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      Preface

      Ever since I began my training as a psychiatric nurse in the late 60s, I have been trying to understand why traumatic events such as deaths, 1 J major illnesses, and relationship difficulties seem to devastate some people and strengthen other people. This question has followed me over the years as I worked in mental hospitals, general hospitals, nursing homes, group homes, community treatment centers, and mental health clinics and as I worked with the mentally ill, mentally challenged young adults, emotionally troubled youths, physically ill women, adults seeking a divorce or dealing with depression, and, finally, with people who were grieving. I began working with the bereaved while serving as the Family Development Coordinator for the Family Service Association of Edmonton (now called the Family Centre) in the late 70s. In response to requests from people who were grieving and had nowhere to turn for support, I established a bereavement support program at the agency. Litde did I know what effect it would have on my life.

      Some of the people who came to the grief support groups were parents. Being a parent myself, my heart went out to these parents who had lost a child to stillbirth, a neonatal condition, accidents, illnesses, and suicide. Each loss was unique and devastating in its own way, and yet somehow these parents managed to get up every morning and, most days, to find a reason to go on with their lives. I could not understand how they managed to do this. To answer this question, I began to read all I could about grieving. In the course of my reading, I discovered an article by Cornwell, Nurcombe, and Stevens (1977), who described the grief experiences of Australian parents who had lost babies to Sudden Infant Death Syndrome (SIDS), something with which I was not familiar. On top of dealing with their grief, these parents were dealing with the fact that no one knew why their babies had died of SIDS. I wondered how these parents managed to survive this tragedy and whether any parents were strengthened by such a devastating loss. This question accompanied me to university, where I took every opportunity to explore it in the research papers I wrote as an undergraduate student in home economics. Even before I began my course work in the Master’s program in sociology, I knew what my thesis topic would be. I just had to understand how parents who lost a baby to SIDS survive. I knew that the only way I could do that would be to talk with those who had lived this experience. I am pleased to finally have the opportunity to share what I learned.

      Before getting into the study itself, I would like to describe what it was like for me to do this research. Although it took me a while to realize this, I eventually discovered that my research experience paralleled, to some degree, the parents’ grief experience. Like the parents who tried to rush their grief, I tried to rush the research process. Like the parents who had to learn that grief takes its own time, I had to learn that this kind of research cannot be rushed. Eventually, I learned to let my understanding unfold naturally rather than trying to force it.

      The parents’ journey into grief began when they conceived, delivered, and loved their new baby for without love and attachment there can be no grief. My journey began when I decided to do the study; I felt enthusiastic about what lay ahead. Like the parents who discovered that their baby required constant attention, I soon found that the study crowded into my personal life. I walked, talked, and slept with the study. In short, I became so obsessed with it that I set aside positive and distracting interests and relationships. Soon I felt overwhelmed. At first I thought it was because I had so much information to analyze. While it was true that it took some time to learn how to manage the interview data effectively, this was not the real problem. My problem was the emotional content of the interviews. The pain behind the words on the tapes and pages of transcripts soon began to overwhelm me.

      As I listened to the parents’ stories, first in person and then on tape, I began to feel devastated by the parents’ stories of finding their baby dead, of considering suicide, of struggling to survive. I had entered the parents’ nightmare, and for a time, I could not find my way out. I wondered whether I could ever function as a detached researcher. But, like the parents, I had good days and bad days. On the good days, I tried to carry on with the research, dutifully coding and writing about what I saw in the data and in myself. On the bad days, I struggled for control of the research process and my emotions. When I tried to force an objective stance so I could be productive, I usually had to give up and just let myself feel. The pain of what these parents had been through made me fall apart. Ashamed of what was going on, I kept this “yo yo[ing]” a secret from everyone but my family. Like the parents, I kept trying to understand the cause of the problem. Initially, I blamed myself and decided that I was not cut out to do this kind of research. Gradually, I learned to be kinder to myself. I decided that living inside the parents’ experience was teaching me more than I could have learned any other way. Like the parents, I kept trying to make sense of everything that was happening to me.

      Once I understood the logic behind my apparent inability to function, I began to feel better. Gradually, I learned to let go. When I gave myself permission to stop fighting to control my emotions, their intensity seemed to subside. Soon I could work at the theoretical level. This proved to be easier than letting go of my need to understand everything about this experience. In addition to feeling the parents’ pain, my obsessive curiosity slowed me down as well. My curiosity also drove me to continue to analyze and understand more and more of the parents’ experience.

      I did not let go of everything though. Like the parents who chose to maintain a strong connection to their baby through “do[ing] for,” I still feel a strong need to care for parents who are still struggling with their grief. When I had almost completed the data analysis, I agreed to act as the advisor for the local parent support group, something I am still doing to this day. Like the parents who were changed by the death of their baby, this research project changed me, too. Despite the pain I had to endure along the way, the journey was worth it.

      One reason many of these parents agreed to participate in this study was to help newly bereaved parents and helping professionals understand what this experience was like. I am happy to have been a part of bringing these stories to light.

    

  
    Chapter 1
Understanding SIDS and Its Impact

    
      UNDERSTANDING SIDS

      Every year hundreds of Canadian families (Statistics Canada, 1994) and thousands of American families (Valdes-Dapena, 1991) experience an “unpredictable, unpreventable, and unexplainable tragedy” (Valdes-Dapena, 1991, p. 11): Their apparently healthy baby dies of Sudden Infant Death Syndrome or SIDS as it is commonly known. The most common cause of death for children between the ages of 1 week and 1 year, SIDS is defined as


      
        the sudden and unexpected death of an infant who has seemed well, or almost well, and whose death remains unexplained after the performance of an adequate postmortem investigation including an autopsy, examination of the death scene, and review of the case history. (Valdes-Dapena, 1991, p. 3)

      

      

      As this definition indicates, the diagnosis of SIDS requires the involvement of both police and medical experts. The police must be involved because they investigate all sudden and unexplained deaths. They begin their investigation by first noting the circumstances of the death. Then they examine the baby and scene of death for evidence of “accidents and child battering” (Valeriote & Fine, 1987, p. 202). They also question the parents. Once the police rule out physical harm as the possible cause of death, they turn the investigation over to a pathologist. Using an autopsy as the primary investigative tool, the pathologist examines the body for signs of undetected abuse, congenital problems, and illness. If there is no indication of a problem “sufficient to cause death” (Hillman, 1991, p. 23), then the pathologist certifies that the baby died of SIDS. This diagnosis merely excludes all other reasonable explanations (Zielke et al., 1989); it does not explain how or why the baby died. It just gives the mysterious killer a name.

      Nevertheless, legal and medical authorities, family doctors, ministers, and others often assume that this diagnosis settles the question of why the baby died. People expect parents to accept the diagnosis, quickly grieve the loss of their baby, and get on with their lives. The problem is that many parents refuse to believe that an apparently healthy baby can die for no reason at all. For their own peace of mind, parents need to understand the reason for their baby’s death. As long as the actual cause of SIDS remains unknown, parents will continue their own secret inquiry into their baby’s death (Fetus and Newborn Committee, 1983). This inquiry may affect the nature of the parental grief process.

    

    
      DEFINING THE RESEARCH PROBLEM

      For many years researchers paid little attention to the impact that a SIDS death has on the individual survivors: the parents, siblings, and grandparents of these babies. Instead, researchers focused their energies on the search for the cause of SIDS. Then, in 1969, Bergman, Pomeroy, and Beckwith published one of the first articles about the problems of families who had lost a baby to SIDS. Entitled “The Psychiatric Toll of the Sudden Infant Death Syndrome,” the article reports on the authors’ observations and interviews with 225 families. Since the publication of this article, many other researchers have explored various facets of this unique and devastating grief experience.

      Unfortunately, instead of trying to understand the nature of this experience over time, many researchers have tried to quantify and compare the parents’ pain. As a result, much of the information about what it is like to lose a baby to SIDS is fragmented, disconnected, time bound, gender biased, and emotionally detached from the parents’ pain. Studies that do give families a voice often focus on a small period of time after the baby’s death. These results do not provide us with any information about how families deal with this tragic loss over the years. Generally, we still have much to learn about what it is like to lose a baby to SIDS. We know even less about how parents conduct their inquiry into the reason for their baby’s death and how these personal investigations might affect the parental grief process.

    

    
      DEFINING THE STUDY’S PURPOSE AND RATIONALE

      While parents attempt to deal with their grief, they meet a variety of professionals and nonprofessionals whose attitudes, comments, and behavior can greatly affect the parents’ ability to deal with their loss. For a variety of reasons, these professionals and nonprofessionals could benefit from knowing more about the unique issues and needs of parents who lose a baby to SIDS.

      First, parents have no choice but to deal with a variety of professionals. These include first responders (paramedics, firefighters, police, medical examiner’s investigators, emergency room doctors, and nurses) then ministers, funeral directors, family doctors, public health nurses, and, sometimes, counselors of various kinds. Because parents encounter professionals at the beginning of this painful experience, it is crucial that these professionals understand how their behavior affects the parents and what the parents need from them.

      Second, nonprofessionals who provide both formal and informal support to these parents could also benefit from understanding the complex issues underlying this experience. This group of helpers includes the board, staff, and volunteers of the Canadian Foundation for the Study of Infant Deaths (CFSID), volunteers for The Compassionate Friends (TCF), and the relatives, friends, and coworkers of the bereaved parents.

      Third, parents who lose a baby to SIDS can benefit directly from this study. The results can be shared in parent support meetings, information sessions, and through CFSID newsletters and conferences.

      With all these needs and people in mind, I designed a research study that


      
        	provides an opportunity for individual fathers and mothers to share their perspective on what it was like to lose their baby to SIDS;

        	uses the collective experiences of a number of parents to identify the unique but common issues that parents who lose a baby to SIDS must confront; and

        	builds on these collective experiences to develop a theoretical understanding of the grief process and the factors that affect the parents’ ability to cope with it effectively.

      

      

    

    
      CRITIQUING OUR CURRENT UNDERSTANDING OF THE IMPACT OF SIDS

      
        Review of the literature

        When a loved one dies, people experience varying degrees of emotional, physical, intellectual, spiritual, and interpersonal pain. We call this pain grief (Dershimer, 1990; Simos, 1979; Walsh Sc McGoldrick, 1991; Worden, 1982). Dealing with one’s grief means going through a process of gradually learning to live with a loss, integrating it into one’s life, and deriving some kind of meaning from it (Arnold & Gemma, 1991). Learning to deal with grief is hard work, but the grief that comes from the death of a child seems particularly difficult to bear.

        Of all the “threads of human connectedness” that bind people to one another (Lofland, 1982, p. 222), the most unique, intense, and timeless bond is the one that connects parents to their children (Klass, 1988; Knapp, 1986; Rando, 1986a; Rosof, 1994). Consequently, when a child dies, parental grief is difficult and painful no matter what causes the child’s death and no matter how old the child is at the time of death (Arnold & Gemma, 1991; Bolton, 1986; Day & Hooks, 1987; DeFrain, Taylor, & Ernst, 1982; Feeley & Gottlieb, 1988; Hutchins, 1986; Klass, 1988; Klass & Marwit, 1988; Knapp, 1986; Kupst, 1986; Lietar, 1986; Nichols, 1986; Rando, 1986a, 1986c; Riches & Dawson, 1996; Rubin, 1996; Sanders, 1986; Schmidt, 1986; Simos, 1979; Smith & Borgers, 1988; Sprang & McNeil, 1995; Worden, 1982). Research shows that the death of a child causes a “more intense grief reaction” than the death of either a spouse or a parent (Sanders, 1980, p. 309).

        Because “the sense of selfhood involved in parenting is a central part of [people’s] being” (Klass, 1988, p. 4) and because a child “is at once from the parent, part of the parent, and a separate self” (Arnold & Gemma, 1991, p. 47), the death of a child makes parents feel like they have lost a part of themselves (Klass, 1996). Rando (1986b) suggests that parents think of their children as “an extension of [them] selves” and “invest [their children] with a myriad of meanings, along with parental hopes, dreams, needs, and wishes for immortality” (p. 49). In fact, for many people, children symbolize a commitment to life itself. As George Bernard Shaw once wrote, “Life is a flame that is always burning itself out, but it catches fire again every time a child is born” (Wallis, 1965, p. 53).

        When an infant dies within the first year of life, the grief is especially difficult to bear. The death of an infant to SIDS, however, triggers one of the most severe parental grief reactions (Dyregrov, 1990). Parents experience significantly more intense early grief and more anxiety, anger, self-reproach, restlessness, sleep disturbances, and intrusive thoughts than parents who lose infants to either stillbirth or neonatal death (Dyregrov  &  Matthiesen, 1987b). Losing a baby to SIDS triggers the “most severe crisis [parents] have experienced in their lifetime” (DeFrain  &  Ernst, 1978, p. 987). Parents must find a way to endure grief that may last for the rest of their lives (Arnold  &  Gemma, 1991; DeFrain, Ernst, Jakub,  & Taylor, 1991; Rubin, 1985). Some never recover (DeFrain et al., 1991).

      

      
        Unique circumstances of a SIDS death

        Markusen, Owen, Fulton, and Bendiksen (1978) suggest that family members left behind after a baby dies of SIDS are the living “victims” of the syndrome (p. 277). These victims often suffer a traumatic and problematic “aftermath” (p. 277). To understand what contributes to the production of this difficult aftermath, Markusen et al. reviewed studies published between 1944 and 1975. Using their review as my foundation, I looked at more recent studies and reexamined some of the studies they reviewed. Like Markusen et al., I found support for four unique circumstances of the death that may contribute to intense parental grief reactions:


        
          	SIDS takes the lives of infants;

          	SIDS strikes suddenly and without warning;

          	sudden and unexpected deaths must be investigated; and

          	the cause of SIDS is not known.

        

        

        
          SIDS takes the lives of infants

          “The complex grief parents experience after the death of a child is in a sense a continuation of the complex dynamics by which attachment of the child was created and developed” (Klass  & Marwit, 1988, p. 31). Therefore, I explore the “complex dynamics” of the parent-infant relationship before discussing why the death of an infant creates such intense grief. The more central the attachment, the more intense the grief reaction (Bugen, 1983; Worden, 1982). I track the history of this attachment from before the baby is even conceived to the early months of life.

          
            The prebirth relationship

            With the arrival of effective family planning methods, most women can decide if and when they want to have a child. Consequently, a woman may begin a “pre birth relationship” (Stainton, 1985, p. 325) with her baby either when she first “conceives of” the idea of becoming pregnant (Winnicott, 1987a, p. 51) or when she begins to plan a specific pregnancy (Peppers, 1987). With confirmation of a wanted pregnancy, a “mysterious union” between mother and baby begins and intensifies over time (Bergum, 1986, p. 96). As the months pass and the baby makes its presence felt, “child and woman are truly one body,” creating a setting for an “intimate relationship that no one else [can] share” (Bergum, 1989, p. 58).

            First pregnancies change women’s identities, transforming them from women into mothers (Bergum, 1989). The “social process of identity construction” (Lovell, 1983, p. 760) occurs through the interaction of physical and emotional changes, the way others treat women when they are pregnant, and the experience of giving birth (Bergum, 1989; Lovell, 1983). Writing about her own experiences during pregnancy, Jackson (1992) says that for women


            
              pregnancy ends the illusion of autonomy. You are housing somebody else, a living presence. It’s a third party to the relationship long before the father suspects. He may sing to the baby and converse with your belly, but it’s just an idea, until the baby is born. For a woman, it’s already the root, the core around which she walks and dreams, (p. 35)

            

            

            Research confirms that, as Jackson (1992) suggests, mens relationships with their unborn children are more distant. Most men do not “define [themselves] as a father and the world around [them] in terms of [their] future fatherhood” (May, 1982, p. 341) until about the twenty-sixth week of an actual pregnancy. This redefinition of self during the last trimester of the pregnancy occurs as expectant fathers begin to feel intellectually connected to their baby (May, 1979, 1982; Peppers  &  Knapp, 1980; Smith, 1983). Peppers and Knapp (1980) contend that unlike mothers fathers may not bond with their baby until it is born. On a practical note, perhaps many first-time fathers have difficulty connecting to or even imagining their baby any earlier because they have little experience caring for babies (Lewis, 1982; Soule, Standley,  &  Copans, 1979).

            Before the baby’s birth, expectant fathers can choose the degree to which they will be involved (Brazelton  &  Cramer, 1990). Even after making a commitment to their unborn baby and beginning to think of themselves as fathers, some men do not show their “sense of fatherliness” (Soule, Standley,  &  Copans, 1979, p. 261) by becoming emotionally involved with the pregnancy. Instead, they increase their commitment to their jobs or careers during the latter months of the pregnancy (Brown, 1987). May (1980) found three distinct styles of father involvement during pregnancy. “Observer” expectant fathers act like “bystanders” (p. 449), investing little emotional energy in the pregnancy or their unborn child. In contrast, men who adopt an “expressive style” become emotionally involved with the pregnancy; they consider themselves “full partners]” in the experience. Men who assume the “instrumental” style act like a “caretaker or manager of the pregnancy.” Although interested in making sure the pregnancy goes well, these men do not connect to the baby on an emotional level.

          

          
            The parent-infant relationship

            Both before and after a baby is born, family members begin “making [a] place” (Bright, 1992, p. 86) for the baby, both physically and socially. Bright calls the preparation of the baby’s spot in the house “nesting” (p. 86). Social space making includes: naming the baby, attributing the baby’s characteristics to others in the family, and welcoming the baby by giving gifts, speaking to or about the baby, and interacting with the baby. While Bright studied how parents and grandparents make a place for a first-born child, this concept seems equally applicable to families welcoming their next child as well. The point is that the arrival of a baby changes the dynamics of the family as everyone learns to make room.

            Parents are also forced to make time for their baby. Babies require constant and continuous care and attention: “What makes the transition to parenthood so unique, and for some parents especially frustrating, is the amount of attention that infants require” (LaRossa, 1986, p. 88). Because the need for attention is continuous, parental involvement must also be continuous. According to Lamb (1987, cited in LaRossa, 1988), parental involvement can be divided into three components: engagement (“time spent in one-toone interaction with a child”); accessibility (time spent being in “a less intense degree of interaction” in which the parent may be available to the child but is not focused specifically on the child); and responsibility (time spent physically and mentally being “accountable for the child’s welfare and care”) (p. 452). Someone must always be “on duty,” particularly during the early years of a child’s life (LaRossa, 1986, p. 90).

            It has been estimated that mothers assume about 90 percent of this responsibility (LaRossa, 1988), so they have many opportunities to interact with the baby. The seemingly endless and intimate tasks involved in feeding and caring for a baby can intensify the mother-infant relationship significantly, creating the potential for both increased satisfaction and increased stress in the maternal role. Many new mothers struggle to maintain their identity in the midst of the demands of motherhood (Jackson, 1992).

            In contrast, many fathers struggle to find a way to stay involved with their new baby. Although some fathers become interested, intensely preoccupied, and absorbed with their newborn baby, this intensity may wane over time (Greenberg & Morris, 1974). Within a few months, the level of involvement approaches a traditionally detached stance (LaRossa, 1988). Today’s fathers are more involved with their children than their own fathers were with them. Nonetheless, on average, fathers typically devote “only a fraction of the mothers’ [total time]” (LaRossa, 1988, p. 454) to direct and indirect child care.

            LaRossa (1988) suggests that when fathers are with their children, they are often “technically present but functionally absent” (p. 454). While caring for or playing with their children, fathers are often simultaneously involved in another activity, either mentally or physically. Detached caretaking reduces the potential for the intensification of the father-child relationship. Although modern fathers may want to be more involved with their children, many are not. The discrepancy causes men to feel “ambivalent and guilty about their performance as fathers” (LaRossa, 1988, p. 456). Those fathers who are intensely involved with their children may hide their involvement, fearing others might think their behavior is “unmanly” (Greenberg & Morris, 1974, p. 527).

            The way in which each new parent responds to a baby’s “invitation to love” (Rosof, 1994, p. 6) and is involved with caretaking differs in terms of timing, intensity, and activities. It follows then that mothers and fathers might also derive satisfaction from different aspects of their parental role. Scott and Alwin (1989) found that when parents speak about their positive parenting experiences mothers focus more on the immediate and intimate aspects of relating to and caring for their children. Fathers tend to celebrate their children’s achievements. In addition, motherhood can offer a feeling of personal fulfillment to women, while fatherhood offers men a feeling of accomplishment (Knapp, 1986).

            Despite the potential for rewards, in our society we have impossible expectations for both mothers and fathers. As Rando (1986a) says, “Parents are to be all-loving, all-good, all-concerned, totally selfless, and motivated only by the child and his welfare” (p. 9). Klass (1988) adds that we also expect competent parents to be able to protect their children from all harm. These expectations make it difficult for parents to admit to themselves and to others that sometimes they make mistakes and that sometimes they feel angry, frustrated, and ambivalent about their parental role and their own children.

            When parents commit themselves to caring for a new baby, they begin a new chapter in their lives. Some are ill-prepared to handle all the demands. Parenthood involves a commitment to helping children move away from “absolute dependence” to “lessening degrees of dependence, and [helping them] grope towards independence” (Winnicott, 1987b, p. 83). Each stage of a child’s development stimulates new and different parent-child issues. Rando (1986a) says there is a connection between these issues and the nature of parental grief.

            During the first year of life, children are completely dependent upon their parents to meet their every need (Rosof, 1994). Thus, two issues may arise for parents during this time: the feeling of immense and overwhelming responsibility for the baby’s well-being and the struggle to find time for oneself occasionally (Jackson, 1992; LaRossa, 1986). It may take parents several months to balance their needs and their children’s needs. With the complex meanings assigned to children, the high expectations of parenthood, the development of parental identities and roles, the unique and intense histories of the mother-infant and father-infant relationships, and the dependency related issues that occur for the parents during the first year of a child’s life, it is no wonder that the sudden death of an infant triggers an intense grief reaction.

            The literature offers further suggestions about why losing an infant may trigger such intense grief. First, babies are completely dependent upon their parents, making parents feel responsible for anything that happens to them. Therefore, when a baby dies, parents feel like they have “failed totally and completely” at their job (Klass, 1988, p. 15). Second, the death of an infant occurs at a time when physical and “psychological boundaries [between the parent and the child] overlap significantly” (Rubin, 1985, p. 347). This makes the death a physically and emotionally wrenching experience. Third, although parents in all cultures and times have experienced the death of their children (Smart, 1993-1994), people in modern Western societies no longer react to child death with what Bluglass (1993) calls “philosophical acceptance” (p. 59). In this time and society, “children’s deaths make no sense, have no precedents, are part of no pattern [and they seem] unnatural and wrong” (Finkbeiner, 1996, p. xiii). And when a baby dies, people believe that “the natural order of things [has been] disrupted” (DeFrain et al., 1991, p. 86). They use words like “untimely” (Dyregrov, 1990, p. 274) and out of the natural order (DeVries, Lana,  &  Falck, 1994) to describe such deaths. Finally, instead of receiving support for their grief, grieving parents may be socially isolated (Ford, 1993) and marginalized (Farnsworth & Allen, 1996). Instead of understanding the depth of their love for the baby, others may say that the parents “are lucky they did not have a longer time to become attached to [the baby] or…that they can have other children” (Rando, 1986a, p. 6) or “at least you’ve got your other children” (Zagdanski, 1995, p. 301).

            Since these issues are present whenever an infant dies (Nichols, 1986; Stinson & Stinson, 1979), they are not enough to explain the intensity of the parental grief reaction after a baby dies of SIDS. Exploring the unique circumstances of the death itself provides a better explanation.

          

        

        
          SIDS occurs suddenly and without warning

          SIDS strikes without warning, often during the night or while the infant naps during the day. Consequently, a SIDS death hurtles parents into grief; they have no time to prepare themselves psychologically (Arnold & Gemma, 1991; Bergman, Pomeroy, & Beckwith, 1969; Cornwell, Nurcombe, & Stevens, 1977; DeFrain et al., 1991; Dyregrov & Matthiesen, 1987b; Halpern, 1972; l’Hoir & Wolters, 1993; Markusen et al., 1978; Valdes-Dapena, 1991). At least parents who know their child is ill and likely to die can brace themselves for the emotional pain that lies ahead (Knapp, 1986; Kupst, 1986; Morrell, 1988; Stinson & Stinson, 1979). At least these parents can say their goodbyes to their child. As Taylor, DeFrain, and Ernst (1986) suggest, for parents who lose a baby to SIDS, there is no time for one last hug or kiss: “The sudden absence of the baby and the futility of the parenting role after the loss makes the situation seem more overwhelming” (p. 166). Additionally, a death due to SIDS shocks parents because they believe that “babies do not just die” (Arnold & Gemma, 1991, p. 53), especially apparently healthy babies. Therefore, right from the start this death makes no sense to the parents nor to anyone else. And that is exactly why the next unique circumstance of a SIDS death occurs.

        

        
          Sudden and unexpected deaths must be investigated

          In most places, “all instances of sudden, unexpected death are, by law, reported to the legal authorities, usually the medical examiner or coroner, who have the responsibility of determining the cause of death” (Guist & Larsen, 1991, p. 148). This requirement involuntarily puts the parents into contact with “a system with which they have probably never previously been involved, a system that generally investigates suspicious and criminal deaths” (Arnold & Gemma, 1991, p. 53). The professionals who represent this system and the “attitudes they convey to the family, that of blame or support, can have lasting effects on the parents” (Nikolaisen & Williams, 1980, p. 595).

          Initially, the police may suspect that the parents abused the baby (Arnold & Gemma, 1991; Lowman, 1979). Because of this suspicion and because some police do not know how to distinguish victims of SIDS from victims of abuse, police may treat parents like criminals (DeFrain & Ernst, 1978). In fact, if “parents have a lifestyle that is at variance with that of middle-class America, they may…be accused of child abuse” (Weinstein, 1978, p. 832). To rule out any suspicion of child abuse and to establish SIDS as the cause of death, a medical investigation is conducted. Only a pathologist can conclusively diagnose SIDS, and the only diagnostic tool is an autopsy. Some parents react negatively to hearing that an autopsy is necessary for diagnosis (Smialek, 1978). Others welcome it, hoping that it will provide them with “an explanation for the death” (DeFrain et al., 1991, p. 66). Unfortunately, once parents hear the results of the autopsy, they often feel angry and cheated. Because the diagnosis of SIDS merely means that the medical experts can find no explanation for the baby’s death, parents often continue to ask why their baby died. This takes us to the last and most unique feature of the SIDS loss experience.

        

        
          The cause of SIDS is unknown

          The “characteristic failure of the postmortem examination to provide a satisfactory explanation for the death” (Bergman et al., 1969, p. 102) significantly increases the pain and confusion of parents, siblings, and other family members (Arnold & Gemma, 1991; Cornwell et al., 1977; DeFrain & Ernst, 1978; DeFrain et al., 1991; DeFrain, Jakub, & Mendoza, 1992; Giljohann, 1993; Halpern, 1972; Mandell, Dirks-Smith, & Smith, 1988; Mandell, McAnulty, & Reece, 1980; Markusen et al., 1978; May & Breme, 1982; Rubin, 1985; Smialek, 1978; Williams & Nikolaisen, 1982). Because many people “need to believe in causes for human tragedy” (Lowman, 1979, p. 765) and no specific cause can be found for this one, everyone’s belief in a “rational and/or metaphysical model of the universe” (Cornwell, et al., 1977, p. 657) is severely shaken. Until they can find an explanation that makes sense to them, like parents whose children have been murdered (Klass, 1988), parents who lose a baby to SIDS feel vulnerable and unsafe (Attig, 1996; Dyregrov & Matthiesen, 1987c). Their whole world is turned upside down since “the death of a child destroys ready-made directions and comfortable truisms. Suddenly, ‘trustworthy recipes’ for both interpreting the world and interacting with others no longer work [and] thinking as usual is no longer possible” (Brabant, Forsyth, & McFarlain, 1995, p. 81). To restore a sense of order and predictability, many people try to create their own explanations for why the baby died (Bergman et al., 1969; Cornwell et al., 1977; DeFrain et al., 1991; Williams & Nikolaisen, 1982). Most of the explanations reflect the fact that parents “almost universally experience a feeling of ultimate responsibility [when their baby dies of SIDS]” (May Sc Breme, 1982, p. 61).

          When all four of these circumstances combine, it is no wonder that parents soon feel totally overwhelmed with grief and that they experience higher levels of psychological distress than parents who lose babies to stillbirth or neonatal death (Dyregrov, 1990; Vance et al., 1991). Some may even suffer from traumatic stress reaction (Raphael 8cMisso, 1993).

        

      

      
        Parental grief after losing a baby to SIDS

        
          Early individual reactions

          
            Emotional reactions

            Within minutes of finding their baby dead or being told that their baby is dead, most parents go into emotional shock (Bergman et al., 1969; Cornwell et al., 1977; DeFrain et al., 1991; Dyregrov, 1990; Nikolaisen Sc Williams, 1980). When the feeling of shock and numbness begins to fade, parents begin to feel many emotions, most commonly: “agonizing sadness” (Cornwell et al., 1977, p. 656); depression (Bergman et al., 1969; DeFrain et al., 1991; Dyregrov, 1990; Dyregrov & Matthiesen, 1987b; Price, Carter, Shelton, & Bendell, 1985; Rubin, 1993; Vance et al., 1991); anxiety (DeFrain et al., 1991; Dyregrov & Matthiesen, 1987b, 1987c; Raphael & Misso, 1993; Rubin, 1981, 1993; Vance et al., 1991); and anger, general irritability, and hostility (Bergman et al., 1969; Cornwell et al., 1977; DeFrain et al., 1991; Dyregrov, 1990). Many parents also begin to experience fear (Price et al., 1985). While some are generally afraid to be left alone in their homes, others specifically fear for the safety of their other children (Bergman et al., 1969; Cornwell et al., 1977). As their emotions fluctuate from moment to moment (Bergman et al., 1969), parents soon start to feel like they are losing control. Some fear they will soon go crazy (DeFrain, 1991; Dyregrov, 1990).

          

          
            Cognitive reactions

            Besides having trouble controlling their emotions, parents are disturbed by their thoughts. Troublesome thoughts in the early stages of their grief directly relate to the unique circumstances of death due to SIDS. Those who find their baby dead are often troubled by “intrusive thoughts of the discovery in the form of flashbacks” (Dyregrov & Matthiesen, 1987b, p. 109) and preoccupied with thoughts about their baby (Rubin, 1993). It is not uncommon for parents who have lost a baby to SIDS to experience intrusive thoughts, anxiety, and intense fear of further trauma—all indicative of a traumatic stress reaction (Raphael 8cM isso, 1993).

            Obsessive reviewing is another common cognitive reaction. No matter who finds the baby, it is not unusual for both parents to carefully review every aspect of their child care to see if they did anything wrong or missed anything that might have caused or contributed to the baby’s death (Cornwell et al., 1977; DeFrain et al., 1991). Parents are often overwhelmed by thoughts of self-reproach and guilt (Bergman et al., 1969; Cornwell et al., 1977; DeFrain & Ernst, 1978; DeFrain et al., 1991; l’Hoir & Wolters, 1993; Rubin, 1985).

            Within a few weeks of the baby’s death, parents may also be troubled by difficulties with concentration during the day (Bergman et al., 1969; l’Hoir & Wolters, 1993; Price et al., 1985) and with disturbing dreams about the baby at night (Bergman et al., 1969; Cornwell et al., 1977; l’Hoir & Wolters, 1993). At first, some just cannot accept that their baby is dead, but when the reality of the baby’s absence hits them, grief overwhelms them (Bergman et al., 1969; DeFrain et al., 1991; Lowman, 1979). Fearing that they cannot control their crazy thoughts, some parents worry that they might be “going insane” (Bergman et al., 1969, p. 102). SIDS is beginning to take its “psychiatric toll” (Bergman et al., 1969, p. 99).

          

          
            Physical reactions

            In addition to feeling like they might be going crazy, parents may also feel physically ill. They may experience: dizziness, sleep problems, stomachaches, headaches, appetite loss, and fatigue (Bergman et al., 1969; Cornwell et al., 1977; Dyregrov, 1990; Dyregrov & Matthiesen, 1987b; DeFrain et al., 1991; l’Hoir & Woltman, 1995; Lowman, 1979; Price et al., 1985). Some parents also suffer from chest pain (Dyregrov, 1990) or what they call “heartaches” (Bergman et al., 1969, p. 102). As Dyregrov (1990) points out, these physical reactions suggest a highly aroused sympathetic nervous system. Additionally, breastfeeding mothers often experience intense pain as “their breasts fill with milk” (Arnold & Gemma, 1991, p. 50) for a baby that is no longer there. To relieve this pain, the mothers take medication or express their milk, only to pour it “down the kitchen sink” (Zagdanski, 1995, p. 300).

          

          
            Spiritual reactions

            When parents lose a baby to SIDS, life may lose all meaning (Wheeler, 1993-1994), making everything seems useless and pointless (Bergman et al., 1969; Cornwell et al., 1977; Dyregrov, 1990). Feeling overwhelmed and severely disoriented, some parents question whether life is worth living at all. Thoughts of suicide occur to some parents, more often mothers than fathers (Cornwell et al., 1977; DeFrain et al., 1991). Some parents lose their faith in God entirely; others lose their faith temporarily; still others rely heavily on their faith to get them through this crisis (DeFrain et al., 1991). Thearle et al. (1995) found that parents who were regular churchgoers before their baby’s death experienced less anxiety and depression after the baby’s death than nonattenders. This might explain why parents who possess some kind of faith or “preexistent reality structure [that] accounts] for a child’s death” are less troubled by their child’s death than those who do not have a readymade explanation (Braun & Berg, 1994, p. 114). Nonetheless, even parents with a strong faith find themselves asking, “Why did God let this happen?” (Zagdanski, 1995, p. 300).

          

          
            Behavioral reactions

            Grief also affects parental behavior. Studies and personal accounts describe parental restlessness (Bergman et al., 1969; Cornwell et al., 1977; DeFrain et al., 1991; Dyregrov & Matthiesen, 1987b; Price et al., 1985). Some parents keep searching for their baby and doing things as if the baby still needed their attention (Bergman et al., 1969; Cornwell et al., 1977; DeFrain et al., 1991). Mothers struggle to stop thinking and acting like mothers, to stop “worr[ying] about [their] baby lying out in the cemetery. Alone. Cold. Afraid” (Zagdanski, 1995). To avoid the constant reminders of their baby and the intrusive memories of finding the baby dead, many parents just want to move away (Bergman et al., 1969; DeFrain & Ernst, 1978; Lowman, 1979). Over half the parents who participated in the Price et al. study (1985) moved shortly after the baby’s death, half within the first month.

            Some parents weep almost continuously; they cannot function effectively. Others perform all their duties without any sign of their inner pain (Cornwell et al., 1977). Many feel no interest in social activities; some begin to experience difficulties at work. Women often feel uncomfortable in the presence of pregnant women (Price et al., 1985). To deal with their insomnia, parents may begin taking sedatives (Vance et al., 1993). To block the pain, some parents increase their smoking, drinking (Vance et al., 1993), and “self injurious behavior” (Lowman, 1979, p. 674). Some actually attempt suicide (Cornwell et al., 1977; DeFrain et al., 1991).

          

        

      

      
        Research issues

        After reviewing these findings, what we have is a list of the ways in which grief affects parents emotionally, cognitively, physically, spiritually, and behaviorally. A list of reactions does not tell us how these parents cope with their grief. It does not tell us how parents make the transition from being overwhelmed by their grief to living a “normal life” again (Cornwell et al., 1977, p. 658). Finally, we do not know why some parents grow stronger while others never recover from their baby’s death (DeFrain et al., 1991).

      

      
        Parental guilt

        
          The pervasiveness of guilt

          Bergman et al. (1969) were among the first to notice the “pervasiveness of the parental guilt reaction” (p. 99) among SIDS parents. Their observation has been repeatedly confirmed by other studies (Carroll Sc Shaefer, 1993-1994; Cornwell et al., 1977; Dyregrov Sc Matthiesen, 1987b; DeFrain Sc Ernst, 1978; DeFrain et al., 1991; Halpern, 1972; Lowman, 1979; Mandell et al., 1980; Mandell Sc Wolfe, 1975; Markusen et al., 1978; Price et al., 1985; Rubin, 1985; Williams Sc Nikolaisen, 1982).

          Although many grieving parents struggle with guilt (Johnson-Soderberg, 1983; Miles Sc Demi, 1986; Peppers Sc Knapp, 1980; Rando, 1985), parents whose children die suddenly seem to experience it more often and more intensely (Dyregrov, 1990). Johnson-Soderberg (1983) found that parents whose child died suddenly (some of SIDS) made close to three times as many guilt statements during interviews as parents who had known that their child was dying. When compared to mothers who had lost infants to a variety of other causes, guilt “penetrated the very core of the existence” of mothers who had lost babies to SIDS (Peppers & Knapp, 1980, p. 37). Guilt is “an overpowering and dominant feature of the entire grieving process” (Peppers Sc Knapp, 1980, p. 37) for parents who lose a baby to SIDS. It becomes almost “inescapable” (DeFrain et al., 1991, p. 77).

        

        
          Sources of guilt

          Many parents know it makes no sense for them to feel responsible for their baby’s death, especially once they start to understand more about SIDS. Nevertheless, many parents continue to feel guilty. Feeling guilty is “a source of dissonance” because it is “at variance with their intellectual knowledge of how they ought to be responding, and at odds with their knowledge of the syndrome itself” (Rubin, 1985, p. 350). Why then do parents continue to feel guilty, sometimes for the rest of their lives?

          Bugens (1983) two-dimensional model helps to explain variations in the intensity and duration of grief. Indirectly, it also sheds some light on parental guilt after a baby dies of SIDS. Bugens first dimension concerns the centrality of the lost relationship. The more valued the lost person, the more intense the grief. The second dimension is belief in the preventability of the death. Bugen predicts that the most intense grief reactions will occur when people lose a special loved one and when they believe that somehow they “contributed to the death, either directly or indirectly” (p. 360). The determining fact is the “perception of preventability” (p. 357), not the reality of the situation. This describes the situation for many parents who lose a baby to SIDS.

          Other authors support Bugens preventability dimension. These authors (Carroll & Shaefer, 1993-1994; Cornwell et al., 1977; DeFrain & Ernst, 1978; DeFrain et al., 1991; Dyregrov, 1990; Lowman, 1979; Mandell & Wolfe, 1975; Markusen et al., 1978; May & Breme, 1982; Miles & Demi, 1986; Rubin, 1985) found that parents hold themselves responsible for the death of their baby, no matter what the realities of the circumstances. Additionally, Mandell et al. (1980) found that some grieving fathers feel guilty about being minimally involved with the baby while he or she was alive. When the baby dies, these fathers realize that they did not make the baby a central part of their lives; they also realize that they will never get another chance. This realization contributes to feelings of guilt.

          The unique circumstances that surround a SIDS death also set the stage for parental guilt. Without an adequate explanation to prove that they are not responsible, parents examine and reexamine every aspect of their care, looking for the one thing that might have caused their baby’s death (Cornwell et al., 1977; Dyregrov, 1990). Some parents experience “secret guilt movies’” (Johnson-Soderberg, 1983, p. 60)—a continual replaying of the discovery scene that makes them feel like they are going crazy. This is complicated by the fact that police may treat parents like homicide suspects. Since no one can prove who or what caused the death, parents often decide they must be guilty of inadvertently causing their baby’s death (Markusen et al., 1978).

          Bergman et al. (1969), Bugen (1983), Lowman (1979), and Markusen et al. (1978) believe professionals can prevent or reduce parents’ feelings of guilt by carefully explaining to parents everything there is to know about SIDS. Even after parents hear a detailed explanation, however, they may still say, “SIDS just isn’t enough of an answer” (DeFrain et al., 1992, p. 169). What more do they need?

        

      

      
        Parents’ explanations

        Parents seem to need a “concrete answer” (DeFrain et al., 1992, p. 169) to their question, Why did our baby die? They need an explanation that “makes sense” to them (Cornwell et al., 1977, p. 658). The baby’s death causes the parents to have “an insecure feeling that [other] things can be taken away,” too (Cornwell et al., 1977, p. 658). So, without a definitive or acceptable explanation from anyone else, parents begin to construct their own.

        Many parents believe the real cause of their baby’s death was suffocation (Bergman et al., 1969; Cornwell et al., 1977; DeFrain et al., 1991, Williams & Nikolaisen, 1982). Other concrete parental explanations include: choking, unsuspected illness, sibling caused death, hemorrhaging, brain virus, air pollution, atomic testing, freezing, reaction to shots, baby cried self “to death” (Bergman et al., 1969, p. 102); neglect, injury, birth defects, maternal error, and allergies (Williams & Nikolaisen, 1982); and the baby forgot to breathe, had a respiratory illness like a cold or pneumonia, or was born prematurely (DeFrain et al., 1991). Most of these explanations hint at parental self-blame or the need to blame another. But these are just physical explanations for the death; parents often look for other explanations as well.

        Parents also look for metaphysical or religious explanations (Cornwell et al., 1977). Some decide that God took their baby (DeFrain et al., 1991). While this thought makes some parents question God’s nature and wisdom (Cornwell et al., 1977; Zagdanski, 1995), others believe in a punishing God (Williams & Nikolaisen, 1982) or a God that would take their baby as a test of faith (Cornwell et al., 1977). Some parents choose to believe their baby was fated to die or died because of bad luck (Williams & Nikolaisen, 1982).

        
          Research issues

          These studies suggest that parents create many possible explanations for their baby’s death; most explanations reflect the acceptance of parental responsibility. How then do they decide which one to accept? What criteria do they use to make this decision? Is this decision made just once or twice, or do parents keep changing their minds about why their baby died? And what makes them change their minds?

          Cornwell et al. (1977) provide us with some clues about how to answer these questions. Fortunately, besides administering questionnaires, these authors also interviewed the parents three or four times during the first year after the baby’s death. Rather than subjecting their interviews to rigorous analysis, however, Cornwell et al. merely summarize the issues. Nonetheless, the issues they identify are very telling. This study hints at the existence of an explanation-seeking and guilt-reducing process that parents work through over time. The following quotes from Cornwell et al. hint at this process:


          
            Parents often initially [emphasis added] felt guilty and thought that the death was their fault, (p. 657)

            Attempts were made to fit the event into a rational and/or metaphysical model of the universe. The parents struggled with attempts to make sense [emphasis added] of a sudden inexplicable disastrous event. In this country, parents expect their babies to live. When this confident expectation is shattered, a massive revision may take place in their understanding of what the world is about, (p. 658)

            Parents attempted to maintain [emphasis added] their belief in a benign God, and several convinced themselves [emphasis added] that the child would have been physically, intellectually or morally defective, had it lived, (p. 658)

          

          

          This study suggests that parents work hard to construct their explanation: they construct several possible explanations over the course of a year; they struggle to decide which one to settle on; they have to resolve some inner conflict in the process; and parents feel stressed until they can resolve their conflict. The Cornwell et al. study provides a fresh perspective on parental guilt. Although this study was reported in 1977, no one has investigated this subject further. This important topic warrants further investigation.

        

      

      
        Gender differences

        There are many studies that examine the differences between the experiences of grieving mothers and fathers. On average, paternal grief seems less intense and shorter in duration than maternal grief (Bohannon, 1990-1991; Cornwell et al., 1977; DeFrain, 1991; Dyregrov & Matthiesen, 1987a; Irizarry & Willard, 1993). In their study of grieving parents (12% of the sample had lost a baby to SIDS), Lang and Gottlieb (1993) found that mothers experienced more difficulties and more intense reactions than fathers. One explanation for this might be that fathers seem to accept SIDS as the cause of their baby’s death sooner than mothers (Williams & Nikolaisen, 1982). Another explanation might be found in the work of Dyregrov and Matthiesen (1991), who found that mothers who remained at home experienced more distress than either employed mothers or fathers. This finding suggests that perhaps gender is not the only factor at work here.

        On average, fathers in the Cornwell et al. (1977) study took a little less than 4 months to feel like they had returned to “normal functioning” (p. 658), while it took the mothers just over 10 months. In contrast, Dyregrov and Matthiesen (1991) found that more fathers indicated that they were experiencing distress at 13 months follow-up than at 6 months.

        In the DeFrain et al. (1991) study, 93% of the participants said that “their way of coping was different from that of their spouse” (p. 104). While personality differences may account for some of this variation, several authors suggest that sex roles may also affect how parents deal with their grief (Cook, 1988; DeFrain et al., 1991; Dyregrov & Matthiesen, 1987a, 1991; Fish, 1986; Mandell et al., 1980; Rando, 1985). Dyregrov and Matthiesen (1991) also suggest that, generally, our society focuses more on the mothers needs and reactions, leaving the father’s needs “unrecognized” (p. 203).

        Mandell et al. (1980) observe that grieving mothers appear withdrawn. In contrast, other authors (DeFrain et al., 1991; Nikolaisen & Williams, 1980) found that instead of withdrawing many women cry openly and want to talk about their experience. Women are more likely to take advantage of the opportunity to share their grief with others. In contrast, “fathers’ grief often goes unarticulated [perhaps because] fathers have generally more difficulties in setting words to their emotions” (Dyregrov & Matthiesen, 1991, p. 202). On a practical level, most men seem reluctant to talk about their grief because they believe talking “won’t bring the baby back” (Mandell et al., 1980, p. 223). Instead of talking, men are more likely to: concern themselves with their wives’ well-being (Cornwell et al., 1977); increase their work involvement (Dyregrov, 1990; Mandell et al., 1980; Nikolaisen & Williams, 1980); assume the role of manager; suggest having another baby; and “intellectualize” their pain (Mandell et al., 1980, p. 222). Men are also less likely than women to participate in support programs (Mandell et al., 1980) or to ask for help from others (Dyregrov & Matthiesen, 1991).

      

      
        Research issues

        Sometimes what we learn about grief reactions in one gender stimulates questions about reactions in the other gender. Rubin (1985) found a “permanent presence of the child in the maternal experience” (p. 351). Do fathers also maintain an emotional connection to a “phantom child” (p. 351)?

        If not, why not, and how and when do they let go of the baby? Price et al. (1985) found that the younger the baby at the time of death, the more difficult the mother’s adjustment. Does the baby’s age affect the father’s adjustment in the same way? If fathers really do accept SIDS as the diagnosis more readily than mothers, why and how does this happen? What prevents mothers from accepting this explanation any sooner? And why might fathers return to normal functioning sooner than mothers? What contributes to this? Finally, why might women want to talk about their grief and why do men resist talking? Can we generalize to all men and women? Despite much research in this area, obviously many questions remain unanswered.

      

      
        Grief and the parents’ marriage

        
          Incidence of divorce

          “The death of a child may be viewed as a crisis point or pivotal point that either results in increased supportiveness within the marital relationship or in increased estrangement from ones spouse” (Price et al., 1985, p. 26).The baby’s death changed 90 percent of the marriages in the DeFrain et al. (1991) study. Many couples experience a severe crisis in their relationship. Some separate or divorce within the first year or two after their baby’s death (Cornwell et al., 1977; DeFrain et al., 1991; Mandell et al., 1980). Estimates about the divorce rate for these parents vary considerably. DeFrain et al. (1991) suggest the divorce rate is really no higher for these parents than for the general population, while Vance et al. (1995) found that after the death of a baby to SIDS, stillbirth, or neonatal death there is an increased likelihood of marital breakdown within the next 5 years. Parents who do divorce seldom blame the baby’s death; other problems are given on the legal papers, making it difficult to estimate the real incidence of divorce or marital breakdown caused by the death of a baby to SIDS. To date, no one has completed a longitudinal study of the divorce rates for parents who lose a baby to SIDS.

        

        
          Weakened relationships

          While some couples separate or divorce, others stay together, although their marriage is weakened, more emotionally distant, or in a state of crisis within months of the baby’s death. Vance et al. (1995) found an increase in marital problems over the 5 years following a baby’s death. The percentage of weakened but intact marriages varies from study to study: 35% of the men and 22% of the women in the DeFrain et al. (1991) study felt their marriage

          had been weakened; 33% of the couples in the Cornwell et al. (1977) study, 30% of the women in the Price et al. (1985) study, and 21% of the couples in the Mandell et al. (1980) study felt the same way. The types of marital problems include increased fighting, emotional distance, and even “a defined need for marital therapy” (Cornwell et al., 1977, p. 657). Dyregrov and Matthiesen (1991) found that the differences between how spouses were handling their grief seemed to peak at about 6 months, making this a most stressful time for the health of the marriage.

          Some marriages are in trouble even before their baby’s death: “Anything that was wrong [with the marriage] before [may be] augmented one hundredfold” (DeFrain et al., 1991, p. 198). Young parents with few problem solving skills may have had no previous experience with death and grief (Markusen et al., 1978). Consequently, they may not know how to talk about their grief and how to solve problems together. If a couple marries primarily because of a pregnancy and then the baby dies, then they may have little commitment to staying together (Mandell et al., 1980). But the death of a baby can strain even a solid and mature marriage.

        

      

      
        Grief and marital strains

        “Grief can be simultaneously both a shared and an intensely private experience” (Ranney, 1991, p. 59), partly because parents each experience (Lang & Gottllieb, 1993) and handle their grief in their own unique way. Many researchers assume that gender is at the root of this uniqueness (Cornwell et al., 1977; DeFrain et al., 1991; Mandell et al., 1980; Ranney, 1991; Williams & Nikolaisen, 1982). Riches and Dawson (1996) point to the difficulties that grieving parents have with sharing their grief since each has lost a unique relationship. To further complicate matters, some parents cannot understand or tolerate differences in the way people grieve. Instead, they try to change their spouse’s behavior. This leads to increased fighting and more misunderstandings (DeFrain et al., 1991; Nikolaisen & Williams, 1980; Rando, 1985). For instance, Miles (1975, cited in Nikolaisen & Williams, 1980) says that some men consider their wives to be “uncontrolled and weak,” while wives think their husbands are “uncaring” (p. 594). These kinds of comments may significantly increase marital tension.

        Grief also affects the way couples function as partners. Writing generally about parental grief, Rando (1985) says that often both parents have simultaneously lost their major source of support: each other. If couples cannot get past this problem, the partners may feel abandoned and increasingly lonely (Riches & Dawson, 1996), leading them to give less than positive evaluations of their relationship. Thirty-eight percent of the parents in the Cornwell et al. (1977) study said that their baby’s death had negatively affected their ability to function as a marriage partner. Grieving parents also have little energy because it is “spent trying to cope with the death” (DeFrain et al., 1991, p. 198). Soon husbands and wives have nothing “to give anymore, and when you’re not giving in a marriage at all times, that marriage can quickly fall apart” (DeFrain et al., 1991, p. 107).

        Grieving parents may also experience communication problems (Rando, 1985). Irizarry and Willard (1993) found that women are better than men at predicting what their spouses are thinking and feeling about the baby’s death and their grief. Although May and Breme (1982) suggest that couples should discuss their grief, many couples find it difficult to talk about their pain (DeFrain et al., 1991; Mandell et al., 1980).When one wants to talk, the other does not (Dyregrov & Matthiesen, 1987a). Couples may not even share their tears, perhaps because when one partner sees the other cry it causes both to cry. Cornwell et al. (1977) call this “resonating grief” (p. 657). Because of resonating grief, some partners start hiding their tears. It is difficult to tell whether this has a positive or negative effect on marriages. Dyregrov and Matthiesen (1987a) also found something similar. They called it “reciprocal emotional influence” (p. 12). These authors suggest that when parents trigger grief in each other it may be a sign that they need professional help.

        Grieving may also affect marital intimacy. Fifty-two percent of the respondents in the DeFrain et al. (1991) study reported that their sexual relationship had changed. Some spouses felt they were not functioning well as sexual partners (Cornwell et al., 1977). Shortly after the baby’s death, a woman’s interest in sex may become almost nonexistent, while her husband’s may increase significantly (DeFrain et al., 1991; Gottlieb, Lang, & Amsel, 1996; Irizarry & Willard, 1993). While men may find sexual intercourse provides them with a sense of release and a source of comfort, women may feel uninterested in sexual intimacy when they are grieving. This difference can certainly become another major source of marital conflict.

        As couples try to deal with their grief, they may also be trying to decide whether to have another baby. This can be a difficult decision at the best of times. If both partners are feeling raw and overwhelmed by their grief, then it can severely strain any marriage (DeFrain et al., 1991; Mandell et al., 1980). Boyle, Vance, and Najman (1993) point out that although doctors and counselors frequently recommend that grieving parents delay getting pregnant for at least 6 months after a child dies this may ignore what the parents want to do, making the decision even harder for them. Possible difficulties with making the decision (Irizarry & Willard, 1993), getting pregnant, carrying the subsequent pregnancy (Irizarry & Willard, 1993; Mandell  & Wolfe, 1975), the birth of a new baby, and then trying to care for and love this new baby while fearing its death can put strains on any marriage (Bergman et al., 1969; Cornwell et al., 1977; DeFrain et al., 1991). And what about the mothers continued connection to her “phantom child” (Rubin, 1985, p. 351)? As yet, we do not know if fathers share in the memories and “bittersweet current relationship” (p. 350).

      

      
        Strengthened marriages

        While it is true that many marriages are strained to the limit by grieving, many parents have the opposite experience: this crisis strengthens their relationship. Many couples feel more closely tied to one another (43% of the sample in Cornwell et al. [1977]; 51% in DeFrain et al. [1991]; and 60% of the women in Price et al. [1985]). Although studies have identified the strains that might cause marriages to “fragment” (Mandell et al., 1980, p. 223) after the death of a child, there is little about how or why couples in the same situation might become closer and stronger. Riches and Dawson (1996) suggest that being able to “share intense feelings through conversation” may be what draws grieving couples closer (p. 6).

        After a thorough review of the literature, I discovered only one reference specific to SIDS that presents some ideas about how families survive. Based on the comments and answers on questionnaires from individual parents (not couples), DeFrain et al. (1991) suggest that the following factors might make a positive difference: belief in God; “commitment, togetherness, and the ability to take turns being strong for each other” (p. 204); and the sheer will and desire to survive. These authors also suggest that effective communication within the family and with others outside the family makes a significant difference. Using individual and couple data from bereaved parents (SIDS parents included), Dyregrov and Matthiesen (1987a) found a positive correlation between a couple’s ability to talk about “what happened” and a feeling of closeness in the marriage (p. 7).

        To gather more information, I expanded my search to include studies about the marital issues of grieving parents in general. Again, most focus on the potential for problems and pain, not on the potential for strength and closeness (see Feeley & Gottlieb, 1988; Lehman, Lang, Wortman, & Sorenson, 1989; Valeriote & Fine, 1987). Riches and Dawson (1996) focus on the importance of talking about grief and the death as a key ingredient in reducing the sense of loneliness that often accompanies grief when a child dies. Although Schwabs (1990) study produced a very useful list and description of a variety of coping strategies used by grieving mothers and fathers, there was no attempt to examine how these strategies affected the marital relationships of these couples.

      

      
        Research issues

        There is an obvious and major gap in the research. To date, researchers have focused all their attention on identifying and listing the problems couples face when they lose a baby to SIDS. No one has studied couples who have successfully dealt with their grief while maintaining their relationship; no one has asked these couples to share their secret strategies. These couples must be confronted by the same grief-related problems as other bereaved parents. How do successful couples surmount these problems? How do they prevent grief from hurting their relationship? Why do some relationships become stronger and others become weaker? Couples whose marriages become stronger have much to teach us, and it is time someone asked for their help.

      

      
        Grief and children

        
          The death of an only child

          Before discussing how older siblings might be affected by the death of the baby, a few words about parents who lose their first and only baby to SIDS. Although SIDS takes fewer firstborn babies, it does take some (Hillman, 1991). Thirty-two percent of the mothers in the Price et al. (1985) study and 29 percent of the couples in the Lowman (1979) study lost their firstborn babies. Parents who lose their only child “experience a complete cessation of parental responsibilities, as well as gratifications, [and they] are forced to contend with a total lack of experiences reinforcing their former parental identities” (Rando, 1986a, p. 32), or as Talbot (1996-1997) put it:


          
            [The death of an only child] presents a severe challenge….A conflict arises between our wish to never forget our child, and the meaningfulness of our identity as a mother, and our reality of now living with no living child to parent, (pp. 178-179)

          

          
In contrast, parents who have other children still feel like parents, still have others treating them like parents, and still have someone needing them to act like parents.

        

      

      
        Research issues

        Most researchers ignore the differences that might occur in their findings when they do not pay attention to how many children bereaved parents have.
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