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Abstract
The purpose of this phenomenological study was to describe the lived experiences of
African American women with secondary infertility, defined as an inability to conceive
or carry a baby to term after a previous conception. Research on secondary infertility has
ignored the prevalence of the condition in African American women. The implications of
secondary infertility in African American women have immediate and far-reaching health
and psychosocial consequences. African American women rely on interconnectedness
and social networks; therefore, social networks and social support served as the key
concepts underwriting the study’s conceptual framework. Social networks and social
support underscore the connection between those needing and those rendering support
during stressful life events. The study consisted of 10 African American women ages 18-
75 years old, who met the inclusion criteria for the study. Participants completed
screening questions, a brief demographic questionnaire, and an interview. Their
experiences were captured through first person accounts during one-to-one semi-
structured interviews developed through pilot testing. Qualitative analysis yielded four
themes: (a) defining family and adjusting to the change in definition of a family; (b)
experiences with secondary infertility; (c) psychosocial stressors and supports from
friends and family; and (d) treatment and intervention. This research promotes social
change by informing clinical practice through access to culturally competent resources,

increased responsiveness and policy development promoting timely access to care.
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Chapter 1: Introduction to the Study
Introduction

Fertility rates have continuously decreased in the United States. Factors
contributing to the decline include higher educational attainment for women, women
entering the workplace, greater opportunities for economic success, an increase in the
number of couples who delayed child bearing until later in life, and couples deciding to
forgo child bearing (Cooke, Millis, & Lavender, 2012; Morgan & Hagewen, 2005).
Some women voluntarily choose childlessness; others decide to have two children or
fewer, while others struggle to conceive (Rowland, 2007). Infertility is one reason some
women are unable to have children. The World Health Organization (2016) defined
infertility as a disease of the reproductive system marked by the inability to achieve a
clinical pregnancy after 12 months or more of regular unprotected sexual intercourse.
Experts have identified two types of infertility: primary and secondary infertility. Many
researchers study primary infertility because it is easy to identify and quantify; however,
secondary infertility, defined as an inability to conceive or carry a baby to term after a
previous conception, is studied to a lesser degree (Nachtigall, 2006).

Genetic, environmental, medical, and social factors contribute to secondary
infertility (Nachtigall, 2006). These factors create psychological stressors for many
women desiring to have additional children (Mosalanejad, Parandavar, Gholami, &
Addollahifard, 2014). Most research on infertility focus on White women, directly
ignoring its prevalence in minority populations (Nachtigall, 2006). Many would contend

that all black women are of the Diaspora, but the term does not include more recent



“voluntary” and refugee diasporic populations, such as those from east Africa or the
Caribbean. In reviewing the existing literature on the topic, I found very few studies on
the causal factors of secondary infertility in African American women. The lack of
research is concerning because of the high incidences of morbidity and mortality in the
areas of gynecology and reproductive health for African American women (Bower,
Schreiner, Sternfeld, & Lewis, 2009). Additionally, studies on White women cannot be
extrapolated to African American women because racism and prejudice are inherent to
the experiences of African American women in their use of and access to health care
services. In addition, there is a disparity in the use of services by minority groups to
address underlying infertility issues (Jain, 2006).
Background of the Study

Documenting the prevalence of secondary infertility is challenging because of
limited data and how the condition is defined. Researchers estimate secondary infertility
rates at 10% globally among women ages 20-44, and less than 9% for the same
population in the United States (Mascarenhas, Flaxman, Boerma, Vanderpoel, & Stevens,
2012). However, according to Covington and Burns (2006), secondary infertility rates
could be as high as 35%. Secondary Infertility has many definitions in the literature.
Researchers have defined secondary infertility in terms of the medical or clinical model
(Larsen, 2005). An infertility diagnosis in the medical or clinical model focuses on
conception, but does not include carrying a child to term or a live birth. Defining
secondary infertility and documenting its prevalence presents a challenge for the

population experiencing it and those researching the problem. Superficially, the



prevalence of secondary infertility for women of the African Diaspora in developing
countries appears less problematic, but its etiology, prevalence, effects, and treatment
options are difficult to document (Larsen, 2000). Additionally, few researchers have
studied African American women’s experiences with secondary infertility. Most
researchers have extrapolated their findings based on studies conducted with White
women to African American women and by extension to other black women (Feinberg,
Larsen, Catherino, Zhang, & Armstrong, 2006), or they have included a very small
number of African American women in their studies (Feinberg et al., 2006). Sandelowski
(1995) stated that small sample sizes make a study’s findings problematic because of the
lack of generalizability. Moreover, limited information on African American women’s
health care issues is insufficient to inform practice in clinical settings and cannot lead to
better health outcomes for this population (Feinberg et al., 2006). Thus, I determined that
an in depth exploration of the lived experiences of African American women who face
secondary infertility was needed to understand the factors that contribute to the condition
and the lack of culturally competent services to meet their needs.
Problem Statement

Globally, millions of women struggle with the inability to conceive (Nachtigall,
2006). Infertility is defined as the inability to conceive while engaging in unprotected
penile-vaginal sex for 1 year for women between the ages of 15-44 (Chandra, Copen, &
Stephen, 2013; Khan, Gulab, & Khan, 2014). According to the Centers for Disease
Control (as cited by Chandra et al., 2013), 6.7 million women between the ages of 15-44

struggled with infertility in the United States, but only 9% of those women were affected



by secondary infertility between 2006 to 2010 (Mascarenhas, Flaxman, Boerma,
Vanderpoel, & Stevens, 2012) . However, these numbers may be an underestimate due to
underreporting (Chandra et al., 2013; Khan et al., 2014; Larsen, 2000). According to
Covington and Burns (2006), secondary infertility rates could be as high as 35%;
moreover, it is estimated that 3-7 % of women experiencing secondary infertility
continue to experience subfertility (Irvine, 1998). One factor contributing to
underreporting of the prevalence of infertility is the lack of access to medical resources
resulting in no diagnosis (Chandra et al., 2013). Other factors include having
reproductive organs removed due to other etiologies prior to a diagnosis (Bower,
Schreiner, Sternfeld, & Lewis, 2009), making the decision not to have additional children
and thus not being aware of existing fertility issues, or the use of contraceptives to
prevent conception (Rutstien & Shah, 2004). These women are not only
underrepresented in the research, but their absence contributes to the difficulty in
identifying the effects infertility has on African American women (Chandra et al., 2013;
Jain & Hornstein, 2005; Jain, 2006; Larsen, 1994, 2000, 2005).
Purpose of the Study

The purpose of this study was to describe the lived experiences of African
American women diagnosed with secondary infertility in order to give insight to their
subjective understandings and to identify any unmet clinical needs. The nature of this
study allowed me to identify the epidemiological, clinical, and psychosocial effect of
secondary infertility in African American women. It also allowed me to identify their

relationships with their social networks and the differences in their experiences. The



5

absence of research on the lived experiences of African American women with secondary
infertility translates to a lack of understanding from health professionals, leading to poor
treatment outcomes, and lack of trust with the medical community on the part of these
women (Gamble, 1997). Therefore, it is important to understand perceptions and
experiences of African American women experiencing the phenomena in order to fill the
gap in the research, which may lead to marked changes in perception and improved
treatment outcomes for the target population, simultaneously promoting social change in
the area of reproductive health (Hatch, 1991).
Research Question

RQ: How do African American women describe their lived experiences of

secondary infertility?
Conceptual Framework

Social networks and social support were the key concepts in my conceptual
framework. These concepts underscore the connection between individuals and those
who offer assistance during stressful life events (Magasi & Hammel, 2004). Social
networks are webs of social relationships providing supportive services to individuals in
need (Berkman & Glass, 2000; Heaney & Israel, 1997). These relationships are
sometimes simplistic, consisting of one or two close family members or friends. They
can also be complex, comprising of extended family, church groups, social clubs, ethnic
groups, and cultural enclaves crossing geographical boundaries with individuals in

multiple networks within a network of shared commonality (Berkman & Glass, 2000).



Each social network has a unique culture (Israel, 1985) and is founded on
reciprocity for social support rendered in the moment or in the future (Berkman & Glass,
2000). House (1981) and Israel (1985) concluded social networks offer significant
benefits to the participants of these networks and encourage continued participation in the
networks. Social networks have several structural characteristics, namely: (a) reciprocity,
defined as the extent to which resources and support are both given and received; (b)
intensity or strength, indicating the extent to which social relationships offer emotional
closeness; (¢) complexity, marking the extent to which relationships serve multiple
functions; (d) density, the knowledge of and interaction between network members; (e)
homogeneity, highlighting the extent to which network members are demographically
similar; and (f) geographic dispersion, the extent to which network members live in close
proximity to the focal person (House, 1981; Israel, 1985).

Social networks meet a variety of individual needs through group identity, adding
value and sense of worth to those participating in them. They also serve as buffers from
life’s normative and non-normative events, and provide access to resources that would
otherwise be unattainable (Beckes & Coan, 2011; Berkman & Glass, 2000). Stressful life
events are innate to human existence; therefore, having supports to overcome stressors in
life requires having personal relationships capable of offering support (Berkman & Glass,
2000). Beckes and Coan (2011) suggested that social networks offer individuals comfort
fostering improved health and wellbeing.

Social support is strongly correlated with wellbeing, serving as a safeguard

against stressful factors. Individuals receive social support from social networks to
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which they belong. Social support is characterized by four types of supportive behaviors:
(a) emotional support involves shared empathy, love, trust, and caring (House, 1981); (b)
instrumental support includes tangible assistance and services rendered (House, 1981);
(c) informational support is the provision of advice, suggestions and helpful information
(House, 1981); and (d) appraisal is shared information used for self-evaluation (House,
1981). Social support influences behavior through the building of caring, and trusting
relationships while maintaining individuals’ right to make their own choices (Beckes &
Coan, 2011; Cohen & Willis, 1985; House, 1981).

Social support and social networks aren’t always supportive and maybe toxic to
those receiving support (Cohen & Willis, 1985). Social networks can create obligations
causing more stressors instead of alleviating them (Surkan, O’Donnell, Berkman, &
Peterson, 2009). The costs of these social relationships are often greater than their
advantages (Belle 1982, 1983; Edin & Lein, 1997). It may be more difficult for
individuals to extricate themselves from unsupportive networks that are composed of
friends, relatives, and neighbors who are also needy (Edin & Lein, 1997; Belle 1983;
1982). Stressful or unwanted social support contributes to and magnifies stressors
because it continuously undermines self-determination and self-esteem (Rafaeli &
Gleason, 2009).

In the African American culture, many emphasize interconnectedness, respect for
traditions, and reliance on social supports from social networks (Odafe, Salami, &
Walker, 2017). African American women are more likely to rely on faith-based supports

to get them through the challenges in life (Hatch, 1991; Taylor & Chatters, 1986). These



women view faith-based supports as sources of comfort, enhanced confidence, and
decreased fear of the unknown or the stressor (Ashing-Giwa et al., 2004). Support from
families and friends serve as strong buffers from stressors associated with their minority
status (Levine, Taylor, Nguyen, Chatters, & Himle, 2015). Relationship building is done
in the context of and with individuals who are not friends or blood relatives, but are
considered kinship members (Triandis, 1994, 2001). This connection creates a strong
level of interdependence and allows for the fluidity of supports to meet various needs,
since women of black ancestry experience greater stressors in life when compared to
members of the dominant culture (House, 1981; Johnson, 1995).

Discrimination and perceptions of such result in stressors that are positively
associated with poor well-being and decreased life satisfaction. Consequently, access to
social support from social networks can serve to ameliorate these factors, reduce risk, and
promote resiliency (Schonfeld, 1991; Schulz et al., 2000). African American women’s
access to and use of health care is interwoven with racism and prejudice, which
contributes to stressors, hopelessness, learned helplessness, and poor health outcomes
(Brown et al., 2000). Given this set of factors, I sought to use the concepts of social
networking and social support to understand African American women’s lived
experiences with secondary infertility.

Nature of the Study

In this study, I used a phenomenological method of inquiry. Phenomenological

studies involve small sample sizes to gather more robust data, allowing researchers to

explore the individual perspective on the lived experience (Creswell, 2009; Roberts,



2013). Accordingly, in this research, I worked to understand participants’ descriptions
and accounts of the phenomena for external factors influencing their experiences (see
Tuohy, Cooney, Dowling, Murphy, & Sixsmith, 2013). With a phenomenological
approach, I captured these experiences through first person accounts during one-to-one
structured or unstructured interviews; where themes and meanings emerge that add value
for research (Annells, 1996; Tight, 2016).

The phenomenological approach is not without criticism, according to Tight
(2016), who, citing Alsop and Tompsett (2006), suggested that a phenomenological
approach only shows a narrow view of what has actually transpired, thus adding little
empirical information. Tight (2016) also noted that some researchers (e.g., Hazel,
Conrad & Martin, 1997) have argued that this research approach is subjected to recall
biased. Recall bias can influence data collection, but does not negate the validity of my
inquiry in addressing the effects of secondary infertility on African American women
who experienced the phenomena.

Definitions

Infertility: The inability of a noncontracepting sexually active woman to have a
live birth (Larsen, 2000).

Fertility: The capacity to establish a clinical pregnancy (Zegers-Hochschild et al.,
2017).

Secondary Infertility: Infertility in a woman who has had one child unable to have

another (Epstein & Rosenberg, 2005).
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Fecundity: The ability to produce healthy offspring (Obeidat, Hamalan, & Clark-

Callister, 2014).

Infecundity: The inability to carry and produce live births (Mascarenhas, Chung,
Mathers, & Stevens, 2012).

Childlessness: Having no live births (Larsen, 2000).

Subfertility: A form of reduced fertility with prolonged time of unwanted non-
conception (Gnoth, Godehardt, Frank-Herrmann, Friol, & Freundi, 2005)

Social support: Physical and/or emotional support given by family, kinship
relations, friends, coworkers, and others in social networks (House, 1981).

Social network: The people who are identified as providing social support (House,
1981).

Kinship: Blood relatives and non-blood relatives who offer supports of varying
kind (Heaney & Israel, 1997).

Socioeconomic status: Social and economic position of women that is based on
level of education, profession, and earned income (Jain, 2006).

Parity: Carrying a pregnancy to viable gestational age (Kim et al., 2012).

Assumptions

I made three assumptions in the study. The first assumption was that participants
would be willing to share their stories and discuss their feelings and experiences openly
and honestly. Discussing health, illness, and health care is extremely personal and
emotional for African American women. In the African American community, there is

stigma surrounding discussion of health concerns, and there is a level of secrecy and not
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wanting to share information with outsiders (Ashing-Giwa et al., 2004). Distrust of
researchers and the health care delivery systems due to medical experimentation on
unsuspecting African Americans has reduced their confidence in research, its outcomes,
and benefits (Gamble, 1997). Furthermore, some women may view secondary infertility
as a shameful experience, and fertility struggles may not be shared honestly because of
the intense shame (Ashing-Giwa et al., 2004). Moving beyond those shameful
experiences requires unveiling the factors leading to secondary infertility and
demonstrating how shared stories would benefit other African American women by
validating feelings and emotions. Moreover, unearthing these factors could compel
clinical practitioners and providers to adequately address the health care issues faced by
African American women.

My second assumption was that geography may serve as a barrier. I had intended
to conduct the study in a semi-rural area where women of African heritage are a small
subset of the community and are disperse over a large geographical area. Therefore,
being able to locate and recruit participants over this wide geographical area would be
difficult for me. Third, I assumed that I may encounter difficulty accessing the target
sites of gynecological clinics, churches, and social networks as avenues for recruitment.
Gynecological clinics are few and are not always willing to work with researchers
because of fear that it would affect them financially. Additionally, these churches may
not have a large congregation of African American women, and if they do, they may
view this study as invasive and not in line with their Christian values. As a result, they

would not allow for recruitment or inadvertently encourage their congregation not to
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participate. Moreover, the challenge of identifying African American women through
social networks or through gatekeepers does not always grant access to the target
population. Gatekeepers are difficult to identify in semi-rural areas because of distrust of
outsiders.

Limitations

The study had four limitations. The first limitation was that the target population
comprised of African American women only. Identifying and recruiting women of
African ancestry struggling with secondary infertility required joint efforts with local
churches and clinics to identify and refer women to participate in the study. The second
limitation was the sample size of the study. The study was slated to include a small
number of participants. The small sample size limited generalizability to other women
living in similar circumstances. Therefore, the lived experiences of African American
women cannot be extrapolated to women of other races and ethnicities.

The third limitation was my use of phenomenological inquiry. Phenomenological
inquiry could not provide quantitative descriptions concerning secondary infertility in the
target population. Although qualitative studies are able to specifically identify
psychological and physiological factors associated with secondary infertility for this
study sample, the findings from this study were limited to my interpretations. The fourth
limitation was time. The study is in completion of an academic requirement; therefore,

the study is time sensitive.
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Significance of the Study

There is a gap in the literature on the lived experiences of African American
women who struggle with secondary infertility. In this research, participants identified
and described the epidemiological, clinical, and psychosocial experiences of dealing with
secondary infertility. Across all domains of health, illness, and health care, African
American women have the highest incidences of morbidity and mortality (Williams &
Mohammed, 2009). African American women are more likely to seek fertility treatments
after prolonged periods of trying to conceive, unlike their White counterparts (Feinberg et
al., 2006). The earning potential for African American women continues to be less than
their White counterparts. Health insurance is tied to income. Having adequate health
insurance allows African American women to address issues related to secondary
infertility. Consequently, a lack of sufficient income and health insurance contributes to
the prolonged effect of secondary infertility (Feinberg et al., 2006). These factors
collectively contribute to the epidemiological, clinical, and psychosocial effect of
secondary infertility in African American women. In this study, I aimed to provide
insight about the challenges specific to African American women and address the lack of
information surrounding the issue of secondary infertility in the target population.
Additionally, by exploring their lived experiences, I hoped to promote social change in
how the problem is addressed and bring awareness to the need for culturally competent

interventions.
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Summary

Infertility is identified as either primary or secondary in the literature. The
research has overwhelmingly focused on primary infertility and less on secondary
infertility. African American women struggle with secondary infertility, but their
experiences with secondary infertility are not fully documented in research. Studies on
secondary infertility in White women or women in developing countries are often
extrapolated to African American women. The experiences of African American women
with secondary infertility are unique and differ from their White counterparts and women
in developing countries.

African American women struggle to address their health concerns because of
stigma surrounding secondary infertility. They are also less likely to seek medical
services to address secondary infertility due to lack of resources to meet their health
concerns. There are other challenges that abound for African American women, as they
often do not participate in studies because of the historical distrust of researchers. There
is also shame in sharing health concerns with outsiders, even if it is to their benefit.
African American women use social networks to help them cope because social networks
provides information and support; however, these networks can create psychosocial
stressors as well. It is important to understand the effects of secondary infertility and
how social networks and social supports impact African American women’s abilities to
cope with secondary infertility. Understanding and acknowledging secondary infertility

in African American women may change how services are delivered, reduce the negative
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impact on well-being, and increase life satisfaction. In Chapter 2, I review the literature

and its relevance to secondary infertility in African American women.
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Chapter 2: Literature Review
Introduction
Secondary infertility limits many women'’s abilities to conceive a second time.
Advances in reproductive health, infertility treatments, and access to timely health care
leads to low incidences and prevalence of secondary infertility (Larsen, 2000). However,
researchers have not documented the prevalence of secondary infertility for African
American women in research studies. In a review of the literature, I found that African
American women’s experiences with secondary infertility has been minimally addressed,
but is largely absent from research. The literature review consisted of reviews of books
and scientific peer-reviewed articles on primary and secondary infertility. I use a local
public library and the Walden University library to access databases, including: Google
Scholar, Academic Search Complete/Premier (EBSCO), JAMA, Science direct, Medline
with full text, SocINDEX with full text, Psycho Info, and Education Research Complete.
The search terms and key words I used to find studies focused on African American
women and their experiences with secondary infertility were health seeking behaviors,
access to health care, health care delivery systems, reproductive health, black women,
minority women, African American women, developing countries, developed countries,
race, racism, access to health insurance, social support, United States of America,
primary and secondary infertility.
The literature review showed a deficit in the research pertaining to African
American women and secondary infertility. Numerous researchers have documented the

effects of primary infertility, and to a lesser degree secondary infertility (Chandra et al.,
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2013; Larsen, 2000; Mascarenhas et al., 2012; Nachtigall, 2006). These studies have

focused primarily on the experiences of White women and women in developing
countries, making it difficult to extrapolate the findings to African American women
(Jain, 2006). Secondary infertility has implications for African American women and
their reproductive roles. The lack of research on their lived experiences further
contributes to the lack of clinical understanding, improper treatment, and the absence of
culturally competent responses to secondary infertility in the population.
Defining Infertility

Words such as sterility, infecundity, childlessness, and subfertility are used to
explain infertility and its implications for those affected. There is a marked distinction
between infertility and subfertility, but researchers use both terms interchangeably.
According to Gnoth et al. (2005) subfertility is a form of reduced fertility with a
prolonged time of unwanted non-conception. Infertility, however, is defined as the
inability to conceive (Larsen, 2000). Competing definitions of infertility adds to the
difficulty in addressing its effect. Analysis by Mascarenhas et al. (2012) identified seven
definitions for infertility. The clinical, demographic, epidemiological definitions for
infertility address the different ways researchers collect data about the disorder (World
Health Organization, 2016). Clinical definitions for infertility framed it as a “disease of
the reproductive system defined by the failure to achieve a clinical pregnancy after 12
months or regular unprotected sexual intercourse” (Zegers-Hochschild et al., 2009, p.
1523). Or “the inability of sexually active, non-contraception couple to achieve

pregnancy in one year” (World Health Organization, 2016). The demographic definition
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of infertility includes the “inability of those of reproductive age (15-49 years) to become
or remain pregnant within five years of exposure to pregnancy” (Rutstein & Shah, 2004
p- 3). A second demographic definition is the “inability to become pregnant with a live
birth, within five years of exposure based upon a consistent union status, lack of
contraceptive use, non-lactating and maintaining a desire for a child” (Mascarenhas et al.,
2012, p. 2). The epidemiological definition of infertility centered on monitoring and
surveillance. Therefore, the definition is “women of reproductive age (15—49 years) at
risk of becoming pregnant (not pregnant, sexually active, not using contraception and not
lactating) who report trying unsuccessfully for a pregnancy for two years or more”
(World Health Organization, 2006, p. 63). The clinical and epidemiological definitions
are more closely aligned because they involve early detection and treatment as well as
surveillance (Mascarenhas et al., 2012).

There is a distinction between secondary and primary infertility (Raque-Bogdan
& Hoffman, 2015), but the definitions in the previous paragraph do not address these
differences. Primary infertility is the “inability to bear children, either due to the inability
to conceive or the inability to carry a pregnancy to a live birth” (Rutstein & Shah, 2004 p.
3). Alternatively, secondary infertility is the inability to bear a child after having an
earlier birth (Awartani, Nahas, Al Hassan, Al Deery, & Coskun, 2009; Rutstein & Shah,
2004). Mammo and Morgan (1986) found a correlation between primary and secondary
infertility. Primary infertility has a higher incidence than secondary infertility; therefore,
researchers use primary infertility as the reference point for those with secondary

infertility (Raque-Bogdan & Hoffman, 2015). Yet, women who experience secondary
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infertility have reported being isolated from those who suffer from primary infertility as
well as from those who are fertile (Raque-Bogdan, & Hoffman, 2015). These definitions
also exclude the role men play in infertility, consequently presenting infertility as
exclusively women’s issue. However, infertility distribution shows a different picture.
For couples experiencing infertility, the distribution shown by percentages reveal females
account for 35% of infertility cases; males account for 30%; 20% stemmed from both
males and females; and 15% had causes that were unknown (Poppe, Velkeniers, &
Gilnoer, 2007). Other researchers found that 40% of infertility cases are linked to
contributing factors from both female and male partners; however, reproductive problems
such as ovulatory disorders contributed to 25%, fallopian tube damage contributed to
20%, and uterine or peritoneal abnormalities contributed to 10%, and 30% of infertility
cases are unknown (National Institute for Health and Care Excellence [NICE], 2013).
Infertility differs for those experiencing it and for those defining it. A single
definition of infertility does not apply to all individuals. Some individuals do not define
themselves as infertile unless they want to be parents (Greil, Slauson-Blevins, &
McQuillan, 2010). Defining infertility requires a more standardized approach, where
exposure, couples’ status, contraceptive use, intent and outcome are used as
measurements (Greil et al., 2010; Mascarenhas et al., 2012). Thonneau and Spira (1991)
proposed regional studies as required for collection of more comprehensive data on the
morbidity of infertility. Mascarenhas et al. (2012) analyzed 53 surveys from 26 countries
and found exposure, intent, and outcomes to be significant in capturing infertility. The

exposure timeframe researchers have used to assess a fertile union led to women being
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misclassified as infertile if the period of exposure was 1 to 2 years later. Couples’ marital
status and contraceptive use were used to assess their desire to have children. If the
couples’ status is the only factor explored, the research would only capture the couple’s
first and only union resulting in an underestimation of fertility issues, and would ignore
subsequent unions that may produce a pregnancy (Mascarenhas et al., 2012).

According to Larsen (1994, 2005) contraceptive use is a strong determinant of
fertility. It is difficult to determine the ability to conceive just by the use of contraceptive
for many women because, barring the desire to get pregnant, they would use
contraceptives if they were available to them (Mascarenhas et al., 2012). Intent,
according to Mascarenhas et al. (2012), involves women who intentionally wish to have
children and those who do not take precautions to avoid doing so. Women who want to
conceive but are unable to become pregnant, and who subsequently change their status to
not wanting children must be factored into infertility reporting (Mascarenhas et al., 2012;
Rutstein & Shah, 2004). Outcomes refer to the number of live births and must be
considered in the data collection along with the etiology of conception, spontaneous
abortions, or the progression of pregnancy (Mascarenhas et al., 2012). There is little
agreement on defining infertility, its prevalence, and the differences that exist within and
across cultures. This influences how health care is delivered and how researchers
measures infertility (Gurunath, Pandian, Anderson, & Bhattacharya, 2011).
Disagreement in the literature on how infertility is defined and data are collected
continues to play a significant role in the ways infertility is reported, how care is sought,

and the type of care received.
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Global Impact of Infertility

Through the use of family planning programs, men and women can choose the
number, timing, and spacing of children. Nachtigall (2006) argued there are two
paradoxes that surface regarding fertility. The first paradox is that population growth
continues to be a problem, and many populations do not have the resources to sustain
themselves. Additionally, women in developing countries are more likely to get married
young and have children early, contributing to the population growth (Nachtigall, 2006).
Furthermore, these populations sometimes have lower incidences of primary infertility
(Larsen, 2000; Nachtigall, 2006). Diagnosing the underlying cause of infertility in
women in developing countries is very costly (Belsey, 1976). Data collected using
census, vital event registry, interviews with heads of household, and administrative
records and surveys of demographic data in sub-Saharan Africa showed how costly using
various tools to gather information can be for researchers (Belsey, 1976). Moreover, data
are subject to limitations because some data may be inaccurate or incomplete because of
how the condition is defined (Larsen, 2000, 2005;Belsey, 1976).

There are also other factors contributing to infertility in developing countries.
These factors include sexually transmitted infections (STIs) such as pelvic inflammatory
disease, chlamydia, gonorrhea, and syphilis (WHO, 2013; Belsey, 1976). Other factors
such as mumps, leprosy, toxoplasmosis, and other infectious organisms are contributors
to infertility in developing countries (Belsey, 1976). Cultural practices such as female
genital mutilation, genetic disorders such as sickle cell, hormonal changes such as thyroid

disease or goiter, and poor nutrition lead to irregular periods or amenorrhea in some
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women (Belsey, 1976;Verma, Sood, Juneja, and Kaur, 2012). In these cases, it is
sometimes difficult to point to one factor that affects infertility.

The second paradox is low birth rate in aging populations. Western countries
have lower fertility rates and are unable to sustain the current aging population (Revonta
et al., 2010). The decline is attributed to women entering the work force, couples
choosing to have fewer children, couples marrying later in life, choosing not to have
children altogether, and having access to safe and legal abortion (Revonta et al., 2010).
In the United States, fertility rates are low, many have ideas about what these rates are,
but others suspect that the rates are underreported. The documented infertility rate is an
underestimation, and the only accurate figures consist of recent efforts to track women
who have enrolled in studies (Thoma et al., 2013). In short, infertility rates are a subject
of contention in the research. Winkelman, Katz, Smith, and Rowen (2016) suggested that
infertility rates are known, and they postulated that 6.7 million women of reproductive
age in the United States are affected by infertility. Their data showed 8.5% of the
population affected in 1980 compared to 11% in 2010 (Winkelman et al., 2016).

The decline in fertility rates stemmed from fewer attempts to have children;
however, the rates of infertility have increased considerably and are magnified due to
fluctuation in population growth in some areas and its decline in others (Mascarenhas et
al., 2012). Between 1990 and 2010, primary and secondary infertility prevalence were
estimated from data collected from surveys. Mascarenhas et al. (2012) reported that
women from 190 different countries and territories were interviewed, but the study

focused primarily on female respondents, even though in coupled relationships men and
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women could be equally responsible for the couple’s infertility. Mascarenhas et al.
(2012) reported significant differences in the rates of primary infertility and secondary
infertility prevalence among women in Latin America/the Caribbean, Eastern Sub-
Saharan Africa, and Central Sub-Saharan Africa.

The effects of infertility are both personal and societal. Suffering with infertility
is considered a personal experience and women grappling with infertility keep silent
about their struggles (Nachtigall, 2006). Many women struggling with infertility try to
cope with the psychological, physical and interpersonal challenges alone (Obeidat et al.,
2014). Infertility is not only experienced privately for these women, but leads to societal
consequences. In many cultures, fertility is indicative of economic prosperity and
familial survival. In developing countries, having children guarantees a steady workforce
(Belsey, 1976). Women are often blamed for their inability to conceive a child
notwithstanding the fact that infertility is not endemic only to women ( Nachtigall, 2006;
Rouchou, 2013).

Infertility affects women’s statuses in their communities in developing countries
(Rouchou, 2013;). Moreover, the ability to conceive offers a higher status to many
women and inability to conceive is a tool to shame other women in the same community
(Belsey, 1976; Rouchou, 2013; Schmidt, 2009). Women who had previously conceived,
but aborted the fetus, saw infertility as a punishment from God. Women deemed
marriageable would have their dowry; price negotiated if they were barren (Belsey,
1976). Many women have reported experiencing intimate partner violence, community

violence and disrespect due to their inability to conceive (Nachtigall, 2006). The effects
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of infertility from a societal level only added to the shame and guilt many women already
carry; therefore, it contributed to an unwillingness to seek appropriate medical
intervention or openly discuss the challenges of being infertile.
Factors Contributing to Female Infertility

Too many known and unknown variables make it difficult for direct causal
relationships to be established for all infertility cases. Infertility can occur at any point
during the child bearing years (Larsen, 2000). Factors most implicated in secondary
infertility are advanced maternal or reproductive age, structural complications, Asherman
Syndrome, uterine fibroids and smoking. These factors are studied in relation to other
contributing factors that compound the diagnosis and treatment for secondary infertility.

Advanced maternal age is easiest factor to identify with regards to secondary
infertility. Emphasis on advanced maternal or reproductive age ties fertility or infertility
to women, making it a women’s only issue (Balasch & Gratacos, 2011). Women who
delay child bearing until later in life place themselves and their fetus at risk for
complications common in women conceiving in later childbearing years (Cooke, Mills, &
Lavender, 2012). There is an increased risk of miscarriage, ectopic pregnancies, elevated
maternal morbidity stemming from hypertensive disorders and gestational diabetes for
women conceiving later in life (Mills & Lavender, 2011). Most women are born with the
total number of oocytes they will have over the course of their lifetime, and as women
age, the number of oocytes decreases. Advanced maternal age contributes to decreased
oocytes production and release leading to decreased fertility for older women (Balasch &

Gratacos, 2011; Mills & Lavender, 2011).
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Women often delay child bearing until their thirties or forties (Revonta et al.,
2010). This is also the time when they grapple with hormone imbalances which can
contribute to infertility (Poppe, Velkeniers, & Glinoer, 2007). Hormone imbalances are
sometimes caused by diseases and are masked by other chronic illnesses such as diabetes,
depression, and autoimmune diseases (Poppe et al., 2007). Hormone imbalances
contribute to hypothyroidism, which affects sexual development and contributes to
amenorrhea and infertility. Moreover, “hypothyroidism affects fertility due to
anovulatory cycles, luteal phase defects, hyperprolactinemia and sex hormone
imbalance” (Poppe et al., 2007, p. 2079). Hypothyroidism also affects women’s ability to
conceive and if conception is successful, the developing fetus may be deprived of iodine
(Valvekar, Lakshmi, & Kumar, 2016). In a case-controlled study of 120 women ages 23
to 29, who struggled with primary and secondary infertility, the cases had higher
incidences of hypothyroidism when compared to the control group of women (Valvekar
et al.,, 2016). Verma et al. (2012) suggested that women suffering from hypothyroidism
are able to conceive 6 weeks to one year after taking the hormone thyroxine.

Structural complications such as pelvic adhesions caused by endometriosis,
myomectomies and other abdominal surgeries are also contributing factors to secondary
infertility (Balasch & Gratacos, 2011; Mills & Lavender, 2011). The partial or complete
obliteration of the uterine cavity or trauma to the endometrium leads to Asherman
syndrome (Yu, Wong, Cheong, Xia, & Li, 2008). Recurrent pregnancy loss and
irregularities in the menstrual cycle are attributed to Asherman Syndrome. Klein and

Garcia (1973) identified 11 patients who struggled with the disorder. Of the 11
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participants, only four participants conceived after medical intervention. Yu et al. (2008)
completed a retrospective review of the medical charts of four women between the ages
of 35-38. The review revealed participants suffered secondary infertility because of
Asherman syndrome. Medical intervention in the form of preoperative evaluation,
intraoperative and postoperative management helps to correct the condition (Yu et al.,
2008). The small sample sizes of the study may reduce generalizability, but the results
speak to the effect Asherman syndrome has on fertility outcomes.

There is a strong correlation between smoking and an increased risk for infertility
in women of childbearing age (Revonta et al., 2010). Based on the study consisting of
2112 women, less than a one-third of these women were smokers. Researchers found
infertility to be a direct result of heavy smoking; however, individuals who were light
smokers appear to have the same probability of conceiving when compared to non-
smokers (Hassan & Killick, 2004). Research by Gaur, Talekar, and Pathak (2010) found
no safe smoking exposure level, every level of exposure to smoking whether primary,
secondary or tertiary, places women of child bearing age at risk for infertility. Women
are encouraged to stop smoking upon conception, whereas efforts to eliminate smoking
prior to conception continue to be a public health challenge (Bolumar, Olsen, & Boldsen,
1996). Poor outcomes in assisted reproductive therapy are linked directly to smoking
because it reduces the effectiveness of these therapies and compound infertility (Revonta
et al., 2010).

Adenomyosis is the growth of the endometrium into the myometrium; a benign

condition that is only diagnosed through a hysterosalpingogram (HSG) (Al-Safi, Russ,
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Post, & Polotsky, 2013). The effect of Adenomyosis on fertility is based on one case

study. According to Al-Safi et al. (2013), HSG is the only technique to diagnose cases of
Adenomyosis. Its prevalence is found in approximately 5% to 70% of women (Graziano
et al., 2015). Adenomyosis leads to menorrhagia, dysmenorrhea and subfertility (Li, Liu,
& Guo, 2014). Infertility in women with Adenomyosis stemmed from the thickening of
the uterine lining. Although the thickening of the lining helps with implantation of a
fertilized egg, thickening of the lining caused by Adenomyosis reduces implantation of a
fertilized egg making it difficult for the egg to attach and grow inside the uterus (Campo,
Campo, & Benagiano, 2012).

In a case controlled study, Wolf, Daling, and Voigt (1990) examined the
relationship between cesarean delivery and postpartum complications. They argued
postpartum infections may contribute to secondary infertility to a lesser degree for
vaginal delivery, but increases exponentially for cesarean deliveries. A review of the
experiences of 61 cases and 343 controls showed women of similar education and income
had success in conceiving after treatment for postpartum infections (Wolf et al., 1990).
The research also found no correlation between cesarean delivery leading to postpartum
infections and secondary infertility, but these researchers attributed their findings to early
detection and treatment. They also highlighted that women who had successfully
conceived were not motivated to participate in infertility treatment.

Cesarean delivery and vaginal births may affect women’s willingness to have
more children. Kjerulff et al. (2013) suggested the mode of birthing a child may correlate

to secondary infertility in women. They recruited women from various locations between
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January 2009 and April 2011. A total of 3080 women were recruited, but 74 of the study

participants dropped out of the study. Most of those in the attrition group were younger,
less likely to have health insurance, and lived in urban areas. Similarities between the
participants included race, ethnicity, age ranges from 18-35, primiparous, currently
carrying one child, spoke Spanish or English and would deliver at a Pennsylvania
hospital (Kjerulff et al., 2013). The hypothesis testing to determine whether women who
deliver by cesarean section were less likely to have more children when compared to
those who deliver vaginally was not supported. Additionally, Kjerulff et al. (2013)
argued women who delivered by cesarean section were more likely to decide to have no
further children after child birth for reasons associated with the mode delivery was also
not supported. The study was limited in that it recruited individuals of higher
socioeconomic status, which translates to access to medical treatments to address
underlying issues. The study was not a population based study, but the results showed
that mode of delivery did not affect whether women were more likely to have one child
or have a greater number of children. This study did not speak to infertility, but
highlighted women’s desire to give birth and have children even if it is only one child.

More than 80% of African American women are diagnosed with uterine fibroids,
but uterine fibroids are not routinely screened for by gynecologists, unless they produce
symptoms (Chen, Buck, Courey, Perez, & Wactawski-Wende, 2001; Eltoukhi, Modi,
Weston, Armstrong, & Stewart, 2014). Estimates placed fibroid tumor-related care as
costing over nine million dollars in the United States (Eltoukhi et al., 2014).

Hospitalizations, hysterectomy, and myomectomy rates continues to be highest among



29
African American women (Wechter, Stewart, Myers, Kho, & Wu, 2011; Wu, Wechter,

Geller, Nguyen, & Visco, 2007). Uterine leiomyomata affected African American
women three times more than it affects their White counterparts resulting in African
American women needing hysterectomies which also contribute to infertility (Wise et al.,
2004, 2009).

Additional studies showed African American women have larger and more
aggressive fibroid tumors at younger ages. The average age for African American
women to be diagnosed with fibroids is 31 versus 37 for White women (Huyck et al.,
2008). Outcomes and response to treatment still shows a difference by race, with African
American women having more invasive procedures with poorer outcomes (Abenhaim,
Azziz, Bartolucci, & Tulandi, 2008). Essence magazine was used as a recruitment tool to
conduct a prospective study for African American women to determine factors
contributing to uterine fibroids. The study consisted of 64,500 participants ages 21-69.
Many of these women had previously had children, but the factors explored such as
menarche, parity, and age of having first child, did not contribute to uterine fibroid for the
study participants (Wise et al., 2004).

Uterine fibroids contribute to infertility by leading to abnormal uterine
contractility, elongation of the uterine cavity, and distortion of uterine vascularization
(Bulletti et al., 2004). Additionally, women with fibroids are at high risk for preterm
labor, placenta previa, postpartum hemorrhaging and neonatal morbidity (Vergani et al.,
1994, 2007). Other risk factors due to uterine fibroids include spontaneous abortion and

pregnancy loss in the first term (Cook, Ezzati, Segars, & McCarthy, 2010). Women with
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a history of uterine fibroids also presented with issues of infertility (Hasan, Arumugam,
& Sivanesaratnam, 1990) and obesity (Huyck et al., 2008). Women with obesity were
almost three times more likely to have challenges with fertility than women with lower
body mass index (Hassan & Killick, 2004).

Factors Contributing to Male Infertility

Infertility is not just attributed to women, because male varicocele contributes to
secondary infertility at higher rate than it does for primary infertility. Men’s participation
in reproductive health involves their willingness to see themselves as partners in the
process with their spouses as well as clients in need of reproductive services (Mundigo,
1998). A difference exists in the cost of treating contributing factors for secondary
infertility in men and women. It is more cost effective to treat male factors contributing
to secondary infertility (Goldstein, 1993). Male infertility is affected by occupational
hazard or toxins, testicular tumors, and lifestyle choices including diet, drug use,
unprotected sexual activity, alcohol consumption, smoking, obesity and diseases such as
varicocele, and/or hypospadias (Gaur et al., 2010; Hassan & Killick, 2004; Lagana,
Vitale, Laconianni, Gatti, & Padula, 2016).

In a prospective study of 289 male respondents, the researcher categorized the
group as nonsmokers and non-alcohol users, alcohol users but nonsmokers, and smokers
but non-alcohol users. Gaur et al. (2010) found that alcohol use reduced testosterone
production, contributing to impotence and compounded secondary infertility. The

research also showed that smoking, whether heavy or light contributed to poor sperm
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development and limited sperm motility, contradicting Hassan & Killick (2004) results
that light smoking has less of an impact on fertility rates.

Hypospadias is a congenital abnormality, where the opening of the urethra is on
the underside of the penis, and sperm is deposited in higher areas of the vagina, than is
needed for conception (Pfeil & Lindsay, 2010). It affects 10% to 15% of males (Pfeil &
Lindsay, 2010). The disorder affects sperm count, sperm deposits and quality differently.
Semen count and sperm motility may decline as men age, but does not limit men’s ability
to reproduce (Balasch & Gratacos, 2011). Oligozoospermia is defined as low
concentration of sperm, with low motility and abnormalities affecting men’s fertility
(Jungwirth et al., 2015; Pfeil & Lindsay, 2010). There are men whose ejaculates contain
only semen,; this is defined as azoospermia (Jungwirth et al., 2015; Pfeil & Lindsay,
2010). Some men also experience healthy sperm count and adequate semen for their
sperm, but due to blockage along the ejaculatory duct viable sperms are unable to pass to
the female during sexual activity contributing to fertility problems (Jungwirth et al.,
2015).

Male infertility is also affected by retrograde ejaculation. Men who have spinal
injury have anejaculation (Jarrow et al., 2011). Prostatic cysts in most men do not
produce symptoms, but the enlarged cysts obstruct the seminal vesicles causing
hematopsemia, low ejaculation and infertility (Zhang et al., 2011). Transurethral
unroofing and laparoscopic excision are two procedures to remove prostatic cysts from
men at risk for infertility. These surgeries afford males with infertility and their spouses

to the ability to conceive within one year (Zhang et al., 2011). The cost of treatment is a
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significant barrier to seeking treatment for fertility services. The study did not highlight
the cost for infertility treatment for men with these health concerns.
Healthcare Cost of Infertility

The health care delivery system in the United States offers extensive fertility
treatment services, through the provision of health insurance and medical personnel;
however, those options are not available to all women due to many social and cultural
barriers (Larsen, 2000; World Health Organization, 2006). In some areas where access
exists, the costs are exorbitant; limits on income or lack of income impede women’s
ability to use these resources (Larsen, 2000). The cost for infertility treatment for men is
lower than the cost of infertility treatment for females; it is also less invasive (Cayan,
Shavakhabov, & Kadioglu, 2009).

Evaluation of infertility requires working with both men and women and
exploring the factors that may contribute to infertility. The methods of evaluation for
infertility can be invasive and impersonal serving as a deterrent (Davis, Hall, &
Kaufmann, 2007). Davis, Hall and Kaufmann (2007) suggested in order to evaluate
sperm viability, a urologist or fertility specialist must ask men to abstain from sex for 2 to
6 days in order to analyze sperm PH, sperm concentration, motility and total numbers.
This evaluation must be repeated in three months if the results are abnormal. Female
ovulation evaluation included a menstrual history, serum progesterone, and uterine
luteinizing hormone and HSG test for the uterine cavity and the tubal patency (Davis,
Hall, & Kaufmann, 2007). These procedures are invasive, requiring multiple visits to

different doctors or specialists, and are also very costly.



33

Availability of infertility treatment often plays out in both private and political
domains. Some national health policies advance fertility treatments, but state
governmental interferences may limit access to certain types of infertility treatments;
albeit infertility is acknowledged as a medical condition (Nachtigall, 2006). The newly
implemented Affordable Health Care Act faced strong opposition and states had more
autonomy in deciding infertility treatments (Devine, Stillman, & DeCherney, 2014). Not
all states have policy mandates to provide treatment for infertility. States such as
Massachusetts, Maryland, Connecticut, Rhode Island, Arkansas, California, Hawaii,
Ilinois, Louisiana, Montana, New Jersey, New York, Ohio, Texas and West Virginia
have some mandates in place requiring employers to offer some type of infertility
benefits either as a group or to the individual (Devine et al., 2014). California and Texas
offer group insurance where infertility treatment is centered on diagnosis, but not on
treatment. Arkansas, Connecticut, Hawaii, [llinois Maryland, Massachusetts and New
Jersey require coverage for In Vitro Fertilization (IVF), and Hawaii only covers one cycle
of IVF (Devine et al., 2014). Moreover, the inconsistencies in coverage among the states
having mandated policies serve as a barrier to infertility treatment.

A national survey of family growth for the period of 1982 to 2002 examined
“prevalence of infertility and impaired fecundity, the use of infertility treatment and how
infertility treatment is affected by state laws mandating infertility insurance benefits.”
(Bitler & Schmidt, 2006, p. 854). The study was inclusive of women who were married
or cohabiting and had been unable to conceive for 12 months or more. The results

showed that these women did not benefit from the mandates for insurance. In fact, these
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women were 29% less likely to access and use infertility treatment. Bitler and Schmidt
(2006) found no difference in education and the desire to use infertility services.
Additionally, low health care access and low utilization continue to plague African
American women, where there is less access to diagnostic and therapeutic interventions
(Chandler & Monnat, 2015).

A study of 1315 couples using IVF treatment over a six-year period showed that
women who were younger than 35 had better opportunities to conceive and carry children
long term than those who were older. Women with secondary subfertility problems were
1.4 times less likely to be able to conceive and carry to term (Stolwijk, Wetzels, & Braat,
2000). Women who are 35 and older continue to spend excess funds on services that
may not yield the desired outcomes. The median income for a USA household is
$47,845, most IVF costs over $1200 which is a significant amount of that income (Chow
& Mahalingaiah, 2016; DeNavas-Walt, Proctor, & Smith, 2007; Smith et al., 2011). IVF
is not covered by Medicaid; as a result, low income women who have Medicaid cannot
use the insurance to cover fertility treatment (Usha, Salganicoff, Stewart, Cox, &
Doamekpor, 2009). Financial factors affecting fertility only comes into play for some
uninsured or underinsured women after the third IVF treatment; as a result, financial
factors are not reasons for some couples to decrease the number of IVF treatments
(Davis, Hall, & Kaufmann, 2007). Jungheim (2015) findings contradict those results
because the cost of continuing IVF after the initial IVF failure is a deterrent. The success
of IVF and other fertility treatments increases with multiple attempts (Jungheim, 2015;

Smith et al., 2011); reducing the number of eggs implanted during each IVF cycle may
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reduce its failure and the cost associated with treatment (Jungheim, 2015). Whether there
is success or failure with IVF, women can only access those treatments through insurance
or in states where reproductive health laws are mandated.

A cross-sectional review of medical charts and patient surveys found that women
who were not sure of the amount of coverage offered by their insurance or women
without insurance were significantly affected by type of fertility treatment sought, if at all
(Jones, Gary, & Liu, 2012). Women seeking fertility treatment fit a particular criterion.
These women are older, married, have more disposable income, reside in urban areas
with access to fertility treatment (Kessler, Craig, Plosker, Reed, & Quinn, 2013;
Nachtigall, 2006). Having access to disposable income can have a downside too. In a
study of 391 women, where $2,500 to $45,000 was spent on fertility treatment, the
pregnancy rates remained relatively constant. Expenses below $2,500 and above $45,000
showed an inverse relationship with fertility treatment success (Smith et al., 2011; Wu,
Odisho, Washington, Katz, & Smith, 2014). Even so, women who do not seek treatment
are usually poor and of a minority status (Chandra & Stephens 2010). Limited access and
few resources are barriers to gaining access to proper healthcare (Chow & Mahalingaiah,
2016). The financial burden of paying for fertility treatments forces many to forgo
engaging in treatment (Jones, Gary, & Liu, 2012). The cost of fertility treatments served
as a deterrent to seek services as the financial burden to seek services and pay for those
services is too great.

Access to fertility treatments decreases the risk of unsafe treatments, however

when cost continues to be a barrier, women were less likely to use those services (Boulet



36

et al., 2015; Chow & Mabhalingaiah, 2016). Inaccuracies exist about cost being the only
deterrent for African Americans use of fertility treatment. African American women face
a number of complex and convoluted issues regarding access, and use of fertility
treatments. African American women are less likely to use fertility treatments, than their
White counterparts because of poorer outcomes (Misser, Seifer, & Jain, 2011; Sharara &
McClamrock, 2000). Concerns about poor pregnancy outcomes such as multiple births,
spontaneous abortions, ectopic pregnancies and birth defects worry African American
women seeking fertility treatment services (Misser, Seifer, & Jain, 2011).

A cross sectional, self-administered survey found that African American women
attempted to conceive 20 months longer, traveled at least 19 miles to get to a fertility
clinic, had difficulty leaving work or getting time off and could not find culturally
competent medical doctors to address the sensitivity of dealing with secondary infertility
(Misser, Seifer, & Jain, 2011). African American women were more likely to self-refer
to fertility services where as their White counterparts were referred by friends and family.
They were more likely to not be informed about the types of services, the risks involved
and they were also more likely to encounter medical personnel bias towards them which
served as significant barriers (Armstrong & Plowden, 2012; Misser, Seifer, & Jain,
2011).

Psychological Impact of Infertility

The effect of infertility leads to many psychological factors and may exacerbate

mental health concerns. Infertility is a reproductive health indicator for women who are

interested in conceiving, but unable to do so. Women face unnecessary scrutiny with
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regards to fecundity. Obeidat et al. (2014) argued sometimes men are excluded in the
role they play in infertility; however, women are more likely to believe the onus of
infertility lies with them (Raque-Bogdan & Hoffman, 2015). This underscores the fact
that some women'’s identity is tied to having children (Schmidt, 2009). The ability to
conceive and bear children is critical to their self-worth and value.

The common theme that emerged from the study by Raque-Bogdan and Hoffman
(2015) was the concept of “missing motherhood”. Of the missing motherhood concept,
themes and subthemes that emerged are martial stresses, feelings of social oppression,
experiencing depression and disappointment, have treatment associated with difficulties
of conceiving, appreciation and support from friend and family and using coping skills
(Schmidt, 2009). Women re-examining their role of becoming parents had greater
personal distress than their partners; however, active and passive avoidance was used by
the couples to deal with loss of their role in having in a family (Peterson et al., 2009). An
inability to have children has psychological effect on some women’s self-esteem. Loss of
self-esteem, meaning, importance of life, and failure to fulfill the role of a mother brings
feelings of personal distress for these women (Ashing-Giwa et al., 2004; Schmidt, 2009).
For many women, relationships are important for informational and instrumental
supports. Secondary infertility can lead to isolation from those supports for many women
thus magnifying the problem and creating despondency (Costello, 1982). In a study of
449 women, the lack of intimacy with spouse or significant others led to depression
(Costello, 1982). Schmidt (2009) citing Greil (2007) stated that infertility led to strain on

some marital relationships as well as other relationships important to women.
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Conversely, infertility provided marital benefits for some couples. A prospective cohort
study of 2250 people starting fertility treatments and a sub-cohort of 816 people
unsuccessful with treatment found some couples had marital benefits as infertility also
strengthened marital relationship and did not always lead to marital discord or distress
(Peterson, Pirritano, Christensen, & Schmidt, 2008; Schmidt, Holstein, Christensen, &
Biovin, 2005).

Women in other countries also experience similar psychological challenges
stemming from secondary infertility. Australia has an adoptee registry which affords
women the option to find their children who have been adopted. Andrews (2010) stated
that women who have subsequently given birth did not use the registry to find their
children given up for adoption. Conversely, women with secondary infertility were more
likely to use the registry to initiate contact with the children given up for adoption. These
women believed relinquishing a child affected their ability to have another child. This
lack of accomplishing the social role of being a parent again triggered psychological
distress, stress and low self-esteem (Greil, 1997; Greil, Slauson-Blevins, & McQuillan,
2010).

It is estimated 40% to 60% of women in Australia who relinquished children to
the foster care system or through adoption do not go on to have any other children
(Andrews, 2010). A three-year analysis from 2003-2006 by Andrews (2010), revealed
women who gave up a child and struggled with secondary infertility experienced double
losses. Many of these women attended support groups where they connected with other

women about the uniqueness of their losses. Many of the women acknowledged very
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little support in the community either for women who gave children up for adoption or
for those with secondary infertility. Public perceptions of the causes of infertility and the
direct and indirect consequences of infertility issues limited their ability to seek out
additional resources to deal with their grief. Andrews (2010) reported many of these
women did not feel connected to the motherhood experiences or they were not viewed by
their contemporaries as mothers.

Women experiencing infertility report “negative identity, sense of worthlessness
and inadequacy, a feeling of lack of personal control, anger and resentment, grief and
depression, anxiety and stress, lower life satisfaction, envy of other mothers, loss of the
dream of creating, ‘the emotional roller coaster’ and sense of isolation” (Griel et al.,
2010, p.5). A study of 266 infertile women in the USA who did not have children and
had not undergone any treatment or women who had one live birth, but did not have any
known fertility challenges showed less distress when compared to their counterparts who
had fertility treatments (Greil, McQuillan, Lowry, & Shreffler, 2011). Some studies
revealed no correlation between emotional adjustment and the time spent undergoing
infertility treatments (Fekkes et al., 2003; Lowyck et al., 2009). However, infertility is
directly linked to the distress women face when diagnosed with infertility and/or
undergoing infertility treatment (Greil, 1997). The amount of stress women experience
before, during, and after treatment affects them in multidimensional ways. Loss of hope,
the treatment itself, and the unsuccessful outcome of infertility treatments created distress
for women (An, Sun, Li, Zhang, & Ji, 2013). Spontaneous abortion can accompany

infertility treatments and create more distress (Verhaak, Smeenk, Van Minnen, Kremer,
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& Kraaimaat, 2005). Emotional distress has been cited as the primary reasons for many
women not continuing infertility treatments after being highly motivated to start
treatment (Benyamini, Gozlan, & Kokia, 2005; Brandes et al., 2009; Lok et al., 2002;
Moura-Ramos, Gameiro, Canavarro, Soares, & Almeida-Santos, 2016).

There is a direct link between the psychological distress and the success of an
IVF (Quant et al., 2013). A study of 89 female patients and 77 of their partners, revealed
a lack of support from others when dealing with the stress of undergoing IVF (Quant et
al., 2013). Women struggling with infertility either isolate themselves or relentlessly
seek out treatment compounding the problem (American Society for Reproductive
Medicine, 2014). In a study of 52 women and men, Pottinger et al. (2006) found women
were less likely to share their challenges with infertility and often engage in self-blame.
A second study of 308 women, demonstrated that women who did not have any children
were more depressed than those who had children and were struggling with secondary
infertility (Epstein & Rosenberg, 2005). Emphasis on having children for many women
heightened their distress and led to isolation and self-loathing (Andrews, Abbey, &
Halman, 1992; Epstein, & Rosenberg, 2005). Women’s self-loathing and isolation also
affected the strength of their marriages. Marriages served as buffers for emotional
distress and infusing the marriage with distress reduces its ability to withstand stress for
some couples (Andrews et al., 1992). Many couples who ascribe a larger role in
becoming parents experienced more distress due to treatment regiments, and the

disappointments faced from poor outcomes (Moura-Ramos et al., 2016).
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Tension, anxiety, depression, self-reproach, and suicidal ideation are strong
emotions women experience because of the inability to conceive (Mosalanejad,
Parandavar, Gholami, & Abdollahifard, 2014). A study of 23 participants identified
spirituality as one way to increase hope about conceiving, other participants use shrines
and visits with spiritual leaders to help them cope (Mosalanejad et al., 2014). Many of
the infertile women use family prayers and support from their families to help them cope
at home and sustain their motivation to continue treatment. The grieving process is
overwhelming for these women. The high cost, low success, and lack of access to
fertility treatment facilities decreased the hope for some women (Mosalanejad et al.,
2014).

Women should not only focus on hope, but have self-compassion to mitigate the
shame associated with the inability to conceive (Galhardo, Pinto-Gouveia, Cunha, &
Matos, 2013). A study of 100 fertile couples and 40 couples with infertility revealed
higher levels of psychological distress for those unable to conceive (Galhardo et al.,
2013). Self-compassion served as a strong mitigating factor for psychological distress,
reducing the effects of shame and stress caused by infertility related diagnosis (Galhardo
et al., 2013; Neff, 2008). Fostering self-compassion can be difficult for many women.
Feelings of shame, low education, economic stressors and stresses from roles in life
affects their ability to seeking mental health services geared towards teaching self-
compassion (Copeland & Snyder, 2011; Ward, Clark, & Heidrich, 2009).

African American women and White women may experience similar

psychological effect because of secondary infertility. Research on the issue is sparse.
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What is known is that African American women are overwhelmingly unable to access
care because of their minority status (Koepke, 2007). Having a minority status allows
less access to quality services to meet health care needs (Gamble, 1997). Moreover,
African Americans still grapple with racism, which creates unique psychological, social
and emotional consequences (Odafe, Salami, & Walker, 2017). In addition, the stigma
surrounding the use of mental health services to address underlying mental health
concerns affects the wellbeing of the African American community (Ward, Clark, &
Heidrich, 2009; Ward, Wiltshire, Detry, & Brown, 2013). These factors compound the
issues African American women face in accessing, seeking and using services to address
the psychological effects of secondary infertility.
Historical Perspective of Health Care for African American Women

A deep distrust exists between the African American Community and medical
professionals, stemming from the historical experiences of African Americans
(Humphrey, 1973). As a result, low participation in clinical trials and poor health
outcomes continues to affect this population. The reproductive history for African
American women is enthralled in slavery, racism and prejudice that continue to pervade
today’s society (Gamble, 1997). Researchers point to the Tuskegee Syphilis Experiment
as a purported argument for African Americans low use of medical services and research
study participation (Gamble, 1997). Between 1932 and 1972, 600 African American
Sharecroppers in Alabama participated in the Tuskegee Syphilis study conducted by the
U.S. Public Health Service. These men were injected with syphilis, so researchers could

track the natural progression of untreated syphilis, despite the availability of penicillin
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(Gamble, 1997; Schiebinger, 2017). Although this experiment was a horrific act against

African American men, the distrust of health care professionals began long before the
Tuskegee Syphilis Experiment.

During slavery, African Americans were easy targets for medical experimentation
due to the overwhelming assumption that black people were property and medical
information gained from the exploitation of the “Negro bodies was applicable to Whites”
(Savitt, 1982, p. 332). Because of African American slave status, they lacked the
economic power to protect themselves. “Slaves found themselves as subjects of medical
experiments because physicians needed bodies, because the state considered them
property and denied them the legal right to refuse to participate” (Gamble, 1997, p.
1774). The exploitation did not only occur when slaves were alive, but also when they
died. Many African American burial sites were desecrated (Gamble, 1997). Bodies of
deceased African Americans were dug up, and sold to medical schools in the North to
advance medical science (Humphrey, 1973).

The extent of medical experimentation on African Americans is not known
(Gamble, 1997). What is known is that African American women were not excluded
from this exploitation. Dr. J. Marion Sims’ graphic account of his experimentation on
Lucy, Betsy and Anarcha, three Alabama slave women, showed the breadth of
exploitation African American women endured (Schiebinger, 2017; Sims, 1984). His
experiments on these women fine-tuned surgical procedures to repair vesiovaginal
fistulas. Dr. J. Marion Sims sent letters to their masters informing them, they would

incur no cost if he experimented on these women (Sims, 1884). African Americans
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strongly believed then, as they do now, that their lives are devalued by the dominant
group in society. This belief played a critical role in their relationship or the lack thereof
between the African American community and the medical community (Cary, 1992;
Gamble, 1997). The prevalence and incidence of diseases along with high morbidity and
mortality rates for African Americans are evidence of the deep distrust between the two
groups (Cary, 1992; Gamble, 1997). The distrust of health care professional is a
historical legacy for African Americans, not easily erased and has continued implications
for the health of African American women.
Implications for African American women

The working poor are categorized as individuals who work full time, but do not
earn enough to care for their families. Single mothers and members of different minority
groups fall into this category (Gilbert, 2003). Some African American women belong to
the working poor category, even if they are a part of a two income household, and are
less able to participate in or access resources (Koepke, 2007). Income is tied to adequate
employment which offers access to insurance. When these factors do not align, they
become a deterrent for African American women to access fertility treatment (Smith et
al., 2011). Jain (2006) argued that income is a strong predictor of individual’s access to
fertility treatment. The incomes of minority groups such as Hispanics and African
Americans are substantially lower than their White and Asian counterparts (Hao, 2004;
Painter 2013). Income is tied to access to health care and by extension these women are

less likely to access fertility treatment (Culley, Hudson, & Van Rooij, 2009).
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Similarly, socioeconomic disparities serve as a strong predictor of health
outcomes. Socioeconomic status is measured by income, social status, and occupation
(Dutton & Levine, 1989; Schulz et al., 2002). Controlling for socioeconomic status does
not eliminate the poor health outcomes (Williams & Collins, 1997). Poorer health
outcomes continue for African American women at the lower end of socioeconomic
status than those who benefit from a higher socioeconomic status. Yet health outcomes
are still not favorable for African American women in higher socioeconomic status
(Hibbard et al., 2008). African American women in the higher socioeconomic status are
more likely to seek out health information and engage in advocacy for their health care
needs (Hibbard et al., 2008); however, they still fair far worse than their White
counterparts in both higher and lower socioeconomic brackets (Goza, Stockwell, &
Balistreri, 2007; Navarro, 1990).

Education empowers women of lower socioeconomic status by increasing
knowledge, skills, and resources, enabling them to navigate the choices related to health
care, and health care utilization to address secondary infertility (Monnat, 2014). There is
limited research on the impact of secondary infertility, racial disparities in health care and
health care utilization in African American women (Feinberg et al., 2006). Utilization is
a barometer for measuring infertility. Since African American women are already
disenfranchised, their utilizations rate will be low (Culley, Hudson, & Van Rooij, 2009;
Feinberg et al., 2006). Early child bearing among African American women may
increase the incidences of secondary infertility more so than primary infertility (Greil,

McQuillan, & Sanchez, 2016). Of the 80 million women worldwide grappling with
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primary and secondary infertility, only through postulating can the rates of secondary
infertility in African American women be attributed to early child bearing. There are
hardly any studies on the correlation between child bearing early in life and the impact of
secondary infertility for African American women. The underlying factor appeared to be
African American women’s underutilization of medical resources to identify these causal
relationships (Mathews & Hamilton, 2009). Health outcomes, quality of health care and
access to care are also indicators of lower use of services (The Henry Kaisers Family
Foundation, 2008). Feinberg et al. (2016) stated data on issues inherent to African
American women that easily show causal relationship are captured in a controlled
environment such as the military due to higher rates of utilizations and increased access.
If this population does not participate in the military, then their experiences are
inadvertently ignored or minimized in the research on primary as well as secondary
infertility.

Healthcare behaviors are learned early in life and during adolescent years the
adolescent populations are less likely to visit medical professionals because of the
erroneous belief of invincibility among adolescents (Hayon, Dalby, Paddock, Combs, &
Schrager, 2013). Emphasis on adolescent health care focused on reducing pregnancy and
Sexually Transmitted Infections (STIs); moreover, visits to health care delivery facilities
are already centered on contraception use (Hayon et al., 2013). High school students did
not know of the correlation between STI’s and the effect on fertility (Quach & Librach,
2008). The lack of participation in health care and lack of knowledge may carry over

into adulthood leading to challenges in reproductive health that are magnified, yet
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underdiagnosed in adulthood (Quach & Librach, 2008). This may be a factor for African

American women not using heath care services later in life because of learnt behaviors in
adolescent years.

Participation in fertility options depends on parity, educational background,
income, and prior knowledge of fertility options (Kim et al., 2012). In 1981, the first
successful IVF occurred in the United States and it resulted in a pregnancy (Jain, 2006).
This advancement in medicine led to the revolution of assisted reproductive technology,
leading to its progress and rapid expansion (Jain, 2006). However, access to these
services required privately funded payment and most health insurance only offered a
minimal payment by limiting the number of cycles for a couple. Other insurance
companies choose not to pay for the service at all. A survey of 1,500 women who sought
treatment for infertility revealed that African American women sought treatment for
infertility after a lengthy time in trying to conceive (Jain, 2006). The study found both
Hispanic and African American women suffered from tubal factor infertility at higher
rates. African American women and Hispanic women in the study had less education.
Education tied to earning potential is also tied to access to health insurance (Culley et al.,
2009). White and Asian counterparts earned over $200,000; while Hispanic and African
American earned less than $100,000. The disparities in income also magnified the
disparities in access to health insurance to cover fertility treatment leading to poor health
outcomes across all domains of health (Jain, 2006). Some of these barriers continue to be
the lack of appropriate information, education, racial discrimination, lack of referrals

from primary care physician or other health care professionals, lack of adequate
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insurance coverage and cultural bias against fertility treatments leads to limited access
and usage of these services (Culley et al., 2009; Jain, 2006).

Another factor affecting African American women is their low participation in
clinical trials. African American women are underrepresented in clinical trials
(Chatterjee, Gupta, Caputo, & Holcomb, 2016; Lai et al., 2006). As a result, it is difficult
to determine successes in therapeutic interventions for this population. A study of cancer
rates found the advances in cancer therapies, early detection and improvements in
treatment to address different cancers have not benefited everyone (Bristow et al., 2015;
DeSantis et al., 2016). This study found African American women were twice as likely
to die from uterine corpus cancer and three times more likely to die from uterine corpus
cancer than their White counterparts (DeSantis et al., 2016). Uterine Corpus cancer and
uterine cervix cancer are also factors that can affect fertility for women. The study also
found that African American women were less likely to receive treatment consistent with
evidence-based guidelines. An evaluation of the SEER-Medicare database for advanced
ovarian cancer showed African American women continue to face barriers that affect
access to health care as well as treatment and treatment outcomes (Chatterjee et al.,
2016). These barriers are not only seen in access to cancer treatment but in infertility
treatments as well. There is interest and willingness among women of African descent
and other minority groups to participate in clinical research. The lack of participation
stemmed from not having opportunities to participate in clinical trials and a lack of
encouragement from healthcare professionals to enroll (Chatterjee et al., 2016; Lai et al.,

20006).
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Experiences individuals have in society are also present in clinical settings (Goff
et al., 2007). Health care professionals of different ethnic groups who have had negative
experiences with members of a different race subconsciously and consciously engage in
avoidance interactions (Burgess, Van Ryn, Dovidio, & Saha, 2007). This avoidance may
surface in clinical settings, where White providers spend less time with their non-white
clients, leading to poor relationships between the provider and the client thus producing
poorer health outcomes (Burgess et al., 2007). Studies have shown that “racial
inequalities in access to particular technologies raise critical questions about the role of
racism in the medical decision making” (Gamble, 1997, p. 1776). Stereotype suppression
when caring for African American women leads to unintended consequences (Burgess et
al., 2007). Health care providers’ attitudes and interactions contributed to disparities in
healthcare usage among minorities and this issue continues to be under explored, but is a
central theme that needs exploring (van Ryn, 2002).

Increased positive interactions with individuals of different ethnic groups in
clinical practice reduce the cultural bias increasing the likelihood of being referred to by
their individual attributes (Burgess et al., 2007). Agency for Health Care Research and
Quality in its 2012 annual report found African American women were more likely to
report health care professionals as not listening to them when health questions or
concerns were raised. The other challenges reported were providers not including them
in decision making, not explaining diagnoses in non-medical terms, and not providing

treatment options. The study also showed that the lack of having health insurance or lack
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of finances contributed to the lack of regular health care access and usage (Agency for
Health Care Research and Quality, 2012).
Summary

Infertility has far reaching consequences for those affected. The number of
definitions given to primary and secondary infertility adds to the complexity of how it is
reported and documented in the research. The literature review showed the
overwhelming effect infertility has on health and wellbeing on both men and women,;
however, infertility is often presented as a woman’s issue. Equally as important are the
issues of access, the ability to seek out fertility resources and use them. The financial
cost to conceive can be overwhelming for families lacking the financial resources to
obtain treatment. The cost of infertility treatment, the length of treatment as well as the
invasiveness of the infertility treatment can contribute to psychological stressors for
families. Even so, not all women experience psychological stressors. Some women have
found increased marital satisfaction and stronger emotional bonds with their partners.

The literature also showed the sparse information on the ways secondary
infertility affect African American women. The historical significance of race, racism
and prejudice in health care services and delivery shed light on underlying factors for
African American women not participating in research on secondary infertility or seeking
the appropriate treatment to address the underlying causes of secondary infertility.
Moreover, culturally competent services to address the stigma of secondary infertility are

meager. Overall, the literature review showed there is a gap in the research. Research
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efforts are needed to address the existing gap and add value on the health implications for
African American women diagnosed with secondary infertility.

Chapter three of this study discussed the use of qualitative research inquiry to
gain insight into the experiences of African American women with secondary infertility.
This inquiry also shed light on their feelings, their experiences and may aid health care
professionals in addressing their medical needs. This knowledge in turn may encourage
change in the responsiveness and appropriateness of treatment for those who seek out

medical care for secondary infertility or for other health related concerns.
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Chapter 3: Research Method

Introduction

The purpose of the study was to describe the lived experiences of African
American women with secondary infertility. In it, I endeavored to give insight into the
subjective understanding and experiences of these women. African American women
have been largely excluded from many scientific studies of secondary infertility
(Nachtigall, 2006). Many African American women do not seek treatment because they
are not informed about treatment options or they lack the finances or health insurance to
secure treatment (Agency for Health Care Research and Quality 2012; Feinberg et al.,
2006). Lack of information limits their participation in clinical trials, perpetuating poor
health outcomes for this population (Chatterjee et al., 2016; Lai et al., 2006). By
documenting African American women’s experiences with secondary infertility, I hope
that this study will strengthen population health as well as increase health care providers’
awareness in diagnosing and treating the condition. In this chapter, I discuss the research
methodology and design, my role, the sample size, the data collection instrument, and
validity and ethical considerations of the study.

Research Design and Rationale

I used a qualitative research design aimed to answer the research question: How
do African American women describe their lived experiences with secondary infertility?
Researchers use qualitative designs to explore the meaning individuals ascribe to life
experiences, where themes and commonalities emerge from the shared experiences

(Creswell, 2009). Small sample sizes are intrinsic to qualitative research design.
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Qualitative researchers explore participants’ lived experiences through in depth
interviews or case studies to ascertain the meanings and themes that emerge from those
experiences (Clark, 2000; Creswell, 2009; Roberts, 2013). Qualitative study questions
are open ended, allowing for follow up questions from the researcher to gather more
information about the participants’ experiences (Clark, 2000). Phenomenological inquiry
is a qualitative research method researchers use to explore first person accounts of
participants’ experiences with and meanings ascribed to the phenomena (Roberts, 2013;
Rudestam & Newton, 2015). Phenomenological inquiry supports the argument that only
those who have experienced the phenomena can truly describe it and give rise to the
essence and meaning of the experience, so others can understand the phenomena (Clark,
2000). Participants’ first person accounts of secondary infertility shed light on the
uniqueness, similarities, and differences of their experiences to promote better health
outcomes, concurrently adding a deeper understanding their experiences.
Role of the Researcher

A phenomenological inquiry uses first person accounts, ensuring that perceptions
are an equitable part in the study (Clark, 2000). Therefore, as the researcher, my role was
to build rapport with the study participants to relieve their distress or anxiety about
participating in the study. My role included balancing the external and internal
perceptions of the study participants as they relayed their experiences of the phenomena
(see Moustakas, 1994). Additionally, I maintained the integrity of the study by adhering
to ethical research guidelines and through recruiting only participants who met the

criteria for the study. Participants who met the study criteria were allowed to review and
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acknowledge the study’s consent form. I also informed them of the time, date, and
location of interview. Furthermore, I informed participants of the techniques I would use
for data collection, which included recorded interviews, transcription of the interviews,
and analysis of the data to minimize bias (see Schwieter, 2011).

I reduced confounders such as assumptions, experiential understandings, and
presuppositions about the express phenomena through bracketing (see Giorgi, 1985). 1
also used other techniques such as mindfulness and journaling. Mindfulness is
intentionally being present in the moment of awareness without judgment; it requires an
“affectionate attention” (Kabat-Zinn, 2012, p. 53). Journaling promotes self-regulation,
learning, and reflective reasoning. Personal reflective writing promotes retention and
deeper processing, and gives rise to changes in perception (Moore, Boyd, & Dooley,
2010). Throughout the study, I maintained a journal of my thoughts and feelings, which
gave me greater understanding and appreciation of the experiences of these women and
simultaneously helped me to keep irrational thoughts out of the study. These techniques
helped me to stay on task and maintain objectivity to conclude the research.

Methodology

Phenomenological inquiry allows for the exploration of the lived experiences.
Phenomenological methods involve “understanding the personal lived experience and
thus exploring persons’ relatedness to, or involvement in, a particular event of process”
(Smith, Flowers, & Larkin, 2009, p. 40). Phenomenological study is “not interested in
episteme or variable knowledge, but has its goal in uncovering of the doxa or belief

patterns of human beings in their numerous meaning-making processes” (McPhail, 1995,
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p. 163). Those lived experiences are significant to the individuals experiencing the
phenomena; therefore, only those who have experienced the phenomena can explain it to
those who have not (Todres & Holloway, 2004). There are various values, intentions,
feelings, and meanings individuals ascribe to the phenomena, and these are often relayed
through first person accounts (McPhail, 1995; Moustakas, 1994).

There are three overarching themes in phenomenological studies. The first is the
significance of human consciousness. Human consciousness consists of imagination,
remembering, perception and logical form in relaying the lived experience and brings
meaning to the experience (McPhail, 1995). Second is the elimination of dualisms and
the understanding that the lived experience is holistic; therefore, there is no line of
demarcation between the subjective and objective world (McPhail, 1995). Finally,
consciousness is temporal, reforming itself based on new experiences individuals have
throughout their lives. The phenomenon can be a point in time experience or take place
over a length of time, but giving a detailed account of the experience offers insights about
the lived experience and its effects (Clark, 2000).

Participants

Appropriate recruitment of study participants is critical to research, while an
insufficient number of participants may limit a study’s efficacy (Nasser, Gardy & Balke,
2011). According to Agency for Health Care Research and Quality (2009), recruitment
of study participants involves identifying the participant, adequately explaining the study,
recruiting the needed sample size based on the study goals and research design, obtaining

informed consent, maintaining ethical standards, and minimizing attrition rates for the
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participants. My study participants were African American women whom I considered to
be part of a special population due to their historical exclusion from research due to
individual and community barriers (see Ejiogu et al., 2011). One individual barrier
impacting African American women’s participation in studies is the mistrust of
researchers because of fear of exploitation; misunderstanding based on poor
communication, difficulties making it to appointments, and lack of tangible benefits. The
main community factor is the community’s attitudes about taking part in studies (Durant
et al., 2007; Ejiogu et al., 2011; Lai et al., 2006).

To address these barriers to participation, Brown, Marshall, Bower, Wooham, and
Waheed (2014) suggested equal representation of minorities in studies as well as
conducting studies specific to minority populations. This study is specific to one
minority group—African American women. To minimize the community and individual
issues and increase participation, I chose to recruit African American women from
obstetrics and gynecology (OB/GYN) clinics and churches with large African American
followings. It was necessary to use more than one approach to reach the target
population and obtain the appropriate sample size needed for the study because of these
barriers (see Creswell, 2009).

I conducted recruitment for the study over a 9 month period, from November
2017 to July 2018. The recruitment strategies were twofold. During the first stage of
recruitment, [ targeted four churches and four OB/GYN clinics. I used telephonic inquiry
to identify the operations managers of the OB/GYN clinics to obtain consent to recruit

participants from their clientele. Likewise, I identified four local churches with the
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largest African American populations. Letters detailing the purpose of the study were
sent to the ministers of the identified churches. Using indirect recruitment methods, I
placed flyers with my telephone number and email address in some waiting rooms of the
clinics and church lobbies. Flyers about the study were also placed in some church
bulletins.

The second stage of recruitment involved widening the search for study
participants from the OB/GYN clinics and four churches in semi-rural Maryland to other
churches in urban areas of Maryland, New York City and South Florida. Recruitment
also included targeting health and fertility clinics in Maryland and New York City and
posting flyers in venues frequented by African Americans. Individuals shared the study
information on various social media platforms including Facebook and WhatsApp.

The participants were initially selected through purposive sampling. Purposive
sampling allows for concepts and theories to develop from the experiences of individuals
(Devers & Frankel, 2000). According to Creswell (2009), purposeful sampling is crucial
to helping the researcher identify participants with the greatest insight into the research
topic. Of three types of cases involved in purposive sampling, African American women
fit the category of extreme cases, that is, “those who represent unusual manifestation of
the phenomenon of interest” (Devers & Frankel, 2000, p. 265).

I screened participants to ensure that they met the following inclusion criteria: (a)
African American women age 18-75; (b) African American women who had previously
given birth regardless of the outcome (e.g., still birth, live birth); (c) African American

women presenting with secondary infertility. African American women who met the
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exclusion criteria were not included in the study. These criteria were: (a) African
American women who do not have a uterus, (b) African American women who choose
not to have a second child, and (c) African American women actively taking birth
control.

All participants who expressed an interest answered the screening questions. [
stored all information on the study participants in a secure folder. Study participants
suited for the main study received a phone call in which I asked them about their
willingness to participate in the interview. They were informed that the interviews would
be conducted on a face-to-face basis in a private room at the local public library. For
participants who resided far away, I conducted interviews over the phone.

Qualitative study sample sizes are influenced by theoretical and practical
considerations (Robinson, 2014). The intensive and descriptive nature of
phenomenological study requires a small sample of study participants. Therefore, I
expected to interview a total of 20 participants. Robinson (2014) stated that cross case
generalities work best with smaller sample sizes. It eliminated the potential that the
researcher gets weighted down with data, therefore, giving the participants the
opportunity to be uniquely identified (Robinson & Smith, 2010).

Instrumentation

A phenomenological inquiry allowed the rhetoric to be fluid and evolve based on
the information participants share (Creswell, 2009). Semi-structured interview is the best
method of data collection because of its versatility and flexibility (Taylor, 2005). Semi-

structured format is suited to individual and group interviews offering a great deal of
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reciprocity between the participants and the interviewer (Galletta, 2012). Semi-structured

interview is the most commonly used technique to ask questions that are relevant,

experience oriented, and open ended (Geer, 1988). It is free from leading questions,

affording the flexibility of asking questions consecutively allowing for additional

questioning as the interview is occurring (Hood, 2016; Smith, 2007). To formulate

questions for semi-structured interview, Kallio, Pietila, Johnson, & Docent (2016)

proposed a semi-structured interview guide consisting of five steps. These steps are:

1.

Identifying the prerequisite for using semi-structured interviews - by
exploring some areas of the phenomenon.

Retrieving and using previous knowledge - to appraise previous information
on the subject and the need for additional knowledge on a subject that already
exists, but it can also add depth where there is sparse information on the topic
area.

Formulating the preliminary semi-structured interview guide - to develop a list
of specified questions to collect data. These questions can have main level
questioning and follow up questions.

Pilot testing the interview guide - to determine if the questions are suitable for
information gathering or if the questions need reformulating

Presenting the complete semi-structured guide - production of a finished

product able to collect the data needed to add depth to the study.

The strengths of semi-structured interviews allowed for flexibility between the

researcher and the participants. The researcher has the opportunity to be guided by the
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participants sharing their personal accounts of the phenomena (Ryan, Coughlan, &
Cronin, 2009). Semi-structured interviews are an interactive experiences that are
exploratory using why questions to find causal relationships (Ryan et al., 2009). King
(1994) suggested these interviews are not relationship free, therefore, study participants
are actively involved in the process, where probing questions are added simultaneously
and questions that consistently fail to add value to the research are removed.
Pilot Study

Pilot studies aim to examine the sample size needed for the study, as well as
examine the feasibility of the recruitment (Rejeski et al., 2005). According to Kim
(2010), pilot studies give the researcher time to adjust and revise before proceeding with
the main study. The recruitment and study protocol was conducted from November 2017
to July 2018 after securing an Institutional Review Board (IRB) approval number 10-20-
17-0193621. A total of 5 participants were recruited. The recruitment strategies were
two fold. The first recruitment targeted four churches and four OB/GYN clinics.
Telephonic inquiry was used to identify the operations managers of the OB/GYN clinics
to obtain consent to recruit participants from the clientele. Four local churches with the
largest African American populations were identified in Maryland. Letters detailing the
purpose of the study was sent to the ministers of the identified churches. Using indirect
recruitment methods, flyers with my telephone number and email address were placed in
some waiting rooms of the clinics and church lobbies. Flyers about the study were also

placed in some church bulletins.
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The second stage of recruitment involved widening the search for study
participants from the OB/GYN clinics and four churches in semi-rural Maryland to other
churches in urban areas of Maryland, New York City and South Florida. Recruitment
also included targeting health and fertility clinics in Maryland and New York City and
posting flyers in venues frequented by African Americans. Individuals shared the study
information on various social media platforms including Facebook and WhatsApp.

The participants were initially selected through purposive sampling. Purposive
sampling allows for concepts and theories to develop from the experiences of individuals
(Devers & Frankel, 2000). According to Creswell (2009) purposeful sampling is crucial
to helping the researcher identify participants with the greatest insight into the research
question thus increasing the understanding of the problem as well as sufficiently
answering the research question, thereby explaining the phenomenon. Using the same
selection criteria as above, African American women fit the category of extreme cases i.e.
“those who represent unusual manifestation of the phenomenon of interest” (Devers &
Frankel, 2000, p. 265).

I screened participants to ensure that they met the following inclusion criteria: (a)
African American women age 18-75; (b) African American women who had previously
given birth regardless of the outcome (e.g., still birth, live birth); (c) African American
women presenting with secondary infertility. African American women who met the
exclusion criteria were not included in the study. These criteria were: (a) African

American women who do not have a uterus, (b) African American women who choose
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not to have a second child, and (c) African American women actively taking birth
control.

All participants who expressed an interest answered the screening questions. All
information on the study participants was stored in a secure folder. Study participants
suited for the pilot study received a phone call asking them about their willingness to
participate in the interview. They were informed that the interviews would be conducted
on a face-to face-basis in a private room at the Charles County public library located in
Waldorf and/or La Plata, Maryland. For participants who resided far away, interviews
were conducted over the phone.

Pilot studies are not intended to produce results contributing to the main study,
but serve as a guide for changes that need to be made to enhance the credibility of the
study (Kim, 2010; Padgett, 2008). The focus of the pilot study is on recruitment and the
data collection tool. The researcher highlights successes and barriers to recruiting
potential participants and makes changes to the recruitment process accordingly. The
data collection tool is a semi-structured interview consisting of 18 questions with probing
questions embedded in the tool. Administering the survey followed the same ethical
guidelines laid out for the main study. Feedback from participants at the end of the
interview must be incorporated into the interview tools for the main study to support the
instrument’s credibility.

Procedures for Data Collection and Analysis
Conducting research on human subjects require approval from Institutional

Review Board (IRB). Terry (2015) stated IRB approval is important to maintain the
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integrity of the study and reduce the harm the study may cause to participants. As a
result, I obtained Walden University IRB approval for study 10-20-17-0193621. No data
was collected before IRB approval was given. Informed consent was explained to the
participants. Each participant was informed of the purpose of the study and had an
opportunity to ask clarifying questions. Participants signed indicating their consent to
participate in the study. Bentz and Shapiro (1998) suggested that researchers must allow
the data to emerge when conducting phenomenology study. In order for this to occur,
participants gave written consent to have their interviews audio recorded. Interviews
were conducted separately and on different days. Each interview was conducted one-to-
one, and face-to-face or via the phone. The interview format follows an in-depth, semi-
structured 60 to 120-minutes interview to gain insight, understanding, and clarify
information about the phenomenon (Carey, Morgan, & Oxtoby, 1996).

At the time of the interview participants completed a demographic sheet
consisting of questions asking about gender, marital status, length of time dealing with
secondary infertility, number of children, medical treatment sought if any. This
information was placed in secure folder to be retrieved after the completion of data
collecting. The initial question presented to the study participant was a general open-
ended question to allow the participants latitude to describe in detail their experiences.

As the participants shared their stories, I noted voice intonation which added value to the
research (Opdenakker, 2006). Note taking, according to Opdenakker, (2006) is important
in three ways, namely “(1) to check if all the questions have been answered, (2) in case of

malfunctioning of the tape recorder, and (3) in case of the malfunctioning of the
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interviewer.” Additionally, I used probing questions to solicit detailed answers where
information was not forthcoming. If participants struggled to share their experiences,
follow up questions were asked to solicit more detailed responses. According to
King,(1994) asking the right questions at the right time is important; as a result, I asked
difficult and sensitive questions towards the latter part of the interview.

Data analysis began at the start of data collection and is inclusive of transcribing
the interviews. During each reading, I used bracketing proposed by Parahoo (2006).
Bracketing, according to Parahoo (2006), involved putting aside preconceptions, beliefs
or prejudices to minimize its influence on data analysis and interpretation. Moustakas
(1994) recommended grouping, reduction, elimination, and clustering in order to
accomplish transcription. After the interviews were completed, I read the transcripts
repeatedly with the aim of identifying key words, phrases, themes, meanings and
statements that speak to the experiences of African American women with secondary
infertility. Subsequent reading of the transcripts resulted in larger themes, statements and
phrases broken down into smaller components. Key words, meanings, statements, and
themes that emerged that did not add value to the study were set aside. As different
meanings, themes, and subthemes emerge from the data notations were made. Meanings,
themes, and subthemes that emerged were grouped together to meet the criteria of
grouping, reduction, elimination, and clustering (Moustakas, 1994).

As meanings, themes, and subthemes emerged it served as the basis for the
preliminary coding scheme. Computer Assisted Qualitative Data Analysis such as NVivo

helped to facilitate an accurate and transparent data analysis process, giving a reliable and
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general picture of the data (Welsh, 2002). Therefore, the information from the interviews
was coded using in NVivo coding (Thorne, 2000). Both the revision of the transcripts
and the NVivo coding ensures the interrelatedness of the data (Welsh, 2002). Data
collected was integral in answering the research question of: How do African American
women described their lived experiences of secondary infertility? Therefore, helping to
identify and interpret themes relating to experiences, perceptions, and understandings of
African American women’s experiences with secondary infertility.
Issues of Trustworthiness

Qualitative studies must have reliable and valid results (Cavanagh, 1997).
Researchers argue the terms validity and reliability should not be use in qualitative
research instead the term “trustworthiness” or “rigor” is more suited for qualitative
research (Welsh, 2002). However, Hammersley (1990) stated that the “extent of which
an account accurately represents the social phenomena to which it refers” is considered
validity (p. 57). Qualitative studies allow for peer checking, audit trails, member
checking and triangulation as effective strategies to promote credibility. Peer checking
requires a panel of experienced colleagues to reanalyze previously analyzed data to
ensure its authenticity (Rolfe, 2006). Enlisting fellow researchers to review the data and
develop their own categories guards against researcher bias and promotes validity
(Burnard, 1991). However, this method was not appropriate for this study as a research
team was not used. Audit trails show the decision-making process in data analysis;
however, this method can leave room for personal thoughts to infiltrate into the study

(Guba & Lincoln, 1981).
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Rolfe (2006) stated that reliability test for qualitative studies includes member
checking, which involves conducting a follow up with participants after the data analysis.
Participants may not recognize some of the emerging themes (Cutcliffe & McKenna,
1999). Participants who agree with themes that emerge support credibility, but for those
who disagreed it was explicitly noted where the disagreement lies. Participants may also
choose to not participate in member checking. Triangulation increases the accuracy of
data results through use of collateral resources (Appleton, 1995). The combination of
interviews, observation, documentation analysis, and reflective questions in triangulation
that shows repeated themes and subthemes verifies the existence of the phenomena
(Patton, 1999). Reflexivity is the process of acknowledging actions. Thoughts, feelings
and assumptions about the study enabled the researchers to become aware of their
influence during the study process. Reflexivity in qualitative studies establishes scientific
rigor which in turn promotes credibility of the findings (Darawsheh, 2014). Therefore, I
used member checking, triangulation and reflexivity to maintain credibility in this study.

Ethical Procedures

Ethical concerns were minimized in the research process because of the use of
informed consent to promote autonomy, beneficence, and justice. Informed consent is an
ongoing process and participants reserved the right to withdraw from the study (Bailey,
1996). I aimed to minimize deceptions in the study because deceptions reduce openness
by the participants (Bailey, 1996). I did not encourage participants to become a part of
the study. Participants were allowed to read the consent form, which included the

purpose of the study; confidentiality for the participants; contact information if they had
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questions regarding the study; the participants’ responsibility and rights including the
right to refuse or withdraw without any discomforts to the participants and potential
benefits to themselves as well as other African American women. Participants were
informed that there was no compensation for participation in this study, but a small token
of a $10 Chick-Fil-A gift card would be offered to each participant. The participants
were informed that participation in the study required a signature denoting their
willingness to participate in the study. Participants were informed that no further contact
would be made after the reflective questions follow up. Information collected from the
participants was stored in a secure folder.
Summary

The study is one that is qualitative, where a pilot study was conducted to
determine the level of difficulty in recruitment and instrumentation testing. My role as
the researcher aided in identifying participants who are largely absent from research.
Recruitment of African American women came from several sources and required two a
two-fold recruitment plan. Semi-structured interviews were used to ascertain information
that was relevant to the experiences of African American women. A pilot study was
conducted to validate the recruitment procedure and instrumentation for data collection.
Ethical concerns, internal and external validity of the study were addressed and mitigated
to ensure the authenticity of the study. In Chapter 4, I detailed the challenges with

recruitment and the results of the study.
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Chapter 4: Results

Introduction

The purpose of this study was (a) to describe the lived experiences of African
American women diagnosed with secondary infertility, (b) to give insight into the
subjective understanding and experiences of these women, and (c) to identify any unmet
clinical needs for this population. I conducted this study with the aim of answering the
following research question: How do African American women describe their lived
experiences of secondary infertility? This study allowed for the identification and
interpretation of themes relating to the participants’ experiences, perceptions, and
understandings of secondary infertility. In this chapter, I present the themes derived from
the data to answer the research question. Analysis of the data yield themes about the
participants’ interactions with family, friends, and medical professionals who affect the
lives of African Americana women with secondary infertility.

Pilot Study

I conducted a pilot study to determine the study’s feasibility and the usability of
the survey instrument. The pilot study included five participants who identify as African
American. The pilot study highlighted the difficulty in recruiting study participants.
After targeting multiple sites in a semi-rural area for the pilot study and yielding few
results, I found that the initial sites and location for recruitment were not ideal or
appropriate for the study. , I expanded my search to large cities, targeting churches in
those large cities and areas frequented by African Americans. Recruitment continued to

be a challenge throughout the study. The best method for recruiting study participants
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was through word of mouth from individuals who had participated in a previous study or
in this study. Therefore, individuals were referred through a snowball sample. Although I
intended to conduct the study in a semi-rural area, challenges with recruitment led me to
widen the recruitment search which resulted in a of the majority of the participants being
from urban areas.

African American women who inquired about the study expressed reservations
about discussing their challenges with secondary infertility. Their reservations included
being uncomfortable discussing medical concerns because such challenges were viewed
as private. For some participants, this level of discomfort was a barrier to participating in
the study. Others expressed concerns about confidentiality, and despite being reassured
that their information would be kept confidential, some potential study participants were
not willing to participate. Others expressed a desire to participate in the study. However,
they were not medically diagnosed as suffering from secondary infertility, even though
they felt they met the study criteria. Some of the potential participants expressed the
desire not to be included because it would stir up challenges for themselves and their
spouses. Other study participants did not know what secondary infertility meant and
required further education on the topic. Yet other participants were willing to share their
stories but were not interested in participating in member checking. At the conclusion of
the interviews the participants noted that they were not interested in member checking,
but were delighted to share their stories as they had never been asked before about their

experiences with secondary infertility. They clearly understood that sharing their stories
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might not provide any benefit to them, but may help other African American women in
similar positions.

The difficulties I encountered with recruitment led to me changing the initial
number of participants for the main study from 20 to 10. The total of number of
participants for pilot study did not change, but now, only 10 participants participated in
the main study. The initial number of five participants for the pilot study did not change.
The five participants who participated in the pilot study were referred through snowball
recruitment. Participants in both the pilot study and the main study received the same
study protocol. I asked participants to sign the consent form and complete the
demographic questionnaires. Participants completed the forms with relative ease and
asked clarifying questions when needed. The pilot study participants expressed a
common understanding and interpretation of the questions in the instrument. I asked
participants for their feedback on the instrument and implementation of the questions, but
they did not state any reservations with the process or the instrument. Therefore, I made
no changes to the instrument and implemented the same questions in the main study.

Study Participants

The study consisted of 10 women, ranging in age from 18 to 65 years old, who
were currently experiencing or had previously experienced secondary infertility. All of
the study participants identified themselves as African American. Two of the participants
also acknowledged that one of their birth parents belonged to another ethnic group of the
African Diaspora. The marital status for the participants varied. One participant had

never been married, but had been in a long-term relationship. Six participants had been
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married for more than 5 years. Only one of the married participants had been married
just a few months. Additionally, one participant reported being divorced.

The educational level for study participants also varied, with one participant
having a high school diploma and another having a Certified Nursing Assistance license.
The remaining participants had obtained tertiary degrees: three had undergraduate
degrees in various subjects, three had associate’s degrees in nursing, and two had
master’s degrees in social work. The study participants hailed from different professional
backgrounds with three of the participants employed as registered nurses. Two worked
as case managers in child welfare, one worked as a certified nursing assistant, one as a
pharmacist, one as a supervisor, one as an administrative assistant, and one as a teacher.
The participants came from different parts of the United States, including eight
participants from Florida, one from Maryland, and one from New York.

The participants experienced secondary infertility from 1 to 11 years in length.
Some participants did not know the cause of their infertility, whereas others attributed
their secondary infertility to a number of medical factors: one study participant indicated
low prolactin levels, one participant reported an incompetent cervix, one participant cited
polycystic ovarian syndrome, two participants reported maternal age as well as their
spouse’s reproductive health challenges, and five participants reported multiple
miscarriages. Three of the study participants reported that they had struggled with
primary infertility prior to experiencing secondary infertility. Three of the 10 participants
had at least two children whose ages ranged from 14 to 38 years. Five participants had

single births, one participant had a set of twins, one participant had a still birth and the
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other participant’s baby died shortly after being born. Only eight of the study

participants wanted more children; the other two participants decided, along with their
spouses, that they would be content with one child.
Data Analysis

The data I analyzed consisted of the participants’ verbatim responses. I have
identified the participants using pseudonyms to protect their privacy. Four major themes
emerged from the interviews with the 10 study participants: (a) defining family and
adjusting to the change in definition of a family, (b) experiences with secondary
infertility, (c) psychosocial stressors and supports from friends and family, and (d)
treatment and intervention for secondary infertility. In the following discussion of
themes, I show how each theme and subtheme intersected and diverged to highlight the
experiences of African American women with secondary infertility.

Theme 1: Defining Family and Adjusting to the Change in Definition of a Family

During the interviews, I asked the participants to define family and speak about
what having children meant to them. Each of the participants spoke with passion about
their vision of a family and how it has changed over the years. Secondary infertility has
robbed the participants of their expressed desires, compelling them to change the way
they defined family and its development. Many of the participants expressed strong
feelings about the loss of control in orchestrating their own family, but each participant
expressed appreciation for the opportunity to have other children to share their love with
over the years. The subthemes for Theme 1 are (a) defining family, (b) marital

relationships, (c¢) joys of motherhood, (d) legacy of having children, (e) adoption, (f)
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changes in interaction with birth child, and (g) information shared about secondary
infertility with the child.

Defining family.

Many of the study participants defined family in the traditional sense of having a
father and mother in the home. Many of the family descriptors had typical gender roles,
where the woman’s role involved caring for the children and maintaining the home.
Some of the participants even cited their upbringing as a model for their future family.
Other participants discussed the importance of having an extended family around to help
in raising the children.

India subscribed to the African proverb, “It takes a village to raise a child.”
India’s vision of a family included not just her immediate household of her husband and
son, but also, “Being around my siblings, having a child, showing affection and everyone
caring for the child.” India comes from a large family of seven siblings. She sees her
siblings as integral partners in her son’s upbringing. She allows her son to spend quality
time with them because she wants him to understand the importance of family. She relies
exclusively on her family to provide childcare because this is where he learns the oral
history and practices of their family.

Samantha expressed her desire for her extended family to be a part of her
children’s lives. Her vision of a family was not different from the vision expressed by
many of the other women, but she made clear to her extended family her desire that they

become active participants in her children’s lives. She stated,
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The complete family unit consists of a husband, wife, having children, and having
extended family of aunts, uncles and grandparents. Because of my upbringing,
that was the vision I had for my family. The extended family was very involved
and shared my vision on how a family should be regarding the upbringing of the
boys.

Jane’s responses concurred with Samantha’s response as she spoke of the
importance of having extended family around her. Jane described her definition of a
family through her former husband’s desires. Her former husband is from a large family
and he grew up in a large household. She reported that he grew up among many siblings,
which was crucial to his self-esteem and identity. She explained,

He is from a very big home, where his father was married to 8 wives, and he had

many siblings. He grew up among 18 sisters and 10 brothers. So he grew up in a

large home, so having six or seven kids made him feel like a man.

Karissa’s took an intellectual approach in her definition of a family as she
philosophized about marriage for African American women and the cost of child rearing
for her and her family. Karissa offered her explanation on how she viewed family,
stating,

As a child growing up, I envisioned a family that consisted of 4 children, being a

stay at home mother like my mother was, and having a wonderful husband. This

was the model of what a family looked like to me and what I envisioned for
myself. After being exposed to the reality of black women having a hard time

finding a spouse as well as learning that college was the key to economic success,



75

my vision changed. I became more reserved in the number of children that I
wanted. That number changed to from four to two children. So I pursued a
college degree, and then got married and then reality set in.

Andell was passionate about what family meant to her. She spoke in reverential
terms about her father and how he influenced her and her upbringing. She explained her
thoughts about family, noting,

Having a family is security and comfort; especially since I am married having

children will just complete my family life. As a black woman, it is important to

have someone to follow in your footsteps, or having someone down the line to
care for you, and someone to care about. Having someone to love is important
because having children means a lot. Growing up my family life was happy. We
got along well. We had comfort. We shared and had a great understanding of
each other. Our father was the breadwinner, he cared for us, he taught us, and he

did everything for us. My family life as a child was complete and that is what I

am now looking for that I don’t have.

Edith, however, did not define family in those terms; she did not give much
thought to having a family. For Edith family was an afterthought. She stated her views
candidly on family and her perception,

In all honesty, I had not thought about it. I even told my husband that I had never

given much thought to defining a family . . . you know how some people say they

want three children and a white picket fence. I had never thought in that manner,

you know, my thought was whatever happens, happens. I did not have any
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expectations of wanting two or three children or a certain type of house or so on

and so forth.

As seen in the participants’ accounts, family played a significant role in their early
lives and their perceptions of what their future family should look like. The participants
also showed the degree to which changes in the definition of family has affected how
they see their own families. The way they defined family was interwoven in how they
fostered their marital relationships, but many participants found support in their
marriages to help them redefine what family should be.

Marital Relationships

Another subtheme of Theme 1 was martial relationships or long-term relationship
and secondary infertility effects on these relationships. Not all the women in the study
were married, or in long-term relationships, one participant was divorce. Her experiences
differed from those who had been in longstanding relationships. For those in marriages
and committed relationships, speaking about the effect secondary infertility had on the
marital relationships was important. Marital relationships for some women served as a
buffer as they dealt with the challenges of secondary infertility. Simone reported that her
family did not pressure her because she only had one child; as a result, her experience
was not as stressful. Simone highlighted her experience as,

The concern for having children was centered on what we did in our home, and

just this house. Since the burden fell more on him than on me at the time. We just

focused on what we’re going to do as a couple and when he made that statement
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that this child is perfect, those were his exact words, we don’t need any more

children, I said ok.

Simone also spoke about the fact that she did not experience marital discord
because of her inability to have another child. Simone stated that marital discord was not
a part of their family’s story because they mutually came to the decision to not pursue
having additional children. She said, “Later on I think about 7 or 8 years later, we
decided we are not going to stress or put ourselves through this we are not going to try
anymore.” The family settled on not trying to have any more children and made a
conscious decision to just enjoy each other’s company.

Andell discussed the fact that her marriage helped her to cope with not being able
to conceive or successfully carry a child to term or have a live birth. Andell stated, “My
husband already had children who were young adults and so that may have been a factor
in our relationship not facing discord due the failed pregnancies.”

Samantha stated that her husband was supportive, and he was open to whatever
decision she made regarding her pursuit of having a child. Lori acknowledged that her
husband was supportive too and would often tell her that “It was in God’s timing that she
would have a child.” Both Samantha and Lori acknowledged that their marriages served
as strong buffers for them during their times of disappointment. Marian who was
unmarried, but in long standing relationship, found that it was her desire to give her

husband a child that served as a source of stress not the relationship itself.
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For other study participants, secondary infertility led to marital discord. For
Karissa the marital discord was great and placed her on the brink of a divorce. Karissa
stated that her experience was one that affected her and those around her. She said,

It put a strain on my relationship with my husband, as he would have to take time

off to take me to appointments, where I only became more disappointed and

devastated after each visit. It started affecting his earning potential and I was
depleting our savings. I did not want to be intimate with him, because I could not
enjoy our intimacy. Moreover, we argued repeatedly. One day he cupped my
faced and lovingly asked if I wanted a divorce. I looked at him puzzled and with
tears in his eyes he expressed how much my quest to become pregnant was
impacting him too.

For Jane the result was not so favorable, she had successfully carried a child to
term who was now a young adult from a previous relationship, but after several years of
marriage, her husband initiated divorce proceedings because she could not carry another
child to term. For her ex-husband and his culture, these were acceptable grounds for a
marriage to be dissolved, but in the USA, it was described as irreconcilable differences.
Jane recalled the reactions from her husband each month and it how it affected their
relationship long term. Jane stated,

Every month meant so much to me. There would be signs that indicated that I

was pregnant, but then two days later my period would appear. I was so unhappy

and sad. Every month when I had my period, my ex-husband would exclaim, “Oh

my God! Again?! Again?! What happen, I thought we were through with this?
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We have to go through this again?” As soon as I heard that from him I would just
feel down. I would not eat. Ijust felt so down. It was like I had done something,
like I just killed somebody with that “Again” expression. It made me feel so
unhappy. I felt a void, an emptiness, as each month goes by and another I just felt
so empty. It was worst for me at the end of the year because I was going into
another year without having a child.

The accounts above explored the support as well as the challenges that arose in
marital relationships because of secondary infertility. Some of the participants were able
to find support in their marriages and deal with the inability to conceive. Others lost
those relationships or were on the verge of losing relationships because of secondary
infertility. Some endured harsh criticism because of their inability to carry a child to
term. This further affected their self-esteem and the ability to care for themselves and the
family as a whole.

The Joys of Motherhood

The third subtheme emerging from the data was the Joys of Motherhood. Four of
the study participants were elated when discussing the uncontainable joy motherhood had
given them. Samantha was the most descriptive as she detailed her feelings about having
her twin boys. Samantha reported,

It was the happiest time in my entire life — you know getting pregnant, having my

kids and being a mother. It has affected me in my adulthood and my emptiness

because my two boys are not home. I don’t want to say there is no more joy in

my life, but raising them was the joy of my life. My husband was the best father
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in the world. I sometimes joke that my husband wanted his children more than he

wanted me. He was a very happy man with his children. I know that my greatest

strength was being a mother.

Marian also highlighted the joys of motherhood. Marian gleefully stated,
“Having children brings me joy, I always wanted seven children, and I wanted to have a
big family. For me, there is no greater accomplishment than being a mother.” Simone, on
the other hand, spoke about being a mother in relation to others. She states, “I did not
want to be a 40 year old mother sitting in a doctor’s office with a bunch of 20 year olds,
but even so, I would not trade my experience of having my child; being a mother has
been a source of joy for me, my immediate and extended family.”

Lori also expressed similar sentiments. She added,

It is a blessing! As a woman it is one of the most important accomplishments in

life. I have been blessed with two children and they are the highlight of my life,

they are the reason that I live. Being a mother means the world to me, seeing
their happiness and sadness. It is a most wonderful experience every woman
should have the pleasure and joy of experiencing.

Some participants found joy in being a mother and their identity was uniquely tied
to that role. Some of the other women found being a mother to be a great
accomplishment. With this great accomplishment comes the joy that extends to having a
legacy in their children; as a result, the next section explored the legacy of having

children and the variation across experiences.
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Legacy of having Children

The subtheme of legacy of having children emerged repeatedly in the interviews.
Many of the study participants talked about having children as an opportunity to carry on
the family name as well as carry on family traditions. Having children for many served
as a form of validation of their womanhood and reduced the societal pressure to not be
one of those women who failed to have a child. Samantha explained, “It was the best
thing to ever happen to me as a woman and I wish for every woman to experience
motherhood, although I know for some it is not a reality.”

Janel and Marian highlighted their delight in raising someone who was similar to
them, as the most wonderful gift to given to anyone, especially to their husbands because
they see the children’s temperament and attitudes that are very similar to their own. Lori
agreed with the views expressed by the other women, but she also pointed out the
challenges of adhering to society’s social construct that there is a correlation between
womanhood and motherhood and by extension having a legacy through children. She
stated,

Having a child is a blessing and as a woman, that is one of the most important

thing you could accomplish; because in our society you are regarded as less of a

human being for not having a child. You are considered selfish. So much value

is placed on children, but there are often other factors that contribute to why

women cannot have children.
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Karissa and Jane shared similar views of passing on traditions, customs and
practices through having children, notwithstanding the fact that secondary infertility
would impede their ability to do so. Karissa described having children as,

It is about having your legacy passed on from one generation to the next. It is

about sharing your genetic information with your child and seeing their

temperaments and attitudes that mimic yours. For my spouse having children is
important because everyone in his family has children and so for him it was only
natural his legacy would include children.

Jane highlighted how her former husband’s culture intertwined uniquely with
hers, therefore, placing a strong emphasis on having children. She described her
experience with the cultural emersion and its effects on having children by stating,

My former husband is from a culture that places emphasis on having a child,

because they believe any woman without a child is different from other women.

Having children actually meant so much to him, not having just one, but having

many. He hoped to have both boys and girls, so that the home would be full of

joy and laughter that kids bring to the home. Children fulfill every aspect of life,
having someone who we can share time together. We can be happy together. We
can live together as long as we are alive; and when I am older and no longer able
to care for myself, I can look up to my children to care for me. So having
children means a lot, it is fulfilling our life long experience of not being alone.

Many of the participants’ views aligned with Jane that the tradition of being cared

for as they age is unique to their experiences and caring for family is passed from one
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generation to the next. Secondary infertility has affected that experience for some of
them, even now as they serve as caregivers for their aging parents. There is a level of
concern as to who will care for them when they are older if they have no children to step
into the role of caregiver as they age.

Secondary infertility has affected the legacy of having children in a different way
for other participants. Andell is one such participant; she described how her ability to
benefit from the legacy of having children was thwarted by secondary infertility. She
stated with consternation,

I am looking to leave a legacy behind; your children are your legacy. I don’t have

that to look forward to. My nieces and nephews may help me to feel a little bit of

comfort but I am not complete because they are not my children. It is very
encouraging when you have your own children you are able to train them and
raise them in the same way you were taught, but I am unable to teach them
because I don’t have children.

The inability to leave a legacy behind was emotional for Andell. It is, indeed,
important for individuals who have subscribed to the role of being a mother to feel
fulfillment that comes through having children. When this is not achieved, an emptiness
that cannot be filled exists for the participants. This section explored how the legacy of
having children affected the study participants. The following section explored how
other families tried to be creative in developing their legacy through adoption.

Adoption
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Some of the study participants, who learned of their fate of not having additional
children, explored the possibility of adoption. Adoption would allow these families to
give legal status to children in the foster care system, but they would miss out on the
ability to give birth to the children being adopted. Jane stated that she is actively
pursuing adoption through the foster care system, and has successfully completed the
PRIDE training for the state of Maryland and is awaiting a home study. She recognized
the importance of opening her heart and her home to children who need a permanent
home. Jane stated,

I have now begun to have a change of heart; you can now have a family that is not

associated with you by blood or whatever. I have now come to appreciate that

people can live and take care of children that are not your own — through foster
care/adoption — and live well and live happily as if they are your own.

Samantha explored adoption because her friends who suffered from infertility had
been successful in the process. Samantha recounted discussing the option with her
husband and they had begun researching about becoming adoptive parents. She stated,

Initially the cost served as a deterrent, but as I did further research I was turned

off by the fact that an acquaintance who had adopted was murdered by the

adopted child. Both my husband and I chose to walk away from that option to
avoid the same fate.

One study participant briefly highlighted stories of witnessing others going
through adoption to complete their family. One such study participant was Edith. She

recounted,
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My friend who had struggled for many years to conceive chose to adopt because
her age was becoming a barrier to conceiving. I was not interested in adopting,
but was a source of support for my friend who also struggled with infertility.

Some of the other women expressed aversion to adopting, because it was not the
same as having their own children. They openly acknowledged there are children in need
of adoption, but having their own children offered greater solace. Karissa stated,

Even though it seemed selfish, I would never want to adopt. I have little to no

information on what challenges the children might have and how to handle them.

At least, if [ had my own I already know that child’s history.

This section explored the desires among some of the participants to use adoption
to fill the void left in their hearts and homes because of secondary infertility. A number
of the participants were open to the possibility of adopting, and were influenced both
positively and negatively by the experiences of others. Other participants did not give
any thought to adopting because it was not the way they saw their families developing.

Changes in Interaction with the Birth Children

The subtheme of changes in interaction with birth children emerged from the
interviews as the participants discussed their lives and the importance they placed on
having children in their homes. Some of the participants were willing to allow their
children to develop and explored the world; others were less inclined to do so because of
fear of dealing with multiple losses. Edith and Lori showed more willingness to let their
children explore the world and develop according to the children’s own philosophical

view of life. Edith reported,
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I was always under the belief, which is true, that is you don’t treasure a child,
because the child is really a gift from God. God has given you this child as a
blessing. It is His child to raise and care for and that’s how I’ve always looked at
it. She is not someone that I value and treasure or held on to. In fact, when it was
time for her to go to college, a few of my friends said, “are you going to let your
only child go away?” and I said, “She has to go to grow.” With that being said,
we sent her on her way and she spread her wings. In fact, once she graduated
from college, she was able to obtain an internship in New York City, and now,
she lives in New York City. My child is now 24, she is a young adult, she has to
live her life and we raised her to be independent.
Similarly, Lori showed more openness in letting her children explore the world.
She emphasized that letting her children go does not mean she does not love them, it just
means that she understands the limitations of her role as a mother. Lori stated,
I am the opposite, I love my kids and we are very close, but we also believe that
everybody has to find their path and grow. My son is in the Airforce. He went to
college, while I was overseas. My daughter is in high school, so we have always
allowed them to grow and be independent kids.
Janel discussed the ideal balance for her as a mother. She has maintained that the
role of a mother includes nurturing and protecting, but she understands her unique role in
ensuring her son experiences the positive and negative consequences of his choices.

Janel said,
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I am overprotective as a mom. I don’t want anything to happen to him, but not
that overprotective, where I lock my child in and don’t allow him to do certain
things. I have my son in many activities because I like to see the joy when he is
winning, and be there when he is not winning. So I think I am being
overprotective because I want to keep him safe, but not to the point where he does
not enjoy life, because that is why we are here, to enjoy life.

For other women like Samantha, it was quite difficult to accept that her children
were growing up and would leave the nest. Samantha spoke about her love for her
children and how it affected her interaction with them. Samantha said,

I went into over-love; I think. Idid in actuality. People who know me will say to

you “she talks about the boys; there is no one like the boys, the boys, the boys.”

Sometimes I feel like I loved them more than anyone else and I also told them

that. I told them that no one would love them as much as I love them. There was

so much joy in being a mom with them. I always tell people not to rush for your
children to grow up because you have such a short time with them.

Similarly, India expressed how her interaction with her child elicited more
affection from her. India attributes this in part to her son being autistic and her wanting
the best for him. She said, “Well, having my child makes me learn to appreciate life
more. [ hug him; I try to do everything I can for him. A day doesn’t go by where I don’t
squeeze him and hold him close to me because he is all [ have.”

Jane on the other hand, is more actively involved in her adult son’s life. Jane’s

life experience served as impetus for encouraging life choices for her son. She does not



88

want him to suffer the same fate she did. Jane stated, “I think my interaction changed
with my son, after learning that I had secondary infertility. Now I talk to him about
finding a wife soon and not waiting too long, because I know that age might also be a
factor when trying to conceive.”

Simone recalled the way she raised her child as not deviating from the way she
had initially planned to raise him. She explained,

I let my son developed as he normally would have. I did not think that I hover.

Perhaps, I think I should have hovered more, but I was not the hovering kind.

Helicopter mom, is that what they call it? No, I was not a helicopter mom. In my

parents’ house it was that adage children should be seen and not heard. I try to

not have that. I try to give him a chance to express himself. I try to not hover.

This subtheme of changes in interaction with the birth child highlighted how the
participants interacted with their children after the challenge of secondary infertility.
Many of the participants shared similar characteristics in trying to protect their children
and hold on to them in order to not experience multiple losses. Others showed more
resilience in allowing their children to explore the world with the confidence that they
had given them the tools to succeed. The next section explored the information shared
with the child about secondary infertility and how it affected the participants’ ability to
have additional children.

Information Shared about Secondary Infertility with the Birth Child

Discussing secondary infertility with others was painful for many participants.

The participants felt that many people could not understand the challenges they were
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facing, but even more challenging was the difficulty in explaining to their children that
they would not have brothers or sisters due to secondary infertility. Some participants
were very upfront with their children about the reasons for not having any more children.
For instance Simone stated, “We told our son just like his father said, you were the
perfect child and we did not need any more children.” Marian too stated that she
explained to her daughter about the reasons for not having any more children. She
reported, “When my daughter asked about siblings, I told my daughter that is was hard to
get pregnant again, but it will happen when the time is right. God will take care of it.”
Samantha too, was very open with her children about her miscarriages and the
fact that her age was a barrier for her having additional children: She added, “I told my
kids, mom had a pregnancy and lost it and they knew that mommy wanted more kids and
could not have any more. They understood that I was getting older and of course I
discuss that with them.”
Jane discussed how her son began championing fertility treatment for her after she
told him about her inability to have additional children. She explained,
It wasn’t easy for me to explain to him, but I had to let him know what was
happening. I told him the challenge I was having, and he said as long as you are
ok, you could keep trying to have more kids. Then he would come home and tell
me about people who did IVF. He would say “look at what they did, look at their
age, mom.” He was going back and forth, reading information about infertility
treatment and trying to explain it to me. I know he was trying to tell me there was

nothing wrong with me.
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Edith learned she had to quickly explain to her child what was happening and why

there were no additional children in the home. According to Edith, she felt pressured to
have additional children through her daughter’s actions. She explained,

Oh Yes! We definitely did share that information with our child. I guess at about

five years old, she started asking about brothers and sisters. And then at one point

prior to her teenage years, she brought home pamphlets about adoption. She
actually did this a couple of times. We can’t exactly recall how we handled it, but

I felt a lot of pressure with her bringing those brochures home.

Other participants were apprehensive in sharing information with their children
about their struggle to have additional children. Janel stated that she did not share any
information with her child about secondary infertility. She pivoted to things that would
make him think twice. She noted,

I told my son brothers and sisters don’t come as easy as making pancakes. There

is more to it and when it comes, it comes, you are the only child and you are spoilt

with a lot of things. Having a brother and sister will include sharing those things.

I did not go into much detail because at the end of the day you want to keep a

child in a child’s place.

The age of the child was also a deciding factor in whether or not information
should be shared about secondary infertility and the limitations of having more children.
Lori and India agreed that their children were too young to have those discussions with

and they felt it was a burden to discuss with them. According to Lori,
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We never did. We felt he was too young. He was in school and we wanted him

to be a kid and not worry about that. My son was too young, so I did not share

with him what was going on. He just knew mom was in the hospital when I had

the miscarriage. My child is very weird, he was happy being an only child.

Conversely, India is already rehearsing how she plans to brooch the subject with
her son. She is not discussing it now, but hopes he will understand as he gets older. She
stated,

Since he is so young, and I really don’t want to bother him with this. I remember

one day he asked if he could get a sister or a brother. I said I am not sure. Itry to

not make him think that he would not have a sibling, but I know one day I will
have to tell him why he is alone and does not have any siblings.

The previous themes and subthemes showed ways that secondary infertility
influenced family development for the participants. Other participants have chosen to
explore other possibilities like adoption to complete their families, while others have out
rightly rejected adoption as an option for them. Integral to the development of a family is
the handling of normal day-to-day questions such as asking for a sibling. As previously
stated, the participants have a unique understanding of their children and how much
information, if any, should be shared with them about them not having siblings. The
participants highlighted how discussing this question compelled them either to disclose or
not disclose to their children about their struggles with secondary infertility. Many chose
to share their experiences, while others were conservative in their approach. Through it

all the participants made the decision that was best for their children as to whether the
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child should be aware of the implications of secondary infertility. Discussing secondary
infertility can be as challenging for adults as it is for children and it is not always easy to
find the right words to explain it, especially if the individual experiencing secondary
infertility has not accepted the reality of their loss.
Theme 2: Experiences with Secondary Infertility

This study was conducted with the purpose of exploring the participants’
experiences with secondary infertility. For African American women these experiences
are not acknowledged or discussed openly. It took great strength on the part of the
participants to talk about these experiences. Discussing these experiences exposed the
vulnerabilities often hidden from public view in the lives of African American women.
The subthemes that emerge from the interviews are (a) defining secondary infertility, (b)
experiences with secondary infertility, (c) miscarriages, and (d) male partners’ influence
on conception.

Defining Secondary Infertility

Many of the participants struggled with defining secondary infertility. About half
of the study participants knew that secondary infertility affected their ability to have a
second child, but could not quite define it. Marian did not define secondary infertility.
Janel defined secondary infertility as “not being able to have another child.” Samantha
defined secondary infertility in relation to primary infertility. Samantha stated, “It was
more primary infertility, but secondary infertility also happened, but never led to fruition.

It was after eleven years of trying that I was able to conceive.”
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Edith did not think that secondary infertility applied to her, even though she was
encouraged by her coworkers who saw the flyer to participate. It was after asking
clarifying questions, she recognized that she suffered from secondary infertility. She
stated,

Actually this is was the first time I am hearing of secondary infertility. Secondary

means not first, after the first child thereafter would be secondary. That is what it

means to me.

She was not the only one who was not familiar with secondary infertility even
though they experienced secondary infertility directly. Simone said, “I never heard those
words before until I heard about the study, even though I knew I struggled to have more
children.” Other women saw secondary infertility as limiting their abilities to dream for
the future. For example, India said,

Secondary infertility means shattered dreams. Here comes the inability to have

any more children. There is no dream of seeing kids playing together or my kids

playing together or watching them play with their toys, talking to each other,
giving jokes or even taking to them to the park to play.

Embedded in India’s response is deep sense of hurt and double loss. Both India
and Lori expressed intense hurt. When Lori was asked about secondary infertility, she
sadly whispered “it was painful.”

Karissa was more candid in the way she defined secondary infertility. She stated,

Secondary infertility initially meant nothing to me. I did not know about it and

was not concerned with fertility issues. Recently, it has become a reality that I
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cannot escape. So now it means loss - loss of what I cannot accomplish by having

more children. Just saying those words brings sadness to my heart. I don’t think I

have managed the challenge of secondary infertility. I think I just gave up and

lost hope.

Jane’s definition of with secondary infertility was in relation to how she was
perceived by those around her. Jane explained,

Secondary infertility means being unable to have another child. At first, I did not

think that applied to me because I could have children it was just that [ never

brought them to term. I never felt like I was one of those women who could not
have children. It is only now that I fully understand that I too, struggle with
secondary infertility and I have to face the reality that I cannot bring forth life and

I am perceived differently by other women.

For Andell, the pain was intense, she did not have a clear definition of secondary
infertility, and she did not know what the underlying causes were for her not being able
to carry a child to term. She explained,

They did not give me a real reason as to what caused it. When you are at the six

month mark, going on the seventh month, and you have a miscarriage, it is just

so... they did not give a perfect explanation, because they don’t know my body.

Defining secondary infertility was difficult for some of the study participants.
They had all experienced secondary infertility, did not know what it was called, or just
accepted their fate as being able to only have one child. Some participants just knew that

it was a painful experience resulting in one or multiple miscarriages. Along with the
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difficulties in defining secondary infertility, is the challenge of talking about the

experiences with secondary infertility.

Experiences with Secondary Infertility

Acknowledging secondary infertility was difficult since many of the participants
had previously conceived regardless of the outcome. Some participants impatiently
waited to have more children after the first child; others had begun actively taking birth
control pills; while others just hoped they would conceive because they were engaging in
sexual activity without the use of contraception. For instance, Edith was not ready to
have a second child and she was content with not having any more children immediately.
Edith described her experience as,

After giving birth to my daughter, we decided to wait a few years. I initially

began taking contraceptives again, and then we stopped a few years later. I was

trying, but it did not happen. I never did go to see a specialist for that reason,

because as I stated, I did not have an idea of wanting two or three children. So I

let it go. I did not dwell on it.

Secondary infertility only became a reality for other participants when they have
actively tried conceiving or because of other medical procedures that indirectly revealed a
diagnosis or a condition directly linked to the inability to conceive. Karissa shared the
moment she learned that a medical condition common in many women had led to her
being diagnosed with secondary infertility. Karissa added,

I married my husband in a small wedding surrounded by family and friends. I

remember it like it was yesterday. The wedding coordinator congratulated us and
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said, “Let me know when to plan the baby shower.” It was all in jest and we all
laughed about it. Shortly thereafter, I found out I was pregnant with our first
child. I was 25 years old and it was an exciting time. All my siblings had already
conceived and had their families. It was only natural that I did the same. After
getting into a car accident, I lost our son. As time went on, I noticed that we had
not conceived as easily as I did at 25. I was now 28 and spoke to my OB/GYN
and Primary Care Physician. They both advised me to relax and that it would
happen, since I had not experienced any challenges in having my first child. I
was not sent for any testing and so I assumed they were right. By the time I was
30 years old, I became overly anxious about not having a second child. I went to
see a specialist in Philadelphia. At first glance, she told me that everything
appeared fine, but as she conducted a closer assessment she determined that I had
polycystic ovarian syndrome (PCOS). I was devastated because I had never heard
of this disorder before, and symptoms I had were attributed to other health
concerns. I was in denial. I told her about the car accident, subsequent tests
revealed no reproductive system injury. I spent a large amount of time and
money going from specialist to specialist. I tried a nutritionist to change my diet
and started walking to reduce the weight I had gained.
Other participants, who wanted large families, after learning of a diagnosis of
secondary infertility, shattered that reality of a large family. Based on her experience

India recalled how she had envisioned her life. According to India,
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It is like a nightmare. I watched other people with their kids and get envious. It is
a part of life that I will have to deal with. Gradually, I am trying to embrace it,
but it is not easy. It came as a surprise, [ was in awe, and I felt very empty. I was
asking why me? Why it had to be me? It took me a while to accept, I still have
not accepted it fully.
Simone on the other hand, spoke candidly about the process that she went through
to figure out why they were unable to conceive at the time. She claimed,
Well, when we started to investigate why we had not conceived, the doctor said
something to me about a tilted uterus. I had never heard that before. He said that
was the problem. He also did a test, an HSG, to see if my tubes were blocked.
Marian pointed out that she wanted a large family, but did not know initially what
the underlying causes were that prevented her from being pregnant. She later understood
that once she conceived, she would need medical help in order to carry the baby to term.
Marian explained,
When we decided to have kids, we tried for about two years and nothing
happened. When we decided not to try, then we got pregnant. It was stressful. I
talked to a gynecologist about not conceiving and he gave me a six month waiting
period, he said if I did not conceive he would start to do some tests. I got
pregnant within the time frame and had to have cerclage done. I was diagnosed
with incompetent cervix.
Samantha, Lori and Andell’s experiences with secondary infertility were directly

connected to primary infertility as they had suffered miscarriages prior to the birth to
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their other children. Lori stated, “It was a very trying time, after a while it got painful
and discouraging.” Samantha recalled her experience as one that is interwoven with
family conflict as well trying to start her own family. She recalled,

I got married at 25 and at that time I was pursuing my academics, but after two to

three years of not using contraceptives, I never got pregnant and I was sexually

active. Since I had no children I took care of my sisters’ children to the point
where their husbands had big issues with me caring for my sisters’ kids. The
doctor never did a test on my prolactin levels. I was reading an article on
prolactin levels. I was seeing a fertility doctor and I asked him to check my
prolactin levels because I was reading about it. And lo and behold that was it, and
they never thought of testing my prolactin levels. Once I was treated, I got
pregnant with the twins. I remember when I was struggling with infertility, I saw

a lady with a set of twins and I turned to my husband and said, “how can she

manage two children, God bless her.” When we went to the doctor to do our test,

he told us we were also having twins, I exclaimed what a blessing!

Andell spoke about her experience and how it affected her. Her experiences with
primary infertility were directly connected to her struggles with secondary infertility.
She explained,

The doctors don’t know my body in this form to define what led to the infertility.

I did all the tests. I questioned myself why can’t I hold the baby then? I don’t

know? So it makes it more difficult. At first, they thought I had a blocked tube

and they sent me to a do a test to clear my tubes. I am not sure if my tubes were
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blocked because the dye that the doctor injected, went through and so right after

that I got pregnant. Five to six months later I had a miscarriage. I don’t know if

it was hard work. The doctor stated that he does not know what caused the
miscarriage because I was so far ahead. Even after I lost the baby I went back to
do the test to see if my tubes were blocked. I did the test here and, in another
country, and they were not blocked.

As the participants tried to explain their challenges with secondary infertility,
some of the participants had no formal diagnosis or they learnt about the condition
through happenstance. Some of the participants did not know what to make of the new
information they had received; some accepted it while others questioned why it happened
to them. Some of the participants truly believed that they were the cause of their families
not growing, but other participants experience secondary infertility indirectly because of
their partners. The next section explored how male infertility affected conception for
some of the study participants.

Male Partners’ Influence on Conception

Male infertility contributed to some participants experiencing secondary
infertility. The male role in fertility treatment is sometimes passive, therefore, seeking
treatment and making medical decisions about infertility becomes the responsibility of
the woman. Some participants did not know if their partners contributed to the couple’s
secondary infertility, but other participants understood the role their spouses played in the
couple’s infertility. In fact, Edith who had struggled to have a second child stated that it

was by chance that they learnt of the role her husband played in contributing to the
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fertility challenges for the family. Edith discussed very candidly how that came about for
her family. She said,

We decided that we are not going to stress or put ourselves through this. We are

not going to try anymore. So my husband actually had a vasectomy. In doing so,

it was determined that he only had one vas deferens. So that was part of the issue,
which we were not aware of the time.

Similarly, Simone’s husband was hesitant to do testing, only after learning that
she had been healthy and was not the cause of the family’s infertility struggle, was he
willing to get tested. His wife was healthy, so he consented to have the test done.
Simone reported,

I passed the fertility test and so we started to look to my husband. When we

tested him, we learned that he had a low sperm count. He was initially reluctant

because it involved him taking injections repeatedly. Finally after a while, he
agreed to do it and he did one or two injections and after the second set of
injections he said, “I am not doing this anymore.” During that time I got
pregnant. Later I found out that I had fibroids that may have contributed to the
problems.

Some of the spouses were supportive during the testing procedures and
volunteered to be tested alongside their partners. Karissa stated,

My husband was very willing to get tested and he went through each test. The

nurse called with the results and told him all his “soldiers were marching,” it
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triggered an angry response in me, because it only confirmed that I was the

problem.

Samantha also highlighted her husband’s supportive role. She said, “It took 11
years for me to conceive. Both my husband and I went through all the testing.
Surprisingly, my husband went through the entire testing just to be sure he was not the
issue. He was willing to do all of that.”

Jane reported that she did fertility testing in both New Jersey and in Maryland and
both times she had to do so on her own. Her husband was not present at any of the
appointments because he believed that he was fertile, and she was the problem.

Andell reported that her spouse was not interested in getting tested because he
was confident in his abilities to impregnate her. Andell stated,

After a few years, we went back, and they asked my husband to test his sperm

count, but he refused. They wanted him to do a sperm test; he refused because he

stated that he knew he could get me pregnant. They wanted to find out if his
sperm count was low or what was going on, because they said after a certain time,
when you are getting older the sperm is not strong enough to reach the egg. We
were already much older by this time. But it just never happened again.

For those participants whose partners struggled with infertility, they were willing
to work through the medical procedures to ensure that they could start a family. Many of
the other participants highlighted the willingness of their spouse to participate in fertility
procedures. Only one spouse already had grown children from a previous relationship

and so he was less inclined to participate in fertility treatment testing. Although the
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desire to have children existed for Andell, the resistance she encountered from her partner
to seek fertility treatment is not uncommon. Men who have fathered children are less
inclined to seek fertility treatment, notwithstanding the fact that fertility can be affected
by a number of factors that can only be discerned through appropriate testing. In the next
section, the participants detailed their experiences with miscarriages on their journey in
dealing with of secondary infertility.
Miscarriages
The subtheme of miscarriage surfaced repeatedly during the interviews. A small
number of the participants in the study suffered from miscarriages stemming from many
factors. Unfortunately, some of the participants did not know what led to their
miscarriages. Other participants were given limited information and were treated as less
than during their experiences with medical providers. Marian detailed her experience of
miscarriage and how she dealt with having a second child soon thereafter. Marian said:
At nineteen weeks, I had a miscarriage, he lived for two and half hours and then
he passed away. My doctor recommended that I could try again after | have a
normal cycle. I started trying after it returned, and I got pregnant six weeks to the
date after I had the miscarriage. At 32 weeks, I went into premature labor. She
weighed four pounds five ounces. I did not have another one until she was 13
years old. Five years later, | was pregnant again and I had another miscarriage at

nine weeks.
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Similarly, Lori talked about the pain of having a miscarriage early in her
pregnancy and how it affected their decision of sharing the news about future pregnancies
with those who loved and supported her. Lori explained,

My miscarriages occurred in the first trimester, so many of my family members

did not know that we were pregnant. After the first miscarriage, we became

cautious and tried to not get people’s hopes up. It was a trying time after a while;

it just got painful and discouraging. In the span of three years we had two
miscarriages. Then finally, I had a son after that we had another miscarriage and
then I had my daughter. There is a 14 year gap between our son and daughter.

As the participants continued to detail their accounts of miscarriages, the loss of
the ability to decide how their families developed surfaced again. Samantha said, “The
child that I lost was very sad for me because I wanted four children. It just made me feel
like I could not or would not have any more.” Karissa pointed out again the fact that she
lost her son due to a car accident, although she had support from her spouse and family it
did not make it any less painful to deal with the loss.

The anguish these participants expressed about the loss of their children early in
their pregnancies was only compounded by additional pregnancy losses, especially for
Andell who reported that she had two miscarriages that are documented medically, but
believes she may have had an additional one. Of the study participants, Andell was the
only one who fell in the 15% of women who did not know the cause of infertility and

multiple miscarriages (Poppe, Velkeniers, & Gilnoer, 2007). She was a stepmother to her
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husband’s children, so the family did not initially explore the husband’s role in secondary

infertility. She recounted her experience as,
When I first got pregnant, I did not know that I was pregnant. I went to work, and
I came home and was lying in the bed. I felt like my monthly cycle was about to
begin and I just started hemorrhaging. I rush to the bathroom and a huge clot of
blood fell out. I was screaming oh my God! Oh my God what is happening to
me! It was then the doctor that told me that I was pregnant. I just did not know.
The second time when it occurred, when I got to the doctor that was when he told
me [ was pregnant because I had no idea I was pregnant. Then when I really had
the baby, I was at work, and I got up and felt like I was going into labor. I felt so
bad, I held on to my stomach. I said oh my God what is happening. I called my
husband and told him I was going to the doctor. At the beginning, it was very,
very hard because you have reached so far, you planned to have the baby, you
start to buy things for the baby, then you get discouraged. I tried again and when
it did not happen, it was very hard for me. Even after I had the miscarriage,
people would ask “oh when did you have the baby?”” Many of them knew I was so
far along in the pregnancy, so they thought I had the baby. Or they would ask,
“How is the baby?” Each time they asked, it would get me down.
Although some of the participants were at peace with the miscarriages they

experienced, some continued to express wonder of what their child would have become

had that child lived. They have acknowledged that infertility and the struggles to
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conceive has undoubtedly affected them, but they aim to move on and enjoy the years
they have with their spouses and the children in their immediate and extended families.

Theme 3: Psychosocial Stressors and Support from Friends and Family

Psychosocial stressors played a role in the lives of the study participants as they
dealt with secondary infertility. Stigma surrounding the acknowledgement of the health
condition had far reaching consequences for the participants. Many participants realized
the benefits of informational and instrumental supports from family and friends, but
reluctantly access those supports. As the participants gave their accounts, several sub-
themes arose from their stories. These included: (a) stigma and shame, (b) grief and loss,
(c)depression, (d) anxiety, (e) support from friends and family, (f) trust in God, and (g)
referral to mental health services. These sub-themes and their accompanying sections are
discussed below.

Stigma and Shame

All of the participants acknowledged that secondary infertility created some level
of psychosocial stressors. Many of them vividly described how their interaction with
others made them feel. Jane stated,

For me initially, I did not see it as a stigma, but after some time it became a

stigma for me. When I talked to people, they would ask, “So you have been trying

to have kids for how many years?” And you can see how their faces change. It

told me how big of an issue it was to them; the way people look at you and the

way people see you. It was like you have a sign on you, telling everybody you

had a problem. Especially when you join a family or that ex-partner has a new
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wife and she has a kid every year. People are just talking about it when I’m there.

Sometimes I am like oh my God; there must be something wrong with me for me

to be going through this.

Lori explained how the stigma and shame could have affected her and her
inability to have additional children. She too, initially felt pressure to have children until
her husband helped her understand that it would take time. Lori pointed out and re-
emphasized,

We place so much value on children, as we should, but sometimes there are other

factors that contribute to the fact that women can’t have kids. I have been all over

world, but I was fortunate to not be surrounded with people who have the mindset
that something is wrong with you because you can’t conceive.

Samantha pointed out that, “There was so much shame surrounding being
infertile. There was a hush in her family when the topic came up.” She stated,

Even in disclosing the fact that you are infertile or talking about infertility has a

lot of shame and it is taboo especially among us as a people. I am not sure if it

has changed much with the younger generations. In the 80’s you would not dare
tell anybody that you could not have a baby. Oh the stares, the looks and the
whispers it would almost create a sense of paranoia especially among church
folks.

It did not create paranoia for Karissa and Janel, who are younger than Samantha,
but both stressed that the old attitudes from the church still linger. Janel stated, “I know

the bible text all too well. I remember reciting it as a child. It stated that children are a
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heritage from the Lord. While I believe this to be true; pastors should not shove their
beliefs down our throats. Pastors need to be sensitive to others who may not have
children.”

Even though Karissa did not report having those feelings of paranoia, she
experienced stigma and shame when she encountered a long lost friend who had become
a pastor. The encounter was not easy and Karissa felt less of a woman after talking to her
friend. Karissa explained:

“No problem, my forever childless friend” were the words written to me by Pastor

D. Those words, those words, they cut like a knife. He had successfully

relegated my sole existence to being a mother and had caused humiliation and

pain. It all started when I recently reconnected with an old friend from church

(who I found on Facebook). I was excited to talk to him, because I had not seen

him since I was a teen. We exchanged numbers and planned to talk at a later

time. During the initial phone call, he jumped straight to the question of “how

many kids [ had?” I jokingly replied no children. He asked “why?” I responded I

have a bunch of nieces and nephews and they keep me busy, but, before I could

get the words out he yelled “foolishness! foolishness!” As if to insinuate that
caring for my siblings’ kids was not fulfilling. My heart sank. Why was that
foolishness I asked in my head? I became teary eyed and a lump formed in my
throat. How could he? He did not know the pain I had suffered trying to
conceive, nor did he know how I had depleted my life savings to cover the cost of

infertility treatment? How could he know of the diagnosis of PCOS? I quickly
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pivoted the conversation to my career and how successful I was, that was not

enough, and he kept going back to asking about having a damn child. So I hung

up the phone. He tried calling back and to avoid further conversation, I texted
that I was busy. He replied, “No problem, my forever childless friend.” The
words though written, cut like a knife, I could feel the tears trickling down my
face, my heart was hurting because somehow, I felt less than because I did not
have a child. I fell to my knees in tears, my husband walked in the room to ask
what was wrong and I just sat there and cried.

The shame and stigma surrounding the inability to conceive compounded an
already challenging situation for these participants. Societal influences and the
perception of whether women should have children by certain age only made the feelings
of inferiority more glaring, but central to the issue of stigma and shame is the
psychosocial factors that negatively affected these women. Feeling less than and not
having the support needed made the situation more challenging and tumultuous for the
participants. Not only did they experience stigma and shame, but depression
accompanied those feelings. The next section discussed how depression affected some of
the participants as they tried to deal with secondary infertility.

Depression

Experiencing miscarriage, feelings of isolation and loneliness only compounded
the feelings of depression for some participants. Samantha described how emotionally
stressful it was because she could not get pregnant. She felt the burden of trying not to

disrupt her siblings in their routines in raising their children. She recalled,
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It bothered me emotionally, because my younger siblings were having children.

So I was this aunt that was taking care of everybody’s children to a point where

two of my sisters got pregnant and it got to the point that nobody wanted to tell

me when they were pregnant. So there was a hush in the family. It was every
month of feeling sad, seeing a period and wanting to have kids.

Andell acknowledged that because she is a private person, she did not share her
feelings with anyone and she has only shared this information with me because she felt it
was time to share her story. She stated,

I was very depressed; I did not express my feelings. Even at church when they

have children’s day, it made me feel sad because I did not have a child. It was

very depressing, I feel like all hope was gone. I shut down because it was
difficult to handle and I did not speak much about it.

Marian talked about how she almost buckled under the stress of the loss of the
baby. When she was able to successfully conceive again she became depressed, and
almost ran the risk of losing her second child. She reported,

It was stressful for me, and for my spouse it was also stressful. I got really

depressed when I could not conceive and when I lost the first baby. It was

stressful, when I successfully conceived, then I started wondering if I am going to

have a miscarriage again. Especially when I got to the nineteen week mark, I

made myself sick, I would not eat. I did not realize I was not eating or drinking. I

ended up in the hospital because I was dehydrated and I was put on bed rest.
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Lori expressed how she blamed herself for the stress that she was under. She
even compared herself to other women who had successfully brought their children to
term. Lori said,

I had depression afterwards, because at the time when you are pregnant you don’t

expect anything to go wrong. So I started asking myself questions like what

could I have done differently? What did [ do? Was it my fault? There was
always that self-blaming, like what is wrong with me? Why can so many women
carry kids and I can’t? There was always self-blame. What if I had stayed home

and did not go to work? No matter how often it happens, I eventually realized did

not do anything wrong, because I followed the doctors’ orders and it was still hard

to accept.

Moreover, India found herself initially unable to accept that she wouldn’t be able
to conceive again and how that denial affected her. She said,

I would not say I experienced depression. I was taken aback, and I was very sad.

It took me a while to grasp the whole thing and I became very anxious. It has put

me in a different light, I am not going to say I am totally depressed, but I am very,

very saddened about the whole situation.

The anguish for Jane was unbearable. For most women monthly cycles denote
something positive, but for Jane, it was a source of unpleasantness. She stated that she
became depressed to the point where she stopped taking care of her own personal needs.

Jane recalled,
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I think I was depressed mostly after each monthly cycle. When my cycle came
then all my joy just disappeared. I could not even eat, I just cry, cry, cry, and cry.
I could not even pray. Sometimes I would say oh my God, I have been praying, I
have been fasting, [ have been seeing the doctor and yet no answer. My monthly
cycle, I think, was my lowest time, I would just go out and just going about my
business, you would think I am there, but I am not there, because my mind is just
gone... my blood pressure is up and my eyes are blood shot because I am
stressed...It also affected the way I looked. I did not care about my own looks. I
did not care about putting on makeup or looking good. When I was down, the
way [ would dress, the way I would look, people would see me and think I was
sick. They would ask if I was sick and I would tell them I am ok, but I am just
going through that period, where I am so low, and I am just on my own.
Karissa stated that her depression was interwoven with the grief and loss. She
stated, “I think I experienced depression, because I was grieving the loss of a child I
never knew.”
Not all the participants in the study experienced depression, but for those who did,
it had a profound effect on how they viewed themselves and how others viewed them. A
monthly cycle which indicates the health of the reproductive system contributed to the
depressed feelings some study participants experienced. Seeing children play and or
engaging in child centered activities gave rise to feelings of depression for others. While

the experience of depression was real for some participants, others dealt with anxiety.
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The following is an account of those who grappled with anxiety surrounding their
experiences with secondary infertility.

Anxiety

In addition to feelings of depression, the participants discussed their anxiety
surrounding their inability to conceive. The characterization of that anxiety for each
participant was different, but manifested itself in a similar fashion. Andell spoke of
always feeling down and overly anxious at times, because they did not understand the
psychology and physiology of the body and what was leading to the miscarriages and her
inability to conceive.

Samantha described how she experienced high levels of anxiety when she had her
period each month to the point, where she tried to hide it from her husband because it
increased his level of anxiety. She said,

When my period came each month, I would say oh God my period came, and |

did not know how to tell him. In fact I did not want to tell him, so from that stand

point I was feeling anxious a lot because I did not want to talk about it and I did

not want the disappointment for him. Emotionally it was a lot, it really was. It

made me feel like less of a woman because I wasn’t able to fulfill that role. It
affected me emotionally.

Being diagnosed as having anxiety only compounded the problem for Karissa,
who now is faced with the challenge of conceiving. She reported “I was already an

anxious person, I know now my anxiety is attributed to PCOS, but the desire to have
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another child only heightened that anxiety.” Acknowledging that anxiety affected the

relationship with her spouse and the ability to have children was poignant for Karissa.

Simone articulated that anxiety was present in their struggle to conceive, but it did
not affect their relationship in manner where they lost the strong bond they shared as a
couple. She reported,

I did not really experience that much anxiety, but of course as I did expect, the

natural progression is to be a couple, to get married, and have children and I

would say to some degree I had some anxiety. Your spirituality also comes into

play, where the bible says be fruitful and multiply. You are not multiplying so
what is up with that? We experience some anxiety; yes, there was some anxiety
but not enough where we were verbally combative or physically combative or
withdrawn from each other.

Trying to conceive increased the level of anxiety for some of the participants and
created anxiety for others. More importantly, some of the participants were able to tune
in these feelings and recognize the underlying causes and make efforts to limit the effects
it would have on their health and the health of their spouses. As some participants dealt
with their anxiety, there were others who dealt with feelings of grief and loss too. The
participants experiences of grief and loss is found in the subtheme below.

Grief and Loss

The subtheme of grief and loss is not only endemic to the initial loss of not having
children, but the continued loss of not having children at all. While most participants

made some resolution with it, the sense of loss resurfaced when they were out with
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friends who had children. Or as those friends talked about their children in reverential
terms, the sense of loss emerged once again. That loss was further compounded when
efforts made to conceive a second time failed. For instance, Karissa knew that she was
going through the different stages of grief, but felt like she had no support. She stated:

I questioned God, and even stopped going to church for a while. I was isolating

myself because I felt I had no support from all the women with multiple children.

I continued to grieve the loss of the child I knew, but never got a chance to know.

Unless you have been through it, you don’t know what that feels like.

Additionally, Lori stated that she grieved a great deal when her pregnancies ended
due to medical reasons. She stated that “both the loss of the baby and my recent
infertility were very isolating, and I did not have the space to express my feelings about
this and so I did not really know how to grieve the losses I was experiencing.”

Jane spoke about her grief and loss in trying to conceive repeatedly. She said
“It’s hard to talk about it with people who aren’t going through it. So you also feel like
you’re sort of isolated. Sometimes you just grieve in silence."

Samantha echoed similar sentiments about not being able to share the feelings of
grief with others. She explained,

It’s hard to talk to people who have conceived about your experience, they just

cannot relate. I mean, at one point, I thought it would never happen. I felt less of

a woman, and just that yearning of wanting to and having that experience was a

loss in and of itself.
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Andell used the words “it never happened ” repeatedly to denote the loss she felt
regarding her inability to conceive again. Coupled with Andell’s grief and loss is regret.
She explained,

I was in denial that I lost the baby. I just could not believe it. But the help,

maybe if [ had help I could have save the baby. When my aunt came over, she

took up the baby and she took the baby over to me. I did not want to look at the
baby. When they placed me on the ward, the nurse took the baby to me once
again and told me to hold the baby and I refused. I did not even feel what my
baby felt like. I was so numb that I did not want to touch the baby. I should have
taken the baby and held the baby. I have pictures and foot prints of the baby.

Sometimes when I am cleaning out the closet I see the pictures, I ask what if?

What if? Sometimes my husband will ask me to get him a glass of water and I tell

him to ask the child, because we had already picked out her name. We just joke

about it. Even years after the loss, I would not have spoken about it.

She further stated that even though she was unable to share in a similar joy of
having her own children, she shared those emotions with her nieces and nephews as they
move through the different stages of life and celebrate their individual successes.

Grief and loss are endemic to the human experience, but mothers never plan to
bury their children or lose the children they have hoped for all their lives. Some of these
women had already picked out names for their babies and when they see a child of
similar age with the same names, it continues to trigger that loss. Some participants have

experienced the stages of grief and have made resolution with their losses, but it does not
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negate the sense of loss they have experienced. As the participants detailed their losses,
it was important to have support from their families and friends. Detailed below are the
accounts of the support from Social Networks the participants received during their
experiences.
Support from Social Networks
Support from family was crucial in helping the participants struggling with
secondary infertility. Many of the participants reported feeling great support from family
and friends, but others stated support received was not always positive. For instance,
Jane described the levels of support she received from family members as being different
from what she received from her friends. Jane reported,
My inability to conceive did not affect my immediate family members, but it did
impact my relationship with my extended family. They wanted me to try
everything, like going to a doctor, go to church and pray...to seek all types of
help to become fertile. They got upset because they were trying to help me, but I
did not see any good reason to seek or take their help. When I was not taking
their advice, it strained our relationships. My immediate family has always stood
by me. They often say, “It is God who knows everything.” My friends would
call and tell me they are praying for me or they shared what they found online,
and they would say “this is what I saw and maybe it can help you.” I have friends
who would go to the store and say, “You might need this to help you.” I also had
friends who would give me a call and at the end of the day, if I was very happy,

after they were finished talking with me I felt so sad, because they wanted to give
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me ten reasons why I am not having a child or why I have the miscarriages. What

I did was choose between friends who would helped me and friends who when

they are finished talking, I felt so low.

India pointed out inadvertently, that she found more support from her friends than
her family because of her family’s great desire for more children. Her family’s desire for
more children in the household made her feel at the time that she could not talk to them
about her health concerns. In hindsight, she felt she would have received more support
from her family had she really discussed her challenges with conceiving. She stated,

All of my siblings have children. They were happy for me when my son was

born. My family was hoping for more children. They kept saying you need to

add another one. You need to do this, you need to do that. Some of my friends, I

think that they were trying to help. I know there is a lot of empathy when I listen

to my friends at times. They try to lift my spirit by saying, “it is a part of life, at
least you were able to have one so don’t worry about it.” I talk to my friends and

I have met one other person who is in the same position, so I have support and I

use it to comfort myself.

Simone found that being open about her situation helped her with gaining support.
She reported that her family offered her different types of supports based on their ability.
She found that support for her increased exponentially when she conceived because they
knew how long she desired to have a child. Janel and Marian stated that if they needed

support they could have found it in friends and family members.



118

In addition to having a loving family structure, Lori described briefly how she
ensured the support she received was positive and helpful for her and her family. She
explained,

My family members were supportive, because it was just my husband and I and

our parents. There were a few select friends that were near to us since we were in

the military and some had experienced the same thing, so they were very
understanding. We try not to surround ourselves with negative people because it
has a way of impacting us.

Both Marian and Edith also talked about having a network of friends who
struggled with conceiving, and finding solace in their shared experiences. They found
that family support, although beneficial was limited. Edith stated that both her and her
husband initially did not discuss their struggles with anyone, but as soon as they learned
of others having struggles they found more support in their friends.

On the other hand, Samantha discussed how difficult it was initially for her to
garner support from family, but her coworkers were great supports. She jokingly added
that even her coworkers would help monitor her ovulation and she had freedom to leave
work during that time. She posited again that,

Infertility is something that you cannot discuss with people who have children

without it being an issue. They cannot comprehend what you are talking about.

You should always talk to somebody who has experienced it. They can

empathize, but they do not know what it is like - that yearning of being a mother.

You would not tell anyone you had trouble conceiving so how could you garner
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support? As I mentioned even my own siblings did not want to tell me when they

got pregnant, so support was minimal. However, at work, I found people were

supportive because you become so aware of your body. I would know when |
was ovulating and what time to go home and it was very intense.

Two of the women in the study, Karissa and Andell acknowledged that their
desire for privacy reduced their desire to reach out to others to obtain the support that
they needed. Karissa stated,

I initially did not share my struggles with anyone except for my husband. It was

later that my family and friends said they would have done this or that had they

known about the issue, but it is too late for that now.

Andell shared similar sentiments when it came to seeking out and receiving
supports. She explained,

I did not want to speak to anyone. I did not call anyone. It was just me and my

husband. I told my husband don’t call anyone. I did not want anyone to know

that I lost the baby. I eventually called my aunt and she came over. She was the
only one I called. I am a private person and so I did not reach out to many people.

My family and I, we talked about it and they comforted me. Even then I did not

share a lot with them. They encouraged me to keep trying, but it never happened.

When [ am asked how many children [ have? And I reply I was not able to have a

child, my sister will correct me and say, “You did have a child.” I went through

the whole process of having a child; it was just that when the baby was born, the

baby died.
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Throughout the challenges of life, it is often the support from friends and families
that get individuals through the difficult times. As evidenced by the accounts of the
participants support from family and friends was twofold, as it was sometimes positive
and other times negative. Other participants in the study felt that they could handle their
issues on their own but later found strength in sharing their hurts and not carrying their
losses on their own. Other participants saw themselves as their own support system.
Others use their faith to help them through their experiences. Faith gave some
participants hope, even if it meant not having any children. Some of the participants
attributed their resolution to a Trust in God; as a result, the subtheme of Trust in God is
discussed below demonstrating the ways the participants were able to overcome their
struggles.

Trust in God

Trust in God was a resounding subtheme for three of the participants. Having
faith and trust in God served as a significant source of strength for these African
American women with secondary infertility. For African American women, a strong
belief in God is a key component in addressing illnesses and for these participants,
secondary infertility was no different than any other illness that required Godly
intervention. It was essential for the study participants to acknowledge how important it
was to recognize that faith in God could rebuild their broken spirits about not having
children or additional children. The participants discussed how they had resolved within
themselves that if it was God’s will for them to have any children or additional children,

then it would happen in His timing.
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Lori talked about her husband’s faith and how it was his words that strengthened
her belief that children would be a part of her future. She explained,

My husband is a person of faith and he always said when God wants us to have

kids, we will. We always believed that we would have kids. It was not God’s

time yet. Just when you think you won’t have any more after our first son was
born, then a miracle happened with our daughter. If you have faith and believe
that everything will work out with the help of modern medicine, everything will
work out.

Jane talked about her strong belief in God and how her family often reminded her
of God’s Omnipotent, Omniscience and Omnipresent power. She found herself initially
blaming God for her many miscarriages and her inability to successfully have a child;
however, through the encouragement of others she relied on her faith and she was able to
move beyond what was happening.

Andell stated that she accepted her state of being childless because of her belief in
God. She knows that God will help her through certain things. She added, “After a
while, I felt a lot better. I have to remember that God is alive, and he is going to take me
through all of this.”

Three participants highlighted their trust in God as one way of helping them to
move past their pain. Constant reminders from loved ones served as reinforcement that
their trust in God would help them make it through the challenging times. In addition to

trust in God, it is also important for the participants to seek additional help through direct
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encouragement from health providers, as they have been given the medical knowledge to
address the underlying causes of secondary infertility affecting the participants.

Referral to Mental Health Services

The psychosocial factors that the participants experienced due to infertility
necessitated mental health intervention. Living with the trauma, depression and anxiety
as well as dealing with grief and loss spoke volumes about the need for mental health
intervention for the participants. Many of the participants stated that counseling services
were not offered to them as they went through their experiences. Janel acknowledged
that she did not use counseling services because it was not discussed with her.

India also stated that she did not receive any referrals to counseling services from
her gynecologist, but she also did not use any fertility treatment either. She felt that more
could be done to help African American women in need. She added,

I think if there was a center where they held sessions or meetings for people to go

and discuss and to clearly understand why this is affecting women in our age

group. Maybe we could meet every Tuesday evening, not just go to the doctor
where they talk to us for five minutes, but a session where they can give an in
depth review and everybody talk about their situation to change the outlook.

When asked about use of counseling services, Jane stated that, “I did not receive
any referrals to counseling services while going through fertility treatment or for the
losses that [ had.” Jane stated that she had been to fertility treatment in both Maryland

and New Jersey and neither provided her with that option.



123

Lori’s experience being in military placed her in the outlier category, as she
reported having access to services albeit that she did not use them. She attributed her
resistance to her faith in God and knowing everything would work out. However, she
had the option the use counseling services. According to Lori,

I felt that the medical staff in Japan at the time was more advanced than the

medical staff and services in the United States. They offered me counseling at the

hospital. The doctors offered and asked if I needed to speak to someone and they
had a counselor come to see me, but we opted not to continue the counseling.

Andell expressed strong aversion to counseling. The hospital where she had her
miscarriages called her to refer her to counseling services. She did not see the benefit
and so she declined. Andell said, “They did not offer me any support. One time they
called and asked if I wanted to go into a group thing. I was not for that. My family was
enough for me.”

The present theme of Psychosocial Stressors and Support from friends and family
explored the ways the participants experienced and dealt with psychosocial factors, in
addition to their strength to continue with their journey of playing roles and meeting
expectations. This section explored the sub-themes of (a) stigma and shame,(b) grief and
loss,(c) depression,(d) anxiety, (e)support from friends and family,(f) trust in God and
(g)referral to mental health services. These subthemes highlighted the need for
appropriate care and services to be rendered so the participants and their families can heal
from their hurt because secondary infertility does not only affect the immediate family

but also those who loved and care about the participants.
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Theme 4: Intervention and Treatment

The current theme of Intervention and Treatment explored various aspects of the
medical field, how the participants experienced the health care delivery system and the
ways it affected them. The four sub-themes that emerged from the data are detailed
below, they include: (a) barriers to using services, (b) recommended fertility treatment
services, (c) culturally competent services, and (d) continued use of medical care. Each
of these sub-themes is discussed in further details.

Barriers to using Services

One of the pronounced sub-themes found throughout the interviews was related to
the barriers to services. Transportation, access to health insurance, lack of referrals and
the number of appointments served as barriers in the use of fertility treatments. Jane
highlighted how these challenges affected her. Jane explained,

I had to travel 45 miles to see a fertility specialist. I don’t think there are fertility

specialists who provided comprehensive care in my community. The number of

appointments served as a barrier for me, I had to return for one test result and then

set up another appointment for another test. It was overwhelming. I think, if I had

good health insurance, then I would have been able to seek more help. A lot of

black women don’t have good jobs that provide good health insurance. For those

who don’t have good jobs to get health plans it would be helpful if health shares

can give these women access to fertility services, so they would not have to wait

too long to seek services. Just by looking at my insurance, I can see how
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expensive it is. So if health facilities can accept the health insurances that black
women have then it will lessen these concerns.

Edith spoke as a participant observer with regards to accessing services in her

community, because she was never a recipient of fertility services. She discussed her

knowledge of fertility treatment facilities in her community. She explained,

For us, as African American people, one of the challenges is financial. It is very
expensive to obtain infertility treatment. I have had a friend who for several years
she sought treatment, both for her and her husband. Her husband had a child from
a previous marriage and she struggled to get pregnant. She had some surgical
procedures. She had endometriosis and some other issues. I know there are
infertility physicians, I know downtown you will be able to find some and locally
you will be able find some, in the Coral Gables area. These resources are
available, but it is the cost that is the deterrent.

Karissa also spoke about the availability of appointment times that fit her

schedule more so than her being able to access the services in her community. Karissa

stated,

I am familiar with services in my community that treat secondary infertility.
There are several entities here and living in Florida they are easy to locate. There
is access to public transportation as well as most individuals drive. For me
getting to services took less than an hour. If I could not get the appointments on

the days that I needed them, I was given one shortly thereafter.
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Marian, India and Lori suggested lack of knowledge as significant barriers in
accessing treatment. Marian posited, “I had very little knowledge of my diagnosis of
secondary infertility and the treatment options until I spoke to my doctor.” Even so she
felt the information was not comprehensive enough and she would get overwhelmed
trying to understand the medical terminology when she researched the topic on her own.

India placed the onus on herself and others like her to seek out the knowledge
needed to be more informed. She suggested,

We struggle from lack of knowledge. We are not informed enough. We don’t go

in-depth with our research. We stay on the surface and accept the little that is

being told to us once we get diagnosed. We don’t go further to find out if this is
something we can prevent or if this is a natural part of life.

Unlike the other women, Lori’s experience was different as she benefited from
services offered through the military. She openly acknowledged this was an advantage.
She passionately argued that African American women need to be informed about
options in order to make informed decisions about whether or not they should seek
services or accept their inability to have a second child as their fate. Lori suggested:

I think we need to be informed. In my experience the doctors spoke to me, and |

was given a bunch of booklets to know about the process, the cost and every step

was detailed about what I could experience or not...information would be the first

step in helping others.
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For women like Janel, who knew about treatment options she found that in her
experience it was fear that served as the biggest stumbling block as well as the lack of
support from family and friends. She stated,

There is a fear that consumes the black woman. When she uses services, there is

great disappointment in using services that do not work. It also makes it more

challenging without good support systems.

Marian, Andell, Samantha, and Simone raised the concerns of the lack of
marketing for fertility treatments towards black women, as well race being a factor in
how people access and use services. For instance, Marian stated that “I strongly believe
that more efforts should be centered on marketing these services to African American
women, so they can gain timely access to resources to assist them.” She argued that the
belief that may be pervading the medical field is that African American women may have
too many children and cannot care for them. She says, “This is erroneous thinking
because we use extended family members as informal child care providers.”

Furthermore, Andell talked about her race being a determinant in how she was
treated. As a woman in an interracial relationship, she found that she received better care
when her husband, who is White was present. Andell stated that, “I stopped going to the
doctor by myself, or I would immediately call my husband.” She felt that her race was a
strong predictor in the way she was treated which ultimately led to the miscarriages and
the death of her baby.

Samantha stated that she recognized that African American women no longer

have to take the word of a doctor. They can actively seek out information on their own
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by using the internet. But central to her response is the question of African American
women’s ability to afford and care for their children and does it affect their ability to
advocate for themselves if these factors are projected onto them. Samantha said,

When you are in that position you really have to go in search of information. Is it

being spoken on commercials? Not really. Is it that they think that black people

cannot afford children? Is it that we are not assertive in getting care? Do we
believe what the doctor says, and then it is so. We often hear of people being told
that they can’t have children and then they do have children.

The intersecting of race and access to care was not lost on Simone. She stated
that in her experience there is a direct correlation between being black and the
information given about medical treatment. She also added that indirectly diction and
appearance also affect how African American women are perceived, thus limiting their
access to proper treatment. Simone added,

When you are black and not being in an environment where people are willing to

give you information, there could be a number of reasons: may be its time, too

much time to teach you; or maybe it is race, you are not the right color, you don’t
need to know all of that; or you don’t need to have children anyway, you have too
many children anyway. They should not make you feel like it is an inconvenience.

They should be providing you with as much information as possible and all of the

options that are available. Whether or not your insurance is the issue or not, you

should know everything. If you have to come out of pocket that choice should be

yours. Sometimes they look at you and think that for whatever reason, maybe you
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are not dressed properly or don’t have enough credentials behind your name, they

figure you can’t afford the services. I want to hear the whole story and what

options are available to me. I would like for everybody to do this, but I don’t
want options to not be presented to me because of the way I look, or the color of
my skin, or because my verbiage is wrong.

Access to services is critical in addressing the underlying factors contributing to
secondary infertility. A myriad of barriers existed for the participants and by extension
the African American community at large, these include lack of insurance, support, as
well as race affecting the participants’ access and use of these resources. It is important
that these barriers are removed so they too can have input in designing their families. If
barriers to use services continue to be a deterrent, then poor health outcomes will
continue for this population. Health professional must make referrals to appropriate
services and let the participants decide if it is viable for them.

Recommended Fertility Treatment Services

The experience of secondary infertility was traumatic for the study participants.
This group is already disenfranchised in their access to services. Even those who used
services, fertility treatments for some was traumatic. Some of the participants stated they
were not offered fertility treatment services, while others actively sought treatment. Janel
acknowledged that she did not seek fertility treatment. When asked to clarify, she stated,
“I know about the services, every woman ask their gynecologist certain questions or need

to know certain options, but I have not done any more beyond research.”
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India too stated that she did not receive any referrals from her gynecologist, and
she did not use any fertility treatment. India also stated, “I am just doing research right
now because I have not fully accepted that I am unable to have other children.”

Marian stated that, “I got pregnant in the time frame given by my doctor so I did
not use any fertility treatments.”

The contentment in having one child that was born healthy and without health
concerns was enough for some families. Edith stated,

I never did go to see a specialist for that reason because as I stated, I did not have

an idea of saying oh I want two or three children. So I let it go. I did not dwell on

it. We really did not discuss it with anyone. It was not something that we
necessarily felt that we needed. If happened, it did; if didn’t happen, then ok.

Jane acknowledged that she had been to fertility treatment in both Maryland and
New Jersey, but she had actively sought out those services on her own due to her desire
to have additional children and save her marriage. She too highlighted the fact that she
was never referred to any fertility treatment specialists and had to do her own research to
find the ones she used.

Karissa acknowledged that she had actively sought treatment on her own. She did
not have any referral from her doctors. She felt the process was one that initially made
her feel invisible. Karissa explained that the advice she had been given from her primary
care physician and OB/GYN about trying to conceive was that “they both advised me to
relax that it would happen since I had not experienced any challenges in having my first

child. I was not sent for testing.”
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Andell stated that, “I used fertility services to determine why I was unable to
conceive after the miscarriages.” She only did so many years later after the doctors
suggested that her and her husband get tested. She sought fertility treatment both in
Florida and in Jamaica, but as previously stated her husband was resistant to getting
tested. She reported, “My experience in Jamaica with the fertility specialist was positive,
better than my experience with the fertility specialist in Florida.”

Samantha’s desire to have children fueled her desire to seek out services that
enabled her to have her children. Samantha sees her children as the joy of her life and
credits her ability to research the subject matter with giving her the children that she so
desired. Samantha stated that in her experience, it was her own research that prompted
her to see a specialist who then made the recommended referral. She argued, “Black
women need to be advocates for their own health and change the stigma that surrounds
withholding of health information that can be beneficial to their wellbeing.” She further
highlighted how she was first referred to a specialist. She recounted,

I had recommended services. I started talking with my OB/GYN and they

recommended me to a specialist. That was when I was checking out my prolactin

levels. I would do my own reading and when I brought it to the attention of my

OB/GYN and he recommended a fertility doctor to me. I find that black women

don’t want to share things like those. I find that other ethnic groups are more

open to sharing information. I don’t know if it is cultural or if it is a thing of
shame. I guess it has changed over the years because we realize it did not make

sense for us not to share information.
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Lori also sought the help of a fertility specialist, which she found through
recommendations from friends. She stated,

There was a time right after our son; we tried to figure out what was the problem,

why I could not conceive again, and why certain things couldn’t happen. They

recommended IVF; we went and got all the information. We saw the doctor and
the doctor wanted to do an operation. On the day that it was scheduled, my
husband and I, we talked about it and decided not to go that route, and couple of
months after that [ conceived my daughter.

Access to services includes a concerted effort, shared information and support on
the part of the providers. If the participants are not being referred for services, they are
more than likely to have their health concerns dismissed or face implicit biases in the
ways health professionals respond to their needs. Of all the study participants, only two
could openly acknowledge that they were referred for services. This raises concerns
about what other health factors affecting the lived experienced of the study participants
and by extension other African American women are occurring because health concerns
are being dismissed by health professionals. The lack of continuum of care in meeting
the fertility needs of African American women was evident, but this also shed a spotlight
on whether these services were culturally competent in the first place. In the next
section, the participants shared in their own words their experience with culturally

competent services.
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Culturally Competent Service given by Providers

The study participants continued to use the medical services with the hopes that
they would eventually find physicians who were culturally competent to meet their
medical needs. During their journey in dealing with secondary infertility, many
participants had mixed experiences with service providers. For instance, Lori used the
physicians both in the USA and abroad. She highlighted the fact that her experience with
providers in other countries was better. She said this of her experience abroad,

I believe my experience was a positive one that was in the early 2000s, so they

had a lot of studies and a bunch of stuff about my condition and they provided me

with information. Everybody was very nice, oh again my experience was done
when we were not in the states; we were overseas when I was stationed in Japan.

My IVF experience was seeing a special doctor in another country. It was easy to

access the services if you have money. At the time we were military so whatever

I needed, I was able to access care.

Similarly, Jane recounted her experiences with fertility treatment in both
Maryland and New Jersey. She reported a more favorable experience with the doctors in
Maryland. Jane explained,

I like my services. Iliked when you are there, but I did not like that you keep

making calls after calls, because they can’t respond to you right away. They

explained to me that they just have so much to do. The appointment times were
so long. I like that I did not have go elsewhere, everything was done right there.

When I was in New Jersey, I would have to go to a different hospital. The staff in
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Maryland gave me so much time, I could talk, and I felt comfortable. They

listened. I liked that they listened, and it showed me that they were doing this for

a long time.

Samantha recalled her experience using the health facilities in Florida. She stated,
“The staff was good; they were very nice, very supportive. They started with testing
temperature and taught me how to monitor my ovulation.” She was pleased with the
services she experienced and would recommend them to others at that time. Since it was
a while ago, she could no longer speak for the quality of services and their ability to be
culturally competent in service delivery now.

India did not use fertility treatment services, however, she reported that she wants
to learn more about secondary infertility, but should she use the fertility services, the
extent of cultural competence would include not labeling her and gently walking her
through the process. She said,

As of now, I am doing my research on services available for secondary infertility.

My intention is to continue seeing my doctor, so that he can explain more to me.

I don’t want to be dwelling on the subject because it hurts. I don’t know of any

service providers in the area. I wouldn’t want to be labeled as the person who

can’t have any more kids, but that the doctor will gently explain to me that there
might be a possibility, even though there is not one right now. Just be genuine
and not forcibly tell me that it is the end of the road for me.

Not everyone had positive experiences using the health care delivery system.

Some found the providers treated them more as paycheck instead of a person. Karissa
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recalled her unfortunate experience during her first round of fertility treatment. She later
sought a more appropriate provider for her second round of fertility treatment. She said:

The first location I visited did not make me feel valued. I felt as if I were just

another number. The receptionist was cold when I asked her questions and even

in discussing the cost of the service, she was adamant that I pay upfront right now
before moving any further in the process. She also assumed that I did not have
insurance because she asked me did I have insurance. For the other patients she
asked them for their ID and insurance card. I left there feeling devalued and
annoyed. I never went back. The second location made me feel more welcome.

The physical structure was inviting, the receptionist was patient and the financial

coordinator was very respectful. Talking to the doctor placed me at ease.

Simone too, recounted her experience as one that was unpleasant, and she wished
she was more informed and sought the opinion of other health care professionals. She
said this of her experience,

No, no, I never felt comfortable and I did not know enough going in. Now that

we have access to information via the internet, you can google everything. Idid

not know what to say from what not to say. Ijust knew I wanted to be checked

and when it was his turn, he wanted to be checked. I think people sense what you
know from what you don’t know. I did not have the information, and I did not
want to ask because I was at the mercy of the health professional. It was
uncomfortable, it wasn’t a happy time. If I had to do that all over again, I would

have asked so many questions and would have had more than just one opinion.
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Andell recounted her experiences with the hospital, the local clinic, and her own
gynecologist. She started by discussing her first miscarriage and how she felt that their
negligence and lack of cultural awareness created far reaching health consequences for
her even today. In her own words, she emphatically explained how she felt she was
mistreated,

No way, no way, not at all, no way. Even when I went to the hospital I was

neglected. First of all, I don’t know the procedure at the hospital, but when I went

there they brought me straight into the delivery room, it wasn’t time for me to

have the baby. I thought they were taking me to the emergency side so that I

could see a doctor. I did not get to see a doctor until hours! hours! This is the

part I do not like getting into because it brings back too much sad memories.

When I went to the doctor during my second pregnancy, I was not aware that |

was pregnant; they did all the check up and the urine test. Itold them I was trying

to get pregnant. And nothing! I don’t know if it was their mistake or what
happened. When I was leaving, I remember I got to the car, opened the car door
and got into the car. Then one of the girls ran out of the office and called me,
saying “Andell come, come.” I asked what happened, because she scared me.

The girl said, “Come, the doctor wants to speak to you.” I went back inside and

that was the time, the doctor told me that I was pregnant. I said to myself oh my

God. Now I become over protective, I became scared to drive home. I went back

to work.
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Andell’s story does not end there, as she assumed it was a simple mistake with the
doctors who initially cared for her. She detailed more descriptively her experiences with
medical staff at the hospital and highlighted the plight she faced as a woman dependent
on a system that did not see her worth. Andell’s retelling of her story was raw with
emotion of sadness, anger and disbelief. She recalled,

Then one day I started having serious pains and in the night my husband took me

to the hospital. I was in so much pain and they totally ignore me, totally ignore

me. [ started spotting and eventually I went in and they gave me IV fluids. They

did an ultra sound, where they said, “the baby was active, you are pregnant,

everything is alright, the baby is ok.” I asked why am I hemorrhaging? I was still

feeling pain and every now and again I am still spotting and heavily too. One
doctor said maybe it was a twin and you lost one. They sent me home and placed
me on bedrest. A few days later I was lying on the bed and my water broke,
because it wasn’t blood and I was rushed to the hospital, these three ladies put me
on a bed and that was it. They put a catheter in and when she returned, she placed

me in a wheel chair because she was taking me down to ultrasound. I said to her, I

feel like it was sticking me, I don’t think it is in properly. I said to her no, I can’t

stand it. After they finished the ultrasound, they told me everything was ok, and
they put me back in the room and the nurse came. I don’t think she deflated that
thing properly because she pulled the catheter so hard I am telling you until this
day I have problems with my bladder, because of how hard she pulled that

catheter out. I was there in pain, pain, pain, and next thing I knew the nurse
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rushed into the room. I was no longer feeling a lot of pain because the baby was
coming. They kept yelling “you’re gonna have the baby now, you’re gonna have
the baby now. Sign this, sign that.” Until this day, I do not know what I signed.
Before that they never came over and checked on me and I was there crying for
help. They pushed me into the labor room and she left me all alone, all alone.
My husband came, he was there with me, I said honey “please go and call them
the baby is coming out.” He went, and he called them and when the nurse came,
it appeared that the baby was stuck, and she was dragging the baby so much, I
was pushing, and the baby was not moving. She was being very rough, very
rough, very rough, very rough, until the baby eventually came out. After that I
was unable to pass the after birth on my own. She told me I had to wait for the
doctor to come and I was there waiting, and waiting. I waited, I waited, I waited,
I waited, I waited for hours when the doctor showed up, he told me he was not on
duty and the doctor that was on duty was unable to come, so they called him, and
he had to show up. I think they did not tell him the situation that I was in. I don’t
know. He spoke to me about it and let me know what went on and what was
going to happen. He is talking, and I don’t know what he is talking about. All I
am saying is help, help, help me, just help me, please help me. He said ok, [ am
going to put on a gown and he went and came back. He said if [ don’t get it out I
am going to have to take you to the operating room and they will have to do a
cesarean cut and take it out. I am there praying to God, help me to pass it, help

me to pass it. I already have the baby, I don’t want to be cut again. I was able to
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pass it and they didn’t even give me anything, it was long after the nurse said to

the doctor let’s give her some antibiotic. I think they gave me some antibiotic. I

don’t remember, once I knew I lost the baby, I blocked out everything. The

treatment I received at the hospital was zero.

Andell harbored regret about not using other medical facilities to meet her
medical needs. The lack of awareness, and not being able to find competent providers to
care for her health, placed her at significant risk. Andell’s experience, although an
exception for the participants, is not an exception for many African American women. It
is with this understanding that she has decided that she will no longer use medical
providers in the United States. She has resorted to seeking medical treatment in her
parents’ native country of Jamaica. Andell explained:

Until this day you will never get me to go back to that hospital. When I am

passing by that hospital my body just tenses up. I have not been back on the

compound. When I hear that someone is in that hospital, I said no not me; [ am

not going over there. I have never, ever been back on those grounds. Even now I

have never been back to a gynecologist in the U.S. If I need to have anything

done, I go to Jamaica. I do my Pap smear and mammogram there. I am very
comfortable with my doctor and he makes me feel very comfortable.
Summary

This section of the study explored the various themes that were identified in the

interviews conducted with 10 African American women on their lived experiences of

secondary infertility. Four themes emerged from these interviews, as well as many sub-
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themes. The four major themes highlighted in the interviews included: (a) defining
family and adjusting to the change in definition of a family, (b) experiences with
secondary infertility, (c) psychosocial stressors and supports from friends and family, and
(d) treatment and intervention.

The accounts from the study participants showed the commonality as well as
differences in their experiences of secondary infertility. The participants experience
strong emotions pertaining to their losses as well not being able to accomplish the role of
being a mother for the first time or having additional children. Many of the participants
face the challenge of sharing information with their birth children about how secondary
infertility has affected their ability to have siblings. Additionally, many participants
found that they could not connect with other women who had children because of the
lack of understanding. Moreover their stories showed the barriers when seeking health
care, the lack of knowledge regarding secondary infertility and the inability to access
mental health service to stave off the feelings of hurt and loss.

The subsequent Chapter addressed the analysis and interpretations within the
context of the effects of secondary infertility on African American women. It discussed
the importance of participating in research centered on improving access to health care
delivery services aimed at improving health outcomes for African American women.
Additionally it highlighted recommendations for different studies centered on increased

responsiveness to the health care needs of African American women.
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Chapter 5: Discussion, Conclusions, and Recommendations
Introduction

The purpose of this study was (a) to describe the lived experiences of African
American women diagnosed with secondary infertility, (b) to give insight into the
subjective understanding and experiences of these women, and (c) to identify any unmet
clinical needs for this population. The nature of this study allowed for the identification
of the epidemiological, clinical, and psychosocial effects of secondary infertility among
the participants, their relationships with their social networks, their differing and unique
experiences.

To understand these experiences, I interviewed 10 African American women
using a semi-structured questionnaire developed through pilot testing. The questions
were designed to capture the lived experiences of African American women with
secondary infertility. The lived experiences shared by the participants contribute to the
body of research on the health and health outcomes for African American women. |
audiotaped, transcribed, and entered the interviews into NVivo, allowing for themes and
subthemes to emerge. Four themes emerged from the data analysis, and I further divided
each theme into the subthemes I presented in Chapter 4. In Chapter 5, I discuss the
relevant literature pertaining to my interpretation of the findings, identify limitations of
the study, offer recommendations, note implications, and draw conclusions.

Interpretation of the Findings
The findings of the study highlighted the need for increased awareness and

understanding of the challenges surrounding secondary infertility for African American
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women. The data analysis highlighted six major factors for African American women
with secondary infertility. These factors were: (a) social support played a role in the
participants’ response to secondary infertility; (b) infertility continues to be viewed as a
woman’s issue; (¢) participants experienced a lack of exuberance surrounding pregnancy;
(d) the participants experienced feelings of inadequacy; (e) there was a low use of mental
health services; and (f) participants encountered a lack of culturally competent services.
These factors are important in the interpretation of the lived experiences of African
American women with secondary infertility.

My findings aligned with those of Beckes and Coan (2011) and Berkman and
Glass (2000) who argued that social supports served as buffers from life’s normative and
non-normative events and provided access to resources that would otherwise be
unattainable. Social support for African Americans is a buffer for many health concerns.
Some of the participants in the study did not access their social support because of fear of
showing vulnerability during a time when most women should be excited about
becoming pregnant and raising their children. The experience of secondary infertility
magnified the sense of damage to their ideal sense of womanhood. Therefore, the
participants chose to remain silent about their experiences instead of seeking supports.

The level of interconnectedness and interdependence that is unique to African
American population eluded some of the participants because of the nature of the health
challenge they experienced; as a result, they isolated themselves from their supports (see

Costello, 1982). Sharing their experiences with social networks was more challenging
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for some participants because other members of those networks had accomplished the
goal of having more than one child or children that were still alive.

Social networks meet a variety of individual needs through group identity, adding
value and a sense of worth to those participating in these networks (Beckes & Coan,
2011). Some participants could not access the group identity, added value, and self-
worth that social networks provide because of the constant reminder that they had failed
to achieve the ideal role of being a mother of more than one child or to a child that is still
alive. The participants who benefited from social support nonetheless had to make a
concerted effort to recognize toxic social networks, extricate themselves from those toxic
relationships, and maintain the social networks that offered emotional, instrumental, and
informational support and appraisal (see House, 1981). The benefits of participating in
social networks can only be attained when individuals access those social networks.

Infertility continues to be viewed as a woman’s issue in society. The culture,
structure, and development of fertility programs reinforce the burden of dealing with
secondary infertility as a woman’s issue. Some participants had internalized the idea that
the challenge of conceiving stemmed solely from their bodies. According to the
participants’ accounts, it was by chance that some of their partners learned of their role in
contributing to secondary infertility. It was only then that some of their spouses’ began
participation in fertility treatment. However, while the participants were willing to
continue treatment, their spouses were not always willing to engage or continue with the
process. Mundigo (1998) stated that men’s participation in reproductive health involved

their willingness to see themselves as both partners in the process with their spouses and
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clients in need of reproductive services. Singh, Bloom, and Tusi (1998) attributed the
low participation to lack of knowledge, perceived shame, and embarrassment; as a result,
there is an inclination to not seek medical treatment. The lack of awareness,
misinformation, religious beliefs, and traditional roles placed the burden on women to
seek care in effort to conceive. Knowledge of the reproductive systems and changes to
how males are socialized in society may improve the attitudes of some men to actively
engage in fertility treatment.

My data analysis showed that the participants’ desire to have additional children
was wrought with anxiety and fear. The exuberance surrounding pregnancy was lost
when pregnancy was finally achieved for some participants. Some couples were
reluctant to share the news of conception with extended family and friends because of
fear of losing the unborn child. The expressed fear of losing the unborn child or having
lost a child prevented some participants from seeing themselves as parents. Those
participants easily discounted the idea of being a mother because their child had not lived
after being born. Some required constant reminders that their ability to parent is
independent of having children. Some participants focused intently on a successful
delivery to the point where they became ill. Many attributed this to previous
miscarriages, but they had not realized that focusing solely on a successful pregnancy and
delivery placed both themselves and their unborn child at risk, thus failing to fully
participate in the experience of being pregnant and preparing for the child’s arrival.

Inherent to the pain, suffering and shame secondary infertility brought, was

society’s perception of the participants and how they were defined. Many of the
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participants saw themselves as less than, while others reported not feeling like a woman,
and many experienced loss of self-esteem and low self-efficacy. Ashing-Giwa et al.
(2004) stated that women experience a sense of damaged womanhood, flawed femininity,
loss of the concepts of family roles, and loss of women’s roles when they are unable to
have additional children especially if the first child did not live. The participants had
expectations to have additional children, who in turn would care for them as they aged.
These children would also carry on the family traditions and practices, but secondary
infertility has thwarted this ideal. This loss according to Batool and de Visser (2016)
creates a crisis of failing to meet expectations which is described vividly in the
participants’ accounts.

In addition, the shared experiences of connecting with other women is impeded
by secondary infertility, as women with children do not understand the sense of hurt or
loss secondary infertility brings for those women who did not experience live births and
could not have additional children (Andrews, 2010; Mogobe, 2005; Obeidat et al., 2014).
The sense of loss is magnified for the participants when they see other parents engaging
with their own children or they are asked about the number of children they have. To
mitigate the pain, participants who successfully had one child focused on the successes of
that child. Other participants increased the level of affection displayed to their child if
their child was too young to achieve any major successes. Participants who did not
successfully have any children focused their energy on children in their extended family.
Lee et al. (2009) and Mogobe (2005) stated that a chance for inner transformation and

spiritual growth occurs in the lives of individuals as they endeavor to add meaning to
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their lives when they experience secondary infertility regardless of having a previously
successfully live birth or an unsuccessful one. Some participants endeavored to add
meaning to their lives through adoption, pursuing missionary endeavors or career
advancement, as their chance for inner transformation and spiritual growth.

Perceived stigmas had implications for mental health and wellbeing for many of
the participants. The participant did not discuss their emotional and personal feelings
surrounding secondary infertility with mental health professionals because of the stigma
associated with use of these services. Cultural beliefs also served as a deterrent,
impeding the participants in actively seeking out services and participating in mental
health services when offered. Alvidrez (1999) pointed out that the perception that mental
health services serve only the mentally ill prevents many African American women from
seeking counseling services to address their multiple losses. Religious beliefs for some
participants affected their decision to seek counseling services. Landrine and Klonoff
(1994) discussed that many subscribe to the idea that mental illness has supernatural
causes. Therefore, the participants spoke about having faith which served as a stronger
buffer against the unintended psychological consequences of secondary infertility. Some
of the participants seemed to accept their diagnosis of secondary infertility, as well as the
pain and suffering that accompany the loss of having additional children, as normal or a
part of God’s plan.

According to Wolf et al. (1990), women who had conceived were not motivated
to participate in fertility treatment. But this is in direct contrast with the participants’

reports. Although many participants confirmed that they did not seek a second medical
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opinion or question their diagnosis, this was not because of lack of motivation or lack of
health insurance, but due to an inability to navigate additional services, medical bias, and
a lack of confidence in the subsequent medical advice (see Armstrong & Plowden, 2012;
Chandra et al., 2014; Gamble, 1997; Misser et al., 2011). Seeking additional medical
advice could possibly lessen the effects of the diagnosis for those participants who did
not use these services (see Batool & de Visser, 2016).

The perception that doctors are experts and should know what is best was
dethroned in the responses given by the participants. Discerning that doctors do not
know their bodies, nor do they care about black women’s bodies, was a sobering
awareness for some participants. Burgress et al. (2007) suggested that stereotype
suppression has unintended consequences for minority populations. Many participants
also experienced stereotype suppression leading to unintended consequences for the both
themselves, their unborn child, and in their ability to conceive a second time. The lack of
self-determination in one’s care was also highlighted as the participants perceived that
they were in less control over medical care, or the medical decisions that were made.
They felt like participant observers in their own medical care because medical terms were
not explained in everyday language and alternative treatment options were not offered.
This confirmed the research put forth by Agency for Health Care Research and Quality
(2012) and Ashing-Giwa et al. (2004) stating that African American women are more
likely to report that their doctors do not listen to their concerns.

The historical mistrust of doctors also contributed to their hesitancy to seek

additional care (Gamble, 1997). Doctors were perceived as not caring or not listening to
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the concerns being expressed because of the participants’ phenotypic expression (Agency
for Health Care Research and Quality, 2012). One participant aptly addressed this issue
when she stated that she did not want to be judged because of her skin color, having poor
diction, or how she was dressed. The findings confirmed that race and ethnicity played a
strong factor in the perception and treatment of the participants. The African American
culture has survived through a strong level of interconnectedness with family members
and friends and dealing with racism and secondary infertility compelled some
participants once again to draw on that level of interconnectedness.

Access to culturally diverse and culturally competent services was of great
concern to participants in this study. Brach and Fraserirector (2000) argued that by
having diverse staff, providing appropriate linguistic supports, and having strong
knowledge of community resources that do not fit the main stream medical model, all
serve to bolster the delivery of culturally appropriate and culturally competent services.
The health care delivery community did not respond to the needs of some of the
participants in a culturally sensitive way. According to Burgess et al. (2007) more
positive interactions with individuals of different ethnicities in different clinical settings
can help to reduce bias in treatment received. Cultural competence in health care
delivery was found to be more favorable in other countries. Receiving first class health
care services in other country was poignant for some participants, because the services
were more inclusive of shared cultural beliefs and improved communication. A
welcoming environment and family supports were encouraged at these doctor’s visits

thus promoting culturally appropriate or culturally competent services.
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Limitations of the Study

There were three limitations of the study. These included the development of the
semi-structured interview questions, the sample size and sample selection, and the
method of data collection. The first limitation of the study was the use of semi-structured
interview questions. The semi-structured interview questions were newly developed and
the questions were formatted to garner the lived experiences of African American women
with secondary infertility. The semi-structured interview questions were pilot tested with
women of similar race and ethnicity as the study participants. Therefore, the semi-
structured interview questions may not be conducive to explore the experience of women
of a different race and ethnicity, as their experiences do not mirror those of African
American women.

The second limitation of the study was sample size and sample selection. The
study sample consisted of 10 African American women. Qualitative research study
design allows for small sample sizes (Creswell, 2009); however, these 10 participants
may not represent all African American women experiencing secondary infertility. The
study participants were recruited through a snowball sample, mostly from others, who
saw, read or heard about the advertisement. Therefore, assessing the level of willingness
initially to share their stories of their experiences with secondary infertility is a limitation
of the study. Moreover, most of the study participants resided in urban areas or had
previously used health care services in urban areas, where there is a greater level of

access to health care services. It was difficult to determine if African American women
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in rural areas would have had similar or dissimilar experiences with service providers or
seeking treatment.

The final limitation of the study was the method of interviewing. This may have
affected the amount of information shared by the participants. The majority of the
interviews were conducted via the telephone. It was difficult to determine whether the
participants were more forthcoming because the interviews were done over the phone or
if a face-to-face interview would have garnered more information from all of the study
participants. Additionally, the interviews were conducted over the phone; therefore, the
research did not capture two components. These include the nonverbal cues that the
participants gave as they told their stories and all the emotional reactions of the study
participants as they shared their experiences. While these two components could not be
captured because the interviews were conducted over the phone, the absence of the
information does not negate the accounts given by the study participants because their
stories painted a vivid picture of their experiences.

Recommendations

There are several recommendations for future research on secondary infertility in
the population of African American women. Mundigo (1998) stated men’s participation
in reproductive health involved their willingness to see themselves as partners in the
process with their spouses as well as clients in need of reproductive services. Therefore,
this recommendation involves using education and media advertising in challenging and
changing the traditional views of what constitutes a man or a woman’s roles in

participating in fertility treatment. The traditional gender roles are learned early in life
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from interactions with various individuals and institutions. These roles can be changed
by holding rotating lunch and learn sessions at various organizations to discuss the
treatment options for infertility. Local fertility experts can work with local organizations
and provide these sessions free of charge, and in turn increase knowledge and reduce
stigma. Moreover, local fertility experts can create public service announcements or use
different marketing techniques to get the message out to the public. These messages
must depict individuals who are representative of all ethnic groups in order to increase
awareness and promote education. Therefore, with education and the use of media
advertising, the stigma associated with seeking and participating in fertility treatments
can be descreased.

Across the spectrum of health, health outcomes, health care access, and health
care delivery, African American women fair far worse than women of other ethnicities,
even when socioeconomic status is controlled (Goza, Stockwell, & Balistreri, 2007;
Navarro, 1990). The lived experiences of secondary infertility fell into the spectrum of
poor health outcomes for African American women. Their experiences and their stories
have not been told nor have they been heard by the research community; therefore, they
are largely absent from the research. As result of the findings in this study it is
recommended that subsequent qualitative studies explore African American women’s
understanding of the health care delivery system and effective ways to navigate the
system in order to gain access to the appropriate care to meet their health care needs.
These studies need to include African American women in rural areas as well as urban

areas. A clearer understanding of these factors, independent of the already known
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medical bias, could explain why many African American women hesitated to seek
treatment despite wanting more children. This study should also focus on ways to
empower African American women to advocate for themselves by recognizing barriers to
accessing care, obtaining more than one medical opinion, and identifying supportive
services that promote advocacy efforts.

It is also recommended that educational curricula for physicians place strong
emphasis on rendering culturally competent care to African American women. This
stemmed from the African American women not feeling valued or listened to when
seeking medical care (Agency for Health Care Research and Quality, 2012). It reinforced
for the population that their bodies are not valued (Gamble, 1997). Changes in the
curricula should emphasize the need to treat African American women and women of
minority status with respect, dignity, and compassion when caring for their health care
needs. The curricula should also be centered on empowerment through active and
reflective listening as well as validating their concerns so African American women
know they have been heard. In addition, it must address ways to make timely and
appropriate referrals to maintain the continuum of care. Health care professional
neglected to make timely and appropriate referrals as evidenced by the participants’
accounts. Many of the participants were not referred to a specialist to obtain treatment
for secondary infertility and those who sought treatment were already in the health care
field and understood some of the clinical processes. This could improve and reduce the

deep distrust exists between the African American Community and medical
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professionals, stemming from the historical experiences of African Americans
(Humphrey, 1973).

It is also recommended that institutions responsible for training medical staff and
health care delivery systems to conduct an analysis of their newly trained as well as
seasoned physicians to ascertain their understanding and ability to render services to a
diverse population. Moreover, there is a need for physicians to change their attitudes in
how they treat African American women. Assessment of physicians’ understanding and
attitudes towards African American women with secondary infertility could improve
outcomes.

Partnership between the mental health community and the religious community to
address the mental health needs of African American women and the African American
community at large is recommended. The use of mental health services to address
underlying mental health concerns is important to reduce stigma (Ward, Clark, &
Heidrich, 2009; Ward, Wiltshire, Detry, & Brown, 2013). To address the mental health
needs in the community, the religious community must actively work with mental health
providers to hand out information about services while maintaining the religious
principles and values that are important to African American women and the larger
community. A high level of visibility is needed between these entities for the community
to buy in to the benefits of using those services. The erroneous belief that mental health
has supernatural factors inadvertently dissuades the African American community from
benefitting from these services (Landrine & Klonoff, 1994). Changing this belief can be

achieved by inviting mental health providers to church functions, highlighting the
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benefits from the pulpit, and highlighting mental health nuggets in the church bulletins.

Consecutively, mental health providers can provide education centered on
communication for the religious community to educate them on how to respond to
women who do not have children and break down the stereotypes that exist about
women who are unable to have any or additional children. This will challenge the sexist
attitudes, and poor communication patterns including, but not limited to hostile remarks,
and unwanted advice often used to chastise women who are unable to fulfill some “divine
plan” of having children.

Additionally, it is highly recommended that a comparative study be done on the
benefits of educating and emphasizing self-care in the African American community to
address physical health as well as psychological/emotional and social wellbeing.
Galhardo et al. (2013) and Neff (2008) highlighted that self-care is crucial to helping
individuals deal with psychological stressors. Mental health services must be geared
towards teaching self-compassion (Copeland & Snyder, 2011; Ward, Clark, & Heidrich,
2009). Self-care in the form of actively using mental health services and alternative
therapies such as reflexology, massage therapy and other therapies to deal with the
emotions associated with secondary infertility are needed. Many of participants had
multiple miscarriages, intra-uterine fetal death, and intrapartum death, but did not
actively seek services because they felt they could handle it on their own. The desire for
African American women to remain strong in the face of trauma is deeply rooted in

historical experiences of slavery, racism and prejudice, but it continues to negatively
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affect their health and wellbeing long term and may very well have implications for the
genetic information passed on to their children.

Andrews (2010) reported that some women do not feel connected to the
motherhood experiences or they were not viewed by their contemporaries as mothers.
Some participants who experience primary infertility and later dealt with secondary
infertility found it difficult to discuss their sense of loss with other women who
experienced only secondary infertility or those who had no experiences with infertility. It
is recommended that a comparative analysis on increased awareness, the differences and
psychosocial needs as well as the medical needs for women who suffer from primary
infertility, as well as secondary infertility or fecundity. In addition, the study should
explore attitudes and beliefs towards women in the aforementioned groups in an effort to
improve tolerance among women across groups.

Implications

Social change implications of this research are addressed at three levels. These
levels include the individual, community and society by providing new insights into the
lived experiences of African American women with secondary infertility. These
implications are discussed below:

Individual

The experiences of secondary infertility were unique and diverse for each
participant. Their shared experience is important for social change because it moves that
experiences from the realm of nonexistence to the forefront of research. The results of

the study also reinforce that secondary infertility is not an isolated experience, although it
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can be isolating. The documented experiences normalize and validate the physical and
psychosocial stressors that are associated with secondary infertility. It also served as
impetus for individuals to advocate for themselves to ensure that quality medical services
are rendered. The study also promoted the need for interventions to be tailored to the
individual instead of to a group, because individual differences exist within and across
homogenous groups.
Community Level

The social change implications for this research pertained to the services rendered
by professionals across the spectrum of the health care delivery system. The African
American community has a long history of maleficence under the guise of research
(Gamble, 1997). Therefore, a high level of trust must be built between the African
American community and mental health providers. Promoting social change involves
educating the community and working with community leaders and gatekeepers to share
information about the benefits of participating in mental health services. Building this
relationship will require numerous interactions with community leaders and gatekeepers
before the information will be shared with the community at large. It is important for
mental health services to be transparent at all times in their interactions with the African
American community to reduce the high level of distrust. Trust can be easily eroded if
the community perceives duplicity.

Health care professionals’ proficiency in coordination of services is also
important to promoting the health of individuals, which in turn impacts the health of this

population. There is a need for increased awareness among health care professionals to
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be knowledgeable of supportive services that are culturally sensitive and culturally
competent in the community. This can be achieved through culturally sensitive
communication. Health professionals must recognize that communication is a process of
awareness, where reflective listening, validating concerns, and providing opportunity for
additional questions to be asked; only then can health professionals increase
understanding and tuned in to the needs of those seeking services. Moreover, the use of
Health care literature as a means of communication must be linguistically and culturally
appealing. Individuals must see themselves in the health care literature in order to accept
the information presented.

The health care delivery infrastructure must also be in place to meet the existing
needs. The availability of appropriate fertility services, the distance of these facilities and
the number of competent providers who can provide correct medical diagnosis
contributing to successful outcomes. Treatment and disease prevention is an important
factor in promoting social change, therefore, resources must be allocated for recruiting
health care professionals and building the infrastructure consisting of health centers, and
other facilities that are local and community centered to promote the continuum of care
for those seeking fertility treatments.

Societal

Societal and policy related social change implications of this study include
engaging in challenging conversations and discussion about policies that continue to
support and promote health disparities in minority communities. Policy changes are

needed to create supportive laws that promote receptive environments for the
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development of innovative health services to meet fertility needs of women, reducing the
invasiveness of the procedures, and promoting the use of fertility treatment services by
men. Policy changes at the federal level and state level are needed to encourage
insurance companies to provide comprehensive services to participants in need of fertility
treatments. The federal mandates and state laws must be similar so that insurance
companies cannot use loop holes to increase cost for services or provide less
comprehensive fertility treatment across state lines. Insurance mandates and the
excessive cost for fertility treatments needs to be re-evaluated as well as finding creative
ways to allocate funds for research and innovative technologies to reduce the lack of
access to infertility treatments.
Conclusion

This study focused on the lived experience of African American women with
secondary infertility. The lived experiences of secondary infertility fell into the spectrum
of poor health outcomes for African American women. Their experiences have not been
documented, therefore they are largely absent from the research. The nature of the study
allowed for the identification of the epidemiological, clinical, and psychosocial effect of
secondary infertility in African American women and their relationships with their social
networks. The themes that emerged from the research highlighted the need for further
exploration of the health and mental health needs of the African American women and
their community at large.

Moreover, there is a need for increased awareness and understanding of the

challenges surrounding secondary infertility for African American women. Secondary
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infertility continues to be viewed as a woman’s issue. Some African American women
were confronted with the daily reality that they were unable to fulfill the role of being a
mother again because of secondary infertility. As a consequence of their experience, it
was difficult to bond with other women who had with children. Obtaining support was
challenging for the participants as many felt it was a private issue, and they dealt with the
pain on their own. Based on the accounts given, it is evident that the experience of
secondary infertility is sometimes isolating. The participants experienced feelings of
inadequacy, low use of mental health services, and the lack of culturally competent
services when accessing and using health care services. Even so, the sharing of and
validating of experiences can serve as an impetus to increase advocacy skills for other
African American women - ensuring that they are securing the medical help needed.

To accomplish this goal, health care professionals’ proficiency in coordination of
services can alleviate some of the anxiety for those needing medical help to address
secondary infertility. Culturally competent and culturally sensitive services are needed to
meet the diverse needs of the population who experience secondary infertility. It is
important that the appropriate health care delivery infrastructure exists to meet the needs
of African American women who struggle with secondary infertility. Policy changes are
also needed at federal and state levels to promote proper access to the services that can

reduce the morbidity tied to secondary infertility.
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Appendix A: Recruitment Letter

Dear Sir/Madam:

My name is Claudelle Clarke. I am a doctoral student at Walden University completing a
degree in Health Sciences. | am requesting your help in posting flyers in your facilities to recruit
participants for my doctoral studies on Secondary infertility in African American women. I do not
intend to approach participants directly or recruit on site.

Secondary infertility impacts a significant number of women and prevents them from
having additional children. The research on African American women experiences with
secondary infertility is limited. As a result, the purpose of this study is to shed a light on the
experiences of African American women grappling with secondary infertility, to inform clinical
practice and add to the research topic.

I am looking to recruit African American women who:
® Are between ages 18-75.
e Have previously given birth regardless of the outcome e.g. still birth, live birth.
e Are currently diagnosed or presenting with secondary infertility.
I am not looking for women who:
¢ Do not have a uterus
¢ Choose not to have a second child
e Are actively taking birth control

Everyone who responds to the request to participate will not be included in the study.
Only participants who meet the specified inclusion criteria will be allowed to continue with the
study. Those who do not meet the inclusion criteria will be notified via phone that they did not
meet the inclusion criteria.

The study involves completing a questionnaire about general background and a
participant interview. The interview is expected to be one to two hours long. The identity of the
participants will not be revealed, and confidentiality is maintained throughout the course of the
study. Participation in the study is voluntary and participants will be incentivized with a ten dollar
($10) Chick-Fil-A gift card after completing the study. Enclosed is a recruitment flyer for you to
share or post in order to solicit participants.

If you would like to discuss this matter further, or have any questions or concerns about
this study, please feel free to contact Claudelle Clarke at ||| lo: at

Thank you for your assistance.
Yours Respectfully,
Claudelle Clarke
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Appendix B: Recruitment Flyer

My name is Claudelle Clarke. I am currently working on my Doctoral Study in Public
Health focusing on African American women struggling with secondary infertility.
Secondary infertility is defined as the inability to conceive or carry a pregnancy to term
following the birth of one or more children.

I am looking for African American women/Black Women who:
¢ Are between ages 18-75.
¢ Have previously given birth regardless of the outcome e.g. still birth, live birth
¢ Are currently diagnosed or presenting with secondary infertility

I am not looking for women who:
® Do not have a uterus
¢ Choose not to have a second child
¢ Are actively taking birth control

Everyone who responds to the request to participate will not be included in the study.
Only participants who meet the specified inclusion criteria will be allowed to continue
with the study. Those who do not meet the study criteria will be notified via phone that
they did not meet the inclusion criteria. Participants not residing locally will use email,
phone and/or skype to communicate with the researcher. For local participants, a private
meeting room at the ||| G s s 2sidc to meet with the
researcher. All participants will: a) complete a brief questionnaire on demographic
information, b) have an initial audio recorded interview to last one to two hours, c) allow
for a second interview, if the first interview did not gather all the information for the
study, d) receive a following up phone call to complete member checking. Member
checking is a process used by researchers to ensure that the information shared in the
study by participants is accurately documented. Participant information is kept strictly
confidential. An incentive of a ten ($10) dollar Chick-Fil-A gift card is designated for
participants who take part in the study.

If you are interested in participating in this study, and would like more information, or
know someone who might be interested, please contact: Claudelle Clarke,

I -
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Appendix C: Screening Questions

What is your gender at birth?  Female = Male

Have you maintained the same gender throughout your child bearing years?

__Yes _No

Are you of the African American?  Yes No

Are you between the ages of 18- 75?  Yes No

Are you currently pregnant? ~ Yes No

Have you been diagnosed with secondary infertility? ~ Yes _ No

How long have you had your diagnosis?

~_ _Hours @ Days = Weeks = Months  Years



Appendix D: Demographic Questionnaire
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Please complete the following Questionnaire. Your answers to the following questions

will be used for research purposes only and will be kept strictly confidential.

NAME:

PLACE OF BIRTH:

DATE OF BIRTH:

OCCUPATION:

1. Educational Level Completed:

[JElementary School
[IMiddle School
[1High School
[ITechnical School
[College
[1Graduate School

2. Age Range:

[118-24
[125-34
[135-44
[145-50
(151 and older

3. How do you identify yourself (mark all that apply)?

African American

Afro-Caribbean

African (State which African Country you are from
Afro-South American

White

Hispanic

American Indian or Alaskan Native

Native Hawaiian or another Pacific Islander Asian
Other

O O0O00d-0O-0O0OO0g.m



8.
9.

10. What is the household income currently? (Check appropriate range)

What is your marital status?

] Single (never married)
I Married

I Divorced

] Separated

[l Widowed

Number of children given birth to:
b. Outcome: Alive  Still birth

Ages of the children:
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Have you been diagnosed with secondary infertility?

When were you diagnosed?

Who diagnosed you?

[1$5,000 or less
[1$5,001 — 10,000
[1$10,001 — 20,000
11$20,001 — 30,000
1$30,001 — 40,000
11$40,001 — 50,000
1$50,001 — 60,000
11$60,001 — 70,000
£$70,001 — 100,000
[1More than $100,000
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Appendix E: African American Women Experiences with Secondary Infertility
Interview
Thank you for your willingness to participate in research focusing on the experiences of
African American women struggling with infertility. I am going to be asking you about
your experiences with secondary infertility and its effect on your life.

1. What does having children mean to you?

Your spouse?
Your family?

2. What does your vision of a family look like?
1. Probe: How has it changed?
3. What does secondary infertility mean to you?
4. Tell me about your experiences with secondary infertility?

1.  Probe: When were you first diagnosed? How did you feel
about having secondary infertility? How did it affect
you? How did it affect your Spouse? How did it affect
your children? How did affect your family members?

How did it affect your friends?

5. What kinds of psychosocial stress did you experience?
i.  Probe: psychosocial stressors such as depression, anxiety etc.?
ii.  How did you manage the psychosocial stressors?

6. How do you manage the challenge of secondary infertility?

7. What kinds of support where to you given by your spouse, family and

friends?



10.

11.

12.

13.

14.

15.

16.
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What information have you shared with your children about secondary infertility?
How do you address the questions from your child about having more siblings?
How as your diagnosis of secondary infertility affect your interaction with your
child? In what ways?

Do you know what services are involved in secondary infertility treatment?

i. Probe: Do you know of what services providers are in the
community to treat secondary infertility?

ii. Prompt: If you sought fertility treatment, what role/services did
they provide?
What was your experience with these services?
What were their thoughts about these services?
i. Probe: How were you treated by the staff? Were these services
sensitive to your needs? If so, in what ways? If not, in what ways?
ii. Prompt: How did you feel when using these services?
How easy was it to access services addressing the secondary infertility?
i. Probe: Distance to services? Access to treatment options?
What sort of supports do you get from the service providers?

i. Probe: Ask them to relate physical and psychosocial
support? Why they would go where they have stated? What sort of
concerns were they?

What can the infertility treatment services do that would help them to meet the

needs of other African American women?
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i. Probe: Take them through the needs that they have identified from

the above list and ask them to give suggestions that may help to
meet these needs?
17. Do you think that there is a need for infertility services to change to meet the
needs African American women?
i. Yes?
ii. No?
iii. Probe: If yes, what are the changes you feel needs to occur?
iv. Prompt: If yes, what would be the main features of the ‘new’
service?
18. Is there anything else you like others to know about your experience with

secondary infertility?
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