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invasive, carries with it certain risks that many women are unwilling to take. Laparoscopic
surgeries carry the usual risk of a bad reaction to anesthesia, as well as possible damage to
the bowel, bladder, or surrounding blood vessels by the laparoscopic instruments. These
risks are miniscule, especially when compared to laparoscopy’s predecessor, the laparotomy
(a full-incision, inpatient operation that requires several weeks for recuperation).
Laparoscopy requires only a few days’ recuperation time and usually doesn’t involve a
hospital stay. Additionally, laparoscopy serves both as a diagnostic and a treatment tool.
The surgeon, upon diagnosing endometriosis, can either burn out or excise the endometrial
implants, depending on their depth and location, and any endometrial adhesions that have
formed can also be cut during surgery.

Some women decide against surgery because of an ironic fact: surgery to treat the
implants and adhesions of endometriosis can sometimes cause post-surgical adhesions,
leading to the same pain that brought them to surgery in the first place.

Laparoscopic surgery has mixed results, as the surgeon told me right away: some
women experience immediate and permanent relief after the surgery, while others are
completely unaffected. Those who are unaffected may turn to hysterectomy as a last resort.

One of the most prevalent myths about endometriosis is that it can be cured by
hysterectomy. It does seem like common sense, though: if you remove the uterus, along with
the estrogen-producing ovaries, surely the endometrial implants would soon die out.

To believe this is to underestimate this disease.

Endometriosis does not need estrogen from the ovaries, because it can synthesize its
own. And even if the endometrial implants don’t pump out enough estrogen on their own,

they can usually depend on the fact that the post-hysterectomy woman will be on hormone
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replacement therapy (HRT), thanks to fears over osteoporosis and heart disease. HRT will
provide the implants with a steady dose of estrogen.

This is not to say that hysterectomy can never cure a woman of endometriosis. Many
women have experienced total relief after a complete hysterectomy, once they have dealt
with the emotional and psychological issues wrapped up in the procedure.

But, as Mary Lou Ballweg, president and co-founder of the EA states very forcefully
in The Endometriosis Sourcebook, “We’ve learned too many times, from the heartbreak of
our members, that endometriosis is a stubborn, persistent disease. To leave traces of
endometriosis behind . . . and think they will just disappear because the ovaries are gone is
wishful thinking.”

Yet my mother has been told twice since her hysterectomy, when she told doctors of
her pelvic pain, that it couldn’t possibly be due to endometriosis, because she’d had a
complete hysterectomy.

In this age of open heart surgery, organ transplants, and gastric bypasses, it is
sometimes difficult for people to imagine an illness for which no surgery is an absolute
permanent cure.

So if surgery is not a completely successful treatment for endometriosis, why bother
undergoing it? The answer, for many women, is a simple one: affirmation of their own
experiences. An acknowledgment of their suffering.

This is all I was hoping for, when I finally had my laparoscopy. I woke up in the
recovery room, trying to orient myself.

Cold and pain, and voices, floating beyond my hospital bed.

“And this young lady was cauterized for endometriosis, five incisions . . .”
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Someone was just starting their shiﬁ, being filled in by someone else, I reasoned.
How could the surgery be over already? How could I already be in the recovery room?
Why was it so cold?

Eventually someone realized I was awake and asked me if I was in any pain. “Yes,” I
muttered, my eyes still closed. “God, it feels just like cramps.”

“On a scale of one to ten, how bad is the pain?”

“I don’t know,” I moaned. I hated this question even when I was in a good mood; to
have it asked now was unbearable. It hurt, it was pain, it was bad pain—what else could I
say? I picked my lucky number. “I don’t know—seven.”

“Oh,” she said, her surprise evident. She fiddled with my IV bag.

“Can I have another blanket?” I asked, still shivering.

She piled on another blanket, and let me rest as the pain medicine started to kick in.
As the pain began to subside, the conversation I’d heard drifted back to me, and I realized its
meaning.

I’d been cauterized for endometriosis. I had endometriosis. I°d been diagnosed.

My parents later joined me in the recovery room, where I was munching crackers
with unabashed glee, finally free of the clear liquid diet. The nurses had given me some sort
of anti-nausea drug, and my appetite was as strong as it had been that morning before the
surgery.

My mom pulled out the pictures the surgeon had given them. “It’s here and here,”
she said, pointing to small black dots, circled with pen, on the pictures. “It was on your

ovaries and your bladder and somewhere on the walls. Stage Two,” she said.
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“And the worst is Stage Four,” I finished. “Unbelievable.” I ran my fingers over the
black spots, amazed that such tiny lesions could cause so much pain.

“He said he’ll fill you in on details at your post-op appointment,” my dad added.

I nodded and continued eating my crackers. “It was on my bladder? Maybe that’s
why I've got to pee all the time,” I said.

My dad laughed. “Yeah, Pees-a-Lot,” he said, using the nickname he’d given me as
we’d pulled into yet another rest stop on a family vacation.

It was ironic then, and more than a little irritating, that I couldn’t pee after the
surgery. Maybe it was due to the catheter, maybe it was the cauterization of endometriosis
on}my bladder, but, without warning from the nurses, I couldn’t urinate. I sat on the toilet in
the recovery room for many long minutes, willing just a bit to trickle out, knowing the nurse
was standing impatiently outside. I sat later on the toilet at home, thinking about the
astronomer Tycho Brahe who had died of an exploded bladder, and I couldn’t pee. It took
days for my normal abilities to kick back in.

I thought a lot, after the surgery. I thought about the diagnosis. I thought about the
pain in the recovery room, and wondered if I’d ever have that kind of pain again. I thought
about those nine years of doubt. I thought about my mom, as she sat on the chair next to my
bed before they took me in for surgery. She’d looked at me and tried to smile.

The next few days, once I’d recovered from the peeing problem, were better than I’d
expected. There was pain, mostly when standing up or sitting down, but it was pain that felt
like recovery, like a healthy stretching, that foretold a possible end to suffering. I was
hopeful. I showed my pictures to anyone who would look.

“Look!” I said. “That’s my ovary! Look at the egg popping out there!”
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People nodded politely, averted their eyes, and asked if I was feeling better.
Two months later, my sister was waking up in the cold, in pain, hearing that she’d

been cauterized for Stage Four endometriosis.
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Demeter

In a college class I took about myths several years ago, we watched a video called Goddess
Remembered. It talked of women’s monthly connection to the earth, their communion with
nature, their fertility and potential for creation and creativity. Women, it said, are reclaiming
the idea of the goddess, an Earth Mother who lives in harmony with snakes, and showers the
world with crops. The idea is an ancient one, stretching back to Sumer and the Greek world;
the Sumerians claimed Inanna as their Earth goddess, while the Greeks celebrated Demeter
as the goddess of fertility, agriculture, the woman’s life cycle, the mother-daughter
relationship, life and death. Demeter was the corn goddess, who caused all good things to
grow. She was a mother.

Because of the pain that had, for me, become synonymous with my own sense of
being female, I had never celebrated my womanhood. I had never considered the mystical
connection between myself and the women who came before me, between myself and Eve,
the seeker of knowledge, the first mother, between myself and Demeter, the woman who
searched heaven and hell for her lost daughter Persephone. Inanna tells her lover Dumuzi
that her fields are fertile and waiting to be plowed. Mine lay in fallow, perhaps never meant
to bear life.

I have shoved the thought away, never confronted the very real possibility that I
might remain childless, that I might be unable to fulfill my possible role of creator, because
of this disease, because this disease had crept into my fortress and destroyed the treasures
within. It had wandered, uninvited, into sacred meadows and plucked their plants in mid-

bloom.
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I have tried not to consider the idea that this disease has affected not only my own
life, but the potential lives within, those whose possibilities might turn out to be impossible.

How appropriate, I thought as I watched the video, that the Earth goddess is usually
in the company of snakes. Snakes shed their skin, leave behind past mistakes in favor of
newer, fresher tissue. Women shed their endometrium to create a new chance, every month,
for life to take root and grow. I couldn’t shed my past completely. The old constantly
mingled with the new, making an environment hostile to new life.

The most recent estimate is that about one-third of women with endometriosis have
infertility—two or three times the normal rate; likewise, about one-third of women with
infertility have endometriosis. Some women only discover they have endometriosis because
they are unable to conceive and seek an explanation for the problem. And as with nearly
everything concerning this disease, the reasons for this infertility are still unclear. Numerous
theories exist; as with the possible causes of endometriosis, it’s likely that any or all of these
factors could be involved in individual cases.

One of the most obvious possible causes of infertility is the distortion of the
reproductive organs in a woman with endometriosis. Endometrial implants or adhesions
might block the fallopian tubes or take over the ovaries, thus disrupting the release of eggs or
their fertilization. Laparoscopy can sometimes solve this problem by clearing the tubes or
ovaries of endometrial growths, allowing eggs to pass unhindered out of the ovaries and into
the fallopian tubes. If these obstacles are removed, fertilization may be able to take place as
normal.

The other suggested causes of infertility in women with endometriosis are more

difficult to solve. Women with the disease have been found to produce lower than normal
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levels of certain integrins (cell adhesion molecules), which are necessary for embryo
implantation in the womb. Higher levels of immune system chemicals, such as
prostaglandins, are also found near endometrial implants, creating a peritoneal environment
that is hostile to both eggs and sperm and thus disrupting fertilization. Hormonal imbalances
due to endometriosis have also been blamed for both ovary malfunctions (such as failing to
release an egg) and uterine lining abnormalities, again affecting both fertilization and embryo
implantation in the womb.

There are options for women with these problems. Infertility treatments include
hyperstimulating the ovaries in order to increase the number of eggs that are released,
injecting sperm directly into the uterus so that it doesn’t come into contact with any hostile
chemicals, and utilizing in vitro fertilization (IVF). The effectiveness of these treatments in
women with endometriosis is still unclear, since some studies suggest that the success rates
in women with endometriosis are lower, while others suggest that there is no difference.

Regardless of the treatments’ effectiveness, women (and their husbands) will
invariably need to deal with the emotional issues brought up by both the infertility itself and
how it is treated. Women often have feelings of anger, guilt, and inadequacy, along with a
great sense of loss. Relentlessly pursuing fertility treatments has also strained many a
marriage. In addition to confronting the emotional trials of infertility, couples may also feel
the strain of the financial aspect of infertility, since treatments are usually not covered by
insurance and can drain a couple’s budget.

Another practical complication concerning fertility treatments deals with treating the
endometriosis itself. Most women who suspect endometriosis, at some point, are put on birth

control pills to hormonally suppress the endometrial implants. It can take several months for
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the effects of the pills to wear off, but at the same time, the endometrial implants can quickly
begin to re-assert themselves. Timing is truly everything. Additionally, women attempting
to get pregnant are advised to avoid using non-steroidal anti-inflammatories (such as
Anaprox or ibuprofen) during mid-cycle, because these drugs have been found to interfere
with ovulation. So another irony is revealed: the very pills that women take to treat their
endometriosis (a disease that can interfere with pregnancy) are the exact pills that women
shouldn’t take if they’re trying to get pregnant.

I have not thought much about my fertility, or lack thereof, because my life right now
isn’t conducive to having children. I have, though, spent some time considering my sister.

My sister had told everyone, from the time she was little, that she didn’t want to have
children. “I’m a teacher,” she’d say. “I’m around kids all day. Why should I have to deal
with them when I go home?”

Secretly, I never believed her. I suspected that she knew, on some bone-deep level,
that she’d never be able to have kids, and her bold condemnation of the idea was her way of
accepting the impossible. When the surgeon informed us of the Stage Four endometriosis
that had taken over her abdomen, I was glad that she’d (supposedly) decided against having
children. There's no way she’d ever be able to conceive, 1 thought. And even if she did, who
knows if she'd be able to carry the baby to term? Her body was in terrible shape, and 1
couldn’t imagine how she could safely survive a pregnancy. It was a miracle that our mother
and aunt had been able to have kids; I decided it was probably better if we didn’t try to push
our luck. I was in no position yet to be making these choices, but I approved of hers.

It was just a couple years later when my sister got married, started talking about

buying a house, and said to me those heart-stopping words: “I think I want to have kids.”
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It was selfish, and cynical, and horrible, but all I could think was, Please don’t try. 1t
just wouldn’t work. Aloud, I said, “You could always adopt.”

There was a long silence before she replied, “Yeah.”

We didn’t mention what was hanging between us: it’s entirely possible that the choipe
of our own children has been taken away from us both.

That we have been denied a vital part of our womanhood.
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Period

I’ve never been one to back away from a good (or even bad) pun. It must be genetic: my
mother passed on endometriosis and compassion, my father passed on green eyes and
punning. So, when cramps hit, I always remind myself that this pain won’t last forever, that
every period, without fail, must come to an end. After all, unlike commas and dashes,
periods are all ai)out finality. And if a period has to end, so does endometriosis.
And the end may soon be in sight, thanks to a recent increase in two things that have
long eluded endometriosis sufferers: awareness of the disease and sound scientific research.
On October 1, 2002, something truly remarkable happened: endometriosis became
not only an official disease, but also a political cause. The House of Representatives passed
Concurrent Resolution 291, which stated:
Whereas an estimated 10 to 20 percent of American women of childbearing
age have endometriosis;
Whereas endometriosis is a poorly understood disease and can strike women
of any socioeconomic class, age, or race;
Whereas the disease can affect a woman’s ability to work, ability to
reproduce, and relationships with her mate, children, and everyone around
her;
Whereas infertility occurs in about 30 to 40% of women with endometriosis;

Whereas the cause of endometriosis is unknown;

Whereas the disease can only be definitively diagnosed through gynecologic

surgery;
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Whereas studies have shown that the average delay in actual diagnosis is
more than nine years; and
Whereas there is no definitive cure for endometriosis: Now, therefore be it
Resolved by the House of Representatives (the Senate concurring), that the
Congress:
1. strongly supports efforts to raise public awareness of endometriosis
throughout the medical and lay communities; and
2. recognizes the need for better support of patients with endometriosis, the
need for physicians to better understand the disease, the need for more
effective treatments, and ultimately, the need for a cure.
H. Con. Res. 291 was introduced in December 2001 by Rep. Howard McKeon of Santa
Clarita. In a brief press release about the resolution, McKeon said, “I had never heard of
endometriosis until a constituent, Mary Prenger, brought it to my attention.” Prenger, who is
the leader of the ERC’s Legislative Awareness Committee, said that this is not an uncommon
response. “In fact,” she said in the ERC’s jubilant report of the bill’s passage, “in
approaching various Representatives to garner support for H. Con. Res. 291, we learned that
many of them were unfamiliar with the disease until the ERC brought it to their attention.”
The ERC, accompanied by the cheering of women worldwide, managed to introduce
an entire Congress to the concept of endometriosis. In one fell swoop, they pushed forward
their goals of education, research, and support.
Long before Congress decided endometriosis was worth recognizing, the EA had
been working steadily to push endometriosis into the public eye. They convinced “Dear

Abby” to run an entire column about endometriosis. They declared that March was
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Endometriosis Awareness Month. They supported research into the possible environmental
causes of endometriosis. They held workshops, symposiums, and conferences. They raised
money. They wrote books. They sent out newsletters, filled with the most recent discoveries
and tips. They worked with universities and medical centers to create research programs that
focused on aspects of the disease. They held the first Endometriosis Walk for Awareness in
Washington, D.C. in 2000.

One of the best aspects of the EA is its widespread network of support. The
organization is active in 66 different countries, and its Internet bulletin boards, along with its
printed newsletters, contain messages from women in Sweden, England, Germany, Canada,
France. Support groups meet around the U.S., and around the world, on a regular basis. The
Internet has exploded with these kinds of endometriosis support systems, offered by a wide
variety of groups. The ERC, The EA, and Endozone (sponsored by obgyn.net) all offer
current, helpful information about symptoms, treatments, research, and tips from other
endometriosis sufferers. There are endometriosis listservs, endometriosis discussion boards,
endometriosis chat rooms, endometriosis webpages, endometriosis FAQs, and endometriosis
e-mail groups. I signed up for the ERC’s support group listserv and began receiving daily e-
mails containing postings from other women in the group. These women’s messages were
incredible in their depth and courage. They discussed which treatments were working and
which had nasty side effects, they soothed women anxious about their first laparoscopy, they
talked about fibromyalgia and infertility and pain in their own lives, they offered
compassion. These women have formed their own support systems.

It is because of the tireless work of these organizations, and the women who run

them, that endometriosis research—into causes, symptoms, and possible cures—has gathered
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strength and speed over the past few years. Numerous recent studies have shown the promise
of cutting off angiogenesis—the formation of new blood vessels—in the endometrial tissue.
Aromatase inhibitors—drugs that shut off the action of the estrogen-producing enzyme
aromatase—are being tested with promising results. And surgical techniques to remove the
endometrial adhesions continue to improve, including the creation of an anti-adhesion gel
that is smeared into the patient’s peritoneal cavity during surgery, creating a sort of Teflon
non-stick surface. Perhaps the most exciting development comes from the company Procrea
BioSciences, Inc., which announced at the most recent World Congress on Endometriosis
that its new, noninvasive diagnostic test for endometriosis—requiring only a blood draw and
an endometrial biopsy—has been approved for use in Quebec and is expected to be approved
in the United State soon. A non-surgical diagnostic tool would likely cut down on the delay
between the onset of symptoms and the official diagnosis.

Unfortunately, much of this good research can be overwhelmed by studies that rely
on less sound science, but are more widely publicized. For instance, last year my sister
mentioned an article that she’d read in Cosmo. “It says that having orgasms and wearing
tampons can prevent endometriosis!” she said.

I was incredulous. How could tampons prevent endometriosis? For years, research
supported by the EA had connected tampon use to dioxin exposure—one of the proposed
causes of endometriosis.

I was also intrigued. Was Cosmo actually onto something with this orgasm stuff, or
was it just another way to move magazines?

So I turned to the Internet, one of the best places to find information about

endometriosis, and directly found the answers to my questions at the ERC website.
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The Cosmo article, it turned out, was based on a study published in the Journal of
Gynecologic and Obstetric Investigation, and then reported in the New York Times on June 4,
2002. The study was led by Dr. Harvey Kliman of Yale, who stated that orgasms seemed to
move the menstrual debris out of the body, and that tampons seem to “act like a wick.”

The ERC had a different take on the results, which were based on a survey of 2000
women. And Heather Guidone (Director of Operations) and Michelle Marvel (Founder and
Executive Director) of the ERC didn’t hesitate to state their displeasure in a rebuttal letter
they sent to the journal:

Women and adolescents with this disease are already acutely aware of the cavalier
attitude with which endometriosis is regarded—as a largely insignificant condition
shrouded in myths and misinformation; it is viewed as “a disease of primarily middle
aged career women; it can be cured by hysterectomy/pregnancy; it does not generally
cause pain;” etc. Then comes the latest hindrance—news that endometriosis can be
helped—and perhaps even prevented, some would interpret—by such simple
measures as having intercourse during menses and/or wearing tampons.
Guidone and Marvel then dissected the flaws in Dr. Kliman’s study, piece by piece. First,
they said, the study was based on Sampson’s Theory of Retrograde Menstruation (first
proposed in 1927), a theory that practitioners clung to until they realized they could not use it
to explain how endometrial adhesions appeared in places other than the peritoneal cavity;
retrograde menstruation also could not explain the strange, albeit rare, appearance of
endometriosis in men. Perhaps, suggested the ERC, Kliman’s work would have been more

credible if he’d included references to research more recent than 1996.
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Second, Kliman failed to address the harmful role of dioxins in tampon use, a
phenomenon that, while still controversial, is accepted as a probable risk by most of the
scientific community. Guidone and Marvel pointed out that a 1999 study had actually
suggested that a reduction in tampon use would lower the incidence of endometriosis.

But most important, perhaps, was Kliman’s failure to recognize the “chicken or the
egg” problem.

Women who use tampons and have orgasms during menstruation are less likely to
have endometriosis, Kliman claimed.

But the ERC pointed out what may already be obvious to women with endometriosis:

All other evidence notwithstanding, this study fails to address 2 key facts known to be

true by those who understand this disease the best—the women who live with the

illness every day. Simply put, many women with endometriosis simply cannot bear

the pain caused by tampon insertion and wearing. As for sex: painful intercourse is a

hallmark symptom of endometriosis.

It’s not that women without endometriosis are saved from the disease because they’re using
tampons and having sex; women without endometriosis don’t have endometriosis, and so are
able to use tampons and have sex. Or as Guidone and Marvel put it, “Many [who read the
article] will likely not even consider that the women who engage in such practices do so
simply because they can—yet many with endometriosis cannot.”

The ERC closed their letter:

It is our strong opinion that advising the female public, particularly those already

diagnosed with endometriosis, to subject themselves to painful (and in certain cases,

potentially dangerous) activities borders on the side of negligence.
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The ERC’s letter was eventually printed in Journal of Gynecologic and Obstetric
Investigation, along with a rebuttal by Kliman.

I’ve found it difficult to remain hopeful when studies such as Kliman’s are the ones
that make the headlines. But hope and compassion have popped up in strange places.

I see hope in my diagnosis, and in the well-meaning friends and family members who
have asked me if the laparoscopy helped.

Yes. It’s helped. I haven’t thrown up from painful cramps since I had the surgery.
It’s true that I still have medium-grade pain during my period, and that sometimes this turns
into bad pain, but it usually doesn’t last. This may seem like a small improvement, but with
endometriosis you have to take what you can get.

And I’ll admit it. When I woke up in recovery and heard the nurse say I’d been
treated for endometrial lesions, I was relieved. Excited. Happy, even. Because this meant
there was really a problem, a physiological problem, incurable and misunderstood, yes, but
real and tangible. The years of guesswork and misdiagnosis had ended. In my still torpid
state, I smiled and thought back to a parody someone had written for an Endometriosis
Association newsletter: supercalafragalistic endo-diagnosis. I’d been diagnosed. My
symptoms now fell under a name. It would no longer be, “I think I might have
endometriosis.” From now on, it would be strong and clear.

I’ve been diagnosed. I have endometriosis.

Whenever I tell someone I have the disease, they invariably respond, “Oh, so do I!”
or “So does my sister!” or “So does my best friend!” In one of my graduate school classes
last year, I was discussing endometriosis with another class member, Karen, who told me her

sister has the disease. She inquired into my pain level.
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“It gets bad occasionally,” I said, “but not nearly as often as it used to.”

“Yoga,” Karen responded. “Have you tried yoga?”

I opened my mouth to reply, but before I could say a word, Karen had dropped to the
ground, partly unzipped the fly of her jeans, and lain on the floor of the classroom, her legs
bent frog-like up against the wall, her feet touching and hands relaxed at her sides.

“This is a good yoga position to try,” she said, looking up at me from the floor. “It
relaxes the pelvic muscles.” She took a couple of slow breaths, showing me how to breathe
deeply into the pain. She opened her eyes to glance at me again. “If you ever want me to
show you some more yoga positions to try, you can call me.”

I nodded and offered her some feeble thanks. Ilooked away, allowed my eyes to
blur. I was near tears and couldn’t understand why.

The next time I had bad pain, I tried Karen’s yoga position. I was much less graceful
getting into the stance than she had been, but once there, I could feel the relaxation she’d
mentioned. I breathed deeply, over and over again, until I felt the pain subside somewhat.

I silently said a few words of thanks and hope to Karen, to my mother, to God. 1
asked for strength and patience.

My uterus has wanderlust, I guess. It wants to investigate areas beyond its own
domain, and so has sent scout cells to explore the wonders of my ovaries and bladder.
Apparently, these cells liked the new terrain well enough to drop roots and start families.

I almost feel bad that these adventurous little adhesions were burned out during the

laparoscopy.
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This sounds ridiculous, I know. But my molecular biology courses in college made
me much more respectful of cells and their inner workings. The process of DNA replication
stunned me with its simplicity. The sodium-potassium pump reaffirmed my belief in God.

And these endometrial cells are no different. They are tenacious and stubborn. If you
take away their estrogen, they will make their own. If you burn them out in surgery, they

will pop up somewhere else. You have to admire their resourcefulness.

So when I saw the pictures from the laparoscopy, with the black spots on my ovaries
and peritoneal wall circled, I felt strangely torn. Yes, I hate endometriosis. Yes, it makes my
life miserable. Yes, it may make me infertile. But it’s a pioneer. It’s tough. It’s resilient.
It’s nearly unstoppable.

I hope the researchers working on this disease have the same respect for it.

It_’s a formidable enemy. But every enemy has its weakness.

The weakness may lie in its genetic expression, or in its tendency to infiltrate new
tissue. Perhaps it will be beaten by cutting off its blood supply or its source of estrogen, or
even its ability to make its own estrogen. Maybe researchers will stop it by deciphering its
relationship with the immune system or by figuring out how to reverse the harmful effects of
dioxin exposure.

Until then, women with endometriosis must rely on their own strength and on each
other. They must have faith that the disease will be cured. They must fight for more
research and better awareness of the problem.

We must be as tenacious as the disease is. Period.
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Notes on Sources
Meter: Origins
The Center for Fertility and Reproductive Endocrinology at Virginia Mason Medical Center
claims that, if your mother and sister have endometriosis, you are ten times more likely to
develop the disease (2001). This number is likely to fluctuate wildly as more and more

research is done on the possible heritability of endometriosis.

Perhaps the most difficult source to cite is one concerning the numbers of women affected by
endometriosis, because the numbers vary drastically from source to source. Most sources put
the number at somewhere between 5% and 15% worldwide, though the article “Looking for a
better way to manage endometriosis-related pain” in Contemporary OB/GYN, April 2003
states that “nearly one of every two women may now be affected” by endometriosis. It’s
difficult to say whether endometriosis is actually becoming more common or simply whether
more women are being diagnosed, but regardless, endometriosis is clearly one of the most
common diseases on the planet, more common, as Endometriosis.org (affiliated with the
ERC) states, than AIDS or cancer. The latest EA book (2004), called Endometriosis: The
Complete Reference for Taking Charge of Your Health, contains the most recent estimate of

89 million women worldwide.

The Endometriosis Research Center’s (ERC) 2002 report, “Understanding Endometriosis:
Past, Present, and Future,” the Endometriosis Association’s (EA) website, and the 1999 book

Endometriosis: A Key to Healing through Nutrition by Dian Shepperson Mills and Michael
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Vernon all provide excellent summaries of the theories regarding the causes of

endometriosis, as well as citations for the original studies.

The EA, the National Institute of Child Health and Human Development in Bethesda, and the
School of Public Health and Health Services at George Washington University carried out
the 2002 study which demonstrated the co-occurrence of endometriosis and other diseases

such as rheumatoid arthritis, fibromyalgia, and allergies in women.

Further information on the International Endogene Study can be found at either the
OXEGENE website (http://www.medicine.ox.ac.uk/ndog/oxegene/oxegene.htm) or the

Australian Gene CRC website (http://www.genecrc.org/index.htm).

Saltines, Anaprox, and Blackberry Wine

Again, the 1999 book Endometriosis: A Key to Healing Through Nutrition by Mills and
Vernon clearly discusses the pain process in endometriosis, as does the ERC’s 2002 report

“Understanding Endometriosis: Past, Present, and Future.”

The EA website (http://www.genecrc.org/index.htm), the 2004 EA book Endometriosis: The
Complete Reference for Taking Charge of Your Health, and the April 2003 Contemporary
OB/GYN report “Looking for a better way to manage endometriosis-related pain” all offer

clear explanations of the various treatment options for endometriosis.
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The EA website, ERC website (http://www.endocenter.org/), and Endozone.org (sponsored
by Obgyn.net) all contain updated, concise, and understandable explanations of the effects of
endometriosis treatments, along with the stories of women who have been struggling with the

disease and with the reactions of doctors.

Auto-Destruct
Any medical text, from the National Institutes of Health to webmd.com, contains the odd
information that canker sores are more common in women than in men, and that women are

more likely to develop canker sores pre-menstrually.

Information on the relationship between endometriosis and the immune system, as well as
possible connections with C. albicans, is discussed in depth in the EA’s 2004 Endometriosis:
The Complete Reference for Taking Charge of Your Health and in the 1999 book

Endometriosis: A Key to Healing Through Nutrition by Mills and Vernon.

Peter Parham’s 2000 text The Immune System serves as an excellent introduction to the
complexities of the immune response. The book also features chapters focused specifically

on autoimmune diseases and immune hypersensitivity reactions.

Cavity Search

The EA rules the field on surgery information. Their 2004 book and their 1995 book The
Endometriosis Sourcebook contain clear, thorough explorations of what laparoscopies and

hysterectomies entail, as well as the possible outcomes of each procedure. Another good
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source in this area is Robert H. Phillips’ and Glenda Motta’s 2000 book Coping with
Endometriosis: Sound, Compassionate Advice for Alleviating the Challenges of this Chronic

Disorder.

Demeter
The EA’s 2004 book again proves a useful source for infertility information, along with

Mills’ and Vernon’s 1999 Endometriosis: A Key to Healing Through Nutrition.

The American Infertility Association’s website (http://www.americaninfertility.org/) has a

vast amount of helpful statistics and practical information.

Phillips’ and Motta’s 2000 Coping with Endometriosis delves deeply into the emotional and
psychological aspects of endometriosis, including the emotional process of fertility

treatments and, eventually, pregnancy.

Period
The ERC website discusses, in depth, the passage of H. Con. Res. 291, as well as the steps
taken to achieve this milestone. There are links, as well, to similar resolutions passed by

specific state legislative bodies.

The EA’s 2004 book contains the speech given by Mary Lou Ballweg on the day of the first

Endometriosis Walk for Awareness in Washington, D.C.
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The Endozone message boards and ERC listservs provide valuable insight and support from
and for women with endometriosis. Additionally, the ERC and EA run support groups both

around the country and around the globe; local addresses can be obtained from the websites.

The 2004 EA book devotes many pages to the newest developments in endometriosis
research. The EA and ERC websites also have “news” links that will display the latest

research results.

The ERC website contains links to the Cosmo article, the original research done by Kliman,

and the ERC rebuttal letter.



