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PRAISE FOR HEALING PAINFUL SEX

“A concise, clear, and comprehensive resource that informs and empowers women to get the care they deserve. Coady and Fish tend to women’s bodies, minds, and relationships, illustrating precisely the type of integrated and holistic treatment approach that stands the best chance of success.”

 

—Marta Meana, PhD, author of Obesity Surgery: 
Stories of Altered Lives

 

“Healing Painful Sex identifies many of the mysteries behind diagnoses women commonly receive, and offers solutions to various conditions and disorders. This book makes it easy to understand challenging diagnoses. I highly recommend it to women and their healthcare providers.”

 

—Amy Stein, PT, MPT, BCB-PMD, author of Heal Pelvic Pain and 
Founder of Beyond Basics Physical Therapy, New York

 

 

“Sexual pain loses its mystery in a book that comprehensively covers the myriad physical causes and treatments available to replace misdiagnosis and improper treatment. For women, here is hope that cuts through the murkiness of vulvodynia to clear diagnosis for vulvar pain.”

 

—Elizabeth G. Stewart, MD, author, The V Book

 

 

“This book offers thoughtful, often holistic and spiritual advice reminiscent of Eastern Medicine. Anatomical terms and biology are demystified to form the basis of therapy. Great emphasis is placed on listening to the patient and doing a careful, gentle physical examination. Therapy includes physical modalities, medicinal approaches that include both oral and topical drugs, and, when necessary, surgery. I recommend this book enthusiastically to women in search of healing from painful sex.”

 

—A. Lee Dellon, MD, PhD, Professor of Plastic Surgery 
and Neurosurgery, Johns Hopkins University






INTRODUCTION

YOU ARE NOT ALONE

Learning is the first step in making positive changes within yourself.

 

—THE DALAI LAMA

 

 

 

IF YOU HAVE ever felt pain during or because of sex, you are not alone.

It’s estimated that 16 to 20 percent of all women have had sexual pain at some point in their lives—that’s one in every five or six women. Compare that with the percentage of adults (men and women combined) who have asthma (7.7 percent), cancer (8.2 percent), or heart disease (12 percent), and you’ll see how shockingly common sexual pain is.

If sexual pain is more common than asthma, cancer, and heart disease, why do we often feel so alone with it? Probably because—unlike asthma, cancer, and heart disease—sexual pain is hard to talk about, even with a doctor. Most women reveal their condition only to a trusted few, and many women feel they can’t tell anybody, not even their partners. Most doctors—even the most enlightened gynecologists—are not experienced in treating sexual pain, and they too are often very uncomfortable discussing the subject.

Talking about sexual pain with your doctor can sometimes make you feel even worse than keeping silent. If you’ve tried to speak with a physician about your condition, you may already have been told—perhaps several times—that your problem is “all in your head,” that it stems from  your bad attitude toward sex, or that there’s nothing that can be done to help you.

We’re here to tell you that none of that is true. Sexual pain is almost always caused by an identifiable, verifiable medical condition; it can be treated; and it is not in your head. Very few doctors understand what needs to be done, so help may be hard to find. You may already have been to several doctors, and in your search for effective treatment, you may still have to visit up to a dozen more.

Yes, it is just that difficult to find a physician who is either educated about sexual pain or willing to become so. But help is out there, treatments do exist, and once you find the right person to work with, you have enormous reason for hope. Please don’t give up on yourself and your sex life, because we promise you, something can be done.

A full and complete recovery is often possible. In many cases, although you may face some recurring flare-ups of your condition, you can look forward to long periods with no pain or only minimal discomfort. Even in the most difficult situations, you can experience a significant reduction in your pain and can find help for reintroducing sex as a joyous and nourishing part of your life. We promise: Things can get better.

Why are we so sure? Our own experience is our evidence.




ABOUT US 

In the rest of this book, we’ll be writing with one voice. But for now, let us speak to you individually and personally, so that you can hear each of our stories.


About Nancy 

My name is Nancy Fish. I’m a licensed certified social worker with a master’s degree in public health, and my training is eclectic. I use a psychodynamic, family-therapy, and cognitive–behavioral approach, and I specialize in chronic illness and grief issues.

When I began my practice fifteen years ago, I never dreamed I would be dealing with my own personal chronic illness—severe pelvic pain so intense that it sometimes seemed to take over the very core of my identity. I went from one specialist to another—seven in all—before I finally found Deborah in 2006.

I’ll be honest: When I first walked into Deborah’s office, I didn’t have much faith that she could help me. But after she spent about two hours with me, her warmth, compassion, and positive attitude gave me hope after being hopeless for so long.

Even though Deborah had years of experience treating women with sexual pain, it took her a while to figure out all the complexities of my condition. Like most women suffering from sexual pain, I did not have one single, simple condition, but a mix of several, and because I’d had inadequate treatment for so long, my conditions had compounded and spread. Deborah made it clear that I would need plenty of patience and fortitude for the journey to healing—but she also promised me that we would get there.

I am still a work in progress, and my treatment continues. But I continue to live happily with my husband, to care for my children, and to engage fully in my work as a therapist. A full and satisfying life is possible for me—but only because I got the treatment that Deborah could provide. In many ways, she saved my life, because I’m not sure how I would have continued had I found no relief from the agonizing pain. Deborah never gave up on me—and she insisted that I never give up on myself. Now that my practice includes many women with sexual pain as well, I try to offer them the same message: Don’t lose hope, never give up on living a life with minimal or no pain, and keep believing in your right to enjoy sex and to live a fulfilling life. The reason I’m writing this book is to share that message.


About Deborah 

I am Deborah Coady, MD, a board-certified gynecologist who has developed a practice treating women with sexual pain. I didn’t intend to make that my focus. But I saw so many women suffering from horrendously painful and  complicated vulvovaginal conditions, and I began to see that almost no other doctor understood how to help them. I took it upon myself to fill the gap. I began a process of self-education and carved out a niche in this area of medicine.

Now, although I see women of all kinds, most of my practice time and energy are given to treating women with sexual pain. I’m continually reading, corresponding with colleagues, and attending conferences, making sure to keep up with the latest research developments and the newest treatments. I’m a firm believer in the team approach, and I’ve developed close relationships with many cherished colleagues in neurology, dermatology, orthopedics, pain management, physiatry, gastroenterology, urology, peripheral nerve surgery, and physical therapy—as well as strong partnerships with Nancy and other therapists. I’ve come to see that therapy and psychological support are crucial for sexual healing, and I’m happy to promote a holistic approach in this book—focusing on medical treatments, yes, but including advice on nutrition and lifestyle, and emotional support as well.

Before they come to me, most of my patients have already seen several other physicians, and I continue to be shocked at the horror stories I hear, and at the level of misinformation and insensitivity present in what should be a healing community of medicine. I’m grateful to be able to help the women who have been failed by so many other doctors—and I’m fortunate to be able to share my knowledge in this book.


About Our Partnership 

After a few months of a solely doctor/patient relationship, we realized how much we have in common professionally. Both of us are committed to validating our patients’ concerns and never letting them lose hope. Both of us communicate compassion and empathy, and we understand that women with this difficult condition need to find within themselves an extraordinary degree of fortitude and endurance. The writing of this book fulfilled our mission of helping women do just that.




HOW TO USE THIS BOOK 

This book is the product of our passionate belief that all women with sexual pain need both physical and emotional support. Our goal is to help you understand:• what is causing your pain;
• how to navigate a complicated medical system;
• how to treat your pain;
• how to cope with your emotions;
• how to deal with your family and friends; and
• how to move on to a fulfilling life.



We begin, in Part 1, with “Naming the Problem.” We believe that isolation is deadly—especially for the intense experience of sexual pain. Chapter 1 will help you find ways to share your situation with one or two people who can help you make medical decisions and work through the emotions that inevitably arise.

In Chapter 2, we move on to doctors. Many of our patients have had horrific experiences dealing with arrogant, uninformed, or downright abusive physicians, and many more have been massively discouraged as they move from doctor to doctor, seeking help they cannot find. Just as rape victims feel that insensitive treatment by police and lawyers often constitutes a “second rape,” so we feel that callous treatment by doctors who should know better becomes a painful “second trauma.” We’ll help you understand what to do when doctors get it wrong—from the well-intentioned to the inexcusably crass and unfeeling—in hopes of helping you to heal emotionally and move on.

In Chapter 3, we explain how to find a doctor who will offer you effective treatment, and how to work with such a doctor once you’ve found him or her. We know it’s not easy to find the right doctor for sexual pain, but we’ll talk you through what you need to do, every step of the way.

Finally, because your healing shouldn’t have to wait until you locate the right doctor, we explain in Chapter 4 what you can do to start healing on  your own. We’ll talk about immediate steps you can take to feel better, both sexually and generally, and we’ll help you gather your strength and hope for the healing journey ahead.

Part 2 is devoted to “Understanding the Problem.” Here we talk through each one of the medical conditions that might be the source of your sexual pain. In Chapter 5, we explain the biology of pain, so you can understand exactly what’s happening in your body and brain. We also explain inflammation—a medical condition that accompanies almost every form of sexual pain, and one you can begin to treat with diet, exercise, and lifestyle changes even as you seek more specific treatments. Finally, we offer a list of symptoms that will help you identify which of the other chapters in this section might apply to you.

Chapters 6 through 13 each focus on a specific medical condition that might be causing sexual pain. Each chapter discusses the biology behind the conditions, explains how your physician should be diagnosing the problems, and provides the latest information about available treatments. You’ll also read stories of our patients who have battled through these conditions to find help.

In Part 3, we talk about “Overcoming the Problem,” with an eye on helping you recover and move on. Chapter 14 looks specifically at how you can restore joy to your sex life—whether you are single or involved, and whether you relate sexually to men or women. In Chapter 15, we talk about how to restore trust and intimacy to sexual partnerships, friendships, and family relationships—all of which may have been affected by your ordeal. Chapter 16 helps you see how to move forward into recovery, so that your sexual healing can be complete. We also acknowledge that for some women, the process of recovery is an ongoing one—in which life can get better, but in which pain is always a potential visitor. For these women too, a joyous future awaits, even if it is sometimes shadowed by pain.

After you have completed this book, we hope you will be fortified to face the daunting task of attaining sexual health. Remember, you are not alone  in your travels, and you can use this book as a medical and psychological resource and support.

We’ve made it our life’s work to help women with pelvic pain, and we want to help you too. As you read this book, it is our deepest wish that it will give you the knowledge you need to ease your pain.

Please don’t give up hope—you can get better!






AUTHORS’ NOTE

The facts about and the quotes from the women interviewed are all true, but their names, ages, and occupations have been changed to protect their identities.






PART ONE

NAMING THE PROBLEM





1

TALKING ABOUT SEXUAL PAIN

I just wanted to disappear from the face of the earth. I actually thought of killing myself at times, because I felt no one understood what I was going through, and I was desperately afraid that no one could help me. I also was panicked that I could lose my job. What kept me from killing myself was an inner voice that kept telling me to keep going—to have hope. When things were really bad, I had no social life. I stopped talking to my friends, because I was tired of telling them that I wasn’t feeling well.

 

—MELANIE, LIBRARIAN, AGE FORTY

 

 

THAT’S HOW MELANIE felt when she was coping with her sexual pain—an extremely complicated mix of symptoms and causes that took far too long for her physicians to decipher.

We are glad Melanie kept listening to her inner voice. But we are sad to think of her shutting out the voices of her friends and loved ones, because if anything can make sexual pain worse, it is the isolation of not being able to talk about it—with anyone.




SILENCE AND SEXUAL PAIN 

Women who suffer from sexual pain feel isolated and confused in a way that’s like no other we’ve ever seen.

You might confess to your coworkers that you frequently get migraines or struggle with back pain, but it’s a lot harder to excuse an absence from work by saying “My clitoris was giving me a lot of trouble” or to explain the need for a special pillow on your office chair by saying “I have this awful skin condition on my vulva.” Even if you have a steady partner and a great sex life, you—or your partner—may be uncomfortable talking about all the things that have gone wrong “down there,” or you may feel overwhelmed by all the emotions that come up for each of you—shame, guilt, frustration, sadness, anger, isolation, confusion. If you are seeing someone new, trying to date, or living a single life, sexual pain can make you feel so alone.

You may have many reasons for not wanting to talk about sexual pain. Perhaps you feel as though you’re leading a double life: There is the happy, confident persona you try to present to colleagues, neighbors, and maybe even family, friends, and partners . . . and then there is the agonized, despairing, terrified person you so often feel like in private. “No one understands what I’m going through” is a common refrain among our patients, and they are not entirely wrong. It is difficult for other people to understand how excruciating and debilitating sexual pain can be and how it can affect your core identity as a sexual, attractive woman.

“I would walk into a room and think, Hey, I look pretty good, and then I would feel like a farce,” Stephanie admits. A banking executive at a major company for thirty years, Stephanie had spent years learning how to claim her own competence at work. Once she had achieved a sense of professional mastery, she suddenly found herself undermined by her own body when she developed sexual pain as the result of hormonal changes brought on by menopause.

“I knew I was an attractive woman, but I thought, No one knows how miserable I feel about my body and my crotch,” Stephanie says. “I felt really crummy about myself. My sense of self was just shattered.”

For Stephanie, isolation made everything worse—but talking to people only reinforced her sense of isolation. “I shared my feelings with very few people,” she explains. “I talked to my sister-in-law and a couple of other people. They felt very sad for me. I didn’t get much support. They would feel mad at my husband and feel sorry for me. No one really got it.”

Besides the shame, some of our patients also tell us they feel guilt. “If it weren’t for my sexual and pelvic pain, my husband would have a normal wife, family, and life without so much suffering,” Sandra says. A biomedical technician in her early thirties who works in a large urban hospital, Sandra is used to dealing with other people’s pain, but she understandably feels defeated by her own pelvic floor dysfunction, which causes her agonizing discomfort every time she and her husband try to make love. “There are many times I feel my husband would be better off without me,” she says. “Sometimes I look into his eyes and wish I could dig myself a hole and hide in it forever.”

Sandra’s guilt is compounded by her husband’s difficulty in talking with her about their situation. “My husband is so frustrated with my continued pain,” she says. “We talk sometimes, but he shuts down a lot. He deals with our situation by running. He is planning on running in the next New York City Marathon. That is how he deals with our pain.” Like Stephanie, Sandra is in a double bind. She is isolated when she doesn’t talk to anyone—and often feels even more isolated when she does.

Perhaps you come from a cultural or religious background where you were raised not to talk about sex. You might feel obligated to keep silent, even to the point of hiding your condition from your gynecologist. Or perhaps you were raised not to share your feelings “outside the family.” If you can’t trust a family member to hear your pain and help you through the hard times, you may have nowhere to go for support. Maybe you’re afraid to burden your friends with endless stories of your callous doctors, your lack of energy, your insensitive partners, and your overwhelming pain.

You might also face physical challenges in meeting up with friends. Sandra, for example, walks a constant tightrope, wanting to take part in life  and socialize with her friends while trying to ensure that her pain doesn’t escalate or flare up. When she withdraws from the world and lives in isolation, her depression worsens, so she tries to maintain some semblance of a normal life. But sometimes, meeting with friends has a price of its own.

“The other day, I met with a friend because I was feeling so isolated. But I guess I overdid it, and that night, I was in so much pain that I wanted to scream and cry. If I do too much, my pain gets so much worse. It gets so depressing,” she says. “My friendships have suffered, because my friends get tired of hearing about my pain and why I can never go out with them.”

Before her problem with clitorodynia (clitoral pain), Jessie had a warm, friendly relationship with her colleagues, who were a real source of pleasure for her. She enjoyed flirting a bit with some of the men, and generally found her workmates fun to talk to. But when she began to feel sexual pain—a condition that struck just on the eve of a long business trip to India—Jessie felt cut off from the people who had once been a big part of her social life.

“I couldn’t share my pain with anyone, especially since I work with all men, and I still don’t tell anyone at work,” says Jessie, an otherwise confident and successful business executive in her early thirties. In India, she struggled to cope as best she could. “I somehow got through my meetings and afterward would run back to my room and sit on a bag full of ice and then go down to the bar and drink. That was how I got through this horrendous trip.”

From that point on, Jessie not only couldn’t enjoy her life at work, but she also couldn’t tell anyone what was happening to her. Suddenly, every day at work was torture—both because sitting was so painful, and because she had to work so hard to hide her discomfort.

Maybe you’ve had chances to talk about your sexual pain but don’t want to focus on your illness. Our patient Miriam—now a healthy, vibrant woman in her early thirties—was articulate and confident in her professional life. She’s earned a PhD in history, and she teaches at a prestigious academic institution and works as a policy analyst. Before developing vestibulodynia (pain in the vaginal opening), Miriam felt quite comfortable talking about her sex life, at least with her partner.

Now, Miriam says, “I am traumatized on various levels and am so angry.” Part of the problem, she explains, is that she feels her illness has become her identity. “I didn’t want to talk about all this—not because I was embarrassed, but because the more I talked about it, the more I was constituting an identity that I didn’t want to have. I didn’t want to talk about it to my friends, because I would have been creating this person who I didn’t want to be. I said to myself that my sexuality and my body are intact, and this is a temporary condition. I did what I needed to do, but I didn’t want to construct this mental framework. I knew if I did that, it would come back to haunt me.”

Maybe you’re so uncomfortable discussing sexual pain that you don’t even want to bring it up to your gynecologist—even if you’ve made the appointment for that very reason. Many of our patients have told stories of going to the doctor, prepared to talk about their condition—and then somehow stopping short. When they returned home, they were disappointed in themselves—but they still didn’t break the silence.

If you’re a young woman or a teenager, you might think that a certain amount of pain is normal during sex. Maybe you’ve assumed that everyone finds sex painful. Or perhaps you thought the pain would go away by itself someday and then felt too embarrassed to say anything when it didn’t. Many of our patients don’t even tell their partners how uncomfortable they are but instead find ways to keep intercourse from lasting too long, or to avoid touch or positions that hurt. Or they simply avoid sex altogether.

Finally, if your sexual pain came on very suddenly and abruptly, as it often happens, you may simply have been in shock. You might have assumed the pain was just a fluke, or that it was caused by a yeast infection that would eventually disappear. Because sexual pain is so rarely discussed, there’s a good chance you hadn’t even heard of it until you developed it—which makes it even harder to bring up with a doctor or a therapist, let alone a partner, a family member, or a friend. To the pain in your body is added the pain of isolation.

THOUGHTS THAT KEEP US SILENT

• I feel like a freak.
• I don’t know anyone else who’s going through this.
• I can’t imagine who I’d talk to about this.
• My partner doesn’t understand—and he/she can’t talk to anyone either.
• This can’t really be happening!
• Maybe it’s in my mind.
• I’ve never heard of this—I must be making it up.
• What if people think I’m crazy?
• Is there something wrong with me psychologically?
• Maybe I really just don’t like sex.
• Maybe I really just don’t like my partner or am not attracted to my partner anymore.
• I’m causing this because of my sexual hang-ups.
• I’m just not lubricating well.
• Why can’t I just relax?
• I should be able to deal with this by myself.
• I’m so traumatized and embarrassed about feeling like a whole sexual part of me has been amputated that I can’t talk about it.
• What if I have an STD? 
•   I can’t afford to take care of this—I hope it just goes away.
• I looked on the web, and they said it was all in my mind.






WHAT HAPPENS WHEN YOU DON’T TALK 

Shame. Depression. Feeling like damaged goods. Self-doubt. Embarrassment. A downward spiral, in which it becomes harder and harder to reach out. Withdrawing from the relationships that once meant the most to you. Actively considering and maybe even planning suicide.

These may be the consequences of maintaining silence about your sexual pain.

We know it can be extremely difficult to find a safe way to talk about your circumstances. But the cost of keeping silent may outweigh the problem of speaking up.

Our patient Theresa is a full-time speech therapist who takes a great deal of pride and satisfaction from her busy career, and she is always concerned about presenting physical and emotional strength to others. Like many women suffering from chronic sexual and vulvar pain, Theresa always appeared completely physically and emotionally intact. The cheerful facade, however, hid quite another story.

“On a good day, my pain level was a one [on a scale from zero to ten], but on a bad day—of which I had many—my pain level went up to about a seven,” Theresa says. “I would say, for the most part, I was pretty depressed and down in the dumps. I am an extremely active person, and working out is my passion. I could only work out on a very limited basis, and that added to my depression. Also, it was very hard when people who know me at the gym asked why I was taking breaks. Sometimes I had to rest during my workouts because of the pain. I usually said I had neurological pain, because it would  be too uncomfortable and embarrassing to tell the truth. I always felt like I was walking around with a terrible secret.”

Of course, Theresa has the right to decide how much of her condition she will disclose, and to whom. But feeling as though she had to keep a secret—one that she struggled to conceal—compounded the shame, guilt, and isolation of the disease itself. By trying always to hide her sexual pain and its symptoms, Theresa was contributing to her own sense of shame.

Theresa’s dilemma intensified when her sexual pain interfered more actively with her second job as a Pilates instructor, causing her to limit the positions she was demonstrating. “One time a woman in my class asked me if I was pregnant, because I altered my teaching in the class,” Theresa reports. “That was quite embarrassing.”

Keeping secrets at work was bad enough, but Theresa really felt the frustration of not being able to even consider dating. “So many of my friends had boyfriends, and I couldn’t even go on a date. It was just so hard,” she says. “I know it’s not easy when you are married or in a relationship, but at least you have a background with a man. There is no way I could explain this to a man or think about getting intimate with one.”

Theresa did have a few people she could talk with, but she didn’t feel she could be as open as she needed to be. “I talk to two friends about my condition and also share some feelings with my mom,” she says. “But my mother worries about me all the time. My friends are very supportive, but they have no idea what to say and they have no idea what I am talking about. In the end, talking to them is a very lonely and isolating feeling.”

HOW SEXUAL PAIN CAN AFFECT BODY IMAGE

Savannah, a thirty-one-year-old reproductive health worker, always thought of herself as a healthy and vibrant sexual  woman—until she developed two sexual pain conditions, vestibulodynia and lichen sclerosus. Although she had a loving partner who continued to be attracted to her, her sex life was one of the first casualties of her condition.

“I’m very educated about sexual health, and that is even the business I am in,” says Savannah. “I never had any sexual hang-ups and had very healthy sexual relationships until all my medical complications started. Now, my body image has totally changed. This has taken on a life of its own, and at this point in my life, I would not describe myself as a sexual person. I’m sort of closed off, and it’s my own doing. I put [my sex life] off in a corner, and this is a place I never thought I would be in my life.”

Although Savannah and other women do experience an altered or distorted body image, sharing feelings with other women and possibly a therapist can help women regain a healthy sense of themselves and their bodies.






BREAKING THE SILENCE 

We know how difficult it can be to break the silence about sexual pain. Both of us have struggled with a variety of personal and family medical problems, and Nancy has had an ongoing battle with her own pelvic pain. We know that many people just don’t understand, and that it’s important to preserve a professional distance with colleagues. Family members mean well but are not always the best people to help you process your complicated feelings. We understand too that even your closest friends, relatives, and partners have their own difficult relationship to your pain. They too feel vulnerable and helpless and anxious when they consider how hard things are for you, and how little they can sometimes do to help.

We understand. But still we say, with all the depth of our personal and professional experience: Break the silence. Start talking. Find someone who  will be able to know what you are going through, someone you can turn to when you’re feeling low.

We realize it is overwhelming to start talking about a topic that often feels so shameful. But if you take it in baby steps, a little at a time, you will find it easier to do. Here are our suggestions for how to begin to break the silence.


Pick one person you trust to validate your feelings. 

Your goal is to find someone who, when you tell them how you’re feeling, is able to say, “I hear you” or “I understand.” Who do you usually go to when you have a real problem? Your partner? Your friend? Your sister? Your mother?

If you genuinely feel that you can’t trust anyone in your life with this topic, we urge you, in the strongest possible terms, to find an “outsider”—a therapist, religious leader, spiritual counselor, or someone else you can open up with. Even calling a hotline and speaking anonymously over the phone is better than not opening up to anyone. Humans are social animals; we aren’t meant to be isolated. Intense pain can send you scurrying for safety, away from the rest of the world. But then you will face the added pain of being disconnected from others.


Talk to your partner, but find someone else too. 

If you’re in an ongoing sexual relationship, we urge you to talk about what’s happening with your partner. In many relationships, sex is our affirmation of closeness. If you temporarily lose the ability to be sexual together and you’re also not talking about this major issue for the two of you, you’re driving a wedge into the heart of your relationship. You don’t necessarily have to have extensive, blow-by-blow discussions with your partner, but don’t shut him or her out. Keep open a space where the two of you can be in this together, not apart.

Having said that, we also think it’s very important to have someone to talk to who is not your partner—whether friend, relative, or therapist. There  will be times when your partner is overwhelmed with his or her own feelings about your situation and won’t have the emotional space to support you as you would like. And there will be times when you need to blow off steam about your partner, not to your partner. You might also feel that it’s easier for someone you’re not sexually intimate with to hear the most extreme and uncensored versions of your fears, frustration, anger, and hopelessness, while with your partner you strive to present a more balanced picture. Also, if your partner is a man, you might just want a woman to talk to—someone who understands in a different way how it feels to be in your situation.


Be selective, and be willing to stop talking to someone who’s not supportive. 

You’re looking for someone who will validate your feelings, not minimize them. If the person you’re speaking with says, “Oh, you’ll get over it” or “Try not to worry,” find someone else. If you can see that the person you’re speaking with is overwhelmed with worry for you, worry for herself, or general discomfort, change the subject and look for someone else.

It can be difficult to search for a support person when you’re already feeling anxious or defeated, but we urge you to find the resources in yourself to keep looking. Although we have a lot of faith that you can find the treatment you need and significantly improve your condition, you’re most likely in for a long, difficult journey. Breaking the silence and finding someone to “be in it with you” is a significant part of what will enable you to keep going.


Try to normalize the topic for yourself. 

Many of us talk with our friends about PMS, cramps, childbirth, nursing problems, hot flashes, and other “female conditions.” We also talk about other medical conditions, such as diabetes and cancer. Although sexual pain is unique in many ways, it also has similarities to other female issues and to other illnesses. When you are looking for a friend or loved one to talk with, see if you can put this problem in the same category as those others.


Fight the feeling that you are “defective.” 

If there’s one idea that comes up with virtually all of our sexual-pain patients, it’s that one. Every woman with a sexual-pain condition has to fight the feeling that there is something wrong with her, and this sense of being defective is part of what keeps so many silent.

It can be difficult to fight this feeling, we know. But remember: As many as one woman in five is going through some version of what you are going through. You might even discover that the person you speak to has had her own history of sexual pain that she was unwilling to speak about. Almost certainly she has something she is ashamed of or anxious about, something she fears makes her defective or incomplete. In talking about your own fears and shame, you may find yourself helping her as well as yourself.


Keep your eyes on the prize—and be realistic. 

If you visualize how good it will feel to not be alone with your pain, that may give you the courage and stamina to keep looking for a support system. At the same time, virtually every woman we’ve spoken with who has a support system is aware both of its strengths and of its weaknesses.




WOMEN WHO HAVE BROKEN THE SILENCE 

Savannah, the reproductive health worker mentioned earlier in this chapter, has built herself an extraordinary network of support. “My support system is my partner, my best friend, my therapist, and my closest friends,” she says. “My therapist really gets it. And I am able to talk about the nitty-gritty details with my best friend. This helps a lot.”

But even Savannah feels isolated sometimes. “I go through my periods of feeling shitty and sorry for myself, but things have never gotten that bad that I have wanted to end my life,” she says. “However, all my medical issues can be overwhelming at times, and there are times I hit rock bottom and feel hopeless. I do allow myself to fall apart sometimes, but I don’t want to stay in that place. For me, it’s better when I come out of a hard time and  hit it head on. . . . None of my closest friends are dealing with these issues, and that is hard. When I was attending a yoga class, I met another woman who also had vulvovaginal issues. It was a mind-blowing experience to talk with someone else who is going through the same thing. It can be so isolating otherwise.”

Likewise, Lucy—a twenty-seven-year-old editor at a fashion magazine—relies on a support system but acknowledges its limits. “I am lucky because my sister lives in my building, and I tell her everything, and she is a tremendous support,” she says. “My mom knows basically what is going on but I don’t tell her I can’t have sex. I only tell her that I can’t use a tampon, but I assume she knows the real story. What I tell my friends is that the Pill screwed up my body, but I don’t feel comfortable sharing anything else with them. I don’t want them to know that Dave and I aren’t having sex. I would just find that way too embarrassing.”

Karen—a woman in her late twenties who works in the fashion industry—also treasures her support system while acknowledging its limits. “After my husband, I would have to say my mom is my biggest support,” she says. “I can tell her everything. I also talk to a couple of friends who have been very understanding. But I feel if I talk too much, I will turn my friends off. I know in the back of my mind that even though they are supportive, they don’t totally understand what I am going through. And I don’t want to be a downer.”

Although Karen feels generally supported by her friends, she’s selective about what she says to whom. “I have a very close friend, and I discuss everything with her. We are never embarrassed to discuss sexual issues. But I don’t discuss this with my mother-in-law in depth. She knows just the tip of the iceberg. She knows that I have a bladder condition but she doesn’t know about my vulvovaginal problems. Only a very few select people know the ins and outs of every day.”

Karen also found herself being selective about what she told her colleagues. “My friend and former manager know the most about my condition,” she says. “But otherwise I find it very difficult to deal with at work.  The hardest thing is when we have office parties, people bring in special food that they know will not aggravate my condition. I really appreciate what people do for me but wish they would stop bringing things in for me. What was very difficult is when I got transferred to another department, and I had a new manager, and I had to tell her the details of my painful bladder syndrome. She is pretty good, because she gets urinary tract infections. I had to tell her, because of all my doctor appointments.”

Although Karen would have preferred not sharing her medical details at work, she ultimately found a way to be at peace with it. “I read on [an online support network] that people are embarrassed to tell people at work when they have to go to the bathroom,” she says. “I just do what I have to do. I usually say I have a bladder condition and don’t go into details.”




DEPRESSION AND HOPELESSNESS 

Anyone who suffers from chronic pain must cope with depression, and at times, even a sense of hopelessness and despair. Living with pain is exhausting, and sometimes it feels as though it just sucks every bit of life out of you. There are times when getting out of bed in the morning is more than you can bear. And sometimes you may feel completely hopeless that there will ever be a reduction in your pain level.

All of these are normal reactions to living with pain. Sometimes giving in to your depression is a healthy coping mechanism. Of course, if your depression becomes debilitating, it’s time to seek counseling. It’s also important to reach out to someone in your support system when your emotional pain becomes unbearable. But if you have days when all you can do is lie in bed and watch mindless TV, that is okay. In fact, giving yourself permission to fall apart at times and become nonfunctioning is a healthy coping mechanism, as long as it doesn’t last too long.

WHEN DEPRESSION GOES TOO FAR

Depression is part of any pain condition. You cannot escape it. But your depression shouldn’t consume you. If you notice any of the following signs of severe clinical depression, talk with your doctor or therapist:• a loss of appetite;
• a change in sleep patterns, such as inability to fall asleep, waking up in the middle of the night, or sleeping most of the day;
• spending a week or more in bed;
• spending hours at a time crying or sitting numbly;
• finding yourself unable to enjoy any of the activities or treats that used to lift your spirits;
• withdrawing from close relationships and actively driving people away;
• not going to work; and/or
• creating a specific plan for suicide, such as overdosing on pills or slitting your wrists.





FREQUENT THOUGHTS OF SUICIDE

 

When you live with chronic pain, it is perfectly normal at times to think that ending your life would be better than living with unending pain. In fact, knowing that you have the choice to kill yourself can be an important aspect of feeling in control of your life at a time when chronic pain threatens to disempower you completely.

However, if you think so specifically of suicide that you actually begin to work on a plan, then your thoughts have become dangerous. Simply thinking about suicide or even imagining a plan is not dangerous—in fact, most of the women we interviewed for this book have done so. Some women even told us that they would rather be hit by a bus than live with their pain. But if you find yourself beginning to work out the details—where you would buy the pills, or what time of day you would arrange to slit your wrists—then you need to share your thoughts with a loved one or a therapist.

IF YOU HAVE THOUGHTS OF SUICIDE

• Remind yourself that it is normal, and you are not crazy—you are simply asserting control over your life.
• Think about the times you did not feel such intense pain, and remind yourself that this degree of pain is only temporary—there will be medications or treatment to help minimize your pain, and there will be times you feel better.
• Remember that you don’t actually want to die—just to end your pain. Even though you have reasons to want to end your life, you also have reasons to live. Ask yourself to find one or more reasons.
• Create mental images to remind yourself which parts of life you would miss if you were no longer here. Images such as loving times with your family, snuggling with your child or partner, or completing work that is important to you can help you hold on.



Ongoing Stress in Your Relationships

Communicating with your loved ones is vital to reducing the stress in your relationships. But no matter how hard you try, there will be times when you feel so cranky and exhausted from your pain that normal conversation with your partner or a friend may be too difficult. Accept that this will be a challenge, and ask your loved ones to accept it also. You will all have an easier time if you acknowledge that some days you will have to leave each other alone. Just make sure to maintain some degree of connection on the days when it’s possible.

Letting your partner know how you feel is important, and asking your partner how he or she feels is equally important. You don’t have to protect each other from your feelings; in fact, trying to do so usually results in frustration and anger.

One of our patients, Lynn, tells her friends how she feels and asks them to accommodate her. “When I am having a bad day and I have plans with my friends, they try to adapt our plans so I can participate,” she says. “It was hard for me to let them do that, but I’ve learned that it’s important for all of us. This way, the relationships can continue. I’ve learned not to be so proud, and they are relieved that there is something they can do for me.”

WHEN THE PAIN IS OVERWHELMING

• Use a 1-to-10 pain scale to let your partner or support person know how you are feeling.
• Tell your partner or support person what you need, both physically and emotionally, when you are having a difficult time. Don’t be a stoic—that usually backfires. 
• Recognize your loved ones’ feelings, and tell them that you understand how difficult this is for all of you.
• Encourage communication, and tell your loved ones not to protect you by hiding their feelings.






FINDING YOUR OWN WAY 

Having to cope with sexual pain can be a profoundly disempowering experience. A core portion of your identity has seemingly been taken from you, often suddenly, and with no explanation. As you work to reclaim your female and sexual identity, you want as much as possible to assert your control over the things you can control—and that includes how, when, and with whom you share your feelings about your condition.

We support your right to make your own decisions about how to reach out for the support you need—but we urge you to reach out, and to keep reaching out. Sometimes a person who was good to talk to suddenly “drops out” or becomes less satisfying; sometimes a person you never thought you could trust appears to you in a different light.

Like anything else, building and relying on a support system is a process, and the key to making it work is putting in continuous efforts to sustain this support. Despite all the challenges that may arise, creating a support system for yourself is one of the best things you can possibly do while coping with sexual pain.
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DOCTORS WHO GET IT WRONG

The first doctor I went to was horrible. All he did was talk to me— he didn’t even really examine me—and that’s how he came up with his diagnosis! Then he gave me a medication that made me worse. I was in excruciating pain, and I couldn’t get another appointment with him for six months. I cried every night. . . . I just don’t trust any doctor anymore. I feel I have posttraumatic stress disorder from going to so many doctors who treated me so poorly.

 

—KAREN, A FASHION DESIGNER IN HER LATE TWENTIES

 

 

 

After visiting seven doctors, I finally went back to my gynecologist, who told me that all my symptoms were in my head. He said I should be getting better with the creams. And when I asked him how he could explain the itching in my vulva, and told him it had gotten to the point where I could barely walk, he told me I needed psychological help.

 

—MARY, A TEACHER IN HER FORTIES

 

 

 

THESE ARE JUST two stories of women who had bad experiences with doctors. Believe us when we tell you we could easily have supplied you with a hundred more. Most of our sexual-pain patients have seen at least half a dozen physicians before they come to us. When coping with the agony and despair of sexual pain, dealing with doctors can be one of the worst aspects.




ENDURING MEDICAL TRAUMA 

Many women report having been misdiagnosed, given inappropriate medications, treated insensitively, or told their pain was psychosomatic. And based on our experience, when doctors realize they’re unable to provide effective treatment, it’s very rare they can even refer the patient to someone who can.

Some women with incorrect diagnoses have even undergone unnecessary surgeries (such as hysterectomies) that actually increased their sexual pain or worsened their conditions.

Most doctors and gynecologists are capable healthcare practitioners who are equipped to deal with other complex gynecological conditions. However, for a variety of reasons, most physicians are surprisingly ignorant when it comes to sexual pain. Many are not comfortable with this area of medicine and therefore avoid educating themselves.

The degree of incompetence, insensitivity, and indifference among gynecologists, other specialists, and general practitioners is hard to overstate. Deborah is frequently shocked by how little awareness even the most enlightened MDs have of sexual pain, and how unwilling they are to learn about it. As we’ll see later in this chapter, treating sexual pain often requires more time, care, and knowledge than other conditions. Doctors under pressure to move through a long day’s worth of fifteen-minute appointments are unlikely to devote one or two hours to take a full history of a sexual-pain patient, or to work through the various possibilities for her diagnosis and cure. Doctors who are uncomfortable talking about sex—and all too many are—will not want to engage with the problems of sexual pain. And doctors  who like believing they are equipped to deal with any illness or injury will not be happy to encounter a condition they don’t immediately know how to treat. As a result, women asking doctors for help with their sexual pain are likely to meet with polite indifference at best, arrogant insensitivity at worst.

If you are suffering from sexual pain, it may have taken every ounce of your courage to make an appointment with your doctor and to then reveal intimate details of your life. To then encounter offensive statements can feel like a terrible emotional assault.

As a result, by the time women reach our offices, many seem like survivors of a natural disaster. Many feel abandoned, betrayed, or abased by the medical system. Although they know there is something physically wrong, many women start believing the comments they have heard, or may blame themselves for their pain. Having lost all faith in doctors, they now feel bereft—for if the medical system can’t offer them effective treatment and relief from pain, who can?

DOCTOR QUOTES: THE WORST OF THE WORST DOCTOR QUOTES: THE WORST OF THE WORST

If you finally mustered the courage to see your doctor about your sexual pain, and he or she made what seemed like outlandish and ignorant comments, you are not alone. Statements like the following are unfortunately common.

• “Have a glass of wine.”
• “Maybe you should see a therapist.”
• “It’s all in your head.”
• “You are catastrophizing your pain.”
• “You just need to relax.” 
• “Your attitude is making things worse.”
• “Just grin and bear it.”
• “I don’t see anything wrong.”
• “There is nothing physically wrong with you.”
• “There is nothing more I can do for you.”
• “There must be something wrong in your relationship.”
• “Get over it.”
• “You are better.”
• And unbelievable but true: “Tell your boyfriend he’d better get a new girlfriend.”






THE AFTEREFFECTS OF MEDICAL MISTREATMENT 

The experience of being mistreated by one doctor after another leaves its mark on women suffering from sexual pain. If you’ve been to multiple doctors for your condition, you might well be struggling with one of the following psychological effects:


Self-Blame 

Perhaps, like our patient Melanie, you have come to blame yourself for not getting better, as though you were somehow at fault instead of the doctors who couldn’t cure you. “I couldn’t stand to think it was the doctors failing me, because then, who was going to help me?” she tells us. “I had to believe I was the one who hadn’t done enough to make myself well again. I still don’t know what else I could have done—but it was almost like I was afraid to believe it was them instead of me.”

We can understand why women start to blame themselves. First, many people tend to defer to authority, to assume that if a relationship with an authority figure is not working, they themselves must be at fault. Second, given that women with sexual pain are dependent upon doctors to cure them, the idea that a doctor might not be able to help—that he or she might not even be competent to treat you—is very frightening indeed. Better to believe that you are the problem and leave the doctors to their godlike authority.


Self-Doubt 

Our patient Mary, a part-time teacher in her forties, was incorrectly diagnosed and therefore incorrectly treated for her skin condition. When her symptoms came back, she called the doctor who diagnosed her, but he had no idea why she was once again symptomatic. He told her that the medicine he’d given her should have worked, and that maybe she should consider getting some emotional help, because at this point, her condition might be psychologically rooted.

Mary’s initial response was anger. “I thought this doctor was arrogant when I first met him,” she says. “But then, when he told me the itching was in my head, I almost put my fist through the phone and ripped his head off. I told him there is no way this could be in my head, and that he was one of the most unsympathetic and arrogant doctors I had ever been to. He told me that he never heard this complaint from other patients, and that my response was even more evidence of a psychological problem.”

At first, Mary remained angry. But then she began to wonder if the doctor was right. “When no one can help you, and everyone insists that your problem doesn’t exist, it’s very hard to stay with what you know to be true,” she says. Of all the upsetting things that happened to her in the course of her illness, she considers one of the worst to be the way she allowed the doctor to “get inside her head” and cause her to doubt her own perceptions. “Feeling like I was crazy—or at least wondering whether I was—that was a nightmare,” she says.

Likewise, Miriam—the history professor we met in Chapter 1—began to doubt herself when one doctor after another told her that her problem was psychological.

“I do want my life back, but in some way, the illness has become a friend,” Miriam says. “It’s like a cigarette—you know it’s killing you and that it is bad for you, but it becomes your companion, and it is very hard to give up. So if any doctor told me I was crazy, I started to believe them, because I wondered if I was using this as a crutch.”


Desensitization 

It’s hard going through one gynecological exam after another, even for women who are comfortable with their bodies and their nakedness. Theresa—the speech therapist we met in Chapter 1—says that she has always been comfortable with her sexuality. But the multiple exams she underwent left their mark.

“I’ve had to get used to being examined in that private part of my body,” Theresa says. “I see my gynecologist once a month when I should be seeing her once a year. I’ve had to desensitize myself, so I now feel like when someone is examining my genitals, they could be looking at my elbow or knee. You have to do this to tolerate such an invasion of a body part that shouldn’t be looked at so often.”

Likewise, Miriam feels that the trauma of her treatments continues to affect her. Although she considers herself cured of her sexual pain, she does not consider herself cured psychologically.

“I still have difficulties. I have never been a person who I consider to be inhibited, but I’ve always been a person who is rather private. I’ve always handled my private life privately. I was never the girl to kiss and tell. So this sexual pain pushed me to be a lot more open about my sexuality and my partnership, and to be way out of my comfort zone. And the feeling that I got was that my sexuality and private parts were on display, because I had so many people examining and discussing them. There is this whole medicalization of my exuality—there is this constant reporting about my sexuality and  whether I have intercourse or not. It just took everything away from me. I have a huge problem with my libido now. I would say that my whole sex life is deranged right now. I think what will help me is to stop interacting with medical professionals,” she says.

And Miriam’s coping mechanism for this invasion turned into a problem of its own. “It’s almost as if I developed a stage persona . . . to help me talk about things that are nobody’s business. I feel like this is something I only want to share with my partner—this belongs only to him and me and not to the public. And now I have the problem of how to get rid of this stage persona.”




WHERE DO THEY GO WRONG? 

“Insensitive.” “Arrogant.” “Incompetent.” “Uncaring.”

Surely these are not terms doctors want to hear in reference to themselves. So why do so many patients report these things? Of course, some doctors simply are insensitive, arrogant, and/or incompetent. You could also argue that in a field where many of the practitioners are still men and all of the patients are women, traditional male–female power relations enter into the picture.

But many otherwise capable and compassionate doctors—including women—consistently fail the women who come to them for help with sexual pain. Why?

In our view, there are a few key reasons:


The Lack of Information 

To a shocking extent, doctors simply don’t know about sexual pain: how it starts, how it worsens, how to treat it. Deborah is often surprised, when examining a woman who is clearly suffering from a particular condition, to learn that the previous physician misdiagnosed her or offered no diagnosis at all. Clearly, many doctors simply don’t know what to look for or how to interpret their findings.

Some of this has to do with the nature of the ob-gyn specialty. People who go into obstetrics are primarily interested in supporting women through pregnancy and delivering babies. People who go into gynecology are focused on surgery, hormonal problems, menstrual disorders, contraception, menopause, and well-woman care. If gynecologists specialize further, it may be in cancer or infertility—better-known and more easily talked-about fields. There’s no focus on sexual pain in medical education, no residency rotation, no fellowships. The only reason Deborah ended up with the level of education she has in the field is that she became interested in it and pursued it on her own. Most doctors see no reason to do that.


The Focus of Western Medicine 

Education about sexual pain is lacking in most medical schools—in fact, there’s little education about chronic pain of any kind. Western medicine is generally focused on acute problems—dramatic illnesses or surgeries for which there is a clear-cut treatment and cure. Chronic illness is poorly understood, and virtually nothing in our medical system—how doctors are educated, how practices are run, how insurance companies reimburse doctors—is set up to deal with it.

Of course, some cutting-edge research is being done on the treatment and management of chronic pain. But for the most part, Western medicine is good at relieving acute pain and treating acute illnesses, not at getting at the underlying causes of chronic pain or managing long-term, ongoing conditions.


The Need to “Know It All” 

Whether or not doctors expect themselves to be all-knowing, patients often do expect that of their physicians. And most doctors feel very uncomfortable admitting they don’t know something. Many physicians apparently prefer to offer an incorrect diagnosis than to not give one at all, which would disappoint the patients and themselves. It can sometimes seem as though doctors are given a medical magic hat upon graduation from medical school, and  when they’re faced with an unknown condition, their instruction manual tells them to dip into the hat and pull out a diagnosis—any diagnosis. These arbitrary pronouncements seem to give many physicians a sense of power and control when they in fact feel the least empowered and secure.

Kate was a successful film producer. She has spent the past seventeen years trying to undo damage from a minor surgical procedure she had in the early 1980s. “A couple of months after this procedure, I developed searing pain around the site,” she says. “And then something very odd happened: The entire left side of my body, from my head to my ankle, developed horrendous pain. And the vulvovaginal pain was petrifying. I went to the gynecologist who did the procedure, and he said, in utter sincerity, ‘You know, there are other ways to have sex.’ I almost fainted when he said this, because he was a top doctor in the area,” says Kate.

“My feeling about doctors is that they don’t like not knowing what is wrong with you, because if they don’t know, there is something wrong with them. So they immediately flip it and put it on you. You can almost see it in their faces—you see when they don’t have the answers. My doctor didn’t even acknowledge that I was having pain. I was incensed.”


The Problem of the “Difficult Patient” 

Let’s look at things from the doctor’s point of view for a moment. You’re a doctor. You’re busy, stressed, and overwhelmed with a huge load of patients, all of whom are expecting you to fix whatever ails them—as quickly and cheaply as possible. When you give them diets and lifestyle changes, they don’t comply. When you give them a course of pills to take, they may still not comply. When they’re giving you information about their problem, they don’t know the difference between key facts needed to make an accurate diagnosis and extraneous details that take time away from other patients who need you more. Your patients are sick, scared, and worried about the future—but your day is blocked into fifteen-minute appointments, and you’re already running late. You really don’t have time to deal with their emotions. Besides, if you bonded emotionally with every patient you  saw every day, you’d be a burnt-out wreck. You have to keep some professional distance.

Some doctors are an extreme example of this model, and some—like Deborah—are at the other end of the spectrum. But every physician struggles with the problem of too little time and too many emotional demands from ailing and anxious patients. In this context, there is a certain kind of patient doctors frequently refer to as “difficult.” Whatever the doctor does for them, they’re never satisfied. However the doctor treats them, it doesn’t work. They’re always back with more complaints, more emotion, more pain. Doctors are only human. When given the choice between a patient whose problems never seem to go away and one whose pain can be relieved in a single visit, who do you think they’d prefer to deal with?

Of course, the word “difficult” has two meanings here. There is the difficult case—the illness that is hard to treat, the pain that is almost impossible to relieve. Virtually all sexual-pain patients fall into that category. Then there is the difficult personality—the person who is never satisfied, the hypochondriac who is never cured. Many doctors confuse the two, treating women with sexual pain as though it were somehow their fault that their stubborn, intractable conditions refuse to respond to the doctor’s well-meaning treatment. This problem is compounded because many doctors—male and female—tend in any case to see women patients as complainers.

We’re not excusing this kind of response. Doctors take an oath to help people, and if they don’t want to deal with sick people and their emotions, they shouldn’t go into medicine. But the dynamic of the “difficult patient” is part of the reason so many women with sexual pain go from doctor to doctor to doctor, frantically seeking a physician who won’t see them as difficult, but instead as someone who desperately needs their help.


The Structure of U.S. Healthcare 

We’ve just looked at the problem from a psychological point of view. Now let’s look at the economics. In the United States, most doctors get paid based on how many patients they see—that’s just a fact of the healthcare system.  They cut up their day into fifteen-minute increments because, given the realities of insurance and Medicare and HMOs, that’s the only way they can pay for their offices and salaries and malpractice insurance policies.

In this context, many doctors are simply not willing to deal with a patient who requires more than that fifteen-minute visit. They don’t have time to take the long, complicated medical histories that, as you’ll see in Part 2, are often critical to establishing a diagnosis. They don’t have time to do the research that might lead them to discover new and promising treatments for a type of illness they don’t understand and will need to learn about. Even if they wanted to, they don’t have time to cope with the emotional needs of a woman in sexual pain.

Let’s say a doctor realizes that a sexual-pain patient will take six times the attention of another type of gynecological patient. (Based on Deborah’s experience, six times is probably an underestimate.) Do we really expect that doctor to voluntarily reduce his or her income to that extent, especially when he or she is still struggling to pay off the bills from medical school and is looking at how to pay for her kids’ college tuition? Even if you could show this hypothetical doctor that taking on a sexual-pain patient is affordable, in the doctor’s mind, that patient is a drain on an already limited source of time, money, and energy.

Deborah, who insists on gearing her treatment toward the patient’s needs, has had to stop accepting insurance. The only way she can afford to run her practice is to see each woman for as long as it takes to explore the problem—and then to charge accordingly. She simply can’t fit a comprehensive, in-depth style of care into the cookie-cutter segments that virtually every healthcare organization demands. Here’s Deborah, describing her own experience organizing a practice focusing on sexual-pain patients.

When I first began to practice as a gynecologist, I had to see patients every fifteen minutes. We offered the full range of ob-gyn treatment, and of course we had a lot of pregnant women coming in, as well as a high volume of patients generally. In that context,  it’s just not possible to spend much time with each patient. Because we were taking insurance, we were limited in how much we could charge per visit, and so basically, economics forced us to restrict how long a patient visit could be.

As it happened, we added several midwives to that practice, and they began to concentrate on the obstetrics patients, so that gradually, I was able to take over more of the gynecological patients. Eventually I realized that patients with gynecological problems—especially sexual pain—simply needed more time. They had to be booked differently, and I began to do that.

I came to realize that I had to make a choice: I could treat women with serious gynecological problems, or I could be involved in helping women through pregnancy and delivery. But I felt I really couldn’t do both effectively.

My partner (Dena Harris, MD) and I decided to open another, smaller, gynecology-only practice, and there, gradually, we began not accepting insurance. I wasn’t happy about the choice, but I realized it was the best option available. If insurance would reimburse us only, say, $60 per patient visit—based on their estimate of what a fifteen-minute visit was worth—we simply couldn’t cover our overhead and accept that payment for a woman who needed ninety minutes or two hours to explain a complicated history, so that we could really get to the bottom of her condition. If we’d continued taking insurance, we would have gone bankrupt!

Now we give every patient the time she needs—and we charge accordingly. It’s not a perfect solution by any means, but it does allow us to give in-depth, extensive treatment to complicated conditions, including sexual pain.



We’ve shared this personal look at Deborah’s practice because we want you to be able to look at your own doctor through that lens. If the doctor you’re seeing doesn’t accept insurance, you may well be given a longer  first-time visit—and a bigger bill. If your doctor does accept insurance, you may ultimately have to convince the doctor to get creative, because it’s very unlikely that he or she will be able to treat you or even to diagnose you in a fifteen-minute visit. (See the boxed text “Creative Ways to Work with Doctors Who Accept Insurance” in Chapter 3.)

Again, this structural problem is no excuse for treating women arrogantly or callously, let alone for giving incorrect diagnoses or inadequate treatment. If doctors aren’t equipped to handle complicated cases of sexual pain, they need to find physicians who are, and to refer their patients to those doctors. Though we’re not pardoning mistreatment, it’s important to acknowledge that the difficulty of finding a physician who has the resources to help sexual-pain patients is at least in part a structural problem.


The Fragmented Approach to Care 

One of the biggest challenges in treating sexual-pain patients is how often the usual approach doesn’t work. Most doctors are used to relying on diagnostic tests—for example, pap smears, biopsies—and other tools that give a straight answer about what the problem is. Many cases of sexual pain are caused by nerve pain, and there are few tests for that.

Most gynecologists are used to treating specific medical conditions—an irregular menstrual flow, a lump, a pregnancy. They’re not necessarily comfortable with discussions of sex, let alone with giving sexual advice for positions or approaches to sex that might make it easier to cope with sexual pain. Sexual medicine is still considered part of psychiatry, not gynecology, and so women with sexual pain can’t get holistic treatment for any associated desire, arousal, or orgasmic problems in one place. Many women do not realize that to see a “sex therapist” for help with sexual functioning, they must enter the realm of psychiatrically trained MDs and psychologists for care, since gynecologists receive the bare minimum of formal training in sexual dysfunction and most do not have expertise to counsel or treat in this area.

Finally, most doctors are used to working solo. But sexual pain is complex and draws upon many different specialties: orthopedics, urology,  dermatology, gastroenterology, and neurology, as well as physiatry, physical therapy, and counseling. Medicine isn’t usually set up for a team approach—yet that’s what sexual-pain patients need.

Most physicians aren’t even oriented toward giving referrals. It would be wonderful, for example, if gynecologists who didn’t want to deal with sexual pain at least made it their business to find one or two specialists in their geographic area who were able to treat it, and then to refer their sexual-pain patients to those specialists. But, as we’ve seen, most physicians expect themselves to know everything. It’s hard for them to admit they don’t know something, to call upon a team, and to make referrals. Even when referrals are finally made, women may receive disconnected care—one specialist advising one treatment, and another pushing his own treatment from his own field, with no discussion or consensus or workable system to coordinate the care of the patient. The medical and economic systems that doctors work in discourage connected, smooth collaboration, leaving the average patient confused and anxious.




KNOWLEDGE IS POWER 

Once again, we’re in no way trying to excuse doctors who leave patients traumatized by their arrogance, cluelessness, insensitivity, and incompetence. We are sharing this perspective for two reasons.

First, we don’t want you to take the bad treatment personally. When you’re entering the medical system, you’re entering a whole culture that’s not set up to help people with sexual pain. If a doctor can’t talk about sex, that is his or her own hang-up; it’s not your fault. If a doctor suggests a treatment that doesn’t work, then that was the wrong treatment; again, not your fault. If a doctor has no clue what the problem is, then that’s because of his or her medical ignorance; once again, not your fault.

Second, we know that informed doctors and patients can work together to change the way the system works. There are many ways in which the care for patients with complicated problems is getting better. Knowledge is  being shared among the many different specialties and professional societies engaged in our field, a result of programs created by the International Pelvic Pain Society, the International Society for the Study of Vulvovaginal Disease, and the International Society for the Study of Women’s Sexual Health. In addition, close collaboration between patients and professionals in the National Vulvodynia Association (NVA) is advancing knowledge in many ways: funding research, advocating for government support, and joining with other groups to educate and to advance new diagnosis and treatment options for chronic sexual pain.

We have great optimism that those of us working to improve the system by educating our colleagues will be successful.

IF A DOCTOR HAS TREATED YOU BADLY

• Tell the doctor.
• Write the doctor a letter.
• Write a letter to the health center or hospital administrator.
• Find another woman seeing the same doctor and vent—you might find it therapeutic.
• Go online and post about the doctor.
• Try to find other patients and take group action.
• Report them to your state medical board and to their professional association.
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HELPING YOUR DOCTOR GET IT RIGHT

Before the diagnosis, I thought I was totally nuts, and I felt like a sexual freak. When I finally received the correct diagnosis, I at least felt like I wasn’t going crazy!

 

—CLAIRE, A FORMER FUTURES TRADER IN HER MIDFORTIES

 

 

 

THERE IS BOTH good news and bad news to share with you in this chapter. The good news is that there is good medical care out there for you. You will be able to find a doctor who can offer you effective, appropriate treatment, and who will treat you with respect.

The bad news is that you may need to visit several doctors before you find the person who is right for you. The medical field is full of physicians who aren’t educated about sexual pain, who don’t want “difficult” clients taking up too much of their time, or who are simply not willing to listen to their patients and treat them with respect. So you might have to go through quite a few MDs before you find the one who will give you the treatment you need. You may also need to find some creative ways to work with the physicians that you do find—and this chapter will help you with that.

We wish you could find the right doctor with a single phone call, but the sad truth is that you may have to devote a significant amount of time seeking  a physician who can truly help you. Sensitive, caring, and open-minded doctors can be found, but you’ll need diligence and perseverance to identify a sexual-pain expert you can trust—either a good gynecologist or a women’s health nurse-practitioner.

We’ll give you the information and resources you need to either find a specialist or to “make” one, by passing on what you have learned to a doctor who is willing to learn. What you’ll have to provide for yourself is the courage and determination to keep going through what may well be a long and arduous search. We wish that weren’t the situation—but it probably is. Please, do whatever you can to get the support you need, because finding or “making” a good doctor is crucial to your recovery—and you’re worth it.

Here’s one more piece of good news: Our book will help you every step of the way. So whatever you do, don’t give up. You deserve good care—and you can find it. We promise.




STEP ONE: DECIDE WHAT YOU WANT IN A DOCTOR 

If you live in a large urban area or near hospitals, clinics, or universities that feature a selection of gynecological specialists, you may be lucky enough to have a few candidates to interview. If this is so, it’s important to know in advance what you’re looking for in a doctor, so that you’ll know when you’ve found the right one.

But even if your choices are more limited, we still encourage you to clarify the attributes that are most important to you. Knowing what you care about most will help you decide when a particular MD feels like a good compromise as opposed to a bad one.

Here are some potential attributes that you might value in an MD. Just for insight into your own priorities, rate them in order of importance from 1 to 7—1 being the most important to you and 7 being the least important.

___ knowledgeable

___ open-minded

___ able to engage in a partnership with a patient

___ accessible, not too busy

___ empathetic, caring

___ good bedside manner

___ easily reachable online through a website or through email

 

As you consider these qualities, please remember: Whether or not you care about a physician’s bedside manner, you should never tolerate a doctor who is dismissive of your ideas and feelings. For example, if a doctor says, “Don’t worry, I don’t need your help. I know what is wrong with you, and I can definitely fix you,” you should probably be a little suspicious. That kind of arrogance usually precludes “out of the box” thinking—and “out of the box” thinking is almost certainly what will be needed to cure sexual pain, particularly if you’ve been suffering longer than six months.

Of course, a kind, caring, and warm doctor is the most desirable. But you can’t always find a physician like this. If a doctor is not the warm and fuzzy type but is willing to listen to some of your ideas and then follow up with a little research, that might be enough.




STEP TWO: USE YOUR RESOURCES 

Ideally, you’ll find a caring, sensitive doctor who is already educated in sexual pain. But that may not be possible, especially if you don’t live in a large urban area. You may have to settle for a sexual-pain specialist who may not have the most sensitive bedside manner, or who otherwise isn’t ideal for you. Don’t settle for anyone who doesn’t treat you with respect, however. That is a bottom-line, nonnegotiable requirement.

If you can’t find a specialist you trust—or if you can’t find one at all—your next step is to seek someone who is not educated about sexual pain but who is willing to learn, a gynecologist, a family practitioner, an internist,  or a nurse-practitioner with a focus on women’s healthcare. (Later in this chapter we’ll show you how to help an open-minded physician learn about treating sexual pain.)

Your first step is to gather names of some doctors who are close enough to visit. Here’s our breakdown of how to conduct your search:


Contact organizations that help women with sexual pain. 

To find a doctor in your area who’s interested in sexual pain, you can refer to lists put out by the following organizations: the International Pelvic Pain Society (IPPS), the International Society for the Study of Vulvovaginal Disease (ISSVD), and the International Society for the Study of Women’s Sexual Health (ISSWSH). You should also join the National Vulvodynia Association (NVA), a helpful support organization that has a list of MDs, and that will keep you updated on the research and treatments for vulvar pain and all types of painful sex. We also highly recommend the NVA’s online patient learning program. (For URLs and other contact information, see the Resources section, at the back of the book.)


Work your way through regular gynecologists. 

If the above organizations’ lists don’t show any doctor in your area, your next step is to find a gynecologist who is interested in sexual pain already or who is willing to become educated on the topic. The American College of Obstetrics and Gynecology (ACOG) can help you find board-certified gynecologists who are close enough for you to visit.


Use word of mouth. 

Call a local hospital’s women’s clinic or labor and delivery unit, and find an experienced nurse to talk to. Nurses tend to know who the good doctors are and which doctors are open to learning more.

Also ask local general practitioners, physical therapists, psychotherapists, psychiatrists, and sexologists if they know of a doctor who’s educated about sexual pain or one who’s sensitive, caring, and open to learning.

You may also want to ask friends and trusted colleagues how they feel about their gynecologists; you may get a great recommendation that way.

Once you have a few names, check them out on your state medical board website (see the Resources section). You probably won’t find much detail, but you can at least assure yourself that there are no pending charges or complaints against the doctors you’re considering.

BEWARE OF MEDICAL ARROGANCE

In some specialties, such as surgery, arrogance may not matter in a physician—it might even be a good thing, allowing him or her to work confidently under difficult circumstances. But in a field such as sexual pain—where cases are often so complex, and where your feelings are an important part of the mix—an arrogant physician is far less likely to be a good fit for you. Doctors who think they know everything and who are not open to other opinions may not have the kind of creativity you will need down the road, let alone the kind of sensitivity.






STEP THREE: PREPARE FOR YOUR APPOINTMENT 

There are ten things you should do in preparation for your first appointment with a new doctor.


Collect and organize your medical documents. 

Gather all your previous records and tests, and make copies for the doctor to keep and review at his or her convenience, if not during the actual visit. 


Describe your history in writing. 

Write out your history of pain, including when your pain began and what it’s like—sharp, dull, constant, intermittent, provoked, unprovoked, etc. (For more information on the different degrees and qualities of pain, see Chapter 5. You can copy the self-questionnaire to use.)

Also describe your history of associated symptoms, especially those concerning bowels and bladder (since your digestive and urinary tracts are in your pelvis, sexual pain and organ pain often go together). If you had childhood issues with rashes, toilet training, or digestion, or if you’ve had orthopedic problems or injuries, include them as well.

You won’t necessarily show this history to your physician, but do bring it with you. It will keep you focused during the visit and will help you answer your doctor’s questions more easily.


Target three treatment goals. 

Write out your three main goals of treatment, and share them with your doctor.

Here are some of the goals that our patients have expressed:• comfortable intercourse
• ability to have sex on a regular basis
• no pain during or after sexual contact
• orgasms without pain afterward
• less worry about random sudden pain with sex
• stop bladder pain or bladder overactivity as a result of sex
• fewer muscle spasms during and after sex
• stop vulvovaginal burning and itching
• decrease hypersensitivity
• lessen the need to be overvigilant in avoiding pain in daily life 
• prevent relapses
• reduce pain flare-ups
• feel free to date again
• improve a relationship
• wear jeans again
• wear underwear again
• feel comfortable sitting again
• feel normal again
• improve overall quality of life
• return to normal activities such as exercise




Take a survey of your pain. 

Do this in advance so you can provide the information to the doctor. Links to these surveys are available in the Resources section of this book. We advise filling out the Numerical Pain Scale (NPS) and the Pelvic Pain Questionnaire (V–Q).


Bring paper and a pen. 

Prepare a notebook and pen so you can take notes and write down any instructions during the visit.


Arrange to bring a support person with you if possible. 

This person can serve you in many ways: by being an advocate for you, by offering you comfort during a potentially difficult experience, by taking notes on what the doctor says, by reminding you of questions, and by helping you remember afterward what the key points were.

Make sure to discuss ahead of time the role you want this person to play. Would you prefer them to sit quietly, to actively suggest questions, or  to help you voice your concerns? Would you like them to accompany you into the examination room?


Ask administrative questions in advance. 

Call ahead to find out from the office staff what the cost of the visit will be, how long it should take, and what insurance issues are involved. You don’t want an unexpected bill to add to your stress.


Practice the discussion. 

In the next section, we’ve offered you a couple of different scripts you might use for your first encounter with a doctor. Choose the one that seems most appropriate to your situation, adapt it to your own personality, and practice it a few times, alone or with a loved one. It’s also fine to write something out and read it during the appointment.


Consider anti-anxiety medication. 

If you’re concerned about being so nervous that you won’t be able to advocate for yourself effectively, ask another healthcare provider if taking a small dose of anti-anxiety medication before the visit might be appropriate.


Make yourself determined. 

Affirm to yourself that you deserve good care, and remember that this is just the first step to getting it.

CREATIVE WAYS TO WORK WITH DOCTORS WHO ACCEPT INSURANCE

If a doctor accepts insurance, you may be only able to work with him or her in fifteen-minute increments, which won’t be enough to diagnose and treat a sexual-pain condition. Here are some possibilities for working within that framework:• Try to find a way to book several fifteen-minute appointments that the insurance company will accept.
• Consider working through a combination of emails, faxes, and personal appointments (but don’t try to work things out by phone—that’s always difficult for doctors).
• Offer to do some or all of the doctor’s research.
• Help the doctor put together the team of specialists and support people that he or she might need to consult with, and organize the communication between your doctors (which will help you avoid getting disconnected care).
• Ask if the doctor can be your “home base” MD—the one who will coordinate your possibly complicated care, even if his or her knowledge base needs to be expanded.








STEP FOUR: MEET THE DOCTOR 

Unless you have heard very good things about your doctor from other sexual-pain patients, we suggest you consider your first visit an opportunity to interview the doctor and to determine whether he or she will be able to work with you and treat you effectively. So many doctors are not willing or able to treat sexual pain—and many don’t even realize that they aren’t. You will need to be far more proactive than in any other type of medical situation—more proactive than you ever dreamed you had to be.

Here’s how we suggest you handle the interview.

Your initial visit with the doctor will be much easier if you are in your street clothes rather than in an exam robe. So ask to see the doctor in the consulting room before disrobing for the exam. Explain that you understand this is not the normal procedure, that you expect only the usual fifteen-minute appointment, and that you are prepared to pay for a second fifteen-minute appointment, to be scheduled at another time, if the doctor is not able to both meet with you and examine you.

When the doctor arrives, we suggest you be both respectful and assertive. Even though you’ve brought written documents, don’t give them to the doctor immediately; use them only for your own reference. Explain your pain history in your own words, and briefly state your goals for treatment. Then ask if the doctor has any experience with patients with your problem, and how comfortable he or she is with taking care of those patients.

As tactfully as you can, try to find out how experienced and well-educated the doctor is regarding your condition. You will have read the appropriate chapters in this book about your condition, so you can ask a few questions based on those chapters to see if your prospective MD knows even as much as you do. If you’re not comfortable with his or her response, end the interview and continue with your search.

If the doctor says he or she has no experience, say something like the following: Doctor, I’m taking this unusual step because I’ve been told by other practitioners that I have a sexual-pain condition that is not unusual, but that can be hard to treat. I want to be sure we’re on the same page before I waste your time with further visits, and I’d like to ask your permission to talk to you about what I think might be going on with me, with the understanding that you’re the doctor and that I defer to your expertise. I understand that your time is limited, and I’m happy to pay for this appointment and come back for another appointment so that this one stays within the time frame that you’ve allowed. But I’d like to use this time to talk with you, if that’s alright with you. Do I have your permission to go ahead?





If the doctor doesn’t agree to this request or insists on examining you before the two of you speak, we suggest that you simply leave. Do what you think is correct about paying or not paying for the appointment, but a doctor who is not willing to have a conversation with you about your situation is probably not a doctor who will treat your complex case with the care and attention and creativity that you need.

If the doctor agrees to continue, you can say something like the following, being careful to use the buzzwords we have emphasized.

I want to share with you some of the scientific material I’ve found about my condition, and to see what you think of it. I’m not trying to self-diagnose; I understand that only an MD is qualified to make a diagnosis. But I have done some scientific research—not pseudoscience, and not research on the Internet, which I realize is unreliable—but research in such juried medical and scientific journals as the American Journal of Obstetrics and Gynecology.

I’ve also found a book by an MD and a member of ACOG (American College of Obstetricians and Gynecologists) who suggests a medical approach to my condition. This is a medical  approach, not an alternative approach, but it is one that many doctors aren’t aware of, just because sexual pain isn’t a big part of gynecology. So this is a specialized area, and I’m asking whether you would be willing to look at some specialized articles from standard medical journals to help you diagnose me and come up with a treatment plan. Would you be willing to consider that, and to at least look at the scientific-journal articles I’ve brought in, or perhaps also look at this book?



If your physician is open to looking at the recommendations in this book, continue with the visit. If your physician seems both inexperienced and unwilling to learn more, end the interview.

Again, it would not be unusual if you had to visit several physicians before finding someone who can offer you effective treatment. This may seem like a difficult task, but we want you to be prepared for the situation. You’ll have to walk a fine line between compromising on a doctor who is not ideal and settling for a doctor who really can’t help you.




STEP FIVE: UNDERGO AN EXAM 

Once you’ve found a doctor you initially trust, your next step will be to undergo an examination. Here are some suggestions for how you can help the exam go as smoothly as possible, and some information for you about what the physician should be doing during the exam.

• Empty your bladder before the exam. If you feel very constipated, let the doctor know.
• If in the past you have had a great deal of pain triggered by certain parts of an exam, let the doctor know. Be as specific as you can, for example: “The speculum gives me severe pain, and I may end up pulling away,” or “Having my clitoris touched with a finger may be too painful to me.” If part of the exam  cannot be completed, that is not your fault, but the fault of your sexual-pain condition. Do not ever submit to more than you can physically or psychologically handle, especially at the first exam. Future exams will be easier, and some steps may need to wait until then.
• Before the actual pelvic exam, your doctor should examine your gait, posture, back, hips, and abdomen, as each area may hold hints as to where your pain is coming from.
• When your doctor examines your pelvis itself, he or she will need to focus on several areas: skin, nerves, muscles, hips and joints, and organs. You’ll be placed in the “lithotomy position,” with your feet in stirrups and your bottom down at the edge of the examining table, so the doctor can see your vulva up close.
• The doctor needs to examine your vulvar surface with a magnifier (often a colposcope) to get a really good look. (You can recognize a colposcope because it looks like a binocular on wheels.)
• To evaluate your surface nerves and sensation, the doctor will need to use a cotton swab to find the areas of your vulva that are most tender.
• Your pelvic floor should also be examined. Your physician should cover his or her gloved finger with a nonirritating lubricant gel and insert it into your vagina, assessing each muscle area and connective tissue for tender points, tension, symmetry, and trigger points. It should be very systematic, with you giving feedback on what hurts.
• During the digital (finger) exam, your doctor also needs to evaluate the tenderness of the pudendal nerves, near the sides of the pelvis. When a normal pudendal nerve is touched, it creates a sensation similar to when your “funny bone” is touched. When  the nerve is involved in your pain, touching it may cause sharp waves of pain to radiate to other areas of your pelvis or even to your back or hips.
• Finally, your doctor has to examine your pelvic organs—bladder, rectum, cervix, uterus, ovaries—feeling for abnormalities and tenderness.
• During these exams, your doctor will be taking wet smears of vaginal secretions and cultures to test for yeast and bacteria. He or she might also take a Pap test.
• If you are also getting a speculum exam, your doctor will use a small “opener” with lubricant to visually check the appearance of your vaginal canal and cervix.

We know that you can’t exactly monitor the doctor to make sure that every one of these steps has been done, but you can follow him or her generally. A good initial exam for sexual pain takes about fifteen minutes, so if yours is five minutes or less, you can deduce that a few steps were left out. You can use your sense of how careful, thorough, and sensitive the exam is as another factor in deciding whether this doctor is right for you.

PAIN AS A CLUE

If your exam becomes painful at any point, tell your doctor, since this is significant information for the diagnosis. Stop the doctor if at any point the exam approaches a degree of pain that you can’t bear. Keeping your muscles as loose as possible will help. 






STEP SIX: DEVELOP A WORKING DIAGNOSIS AND A TREATMENT PLAN 

After your exam is over, discuss the findings with your doctor in the consultation room if possible, since you’ll feel far more empowered talking when you’re fully dressed again. The discussion should begin with your doctor giving you a preliminary idea of what he or she thinks is causing your pain. It’s fine if there’s no diagnosis yet, as long as your doctor has specific plans for how to develop one.

Conceivably, time will run out before this part of the visit, so schedule a follow-up visit as soon as possible. Be aware that your doctor may need some time to review your history and tests before feeling comfortable diagnosing you. If your doctor believes more testing is needed, he or she should explain the plan. If necessary, take notes and email your understanding of the plan to the doctor’s office for confirmation, or ask the doctor to give you a written version of the plan, to avoid confusion. Your doctor may well need to bring in consultations from other fields, including urology, orthopedics, neurology, dermatology, gastroenterology, and pain management.

Whenever the meeting continues, bring up your treatment goals. Your doctor’s response to those goals will give you more information about whether you want to keep working with him or her. You should end either your first or your second visit with a treatment plan. Ask for as many details as you need to understand the plan, and be aware that it may be modified as further test results come back.

DOCTOR VISITS: DOS AND DON’TS

• Do keep track of your medical testing, and keep copies of everything.
• Do be punctual for every visit, and give twenty-four hours’ notice for cancellations. Many doctors caring for chronic-pain patients save a lot of time for each appointment, so a late cancellation means the doctor is left with wasted time that another patient might have been able to use.
• Do be friendly and polite with the staff, bearing in mind that working at an office that cares for patients with chronic pain is very stressful for the support staff. A kind word will go a long way—they will remember and appreciate you.
• Don’t blame the office staff for problems they can’t help, such as insurance problems, doctors running late, costs of visits, and the like.






STEP SEVEN: MAKE YOUR DECISION 

Once you’ve been through the consultation and perhaps also the exam, take some time at home to decompress. Then consider your response to the doctor. Was he or she attentive, optimistic, complete, upfront, open, empathetic? Or was he or she rushed, impersonal, overwhelmed, condescending, negative? Did he or she attribute your problems to your “catastrophizing” or to some other psychological cause?

If you decide that this is the right person for you to work with, reorganize your paperwork and review what you need to do. If you have received a treatment plan, does it make sense to you? You will need to take responsibility for this plan as well, obtaining the tests, consultations, and medications your doctor recommends. You are one-half of the partnership and will need to do your part if your treatment is to be successful.

If you decide that this isn’t the right doctor for you, take a breath, give yourself a treat or a break—and then go back to the search process. It is perfectly normal to feel like giving up, but please don’t. Once you find the right doctor, your condition will improve, so it’s worth taking the time you need to find the right person.

EVALUATING YOUR DOCTOR: A CHECKLIST

As you’re deciding whether to continue with the physician you’ve found, consider the following:[image: 013] Did your doctor seem to have enough experience treating sexual or vulvovaginal pain?
[image: 013] Was your doctor open to new ideas?
[image: 013] Was your doctor compassionate and caring?
[image: 013] Did your doctor suggest that the problem was that you need to relax?
[image: 013] Did your doctor suggest that the problem was primarily psychological?
[image: 013] Did your doctor say there was nothing he or she could do to help? (If so, don’t panic—there are other doctors who can help.)
[image: 013] Was your doctor willing to do the needed research and to contact other doctors to help you, even if he or she doesn’t yet know enough about your condition?
[image: 013] Did your doctor have a positive attitude?
[image: 013] Did your doctor leave you feeling hopeful that you can get better?
[image: 013] Was your doctor honest about his or her limits?
[image: 013] Did your doctor say that he or she was willing to work with you?
[image: 013] Did your doctor say he or she is accessible to you between appointments?








STEP EIGHT: GET READY FOR FOLLOW-UPS 

Prepare for follow-up visits by writing down any new symptoms you’ve had and new questions that arise. Prepare for testing by finding out all you can ahead of time, and perhaps bringing your advocate with you. We know that testing can be scary, but preparation should help.

We strongly urge you to get all your questions answered before any invasive or complicated tests, especially surgical procedures that require anesthesia. If necessary, get a second opinion. You want to make sure that there’s no easier way to get the same information about your condition.




STEP NINE: CONSULT WITH SPECIALISTS 

Use the same procedure to consult with specialists that we’ve suggested for selecting a gynecologist. Although it can be as difficult to find good specialists as it was to find the right gynecologist, caring doctors are out there, and you will eventually find them. Although you may need to make some compromises, specialists should also provide you with respect, time, and attention.

Be sure to ask how communication will occur between your consulting physicians and your “home base” doctor. Offer your help; for example, you might hand-deliver reports, if appropriate. Delays and uncoordinated care are common, and you want your next visit with your doctor to be as fruitful as possible.




STEP TEN: STAY POSITIVE 

As we’ve said repeatedly, you may need to talk with many doctors over several months before finding the care that is right for you. While you’re looking, there’s a lot you can do to improve your sexual health, relieve stress, and gather your strength, through nutrition, good sleep, and appropriate exercise (for suggestions, see Chapter 4).

We know that finding the right doctor can be overwhelming. But the outlook is great when you do. Here’s a message of hope from Stephanie, the patient we met in Chapter 1: “One thing that really helped me when I met with Dr. Coady was that she asked me what I wanted to call this,” Stephanie says. “She said we can call it a ‘project,’ but I felt that sounded too clinical. So we agreed to call it an ‘adventure.’”






End of sample




    To search for additional titles please go to 

    
    http://search.overdrive.com.   
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