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EGG FREEZING ACTIVISTS:

Extending Reproductive Futures to

Cancer Patients, Single and Minority

Women, and Transgender Men

Marcia C. Inhorn

Introduction: The Global Rise of Egg Freezing

In 1978, Louise Brown, the world's first "test-tube baby," was born in England,

allowing her working-class parents, Lesley and John Brown, to overcome 9 years

ofheart-breaking involuntary childlessness. Forty years later, more than 8 million

in vitro fertilization (IVF) babies have been born (ESHRE 2018), comprising a

whole generation ofIVF-conceived "techno-sapiens."

But IVF has also led to other births, including a. multitude of IVF-related

assisted reproductive technologies (ARTs) designed to overcome intractable

reproductive barriers. As Sarah Franklin (2013) has argued, IVF has been a "plat-

form" technology for other innovations, including preimplantation genetic diag-

nosis (PGD) (Franklin and Roberts 2006), human embryonic stem cell (hESC)

research on unused IVF embryos (Franklin 2013), and even the future possibility

of human reproductive cloning (Franklin 2007).

The most recently conceived repro-technology is "oocyte cryopreservation,'

or egg freezing. First tried in the early 1980s—with the first reported frozen egg

baby born in 1986—egg freezing remained technologically challenging because

of lethal ice crystal formation and concerns about chromosomal damage to the

human egg (Lockwood 2011). While cryopreservation of human sperm and

embryos had been mastered by the 1980s, the successful freezing of human eggs

remained elusive. Not until the early 2000s was a new method of flash-freez-

ing called "vitrification" introduced (Mertes and Pennings 2012). Vitrification

is a process by which oocytes are treated with cryoprotective substances and

then submerged into liquid nitrogen. The cells cool so rapidly to -320 degrees

Fahrenheit that they become "vitrified," or glass-like in structure. Unlike older

slow freezing methods, vitrification takes minutes rather than hours. Most

importantly, with vitrification, the egg survival rate post-rewarming increases
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now offer MEF and EEF routinely (the extent ofTEF remains unknown), and

multiple EEF commercial clinics and egg banks have opened in major urban

areas across the US (see Chapter 3). The response to egg freezing on the part of

US women has been quite significant. Within the first year of clinical accept-

ance (2013), approximately 5,000 egg MEF and EEF cycles were undertaken in

the US. Five years later (2018), that number had more than doubled, to 11,000

cycles, according to the Society for Assisted Reproductive Technology (SART).

Over the past decade, it is estimated that 36,000 US women have frozen their

eggs.

Despite the rise ofMEF and EEF—and to a lesser extent TEF—in the US,

there are still many barriers for those who would access this technology. Most

importantly, egg freezing is an expensive technology (see Chapter 3), not cov-

ered by most health insurance plans (Inhorn et al. 2018a, 2018b). Cost concerns

are especially daunting for young cancer patients, who rarely have the financial

resources to undertake a. cycle ofMEF, especially under extreme time pressure

prior to chemotherapy. Young women and their families must raise sufficient

funds on a rapid timescale, usually within days of a cancer diagnosis.

Given these problems of access, egg freezing has been the site of much

"behind-the-scenes" activism, primarily on the part of "early adopters," who

saw the need for this technology in their own lives, and then worked to make

egg freezing more known, available, and affordable to others. Indeed, egg freez-

ing technology has co-evolved with human interaction, specifically through the

work of egg freezing activists, as I call them here. These individuals were not neces-

sarily part of reproductive activist circles, and thus initiated egg freezing activ-

ism. mostly on their own. Their major focus was on changing policies among

employers, insurers, and professional organizations to make egg freezing more

visible, affordable, and beneficial to others. Some of these activists described

their approach to change as "vocal" and insistent, while others adopted quieter,

yet "proactive" measures.

In this chapter, we will meet 4 of these egg freezing activists: Corinne, a.

cancer survivor who formed a successful MEF non-profit; Julie, a single profes-

sional in Silicon Valley who fought hard for EEF to be funded by a major tech

firm; Kamila, an employee of a global reproductive rights organization, who

advocated for EEF coverage, as well as access for women of color; and Andrew,

a young transgender man, who worked with his university employer to initiate

TEF services and insurance coverage. (All names of individuals and organiza-

tions in this chapter are pseudonyms.) As we will see, all of these egg freezing

activists succeeded as change agents—creating reproductive futures for cancer

patients, single and minority women, and transgender men.

The Ethnographic Study

• stories were collected as part of an ethnographic study ofoocyte cryopreser-

vation in the United States. Between June 2014 and August 2016, I undertook
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Recovering from her tongue surgery, Corinne began calling different research

centers around the country to ask about egg freezing:

Essentially, it was so unusual—so experimental—that everyone told me it

wasn't possible. You can bank sperm or freeze embryos, everyone said. You

know, you can have donor sperm, freeze embryos, etc. But that's not what

I wanted. The donor sperm kind of scared me at that age...! kept calling

the same centers over and over, because they had different receptionists

who would say different things. And so on my fifth or sixth call to [a

California university] someone answered the phone, honestly, by mistake.

It was either a nurse or a doctor, [who] said, Oh my gosh! We have a new

egg freezing clinical trial for cancer patients! We would love to see you.

Come in tomorrow!" And 11 days later, my eggs were frozen. And then I

started chemo on time and everything was fine. But yeah, it was definitely,

there was no information out there. I was basing it on a Hollywood movie,

and what different receptionists were telling me at different times during

the day.

Corinne's elation made going through her second round of chemotherapy much

easier:

I was so excited about my egg freezing experience! You know, I was in

this whole journey, where I sort of resigned my eggs and my body over to

medicine. Those were my favorite appointments, those were my favorite

injections, where all this stuff was happening to me. And I think part of

why this was my favorite was because I was actually planning for the

future. It was some tangible hope. So, in the chemo room.. .you're kind

of in there with a bunch of people, including with some people who were

my age, my peers. [Fertility preservation was] what I really wanted to talk

about. So, the first day I was talking about it, and would ask people what

they had done. You know, "Have you banked your sperm?" No one else

knew that infertility was a. risk, let alone that there were these options,

often in the same hospital. And so I'm essentially telling them they might

be becoming sterile right now, with the needle in their arm, and they

didn't know that before. And so that hit me really hard, and...! felt two

things. One, I felt the obligation of truth. Like, I need to do something

to give back. And a little bit of survivor's guilt. And I felt like I had this

secret, because I knew that everyone was being sterilized, and I knew that

there were these amazing options out there, and it was sort of beyond me

why no one was linking the two. And so that led me to do some research

and see, "Is anyone talking about this? Is this just a bad experience in my

hospital, with my physician, or is this a problem in the treatment of young

cancer patients?" And I determined it was just like a void in the treatment

of young cancer patients.
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Like most Fortune 500 companies, Julie's tech firm only offered fertility ben-

efits—namely, full insurance coverage for infertility diagnosis and treatment,

including IVF—to married couples. Single women likejulie facing age-related

fertility concerns were not eligible for fertility coverage. In the many conversa-

tions Julie had with the company's HR department and insurers, she began to

feel a sense of discrimination as a single woman hoping to preserve her rernain-

ing reproductive potential. She also thought about how LGBTQAI+ employees

might be treated in this situation:

I really felt like they didn't even know how to ask the questions. I mean,

everything was about "your partner". . .Even three years ago, going through

this, it was all about your male partner. Now I do have a male partner, but

I was even thinking on the flip side, you know, if I had a female partner

at that point in time, how would they have approached that? And it was

funny: Not only on the insurance side, but even when I was going through

the classes to learn how to inject myself and all of that. I was the only single

person in there. And I even remember one of the women saying to me,

"Well, you know, don't worry; my husband didn't come with me to the

first class, either." And I said: "Well, I'm actually not married. I don't have

a partner. I'm actually going through this because I'm going to be freezing

my eggs." It's already an emotional time and an emotional issue. And, like I

said, for a. lot of people it can feel like, "What's wrong with me?" You kind

of feel like...you should be able to reproduce. And just all of their ques-

tions! "How often are you having sex?" Really? Is this really necessary?

"How many doctors have you seen?" Just the way that they ask the ques-

tions and phrase the questions to go through this. It's incredibly invasive at

a. time when you are already feeling emotional, overwhelmed. It's a very

sensitive topic, and there's just no sensitivity in how this is handled.

Still, Julie persisted in her vocal advocacy of egg freezing, eventually convincing

her tech firm to subsidize egg freezing for single women employees. In retro-

spect, she was both bewildered and bemused by the negative media attention this

decision garnered in American society:

It's funny to me, even now. Obviously, there's been a lot more coverage of

it recently, and especially with both Apple and Facebook announcing that

they cover it as a benefit for their own employees. . .It's funny for me to see

how things get blown out of proportion. All these stories came out that

said that Apple and Facebook are paying female employees to freeze their

eggs. And that then, in turn, "Well, they're paying you because they don't

want you to have kids, because they don't want you to walk away from the

workforce." And it just made me laugh so hard, because I said, "They're

not paying to freeze your eggs! They're saying that they're going to cover

it if you decide to do that." They're not offering any financial incentive.
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should support my decision." So now [they] will cover egg freezing! They

had to do some negotiating with the insurance companies and were able to

get it covered. So I m pretty proud of that. To have unlimited coverage for

egg freezing is just above and beyond—pretty amazing!

In addition to the changes Kamila was able to enact in her reproductive rights

organization, she was also keen on making egg freezing more visible in the

Black community. So she began documenting her process on Instagram and

Facebook—recording videos of herself and "talking about how I was feeling and

all of those things." As the co-founder of a Black women's mentoring orga.ni-

zation, it was very important to Kamila that she share her egg freezing story,

because, as she said, "the voice of the African-American woman is missing":

I think that there's just an increased shaming of women that is above and

beyond anything that you can imagine. And I really don't think that it's

anything to be ashamed of... So many women would say, "I did it, but

I just didn't share my story." I think that the sense of keeping it to our-

selves is because there is an inherent shame attached to it, especially in the

African-America.n community. I think the shame for women is that you're

expected to be married, to have a family, and to have kids by a certain age,

and with no problems attached to it. I think that in the African-American

community, religion, especially Christianity, plays a huge role there. And

so the idea that you are trying to control something that is outside of God's

plan, I think, is a big thing... The shame is overwhelming. And I think

the shame is related to just women making decisions on their own and for

their own health.. .And if you take that and put it in communities of color,

and then you put it in the South (laughing)! I mean, you just, you know.

You're pushing a brick wall there.

Kamila continued, sharing her thoughts on the importance of reproductive

choice and bodily autonomy for African-American women:

I think reproductive healthcare in and of itself is an issue among all women,

but has a very sensitive vibe in the African-American community, from

the historical ability to control our own bodies and our own reproductive

hea.lthca.re. So, for me, it was very important to do the procedure, but to

also share it with someone who may.. .need that voice to know that it's

okay, and that it's our choice. Like, it's really our choice and our decision

to make, and what it means to have, you know, bodily autonomy. I control

what I do. So I wanted to share that message.

Interestingly enough, after Kamila completed her egg freezing cycle, the young

women in her office "went crazy! You know, wanting to know more informa-

tion on how they could do it." So, I actually got the policy reversed," Kamila
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explained, "and I want to be proud of myself for standing up and saying, 'This is

something I wanted to do, so I did it.'"

Andrew — TEF "Proactivism" for Transgender Men

Kamila, Julie, and Corinne were educated professional women confident in their

abilities to push for change and reproductive choice. Andrew was a young, rela-

tively uneducated, working-class transgender man, only 25 at the time of our

interview. A recent graduate from a culinary technical school, he was working

as an assistant chef in a university dining hall. Always a tomboy, Andrew became

motivated to transition from female to male after following Caitlynjenner's well-

publicized gender affirmation. At that point, Andrew started to mobilize, rea.d-

ing everything he could get his hands on and describing himself as "proactive.

Andrew's entree into the physical process of gender transition began with a

visit to a new primary care physician, who referred him to others who could help

him on his way. After making numerous telephone calls and inquiries, Andrew

soon discovered that he was the first person at the university where he worked to

request TEF, which was definitely not covered by his university's health insur-

ance plan. From. that point on, Andrew spent many hours with university ben-

efits personnel to justify insurance coverage. Without it, Andrew explained, TEF

was entirely out of reach.

Nervously, Andrew waited for a decision, which had to be approved by a

board of medical experts. Fortunately, the decision handed down was a positive

one, based on the rationale that the use of testosterone in the gender transition

is equivalent to the use of chemotherapy in young cancer patients. Both have

sterilizing effects.

Andrew, who was told by his therapist that he was "the first transgender case

to get accepted," was elated by the decision:

I'm very, very grateful... All of the doctors I've seen just showed me so

much that I can trust them. I feel like I have great support [from] them. So

this is very new to them. and new to me as well... so we're kind of going

through this together for the first time. I am so lucky [that] it's just been a.

smooth ride.

At the time of his interview, Andrew had just undergone his first TEF cycle.

Without the insurance coverage, it would have cost him a total of $8,100. Yet

his only expenses were a $90 co-pay and a $600 annual storage fee. At this

point, Andrew was also hoping that 3 additional egg freezing cycles would be

approved—comparable to the 4 IVF cycles approved for married couples under

the state's insurance mandate:

I will do all four if I can. I just feel like this is kind of, you know, my one

shot right now to have children, and I feel really strongly about this. And
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