Women: A those who have had IVF are
Cross- more anxious subgroups.
Sectional However, quarantine could still
Survey in lead to an increase in negative
China emotions and deterioration of

family relationships; infertile
patients of quarantine are people
who need more psychological
counselling and care. Patients
with long-term infertility
treatment and those who need to
do IVF are more anxious

Summary of key themes

importance of continuing infertility treatments during Covid-19.

by the Covid-19 pandemic and the pressures triggered when undergoing infertility treatments
during this difficult time. The importance of continuing infertility treatment during Covid-19

pandemic was also a theme that arose (6 out of 14). The papers mentioned the importance to
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continue treatment during this time as it would be detrimental to patients and the scientific
community if infertility treatments were to stop. Thus the themes give an insight to the data
reported as it allows to understand the extent to which ART perception and behaviours have

changed in patients as a result of the Covid-19 pandemic.

6.4 Discussion

The present Scope review study was felt necessary in view of the outbreak of the
worldwide pandemic and the impact that it had on many aspects of life in particular issues
related to health and wellbeing. It was inevitable that one would expect that peoples’
perceptions and behaviour around the world regarding ART has been and will be
significantly influenced by the pandemic. Thus, it was felt necessary to choose the starting
point of the pandemic followed by a 12 month post this date as a snapshot for a Scope type
literature search. This search using the procedures explained in this chapter revealed that a)
the pandemic has provided opportunities for a vast amount of research on the topic of ART
and Covid-19 mostly subject to no peer review, b) the trend of research more significantly
aimed at Western populations still continuing as pre Covid-19 era and c) there is evidence of
psychological stress and dilemma about continuing or discontinuing ART treatments amongst
the papers reviewed in the Scope study. Of course, with passage of time and people coming
into terms with the realities of Covid-19 the above findings may be subject to a degree of

changes and different interpretations.
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CHAPTER 7 General Discussion

7.1 Preface

In line with most PhD work the opening rationale for the present research is that this is
the first scientific work on perceptions and behaviour of the Maya and Ladinos regarding ART.
Whilst this aim has been achieved, an addition is needed to the latter. This study was the first
and the last scientific work on the perceptions and behaviour of the Maya and Ladinos
regarding ART before the outbreak of worldwide Covid-19 pandemic. With no doubt and in
view of the vast surge of the scientific and unscientific (see chapter 6) research following the
pandemic, there is a realisation that many aspects of life, in particular health related, has to
make reference to before Covid-19 and what happens next as a result. Any future study aimed
at perception and behaviour of Maya and Ladinos about ART before Covid-19 would be based

on retrospective data.

Furthermore, and not intended at the start of the PhD, was a shift in aims of the study
namely, how two medical fertility experts in two different continents and two different cultures
regard the perception and behaviour of their infertility patients during the peak of the
worldwide pandemic (2020-2021). Any future study aimed at perceptions and behaviour of
patients towards ART at the peak of the pandemic, would be retrospective and at best, based
on evidence of peoples’ recollection of the events. Such findings, whilst of interest, has the
inevitable weakness of being based on retrospective data. With this context in mind, what

follows is the summary and implications of the findings of this prospective investigation.
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7.2 Key findings and their implications

The present thesis aimed to examine the impact of ethnicity, religion, age, and education,
in perceptions of ART between Maya and Ladinos. Specifically, the more traditional
participants like the Maya were anticipated to be holding more conservative views than the

more ‘Westernised’ Ladinos.

When it came to age, there were differences in agreeableness of ART medical

consequences. What was concluded from the thesis was:

e The older the participants, the more strongly they disagree that there will be medical

consequences associated with ART (study 1, quantitative).

Generally, an extensive survey conducted in the UK in 2015 concluded that older
respondents were more likely to trust doctors and nurses ‘just about always’ than younger
respondents. They argued that this reflects in part greater contact that the older members of the
public had with health services and partly due to generational differences in attitudes and
expectations regarding ‘professional’ status (Charles, 2015). Thus, one could argue trust could
be a factor why participants disagree that there will be medical consequences associated with

ART.

When it came to religion, social acceptance seems to be a factor.

What was concluded from the thesis was:
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e The followers of the Maya religion/spirituality seem to be more in agreement than
other religions that children born by ART will not be socially accepted. The most

tolerant seems to be the Catholics (study 1, quantitative).

As documented in chapters 1 and 2 religion and advances in human reproduction have
been in continuous battle. An article by Broyde (2005) gives an interesting insight of how all
faiths have as their duty of direct interference with advances in human reproductive
technologies ‘Every legal, religious, or ethical system has to insist that advances in
technologies be evaluated against the touchstones of its moral systems’ (Broyde, 2005). In
2017 a published blog by University of Oxford concluded that Religion and social factors top
IVF concerns (University of Oxford, 2017). A strong relationship was reported between
ART, religious beliefs and orientations in different countries and furthermore, social
acceptance (cultural attitudes towards ART) was found to show relationship with religious
beliefs. An example of this is in a country like Italy, where the Catholic Church is openly
against ART it has heavily influenced policy agenda and social acceptance. This relates to the
findings as The Maya have their own traditional ways of dealing with infertility and may

therefore not be socially accepted.

When it came to gender, there were differences in agreeableness of ART social acceptance.

What was concluded from the thesis was:

e Female participants overall seemed to more strongly agree that children born by ART

will be socially accepted than male participants (study 1, quantitative).

Since the early pioneering study by Baluch et al (1994) in which the attitudes of British

and Iranian women examined on various aspects of ART there has been very little research on
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this topic. Back in 1994, Baluch et al. found significant differences between the two cultures
on various aspects of ART, with Iranian women with a more religious orientation to show more
negative opinions than British women (Baluch et al., 1994). This was different to findings, as
female participants seemed to more strongly agree that children born by ART will be socially

accepted in Guatemala.

It seems the finding dating back to several decades ago still stand with regards to studies
conducted in Western countries. Fortin and Abele (2016) examined the social and demographic
factors that affect American women’s attitudes towards assisted reproductive technology
(ART) in general, as well as their opinions of specific issues related to ART. The study
concluded that whilst women have generally positive attitudes about various aspects of ART
religious beliefs, political orientations were significantly associated with women’s attitudes
towards ART (Fortin & Abele, 2016). One could argue that because Guatemala has western
influences women with western influences may feel more positive attitudes towards ART, thus

strongly agreeing that children born by ART will be socially accepted in Guatemala.

When it came to ethnicity, there seemed to be differences in agreeableness of ART medical

consequences and social acceptance (study 1, quantitative).

What was concluded from the thesis was:

e Ethnicity was a factor that initially showed to be significant for both medical
consequences and social acceptance, however stepwise regression showed that this is

a factor that has a strong effect in social acceptance. The Maya participants more
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strongly agree that children born as a result of ART will not be socially accepted than

Ladino.

Indeed, people with more traditional and non-Western orientations have shown to
continuously demonstrate negative attitude regarding ART intervention, especially in the form
of donation. In a 2006 article, entitled “He Won't Be My Son” by Inhorn, highlighted how Suni
Muslims will regard their feelings if they have a child born by donation (Inhorn, 2016). Similar
expression of great disagreement regarding any forms of ART intervention was also noted

amongst In India in a study by Bharadwaj (2003).

In addition to the above analysis what was also noted are the following:

e Whether someone knew an egg donor or not seemed to play an insignificant role in

any of the factors in the present study.

e Being a student or not a student seem to be a significant factor in relation to medical
consequences, with non-students having a more positive views than students on
medical consequences of ART. However, stepwise regression showed that this was an
artefact of age and not a significant factor once the variance due to age was accounted

for.

e Having children seem to have a significant effect on medical consequences with those
having children having more positive perceptions of ART than those that did not,
however once stepwise regression was conducted, this factor was found not to be

significant.
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e Knowing someone with ART showed a significant effect with medical consequences
with those knowing someone had more positive perceptions than those that did not.

However, stepwise regression showed that this was not a significant factor.

e Marital status was found to be a significant factor for both medial consequences and
special acceptance; however, stepwise regression showed that this was not a significant

factor.

There have been very few studies in the literature that has directly addressed the above topics
on public perceptions and behaviour towards ART. One recent study by Diundeva and Szalma
(2018), argued that age and level of education are amongst key factors. For example, younger
and more educated participants had higher level of acceptance of ART. This was rather
different from the results of the present thesis in which older participants had more acceptance

than younger participants.

On the perceived level of knowledge, it was decided to administer the ratings at two
different time phrases. Half of the participants before responding to the statements, the other
half after responding to the statements. The results showed that generally there is no significant
difference between ethnicity and method of administration (before or after). The reason for this
change of order in self rating of knowledge was that it is possible participants consider
themselves more knowledgeable about a topic after reading a lengthy questionnaire about the
topic. Indeed, this might have been a possible reason for the recent findings reported amongst
Hungarian participants in which self-rated knowledge about general fertility was high, and this
differed significantly by gender. More than four-fifths of the respondents claimed that they

were very or knowledgeable about general fertility, and only approximately 1% of the
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respondents reported no knowledge about general fertility (Szalma & Bitd, 2021). Although
this order of administration of self-rating did not seem to affect the present findings, the

methodological control was needed to avoid any further criticism of the present findings.

In the present study however, a significant difference in Ethnicity indicated that Maya
participants rated their perceived level of knowledge higher than Ladinos. An interesting and
somewhat unexpected finding. The reason being that one would have expected that more
‘Westernised’ Ladinos have had more exposure, access and interest in ART and perhaps read

more about it than the Maya.

As discussed in Chapter 3 a very recent study amongst different ethnic groups in USA,
found that Hispanic and Black Americans scored lower on questions relating to reproductive
technologies compared to Caucasian counterparts (Maher et al., 2022). The difference however
between the study by Mabher et al. (2022) and the present study is that Maher et al. studied
actual level of knowledge rather than perceived level of knowledge. An interesting question to
pursue in future studies could be to what extent is there a relationship between actual and
perceived knowledge. More generally, one can conclude this is a further indication of a history
of distrust in government and ‘Western” medicine. It could also be that The Maya felt they
have a good understanding on infertility treatments as they practice traditional infertility

treatments within their own communities.

To untangle more deeply the explanation for the above findings, the next section centres

on the qualitative analysis of the written responses.
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Thematic analysis for the Maya and Ladino written responses diverged and converged

in themes. Analysis showed that the Guatemalan participants, both Maya and Ladino,

converged in the main themes of psychological factors, Concerns, and ART education. These

themes then diverge in their subthemes where analysis was able to shine a light on their

distinctions within ethnicities (study 1, qualitative). For example, when Maya and Ladinos

converged in the main theme of psychological factors, they diverged in their subthemes as

follows:

One of the Mayas’ subtheme for psychological factors was ‘self-agency’. This came
from the Maya stating that having control over their decisions was important. They
stated it is up to them to use ART, and not others to make the decision for them such as
family or their religious leaders. Wicclair (1991), argues that medical decision making
requires a few conditions, one of them is the ability to imagine possible consequences
of different decisions, he states that where risk is high people tend to make more
carefully considered decisions. One could argue that The Maya consider undergoing

ART an important decision and having control over decision making is important.

One of the Ladinos’ subtheme for psychological factors was ‘religious rule breaking’,
diverging from the Mayas’ subtheme. This came from the Ladinos stating that
following the advice from their religion was important as they would feel like breaking
these rules would be like deceiving their faith. Christianity forbids all practices of ART,
although some branches of Christianity may practice it, the Vatican does not accept
ART (Serour, 2006). One could argue Ladinos feel ART is in breach of Christian

religious rules, and therefore triggers feelings of deceit.
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Although the three main themes from the thematic analysis for the Maya and Ladinos
converge, like listed above, they diverge in their individual subthemes shining a light on their

different perceptions of ART.

Indeed, we found support that any new innovations are resisted especially by people
with strong religious beliefs and rooted traditions. In Disruptive Innovation Theory Christensen
(1997) maintains that any new innovation may come into conflict with public perceptions due
to existing traditions and norms. Not all innovations can be categorised as ‘disruptive’,
although they could be revolutionary in other ways. It is thus important that practitioners,
scientists and government officials find ways of addressing these issues and any concerns and
points of conflict that arise from new innovations with well-established religious and traditions
for example ART. This thus led to think how does the perception of the Guatemalan public

differ to Guatemalan fertility patients?

To more deeply understand the perceptions of ART in Guatemala, it was important
compare and see if fertility treatment patients' perceptions coincide, reflect or differ those of
the Guatemalan public. Given the Covid-19 pandemic, it was deemed necessary to study this
through the view of a Guatemalan fertility key coordinators' patients' experience. The next
section centres on the qualitative analysis of a semi-structured interview. Important to note is
that the interviews with Western and non-Western medical practitioners in the UK and
Guatemala were conducted at the height of the pandemic and thus has its unique status in the
ART literature. Any further interviews with medical practitioners regarding patients’ behaviour

and perception during the height of the pandemic would be based on retrospective data.
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For study 2 and 3 IPA was utilised to analyse each case study. Each study had a semi-

structured interview with a doctor, namely Dr. A based in Guatemala and Dr. B based in the

UK. The analyses were able to provide a unique insight into people undergoing infertility

treatments in Guatemala and the UK. IPA illuminated several superordinate themes that had

corresponding subthemes from the semi-structured interviews. Although they were carried out

as separate studies, they both had superordinate themes that diverged and converged. The

following is what was illuminated.

Study 2 and 3 converged with the superordinate theme of ART secrecy was
illuminated. In study 2, ART secrecy had the subordinate theme of fear of rejection.
This was highlighted in the analysis as Dr. A explained how their patients preferred
to keep their fertility treatment a secret in fear of social and personal rejection. The
studies here diverge as in study 3, ART only had the subordinate theme of fear of
social rejection. This echoed a study conducted by Tallandini et al. (2016), where a
systematic review and meta-analysis was carried out, analysing studies published
from January 1996 through January 2015, aiming to address secrecy; namely the
question of does a genetic link and/or a child's age influence a parent's willingness
to talk to a child about how they were conceived? The study concluded that the
presence/absence of a biological link and the child's age clearly influences the
disclosure process. Fasouliotis and Schenker (1999) and, Golombok et al. (1995)
state that families with a child conceived by assisted reproduction may experience
overt prejudice not only from the wider community but also from relatives and
friends. Thus, suggesting this could be one factor as to why patients of Dr. A and

Dr. B chose to engage in ART secrecy.

199



Study 2 and 3 converged once more in the superordinate theme of risk factors and
Covid-19 impact. Both studies 2 and 3 highlighted the effect Covid-19 had on
medical decision making and risk taking. Dr.A stated that patients’ risk taking had
an impact when they considered the pandemic as they were stressed due to
uncertainty. Dr. B stated their patients risk taking was changed by Covid-19 as
patients were more risk averse since the pandemic and therefore were more cautious
when choosing to undergo infertility treatment. A study 2020 study, conducted by
Vaughan et al. that aimed to look into what the psychological impact of the Covid-
19 pandemic was on infertility patients. An anonymous online survey was sent to
patients who attended a large university-affiliated infertility practice in the USA
between 1 January 2019 and 1 April 2020. At three different time-points,
participants were asked to note their top three stressors, from a list of 10 commonly
reported life stressors. The study concluded that at all three time-points, infertility
was noted to be the top stressor. Meaning that one could argue that the stress of
infertility remains significant during the pandemic itself, affecting medical decision

making.

Study 2 and 3 also diverged in their subordinate themes. The divergence showed in the

superordinate themes of religious factors and racial integration issues, illuminated by Dr. As’

interview; themes that did not come up in Dr. B’s interview.

The superordinate theme of religious factors arose as Dr. A described his patients’
experience with ART and religion, shining light on the feelings of guilt and the fear
of god’s punishment. Dr. A explained that patient’s religion really came into play

especially for Ladino patients. When Pir Jalian (2020) studied British and Iranian
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cultures on ART, they acknowledged that it was a contrast of Islam (Iran) vs
Christian (UK), and thus it was hard to tell that any perceptions are due to deeply
rooted religious beliefs or cultural constructs. This demonstrated differently as in
study 2 the superordinate theme was deeply rooted in religion. A paper presented
by Schenker (2005) presented the attitude of monotheistic religions to therapeutic
procedures, such as IVF-embryo transfer, spermatozoa, oocytes, embryo donation,
cryopreservation of genetic material, surrogacy, posthumous reproduction, gender
preselection, reproductive and therapeutic cloning. When addressing Christian
faith, the paper concluded that the beginning of life is at conception, the embryo
has moral status as a human being, and thus most assisted reproductive technologies
are forbidden. One could argue that as Guatemala is mainly a Catholic and

Protestant country, religious factors come into play when undertaking ART.

Racial integration issues was also a superordinate theme in study 2 that diverged
form study 3. This was elaborated on as Dr. A described their patients experience
with what is racially accepted, as well as what can and cannot happen within races,
especially when it comes to forming a family. A study conducted on whether
phenotype, captured by skin colour, is a significant dimension of ethno-racial status
in Guatemala found that respondents’ skin colour is negatively associated with
ladino self-identification. Indeed, several cultural or physical characteristics
suggested that for individuals perceived as indigenous, whiter traits ‘improve’ their
status by ‘softening’ their indigenousness (Paredes, 2017). Thus, one could argue
that race is a factor taken into consideration for Guatemalan patients undergoing

ART.
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Themes diverged once more with the superordinate theme of Self-agency. This
superordinate theme followed with a subordinate theme of commitment to
treatment. Dr. B expressed that the patients they treat are very committed to
treatment. Even when faced with financial obstacles and failed cycles, the
patients remained committed to their decision of undergoing infertility
treatment. A study investigating the perceptions of infertility patients and the
factors correlating with their psychological distress, following suspension of
fertility treatments during the Covid-19 pandemic found that most patients
preferred to resume treatment given the chance, as feeling helpless was
associated with higher distress (Ben-Kimhy, 2020). One could argue that
commitment to the treatment and the importance of continuing treatment is a

factor when undergoing ART.

The final study was Study 4 which was a scope review. This review was aimed to

examine the gap left between a host of published work on ART perceptions and behaviour

reported before Covid-19 and what impact Covid-19 had on the latter. In particular to what

extent the public’s perception and behaviour about Covid-19 has changed as a result of the

worldwide pandemic. The following is what was illuminated from the scope review.

The overall review revealed that the pattern of descriptive analysis indicates
similarities with pre-Covid-19 literature, which shows significant number of
studies on ART and public perception and behaviour aimed at Western

populations and not many for non-Western populations.
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e Psychological distress due to Covid-19 circumstances whilst undergoing
fertility treatment was mentioned several times, as well as the importance of
continuing infertility treatment during Covid-19 pandemic as stopping
treatment would have a detrimental to patients and the scientific community if

infertility treatments were to stop.

This Scope review study has provided the opportunity to gain insight from a vast
amount of research on the topic of ART and Covid-19, although mostly subject to no peer
review. The review also illuminated trends of research available was more significantly aimed
at Western populations, still like pre Covid-19 era. This review also shed light on the
psychological stress and dilemma about continuing/discontinuing ART treatments amongst the

papers reviewed in the Scope study.

7.2.1 Conclusion and take-home message and recommendations of
the research

Perhaps reminiscence to an ethnographic approach to impact research one must reflect
not only on the ‘data’ and the statistical and qualitative analyses to draw conclusions and
recommendations, but the overall experiences gained as a doctoral student. The time spent with
Maya and Ladino communities for data collection, taking notes while visiting participants and
meeting with their wider communities and their daily life, completing self-diaries of daily
events from the start of the PhD, gaining the agreement of eminent medical experts to take part
in the study and finally being a doctoral student before, during and post Covid-19 necessitates

an extended set of conclusions and recommendation.
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1. Ethics communities and guidelines should allow some flexibility and diversion

from the protocol to enable a more sincere information collection

Often during the process of data collection, thousands of miles away from the home base,
and meeting with various people in the community, one gets to learn and hear ‘stories’ that
could be used as part of the data collection processes. However as this would divert from the
ethical protocol approved, one has to listen, reflect but not document. Perhaps some flexibility
to record, collect data at specific time during research not entirely in line with the signed ethical
approval would help to capture this rich body of information. For example, a Maya woman
who was traditional birth attender (comadrona) was explaining to me about the different types
of fertility treatment her community has. She went on to talk about how she, and women of the
generations before her, all received a spiritual calling to be traditional birth attendants. One

feels that such rich information could have been used.

2. Literature search whilst of benefit and providing rationale for the study does not

prepare you for what to expect when attempting to begin your research.

When reading previously published work (literature review) especially on a sensitive health
related topic, no mention is made of difficulties particularly participant participation and
sincerity of responses. It often comes across that just getting the materials in place and ethical
approval is enough to ensure a smooth data collection. The reality of asking sensitive questions
about fertility from a community that are not accustomed to research intervention, is very much
different. Considerable time and effort are needed to gain the trust of the community, to ensure
sincerity of responses and to leave them with the feeling that their contribution has been very

valuable and appreciated.
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3. The Western/non-Western divide in research on ART is still very much

noticeable and the categorisation could be misleading.

As seen in in results of religion and perceptions and behaviour towards ART what one
would expect from ‘Catholics’ regarding acceptance of ART is very different from the Maya
with Christian influences. It is noticeable that the religion aspects of ART were mainly studies
in a Western context with Western interpretation of the results. It is a realisation of the present
author that ‘labels’ and ‘classifications’ of Western vs non-Western, or different religious
orientations may not be meaningful unless they are studied in its own merit. Furthermore, as
seen from the Scope review, significant research on topics relating to people’s health is aimed
at Western people with Western narrative of the data and Western implications and
recommendations. Not much to generalise to people in far corners of the world unless being

subject to scientific investigation comparable to Western population.

4. Would I do this research differently?

This would be hard to tell as the present thesis aims and intension were at times
affected by the world-wide pandemic and other factors hindering data collection in a
country not accustomed to external research intervention. In an ideal world of scientific
research, one would have clear and effective access to participants, materials,
collaboration and participations of all parties involved. In that case | would have had as
many participants as | could get my hands on, engage in follow up intervention if needed
and so on. In reality when aiming at populations not as accustomed to research
intervention as Western populations are in a land far away from one’s own research base
(and when unexpected worldwide tragic events happen) it would be hard to say how if |
have to run this research again what plan | would have in mind. It has to be one of aim

high and hope for the best.
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5. What message would I give to a Guatemalan couple intending to do ART

There is clear evidence that in most aspects there is an ethnic divide in perceptions and
behaviour, and anyone involved in ART must be aware. This also ties with the issue of medical
ethics and the extent to which greater care and consideration should be taken into account
before introduction of ART for ethnic groups such as the Ladinos, but especially the Maya.
Would the desire to have a child overcome possible consequences of social isolation and/or
religious conflicts? Or will there be a regret of what has been achieved inevitably with

considerable cost and distress.

7.2.3 Limitations and strengths

The limitations of the present thesis can be inferred from the issues discussed
throughout the thesis regarding lack of any previous published materials on perception and
behaviour of Maya and Ladinos and difficulties of accessing participants and the pandemic that
came as a surprise halfway through the study. It is with no doubt that having more participants,
having more time and opportunities to elaborate and discuss topics with participants in the 3

studies reported would have enriched more the findings and their interpretations.

One of the strengths of the present thesis lays in the interpretation of the qualitative
analysis. Having roots in Guatemala and understanding participants’ culture and language
allowed for in-depth comprehension of participant responses. This was achievable by
remaining as grounded as possible to the data, ensuring the correct steps were taken during

analysis, and by acknowledging and correcting bias when needed.
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7.2.4 Reflexivity

Throughout the thesis | was able to use several outlets to reflect on my research. |
mainly had formal and informal conversations with my supervisors, as well as kept a journal

where | occasionally wrote down my thoughts and feelings.

| was able to recognise my overall positionality whilst doing research by
acknowledging my background. Being a Guatemalan Ladina, | am aware that it places me in a
position of privilege. My background gave me an advantage when conducting research in
Guatemala as | feel like | was able to obtain participants trust more easily than a researcher
without any connection to Guatemala. Growing up in Guatemala, and having so many past
experiences there, shaped the way | approached participants. This also made me reflect on my
bias as my parents went through infertility treatments (both traditional and ART). Although
being unbiased is impossible, | tried to remain focused on the research, and true to the
participants’ voice as much as possible. I specifically found my meetings with my supervisors

very helpful for acknowledging bias as I felt our conversations were grounding.

During my research my supervisors helped keep me true to my values of honesty,
objectivity, openness, and fairness. | would often find myself asking, is the way I'm
approaching my research in line with my values? If |1 found myself dwelling on my research
values, discussions with my supervisors always gave me more insight as to how to approach

such questions.
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| also reflected on my positionality as a young Ladina woman. | contemplated with my
own views on starting a family and the effects this may have on my research. As a feminist, |
also thought about my position on machismo and caballerismo. | was able to acknowledge that
although I do not agree with machisomo, growing up in Guatemala gave me an insight of how
these believes and values are imbedded in society and are not all negative. Many positive

aspects, like caballerismo, are celebrated and encouraged as well.

| was able to experience somewhat ‘reconnection’ to my roots after going to Guatemala
for study 1 data collection. I felt a sense of familiarity, belonging and comfort. I couldn’t help
but reflect on my feelings of disappointment and was saddened as not much changed in terms
of prejudice, racism, and the stigmatisation of the Indigenous people of Guatemala. These
feelings of disappointment were shared by many Maya and Ladino people | spoke to, many of
them making a point of stating that something had to change. | reflected on the fact that on
‘paper’ things should have changed due to the peace agreement, however nearly 30 years later,

prejudice, racism, and the stigmatisation of the Indigenous people still occurs.

As the Covid-19 pandemic broke out, feelings of uncertainty were at an all-time high
for many. This again allowed me to reflect on my positionality of privilege. I was able to
acknowledge that living in the UK, a country that has strong social security compared to
Guatemala, allowed me to carry on with research. Many people had to prioritise many aspects
of their lives, however | was able to keep my research a priority through such turbulent times.

This was something that | was thankful for.

7.2.5 Epilogue
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The thesis opening remark was “Today, encouraged by the rapid advances in the field
of assisted reproduction that took place in the past decades, we dare to predict that the field
will continue to evolve, and evolve rapidly”. Indeed, the field is evolving and evolving rapidly.
With each new and novel research, there is an insight of the continuation of human battle with
infertility. The understanding of people’s perception and behaviour towards ART from a
universal, as well as from a culture specific perspective will deepen with each new and novel

research.

CHAPTER 8 References

Adamson, D. G. (2009). Global cultural and socioeconomic factors that influence access to

assisted reproductive technologies. Women's Health. Vol: 5 (4) pg. 351-358.

Adashi, E. Y., Cohen, J., Hamberger, L., Jones, H. W., de Kretser, D. M., Lunenfeld, B.,

Rosenwaks, Z., & van Steirteghem, A. (2000). Public perception on infertility and its

treatment: An international survey. Human Reproduction, Vol: 15 (2), pg. 330-334.

Agarwal, A., Mulgund, A., Hamada, A., & Chyatte, M. R. (2015). A unique view on male

infertility around the globe. Reproductive Biology and Endocrinology, Vol: 13 (1), pg.

1-9.

209



Agarwal, G., & Sridhar, N. (2016). Hindu View of Parenthood. IndiaFacts.org.

http://indiafacts.org/hindu-view-parenthood/

Ahmadi, A. & Bamdad, S. (2017) Assisted reproductive technologies and the Iranian

community attitude towards infertility. Human Fertility. VVol: 20 (3), pg. 204-211.

Alexander, G. R., Wingate, M. S., Salihu, H., & Kirby, R. (2005) Fetal and Neonatal

Mortality Risks of Multiple Births. Obstetrics & Gynecology Clinics. Vol: 32 (1), pg.

1-16.

Al-Hasani, S. (2006). Islamic consideration (in Sunni School) regarding bioethics and ART

(especially oocyte and embryo donation) and the law in Germany. The
proceedings of gamete and embryo donation in infertility treatment, Tehran, 1-2 March

2006, Iran. Medical Journal of Reproductive and Infertility, Winter Supplement, 17.

Almeling, R. (2006). “Why do you want to be a donor?”’: Gender and the production of

altruism in egg and sperm donation. New Genetics and Society, Vol: 25 (2), pg. 143-157.

Arciniega, G. M., Anderson, T. C., Tovar-Blank, Z. G., & Tracey, T. J. G. (2008). Toward a

210



fuller conception of Machismo: Development of a traditional Machismo and

Caballerismo Scale. Journal of Counseling Psychology, Vol. 55 (1), pg. 19-33.

Arksey, H. & O’Malley, L. (2005) Scoping Studies: towards a methodological framework.

International Journal of Social Research Methodology. Vol: 8 (1), pg. 19-32.

Ballou, H. (2008). Religion and the Maya. Rivier Academic Journal, Vol: 4 (2) pg. 1-7.

Baluch, B., Craft, . & Al-Shawaf, T. (1992) What is stressful about In Vitro Fertilisation.

Psychological Reports. Vol: 71 (3), pg..1187-1190.

Baluch, B., Manyande, A., Aghssa, M, M. & Jafari, R. (1993) Failing to Conceive with In

Vitro Fertilization: The Middle Eastern Experience. Psychological Reports. Vol: 72

(3), pg. 1107-1110.

Baluch, B., Fallone, A., Anderson, R., Furnham, A., et al. (1994). Women's attitude to egg
donation and sperm donation: A cross cultural study. Psychology: A Journal of

Human Behavior, Vol: 31 (3-4), pg. 5-8.

Beckett, M., & Pebley, A. R. (2003). Ethnicity, language, and economic well-being in rural

211



Guatemala. Rural Sociology, Vol: 68 (3), pg. 434-458.

Ben-Kimhy, R., Youngster, M., Medina-Artom, T. R., Avraham, S., Gat, I., Marom Haham,

L., ... & Kedem, A. (2020). Fertility patients under COVID-19: attitudes, perceptions

and psychological reactions. Human Reproduction, Vol: 35(12), pg. 2774-2783.

Bernstein, G. (2002). The socio-legal acceptance of new technologies: A close look at

artificial insemination. Washington Law Review, Vol: 77 (4), pg. 1035-1120.

Beydoun, H. A,, Sicignano, N., Beydoun, M. A., Matson, D. O., Bocca, S., Stadtmauer, L., &

Oehninger, S. (2010). A cross-sectional evaluation of the first cohort of young adults
conceived by in vitro fertilization in the United States. Fertility and Sterility, Vol: 94

(6), pg. 2043-2049.

Bharadwaj, A. (2003). Why adoption is not an option in India: the visibility of infertility, the
secrecy of donor insemination, and other cultural complexities. Social Science &

Medicine, Vol: 56 (9), pg. 1867-1880.

BlaZeviciene, A., JakuSovaite, 1., & Vaskelyte, A. (2014). Attitudes of fertile and infertile

woman towards new reproductive technologies: A case study of Lithuania.

Reproductive Health, Vol: 11 (26) pg. 1-7.

212



Blyth, E., & Landau, R. (2004). Third party assisted conception across cultures: social, legal

and ethical perspectives. Jessica Kingsley Publishers.

Blyth, E., Crawshaw, M., Frith, L. & Jones, C. (2020) Donor-Conceived People’s Views and

Experiences of Their Genetic Origins: A Critical Analysis of the Research Evidence.
In: Beier, K., Briigge, C., Thorn, P., Wiesemann, C. (eds) Assistierte Reproduktion

mit Hilfe Dritter. Springer, Berlin, Heidelberg.

Braun, V., & Clarke, V. (2006). Using thematic analysis in psychology. Qualitative research

in psychology, Vol: 3 (2), pg. 77-101.

Bonduelle, M., Wennerholm, U. B., Loft, A., Tarlatzis, B. C., Peters, C., Henriet, S., Mau

, C., Victorin-Cederquist, A., Van Steirteghem, A., Balaska, A., Emberson, J.R. &
Sutcliffe, A. G (2005) A multi-centre cohort study of the physical health of 5-year-old
children conceived after intracytoplasmic sperm injection, in vitro fertilization and

natural conception. Human Reproduction. Vol: 20 (2), pg. 413-419.

Bonney, R. (2004) Reflections on the differences between religion and culture. Clinical

Cornerstone. Vol: 6 (1), pg. 25-33.

Bos, H. M. W., & van Rooij, F. B. (2007). The influence of social and cultural factors on

213


javascript:;
javascript:;
javascript:;
javascript:;
javascript:;
javascript:;
javascript:;
javascript:;
javascript:;
javascript:;
javascript:;

infertility and new reproductive technologies. Journal of Psychosomatic Obstetrics

and Gynecology, Vol: 28 (2), pg. 65-68.

Bosdou, J. K., Kolibianakis, E, M., Tarlatzis, B. C. & Fatemi, H, M. (2016) Sociocultural

Influences on Fertility in the Middle East: the role of parental consanguinity, obesity

and vitamin D deficiency. Fertility and Sterility. Vol: 106 (2), pg. 259-260.

Boivin, J., Takefman, J., & Braverman, A. (2011). The fertility quality of life (FertiQoL)

tool: development and general psychometric properties. Human Reproduction, Vol:

26(8), pg. 2084-2091.

Bowen, J. R., Gibson, F. L., Leslie, G. & Saunders, D. M. (1998) Medical and developmental

outcome at 1 year for children conceived by intracytoplasmic sperm injection. The

Lancet. Vol: 351 (9115), pg. 1529-1534.

Bracewell-Milnes, T., Saso, S., Bora, S., Ismail, A. M., Al-Memar, M., Hamed, A. H.,

Abdalla, H., & Thum, M. Y. (2016). Investigating psychosocial attitudes, motivations
and experiences of oocyte donors, recipients and egg sharers: A systematic review.

Human Reproduction Update, Vol: 22 (4), pg. 450—465.

Bradbury, K. & Sutcliffe, A (2014) The health of children born following assisted

214



reproductive technologies. Paediatrics and Child Health, VVol: 24 (4), pg. 172-176.

Bramley, N., & Eatough, V. (2005). The experience of living with Parkinson’s disease: An

interpretative phenomenological analysis case study. Psychology and Health, Vol: 20

(2), pg. 223-235.

Brezina, P. R. & Zhao, Y. (2012) The Ethical, Legal, and Social Issues Impacted by Modern

Assisted Reproductive Technologies. Obstetrics and Gynecology International. Vol:

2012, pg. 1-7

British Fertility Society. (2006). Regulation of Assisted Reproduction in the UK. [Press

release.] https://www.britishfertilitysociety.org.uk/press-release/regulation-of-

assisted-reproduction-in-the-uk/

Brocki, J. M., & Wearden, A. J. (2006). A critical evaluation of the use of interpretative

phenomenological analysis (IPA) in health psychology. Psychology and Health, Vol:

21 (1), pg. 87-108.

Broyde, M. J. (2005). Modern Reproductive Technologies and Jewish Law. Marriage, Sex,

and Family in Judaism, 295-327.

215



Burns, L. H. (1987). Infertility as boundary ambiguity: One theoretical perspective. Family

Process. Vol: 26, pg. 359-372.

Carteret, M. (2011, March 15). Cultural values of Latino patients and families.

http://www.dimensionsofculture.com/2011/03/cultural-values-of-latino-patients-and-

families/

Ceelen, M., van Weissenbruch, M. M., Prein, J., Smit, J. J., Vermeiden, J. P. W.,

Spreeuwenberg, M., van Leeuwen, F. E. & Delmarre-van de Waal, H. A. (2009)
Growth during infancy and early childhood in relation to blood pressure and body fat
measures at age 8-18 years of I\VF children and spontaneously conceived controls

born to subfertile parents. Human Reproduction. Vol: 24 (11), pg. 2788-2795.

Central Intelligence Agency. (2022) Guatemala.

https://www.cia.gov/library/publications/the-world-factbook/geos/print_gt.html

Centro de Reproduccién Humana. (2020). Tratamientos - Mujeres.

http://www.cerivf.com/servicios_categorias.php?cat=3&ssc=5

216



Ceron, A., Ruano, A. L., Sanchez, S., Chew, A. S., Diaz, D., Hernandez, A., & Flores, W.

(2016). Abuse and discrimination towards indigenous people in public health care

facilities: experiences from rural Guatemala. International Journal for Equity in

Health, Vol: 15 (1), pg. 1-7.

Chamarbagwala, R., & Moran, H. E. (2011). The human capital consequences of civil war:

Evidence from Guatemala. Journal of Development Economics, Vol: 94 (1), pg. 41—

61.

Charles, A. (2015) Do the public still trust doctors and nurses? The Kings Fund.

https://www.kingsfund.org.uk/blog/2015/12/public-trust-doctors-nurses

Chiappari, C. L. (2001). Conceptual Dichotomies and Cultural Realities: Gender, work, and

religion in Highland Guatemala. Anthropology of work review, Vol: 22 (3), pg. 14-21.

Chirix Garcia, E. D. (2009). Los cuerpos y las mujeres kagchikeles. Desacatos, Vol: 1 (30),

pg. 149-160.

Christensen, C. M. (1997). The Innovator’s Dilemma: When new technologies cause great

firms to fail. Boston, USA: MA Harvard Business School Press.

217



Cleveland Clinic. (2021). How Many People Need to be Covid Vaccinated?

https://health.clevelandclinic.org/how-much-of-the-population-will-need-to-be-

vaccinated-until-the-pandemic-is-over/

Cohen, I. G., Daley, G. Q. & Adashi, E. Y. (2017) Disruptive Reproductive Technologies.

Science Translational Medicine. Vol: 9 (372).

Collective (2021) Decolonising the Mesoamerican quincentenary [Event]. The British

Museum, London, England
https://www.sdcelarbritishmuseum.org/projects/mesoamerica/mesoamerican-

quincentenary/

Colpin, H., Demyttenaere, K. & Vandemeulebroecke, L. (1995) New Reproductive

Technology and the Family: The Parent-Child Relationship Following in
vitro Fertilization. Journal of Child Psychology and Psychiatry. VVol: 36 (8), pg. 1429-

1441.

Conceiveabilities. (2020). Egg donor cost + fees.

https://www.conceiveabilities.com/parents/parents-and-egg-donors/cost-and-fees/

218


https://acamh.onlinelibrary.wiley.com/journal/14697610

Cone, C. M. (2018). Child Sexploitation: A Study of Machismo and the Commercial Sexual

Exploitation of Children in Latin America. Honours Theses.

https://egrove.olemiss.edu/hon_thesis/229

Cook, M. L. (2015). Reproductive Technologies and the Vatican.

https://www.scu.edu/ethics/focus-areas/religion-and-ethics/resources/reproductive-

technologies-and-the-vatican/

Cousineau, T. M., Green, T. C., Corsini, E. A., Barnard, T., Seibring, A. R., & Domar, A. D.

(2006). Development and validation of the Infertility Self-Efficacy scale. Fertility and

sterility, Vol. 85 (6), pg. 1684-1696.

Cowan, J. K., Dembour, M. B., & Wilson, R. A. (Eds.). (2001). Culture and rights:

Anthropological perspectives. Cambridge University Press.

Daniluk, J. C. and Koert, E. (2012) Childless Canadian men’s and women’s childbearing

intentions, attitudes towards and willingness to use assisted human reproduction.

Human Reproduction. Vol: 27, pg. 2405-2412.

Davis, G., & Loughran, T. (2017). Introduction: Situating Infertility in Medicine. In The

Palgrave Handbook of Infertility in History. pg. 265-271.

219



de Broe, S., & Hinde, A. (2006). Diversity in fertility patterns in Guatemala. Population,

Space and Place, Vol: 12 (6), pg.435-459.

Dhungana, N. (2020). Changing PhD research in response to COVID19: key considerations.

Impact of Social Sciences.

https://blogs.lse.ac.uk/impactofsocialsciences/2020/10/22/changing-phd-research-in-

response-to-covid19-key-considerations/

Diaz, G. (2012). Social stratification and mobility in Guatemala. CEPAL review.

Djundeva, M., & Szalma, I. (2018). What shapes public attitudes towards assisted

reproduction technologies?. https://doi.org/10.31219/osf.io/ymhbt

Dupont, C., & Sifer, C. (2012). A Review of Outcome Data concerning Children Born

following Assisted Reproductive Technologies. ISRN Obstetrics and Gynecology, pg.

1-5.

Dyer, S., Mokoena, N., Maritz, J., & van der Spuy, Z. (2007). Motives for parenthood among

couples attending a level 3 infertility clinics in the public health sector in South

Africa. Human Reproduction, Vol: 23 (2), pg. 352-357.

220



Dyrstad, K., Bakke, K. M., & Binningshg, H. M. (2021). Perceptions of peace agreements

and political trust in post-war Guatemala, Nepal, and Northern Ireland. International

Peacekeeping, Vol: 28 (4), pg. 606-631.

Eatough, V., & Smith, J. A. (2017). Interpretative phenomenological analysis. The Sage

handbook of qualitative research in psychology, 193-2009.

Edelmann, R. J. (1990) Emotional aspects of in vitro fertilization procedures: Review.

Journal of Reproductive and Infant Psychology. Vol: 8 (3), pg. 161-173.

Edwards, R. G., Steptoe, P. C., & Purdy, J. M. (1980). Establishing Full-Term Human

Pregnancies Using Cleaving Embryos Grown in Vitro. BJOG: An International

Journal of Obstetrics & Gynaecology, Vol: 87 (9), pg. 737-756.

Ehlers, T. B. (1991). Debunking marianismo: Economic vulnerability and survival strategies

among Guatemalan wives. Ethnology, Vol: 30 (1), pg. 1-16.

Else, H. (2020). How a torrent of COVID science changed research publishing--in seven

charts. Nature, VVol: 588 (7839), pg. 553-554.

221



Elster, J. (2007). Explaining Social Behaviour: More Nuts and Bolts for the Social Sciences.

Cambridge: Cambridge University Press.

Encyclopadia Britannica, inc. (2018). Guatemala

https://www.britannica.com/place/Guatemala/Resources-and-power

Entremundos. (2020). Guatemala’s public spending: Worst in the world?

http://www.entremundos.org/revista/economy/guate-in-graphs/guatemalas-public-

spending-worst-in-the-world/?lang=en

Eriksson, C., Larsson, M. & Tyden, T. (2012) Reflections on having children in the future-

interviews with highly educated women and men without children. Upsala Journal of

Medical Sciences. Vol: 117 (3), pg. 328-335.

European Commission. (2017) Standard Eurobarometer 88 (Ref:2143/STD88) [Data set].

European Union. https://europa.eu/eurobarometer/surveys/detail/2143

European Society of Human Reproduction and Embryology, 2020. ART fact sheet, data 2016

[Press release]. https://www.eshre.eu/Press-Room/Resources.

222



Excellence, National Institute for Health and Care (2015, May). Health and social care

directorate Quality standards and indicators [Briefing paper Overview Focus of
quality standard]. Nice, France.
https://www.nice.org.uk/guidance/qs71/documents/transient-loss-of-consciousness-

briefing-paper2

Fasouliotis, S. J. & Schenker, J.G. (1999) Social Aspects in Assisted Reproduction. Human

Reproduction Update. Vol: 5 (1), pg. 26-39.

Fauser, B. C. (2019). Towards the global coverage of a unified registry of IVF outcomes.

Reproductive BioMedicine Online, Vol: 38 (2), pg. 133-137.

Fereydouni, S., Fereydouni, B.& Solimani, H. (2009) Attitude of Male and Female Subjects

towards Oocyte Donation in Shiraz. Medical Journal of Reproduction & Infertility;

Tehran. Vol: 10 (1).

Flannery, D. D., Gouma, S., Dhudasia, M. B., Mukhopadhyay, S., Pfeifer, M. R., Woodford,

E.C., ... & Hensley, S. E. (2020). SARS-CoV-2 seroprevalence among parturient

women in Philadelphia. Science immunology, Vol: 5 (49), pg. 1-6.

223


https://www.proquest.com/pubidlinkhandler/sng/pubtitle/Medical+Journal+of+Reproduction+$26+Infertility/$N/105706/OpenView/1020897231/$B/42831754641546C9PQ/1;jsessionid=2BFC5B0FB37065C7333A27ECE3F3A78A.i-08e944ad60f0a07d7

Flood, D., Mathieu, 1., Chary, A., Garcia, P., & Rohloff, P. (2017). Perceptions and

utilization of generic medicines in Guatemala: a mixed-methods study with

physicians and pharmacy staff. BMC Health Services Research, Vol: 17 (1), pg. 1-11.

Flyvbjerg, B. (2006). Five misunderstandings about case-study research. Qualitative Inquiry,

Vol: 12 (2), pg. 219-245.

Fortin, C. & Abele, S. (2016) Increased Length of Awareness of Assisted Reproductive

Technologies Fosters Positive Attitudes and Acceptance among Women. International

Journal of Fertility & Sterility, VVol: 9 (4), pg. 452-464.

Fragoso, J. M. (2000). Machismo, gender role conflict, and mental health in Mexican

American men. Psychology of Men & Masculinity, Vol: 1 (2), pg. 87-97.

Frayissinet, F. (1994). Guatemala-health: Traditional Mayan Medicine Filling a Need. Inter

Press Service. http://www.ipsnews.net/1994/12/guatemala-health-traditional-mayan-

medicine-filling-a-need/

Furnham, A. (1992). Lay understanding of science: Young people and adults' ideas of

scientific concepts. Studies in Science Education, Vol: 20 (1), pg. 29-64.

224



Gao, J., He, X,, Cai, Y., Wang, L., & Fan, X. (2017). Association between assisted

reproductive technology and the risk of autism spectrum disorders in the offspring: a

meta-analysis. Scientific reports, Vol: 7 (1), pg. 1-8.

Genuis, S. J., Chang, W. C., & Genuis, S. K. (1993). Public attitudes in Edmonton toward
assisted reproductive technology. CMAJ: Canadian Medical Association

Journal, Vol: 149 (2), pg. 153.

Gibson, F. L., Ungerer, J. A., Leslie, G. I, Saunders, D. M. & Tennant, C. C. (1998)

Development, behaviour and temperament: a prospective study of infants conceived

through in-vitro fertilization. Human Reproduction. Vol: 13 (6), pg. 1727-1732.

Gibbons, J. L., Wilson, S. L., & Rufener, C. A. (2006). Gender attitudes mediate gender

differences in attitudes toward adoption in Guatemala. Sex Roles. Vol: 54 (1), pg.

139-145.

Girvan, G., Dornauer, M., & Roy, A. (2020). United Kingdom: #13 in the 2020 World Index

of Healthcare Innovation. Freop.Org. https://freopp.org/u-k-health-system-profile-

13-in-the-world-index-of-healthcare-innovation-b1740b180db1

225



Glover, L., Hunter, M., Richards, J. M., Katz, M., & Abel, P. D. (1999). Development of the

fertility adjustment scale. Fertility and Sterility, VVol. 72 (4), pg. 623-628.

Goldfarb, J. M. (2019). Interplay of public perception and fertility guidelines. Fertility and

Sterility, Vol: 111 (3), pg. 459-460.

Golombok, S., Cook, R., Bish, A. & Murray, C. (1995) Families Created by the New

Reproductive Technologies: Quality of Parenting and Social and Emotional

Development of the Children. Child Development. VVol: 66 (2), pg. 285-298.

Golombok, S., Owen, L., Blake, L., Murray, C & Jadva, V. (2009) Parent—child relationships

and the psychological well-being of 18-year-old adolescents conceived by in

vitro fertilisation. Human Fertility. VVol: 12 (2), pg. 63-72.

Golombok, S., Blake, L., Casey, P., Roman, G., & Jadva, V. (2013). Children born through

reproductive donation: A longitudinal study of psychological adjustment. Journal of

Child Psychology and Psychiatry and Allied Disciplines, Vol: 54 (6), pg. 653-660.

Golombok, S., llioi, E., Blake, L., Roman, G. & Jadva, V. (2017) A Longitudinal Study of

226



Families Formed Through Reproductive Donation: Parent-Adolescent Relationships
and Adolescent Adjustment at Age 14. Developmental Psychology. Vol: 53 (10), pg.

1966-1977.

Gongalves Janiora, J., Moreno Moreirab,c, M., Rodrigues Pinheirod, W., de Amorimd, L. M.,

Kennedy Tavares Limae, C., Gleidiston Lima da Silvab,c, C., & Leite Rolim Netob,c,
M. (2020). The mental health of those whose rights have been taken away: An essay
on the mental health of indigenous peoples in the face of the 2019 Coronavirus (2019-

nCoV) outbreak. Psychiatry Research, pg. 289.

Grace, K., & Sweeney, S. (2016). Ethnic Dimensions of Guatemala’s Stalled Transition: A

Parity-Specific Analysis of Ladino and Indigenous Fertility

Regimes. Demography, Vol: 53 (1), pg. 117-137.

Grant, M. J. & Booth, A. (2009) A typology of reviews: an analysis of 14 review types and

associated methodologies. Health Information & Libraries Journal. Vol: 26 (2), pg.

91 -108.

Greenhalgh, S., & Stacey, J. (1998). In the Name of the Family: Rethinking Family Values in

the Postmodern Age. Population and Development Review, Vol: 24 (1), pg. 181.

227



Greil, A. L. (1991). Not yet pregnant: Infertile couples in contemporary America. Rutgers

University Press.

Greil, A. L., Slauson-Blevins, K., & McQuillan, J. (2010). The experience of infertility: a

review of recent literature. Sociology of health & illness, Vol: 32 (1), pg. 140-162.

Gutmann, J. (2022). Myths About IVF, 1UI, and Assisted Reproductive Technology.

https://rmanetwork.com/blog/myths-about-ivf/

Hall, G. (1997). Let the offspring speak: discussions on donor conception. The Donor

Conception Support Group of Australia. Vol: 9 (1), pg. 20.

Hammarberg, K., & Clarke, V. E. (2005). Reasons for delaying childbearing: A survey of

women aged over 35 years seeking assisted reproductive technology. Australian

Family Physician, VVol: 34 (3), pg. 187-189.

Harrison, C., Gameiro, S., & Boivin, J. (2021). Patient willingness, preferences and decision-

making about planning for three complete cycles of IVF/ICSI treatment. Human

Reproduction, Vol: 36 (5), pg. 1339-1352.

228



Hart, R., & Norman, R. J. (2013). The longer-term health outcomes for children born as a

result of IVF treatment. Part 1lI-Mental health and development outcomes. Human

reproduction update. Vol: 19 (3), pg. 244-250.

Hayashi, M., Nakai, A., Satoh, S., & Matsuda, Y. (2012). Adverse obstetric and perinatal

outcomes of singleton pregnancies may be related to maternal factors associated with
infertility rather than the type of assisted reproductive technology procedure used.

Fertility and Sterility, Vol: 98 (4), pg. 922-928.

Hecker, J., & Thorpe, G. (2015). Introduction to clinical psychology. Psychology Press.

Helmerhorst, F. M., Perquin, D. A. M., Donker, D. & Keirse, M. J. N. C. (2004) Perinatal

outcome of singletons and twins after assisted conception: a systematic review of

controlled studies. British Medical Journal. VVol: 328 (7434), pg. 261.

Hill, R. R., & Moore, D. R. (1939). A History of Latin America. The Hispanic American

Historical Review, Vol: 19 (4), pg. 551.

Hofstede, G. (2011). Dimensionalizing cultures: The Hofstede model in context. Online

readings in psychology and culture, Vol: 2(1), pg. 8.

229



Hudson, N., Culley, L., Rapport, F., Johnson, M., Bharadwaj, A. (2009). “Public” perceptions

of gamete donation: A research review. Public Understanding of Science, Vol: 18

(1), pg. 61-77.

Huisman, D., Raymakers, X., & Hoomans, E. H. M. (2009). Understanding the burden of

ovarian stimulation: fertility expert and patient perceptions. Reproductive biomedicine

online, Vol: 19, pg. 5-10.

Human Fertilisation & Embryology Authority. (2020). Fertility treatment 2018: trends and

figures UK statistics for IVF and DI treatment, storage, and donation. In Human

Fertilisation & Embryology Authority, Vol:1 (6).

llioi, E. C. & Golombok, S. (2014) Psychological adjustment in adolescents conceived by

assisted reproduction techniques: a systematic review. Human Reproduction Update.

Vol: 21 (1), pg. 84-96.

Imrie, S., Jadva, V., Fishel, S., & Golombok, S. (2019). Families Created by Egg Donation:

Parent—Child Relationship Quality in Infancy. Child Development, VVol: 90 (4),

pg.1333-1349.

Inhorn, M. C. (1994). Quest for conception: gender, infertility and Egyptian medical

230



traditions. University of Pennsylvania Press.

Inhorn, M. C. (2006). Making Muslim babies: IVF and gamete donation in Sunni versus

Shi’a Islam. Culture, medicine and psychiatry, Vol: 30 (4), pg. 427-450.

Inhorn, M. C. (2007). Introduction: Defining women’s health: A dozen messages from more

than 150 ethnographies. Reproductive Disruptions: Gender, Technology, and

Biopolitics in the New Millenium, Vol: 11 (3), pg. 1-34.

Inhorn, M. C. & Birenbaum- Carmeli, D. (2008) Assisted Reproductive Technologies and

Culture Change. Annual Review of Anthropology. Vol: 37, pg. 177-196.

Inhorn, M. C., & Pasquale, P. (2015). Infertility around the globe: new thinking on gender,

reproductive technologies and global movements in the 21st century. Human

Reproduction Update, Vol: 21 (4) pg. 411-426.

Inhorn, M. C. (2018). Searching for love and test-tube babies: Iraqi refugee men in

reproductive exile on the margins of Detroit. Medical Anthropology. Vol: 37 (2), pg.

145-157.

Instituto Nacional de Estadistica Guatemala. (2007). Censos Nacionales XI de Poblaciony VI

231



de Habitacion. https://www.ine.gob.gt/ine/poblacion-menu/

Instituto Nacional de Estadistica. (2018). Portal de Resultados del Censo 2018.

https://www.censopoblacion.gt/graficas%0Ahttps://www.censopoblacion.gt/proyecci

ones%0ANhttps://www.censopoblacion.gt/

Isaksson, R., Gissler, M. & Tiitinen, A. (2002) Obstetric outcome among women with

unexplained infertility after IVF: a matched case—control study. Human Reproduction,

Vol: 17 (7), pg. 1755-1761.

Isikoglu, M., Senol, Y., Berkkanoglu, M., Ozgur, K., Donmez, L., & Stones-Abbasi, A.

(2006). Public opinion regarding oocyte donation in Turkey: First data from a secular

population among the Islamic world. Human Reproduction, Vol: 21 (1), pg. 318-323.

IV Fertility. (2022) What are the myths around assisted reproduction? Editorial Comitee 1VI

Blog. https://ivi-fertility.com/blog/myths-around-assisted-reproduction/

Jacoby, R. (2006). Ethical and legal issues in dementia. Foundation Years. Vol: 2(1), pg. 15-

16.

232



Janet, H. N., & Bronya, H. L. (2019). Patient satisfaction: Concept analysis in the healthcare

context. Patient Education and Counselling, VVol: 102 (4), pg. 790-796.

Joffe, H. (2004). Content and Thematic Analysis. Research methods for clinical and health

psychology. Edited by: Marks D, Yardley L. Vol: 9 (4), pg. 56-68.

Johnson, M. H., & Everitt, B. J. (2000). Essential Reproduction. Google Books. Blackwell

Sciences Ltd.

Johnston, R. G., & Brown, A. E. (2013). Maternal trait personality and childbirth: the role of

extraversion and neuroticism. Midwifery, Vol: 29 (11), pg. 1244-1250.

Kazem, R., Thompson, L. A., Hamilton, M. P. R. & Templeton, A. (1995) Ethics and

Society: Current attitudes towards egg donation among men and women. Human

Reproduction. Vol: 10 (6), pg. 1543-1548.

Kerr, A., Cunningham-Burley, S., & Amos, A. (1998). The new genetics and health:

Mobilizing lay expertise. Public Understanding of Science. Vol: 7, pg. 41-60.

Kian, E. M., Riazi, H. & Bashirian, S. (2014) Attitudes of Iranian infertile couples toward

233



surrogacy. Journal of Human Reproductive Sciences. Vol: 7 (1) pg. 47-51.

Klimanskaya, I., Chung, Y., Becker, S., Lu, S. J., & Lanza, R. (2006). Human embryonic

stem cell lines derived from single blastomeres. Nature, VVol: 444 (7118), pg. 481—

485.

Knoester, M., Helmerhorst, F. M., Vandenbroucke, J. P., van der Westerlaken, L. A.,

Walther, F. J., Veen, S., & Leiden Atrtificial Reproductive Techniques Follow-up
Project. (2008). Cognitive development of singletons born after intra-cytoplasmic
sperm injection compared with in vitro fertilization and natural conception. Fertility

and Sterility. Vol: 90 (2), pg. 289-296.

Lampic, C., Svanberg, A. S., Karlstrom, P., & Tydén, T. (2006). Fertility awareness,

intentions concerning childbearing, and attitudes towards parenthood among female

and male academics. Human reproduction, Vol: 21 (2), pg. 558-564.

Langdridge, D. (2008). Phenomenology and Critical Social Psychology: Directions and

Debates in Theory Research. Social and Personality Psychology Compass , pg.

1126-1142.

Langdridge, D., & Hagger-Johnson, G. (2009). Introduction to Research Methods and Data

234



Analysis in Psychology 2nd Ed. Pearson Prentice Hall.

Larijani, B., & Zahedi, F. (2007). Ethical and religious aspects of gamete and embryo

donation and legislation in Iran. Journal of Religion and Health, Vol: 46 (3), pg. 399—

408.

Lawson, A. K., McQueen, D. B., Swanson, A. C., Confino, R., Feinberg, E. C., & Pavone, E.

M. (2021). Psychological distress and postponed fertility care during the COVID-19

pandemic. Journal of Assisted Reproduction and Genetics, pg. 333-341.

Lehmann-Haupt, R. (2016). Using Donor Eggs? Your Body Is Still Influencing Your Baby’s

Genes. https://lehmannhaupt.com/2016/01/06/becoming-a-solo-mom-via-assisted-

reproductive-technology-donor-eggs/

Levac, D., Colquhoun, H. & O’Brien, K. K. (2010). Scoping studies: advancing the

methodology. Implementation Science. Vol: 5, pg. 69.

Leventhal, H., Nerenz, D. R., & Steele, D. J. (1984). IlIness representations and coping with

health threats In: Baum A, Taylor SE, Singer JE, editors. Handbook of Psychology

and Health. Volume 1V: Social Psychological Aspects of Health, pg. 219-252.

235



Levy-Shiff, R., Vakil, E., Dimitrovsky, L., Abramovitz, M., Shahar, N., Har-Even, D., Gross,

S., Lerman, M., Levy, I., Sirota, L., & Fish, B. (1998). Medical, cognitive, emotional,
and behavioral outcomes in school-age children conceived by in-vitro fertilization.

Journal of Clinical Child Psychology, Vol: 27 (3), pg. 320-329.

Lindsay, P. H., & Norman, D. A. (1981). Einfihrung in die Psychologie:

Informationsaufnahme und-verarbeitung beim Menschen. Springer.

Liu, Y. C., & Blair, E. M. (2002). Predicted birth weight for singletons and twins. Twin

Research and Human Genetics. Vol: 5 (6) pg. 529-537.

Lu, Y. H., Wang, N., & Jin, F. (2013). Long-term follow-up of children conceived through

assisted reproductive technology. Journal of Zhejiang University Science B. Vol: 14

(5) pg. 359-371.

Ludwig, A. K., Sutcliffe, A. G., Diedrich, K., & Ludwig, M. (2006). Post-neonatal health and

development of children born after assisted reproduction: A systematic review of
controlled studies. European Journal of Obstetrics & Gynaecology and Reproductive

Biology. Vol: 127 (1), pg. 3-25.

Luna, F. (2001). Assisted Reproductive technology in Latin America: some ethical and

236



sociocultural issues. World Health Organization Geneva, pg. 31-40.

Lutjen, P., Trounson, A., Leeton, J., Findlay, J., Wood, C., & Renou, P. (1984). The

establishment and maintenance of pregnancy using in vitro fertilization and embryo

donation in a patient with primary ovarian failure. Nature, Vol: 307 (5947), pg. 174—

175.

Macklin, R. (1991). Artificial Means of Reproduction and Our Understanding of the Family.

The Hastings Center Report, Vol: 21 (1), pg. 5.

Maher, J. Y., Pal, L., llluzzi, J. L., Achong, N., & Lundsberg, L. S. (2022). Racial and ethnic

differences in reproductive knowledge and awareness among women in the United

States. F&S Reports, Vol: 3(2), pg. 46-54.

Maheshwari, A., Pandey, S., Shetty, A., Hamilton, M., & Bhattacharya, S. (2012). Obstetric

and perinatal outcomes in singleton pregnancies resulting from the transfer of frozen
thawed versus fresh embryos generated through in vitro fertilization treatment: A

systematic review and meta-analysis. Fertility and Sterility. Vol: 98 (2), pg. 368-377.

Masroor, S. (2020). Collateral damage of COVID-19 pandemic: Delayed medical care.
Journal of Cardiac Surgery, pg. 1345-1347.

237



Mathieu, E., Ritchie, H., Ortiz-Ospina, E., Roser, M., Hasell, J., Appel, C., Giattino, C., &

Rodés-Guirao, L. (2021). A global database of COVID-19 vaccinations. Nature

Human Behaviour, Vol: 5 (7), pg. 947-953.

Miranda, C., Larrazabal, F., & Laban, P. (1995). Family counselling in infertility couples.

Revista Chilena de Obstetricia y Ginecologia. Vol: 60 (2), pg. 75-78.

Murray, C., MacCallum, F., & Golombok, S. (2006). Egg donation parents and their children:

Follow-up at age 12 years. Fertility and Sterility. VVol: 85 (3), pg. 610-618.

Nargund, V. H (2015) Effects of psychological stress on male fertility. Nature Reviews

Urology. Vol: 12, pg. 373-382.

National Health Service (2020). Pregnancy and coronavirus.

https://www.nhs.uk/conditions/coronavirus-Covid-19/people-at-higher-

risk/pregnancy-and-coronavirus/

National Health Service (2022). NHS Health Research Authority. https://www.hra.nhs.uk

238



National Institutes of Health. (2020). The impact of COVID-19 on the research community.

https://grants.nih.gov/policy/natural-disasters/corona-virus/impact-research-

community.htm

Newton, C. R., Sherrard, W., & Glavac, I. (1999). The Fertility Problem Inventory:

measuring perceived infertility-related stress. Fertility and sterility, Vol. 72 (1), pg. 54-62.

Nieves Velasquez, C., Garcia Meza, M., Ukhova, D., Xinico, S., Palma, S., & Simpson, S.

(2018). Making the health system work by and for Indigenous women in Guatemala:

a community led multisectoral collaboration. BMJ, 363.

Ombelet, W., & Campo, R. (2008). ESHRE Special Task Force ‘Developing countries and

infertility’. Vol: 2008 (1), pg. 1-117.

Osian, E., Afemikhe, J., Olorunfemi, O., & Eweka, A. (2019). Knowledge and perception of

assisted reproductive technology among women attending the University of Benin

Teaching Hospital, Benin City, Nigeria, 2018. Journal of Nursing and Midwifery

Sciences, Vol: 6 (3), pg. 125.

Palermo, G., Joris, H., Devroey, P., & van Steirteghem, A. C. (1992). Pregnancies after

239



intracytoplasmic injection of single spermatozoon into an oocyte. The Lancet, Vol:

340 (8810), pg. 17-18.

Pan American Health Organization. (2021). An ancient tradition to the rescue: Mayan

midwives or “comadronas” dispel COVID-19 vaccination fears.
https://www.paho.org/en/stories/ancient-tradition-rescue-mayan-midwives-or-

comadronas-dispel-Covid-19-vaccination-fears

Paredes, C. L. (2017). Mestizaje and the Significance of Phenotype in Guatemala. Sociology

of Race and Ethnicity, Vol: 3 (3), pg. 319-337.

Paul, V. I. (1968). Humanae vitae. pg. 11. Libreria Editrice Vaticana.

Payton, K. (2015). Family Planning, Pregnancy, and Birth in Guatemala: Maya Women and

Modern Healthcare. Western Michigan University.

Penzias, A., Azziz, R., Bendikson, K., Cedars, M., Falcone, T., Hansen, K., Hill, M., Jindal,

S., Kalra, S., Mersereau, J., Racowsky, C., Reindollar, R., Shannon, C. N., Steiner,
A., Stovall, D., Tanrikut, C., Taylor, H., & Yauger, B. (2021). Fertility evaluation of
infertile women: a committee opinion. Fertility and Sterility, Vol: 116 (5), pg. 1255—

1265.

240



Peters, M. D., Godfrey, C. M., Khalil, H., Mclnerney, P., Parker, D., & Soares, C. B. (2015).

Guidance for conducting systematic scoping reviews. JBI Evidence

Implementation, Vol: 13 (3), pg. 141-146.

Pickens, J. (2005) Attitudes and Perceptions. In: Organizational Behavior in Health Care.

Jones and Bartlett Publishers, Sudbury, 43-75.

Pietkiewicz, 1., & Smith, J. A. (2012). Praktyczny przewodnik interpretacyjnej analizy

fenomenologicznej w badaniach jakosciowych w psychologii. Czasopismo

Psychologiczne, Vol: 18 (2), pg. 361-3609.

Pietkiewicz, 1., Alan, J., & Birkbeck, S. (2014). A practical guide to using Interpretative

Phenomenological Analysis in qualitative research psychology. Czasopismo

Psychologiczne Psychological Journal, 20 (1), pg. 7-14.

Pir Jalian, M. (2017). A cross-cultural perspective on mothers’ attitudes on sharing

information with the teachers on which child has been conceived by egg donation.

Journal of Education and Practice. Vol: 8 (27) pg. 6-10.

241



Pir Jalian, M. (2020). Conception by egg donation: perceptions, maternal bonding and health

practices (Doctoral dissertation, Middlesex University).

Pir Jalian, M. (2020). What Are the Factors to Consider in Assisted Reproductive

Technology. Psychreg.org. https://www.psychreg.org/factors-to-consider-in-assisted-

reproductive-technology/

Ponjaert-Kristoffersen, 1., Tjus, T., Nekkebroeck, J., Squires, J., Verté, D., Heimann, M.,

Bonduelle, M., Palermo, G., & Wennerholm, U.B. (2004). Psychological follow-up

study of 5-year-old ICSI children. Human Reproduction. Vol: 19, pg. 2791-2797.

Quaas, A., & Dokras, A. (2008). Diagnosis and treatment of unexplained infertility. Reviews

in Obstetrics & Gynecology, Vol: 1 (2), pg. 69-76.

Rebar, R. W., & De Cherney, A. H. (2004). Assisted Reproductive Technology in the United

States. New England Journal of Medicine, Vol: 350 (16), pg. 1603-1604.

Refrence.com. (2020). What Is the Difference Between Perception and Attitude?

https://www.reference.com/world-view/difference-between-perception-attitude-

63f45c8509bb74e7

242



Reverby, S. M. (2012). Ethical failures and history lessons: the US Public Health Service

research studies in Tuskegee and Guatemala. Public Health Reviews, Vol: 34 (1), pg.

1-18.

Rodman, D. H. (2003). University of Florida Homepage George A. Smathers Library

Homepage. https://ufdc.ufl.edu/UFE0017406/00001

Rodman, D. H. (2006). Gender, Migration and Transnational Identities: Maya and Ladino

Relations in Eastern Guatemala (Doctoral dissertation, University of Florida).

Romundstad, L. B., Romundstad, P. R., Sunde, A., von Diring, V., Skjerven, R., Gunnell,

D., & Vatten, L. J. (2008). Effects of technology or maternal factors on perinatal
outcome after assisted fertilisation: a population-based cohort study. The Lancet, Vol:

372 (9640), pg. 737-743.

Sabarre, K. A., Khan, Z., Whitten, A. N., Remes, O., & Phillips, K. P. (2013). A qualitative

study of Ottawa university students’ awareness, knowledge and perceptions of
infertility, infertility risk factors and assisted reproductive technologies (ART).

Reproductive Health, Vol: 10 (1), pg. 1-10.

243



Sahlqvist, S., Song, Y., Bull, F., Adams, E., Preston, J., & Ogilvie, D. (2011). Effect of

questionnaire length, personalisation and reminder type on response rate to a complex
postal survey: randomised controlled trial. BMC medical research methodology, Vol:

11 (1), pg. 1-8.

Sallam, H. N., & Sallam, N. H. (2016). Religious aspects of assisted reproduction. Facts,

views & vision in ObGyn, Vol: 8 (1), pg. 33-48.

Sazonova, A., Killen, K., Thurin-Kjellberg, A., Wennerholm, U. B., & Bergh, C. (2011).

Factors affecting obstetric outcome of singletons born after IVF. Human

reproduction, Vol: 26 (10), pg. 2878-2886.

Schenker, J. G. (2005). Assisted reproduction practice: religious perspectives. Reproductive

biomedicine online, Vol: 10 (3), pg. 310-319.

Scott, D. (2014). Ontology, epistemology, strategy and method in educational research. A

critical realist approach. Magis, Revista Internacional de Investigacion en Educacién,

Vol: 7 (14), pg. 29-38.

Seli, E. (2019). Scientific priorities for assisted reproduction in the 21st century.

244



IVIRMA Innovation. https://www.ivi-rmainnovation.com/science-priorities-assisted-

reproduction-21st-century/

Serour, G. 1. (2000). Ethical considerations of assisted reproductive technologies: a Middle

Eastern perspective. Middle East Fertility Society Journal, Vol: 5, pg. 13-18.

Serour, G. I. (2005). OPINION-Religious perspectives of ethical issues in ART 1. Islamic

perspectives of ethical issues in ART. Middle East Fertility Society Journal, Vol: 10

(3), pg. 185-190.

Serour, G. I. (2006). What religious leaders need in order to be involved in the fight against

HIV/aids: results of a qualitative research from Egypt. International Islamic Center

for Population Studies and Research Al-Azhar University, Vol: 31, pg. 29-105.

Serour, G. I. (2008). Islamic perspectives in human reproduction. Reproductive biomedicine

online, Vol: 17, pg. 34-38.

Sewpaul, V. (1999). Culture Religion and Infertility: A South African Perspective. The

British Journal of Social Work, Vol. 29, pp. 741-754.

245



Sharma, R., Biedenharn, K. R., Fedor, J. M., & Agarwal, A. (2013). Lifestyle factors and

reproductive health: taking control of your fertility. Reproductive biology and

endocrinology, Vol: 11 (1), pg. 1-15.

Shen, H., Xu, W., Zhang, J., Chen, M., Martin, F. L., Xia, Y., Liu, L., Dong, S., & Zhu, Y. G.

(2013). Urinary metabolic biomarkers link oxidative stress indicators associated with
general arsenic exposure to male infertility in a Han Chinese population.

Environmental Science and Technology, Vol: 47 (15), pg. 8843-8851.

Singer, E., Corning, A., & Lamias, M. (1998). Trends: genetic testing, engineering, and

therapy: awareness and attitudes. The Public Opinion Quarterly, VVol: 62 (4), pg. 633-
664.

Skoog-Svanberg, A., Lampic, C., Bergh, T., & Lundkvist, O. (2003). Public opinion

regarding oocyte donation in Sweden. Human Reproduction, Vol: 18 (5), pg. 1107-
1114.

Smith, J. A., & Osborn, M. (2003). Interpretative phenomenological analysis. Qualitative

psychology: A practical guide to research methods (pp. 51-80). Sage Publications,

Inc.

246



Smith, J. A., Flowers, P., & Larkin, M. (2009). Interpretative phenomenological analysis:

Theory, method and research. London, England. SAGE.

Smocovitis, V. B. (2011). The Worst Science in the World An Empire of Ice Scott,

Shackleton, and the Heroic Age of Antarctic Science. Yale University Press, Vol:

332 (6034), pg. 1152-1153.

Sommerlad, J. (2018). World's first test tube baby at 40: How the public reacted to the IVF

breakthrough of the century. Independent.
https://www.independent.co.uk/news/health/test-tube-baby-40th-anniversary-world-

first-reaction-ivf-louise-brown-a8454021.html

Squires, J., & Kaplan, P. (2007). Developmental outcomes of children born after assisted

reproductive technologies. Infants and Young Children, Vol. 20 (1), pg. 2-10.

Srinivas, M. N. (1993). A part of life. The Hindu view. Asiaweek, 59.

Stevens, E. P. (1973). The Prospects for a Women’s Liberation Movement in Latin America.

Journal of Marriage and the Family, Vol: 35 (2), pg. 313.

247



Stewart, S. (2015). Avenir Health ,Broad Branch Associates, Development Alternatives Inc.

(DAL), Johns Hopkins Bloomberg School of Public Health (JHSPH), Results for

Development Institute (R4D), RTI International, Training Resources Group.

Sudha, G., & Reddy, K. S. N. (2013). Causes of female infertility: a crosssectional study.

International Journal of Latest Research in Science and Technology, Vol: 2 (6), pg.

119-123.

Sutcliffe, A. G., Melhuish, E., Barnes, J., & Gardiner, J. (2014). Health and development of

children born after assisted reproductive technology and sub-fertility compared to
naturally conceived children: data from a national study. Pediatric Reports, VVol: 6

(1), pg. 5118.

Szalma, I., & Bitd, T. (2021). Knowledge and attitudes about assisted reproductive

technology: Findings from a Hungarian online survey. Reproductive Biomedicine and

Society Online, Vol: 13, pg. 75-84.

Tallandini, M. A., Zanchettin, L., Gronchi, G., & Morsan, V. (2016). Parental disclosure of

assisted reproductive technology (ART) conception to their children: a systematic and

meta-analytic review. Human Reproduction, VVol: 31(6), pg. 1275-1287.

248



Taman, A. (2022) How Covid-19 radically altered my PhD study. Birmingham City

University PhD Blog. https://www.bcu.ac.uk/research/our-phds/phd-blogs/how-

Covid-19-radically-altered-my-phd-study

Terra Experience. (2014).

Guatemala.http://www.terraexperience.com/guatemala_minimum_wage.htm

The Population Council, Inc. (2020). Guatemala: COVID-19 Knowledge, Attitudes &

Practices.
https://www.popcouncil.org/uploads/pdfs/2020PGY _CovidGuatemalaK APStudyBrief

pdf

The World Factbook. (2022) Guatemala. https://www.cia.gov/the-world-

factbook/countries/guatemala/#people-and-society

Touba, J. R. (1980). Sex Segregation and Women's Roles in the Economic System: The Case

of Iran. Research in the Interweave of Social Roles: Women and Men. Vol: 1, pg. 51-

98.

Tricco, AC, Lillie, E, Zarin, W, O'Brien, KK, Colquhoun, H, Levac, D, Moher, D, Peters,

249



MD, Horsley, T, Weeks, L, Hempel, S et al. (2018) Ann International Medicine
PRISMA Extension for scoping reviews (PRISMA-ScR): checklist and explanation.

Vol: 169 (7), pg. 467-473.

Tuffour, 1. (2017). A Critical Overview of Interpretative Phenomenological Analysis: A

Contemporary Qualitative Research Approach. Journal of Healthcare

Communications, Vol: 2 (2), pg. 52.

UK Research and Innovation. (2021). Survey findings of the impact of COVID-19 on

researchers. UKRI. https://www.ukri.org/news/survey-findings-of-the-impact-of-

Covid-19-on-researchers/

United Nations Development Programme (UNDP). (2020). Analysis of the Socio-economic

Effects and Impacts of COVID-19 in Guatemala (Spanish). Green Growth

Knowledge Platform. https://www.greengrowthknowledge.org/research/analysis-

socio-economic-effects-and-impacts-Covid-19-guatemala-spanish

United States Department of State. (2012). 2011 Report on International Religious Freedom -

Guatemala. http://www.refworld.org/docid/502105b92.html

250



University of Cambridge. (2022) Citing Blogs as Reference Sources. https://www.research-

integrity.admin.cam.ac.uk/research-integrity/guidance/citing-blogs-reference-sources

University of Oxford (2017). Religion and social factors top IVF concerns.
https://www.research.ox.ac.uk/article/2017-10-06-religion-and-social-factors-top-ivf-

concerns

van Balen, F., & Bos, H. M. W. (2009). The social and cultural consequences of being

childless in poor-resource areas. Facts, Views & Vision in ObGyn, Vol: 1 (2), pg.

106-121.

van der Stuyft, P., Sorensen, S. C., Delgado, E., & Bocaletti, E. (1996). Health seeking

behaviour for child illness in rural Guatemala. Tropical Medicine and International

Health, Vol: 1 (2), pg.161-170.

Vaughan, D. A,, Shah, J. S., Penzias, A. S., Domar, A. D., & Toth, T. L. (2020). Infertility

remains a top stressor despite the COVID-19 pandemic. Reproductive BioMedicine

Online, Vol: 41(3), pg.425-427.

Volkovyskaya, E., Raman, I., & Baluch, B. (2020). Psychological Research and COVID-19:

Are a Few Notes Necessary? PsychReg.org

251



Wagenaar, K. (2009). Cognitive and psychological functioning of adolescents born after IVF.

Ipskamp Print Partners, Enschede.

Walsham, G. (1995). The Emergence of Interpretivism in IS Research. Information Systems

Research, Vol: 6, pg. 376-394.

Wang, J., & Sauer, M. V. (2006). In vitro fertilization (IVF): a review of 3 decades of clinical

innovation and technological advancement. Therapeutics and clinical risk

management, VVol: 2 (4), pg. 355.

Wanggren, K., Prag, F., & Skoog Svanberg, A. (2013). Attitudes towards embryo donation in

Swedish women and men of reproductive age. Upsala Journal of Medical Sciences,

Vol: 118 (3), pg. 187-195.

Ward, V. M., Bertrand, J. T., & Puac, F. (1992). Barriers to Family Planning Among Mayans

in Guatemala. International Family Planning Perspectives, 59-62.

252



Wennberg, A. L., Rodriguez-Wallberg, K. A., Milsom, 1., & Bréannstrom, M. (2016).

Attitudes towards new assisted reproductive technologies in Sweden: A survey in
women 30-39 years of age. Acta Obstetricia et Gynecologica Scandinavica, Vol: 95

(1), pg. 38-44.

Wenstrom, K., Elliot, J., Newman, R., Peaceman, A., & Chahaun, S. (2004). Multiple

gestation: Complicated twin, triplet, and high-order multifetal pregnancy. American

College of Obstetricians and Gynecologists, VVol: 104 (4), pg. 869-883.

Werner-Felmayer, G. (2018). Globalisation and Market Orientation: A Challenge Within

Reproductive Medicine. In Cross-Cultural Comparisons on Surrogacy and Egg

Donation. pg. 13-34.

Wicclair M. R. (1991). Patient decision-making capacity and risk. Bioethics, Vol: 5 (2), pg.

91-104.

Woodriff, M., Sauer, M. v., & Klitzman, R. (2014). Advocating for longitudinal follow-up of

the health and welfare of egg donors. Fertility and Sterility, VVol: 102 (3), pg. 662—

666.

World Bank. (2022) Guatemala Overview: Development news, research, data.

253



https://www.worldbank.org/en/country/guatemala/overview

World Health Organization. (2010). Mother or nothing: the agony of infertility. Bulletin of

the World Health Organization, Vol: (12), pg. 881 - 882. World Health Organization.

World Health Organization. (2014). Infertility. https://www.who.int/health-

topics/infertility#tab=tab_2

World Health Organization. (2020). Considerations for public health and social measures in

the workplace in the context of COVID-19.
https://www.who.int/publications/i/item/WHO-2019-nCoV-Adjusting_PH_measures-

Workplaces-2020.1

World Health Organization. (2022). Coronavirus disease 2019 (COVID-19): situation report,

94.

Yang, Z., Wang, M., Zhu, Z., & Liu, Y. (2022). Coronavirus disease 2019 (COVID-19) and

pregnancy: a systematic review. The journal of maternal-fetal & neonatal

medicine, Vol: 33 (8), pg. 1619-1622.

254



Zegers-Hochschild, F., Crosby, J. A., Musri, C., de Souza, M. B., Martinez, A. G., Silva, A.

A., Posada, N. (2020). Assisted reproductive techniques in Latin America: The Latin

American Registry 2017. JBRA Assisted Reproduction, Vol: 24 (3), pg. 362—378.

Zhan, Q. T., Pan, P. P., Xu, X. R., Lou, H. Y., Lou, Y. Y., &Jin, F. (2013). An overview of

studies on psychological well-being in children born following assisted reproductive

technologies. Journal of Zhejiang University Science B, Vol: 14 (11), pg. 947-960.

Zhu, L., Zhang, Y., Liu, Y., Zhang, R., Wu, Y., Huang, Y., Liu, F., Li, M., Sun, S., Xing, L.,

Zhu, Y., Chen, Y., Xu, L., Zhou, L., Huang, H., & Zhang, D. (2016). Maternal and
Live-birth Outcomes of Pregnancies following Assisted Reproductive Technology: A

Retrospective Cohort Study. Scientific Reports, Vol: 6 (1), pg. 1-11.

255



CHAPTER 9 Appendices

Appendix A- English and Spanish versions of the questionnaire

employed in study 1 and 2

Questionnaires (Study 1)
English version of the questionnaire employed for study 1 — The questionnaire is also to Spanish.

The aim of this questionnaire is to assess Guatemalan men and women’s perception towards ART and
the impact it may have on the child and the couple who have a child conceived via one of the two most
popularly used ART treatment options namely; In vitro Fertilisation - IVF and conception via egg
donation.

Following completion of a brief demographic information section there will be a section explaining
IVF and Egg Donation procedures. This is then followed by 10 short statements. Please read each
statement carefully and decide which response best describes how you feel about it by choosing either
Strongly agree, Agree, Disagree or Strongly disagree. Please respond to every statement. It is important
that you answer each question as honestly as possible. It is important for us to also hear the reasons for
your choice and therefore we would appreciate if you give a brief explanation regarding your selected
response below each statement. All information will be treated with strictest confidence.

This is a brief explanation for two ART treatments:

In Vitro Fertilization (IVF): Is a fertility treatment procedure in which the couple who have not
achieved pregnancy by natural means will have to attend the clinic for well over two weeks to undergo
a treatment in which the woman’s egg is fertilized by the man’s sperm in the laboratory. The resulting
embryo is then transferred into the womb and approximately less than half of the cases will result in
pregnancy.

Egg Donation: Is a fertility treatment procedure in which the couple who have not achieved pregnancy
by natural means (particularly because of the women’s poor egg quality or age) must attend a clinic to
undergo a treatment in which the woman will receive a donated egg for the purpose of receiving
reproduction assistance. The egg will have been fertilized in a laboratory and the resulting embryo will
be placed in the woman's uterus to complete the remaining development process.

Demographic Information:

Age:

Gender:

Religion:

Catholic Church [ ] Evangelic Christianity [ ]
Christian Orthodox [ ] Mayan Spirituality [ ]
Non-Religious [ ] Other:

Religious strength:
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Practice very frequently [ ] Practice frequently [ ] Practice sometimes [ ]

Practice very little [ ] I don’t practice [ ]

Ethnicity:

Ladino/Mestizo [ ] Maya [ ] Other:

Marital status:

Single [] Married [ ] Divorced []  Separated[] Widowed []

The higher degree you achieved:
No formal education [ | Diploma [ ] Foundation degree [ | Bachelor’s degree [ | Master’s degree [ |
Doctoral [ ]

Occupation:

Are you currently a student? Yes[INo[]

Do you have any children? Yes[] No[]
Do you know anyone who has IVF treatment? Yes[] No[]

Do you know anyone who has egg a child by egg donation? Yes[] No[]

1- Before embarking on any of the ART techniques the couple should consider what their
religion has to say about their actions

Strongly agree [ ] Agree [ ] Disagree [ ] Strongly Disagree [ ]
Please give your reasons:

2- As the costs of ART treatment is too high and the chance of success is relatively low
the couples should themselves cover the costs not the government

Strongly agree [ ] Agree [ ] Disagree [ ] Strongly Disagree [ ]
Please give your reasons:

3- There should be specific educational programmes in the schools for children to learn
about the ART techniques

Strongly agree [ ] Agree [ ] Disagree [ ] Strongly Disagree [ ]
Please give your reasons:

257



4- Considerable funding should be directed to scientific research on the psychological,
medical and social consequences of children born as a result of ART

Strongly agree [ ] Agree [ ] Disagree [ ] Strongly Disagree [ ]
Please give your reasons:

5- There should be strict procedures regarding egg donation procedures in which the
donor should be of the same ethnic origin as the recipient

Strongly agree [ ] Agree [ ] Disagree [ ] Strongly Disagree [ ]
Please give your reasons:

6- Because the embryo is fertilised in the lab the child born by this technique may exhibit
the following complications more often than a child who is conceived naturally:

-Have a lower 1Q:

Strongly agree [ ] Agree [ ] Disagree [ ] Strongly Disagree [ ]
Please give your reasons:

-Chance of being Autistic:

Strongly agree [ ] Agree [ ] Disagree [ ] Strongly Disagree [ ]
Please give your reasons:

-Develop yet unknown medical complications:

Strongly agree [ ] Agree [ ] Disagree [ ] Strongly Disagree [ ]
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Please give your reasons:

-The likelihood of being infertile:

Strongly agree [ ] Agree [ ] Disagree [ ] Strongly Disagree [ ]
Please give your reasons:

7- A child born as a result of egg donation should be told about the precise nature of their
conception

Strongly agree [ ] Agree [ ] Disagree [ ] Strongly Disagree [ ]
Please give your reasons:

8- A child born as a result of egg donation will have more psychological problems than
naturally conceived child

Strongly agree [ ] Agree [ ] Disagree [ ] Strongly Disagree [ ]
Please give your reasons:

9- Parents of a child born as a result of egg donation will not be very welcomed in the
society

Strongly agree [ ] Agree [ ] Disagree [ ] Strongly Disagree [ ]
Please give your reasons:
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10 - Donor egg conceived children may experience overt prejudice from the wider
community, relatives and friends

Strongly agree [ ] Agree [ ] Disagree [ ] Strongly Disagree [ ]
Please give your reasons:

If there is anything you will like to add that had not been mentioned regarding this topic, please mention
it below:

If you are happy to be contacted again for possible follow-up research, please write your name and
email address in capital letters below.

How much knowledge do you think you have about issues related to Assisted Reproductive
Technologies?
Please answer on the scale below:

Not at all A considerable amount
1 2 3 4 5 6 7 8 9 10

If you answer is a 5 or higher, please state where you obtained this information below:

Name Email Address

Thank you for your help.
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Appendix B- Consent, Information, and Debriefing Sheets for

Study 1 and 2 in English and Spanish

Middlesex
University
Information sheet London

Psychology Department
Middlesex University
Hendon

London NW4 4BT

Cecilia Isabel Urrutia CU084@live.mdx.ac.uk

Guatemalan’s Perceptions of Assisted Reproductive Technologies (ART) and its possible
consequences on the conceived child and the couple.

You are being invited to take part in a research study. Before you decide to participate, it is important
for you to understand why the research is being done and what it will involve. Please take your time
to read the following information carefully and discuss it with others if you wish. Please ask if there is
anything that is not clear or if you would like more information. Take your time to decide whether or
not you wish to take part.

The aim of this study is to assess Guatemalan’s perception towards ART and the impact it may have
on the child and the couple who have a child conceived via one of the two most popularly used ART
treatment options namely; In Vitro Fertilisation - IVF and conception via egg donation.

In Vitro Fertilization (1VF): Is a fertility treatment procedure in which the couple who have not
achieved pregnancy by natural means will have to attend the clinic for well over two weeks to
undergo a treatment in which the woman’s egg is fertilized by the man’s sperm in the laboratory. The
resulting embryo is then transferred into the womb and approximately less than half of the cases will
result in pregnancy.

Egg Donation: Is a fertility treatment procedure in which the couple who have not achieved
pregnancy by natural means (particularly because of the woman’s poor egg quality or age) will have
to attend the clinic for well over two weeks to undergo a treatment in which a donor’s egg is fertilized
by the man’s sperm in the laboratory. The resulting embryo is then transferred into the recipient.

As there is very little research on what the general public view about having a child by either of the
two methods this research is aimed at an insight into this topic.

The research will take place at Galileo University. You will be given a basic demographic
guestionnaire followed by a questionnaire of 10 statements. There are no correct or incorrect answers
it is simply a statement to assess public perception about the subject of conception by ART. For
example, “before embarking on any of the ART techniques the couple should consider what their
religion has to say about their actions”. You are expected to circle/tick one of the following options:
Strongly agree, Agree, Disagree, Strongly Disagree and give a couple of sentences for the reasons of
your choice. The completion of the questionnaire will not take longer than 15 minutes.

You will be given a copy of this information sheet and will be asked to sign a consent form before
taking part in the research.

Participation in this research is entirely voluntary. You do not have to take part if you do not want to.
If you decide to take part, you may withdraw at any time during your participation without giving a
reason. You may withdraw your data up until data analysis begins in 2019.
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All information about you will be kept strictly confidential. Your data will be given a research code.
Only the researcher and the supervisor will have access to the data. All proposals for research using
human participants are reviewed by an Ethics Committee before they can proceed. The Middlesex
Psychology Department’s Ethics Committee have reviewed this proposal.

If you have any further questions regarding your participation in this research, please contact
the researcher or the supervisor using the contact details listed below.

Researcher: Cecilia Isabel Urrutia Supervisor: Dr Bahman Baluch
CuU084@live.mdx.ac.uk b.baluch@mdx.ac.uk
Middlesex University Middlesex University
Psychology Department Psychology Department

+44 (0)20 8411 5375
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Informed consent

Middlesex
Middlesex University School of Science and Technology g University
Psychology Department London
Written Informed Consent

Guatemalan’s Perceptions of Assisted Reproductive Technologies (ART) and its possible
consequences on the conceived child and the couple — 2019

Researcher’s name: Cecilia Isabel Urrutia
Supervisor’s name and email: Dr Bahman Baluch B.Baluch@mdx.ac.uk

¢ | have understood the details of the research as explained to me by the researcher, and confirm
that | have consented to act as a participant.

¢ | have been given contact details for the researcher in the information sheet.
e | understand that my participation is entirely voluntary, the data collected during the research

will not be identifiable, and | have the right to withdraw from participating in the project at any
time without any obligation to explain my reasons for doing so.

e | understand that | can ask for my data to be withdrawn from the project until data analysis
begins in May 2019

e | further understand that the data | provide may be used for analysis and subsequent publication,

and | provide my consent that this may occur.

If you would be willing to be contacted again at a later date for any follow up research, please
tick here [ ]

Print name Sign Name

Date:

To the participant: Data may be inspected by the Chair of the Psychology Ethics panel and the Chair
of the School of Science and Technology Ethics committee of Middlesex University, if required by
institutional audits about the correctness of procedures. Although this would happen in strict
confidentiality, please tick here if you do not wish your data to be included in audits:
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Debriefing

Middlesex
Psychology Department tj(;]r:‘cllgﬁlty
Middlesex University
Hendon

London NW4 4BT

Researchers name: Cecilia Isabel Urrutia
Date: April 2019

Study title: Guatemalan’s Perceptions of Assisted Reproductive Technologies (ART) and its possible
consequences on the conceived child and the couple.

We would like to begin by thanking you for your contribution to this study and to the research regarding
egg donation in general.

The present study was designed to examine Guatemalan’s perception towards ART and the impact it
may have on the child and the couple who have a child conceived via one of the two most popularly
used ART treatment options namely, In Vitro Fertilisation - IVF and conception via egg donation.
There is very little research on this topic, particularly on the Guatemalan population. Generally, research
has shown that factors such as religion, ethnicity, costs, possible consequences and participant’s age
and gender may have an impact on how people may regard undergoing fertility treatment via IVF or
egg donation. A recent study for example by Pir Jalian (2017) has shown that Iranians are generally not
supportive of a child being born by egg donation and believe that it may have an impact on the child in
the society. This is in spite of the fact that having a child in a non—Western country such as Iran is the
prime aim for all couples.

The questionnaires you completed will help us to have a clearer perspective on what the view is on
conception by ART amongst the Guatemalan population and should provide valuable information for
practitioners and couples involved in infertility treatment

Please use the contact information provided to get in touch with the researcher or the supervisor should
you have any questions about this study.

Researcher: Cecilia Isabel Urrutia Supervisor: Dr Bahman Baluch
CU084@live.mdx.ac.uk b.baluch@mdx.ac.uk
Middlesex University Middlesex University
Psychology Department Psychology Department

+44 (0)20 8411 5375
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Hoja de informacion

Departamento de Psicologia Middlesex
Middlesex University University
Hendon

London

London NW4 4BT
Cecilia Isabel Urrutia CU084@live.mdx.ac.uk

Percepciones de las Tecnologias de Reproduccion Asistida (ART) de Guatemala y sus posibles
consecuencias para el nifio concebido y la pareja

Esta siendo invitado a participar en una investigacion para un estudio. Antes de que decida participar,
es importante que entienda por qué se realiza la investigacion y en qué consistird. TOmese su tiempo
para leer detenidamente la siguiente informacién y discutala con otros si lo desea. Por favor, pregunte
si hay algo que no esté claro o si desea mas informacion. Tdmese su tiempo para decidir si desea 0 no
participar.

El objetivo de este estudio es evaluar la percepcion de los guatemaltecos con respecto a los ART vy el
impacto que puede tener en el nifio y en la pareja que tiene un hijo concebido a través de una de las dos
opciones de tratamiento con ART mas utilizadas popularmente; Fertilizacion in vitro - IVF y
concepcidn mediante donacion de 6vulos.

Fertilizacion in vitro (IVF): Es un procedimiento de tratamiento de fertilidad en el que la pareja que
no ha logrado el embarazo por medios naturales, tendra que asistir a la clinica durante més de dos
semanas para someterse a un tratamiento en el que el esperma del hombre fecunde el 6vulo de la mujer
en el laboratorio. El embrién resultante se transfiere a la matriz y aproximadamente menos de la mitad
de los casos dara lugar al embarazo.

Donacion de dvulos: Es un procedimiento de tratamiento de fertilidad en el que la pareja que no ha
logrado el embarazo por medios naturales (especialmente debido a la mala calidad o edad del 6vulo de
las mujeres) tendra que asistir a la clinica durante mas de dos semanas para someterse a un tratamiento
en el que el dvulo del donante es fertilizado por el esperma del hombre en un laboratorio. EI embrién
resultante se transfiere al receptor.

Como hay muy poca investigacion sobre la opinion del pablico en general acerca de tener un hijo por
cualquiera de los dos métodos, esta investigacion tiene como objetivo conocer este tema.

La investigacion se llevara a cabo en la Universidad Galileo. Se le dard un cuestionario demografico
bésico seguido de un cuestionario de 10 afirmaciones. No hay respuestas correctas o incorrectas, es
simplemente una declaracién para evaluar la percepcion pablica sobre el tema de la concepcién por
parte de ART. Por ejemplo, "antes de embarcarse en cualquiera de las técnicas ART, la pareja debe
considerar lo que su religion tiene que decir sobre sus acciones". Se espera que encierre en un circulo /
marque una de las siguientes opciones: Muy de acuerdo, De acuerdo, En desacuerdo, Muy en
desacuerdo y dé un par de oraciones por las razones de su eleccion. La finalizacién del cuestionario no
Ilevard més de 15 minutos.

Se le entregara una copia de esta hoja de informacion y se le pedird que firme un formulario de
consentimiento antes de participar en la investigacion.

La participacion en esta investigacion es totalmente voluntaria. No es necesario que participes si no
quieres. Si decide participar, puede retirarse en cualquier momento durante su participacion sin dar una
razén. Puede retirar sus datos hasta que el anlisis de los datos comience en 2019..

Toda la informacion sobre usted se mantendré estrictamente confidencial. Sus datos recibiran un cédigo
de investigacion. Solo el investigador y el supervisor tendrén acceso a los datos. Todas las propuestas
de investigacion con participantes humanos son revisadas por un Comité de Etica antes de que puedan
continuar. EI Comité de Etica del Departamento de Psicologia de Middlesex ha revisado esta propuesta.
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Si tiene méas preguntas sobre su participacion en esta investigacion, comuniquese con el
investigador o el supervisor utilizando los datos de contacto que se enumeran a continuacion.

Investigador: Cecilia Isabel Urrutia Supervisor: Dr Bahman Baluch
CU084@live.mdx.ac.uk b.baluch@mdx.ac.uk
Middlesex University Middlesex University
Psychology Department Psychology Department

+44 (0)20 8411 5375
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Reunion informativa

Middlesex
University

Departamento de Psicologia London

Middlesex University
Hendon
London NW4 4BT

Nombre de la investigadora: Cecilia Isabel Urrutia
Date: Abril 2019

Titulo del estudio: Percepciones de las tecnologias de reproduccion asistida (ART) en Guatemala y
sus posibles consecuencias para el nifio concebido y la pareja.

Nos gustaria comenzar agradeciéndole por su contribucion a este estudio y a la investigacion sobre la
donacién de 6vulos en general.

El presente estudio fue disefiado para examinar la percepcion de Guatemala sobre los ART y el impacto
gue puede tener en el nifio y en la pareja que tiene un hijo concebido a través de una de las dos opciones
de tratamiento con ART maés utilizadas popularmente; Fertilizacion in vitro - IVF y concepcion
mediante donacion de 6vulos.

Hay muy poca investigacion sobre este tema, particularmente sobre la poblacién guatemalteca. En
general, las investigaciones han demostrado que factores como la religion, el origen étnico, los costos,
las posibles consecuencias y la edad y el género de los participantes pueden tener un impacto en la
forma en que las personas pueden considerar someterse a un tratamiento de fertilidad mediante FIV o
donacién de dvulos. Un estudio reciente, por ejemplo, por Pir Jalian (2017) ha demostrado que los

Iranies generalmente no apoyan que un nifio comience a nacer con la donacion de 6vulos y creen que
puede tener un impacto del nifio en la sociedad. Esto es a pesar del hecho de que tener un hijo en un
pais no occidental como Iran es el objetivo principal de todas las parejas.

Los cuestionarios que completd nos ayudaran a tener una perspectiva mas clara de lo que esté en juego
con la concepcion de ART entre la poblacién guatemalteca y deben proporcionar informacion valiosa
para los profesionales y las parejas que participan en el tratamiento de la infertilidad.

Utilice la informacion de contacto proporcionada para ponerse en contacto con el investigador o el
supervisor si tiene alguna pregunta sobre este estudio.

Investigador: Cecilia Isabel Urrutia Supervisor: Dr Bahman Baluch
CU084@live.mdx.ac.uk b.baluch@mdx.ac.uk
Middlesex University Middlesex University
Psychology Department Psychology Department

+44 (0)20 8411 5375
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Formulario de consentimiento informado

o , _ o Middlesex
Escuela de Ciencia y Tecnologia de Middlesex University University
Departamento de Psicologia London

Consentimiento Informado Por Escrito

Titulo de estudio y curso académico:

Percepciones de las Tecnologias de Reproduccion Asistida (ART) de Guatemala y sus posibles
consecuencias para el nifio concebido y la pareja — 2019

Nombre del investigador: Cecilia [sabel Urrutia

Nombre y correo electronico del supervisor: Dr Bahman Baluch B.Baluch(@mdx.ac.uk

e He entendido los detalles de la investigacion segun lo explicado por el investigador en
la hoja de informacion

e Me han dado los datos de contacto del investigador en la hoja de informacion

e Entiendo que mi participacion es totalmente voluntaria, que los datos recopilados
durante la investigacion no seran identificables, y tengo el derecho de retirarme de
participar en el proyecto en cualquier momento sin obligacion de explicar mis razones
para hacerlo

e Entiendo que puedo solicitar que mi informacidn sea retirada del proyecto hasta que el
andlisis de datos comience en Noviembre de 2019

e Ademas, entiendo que los datos que proporciono se pueden usar para el analisis y la
publicacién posterior, como una tesis de postgrado, y dar mi consentimiento para que
esto ocurra.

Nombre escrito Nombre firmado

Fecha:

Para el participante: Los datos pueden ser inspeccionados por el Presidente del panel
de Etica de Psicologia y el Presidente del Comité de Etica de la Facultad de Ciencias y
Tecnologia de la Universidad de Middlesex, si asi lo requieren las auditorias
institucionales sobre la correccion de los procedimientos. Aunque esto sucederia en
estricta confidencialidad, marque aqui si no desea que sus datos se incluyan en las
auditorias:
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Appendix C- Letters Granting Access to Subjects and Data

Collection for Study 1 and 2

La Revolucién en |a Educacién

September, 21th, 2018

Dear Cecilia Isabel Urrutia,

Galileo University will like to express our interest in collaborating with Middlesex University
on your proposed research. We will like to welcome you to The School of Health and Sciences,
where you can conduct your proposed study.

You may come any time within the teaching terms of the year 2019.

- The 1** semester is from January 14 to June 21, 2019
- The mid-year vacation is from June 22 to July 14, 2019
- The 2™ semester is from July 15 to December 14, 2019

We look forward to meeting you. 7

C
// 2

{; | /\/
“DF Vilma Chavezde Pop {7

Dean of the Faculty of Health Sciences /

Dra. Vilma Chévez de Pop /
Decana
FACISA

7a. Avenida final (Calle Dr. Eduardo Suge

Guatemala, Centro An
P.B.X. 2423-8000

Letter of acceptance for research at San Carlos University in Guatemala

269



Licenciada Urrutia:

El sefior Director M.A. Mynor Lemus conocio el oficio enviado por la Licenciada Cecilia Isabel Urrutia,
ha expresado su interés en colaborar con las propuestas presentadas por la Licda. Urrutia, y que sera

bienvenida en la Escuela de Ciencias Psicoldgicas en el momento que desee.

Se espera contar con su valiosa visita.

Por cuestiones de programacion le comunico que para el 2019 las actividades se realizan de la siguiente
manera:

1. Inicio de actividades de ler. semestre 15 de enero finalizan el 15 de mayo

2. Junio vacaciones de medio afio

3. inicio de 2do. semestre 15 de julio y finaliza en octubre

Atentamente

Angela De Lebn

Secretaria de Direccion

Translated to English from Spanish
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Graduate Urrutia,

The Director M.A. Mynor Lemus acknowledged the official mail sent by the graduate Cecilia Isabel
Urrutia, and has expressed his interest in collaborating with the proposals presented by the graduate
Urrutia, he says she is welcomed in the school of psychology sciences in the moment she wishes.

We await her valuable visit.

For programming reasons | communicate the following events and how they take place for 2019:

1. Start of activities for the 1° semester 15 of January and end 15 of May
2. June vacations for the middle of the year
3. Start of activities for the 2" semester 15 of July and end in October

Attentively,
Angela De Leon

Admissions secretary
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Middlesex

University
London

Peychology REC

The Burmaghes

Hiendon

Lomodan MW 48T

Main Switchboard: 3208 411 5000

12102018
APPLICATION NUMBER.: 4364
Dear Caglla Isabed Umnutia,

R your application title: Guatemalan perceplions of Assisted Reproductive Technologies - Cuantiaive quasl experimantal
Superyisor. Bahman Saluch

Thank you Tor SUBMiting your application. | £3n coninm that your appleation has baen given aporoval from the date of this ketter by the Peychology REC.

Although your application has been approved, the reviswers of your application may have made some LSt comments on your applicalion. Fiease ook at
your orilne application again to check whether the reviewars have adted any commens Tor you to ook at.

Also, pleasa note e fllowing:

1. Piease ensure thal you contact your supenvisonireseanch ethics committes (REC) I any changes are made bo the research project which could affect
your efhikcs approval. There |5 an Amendment sud-fom on MORE that ¢an be compleiad and sudmihiad 1o your REC Tor furles review.

2. Yol MLt NOSTy YOoUr SUDervisonREC If there Is 3 breach In 0313 profechion managamant o any kssues that anse that may lead to 3 healh and safety
CONCEm or confict of Inerests.

3. If you require more me fo compiste your rassarch, |.e., beyond the date specfled In your application, pleass compiste e Extenslon sub-form on MORE
and submit It your REC for rview,

4. Please quoie the appilcation numbeT In any comespondence.

5. It is Impowtant Mat you retsin this document 35 evidence of research ethlcs approval, a5 It may be required for submission to extemal bodes (2.9, NHS,
grant awarding bodles) or 35 part of your reseanch report, dissemination (2.9, jounal aricles) and data managemen plan.

6. AlsD, pleasa forwan any ofher Informiation that wousd be hedpful In enhancing our appileation fom and procedurss - pleass contact
MOREsUDpor@md: ac uk o provide Saedback.

Good luck with your reseanch.

Yours sinceredy,
Chair

Psychoiogy REC

Middlesex
University
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Appendix D- Raw Transcripts and Coding Process Sample for

Study 1
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MAYA PEOPLE

1. Before embarking on any of the ART techniques the couple should consider what

their religion has to say about their actions
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MAYA PEOPLE

\Myporient 49 ConCiddr velig 100
12. It is important what the bible says on the matter, it is also important what the bible

states o | mmy Taﬂ-( V,)
oS24
free 4o <\ vignx o e
13. They are free i B s bt theli own bodies T ychgu?

¥ e\ Ao Ao
14. Religion has nothmg to do th}m}e choices of couples o 0S 1 C\ln’*\
# (O Lbe =K
+o C'/ W O%,
15. One is free to chose

S o
FAUSY Foligw AL ehurdn nagy @ m%}owu X
16. They are under the rules of the church { AN
yuM

17. Many religions do not agree with this

% U
L N
E (}‘V’P (L,V%r\w"
a >

I Coupw art rCligious - Should N der Hngir  ¢lichan
18. If the couple are devoted to their religion, they should w‘éys ask the priest or pastor

about their actions
Q¢ Ac0rding 4o vadugd and Movals nor veligion
19. I think they have to be able to talk library and act according to their values that they
have, not because their religion doesn’t allow them
JOURL € nak W COURAL g 1y
20. B%catfs‘é cach c&qﬁ‘) ‘had its nghts )rat)emala is a secular gountry, religion and

politics are different. As long as the couple has the economic means to have IVF they

can do so. Only if it is a very religious couple, will religion have an effect on their

A yignt
actions QO @ COUP\&' YVJ
S =S 7
Y€l1gion AWeS not alpw +ves ; oo X

21. Religion does not permit this because they don’t allow us to have a child from another

person
elichon AOCSn! pgetey WS Cnol R .
22. OYne " say when they want d}nl fh who and how, religion doesn't matter

277



MouA
( 3
| sLAd ineoo.
méz,iic? )

s (P rvop b
- ﬂ:tss.w
( \wuu\\@ﬂqwz,osu rrlsﬁ,,,,,/
(g |

_4\..\..%..:6: SN 12__%.
gy wi +do7 ﬂmsuvwc, m§
20 PIeus 7
o=
| 2 pmmoun k.&ﬁ
g ) , 7 o4SON0  Woge ) / laL 552700 +N0AD
Fo = mv < -
[ a4 propie b )
At ..3\]. N»E‘uzw oo
/

\,_/ -
= [ rouwn 0k 7000 o) | (4 oaddgrouy)

| { Aoy >SS0 [ sa0p fryumiuand \«550&

\ \.ﬂ ;_m:&ww,%zf_,

\ [pious PN
: -y
i e Ceigy do TeEnou
\ 7

ﬁ(&é u 0L \
)

_
/

. /
e B
haayag |
A3y
\\\/v; \/\\.'VXU\G‘M'J \\|\|IJ01||/V . \}~
- == ATAR O C rwis SH w2200 do S oy \_..d? ) R
, M,4 ,\uwo‘._m\ i u ,.JZ:_Q_.Mcaww»kwﬁ,waUMﬁ csu\/ H % l. \w,:u.G
—— AT T 7 - B ) ,\ \ ,_ ﬁ “«C&Of;» 3 ._\ — -~
(" ordar20 70D fé P Swo,C./.., ﬂ ,, N
\,..L: .ggb;,.uoofv ﬂ\\, . \M,. su%nubwssﬂ .,._ oA mo _\ cc._®:o> \ \\Wu.muq:is}:oo/
) = ——— L \ |/
Vﬁ?c_ ;o,ﬂc.;uw T S voURFRYY N [ f AW032200 ~ | &E.G@G D@ \ | 24 pynous
L LR [ e (>
) ARG Agapd [ W) % i / 10U PIWOUS e =t
£ g om.eww 15T OIS ) \ — \
|2 st B oI ) \ N\
j s ~— ¢ 7 S -
f ,\ Wil (s Fourbo 3es Co,m;u/m,
\ / RN = g -
.V. \ - \
| - /Vlt A
(Pewdorrg eonos | s34 2P |

TP EU0T B SAro nWGg
140 >3 pawIeS - LAY U0 CIOETRY § SU0U died S0P

278



Ladino
E _Enowddge, - PLOS’
o JnowMd g,
— " Young @copu Should Kinow) Giour PR o
£ CAMpnany TO ¥ecp wnfoved
B “imgotant o uvddrdwang +here are die WaLS 40 Conieyt

“nformanon 15 ymportant- £0 aHUIC
© \Mmpotant Yo know Aff ophons
- 900d 40 e, Wwivrwed aous AET
.- Mporrany (o CoInion mowudgc,
— 7. 99%d 0 ¥Yrnom dicut BET 4o gass info down '\'_o_tamm} . o
* 9004 Yo know Vo s \aing n bk
. ‘_BV—_T nowledgo My bunehd fwar : - .
[ impofrant w case ot (onsequunced o
¥nowldas 15 necdtd yo mare wmore Wovtud  cpoited

o

! loud nedp onidirun vore frona ﬁ_f’ﬂ_gum_mﬂ%wc ton i eved

| knowudde “(0ns’ :
o RET 24 vl not wake a difé
e Coldven ot 0O+ gindarssand. Y Loncepr

- 8 _Qm&AnMrMAW_Shw_\d_m. targhr . .

s Nox ol cpildran
o _l = PRT KNOUMAGE 1§ nor \MEIant .
B « AT reOrn 6 no_prssipue w0 AiRloging (ounttics
o Qe s \d(.,\’:l_ﬂ\C} xnou\dge, on_RET

| So\»'\(n:)_alofs\ni_\mgmnd_ﬁ?g_ . 3
= —Fope ar¢ gnorant yOINS ropic .
. s unfaminway ooy Sidh 266Gy on PR

- CTnere 800 knowiedqe of ART in Guakemal g -

. i Smglq_un\%_bﬁ_hmqmm&: naxuvad  (onepnon .

~ Showld e Yaug v ony ot Spelific ade

. N N 90 VAT W22 4 ’fug‘mr_mg_mmmg_qmg_ . S R
TS ed oyl emiow RV TV T CTIVAN -

279



00king Sotidlay oceepta” R
g ,U'\\\c; \OOKS  dff 14 Can \Ad 10 probums
M%Mmgmwms
= S YOLE tD avsid probunas W] Sviawries

T Mould \ge  wtavd i,{,_\aosb.\j.a\ozsm: A0OK. \ige. payents
'_ﬂs.xmg as_ ONd dpesnt NAVE derpfmines 4 Wolld b€ accepieal
“AS long aS e by OKS ool Wk wall der accepicd

g Soug)n3 WW e Onfused 1 F O Lok S olief Ythawn |parents .

- chila Wb Ve, Pedun provmns  af 1 cleesnt \0o¥ live. pAYCNTS.
- ONArBaiook. vowmal  SOCe) Al Occept Yoo

s ol packground 1S Dot wopofanty s Shold e 0 Sy face
- Yoce  dees 0or  vnarwer .

« Davents Shmlﬁw_dmi@__\wm_mngm AR

o SAMe Yaclls WS arveyvont
“Sapne roee -=Mau*h3 loa.\p\j

© YOG \S 0Ok ymporny —

© Sawe vace 1S wponiant oy gunarics

L2 00y editod pvo CCAWS can navt viSKS

o Theye  (oud \Bo fruwe SIOL eFrc s with  gRT

Medicad Side. gftecrs

!-' lowexr AR \S weMuant cvonn BT o NO Wud  Copeequen s
©od Caxe. gunvic eroiams leccanie. o pex
Lt SVWAL ekt ars dugend o dotor =

* N0 Side eee s wwn gel

< CouMd Cavse pobside  mudakions

+ DAL effaks Cowd happun +o cwjmp < . e o

S to  KLT: NG SUnpTueaL?
W 0fECUS Al 4o RETs mx,,,g,ﬁ.,wm gAY
- Loud Canse dIfOvmardn .
A \Q CoMd ke opicHed vC BS panadural

WO e viran SY el W nor \natuvod

280



Pigwon P figreeance
= BGlods will - = Parchks_ should be 00 Same py
- hghon foreidS - (OUSE e On Samie pg Yo dvoid pobS

o el 9100 Should nor 1mpose
EI L1V wiid&f_tr..tig oA

——— ]-Should not g agamsr Giad e ypuss giad moralh
—ldependS on Vel of veligion = s . -
1to_avold futuve vehgrous ¢voblams

1Pe 0N e Samw —pego igiousiy '
: 1-Ag9amsr pokw® OF God

s OnUdlr pevSonal  voluesy

c ParexS Snouwld  wnuds”

- S agenay - Selé Yengrated achions = ' 0N ¥hy Sane Page’
_;wsmm_vme
1= Couples onoice,

" loupe Should oS donor
L 2iPAEnES  Onote Yo o duCd. Omidren Clooiuk BeY
L2 PaxeS  onol e o UM \oalole S Lnility
- T Pexrsonad cnoiw 1T oawbies  yace
* Pavents  Cnpic) T KnowS Albous yow s Concen<d
— - po Personal finacial (egonswitivy
~roouple Shouwd by ol AR
*farumtS  Chovew to fealing ex ed

_ bovernvent/ouakmala’ N
- 6OV’E Shoud W parrial Viade for ART o famili €S

L overam@ing 1§ NOY  ye¢ pons b\e

-GNt nas ornet prionti<s
—LGuamald joes nob navo fund $ D1 s

Lrexaron Should ve Londukd oy goieInment foc AR
L NOY  GOVE OIS Qoo

VCSeartn can e nerival o Guokemal a

-

| &

281



_het ‘secveqd! 4o amd
L Ol Shound ¢ now) Queour \YS_ kvearmany B
. - OMd SO ¥nows o dRNoYs o€ \n Cast. 0F furur¢  probems
. — = BS long as onitd 1S lowed e door weed 1o einow) -
- O ey, KNow ox_GPPro prigte aqe ,
1 Nok uinpoRant (o NN 40 Ypow i - —
— J.Mm.@mm@_@gwﬂs_ =
s S —— o -
. l S0UMY goes not vave Yo wnow
— W SN e gy W AN famnily e :
ST S0u e wEM A AT MNaie Wy Crow '

7 RO wOWd VD franily 1Y enow B
— 0 @Uamata geopl. Lould need Yo krep YWS a Seever

e Wond d0enY e YO kpow =
. LT NQ OV, S O ENnow e .
o ~ | Sou e e PRE T - -
FSouexy ul N0t accepy cinvelven #vDan AR e P
- — T S0uthy WA alclpr, Yeop  dont cav A POVL
— 1" 0w S0uey woud - discdminale Gnvdven Vorn ke tas .
= [+ Peogw. WOWA teyeck  onildven  and vaverts Aspinding on
- | osouad acee

- Quartimedan _souerd 1S fo Yami (00 not aclPniv  ciidven

- | o pRs,

4205 0na as oMy doesnx vnow 1x wil e accepred

A vo canee pod BT W .
—*Pagen _Qalm.t_m_s__c.aﬂ_mqgm_w_mgm_ -
Lo Pregmdiet con napun to_anyons
. " Svde QEROS Can Yappon Yo anypne o -

282



Q £ 1 f'
3 n r 1,‘((7
LADINOS o OVNUIEAL p|
A O ST
1. Before embarking on any of the ART techniques the couple should consider what their
religion has to say about their actions

v A V) AAn®
Aos¢ nor AnnE (1S ipago fan
1. 1 don't think this is a criteria that is important R N
(ONSICLvAAE DN o ygels & 29nieS Snaald e once
2. They should consider their morals and personal ethics code

kv, Snould contddr religpon 1o avevd pyvodamn $
Y/ < 3. Ifthey do not consider them, they could have problems as a couple & o
‘31' Y 1 ANDOVAOS #  prneih2S avent Amg Ganee . T DU cavse proos
X/ g\” 4. Due to values and principles, they could get into conﬂlct
ngQ\ IS MO WY gvd & e @ G;odﬁ g (/Ul”
S\Cf N 5. The creation of men is a divine process, but this is not a process only made by God, but by
i men too @ PU/SO"'\OUZ onol L4

15 WA ANe  (oup\ 1D NI - A AR
6. The couple should make this decision together, religion should not lmpose o
A - folow udalt e ¥
If Anu) cve ateyye 1 Hneag VChgion Yy Snhould

7. Ifthey are active in‘their religion they should take in Consideration the preaching’s that they

(5
\N%
ﬁf% dictate o SOMY_feligion>

&/Q' Q AL POVSON Shoud AT pinelt Feell  rignt o+
AN 8. The person should do what they feel is right for themselves and their health d 0 » "
- @ TLE ore (elihonS nad would NOT Aceept peTs OU !()
4 N & 9. There are religions that are very particular and do not understand what it is like to have
S S
\\ {!3 children through ARTs
V) ReviAon Snoula o,@ vivolVeed 1A +h2$e prernod §
10. Rehgxon should not intervene in thme methods
SO ok AN e KA on Yaa ZEFELE e yenaomn f
11. So that it doesn” taffect the pamclpanon with in the same one 2 . (Pﬁﬂiowg
Tus Shauidime afleck 4 COUALS ci(’S"Ct O AN Yl
12. If tl;e couple w;;n to take action, religion should not matter g S
This could eesect vand 1ENgyoUs jeoplds dascismn
13. They could be people that woiild follow the holy word of Godand this effects their actions .
Scien Moo Syhnowat A JONL Ao rly , and 1+ Snould be
14. Science an refnglon should not be contrary to each other but should work together to provide
wewied aS \nely frona Saercl | nen Veused S Lapay €
the miracle of life, it should not be viewed as something impure but rather a biological help
from science
Oc Fani\y matteys yaove tiheun veligion
\\E,\/ 15. Everyone has their reasons as to why they do this, relxglon should not matter. Family matters
» X
{k&’ (é\ more.
QL \9 g doss nor allow waSe “Ayecuvnen g

-4V s

T
\\Q 16. The bible does not condone good things like life formation

e coupiprS AL cision

17. This is whatever the couple wants it is their decision
AL Pevson'S JL U Son
18. This is the pcrsons 2ecxs10n not a religious law they must follow

X
‘Qp*'.\y%‘\o\w

283



. ol

This s v coup®  gucison ey will naye & Jhwong M2éd (o a

19. The decision is something between the couple. The yearning to form a family could be bigger

Farnily-

than their religious norms
- " GBS,
A 1S \WMporrand 10 cpod Fooding relrqousy 40 Ay Anese A2

20. 1 wo'uld conéid yes, it is Yl&%ﬂéﬁt t6 be in good slat?xs in th;) spimugl part of things

1 1S R individval tno 0L
21. Because everyone decides what to do with their own bodies

WGoon SWould aor tMPoSe 0N paving @ onild
I é&“@ wish to h?avc achild and they can’t, refigion should not crush and destroy that

llusion that could become a relity MUI\
. Peysorot deasien Q djh()U =
23. It is a personal decision P

RLlighon has moxves, wod n goed 49 08k pacf NFEVNAAEY)
24. All religion has motives, and it would be good to talk more about this to have more

(ghd log 32907
mgs b conadived yawoo 25T
25. Tt could be coisidered taboo -
| do noy Qayet; s 1S A qoed wany 2 ol Vehw A

26. I do not agree, since the couple can’t have children this would be a good method to be able to

haveababy ¢ de’()f\’\'s Swounld e \n G%WC@W‘VU/\-{'

PayentsS Snould 2 SOt apng child 1wt adkeddd.
27. Both should agree";o that whaen tﬁe bab‘)e arrives thc%éby can feel the love they both have for

information
I

it

refiepon Shodiad noy Srop YV C0dLnd @ p&( o
28. Because religion should not be an obstacle to start treatment <poul d nt
. Erel ¥V pra¥e de UA8EnS D
29. Everyone is free to make their own decisions LYY =

i1 1S nox agouns relic on
30. Because I don’t see it against religion

ou |, O Cidlred caennst nature V\dj
31. Beca(use n?ca);%e considered as something that is against nature e P—U_@QM_ ¢

Ol (2
<ol ¢ fSponsiniig /can Mae Omn ol i 1oNS -C"K\'{QM
32. Everyone is n:sp\(;nsmle for their actions

LOMpLS SISO dnay sk, I'gon Showd NOot 1 MposL
33. It is a decision the couple should make, if it is their wish to use these techniques religion

should not impose
£s ’Wu}i;asW\ 9N O e a pPareat ot d not SHop FhevaScIVes
34. If someone truly has the wish to be a parent, they should not have to stop themselves by the

\pd “4he OPOn DF OWers
opinion of a third party- just because they might be inconvenienced of bothered by the

method- they should not affect the decision
T WAL choSe 4D awe Chitdven ¥MS Wom  reaarvelle ss
35. Because% if religion opposes, they will still chose to have chitdren this way

e A WOLO tvona oy ;
36. Treceived help from a et = 0¥ €5¥

COup\LS Y CiSion; 4B No- hav® 4o e won3ulwed

37. Because'it is the decision of the couple and it is something that does not have to be consulted _

: o S s Any relionon Should ot intmade
38. Itisa égc\lpsion n%gle by couples whegre religion should not intrude

284



Appendix E- Semi- Structured Interview Questions for Study 2 in

English and Spanish

A semi-structured interview with a Guatemalan fertility key coordinator

Participant: A Guatemalan fertility coordinator
Open ended questionnaire based on analysis of results of quantitative and qualitative research

Procedure: To conduct via Zoom and recorded for further analysis.

Religion:

Part 1- Participants in my research considered religion to play a role in deciding to engage in
ART treatment. To what extent did religion play a factor before, during or after any
treatment? How were these issues finally resolved?

Part 2 - Do you think this will/has changed due to the COVID-19 pandemic? If so, how?

Government:

Part 1- Participants in my research considered that the government should not fund any
fertility treatments as there are other priorities. To what extent were concerns linked to the
funding of the treatment and whether or not the government should offer financial support
towards the cost of the treatment? How were these issues finally resolved?

Part 2- Do you think this will/has changed due to the COVID-19 pandemic? If so, how?

Assisted Reproductive Technology (ART) and Secrecy:

Part 1 Participants in my research expressed that in general society should not know the
origins and method of conception. However, it was stated that the parents should be honest
regarding the method of conception. To what extent were concerns about secrecy and
information regarding how a child was conceived a factor before, during or after conception?
How were these issues finally resolved?

Part 2 - Do you think this will/has changed due to the COVID-19 pandemic? If so, how?
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Social acceptance:

Part 1 - Participants in my research considered that society may not accept a child born via
egg donation. To what extent is social acceptance a factor to consider before, during or after
conception? How were these issues finally resolved?

Part 2- Do you think this will/has changed due to the COVID-19 pandemic? If so, how?

Side effects (medical complications):

Part 1- Participants in my research considered that there may be many unknown side effects
and medical complications linked to new Assisted Reproductive Technology, which could
cause medical complications for the conceived child. To what extent were medical
complications a factor to consider before, during or after conception? How were these issues
finally resolved?

Part 2- Do you think this will/has changed due to the COVID-19 pandemic? If so, how?

Self-agency:

Part 1- Participants in my research commented that the couples should be in mutual
agreement to undergo treatment and they should be responsible for incurring any costs of
fertility treatments. Furthermore, these participants also stated that couples should bear the
financial responsibility regarding their treatment. To what extent were couples in agreement
with their decisions, and were they willing to pay the bill for costs incurred before, during
and after treatment?

Part 2- Do you think this will/has changed due to the COVID-19 pandemic? If so, how?

Knowledge of Assisted Reproductive Technology:

Part 1- Participants in my research generally commented that they are not very
knowledgeable about Assisted Reproductive Technologies and that there are not enough
programmes available on this subject. To what extent did you see your participants having
knowledge about ART before, during, or after treatment? How were these issues finally
resolved?

Part 2- Do you think this will/has changed due to the COVID-19 pandemic? If so, how?

Ethnicity:

Part 1 - Participants in my research considered that to have fertility treatments, the couple
must be of the same ethnic group. To what extent were concerns about ethnicity a factor to
consider before any treatment options? How were these issues finally resolved?
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Part 2- Do you think this will/has changed due to the COVID-19 pandemic? If so, how?

Rights:

Part 1 - Participants in my research commented that they must have access to rights
pertaining to their body and the right to access knowledge about the method of their
conception. To what extent were concerns about rights a factor to consider before, during and
after treatment? How were these issues finally resolved? Do you think this will change due to
the COVID-19 pandemic? If so, how?

Part 2- Do you think this will/has changed due to the COVID-19 pandemic? If so, how?

Your (The coordinator’s) observations:

1. Based on your experience of working with infertile patients, were there any specific
points observed that are not covered in this series of questions? If so, what were they
and how were they resolved? Do you think this will/has changed due to the COVID-
19 pandemic? If so, how?

2. What major changes do you anticipate in patients’ needs and the future of fertility
coordination/approach during the current COVID -19 pandemic in Guatemala?

3. To what extent has the COVID-19 pandemic affected both Maya and Ladino in
whether they may choose traditional fertility treatments?
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Una entrevista semiestructurada con un coordinador clave de fecundidad de Guatemala

Participante: Un coordinador de fertilidad Guatemalteca

Cuestionario abierto basado en el anélisis de los resultados de la investigacion cuantitativa y
cualitativa.

Procedimiento: Realizar via Zoom y grabar para analisis.

Religion:
Parte 1- los participantes en mi investigacion consideraron que la religion importa en la
decision de participar en el tratamiento de ART. ¢Hasta qué punto la religion fue un factor

antes, durante o después de cualquier tratamiento? ¢ Como se resolvieron finalmente estos
problemas?

Parte 2- ;Crees que esto cambiara o ha cambiado debido a la pandemia de COVID-19? ;Si es
asi, como?

Gobierno:

Parte 1- los participantes en mi investigacion consideraron que el gobierno no deberia
financiar ningln tratamiento de fertilidad ya que hay otras prioridades. ¢Hasta qué punto las
preocupaciones estaban relacionadas con la financiacién del tratamiento y si el gobierno
deberia o no ofrecer apoyo financiero para cubrir el costo del tratamiento? ;Como se
resolvieron finalmente estos problemas?

Parte 2- ;Cree que esto cambiara debido a la pandemia de COVID-19? ;Si es asi, cbmo?

Tecnologia de reproduccion asistida (ART) y secretos:

Parte 1- Los participantes en mi investigacion expresaron que en general la sociedad no
deberia conocer los origenes y el método de concepcion. Sin embargo, se afirmé que los
padres deben ser honestos con respecto al método de concepcion. ¢Hasta qué punto las
preocupaciones sobre el secreto y la informacion sobre cdmo se concibid un nifio fueron un
factor antes, durante o después de la concepcion? ;Como se resolvieron finalmente estos
problemas?

Parte 2- ;Cree que esto cambiara o ha cambiado debido a la pandemia de COVID-19? ;Si es
asi, como?

Aceptacion social:

Parte 1- los participantes en mi investigacion consideraron que la sociedad no puede aceptar
un nifio nacido a través de la donacion de évulos. ¢En qué medida la aceptacién social es un
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factor a considerar antes, durante o después de la concepcion? ;Como se resolvieron
finalmente estos problemas?

Parte 2- ;Cree que esto cambiard debido a la pandemia de COVID-19? ¢Si es asi, como?

Efectos secundarios (complicaciones médicas):

Parte 1- los participantes en mi investigacion consideraron que puede haber muchos efectos
secundarios desconocidos y complicaciones médicas relacionadas con la nueva tecnologia de
reproduccion asistida, que podrian causar complicaciones médicas para el nifio concebido.
¢En qué medida las complicaciones médicas fueron un factor a considerar antes, durante o
después de la concepcion? ;Como se resolvieron finalmente estos problemas?

Parte 2- ;Cree que esto cambiara debido a la pandemia de COVID-19? ;Si es asi, cbmo?

Auto-agencia:

Parte 1- los participantes en mi investigacion comentaron que las parejas deben estar de
mutuo acuerdo para someterse al tratamiento y deben ser responsables de incurrir en los
costos de los tratamientos de fertilidad. Ademas, estos participantes también afirmaron que
las parejas deben asumir la responsabilidad financiera con respecto a su tratamiento. ¢En qué
medida las parejas estaban de acuerdo con sus decisiones y estaban dispuestas a pagar la
factura de los costos incurridos antes, durante y después del tratamiento?

Parte 2- ;Cree que esto cambiara debido a la pandemia de COVID-19? ¢Si es asi, cbmo?

Conocimientos de Tecnologias de Reproduccién Asistida:

Parte 1- los participantes en mi investigacion generalmente comentaron que no tienen mucho
conocimiento sobre las tecnologias de reproduccion asistida y que no hay suficientes
programas disponibles sobre este tema. ;Hasta qué punto vio que sus participantes tenian
conocimientos sobre TAR antes, durante o después del tratamiento? ¢ Como se resolvieron
finalmente estos problemas?

Parte 2- ¢Cree que esto cambiara debido a la pandemia de COVID-19? ¢Si es asi, cbmo?

Etnicidad:

Parte 1 - Los participantes en mi investigacion consideraron que para tener tratamientos de
fertilidad, la pareja debe ser del mismo grupo étnico. ;Hasta qué punto las preocupaciones
sobre el origen étnico fueron un factor a considerar antes de cualquier opcion de tratamiento?
¢Como se resolvieron finalmente estos problemas?

Parte 2- ¢ Cree que esto cambiara debido a la pandemia de COVID-19? ;Si es asi, cbmo?
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Derechos:

Parte 1 - Los participantes en mi investigacion comentaron que deben tener acceso a los
derechos relacionados con su cuerpo y el derecho a acceder el conocimiento sobre el método
de su concepcidn. ¢Hasta qué punto las preocupaciones sobre los derechos fueron un factor a
considerar antes, durante y después del tratamiento? ;Coémo se resolvieron finalmente estos
problemas? ¢ Crees que esto cambiara debido a la pandemia de COVID-19? ¢Si es asi, como?

Parte 2- ;Cree que esto cambiara debido a la pandemia de COVID-19? ;Si es asi, cbmo?

Sus observaciones (del coordinador):

1. Con base en su experiencia de trabajo con pacientes infértiles, ¢observo alguin punto
especifico que no esté cubierto en esta serie de preguntas? De ser asi, ¢cuales fueron y como
se resolvieron? ¢ Crees que esto cambiara/ha cambiado debido a la pandemia de COVID-19?
¢ Si es asi, como?

2. ¢Qué cambios importantes anticipa en las necesidades de los pacientes y el futuro de la
coordinacion/enfoque de fertilidad durante la actual pandemia de COVID-19 en Guatemala?

3. ¢En qué medida la pandemia de COVID-19 ha afectado tanto a mayas como a ladinos en
cuanto a si pueden elegir tratamientos de fertilidad tradicionales?
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Appendix F- Consent, Information, and Debriefing Sheets in

English and Spanish for Study 2

Middlesex
University
London

CONSENT FORM

Title of Project: A semi-structured interview with a Guatemalan fertility key coordinator

Name of Researcher: Cecilia Isabel Urrutia

Supervisor’s name and email: Dr Bahman Baluch ~ B.Baluch@mdx.ac.uk

Please initial

box

1. | confirm that | have read and understand the information sheet dated

. . for the above study. I have had the opportunity to
ask questlons and have been given contact details for the researcher(s)

2.l understand that my participation is voluntary, the data collected during the research

will not be identifiable, and | am free to withdraw my consent without giving a reason

3. lagree that this form that bears my name and signature may be seen by a

designated auditor (i.e. a Chair of the Psychology Ethics Committee or representative

of the University Ethics Committee) to monitor correctness of procedure
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4. | agree that my non-identifiable research data may be stored in National Archives
and used anonymously by others for future research. | am assured that the

confidentiality of my data will be upheld through the removal of any personal
identifiers

5. lunderstand that the data | provide may be used for analysis and subsequent
publication, and provide my consent that this might occur

6. | understand that | can ask for my data to be withdrawn from the project until data
analysis begins in November 15th

7. lunderstand that my interview may be taped and subsequently transcribed

8. | agree to take part in the above study

Name of participant Date Signature

Name of person taking consent Date Signature

(if different from researcher)

Researcher Date Signature

1 copy for participant; 1 copy for researcher
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Middlesex
University
London

FORMULARIO DE CONSENTIMIENTO

Titulo del proyecto: Entrevista semiestructurada con una coordinadora clave de fertilidad
guatemalteca
Nombre de la investigadora: Cecilia Isabel Urrutia

Nombre y correo electrénico del supervisor: Dr. Bahman Baluch B.Baluch@mdx.ac.uk

Por favor coloque sus iniciales en la casilla

1. Confirmo que he leido y comprendido la hoja de informacion fechada Noviembre 2020 para el
estudio anterior. He tenido la oportunidad de hacer preguntas y se le han proporcionado los datos de

contacto del investigador

2. Entiendo que mi participacion es voluntaria, los datos recopilados durante la investigacién

no sera identificable, y soy libre de retirar mi consentimiento sin dar una razon

3. Acepto que este formulario, que Ileva mi nombre y firma puede ser visto por un auditor
designado (es decir, un presidente del Comité de Etica de Psicologia o un representante

del Comité de Etica Universitaria)

4. Acepto que mis datos de investigacion que no son identificables pueden ser archivados en los
Archivos Nacionales y utilizado de forma andnima por otros para futuras investigaciones. Estoy seguro
que la confidencialidad de mis datos se mantendrd mediante la eliminacion de cualquier clase de

identificadores
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5. Entiendo que los datos pueden usarse para analisis y posteriores publicacion, y doy mi

consentimiento para que esto pueda ocurrir

6. Entiendo que puedo solicitar que se retiren mis datos del proyecto antes que el analisis comience en

el 15 de Noviembre

7. Entiendo que mi entrevista puede ser grabada y posteriormente transcrita____

8. Acepto participar en el estudio____

Nombre del participante Fecha Firma

Nombre de la persona que toma el consentimiento Fecha Firma

(si es diferente del investigador)

Investigador Fecha Firma

1 copia para participante; 1 copia para investigador.
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MIDDLESEX UNIVERSITY

Participant Information Sheet (PIS)
More Than Minimal Risk or High Risk Projects

(Must be used with a Consent Form that is signed by participant and retained by the researcher)

This sheet is to be given to participants only for research projects/studies classified as More than
Minimal Risk or High Risk. This includes projects that involve: the collection of any type of personal
data; voice recordings; focus groups; experiments/observation studies, vulnerable groups (e.g. anyone
under 18 years old, adults with cognitive impairment etc) and sensitive topics (anything deeply
personal and distressing, taboo, intrusive, stigmatising, sexual in nature, illegal and potentially
dangerous, harmful to national security etc). A different “Participant Information with Consent Sheet”
(PICS) must be used for Minimal Risk projects/studies.

SECTION 1
1. Project/Study title: A semi-structured interview with a Guatemalan fertility key coordinator
2. Invitation paragraph

You are being invited to take part in a research study. Before you decide it is important for you to
understand why the research is being done and what it will involve. Please take time to read the
following information carefully and discuss it with others if you wish. Ask us if there is anything that
is not clear or if you would like more information. Take time to decide whether or not you wish to
take part.

Thank you for reading this.

3. What is the purpose of the study?

The present study is designed to examine the experiences of a Guatemalan fertility key coordinator
with couples seeking infertility treatments in relation to findings of the public perception on ART in
Guatemala.
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4. Why have | been chosen?

It is important that we assess as many participants as possible, and you have indicated that you are
interested in taking part in this study. To take part of this study you must be a key coordinator in the
infertility field, aged 18 or over, and speak English or Spanish. You have been chosen to take part in
this study because of your valuable experiences and valuable knowledge with fertility treatments in
Guatemala.

5. Do I have to take part?

It is up to you to decide whether or not to take part. If you do decide to take part you will be given
this information sheet to keep and be asked to sign a consent form. If you decide to take part you are
still free to withdraw at any time and without giving a reason. If you do decide to withdraw from the
study then please inform the researcher as soon as possible, and they will facilitate your withdrawal.
If, for any reason, you wish to withdraw your data please contact the researcher within a month of
your participation. After this date it may not be possible to withdraw your individual data as the
results may have already been published. However, as all data are anonymised, your individual data
will not be identifiable in any way.

6. What will | have to do?

You will be asked to answer questions during an online video chat interview which will take
approximately 45 minutes. There are no known risks in participating in this project. However, this
cannot be guaranteed. The information we get from this study may help us help practitioners and
those involved in fertility treatments in giving the best advice to their patients in the pursuit of
achieving their goals.

Personal data (e.g. your name, email address, voice or any data that can identify you) will NOT be
collected by this study and your confidentiality will be protected

Please note that in order to ensure quality assurance and equity this project may be selected for audit
by a designated member of the committee. This means that the designated member can request to see
signed consent forms. However, if this is the case your signed consent form will only be accessed by
the designated auditor or member of the audit team.

7. Will I have to provide any bodily samples (i.e. blood/saliva/urine)?
No.
8. What are the possible disadvantages and risks of taking part?
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There are no known risks in participating in this project.

Appropriate risk assessments for all procedures have been conducted, and will be followed throughout
the duration of the study.

9. What are the possible benefits of taking part?

We hope that participating in the study will help you. However, this cannot be guaranteed. It is hoped
that practitioners and those involved in fertility treatments benefit from the results of the present study
in giving the best advice to their patients in the pursuit of achieving their goals.

10. Will my taking part in this study be kept confidential?

The research team has put a number of procedures in place to protect the confidentiality of
participants. You will be allocated a participant code that will always be used to identify any data you
provide. Your name or other personal details will not be associated with your data, for example, the
consent form that you sign will be kept separate from your data. All paper records will be stored in a
locked filing cabinet, accessible only to the research team, and all electronic data will be stored on a
password protected computer. All information you provide will be treated in accordance with the UK
Data Protection Act.

11. What will happen to the results of the research study?

The results of the research study will be used as part of a Doctoral Thesis. The results may also be
presented at conferences or in journal articles. However, the data will only be used by members of
the research team and at no point will your personal information or data be revealed.

12. Who has reviewed the study?

The study has received full ethical clearance from the Research ethics committee who reviewed the
study. The committee is the Research ethics committee who reviewed the study. The committee is the
Middlesex University Ethics committee.

13. Contact for further information

If you require further information, have any questions or would like to withdraw your data then please
contact:

Cecilia Isabell Urrutia cu084@live.mdx.ac.uk
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Supervisor: Dr. Bahman Baluch B.Baluch@mdx.ac.uk
Middlesex University Middlesex University
Psychology Department Psychology Department

+44 (0)20 8411 5375

Thank you for agreeing to take part in this study. You (the participant) should keep this “Participant
Information with Consent” sheet since it contains important information and the research teams
contact details.

SECTION 2
Middlesex University Guide to Research Privacy Notices

Privacy notices need to be presented whenever data is collected and should be understandable and
accessible. Privacy notices must explain the type and source of data that will be processed. They will
also set out the processing purpose, data retention schedules and data sharing. Privacy notices must
include details of the subject’s rights and who the subject can complain to.

The following example may be used and completed for your research purposes.
Middlesex University Privacy Notice for Research Participants

The General Data Protection Regulation (GDPR) protects the rights of individuals by setting out
certain rules as to what organisation can and cannot do with information about people. A key element
to this is the principle to process individuals’ data lawfully and fairly. This means we need to provide
information on how we process personal data.

The University takes its obligation under the GDPR very seriously and will always ensure personal
data is collected, handled, stored and shared in a secure manner. The University’s Data Protection
Policy can be accessed here: https://www.mdx.ac.uk/__data/assets/pdf file/0023/471326/Data-
Protection-Policy-GPS4-v2.4.pdf.

The following statements will outline what personal data we collect, how we use it and who we share
it with. It will also provide guidance on your individual rights and how to make a complaint to the
Information Commissioner’s Officer (ICO), the regulator for data protection in the UK.

Why are we collecting your personal data?

As a university we undertake research as part of our function and in our capacity as a teaching and
research institution to advance education and learning. The specific purpose for data collection on this
occasion is to gather qualitative data to validate findings from previous studies in hopes to help
practitioners and those involved in infertility treatment benefit from the results of the present study in
giving the best advice to their patients in the pursuit of achieving their goals..

The legal basis for processing your personal data under GDPR on this occasion is Article 6(1a)
consent of the data subject.

Transferring data outside Europe
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In the majority of instances your data will be processed by Middlesex University researchers only or
in collaboration with researchers at other UK or European institutions so will stay inside the EU and
be protected by the requirements of the GDPR.

In any instances in which your data might be used as part of a collaboration with researchers based
outside the EU all the necessary safeguards that are required under the GDPR for transferring data

outside of the EU will be put in place. You will be informed if this is relevant for the specific study
you are a participant of.

Your rights under data protection

Under the GDPR and the DPA you have the following rights:

. to obtain access to, and copies of, the personal data that we hold about you;

. to require that we cease processing your personal data if the processing is causing you
damage or distress;

. to require us to correct the personal data we hold about you if it is incorrect;

. to require us to erase your personal data;

. to require us to restrict our data processing activities;

. to receive from us the personal data we hold about you which you have provided to us, in a

reasonable format specified by you, including for the purpose of you transmitting that personal data to
another data controller;

. to object, on grounds relating to your particular situation, to any of our particular processing
activities where you feel this has a disproportionate impact on your rights.

Where Personal Information is processed as part of a research project, the extent to which these rights
apply varies under the GDPR and the DPA. In particular, your rights to access, change, or move your
information may be limited, as we need to manage your information in specific ways in order for the
research to be reliable and accurate. If you withdraw from the study, we may not be able to remove
the information that we have already obtained. To safeguard your rights, we will use the minimum
personally-identifiable information possible. The Participant Information Sheet will detail up to what
point in the study data can be withdrawn.

If you submit a data protection rights request to the University, you will be informed of the decision
within one month. If it is considered necessary to refuse to comply with any of your data protection
rights, you also have the right to complain about our decision to the UK supervisory authority for data
protection, the Information Commissioner’s Office.

None of the above precludes your right to withdraw consent from participating in the research study at
any time.

Collecting and using personal data

Data will be collected by conducting a video chat interview online via Skype that will take
approximately 45 minutes. The Participant will not be asked any personal information other than age
to assure participant is over 18.
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Data sharing

Your information will usually be shared within the research team conducting the project you are
participating in, mainly so that they can identify you as a participant and contact you about the
research project.

Responsible members of the University may also be given access to personal data used in a research
project for monitoring purposes and/or to carry out an audit of the study to ensure that the research is
complying with applicable regulations. Individuals from regulatory authorities (people who check that
we are carrying out the study correctly) may require access to your records. All of these people have a
duty to keep your information, as a research participant, strictly confidential.

If we are working with other organisations and information is shared about you, we will inform you in
the Participant Information Sheet. Information shared will be on a ‘need to know’ basis relative to
achieving the research project’s objectives, and with all appropriate safeguards in place to ensure the
security of your information.

Storage and security

The University takes a robust approach to protecting the information it holds with dedicated storage
areas for research data with controlled access.

Alongside these technical measures there are comprehensive and effective policies and processes in
place to ensure that users and administrators of University information are aware of their obligations
and responsibilities for the data they have access to. By default, people are only granted access to the
information they require to perform their duties. Training is provided to new staff joining the
University and existing staff have training and expert advice available if needed.

Retention

Under the GDPR and DPA personal data collected for research purposes can be kept indefinitely,
providing there is no impact to you outside the parameters of the study you have consented to take
part in.

Having stated the above, the length of time for which we keep your data will depend on a number of
factors including the importance of the data, the funding requirements, the nature of the study, and the
requirements of the publisher. Details will be given in the information sheet for each project.

Contact us

The Principal Investigator leading this research is Cecilia Isabel Urrutia
Middlesex University Middlesex University

Psychology Department Psychology Department

+44 (0)20 8411 5375

The University’s official contact details are:

Data Protection Officer

Middlesex University

The Burroughs

London

NW4 4BT
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Tel: +44 (0)20 8411 5555

Email: dpaofficer@mdx.ac.uk

Thank you for agreeing to take part in this study. You (the participant) should keep this “Participant
Information with Consent” sheet since it contains important information, and the research teams
contact details
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MIDDLESEX UNIVERSITY

Hoja de informacion del participante (PIS)

Proyectos de riesgo mas que minimo o alto

(Debe usarse con un formulario de consentimiento firmado por el participante y retenido por el

investigador)

Esta hoja se debe entregar a los participantes solo para proyectos de investigacion / estudios clasificados
como Riesgo mas que minimo o Riesgo alto. Esto incluye proyectos que involucran: la recoleccion de
cualquier tipo de datos personales; grabaciones de voz; grupos de enfoque; experimentos / estudios de
observacion, grupos vulnerables (por ejemplo, cualquier menor de 18 afios, adultos con deterioro
cognitivo, etc.) y temas delicados (cualquier cosa profundamente personal y angustiosa, tabd, intrusiva,
estigmatizate, de naturaleza sexual, ilegal y potencialmente peligrosa, dafiina para la seguridad nacional
etc). Se debe utilizar una “Hoja de informacion del participante con consentimiento” (PICS) diferente

para los proyectos / estudios de riesgo minimo.

SECCION 1

1. Titulo del proyecto / estudio: Una entrevista semiestructurada con un coordinador clave de

fertilidad de Guatemala

2. Parrafo de invitacion
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Se le invita a participar en un estudio de investigacion. Antes de tomar una decision, es importante que
comprenda por qué se esta realizando la investigaciéon y qué implicara. Témese el tiempo para leer
detenidamente la siguiente informacién y discutala con otras personas si lo desea. Preguntenos si hay
algo que no esté claro o si desea méas informacion. Témese su tiempo para decidir si desea participar o

no. Gracias por leer esto.

3. ¢ Cudl es el propdésito del estudio?
El presente estudio esta disefiado para examinar las experiencias de un coordinador clave de fertilidad
guatemalteco con parejas que buscan tratamientos de infertilidad en relacién con los hallazgos de la

percepcion publica sobre el TAR en Guatemala.

4. ;Por qué me han elegido?

Es importante que evaluemos a tantos participantes como sea posible, y usted ha indicado que esta
interesado en participar en este estudio. Para participar en este estudio debes ser un coordinador clave
en el campo de la infertilidad, tener 18 afios 0 mas y hablar inglés o espafiol. Ha sido elegida para
participar en este estudio debido a sus valiosas experiencias y valiosos conocimientos con los

tratamientos de fertilidad en Guatemala.

5. ¢ Tengo que participar?

Depende de usted decidir si participa o no. Si decide participar, se le entregara esta hoja de informacion
para que la guarde y se le pedira que firme un formulario de consentimiento. Si decide participar, ain
puede retirarse en cualquier momento y sin dar una razon. Si decide retirarse del estudio, informe al
investigador lo antes posible y ellos facilitaran su retirada. Si, por cualquier motivo, desea retirar sus
datos, comuniquese con el investigador dentro de un mes de su participacion. Después de esta fecha, es
posible que no sea posible retirar sus datos individuales, ya que es posible gue los resultados ya se hayan
publicado. Sin embargo, como todos los datos son andnimos, sus datos individuales no serén

identificables de ninguna manera.
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6. ¢ Qué tendré que hacer?

Se le pedira que responda preguntas durante una entrevista de video chat en linea que tomaré
aproximadamente 45 minutos. No se conocen riesgos al participar en este proyecto. Sin embargo, esto
no se puede garantizar. La informacion que obtenemos de este estudio puede ayudarnos a ayudar a los
médicos y a los involucrados en los tratamientos de fertilidad a brindar el mejor consejo a sus pacientes
en la busqueda de sus objetivos.

Los datos personales (por ejemplo, su nombre, direccion de correo electronico, voz o cualquier dato
que pueda identificarlo) NO seran recopilados por este estudio y su confidencialidad estara protegida
Tenga en cuenta que a fin de garantizar la garantia de calidad y la equidad, un miembro designado del
comité puede seleccionar este proyecto para su auditoria. Esto significa que el miembro designado
puede solicitar ver formularios de consentimiento firmados. Sin embargo, si este es el caso, solo el
auditor designado o el miembro del equipo de auditoria accedera a su formulario de consentimiento
firmado.

7. ¢ Tendré que proporcionar muestras corporales (es decir, sangre / saliva / orina)?

No.

8. ¢ Cudles son las posibles desventajas y riesgos de participar?
No se conocen riesgos al participar en este proyecto.
Se han realizado evaluaciones de riesgo apropiadas para todos los procedimientos y se seguiran durante

la duracion del estudio.

9. ¢Cuales son los posibles beneficios de participar?

Esperamos que participar en el estudio le ayude. Sin embargo, esto no se puede garantizar. Se espera
que los médicos y los involucrados en los tratamientos de fertilidad se beneficien de los resultados del

presente estudio al brindar el mejor asesoramiento a sus pacientes en la basqueda de sus objetivos.

10. ¢ Se mantendré la confidencialidad de mi participacion en este estudio?
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El equipo de investigacion ha implementado una serie de procedimientos para proteger la
confidencialidad de los participantes. Se le asignara un codigo de participante que siempre se utilizara
para identificar cualquier dato que proporcione. Su nombre u otros datos personales no se asociaran con
sus datos, por ejemplo, el formulario de consentimiento que firme se mantendra separado de sus datos.
Todos los registros en papel se almacenaran en un archivador cerrado con llave, accesible solo para el
equipo de investigacion, y todos los datos electronicos se almacenaran en una computadora protegida
con contrasefia. Toda la informacion que proporcione serd tratada de acuerdo con la Ley de Proteccion
de Datos del Reino Unido.

11. ¢ Qué pasara con los resultados del estudio de investigacion?

Los resultados del estudio de investigacion se utilizaran como parte de una Tesis Doctoral. Los
resultados también pueden presentarse en conferencias o en articulos de revistas. Sin embargo, los datos
solo seran utilizados por miembros del equipo de investigacion y en ningiin momento se revelaran sus

datos o informacion personal.

12. ¢ Quién ha revisado el estudio?
El estudio ha recibido la autorizacion ética completa del comité de ética de la investigacion que revisé
el estudio. EI comité es el comité de ética de la investigacion que reviso el estudio. EI comité es el

comité de ética de la Universidad de Middlesex.

13. POngase en contacto para obtener mas informacion

Si necesita mas informacion, tiene alguna pregunta o desea retirar sus datos, comuniquese con:

Cecilia Isabel Urrutia cu084@live.mdx.ac.uk

Supervisor: Dr. Bahman Baluch B.Baluch@mdx.ac.uk
Universidad de Middlesex Universidad de Middlesex
Departamento de Psicologia Departamento de Psicologia

+44 (0) 20 8411 5375
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Gracias por aceptar participar en este estudio. Usted (el participante) debe conservar esta hoja de
“Informacion del participante con consentimiento”, ya que contiene informacion importante y los datos

de contacto de los equipos de investigacion.

SECCION 2

Guia de la Universidad de Middlesex para investigar avisos de privacidad

Los avisos de privacidad deben presentarse siempre que se recopilen datos y deben ser comprensibles
y accesibles. Los avisos de privacidad deben explicar el tipo y la fuente de datos que se procesaran.
También estableceran el propésito del procesamiento, los programas de retencion de datos y el
intercambio de datos. Los avisos de privacidad deben incluir detalles de los derechos del sujeto y ante
guién puede presentar una queja.

El siguiente ejemplo se puede utilizar y completar para sus fines de investigacion.

Aviso de privacidad de la Universidad de Middlesex para participantes en la investigacion

El Reglamento general de proteccion de datos (GDPR) protege los derechos de las personas al
establecer ciertas reglas sobre lo que la organizacion puede y no puede hacer con la informacidn sobre
las personas. Un elemento clave para esto es el principio de procesar los datos de las personas de manera
legal y justa. Esto significa que debemos proporcionar informacion sobre como procesamos los datos
personales.

La Universidad se toma muy en serio su obligacion en virtud del GDPR y siempre se asegurara de que
los datos personales se recopilen, manejen, almacenen y compartan de manera segura. Puede acceder a
la Politica de proteccion de datos de la universidad aqui:
https://www.mdx.ac.uk/__data/assets/pdf_file/0023/471326/Data-Protection-Policy-GPS4-v2.4.pdf.
Las siguientes declaraciones describen qué datos personales recopilamos, cémo los usamos y con quién
los compartimos. También proporcionaré orientacion sobre sus derechos individuales y como presentar
una queja ante el Oficial del Comisionado de Informacién (ICO), el regulador de proteccidn de datos
en el Reino Unido.

¢Por gqué recopilamos sus datos personales?

306



Como universidad, emprendemos la investigacién como parte de nuestra funcién y en nuestra capacidad
como institucion de ensefianza e investigacion para promover la educacion y el aprendizaje. El
proposito especifico de la recopilacion de datos en esta ocasion es recopilar datos cualitativos para
validar los hallazgos de estudios anteriores con la esperanza de ayudar a los profesionales y a los
involucrados en el tratamiento de la infertilidad a beneficiarse de los resultados del presente estudio
para brindar el mejor consejo a sus pacientes en la busqueda. de lograr sus objetivos ..

La base legal para procesar sus datos personales bajo GDPR en esta ocasion es el consentimiento del
articulo 6 (1a) del interesado.

Transferencia de datos fuera de Europa

En la mayoria de los casos, sus datos seran procesados solo por investigadores de la Universidad de
Middlesex o en colaboracion con investigadores de otras instituciones del Reino Unido o Europa, por
lo que permaneceran dentro de la UE y estaran protegidos por los requisitos del GDPR.

En cualquier caso en el que sus datos puedan ser utilizados como parte de una colaboracién con
investigadores fuera de la UE, se implementaran todas las salvaguardas necesarias que se requieren en
virtud del RGPD para transferir datos fuera de la UE. Se le informara si esto es relevante para el estudio
especifico del que participa.

Sus derechos bajo la proteccion de datos

Segun el RGPD y la DPA, tiene los siguientes derechos:

* para obtener acceso y copias de los datos personales que tenemos sobre usted;

* solicitar que dejemos de procesar sus datos personales si el procesamiento le esti causando dafios o
angustia;

* para solicitarnos que corrijamos los datos personales que tenemos sobre usted si son incorrectos;

* para solicitarnos que eliminemos sus datos personales;

* para exigirnos que restrinjamos nuestras actividades de procesamiento de datos;

* recibir de nosotros los datos personales que tenemos sobre usted y que nos ha proporcionado, en un
formato razonable especificado por usted, incluso con el fin de transmitir esos datos personales a otro

controlador de datos;
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* oponerse, por motivos relacionados con su situacion particular, a cualquiera de nuestras actividades

de procesamiento particulares cuando crea que esto tiene un impacto desproporcionado en sus derechos.

Cuando la informacidn personal se procesa como parte de un proyecto de investigacion, la medida en
gue se aplican estos derechos varia segun el RGPD y la DPA. En particular, sus derechos para acceder,
cambiar o mover su informacién pueden ser limitados, ya que necesitamos administrar su informacién
de formas especificas para que la investigacion sea confiable y precisa. Si se retira del estudio, es posible
que no podamos eliminar la informacion que ya hemos obtenido. Para salvaguardar sus derechos,
utilizaremos la minima informacion de identificacién personal posible. La Hoja de informacion del
participante detallara hasta qué punto del estudio se pueden retirar los datos.

Si presenta una solicitud de derechos de proteccion de datos a la Universidad, se le informara de la
decision en el plazo de un mes. Si se considera necesario negarse a cumplir con cualquiera de sus
derechos de proteccion de datos, también tiene derecho a presentar una queja sobre nuestra decision
ante la autoridad supervisora de proteccion de datos del Reino Unido, la Oficina del Comisionado de
Informacion.

Nada de lo anterior impide su derecho a retirar su consentimiento para participar en el estudio de
investigacion en cualquier momento.

Recopilacion y uso de datos personales

Los datos se recopilardan mediante la realizacion de una entrevista de video chat en linea a través de
Skype que tomara aproximadamente 45 minutos. No se le pedird al participante ninguna informacién
personal que no sea la edad para asegurar que el participante sea mayor de 18 afios.

Compartir datos

Por lo general, su informacion se compartira con el equipo de investigacion que lleva a cabo el proyecto
en el que participa, principalmente para que puedan identificarlo como participante y comunicarse con
usted sobre el proyecto de investigacion.

Los miembros responsables de la Universidad también pueden tener acceso a los datos personales
utilizados en un proyecto de investigacion con fines de seguimiento y / o para realizar una auditoria del

estudio para asegurarse de que la investigacion cumple con la normativa aplicable. Las personas de las
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autoridades reguladoras (personas que comprueban que estamos realizando el estudio correctamente)
pueden requerir acceso a sus registros. Todas estas personas tienen el deber de mantener su informacion,
como participante de la investigacion, estrictamente confidencial.

Si estamos trabajando con otras organizaciones y se comparte informacion sobre usted, le informaremos
en la Hoja de informacion del participante. La informacion compartida se hara sobre la base de la
"necesidad de saber" en relacion con el logro de los objetivos del proyecto de investigacion y con todas
las salvaguardias adecuadas para garantizar la seguridad de su informacion.

Almacenamiento y seguridad

La Universidad adopta un enfoque sélido para proteger la informacion que contiene con areas de
almacenamiento dedicadas para datos de investigacion con acceso controlado.

Junto a estas medidas técnicas, existen politicas y procesos integrales y efectivos para garantizar que
los usuarios y administradores de la informacion de la Universidad sean conscientes de sus obligaciones
y responsabilidades con respecto a los datos a los que tienen acceso. De forma predeterminada, las
personas solo tienen acceso a la informacidén que necesitan para realizar sus funciones. Se brinda
capacitacion al personal nuevo que ingresa a la Universidad y el personal existente tiene capacitacion
y asesoramiento experto disponible si es necesario.

Retencion

Segln el RGPD vy la DPA, los datos personales recopilados con fines de investigacion pueden
conservarse indefinidamente, siempre que no haya ninglin impacto para usted fuera de los pardmetros
del estudio en el que ha dado su consentimiento para participar.

Habiendo dicho lo anterior, el periodo de tiempo durante el cual conservamos sus datos dependera de
una serie de factores, incluida la importancia de los datos, los requisitos de financiacion, la naturaleza
del estudio y los requisitos del editor. Los detalles se daran en la hoja de informacidn de cada proyecto.
Contactenos

La Investigadora Principal que lidera esta investigacion es Cecilia Isabel Urrutia

Universidad de Middlesex Universidad de Middlesex

Departamento de Psicologia Departamento de Psicologia

+44 (0) 20 8411 5375
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Los datos de contacto oficiales de la Universidad son:
Delegado de proteccion de datos

Universidad de Middlesex

Los Burroughs

Londres

NW4 4BT

Tel: +44 (0) 20 8411 5555

Correo electrdnico: dpaofficer@mdx.ac.uk

Gracias por aceptar participar en este estudio. Usted (el participante) debe conservar esta hoja de

“Informacion del participante con consentimiento”, ya que contiene informacion importante y los datos

de contacto de los equipos de investigacion.
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Debriefing

Middlesex
University
London

Psychology Department
Middlesex University
Hendon

London NW4 4BT

Researchers name: Cecilia Isabel Urrutia
Date: November 2020

Study title: A Semi-structured interview with a Guatemalan fertility treatment key coordinator

The present study was designed to examine the experiences of a Guatemalan fertility key coordinator
with couples seeking infertility treatments in relation to findings of the public perception on ART in
Guatemala.

There is very little research on this topic, particularly on the Guatemalan population. Generally research
has shown that factors such as religion, ethnicity, costs, possible consequences and participant’s age
and gender may have an impact on how people may regard undergoing fertility treatment via IVF or
egg donation. A recent study for example by Pir Jalian (2017) has shown that Iranians are generally not
supportive of a child being born by egg donation and believe that it may have an impact on the child in
the society. This is in spite of the fact that having a child in a non—Western country such as Iran is the
prime aim for all couples.

The interview you complete will help us have a clearer perspective on what the view on is on ART
amongst the Guatemalan population, and should provide valuable information for practitioners and
couples involved in infertility treatment.

Please use the contact information provided to get in touch with the researcher or the supervisor should
you have any questions about this study.

Researcher: Cecilia Isabel Urrutia Supervisor: Dr Bahman Baluch
CU084@live.mdx.ac.uk b.baluch@mdx.ac.uk
Middlesex University Middlesex University
Psychology Department Psychology Department

+44 (0)20 8411 5375

311


mailto:CU084@live.mdx.ac.uk
mailto:b.baluch@mdx.ac.uk

Reunion informativa

Middlesex
University
Departamento de Psicologia London
Middlesex University
Hendon

London NW4 4BT

Nombre de la investigadora: Cecilia Isabel Urrutia
Date: Noviembre 2020

Titulo del estudio: Una entrevista semiestructurada con un coordinador clave de tratamiento de

fertilidad de Guatemala

El presente estudio fue disefiado para examinar las experiencias de un coordinador guatemalteco ‘clave’
de fertilidad, con parejas que buscan tratamientos de infertilidad en relacion con los hallazgos de la
percepcion publica sobre los tratamientos de infertilidad en Guatemala.

Existe muy poca investigaciones sobre este tema, particularmente sobre la poblacion Guatemalteca. En
general, la investigacion ha demostrado que factores como la religion, el origen étnico, los costos, las
posibles consecuencias, la edad y el género de los participantes pueden tener un impacto en cémo las
personas pueden considerar someterse a un tratamiento de fertilidad mediante IVF o donacion de
6vulos. Un estudio reciente, por ejemplo, de Pir Jalian (2017) ha demostrado que los lIranies
generalmente no apoyan que un nifio nazca mediante la donacion de 6vulos y creen que puede tener un
impacto en el nifio en la sociedad. Esto a pesar del hecho de que tener un hijo en un pais no occidental

como Irén es el objetivo principal de todas las parejas.

La entrevista que complete nos ayudara a tener una perspectiva mas clara de cual es la opinién sobre

tratamientos de infertilidad entre la poblacion guatemalteca y deberia proporcionar informacion valiosa

para los médicos y las parejas involucradas en el tratamiento de la infertilidad.
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Utilice la informacién de contacto proporcionada para ponerse en contacto con el investigador o el

supervisor si tiene alguna pregunta sobre este estudio.

Researcher: Cecilia Isabel Urrutia Supervisor: Dr Bahman Baluch
CU084@live.mdx.ac.uk b.baluch@mdx.ac.uk
Middlesex University Middlesex University
Psychology Department Psychology Department

+44 (0)20 8411 5375
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Appendix G- Letter Granting Access to Subjects and Data

Collection for Study 2

Subject: Re: Att: Licda. Gabriela Meléndez entrevista para estudio doctoral

Hola Cecilia!

Con gusto te puedo apoyar virtualmente, disculpa la demora en mi respuesta, hemos estado ocupadas
con trasladar toda nuestra formacion a la modalidad virtual.

Cuando quieras podemos agendar una reunién para la entrevista conmigo o con las estudiantes, o una

grupal o con un doctor. Quedo pendiente.

Saludos,

Gabriela

Gabriela Meléndez Peléez

Directora / Asociacién Corazon del Agua

Directora y Coordinadora Académica "Técnico Universitario en Parteria Profesional con Enfoque

Intercultural" Asociacién Corazén del Agua / Universidad Galileo

Tel: Oficina: 22302523, Personal: (502) 49060836

*hkkhkhkhhkhkhkkkhhkhkhkkhhkkhrhhkhkhkkhhkkhrhkhkhhrhkrhkkhhrrhkhhhrhkrhkhhhihhhkhihrrhhihkhihhhkhihiiiihiiikx

TRANSLATED:

Hello Cecilia!
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https://eur02.safelinks.protection.outlook.com/?url=http%3A%2F%2Fwww.galileo.edu%2Ffacisa%2Fcarrera%2Ftprei%2F&data=02%7C01%7Ccu084%40live.mdx.ac.uk%7Caa00f1b879b64b97a97408d80265e4cb%7C38e37b88a3a148cf9f056537427fed24%7C0%7C0%7C637261983948910190&sdata=gFBLikiIP8w67qkKCQj3lupmu%2BWET%2BmZL6YP1ZaLghI%3D&reserved=0
https://eur02.safelinks.protection.outlook.com/?url=http%3A%2F%2Fcorazondelagua.org.gt%2F&data=02%7C01%7Ccu084%40live.mdx.ac.uk%7Caa00f1b879b64b97a97408d80265e4cb%7C38e37b88a3a148cf9f056537427fed24%7C0%7C0%7C637261983948920190&sdata=h03g7JN%2Fg2dxaftCSyKPMNnydcb1TMVeBYZIPNop9Dw%3D&reserved=0

I can gladly support you virtually, sorry for the delay in my response, we have been busy with moving

all our training to virtual mode.

Whenever you want we can schedule a meeting for an interview with me or with the students, or a group

one or a doctor. | will wait for your response.

Regards,

Gabriela
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Appendix H Raw Transcripts and Coding Process Sample for

Study 2
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R: Hello, good morning doctor, how are you?

D: Hello Isabella, very well, thank you, my pleasure,
blessings.

R: Yes, nice to meet you doctor. How good it is to finally
meet.

R: How are you?
D: Yes all good all good, glad to get started.
R: Ok then let's start with the first question _.

R: The participants in my research considered that
religion plays a very important role in the decision to
participate in treatments with assisted reproductive
technologies. To what extent did a factor such as
religion affect before, ermm, during or after any
treatment? How were these problems finally resolved?
Do you think this would change due to the covid 19
pandemic? If so, how would it change?

o dupined e
D: Well according to the part of the patients, | have Unildten
treated, eh 80% of the patients do not have any type of
religion, they do not process in any religion, but the rest nodwal = Good
20% they say this is a sin, that cannot be done, it should PR T
not be, even though the science is advanced, they do - most pat! en o
not wish to take any type of fertility treatment, in that wnlrqo pRT o
case it's true. They prefer that the treatment be natural, .o, ;. glous
that it is God who is going to give it to them, or if he is ave
not going to give it to them, they are then calm and very
well. It does affect,religion.

< Whowe

R: Oh definitely, sure. And you have also treated Maya
and Ladino patients?

D: That's right, 90 percent of the patients | have now
are Ladino patients, in one day only 10% are Mayan
patients. Why are they generally Ladino patients ... |
work in the capital city, so | am no longer working in
villages like 5 or 8 years ago, | was in a rural area where
I worked in the department of Quiché, there are only
90% of indigenous patients and 10% of Ladino patients
there.
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R: Ahh okay.

R: And would you say that a Mayan patient and a

Ladino patient, when talking about religion, it's important

to them? Pt = Sin 4 Ladu no
D: The majority of Ladino patients consider religion very /,f, L I[J: 19 | e
important, now the indigenous patients consider that it is gt

not a sin, it is simply not allowed in their community. et llyDi

They have their own methods. TAMONAl puetwds,

R: Okay, now, when there are those religious
conversations between a couple and with you, how have
you seen that these problems get solved?

D: Generally, in the case of ladino patients, they make - nWanse  Suve M
the decision to have some type of fertility treatment, in nforme ol ALt Sion?
the end they decide both without pressure from the 4 dw-&,ﬁm S 1o
doctor, without pressure from the consultant or wWaAe Sure | RO
psychologist in the case, they make their decision, s

seeing the .mQaanchﬂs_Qrihameﬂsigma_m&mcgl

treatment, and in the end, they make their decision todo

it .

R: Okay and now you think that this is going to change
during or after, because of the pandemic? And... and ..

D: Yes ...
R: Please continue...
D: No, forgive me. Continue, continue. ..

R: Was going to say, do you think this would change due
to the covid 19 pandemic? That is to have the treatment
and if there are problems with religion. Do you think that
the pandemic would affect this?
HaSTIAY: e
D: Yes, generally in the pandemic, the whole world fc._‘,f_.}{ i O 11;\.:. e 0
came to change, right? Covid-19 gave us a 360 degree . _,  ouw
turn to commerce, ehh what is ermm companies, and '
health also came to change. We as doctors are giving
priority to patients with covid 19. In fact, every patient tomd bE e S
who arrives is requested a test 24-48 hours in advance.” "~
In Guatemala, the cheapest would be the swab, right? )
So, some patients do not want to do it, justimagine and - 1man e 7
see on television, what a swab is like, when one -
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explains it to them, and they say, well then we will wait _, Prents ranes

until the pandemic ends to be able to treat this. il A r
Cowvva S DYer:

R: Ahh okay, okay... okay | think here, we are good for

the first question. Is there anything else you would like

to add to this religion topic?

D: Yes, | consider that as a true doctor, as a person, oo Ve o oy -
ehhh as a friend of my patients, | feel that religion, if it o hr oerhote
influences a patient enough you make your decisions,
you are well informed and aware, and you will wish well
through your religion, a true answer without any forcing,
say if | do or not want the treatment. | believe a ot in
God, | always work really well under my norms and my —\&{ek
rules, first it is God and then itis me. As a true doctor, |
do not impose my views on any patient about what he
wants or does not want to do as a medical treatment. |t ) —
is about a lot of respect and the patientinthe end - s 7
makes her decision. In conjunction with the partner they

have.

- A OoL2nES
VWpuSE O~ PU

‘,’{.‘ deusonsg,

y TRUE7? (et |

R: Yes, eh one of the problems that we have seen in my
area of research is that for example, there are doctors
who give advice to their patients but do not understand
their moral rules. For example, an English doctor can
give advice to a family from Iran about infertility
treatments. Your advice is emptied on the cultural
experience of the doctor, so it does not work very well
for a patient who does not come from the same culture.

el feernn of
— T pakrengs ?

D: Yes, yes, to keep in mind that the patient, ehh, there _ (o, putly  wy o
is in that case, the couple, it is the one who decides to Potiny to SO
have the treatment, we must also wait for the A

consequences of the treatment.
R: Exactly.

D: You also have to wait after the treatment, to see if the
reaction was positive, or a negative one, later we return
to religion.

R: OK.

R: Now we will talk about the government. | know that
Some countries there is aid to the government and in
others there is not. Sometimes there are sexual
reproduction classes, sometimes there are not. So
ermm for example, My research participants felt that the
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Appendix I- Semi- Structured Interview Questions for Study 3

A semi-structured interview with a UK fertility key coordinator case study

Participant: A UK fertility coordinator
Open ended questionnaire based on analysis of results of quantitative and qualitative research

Procedure: To conduct via Zoom and recorded for further analysis.

Religion:

Part 1- Participants in my research considered religion to play a role in deciding to engage in
ART treatment. To what extent did religion play a factor before, during or after any
treatment? How were these issues finally resolved?

Part 2 - Do you think this will/has changed due to the COVID-19 pandemic? If so, how?

Government:

Part 1- Participants in my research considered that the government should not fund any
fertility treatments as there are other priorities. To what extent were concerns linked to the
funding of the treatment and whether or not the government should offer financial support
towards the cost of the treatment? How were these issues finally resolved?

Part 2- Do you think this will/has changed due to the COVID-19 pandemic? If so, how?

Assisted Reproductive Technology (ART) and Secrecy:

Part 1- Participants in my research expressed that in general society should not know the
origins and method of conception. However, it was stated that the parents should be honest
regarding the method of conception. To what extent were concerns about secrecy and
information regarding how a child was conceived a factor before, during or after conception?
How were these issues finally resolved?

Part 2 - Do you think this will/has changed due to the COVID-19 pandemic? If so, how?

Social acceptance:
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Part 1 - Participants in my research considered that society may not accept a child born via
egg donation. To what extent is social acceptance a factor to consider before, during or after
conception? How were these issues finally resolved?

Part 2- Do you think this will/has changed due to the COVID-19 pandemic? If so, how?

Side effects (medical complications):

Part 1- Participants in my research considered that there may be many unknown side effects
and medical complications linked to new Assisted Reproductive Technology, which could
cause medical complications for the conceived child. To what extent were medical
complications a factor to consider before, during or after conception? How were these issues
finally resolved?

Part 2- Do you think this will/has changed due to the COVID-19 pandemic? If so, how?

Self-agency:

Part 1- Participants in my research commented that the couples should be in mutual
agreement to undergo treatment and they should be responsible for incurring any costs of
fertility treatments. Furthermore, these participants also stated that couples should bear the
financial responsibility regarding their treatment. To what extent were couples in agreement
with their decisions, and were they willing to pay the bill for costs incurred before, during
and after treatment?

Part 2- Do you think this will/has changed due to the COVID-19 pandemic? If so, how?

Knowledge of Assisted Reproductive Technology:

Part 1- Participants in my research generally commented that they are not very
knowledgeable about Assisted Reproductive Technologies and that there are not enough
programmes available on this subject. To what extent did you see your participants having
knowledge about ART before, during, or after treatment? How were these issues finally
resolved?

Part 2- Do you think this will/has changed due to the COVID-19 pandemic? If so, how?

Ethnicity:

Part 1 - Participants in my research considered that to have fertility treatments, the couple
must be of the same ethnic group. To what extent were concerns about ethnicity a factor to
consider before any treatment options? How were these issues finally resolved?

Part 2- Do you think this will/has changed due to the COVID-19 pandemic? If so, how?
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Rights:

Part 1 - Participants in my research commented that they must have access to rights
pertaining to their body and the right to access knowledge about the method of their
conception. To what extent were concerns about rights a factor to consider before, during and
after treatment? How were these issues finally resolved? Do you think this will change due to
the COVID-19 pandemic? If so, how?

Part 2- Do you think this will/has changed due to the COVID-19 pandemic? If so, how?

Your (The coordinator’s) observations:

1. Based on your experience of working with infertile patients, were there any specific
points observed that are not covered in this series of questions? If so, what were they
and how were they resolved? Do you think this will/has changed due to the COVID-
19 pandemic? If so, how?

2. What major changes do you anticipate in patients’ needs and the future of fertility
coordination/approach during the current COVID -19 pandemic in the UK?

3. To what extent has the COVID-19 pandemic affected UK patients in whether they
may choose traditional fertility treatments?
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Appendix J- Consent, Information, and Debriefing Sheets for

study 3

Middlesex University London

CONSENT FORM

Title of Project: A semi-structured interview with a UK fertility key coordinator

Name of Researcher: Cecilia Isabel Urrutia

Supervisor's name and email: Dr Bahman Baluch B. Baluch@madx.ac.uk

Please initial box

I confirm that I have read and understand the information sheet dated -S-f\
vevereeaenn.. for the above study. | have had the opportunity to ask
: : . I3 B
questions and have been given contact details for the researcher(s) ‘ £ <

| "

I understand that my participation is voluntary, the data collected during the research will f <
not be identifiable, and | am free to withdraw my consent without giving a reason ’

| agree that this form that bears my name and signature may be seen by a
designated auditor (i.e. a Chair of the Psychology Ethics Committee or representative of
the University Ethics Committee) to monitor correctness of procedure

I agree that my non-identifiable research data may be stored in National Archives and used
anonymously by others for future research. | am assured that the confidentiality of my data will be
upheld through the removal of any personal identifiers

5. | understand that the data | provide may be used for analysis and subsequent S/\
publication, and provide my consent that this might occur B
6. | understand that | can ask for my data to be withdrawn from the project until data rgg
analysis begins in November 15th ‘
7. | understand that my interview may be taped and subsequently transcribed §—<
8. | agree to take part in the above study o |
; e
-~ 7R ® 3 -
Sapt Vet \0 \1—\"\ /-& D/L—
Name of participant Date S‘gna}/?e (
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Name of person taking consent Date Signature

(if different from researcher)

Researcher Date Signature

Participant Information Sheet (PIS)

More Than Minimal Risk or High Risk Projects

(Must be used with a Consent Form that is signed by participant and retained by the researcher)

SECTION 1

1. Project/Study title: A semi-structured interview with a UK fertility key
coordinator

2. Invitation paragraph

You are being invited to take part in a research study. Before you decide it is important for
you to understand why the research is being done and what it will involve. Please take time to
read the following information carefully and discuss it with others if you wish. Ask us if there
is anything that is not clear or if you would like more information. Take time to decide whether

or not you wish to take part.

Thank you for reading this.

3. What is the purpose of the study?

The present study is designed to examine the experiences of a UK fertility key coordinator with
couples seeking infertility treatments in relation to findings of the public perception on ART

in Guatemala.
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4, Why have | been chosen?

It is important that we assess as many participants as possible, and you have indicated that you
are interested in taking part in this study. To take part of this study you must be a key
coordinator in the infertility field, aged 18 or over, and speak English or Spanish. You have
been chosen to take part in this study because of your valuable experiences and valuable
knowledge with fertility treatments in the UK.

5. Do I have to take part?

It is up to you to decide whether or not to take part. If you do decide to take part you will be
given this information sheet to keep and be asked to sign a consent form. If you decide to take
part you are still free to withdraw at any time and without giving a reason. If you do decide to
withdraw from the study then please inform the researcher as soon as possible, and they will
facilitate your withdrawal. If, for any reason, you wish to withdraw your data please contact
the researcher within a month of your participation. After this date it may not be possible to
withdraw your individual data as the results may have already been published. However, as
all data are anonymised, your individual data will not be identifiable in any way.

6. What will I have to do?

You will be asked to answer questions during an online video chat interview which will take
approximately 45 minutes. There are no known risks in participating in this project. However,
this cannot be guaranteed. The information we get from this study may help us help
practitioners and those involved in fertility treatments in giving the best advice to their patients
in the pursuit of achieving their goals.

Personal data (e.g. your name, email address, voice or any data that can identify you) will NOT
be collected by this study and your confidentiality will be protected

Please note that in order to ensure quality assurance and equity this project may be selected for
audit by a designated member of the committee. This means that the designated member can
request to see signed consent forms. However, if this is the case your signed consent form will
only be accessed by the designated auditor or member of the audit team.

7. Will I have to provide any bodily samples (i.e. blood/saliva/urine)? No.

8. What are the possible disadvantages and risks of taking part? There are no
known risks in participating in this project.
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Appropriate risk assessments for all procedures have been conducted, and will be followed
throughout the duration of the study.

9. What are the possible benefits of taking part?

We hope that participating in the study will help you. However, this cannot be guaranteed. It is
hoped that practitioners and those involved in fertility treatments benefit from the results of the
present study in giving the best advice to their patients in the pursuit of achieving their goals.

10.  Will my taking part in this study be kept confidential?

The research team has put a number of procedures in place to protect the confidentiality of
participants. You will be allocated a participant code that will always be used to identify any
data you provide. Your name or other personal details will not be associated with your data,
for example, the consent form that you sign will be kept separate from your data. All paper
records will be stored in a locked filing cabinet, accessible only to the research team, and all
electronic data will be stored on a password protected computer. All information you provide
will be treated in accordance with the UK Data Protection Act.

11.  What will happen to the results of the research study?

The results of the research study will be used as part of a Doctoral Thesis. The results may
also be presented at conferences or in journal articles. However, the data will only be used by
members of the research team and at no point will your personal information or data be
revealed.

12.  Who has reviewed the study?

The study has received full ethical clearance from the Research ethics committee who reviewed
the study. The committee is the Research ethics committee who reviewed the study. The
committee is the Middlesex University Ethics committee.

13.  Contact for further information
If you require further information, have any questions or would like to withdraw your data then
please contact:

Cecilia Isabell Urrutia cu084@live.mdx.ac.uk

Supervisor: Dr. Bahman Baluch B.Baluch@mdx.ac.uk
Middlesex University Middlesex University
Psychology Department Psychology Department

+44 (0)20 8411 5375
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Thank you for agreeing to take part in this study. You (the participant) should keep this “Participant
Information with Consent” sheet since it contains important information and the research teams
contact details.

SECTION 2

Middlesex University Guide to Research Privacy Notices

Privacy notices need to be presented whenever data is collected and should be understandable and accessible.
Privacy notices must explain the type and source of data that will be processed. They will also set out the
processing purpose, data retention schedules and data sharing. Privacy notices must include details of the subject’s
rights and who the subject can complain to.

The following example may be used and completed for your research purposes.

Middlesex University Privacy Notice for Research Participants

The General Data Protection Regulation (GDPR) protects the rights of individuals by setting out certain
rules as to what organisation can and cannot do with information about people. A key element to this is
the principle to process individuals’ data lawfully and fairly. This means we need to provide information
on how we process personal data.

The University takes its obligation under the GDPR very seriously and will always ensure personal data
is collected, handled, stored and shared in a secure manner. The University’s Data Protection Policy
can be accessed here:

https://www.mdx.ac.uk/__data/assets/pdf file/0023/471326/Data-Protection-Policy-GPS4v2.4.pdf.

The following statements will outline what personal data we collect, how we use it and who we share
it with. It will also provide guidance on your individual rights and how to make a complaint to the
Information Commissioner’s Officer (ICO), the regulator for data protection in the UK.

Why are we collecting your personal data?

As a university we undertake research as part of our function and in our capacity as a teaching and
research institution to advance education and learning. The specific purpose for data collection on this
occasion is to gather qualitative data to validate findings from previous studies in hopes to help
practitioners and those involved in infertility treatment benefit from the results of the present study in
giving the best advice to their patients in the pursuit of achieving their goals..

The legal basis for processing your personal data under GDPR on this occasion is Article 6(1a) consent
of the data subject.

Transferring data outside Europe

In the majority of instances your data will be processed by Middlesex University researchers only or in
collaboration with researchers at other UK or European institutions so will stay inside the EU and be
protected by the requirements of the GDPR.
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In any instances in which your data might be used as part of a collaboration with researchers based
outside the EU all the necessary safeguards that are required under the GDPR for transferring data
outside of the EU will be put in place. You will be informed if this is relevant for the specific study you
are a participant of.

Your rights under data protection
Under the GDPR and the DPA you have the following rights:

- to obtain access to, and copies of, the personal data that we hold about you;

- torequire that we cease processing your personal data if the processing is causing you
damage or distress;

- torequire us to correct the personal data we hold about you if it is incorrect;

- torequire us to erase your personal data;

- torequire us to restrict our data processing activities;

- toreceive from us the personal data we hold about you which you have provided to us, in a
reasonable format specified by you, including for the purpose of you transmitting that
personal data to another data controller;

- to object, on grounds relating to your particular situation, to any of our particular processing
activities where you feel this has a disproportionate impact on your rights.

Where Personal Information is processed as part of a research project, the extent to which these rights
apply varies under the GDPR and the DPA. In particular, your rights to access, change, or move your
information may be limited, as we need to manage your information in specific ways in order for the
research to be reliable and accurate. If you withdraw from the study, we may not be able to remove the
information that we have already obtained. To safeguard your rights, we will use the minimum
personally-identifiable information possible. The Participant Information Sheet will detail up to what
point in the study data can be withdrawn.

If you submit a data protection rights request to the University, you will be informed of the decision
within one month. If it is considered necessary to refuse to comply with any of your data protection
rights, you also have the right to complain about our decision to the UK supervisory authority for data
protection, the Information Commissioner’s Office.

None of the above precludes your right to withdraw consent from participating in the research study at
any time.

Collecting and using personal data

Data will be collected by conducting a video chat interview online via Skype that will take
approximately 45 minutes. The Participant will not be asked any personal information other than age to
assure participant is over 18.

Data sharing
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Your information will usually be shared within the research team conducting the project you are
participating in, mainly so that they can identify you as a participant and contact you about the research
project.

Responsible members of the University may also be given access to personal data used in a research
project for monitoring purposes and/or to carry out an audit of the study to ensure that the research is
complying with applicable regulations. Individuals from regulatory authorities (people who check that
we are carrying out the study correctly) may require access to your records. All of these people have a
duty to keep your information, as a

research participant, strictly confidential.

If we are working with other organisations and information is shared about you, we will inform you in
the Participant Information Sheet. Information shared will be on a ‘need to know’ basis relative to
achieving the research project’s objectives, and with all appropriate safeguards in place to ensure the
security of your information.

Storage and security

The University takes a robust approach to protecting the information it holds with dedicated storage
areas for research data with controlled access.

Alongside these technical measures there are comprehensive and effective policies and processes in
place to ensure that users and administrators of University information are aware of their obligations
and responsibilities for the data they have access to. By default, people are only granted access to the
information they require to perform their duties. Training is provided to new staff joining the University
and existing staff have training and expert advice available if needed.

Retention

Under the GDPR and DPA personal data collected for research purposes can be kept indefinitely,
providing there is no impact to you outside the parameters of the study you have consented to take part
in.

Having stated the above, the length of time for which we keep your data will depend on a number of
factors including the importance of the data, the funding requirements, the nature of the study, and the
requirements of the publisher. Details will be given in the information sheet for each project.

Contact us

The Principal Investigator leading this research is Cecilia Isabel Urrutia

Middlesex University Middlesex University
Psychology Department Psychology Department
+44 (0)20 8411 5375

The University’s official contact details are:

Data Protection Officer
Middlesex University
The Burroughs

London

NW4 4BT
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Tel: +44 (0)20 8411 5555
Email: dpaofficer@mdx.ac.uk

Thank you for agreeing to take part in this study. You (the participant) should keep this “Participant
Information with Consent” sheet since it contains important information, and the research teams
contact details.
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Debriefing % Middlesex
University
London

Psychology Department
Middlesex University
Hendon

London NW4 4BT

Researchers  name:
Cecilia Isabel Urrutia
Date: February 2021

Study title: A Semi-structured interview with a UK fertility treatment key coordinator

The present study was designed to examine the experiences of a UK fertility key coordinator
with couples seeking infertility treatments in relation to findings of the public perception on
ART in Guatemala.

There is very little research on this topic, particularly on the Guatemalan population. Generally,
research has shown that factors such as religion, ethnicity, costs, possible consequences and
participant’s age and gender may have an impact on how people may regard undergoing
fertility treatment via IVF or egg donation. A recent study for example by Pir Jalian (2017) has
shown that Iranians are generally not supportive of a child being born by egg donation and
believe that it may have an impact on the child in the society. This is in spite of the fact that
having a child in a non—Western country such as Iran is the prime aim for all couples.

The interview you complete will help us have a clearer perspective on what the view on is on
ART amongst the Guatemalan population compared to the UK and should provide valuable
information for practitioners and couples involved in infertility treatment.

Please use the contact information provided to get in touch with the researcher or the supervisor
should you have any questions about this study.

Researcher: Cecilia Isabel Urrutia Supervisor: Dr Bahman Baluch

CU084@live.mdx.ac.uk b.baluch@mdx.ac.uk
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Middlesex University Middlesex University
Psychology Department Psychology Department
+44 (0)20 8411 5375
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Appendix K- Letter Granting Access to Subjects and Data

Collection for Study 3

Email from participant no.2

Dear XXX,

Thank you for your speedy reply!

| will put Feb 3" into my diary and will contact you nearer the time to touch bases.
Thank you again for your help.

BW

Cecilia Isabella

From: XXX
Sent: 10 December 2020 15:36
To: Cecilia Isabel Urrutia <CU084@live.mdx.ac.uk>

Subject: RE: Doctoral Student requesting interview with consultants undertaking management

of Infertility

Dear Cecilia,
| am available on Wednesday the 3™ of February in the afternoon.
Best wishes,

XXX
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From: Cecilia Isabel Urrutia [mailto:CU084@live.mdx.ac.uk]

Sent: 10 December 2020 12:32
To: XXXX
Subject: RE: Doctoral Student requesting interview with consultants undertaking management

of Infertility

Dear XXX,

Thank you very much for agreeing to help with the next step of my thesis. I am looking to get

started on this part of the research sometime in late January/early February.

Meanwhile perhaps you can let me know what availability you might have in late January/early
February, and we can reconnect in the new year?

Thank you again for agreeing to help. It’s very appreciated!

Best wishes,

Cecilia Isabella

From: XXXX
Sent: 10 December 2020 11:18
To: CHAKRABART]I, Sanhita (NHS BEDFORDSHIRE CCQG)
<sanhita.chakrabarti@nhs.net>; ghaly.hanna@mkuh.nhs.uk; Liliana Grosu

<Liliana.grosu@bedfordhospital.nhs.uk>

Cc: Cecilia Isabel Urrutia <CU084@live.mdx.ac.uk>
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Subject: RE: Doctoral Student requesting interview with consultants undertaking management

of Infertility

Dear Sanhita,

That is absolutely fine. We have a dedicated satellite IVF centre linked with Bourn hall Clinic.
Please advise her to get | touch with me.

Thanks,

XXX

339



Appendix L- Raw Transcripts and Coding Process Sample for

Study 3
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~ that they follow they do not want any of their embryos to be destroyed. So we have to tailor

: Yes hello doctor can you hear me ok?
: Yes hello Cecilia Isabella Urrutia is that correct?
: Hahaha yes that is correct. Perfect.
: Ok can you hear me ok?
Y
: Yes it seems to be working. 4 PO et
w8
: so how long is this going to take? -~

: it will take about 45 minutes to an hour if that's ok?

: Ok perfect So Let's Begin.

: before we begin | have a question is Guatemala it Catholic country? Doc-
troreon?

: yes Guatemala is a Catholic and Protestant country. (S 1 rhgion

: So do the Catholics do IVF there?

R

D

R

D

R

D

R

D: oh yes that's ok.
R

D

R

D

R: Yes they do IVF there however there is a bit of a stigma attached to it.

D: ok and you want to know if my patients have the same perception as the people you have
studied in Guatemala but their perceptions in the UK is that correct?

R: yes that is correct after | want to see what patients in the UK think about undergoing
infertility treatment in your experience.

D: ok let's get started.

R: Brilliant so the first question is participants in my research considered religion to play a

role in The sailing to engage in a r t treatment to what extent the religion player Factor before

during or after any treatment how are these issues family resolved do you think this will

change due to the covid-19 pandemic if so how? ha o h J of peopur
Jont alftr

D: Okay, umm in my opinion, | do not have many patients that defer their treatment due to +ve axwt™

the religious views however | do have minority of patients that have rejected the treatment

due to religious reasons, or want to modify the treatment. For example based on the religion porrents

according to her needs. However majority of the women do not defer treatment due to w9 ceved
religious reasons. | have to say that in my practice we have a huge religious diversity. There wiodi -
are very few people that do not want to go into IVF due to religious reasons. ‘?f“"w‘f""“ d

— OB Pahervts 9o K \VF \niwe emnd
R: Right okay. Do you think this has changed due to the pandemic of covid-19 and if so
how?

D: No | do not believe there has been any change to treatment due to religious reasons
There is no effect.

- - V\axiv 'S et Lvabvytte
\ Lo W COXnT S ) i
W\odmj W
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e Soradt
poveeant of Lo
R: Okay, perfect. Would you like to add anything else about this topic of religion? PP rgyer e
o yeligh on
D: What I'm trying to say is that there is an extremely small percentage of patients that reject
IVF due to religion Or religious reasons. We do try our best to tailor the requirements to
compliment the religious views if needed.

R: Okay thank you. So we'll move on to question number two then. Participants in my
research considered that the government should not fund any fertility treatment as there are
other priorities now to what extent were there concerns relating to the funding of the
treatment and whether or not the government should offer financial support towards the cost
of the treatment? How are these issues finally resolved and do you think this will change due
to the covid-19 pandemic? If so how? gunding | S ot up 1o Mo by u{ﬁ‘:;?
D: So yes in United Kingdom unlike other places, Every treatment is under the public sector
in the NHS, very little treatment is in the private sector. However there is private work going
on. Now the government is not willing to offerFree funding for all patients who require IVF,
Different sectors have to meet different criteria, And this depends on the area we call it
commissioning groups. If these areas meet the criteria they will get free funding However the
number of cycles they get really depends on the Commissioning Group.

< + 15

R: Right... 5 akhaugn QO FurdS  \VF

/ o \oftevy +o ?U t pard for
D: So there is no real Consistency it all has to do with the area They Call It the Postcode
Lottery. As it depends on where you live, Depending on where you live is if you get a free
cycle Some areas do not fund IVF at all. So there has been a national growing weed for
every women to get one IVF cycle free. one cycle free for women who are waiting on IVF.
But that does not come true because the different commissioning groups do not agree on
that. So currently depending on where you live You have to meet the specific criteria from
the commissioning groups in that area Depending on where you live you're entitled to 1 to 3
Cycles depending on the Commissioning Group in that area. And if you don't meet the

criteria the only other option is to go for IVF privately S alMNOUgN ROpW gk NOF Cfv* v
(1l ShY ao fof yearmit
R: Oh okay.. fundad) PR will S g
?hvakl\j .
D: Okay? Now, they can appeal The decision not to fund them because They don't meet the
criteria but most of the time the appeal will be denied and they will have to go private.
R: 1 see, okay. And will people usually do that, will they go private?

D: Yeah yeah they go private.

s aS pore

D: There has been many changes because when the government financial 4atus depéﬁ'r?ég:k v go

They can say that they will not fund any Cycles or even say they will not fund IVF. So only PW*: ':: "c
time will say. “’;"’"‘st ¥
A S

R: Right, okay. And have you seen any changes to this due to the covid-19 pandemic?
.

R: Okay thank you. Will you like to add anything to this topic here?

D: No.

R: Okay, so moving on to my third question, participants in my research expressed that in
general, society should not know the origins and methods of conception however it was
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