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Introduction
The Phil Strong Memorial Prize was gratefully received from the British Sociological Association, Medical Sociology Group for the academic year 2006 – 2007 to conduct research through exploratory focus groups about parent’s perspectives on grief and loss following stillbirth and neo natal death. As a postgraduate student entering the second year of a PhD and after having perused a great deal of literature, few sources of information about the meaning of the loss of a child emanated directly from parent’s themselves. Indeed, despite the attention given by several researchers to the uniqueness and individuality of infant death, difficulties have been found in identifying specific characteristics of the way parents grieve individually and as a couple following stillbirth and neo natal death (Lasker et al, 1991). Rather, accounts of loss and how best to live with loss has been advised by professionals who had never experienced such a loss themselves. Thus the focus of the groups and subsequent dissemination of data emphasised that parent’s are the experts of their own experience. For this reason, it is necessary to place in context a summary of the perinatal literature to provide the reason for the necessary development of the focus groups and the direct involvement of parent’s as agents of their own experiences and narratives of loss. 
Background
Twenty babies a day are stillborn or die within the first twenty - eight days of life in the UK (ONS, 2004). While it is still recognised that bereavement is a risk factor for a wide range of negative outcomes with ongoing effects (Ney et al, 1994, Theut et al, 1989)
there is limited empirical research on the consequences of stillbirth or neo natal death for the parents, or how best to support them. Indeed, despite the fact that birth and death signifies two separate events, in the case of stillbirth and neonatal death they are often seen as cancelling out one another. It is therefore assumed that there is no person to grieve for and consequently the individuality of the baby is denied and the death devalued (Lovell, 1997).  As a consequence parents often feel isolated when mourning for a child that few people knew (Jansen, 1993). However, there is limited empirical research about the everyday experiences of parents bereaved by stillbirth and neo natal death nor the similarities and differences between the experiences of the mother and the father.
Focus Groups

Six focus groups were conducted and were exploratory in format to open discussion surrounding the issues of stillbirth and neonatal death. The main objective of the groups was to elicit greater insight into the lived every day life of the mother and father following stillbirth and neonatal death according to the parent’s perspective. The focus group data also guided the ethical and sensitive format of in- depth interviews which form the main basis of the PhD research. The state of our knowledge is such that the only way to find out about the key issues is for people to tell their stories and it is this process that places the participant (the parent) at the centre of the research, in a process that empowers them to develop their narratives within the groups. A number of themes were generated by parents biographies of loss and grief and which formed the basis of the workshops where much of the data was disseminated.
Focus group themes
Themes of interest were explored on the basis of prior discussions and meetings with parent’s who have experienced the death of a baby and in sourcing particular literature pertaining to research of parents experiences of loss (See Lovell 1997; Mc Creight, 2006; Riches and Dawson 1997; Stinson, et al 2005; Thompson, 1997). Of particular concern is the view proposed by several authors (Leon, 2005; Lovell, 1997; Mc Creight, 2006) that the death of a baby represents an irony least expected since one (in the case of stillbirth) is giving birth to death. As Lovell (1997), vehemently argues from her research and observations of midwives approach to mother’s after the death of their baby in a London hospital, it is as though death cancels out the birth and as such parents experience of their baby is denied and their expression of grief forbidden unless shared within the confines of a mutually supportive group of parents who have also experienced the death of a baby.

Research Questions for discussion
This raises serious questions about the way in which parent’s are approached and supported in the event of the birth and subsequent death of their baby. These concerns are not confined to the maternity unit or indeed among community medical professionals [midwives, health visitors, GP’s). It is imperative to consider and explore the approaches and attitudes of a number of key people who share an infinitely closer relationship to either the mother or father (this has been explored among health professionals in the workshops which have followed). This concerns not only how parents react to one another’s grief within the marriage but also the support and sentiments offered by family, friends and colleagues both in the immediate and longer term. 
This is important in the context of exploring the experience of loss and grief from a parent’s perspective as Riches and Dawson (1997: 55), suggest, since we can begin to identify those cultural discourses to which parent’s make sense (or not) of their child’s death and reconstruct their damaged self identity.

The focus groups generated the following themes for analysis and discussion: - 
i. Professional attitudes and immediate experiences – parent  

[Group I and II mixed gender]
Literature and prior (to fieldwork) meetings with parents suggest that the attitudes and approach by key members of medical staff (radiographers, midwives and doctors) has an effect on the creation of memories and subsequent expression of grief following the death of a baby. Indeed the focus groups suggest that the way in which the baby and parent’s were cared for after the death were of vital importance and which could serve to validate not only the experience of the birth but the existence of the baby as a human being and as a son or daughter to the parent as either the mother or the father. Parents have spoken how they have been led through a sequence of events as though in a film which they suggest can at best be described as surreal. 

Yet a few simple words such as “she is beautiful, just like her Mummy” as opposed to: - “that one’s for the bin!” can either serve to validate the parent as a mother or father or as a failure whose identity is neither a mother, father or parent. One could suppose that these two events could not emanate from the same hospital or indeed ward, yet sadly they have and within the same year. This suggests a significant disparity in the care provided even within the same maternity unit and which has been referred to as the lottery of care which could be argued, exists across UK maternity units. 

Following this theme is a discussion of loss according to grief following a stillbirth or a neo natal death which is highly significant since it relates to the perspectives of care received whilst on the neo natal unit.

 Neonatal death

While the experiences of stillbirth can differ between each baby and their parents, the minutes, hours and days by which a child survives only later to die a neo natal death lends itself to a whole set of other circumstances for the parent. Perhaps, some of the themes which differ here to that of a stillbirth are that by virtue of the baby still being alive, a whole set of other issues are involved. 

Firstly, there are more medical professionals involved and memorable relationships which can evolve from this. Parents describe being treated with respect and with dignity by neo natal staff and have enormous praise for them and their ability to be empathic. For these parents, information about the baby is fed at every step of the way. Subsequently, they describe feeling involved, and are encouraged to be so in the decision making process. One parent has described what can be observed through the description of birth through to death in other parent’s narratives, and that is that parents are drip fed information to prepare them for the inevitable death of their baby. 

Thus, while hope diminishes and fear and terror increase over time for these parents with the reality that their baby will die, family and friends have an opportunity to meet the baby so that they too have a memory of what the baby looks like later to be reflected upon as much for the sake of the parents as themselves. There is also the invitation to stay at the hospital to be near the baby in the adjoining rooms so that the parents are away from the maternity unit and in their in their own world with the baby. This means that this is where family and friends can visit, and once the baby has died, where the parent can spend time with their baby.

The discussions describing the time and special moment of the death of the baby whether from stillbirth or neonatal death from the focus groups are very sad. Yet staff on the neo natal unit seemed better able to approach parents of the baby who is dying, and to also say how much that baby means to them as professionals compared staff in the care of a stillborn baby. 
Perhaps, because of a professional’s personal ability in these circumstances and to these parents at least, the very special time at the moment of death are remembered and treasured. I provide one example here with part of a father’s narrative to emphasise the point: -

Father of Baby Boy [ D]
Born and died after 12 days
Father describes the empathy of staff on the NNU and the time leading towards the death of his son  

RD It was A [wife] birthday and on the Sunday it was Father’s day so we said can we do it on the Monday? That NNU I can’t fault them. On that Father’s Day when I went in there was even a bar of chocolate to Daddy from D. It was little things like that shows that they …. Even the nurses there said this isn’t like  - this isn’t another baby that comes and goes it affects us. I think it did affect them as well, especially a term baby. To see a full term baby die like that, that is not an everyday occurrence is it? 

RD So the Friday when we said do not resus was the worse day of my life, but the Monday was lining up to be even the more worst. It turned out actually to be as bad. Obviously it was bad… we expected, we knew what was going to happen. In some ways it was a relief because it was an end to all the uncertainty. 

RD We wanted to go outside when they did it and they were great and they put him in a little pram. We went and sat down on a bench and one nurse came with us. She was really good. She took all these tubes out and for a few moments… and he died in our arms. You know of all the ways he could go, that was as good as it could get really. 
We spent at least an hour in the wooded area of the hospital and just sat in the woods with him and the nurse she just wandered off and was keeping an eye on  us in the distance and let us get on with it. That was nice, it was the first time we’d seen him and held him without a load of tubes and all the ventilator and all that. He just looked like an ordinary baby and he looked like he was asleep. 

There are clearly a significant number of factors which are important to each individual parent according to their experience and this is reflected in the focus group discussions. For example, the provision of poor care means one parent emphasised hospital care and a lack of empathy with her experience as a mother whose baby died as a result of stillbirth and it is this experience of loss which is a very prominent memory. This has led the parent to reconstruct their self identity by resigning as a chef and going onto study psychology and counselling and to be a prominent member of the maternity liaison committee to enact positive change. This reflects Riches and Dawson’s (1997) observations from interviews with parents whose child has died and some of the ways in which a parent reconstructs [or not] a damaged self identity following loss. 

Reconstructing the self

Riches and Dawson (1997) suggest from their important research over damaged self identity following the death of a child that how one considers the world, life, the self and others can alter significantly, and this includes marital relationships. Yet what is significant, especially among the women is aiming to find meaning of the death of a baby by reconstructing their lives and their self to do this. For example, several participants have set up baby loss support groups which are ongoing, while others devote their time to raise a substantial amount of funds to build bereavement suites and wings of hospitals The fact that subsequent children assist their parent’s [mainly mothers] to raise these funds is a source of pride to them. This had led to discussion to the grief of those children who also experienced the death of their baby brother or sister.

Children’s Grief 

Although many parent’s experience of loss pertains to grief over the death of their first child, other parents have described the grief of their own children who were born prior to the child who died. This was an unexpected theme; mainly due to the search focus on the literature to parent’s perspective. While, some of the search emphasised that subsequent children ‘suffered’ as a result of previous deaths of children in the family, very few sources described a child’s grief in its own right. Through two of the focus groups and which involved discussion of children who were born prior to the birth and later death of their baby sister, it is clear that a child’s grief is even more ignored than that of their parent’s. Only one charity (Winston’s Wish) in the UK exists and which focuses directly on a child’s grief. This charity has aided a child of a parent who was interviewed due to the resources and insight of a school nurse, who herself referred to the resources of the Winston’s Wish charity. It was this parent upon discovering the dearth of literature wrote her own book to help her to explain to her toddler daughter what had happened to her baby brother who died. 

Significantly, the presence of children is highly relevant to parent’s experience of grief after loss. Parents have described that they have had something to get up for and to live when other children need to be fed and clothed each morning. One father described how children can make you laugh because they do funny things, and this helps even though the ache of loss for the baby who has died continues. Other experiences relate to the opinions of outside family members. For example, in trying to be open and honest with her children about the death of their baby sister, one mother describes how their grandmother chastised her for mentioning the death and having photographs as it would upset the children. Consequently, the relationship became strained until the grieving mother ‘cut her off’ because she could not bear further interference. Such disagreements are not confined to grandparents, often the strain on a marriage or partnership woes as much to the pain of loss as to the way in which couples grieve individually and together.

ii. Grief differences by gender and impact in marriage 

[ Group III  - father’s only Group IV mother’s only ]
While it is assumed that men and women differ in the grief responses to the death of their child, one of the most crucial and immediate points about this issue which needs to be made (with reference the focus groups) and so usefully echoed by Thompson (1997), is that the differences are just that different, not deficient. Gender is clearly an important issue in the exploration of grief and loss given the increasing body of literature dedicated to the subject. However, the literature omits to mention one vital component – the individual. While gender may well have some bearing upon the grief responses of men and women, they too are individuals who derive coping mechanisms according to who they were prior to the conception and birth of their baby who died. This of course relates to how they then continue to view the world (previous theme – reconstructing damaged self) and others. 

Yet the crucial point here is that while for example, the father is assumed to take on the task of the strong stoic organiser of the funeral and assumes an active coping mechanism by returning to work forthwith, the mother it is assumed is engaged in an open expression of grief, namely tearful, and depressed. Yet, as with Thompson (1997) and Riches and Dawson (1997), the narratives from interviews suggest that for some women they were engaged in active coping mechanisms as much as if not more than their male partners. For example, while one mother who was interviewed was able to cry openly and express her grief publicly, she was the main organiser tasked with arranging her son’s funeral and burial, while the father unable to face such a prospect endured months of nightly debilitating panic attacks all the while resuming his working life. For other mother’s, there was no question of choice since it was deemed a necessity to return to work for financial reasons. One mother described how credit cards were ‘maxed’ up through spending as a means of coping. However, the return to work or not issue could also be influenced by the number of children living and at home prior to the death of the baby in the family and the  support provided by the workplace and by family members following loss.
iii. Social Support and Sentiments 
[ Group V and VI mixed gender]
This could be divided into family, friends, colleagues, acquaintances and strangers. Although, family members including partner’s family and so forth may be obvious, acquaintances refers to people who for example are met through parenthood, active birth or national childbirth trust classes, or toddler groups. 

Acquaintances
Acquaintances are significant to the parents in the focus groups since their belief in the value of the classes and groups diminish after the death of the baby as does their perception of support and empathy of parents to be and the class or group leader. The perception of many parents’ is that there is an inability by some instructor’s to comprehend that deaths occur and as such the parents are ignored as though they never attended the class or group. Excruciatingly for some, it means bumping into new and other parents and being asked “what did you have”? Only one example of support can be provided by such a class leader which was crucial to the return of one mother’s engagement in a childbirth class in a subsequent pregnancy. 

Perhaps poignantly, it is when parents describe meeting these acquaintances and their child over the next several years when their own little Jack or Beth would have attended school for the first time. It is these parents who describe having to witness the bright blue, red or green uniforms marching to the school gates as though another should be joined in the queue to go into class. Unsurprisingly, a recurring sentiment from the interviews is not that one “moves on” or “gets over it”. Rather these words are scoffed at. Instead parents describe that for them it is about “learning to live with it”.

Family

Perhaps surprisingly, family members [other than a few] were deemed the worst of all social support networks at offering valuable sentiments. At the outset to the focus group there was the expectation that family members would be best able to provide the support or the right words, and comfort because they knew their sons, daughter’s, brothers and sisters best. Yet, as the discussions progressed it was clear that the family for many were the least supportive. Consequently, the relationship between parent’s and children, and siblings altered significantly from fondness [prior to death] to outrage and little toleration of presence. 

A significant amount of anger at the lack of sentiments and empathy available to parents signalled a change to many familial relationships. One father described how he not only felt he had to support his weeping parents at the funeral grave side, but that his sister and brother stated they couldn’t cope and went down to the pub, where they could. Others describe how their own mother would get drunk and seek support from their daughter and talk about their problems instead. Despite this seemingly dismal display of family affection and support for parents, there are the few who are able to describe a continued strong albeit altered bond with their parents. The family theme is one of the most prominent to be raised through these two focus groups. While it was assumed that this would be positive, it is largely a negative reflection of parents’ experiences. Thus, the family combined with a number of other influences serve to impact upon the way parents view the world and life after death.  

Summary

Briefly, there are a whole host of themes which merge with one another and which serve to act upon a parent’s perspective and their experience of grief and loss following stillbirth and neonatal death. It is these discussions from parent’s narratives in focus groups which give voice to the emerging themes and formed the basis for workshops for parents and health care professionals to coincide with SANDS (Stillbirth and Neo natal Death Society) baby loss awareness week 9 – 15 October, 2006. 

This would later be followed by a play entitled: -“I Hate This” which was written by a father who is an American actor after the loss of his own son. The play was previously seen by many parents from the focus groups in an annual SANDS meeting in London and throughout various baby loss support groups throughout the UK and was therefore not shown as part of the workshop day. 

Dissemination and Workshops

A series of workshops were conducted as part of a conference held by Sure Start. This provided an excellent opportunity to reach an audience of delegates who were not only parents but health and social care professionals [i.e. midwives, health visitors, social workers and childcare consultants] and who worked directly on a daily basis with parents affected by the death of a child and other children in the family [also affected by loss].

Raising awareness of loss and Parents as the experts

The workshops were described as being about raising awareness of grief and loss and exploring current perceptions of grief when a baby dies which often leaves parents feeling isolated and alone. It emphasised that the workshops were a chance to explore some of the ways in which parents and their children can be supported when either their baby son or daughter has died, and that this was also a rare and valuable opportunity to meet and speak with a parent whose own baby son or daughter has died. 

The workshops generated a great deal of interest and were oversubscribed thus Sure start emphasised conducting additional workshops as part of training of their staff across the southwest and further conferences. The workshops will therefore form the basis for a format which continues to be used for these purposes and also for a following conference to coincide with the dissemination of interview data in 2008 and to which all research respondents have shown a keen interest to attend and participate. 
Conclusion
The Phil Strong Memorial Prize has been highly beneficial to the development and conduct of parent focus groups and subsequently to the medical and sociological field for several reasons. Only by researching and giving voice to the perspectives of men and women who have experienced the death of their child can their experiences be brought to bear upon policy and to the very people, the health professionals involved in service delivery day to day. Information from the groups can open up pathways to new practices and understandings about bereavement following stillbirth and neonatal death. In this way grief can be viewed as an evolving critical opportunity, rather than an unpleasant task to be worked through as quickly as possible.
The richness of the data from focus groups and its dissemination through the workshops does not end there. The format for the success of the workshops and the feedback received from participants will form the basis of further workshops in 2008. This will become part of a larger dissemination forum in which data from interviews from the PhD is shared among health, academic and other professionals and mother’s and father’s whose baby has died. Parents throughout interviews have shown a keen interest to participate and to conduct presentations themselves throughout the day as parents who are experts of their own experiences. 
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