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If you’re reading this book, chances are that your story is very similar to mine and those of the courageous women who, in the pages ahead, share just a little of what they’ve experienced in their quest to obtain an accurate diagnosis of, and effective treatment for, painful sex. After six months of repeated medical visits for the unbearable burning pain I suffered with sex, I was told that I likely had vulvodynia, but that there weren’t any medical specialists or treatments that could help me. Countless other women have been told that their genitals look perfectly “normal” and there’s no reason for their pain—that it’s “all in their head.” If this sounds familiar to you, you’re not alone. In fact, tens of millions of women suffer from conditions that cause painful sex, and they are left without answers or hope after multiple health-care provider visits. Alternatively, you may be one of thousands, even millions, who haven’t made it to their health-care provider’s office yet because you find it extremely difficult to discuss this very personal and private pain with anyone, including a health-care professional. Regardless of where you are on your journey to find help and hope, the information and guidance in this book will steer you in the right direction and help you to avoid years of misdiagnosis and ineffective treatment that thousands of women, including me, have unnecessarily endured.


In the pages ahead, you’ll hear directly from four highly dedicated and respected leaders in the field of female sexual medicine, who have a combined experience of over eighty years. Their message that pain with sex is never okay and that you don’t have to just grin and bear it will ring loud and clear. Furthermore, with perseverance and a holistic treatment approach, your pain can improve, and your relationships can thrive. Don’t give up! In addition to teaching you about the most common causes of painful sex, the authors provide valuable advice on how you can advocate for yourself and obtain the best medical care possible—advice they give their own family members and friends when they are confronting a medical concern. The bottom line is that you have the right to be heard and have your health concerns taken seriously! Keep searching until you find a health-care provider who will listen to you and work with you as part of a team.


There couldn’t be a better time for the release of this book. As women increasingly acknowledge the importance and necessity of making our own health care a priority, we’re looking for reliable information from reputable health-care providers, which is what you’ll find here. It’s time to end the stigma, shame, isolation, and embarrassment that many of us feel about this area of our body by seeking help and discussing our concerns openly. My story with painful sex had a happy ending, and so can yours! As the saying goes, “Knowing is half the battle.” Your journey to healing and wholeness starts with informing yourself, so don’t waste any time in beginning. Start today—for a better life for yourself and those who love you.


—Christin Veasley former executive director, National Vulvodynia Association cofounder and director, Chronic Pain Research Alliance
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Why a book about pelvic pain? First, we would like to clarify what we mean by “pelvic” pain. For us, this term refers to pain anywhere in the pelvic region, including pain in the external genitals (e.g., the vulva), internal genitals (e.g., the vagina), and the abdominal area (e.g., the bladder). This definition is quite broad, so you may want to think of it as more accurately described as “genitopelvic pain” (and you will see this term used in the book) since it spans the outside, the middle, and the inside of the entire genital and pelvic area. Second, it is important to know that chronic pain anywhere in the body is mysterious and very difficult to treat. Chronic pain is a challenge even for specialists (and teams of specialists!) to understand and manage, because we know so little about how chronic pain works. Plus, chronic pain works differently from person to person, and it is best treated with different methods from person to person.


Now, add the genitopelvic region to the chronic pain mystery mix, and even fewer specialists exist. Plus, fewer patients may be willing to talk about their pain “down there.” It is difficult to talk about those “private parts” because there is so much discomfort around genitals in Western society; many people have a difficult time finding a comfortable language to use to discuss these body areas because of shame, embarrassment, and lack of knowledge. Then, there is the added shame and embarrassment about having to talk about pain during sexual activities involving penetration, if this is part of your experience (talking about sexual activity can be as, or even more, taboo than talking about genitals). Unfortunately, pain during penetrative sexual activities is a very common experience in those with genitopelvic pain. When the terms sexual pain, or dyspareunia, as the medical profession calls it, are used in this book, they refer to pain experienced during sexual activities that involve contact with, or penetration of, the painful genitopelvic region/s (see the “Dyspareunia” box in Chapter 1 for more information). Every condition discussed in this book has been associated with pain during penetrative sexual activities, but this may not reflect each person’s experience with the condition for a variety of reasons (for example, some people do not engage or have not yet engaged in penetrative sexual activities, but they may still have genitopelvic pain). This book may still be helpful to you in many ways—such as learning about effective treatment options, learning how to best describe and communicate about your pain, and so on.


Few health-care providers are comfortable with discussing, knowledgeable in, and able to effectively treat genitopelvic pain. That is one of the reasons we just published the second edition of a massive textbook on genitopelvic pain conditions for health-care providers—to be in a better position to help you, their patient.


Genitopelvic pain is a growing issue affecting millions of people throughout the world. That means people like you may get bounced from doctor to doctor and spend years in unnecessary agony as their lives spiral out of control. By the time people find us, they are exhausted, hopeless, and furious: furious at doctors who refuse to take them seriously; at partners who refuse to accept the reality of their pain; and at themselves for what they may perceive as a weakness within.


We wrote this book because as three physicians (Andrew, Jill, and Irwin) and a clinical psychologist (Caroline) who conduct genitopelvic pain research and are highly involved in treatment, we can only help so many patients ourselves. We want to provide you, the patient, with an updated edition of this book so you can learn about your condition and take an active role in its management.


Before you dive into the book, however, let us tell you a bit about ourselves and the book itself.


ANDREW SPEAKS


After residency, I fully expected to become the typical ob-gyn, delivering babies and performing Pap smears and surgeries. Yet, when I entered practice, I was surprised by the number of women who confided in me about problems with their sex lives. Initially, I focused my energy and research on the many women who complained of decreased libido. However, after it became known among my colleagues at Johns Hopkins Hospital that I had an interest in sexual medicine, I was soon overwhelmed by the many desperate women who had pain when they had—or tried to have—sex. And my career path changed.


I grew to recognize the “pain” patients before I even talked to them—for whereas the low-libido women came in unhappy, the pain patients came in despondent. To them, this pain was the most destructive thing in their lives.


I wondered why these women had not found the help they needed. Then I realized it was because the doctors they saw didn’t have the training required to diagnose and treat the underlying causes of their sexual pain. Even I didn’t have the training. I had attended a well-respected medical school and spent more than twenty thousand hours completing one of the top ob-gyn residencies in the country. Yet I had received just one forty-five-minute lecture on female sexual problems, including dyspareunia—and I had finished my residency barely three years before!


I set out to learn everything I could about dyspareunia. I was lucky enough to have several mentors in the field, including Drs. Stan Marinoff, Gordon Davis, and Irwin Goldstein, and to be married to a dermatologist who taught me everything she knew about dermatological causes of dyspareunia (more on these in Chapter 15). For the past two decades, I have focused my entire practice on the diagnosis and management of dyspareunia and conducting research into its causes and treatment.


Over the years, I’ve learned that it’s so difficult to diagnose the cause of dyspareunia for another reason: Most causes are invisible to the naked eye. If you were able to look at your genital area, you might see some redness, but in most situations there’s no visible wound, no cyst with pus spilling out of it, no ulcers or tears. There’s just nothing obvious to explain the pain. And despite major advances in our understanding of pain, most doctors, as you’ll learn in Chapter 3, still adhere to the belief that if there is no visible cause for the pain, then there can’t be pain, particularly chronic pain. Faced with a woman who says she is in excruciating pain during sex, but unable to see any obvious reason for it, they give up.


Often, they send their patients to psychiatrists, psychologists, and sex therapists to solve the problem. While therapy is definitely a critical component of any treatment for sexual pain (after all, Caroline is a clinical psychologist!), the underlying medical problem must also be addressed. A good analogy is depression; although therapy and medication each work well to resolve depression, the two work best together. It truly is a situation where one plus one equals three.


As you’ll see throughout the book, we strongly support a multifaceted approach to treatment, one encompassing medical, psychological, and physical therapies, which, by necessity, involves a team of professionals, not just a single doctor.


CAROLINE SPEAKS


I also came to this field in a roundabout way. I knew early on in my psychology studies that sexuality was my area of interest, but I was unsure as to what specific area to study; at the same time, I was taking many pain courses and was interested in the brain and how it processes pain. While finishing my undergraduate degree at McGill University in Canada, I volunteered as a research assistant at the Laboratory for the Biopsychosocial Study of Sexuality, where I was involved in managing several different studies. I worked in the area of orgasm research, among other topics, but what really sparked my interest was a treatment outcome study for women with vulvodynia. I was fortunate to work with Sophie Bergeron and Irv Binik on this study (more on this study in Chapter 23). It was my job to explain the study to the participants and record pain ratings during gynecological examinations. It never ceased to amaze me how healthy their genitals could appear and yet how much agony the slightest touch of a cotton swab triggered.


I was also struck by how much the pain disrupted patients’ lives and how much distress it caused and yet how little was known about it—and how often it was dismissed and the patients’ pain invalidated. That’s when I knew I had found my area of specialty—proving that the pain was not purely psychological and giving something useful back to patients. My interest in this area, combined with my extensive knowledge of pain and how to assess it, helped me to think about creative ways in which to study genitopelvic pain to validate these patients’ experiences and educate health-care providers and researchers about it.


My initial research showed that the pain was indeed in the genitals and not “in the head,” or imagined. I also found that patients with genitopelvic pain showed many characteristics (hypersensitivity in other body areas, higher pain intensity ratings, pain-related brain activation patterns, to name a few) typical of chronic pain patients, further strengthening the belief that the pain was “real.” This pain condition seemed to act like other pain conditions; perhaps the fact that it affected “sex” to such an extent threw many health-care providers so off-kilter that they could not see it as a pain problem.


I have since focused my career on examining genitopelvic pain conditions in many different ways. I have an active research laboratory filled with dedicated students who are working on many projects, including developing treatments for genitopelvic pain, researching intimate relationships of those with genitopelvic pain, and other exciting topics. We publish and present our work at many conferences to educate health-care providers about this condition. We work with patient partners to ensure our work is representative of their views, we work with patients with genitopelvic pain by providing them with empirically supported psychological treatments, and we also share lots of information about genitopelvic pain via social media (Twitter: @QSexLab; Instagram: qsexlab; and Facebook: sexlab.ca) and our website (www.sexlab.ca). It is my goal to share knowledge with others and to help people with this condition as much as possible. That is why Andrew, Jill, Irwin, and I are writing the updated edition of this book!


JILL SPEAKS


It’s incredible how one event can change the trajectory of your life. When I was in my final year of training in obstetrics and gynecology residency, I attended a surgical case with a gynecologist with whom I had never worked. It was Dr. Andrew Goldstein and he was doing a vulvar vestibulectomy for neuroproliferative vestibulodynia. These were both a procedure and a diagnosis that I had never heard of in my four years of medical school and four years of intense obstetrics and gynecology training. During the surgery, Andrew taught me all about vulvodynia. I could not believe I was months away from taking care of people independently and I did not know about this intimate pain condition. I was not alone. Training in genitopelvic pain and vulvar dermatoses was lacking, and most of the ob-gyns I knew did not feel comfortable taking care of sexual pain. I was determined to do better by my future patients. Thankfully, I was completing a yearlong medical education fellowship and had plenty of research time. I spent as much of this time as I could with Andrew, learning everything possible about vulvovaginal conditions and sexual medicine. When I joined the faculty at George Washington University as a junior attending physician, I felt empowered to start a center for sexual health, seeing patients with dyspareunia, recurrent vaginitis, and any vulvar symptoms that no one else could treat. Soon, everyone was sending me their most “complicated” patients. To keep up with the number of patients, I trained two nurse practitioners to help. In addition, I was helping to run the ob-gyn clerkship, teaching medical students how to be obstetrician-gynecologists, and I was very active in the American College of Obstetricians and Gynecologists (ACOG). Life took another turn when my military surgeon husband matched in fellowship in Dallas, where I practiced as an OB hospitalist and had a few babies, and then a military assignment took us to San Antonio, where I joined the faculty at University of Texas at San Antonio, once again working to establish a clinic to treat genitopelvic pain. The residents I trained all know the importance of the pelvic floor! Life situations then brought us back home to Washington, DC, where I was finally in a position to join my mentor and champion, Andrew, in practice at the Centers for Vulvovaginal Disorders (www.vulvodynia.com or www.cvvd.org). At this point, I made the difficult decision to stop delivering babies and focus all my energy on treating patients with vulvovaginal symptoms. I am now able to focus on truly addressing the needs of my patients and advancing this field through research and education. Although I still interact with residents and medical students, I have directed a majority of my teaching to patients and fellow clinicians. One amazing outlet of this has been through Instagram, where I have a page (@jillkrapfmd) dedicated to awareness, evidence-based education, and support for vulvovaginal conditions and care. However, there is only so much you can include in a three-hundred-word post, so contributing to an entire book on genitopelvic pain in this updated edition has been incredible. My greatest hope is that this book will empower you to take control of your body and sexuality and that it will provide hope in your journey to healing.


IRWIN SPEAKS


I began practicing sexual medicine in 1976 under the guidance of Robert J. Krane, focusing at the time on treating men with erectile dysfunction. With the advent of pills to treat men’s erectile problems, my office phone started ringing. It was women seeking and demanding help for their sexual problems. I referred them to our university gynecologists, who asked that I treat these women instead. At the time, they had neither the training nor the understanding to be able to help, whereas I was already treating men for their sexual health problems. I recognized the need of both sexes for care and soon realized I was no longer a urologist but a sexual medicine physician.


Over the years, I have cared for women with problems of sexual desire, arousal, orgasm, and/or pain, but by far the most devastating is that of sexual pain. I had been hearing Caroline present at the International Society for the Study of Women’s Sexual Health (ISSWSH) for years on her concepts of sexual pain in women. After I met Andrew at ISSWSH, we had the opportunity to share our concepts about what causes sexual pain disorders and the optimal treatments for the various problems. While Andrew had vast surgical experience, I was armed with the basic science knowledge of the hormonal dependence of the genital tissue, based on work by Abdulmaged Traish and Noel Kim in our basic science laboratory, with research funded for over twenty years by the National Institutes of Health.


Today, my practice is richer for having met both Caroline and Andrew earlier in my career. We share a passion for sexual medicine, Caroline and I share an alma mater, and Andrew and I share a name, although we are not related. I take joy in the many women whom we have helped through their pain to a more comfortable life.


ABOUT THE BOOK


When Sex Hurts is divided into four sections. The first section outlines the problem, explains genitopelvic anatomy, discusses how to find and work with your health-care team, describes a complete examination and medical workup for genitopelvic pain, provides you with some food for thought about your sexuality, and offers some options to keep your relationship on steady ground while you search for and undergo treatment. It also provides a detailed overview of pain itself: the types of pain, why we feel pain, and why it is so challenging to treat.


The second and third sections form the core of the book. Each chapter provides an in-depth review of one or more causes of genitopelvic pain, including symptoms, diagnosis, and treatment options.


The final section is devoted to helping you get your life back, including your sexuality and mental health, once your pain improves. We also look at where the field is going in terms of research.


A few explanations about the way the book is written: We tried to write for the broadest-possible audience, clearly explaining medical terms and procedures to provide you with the knowledge you need to be able to understand what your health-care provider tells you.


We also use gender-neutral terms when referring to people, knowing that not all people with genitopelvic pain in their vulva, vagina, and pelvic area identify as women, but we typically use the word “women” when referring to participants in research studies who identified as women. We have also kept the original language of the various speakers whom we interviewed for, and quoted in, this book, which means that sometimes people will use the word “husband” instead of “partner,” for example.


The term sexual pain is, in Caroline’s opinion, heterocentric, which means that it assumes that the pain occurring during sexual activity involving contact or penetration occurs during “sex,” which is usually defined as penile-vaginal penetration; this term seems to apply only to people who engage in heterosexual sexual activity (a penis penetrating a vagina involving only cisgender people). We know that this narrow perspective is not at all inclusive and that lots of “sex” can be had with limitless configurations of bodies, identities, and number of partners. So we will avoid using this term as much as possible, although you will see it from time to time. We discuss a broad definition of dyspareunia (see Chapter 1) as well as use the more descriptive term “genitopelvic pain during sexual activity” (and variations on this phrase) to refer to any sexual activity (solitary or partnered) involving contact to the genitopelvic region that leads to pain in any part of the female-typical genitopelvic area. However, once again, we have kept the original language of the various speakers whom we interviewed for, and quoted in, this book, which means that sometimes people will use the terms “painful sex” and “sexual pain,” for example. We also understand the limitations of focusing on the female-typical genitopelvic region (see the “Dyspareunia” box in Chapter 1 for a more in-depth discussion).


You will see various exercises sprinkled throughout the book. They are an important part of your education, so we encourage you (and your partner/s) to complete them as directed.


As you make your way through this book and learn more about your pain, as well as possible underlying causes and treatments, we want you to keep one thing in the front of your mind: Your pain is real and, in nearly all cases, very treatable. That’s why we wrote When Sex Hurts—to provide help, support, and, most of all, hope, to you and the millions of people we know are out there.


So here are a few fundamentals we want you to remember as you read When Sex Hurts:




1. Sexual activity should not hurt.


2. Sexual activity should feel good.


3. Sexual activity should occur when and how you want it.


4. Sexual activity can be part of a healthy relationship if you want it to be (and it doesn’t have to be!).




As Amy, who has suffered with vulvodynia (a common cause of genitopelvic pain) for most of her thirty-two years, wrote when we asked what she would tell others with genitopelvic pain, “Don’t give up trying to get better, and know that anything is possible.”
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Painful Sex




Sex has such an intense impact on how you see yourself and how you relate to other people. It affects every relationship…. In fact, it is the central issue in any relationship whether the couple is aware of it or not. The nine years of sexual pain I lived through were an emotional hell.


—JESSIE, THIRTY




It’s been ten years, but now thirty-year-old Jessie remembers the doctor’s words as if it were yesterday. She’d gone to her mother’s gynecologist for what she thought was a highly unusual and, truth be told, embarrassing problem: She couldn’t have sex. It simply hurt too much. After examining her, the doctor said, “You have a perfectly normal anatomy but, sweetheart, if you’re as tense with your boyfriend as you are with me, it’s no wonder it doesn’t work.”


Although those words, and the complete lack of empathy the doctor exhibited, did nothing to help with her problem, they made Jessie decide to become a doctor so others with similar issues could find someone with more compassion. Many others like Jessie, like you—more than thirty-five million people in the US alone—will experience dyspareunia (the term for genital and/or pelvic pain associated with penetrative sexual activity; more on this term in the “Dyspareunia” box) in their lifetime. You’ve been bouncing from doctor to doctor and spending thousands of dollars seeking help to no avail. Even if you have found a doctor to correctly diagnose your condition, chances are you haven’t found much relief from the recommended treatments. Instead, you’ve spent years in agony, with pain so severe it feels as if acid is being poured on your skin or a knife inserted into your vagina.


DYSPAREUNIA




Dyspareunia is a medical term that was traditionally used to describe pain during “sexual intercourse.” Sexual intercourse, according to this view, meant something very specific: genital/pelvic pain experienced during vaginal penetration by a penis. We find this term to be exceptionally narrow and problematic in many ways. For example, it focuses on one single sexual behavior between a person with a vagina and a person with a penis, and it is not representative of the limitless configurations of possible sexual behaviors involving people with diverse genital/pelvic anatomies. It is not even inclusive of women who engage sexually with women, even though Caroline and her team have demonstrated that genitopelvic pain during sexual activity can be experienced by all people regardless of their sexual identity (whether they are heterosexual, bisexual, lesbian, etc.).1


So, we define dyspareunia as pain in the genital and/or pelvic (“genitopelvic”) area during penetrative sexual activity. In this book, we will be focusing on pain in the vulvar, vaginal, and pelvic areas of people who have female-typical genitopelvic anatomy. Sometimes we will use the term vulvovaginal (vulvar and vaginal) to refer to pain experienced in the more external (outside) part of the genitopelvic area (see Chapter 2 for a primer in anatomy). By pain during “penetrative sexual activity,” we mean pain experienced during any stage of vaginal penetration (insertion), whether it is initial penetration, deep insertion, during movement, et cetera. And we also have a broad definition of what can cause that pain: it can be any form of sexual contact—with a finger, a penis, an object, and so on, during solitary or partnered sexual activity.


A couple more things: First, people who experience dyspareunia will usually experience the same, or similar, pain in nonsexual situations that involve contact to the painful area, such as during an internal pelvic examination or insertion of a tampon or menstrual cup. Even activities of daily living, such as wearing certain clothing and wiping after going to the bathroom, can cause irritation, discomfort, or pain. So the pain itself often isn’t just experienced during penetrative sexual activity (even though it is usually this pain that brings most people to our clinics); to add to this point, one of Caroline’s first patients was a competitive swimmer who had never engaged in penetrative vaginal activity and who presented with severe vulvar pain during tampon insertion. This patient was still diagnosed and treated even though their pain occurred outside of sexual activity. Second, we are aware of the limitations of focusing on people with female-typical genitopelvic anatomy. This focus leaves out those with congenital diversities of genitopelvic anatomy (e.g., intersex conditions), as well as individuals who undergo genitopelvic surgeries for gender affirmation. However, some of the information in this book may still be useful to you and your health-care team. Note that Caroline and her team are launching studies to examine genitopelvic pain in these underrepresented groups as well, so stay tuned!





Jessie knows the drill well. From the first time she tried to engage in penetrative sexual activity, she had lived in a world of pain, doubt, and frustration. The first time her boyfriend tried to penetrate her, she told us, she screamed in pain. “It felt like he was stabbing me, like I was being torn apart. It was horrifically painful.”


The two thought maybe Jessie just needed to relax. And she tried. But nothing—not alcohol, not weed, not Xanax—worked. “I wanted to be normal so bad,” she recalled. I told him, “‘Just close your eyes and go in there; it doesn’t matter if I’m in pain.’ But he was too good a guy to hurt me, and he couldn’t do it.”


It took another nine years—years filled with dozens of doctor visits, ruined relationships, and the certainty that she was crazy—before Jessie found Andrew, and he diagnosed her with provoked vestibulodynia (PVD), a condition in which the slightest touch to the vulvar area results in excruciating pain. You will learn more about PVD in Chapter 7. Suffice it to say, as many as eight million Americans suffer from this syndrome, which may have a dozen or more causes. Nearly 60 percent, most of whom remained undiagnosed, report visiting three or more health-care providers to obtain a diagnosis.2


In fact, as many as 40 percent of those with dyspareunia don’t even seek medical care!3 They may think that some level of pain or discomfort during penetrative sexual activity is “normal.” Others are simply too embarrassed to talk to their doctor about it or don’t know how to bring the topic up. If this sounds familiar, take heart—we’ll give you the tools to get you the help you need and deserve.


The problem is that this type of pain doesn’t just occur during sexual activity. It infiltrates every aspect of your life. Many people feel it destroys their very sense of who they are. “I was very shut off physically for three years and am still recovering from that,” says Sam. “I have a hard time being sexual because I don’t want to lead my partner on into thinking we are going to try to have sex when I am just not ready yet. For me, the pain really affected me more emotionally than it did physically.”


The National Vulvodynia Association reports that people like you find the pain of dyspareunia affects far more than your ability to engage in penetrative sexual activity. It affects your ability to function in the everyday world, forcing you to leave careers and to limit physical activities. Some patients we’ve met can’t even handle the pain of sitting long enough to drive a car, so they become virtual prisoners in their homes.


“I haven’t had sex since I was forty-two,” says Patty, now forty-nine. “I can’t wear underwear or pants or anything that touches my vulva. I wear long skirts with no underwear all year. I bought a special bike seat with a hole in the middle so when I ride, nothing rubs against my vulva.” Patty used to express her sexuality through salsa dancing. Now that the pain has spread to her entire pelvic floor and hips, it hurts too much to merengue, so the dancing, her last vestige of sensuality after years of sexual pain, is out.


As you can see—and as you may well know—such pain soon becomes the focus of someone’s life. No wonder a study published in 2006 found that 42 percent of women with dyspareunia felt they had no control over their lives and 60 percent felt they had no control over their body.4


THE LONG JOURNEY FOR HELP




After the first month, I began to experience slight pain upon sexual intercourse. After three months, sexual intercourse was completely impossible and still is today (two years later). I went to numerous physicians only to hear it was a yeast infection, a bruised pelvic bone, or “just in my head” because I was nervous. I went through much emotional distress, anxiety, and hopelessness. My family and I have spent almost $5,000 on doctor bills and laboratory tests. I had everything done on me, including numerous Pap smears. I’ve been tested for every sexually transmitted infection more times than I can even remember, pelvic exams, two ultrasounds, a colonoscopy, kidney tests, and an MRI. Until three months ago, when my new doctor (Dr. Krapf) finally diagnosed me with neuroproliferative vestibulodynia (I have too many nerve endings), I was hopeless and felt I would never have sex again (much less have children).


—EMILY, TWENTY-TWO





Emily’s story is so familiar. The patients we see have typically spent years searching for a diagnosis and treatment for their pain. Unfortunately, not only do few doctors know much about human sexuality, but even fewer know anything about genitopelvic pain. Until about twenty years ago, dyspareunia wasn’t discussed or even researched. If a woman couldn’t have sex, didn’t enjoy sex, or had pain during sex, they were classified as “crazy,” sent to a therapist, given numbing medicine, or handed a bottle of antidepressants.


We think this relates, in part, to the way women’s sexuality has traditionally been viewed in society—as something to be feared, denied, or destroyed. For instance, in the nineteenth century, a woman who masturbated might have her clitoris irradiated, cauterized, or surgically removed. To quell female “hysteria” (i.e., desire for or enjoyment of sex), doctors applied leeches around the patient’s vulva and anus. A woman who complained of pain during intercourse (with her husband, of course) was labeled as “frigid.” If she could only learn to relax and stop tensing her vaginal muscles, she was told, she could satisfy her husband. Her own satisfaction was not a concern. And why should it be? Women were raised to view sex in terms of submission and degradation; many probably believed that pain was just a natural by-product.


It wasn’t until the 1950s and the groundbreaking research conducted by Alfred Kinsey that we began to understand and explore the true nature of a woman’s sexuality and to view women as sexual beings in their own right. Kinsey published Sexual Behavior in the Human Female in 1953 to a firestorm of protest, controversy, admiration, disgust, and just plain prurient interest (if you’re interested, pick up a copy—it’s available on Amazon). The interviews he and his colleagues conducted with more than 5,500 women of all ages, races, and socioeconomic levels forever changed the way the world viewed women’s sexuality.


Unfortunately, it did very little to change the way doctors viewed it. And even though issues of sexual desire in women get more attention in the medical field these days, genitopelvic pain remains misunderstood, underdiagnosed, and mistreated by all but a handful of doctors around the country.


And that’s unfortunate, for in the past decade—indeed, within just the past few years—we have made incredible inroads into understanding the medical as well as psychological origins of genitopelvic pain. That, in turn, means we are so much better at diagnosing and treating the underlying causes of the terrible agony so many women experience during sexual activity.


A BRIEF DESCRIPTION OF THE CAUSES OF PAINFUL SEX


Each of the conditions we will go over in this section will be discussed in much more detail in later chapters, but we want you to have a basic understanding of them as you make your way through the rest of the book. Even a brief overview of these conditions will reveal a very important fact about sexual pain: Conditions frequently overlap, and people will often have several underlying causes. That’s one reason that you’re still suffering.


A reminder: The term dyspareunia refers to genital and/or pelvic pain associated with penetrative sexual activity—no matter what the cause. Such terms as atrophy, vestibulodynia, and vaginitis refer to specific conditions that cause dyspareunia.


Provoked vestibulodynia (PVD). This syndrome used to be called vulvar vestibulitis syndrome (and, less commonly, vestibular adenitis). But PVD is not a single condition; rather, it includes at least six different conditions, resulting in pain originating from the entrance to the vagina, called the vulvar vestibule. The most common cause of genitopelvic pain in those who are premenopausal, PVD is also one of the most difficult for most doctors to diagnose and treat correctly. The most common causes of PVD are hormonal changes, tight pelvic floor muscles, inflammation, and an increased number of nerve endings in the vestibule. In Chapter 7, we show how you and your doctor can figure out the cause (and therefore the appropriate treatment) of your PVD.


Overactive (hypertonic) pelvic floor muscle dysfunction (OPFD). This condition, historically called “vaginismus,” occurs when the muscles that surround the vagina, bladder, and anus spasm, causing pain at the vulvar vestibule and leading to pain upon penetration. Tight (hypertonic) pelvic floor muscles can also cause constipation, rectal fissures, frequent urination, and the sense of incomplete emptying of the bladder. In addition, if the muscles are in severe spasm, you may experience generalized vulvar burning, the major symptom of generalized vulvodynia (see Chapters 8 and 9).


Vulvar and vaginal atrophy. One of the most common causes of genitopelvic pain is hormonal changes (decreased estrogen and testosterone) that result in thinning (atrophy) of the vaginal and vulvar tissue. This, in turn, leads to dryness, irritation, tearing, and pain at the vestibule (PVD). There are many causes of these hormonal changes. In younger (premenopausal) patients, the most common causes include hormonal contraceptives, endometriosis treatments, removal of the ovaries, medications for breast cancer, and medications for acne. The same symptoms also can occur because of menopause, when your ovaries stop making hormones. The term for vulvovaginal (vulvar and vaginal) atrophy in menopause is genitourinary syndrome of menopause (GSM), because the vulva and vagina are affected, as well as the urinary system. In our experience, hormonal birth control methods (pills, patches, and rings) are the leading cause of atrophy in premenopausal patients, thus a leading cause of their genitopelvic pain.


Interstitial cystitis (IC), also known as bladder pain syndrome (BPS). IC is a condition in which the bladder lining becomes severely inflamed. This causes frequent urination (up to sixty times a day!), severe pelvic pain, and dyspareunia. Of those with IC/BPS, 75 percent say that penetrative sexual activity makes their pain and need to urinate worse.


Endometriosis. The endometrium is the inside lining of the uterus that thickens with hormonal influence during the menstrual cycle, and then sheds every month during the menstrual period. Endometriosis, a condition in which endometrial-like tissue grows outside the uterus, is one of the most complex and frustrating, yet common, conditions in gynecology. Patients with endometriosis often experience severe pain, usually at the time of their menstrual period, but sometimes through the entire cycle. In addition to chronic pelvic pain, these patients may also suffer from deep dyspareunia, which refers to pelvic pain during deep penetration (thrusting).


Genitopelvic dysesthesia/generalized vulvodynia. This condition results in pain in the vulvar area even when someone isn’t engaging in sexual activity. Most often, the pain is caused by a combination of both tight pelvic floor muscles and injury to a nerve, either the pudendal nerve or the nerve roots in the lumbar or sacral spine. It is extensively discussed in Chapter 8.


Pudendal neuralgia. Pudendal neuralgia is a condition in which the pudendal nerve, the main nerve that goes to the vulva (including the clitoris), vagina, pelvic floor muscles, and perineum, is injured. There are many causes of neuralgia including trauma (such as an injury to the sacrum from a fall or from a tear during childbirth), chronic compression (this can happen with extensive bicycle riding or during childbirth), stretch (occurring during childbirth), entrapment in scar tissue, or from an injury to the labrum of the hip. Since there are a right and a left pudendal nerve, most of the time pudendal neuralgia causes pain on only one side—or the pain is much greater on one side than the other. Additionally, it is possible to injure only one branch of the pudendal nerve, such as the clitoral branch, and this causes isolated clitoral pain (clitorodynia).


Persistent genital arousal disorder (PGAD). This extremely distressing condition, in which the person feels an almost constant state of unwanted arousal, is one of the most emotionally traumatic conditions we treat. Although it was only first described in medical literature about twenty years ago, we have learned a lot about it in a short time. In fact, Caroline, Irwin, and Andrew spent close to two years working with colleagues to write an extensive review of the causes of and treatments for this condition. See Chapter 16 for a thorough discussion of PGAD.


Skin diseases. Several different skin diseases can cause dyspareunia and vulvovaginal pain. Unfortunately, most gynecologists/urologists receive very little training in the dermatologic diseases of the genitals and most dermatologists don’t feel comfortable doing a thorough examination of the vulva and vagina. As such, these conditions “fall through the cracks” between different medical specialties. This leads to a delay in diagnosis and poor overall treatment of these conditions. The most common of these conditions is called lichen sclerosus (LS) and it affects over one million women in the US and Canada. Andrew and Jill have treated more than two thousand women with LS and have published more than fifteen papers on LS. See Chapter 15 for a comprehensive overview of LS and other vulvovaginal skin diseases, such as erosive lichen planus, lichen simplex chronicus, contact dermatitis, and plasma cell vulvitis.


Gastrointestinal conditions. Such conditions as irritable bowel syndrome (Chapter 18) and ulcerative colitis can contribute to dyspareunia. Additionally, food allergies (or intolerance) to gluten, dairy, and other foods often contribute to chronic intestinal/abdominal pain. For more info on this, see Chapter 18.


Infection. Infections are common causes of dyspareunia. Yeast infections, bacterial vaginosis, trichomoniasis, genital herpes, mycoplasma, ureaplasma, chlamydia, and gonorrhea can cause dyspareunia. However, although many people (and their doctors) may think that an infection is the sole cause of their genitopelvic pain, it rarely is. That said, persistent infections in susceptible people can, over time, lead to PVD, interstitial cystitis, and chronic urethritis. While most people think that treating vaginal infections should be “Gynecology 101,” it is not as straightforward as it sounds. See Chapter 11 for a discussion of our pearls of wisdom to treat tricky resistant and recurrent infections.


In the next chapter, we’ll go over some basic anatomy to further help you understand what’s going on. But before that, we just want to take a moment to say we truly understand that you are suffering. We know that you, like many of our patients, may have spent months or years trying to figure out the cause of your pain and may be feeling frustrated, sad, and angry. We offer this book to help you figure out the cause of your pain and, more important, find safe and effective treatments to allow you to enjoy your sexuality.
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Vulvar/Vaginal Anatomy


In order to understand what’s going on “down there,” it’s important that you know what’s what. When is the last time you really looked at your labia? Your vulva? Your clitoris? Unless you have had a baby and were able to view the birth via a mirror, we’re betting the answer is never; we’re simply not taught to really look at our body, especially our genitals. That’s the reason for this chapter: to help you get comfortable and familiar with your own body.


It is also important that you understand your anatomy so you can be more specific in describing your pain, something we’ll talk more about in Chapter 3. Figure 2.1 depicts the various external and internal parts of female-typical genitals. Let’s start on the outside and work our way in.


EXTERNAL GENITALS


Vulva. The vulva refers to the entire area around the opening of your vagina. This includes the mons pubis, labia majora, interlabial sulcus (the valley between the labia majora and minora), labia minora, glans of the clitoris and clitoral prepuce (“hood”), vulvar vestibule, hymen, and perineum.






[image: image]

FIGURE 2.1 Female-typical external genitals: Note that some individuals have intersex conditions, which means that some parts of their external and/or internal genital anatomy vary (e.g., being born with a shortened vagina).








Mons pubis. This is the part you’re likely most familiar with: the pubic mound covered with hair.


External clitoris. The clitoris is usually the most sexually sensitive part of your body and is the site of most orgasms for people with a clitoris. It straddles the line between internal and external, since much of it remains hidden beneath the skin. The part you see, the external portion, is made up of the “glans,” which is partially covered by a “hood” of skin called the prepuce. This prepuce recedes when you’re aroused, as the clitoris, like the penis, fills with blood, and enlarges. And the glans clitoris is not the whole clitoris: there are “legs” of the clitoris called crura that extend under the labia for a full three inches!


Labia majora and minora. Labia means “lips” in Latin, and from a certain angle, the labia do resemble lips around the “mouth” of the vaginal opening, or introitus. These skin folds include the labia majora, the outer folds of skin and fatty tissue that extend from the mons pubis to about an inch above the anus. The labia majora are often covered with pubic hair and, like many other body parts, vary in size, color, and length from person to person.


The labia minora have no fatty tissue, so they are much thinner than the labia majora. They begin at the clitoral hood and extend below the vaginal opening. Their color and appearance also vary, ranging from pink to dark brown, smooth to wrinkled. They contain small oil glands that resemble yellow dots and may also have tiny, raised, pink bumps on the inner surface. The area between the labia majora and labia minora, called the interlabial sulcus, is usually quite red, even in those without vulvar pain issues. This is because the skin is very thin here and there is an extensive capillary bed (small blood vessels) just underneath the skin. Other things to mention about the labia minora: Some people have very small labia minora, and some have labia minora that stick out longer than the labia majora! Some people’s labia minora are different shapes and sizes from one side to the other. There is truly a wide range.


Perineum. This refers to the area between the vaginal opening and anus. During labor, this area can tear, and in emergency situations a doctor sometimes needs to make a cut in this area to facilitate birth of the baby. Unfortunately, this cut, called an episiotomy, can cause its own problems with dyspareunia (see Chapter 20 for more on this), but thankfully most obstetricians are no longer performing episiotomies routinely as they did in the past: see, things can change for the better.


Urethral opening. This is the outside part of the tube (the urethra) that carries urine from the bladder to outside the body. The last quarter inch of the urethra is made up of the same tissue as the vestibule.


Vulvar vestibule. A majority of disorders involving dyspareunia and vulvar pain are caused by problems affecting the vulvar vestibule. The vestibule extends from Hart’s line (named for the famous nineteenth-century Scottish gynecologist and anatomist Davis Berry Hart) on the inner side of the labia minora to the opening of the hymen. It also includes the urethral opening and the hymen.


Opening into the vulvar vestibule are major and minor vestibular glands. The major glands are the Bartholin’s and Skene’s glands. The Bartholin’s glands are located deep to the labia majora and open into the vestibule. If you picture the vestibule as a clock face with the urethra at twelve o’clock, they open at four and eight o’clock. The Skene’s glands open on each side of the urethral opening. Much smaller “minor” glands are found throughout the vestibule. Together, these glands are responsible for about a third of the lubrication produced when you’re aroused.


Hart’s line, which your doctor can actually see on the inner labia minora, marks more than just a transition between two body parts; it delineates a change in tissue type, an important distinction that will become clearer later in this book. This is because, embryologically, the vestibule is derived from the urinary system and not from the vagina or the outer part of the vulva. As such, the vestibule may be affected differently (usually in a bad way) by infections, inflammation, and hormonal changes as compared to the outer part of the vulva or the vagina on the inside.


Hymen. The hymen is a thin mucosal ring that partially covers the vaginal opening. Despite its relatively minor role in a person’s genital anatomy and sex life, more has been written about the hymen than any other reproductive structure! And, just to clear up a common myth, lack of an intact hymen is not evidence that one is not a virgin. Even young children can have a “broken” hymen as the result of exercise or other physical activities. Once the hymen is broken—or “gaping,” as it’s medically described—its remnants form a perforated ring around the vaginal opening. And to make matters even more confusing, if someone is born with a large hymenal opening, they may never tear their hymen during penetrative sexual activity—even the first time. This is why there is absolutely no way to tell whether a person is a “virgin” just by looking at their hymen.


LABIAPLASTY, “VAGINAL REJUVENATION”




In the past decade, plastic surgeons have begun selling a new procedure: labiaplasty. Believe it or not, this involves cosmetic surgery to the labia to make them smaller and “more beautiful.” Andrew and his wife, Gail (a dermatologist and medical ethicist), have written papers and chapters about the ethical issues around cosmetic labiaplasty, finding that the procedure is not always marketed or performed with appropriate safeguards. For instance, many surgeons are not properly trained in the procedure, the best way to perform it is unclear, and we don’t even know the true complication rate. Andrew once treated a woman who’d undergone labiaplasty. The procedure didn’t go well, and she had to take an antidepressant for a year for the resulting pain (you’ll learn more about the role of antidepressants in managing pain in the “Could My Medication Cause My Pain?” box in Chapter 4).


If you believe that your genitals are so ugly that they must be surgically altered, consider talking to someone who can help you understand why you’re feeling this way. Negative feelings about your body can be related to past experiences with partners, shame associated with sexuality, or false beliefs about what genitals should look like. (Hint: Don’t buy into the belief that there’s such a thing as “ideal” genitals. They come in all shapes and sizes.) Or the feelings can be related to something else entirely. The point here is that you should understand your motivation before you decide to have someone cut into your genitals. Remember: the procedure can result in long-term complications.





FEMALE-TYPICAL INTERNAL GENITALS


Vagina. Vagina comes from the Latin word for “sheath.” The first thing to know: You cannot see your vagina. Unless you have an extra speculum hanging around, whatever you might have thought you’d seen down there was not your vagina. That’s because your vagina is an internal structure. This tubelike organ stretches from the hymen to the cervix at the opening of the uterus. When not sexually aroused, this tube is actually flattened, but it expands and lubricates during sexual arousal. You should also know it’s pretty unlikely that your pain is coming from your vagina, which has relatively few nerve endings. That’s why you can have a terrible yeast infection in your vagina and not know it; only after the infection travels to the vestibule—which is packed with nerve endings—do the pain and itching hit.


Cervix. The cervix is the lower, narrow portion of the uterus. Generally tightly closed, it opens wide during labor to allow the baby to move down the birth canal (vagina). During Pap smears, cells from the cervix are scraped off and screened for precancerous changes. Additionally, the cervix can be important for sexual pleasure.


Ovaries. The ovaries are two small gray organs, each about the size of a walnut. At birth, there are more than a million eggs in the ovaries. Obviously, not all are released! However, throughout one’s life, a person will develop about eight thousand follicles, although only about three hundred will reach full maturity and release an egg. The ovaries also produce the sex hormones: estrogen, progesterone, and testosterone.


The ovaries can be a source of pain or discomfort, as many people can attest to after having them palpated (lightly squeezed) during a gynecological exam. Additionally, large ovarian cysts can be the cause of pain.


Fallopian tubes. These two tubes come off the right and left side of the uterus and extend to the ovaries. Eggs from the ovaries travel through the fallopian tubes to the uterus. If the embryo starts to grow in the tube instead of the uterus, an ectopic pregnancy results, usually causing excruciating pain, severe bleeding, and pregnancy loss.


SOME MORE RELEVANT ANATOMY


The genitals are not the only parts of the body that can be the cause or location of pain. Therefore, we need to look at a few more anatomic structures:


The spine. The spine, or “backbone,” is made up of thirty-three bony segments called vertebrae. The spinal cord travels down a canal in the center of the vertebrae. Between the top twenty-four vertebrae is a disk made up of a ring of cartilage and a semiliquid center that acts as a shock absorber in the spine. Unfortunately, that disk can herniate (“slip”) and apply pressure on the nerves exiting the spinal cord or the liquid center can start to leak (think of a squashed jelly doughnut), and both of these things can cause nerve pain. If this happens in the lumbar spine, it can irritate the nerves that go to the vagina/vulva/rectum (even though they are called “sacral nerves”) and your brain perceives that pain as originating not in your spine, but in these organs. This is one of the causes of generalized vulvodynia. This is something we didn’t even know about when we wrote the first edition of this book!


The coccyx, or tailbone. This is a triangular bone at the end of the spine that is made up of the fused bottom four vertebrae. It is about one inch in length and is curved like a bird’s beak. The majority of the muscles of the pelvic floor attach to the coccyx and this is why “coccygeus” is in their names: pubococcygeus, iliococcygeus, and so on. Because it is such an important structure in relation to the pelvic floor muscles, the coccyx is frequently involved if the cause of the dyspareunia is related to these muscles. As the coccyx is only attached to the rest of the spine by a ligament, it can easily be injured, which then can negatively affect the pelvic floor muscles. The coccyx is frequently injured by “falling on your butt” if you fall down the stairs or during sports such as snowboarding or horseback riding. It can also be injured during childbirth.


The pudendal nerve. The pudendal nerve, and its branches, is the main nerve that goes to the vulva and vagina. Therefore, if you are feeling pain in these organs, the signal is reaching your brain by first going through the pudendal nerve. The pudendal nerve is made up spinal nerves from three levels of the sacrum, the S2, S3, and S4 levels. These three branches come out of the sacrum and combine to form the pudendal nerve that then travels to the vulva and vagina by going through a narrow passage called Alcock’s canal. The pudendal nerve can get injured in several places along its journey, and when it is injured, your brain “thinks” that your vulva or vagina is injured, not the nerve itself.


THE BEST 50TH BIRTHDAY PRESENT EVER!




A few years ago, Andrew was celebrating his fiftieth birthday and his wife, Gail, was throwing a birthday bash for him in a hip bar in the Lower East Side of Manhattan. In an incredibly kind gesture, Irwin and his wife, Sue, flew in from San Diego on a red-eye to join the party. Instead of getting some rest or running around New York City, Irwin decided to spend the day with Andrew seeing patients in his office. One patient they saw together had intractable itching on her left labia majora. Usually, itch is a sign of inflammation, and that inflammation is usually caused by an infection, such as yeast or a skin disease, such as lichen sclerosus or lichen simplex chronicus. (You will read more about these conditions in Chapter 15.) However, there was no evidence of infection or any vulvar skin disease. Andrew put a strong numbing cream on her vulva and even though the skin got numb, her itching did not improve. Andrew was looking perplexed, but Irwin relatively nonchalantly said, “It’s coming from her spine.” He then explained that even though the “sacral nerve roots” exit the spinal column from the sacrum (that is why they are called sacral nerve roots), they can be irritated/injured in the lumbar spine. In the few months prior to Andrew’s birthday, Irwin had been working with a spinal surgeon, Dr. Choll Kim, to treat women who had a condition called persistent genital arousal disorder/genitopelvic dysesthesia (PGAD/GPD, which you will learn about in Chapter 16) caused by subtle abnormalities in their spine. Andrew was amazed by this as he had been taught that any spinal problems causing pelvic pain would have to be severe. This new information has helped him treat dozens of patients in the last several years. This gift of knowledge was by far the best present he got that day!






THE EARLY SEEDS OF YOUR PAIN


Now, we’re going to take a step back and explore the development of female-typical genitals in utero by focusing on the embryology of the reproductive system. Although you may think, “I don’t need this info!” we think this discussion is very important because one of the most common causes of dyspareunia in women is PVD, and one common cause of PVD is related to abnormal fetal development. That’s right: the seeds of your pain may have been planted decades before you ever felt the first twinge.


As you know, we all start from two cells: an egg and a sperm. Once they merge and the sperm has fertilized the egg, the resulting zygote begins dividing. Two cells become four, which become eight, which become sixteen, and so on (although not always quite so mathematically neat). By about day four, you have a ball of about one hundred cells with an inner cavity. As the development continues, the fetal cells also begin differentiating into tissues with specific characteristics that will define their role throughout the life span. Each tissue is jammed with various receptors that will provide “docking” stations for the different hormones needed to direct the cells’ activities.


In addition, each tissue has its own blood and nerve supply. So even if you have two tissue types right next to each other—such as the vagina and the vestibule—they can have completely different hormone receptors, blood supplies, and nerves.


At about week five postconception, a pair of genital ridges form near what will eventually turn into the kidneys. A week later, the cells of the genital ridge invade what will be the future gonads—ovaries—forming clumps of cells called primitive sex cords. At about the eighth week, primitive tissues called the Müllerian ducts give rise to the internal and external genitals. These ducts run down the sides of a ridge of tissue called the urogenital ridge, which will eventually become the external genitals. The ducts eventually develop into the uterus, fallopian tubes, and upper part of the vagina.


Where they come in contact with tissue that will eventually form the back wall of the pelvis, a small swelling emerges, which eventually forms the hymen. Think of the hymen as a kind of fence, a dividing line between the tissue that composes the upper vagina, uterus, cervix, and fallopian tubes and the tissue that composes the vulvar vestibule. The vestibular tissue has more in common cellwise with the bladder and urethra than with the vagina, and it is fed by different blood and nerve supplies. That’s one reason that people with vestibular abnormalities often also have urinary tract problems, and vice versa. Both organs developed from the same primitive tissue.


This tissue is not, however, related to the clitoris or labia. That’s why those with PVD, which you’ll read more about in Chapter 7, can usually be touched in those areas without pain. But the slightest touch of a cotton swab on their vestibule creates agony. We are coming to recognize that some patients have a congenital—meaning from birth—defect that results in an overgrowth of nerve endings in the vestibular tissue.


WHAT’S THE BELLY BUTTON GOT TO DO WITH IT?




Relatively early in my (Andrew) career, I had a patient who was a biology grad student. She had pain in her vulva as far back as she could remember—as a kid she refused to wear tight pants and had a love-hate relationship with the Trek bike she got for her birthday—she thought it was “cool and beautiful,” but it hurt every time she sat on the seat. She had seen many doctors and had tried more than two dozen different treatments without any success before she came to see me. While doing an abdominal exam, one of my fingers gently touched her umbilicus (medical term for “belly button”) and she jumped up and said that it hurt her “almost as much as my vestibule” and that “the pain travels down to my vagina.” I started to say, “That’s very interesting because…” but she finished my sentence by saying the umbilicus and the vestibule are both derived from the same tissue embryologically, and “this proves that I was born with vulvodynia.” Up until this point, there had been no research suggesting that a person could be born with vulvodynia. So Caroline and I designed a study to do sensory testing of women with lifelong (or primary) PVD. We showed that more than two-thirds of them had umbilical hypersensitivity.1 The important thing about that paper is not that those with vulvodynia also have a sensitive belly button. It is because it explained that some people with PVD were born with too many nerve endings in their vestibule.





EXERCISE 1: EXPLORING YOUR VULVA




We have come to the first exercise. Now, don’t freak out. This is a very personal exercise, one that may make you feel uncomfortable. If that’s the case, we suggest that you simply get a mirror and look at your vulvar area until you feel comfortable with it. Then you can try the full exercise on your own or with a partner/s—if you feel comfortable doing it. We don’t want you to do anything you don’t feel comfortable doing!


For this first exercise, you will need some pillows to lean on comfortably and a large handheld mirror.







1. With no clothing on your lower body, lie with your back propped against some pillows and your legs bent at the knees.


2. Let your knees fall apart, exposing your vulvar area.


3. Pull back any hair covering your pubic area (you can also trim it away, if that’s possible).


4. Hold up a large handheld mirror (or have your helper—a partner or someone you are comfortable with—do this) to reflect your vulvar area.


5. If you can, lightly touch each of the external genital areas described in this chapter. You can do this with a finger or cotton swab. Confirm what part you are touching and note on a piece of paper (or have your helper do this) those parts that are painful when touched. Make sure you share what you learn here with your doctor at your next visit.
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