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ABSTRACT 

MICHAELENE RYAN RIBBECK 

THE LIVED EXPERIENCE OF FEMALES EIGHTEEN YEARS AND OLDER WITH 
CONGENITAL ADRENAL HYPERPLASIA WHO HA VE UNDERGONE 

FEMINIZING GENITOPLASTY 

MAY2009 

The purpose of this investigation was to examine the lived experiences of females 

18 years and older with congenital adrenal hyperplasia (CAH), who have undergone 

feminizing genitoplasty (FG). Feminizing genitoplasty can be clitorectomy, clitoral 

reduction, or vaginoplasty. The specific goal of this study was to gain insight into the 

experience of these women to assist healthcare providers understand the experiences of 

women with CAH who have undergone FG from the woman's perspective. 

A hermeneutic phenomenology design based on the philosophical underpinnings 

of Gadamer was utilized to obtain the experiences of these women through their stories. 

In depth interviews were structured with a grand tour question and probes to encourage 

the women to share their experience. Seven women 18 years or older with CAH who 

have undergone feminizing genitoplasty chose to participate in the investigation. Data 

obtained during the interviews were analyzed using Max van Manen's method of data 

analysis (1990). 

Six major themes emerged: (a) normalcy, (b) being different, (c) relationships, (d) 

decision making, (e) individual's level of interest in CAH/FG and (f) having children, 



Normalcy is conforming to a standard, of being regular and usual. All participants 

in the investigation wanted to be perceived as "normal" by their family, friends, and 

sexual partner. Individual's interest level revealed the participant's awareness of 

information relating to CAH and which FG procedure they have undergone. Included in 

this definition are the participant's memories of any hospitalizations, medications, 

surgical procedures, and post operative care they received. Decision-making is related to 

the process that occurred between the clinician and the family member who decided the 

participant would have feminizing genital surgery. The theme having children was 

derived from the probe, "Have you ever considered having children?" The majority of 

participants are interested in having children one day. The theme relationship is defined 

as a connection or association between people. In this investigation three types of 

relationships were explored, familial, friends, and sexual relationships which is inclusive 

of sexual behaviors occurring during the participants relationship with a sexual partner. 
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CHAPTER I 

INTRODUCTION 

Focus oflnquiry 

Most human beings do not question whether they are male or female. This 

knowledge is a fundamental tenet of an individual's perceived self. Gender identity has 

been defined as "the unified and persistent experience of oneself as male, female or 

ambivalent, particularly as experienced in self awareness" (Baker, 1980, p. 61). Gender is 

sexual identity in relation to society or culture. Gender role and sexual orientation are 

terms that are associated with gender identity. Although all three terms were once 

subsumed within the term gender role, each term has validated tools for measurement and 

is conceptually distinct (Zucker, 2005). 

Females who are born with congenital adrenal hyperplasia (CAH) have been 

studied to evaluate their gender identity, gender role behaviors, and sexual orientation. It 

was long believed that prenatal exposure to high levels of androgens was a determining 

factor in gender identity (Meyer-Bahlburg, et al. , 2004). Females have undergone 

feminizing genitoplasty (FG) (clitorectomy, clitoral reduction, and vaginoplasty) and in 

rare cases gender reassignment based on this assumption. In order to support the patients 

in their experience as humans it is necessary for nurses to understand the patients' 

experience of life with CAH by understanding females eighteen years and older who 

have undergone feminizing genitoplasty. 
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The term congenital adrenal hyperplasia (CAH) is one of a group of autosomal 

recessive disorders (where two copies of the gene must be present for the disorder to be 

expressed), which involves a deficiency of an enzyme needed in the synthesis of cortisol, 

aldosterone, or both. Children born with CAH may exhibit a variety of phenotypes 

relevant to the degree of cortisol deficiency and or the degree of aldosterone deficiency. 

The phenotype can vary from clinically inapparent disease to severe disease that results 

in virilization of the female genitalia. The child with CAH is generally placed into the 

following phenotypes, classic CAH, where virilization may or may not be present and the 

child is salt wasting or nonclassic CAH, where there is no disease expression until 

adolescence or adult hood (Bomalawski, 2005). 

The most common form of CAH is caused by deficiency of the 21-hydroxylase 

enzyme and accounts for greater than 90 percent of CAH cases. The incidence of CAH 

overall is 1: 16,000 in the general population. However in selected populations such as 

the Yupik Inuets of Alaska the incidence is approximately 1 :400 live births. The group of 

children with 21-hydroxylase deficiency is divided clinically into three phenotypes: salt 

wasting, simple virilization and nonclassic. The remaining 5-8 percent of CAH patients 

have an 11-beta-hydroxylase deficiency that predisposes them to an increased risk of 

hypertension and is more common in persons of Moroccan or Iranian-Jewish descent 

(Bomalawski, 2005). 

Feminizing genital surgery has been offered to patients with CAH for 

approximately 50 years. Prior to the invention of synthetic corticosteroids persons born 
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with CAH did not survive. There is controversy in the pediatric urology community as to 

the necessity and timing of these procedures. There were three procedures that females 

with CAH who are 18 years and older in this study had to have undergone as inclusion 

criteria into this study. These procedures were clitorectomy, clitoroplasty, and 

vaginoplasty. 

Clitorectomy is the amputation or removal of most of the clitoris including the 

glans, erectile tissue and nerves that are responsible for clitoral sensation this procedure 

was abandoned in 1980 due to loss of clitoral sensation. Clitoroplasty ,clitoral reduction, 

and clitoral recession were all performed in an attempt to reduce the size of the clitoris so 

the appearance would be similar to females who were not exposed to androgens and did 

not have enlargement of the clitoris. Clitoroplasty reduces the size of the clitoris by 

excising portions of the corporal bodies of the clitoris as does clitoral reduction (Chase, 

1996; Rangecroft, 2003). Vaginoplasty was developed in the 1980' s to provide the 

patient with the portion of the vagina that did not develop while in utero. This procedure 

allows the separation of the urethra and the vagina. The construction of the neovagina is 

challenging. Surgeons have used full thickness perinea} skin grafts and bowel mucosa in 

an attempt to produce an orifice that will allow the patient to have sexual intercourse and 

vaginal delivery (Creighton, 2001 ; Rink, 1998; Schnitzer, 2001). 

All of the above mentioned procedures have risks and benefits including: loss of 

sensation, loss of arousal, steno sis of the orifice and mucous leakage from bowel mucosa 

(Alizai, 1999; Lobe, 1987; Minto, Liao, Woodhouse, Ransley, & Creighton, 2003). 
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Problem of Study/Statement of Purpose 

Females who are born with Congenital Adrenal Hyperplasia (CAH) have been 

studied to evaluate their gender identity, gender role behaviors, and sexual orientation 

(Baker, 1980; Dessens, Slijper, & Drop, 2005; Zucker, 2005;). It was long believed that 

prenatal exposure to high levels of androgens was a determining factor in gender identity 

(Meyer-Bahlburg, et al., 2005). Research has shown that gender identity, genital 

appearance, gender role, and gender behaviors in relation to CAH females do not warrant 

expedited genital surgery to preserve gender identity in the majority of chromosomal 

females with CAH (Baker, 1980; Dessens, Slijper, & Drop, 2005; Zucker, 2005). 

Females have undergone reconstructive genital surgery and in rare cases gender 

reassignment based on this assumption. In addition, the child's parents or guardians prior 

to the patient reaching the age of consent often make treatment decisions. Most often, no 

decision-making input is obtained from the young child who must live with treatment 

decisions others made regarding a crucial aspect of her life. Little is known about the 

lived experience of women with CAH who have undergone feminizing genitoplasty. An 

extensive review of health-related literature reveals no qualitative studies addressing this 

issue. 

As this area is not well understood, a phenomenological design employing in 

depth long interviews with informants is appropriate to better understand the experience 

of this particular group of women. The aim of the study was to explore the lived 

experience of women with CAH from a hermeneutic perspective. From this perspective 
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the patient is the expert and the researcher is present to document and facilitate the 

reporting of the participant's experience. 

The focus of the nursing profession is the experience of patient's in health and 

illness throughout the lifespan. This hermeneutic study will provide nurses with the 

insight needed to assist the patient and their family with treatment decisions that are 

based on the knowledge of true experts, the patient' s who have CAH and have undergone 

the previously mentioned surgical procedures. In this way nursing will continue to fulfill 

its role as patient advocate. 

Rationale for the Study 

The majority of studies relating to females with CAH have been quantitative, 

taking the form of structured medical histories, focused physical examinations, validated 

questionnaires, and structured interviews. Presently there are three investigations that 

have evaluated long-term outcomes of (FG) in this population. 

Schober' s pilot study of 2001 , Mayer-Bahlburg et al. , in 2003, and Hoepffner, 

Rothe, and Bennek in 2006 all reveal the need to further study the effects of genital 

surgery in females with CAH. There is a significantly smaller body of knowledge on the 

long-term effects of genital surgery than exists on the influence of prenatal androgens and 

gender identity in females with CAH. While the reviewed studies provide excellent data 

for correlational studies and evaluation of surgical outcomes, they do not provide us with 

information about the experience of living as a female with CAH. The question of gender 

identity in females with CAH has been researched internationally, and researchers have 
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concluded the majority of this population has a female gender identity, is satisfied with 

female identity, and maintains this identity over their lifespan (Baker, 1980; Dessens, 

Slijper, & Drop, 2005; Zucker, 2005). This investigator agrees with this finding based on 

evidence presented in the literature and do not see a need to further study the declared 

gender identity of females with CAH. 

The gap in science that speaks to nursing is the absence of the patients ' 

experience as females with CAH who have undergone feminizing genitoplasty 

( clitorectomy, clitoral reduction, or vaginoplasty ). Without knowing the impact of 

treatment plans on the patients' experience of life with CAH, it is difficult to say this 

population of females has been cared for appropriately. Investigation of the total person 

and her or his experience of illness is the focus of nursing practice. Evaluation of 

intervention based on clinical evidence is a cornerstone of nursing that began with 

Florence Nightingale and continues thorough the work of nurse researchers and theorists 

today. 

Philosophical Underpinnings 

Hermeneutic phenomenology will provide the philosophical underpinnings for 

this study. This philosophy provides insight into otherwise concealed meanings in the 

phenomena of interest (Speziale & Carpenter, 2007). Within the lived experience of the 

phenomena lies a unity in meaning that reveals the essence of the phenomena under 

investigation (Rose, Beeby, & Parker, 1995). 
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The theoretical underpinning by Hans-George Gadamer provides foundational 

guidance for this investigation. One of the central tenets that run through Gadamer ' s 

philosophical hermeneutics is the emphasis on life. Life for Gadamer is where the circle 

of hermeneutics begins. His analysis of the history and development of hermeneutics 

carries undertones of aversion of hermeneutics solely as theory or methodology 

(Gadamer, 1989). His vision of hermeneutics is a practical means of interpreting of our 

life experiences and how they influence the beings we become through our experiences 

over time (Gadamer, 1989). Thus, Gadamer believed that the understanding and 

interpretation of our experiences must be viewed in a historicocultural context as that is 

how people live their lives (Gadamer, 2003). Additionally, individual cases cannot 

confirm a law that can be used to predict or control. Rather, the purpose of research is 

"to understand a phenomenon in its unique and historical consciousness" (Gadamer, 

1989, p. 301). 

The above philosophical tenets form a solid foundation for this hermeneutic 

investigation. This theoretical framework provides insight into otherwise concealed 

meanings in the phenomena of interest (Speziale & Carpenter, 2007). This study 

investigated the experiences of women with CAH who have undergone feminizing 

genitoplasty. This research will try to incorporate and interpret women' s descriptions 

while attending to the historical context in which these experiences occurred. 

For Gadamer the individual ' s interpretation and understanding their world is an 

evolving process that is ongoing. The women with CAH who have undergone FG will be 
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interviewed and will present their experience and understanding of their condition and the 

surgical intervention at a specific point in time. Gadamer's philosophy will be an 

appropriate guide to assist us in understanding the individual's experience with their 

disease process and the intervention performed in their behalf with the hope of an 

outcome that will be helpful to the participant. This study provides foundational 

information on the experience of women 18 years and older with CAH who have 

undergone FG at various points of time in their adult life, thus complementing Gadamer's 

beliefs while providing those of us who care for this population valuable insight into the 

nature of their experience. 

Summary 

The long-term goal of this research is to understand the experiences of this group 

of women and to communicate these findings to the nursing and medical communities 

who participate in the care of these women across the lifespan. By utilizing hermeneutic 

investigation future interventions in this population of women may be based on the 

experiences this population of women has had FG as a result of their condition (CAH). In 

the past, interventions utilized to treat the results of their condition ( clitoromegaly and 

failure of the distal vagina to form) were primarily based on parental or physician 

preference. This investigation will also explore the aspect of medical decision making in 

this population of women to determine if the participants in this study provided their 

input into the decision making process of their healthcare. 
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CHAPTER II 

REVIEW OF THE LITERATURE 

Females who are born with congenital adrenal hyperplasia (CAH) have often been 

studied to evaluate their gender identity through gender role behaviors, genital 

appearance, and sexual orientation. It was long believed that prenatal exposure to high 

levels of androgens as the determining factor in the alteration of genital appearance with 

resulting changes in gender identity and gender role development (Meyer-Bahlburg, et 

al., 2005). Females have undergone genital surgery and, in rare cases, gender 

reassignment based on this assumption. The purpose of this literature review was to 

examine the evidence pertaining to gender identity in females with CAH to determine if 

well-constructed research supports the above-stated assumption. In addition, the decision

making process regarding surgical intervention was also explored. A comprehensive 

literature search was conducted using electronic databases of PubMed, CINAHL, Ovid, 

PsychINFO, Medline, and GenderWatch. Key words used for the search included gender 

identity, gender identity disorder, gender role, sexual orientation, congenital adrenal 

hyperplasia, and decision-making. 

A major component of the professional nursing role is to support the patient and 

family with their experiences during health and illness. In order to accomplish this 

important goal we must first seek to understand the patient's experiences and challenges 

created by society and the healthcare system. To date no qualitative studies have been 
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found that describe, from the patient perspective, the experience of women 18 years and 

older with CAH who have undergone feminizing genitoplasty (FG). CAH is one of 

several diagnoses that have been described as disorders of sexual development (DSD). 

Consistent with the focus of this dissertation research, this review was limited to studies 

that utilized validated measures to assess gender identity, gender role behavior, and 

sexual orientation in females with CAH only, and not the broader diagnosis of DSD. The 

decision-making portion of this literature was inclusive of all DSD diagnoses. This 

chapter will focus on research relevant to females with CAH and provide basic 

information on the physiologic process, physical and psychological parameters that have 

been assessed in this population as well as surgical interventions to address the resulting 

phenotypic changes related to increased androgen exposure. 

Overview of CAH and FG 

CAH is one of a group of autosomal recessive disorders resulting from the 

deficiency of enzymes necessary for the synthesis of cortisol in the adrenal cortex. This 

synthesis has its beginning with the cholesterol molecule and follows in those persons 

without CAH a pathway that result in the production of mineralocorticoids that regulate 

salt-water homeostasis, glucocorticoids that regulate stress response, and sex hormones 

(Torresani & Biason-Lauber, 2007). The most common cause of CAH is a deficiency in 

the enzyme 21-hydroxylase (21-OH) that is needed to drive the synthesis reaction past 

the 17-hydroxylase Progesterone to 11-Deoxycortisol. Decreased production of this 

enzyme stimulates the feedback loop to continue the production of increased amounts of 
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androgen (Torresani & Biason-Lauber, 2007). The second most common cause of CAH 

is a deficiency in the enzyme 11-beta-hydroxylase (11 ~-OH). When this enzyme is not 

present in adequate quantities it causes the feedback loop to stop at the production 

deoxycorticosterone and does not drive the reaction toward the production of 

corticosterone that will lead to aldosterone production (Torresani & Biason-Lauber, 

2007). Newborn screening of infants based on dried blood spots on the state screen is 

able to detect primarily 21-OH and some 11~-OH deficiencies (Torresani & Biason

Lauber, 2007). 

The clinical presentation of CAH varies mild to severe resulting with different 

phenotypes. In the human fetus the gonads are undifferentiated until the 7th week of 

gestation. At this time if the fetus is to be male a substance called Mtillerian Inhibiting 

Substance (MIS) is secreted and drives the hormonal response toward the male sex, in the 

absence of androgen receptors or MIS the phenotype of the fetus will be female (White & 

Speiser, 2000). Those who are born with CAR are generally referred to as having a defect 

in aldosterone synthesis (salt-wasting type), those with normal aldosterone synthesis 

referred to as classis 21-OH deficiency (21-OHD) (simple virilizing type), and those who 

are asymptomatic with signs of androgen excess (nonclassic CAH) reported by White and 

Speiser. There is a wide range of phenotypes in the 21-OH form of CAH from clitoral 

hypertrophy to failure of the distal third of the vagina and the labia minora to form 

resulting in what is referred to as a urogenital sinus (Gillenwater, Grayhack, Ho ard, & 
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Michell, 2002). A basic description of classic CAH and simple virilizing CAH will be 

presented. 

The incidence of 21-OHD varies in different populations. The United States 

reports 1: 14,00 to 16,000 live births (White & Speiser, 2000), in Switzerland the 

incidence is reported as 1: 10,000 (Therrell, 2001 ), with the highest incidence being 

reported in the Yupik Eskimos 1 :400 live births (Speiser et al. , 1992). Persons with 

classic salt-wasting 21-OHD are identified through laboratory analysis of serum 

electrolytes, aldosterone, and plasma renin levels. Additional laboratory tests include: 1 7-

hydroxyprogesterone, 11-deoxycortisol, and 3-beta-hydroxysteriod dehydrogenase. 

In females with severe forms of CAH due to deficiency of 21-OH ambiguous 

genitalia is present at birth. Milder forms of 21-OH maybe identified later in childhood 

due to the development of clitoromegaly, pubic hair, accelerated growth and skeletal 

maturation. In the mildest version of 21-OHD the child may appear to be developing 

normally until puberty approaches and present with oligomenorrhea, delayed breast 

development, and hirtuism. Females with a 17-0HD may also appear phenotypically 

normal at birth and present with oligomenorrhea, delayed breast development, and 

hypertension (White & Speiser, 2000). 

Imaging studies of CAH females often include an ultrasound of the pelvis to 

confirm the presence or absence of a uterus and ovaries. A magnetic resonance imaging 

(MRI) of the pelvis and genitogram to visualize the urogenital sinus and determine are 

used to determine the position of the urethra and the agina (Gillenwater, Grayhack 
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Howard, & Michell, 2002). A bone age study is performed in children with milder forms 

of CAH who present with precocious pubic hair, clitoromegaly and accelerated linear 

growth. Baseline imaging studies help the provider, parents, and patient to understand 

their anatomy and to guide future treatment decisions. Other important tests include a 

karyotype to establish the chromosomal composition of the person (Bomalaski, 2005). 

Review of Hypotheses Relating to Behaviors in Females with CAH 

In 1980 Susan Baker wrote a review of findings in studies ( chromosomal, 

gonadal, prenatal hormones, environmental) on humans that contributed to dimorphic sex 

behaviors. There were five hypotheses that evaluated possible biological antecedents to 

gender identity, gender role behavior, sexual orientation, and parenting choices in 

humans. CAH females are often used to study prenatal hormone influences as the 

incidence of CAH, 1 :60,000 live births are considered to occur with relative frequency 

(Baker, 1980) and provide an adequate number of study participants. These studies 

revealed that gender identity in CAH girls is predominately female and that gender role 

behaviors were more masculinized. The participants in these studies ranged in age from 

5-16 years. 

In her discussion on gender identity formation Baker summarizes the hypotheses 

of major contributors to gender identity in relation to sex reassignment in CAH girls. 

These hypotheses are 

1. Sexual differentiation of mammals will be female in the absence of androgens 

or androgen receptors at crucial times during embryologic development. 
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2. Gender identity is not defined by chromosomes or hormonal influences but is 

determined by rearing. 

3. Gender role consists of behaviors and actions that indicate to the individuals 

and to others perceptions of maleness, femaleness or ambivalence. 

4. Sexual orientation was believed to be environmentally determined. 

5. Parenting behaviors appear early in life indicating there may be a relationship 

to prenatal hormone exposure (Baker, 1980). 

Based on these hypotheses Money and Dalery postulated that genetic females 

who were reared as males" regardless of their sex chromosomes see themselves 

unambiguously as males" (Money & Dalery, 1977). This assumption of gender identity 

was used to support sex reassignment in CAH females who were born with severely 

masculinized genitalia. 

This literature was a part of the nature vs. nurture philosophy of psychology on 

gender identity formation. The prominent theory of the times came from John Money at 

Johns Hopkins. His assumptions were that gender identity is environmentally determined. 

There is a "sensitive" period where sustained environmental influence can override any 

"biological" programming and sex reassignment will be successful. He postulated this 

"sensitive" period as occurring between 18-24 months, with gender identity irrevocably 

established by four years of age. This assumption promoting nurture over nature was used 

to support gender reassignment in females with CAH who had severely masculinized 

genitalia from the late 1970's to the early 1990 s (Money & Dalery, 1977). 
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Investigations of Variables Related to Behavior with CAH/FG 

In 1996 Kenneth Zucker published results from a study that compared 5 variables 

in women from 18-40 with CAH (SV; SW) to control women. These variables were sex 

assignment at birth, recalled childhood gender identity and gender role behaviors, gender 

identity status in adulthood, relationship status, and sexual orientation (in fantasy and 

behavior). In variable 1 sex assignment at birth included two groups, 34 SW CAH 

persons and 19 SV CAH persons. In the SW CAH group 20 persons were assigned to the 

female sex, 11 were assigned to the male sex and three persons were not assigned a sex at 

birth. The 11 persons assigned to the male sex and the persons who were not sex assigned 

at birth were all assigned to the female sex by age two months. Of the 19 SV CAH 

persons, 18 were assigned to the female sex and one assigned to the male sex. 

At the time of this assessment in 1996, 31 participants were available for this 

investigation. In this group 19 persons were in the SW CAH group and 12 persons were 

in the SV CAH group. The majority of SW CAH females and all SV CAH females 

reported recalled gender identity of female as children. The majority of the SW CAH 

group reported feeling uncomfortable with their sens of femininity and the SV CAH 

group felt comfortable with being feminine. In this study the two words femininity and 

feminine were not defined. During the time period thi investigation took place all 31 

participants identified their gender as females and were living as women. 

Relationship status was defined as the percentage of participant's cohabitating or 

married to a man was evaluated and there was not a significant statistical difference noted 
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between the SW and SV CAH groups. Sexual orientation in fantasy and reality was 

assessed with CAH (SW and SV) verses control group. In the CAH group this revealed 

6.7% of persons reporting no fantasies, 23.3% as having bisexual fantasies and 70% 

reporting heterosexual fantasies (Zucker, 1999). Sexual orientation in behavior in CAH 

verses control groups revealed 26.7% as having no sexual experience, 73.3% as having 

had heterosexual sexual experiences. 

A search of the CAH databank at the Hospital for Sick Children in Toronto 

Canada revealed thirty-four possible participants. Thirty-one women chose to participate 

in this investigation. Of these women twenty had been assigned to the female gender at 

birth, eleven to the male gender, and three were not assigned. Within two months of birth 

the fourteen children who were not assigned the female sex at birth were reassigned to 

the female sex. All participants were living as females at the time of the investigation. 

In 2001 as a part of a pilot study on sexual behaviors, sexual orientation, and 

gender identity in ten adult intersexuals, Justine Schober interviewed three adult females 

with CAH. The participants in this pilot study were volunteers from the Intersex Society 

of North America. All three were assigned female gender at birth. One female had SW 

variety, and two experienced the SV variant of CAH. The two females with SV /CAH had 

retained their female gender assignment and cored themselves as female on the Gender 

Identity Interview. The genetic female with the W/CAH had been reassigned to the male 

gender and scored as male on the Gender Identity Interview. All adults had female 

partner orientation and reported the appearance of their genitalia as ati factory. This 
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small pilot study supports prior findings of the majority of women with CAH reporting 

and maintaining female gender identity. 

There was a case report published in 2007 that told the story of a person who was 

born in a small village outside of San Juan, Puerto Rico. The person in this case report, 

Juan/Ana was taken to San Juan by his mother shortly after birth to be evaluated for 

difficulty with urination. On physical examination ambiguous genitalia was noted 

secondary to salt-wasting CAH. The child was reared as a female although throughout 

this person's life Juan/Ana declared he was a male. He was forced to have clitorectomy 

and vaginoplasty. At age 21 he met a female he fell in love with and has taken on the role 

of father and husband. He was not allowed to legally change his status back to male but 

after a two day psychiatric evaluation he was declared as having male gender identity and 

was offered phalloplasty which he refused. He and his "wife" use sex toys for penetration 

during sexual activity (Jorge, Echeverri, & Acevedo, 2007). In 2005, 11 CAH females 

with 46XX karyotypes were evaluated for their gender identity in reference to their sex of 

rearing. This study revealed that out of 11 females studied 9 were reared as females and 

two as males, and at the time of their interview when asked what their gender identity 

was 6 declared female gender identity and 5 reported male gender identity. In this study, 

females selected had severe genital masculinization indicative of high prenatal androgen 

exposure (Reiner, 2005). The author purpo ely skewed his study to the more severe form 

of CAH and also states that females with CAH who demonstrate a 46XX karyotype in 

general self declare female gender identity despite ex of rearing. He al o uses this data to 
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support his opinion that feminizing genital surgery may present long-term outcomes that 

are unacceptable to the person with CAH (Reiner, 2005) 

Sheri Berenbaum and Michael Bailey studied the effects of prenatal androgens 

and genital appearance in girls with CAH ranging in age from three to eighteen. This 

study was performed to test the assumption that gender identity resulted from social 

rearing rather than biological factors (Berenbaum & Bailey, 2003). This assumption was 

used as a criterion for gender assignment surgery. The belief was that infants with 

ambiguous genitalia or an infant male who was aphallic or severely microphallic should 

be assigned the female ( embryologically default) sex and undergo feminizing 

genitoplasty. 

The surgeons of the time believed the female genitalia were easier to construct 

than male genitalia. This was supported psychologically by the belief that if gender

confirming surgery was performed early in life and the child was reared in the assigned 

sex all would be well (Money & Dalery, 1977). Forty-three girls with classic CAH and 

twenty-nine control girls were assessed for gender identity using the Gender Identity 

Interview (GII). The results were consistent with other studies reporting the majority of 

girls with CAH to have a female gender identity. Of the forty-three CAH girls, five had 

scores on the Gil that were higher for male identity than control females but were not 

scored as males. Correlational studies between genital appearances as measured by the 

Prader Scale did not show a significant relation hip with GII cor s. There i not a strong 

relationship between gender identity and genital appearance. 
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Studies on long term outcomes of gender identity and sex reassignment have 

begun to emerge due to more open debate about gender assignment promoted by the 

intersex population (Meyer-Bahlburg, et al. , 2003). Meyer-Bahlburg's research team 

based at Weill Medical College of Cornell University, NY, NY published a study on 

long-term outcomes of gender and sexuality in females with CAH. In this study the 

responses twenty-eight women with SW/CAH, ten women with SV/CAH, and thirty-five 

women with non-classical CAH were compared to the responses of thirty control women 

on questionnaires regarding gender role, gender identity, sexual orientation, sexual 

functioning, and sexual satisfaction. The CAH women also had a structured history and 

physical exam. Physical exam and a semi-structured interview covering sexual 

functioning and sexual satisfaction evaluated vaginal and clitoral surgical outcomes. The 

Masculine Gender Identity-Females Scale assessed gender identity. 

The results showed the SW /CAH to have more masculine behaviors than the 

control group of females. The SV/CAH group scored between the SW/CAH and control 

groups. Gender identity for all groups was predominantly female. The investigators of 

this study encouraged other centers to conduct cross-clinic collaborative studies to obtain 

the evidence needed to provide sound clinical management for this patient population. 

This same group at Cornell published an additional study on gender identity in 

females, ranging in age from five to twelve years, diagno ed with CAH (Meyer

Bahlburg, et al. , 2004). Findings indicated that prenatal androgenization affects gender

related behavior but not gender identity. In this study fifteen girls with CAH, thirty 
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control girls, and fifteen control boys were administered questionnaires to assess gender 

identity and gender behavior. The data were obtained to show the relationship of gender 

identity in CAH girls, control girls and control boys. The results showed that although 

CAH girls reveal more masculine scores on gender identity than control girls, they score 

significantly lower than boys in gender identity and have a predominantly female gender 

identity. The measures assessing gender behavior reveal that CAH girls have significantly 

more masculinized behavior than control girls but score below the masculinity levels of 

control boys. The investigators reported that prenatal androgens affect gender behavior as 

evidenced in other mammals (including primates), but feel that gender identity is a 

phenomenon that is uniquely human and cannot be assessed in an animal model. These 

investigators felt the evidence supports a lack of urgency in performing feminizing 

genitoplasty on females with CAH as a means of supporting a female gender identity 

(Meyer-Bahlburg, et al., 2004). 

An additional study on female adults with CAH comes from Department of 

Endocrinology, Middlesex Hospital of London. In this study medical, surgical, and 

psychological issues in adults with CAH were evaluated. Prior to the development of 

corticosteroids in the 1950' s children with SW/CAH succumbed to 

hyponaturemia/hypokalemia due to decreased aldosterone production. In addition to 

gender identity, long term effects of steroid use, surgical and psychological management 

can now be evaluated as the CAH group i surviving to become middle-aged. Gender 

identity was one of the psychological parameter asses ed in this tudy. The study 
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confirmed that with few exceptions women with CAH tend to self-identify as females 

(Ogilve, et al., 2006). Results also reveal that long-term steroid use may also increase the 

risk of osteoporosis and cardiovascular disease. "Female issues" (fertility, genitoplasty, 

and sexual functioning were also assessed. The results in these areas support the need for 

future studies in this population of females to provide data to serve as the foundation for 

improved clinical outcomes (Ogilvie, et al., 2006). 

Two pertinent reviews of the literature on females with CAH were published in 

2005. These works by Kenneth Zucker in Toronto, Canada and Dessens, Slijper and Drop 

of Rotterdam, The Netherlands reviewed research from 1950 forward on various 

measures of gender identity, gender role, and sexual orientation in infants, children, and 

adults with various physical intersex conditions (Zucker, 2005). Zucker found the 

questionnaires used to assess gender identity in children and adults had been validated 

between CAH females, control females, and control males to accurately assess the 

perceived gender identity of the participant answering the questionnaire. In addition to 

providing information on the child' s self-perceived gender identity, the GII of childhood, 

the RGIC also assessed the participants' feelings of psychological compatibility with 

assigned gender, feeling of pressure from parent' s and self for gender type conformity, 

and feelings that one's own sex is superior to the other (Yunger, Carver & Perry 2004). 

Dessens, Slijper, and Drop reviewed studies and case reports on gender identity, 

gender identity problems, gender dysphoria, and gender change in chromo omal females 

with congenital adrenal hyperplasia rai ed male or female. This review showed the large 
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majority of patients raised female developed female gender identity and did not report 

gender dysphoria as adults. A small percentage (5.2%) of patients reported gender 

problems including, confusion regarding female identity, desire to be a person of the 

other sex, and gender dysphoria. Of two hundred and fifty females with CAH in the 

studies and case reports reviewed reports thirteen participants "experienced severe gender 

dysphoria and expressed a desire to change genders" (Meyer-Bahlburg et al. , 2004; 

Dessens, Slijper, & Drop, 2005, p.393). 

Recommendations of International and National Pediatric Organizations 

In 2002 the Lawson Wilkins Pediatric Endocrine Society (L WPS) and the 

European Society for Pediatric Endocrinology Consensus Group (ESPE), published a 

joint consensus statement on the management of intersex disorders. This document 

proposes that there are three major goals for the care of an individual with DSD when 

considering surgery. The goals of the surgery should be to provide the individual with 

genital appearance compatible with gender, allow the person to have unobstructed 

emptying of their urinary bladder without incontinence or infections, and to provide the 

individual with good adult sexual and reproductive function. There has been some 

opposition to this statement by the multidisciplinary intersex clinic team at Great Ormand 

Street Hospital, associated with the University College London Hospitals. In their 

editorial comment they published an editorial statement in the Journal of Clinical 

Enocrinology and Metaboli m concerning the surgical management of ambiguous 

genitalia Goal one of the original documents referred to genital appearance compatible 
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with gender as opposed to sex of rearing as decided by parents and clinicians. Surgery to 

correct genital appearance can lead to infection and fistula formation defeating the goal 

of bladder emptying without infection. Their last point addresses good adult sexual and 

reproductive functioning and states that clitoral surgery may damage sexual functioning 

(Creighton et al., 2001 ). In their most recent consensus statement on 21-Hyroxylase 

deficiency published in 2006 in the Journal of Pediatric Urology, the recommendation 

has changed to, "outcomes from clitoroplasty identify problems related to decreased 

sexual sensitivity, loss of clitoral tissue and cosmetic issues" (Hughes et al. , 2006, p. 

154). This section on the surgical outcomes of feminizing genital surgery reports the 

absence of controlled clinical trial of the efficacy of early (less than 12 months of age) 

versus late (adolescence and adulthood) surgery or the efficacy of different surgical 

techniques (Hughes et al. , 2006). This change of thought in the medical community was 

impacted by concerns reported from persons with CAH and their parents about their input 

and information presented to the parents at the time of surgery. The Intersex Society of 

North America has several publications for parents and clinicians that will assist 

provider, parent, and patient in choosing a treatment option that will fit the needs of the 

individual. 

Investigations on Decision Making 

There were two articles identified in a search on CAH and decision-making. Both 

were found in medical journals and reported that parents felt informed about the deci ion 

they were making for their child. In 2004 a stud compo ed of a que tionnaire was 
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completed by 21 parents of 17 children who were 46:XX and had ambiguous genitalia 

secondary to CAH that assessed the information they were given to make a surgical 

decision for their child, their level of participation in decision-making, and satisfaction 

with the surgical outcomes (Dayner, Lee, & Houk, 2004). 

This study concluded in most instances parents felt that genital surgery was 

indicated during infancy and should be undertaken even at the risk of reducing genital 

sensitivity (Dayner, Lee, & Houk, 2004). The parents in this study were also asked to 

rate the importance of six items: capacity for sexual responsiveness (80%), genital 

appearance (75%), future sexual orientation (70%), fertility (70%), gonadal development 

( 48% ), and chromosomes ( 48% ). The parents who participated in this study reported to 

the investigators that the physical and psychological benefits of surgery in infancy 

permitted a more normal childhood and agreed that genital surgery should not be 

postponed until the children were old enough to consent (Dayner, Lee, & Houk, 2004). 

All parents agreed that the child should be informed about their medical condition and 

selected the age of 10 years as an appropriate time for this discussion. Parents who 

participated in this study linked a successful outcome to one of traditional heterosexual 

function (Dayner, Lee, & Houk, 2004). The rationale behind this association was 

unknown. 

The Urology Section of the American Academy of Pediatrics recei ed return 

surveys from 185 of its members regarding their attitude on e as ignment and 

treatment of masculinized 46:XX CAH female (Diamond et al. , 2006). They reported 
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172/182 of its members agreed that a team approach to treatment that was inclusive of 

urologist, endocrinologist, and psychologist/psychiatrist. Parental involvement in the 

decision making process was viewed as very important by 67% and important by 29%. 

This reveals that 96% of those members surveyed felt that parents should be involved in 

the decision making process in regard to surgical procedures on their newborn child. In 

regards to sex assignment in a female with CAH and 46:XX the entire group surveyed 

agreed the child should be assigned to the female sex irregardless of the degree of genital 

masculinization. This study focused only on the attitudes toward the treatment of the 

newborn and did not address the issue of delaying surgery until the child could participate 

in the decision making process. 

Summary 

These data do not support the assumption that gender identity is determined 

primarily by exposure to prenatal androgens in the majority of females with CAH. 

Therefore, expedited gender confirming surgery to assist in gender identity formation to 

reduce the incidence of gender dysphoria is not indicated (Baker, 1980; Berenbaum & 

Bailey, 2003; Meyer-Bahlburg et al. , 2004; Zucker 1996). The evidence presented in 

these well constructed studies reveals that a small percentage of females with CAH 

request gender reassignment as adults (Schober, 200 I) with the exception of the Reiner 

study on gender identity and sex-of rearing study in 2005 ho states he skewed his study 

towards a more masculinized population. In order for nursing to as ist this population and 

their families to cope with their experience and choose appropriate interventions more 
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research that is patient focused, evidence and experience based will be needed. The lack 

of data on the patient's input into decision-making that involves an important aspect of 

their adult life will also be necessary to provide holistic care for females with CAH. 
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CHAPTER III 

PROCEDURE FOR COLLECTION AND TREATMENT OF DATA 

The purpose of the study is to discover the experience of the woman with 

congenital adrenal hyperplasia (CAH) who has undergone feminizing genitoplasty (FG). 

The research design for this investigation is hermeneutic phenomenology, which focuses 

on the experience of individuals and seeks to understand the meaning of their experiences 

(Gadamer, 1989). This method is well suited to answer the research question for this 

study, "What is the lived experience of females with CAH who have undergone 

feminizing genitoplasty?" The foundation of hermeneutic phenomenology is hermeneutic 

philosophy that seeks to understand how persons understand the world they live in and 

the meaning this understanding has to the person. Hermeneutic phenomenological 

methods are an appropriate study design for investigations where there have been few 

well designed studies about a life event or if the knowledge that is published is 

incomplete in its scope of investigatio or description of the event. Thus hermeneutic 

phenomenology is desirable to understand the lived experience of females with CAH who 

have had FG. 

This method of research complements a holistic mind-body-spirit approach in 

relating to and understanding an individual (Cohe~ Kahn & teeves, 2000). 

Hermeneutic phenomenology has as its focus a single human experience. This re earch 

will be performed to gain understanding of the Ii ed experience of females 18 ears and 
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older with CAH who have had feminizing genital surgery. Within the lived experience of 

the phenomena lies the "unity of meaning which is the identification of the essence of the 

phenomenon" (Rose, Beeby, & Parker, 1995, p. 1124). 

Setting 

The primary setting for the study was the Division of Urology at the University of 

Texas Health Science Center in Houston (UTHSCH). The UTHSCH is a large tertiary 

care facility that receives referrals from central, west, and southeast Texas as well as 

southwestern Louisiana. The referral area in Louisiana increased from Lake Charles to 

New Orleans after the levees in New Orleans broke post Hurricane Katrina and the 

Children's Hospital of New Orleans and Charity Hospital of New Orleans were both 

closed secondary to severe structural damage. 

Participants 

For this investigation a purposive sample consisting of women 18 years old and 

above who were born with CAH and have undergone feminizing genitoplasty were 

recruited from the divisions of urology and endocrinology at the UTHSCH. The sample 

desired for the major study is the number of participants required to reach theme 

saturation. Participants in the population sample who are 18 years and older with CAH 

may have any variant of CAH that resulted in them receiving FG. Participants in the 

study were identified through the Divisions of Adult Endocrinology Pediatric 

Endocrinology, Adult Urology and Pediatric rolog clinics at the Uni ersity of Texas 

Health Science Center-Houston, Texas. Those females who met inclusion criteria were 
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sent a recruitment letter (Appendix A) inviting them to participate in the study. A phone 

call was placed two weeks after the letters were mailed out to confirm receipt of the letter 

and to answer any questions the potential participant might have regarding the 

investigation. 

Protection of Human Subjects 

Approval for the complete study was obtained through an expedited review and 

approval for this investigation from the University of Texas Health Science Center

Houston, Committee for the Protection of Human Subjects and from the IRB of Texas 

Woman's University (Appendix B). 

Under the expedited review procedure the review may be carried out by the IRB 

chairperson or by one or more experienced reviewers designated by the chairperson from 

the IRB membership (Department of Health and Human Services, Institutional Review 

Board Regulations, 2005, p. 24). A research investigation must meet the following 

criteria to be approved by expedited review. The study must be of minimal risks to the 

participants by utilizing procedures that do not expose the participants to any risk that the 

subject would not be exposed to for diagnostic or treatment purposes. The risks to 

participants are reasonable in relation to expected benefits and/or the importance of the 

knowledge that may be reasonably expected to result. The election of subjects must be 

equitable. Informed consent mu t be obtained and appropriately documented and 

provision must be made for monitoring of the data to en ure the afety and privacy of the 
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research participants (Department of Health and Human Services, Institutional Review 

Board Regulations, 2005, p. 24). 

Data Collection 

The principal investigator reviewed the informed consent document with the 

potential participant per protocol (Appendix C). If a potential participant was agreeable to 

join the study, informed consent was obtained the IRB approved consent form for the 

investigation was signed by the participant and witnessed by the Pl. The participant was 

also verbally informed the study was confidential and they could withdraw from the 

study at anytime without penalty. The participant was then assigned a study number and 

their name and this number was recorded on the participant log. This document is kept in 

a locked drawer, and the PI is the only person with access to it. The participant completed 

a demographic sheet (Appendix D) and was assigned a study number prior to the 

interview. The study number is the only identifier. The PI with a digital and a cassette 

recorder immediately interviewed the participant in the investigation face-to-face , 

utilizing grand tour questions and probes (Appendix E). 

Immediately after the interview(s) field notes were written. The PI then transcribed 

the interview. An expert qualitative researcher validated the transcribed tapes of the 

interviews. The tapes are in locked storage and will remain in locked storage until the 

study is complete and will then be destroyed. 
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Data Analysis 

The interviewer utilized active listening and a grand tour question in addition to 

probes to provide the majority of the research input. The data were recorded on both 

cassette and digital recorders and, along with field notes, were transcribed accurately in 

an expeditious manner to reveal themes and significant statements. Thjs practice is 

critical to ensure trustworthiness in data analysis. These interviews were validated and 

reviewed by an expert in qualitative research to ensure accuracy and completeness of 

reporting by the investigator. Follow-up interviews were conducted when needed to 

confirm the transcription and analysis of the interview accurately reflected the 

participants' experience (Creswell, 1998). 

Van Manen's (1990) methodical structure for phenomenological research human 

science research was guided by six research activities. The first activity was pursuing a 

phenomenon of study of serious interest to the researcher and "commits us to the world" 

(van Manen, 1990, p.30). The experience of interest must be investigated as it is lived as 

opposed to how it is conceptualized. One must reflect on essential themes that reveal the 

character of the phenomena. The phenomena must be described through the art of writing 

and rewriting to accurately illustrate the phenomena. The researcher must also obtain a 

strong and oriented pedagogical relation to the phenomena of interest and must balance 

the research context by viewing the investigation in its entirety to prevent separation of 

specific areas of interest within the investigation from the whole of the experience (van 

Manen, 1990). 
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This chapter discussed the procedures used for the collection and treatment of 

data, including setting, participants, and protection of human subjects, data collection and 

data analysis. This investigation used a purposive sample of women 18 years and older 

with CAH who have had FG along with a grand tour question and probes to obtain 

insight into their experiences as women with CAH and FG as they are lived and 

experienced by each individual and reported at this particular moment in time. 
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CHAPTER IV 

ANALYSIS OF DAT A 

The purpose of this study was to explore the lived experience of women 18 years 

and older with congenital adrenal hyperplasia (CAH) who have undergone feminizing 

genitoplasty (FG) from a hermeneutic perspective. Understanding the perspective of the 

patient's experience is critical to promoting best practice standards of this population as 

an extensive review of the literature did not reveal investigations reporting this 

populations experience in their own words. The main goal of this study was to obtain 

insight into the lived experience of these women over times that have had FG secondary 

to CAH. This hermeneutic study asked as its grand tour research question, "What is your 

experience as a female with CAH who has undergone FG?" These women shared their 

lived experience as a female with CAH and FG. It was difficult initially for them to begin 

to speak about matters of importance to them as individuals and to recount specific 

memories that impacted their lives on a daily basis. This chapter presents a description of 

the sample and the findings of the study. 

Description of the Sample 

The purposive sample consisted of seven females 18 years of age or older with 

CAH who had FG and consented to be interviewed for this investigation. Participants 

ranged in age from 22 to 31 with a median age of 24 years. One participant recei ed her 

high school diploma, two participants had some college, one participant received her 
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associate' s degree as a draftsman, and three participants had earned bachelor's degrees, 

one in animal husbandry and two in education respectively. Three participants were 

African American, three participants White/European Americans, and one participant 

was Hispanic. Of these seven participants, six were single and one was divorced at the 

time of the interviews. Two of the participants had children. One of these participants had 

three children ages, four months, five years, and eight years of age and the other 

participant had one child, aged three. One participant was unemployed, one participant 

was employed part-time, and five participants were employed full time. 

Findings 

Being perceived as "normal" was an overriding concern of women who had CAH 

and FG. Normalcy reflected day to day living - fitting into family and social group. 

Many of the women felt they had normal lives with the exceptions of going to their 

healthcare providers more frequently than their peers, taking medication daily, or having 

to dilate their vaginal opening to prevent stenosis. A related concern was about "being 

different." Difference issues arose during adolescence particularly as it related to 

anatomical structures and social behaviors. Like most adolescents, women with CAH 

were attempting to discover whom they were as individuals while simultaneously 

attempting to blend in with their peers. 

Most women were knowledgeable about their physiologic condition and past 

surgical history relating to their CAH. Others were unsure of their diagnosi and which 

feminizing procedures had been performed when they were children. CAH generated 

early childhood decision-making regarding surgerie such as clitoral reduction and 
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eventually creation of a vagina. Key decision makers in the early years tended to be the 

mothers along with the healthcare providers of these women as children. Women 

expressed an interest in having sexual relationships and if possible, children. Two 

participants were currently mothers. Participants unable to carry a biological child 

entertained options such as surrogacy and adoption as avenues to becoming mothers. 

Participants from more supportive families tended to deal with their CAH and FG 

with less mental and physical distress than one participant who did not have adequate 

familial support. For this young woman inadequate financial support caused a disruption 

in her access to healthcare that had a detrimental effect on her life. In depth interviews 

revealed their relationships with family, friends, and sexual partners. Disclosure about 

CAH and FG was a significant issue within the context of these relationships. Trust was a 

key concern in deciding to disclose. 

Six major themes emerged during analysis of the interviews. The six themes were 

(a) normalcy, (b) being different, (c) relationships, (d) decision making, (e) knowledge 

deficit, and (f) having children. Each of these six themes is important in the investigation 

of the research question. All six themes were prominent in each participant interview. A 

description of each theme will be accompanied by supportive quotes from participant 

interviews. 

Normalcy 

Normalcy reflected conforming to a standar~ of being regular and usual when 

compared to other females. ormalcy meant a feeling of fitting into their family and 
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social group. Like all human beings the desire to fit in and be accepted into a social group 

is important for one to have a feeling of belonging in our society. 

Participants interviewed expressed a desire to be perceived as "normal" by their 

family, friends, and sexual partner. References were made to being a "normal person", 

having "normal" anatomy, and "normal sexual experiences". Being considered normal 

contributed to a feeling of belonging in society and acceptance by ones peers. A feeling 

of normalcy contributed to the desire to make friends and be a part of the group. All but 

one woman felt they had a "normal" life. As one participant said, "For me except for 

going for doctors visits, I've had a pretty normal life, for me nothing out of the ordinary". 

This feeling was expressed repeatedly in all but one interview. This participant who did 

not feel 'normal' said, " I feel different I think it's just the way that I feel about me .. .I 

can't explain it...its just kind of sad." 

All participants interviewed felt it was important to have "normal" female 

anatomy. This was verbalized by such statements as, "if I hadn' t had the surgery I 

wouldn' t have a vagina", "I'm glad I have a vagina now", and "it is worth having the 

surgery because you have to have a vagina, if you're a girl you just do ... " The 

physiologic process most of the participants discussed was having a menstrual period. 

Menstrual periods was one of the reasons these women wanted a vagina created. All 

participants listed having a vagina as being important to being female so that one could 

have a period, intercourse, and possibly deliver a child. 
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Being Different 

Being different reflected a sense of feeling different from peers. It encompassed 

two facets - one dealing with anatomy and the other referring to social behaviors. Being 

different made women feel like an outsider and moved them away from a sense of 

normalcy and acceptance. Women spoke of being different as being "unJike" others and 

that being different would separate them from their peers and they would be perceived as 

"unusual". One participant felt that her culture was not very accepting of genital disorders 

and verbalized, "You know it seems like if you have a problem, say you have asthma 

everybody feels sorry for you because you have trouble breathing. But if you have 

something wrong with your private areas that you are different and that you are weird or 

something is really wrong with you." 

The anatomical aspects of being different were the outcome of prenatal androgen 

exposure resulting in virilization of genitalia Unlike their perceptions of anatomy in 

relevance to normalcy, "being different" was expressed in terms of what parts of their 

anatomy were absent or present, and the appearance of their anatomy. Anatomical 

differences included: clitoral hypertrophy, congenital absence of a uterus, streaked 

gonads, and failure of some portion of the vagina from the introitus to the distal two

thirds of the vagina to form. One participant who had not yet undergone vaginoplasty 

began to carry tampons in her purse. This occurred because one day a classmate asked 

her for a tampon in the bathroom and when she said she did not have one the classmate 

asked her if she had started her period or not. She began to carry tampons to avoid any 

suspicions about her anatomy. 
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Another meaning of being different referenced concern over social behaviors that 

were perceived as more masculine than feminine. Social behaviors perceived as 

masculine included tomboyish or aggressive social behavior a sense of feeling different 

from their peers, and competitive behaviors exhibited in sports participation. One 

participant stated her mother was concerned she may have too much testosterone. She 

said her mother was concerned about this because she, "could intimidate her sisters, hold 

her own with her brother, and play a killer game of tennis." Another example of being 

different from peers occurred when they were not into clothes, One participant said she 

was, "never as girly as the other girls about shopping and clothes, I enjoyed getting 

dressed up for something special...[but] I'm an everyday blue jeans girl.". 

Individual's Interest in CAH and FG 

Interest in being aware of information relating to CAH and which FG procedure 

they have undergone including memories of any hospitalizations, surgical procedures, 

and post operative care they received varied among participants. The individual ' s interest 

was reflected in the amount of knowledge the women had about their anatomy and CAH. 

Women who reported having some vocational training or college education were more 

interested in being knowledgeable about CAH and FG than those who had a high school 

education or equivalent. Knowledgeable participants included a medical assistant, the 

associate degree draftsman, and the three Bachelor' s degree graduates who had a 

comprehensive view of their CAH and FG. 

Knowledgeable women knew about their health history relating to their 

physiologic condition, anatomy, and past surgical procedures. Fi e of the seven were able 
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to explain which variant of CAH they were born with, their medications, and the 

outcomes of compliance versus noncompliance with their medication regime. 

Women experiencing decreased interest in knowledge about CAH and FG were 

not aware of the pathophysiology of CAH, their anatomy, surgical interventions, or the 

names or actions of their medications. Two of the seven participants were not able to 

recall the names of the medications they take daily for their CAH or explain their 

condition. 

Memories of past surgeries and hospitalizations varied among participants. One 

participant did not have any surgical procedure as an infant or young child, five of the 

participants had no memory of their first surgical procedure either clitoral reduction or 

clitoral reduction and vaginoplasty. One participant had her first surgical procedure at age 

four and remembered, "Going to pick out a new robe, pajamas, and slippers. She has no 

memory of post-operative pain or follow up visits. 

All participants had memories of their surgical experiences at adolescence. Five 

of the seven participants had vaginoplasty between 12 and 15, one participant had 

vaginoplasty at 21, and one participant had her vaginoplasty shortly after birth and has no 

memory of the procedure and has never used a dilator to increase the length or diameter 

of her vagina. These memories were similar in reference to their preparation by their 

mothers that this procedure was necessary for them to have a normal female adult life, so 

that they would be able to have their menstrual c cles, sexual intercourse, and a vaginal 

delivery. Five participants remember being instructed in vaginal dilation two weeks post 

operatively by the nurse in the clinic. This group of participants who performed aginal 
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dilations as adolescents were supervised by their mothers at home to improve compliance 

with daily dilations, and were followed by nursing in the clinic at two to three week 

intervals to assess compliance and confidence levels with this skill. The participant' s who 

dilated their neovagina's reported their mothers were initially uncomfortable with the 

procedure but persevered knowing it was in their daughter' s best interest long term. 

All participants report a memory of pain with dilations initially and at the onset 

of upsizing. Four of the five participants who performed vaginal dilation post operatively 

continue to do so on days they do not have vaginal intercourse to maintain the length and 

diameter of their vagina. Four of the five participants who dilate daily report they are 

happy with the results of their procedure and are pain free. One participant continues to 

complain of pain with dilations and has difficulty making them a part of her daily routine. 

Of the five participants who had clitoral reduction four did not understand why 

their clitoris required reduction. One participant reports feeling her clitoris is too large 

post reduction and is seeking further surgery for cosmesis. One participant said, "I'm not 

real sure exactly what was all involved in the surgery, I do know my opening wasn' t 

there and that had to be done and my clitoris was enlarged from whatever I had .. . " 

another participant responded, "I was barely twelve when I had my second surgery, so I 

really didn ' t understand what it was all about" 

Decision Making Process 

When women were born with CAH, multiple treatment decisions affecting their 

lives were made. Decision-making is the process that occurred between the clinician and 

the family member who decided the participant would have feminizing genital surgery. 
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Because decisions were made when the women were quite young, mo t did not have the 

opportunity for input. For six participants the decisions were made by the participants' 

mother who was advised by a physician or surgeon as to which course of action would be 

in the child's best interest that included vaginoplasty and clitoral reduction. 

Only one participant had input into the decision making process and was given a 

choice to verbalize her feelings and ask questions about the surgical management of her 

virilized genitals, and to make a choice based on this information combined with what 

she valued in reference to her sexuality. The remaining six participants did not express 

any feelings ofresentment toward their mother (as no fathers participated in decision

making) or their healthcare providers. One participant did question why a clitoral 

reduction was necessary at such a young age. She wonders what choice she would have 

made if her surgery were delayed until she was old enough to understand the function of 

her clitoris and the risk she might be taking in the reduction of this organ. This 

participants' mother was advised by the endocrinologist to consjder delaying surgical 

repair until adolescence and to ask the surgeon if nerve damage to the clitoris was a 

possible, when the surgeon responded that clitoral nerves might be damaged the mother 

decided to delay surgery until the child was old enough to understand the procedure and 

possible outcomes. This participant reported, "She (her mother) asked me if I would want 

to take a chance on not having ome very special feelings when I was with someone 

sexually .. .! didn' t want to take that chance." 

One participant said, "I wish that I understood more about the surgery before they 

did it, but I feel pretty good about things and I don ' t think my mom made a bad 
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decision." Two of the participants had seen documentaries on disorders of sexual 

development (DSD) and stated, "I heard they used to completely remove the clitoris or 

that the parent never talked to the child about the procedures and these people are pretty 

angry about their experience and what was done to them because they were not allowed 

to participate and did not have a good outcome." 

The other participant who had seen television interviews with DSD patients 

reported, "They felt mad because no one asked them about it." In this investigation no 

fathers participated in the surgical decision making process for their daughters. "My 

father was around but my mother made all the decisions ... as far as my medical treatment 

was concerned." 

Having Children 

While two participants already had children, the remaining five looked forward to 

having children one day. Because pregnancy was not possible for all women with CAH -

alternative mechanisms for having children including traditional methods, adoption, 

artificial insemination, or surrogacy had been considered. All five childless participants 

reported they would consider adoption. Four participants have friends who have offered 

to be surrogates. Of the friends offering to serve as surrogates one friend has had two 

children while the other friends have not experienced pregnancy. Two of the participants 

will not be able to carry a child due to a congenital absence of a uterus in one and the 

removal of streaked gonads in another. This inability was a significant source of concern. 

One participant reports, "Probably the idea that I cannot have a child is the bigge t thing 

that affects my life right now .. .I already got two or three people who ha e already 
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offered a donor egg with my husband's sperm and do it that way." The other participant 

said, "I have come to accept that I will never have children ... I still get sad but I knew 

there were kids out there who need a good home and my best friend has told me she 

would have a child for me, its just hard you know not having kids that look like you." 

Relationships 

Relationships encompass a connection or association between people. Four types 

ofrelationships were explored including familial, friends, and sexual relationships which 

is inclusive of sexual behaviors occurring during the participants relationship with a 

sexual partner. All participants reported the importance of supportive relationships. 

Familial support. Family support was a critical factor facilitating women' s 

acceptance of themselves as normal and compliance with their medication regime and 

dilations. Oftentimes relationships with mothers were the most significant - but not 

necessarily conflict free. As one participant said, "Well, I guess that my mom and I have 

always had kind of a close relationship but that doesn ' t mean we always get along. When 

I was little she would make me take my medicine, I would get mad at her .... " Sometimes 

mixed messages were derived from maternal relationships. For example, following 

vaginoplasty, dilation of the new vagina was a critical activity that sometimes generated 

conflicting messages. On participant shared, " ... then after my surgery when I was 

learning to dilate she made me feel bad. It was like; I could tell she knew I needed to do it 

but sometimes it kind of felt like I was doing something dirty that I should not be doing 

when I was 13 or 14." Another participant also verbalized receiving "mixed messages" 

from her mother about performing her vaginal dilations. either participant reported their 
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mother saying that their actions were inappropriate or sexual in nature, but the 

participants felt a distinct feeling of disapproval from their mothers initially which 

resolved overtime. 

All but one woman reported feeling supported by their families and felt they 

could count on familial support if needed for issues related to their CAH or FG. 

Participants verbalized familial support with statements that revealed close relationships 

with mothers, fathers, females in the immediate and extended families and brothers. One 

participant reported, "My mother, grandmother and I have always been very close .... " 

The impact of poor family relationships is reflected in the story of one participant 

who did not feel supported by her family. She confided that her family made her feel 

different, although she does believe they love her. She was extremely hurt when her 

parents told her she wanted to have a vagina so she could "sleep around" and should wait 

until she was married to have the surgery. In this young woman' s case her parents lost 

insurance coverage at the scheduled time for her surgical procedure. She began to cry at 

this portion of the interview and stated she just wanted a vagina like all the other girls. 

When her parents did not attempt to obtain alternative funding for her surgery 

through the county healthcare system, this participant felt betrayed and believed the true 

cause of their lack of commitment in obtaining insurance was a poor opinion of her 

morals. She did not feel her parents valued or respected as a daughter and therefore did 

not assist her in finding alternative funding for her aginoplasty. She felt that as a result 

of this lack of support she became depressed, experimented with drugs, and "fell in with 

the wrong crowd." These behaviors resulted in an admission in the local county 
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psychiatric center. She recovered from her drug addiction and suicidal ideation. Through 

the advocacy of her grandmother, she obtained assistance through the county hospital 

district and a vaginoplasty was performed three years ago. She is trying to obtain 

employment and is applying to her local community college to begin her college 

education. 

Friends. Friendships provided important sources of support for women with CAH 

and FG. All participants reported having a close friendship with a female whom they 

could confide in and comfort them when they were upset. All participants in the study 

had revealed their CAH and FG to a female friend. One participant reports on the first 

time she confided to her best friend she had CAH and needed a vaginoplasty, " ... we cried 

together, she was very supportive of everything and she is still my best friend, and she ' s 

always been there." Another said, "I have good friends ." And a third states, "I have a 

couple of friends. They know I have this condition. They know I had a surgery on my 

private areas because I didn' t have both holes. They are just really good friends. I never 

have a problem with worrying they would make fun of me. 

Trust was a major factor in selecting friends. Participants had known their friends 

since childhood and reported many shared social outings and going to birthday parties 

and holiday celebrations with their friends . Several of the participants participated in 

sports with their friends throughout their elementary and high school days. They tested 

their friends with "little secrets." If their friend was able to consistently keep their 

confidences they eventually confided their CAH and FG to this friend. 
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Sexual partners. Disclosure of CAH and FG to sexual partners was more difficult. 

Four participants chose to disclose their health condition and surgical repair to sexual 

partners, one participant disclosed her condition but not her surgical repair to her spouse 

whom she later divorced, and one participant did not disclose either her CAH or her FG 

to her sexual partner. There was no regret for disclosure or nondisclosure of their health 

history reported in the interviews in all seven participants. However, the majority of 

participants reported they found physical intimacy "easier to handle" than emotional 

intimacy. 

Participants each had their own criteria they drew upon to make the decision on 

whether or not to disclose their CAH or FG. A participant who chose to reveal her history 

made the following statement. "In the last relationship I had he actually knew all about it 

you know ... and it didn't affect it (relationship) at all. " Another participant indicated "I 

love him and he is the first man I have ever shared any of my medical history with ... I just 

feel so comfortable in his arms .... " Finally," .. .I feel it's important if you are going to 

lay down with somebody then there may be a promise of a future here, so these are things 

you have to fess up any time you have sex." On clarification interview this participant 

reported, "I mean a relationship between the two of you and let' s face it, sometimes you 

get a baby you weren ' t countin' on, know what I mean?" 

The three participants who chose not to disclose their health history to their 

partners based their decision on feelings of trust, not having a clear understanding where 

the relationship was going, and a belief that this sexual partner did not have a right to 

know their health history. This was particularly true if their current partner did not 
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verbalize noticing a difference in the participants' anatomy from past sexual partners. 

The following quotes support the feelings of these women. This quote is from a Hispanic 

participant who feels these issues are not discussed in her culture. "I am really private 

about that part of my life, and really the only person that I told about that part of my life 

is my mother and I have a best friend that I told because I trust her." A second participant 

said, "We are having intercourse, He hasn't noticed any difference. I feel like if he hasn ' t 

noticed I am not at a point yet where I feel like I know where the relationship is going. I 

rarely talk about any of these things; I do occasionally well rarely .... " The final 

participant in the group of women who chose not to disclose her complete history was 

married, had a child vaginally and then divorced her spouse because he committed 

adultery. She revealed her CAH and that she had a large clitoris as a result of her 

condition but did not reveal she had vaginal surgery as an adolescent for her introitus and 

distal vagina. She did not offer a specific reason for her choice 

All participants in this investigation have all had at least one sexual relationship 

with a male. Six of the seven participants have had vaginal intercourse. One participant 

feels she is just not ready to have intercourse because she "didn ' t want to let him put hi s 

penis in .... " All participants have experienced kissing, cuddling, fondling , and oral sex 

with male partners. There were no reports of anal intercourse. One participant, "fooled 

around with a female college roommate' but the experience was limited to kissing and 

was reported as a "one time thing." The women in this in estigation reported ha ing 

pleasurable sexual sensations by some method. The women who reported having a high 

insertion of the vagina into the urethra requiring a more extensive vaginoplasty reported 
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their experience with vaginal intercourse was not as satisfying as oral stimulation. Two of 

the participants report having a stable relationship with males. The participants in this 

study are currently single. 

Additional Findings 

Of the seven women who participated in the study, only one participant felt that 

being a female 18 years or older with CAH and FG had any influence on their career 

choice. The other participants felt their career choice was influence by immediate and 

extended family members who had established careers in architecture, engineering, 

teaching, and professional nursing. 

Summary of the Findings 

Seven women who were patients at the UTHSCH divisions of adult and/or 

pediatric urology and endocrinology were interviewed for this investigation to gain 

insight into the experience of females 18 years and older with CAH and FG. This is the 

first purely qualitative study in this population of women. In-depth interviews provided 

answers to the research question, "What is the lived experience of females 18 years and 

older with CAH who have undergone FG?" Six themes previously identified (a) 

normalcy, (b) being different, ( c) decision making, ( d) knowledge deficit, ( e) having 

children, and (f) relationships, identified throughout interviews with all participants. 

The more common memories for those who are salt wasters were visits to 

endocrinology and being compliant with their medication regimen. The participants who 

had surgery as small children or infants had no memories that impacted their daily lives. 

The themes that revealed their daily struggles particularly during adolescence are 
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normalcy, being different, and disclosure. All participants wanted to fit in and belong to 

their peer group. They imitated their peers in an effort to be perceived as the same as 

everyone else. Some of the participants had ambivalent feelings about performing vaginal 

dilations. Their daily fears were being discovered as having genitalia that is not 

considered by most of society as "normal." Their daily lives were impacted by vaginal 

dilation and concern that they would be perceived as sexually precocious or "nasty." 

49 



CHAPTER V 

SUMMARY OF THE STUDY 

This study investigated the lived experiences of females 18 years and older with 

congenital adrenal hyperplasia (CAH), who have undergone feminizing genitoplasty, 

(FG). Feminizing genitoplasty can be clitorectomy, clitoral reduction, or vaginoplasty. A 

hermeneutic phenomenology design was utilized to obtain the experiences of these 

women through in depth interviews rich in the details of their life experiences. The 

interviews were structured with a grand tour question and probes to encourage the 

women to share their experience. The goal of this study was to gain insight into the lived 

experience of females 18 years and older with CAH who had FG as told from the 

participants' perspective. The research question was, "What is the lived experience of 

females 18 years and older with CAH who have undergone FG?" This investigation will 

provide the healthcare community at large with an understanding of the experience of 

having CAH and FG. By focu ing on the reported experience of the women we hope to 

educate the healthcare professionals who provide care for this population with 

interventions that guided by patient choice and experience. 

An extensive review of the literature reveals no qualitative studie addressing this 

issue. As a result there will be not be a comparison to other qualitative studi s. However 

in the review of the literature there were quantitati e investigations relating to gender 

identity, gender role behavior, and gender identity based on genital appearance, and 
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sexual orientation. The findings from these articles will be compared to the data obtained 

in the qualitative interviews. The chapter will conclude with recommendations for further 

research. 

Summary 

The lived experience of seven female participants 18 years and older with CAH 

and have undergone FG was obtained through a hermeneutic phenomenological design. 

A purposive sample was used and participants were obtained from the UTHSCH 

divisions of adult and pediatric urology and endocrinology outpatient clinics. The 

inclusion criteria for this study was being female, 18 years or older, having some variant 

of CAH, and having undergone some feminizing genital surgery. The exclusion criteria 

for this study were females under eighteen years of age, or any CAH patient who had not 

undergone FG. 

The analysis of these interviews using van Manen' s method (1990), revealed the 

following themes, (a) normalcy, (b) being different, (c) relationships, (d) decision 

making, (e) individual's interest in CAH/FG, and (f) having children. These themes 

revealed the meaningful experiences of these women as reported to the investigator at 

this moment in time. 

Discussion of the Findings 

The framework of Max van Marren guided the anal is of this investigation. Van 

Manen believes that from a phenomenological iew research should alwa s question the 

way we experience our world and live in it as human beings. His method of anal sis 

through lived experience and human science marries hermeneutics and phenomenology. 
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For van Manen phenomenology describes how humans orient to life while hermeneutics 

provides us with insight on how humans interpret the experience of living (van Manen, 

1990). The transcripts of the seven interviews were analyzed from van Manen's method, 

which requires the investigator study a phenomena that seriously is of interest to them 

and the experience investigated from a perspective of how the person lives this 

experience. In this method of analysis the experience is not reported as a 

conceptualization but how this experience shapes the lives of individuals. 

The six themes offer us insight into the lived experience of these seven women 18 

years and older with CAH who have had FG. Through the process of transcribing the 

taped interviews the investigator was able to incorporate van Manen' s structure of 

analysis which requires balancing the context of the data obtained by orienting one to 

examining the information as a whole and considering the separate parts of the interview 

that come together and reveal the meaning of the experience to the individual (van 

Manen, 1990). 

The meaning of normalcy to these women was to fit in with other females in their 

peer group, family, and society. They all reported either having normal lives or their 

desire to achieve normalcy through obtaining the anatomy neces ary to have life 

experiences common to most females. These women also voiced concern wh n they did 

not experience this connection that revealed another theme. The experiences of normalcy 

included having a menstrual cycle, vaginal intercourse, pregnancy and the deli ery of 

her child vaginaJ1y if possible. 
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To the women in this group being different had more than one meaning. The fir t 

meaning reported was anatomical difference. The majority of women in this study did not 

want to be perceived as being different from other females who were born with a clitori 

that was not prominent and a patent vagina. Two participants, one who had a congenital 

absence of a uterus, and the other participant who had to have dysplastic gonads removed 

expressed sadness over this situation. To them not having these anatomical structures 

represented a loss of not only anatomy but of the hope that one day they might become 

pregnant with their own child. The meaning to these women of being different was 

deeper than the fear of ridicule from others that they were missing basic anatomical 

structures. It meant that they would never experience the feeling of another life within 

them, of giving life to another being or creating a life. 

Another meaning of being different to this group of women included social role 

behaviors that are generally not considered feminine. Susan Baker in an article 

comparing control girls to CAH girls she defined gender role as actions, activities, and 

behavior indicating to others or to the self whether one i male, female, or ambivalent 

(Baker, 1980). Behaviors ofCAH girls compared with control girls (sisters generally) has 

been studied sociologically by sociologists and thi finding of an increased incidence of 

play behaviors perceived as masculine is increas d in thi population. Several participants 

felt they behaved like a tomboy due to their preference for male friends and a fondness 

for rough play. One participant stated her mother as concerned she ma ha too much 

testosterone. She said her mother was concerned about this because she "could 

intimidate her sisters hold her own with her brother, and pla a killer game of tennis. ' 
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Another participant said she was, "never as girly as the other girls about shopping and 

clothes, I enjoyed getting dressed up for something special. .. I'm an everyday blue jeans 

girl." The meaning of being different in this aspect was the acceptance of activities these 

women enjoyed by their peer group without being looked upon as being male. All seven 

women are self-identified as female. 

While analyzing the interviews the theme of relationships was noted to be the 

most complex. The participants revealed they connected to others in different ways and 

based these distinctions as family (immediate or extended), friends, or sexual partners. 

The underlying meaning relevant to all participants was trust and support. All participants 

interviewed commented on feelings of trust in relationships. These women desired to 

have family members, friends, and sexual partners who they could feel connected to and 

receive acceptance for being themselves. The criteria for trust varied between the three 

types of relationships discussed. For family members the meaning of relationship was 

primarily support for their condition. The expressed meaning of the participant's 

relationship in reference to friends was centered on trust, support, and acceptance of the 

individual. For sexual partners the meaning was more complex as sexual relationships 

can be casual or committed relationships such as a boyfriend as opposed to a husband or 

father of your child. 

Decision-making was one theme that emerged but did not have meaning to the 

majority of the participants, perhaps this occurred b cau e the majority of the participant 

did not have input into this process. One participant wondered what path she would have 

chosen surgically if the choice had been hers hil to another participant, the meaning of 
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decision making was that she was in control to what happened to her body and as a result 

experienced and viewed her mother as a true advocate for delaying surgery until this 

child would be old enough to make the decision for herself. The literature review on 

decision making in reference to females with CAH who have had FG consisted of 

interviews of the chjld's parents, who reported that they had been educated by the child's 

physicians about the physiologic condition (CAH) and the necessary surgical treatment 

(FG) and felt they had chosen well for their chlld (Dayner, Lee, & Houk, 2004). Females 

18 years and older with CAH who have undergone FG have not been studied as to their 

view of the decision-making process that lead to their surgical treatment. 

Levels of knowledge interest emerged in the interviews of the majority of 

participants. There was one participant in the group of four women who had surgery as an 

infant or young chlld had only the memory of purchasing new pajamas, robe, and slippers 

for her hospital stay. All of the participants who had FG as an adolescent or young adult 

remembered the procedure and post-operative care. The interviews revealed varying 

levels in knowledge in reference to medications, diagnoses, and surgical procedures 

performed. This interest variance did not seem to have any sigruficant meaning to the 

participants. As most of the participants feel they are doing well not knowing all of their 

medical or surgical history does not seem to be a priority for them. All agreed to sign 

release forms for release of information from institutions, however, most of the 

participants were not aware of the facility wh re their initial urgery occurred and ere 

not distressed that their parents did not remember. one of the participants were 

interested in putting any effort into obtaining thi information. 
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Having children was a theme that emerged in all the participant interviews. Two 

of the participants have been pregnant and have delivered vaginally three and one infant 

respectively. The remaining participants expressed an interest in having children whether 

through adoption or surrogacy. The meaning of having children to these women was 

related to the meaning of normalcy and not associated with being different. None of the 

participants who were childless at present expressed what being a parent would mean to 

them in terms ofteachlng another human being about life and choices. 

The last theme that was prevalent in all interviews is disclosure. The participants 

all expressed concerns about disclosing their health history to others. Trust played an 

important role in disclosure. To the majority of participants to disclose their health 

history to another person meant to expose themselves as vulnerable to ridicule. One 

participant did not have this view. The meaning of disclosure to her was to reveal her 

history upfront so that if there would be any ridicule she would end the relationship if she 

felt it was not "going anywhere." This theme was not listed separately in this 

investigation and was woven throughout other themes that affected the daily lives of the 

participants and was a more appropriate representation of the women' experience. 

This study will fill a gap that exits in the literature as it is the only study that 

focuses exclusively on the lived experience of being a female 18 years and older who has 

had FG from a hermeneutic perspective. In all the currently published studies the 

investigators are the experts. In this inve tigation the participants are the experts with the 

PI serving as a vessel to analyze and report the experiences of these women. There were 

no assumptions made at the initiation of this in estigation. The interviews with these 
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women revealed insights that will be of value to the clinicians who care for this 

population. 

Conclusions and Implications 

As this is a hermeneutic investigation based on a grand tour questions and probes 

to gain insight into the lived experience of femaJes of CAH who have had FG. This 

investigation provides insight into the experience of these women as they have lived with 

this condition and the results of their surgical interventions to this point in time in their 

life. The philosophical underpinnings of this study were those of Hans Gadamer. In 

keeping with this philosophy lived experience in a historicocultural context, the lived 

experience of these participants will presented as they have been reported to the 

investigator at this moment in time. 

The following conclusions were derived from this investigation: 

I. Women with CAH and FG desire to be perceived as normal by their family , 

friends, and sexual partners - although concerns exist about being different 

from others due to anatomical and gender role behavior related social 

differences. 

2. Varying levels of knowledge interest in physiologic condition, anatomy, and 

previous surgical procedures exist and are related to educational level and 

information transmission by parent . 

3. Familial support to a greater extent than friend or sexual relationships 

affects the amount emotional distress experienced by women with CAH with 

FG. 
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4. All participants who did not have children expressed an interest in becoming 

a mother. 

5. Vaginal dilations were an important aspect of the daily lives of those 

participants who have undergone vaginoplasty. 

6. The majority of participants reported pleasurable sexual experiences. 

7. Trust is a crucial factor influencing the decision to disclose health history. 

8. Women with CAH viewed nurses as supportive and increasing their 

knowledge and confidence levels with vaginal dilations, anatomy, 

medications, and physiologic condition respectively. 

The following are implications for practice supported from the data obtained 

during this investigation: 

1. A multidisciplinary team consisting of nursing, pediatric endocrinology, 

pediatric urology, social work, and child life should sit down face-to-face 

and explain the child 's physiologic condition and anatomy with the parents 

in terms they can understand. Explanations should include testing will be 

done to determine genetic sex and specific variant of CAH, alterations that 

may be present in physical and emotional developmental milestones, and 

inclusion of pictures and models to assist parents in understanding the 

infant' s condition and anatomy. As the child matures an ongoing as essment 

of their understanding of their anatomy and condition should be as e sed and 

if necessary the above proce can be repeated with the child using 
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developmental appropriate aids to increase the child 's knowledge. These 

teams currently exist in some tertiary referral centers. 

2. The multidisciplinary team needs to support patient-centered care, 

recognizing what is normal for one individual may not be normal for others. 

Forcing a patient into a social norm with regard to clitoral size or gender

typical behaviors may cause harm to the patient. 

3. During routine and urgent office visits, nursing should protect the patient' s 

privacy by limiting the number of "white coats" that enter the examination 

room. This will provide a more relaxed atmosphere for the parent and child 

and will also limit the number of persons viewing the child ' s exposed 

genitalia. Also if genital measurements are needed the numbers and the parts 

of the anatomy being measured should be written down by the provider and 

not called out to be transcribed. This practice may be confusing for the 

parent and child who do not understand what these numbers imply. 

4. Surgical care should be provided when dealing with a complication that is a 

threat to the patient's well being. When possible elective surgical treatments 

should be delayed until the patient can actively participate in deci ion

making about how her body will loo~ feel , and function. 

5. Directly address the parents and child s emotional or social distress with the 

social work, psychology, and child life members of the in titutional 

multidisciplinary team. Thi s will include providing the names of national 

and local support groups for indi idual with D D. These group include the 
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Intersex Society of North America (ISNA) and The Congenital Adrenal 

Hyperplasia Research and Education Support (CARES) Foundation. 

6. As the child matures into adulthood, consult with the appropriate adult 

services for continued follow-up: Endocrinology, Obstetrics/Gynecology, and 

Urology. Nursing specialists in all of the above mentioned services wil1 able 

to provide additional patient teaching and well woman care for this 

population. 

Recommendations for Further Study 

As it is the focus of the nursing profession to care for our fellow humans and 

assist them with their experiences in health and illness there are several studies that 

would be appropriate. 

1. In the future this same study will need to be repeated at other tertiary referral 

centers in multiple geographic locations to ascertain whether the reports of 

these women are representative of the experiences of females with CAH who 

have had FG. 

2. A phenomenological study asking participants fill out a survey and return 

their responses. This approach would allow participants who cannot easily 

travel to a tertiary site to participate in research that is relevant to their lives. 

3. There are two known populations of indigenous people with an increased 

incidence of CAH. It is unknown whether the e two population ha e had FG. 

Several participants verbalized during their interview that they trusted nursing 

and felt comfortable confiding this ery personal and sensiti e information to 
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me as a member of the nursing profession. This subject is an appropriate 

avenue for nursing research. The information obtained from this research 

trajectory could be used to educate future nurses in human sexuality , patient 

advocacy, and have nursing at the forefront multidisciplinary teams to assist 

this population address their needs. When people receive support from their 

family, friends, and society everyone is the beneficiary. 
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Recruitment Letter 
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Dear Ms. (person's name) 

You are invited to take part in a research project. This research project has been 

reviewed by Texas Women's University and the Committee for the Protection of Human 

Subjects at the University of Texas Health Science Center Houston. The purpose of thi s 

study is to understand the personal experience of women who have had genital surgery as 

a part of their treatment for CAH. 

If you agree to join this study, you will be asked to come to the University of 

Texas Health Science Center-Houston, Division of urology for a meeting with the 

principal investigator, Michaelene R. Ribbeck, a registered nurse practitioner. 

The meeting will be tape recorded. During the meeting you will be asked to 

discuss your experiences with having genital surgery as part of your treatment for CAH. 

You do not have to answer any questions that you do not want to answer. You may stop 

the meeting at any time. You may ask for the taping to stop at any time. The study will 

pay for your parking and mileage. The meeting should last from 1-2 hours. 

After the tape is reviewed, you may be asked to come back for another meeting. 

You do not have to come back for this meeting. If you do decide to come for another 

meeting, you do not have to answer any questions that you do not want to answer. 

You will not be personally identified in any reports or publications that may result 

from this study. Any personal information about you that is gathered during this study 

will remain confidential to every extent of the law. ames and any personal identification 

will not be included in the written notes made from the tapes. Audio-tapes will be 

destroyed when the study is completed. 

If you have any concerns about your rights as a research participant, call the 

Committee for the Protection of Human Subjects at (713) 500-3985. 

You may contact me directly at 713-500-7330 if you would be interested in 

participating and to ask questions. 

Sincerely, 

Michaelene R. Ribbeck, MS , RN, P-C 
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Protocols for the Lived Experience of Females 18 Years and Older with CAH who have 

undergone FG. 

1. Request and obtain approval of the Waiver for Screening and Recruitment form 

from IRB. 

2. Charts for potential participants will be screened in the UT Pediatric Urology and 

Pediatric Endocrinology Clinics. 

3. A list of females with CAH who have had genital surgery will be produced by 

chart review. 

4. Potential participants will be mailed a letter inviting them to participate in the 

study. 

5. In the recruitment letter there will be a phone contact number with the names of 

the principle investigator (PI) for the potential participant to call and ask questions 

about the study or to agree to participate in the study). 

6. The PI will greet the participant at the clinic and escort them to the conference 

room. 

7. The PI will review the consent form with the patient and will allow time for the 

patient to ask questions and read the con ent form in its entirety. If the patient 

agrees to participate in the study the consent form will be signed by the stud 

participant and the PI. The participants name will be entered on a tudy 

participant form and assigned a study number. 

8. The participant will complete a demographic form. 
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9. The participant will then be interviewed beginning with a grand tour question and 

probes in reference to their experience with CAH/FG. 

10. The participant will be reimbursed for travel expenses and parking validation. The 

participant will be thanked for their efforts and reminded an additional interview 

may be requested to validate any new themes that occur. 

11. The interviews will be transcribed. 

12. The transcripts will be validated by the PI. 

13. The transcripts will be evaluated for themes by van Manen ' s method. 

14. The results will be reported in the results section of the dissertation and reviewed 

by the PI' s dissertation chair and then presented to the PI ' s dissertation 

committee. 
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Demographic Questionaire 
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Participant # ___ Interview Schedule: Demographics Age: ______ _ 

Education 

□ Less than high school 

□ High school diploma/GED 

□ Some college 

□ College graduate 

□ Postgraduate education 

Ethnicity 

D White/European American 

□ African American 

□ Hispanic and Latino 

□ Asian 

D Other - ~=--~--
Marital Status 

D Single-never married 

□ Married 

□ Separated, 

D Divorced 

D Widowed 

Children: Number __ , Ages _____ _ umber li ing at home 

Employment Status: D nemplo ed D Part-time D Full time 
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APPENDIX E 

Grand Tour Question and Probes 
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Probes 

Grand Tour Question: 

Please tell me about your experience as a female with CAH who has 

undergone feminizing genitoplasty. 

• Tell me what it's like to have had this surgery. 

• What do you remember about the time when you had this surgery? 

• How old were you when you had this surgery? 

• Who made medical decisions on your behalf when you were a child? Mother? 
Father? Did you have any input? 

• What has your biggest challenge been? 

• How has this surgery affected your relationships? What would be an example of 
that? Family relationships? Friends? Intimate relationships? Were these 
relationships with males? Females? Both sexes? What sexual activity have you 
participated in, vaginal intercourse? Anal intercourse? Oral sex? 

• Have you ever considered having children? If you could not carry your own child 
what options would you consider? 

• How do you feel this surgery has affected your life? Your relationships? Your 
choice of occupation? Examples? 

• What advice would you give to someone who has had this surgery? 

• What else would you like to tell me about your experience with C H or our 
surgical experience? 
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