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Abstract 

Objective: To explore perspectives on family planning among young people who perceive they 

are infertile or will have difficulty carrying a pregnancy to term owing to medical conditions or 

procedures.  

Methods: This exploratory analysis examined pregnancy plans and contraceptive behavior 

among 12 young adults with a diagnosed medical condition or who had undergone a medical 

procedure associated with impaired fertility, and who had discussed fertility with a healthcare 

provider. We utilized data from a larger study investigating prospective pregnancy intentions and 

plans among 50 young (ages 18-24) women and their male partners (n=100). 

Results: Medical conditions included endometriosis, polycystic ovary syndrome, and lupus. For 

some, medical conditions/procedures led to use of no or less effective contraception, as 

perceived risk for pregnancy was low, though seven participants had previously experienced 

pregnancies. Participants also described how medical conditions altered their timelines for 

pregnancy and overall desire for children; for example, one participant described continuing an 

unplanned pregnancy because she feared it would be her only chance to parent.  

Conclusion: This exploratory analysis suggests that among young people, medical issues 

perceived to affect fertility and pregnancy may influence pregnancy planning and contraceptive 

behavior. Young people may lack knowledge about fertility and the impact of a medical 

condition; thus it is critical that providers clarify the difference between anticipated difficulty 

conceiving and complete infertility. Tailored contraceptive care is needed for young adults with 

medical conditions that may affect fertility to ensure they have the necessary information to 

make informed family planning decisions. 
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Implications 

Medical conditions known to affect fertility may influence young people’s family planning 

desires and behaviors. Understanding how young adults process information about medical 

conditions’ impact on their fertility and change or make plans in response is important in order to 

best meet their family planning needs. 

 

Keywords: perceived infertility; PCOS; endometriosis; pregnancy; family planning; emerging 

adulthood  



 3 

1. Introduction 

Many women in the United States have medical conditions that may affect their ability to 

become pregnant; for example, while estimates vary depending on diagnostic approach, 

methodology, and population [1-4], between 2% [5] and 7% [6,7] of American women may have 

polycystic ovary syndrome (PCOS), while approximately 11% [8] may have endometriosis. 

Although these conditions are typically diagnosed in reproductive-aged adult women, PCOS, 

endometriosis, and other reproductive conditions may emerge in childhood or early adolescence 

[9,10]. While the reproductive sequaelae of these conditions are not fully understood or uniform 

across patients, they frequently include compromised fertility [1,11-14]. Additionally, conditions 

such as lupus, PCOS, and endometriosis may be associated with pregnancy-related 

complications, including miscarriage, preeclampsia, and preterm birth [15-17].  

Furthermore, many young people believe they will have difficulty getting pregnant [18-

27]. A 2018 study found that 17% of young women felt that it was unlikely they would 

experience a future pregnancy [18], while in a 2012 study of unmarried young adults, 19% of 

women and 13% of men believed they were likely to be infertile [19]. Contrasting these data 

with national estimates suggests a tendency to overestimate infertility; for example, the National 

Center for Health Statistics estimated that approximately 7% of married or cohabiting women 

aged 15-44 are unable to become pregnant, and that 12% of all women aged 15-44 have 

difficulty getting pregnant or carrying a pregnancy to term [28]. Research suggests a variety of 

reasons why an individual may anticipate difficulties with pregnancy [19,20]. For example, some 

people overestimate their infertility if they do not become pregnant after what they consider to be 

a prolonged period of unprotected sex; in one study, 37% of women who believed they were 

infertile cited absence of pregnancy after sex without contraception as a reason for their belief 

[19]. This is particularly relevant in the context of common messaging to adolescents that 
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pregnancy can happen after only one sexual encounter [29]. One qualitative study of adolescent 

girls found that many had misperceptions about what causes infertility, including stress, 

substance abuse, and contraception, which could lead some to incorrectly perceive themselves as 

being infertile [30]. Additionally, some women may anticipate difficulties becoming pregnant if 

family members have experienced fertility difficulties, including miscarriage [20]. Conversations 

with a healthcare provider, such as a provider stating a low likelihood of becoming pregnant 

owing to a medical condition or undergoing procedures known to impact pregnancy, may also 

lead people to (possibly incorrectly) believe that they are completely infertile [20].  

The extant literature suggests that because the medical community lacks knowledge about 

the origins, symptoms, treatments, and disease progression of conditions such as PCOS and 

endometriosis, patients may also lack clarity on treatments and prognosis, especially relating to 

fertility [31-37]. Indeed, in one qualitative study, women affected by endometriosis described 

becoming their own experts, educating themselves about their conditions when their providers 

were unable to do so [35]. Furthermore, some clinicians may neglect discussing fertility with 

their patients [37], not take conditions seriously [35], and dismiss patients’ complaints about 

pain, often leading to delayed diagnosis [38-40]. This is especially important for Black women, 

who experience the highest rates of infertility [41], who may have differential rates and 

experiences of medical conditions that can affect fertility [6,42-44], and for whom the U.S.’s 

history of reproductive oppression, including forced sterilization, may make less likely to interact 

with and/or be distrustful of the medical system [45-48]. 

Previous research suggests that young people who perceive their fertility is compromised 

are less likely to use contraception [19,21,22,26,49-51]. Research among women and adolescents 

in the U.S. has found that perceived infertility was commonly cited as a reason for contraceptive 
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non-use prior to pregnancy [20,23,24,27,49]. While several quantitative studies have examined 

contraceptive use for pregnancy prevention among women with medical conditions associated 

with impaired fertility [52-55], to our knowledge, only one qualitative study has addressed these 

issues among young people (specifically adolescents) [56]. To fill this gap, we analyzed in-depth 

interview data to explore the influence of medical conditions on young adults’ pregnancy desires 

and plans, and contraceptive behavior. 

 

2. Methods 

This analysis utilized data from the Young Couples Study, a mixed methods study 

examining pregnancy desires and decision-making among 50 couples (total n=100) in Northern 

California. The aim of this study was to develop new approaches to prospective measurement of 

pregnancy intentions. Eligibility criteria included that the female partner: self-identified as Latina 

or Hispanic, Black or African American, Asian, or White; was between ages 18 and 24; was not 

currently pregnant or trying to become pregnant; and could identify a primary male partner age 

18 or older with whom she was sexually active and had been in a relationship with for at least 

two months. Both partners had to live in Northern California. We utilized a theoretical sampling 

approach, iteratively shifting our focus to different populations in order to yield a sample with 

maximum diversity in racial/ethnic background, educational attainment, and parenting status 

[57]. We recruited participants through flyers posted by community organizations, health clinics, 

and colleges, and through the online advertisement website Craigslist and Facebook.  

After participants provided informed consent, they first completed a brief survey on 

demographic characteristics and several pregnancy-related measures. The survey included the 

following question: “Some people are unable to become pregnant, even if they want to. How 
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likely do you think it is that you are infertile or will have difficulty getting pregnant when you 

want to?” with the response options “not at all likely,” “slightly likely,” “quite likely,” and 

“extremely likely.” [58]. Interviewers of the same gender as the participant then conducted 

individual interviews simultaneously and separately using a semi-structured interview guide that 

addressed relationship history, contraceptive decision-making, and pregnancy intentions. 

Interviewers also probed on responses to the survey items on pregnancy-related measures, 

including the question on perceived likelihood of infertility. Upon interview completion, each 

participant received an incentive of $30. The Committee for the Protection of Human Subjects at 

the University of California, Berkeley approved the study protocol. 

Interviews were recorded digitally and professionally transcribed. This exploratory 

analysis included 12 participants who described medical conditions that may affect fertility or 

are associated with pregnancy-related complications, as well as previous medical procedures that 

may affect fertility (e.g., intensive radiology treatments, complications with a prior intrauterine 

device). This information emerged spontaneously or through probing about responses to the 

survey question about difficulty becoming pregnant. This analysis focused on the subpopulation 

of participants who had believed themselves to be infertile owing to medical conditions or 

procedures and discussed the potential impacts of their conditions on their fertility with a 

healthcare provider. We conceptualized this group a distinct from young people who perceive 

themselves to be infertile for other reasons, including misperceptions about their fertility 

[19,20,22,25].  

Two authors (SA and NI) coded the data in the web-based software Dedoose in two 

rounds using a thematic analytic approach modified to incorporate collaborative coding to 

enhance analysis [59,60]. First, we utilized a “lumping” approach, analyzing and coding larger 
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blocks of text to capture the larger topics and ideas, followed by a second round of coding using 

a final code list developed by condensing similar codes to capture emergent themes [59]. We 

present a variety of data—participant demographics, descriptive results of the perceived 

infertility survey question, themes developed through analysis of the qualitative interview data, 

and a case study vignette—in the interest of providing “thick description” [61] to triangulate an 

initial conceptualization of the influence of medical conditions on family planning among young 

people. We first describe the demographic characteristics of the participants in our sample with 

perceived infertility due to a medical condition or previous medical procedures. We then present 

qualitative data, using pseudonyms, to illustrate the influence of perceived infertility on 

contraceptive decision-making and pregnancy plans and desires. 

 

3. Results 

In the subsample (n=12), 11 participants perceived infertility owing to a medical 

condition or complications from a previous medical procedure, including PCOS, endometriosis, 

and ovarian cysts, while the twelfth expected difficulties carrying a pregnancy to term owing to 

lupus (Table). Among this subsample, the average age was 21.5 years (SD=1.7). Most 

participants were women (n=10) and had been in a relationship for longer than a year (n=10). 

Over half (n=7) reported prior pregnancies (with all but one pregnancy considered unplanned), 

and five were parents. Notably, the majority of participants (n=7) were people of color.  

Responses to a question about perceived infertility on the demographic survey varied. 

When asked how likely it would be that they would have difficulty getting pregnant or getting a 

partner pregnant, one participant responded that it was extremely likely, two selected quite 

likely, six selected slightly likely, and three selected not at all likely (Table). We observed a 
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pattern in these responses, in that participants who had previously experienced pregnancy 

appeared to not anticipate difficulties becoming pregnant, while those who had tried intentionally 

to become pregnant and had not been successful expected some degree of difficulty. For 

example, three female participants who felt that it was not likely they would experience 

difficulty had all been pregnant before. Cassie, a woman with ovarian cysts and one previous 

pregnancy, described, “It’s like, you know, I think I can get pregnant…I mean I already have 

once, so I don’t see myself having difficulties in the future.” In contrast, two participants who 

had tried to get pregnant for at least a year and had not conceived reported that it was extremely 

and quite likely they would have difficulty getting pregnant, while most who reported that it was 

slightly likely had never tried for a pregnancy before. All 12 participants described medical 

conditions or previous medical procedures as influencing their thoughts and behaviors regarding 

pregnancy and/or contraception, as described below and in Holly’s vignette (Figure).                              

 

3.1 Influences on contraceptive decision-making 

In the qualitative interviews, some participants described how perceived infertility led to 

use of no or less effective contraception. Like Holly, these participants felt that, because of their 

medical conditions or previous medical procedures, they would be unable to become pregnant, 

rendering contraceptive use unnecessary. For example, Jake, a man who had undergone intensive 

radiology treatments and had no previous pregnancies, described his decision to stop using 

condoms. 

“Because of all the x-rays at such a young age, they said it was highly possible that I 

might not be able to have kids. That I might be sterile. So that I feel like subconsciously 
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that might also play into why I stopped wearing condoms, was because I kind of 

rationalized it to myself.”  

Jake was in a committed relationship with someone he planned to have children with in the 

future. Despite the shared, clear desire to avoid pregnancy they both described, his perceived 

infertility was the reason he stopped using condoms and started relying on withdrawal, a method 

he acknowledged as being less effective. When describing how he came to this choice, he stated, 

“I was like, okay, well if I’m pulling out, and I’m not even sure if I can have kids…I think that 

factor, in the back of my mind, kind of has an effect on my decision-making.” Simone, a woman 

with endometriosis and one previous pregnancy, also recalled her experience discontinuing 

contraceptive use after her healthcare providers told her that, because of her medical condition, 

“You’re just never having a kid.” Because she perceived a minimal chance of pregnancy, she 

decided contraception was not necessary: “I’m just gonna be loose and wild, and I don’t give a 

shit. And so [partner] and I just never used protection because of that.” Simone went on to 

experience an unplanned pregnancy with her partner. While she did not want to be pregnant at 

the time, she had a positive emotional response to the pregnancy, owing to her perceived 

infertility and family troubles she was experiencing at the time. “I was really happy I was 

pregnant, though, because my doctors told me I’d never have kids. And then obviously when I 

found out I was going to have a kid, I was in shock, but I was so happy, I didn’t care.” She saw 

the pregnancy not only as a chance at motherhood that she had thought she might never have but 

also as the “family that I wanted, or needed, in a sense.” Similarly, Karina, a woman who 

previously had thyroid cancer and been pregnant once, described how she and her partner 

decided to have sex without using contraception: “Well honestly, that’s what we’ve been doing 

the whole time. And I don’t get my period because I had thyroid cancer when I was 18, and they 
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had to remove my thyroid, and I take medication every day. And I’m kind of ruined, like I don’t 

have the monthly cycle anymore. And that’s what happened with [daughter], like I thought I 

can’t get pregnant, surprisingly I did.” Even though Karina was avoiding pregnancy at the time 

of her interview, she described that she would be both happy and unhappy if she were to find out 

that she was pregnant today. “I want to finish school first, but at the same time, I have two 

answers for that, a little unhappy and happy just because I feel like I can’t get pregnant, and it’s 

more out of luck for me. More luck for me, I guess, than actual planning…”  

For four participants, medical conditions influenced contraceptive method choice, rather 

than overall use or non-use. These participants considered methods that would help alleviate 

their ovarian cysts, not exacerbate their uterine scarring, or would not interfere with their 

medication. 

3.2 Influences on pregnancy plans, desires, and feelings 

Like Holly (Figure), whose PCOS diagnosis led her to feel both nervous and excited 

about an unplanned pregnancy, other participants also described how their medical conditions or 

previous medical procedures influenced their reactions to unplanned pregnancies. Jessica, a 

woman with ovarian cysts and a previous pregnancy, recalled how, at age 16, she “had a 

breakdown” when she found out she was pregnant. Ultimately, she and her partner decided to 

continue the pregnancy, owing to fear of infertility. “We talked about that, what if I can never get 

pregnant again? What if this is my only chance of having a kid? So I think yeah, that did play a 

factor in figuring [it] out.” Even though Jessica was not sure if she would try to become pregnant 

again, her perceived infertility was still a factor in her decision-making; when asked if her 

ovarian cysts influenced how she thought about pregnancy or contraception, she said, “It does, of 
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course. Especially because in the back of my mind I’m like, what if this is my last pregnancy? 

What if I never get pregnant again?”   

Additionally, some participants described how medical conditions or previous medical 

procedures influenced their timelines for having children. Denise, who had been pregnant once, 

described openness in her pregnancy timeline because of her Lupus diagnosis: “Yeah, so if I'm 

like 26, and they're like, yeah, you're in remission, and I'm in a good place with everything else, I 

figure that might be the time. So I wouldn't want to wait necessarily in case I get sick again.” 

Although Denise would prefer to wait until age 27 or 28 to become pregnant, she also recognized 

the need for flexibility in those plans because she could not predict the status of her lupus. After 

being told by her physician that she would need to proactively take medication to prevent 

miscarriage if she were not in remission, and experiencing a previous unplanned pregnancy and 

subsequent miscarriage during a Lupus flare-up, she realized that becoming pregnant would not 

be an issue; rather, carrying a pregnancy to term would pose a challenge. Because of this, she 

said, “Family planning for me would probably go around when I'm in remission.” 

Finally, two participants described how their perceived infertility affected their overall 

desire for children. The ways these participants expressed their pregnancy desires were colored 

by the difficulties they expected to face getting pregnant, carrying to term, and delivering a 

healthy infant. Sandra, a woman with endometriosis and no previous pregnancies, noted that she 

did not want to have children until she found out she couldn't become pregnant: "That’s always 

how they say it is, you never want something until you know you can’t have it." She described a 

history of unprotected sex with her current and previous partners, hoping that one of them would 

be the one to bring about a “miracle” and get her pregnant. While she strongly desired a 

pregnancy with her current partner, she noted that becoming pregnant would be “a blessing and a 
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curse”; knowing she could get pregnant would bring her much joy, but she did not feel 

financially ready to parent a child. While Sandra’s perceived infertility influenced her desire to 

have children, Alisha, a young woman with PCOS and no previous pregnancies, felt conflicted in 

her desire to have children owing to her perception of infertility and potential difficulty in 

sustaining a pregnancy. After being told by her physician, “your situation limits you a lot,” she 

described the lack of control she felt she had over getting pregnant: “It all has to do with my 

condition pretty much. It’s like I said, it’s not up to me really.” Although she strongly wanted to 

become pregnant, this participant had suffered disappointment and frustration after a year of 

trying to become pregnant without conceiving. This disappointment was amplified by her 

partner’s strong desire to have a child and her feelings about what her PCOS diagnosis might 

mean for their relationship: “I always tell him, like you’re probably going to leave me for 

someone who can bear children.” The seemingly conflicting desires exhibited could lead her to 

appear ambivalent about pregnancy; instead, her interview later revealed an internal negotiation 

process that served as a form of self-protection against the potential disappointment and pain of 

being unable to actualize her childbearing desires (further described elsewhere [62]). 

You want to have a child as opposed to the fact that you know that your body can’t even 

really so much as take a child. Then it’s like, do I even want one? Do I? Like do I want to 

put myself in that situation where I might possibly lose my baby? I feel boxed in.” 

Because of this, she described herself as being “50-50,” both not actively trying to get pregnant 

and not actively avoiding pregnancy. Like many others in this sample, her medical condition and 

resultant risk for infertility tempered her true feelings and behaviors around childbearing.  

4. Discussion 
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This exploratory analysis suggests that among young people, medical conditions and 

procedures perceived to affect fertility and pregnancy outcomes may influence approaches to 

pregnancy planning and contraceptive behavior. Importantly, this exploratory analysis illustrates 

a complex dimension of reproductive decision-making among young people that merits 

consideration in family planning care and should be further explored in both quantitative and 

qualitative research. 

While previous research has examined young people’s perceived infertility owing to the 

absence of pregnancy after unprotected sex [19,24,27,49], our study expands the literature by 

focusing on individuals whose perceptions are related to their health status and conversations 

with healthcare providers. Young people may generally lack accurate information about fertility; 

for example, 92% of unmarried young adults overestimate the probability of pregnancy after one 

act of sex without contraception [19]. They may also have inadequate knowledge of their own 

medical conditions and health status [63]. There is likely an interaction between this normative 

lack of knowledge about fertility and knowledge about how a medical condition can affect their 

ability to conceive and/or carry a pregnancy to term. As young people affected by medical 

conditions likely have more intense relationships with the healthcare system, prioritizing sex 

education and discussing fertility in a developmentally appropriate manner during healthcare 

visits is critical for supporting their informed decision-making about pregnancy and 

contraception. Given that more than half of this subsample had experienced unplanned 

pregnancies—which granted, many were quite pleased about because they expected pregnancy 

would be difficult or impossible for them—this analysis suggests that young people with these 

conditions may be making decisions about contraception without full and accurate information. 

It is critical that providers delivering this information make clear the difference between 
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anticipated difficulty becoming pregnant and complete infertility, as well as communicate the 

degree to which the scientific evidence is not conclusive. However, in order to do so, providers 

themselves must be knowledgeable of medical conditions that may impact an individual’s 

fertility, including endometriosis and PCOS. Notably, our subsample was also primarily 

comprised of women of color, drawn from a larger study with a diverse sample by design [64]. 

In general, the overrepresentation of women of color among people affected by infertility [41] 

but underrepresentation among people receiving healthcare services for infertility indicates 

differential access to quality healthcare, especially at the primary care level for initial infertility 

care [42,65]. 

This study highlights the importance of a developmental perspective when studying how 

young people process and negotiate medical conditions that may compromise their fertility. An 

important finding from our previous research with the same dataset is that entering the emerging 

adulthood stage of the life course (often defined as ages 18-25) meaningfully shifted some 

participants’ perspectives on pregnancy [64,66]. In this study, these perspectives were further 

impacted by one’s perception of their ability to conceive or carry a pregnancy to term. Indeed, 

some participants in our study had not even considered parenthood until they were diagnosed 

with their medical condition, while others reacted favorably to an unplanned pregnancy because 

it indicated that pregnancy was possible. Previous research with patients with endometriosis [67] 

and PCOS [33,63] has described how diagnoses of these conditions during adolescence launch 

consideration of childbearing prematurely, with a few studies noting that some adolescents feel 

pressured by their healthcare providers to become pregnant “sooner, rather than later” [68,69]. 

Understanding how young adults process information about medical conditions’ impact on their 
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fertility and change or make plans in response is important in order to best meet their family 

planning needs. 

Strengths of this analysis include the focus on young adults, a developmental period in 

which actual and anticipated infertility is understudied. Previous research has documented the 

fertility concerns of women, including adolescents, diagnosed with endometriosis and PCOS and 

described the distress and uncertainty that is associated with these diagnoses [32-

34,40,63,69,70]; our analysis advances the literature by focusing on pregnancy preferences and 

contraceptive decision-making among young adults. While pregnancy prevention is often the 

primary family planning concern for young adults, individuals’ expectations of compromised 

fertility can affect their pregnancy desires and contraceptive decision-making, even when it 

appears they are avoiding pregnancy. This exploratory analysis highlights the value of utilizing 

the reproductive journey framework, which acknowledges and examines the connections 

between one’s reproductive past, present and future, versus focusing on time-specific, discrete 

reproductive events [71]. As this analysis emerged organically from the data in a subsample of 

participants and was not a primary focus of the larger study, the sample size for this analysis is 

small for exploring the number and diversity of medical conditions experienced by participants 

[72]. Further, our dataset did not contain extensive information about individuals’ medical 

conditions and health statuses—and their understanding of such—and experiences with 

healthcare providers that would deepen this analysis, allow for a more interpretive approach, and 

enable saturation on additional themes. Taken as a whole, health conditions that can impact 

fertility affect a considerable number of women, suggesting a need for increased attention to and 

understanding of the complex ways in which they influence contraceptive and pregnancy 

decision-making. Future research using both quantitative and qualitative approaches to 
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investigate this phenomenon should focus on individual conditions or recruit a purposive sample 

that represents a variety of conditions in order to develop specific practice recommendations. 

Though this analysis was exploratory, it does suggest that tailored family planning care is 

needed for young adults with medical conditions or who have undergone procedures that may 

affect their fertility. For example, a patient who anticipates difficulty with pregnancy may be less 

likely to disclose that they want to become pregnant, implementing a self-protection mechanism 

in the event they cannot actualize their desires [62]. Previous research with women and 

adolescents with endometriosis and PCOS describes an overall lack of effective communication 

with healthcare providers about fertility, resulting in frustration from already distressed patients 

and leading to perceptions of complete infertility rather than compromised fecundity 

[31,33,34,38,40,67]. This may be exacerbated for women of color, owing to the historical and 

ongoing racism in healthcare settings [45-47,65]. While a brief family planning clinical encounter 

rarely allows for the time to deeply understand the processes and considerations of every patient, 

knowing that young adults who anticipate compromised fertility may negotiate contraceptive 

decision-making and pregnancy planning with great complexity can help providers ask targeted 

questions, including assessing patients’ knowledge of their fertility status and describing 

potential treatment options. If desired, young people who may face difficulty becoming pregnant 

should be provided with information about infertility treatments; there is a large unmet need for 

infertility services in the U.S. owing to lack of insurance coverage, and many infertile women 

report never discussing treatments with a healthcare provider [73]. While a patient who 

anticipates compromised fertility may be hesitant to admit their pregnancy desires or plans, being 

able to understand their openness to pregnancy (e.g., by probing on how they feel and what they 

might do in the event of a pregnancy) can help determine if either or both pre-pregnancy or 
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contraceptive care are salient, as well as illuminate the potential need for infertility treatment. 

Providing this type of personalized care may help patients develop a more accurate and realistic 

understanding of their fertility, access the family planning services they need, and foster a sense 

of trust in their providers.    
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Table.  Demographic  characteristics  of  study  participants  with  medical  
conditions  or  procedures  who  perceived  they  were  infertile  (n=12)  

Characteristic   Mean  (SD)  

Age  (in  years)   21.5  (1.7)  

   n  (%)  

Gender     

Woman   10  (83)  

Man   2  (17)  

Race/Ethnicitya     

Latino/a   6  (50)  

Black   3  (25)  

Asian/Pacific  Islander   1  (8)  

White   3  (25)  

Multiracial   1  (8)  

Educational  Attainment     

High  school   4  (33)  

Vocational  or  technical  training,  associate’s  degree   2  (17)  

Some  college   3  (25)  

College  graduate   3  (25)  

Parent   5  (42)  

Ever  pregnant  or  gotten  a  partner  pregnant   7  (58)  

In  a  relationship  for  more  than  1  year   10  (83)  

Medical  condition  or  procedure     

Ovarian  cysts   3  (25)  

Polycystic  ovary  syndrome   2  (17)  

Endometriosis   2  (17)  

Lupus   1  (8)  

Low  sperm  count   1  (8)  

Intensive  radiology  treatment   1  (8)  

Complications  from  previous  intrauterine  device   1  (8)  

Thyroid  cancer   1  (8)  

Likelihood  of  infertility  or  difficulty  getting  pregnant     

Not  at  all  likely   3  (25)  

Slightly  likely   6  (50)  

Quite  likely   2  (17)  

Extremely  likely   1  (8)  
Notes:  a  Participants  could  identify  with  multiple  racial  and  ethnic  groups,  thus  the  sum  
of  all  categories  exceeds  100%.    
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Figure.  Holly’s  Story  

  
Holly  is  23-years-old,  married,  and  the  mother  of  an  eight-month-old  baby.  She  describes  her  
husband  and  herself  as  religious,  which  underlies  her  mixed  feelings  about  contraception.  She  has  
been  pregnant  twice,  with  one  miscarriage  and  one  live  birth.  Holly  was  diagnosed  with  PCOS  at  
age  16,  following  the  rupture  of  an  ovarian  cyst  that  sent  her  to  the  emergency  room.  She  
remembers  the  messaging  she  received  from  doctors  surrounding  her  diagnosis:  “I  just  kept  getting  
told  by  every  single  doctor,  you’re  probably  not  going  to  get  pregnant,  or  if  you  do,  you’re  probably  
not  going  to  be  able  to  keep  the  baby.  So  I  was  like,  I’m  never  going  to  have  children.”  Throughout  
her  interview,  she  described  the  ways  in  which  PCOS  has  influenced  her  feelings  about  pregnancy  
and  her  contraceptive  decision-making.  
  
At  age  17,  Holly  experienced  an  unplanned  pregnancy;;  she  was  not  using  contraception  at  the  time  
because  she  believed  that  she  could  not  get  pregnant.  When  reflecting  back  on  the  ways  in  which  
her  diagnosis  influenced  her  contraceptive  decision-making,  she  noted  that  it  made  her  “a  lot  less  
quick  to  use  it  [contraception]”  as  she  did  not  want  to  potentially  miss  her  only  chance  at  motherhood  
and  “trap  it  in  a  condom.”  Holly  also  described  how  PCOS  shaped  her  emotional  response  to  
learning  she  was  pregnant:  “Internally  I  was  ecstatic,  because  I’ve  always  wanted,  like  that  was  a  
dream  to  have  babies.”  While  she  acknowledged  that  she  had  an,  “Oh  crap!  What  the  hell  am  I  
going  to  do?”  reaction,  she  also  described  feelings  of  happiness  for  what  she  saw  as  a  sign  that  
pregnancy  would  not  be  impossible  for  her,  despite  having  PCOS.  “And  so  like  the  prospect  of  me  
being  pregnant,  I  was  like,  the  possibility,  it’s  there.  This  could  happen.  I  know  there’s  a  possibility  
that  I  could  miscarry,  but  there’s  a  possibility  that  I  don’t,  and  the  fact  that  I’m  even  pregnant,  it’s  the  
first  step.”  Holly  eventually  went  on  to  experience  a  miscarriage  at  12  weeks,  but  the  pregnancy  
gave  her  hope  for  the  future.  
  
Years  later,  Holly  married  a  different  partner,  with  whom  she  had  a  child.  She  described  how  her  
PCOS  diagnosis  played  a  role  in  the  way  she  planned  her  pregnancy,  as  well  as  the  decision  to  stop  
using  contraception.  Holly  and  her  partner  used  the  “whatever  happens  method,”  in  which  they  were  
not  actively  trying  to  get  pregnant  or  to  avoid  pregnancy.  For  Holly,  this  approach  was  an  alternative  
to  using  fertility-awareness  based  methods  (e.g.,  charting  temperatures,  timed  intercourse),  which  
she  felt  were  unavailable  owing  to  her  PCOS  diagnosis:  “I  can’t  like  test  my,  you  know,  temperatures  
and,  you  know,  like  all  that…So  I  knew  that  there  was  nothing  that  I  could  really  do  there  but  there  
was  –  I  could  just  not  use  protection,  I  could  just  not,  and  then  if  I  do  get  pregnant,  then  great,  and  if  
I  don’t  get  pregnant,  then  I’ll  just  keep  waiting.”  She  and  her  husband  went  on  to  have  a  baby  and  
are  looking  forward  to  trying  to  have  more  children  once  they  are  more  financially  stable.    
  
At  the  time  of  her  interview,  Holly  was  using  an  intrauterine  device  to  avoid  pregnancy,  as  she  had  
given  birth  to  her  daughter  eight  months  prior.  While  she  did  not  desire  another  pregnancy  in  the  
near  future,  she  noted  that  she  would  be  happy  if  she  found  out  she  was  pregnant  today.  
Interestingly,  her  pregnancy  plans  and  contraceptive  decision-making  no  longer  seemed  to  be  
influenced  by  PCOS;;  Holly  felt  that  it  was  not  at  all  likely  that  she  would  experience  difficulty  getting  
pregnant  in  the  future.  Now,  her  plans  seem  to  be  guided  by  her  financial  situation,  and  her  belief  
that,  “If  God  really  wants  you  to  be  pregnant,  you  will  be  pregnant.”  
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