Choosing
Assisted Reproduction
Social, Emotional and Ethical Considerations
Susan Lewis Cooper
Ellen Sarasohn Glaser

Perspectives Press
Indianapolis, Indiana
Smashwords Edition License Notes
This ebook is licensed for your personal enjoyment only. This ebook may not be re-sold or given away to other people. If you would like to share this book with another person, please purchase an additional copy for each person with whom you share it. If you’re reading this book and did not purchase it, or it was not purchase for your use only, then you should return to Smashwords. com and purchase your own copy. Thank you for respecting the hard work of this and all authors
Copyright © 1998 by Susan Lewis Cooper and Ellen Sarasohn Glazer All rights reserved. No part of this book may be reproduced in any manner or form whatsoever, electrical or mechanical, including photocopying, recording, internet or information storage and retrieval systems, without written permission, except in the case of brief quotations embodied in critical articles and reviews. For information address the publisher: Perspectives Press
P. O. Box 90318
Indianapolis, IN 46290-0318
USA
(317) 872-3055
http://www. perspectivespress. com
Book design by Wade Smola. T-Square Design, Fort Wayne, Indiana The authors and publisher gratefully acknowledge permission to reproduce the cover photograph from a slide produced by Reproductive Science Center-Boston. Manufactured in the United States of America Hardcover
hardcover ISBN 0-944934-19-6
Softcover ISBN 0-944934-22-6
e-book ISBN 0-944934-39-0
Library of Congress Cataloging in Publication Data:
Cooper, Susan 1947Choosing Assisted Reproduction : social, emotional and ethical considerations / Susan Lewis Cooper, Ellen Sarasohn Glazer.
p. cm.
Includes bibliographic references and index.
Hardcover, ISBN 0-944934-19-6; Paperback, ISBN 0-944934-22-6
1. Human reproductive technology — Popular works. 2. Human reproductive technology —Moral and ethical aspects. 3. Human reproductive technology —Psychological aspects.
4. Human reproductive technology — Social aspects. I. Glazer, Ellen Sarasohn. II. Title RG1335. 5. C673 1998 818. 1’7806—dc21 97-36563
CIP
Dedication
This book is for Seth and Amanda Cooper and Elizabeth and Mollie Glazer, who have enriched our lives beyond measure.
Ten years ago we dedicated our first book, Without Child, to them. At that time they were young children and we thought our time with them was limitless. A short decade later they are teenagers and young adults, having left, or preparing to leave home. Although infertility may not have made us better parents, it provided a valuable perspective during the ups and downs of parenthood—that children are precious gifts, and that neither they, nor the opportunity to parent them, should ever be taken for granted.
Acknowledgments
We begin this book by acknowledging the contributions of the numerous patients with whom we have had the privilege of working for over twenty years. They are wise, courageous, and determined individuals who have taught us an enormous amount about infertility, and specifically about the emotional challenges of assisted reproduction. Their words, their thoughts, and their experiences are reflected throughout this book.
We are fortunate to work with outstanding physicians, nurses, embryologists and others in the field of assisted reproduction. We are especially grateful to our colleagues at the Boston Regional Center for Reproductive Medicine in Stoneham, Massachusetts and the Reproductive Science Center (formerly IVF America) in Waltham, Massachusetts, for their on-going support, care, and comraderie. We admire and deeply appreciate the dedication with which they work to build families.
There were several individuals who graciously answered our questions and responded to our concerns as we prepared this manuscript and we thank them for their help. They include: Joan Barnes of TASC; Dr. Hilary Hanafin; Dr. Natalie Schultz; Dr. Sheryl Kingsberg, and Attorney Susan Crockin. We would also like to acknowledge Susan Levin, LICSW, Jeane Springer, LICSW, and Sharon Steinberg, RN, who helped write the chapter on ovum donation in our previous book, Beyond Infertility: The New Paths to Parenthood. Much of that original chapter forms the basis for the current chapter on ovum donation.
We have learned—and continue to learn—so much from our colleagues in the Boston Mental Health Collaborative in Reproductive Medicine and from our colleagues nationwide in the Mental Health Professional Group of the American Society for Reproductive Medicine. Their knowledge, guidance, and wisdom is woven throughout this book.
Finally, and most importantly, we would like to thank our editor and publisher, Pat Johnston, whose enthusiasm, encouragement, guidance, and unsurpassed editing skills made this book possible. Her attention to detail and knowledge of the field shines on every page.
Table of Contents
Introduction .
Chapter 1 Emotional and Ethical Considerations of Assisted Reproductive Technology
Principles of Medical Ethics
The Separate Components of Parenthood
Unnatural Conception
Avoidance of Regret
Chapter 2 In Vitro Fertilization and the Assisted Reproductive Technologies
The ART Options
Initial Considerations
ART Statistics
The ART Process
When to End ART Treatment?
Chapter 3 Pregnancy After ART
A Miraculous Conception .
Pregnancy after Gamete Donation
Pregnancy Loss after ART
Chapter 4 Moving Forward: Changing Direction
Guidance from the Mind
Guidance from the Heart
Grief, Resolution and Celebration
Chapter 5 Donor Insemination
Setting the Stage: A Climate of Shame and Secrecy
Diagnosing Male Infertility
Treatment for Male Infertility
Deciding on Donor Insemination
Known vs. Unknown
Known Sperm Donation
Anonymous Sperm Donation
The Selection and Practice of Anonymous Sperm Donation
Attempting Pregnancy
Chapter 6 Ovum Donation
Who Uses Donor Ova?
Potential Ovum Donors
The Medical Process
Medical Screening of Ovum Donors
Ethical Considerations of Ovum Donation
Known Ovum Donation
Anonymous Ovum
Chapter 7 Surrogacy
Who Considers Using Surrogacy
The Development of Twentieth Century Contractual
Surrogacy in Practice
Pregnancy and Birth through Surrogacy
Chapter 8 Gestational Care
A Social and Ethical Perspective
A Legal Perspective
Gestational Care
Gestational Carriers
The Gestational Care Experience
Chapter 9 Embryo Adoption
Reasons for Choosing Embryo Adoption
Ethical Issues in Embryo Adoption
Psychosocial Issues in Embryo Adoption
Availability and Practice of Embryo Adoption
Chapter 10 Telling the Truth: Why, When, and How to Do So
The Historical Context of Secrecy:An Unfortunate Tradition
Openness: An Ethnically and Psychologically Sound Approach
Talking to Children about Their Origins
Introduction
This book is for individuals and couples who are—or may sometime be—considering assisted reproduction. It is also for professionals—physicians, nurses, mental health clinicians—who work with such couples. The decisions that confront you are difficult and multi-faceted, involving medical, psychological, emotional, financial, ethical, moral, practical and religious questions. Although some may find the decision making process relatively straightforward, many of you will struggle through a complex, unfamiliar and challenging exploration of yourselves and the world around you. We want you to know that your struggle, though painful, will most likely prove valuable in helping you move forward with confidence in the rightness of your decisions.
Many of you have already travelled a long way in your journey through infertility diagnosis and treatment. It must be hard for you to imagine forging onward when the path has already been so tiring. Others, by contrast, are relatively new travelers, having learned through a semen analysis, laparoscopy or other single diagnostic test, that you are candidates for assisted reproductive technology. It is probably difficult to find yourselves so suddenly on the border of this “brave new world” of assisted reproduction. Still others of you are not yet at the point of considering assisted reproduction, but want to look ahead so you can feel more familiar with what may be on the horizon. Choosing Assisted Reproduction is for all of you—we hope that it will provide you with a foundation from which you can approach a range of questions and decisions.
Before introducing you to the format, themes and content of Choosing Assisted Reproduction, we want to tell you something about how and why this book came about. Choosing Assisted Reproduction began as a simple “up-date” of our 1994 book, Beyond Infertility: The New Paths to Parenthood. As we noted in the introduction of Beyond Infertility, reproductive technology is a rapidly changing field and information is becoming out-dated almost by the time a book on the subject is published. For example, just as this book is going to press we are hearing reports about a birth—the first of its kind—of a baby conceived in vitro with cytoplasm from a donor egg, resulting in a child that has both parents’ genetic components. This technology is too new, however, to share it with you now, but may ultimately result in significantly fewer (primarily older) women requiring donor eggs in order to conceive. And so we set out, in 1996, to make Beyond Infertility more current, believing that new medical information was all that was needed to provide patients with an instructive guide to decision-making regarding assisted reproduction.
The task of updating was fairly easy. However, as we scrutinized each chapter we became aware of how much our own thinking had also become updated and was not reflected in the printed word. In the last few years our thoughts, opinions, and ethical beliefs had become more defined. We also felt more convinced of the soundness of our beliefs and felt more secure about sharing them straightforwardly with patients and with professionals. Thus we decided to expand two important parts of the original book—ethical considerations and disclosure to children—and create two new chapters, the first and last chapters of Choosing Assisted Reproduction.
Chapter One, “Ethical Considerations in Assisted Reproduction,” is not “easy reading”—it is difficult enough for infertile patients to deal with medical decision making without having to confront serious ethical and psychological concerns. Nevertheless, these concerns exist alongside the array of medical options and it is our hope that by introducing them at the beginning, we provide readers with a framework and reference points to draw upon as they make their way through the medical maze.
The medical process can feel daunting, and yet medical information is essential to sound decision making in infertility treatment. Because we know how overwhelmed patients can feel when they are introduced to an alphabet of ART options—IVF, GIFT, ZIFT, ICSI etc., we have tried to present medical information in a simple—though not simplistic—way. Our hope is that after finishing Chapter Two, readers will feel well versed in the basics of assisted reproduction, knowing what questions to ask their physicians, and knowing how to evaluate their responses.
Although all individuals and couples undergoing assisted reproduction do not become pregnant, many do. We have found that few feel prepared for the stress and the uncertainties of pregnancy after assisted reproduction. For that reason, we have devoted Chapter Three to Pregnancy after ART, including a lengthy section on pregnancy loss. Perhaps more than any other chapter in this book, this chapter attempts to diminish isolation. We want our pregnant readers—and those who have experienced a loss—to know that they are not alone as they make their way through this exceedingly difficult journey.
The first part of Choosing Assisted Reproduction concludes with Chapter Four, “Moving Forward: Changing Directions.” We include this chapter in recognition of the fact that many of our readers will come to a point at which they must make some extraordinarily difficult decisions regarding ending treatment and moving on to a second choice (and sometimes third choice) path to parenthood. Once the possibility of introducing another person—either as a gamete donor, a gestational carrier, or a surro-gate—comes into play, ethical and emotional challenges multiply exponentially.
The second part of Choosing Assisted Reproduction is devoted to third party parenting options. Five of these chapters deal with a specific “third party” option: sperm donation, ovum donation, surrogacy, gestational care and embryo donation. We encourage you to read beyond the chapter or chapters that relate directly to your personal situation, as all these options, though different, share common ground. This common ground involves the meaning and relative importance of genetic, generational, gestational and parenting ties. It includes ethical questions involving the best interest of offspring and the rights of people to reproduce.
Choosing Assisted Reproduction ends with what we hope will be a beginning: a strong argument for openness with one’s children—i. e. the right to know the truth about one’s genetic origins. We also provide some guidelines and suggestions about how to do so. We hope that potential parents—most importantly those who are reproducing with the help of third parties—will enter treatment with the concept of openness as a bottom line. We hope that the foundation offered in Chapter Ten will reassure you that you are not alone and that you, together with other pioneering parents, will be establishing a sound path for future generations.
Choosing Assisted Reproduction was a difficult book to write, and for many it may be a difficult book to read. The first part of the book is difficult because we speak freely and openly about the various challenges associated with undergoing assisted reproduction, as well as pregnancy after assisted reproduction. We do not paint a rosey picture, but rather, acknowledge that there are tough decisions to be made and sometimes, tough experiences to endure. Sadly, all the hard work and wise decisions in the world cannot insure a successful pregnancy, and many people will have to make a second choice regarding family building.
As difficult as the first part of the book is, the second part is probably even more challenging. We know that many would-be parents, regardless of whether they have struggled with infertility, believe strongly that the power of their love can transcend all difficulties. Although love may indeed be the most important ingredient in raising children, it is necessary, but not sufficient for psychological health. Those who pursue third party parenting not only confront a series of financial, medical, social, psychological, and logistical hurdles, but they must also confront the fact that their children will have questions, and possibly unsettling feelings about the way that they entered their families. They must also confront the fact that “keeping it a secret” in hopes of avoiding problems for the child(ren) will most likely lead to even more serious ones for everyone in the family.
Lest we sound too “down,” we want to assure our readers that each of us knows countless happy, thriving families who were created by assisted reproduction and by third party parenting. These families are what make our work so satisfying—they are living testimony to the true miracle of creation. Unlike our first book, Without Child, this book is not told through personal accounts. However, the words, the smiles and the stories of the families we have known infuse this book. You will not see their names or faces on the pages ahead, but please know that they are in the background, encouraging you onward. Virtually all would tell you that the outcome makes the struggle worthwhile.
Although we have tried to pack a lot into this book, there are some things that are missing. We want to acknowledge them at the outset so that you are not looking for them. First, you will notice that we do not discuss adoption. Nor do we discuss resolving infertility without children. Although both are paths successfully pursued by infertile couples, they are not explored in this book because our focus here is on assisted reproduction. However, our assumption is that some of our readers will move on to one of these options, either because they decide against assisted reproduction and/or third party parenting or because they try one or more of the options discussed here and do not successfully complete their family. We want you to know that we are in no way dismissing either of these options, each of which proves to be the right path for many infertile couples. We encourage couples to read Adopting After Infertility by Patricia Irwin Johnston and Sweet Grapes, by Jean and Michael Carter.
Second, there are several infertile constituencies that are not addressed directly in this book. Again, we want you to know that this book is for you, but in the interest of space and language we have not included specific discussion of your situations. One such constituency are single women who are pursuing pregnancy without partners. A second group are lesbian couples, and a third group are those who are struggling with secondary infertility. Although members of each group have some unique experiences and concerns, we feel that nearly all of what we have addressed to the presumably childless, heterosexual couple applies to you.
Third, we do not discuss extended family, most importantly, grandparents. Again, this is an issue of space. We are keenly aware of the pain felt by the parents of infertile couples and know that the years spent in pursuit of pregnancy often rob families of precious grandparenting time. All too often, would-be grandparents are older—and perhaps in ill health—by the time their long awaited grandchildren arrive.
In addition to these grandparents, we want also to acknowledge the potential for loss and pain felt by parents of surrogates and gamete donors who may truly feel that they are experiencing the permanent loss of a grandchild or children.
You, our readers, are pioneers. The territory you are exploring—or are about to explore—is still new and the path ahead may sometimes be difficult to find. We hope this book helps you to chart your own course and to identify and follow the paths to parenthood that are right for you.
1:Emotional and Ethical
Considerations of Assisted
Reproductive Technology
The book of Samuel in the Old Testament tells the story of Elkanah, a pious man who has two wives, Hannah and Peninnah. Peninnah has many children, but Hannah, his more beloved wife, is barren. Peninnah taunts Hannah, saying that the Lord has closed Hannah’s womb. Hannah weeps and cannot eat. Elkanah says,“Hannah, why weepest though? And why eatest thou not? And why is thy heart grieved? Am not I better to thee than ten sons? ” Later Hannah prays to the Lord and weeps again, vowing that if the Lord gives her a son, she “will give him unto the Lord all the days of his life...” As Hannah is praying, Eli, the priest, watches her lips moving soundlessly. He assumes that she is drunk and asks her to put away her wine. Hannah speaks intensely: “I am a woman of a sorrowful spirit: I have drunk neither wine nor strong drink, but I poured out my soul before the Lord.”
Although the Old Testament is replete with references to infertility, the story of Hannah is especially important because it illustrates the timelessness of the emotions that surround infertility. We see in this short passage the pain of an infertile woman, overcome with despair. She is so saddened by her condition that she is unable to eat, and she cries continuously. Furthermore, she is pained by and jealous of the fecundity of her rival, who appears insensitive to her condition. Her husband, Elkanah, feeling helpless and desperate to make her happier, attempts to use logic to help her feel better. Like many of today’s husbands, he cannot understand why his love of her, and the special attention he gives her, is not enough to make her happy.
Today’s infertile couples walk in Hannah and Elkanah’s shadows. They, like their biblical counterparts, struggle with feelings of isolation, envy, helplessness, and despair. Like Hannah and Elkanah, they may feel misunderstood by their spouses. Like Hannah, infertile women may feel their sense of womanhood mercilessly assaulted. And many turn, as Hannah did, to prayer. Theirs is a centuries old anguish that has been described and re-described throughout history, but was probably best captured in the words of another biblical woman, Rachel, when she exclaimed, “Give me children or I die.” Today’s infertile couples share the intense longings of Hannah and Elkanah and of Rachel and the many other biblical figures who struggled with infertility.
Yet today’s couples travel a very different journey than their counterparts from any prior generation. Even recent generations had few medical interventions to which they could turn. In contrast, today’s weary travelers make their way through a complex and confusing medical maze. Although some are fortunate to respond to conservative treatment and bear children along the way and others decide to take different paths to parenthood, many find themselves approaching the unfamiliar terrain of the assisted reproductive technologies. This terrain may necessitate difficult, complicated, and ethically challenging decisions that may even involve third or fourth parties in the parenting experience. In this chapter—and in those that follow—we will take a look at this unexpected journey. We will focus on the emotional burdens and ethical challenges that await couples who consider and/or pursue assisted reproduction.
Today’s infertile couples not only experience the emotional burden of infertility, but they must also confront myriad ethical challenges that accompany the new technologies. Because the emotional and ethical dilemmas are entwined, we present them together in this chapter. To do otherwise would be to suggest that they can easily be separated. They cannot. For unlike in biblical times when there were few third party parenting options and there was no medically assisted reproduction, infertile couples today must endure not only the emotional pain of infertility, but they must also grapple with profound ethical dilemmas posed by high tech treatment.
In this chapter we outline the new dilemmas—both ethical and emotional—imposed by the new technologies. We will see that although the feelings infertile men and women experience are timeless, there is also a timeliness to the ways in which these feelings are perceived and resolved. We will see, also, that while advances in reproductive technology have offered new hope to countless couples, these advances have also complicated their experience of infertility, adding new—and perhaps deeper—dimensions to a couple’s suffering.
Principles of Medical Ethics
Each of us has a code of ethics that guides us in our daily lives. Most of the time, however, these personal ethical guidelines are not something we think about consciously. Rather, they are there—in the background—for us to draw upon as needed. Occasionally situations arise in all our lives which force us to look more closely at our personal ethics. When this occurs, we become aware of the principles that guide our actions and reactions. We also realize that we each have ethical lines that we are unwilling to cross.
Exploring assisted reproduction prompts most people to confront their personal ethical principles and to ask themselves difficult questions. “Can I do this and if not, why not?” “Can I live with the decision to...?” “Would this decision be 'in the best interests of the child' or would it be a selfish decision?” For many, this questioning is an unfamiliar process and one that they find unsettling. After all, nothing could be more natural and more ethically correct than to want a child: why then, is it so complicated? In fact, the ARTs and certainly, third party reproduction raise profound ethical questions for all of us and force us to carefully consider what it means to create families in new ways.
Although personal ethics cannot necessarily be codified or even described, it can be helpful to know the central principles of medical ethics. This time honored and widely accepted ethical code, which has governed the practice of medicine for centuries, provides each of us with a framework upon which we can examine and understand our reactions to complex ethical questions. We will introduce this code through its three central principles: autonomy, beneficence and justice. Among ethicists, the first principle, autonomy, is frequently determined to be the most important, in the event of a clash between two of the principles.
Autonomy places value on human beings and on their right to make decisions regarding their own welfare, providing that those decisions do not infringe on the rights of others. In medical ethics autonomy refers to an individual’s right to receive accurate information about his/her medical condition and the range of treatment possibilities. Furthermore autonomy gives patients the right to refuse or deny treatment that is offered. Beneficence refers to the concept of doing good—performing acts of kindness to others. The concept of beneficence also includes a duty to avoid harming a person or to prevent harm from happening to another. The third principle, justice, refers to a belief in the equal distribution of society’s benefits and burdens, i. e. the concept that everyone should be treated fairly and receive what he/she needs and deserves.
Helping couples to become parents through the use of reproductive technology can be viewed as an effort that supports all three principles. It supports autonomy if couples are given the information pertaining to their situation and the power to make decisions regarding their treatment. It supports beneficence when a long sought-after goal—parenthood—is achieved and a new life is created (a concept that has historically been viewed by ethicists as positive). It supports the concept of justice when all who are in need are able to avail themselves of the technology. (Unfortunately because few states regard infertility as a medical condition, many couples do not have access to necessary treatment due to financial constraints.)
Inevitably there are occasions when the promotion of one principle clashes with the promotion of another. Most commonly this situation arises when autonomy collides with beneficence—when a patient opts for a particular treatment that his/her provider believes may do harm to the patient (or in the case of reproductive technology, to a potential child) and the provider does not wish to offer the treatment. In these situations, one principle must be compromised for the sake of the other. Most frequently, in medical situations, autonomy is granted first. However, as we shall see in this chapter, when the lives of potential children are at stake, it is not clear who should make final or ultimate decisions and what information should influence those decisions.
In this chapter we identify three concepts influencing decision making—the separate components of parenthood, unnatural conception, and avoidance of regret—that pose difficult dilemmas for infertile couples considering assisted reproduction. Although these concepts existed to some degree even before the development of ART, they have become prominent in current times. As we discuss the ways in which the new reproductive technologies have influenced an infertile couple’s emotional outlook, we will describe these concepts—and dilemmas—along with the ethical questions that have arisen with them.
The Separate Components of Parenthood
As anyone who has ever experienced infertility can attest, infertility involves multiple losses. From the first moment that an individual or couple realizes that they are having difficulty conceiving or carrying a child, they are confronted with loss. As the experience of infertility continues, many losses come cascading towards them: loss of self-esteem, loss of body integrity, loss of privacy, loss of sexual pleasure, loss of time, loss of money, loss of comfort in friendships and family relationships, and the loss of spontaneous conception. Furthermore, couples—especially those who reaped rewards from hard work and effort—begin to feel they are losing control over their lives. Infertility threatens their ability to plan for the future and to know where they are going.
In addition to the losses mentioned above, today’s infertile couples are threatened by the possibility of losses involving basic structures in their lives. These may include threats to the future of their marriage, threats to their relationships with others, threats to their religious faith, and threats to their careers. Managing these primary structures becomes of paramount importance, since the stakes, in each instance, are high.
What’s more, infertile couples are threatened with losses that are directly related to reproduction and parenting: the loss of the pregnancy experience, of a genetic connection to one’s offspring, of continuity with one’s bloodline, of conceiving a child jointly with one’s beloved spouse, and of parenting itself. It is these losses that are most distressing to infertile couples and it is also these losses that have been directly impacted by advances in reproductive technology.
For the first time in history, as an outgrowth of in vitro fertilization technology and research, the three components of parenthood—the genetic, the gestational, and the nurturant—can be separated, so that the loss of one does not necessarily result in the loss of the others. For a man or woman who may not be able to conceive a child genetically connected to him or her, ovum donation or sperm donation offers the opportunity for gestation and parenting of a child genetically connected to half of the couple. For a woman unable to carry a pregnancy to term, gestational care may be the alternative of choice. For couples who cannot provide egg or sperm, but who wish to experience pregnancy, embryo adoption may be an alternative route to parenthood.
Reproductive choices are not made easily. As couples near the end of their biological options, most contemplate—if only for a split second—what it would be like not to be parents at all. If they decide that raising children is their primary goal, they begin to think about alternative routes to parenthood. The array of adoption and third party parenting options available challenges couples to examine the relative importance to them of gestational vs. genetic connections. Prospective parents must think carefully about what it would mean to them to be a parent without experiencing pregnancy, or a parent with no genetic connection to their child. Others contemplate what it would be like not to be parents at all.
Pregnancy and Childbirth Experience
The observation that women and men experience infertility in different ways is something that has long been known by infertile couples and their caregivers. This phenomena has been studied by several researchers. Women have been found to experience significantly more psychological distress than do their partners, especially in the areas of depression, anxiety, cognitive disturbance and hostility. Researchers suggest that these findings can best be explained by differences in expectations about motherhood and fatherhood.
For women, expectations of motherhood begin with pregnancy. For many, the threatened loss of pregnancy and childbirth represents an immense loss. They report having looked forward for many years to growing a baby inside them—to feeling its movement within their womb and experiencing its birth during labor and delivery. Some find the thought that they might never have this experience unfathomable: it fills them with profound sadness. Thus, for some women pregnancy feels like an essential life event, one that cannot be missed. Without it, many fear that they will feel permanently and powerfully damaged. It is common for women to blame themselves when they learn about their infertility. Those who delayed parenthood, were sexually active, or had abortions may identify these actions as the cause of and the punishment for their infertility. However, even women who cannot remember anything specific they did “wrong,” may still blame themselves, fearing that God is punishing them for some unknown transgression.
The threatened loss of the pregnancy experience can be especially difficult and challenging for those couples in which the man is the identified patient. In these instances established gender differences in reactions to infertility are altered. In his1992 study, Nachtigall1 found that the gap between men and women’s responses to infertility narrows considerably when the man is the identified patient. Although the men in the study spoke of the threatened loss of parenthood, only the men with male factor spoke of a concurrent loss of self esteem. Thus not only do infertile men have to bear the potential loss of being genetically connected to their offspring, and the emotional pain that realization brings, but they invariably feel guilty for depriving their wives of a pregnancy.
Genetic Connection to One’s Offspring
Prior to the arrival of assisted reproduction, the loss of the pregnancy experience was inevitably coupled with the loss of genetic continuity. The development of in vitro fertilization meant that a woman could become pregnant via an egg from another woman (a donor) or with an embryo donated from another couple, and she could parent the child she gestated. Furthermore, some couples can now parent their genetic children (with the assistance of a gestational carrier) even when they are unable to go through pregnancy and childbirth together. Because genetics can now be separated from gestation, many infertile couples weigh these losses carefully and make choices based on which losses are more tolerable for them.
For a man, whose only connection to his unborn child is a genetic one, this loss may be crucial. For a woman, the loss of a genetic connection to her offspring may or may not seem to be central. A study performed at the University of Chicago asked women if they could only be related to their offspring either genetically or gestationally, which would they choose. Fifty-one percent chose gestation over genetics. 2 In an informal study at Reproductive Science Center, Waltham, Massachusetts, approximately sixty-five percent chose genetics) What is important to note is that many people are guided in their second choice routes to parenthood by their feelings and longings regarding genetic versus gestational ties.
A genetic connection to one’s offspring involves two components: the transmission of one’s genes and the continuation of one’s bloodline. Genes are the building blocks through which traits and characteristics are passed on to one’s offspring. Many people fantasize, even prior to conception, about what their children will look and be like. They think about which traits they want to pass on and which traits they hope their offspring will be spared. Couples also think about blending their genes—creating a child who is the combination of the two of them and many see this child as the greatest expression of their love. Couples facing infertility are saddened to think they may not be able to look at their offspring and see parts of themselves reflected back—or parts of their grandparents or greatgrandparents.
For others, genetic connections represent ties to their individual blood lines. These individuals long for genetic offspring to carry on the family line, connecting generations past to generations future. The inability to have genetic children means the loss of this geneaological continuity, and for many couples, especially those whose families were rooted in strong ethnic or religious traditions, this loss is profound.
There is another reason why a genetic connection is important to many people: genes determine a great deal about a person. Although the exact formula of the nature/nurture debate has not been (and may never be) settled, it is increasingly understood that genes play a major role in who we are. Genes are responsible not only for physical traits and talents, but they are also a large determinant of personality and temperament as well as our abilities (or lack of abilities). A predisposition towards mental health (or mental illness) is also thought to be genetically determined, although no one working in the mental health field would dispute that environment is a major factor as well. Many people seek the familiarity and security of having a child who shares their genes.
Parenting Experience
In the past, couples who faced childlessness frequently opted to adopt. Adoption was a means of avoiding the loss of the parenting experience, which to many would have been intolerable. Today, when faced with this same loss, many—perhaps most—couples consider adoption. The decision to adopt, however, has become more complicated with the arrival of third party parenting options and with recent changes in adoption practice, including movement towards greater openness and acknowledgment of birthparents’ rights and ties to their birthchildren. Couples who may once have chosen adoption with relative ease, because they knew they wanted to be parents, now move more cautiously. Tempted by third party parenting choices which may appear to offer more control, or frightened by negative media attention to adoption, many would-be parents struggle painfully before deciding to adopt. Their struggle prompts them to carefully examine the relative importance of genetic, gestational, and parenting ties.
The Separate Components of Parenthood: Ethical Considerations
“Just because we can do something, should we do it?” This is a question that has plagued scientists in the last half of the twentieth century. The field of reproductive medicine in particular has faced this question—perhaps more than any other field. The array of parenting options afforded by reproductive technology is staggering. The development of in vitro fertilization has made it possible for one child to have as many as five different “parents”—an ovum donor, a sperm donor, a gestational carrier, and two adoptive (rearing) parents. Furthermore, cryopreservation of sperm and of embryos has enabled people to preserve their potential fertility almost indefinitely. Cryopreservation of embryos has even enabled posthumous motherhood to be possible. The new parenting paths—and configurations— raise a profoundly difficult and often disturbing ethical question: Is it in the best interest of children to be created and parented through third, fourth, or even fifth parties?
The Right to Reproduce vs. the Rights/Best Interests of Children
Until recently, a couple’s right to procreate has rarely been questioned. However, because of the new reproductive technologies, the question has arisen about whether the right to procreate includes the right to procreate using available technology and/or donor gametes or a host uterus. Many experts in the field, including John Robertson,
a U. S. attorney/ethicist specializing in the field of reproductive technology, argue for procreative liberty, asserting that since the United States Constitution affords people the right to procreate coitally, it also gives individuals the right to procreate non-coitally. Robertson believes that having children satisfies basic biologic, social, and psychological drives for many people and that “noncoital reproduction should thus be constitutionally protected to the same extent as is coital reproduction, with the state having the burden of showing severe harm if the practice is unrestricted.”3
Those who believe in procreative liberty would agree, however, that although the law gives people the right to reproduce, it does not give people the right to parent the children they reproduce if they are deemed unfit. Unfortunately there are many instances in which the State, acting in the best interest of a child, removes that child from its home because the child is determined to be at risk. Furthermore not everyone is eligible to become a parent through adoption. Several states have outlawed private adoptions and require parents to “pass” a homestudy conducted by a licensed social worker before they can legally adopt a child. Thus the purpose of the law is to protect children from harm—both physical and psychological—and the duty of the State is to advocate for the welfare of children. The question here is whether or not someone should be advocating for the rights of children who are not yet born or conceived, and whether we can know— even prior to conception—whether a child will be psychologically harmed as a result of the circumstances of its conception or birth.
There is a great deal of controversy about whether caregivers—from physicians to mental health clinicians—have an obligation to act as gatekeepers for unborn children. Procreative libertarians argue that the role of providers is to offer the technology if it is medically appropriate, rather than to make judgments about who deserves to become a parent or about how children should be created. This group of caregivers believes steadfastly in patient autonomy, in each person’s right to choose whether and how to procreate. Others feel strongly that when individuals/couples ask for assistance in procreating, caregivers then have an obligation to protect the interests of children (even if they are not yet born or conceived). They argue that not to do so would be abdicating their responsibility and could even be a violation of beneficence (assuring good and avoiding harm) if the caregiver sincerely believes that harm may be done.
Another ethical question arises from the ability to separate genetic from gestational from rearing parenthood: Is it is moral to create children from donor gametes when there are already children in the world who have been born and who need homes? Elizabeth Bartholet, an attorney, adoptive mother, and author of Family Bonds: Adoption and the Politics of Parenting (Houghton Mifflin, 1993) is critical of the new reproductive technologies. She believes that ART clinics intentionally attempt to convince couples that reproduction in one form or another is inherently better than adoption and that families created from genetic ties (or partial genetic ties) are stronger and more desirable than those created by adoption. Bartholet argues that what she sees as objective counseling would surely steer more infertile couples away from technological means of reproduction to adoption. In fact many infertile couples do struggle with this issue. Longing for a gestational and/ or genetic (or partial genetic) connection to their offspring, yet aware that too many children in the world need good homes, many prospective parents wonder if this longing to reproduce should take precedence over the right of existing children to have loving homes.
As we will see in Chapter 7, the ability to separate genetic from gestational motherhood means that offspring can be born (and have been born) to women old enough to be grandmothers and great-grandmothers and who are likely to die before their children reach adulthood. The use of anonymous sperm or egg donation means that children may have several half siblings that they do not know. Furthermore, the separation of genetic and gestational motherhood may mean that a couple who have donated frozen embryos has several biogenetic children who are being raised by different families, and who know nothing about each other’s existence. These are but some of the ethical and psycho-social dilemmas brought about by the new reproductive technologies—dilemmas that couples face as they consider their parenting and treatment options.
The Right to Information Regarding One’s Genetic Origins
The history of gamete donation in the United States began in the late 1800s. Dr. William Pancoast, who performed the first insemination of donor sperm, claims to have done it secretly, not ever telling his patient that she had been inseminated with a donor’s sperm, and not telling her husband until after the fact. Thus began a tradition of secrecy that most donor couples have practiced for almost a century— telling no one (neither the child, the child’s physician, nor the extended family, etc.) the circumstances of the conception. Anonymity—the situation in which both donor and recipient couple consent to the process but are unknown (and unidentifiable) to each other—has occurred along with secrecy in donor insemination.
A third concept—privacy—is often confused with secrecy. Privacy refers to the fact that each of us has the right to establish boundaries between ourselves—or our families—and others. When we identify these boundaries we are not being secretive, but rather, we are saying that it is our basic human right to maintain some separateness from those around us. Hence, we are being neither dishonest nor deceptive nor withholding if we do not tell everybody, everything.
The Right to Procreate with Unknown Gametes
Although sperm donation has been occurring for over one hundred years, improved technology, resulting in the ability to separate gestational and genetic motherhood, has paved the way for ovum donation as well. Although few people in the medical and mental health fields have openly questioned the moral acceptability of gamete donation, it does raise an important ethical question: Is it morally acceptable to bring a child into the world with an unknown genetic parent?
This issue may be more timely now because our understanding has deepened in recent years about the relative weight of nature versus nurture in determining who a person will ultimately become. Although scientists are not quite ready to map the human genome, more and more information about biological destiny is unfolding on an almost daily basis. Because we now understand that genetics plays a very large role—larger than previously thought—in providing a blueprint for adulthood, the ethics of bringing a child into the world with unknown genetic origins is more questionable today than it was in the past. The concern is whether it may be psychologically or medically harmful to a person to have no information—or little information—about his/her genetic make-up. On the other hand, to deny a would-be parent the right to chose to procreate with donor gametes threatens both the patient’s autonomy and his/her reproductive freedom.
The Right to Know the Truth about One’s Genetic Origins.
Knowing the truth about one’s genetic origins and conception is different from having identifying information about one’s genetic parents. As long as the practice of anonymous sperm donation continues in this country and the laws surrounding it do not change, donor offspring will not have access to their donors. Although many sperm banks are currently providing extensive information to parents regarding their donor’s medical and psychological history, most couples using DI in this country are still choosing not to tell their children the truth about their origins. In recent years a large body of mental health professionals, including family therapists, have begun to question the ethics of secrecy regarding gamete donation. These clinicians believe that denying people essential information about their identity, especially when it includes their medical history, is morally unacceptable. Furthermore, they cite the literature that comes from family therapy— and from adoption—documenting the negative impact of family secrets on parents and children and on family systems (see Chapter 10).
Separating the various components of parenthood means that individuals and couples can create children who may be deceived about their genetic make-up and possibly (in the case of surrogates or gestational carriers) about who gestated and gave birth to them. As with the previous ethical dilemma—the right to procreate with unknown gametes—questions arise about whether a patient’s autonomy—in this case the right to choose not to tell one’s offspring the truth—should take precedence over the possible harm done to that offspring if he or she goes through life being duped about his/her identity and conveying a false medical history.
Liberation vs. Exploitation of Women for Reproductive Purposes
Although there are many who believe that the new reproductive technologies are nothing short of miraculous and open up choices to women and to couples that would never have been possible, there are others who believe that they are a curse on families and upon women. Assisted reproductive technology is not without medical side effects or risks (see Chapter 2), and people who are desperate for children may not be in the best position to objectively evaluate these risks to themselves or to third parties. The separation of the various components of motherhood means that some women who are not the intended parents (ovum donors and/or surrogates or gestational carriers) are being subjected to these risks. Many argue that an infertile couple/woman has the right to choose a procedure that involves potential physical harm, but that it is morally unacceptable to subject a young, fertile woman to these same risks when she is not the intended parent.
Furthermore financial incentives may be inducements to third parties to ignore these potential harms. Here we see examples of when concerns about autonomy and beneficence may collide.
A common worry among caregivers and couples opting for known ovum donation, surrogacy, or gestational care (via a friend or relative), is that the physical ordeal may produce short or long term side effects that are harmful. Careful counseling—both medical and psychologi-cal—of willing third parties, enables these collaborators to thoroughly consider the risks before deciding to proceed. And many argue that third parties, like infertility patients, are also entitled to autonomy when it comes to decisions regarding their bodies. Others argue, however, that there is always inherent coercion (financial or personal) for donors, surrogates, and carriers that cannot be dismissed and that amounts to exploitation.
Unnatural Conception
Although there are many infertile couples whose intense desire to bear biological children propels them to seek out the most advanced technology available, others are deeply troubled by what they regard as forcing conception. Those who look askance at high tech treatment are not always those who are guided by strong religious beliefs that conception is in God’s hands. Many are individuals who simply question the wisdom of creating a child who was not meant to be, and who wonder about the long term medical, social, and psychological effects of creating high tech babies.
Often, however, the question of what is meant to be is closely tied in to a couple’s religious or spiritual convictions. There are people of many religious denominations who have a deep and abiding belief in an all-powerful and all-knowing God who makes plans for people. They may even view their infertility as part of that divine plan—or perhaps as a trial imposed by God. The concept of forcing conception when it would otherwise not occur is unacceptable to people holding these convictions and contrary to their spiritual beliefs. Other religious traditions offer a different view of God, one that does not always include a predetermined plan. These traditions offer couples more license to determine their own plan and to take measures—including assisted reproductive technology—to achieve parenthood.
In addition to religious, social, or moral proscriptions against “forcing conception,” couples have personal feelings and reactions about what it means for them. The inability to “make” a baby through a natural, loving and intimate sexual union is a loss for most couples who turn to high tech treatment for assistance. The marital bed of an infertile couple already cluttered with temperature charts, thermometers, and ovulation predictor kits, is no longer the place where two people can merge their bodies and create a child from their sacred union. Most couples eventually seem to adjust to this loss and to focus on the pregnancy and baby that will hopefully result, rather than on the means of conception. However, even a miraculous pregnancy does not erase the invasive and painful—often experienced as assaultive —initiation into pregnancy that couples using ART undergo. Margarete Sandelowski and colleagues capture the ART experience in the following words:
“... pain, not pleasure; struggle, not ease; separation, not unity; public exposure, not intimacy; and artifice, not naturalness, comprised the phenomenology of getting pregnant in infertile couples. In contrast to their fertile counterparts, these couples felt compelled to fight body, nature and convention to achieve conception.”
Unnatural Conception: Ethical Considerations
The development of in vitro fertilization made it possible for conception to occur outside the human body, and the further development of cryopreservation made it possible for the resulting embryos to be frozen and stored for future use. The ability to create and/or cryopreserve human embryos raises questions about what may be done with them or to them. These questions involve issues regarding freezing, disposition, experimentation, and ownership, and raise even more fundamental questions about what the moral (and legal) status of an embryo is.
The Moral Status of Embryos
There are basically three view points about the moral status of an embryo. One perspective is that an embryo is a human life from the moment of conception. According to the Roman Catholic Church’s Instruction on Respect for Human Life in Its Origin and on the
Dignity of Procreation (1987), for example, life exists on a continuum, beginning with fertilization and ending with the death of that human being. The Roman Catholic Church believes that because an embryo has the potential to become a human being, it should be treated as such and afforded all the rights and dignities due to a human person. One of those rights is the right to life.
A second point of view—the opposite of the first—is that embryos are akin to property and that those people who “own” embryos should have no limits imposed on them. Thus couples are entitled to do with their embryos as they wish, including disposing of them.
A third point of view, and one that is most commonly held among both patients and providers, is somewhere in the middle—a belief that embryos are neither property nor people, but because they have the potential to become a person under certain conditions, they should be treated with dignity and respect. The Warnock Committee, which was convened in London, supported the last moral perspective. The committee, consisting of physicians, lawyers, researchers, social worker, and theologians, published a report (1984) affirming that embryos have special status due to their human potential, but that they do not have the moral status of a living person.
Couples undergoing in vitro fertilization must face the question— and answer it for themselves—of what they believe the moral status of an embryo is, before undergoing treatment. This belief is likely to color many of the decisions they make regarding fertilization, implantation, and cryopreservation of embryos (see Chapter 2).
The Disposition of Extracorporeal Embryos
In an effort to maximize the chances for pregnancy, women undergoing in vitro fertilization are prescribed powerful fertility drugs in hopes that they can produce a large cohort of eggs. The more eggs obtained, the more likely the couple is to have several good embryos to transfer and possibly to cryopreserve for future use. All reputable clinics limit the number of embryos they will transfer (usually between three and six, depending on their quality and on the woman’s age) in order to maximize the chances of pregnancy and minimize the chances of multiple birth. If the couple opts for cryopreservation, the excess embryos can be transferred to the woman’s uterus in another cycle which does not involve the use of powerful fertility drugs or an egg retrieval. Or, if the couple becomes pregnant, the frozen embryos can be stored until the couple is ready to have another child.
Occasionally couples who have embryos in storage feel their family is complete and do not wish to have more children. In other cases, circumstances have intervened and they do not wish to attempt a pregnancy. They must then make a decision regarding the disposition of their cryopreserved embryos.
Because embryos do not have legal rights, most clinics have provisions regarding the disposition of couples’“extra” embryos. These provisions usually permit the couple to donate their embryos to another couple or to discard them. Some states allow research to be performed on embryos under certain conditions and couples who do not wish to have their embryos transferred to themselves or donated to another couple may opt to donate their embryos to research in lieu of discarding them.
Although most couples can reach agreement regarding the disposition of their frozen embryos, occasionally there are disputes, the most well known of which is the Davis vs. Davis case. In this much publicized legal battle involving a divorcing couple, Ms. Davis wished to attempt pregnancy with the cryopreserved embryos, while her former husband sought to have them destroyed. Their case involved three trials: in the first trial the lower court found that the embryos were human beings whose best interest was to be brought to life, and so it ruled in favor of Ms. Davis. In the second trial the Tennessee appellate court agreed with Mr. Davis’ argument that he should not have to become a father against his will, thus reversing the decision of the lower court. In a final appeal, the Tennessee Supreme Court affirmed the decision of the appellate court, declaring that the burden to Mr. Davis of unwanted reproduction would be greater than the burden to Ms. Davis if the decision were otherwise. (Davis vs. Davis, Tennessee Supreme Court, 1992).
The Davis case drew considerable media attention, much of which cast a negative light on reproductive technology. Clearly, an essential question in the case—the moral status of embryos—was never really dealt with in the court of public opinion. However, divergent opinions on the moral status of embryos did form the basis of the legal opinions, with each reflecting a different perspective on this question.
Beyond illustrating different perspectives on the moral status of embryos, Davis vs. Davis reveals the need for legal counseling in assisted reproductive technology. Although it is rare for disputes between couples to find their way into a courtroom, there is always potential for disagreement. Legal agreements made at the outset of treatment between couples and any other participants will not prevent all disputes but will clarify intentions and may reduce the potential for conflict.
Before embarking on an IVF cycle, all couples must examine their beliefs regarding the moral status of embryos, and come to some agreement, even if it involves compromise, regarding the disposition of extracorporeal embryos. Many clinics require couples to put this decision in writing before eggs are inseminated. They are, of course, free to change their minds as time unfolds, but their intents must be expressed or noted prior to the beginning of an ART cycle.
Experimentation and Preimplantation Genetics
Questions regarding the moral status of an embryo also bring up questions about what is permissible to do to an embryo and at what stage it is permissible to do it. Because the Catholic Church, for example, believes that an embryo has the status of a human being, the Church does not believe that an embryo should be subjected to experimentation or tampering. The Warnock Committee, recognizing the value of research in order to improve the quality of human life, came up with several recommendations regarding the use of embryos in research. More recently, in the United States, a panel on embryo research convened by the National Institute of Health in 1995 supported research on embryos (referred to as pre-embryos) up to fourteen days post-con-ception.
Preimplantation genetics is a recent development—an outgrowth of in vitro fertilization—in the area of reproductive medicine. This highly technical procedure involves removing one cell from a four cell embryo and examining its chromosomal make-up. Preimplantation genetics is currently offered to couples (who may or may not be infertile) who are carriers of a genetic disease that they do not wish to pass on their offspring. Although not all genetic diseases can be to be detected at the current time, many diseases, such as cystic fibrosis, Tay Sachs, or Huntington’s Disease, can be identified. If the embryo in question is found to have the problematic gene, it is discarded at the four cell stage while embryos that do not have the defective gene are then transferred into the woman’s uterus.
Many people who do not view embryos as equivalent to human beings are enthusiastic supporters of preimplantation genetics in instances involving genetic disease. The technology, however, gives rise to ethical dilemmas of such complexity that they may soon require King Solomon’s wisdom to solve. For example, some diseases that are autosomal dominant (the offspring have a fifty percent chance of inheriting it) such as Huntington’s disease, do not appear until mid life so that those who have the disease do have the potential for many years of good quality, relatively normal lives. The parent, who is the potential carrier, may have chosen not to learn whether he/she will inherit the disease, yet requests preimplantation genetic services in case he/she is a carrier! The question is whether such treatment should be granted if it is perceived to be psychologically necessary, though it may or may not be medically necessary.
Although scientists have not yet mapped the entire human genome, it will probably not be too long before they can do so. Soon they will be able to determine physical, intellectual, and perhaps emotional and social characteristics in an embryo. Thus in the not too distant future it will be possible for parents to select some of their offspring’s characteristics. And although many people would support the use of preimplantation genetic selection for couples who are carriers of a dreaded disease, many will not support this technology for couples who wish to have a child of a particular sex—or in the future, for a child with blue eyes, or musical talent, or who will be tall.
Pre-implantation genetics, like many other technologies, raises the question of whether, because something can be done, it should be done. Many who believe in procreative liberty may extend that belief even further, asserting that people have a right to “select” the child they want to reproduce. Others, while still believing in the right to reproduce non-coitally, may see inherent dangers in society if couples are allowed to choose the characteristics of their offspring. The dilemma is where to draw the line—if anywhere—on this slippery high technological slope.
Avoidance of Regret
Regret is a powerful and troubling human experience. Regret is similar to sadness, although it encompasses a reflective quality as people look back on decisions they made or actions they took that they wish they had the power to undo. Past abortions, adoption plans, decisions to postpone parenthood, voluntary sterilizations, divorces, and remarriages all provide abundant fuel for the torturous flames of regret. Cursed with the 20/20 vision of hindsight, many infertile people reflect upon their earlier decisions and wonder whether their past “mistakes” are the source of their current pain. In some cases there is an obvious connection—for example, women who had unprotected sex which resulted in pelvic infections, or men who elected to have vasectomies thinking they would never want children. Because no one has a crystal ball, however, and human beings can only do what they believe is best at a given time, mistakes are an inevitable part of life.
Sometimes regret leads to guilt, which unfortunately for many infertile couples is a major component of their experience and figures into the formula with which they attribute meaning to their experience. Thus regret is exacerbated when people torture themselves with self-blame and conclude that they are being punished for their sins. When this anguish occurs, guilt has become the predominant emotion and can prevent the expression of true feelings of sadness and loss.
Knowing the assaultive power of self-blame, many infertile couples go to considerable lengths to absolve themselves of future regrets. Sandelowski, et. al. 6, identifies this phenomenon as “anticipatory intolerance of regret” and describes how people frequently make decisions regarding their infertility treatment based on their efforts to avoid regret. In other words they attempt to discern what they need to do now in order to avoid looking back later with regret about what they did not do. Thus many couples state that if they “try everything” and “do their best” they hope that at the very least they will not have to look back with tortured “if onlys” and “what ifs.” Many will go to exhaustive treatment lengths to spare themselves this anticipated regret.
Regret can also run in the opposite direction, and many couples approach it from this different vantage point. They worry that they might regret the enormous amount of time that treatment took away from career, or social life, or relationships with others. They worry that they may regret the enormous financial costs and the personal sacrifices made in order to pursue a pregnancy. Couples may fear the emotional costs as well—including the stress on their relationship if their desires to pursue a pregnancy are not equal. Still others focus on the potential health risks associated with the use of assisted reproduction (see Chapter 2) and worry that they will look back and regret decisions that may have jeopardized their health. Finally, there are couples with secondary infertility, who fear that the time, effort and money they spend on trying to have another child will be spent at the expense of their first. Chapter 4,“Changing Direction” will examine this issue in depth.
Avoidance of Regret: Strategies for Couples
Ultimately all of us learn that regret is part of the human condition. Those who try, who care, who strive to accomplish things all grapple with regret at one time or another. Infertile couples need to remind themselves that they cannot eradicate regret. They must hope that the process of confronting questions squarely, of examining options as best theycan, of trying to make decisions that they can live with will ultimately fortify them against the tyrany of regret.
We encourage couples to conduct an open—and constant— dialogue as they make their way through infertility. The issue of anticipatory regret should be a central part of that dialogue, with both partners trying to keep an eye on “the big picture.” They should discuss the ramifications of each of their decisions, not only for the near future but also, for the long run. Are resources of time, energy and money best spent on pursuing this option or that one or might they be wiser to conserve resources for other purposes? They must always remind themselves that just as they run the risk of looking back with regret if they do not pursue another treatment or repeat an as yet unsuccessful one, they also run the risk of regret if they try too much, too long, too often.
Avoidance of Regret: Ethical Considerations
Although avoidance of regret is a consideration for many infertile individuals/ couples in this country, it is a luxury for many others. Those who have the ability to look back and know they did everything humanly and technologically possible to achieve a pregnancy, are only a small percentage of the infertile population. The medical community may have the ability as well as the knowledge to treat most conditions that cause infertility, but unfortunately society is not constructed such that those who have the greatest need will necessarily reap the biggest reward.
Access to Medical Treatment for Infertility
The ethical principle of justice—the notion that societal benefits and burdens should be distributed fairly, without discrimination, and that those in need can have their needs met—is frequently overlooked when it comes to treatment for infertility. Unfortunately state laws and/or personal circumstances (age, marital status, and sexual orientation) may dictate how far some people can go in their quest for a biological child. These same circumstances can also determine what adoption avenues are open to some would-be parents. Until legislation or judicial precedent is established, physicians are often forced to make recommendations about treatment according to what their patients can financially afford and according to their personal code of ethics.
Financial Access.
Financial access to any medical treatment is a complicated issue. Because health care dollars are not unlimited, practitioners are often called upon to make determinations about who should be a beneficiary when supplies are short. Traditionally medicine has established systems for prioritizing who should have access to treatment and under what circumstances. For example, not everyone who needs an organ transplant will have one. Age, prognosis, financial constraints, or shortage of donors are all factors that may limit access to life saving treatments.
Infertility is not seen as a medical condition by most health insurance companies; consequently it is not a reimbursable expense for most people. Treatment for infertility has been likened to cosmetic surgery and is often viewed as unnecessary, even frivolous. Currently only ten states in the U. S have insurance mandates either to cover or to offer infertility treatment. In these states, if treatment is offered and not covered, then many people still will not benefit from a mandate because their employers have not opted for a plan that covers infertility. Unfortunately in the remaining forty states—most of the U. S.— there is no coverage. Even those states with mandated benefits do not provide coverage to those who are insured through public programs such as Medicaid. Similarly, in Canada, only one province has mandatory coverage for ART and there it is only for IVF in instances of documented tubal blockage. Thus many infertile individuals/couples who would make excellent parents do not have the option to seek medical care because the financial cost, especially if assisted reproduction is warranted, can be prohibitive.
Many consider this unequal access to treatment to be an injustice. However, the issue of financial access to treatment also raises the ethical question of whether any person/couple—regardless of circumstances—should be able to avail themselves of any treatment if another person (or agency) is paying the bill. For example, the odds of a woman delivering a baby from in vitro fertilization decrease substantially if she is over forty. After she is forty-five the success rates are almost zero. Other circumstances or diagnoses may lead to equally poor prognoses. The ethical question is whether it is reasonable for private or governmental insurers to cover the costs of an ART proce-dure—at close to ten thousand dollars a try—when the odds of success are so slim.
Access Based on Personal Criteria.
Physicians have always had the option of refusing to perform a treat-ment—abortion, for example—when the performance of it would be in violation of their personal ethical code. What is not as clear is whether a physician can refuse to treat a category of individuals based on his/her moral or religious beliefs, and whether refusal to treat is tantamount to discrimination and would therefore be subject to litigation. Many practitioners, for example, struggle with whether to treat single women, lesbian couples, and older women, (especially if their partners are even older than they). The age issue brings up the question of gender discrimination. Because most men are physically able to father children until old age—and many in fact do so—some ethicists and physicians argue that it is discriminating not to offer ovum donation to women who are physically capable of pregnancy.
Some physicians hold deep beliefs that a baby should be born to a married couple and they do not want to actively contribute to an ‘out of wedlock’ birth. Others do not have trouble in principle with the concept of single women having children as long as the mothers are young enough and well enough to care for the child and they have the financial means to do so. Some situations involving single women present even more complex ethical dilemmas for practitioners, such as when an older single woman presents for ovum donation, or a single woman with a history of cancer, or a history of severe mental illness, wants IVF treatment.
Many clinics refuse to treat lesbian couples; others open their doors providing there is a documented infertility problem; and still others will treat the couple even if all they require is donor insemination. There have been instances in which presumably fertile lesbian couples approached an IVF clinic asking for eggs to be retrieved from one woman, fertilized with donor sperm, and transferred into her partner: that way both women would have a stake in their child’s creation — one genetically and one gestationally. Different clinics have reacted differently to that request—some granting it and others refusing it.
Situations involving lesbian couples raise additional questions about access to treatment: whether insurance companies (in states and provinces where treatment is mandated) should be required to pay for treatment when a person is not technically infertile. Some would argue that by definition a lesbian couple is infertile (perhaps they have what might be called gender infertility) because neither has a Y chromosome and they cannot reproduce without medical intervention. Others would argue that infertility must be defined by a diagnosis and if there is no diagnosis there is no infertility.
The issue of age is a recent ethical dilemma for those in ART programs. The development of in vitro fertilization which made ovum donation possible now means that a woman can become pregnant at virtually any age. The questions facing medical ethicists, as well as those who treat infertile couples is: how old is too old to bear or to raise a child? The best interest of the unborn offspring comes into question when physicians offer ovum donation to women/couples in their fifties and sixties. Although death can and does occur at any age, it is far more likely that offspring born to women of advanced maternal age may lose one or both parents before they reach adulthood. Or, they may be forced to care for their geriatric parents when they are young adults and not in a position to do so.
There are many practitioners who claim that their responsibility is not to make judgments about how old a woman should or should not be when she gives birth, but rather to treat her if she asks for help in becoming pregnant. Many of these physicians acknowledge having helped women in their late fifties and early sixties bear children. Many other physicians and other practices, however, believe that it is not in the best interest of a child to be born to older parents, and they set age limits—usually forty-five or fifty as that is the very upper limit of natural childbearing—for their patients. Still other physicians agree to offer ovum donation to older women if they have husbands who are much younger, figuring that at least one parent will likely survive the off-spring’s childhood.
The issue of maternal age highlights the significance—and complex-ity—of the concept of justice. An important question is whether it is just to offer say, a fifty-five year old woman the same access to ovum donation as a thirty-five year old? Although the answer to this question may seem simple in the abstract, it becomes much more difficult in clinical practice. We have found that when we meet with real people with real reasons for seeking treatment, it is much more difficult to offer treatment to some and to withhold it from others.
The longing for a child is compelling and the losses associated with infertility are profound. In light of these harsh realities, both couples and their caregivers can be tempted to conclude that love and desire to parent are enough. Many tell themselves that if a child is deeply wanted and will be intensely loved, efforts should be made to create that child and to give him/her life. Unfortunately life (and parenting) are not so simple.
We have seen in this chapter that the realities of assisted reproduction are far more complex. The three central pillars of bio-ethics— autonomy, beneficence, and justice—call upon us to examine carefully our beliefs and assumptions regarding parenthood, identity, and the meaning and value of creating a life. Looking through this lens, we see—albeit sadly—that being wanted and being loved may not be enough. Focusing the lens differently, we see that autonomy, beneficence, and justice collide in this new terrain of assisted reproduction.
Today’s infertile couples embark upon a daunting journey. Deeply saddened by loss and exhausted by struggle, few have much energy left to face the ethical challenges that lie ahead. Some are propelled by their longing for a child and forge ahead without thinking too much about future consequences. However, many do find that the dilemmas they face mandate a slower pace and deep reflection. Those who find the patience and the courage to ask the questions are generally rewarded. For although the answers do not come easily, the process alone of soul-searching—of examining the myriad ethical questions in assisted reproduction—offers guidance, and hopefully, wisdom. It is our intention and wish that this book will provide a framework for examing these difficult questions and dilemmas, and for helping those who struggle directly with the unbearable losses of infertility to bear them with courage and hope.
2:In Vitro Fertilization
and the Assisted
Reproductive Technologies
In vitro fertilization forms the cornerstone of the new reproductive technologies. When Louise Brown, the world’s first IVF baby, was born in 1978, few people, if any, appreciated the range of reproductive possibilities that would result from this new technology. Once eggs could be removed from a woman’s body and fertilized outside it, the genetic and gestational components of motherhood could be separated. This separation produced an array of reproductive options: fertile women could provide eggs to infertile women who needed them; women could become gestational carriers for women unable to gestate their genetic offspring; and couples could give embryos they had stored and no longer intended to use to childless couples who would adopt them at the four cell stage. Furthermore, cryopreservation of embryos expanded reproductive possibilities even further, separating conception from pregnancy by months and even years.
Reproductive medicine has indeed come a long way, yet not everyone regards these technologies positively. Ardent feminists, for example, believe that the new technologies dehumanize and degrade women, and religious fundamentalists believe that they are an affront to God. What is clear, however, is that these technologies are here to stay, and they bring with them new dilemmas and decisions about family building.
Couples who begin the process of ART frequently look back and wonder how they got there. If they had been asked early on in their treatment process whether they would ever try IVF, many would have readily said no. Yet months or years later, these same couples find themselves in a new world of high-tech terminology and treatment, investing large sums of money, facing medical risks, and embarking on an even steeper emotional roller coaster than the one from which they recently disembarked. It is important to point out, however, that part of the emotional challenge of ART is that for many it feels like the end of the line—the last possible chance for having a child without third party assistance. For a small group of couples with hopelessly blocked or absent tubes, IVF really is their last medical resort. Yet for many other couples who are ART candidates, trying one or more of the new reproductive options does not mean that they cannot return to less invasive treatments. In fact we have seen couples who have conceived spontaneously after several failed IVF cycles or after a successful IVF pregnancy. Sadly, no one can predict who these couples will be.
In this chapter and the one that follows, we focus on those reproductive technologies in which only the prospective parents’ gametes (eggs or sperm) are used in order to be gestated by the woman and raised by the couple. We use the term assisted reproductive technology (ART) for the high-tech procedures in which superovulation is usually, but not always, a part of the process. This chapter will continue our discussion of the decision-making process, focusing on practical, medical, and financial considerations.
The ART Options
Many couples who decide to pursue an ART cycle find themselves bewildered by the various options. Although most lay people are familiar with the term IVF, few would be able to explain the difference between IVF and GIFT or ZIFT or TET or IUI, or any of the other variations of the new reproductive technologies. Some couples, depending on their medical diagnosis, are candidates for all of the procedures; others have only one or two options. Although much of an ART cycle is the same no matter what variation a couple is doing, there are some important differences. What they all share in common is the use of superovulatory medications (except in natural cycle IVF), and all (except IUI) involve an egg retrieval.
In vitro fertilization (IVF), the oldest of the new technologies, involves harvesting oocytes (eggs) from the ovaries (after the woman has undergone a regimen of ovulation inducing drugs) and inseminating each one in a petri dish with approximately 50. 000 sperm. (This mixing of eggs and sperm is what is meant by insemination). The sperm are carefully prepared by embryologists so that only the healthiest, most motile sperm are used. Two or three days later (depending on the clinic) the eggs that are fertilized (embryos) are transferred to the woman’s uterus. Although there is some variation, most clinics transfer three embryos to women under age 35, four embryos in women 35 to 40 and as many as five or six embryos in women over forty. Decisions about how many embryos to transfer are also influenced by embryo quality; statistically speaking, embryos that are higher quality have a greater implantation rate. If more embryos are transferred, it is more likely that pregnancy will occur, but unfortunately more embryos also increase the chance of a multiple gestation--producing a high risk pregnancy. Among the advantages of IVF are that fertilization can be visually confirmed and the quality of the resulting embryos can be assessed.
Cryopreservation (freezing) was a pivotal development in the field of IVF. Today, virtually all clinics performing IVF have facilities that enable them to cryopreserve extra embryos. Since many women, especially those who are younger, produce many eggs in response to superovulation—often more than a dozen—all the eggs that are retrieved can be inseminated, and the extra fertilized embryos (beyond the ones transferred) can be cryopreserved and used in subsequent cycles. It is important to note, however, that not all embryos qualify to be frozen; many stop dividing before the point at which they can be cryopreserved, or they are too fragmented, or their quality is compromised.
Gamete intrafallopian transfer (GIFT) involves retrieving eggs and placing them directly into the fallopian tubes with large numbers of sperm. The eggs and the sperm are placed into the tubes almost immediately after they are retrieved via a laparoscopic procedure. The primary advantage of GIFT is that fertilization occurs in the tube, its natural site, which is assumed to be a better incubator than a petri dish.
Another advantage of GIFT is that, as with IVF, extra eggs can be inseminated and cryopreserved for later use. When extra eggs from a GIFT cycle fertilize, it is presumed that fertilization occurred in the tube, but this presumption cannot be confirmed unless pregnancy occurs. When extra eggs fail to fertilize, however, one never knows what actually happened in the fallopian tube. It is possible they did fertilize even though the inseminated eggs did not. There are two reasons for this possibility: the best-quality eggs are always selected for the GIFT transfer and are thus more likely to fertilize, and the tube is thought to be more efficient than the petri dish and a more likely site for fertilization to occur.
There are many variations on both IVF and GIFT. ZIFT—zygote intrafallopian transfer—is a combination of IVF and GIFT. Eggs are retrieved and inseminated as they are for IVF. Instead of being transferred to the uterus on the second or third day after insemination, however, the zygote (the fertilized egg that has not yet divided) is placed in the fallopian tube approximately one day after insemination. ZIFT has the advantages of both IVF and GIFT: fertilization can be determined and the fallopian tube is used as the incubator. But it also has the disadvantages of both: it is more costly, it involves two days of procedures including a laparoscopy, and although fertilization can be viewed, the embryo quality cannot be determined after only one day. Other variations involve putting eggs, zygotes, or embryos into the uterus or tubes at different points in their development, utilizing different methods of retrieval and transfer.
Intrauterine insemination (IUI) is the simplest of the new reproductive technologies and the least costly, since it involves neither egg retrieval nor zygote or embryo transfer. Despite the fact that it is lower tech than the others, it is considered one of the ARTs because it usually involves superovulation and frequent monitoring in order to determine when ovulation occurs. In IUI when the timing is right, sperm that have been carefully prepared in the embryology laboratory are inserted directly into the uterus. Although fertility drugs are given, they are administered in smaller dosages in hopes of producing no more than three or four eggs. Another advantage of IUI, besides its lower cost and absence of a surgical procedure, is that it may involve less monitoring. Its disadvantages are that fertilization cannot be determined by observation, extra eggs cannot be harvested, inseminated, and the resulting embryos frozen, and, like the other ARTs, a multiple pregnancy may occur.
An IVF cycle in which superovulation is not induced is referred to as a natural IVF cycle. These cycles are offered by some programs and are appealing to many couples, particularly those for whom taking drugs is contraindicated by their medical history or those who are worried about long-term side effects. Natural cycles are physically much easier for the woman, and they are much less expensive, but the odds that the one egg is of good quality, that it will fertilize, that the resulting embryo will be of good quality, that it will implant and result in a viable pregnancy, are not as high as in a stimulated cycle in which three to five embryos may be transferred.
In a natural cycle a woman is monitored carefully, so that just before she is about to ovulate on her own, the (usually) one egg she produces is retrieved and inseminated with her husband’s sperm, in hopes that it will fertilize. Alternatively, the egg can be combined with the sperm and placed within an intravaginal capsule (in the hopes that fertilization will occur within the capsule). This latter procedure, developed by Dr. Claude Ranoux in collaboration with Dr. Gary Gross, is known as NORIF (natural oocyte retrieval and intravaginal fertilization.
With an alphabet soup of options, it is difficult for many couples to decide which ART treatment to try. Some are guided solely by diagnosis. For example, women whose fallopian tubes are blocked or absent have only IVF available to them. Similarly, couples with male infertility who want to determine whether fertilization can occur are probably best off doing IVF. If there is no fertilization, the couple may have the option to try ICSI (see next section). Women who have one or both fallopian tubes open are theoretically candidates for any of the ARTs as long as adequate numbers of sperm can be obtained from their partner. If the woman has not had a prior laparoscopy to view her pelvic area, GIFT, combined with diagnostic laparoscopy, may be the recommended treatment. This option allows the physician to view her pelvic area while at the same time performing a procedure that may yield a pregnancy. Additionally, if enough eggs are obtained, extra eggs (beyond those put in her tubes) can be inseminated to see if they fertilize.
Different clinics prefer and may become more adept at different procedures. With the exception of conditions involving blocked or absent tubes, in which case the decision is clear-cut (IVF is the only possibility), research is equivocal about what works best for whom. Although physicians make recommendations based on their best judgments, the final decision rests with the couple, who must grapple with their choices. These final decisions may be based on medically minor but individually important issues. For example, a woman who does not tolerate anesthesia well may choose to avoid a GIFT procedure.
Microinsemination (ICSI) In the early days of in vitro fertilization, many IVF laboratories were not able to treat effectively even moderate, let alone severe, male factor infertility. Failed fertilization was common for such couples, who usually then turned toward donor insemination or adoption. Today, however, when a clinic’s best efforts still do not result in fertilization, couples can turn to microinsemination. Microinsemination of eggs and sperm is probably one of the most astounding developments that have arisen from in vitro fertilization, and the single most significant advance in the treatment of male infertility.
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