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Abstract

Sudden unexplained infant death (SUID) is responsible for 14% of Indiana’s infant mortality (ISDH, 2015a). The purpose of this qualitative research study was to describe parents’ experiences when death of an infant occurred suddenly and unexpectedly. Field deputies or social workers interviewed mothers or fathers from central Indiana during the child-death team investigations. The Thematic Analysis Program (TAP) from the Joanna Briggs Institute (JBI) was used to analyze interview data. Seventeen de-identified interview cases were extracted, and a meta-aggregate method was conducted. The three synthesized themes were Extreme Emotional Shock, We Feel Like We're to Blame, and Working Toward Moving On. Understanding these phenomena from mothers’ experience may assist in eliminating risks associated with infant deaths and inform nursing practice and policy.












When Baby Stops Breathing: Analysis of Parents’ Interviews
Mortality is an international measure of comparison and can indicate the health and longevity of a nation’s population. Infants under the age of one year may die from low birth weights, congenital anomalies, or unexplained sudden events. A salient statistic is infant mortality as related to maternal health, quality and access to medical care, socioeconomic conditions, and public health policies (MacDorman, Matthews, Mohangoo, & Zeitlin, 2014). A 2012 infant mortality comparison lists the United States at 6.1 infant deaths per 1000/births, Finland at 2.3deaths/1000 live births, and Turkey at 7.7 deaths/1000 live births (OECD, 2014).
Sudden unexplained infant death (SUID) is a broad term that includes Sudden Infant Death Syndrome (SIDS) as one cause. A SUID may be caused by accidental suffocation and strangulation in bed (ASSB) or classified as an unknown cause. A SUID is unexpected and may be investigated, which could include a death scene investigation, an autopsy, a review of the family medical history, and a maternal/caregiver interview (Centers for Disease Control and Prevention (CDC), 2015). ASSB is the leading cause of infant injury death resulting from soft bedding, infant wedging or entrapment, strangulation, and rollover from a person overlaying the infant (Ostfeld, Perl, Esposito, Hempstead, Hinnen, Sandler, Pearson, et al., 2006). 
In the United States in 2013 there were 3500 SUID cases, 45% of cases were categorized as sudden infant death syndrome, followed by 31% unknown cause, and 24% accidental suffocation and strangulation in bed (CDC, 2015). Because about so many infants die suddenly and unexpectedly each year, data are collected regularly on this public health issue. Sudden Infant Death Syndrome rates decreased in the early 1990s with the advent of the Back to Sleep program but have leveled off (CDC, 2015). The Center for Disease Control and Prevention has created the SUID Case Registry in order to understand infant deaths on the national, state and local levels. Through the National Fetal Infant Mortality Review Program (NFIMRP, 2015) the CDC has attempted to standardize the information retrieved after each SUID case. States do carry out mortality reviews according to NFIMRP standards, and one state, Indiana, strives to improve infant mortality through the review and evaluation process.  Little qualitative information was obtained during these reviews. Maternal interviews by social services ensued when a SUID investigation was carried out. NFIMRP pointed out that maternal interviews could be key to better understanding infant mortality. 
Indiana had a 2013 infant mortality rate of 7.2/1000 for all races and 15.3/1000 for Black infants, demonstrating a large disparity between races (ISDH, 2015b). During 2009-2013 in Indiana, Black infants were 2.4 more likely to die than White infants (ISDH, 2015b). The gap between Indiana’s infant mortality rate for all races and that of the United States showed 60 more infant deaths in Indiana in 2012 (ISDH, 2015b). Specifically, SUID was responsible for 14% of Indiana’s infant mortality rate (ISDH, 2015b). 
Because SUID cases are systematically reviewed, data were available to study. Maternal interview data from central Indiana were extracted in order to examine the phenomena. Indiana has a higher than average risk for infant death therefore case exploration provided a rich data source. The purpose of our research study was to describe the parents’ experiences when death of an infant occurs suddenly and unexpectedly.   
Methods
A qualitative methodology was selected in order to describe the phenomena of infant sudden deaths. Phenomenology seeks to understand the context of lived experiences (Tilley & Long, 2014). A total of 17 Fetal Infant Mortality Review (NFIMRP) cases of Sudden Unexpected Infant Deaths (SUID) were examined, which included interviews of decedents’ mothers. For our study, we concentrated on maternal narratives when possible. In a few cases, the father of the infant was interviewed or the information was taken from the field deputy’s and/or the social worker’s report.  A convenience sample of 17 interviews was selected from central Indiana infant mortality reports, wherein interview data were confidential and interviewees were anonymous. The sample consisted of eight white individuals, seven African American, one Burmese, and one Mexican American. Mothers’ age, educational status and annual income are presented in findings.
Content analysis was conducted and linked with representative narrative illustrations. The Thematic Analysis Program (TAP) from the Joanna Briggs Institute (JBI), available through OVID Tools, was used to assist with data analysis (Wolters Kluwer Health, 2013). The software categorized participants’ lived experiences, and themes identified as categories were sifted and scrutinized. 
TAP, an organizational computer-based tool, was used to meta-aggregate qualitative evidence within the categories. Meta-aggregation was comprised of three phases. Phase 1 included extracting themes (Hannes & Lockwood, 2011), and in our study, the narrations provided illustrations. Phase 2 placed similar themes into categories with similarity of meaning, and the illustrations were aligned with categories of similar meaning. Finally, in Phase 3, a meta-aggregation with themes and concepts provided syntheses to inform professional practice (Hannes & Lockwood, 2011).
The philosophy of meta-aggregation emanates from a pragmatic tradition (Hanes & Lockwood, 2011), whereby each theme is linked to an informed action or behavior directing the clinician or field personnel. Like the concept of transferability, practitioners can become informed about phenomena under study and may carry out action.
	Saturation was noted when no new concepts rose from the data analysis. Rich and thorough patterns formed meaningful themes. A credibility check consisting of data validation and thematic dependability insured rigor of the content analysis and data interpretation. Institutional Review Board approval was not required, as de-identification of data had occurred prior to access by the authors.
Findings
The age of the mothers cases but for six of the cases, it was less than $20,000 annually. Insurance coverage during pregnancy was 77% Medicaid coverage averaged 24.5 years with a range from 18 to 36 years. In this sample, 41.2% of the mothers did not complete high school. The annual household income was not listed for most 
A total of 79 illustrations were identified from the maternal narrations. These illustrations were formulated into nine categories, and meta-aggregation resulted in three synthesized themes. Each meta-aggregated theme was determined through discussion and consensus among the authors. The three synthesized themes were Extreme Emotional Shock, We Feel Like We're to Blame, and Working Toward Moving On. 
Extreme Emotional Shock
The first meta-aggregated theme was “Extreme Emotional Shock” which did not seem surprising. The three categories of this theme were entitled as follows:  (1) 911…Help me! (2) Checking on my story, and (3) I was in shock that my baby died. 
911…help me! The category for this theme represented starting CPR. The number of parents who knew how to perform CPR was high. In some instances the 911 operator talked the parent, family member, or friend through CPR, but in most cases, the parent started the procedure. On mother stated, “I did CPR. I did what I was supposed to do.” Another explained, “I started to do CPR until the ambulance got there. A lady came out and told me he had died.” A different interview noted, “I called 911 and they talked me through CPR, but I knew he was already dead. He was so limp. . . My husband was running through the house just screaming, so I knew I had to hold myself together.” 
Checking on my story. Police and CPS were called as unexpected deaths outside of the hospital must be investigated. The mothers were shocked that their babies had died unexpectedly, but other things that happened during the event also shocked them. One mother stated, “I don’t want anyone to think I would do anything to a child. I don’t want everyone to ever think I would do anything to a child!” Another mother said, “After the death of my baby, I stopped working. A lot of police and homicide detectives were coming around . .  . .” Not all the stories of police and CPS workers were negative, as illustrated below:
They were very professional. The CPS worker interviewed us, and she was very 
nice. I was surprised though that when she came to my home; she didn’t look 
around very much. She just told us she had no concerns and the case would be 
closed. 
I was in shock that my baby died. Commonly, shock is handled in different ways, and the mothers interviewed who had lost their babies were no exception. Some mothers could not remember anything that happened from that day; others remembered minute details. One mother told the interviewer that she passed out every time someone tried to talk with her. 
We Feel Like We’re to Blame
The aggregated theme, We Feel Like We’re to Blame, was composed of three categories: (1) Not where s/he was supposed to sleep; (2) Naming the cause of death increases my guilt, and (3) It was our fault. Parents often felt that they were being told that the baby’s death was their fault.. 
Not where s/he’s supposed to sleep. Of the 17 reports that were reviewed, none of the infants was in a safe sleep position. One baby was sleeping in a swing that had been moved next to the mother’s bedside. Another baby was sleeping in the middle of a king-sized bed with the mother and father on opposite sides. One baby was placed on his back in the middle of a queen-sized bed with a baby blanket up to the waist. In this case, the mother found the baby face down and unresponsive in the morning. One baby fell asleep on the bed with mother, so the father placed pillows around the baby for protection. Several hours later, the father awakened and could not find the baby. The baby was found between the mattress and the footboard of the bed. A different mother explained,
 I had a crib for him that I put him in during the day, but he didn’t rest well in it. 
He slept better sleeping with me. The hospital told me not to put him in bed with 
me, but he rested better that way.  
One interviewer noted, “The bedroom had a large size bed with a crib next to it. The crib had stuffed animals and other stuff in it, but it did not appear that the infant slept in it. The crib was quite comfy, though, for the stuffed animals.” One mother said, “Normally he would sleep in his bed and on rare occasions he would sleep with us. Even my doctor said she slept with her baby. We had a crib and a bassinet and a cradle.”
Naming the cause of death increases my guilt. The majority of the FIMR reports listed the autopsy notes with cause of death and contributory findings. Some of the common causes of death listed were as follows: positional asphyxia; respiratory failure due to compression asphyxia; SUID; sudden infant death syndrome (SIDS); and sudden unexpected death in infancy (SUDI). Secondary conditions listed were (a) unsafe sleeping condition; (b) unsafe sleep position; (c) baby found unresponsive in/around adult bed; (d) unsafe sleep position and bed sharing; and (e) unsafe sleep position (face down), bed sharing, and co-sleeping on air mattress. Interview data showed that mothers felt that comments on the death certificate and autopsy notes were guilt inducing. 
It was our fault. With a call to 911 that an infant had died, the parents were frequently treated as though the death had been their fault. Police and Child Protective Services were called to investigate. One mother stated, “The investigator made us feel like it was our fault. I know he was just doing his job . . . .” Another mother pointed out, “I remember the policeman took me in his car to the hospital . . . he was asking me questions, and then he called the officer at the house that was with my husband and they talked and they said our stories matched.” A mother explained that she had called the coroner’s office because she had not gotten the death certificate, and the secretary “just told me ‘positional asphyxia.’ I wasn’t prepared to hear it right then. It sounded so blaming and makes me feel like they think we killed our baby.” Another mother read on the death certificate, “accidental,” and those words really helped my husband and me.”
Working Toward Moving On
The third theme is entitled Working Toward Moving On. The mothers talked about how difficult it was trying to move on after an unexpected infant death. They expressed that they are not only dealing with the grief of losing a child, but they are dealing with the feelings of guilt despair, and regret. In this aggregated theme, there were three categories: (1) I can’t talk about it; (2) One step forward; and (3) Support helps me get through.
I can’t talk about it. Women varied in terms of being able to discuss the incidents. One mother said, “I think I do want to talk to somebody at some point about all of this, but I’m not ready.” Mothers were not the only parent who had difficulty with losing a child. One mother spoke about the difficulty her husband is having, “My husband doesn’t talk about the death much because he’s the one who found our son. He doesn’t want to go to counseling, but I think if I go, he’ll go too.” One interview noted that finding the right person was also important. This mother related, 
The weird thing was the social worker who talked to us was very pregnant. It’s not her fault or anything, but I felt strangely offended by that. That one detail really stands out in my mind about that day. It seems like everyone around me is pregnant. It’s like torture in a way because it’s so emotionally painful, but at the same time it’s like a magnet between me and babies right now.
One step forward. The decision whether or not to have another baby and how soon were indicated by the mothers. One mother related, “After her death, my doctor did talk to me about using birth control. We are not using any birth control now to keep from getting pregnant because I want to get pregnant.” Another mother says that she is already four months pregnant, and “this time it is different. I am not so stressed out. My health problems are under control.”
Yet a different mother, who was pregnant, told the interviewer,
I am working now and am going to work until the baby is born. I am pregnant now. I thought it was too soon to get pregnant. The baby’s father thought it was too soon to get pregnant. We are happy, but are scared, too. We will try to avoid doing the same thing we did last time. We will probably watch over the baby all the time. We will do things differently. We will put the baby in the pack and play next to our bed.
Support helps get me through. Each time a call comes into the emergency department, a social worker and a pastor offer help in the bereavement process. Whether the family was physically or emotionally able to avail themselves of this support was often up to them.. Many families found support through their extended families or their religion. Others chose to heal as a couple, for the most part alone. One mother described her bereavement,
After the loss of my baby, I was offered photographs of my baby. I was offered keepsake items of my baby, and I was given information on burial arrangements for my baby. I was offered information on support groups. I feel my religion provided the best bereavement support. I didn’t attend a support group, go for individual counseling, or feel that a support group would be helpful to me. All I can say is that I miss my son very much. 
Another mother said that she did not have a church home, but her friends and family helped with the loss of her child. A couple told the interviewer that the bereavement people were wonderful stating:
 I loved the hand and foot molds. It was helpful to read other people’s stories. We did go to a group memorial service. My family and friends have been a big source of support, too. We’re starting an infant loss support group. The hospital has been really good about sending resources.
One mother related that her family had a funeral for her baby. “My family and our friends were supportive . . . my church has been there . . . the baby’s father and I can talk about the baby. My son doesn’t understand, but he knows that the baby died and is in heaven with Jesus.”
Each of the mothers described how she would do things differently, that is, how they have learned her lesson. One mother expressed, “I will never take the time I spend with my kids for granted again . . . I won’t let my baby sleep in a swing after this.”
Discussion
As a parent, losing a child is a catastrophic and life-changing event. No one expects to put a baby down for a nap or for the night and find that at some point that the baby has died. The mothers in the narratives were in shock when they found their babies. The literature confirms that mothers and other family members experienced extreme emotions with the death of infants. The pain of losing an infant has been described as a profound loss, a physical pain (Hooghe, Neimeyer, & Rober, 2012), and living in a black cloud (White & Walker & Richards, 2008). The grief that the mothers and families experienced often shocked others. The parents may be unable to function for long periods of times after the infants’ death (Wender, 2012). Others outside of the immediate family may not understand or will expect the family to complete their grief process and return to normal, but grief to this extent may continue significantly longer (Wender, 2012).
Of the 17 narratives reviewed, none of the infants was in a safe sleep environment at the time of death. This finding, along with autopsy results listing unsafe sleeping condition or unsafe sleeping position contributing to the death of their infant, increased feelings of guilt. The literature confirmed feelings of guilt of the parents and errors in bedding the child (Stead, 1999). 
All new mother were given information on Safe Sleep before they were discharged from the hospital, but not all mothers understood or chose to follow the information. Some informative practices may be in conflict with cultural values. For example, African American mothers tend to use softer bedding and may have misperception that soft bedding will be safer for their infant, protecting them from injury and/or falls (Ajao, Oden, Joyner, & Moon, 2011). In one study, African American women stated that sleep position or location was not important as long as the mother or father remained vigilant, staying next to or closely watching their infant (Nowak & Stevens, 2011). Indian mothers saw co-sleeping as highly valued in facilitating bonding with their infant and breast-feeding and ensuring that the child felt secure (Aslam, Kemp, Harris, & Gilbert, 2009). Other parents felt that the infant was not safe lying on its back, was not comfortable, and awakened easily (Eve, Colson, McCabe, Fox, Levenson, Colton, et al., 2005). Mothers needed to trust the messenger of the information. If the mother did not trust the healthcare professional, she was more willing to listen to her mother who shared the experience of placing babies incorrectly on stomachs (Miller, Fraser, & Moy, 2008).
Not every parent is able to get resolution over the death of their child, but they need to learn to live again. The length of time that it took for the mother to work through the grief process was individualized and dependent on many issues, including the timing and nature of the death (Belt, Kouvo, Flykt, Punamäki, Haltigan, Biringen, & Tamminen, 2012). Often, women with a perinatal loss developpost-traumatic stress disorder (PTSD) (Christiansen, Elklit, & Olff, 2013). Symptoms of PTSD included depression, anger, hostility, sleep disturbances, eating problems, headaches, and dizziness (Murphy, Shevlin, & Elklit, 2014). Women experiencing PTSD will need more than the usual support group. Many mothers who had experienced a SUID death reported that they would welcome their own death to end their suffering -- reuniting them with their lost child. Having other children was protective against suicide, and the mother tried to protect the children from grief (Harper, O’Conner, Dickson & O’Carroll, 2011), but unresolved grief inhibited the mother’s ability to attend to the new infant’s needs (Belt et al., 2012). Parents started to question the meaningfulness of their other relationships (e.g., spouse, God) or the meaning of their work and other activities. Until the parents remembered the meanings or created new meanings, the death infected all of life (Krueger, 2006). 
The majority of parents needed support to get through a SUID death. In most cases, the hospital that received the infant provided pastoral care and social workers for the parents, but frequently the family was not able to talk fully about what had happened to start the healing process. Literature about support groups described the need to be nurtured unconditionally and a caring presence so a parent(s) felt both understood and supported. As highlighted, the facilitator should know when to talk, when to listen, and when to be silent (White, Walker & Richards, 2008). Local and internet peer support groups provided a fellowship of suffering where everyone was uniquely qualified to discuss emotional, grief-related feelings (Aho, Paavilainen & Kaunonen, 2012). However, African American parents rarely chose to attend support groups, so other methods of support were necessary (Kavanaugh & Hershberger, 2005). As such, pastoral caregivers and/or social workers needed to continue follow up with the grieving family.
Implications for Practice
Drawing from the themes identified by JBI TAP utilization, nurses involved in cases of SUID should be aware that families are going through extreme emotional shock following an infant death, that they often have strong feelings of guilt, and that they need appropriate support to move forward. Parents had different responses following a sudden unexpected infant death. Some parents reported feeling as if they were in a fog, while others stated being very aware of the situation (NFIMRP, 2015). These were natural reactions and encompassed reactive depression brought upon by traumatic events (DBSA, 2015). Bereavement nurses should know symptoms of reactive depression and identify them as a normal part of the grieving process. Bereavement nurses should also be aware of community support resources for families. Support from friends, family, and religion, and a support group were named as means to healing (NFIMRP, 2015). 
Feelings of guilt often accompanied the extreme emotional shock experienced by parents of the deceased. Of the 17 cases, not a single infant was in appropriate bedding for an infant (NFIMRP, 2015). Parents are given information about “Safe to Sleep” (previously “Back to Sleep”) prior to leaving the hospital with their newborns, but some families fail to follow the recommendations. Nurses who provide discharge teaching need to place strong emphasis on the tenants of Safe to Sleep. 
In a study by Hogan (2014) and sleep-related infant deaths in St. Louis, socioeconomic maternal factors were investigated via case-controlled design. Findings noted that population-sensitive educational materials were necessary to prevent sleep-related deaths. In New Zealand, additional infant safe-sleep education was prioritized to special community groups including the indigenous people (Galland et al., 2014). These studies have pointed out that knowledge of the community is necessary in order to better provide tailored solutions that emphasize safe sleep.
. Indiana has many initiatives related to safe sleep such as Labor of Love, aimed at helping Indiana reduce infant mortality (ISDH, 2015). These programs educate health professionals so that they may inform parents about appropriate infant bedding and sleeping environments. Indiana’s infant mortality continues to be above the national average, one could question the effectiveness of the delivery method for safe sleep measures. Nursing should consider this a call to action to improve post-natal teaching as part of public health measures. 
Limitations
	A great deal of effort has been made to standardize the forms used when collecting data surrounding a SUID case as well as teaching those who collect the data. However, variation in what is collected, how it is collected, and what is deemed important enough to be documented differs from person to person. Not all SUID reviews have a maternal interview. The mother may refuse to be interviewed about something so painful. She may have moved, changed a phone number or not have a phone and be lost to follow-up. Those mothers who do agree to be interviewed may provide a very in depth or very superficial interview, which, at times, can be dependent on the quality of the interviewer. Another limitation is that only 17 SUID case were reviewed for this study. Finally, as with any qualitative study, the themes cannot be generalized to all populations but may be used to inform the nursing community about the themes found in the meta-aggregation. 
Future Research
	This study only brushed the tip of potential studies that could be performed regarding SUID. A limitation with the data from the FIMR forms is the accuracy of the data available. FIMR groups across the nation currently use different data collection forms. The National FIMR is working to develop a data collection form for all FIMR groups to use. This form will provide ease of obtaining data and information that will help community systems to take action.                                                                                                                                                                                                  
There are many research questions that beg further SUID investigation. One question might be “How do socioeconomic factors impact infant mortality?” We know that SUID can affect the poor and the wealthy, but low socioeconomic status is a risk factor. Another potential question is “What, when, and how is the best way to educate families about SUID risks and prevention for them to follow the recommendations. Safe to Sleep information is given prior to discharge following delivery, but there is questionable retention of education at that time. Moreover, Safe to Sleep education is not tailored to vulnerable populations. There are hospitals that have embraced the Cribs for Kids programs, even becoming Certified as a Safe Sleep Hospital as a Gold, Silver, or Bronze level. It will be important to know if SUID deaths decline in the areas where these hospitals are located. 
Conclusions
	Many families in this study were recipients of Medicaid, WIC and several had very low incomes. As mentioned, the St. Louis city study on socioeconomic factors affecting infant sleep-related deaths showed a significant relationship between maternal socioeconomic factors and infant sleep-related deaths (Hogan, 2014).  Prevention of infant mortality is a significant aspect for mothers with less financial means and unfavorable socioeconomic conditions. In one effort to reduce infant sleep deaths, Galland and colleagues developed a SUID risk assessment instrument and used it prospectively with 209 infants. Those infants with a high SUDI risk score were identified to receive priority education about safe sleep practices beyond standard care and the mothers were screened for signs of depression. Important to this effort was a robust effort to improve safe sleep teaching. There were no infant deaths during the course of this study. 
Meta-aggregation resulted in three synthesized themes of Extreme Emotional Shock, We Feel Like We’re to Blame, and Working Toward Moving On. Outstanding among the findings were caregiver descriptions, for example, I was in shock that my baby died and Not where s/he was supposed to sleep. Shaming was described from the mothers’ perspective “. . .  it sounds so blaming and makes me feel like they think we killed our baby.” Parents were dealing with the grief of losing children, but they were also exhibiting feelings of guilt, responsible for the deaths. The mothers did find support and moved forward emotionally. In the end, as one mother succinctly expressed: “I am pregnant now . . . we are happy, but are scared, too.”
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