UNIVERSITETET | BERGEN « THE UNIVERSITY OF BERGEN

FORSKNINGSSENTER TR
FOR ARBEIDSMILIO, . e
HELSE OG SIKKERHET |- A
¢€‘ <
CE™

DEPARTMENT OF PEDIATRICS
ooooooooooooooooooooooo
NNNNNN

PARENTAL REACTIONS TO THE
DEATH OF AN INFANT CHILD

BY
ATLE DYREGROV

Bergen 1988, 1991




PREFACE

The empirical research and the clinical experience reported
here are based on work completed during a Post-graduate
Clinical Research Fellowship awarded to the author by the
Norwegian Research Council for Science and the Humanities
(NAVF).

The work was done at the Department of Pediatrics, University
Hospital of Bergen. I am deeply indebted to professor dr. med.
Dagfinn Aarskog and professor dr. med. Per H. Finne for
pointing out the need for research-based knowledge of the
impact on the family of an infant's death and for their
continuing support and help during the study. This gratitude
also extends to the personnel at the Neonatal Intensive Care
Unit, and other personnel at the hospital who have supporteqd
my work during these Years. Terje G. Alsaker M.D. not only
stimulated and supported my work, but also an example of the
dedication and care that is needed from health personnel
towards bereaved families,

Cand. psychol. Magne Raundalen aroused my interest in the
field of death and dying. His Creativity, devotion, and most
of all his friendship and support during happy and sad days
have helped me carry through with this work. Professor Claus
Bahne Bahnson encouraged and stimulated me in understanding
both clinical and research aspects of the work. The daily
support of cand. psychol. Elin Hordvik and Bente Rambolt R.N.

Associate professor Hakan Sundberg (Fil. Dr.) of the
Department of Physiological Psychology at the University of
Bergen has provided excellent supervision and assistance
throughout the research process. Hig comments on method and




I & V were still in manuscript. Some minor changes has been
made in publication nr. I, while publication nr. V has
undergone more revision. Publication nr. VI has been added to

provide some guidelines on clinical intervention following the
loss of an infant child.
Bergen nov. 1991.




reactions. These questions are addressed in the third paper
included. From the clinical work with families, and from the
literature, it was apparent that anxiety constituted a special
problem among bereaved parents. Because of this clinical

significance, anxiety reactions in parents were given special
attention, and this forms the basis of the forth paper. The
second through the fourth papers were based on a retrospective
study. To validate some of the findings presented in these
papers, to explore some new lines of research, and most of all
to assess grief reactions prospectively over the first year of
bereavement a prospective study was undertaken. This forms the
basis of the fifth paper. The sixth paper describes how grief
crisis intervention can be provided to families following the
loss of an infant child. Both immediate, intermediate and
long-term follow-up is outlined.

COMMENTS ON METHODOLOGY

Several groups of parents were either retrospectively asked to
£fill out questionnaires 1 to 4 years after the death of their
baby, or prospectively answered questionnaires 1, 6 and 13
months following an infant loss. This approach formed the
basis of four empirical articles yielding information
regarding the frequency and magnitude of certain emotions and
behavior, and allowing comparison between different groups.

Bereaved persons generally are in a vulnerable psychological
state, making traditional scientific research difficult
(Parkes, 1972). The death of a child is such an extreme stress
event that it will leave few people untouched. When
approaching families following the death of their baby, one
must accept the possibility of a low response rate. The type
of event studied sets limits on how demanding researchers can
be in their efforts to secure a high response rate. The author
chose to respect to failure to return the questionnaire after
a second mailing, and no telephone contact was made to try to

improve the response rate. When sending guestionnaires to




these families the phrasing was carefully selected, and the
parents were told that they in no way were obliged to fill in
the questionnaire if they felt this to be an arduous task.

In certain research areas one must expect a higher attrition
rate than in others. Research on bereavement is an area where
strong feelings are involved. Although the attrition rate in
both the retrospective and the prospective study is high, it
is similar to other studies conducted 1 to 4 years following
the death of a loved one (Shanfield, Benjamin & Swain, 1984),
or in comparable prospective studies (Cooper, 1980; Videka-
Sherman, 1982). Research on bereavement indicates that the
non-responders are more emotionally affected than the
responders (Clarke & Williams, 1979; Cooper, 1980).

The implications of these comments are that the results should
be treated with care due to the attrition rate, and that it is
reasonable to think that families who failed to respond fare
worse than those who responded.

In addition to the questionnaire-data that form the main basis
of the four empirical papers in this thesis, the author has
followed more than 50 families in a clinical intervention
program aiming at reducing their level of stress following a

‘child's death. This clinical experience has added valuable

understanding of the many cognitions, emotions and behavioral
reactions the families experienced, and how they perceived and
"gave meaning"” to events they lived through. This clinical
experience adds to the knowledge base used in this thesis.
This clinical research format is believed to have added
information which is difficult to obtain through formal
interviews or questionnaires.

SYNOPSIS OF THE FIVE PAPERS

Paper I: Dyregrov, A: Family reactions to the loss of an
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infant child: a review. Scandinavian Journal of Psychology,

1990, 31, 266-280.

In order to establish a broad overview of the parental
reactions to the loss of an infant child, an extensive
literature review was conducted. The first paper presents the
methodological problems, and describes and evaluates commonly
explored variables regarding research on the effect of an
infant's death on the family. The components of parents' and
siblings' grief reactions, and the similarities and
differences in parental grief is reviewed.

Marked differences between mothers' and fathers' reactions
with stronger and more prolonged grief reactions in mothers,
is commonly reported. Different explanations for this are
suggested. The effect of different types of losses, as well as
the effect of the age of the child at death, is also reviewed
and discussed. It is concluded that the death of an infant
makes the parents prone to develop short-term and/or long-term
problems in their adaption to the loss. It is also evident
from the literature that several areas such as sex difference,
type of death, the child's life span, support from others etc.
need more formal research to provide answers to questions of
clinical importance. Three of these areas were selected for
the empirical part of the thesis. The empirical material from
117 parents was analyzed with regards to 1) sex difference, 2)
type of death, and 3) anxiety. '

Publication II: Dyregrov, A. & Berge Matthiesen, S.
Similarities and differences in men's and woman's grief
following the death of an infant. inavian 1 of

Psychology, 1987, 28, 1-15.

Paper I reveals that men and woman react differently to the
loss of an infant. However, most of this research is based on
mothers' reports, or on clinical impressions. In this paper




the difference between mens' and womans' grief following the
death of an infant child are empirically investigated. A total
of 117 parents (55 couples), 53% women and 47% men,
participated in a survey of different grief reactions 1 to 4
years following the death of the child. This paper examines
the 55 pairs that returned questionnaires. Included in the
survey were psychometric measures relating to anxiety,
depression, impact of event, bodily discomfort, and general

well being.

The results demonstrate clear differences between the parents'
reactions, with women typically experiencing more intense and
long-lasting reactions than men. Women also perceive their
family and friends as less supportive than men, while men are
least satisfied with the support received from the hospital.
Most parents feel the death has brought them closer together,
although a considerable number report feeling more distance to
their partner. Mothers score significantly higher than the
fathers on experience of recovery, state anxiety (STAI),
depression (Beck Depression Inventory), bodily symptoms
(Bodily Symptom Scale) and intrusive images and thoughts
(Impact of Event Scale, IES Intrusion). There is a positive
correlation between the scores of the parents. The cause of
the differences in mothers' and fathers' reactions is unclear,
and several explanations are put forward; 1) they may be
caused by a difference in the amount of attachment or
"bonding"” to the child, 2) they may reflect different
reactivity to stress or different methods of coping in men and
women, 3) they may arise because men underrate or fail to
acknowledge emotions and reactions, or, 4) they may reflect
the different social situation the two sexes experience
following the loss. A combination of these causes is possible
and plausible. The data did not clearly favor any of the
different explanations, although qualitative data points to
the third explanation i.e. that the observed sex differences
are caused by men's underrating or suppression of emotions.
The results could help us tailor psychoeducational and
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therapeutical intervention for bereaved families, and make
counsellors more aware of the different reactions in the two
sexes, and help the parents anticipate the problems they may
face in the post-loss period.

Paper III: Dyregrov, A. & Berge Matthiesen, S. Stillbirth,
neonatal death and sudden infant death (SIDS). Parental

reactions. Scandinavian Journal of Psychology, 1987, 28, 104-

114.

This study examines the differences between parental grief
reactions following different types of infant loss, stillbirth
L (N=31), neonatal death (N=57), and SIDS (N=29). The parents
retrospectively filled in a questionnaire on various grief

! reactions following the loss of their child. The procedure and
z instruments were the same as for the previous study, and
included measures on state anxiety (STAI), depression (Beck
Depression Inventory), bodily symptoms (Bodily Symptom scale)
and intrusive images and thoughts (Impact of Event Scale).

The results demonstrate that the group differ in their
experience of various grief reactions. SIDS-parents report
significantly stronger reactions than the other two groups in
the early post-loss period, as well as on measures relating to
how they feel at the time of study, and IES intrusiveness. The
suddenness of the death does not show any correlation with the
parents' experience of recovery or the psychometric measures.
The age of the child shows a strong relationship to these
variables, indicating increasing distress with increasing life

span.

Paper IV: Dyregrov, A. & Berge Matthiesen, S. Anxiety and
vulnerability in parents following the death of an infant.

Scandinavian Journal of Psychology, 1987, 28, 16-25.
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In the fourth paper empirical data on the subjectively
reported anxiety reactions of the same 117 parents who lost an
infant at birth or during the first year of life are
presented. From a retrospective survey conducted 1 to 4 years
after the death it is evident that parents experience a great
deal of anxiety following the death of their child. Parents
who experience a sudden death in the home report the strongest
anxiety compared to stillbirth and neonatal death parents.
However, parents who lose their child in hospital at birth or
later also experience strong anxiety. The anxiety for
surviving childrén and later-born children is extensive. In
all areas mothers experienced more anxiety than fathers. More
intense and longer grief in one's partner, the perceived lack
of support from others, and being a female were the best
predictors of anxiety. The results were interpreted as a
confirmation of the fact that parents who lose their children
experience a fundamental change in their beliefs about their
family's future security.

Paper V: Parental grief following the death of an infant. A

follow-up over one year. Scandinavian Journal of Psychology,
1990, 32, 193-207.

The fifth paper examines the course of parental bereavement
over the first year following an infant's death. In addition
the differences in mothers' and fathers' reactions,
differences according to the mothers' occupational role, and
the similarities of reactions within a couple, are followed
prospectively over the first year of bereavement. From a total
sample of 59 families, 13 families answered their
questionnaires at all three points (1,6 and 13 months), 22
families responded at two time points, and 37 families
responded at some point following the loss. Measures relating
to anxiety, depression, bodily discomfort, general well being
and impact of event were used at three time points. The
results show that grief, as measured by the different

12




inventories, decreases over time. The decrease is most evident
from 6 to 13 months, and most prominent in women. A
considerable part of the parents were still actively dealing
with their loss all through the first year of bereavement. In
most couples the mother reports most distress, but in several
of the couples the father experiences more distress than the
mother. Mothers are significantly more depressed than fathers
at all time points, and mothers also have significantly higher
anxiety and general health scores at 1 and 13 months, and
intrusive scores at 1 and 6 months. Women who stay at home
following the loss evidence more grief at all three points
than women employed outside the home (9 out of 18 comparisons
reveal significant differences). A high score in one spouse is
more strongly correlated with a high score in the other, and
vice versa, at 1 and 13 months, than at 6 months. Implications
of the finding for bereavement counselling programs are
outlined. They have to address both the need for long-term
follow-up, as well as the need to provide counselling which is
sensitive to the different employment situation of the
bereaved.

Paper VI: Crisis intervention following the loss of an infant
child. Bereavement Care, 1990, 9, 32-35.

The sixth paper describe grief crisis intervention following
the loss of an infant child. The main objectives are: a) to
offer human support and comfort b) to promote the mourning
process and prevent pathological grief c) to prepare the
parents for expected reactions and problems d) to help
mobilize social support resources, and e) to stimulate family
communication and cohesion. An active outreach approach was
used, where great care was taken to create a warm and
supportive atmosphere around the parents. Bereaved parents and
siblings were encouraged to see their baby following the loss,
to go through the rituals, and in other ways confront the
loss. Much emphasis was placed on helping the parents to
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understand their individual reactions, and to stimulate open
and direct'conmunication within the family. Parents were
helped on how to prepare for interactions with close friends
and relatives. Grief groups for parents were initiated. In the
long-term follow-up many parents were supported through a new
pregnancy and delivery. The stressors that impinges on the
helper when dealing with the death of children is emphasized,
and a formal support system for caregivers strongly
recommended.

CONCLUSIONS

1. The death of an infant child imposes great strain on the
parents and this manifests itself in both psychic and somatic
discomfort (all papers).

2. Women report more intense and lasting reactions than men.
This is evident with regards to anxiety, depression, impact of
event, bodily discomfort, general well being, and the
experience of recovery (paper 1I).

3. Sudden Infant Death syndrome (SIDS) parents reported
stronger reactions than both stillbirth and neonatal death
parents. The longer a child had lived the more emotional
upheaval the parents experienced (paper III).

4. Parents subjectively report strong anxiety following the
death of an infant. The anxiety is stronger in SIDS parents,
stronger in women than men, and it penetrates many aspects of
life (paper 1V).

5. Grief show a gradual decline over the first year of
bereavement. However, a considerable part of the parents are
still actively dealing with their loss after 13 months. Women
report more grief than men. Housewives fare much worse than
women employed outside the home (paper V).




6. A rapid outreach, flexible grief crisis intervention
approach is needed to secure bereaved families a good follow-
up in the year following the death. Extensive use of
anticipatory guidance and active reassurance and support is
recommended (paper VI).

GENERAL CONCLUSION

The results indicate a major impact on parents as a result of
infant loss. The studies demonstrate more distress in mothers
compared to fathers, and stronger reactions in parents
following a SIDS-1loss. Adjustment problems in parents are
associated with their child's age. The longer a chilgd lived,
the more likely that parents indicate reactions of distress.
Women employed outside the home following the loss show less
distress than mothers who are at home. The loss influences
many parts of family life, and although time eases the pain,
it is suggested that following-up measures to help and support
families in mastering the emotional experience is of utmost
importance. This may prevent the development of maladaptive
coping measures and posttraumatic stress disorder.
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Parental reactions to the loss of an infant child: A review

ATLE DYREGROV

Department of Pediatrics, University of Bergen, Bergen. Norway

Dyregrov, A. (1990) Parental reactions to the loss of an infant child: a review. Scandinavian
Journal of Psychology. 31. 266-280

This article examines methodological problems, and describes and evaluates commonly
explored variables regarding research on the effect of an infant's death on the family. The
components of parents’ and siblings’ grief reactions. and the similarities and differences in
parental grief are reviewed. The research shows marked differences between mothers’ and
fathers’ reactions—the grief reactions in mothers being sironger and more prolonged. Dif-
ferent explanations for this are put forward. The effect of difterent types of loss as well as the
effect of the child's life span before death are also reviewed and discussed. Further knowledge
is needed to single out the influence of these factors’ on the families’ reactions. Itis concluded
that the death of an infant makes the family prone to develop short-term and/or long-term
problems in their adaptation to the loss. Anintegrated effort by health professionals is needed
to develop systematic ways of helping families to cope with the death of a chitd.

Key words: perinatal death. neonatal dcath, gricf responses. parents. siblings

Atle Dyregrov, Department of Pediatrics, University of Bergen, N-5016 Bergen, Norway

More than 50% of all deaths occurring before the age of 20 take place during the very first year
of life. Studies have shown that in comparison with other types of bereavement the grief of
parents is particularly severe (Cfr. Clayton. 1980; Shanfield et al.. 1984: Sanders, 1979-80;
Sing & Raphael, 1981). The pain and anguish experienced by the parents is reflected both in
folklore as well as in fiction (Aries, 1981). Whena child dies before the parent, the event seems
to undermine the orderliness of the universe (Gorer, 1965).

This review will focus on the death of an infant (perinatal loss, neonatal loss, Sudden Infant
Death Syndrome loss). Loss due to spontaneous and induced abortion is excluded, and the
loss of children over one year of age is only commented on briefly.

Some aspects of methodology:

The bulk of the research on parental reactions to the death of an infant has been done in the
jast decade. Most of the studies have utilized interviews. In some studies standardized
inventories and psychological tests have been used. From an examination of the studies, it
seems that the questions asked in interviews and questionnaires have focused on the same
themes.

Many of the assessments have been undertaken months and years after the loss. generally as
part of retrospective studies. Some studies (Clarke & Williams, 1979; Dyregrov & Matthiesen,
in press; Jensen & Zahourek, 1972) have been prospective, following the family at various
stages in time from the loss and through the first year of bereavement. Usually, less confidence
can be placed in retrospective data than prospective data. This is due to the fact that data
gathered through a retrospective method not only relies on long-term memory but also draws
on inference and interpretation by the respondents (cfr. Ericsson & Simon, 1980). Studies
have shown that retrospective reports have more serious reliability problems (Klemetti &
Saxen. 1967). One would expect this to be a methodological problem with bereaved popula-
tions, as memory distortions and attention difficulties is common to this group. One may
expect an underrating of painful feelings in retrospective accounts of reactions following the
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loss of a child. Unfortunately, the prospective studies in this area also have methodological
flaws, i.e., high attrition rates.

Only a few of the infant bereavement studies have utilized a normal control group, and a
formal psychometric approach is infrequent. This is not unexpected, as an appropriate control
group is difficult to define. However, the use of parents with newly born live children as
controls would be of value, as well as comparison with the scores from other populations on
the same measures.

Many studies combine the loss due to stillbirth, other perinatal loss, and neonatal loss. This
makes it difficult to draw conclusions regarding differential grief reactions to various types of
loss.

There are differences between the studies in terms of whose reactions were studied. Most
studies focus on the mother’s reaction alone. In some of the studies the authors write about
both spouses, when in fact most of the information has been gathered from the mothers
(DeFrain & Ernst, 1978; Lowman, 1979). The attrition rate in the studies is often not reported
(or it is impossible to compute from the figures given). Most studies oniy include limited
information concerning the sampling of the families,—how many who declined to participate.
and how many failed to follow up. When reported, the attrition rate varies greatly. When
fathers are included, their attrition rate is higher than mothers’. In addition, many studies are
based on data from parents who participate in bereavement groups, an already self-selected
group of parents.

The problem of “non-responders” seems to be particularly obtrusive in bereavement
research, making it difficult to generalize and draw conclusions. The relatively high attrition
rate in many studies reflects how sensitive this research area is (Blueglass, 1981; Parkes, 1970).
Retrospective studies conducted after the death of a loved one often have higher attrition rates
than studies which take place within the context of an ongoing clinical relationship with the
bereaved (Cooper, 1980; Shanfield & Swain. 1984). Non-responding parents are believed to
be more emotionally affected following the loss than the responders (Clarke & Williams, 1979;
Cooper, 1980).

Parental reactions to the loss of an infant

Although the studies referred to below vary in methodological quality, the same basic
reactions are described in clinical reports, retrospective studies and more systematic semi-
prospective and prospective studies. For this reason, parents’ reactions are presented in a
descriptive manner.

The first reaction is usuatly a shock state characterized by disbelief, feelings of unreality,
numbness, abnormal calmness or apathy. Sometimes a cry of distress may preceed the shock
reactions. In this state of shock. usual manifestations of emotion may not be apparent, and
denial is often present. After a loss due to the Sudden Infant Death Syndrome (SIDS), the
shock reaction is particularly pronounced (Cornwell et al.. 1977). In these events it is usually
the parents themselves who discover their dead baby, and the dramatic and unfortunate
situation add to the shock.

Parents generally suffer mood disturbances after the death of an infant. Depression and
sadness is a very common reaction (Berg et al., 1978; Cullberg, 1966; Giles, 1970; Siegel etal.,
1982; Wolff er al., 1970, among others). In studies using formal depression inventories,
mothers suffering the loss of an infant have been shown to have higher depression scores than
mothers of living children (Clarke & Williams, 1979; Jensen & Zahourek. 1972). Several of
the other difficulties reported to be experienced by bereaved parents are indicative of depres-
sion, such as; problems in getting up in the morning (DeFrain & Ernst, 1978), lack of energy
and appetite, feelings of fatigue (DeFrain & Ernst, 1978; Clyman et al., 1980; Culiberg, 1966;
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Giles. 1970: Kennell et al., 1970), and feelings of hopelessness. worthlessness and emptiness
(DeFrain & Ernst, 1978).

Anger and irritability are other commonly reported symptoms (DeFrain & Ernst. 1978:
Cornwell et al., 1977; Kennell et al.. 1970). The anger is dirccted not only against one’s spouse
but against one’s friends. family, other children and health professionals.

An increased sense of anxiety often prevails among parents after the loss of a child (Clyman
et al.. 1980; Cornwell er al.. 1977; DeFrain & Ernst. 1978; Dvregrov & Matthiesen, 1987b:
Rubin. 1982). This anxicty may take many forms: anxiety about being alone (DeFrain &
Ernst, 1978). anxiety attacks and more free-floating anxiety (Blueglass. 1980); Drotar &
Irvine. 1979). anxiety about surviving siblings (DeFrain & Ernst, 1978; Cornwell et al.. 1977).
and anxiety about a new pregnancy and for later born children (Blueglass, 1981; Clymanetal..
1980). The parents may also experience anxiety about their own reactions. and express fear of
going “crazy” (DeFrain & Ernst. 1978: Clyman er al., 1980: Cornwell et al.. 1977; Lowman,
1979). Apart from noting this increase in anxicty. few authors have discussed it at any length or
depth.

Guilt is another commonly experienced feciing among bereaved parents (Clyman et al..
1980: Benfield er al.. 1978; Helmrath & Steinitz, 1978: Wilsonetal.. 1982). The guilt may focus
on what the parents did. or did not do. during the pregnancy or around tiie time of death.
Feelings of guilt seem particularly apparent when the pregnancy is unplanned. or when
abortion has been considered (Watson, 1978). After a SIDS death. guilt is a dominating
emotion which complicates the parents’ work through of griet (DeFrain & Ernst, 1978;
Mandell er al.. 1980). Network and family reactions may further add to these guilt feelings, by
rumours and accusations (NeFrain & Ernst, 1978, Lowman. 1979: Watson, 1981).

Physicul symptoms such as dizziness. insomnia. lack of appetite, fatigue, chest pain and
“lump in the throat™ are also commonly reported by parents after the loss of an infant
(Culiberg. 1966: Giles. 1970). Other commonly reported problems are difficulties in con-
centrating (DeFrain & Ernst, 1978) and sleep disturbances (Comwell er al., 1977: Lowman
1979: Tudehope er ai.. 1980). These reactions are indicative of heightened activity in the
svmpathetic nervous system, sometimes followed by a more chronically aroused state in the
parents.

Traumatic dreams and intrusive recollections related to the loss are common, particularly in
families experiencing sudden deaths (Cornwell eral.. 1977: Kennell e al.. 1970). Parents may
also experience illusions and hallucinations of their child being alive (Cornwell er al., 1977).

Among the common mechanisms used by parents for relieving pain are avoidance of stimuli
reminding them of the loss (Benfield et al.. 1978; Cornwell et al., 1977) and deliberate blocking
of thoughts about the dead baby (Cornwell er al.. 1977).

The search for a deeper meaning and a fuller understanding of the event seems to occupy the
parents in the post-loss period (Miles & Crandall. 1983: Videka-Sherman. 1982). They search
for information that can bring about logical structure to what has happened. This is difficult
when the death is of unknown aetiology. as with SIDS-deaths (Rubins, 1982). Many parents
experience a permanent change in values. This includes coming to appreciate and lovc their
other children more than previously (Helmrath & Steinitz. 1978), or placing more value on
personal than on material values. and becoming more compassionate and caring towards
others (Miles & Crandall. 1983, children that died were beyond infant age).

The degree to which parents are supported by health professionals varies. Inadequate
support is reflected in lack of physical and “psychological space™ for the bereaved mother at
the hospital (Lovell, 1983). in informal instead of formal rituals (Lovell, 1983). and in neglect
of parental aftercare (Bourne. 1968; Lovell, 1983; Laurell-Borulf, 1982; Rowe et al., 1978).
Physicians are perceived as insensitive. aloof, and unconcerned (Knapp & Peppers, 1979).
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Other studies, however, report that parents perceive health professionals as warm and
supportive (Berg et al., 1978; Wolff er al., 1970). Most likely the conflicting reports reflect the
different amount of care and support parents receive around and after their child’s death,
different care levels in different countries, and the different methodologies used in evaluating
support and care. None of the studies, except Knapp & Peppers (1979), had evaluation of care
as a major focus.

The frame of time within which grief is resolved has been, and probably still is, underesti-
mated. Several studies have shown that parental grief continues for as long as four years after
the loss of older children, who mostly have passed the infant age (Fish, 1986: Lehman et al..
1987; Rando, 1983; Rubin, 1982). Parents who lose a child are a highly distressed group, often
showing few signs of recovery (Videka-Sherman & Lieberman. 1985). and from 20 to 30% of
the parents have been found to exhibit pathological grief reactions (i.e., Cullberg, 1966; Nicol
et al., 1986; Tudehope er al., 1986). In several retrospective studies, the parents’ emotional
symptomatology or physical health have been found to be unrelated to the time elapsed since
an infant death (Dyregrov & Matthiesen, 1987c) or the death of an older child (Lehman e al.,
1987; Miles, 1985). When parents are followed prospectively during the first year of grief,
some decline in grief reactions has been found (Clarke & Williams, 1979; Dyregrov &
Matthiesen, in press; Lowman, 1979), but even these studies have serious methodological
flaws, i.e., high drop-out rates (Dyregrov & Matthiesen, in press), mothers only (Clarke &
Williams, 1979), lack of control groups (Clarke & Williams, 1979; Dyregrov & Matthiesen, in
press), and lack of standardized measures (Lowman, 1979).

Lack of rigorous methodology in these studies makes it hard to evaluate how many parents
who would clinically qualify for a psychiatric diagnosis, and to give a clear picture of how grief
changes or remains unchanged over time. It is possible to state, however, based on the
cumulative findings from multiple research reports, that parents who lose an infant child suffer
a prolonged reduced quality of life, and many remain deeply impacted for years afterwards.

Similarities and differences in parental grief

Mothers are more likely to experience higher distress as well as more health complaints than
fathers (Clyman et al., 1980; Helmrath & Steinitz, 1978; Littlefield & Rushton. 1986; Nicholas
& Lewin, 1986; Theut eral., 1989; Waiwork & Ellison, 1985: Wilson eral., 1982). Itis reported
that fathers experience the situation less deeply than mothers (Cornwell eral., 1977; Dyregrov
& Matthiesen, 1987a; Smith & Borgers, 1988-89). When such reactions are psychometrically
measured, fathers show significantly lower grief scores (Benfield er al., 1978; Dyregrov &
Matthiesen, 1987a; Dyregrov & Matthiesen, in press), and feel that they are “getting on with
life”. compared to mothers (Clyman et al., 1980). Several studies have shown guilt to be
especially more frequent among mothers than fathers (Benfield et al., 1978: Clyman et al.,
1980; Wilson et al., 1982). Another commonly noted phenomenon is the father’s unwillingness
to talk about the dead child (Tudehope er al.. 1986; Wilson et al., 1982), and to avoid
professional support (Mandell ef al., 1980). Fathers are reported to feel an obligation to
remain “strong” at the actual time of the loss, in order to care for and support their wives (Berg
etal., 1978; Helmrath & Steinitz, 1978; Standish. 1982). The predominant coping mechanism
seen in fathers seems to be “to keep busy”, take on additional jobs or an expanded workload,
and to direct their energy outwards (Mandell er al., 1980). As generalizations concerning
fathers’ ways of coping mostly are based on clinical observations more than systematically
collected data (they come from studies whose primary focus most often has been the mother)
and the number of participants has been low, they should be viewed with caution.

In one study the authors note that although two fathers denied grieving, several fathers
appeared to have grieved for as long as or longer than their wives (Kennell et al., 1970). This
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were generally more affected by the loss than fathers.
Differences in reactions are not only noted in intensity and duration, but also in the form of
reactions. Berg et al. (1978) interviewed 34 couples 1-3 years following a perinatal death. and

found mothers to be depressed and irritable after returning from the hospital following the loss

death. This author found that mothers reported more anxiety, self-reproach, sadness, intry-
sive thoughts and sleep disturbances than fathers following the death of their child ( Dyregrov
& Matthiesen, 1987a). However. no significant differences were evident in reactions such as

’

found to be greatest at six months after the death, and less at one and 13 months. However,
these results are based on asmall number of parents (N=13), and the attrition rate was high. In
all the studies cited, parents have been asked to rate their marital relationships in a broad

Length of life. Type of death

The type of death (stillbirth, neonatal death or SIDS), and the baby’s life span, are two
intertwined factors in relation to the
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mothers who had lost their child prior to, during, or after birth in terms of working through
grief reactions. The results of both studies, however, must be viewed cautiously, as the period
between loss and data collection was between six months and 36 years in one study (Peppers &
Knapp, 1980), and between 12 and 14 years in the other (Laurell-Borulf, 1982). Other studies
have also supported the view that parental grieving is not related to the duration of life
(Benfield etal., 1978; Kennelietal., 1970; Smith & Borgers, 1988-89). However, the results of
one study (reported in Kirkley-Best & Kellner, 1982) suggest that more intense grieving
responses are associated with stillbirth than with a loss late in the pregnancy. The findings of
Kennell et al. (1970) that high mouring is associated with the amount of contact one has had
with the child is more in line with common sense, although they found no relation between the
length of the baby’s life and the mourning score. Price et al. (1985) found that the younger the
infant was at the time of death (SIDS), the more likely the mother was to report delayed and
more difficult adjustment, while other authors (Dyregrov & Matthiesen, 1987¢; Theut et al.,
1989; Toedter et al., 1988) have found the exact opposite, namely that parents reported more
symptoms and felt less recovered if the child had lived for a longer period of time. It must be
concluded that the present knowledge of the intensity and duration of grief depending on the
baby’s lifelength is sparse and conflicting. All studies that address the issue have methodologi-
cal flaws (i.e., retrospective method, limited sample size, lack of standardized measures), and
further research is needed before a more thorough understanding of the effect of lifelength on
grief will be avaiiable.

For widows and widowers sudden death imposes greater health risks and adaptation
problems than anticipated death (Carey, 1979-80; Lundin, 1982, 1984; Parkes, 1970, 1972;
Parkes & Weiss, 1983). The unanticipated loss of a child is also believed to result in more
intense, disruptive, and intolerable feelings than an anticipated loss (Woolsey et al., 1978), as
well as more pathological grief (Raphael, 1975). In the few studies that have addressed this
aspect empirically, however, suddenness has not been found to influence parental grief
reactions (Dyregrov & Matthiesen, 1987c; Miles, 1985). This author did find that the death of
a child due to SIDS resulted in stronger grief reactions (particularly more anxiety. sleep
disturbances and self-reproach) than other early infant deaths (Dyregrov & Matthiesen,
1987b, c). SIDS parents also felt less recovered and experienced more intrusive thoughts than
parents who had experienced a stillbirth (Dyregrov & Matthiesen, 1987¢). The highly trau-
matic circumstances surrounding the SIDS deaths may explain these differences, as the event
usually takes place at home, and the parents themselves discover the dead baby.

Other factors predictive of parental grief reactions

Social support through the grief process is generally found to diminish adaptation problems
after the loss of a child (Helmrath & Steinitz, 1978; Jurk et al., 1981; Laurell-Borulf, 1982;
Nicol et al., 1986; Price et al., 1985; Rowe et al., 1978; Spinetta et al., 1981; Tudehope et al.,
1986). One study however, did not find any relationship between time of recovery after a
SIDS-loss, and the number of personal friendships or memberships in social organizations
(DeFrain & Ernst, 1978).

It appears that social support is of great help to most bereaved parents, but the social
network may also create problems for parents. Not seldomly parents complain about a sense
of extreme isolation and loneliness, and they experience comments from those in their social
network as more upsetting than helpful, and they feel a lack of acknowledgement by others of
the infant’s existence (Clyman ef al., 1980; Helmrath & Steinitz, 1978; Knapp & Peppers,
1979; Lovell, 1983; Mandell et al., 1980). Initially supportive friends often withdraw after a
month or two, adding to the parents’ sense of loneliness and isolation (Forrest, 1983). Other
parents or couples whose children have died are a preferred source of support (Segal et al.,
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1986; Tudehope et al., 1986). Further research is needed to explore both positive and negative
aspects of the families’ social surroundings.

There are many reports describing efforts and programmes which aim at helping parents
through their bereavement (see Estok & Lehman, 1983; Kellner et al.. 1981; Kowalski, 1980;
Lake et al., 1983; Rappaport. 1981). More formal reports on the effect of such interventions
have been equivocal. Professional grief-intervention has been found to be beneficial (Low-
man, 1979; Schreiner et al., 1979), as well as having no beneficial effect (Videka-Sherman &
Lieberman, 1985). The kind of professional help being evaluated in the latter study was,
however, far from the comprehensive efforts that aim at helping families in many hospital
centres. Obviously further research using more refined methods is needed before any definite
conclusions can be reached regarding the effects of intervention and support programmes. In
light of the different manifestations of grief between men and women, special attention should
be given to the development of appropriate intervention efforts for men and women. This
author found that men were significantly less satisfied than women with the support they
received from the hospital (Dyregrov & Matthiesen, 1987a).

Participating in formal and informal rituals are of importance for the grieving process of the
parents. Viewing the lost one after death (Kennell er al., 1970; LaRoche et al., 1982, 1984),
having opportunities to develop special memories of the child (Murray & Callan, 1988). as
well as taking part in the funeral process (Clyman etal., 1980; La Roche eral., 1984) seem to be
related to a better post-loss adjustment, a finding supported in the clinical literature (Lewis.
1979). Some studies, however, have found no association between inappropriate grief reac-
tions and viewing the lost one after death (Laureli-Borulf, 1982), or touching or not touching
the baby (LaRoche er al., 1982; Tudehope er al., 1986). Differences in dependent measures
and differences in methodology may explain these conflicting results. No major study has so
far given special attention to the effect of attending rituals on parents’ adjustment to loss.

Although based on very few participants (NV=20, N=30), two studies have concluded that
the existence of a living sibling may lessen parental grief (Kennell eral., 1970; LaRoche et al.
1984), although this has not been found in all studies (Nicol et-al., 1986; Wilson et al., 1982).
Previous losses are found to be associated with a less favorable outcome after the death of an
older child (Rando, 1983).

Parent’s relationship to surviving siblings

Parents experience increased anxiety. especially following a SIDS-death (Dyregrov & Mat-
thiesen, 1987b), and they show increased protectiveness of their remaining children (DeFrain
& Emst, 1978; Clyman er al., 1980; Cornwell et al., 1977; Kennell et al., 1970). Parents also
feel the need to be physically closer to surviving children, apparently because of the comfort it
provides (Mandell et al., 1983). The tragic event may also have positive consequences, as
many parents feel that they have improved as parents for their surviving children in the year
following the loss of an infant (Cornwell et al., 1977).

Parents struggling with the loss of a child are, at times, found to be less able to show empathy
and understanding towards the surviving child or children (Halpern, 1972), and many parents
also experience their surviving children as more active and demanding in the months immedi-
ately after an infant loss (Drotar & Irvin, 1979). ‘Parents may feel overwhelmed by their
children’s need for comfort, and this sometimes lead the parents partially to reject the
surviving child or children (Drotar & Irvin, 1979; Halpern, 1972). In the clinical literature,
children are sometimes reported as experiencing a form of “parental deprivation”, because
the parents are preoccupied with their own loss (Blueglass, 1980, 1981). But children are also
described to be of great support to the parents in their grief (Berg et al., 1978). They even are
reported to be actively comforting their parents (Mandell er al., 1983).
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Siblings reactions 1o the death of brother or sister

pathological development is sometimes mentioned (Hilgard, 1969; Pollock, 1962, 1972;
Rosenzweig & Bray, 1943). Although there have been few empirical studies undertaken,
studies to date indicate that the death of an infant or older siblings has a major impact on

With this in mind, commonly reported sibling reactions can be summarized. Children often
exhibit symptoms of anxiety. Among these anxiety reactions are increased separation anxiety,
increased clinging behaviour, worries about health/safety of parents (and self), and difficulties

Having a new child

Cain & Cain (1964) wrote an influential article some decades ago on the psychological
difficulties of replacing a child. They stressed that “replacement children” tended to be
overprotected by fearful parents, and that they were expected to emulate the idealized image
of their dead sibling. Presenting case histories, some authors (Lewis, 1979; Poznanski, 1972)
have postulated that parents, instead of working through their grief, simply replaced the child
they had lost. In one study, early conception of a new child after the loss of an infant was shown
to correlate with morbid grief reactions (Rowe et al., 1978). The study was retrospective,
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study has thoroughly addressed whether there is any difference in mothers’ and fathers’
reactions in relation to the age of the infant at the time of death, but as mentioned above the
difference in grief reactions is present regardiess of how long the child has lived. For the
mother, attachment is believed to develop through pregnancy as the baby is harboured and
nurtured by her body (Raphael, 1983). In this period the father’s attachment is less intense,
due to the baby being less real for him. One should therefore expect a father to experience
lesser grief reactions than a mother after a stillbirth. When fathers have the opportunity of
taking part in the care of a child, either in hospital or at home, and attachment is formed, one
would expect a more equal bond formation, and thus a more similar grief reaction.

This hypothesis, however, is based on the assumption that it is time spent with the baby that
determines the attachment relationship. Observational studies of infant-mother, and infant-
father interactions, have demonstrated that infants form attachment to both parents by the
middle of their first year, even when fathers spend relatively little time with them (for a review
see Lamb, 1982). It appears that this attachment is reciprocal, as evident from increasing
knowledge of father—infant attachment (Lamb, 1978; Parke et al., 1979). One may therefore
expect both parents who experience the death of an “older” infant to have grief reactions of a
similar nature and duration. As we have seen, this is not the usual case, and it may be an
indication that a “differential bonding™ hypothesis is incorrect.

Another viable explanation for the observed differences in men’s and women’s reactions is
that the difference could stem from differential reactivity to stressful life-events, or different
coping methods applied by the two sexes. Such differences may have a biological, social, or
cultural basis. Unfortunately, few studies have examined such sex differences. In coping with
adverse life events, some studies show women relying more on intimate social relationships
(i.e., seeking personal support from a close family member or friend), while men more easily
utilized larger social situations involving peer groups and so forth (Funabiki er al., 1980;
Westbrook & Viney, 1983). Differential biological suspectibility to stress in the two sexes has
not received broad interest in the literature. It is true, however, that women in general
complain of more psychological. psychiatric and physical symptoms (Langner & Michael,
1963), and they utilize health services to a greater extent than men (Nathanson, 1977). For
depression, several studies have reported female to male ratios in the range of 2 to 1 (Stroebe
& Stroebe, 1983). Whether these differences are due to real differences in morbidity. or a
difference in illness behaviour is much debated (Weissman & Klerman, 1977; Parker, 1979).
The fact that this gender gap has been narrowing over the past 20 years (Kessler & McRae,
1981) may support a social/sex role explanation of the reported differences.

Itis acommonly held belief that women are more “emotional” than men. They are believed
to be able to express their emotions more easily than men. A plausible explanation of the
differences in grief observed between men and women could be that it is due to men’s
underrating their emotions. Such underrating, again, could be caused by men’s “socialized”
image of being strong and not showing emotions, a finding supported in the literature
concerning the loss of a child. Generally, men express less emotion than women (Allen &
Haccoun, 1976; Dosser et al., 1983; Notarius & Johnson, 1982). Through a test of emotional
styles, researchers have been able to separate the overt “expressiveness” from the more covert
“responsiveness” and shown that men also experience less feelings and bodily reactions than
women, in addition to their lack of outward expression (Allen & Haccoun, 1976; Allen &
Hamsher, 1974). The differences are greatest regarding overt expression, but are present in
covert responsiveness, too. The differences vary across emotions, being greatest for fear and
sadness, and least for anger. Females aiso report a larger proportion of interpersonal situa-
tions as stimulating emotions than men, indicating that for females emotion may have a
relatively important communicative function.
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The last viable explanation is that the two sexes frequently return to different social
situations. The father returns to work, his thoughts are occupied, and he has people around
him most of the time. The mother is frequently at home, and has more time to think about
what has happened, and at the same time she may be socially isolated and overindulged in the
experience. Indeed, data from this author’s prospective study (Dyregrov & Matthiesen, in
press) indicates that when women return to work outside the home following an infant loss,
their grief reactions over the first year of bereavement are very similar to mens' reactions.
Mothers who remain at home Teport stronger reactions on several different measures. How-
ever, the number of mothers in the two groups were small, and there were no established base
levels from before the death took place.

These explanations may separately, or combined, account for the differences observed in
mothers’ and fathers’ grief. Further research is needed to investigate the reasons for the sex
differences in this area. From a clinical point of view, the presence of the differences is
important in itself, as such knowledge can be utilized in follow-np programmes to help reduce
interfamily difficulties, and to tailor intervention efforts to the different needs of subgroups of
bereaved parents.

The reactions observed among children following the loss of a sibling are a confirmation that
children do grieve. The pioneering work of John Bowlby (Bowlby, 1963, 1980) has shown us
that children as young as one to two years old have the capacity for some form of grieving. The

siblings’ reactions to the loss of a brother or sister probably must be seen as a combination of
many factors. Besides experiencing their own grief reaction, they are influenced by their
parents’ reactions, the information made available to them, the change in “home atmosphere”
andso forth. These factors will strongly influence the long term consequence of the loss. Later-
born siblings can also be affected by the loss of a child in a family. There is no easy way to
reduce this complexity of factors to “rules of thumb” for handling or understanding children’s
reactions to sibling loss, but further guidelines can be found in Wass & Corr (1984).

A family experiencing the death of a child seems likely to develop short-term and/or long-
term problems in their adaption to the loss. The integration of the family system, as well as the
health of the individual family members, is threatened. Through an integrated effort by health
professionals to develop systematic ways of helping families cope with such crisis events, we
may succeed in reducing the high human costs resulting from such losses.
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Similarities and differences in mothers’ and fathers’ grief

following the death of an infant
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Dyregrov, A. & Matthiesen, S. B.: Similarities and differences in mothers’ and fathers’
grief following the death of an infant. Scandinavian Journal of Psychology, 1987, 28, 1-15.

The differences between mothers’ and fathers’ grief following the death of an infant child
were investigated. From a total sample of 117 parents, 53% women and 47% men,
answering a survey on different grief reactions 1 to 4 years following the death, 55 families
where both partners responded, were selected. Measures relating to anxiety, depression,
impact of event, bodily discomfort, and general well being were included. The results
demonstrated fairly strong differences between the partners’ reactions, with mothers
typically experiencing more intense and long-lasting reactions than fathers. Mothers also
tended to perceive their family and friends as less supportive than fathers, while fathers
were least satisfied with the support received from the hospital. Most parents felt the death
had brought them closer together, although a considerable number reported feeling more
distance to their partner. Mothers scored significantly higher than the fathers on expen-
ence of recovery, state anxiety (STAI), depression (Beck Depression Inventory), bodily
symptoms (Bodily Symptom Scale) and intrusive images and thoughts (Impact of Event
Scale, IES Intrusion). A high score in one spouse was correlated with a high score in the
other, and vice versa. It is emphasized that the results showing parental differences in grief
should help us tailor psychoeducational and therapeutical intervention for bereaved fam-
ilies.

A. Dyregrov, Forskningssenter for Arbeidsmiljp, Helse og Sikkerhet, Universitetet i Ber-
gen, Hans Tanks gt. 11, 5000 Bergen, Norway.

The loss of a child is one of the most stressful situations a family may face. The family
have to deal with a crisis situation where habitual coping mechanisms most often are
inadequate. Literature concerning the impact of an infant's death on the family has to a
great extent focused on the mother’s reactions. When authors write about both spouses,
the information seems mainly gathered from the mother (Nixon & Pearn, 1977; Lowman,
1979; DeFrain & Emst, 1978).

In studies either specifically adressing both parents reactions, or studies offering general
comments on similarities and differences in parental grief, father's are reported to feel an
obligation to “’stay strong'* and support their wife following the loss of an infant (Berg et
al., 1978; Standish, 1982; Helmrath & Steinitz, 1978). Fathers show significantly lower
grief scores (Benfield et al., 1978) and fewer symptoms of depression (Wilson et al., 1982),
than mothers. They are also reported to experience the situation less deeply (Berg et al.,
1978; Cornwell et al., 1977), and have a shorter grief-period, than mothers (Helmrath &
Steinitz, 1978; Forrest, 1983). Fathers desire to move on with life when mothers still are
quite depressed (Clyman et al., 1980), and fathers tend to "*keep busy’’, take on additional
jobs and workloads (Mandell et al., 1980).

Most grief symptoms are reported to be experienced with more intensity and have a
longer duration in mothers compared to fathers (Cornwell et al., 1977; Helmrath &
Steinitz, 1978; Clyman et al., 1980; Wilson et al., 1982). The differences between mothers
and fathers, however, have seldom been measured. The experience of guilt feelings seems
especially more frequent among mothers than fathers (Clyman et al., 1980; Benfield et al.,
1978; Helmrath & Steinitz, 1978; Wilson et al., 1982). The sex differences in parental
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reactions are present after the loss of older children (Rando, 1983; Jurk et al., 1981) and
adult children (Shanfield et al., 1984), as well as infants.

Fathers are more unwilling to talk about the dead child (Wilson et al., 1982; Nixon &
Pearn, 1977), and they avoid professional support more than mothers (Mandell et al.,
1980). Some controversy does exist regarding fathers’ grief. Kennell et al., (1970) note that
although two fathers denied that they had grieved, several husbands appeared to have
grieved as long as, or longer than their wives, particularly men involved in the transporta-
tion and care of their baby to the hospital center.

Although no thorough research has been conducted, several studies conclude that social
support (family & friends) is helpful following the loss of a child (Klaus & Kennell, 1970;
Spinetta et al., 1981; Jurk et al., 1981; Laurell-Borulf, 1982). Some authors have comment-
ed on how the social network in many cases makes the grief process more problematic
(Helmrath & Steinitz, 1978; Watson, 1981). Many feel a lack of acknowledgement of the
baby’s existence, especially when the loss occurs at, or close to birth (Helmrath &
Steinitz, 1978; Lovell, 1983; Stringham et al., 1982). Friends initially supportive often
withdraw after a month or two, adding to the parent’s sense of loneliness and isolation
(Forrest, 1983). Sex differences in how the two parents view their social support has been
given limited attention.

Nikolaisen & Williams (1980) however, found that fathers and married parents viewed
the support they received after a child’s death as more positive than mothers and single
parents (Nikolaisen & Williams, 1980).

Parents vary greatly in how they perceive support from heaith care providers in studies
conducted. Inadequate support is reflected in lack of physical and psychological space for
the mother in the hospital (Lovell, 1983), and in neglect of parental aftercare (Bourne,
1968; Rowe et al., 1978; Lovell, 1983; Laurell-Borulf, 1982). Health personne! are per-
ceived as both insensitive, aloof, as well as unconcerned (Knapp & Peppers, 1979), and as
warm and supportive (Wolff et al., 1970; Berg et al., 1978). The conflicting results
probably reflect different amount of care an support received, together with different
methodological approaches. Whether mothers and fathers view these matters in a similar
or different way is not reported.

We do not have solid empirical knowledge about possible parental differences. From a
theoretical perspective we need more knowledge about how the two sexes react to, and
cope with unforeseen life events. From a clinical perspective increased knowledge about
any differences in grief, can be of help in bereavement counselling following such events.
In this study we address the following questions: Will mothers and fathers differ with
regard to their emotional reactions (anxiety, anger, self-reproach, sadness, restlessness,
work involvement, intrusive thoughts and sleep disturbances) in the period foliowing the
loss of an infant child (as they subjectively remembered them 1 to 4 years after the loss)?
Will there be differences in how mothers and fathers perceive their partner’s reactions,
and the reactions and support they receive from family, friends and health care profession-
als? Finally, will the mother’s and father’s psychological health status 1-4 years following
the loss be different, as measured by inventories on anxiety, depression, bodily symptoms,
impact of event and general well-being?

METHODS

Subjects

The study was carried out at The University Hospital of Berger‘\. This hospital provides services to
families living on the western coast of Norway. At the Department of Obstetrics there are around
4000 deliveries per year, and the Department of Pediatrics treat 3 600 inpatients and 15000 outpatients
annually. All families who had suffered the loss of their child due to stillbirth or neonatal death (a
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living child transferred to the Neonatal Intensive Care Unit who later died) at the Department of
Obstetrics and the Department of Pediatrics within a 3 year period were included in the study. In
addition Sudden Infant Death Syndrome (SIDS) families that came in contact with the Department of
Pediatrics in relation to the death were included. This group constituted around 80% of all families
that lost a child in SIDS during the time period covered (based on data from the birth register). A total
of 28 families were excluded when other types of crises made it ethically and clinically difficult to
subject them to the investigation, such as an extremely adverse family situation, or the expectation of
a new child in the near future.

A total of 214 parents who had lost a child 12 to 48 months earlier (M=27.02 mnths, SD=9.20),
received a questionnaire. Of these, 117 parents returned the questionnaire. Fifty-three percent were
women. In 55 pairs both parents responded. The sample analysed here consists of these 55 pairs.
Their age ranged from 19 to 49 years (M=29.4, SD=5.77). 62% of the parents were younger than 30
years. 58% lived in urban areas. Regarding education, 23 % had primary school as their highest level
of education, 56 % had high school or the equivalent, and 21 % had university background.

The sample consisted of three groups of bereaved parents. These three groups were 1) a stillbirth
group (N=15 pairs), 2) a neonatal group (N=26 pairs), and 3) a SIDS group (N=14 pairs).

All parents were offered assistance after the investigation. An intervention program was started at
the same time as this investigation, but, except for 6 SIDS families, none had received systematic help
before the investigation. Qualitative clinical data from the intervention program have been used to
illustrate some of the statistical observations.

Measures

All subjects were asked to complete a written questionnaire. Mother and father in each family filled
out separate questionnaires. The questionnaire contained three parts designed to provide 1) sociode-
mographic information, 2) data related to the loss itself including the family reactions to the loss, and
3) data on psychic and somatic discomfort at the time of study, 1 to 4 years following the loss.

Questions for the instrument were adapted from the literature on family reactions to the death of a
child (Kennell et al., 1970; Cullberg, 1966; Rowe et al., 1978; Benfield et al., 1978; Cornwell et al.,
1977; Mandell et al., 1980), and from exploratory interviews and meetings with parents who had lost a
child.

To obtain information on the parents’ reactions in the time period following the loss, the question-
naire presented them with a list of common grief reactions (anxiety, anger, depression, restiessness
etc., see Table 1 for format of questions) for which they were asked to indicate the degree they had
experienced the reaction in question. The questionnaire also included questions on the parents’
perception of partner, family, friends and health care professionals (questionnaire format in Tables 2
and 3). While the data from the questionnaires related to the frequency with which the parents
experienced different emotional reactions, qualitative information collected through the intervention
program gave additional information on the different types of reactions experienced by the parents.

To investigate long term adaption to the event, as well as eventual differences in long term
adaption, the final questionnaire also included the following inventories:

1. The Impact of Event Scale (IES) (Horowitz et al., 1979; Zilberg et al., 1982) which provide a
measure of intrusive thinking and periods of avoidance associated with traumatic life events. Cron-
bach’s Alpha IES Intrusion =0.89, IES Avoidance =0.71. All Cronbach’s alpha values relate to
results from this study.

« 2. The 20 item version of the Goldberg General Health Questionnaire (GHQ) (Goldberg, 1978) was
used to assess psychological impairment of health. Cronbach’s Alpha =0.92.

3. The state version of the State-Trait Anxiety Inventory (STAI) (Spielberger et al., 1970) to assess
degree of residual anxiety. Cronbach’s Alpha =0.94.

. 4. The Bodily Symptom Scale (BSS) (Persson & Sjgberg, 1981) was employed to provide a measure
of bodily discomforts. Cronbach’s Alpha =0.93.

5. The short form of the Beck Depression Inventory (BDI) (Beck & Beck, 1972) was employed to
provide a measure of depression. Cronbach’s Alpha =0.88.

Procedure

One week prior to sending the questionnaire, a letter was sent informing the parents of the study. The
goals of the study were explained. The main objectives stated were increasing health personnels’
knowledge of family reactions after the loss of a child, as well as to improve support for such families.
Three weeks after receiving the original questionnaire, non-responding families were sent a follow-up
letter requesting their response. In all communications with the families’, parents were offered the
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Statistics

The data from the questionaires were coded and entered on a permanent data file. SpSS (Nie et al.,
1975) was used for the statistical computations.

Early grief reactions
To assess the parental grief reactions in the period foliowing the bereavement, parents
were presented with a list of common grief reactions and asked to what degree they had
experienced these reactions. Table | &1ves an overview of the extent to which the parents
experienced these emotions.

On all questions there were more instances where the mother, within each pair of
parents, reported more of the specific reaction than the father (this is indicated by a larger
number of minus differences than plus differences). The differences between the parents

Within the parental pairs there were significantly more mothers indicating anxiety as an
emotional reaction in the time following the loss, than fathers (Table 1A, in this and the
following tables a higher score indicates more of the specific reactions or problem). In 26
pairs mothers reported most anxiety, in 7 pairs the father had a higher score, and in IS
pairs both partners indicated the same amount of anxiety. When looking at the percentage
score, 50% of the women compared to 219 of the men had experienced strong or very
strong anxiety. The anxiety for surviving children seemed especially strong: *'I peed to

similar reactions, and the rest of the pairs were evenly distributed between the mothers
and fathers having the highest score).

“Self-reproach” differentiated clearly between the two sexes. The fathers blamed
themselves significantly less than the mothers (Table 1C). In 25 pairs the mother indicated
more self-reproach that the father, and in only 6 pairs, the father reported more self-
reproach than the mother. A mother commented after a SIDS death: *’I have heard that if
you can pick up the child exactly when it happens, he will not die. I think that if | had
picked him up, he would still have been mine today’’.

The partners also differed significan

A s




J Psychol 28

ing

em
ual
18

is,

on
i

s
ad
its

of
er
its

an
he
26
15
ge

to
at
nt)

ed
No
ed

»
wl

ed

Table 1. Early grief reactions in parents after their child’s death

Differences between mother and father tested for significance with the use of Wilcoxon matched-pairs

signed ranks test (for related samples)

Father Mother Direction of
differences Wilcoxon®
Question N % N % within pairs® z
To what degree did you react with
A. Anxiety
1. Not at all 19 35.8 8 16.0
2. Some 23 43.4 17 34.0
3. Much 8 15.1 14 28.0
4. Very much 3 5.7 11 22.0
26—-7+/15= —3.37%*
B. Anger
1. Not at all 26 51.0 19 373
2. Some 17 33.3 26 51.0
3. Much 6 11.8 3 59
4. Very much 2 39 3 5.9
9-/8+/31= -0.40
C. Self-reproach
1. Not at all 22 449 9 16.7
2. Some 19 38.8 22 40.7
3. Much 6 12.2 8 14.8
4. Very much 2 4.1 15 27.8
25—16+/17= -3.63***
D. Sadness
1. Not at all 0 1] 0 o
2. Some 7 12.7 4 7.3
3. Much 32 58.2 13 23.6
4, Very much 16 29.1 38 69.1
26-/5+24= —3.28%**
E. Restlessness
1. Not at all 9 17.0 7 12.7
2. Some 31 58.5 25 45.5
3. Much 9 17.0 14 25.5
4. Very much 4 7.5 9 16.4
17-1104+26= -1.85
F. Worked more
1. Not at all 35 68.6 27 50.0
2. Some 11 21.6 20 37.0
3. Much 3 5.9 5 9.3
4. Very much 2 39 2 3.7
17-9+24= -1.47
G. Intrusive thoughts
about the child
1. Not at all 2 38 3 5.7
* 2. Some 19 36.5 3 5.7
3. Much 16 308 14 26.4
4. Very much 15 288 33 62.3
Mean 2.85 3.45 25-/6+/19= —3.23%*
H. Sleep disturbances
1. Not at all 23 434 11 20.4
2. Some 25 47.2 20 37.0
3. Much 0 0 10 18.5
4. Very much 5 9.4 13 24.1
Mean 1.76 2.46 28-/8+4/16= -3.12%*

@ Total N are 55 for both mothers, fathers and

failed to answer a question, the number of

b Minus differences (—) indicates number of pairs
father. Plus differences (+) indicate the number of pairs where
mother, and the number of pairs where both partners had the same

(=).

< The Wilcoxon matched-pairs signed-ranks test. *p<0.05, *+p<0.01, ***p<0.001.

pairs. However, when one or both of the partners have
responders (pairs) are less than 55.

where the mother had a higher score
the father had a higher score than the
scores is indicated by a tie score:

than the
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death (Table 1D). Although mothers in most cases (26) reported more sadness than the

fathers, many couples reported the same amount of sadness (24). From the percentages we

sec that almost af] mothers reported much or very much of this reaction. It was usual to
; hear mothers say; "I feel like an open wound. I cry so much, it is even frightening to
5 myself*’,
: Many of the parents experienced restlessness and some reported that they worked more
(Table 1 E, F). Although there were more mothers scoring higher than the fathers on these
two questions than the other way around, the majority of the couples indicated the same
amount of these reactions, and the within pair analysis of difference showed no significant

Mothers had experienced more “intrusive thoughts™ about the deceased child, than
’ fathers in 25 pairs, in 6 instances jt was the other way around, and in 19 pairs both partners
i indicated the Same score (Table 1G). A mother of a SIDS child reported: "1 saw her blué

saw, and can still see, her red socks sticking out of the blanket when the ambulance
personnel carried her out of our house.”

The loss also affected the partners’ sleep differently (Table 1H). Mothers experienced
more sleep disturbances than fathers in 28 pairs, in 8 pairs fathers experienced more
problems than the mother, and in 16 pairs both partners indicated the same frequency of

! ‘problems. The percentages in the tabie (question H) demonstrate that as many as 35% of
! the mothers had experienced much or very much of these disturbances, compared to close

‘ to 10% of the fathers.

Perception of other's reactions

The parent’s relationship

Most parents felt they had grown closer together after the death (Table 3, question A).
More than twice as many fathers as mothers felt they had grown further apart. Within 15
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pairs fathers indicated a more negative score than the mothers, in 7 pairs this was the other

han the .
1ges we way around, and in 33 pairs the parents scored the same. The difference between the
sual to partners was statistically significant. Those who felt that they had coped well together,
ning to : often related this to their ability to talk about what happened: "'We managed because we
; talked about it from the start. It would have been so much worse to bottie it up inside and
d more live with it alone’* (mother, SIDS). We analysed whether there were any relationship
1 these between the parents’ experience of difficulties talking about the death, and their experi-
» same ence of distance in the marital relationship. We found a positive relationship between
ificant these two variables (r=0.26, p<0.01, Pearson product moment correlation). Parents who
J"t::ar: Table 2. Parents’ perception of support from family and others
r blué Differences between mothers and fathers tested for significance with the use of Wilcoxon matched-
d: "‘; pairs signed ranks test (for related samples)
ilance Father Mother Direction of
differences Wilcoxon®
snced Question N % N % within pairs® z
more
¢y of A. Did your family often
avoid talking about
% of the death?
close 1. No 21 38.2 21 38.2
2. In part 22 40.0 19 345
3. Yes 12 21.8 15 27.3
14-/10+/31= -0.51
B. Did your friends often
. avoid talking about
:"s the death?
they 1. No 15 283 13 236
ame 2. In part 18 34.0 23 41.8
: the 3. Yes 20 37.7 19 34.5
wer 14-/10+/29= -0.09
)otl; C. Did you lack help and
' support from others after
“the the bereavement?
say, 1. Never 15 27.8 14 25.5
felt 2. Rarely 17 315 9 164
3. Sometimes 19 35.2 29 52.7
4. To a high degree 3 5.6 3 5.5
and 21-/13+120= -1.08
the D. Did you receive adequate
ked or inadequate support from
the hospital following the
I bereavement?
n 1. Very good support 3 64 11 220
o6 : - 2. Good support 19 404 12 240
me 3. Little support 7 14.9 17 34.0
ore 4. Very little suppont 18 38.3 10 20.0
. [ 6-/21+/18= -2.54*
-ry
la “ Total N are 55 for both mothers. fathers and pairs. However, when one or both of the partners have 4
failed to answer a question, the number of responders (pairs) are less than 55. "
® Minus differences (—) indicate number of pairs where the mother had a higher score than the father.
Plus differences (+) indicate the number of pairs where the father had a higher score than the mother,
and the number of pairs where both partners had the same scores is indicated by a tie score: (=).
\). ¢ The Wilcoxon matched-pairs signed-ranks test.
15 | *p<0.05.
|
:
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Table 3. Parents Perception of own vs. partner’s reaction

Differences between mother and father tested for significance with the use of Wilcoxon matched-pairs
signed ranks test (for related samples)

| Father Mother Direction of
| differences Wilcoxon©
Question N g N % within pairs® z
A. Did the loss lead
1 You closer together
| or further apart?
N | 1. Closer together 33 60.0 36 65.5
e | 2. Same as before 4 7.3 12 218
. , 3. Further apart 18 327 7 12.7
& | 7~N15+33= -2.05*
o B. Was it difficult 1o
g talk together about
i the death?
: 1. No 23 4]1.8 32 58.2
2. In pant 28 50.9 13 23.6
3. Yes 4 7.3 10 18.2
C. Did you react more 17-r25+/13 024
strongly, less strongly
or just as much as
your spouse?
1. Reacted less 38 69.1 2 3.6
2. Equal reactions 16 29.1 14 25.5
3. Reacted more 1 1.8 39 70.9
43-2+/10= =5.70%**
D. Did your reactions
continue for a longer,
a shorter or the same
length of time as
your spouse?
1. A shorter time 38 71.7 3 5.5
2. An equal time 13 24.5 11 20.0
! 3. A longer time 2 38 41 74.5
i . “=-D+/71= —5.27%%
} E. Did you and your spouse
I react differently to
i the bereavement”?
I 1. Quite equal 20 364 15 273
| 2. A little difference 26 47.3 30 54.5
[ 3. A strong difference 9 16.4 10 18.2
! 1-11+17= ~-1.13

B R A g
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they in part found it difficult to talk (Table 3, question B). Among the mothers nearly one
fifth answered yes to the question of difficulties talking together, and another fourth of
them in part had experienced difficulties talking with partner. The differences between the
pairs were not significant (see Table 3, question B).

Regarding the intensity and length of grief following the death of a child, both sexes
agreed that mothers’ grief had been of stronger intensity and longer duration than fathers’
(Table 3, questions C, D). For both these questions, the significant differences in the
. Wilcoxon analyses were evidence of agreement that the mothers’ grief reactions were
I-pairs stronger and of longer duration than the fathers’.

In qualitative comments in the questionnaires, and through information gathered in the
intervention program, parents related the difference to the fact that the mother had carried
»xon* the child through the pregnancy: "I carried the child for 9 months. The father’s feelings
appear later!”” (mother, neonatal death). Regarding the duration of grief a mother (neonatal
death) gave the following explanation of why she grieved longer: ""My reaction first came
‘when I recovered from the birth. I cried almost continuously for a long time'’. Another
mother (SIDS) reported that father’s grief lasted longest, and she gave this explanation:
*'He did not want to talk about it. I was more open, and took a shorter period before I
recovered™.

There were only minor differences in how mothers and fathers viewed whether or not
they had reacted differently following the loss. In 11 pairs mothers felt there were more
differences than the fathers, in 7 pairs fathers indicated more differences than the mothers,
and in 37 pairs they indicated the same amount of differences. Around a third of the
sample perceived their reactions as quite equal. Around half of the sample reported that
they reacted a little different than their partner following the death, and a little less than
one fifth felt they reacted very differently. Many parents commented on the fact that
women more openly showed their grief. *'1 openly let my grief show. I cried at home and in
shops. I reacted with apathy when my husband returned to work after the funeral™
(mother, SIDS). 'We grieve for the same reason, but I manage to talk more openly about
the loss. It is always I who start talking about what happened. I do think that I react more
strongly, but could it be that I show more of my feelings?"’ Her husband reports: ~"We
have the same thoughts and questions in connection with the death, but she experiences
stronger feelings’’ (parents, stillbirth). *’I wanted to forget it all, while she was more open,
and wanted to talk about the death’’ (father, SIDS).

th also

as not
d that

Parental differences 1 to 4 years following the death

Table 4 shows the relative differences between the parents on 5 psychometric inventories
1 to 4 years after the death. The data for the Impact of Event Scale is reported for its two
‘subscales; IES Intrusion and IES Avoidance. In addition the parents’ response to a direct
question on how much they felt they had recovered since the death is included in the table.

Women reported their situation to be less favorable on all measures. The difference is
significant on 5 of 7 inventories (with the exception of GHQ and IES Avoidance. The
direction of the differences on these two measures were in the same direction with the
mothers scoring higher than the fathers). In significantly more number of pairs did the
mother have a higher score (indicating more 'mental agony™’) than the father. Mothers
acknowledged more state anxiety, depression, somatic discomfort and intrusive thoughts
than men. They also subjectively feit that they to a lesser degree than fathers had
recovered from the loss. The following comment illustrates how many women viewed their
situation at the time of study: >’ have not recovered my own self following the death. I am
much more anxious for everything, and I think about illness and death every day”™
(mother, neonatal death). ' have become more heavy at heart. I constantly brood over
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my thoughts and feelings™ (mother, stillbirth). We like to emphasize, however, that for the
different measures a considerable amount of pairs showed father having a higher score
than the mother (see Table 4).

In order to investigate whether the two partners’ score tended to go in the same
direction, we carried out a rank order correlation analysis by the help of the data
management program SIR (Robinson et al., 1980). Table 5 shows the relationship between
the fathers and mothers in the 55 pairs when they are compared directly on the psychomet-
ric measures. The positive relationship indicates that a high *’grief score” in the mother
was associated with a high grief score in the father, or vice versa. This relationship was
significant for all measures (except the GHQ).

DISCUSSION

The results demonstrate that the marital partners tend to experience different amount of
grief reactions following the loss of an infant, with mothers reporting significantly more
anxiety, self-reproach, sadness, intrusive thoughts about the child, and sleep disturbances

Table 4. Parents who lost a child.

Differences on inventories tested for significance by the use of Wilcoxon matched-pairs signed ranks
test (for related samples)

Direction of
Father Mother differences

within pairs® Wilcoxon®
Dependent variable . Mean® SD Mean SD —/+I= V4
Experience of recovery 1.69 0.63 2.07 0.69 21-/4+/30= —3.19%**
STAI X-1 32.46 9.31 3733 11.34 33-/20+2= —3.08**
BDI 1.85 291 3.21 4.02 25-/11+/15= -2.00*
BSS 5229 16.44 66.94 18.35 27-N14+2= —3.30%**
GHQ 293 4.6} 3.65 4.71 25-/16+/14= -1.48
IES intrusion 7.24 7.90 10.66 7.88 29-/11+1= —3.01**
IES avoidance 6.82 5.93 6.39 5.13 16—/13+/6= -0.12

¢ For all means a higher score indicates more distress.

% Minus differences (=) indicate number of pairs where the mother had a higher score than the father.
Plus differences (+) indicate the number of pairs where the father had a higher score than the mother,
and the number of pairs where both partners had the same scores is indicated by a tie score: (=).

© The Wilcoxon matched-pairs signed-ranks test.

*p<0.05., **p<0.01. ***5<0.00}.

Table 5. Rank order correlation (Spearmans rho) between fathers’ and mothers’ grief (the
spouses in each couple is compared directly)

Inventories
Experience IES IES
of recovery STAI X-1 BDI BSS GHQ intrusion  avoidance
Father vs.
mother 40** 40** .34 .59ees 23 54%e+ 5Bene

*p<0.05. **p<0.01. ***p<0.001, two-tailed test.
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the than the fathers. No significant differences were found in the amount of anger, restlessness
re and work-involvement between the two partners. Typically both partners agreed that
mothers experienced more intense and long-lasting grief reactions than the fathers. Moth-
ne ers also tended to perceive their family and friends as somewhat less supportive than
ita fathers, while fathers were significantly less satisfied with the support they received from
en the hospital.
st In most marriages, the partners felt the death brought them closer together. However, a
er considerable group of parents, especially fathers, reported feeling more distant from their
as partner following the loss.
The 5 psychometric measures used to evaluate the long term adaption of the parents
indicated more lasting emotional and bodily problems in mothers 1—4 years after the loss.
The mothers also felt they had recovered less from the loss than fathers. Our results must
be taken as a confirmation of other research showing the death of a child to have an impact
several years following the event (Rubin, 1982; Rando, 1983), and that women have more
of adaption problems than men.
€ Following the child's death the mothers experienced significantly more anxiety, sad-
s ness, intrusive thoughts about the child, and sieep disturbances than the fathers. These

results are supported by other reports (Benfield et al., 1978; Wiison et al., 1982; Berg et
al., 1978; Commwell et al., 1977; Helmrath & Steinitz, 1978; Forrest, 1983).

Mothers reported significantly more *’self-reproach’’ than fathers. This is in agreement
s with other research reporting guilt to be particularly more common among women than
men (Clyman et al., 1980; Benfield et al., 1978; Helmrath & Steinitz, 1978; Wilson et al.,
1982). Although there seldom was any objective cause for these feelings, mothers blamed
themselves. Their responsibility for carrying the child through the pregnancy, and being
i the primary caretaker of the child, may explain the excess of guilt feelings in mothers.
On all questions there were a number of couples where the father acknowledged more of
- the reaction or problem than the mother. The level of distress in fathers, as indicated by
their scores on sadness and intrusive thoughts in Table 1, were also considerable. This
does make it important to address the father's grief in programs of intervention and
support.

The cause of the differences in mothers’ and fathers’ reactions is unclear, and from a
theoretical viewpoint several explanations seem viable; 1) they may be caused by a
difference in amount of attachment or “’bonding’’ to the child (for use of the concept see
Raphael, 1983), 2) they may reflect different reactivity to stress or different methods of
coping in men and women, 3) they may arise because men underreport or fail to acknowl-
edge emotions and reactions, or, 4) they may reflect the different social situation the two
sexes experience following the loss. A combination of these causes is possible and
plausible. The data reported here does not clearly favor any of the different explanations.

However, parents in our study wrote comments on their questionnaires that could be :
taken as support for the third explanation, i.e. that the observed sex differences were
.caused by men’s underreporting or suppression of emotions. One of the fathers put it this
way: ''Maybe I have a stronger ability (mechanism) to suppress what has happened to the
child. This is also true generally, it is easier for me to forget or suppress events, as I do not
reflect on them as long as my wife’’ (neonatal death). This is supported by some studies
where men have been shown 1o express less emotions than women (Allen & Haccoun,

1976; Notarius et al., 1982; Dosser et al., 1983). Furthermore it has been shown that men,
in addition to a lack of outward expression, experience less feelings and bodily reactions
than women (Allen & Haccoun, 1976; Alien & Hamsher, 1974). These researchers report
that differences are greatest regarding overt expression but present in covert responsive-
ness too. The differences vary across emotions, being greatest for fear and sadness, and
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least in anger. Our results are in line with these findings. Men reported less “feelings’’ as
well as less bodily reactions than women. We also found that the differences varied across
emotions, with no significant differences found in anger.

Another observation made when reviewing the questionnaires, was the lack of written
comments by fathers compared to mothers. In addition fathers often failed to answer
open-ended questions included to get qualitative material, while the mothers did answer
these questions. We see this as an indication of the fathers unwillingness to freely express
their feelings.

Clinical impressions from the intervention program suggest that even though men tend
to underreport their feelings, there are real sex differences in reactions experienced.
Therefore it is difficult to interpret conclusively the reported gender differences.

Some support is also found for the explanation of the observed differences on the basis
of the different social situations the two parents return to following the loss. The parents
often put this explanation forward themselves. They both stressed the fact that the father
had his work to return to. Here his thoughts were occupied, and there was little time left to
brood over what had happened. "I went to work the day after he died. I know some people
thought it strange, but it was good for me. It kept my thoughts away from what had
happened. If I had had to stay at home, I would have found some work there. It helps me
to use my hands’’ (father, neonatal death). The socially more isolated mother was left with
more time to think and feel. This may be necessary in order to work through the grief, but
it can also lead to social isolation and overindulgence in what has happened.

The difference in intensity and duration of reactions was the cause of disharmony in
many couples: ’I felt he reacted much less than me, and I felt hurt and aggressive because
of that, and also because he did not console me when I felt sad. I felt he reacted negatively
to my demands and needs for consolation. Even though my head told me that he cared for
me, my heart told me that he did not care enough’ (mother, neonata] death). One
explanation of the fact that more fathers than mothers tended to report that they felt they
had grown further apart could be that men harbor feelings of grief without being able to
express them to their partners. The fathers may find it difficult to express their feelings to
their partners, in fear of adding to the mothers already intense grief, Clinically many
fathers expressed that they felt they had to be strong to support their partner. Our results
show that intramarital lack of c¢ommunication about the event was related to feelings of
having grown further apart.

Clinically we have the impression that many mothers tend to blame their partners for not
having cared enough about them, or the diseased child. The fact that fathers perceived less
support from health personnel and soon returned to their work, constitutes a situation very
different from the mothers. The fathers may feel estranged by the situation at home, and
perceive a greater distance to their partner.

It was evident that although mothers and fathers differed in their reactions, there were
significant positive correlations between the reactions of the two spouses. A strong
reaction in one spouse was associated with a similar reaction in the other, a finding that
might indicate the reciprocal emotional influence within a relationship. It might also
indicate that fathers in these families in addition to facing the child’s death also had to face
their partners’ strong reactions. Clinically, in families where one partner shows a strong
grief reaction, one should make sure that both partners receive adequate care and support.

Although not significant, there was a trend towards mothers experiencing more difficul-
ties with their families’ and friends® reaction than fathers. If women truly experience
longer and stronger reactions than men, and at the same time feel a greater need to talk
about what has happened, then others’ unwillingness to do so may be felt very deeply.
From other studies, as well as our own clinical experience, it is evident that family and
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friends expect the parents to be ""back to normal’’ relatively shortly after the death
(Stringham et al., 1982). At times some mothers felt that fathers joined their family and
friends in this deletion.

In the clinical intervention program, parents, especially mothers, have reported; it is as
if the child is deleted from other people’s memory™. It has not been uncommon to hear
from parents taking part in the intervention program that comments and reactions from
others were the cause of distress: *'I became extremely irritated when people said; **Oh
well, at least you have one child left’’, even if I thought so myself”’ (mother, SIDS). "It
was painful when people at home blamed me when they learned that the baby was
seriously ill” (mother, neonatal death). ‘‘People show too much sympathy, and they
revive memories’’ (father, neonatal death). ''I feel that some of my friends do not
understand what we have gone through®’ (mother, neonatal death). Some parents reported
that they had to console others instead of receiving support.

However, it is evident that parents vary in their perception of help and support from
others, as well as the opportunity to express thoughts and feelings in conversations with
family and friends. Generally both partners felt they did not lack support and help from
others, but more than half of both mothers and fathers felt that family and friends avoided
talking about the death.

Regarding support from the hospital, we found fathers to be more dissatisfied than
mothers. In our intervention program fathers have complained about being overlooked in
the hospital. Usually, they say, it was the mother who was asked how she felt, and rarely-
anyone asked how he felt. When studies have reported fathers to be reluctant to talk about
the dead child or that fathers avoid professional support (Wilson et al., 1982; Nixon et al.,
1977; Mandell et al., 1980), this may result from less care and support received following
the loss.

Some caveats should be mentioned with regard to these findings. First of all, about half
of the parents failed to return the questionnaire. The response rate was similar to other
studies conducted several years after the death of a loved one (see Shanfield et al., 1984).
The attrition rate reflects the difficulties in conducting follow-up studies in bereavement
(cf. Blueglass, 1981; Parkes, 1972). Research in bereavement (Clarke & Williams, 1979;
Cooper, 1980) has indicated non-respondents to be more emotionally affected following a
loss than respondents. )

The quantitative data is gathered retrospectively. People tend to forget the painful and
remember the pleasant (cf. Ericsson & Simon, 1980).

The probable attrition of more emotionally affected respondents, and the use of retro-
spective data indicates that it is likely that our estimates of emotional reactions are lower
than the true prevalence of reactions among parents who have lost their child.

Our increased knowledge of differences in short- and long-term emotional reactions
between parents must be included in our efforts to tailor psychoeducational and therapeu-
tic intervention for the bereaved families. Anticipatory information about grief differences
between mothers and fathers, whatever the causes, can prevent marital difficulties and
help parents adapt to a major life stress situation. The large proportion of both mothers
and fathers indicating strong to severe reactions following the loss of a child should lead
health care professionals to be sensitive to the presence of these reactions, in order to
facilitate care and support for these families. We need to know more about parental
interaction and coping following the loss of a child if we are to provide more effective
guidance and counseling for the family.
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Stillbirth, neonatal death and Sudden Infant Death (SIDS):

parental reactions
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Dyregrov, A. & Matthiesen, S. B.: Stiltbirth, neonatal death and Sudden Infant Death
(SIDS): parcntal reactions. Scandinaviun Journal of Psychology, 1981, 28, 104-114.
The differences beiween parental grief reactions following different types of infant losses
were investigated. A total of 117 parents (55 couples) from three groups of parents (stillbirth,
neonatal death and Sudden Infant Death), 53% women and 47% men, answered a survey on
different grief reactions one to four years following the death. Included in the survey were
psychomectric measures relating to anxicty, depression, impact of event, bodily discomfort,
and general wellbeing. The results demonstrated that the three groups differed in their
experience of various gricl reactions. Sudden Infant Death Syndrome (SIDS) parents
reported significantly more anxicty and intrusive thoughts thun the other two groups in the
carly post-loss period, as well as significantly more anger, restlessness, and slecp disturbances
than the neonatal group. The SIDS parents also scored significantly higher on some of the
measures (experience of recovery, IES intrusion) relating to how they felt at the time of study.
Whilc the death being sudden did not show any correlation with the parents’ expetience of
. recovery or the psychometric measures, the length of time the child had lived showed astrong
relationship to these measures. L is emphasized that counselling 1o parents must be based on
increased knowledge about parental reactions, tailored 10 the individual family’s nceds.
A. Dyregrov, Research Center for Occupational Health und Safety, University of Bergen, Hans
Tanks gi. 11, 5000 Bergen, Norway.

The death of a child is considered an extremely distressing event. Many studies have
investigated how such losses affect the family (for a review see Dyregrov, 1985). Some
controversy exists in regard to whether the family members’ reactions depend on the type of
loss they experience, and the length of time the child has lived (Peppers & Knapp, 1980;
Laurell-Borulf, 1982; Kennell et al., 1970; Benfield er al., 1978; Lovell, 1983; Kirkley-Best &
Kellner, 1982).

Peppers & Knapp (1980) did not find the mean grief score significantly different in women
who had experienced miscarriage compared with women who experienced stillbirth or
neonatal loss. Likewise, Laurell-Borulf (1982) found no differences in how mothers who lost a
child prior to, duringor after birth had worked through the crisis resulting from the loss. That
parental grieving is not related to the duration of the child's life is also supported in other
studies (Kennell et al., 1970; Benfield e al., 1978).

However, in a study of late miscarriage, stillbirth and perinatal loss, mothers whose babies
had lived, even fleetingly, were found better able to make sense of the tragedy than mothers
experiencing stillbirth (Lovell, 1983). More intense grieving responses have been found
associated with stillbirth when the loss was late in the pregnancy (reported in Kirkley-Best &
Kellner, 1982). These results fit the view that attachment develops during pregnancy. Kennell
et al. (1970) found high mourning to be associated with the amount of contact the parents had
with the child before the death. They found, however. no relation between the length of the
baby’s life and the mourning score. The gestational age of the infunt as a factor in perinatal
goeving has, however, aever been systematically explored (Kirkley-Best & Kelloer, 1982),

While suddenness of death seems to be a signilicant fuctor in predicting adverse grief
reactions in adults (Parkes, 1972, 1975; Parkes & Weiss, 1983; Glick etal., 1974; Lundin, 1982,
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1984; Carey, 1979-80; Vachon et al., 1982), this aspect is relatively unexplored in studies on
the effect of a child’s death on the family. Authors have commented on the fact that
unanticipated loss of a child leads to more intense, disruptive and intolerable feelings
(Woolsey et al., 1978) and to forms of pathological bereavement (Raphael, 1975). In one study
(LaRoche et al., 1982) there was a trend towards more inappropriate grief reactions in
unexpected versus expected stillbirth. Peppers & Knapp (1980) found the mean grief score
highest at the time of death in the stillbirth group, compared with a miscarriage and neonatal
group. Although this difference was not statistically significant, it may reflect the sudden
impact of stillbirth. A salient feature of the reactions to sudden losses is the amount of anger
experienced by the bereaved parents (Woolsey er al., 1978; Cooper, 1980). In studies of
parental reactions following the death of a child from cancer, a poor adaption following the
loss was associated with a short duration of the child’s illness (Spinetta er al., 1981; Rando,
1983). The subsequent adaption of the parents was also poor when the duration of the child’s
illness was very long (18 months) (Rando, 1983).

Parents who conceive a new child soon after the death, have been said to replace the child
they have lost, and not work through their grief (Cain & Cain, 1964; Poznanski, 1972; Lewis,
1979). Early conception of a new child after the loss of an infant has been found to correlate
with morbid grief reactions (Rowe er al., 1978), and with rejection and negative feelings
toward the new baby (Forrest, 1983).

Other studies, however, indicate that the birth of a new child can be helpful. Mothers list the
birth of a subsequent child as one of the factors that heiped them most in their grief (Stringham
et al., 1982). Researchers have found a less intense grief reaction (Peppers & Knapp, 1980),
and less depression (Videka-Sherman, 1982) among mothers who have given birth to a
subsequent child, compared with parents without such a child. In one study no relationship
between giving birth to a new child and the mother’s “crisis outcome” was found (Laurell-
Borulf, 1982). In this last study, however, the single factor most frequently mentioned by the
mothers as most helpful in their grief work was having a new child, even though less than two-
thirds of the mothers experienced this (Laurell-Borulf, 1982).

This report will address the following questions: Do early parental grief reactions differ in
relation to the type of death that they experience? Does sudden death iead to more intense
disruptive grief reactions than anticipated death? Will the length of time the baby lived
influence the parent’s grief reactions? Will parents who conceive a new child shortly after the
loss fare worse than those who do not?

METHODS
Subjects

This paper is based on data gathered from families served by the Department of Obstetrics and the
Department of Pediatrics at the University Hospital in Bergen, Norway. At the Department of Obstetrics
there are around 4 000 deliverics annually. The Department of Pediatrics treat approximately 3 600
inpatients and 15 000 outpatients per year. It provides services to families living on the western coast of
Norway. All families which lost their chitd due to stillbirth or neonatal death (a living child transferred to
the Neonatal Intensive Care Unit who later died) in a three-year period were included in the study. In
addition Sudden Infant Death Syndrome (SIDS) families that came in contact with the Department of
Pediatrics in relation to the death were included. This group constituted around 80% of all families in the
region that lost a child in SIDS during the time period of the study (based on data from birth register). A
total of 28 families were excluded when other types of crises made it clinically and ethically difficult to
subject them to the study, such as an extremely adverse psychosocial family situation, or the expectation
of a new child in the near future.

A total of 214 parents that lost a child 12-48 months earlier (M=27.02 months, SD=9.20) received a
questionnaire. Of these, 117 parents returned the questionnaire. In 55 families both parents responded. In
addition seven mothers only responded (three married, one living with partner, three divorced). Their age
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ranged from 19 to 49 years (M=29.1, SD=5.79). Sixty-two per cent of the parents were younger than 30
years; 56% lived in urban areas. Regarding education, 23% had primary school as their highest level of
education, 55% had high school or college level and 22% had university or graduate level background.

The sample consists of three groups of bereaved parents. These three groups were (1) a stillbirth group
(N=31), (2) a neonatal group (N=57, including deaths occurring in the first week after birth), and (3) a
SIDS group (N=29).

All parents were offered assistance after the investigation. An intervention programme was started at
the same time as this investigation, but, except for six SIDS families, none had received systematic help
prior to the investigation. Qualitative clinical data from the intervention programme have been used to
illustrate some of the quantitative observations.

Measures

All subjects were asked to complete a questionnaire containing sociodemographic questions, questions
related to the loss itself, including the family reactions to the loss, and inventories measuring psychic and
somatic discomfort.

The questions concerning the loss were constructed for this study. Questions were based on previous
literature (Kennell er al., 1970; Benfield et al., 1978; Rowe et al., 1978; Cullberg, 1966; Cornwell et al.,
1977; Mendell et al., 1980) and exploratory interviews and meetings with parents who had lost a child. An
early enlarged version of the questionnaire was used as an interview guide in a “pilot study” of five
bereaved families, and revisions were made. The questionnaire explored both immediate reactions to the
loss, reactions during the time following the loss (anxiety, anger, depression, restlessness, etc.), siblings’
reaction, and thoughts and feelings now, at the time of study. The format of these questions is found in
Table 1.

The final questionnaire also includes the following inventories:

1. The Impact of Event Scale (IES) (Horowitz et al., 1979; Zilberg et al., 1982) which provides a
measure of intrusive thinking and periods of avoidance associated with traumatic life events. Cronbach’s
alpha IES intrusion=0.90, IES avoidance=0.70. All Cronbach’s aipha values relate to results from this
study.

2. The 20-item version of the Goldberg General Health Questionnaire (GHQ) (Goldberg, 1978) was
used to assess psychological impairment of health. Cronbach’s alpha=0.93.

3. The state version of the State-Trait Anxiety Inventory (STAI) (Spiclberger et al., 1970) to assess
degree of residual anxiety. Cronbach’s alpha=0.94.

4. The Bodily Symptom Scale (BSS) (Person & Sjgberg, 1981) was employed to provide a measure of
bodily discomforts. Cronbach’s alpha=0.93.

5. The short form of the Beck Depression Inventory (BDJ) (Beck & Beck, 1981) was employed to
provide a measure of depression. Cronbach’s alpha=0.88.

i AN

P Procedure

One week prior to sending the questionnaire, a letter was sent informing the parents of the study. The
goals of the study were explained. The main objectives stated were increasing health personnel’s
knowledge of family reactions after the loss of a child, and to improve support for such families. Three
weeks after receiving the original questionnaire, non-responding families were sent a follow-up letter
requesting their response. In all communications with the families parents were offered the assistance of a
pediatrician and a psychologist (the first author) if they felt the need for asking questions, or for expressing
thoughts or feelings concerning the loss.

Mothers and fathers received almost identical questionnaires, and they were requested to fill them out
scparately. The mother’s questionnaire contained questions about sibling reactions, and factual questions
requiring only one of the parents to answer. The length of the questionnaire was thus 18 pages for mothers
and 15 pages for fathers.

Statistics

Admittedly data in Table 1 were treated on the interval level by the use of one-way analysis of variance.
Chi-square analyses are not reported due to the frequencies in some of the cells. However, we conducted
such analyses, and the significant group differences were almost identical with the results presented in
Table 1.
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RESULTS

About half (54.7%) of the parents returned the questionnaire (53% of the responders were
women). Based on hospital records, responding and non-responding mothers were compared
with the child's weight at birth, the length of time the child lived, the mother's age. and
whether the family lived in rural or urban areas. There were no significant differences between
the groups on these variables (no ¢ values >2.00, p>0.05).

When the responding parents in the stillbirth, neonatal and SIDS groups were compared for
age, education and number of children, no significant differences were found (no
values>2.00, p=>0.05).

In Table 1 the parents’ responses to questions regarding their grief reactions in the period
following the loss are listed. The three groups differed in their experience of various early grief

indicates high distress).
The SIDS group showed the highest mean scores on all questions, indicating more distress in
the period following the loss, Although not included in the table, this was true for both men and

were similar for both men and women, except for the questions regarding “self-reproach™,
“restlessness” and “worked more”, where the differences Wwere most apparent for men,

than stillbirth parents (M=17.71, SD=3.93) and neonatal death parents (M=17.25,
SD=4.40, r=3.68, df=45, p<0.001; 1=4.48, df=76, p<0.001).
The type of death the parents experienced was important for how much anxiety they

(69%) following the death, some of the neonatal death parents experienced such anxiety
(27%), and only a small part of the stillbirth parents (15%) reported much or very much

question. No significant differences were found between the groups.

SIDS parents reported more restlessness than the two other groups, and stillbirth parents
reported more restlessness than neonatal-death parents. One father (SIDS) commented on his
restlessness in the following manner: “It was €normous. I could not be at home for an hour. I
had to do something all the time. Doing something kept the thoughts from coming. I still feel
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Table 1. Early grief reactions in parents following their child’s death. Comparison of groups
Group
Peri/neonatal
Stillbirth death SIDS
Question N(31) % N(57) % N (29) % ad df
To what degree did you react with:
1. Anxiety
1. Not at all 9 333 18 32.7 1 3.6
2. Some 14 st9 22 40.0 7 25.0
3. Much 2 7.4 8 14.5 13 46.4
4. Very much 2 74 7 12.7 7 25.0
Mean 1.89 207 293 10.76*** 2107
2. Anger
1. Not at al 9 46 32 571 5 18.5
2. Some 12 6.2 17 304 17 63.0
3. Much 4 15.4 5 8.9 2 74
4. Very much 1 3.8 2 36 3 11.1
Mean 1.89 1.59 2.1 3.94* 2106
3. Self-reproach
1. Not at all 7 259 21 38.2 3 10.7
2. Some 13 481 23 418 1 39.3
3. Much 2 74 7 12.7 6 214
4. Very much 5 18.5 4 73 8 28.6
Mean 2.19 1.89 2.68 6.20°* 2/107
: 4. Sadness
i 1. Notacall 0 0 0 0 1 3.4
2. Some 4 129 7 12.3 1 34
3. Much 12 387 26 45.6 9 31.0
- 4. Very much 15 484 24 4.1 18 62.1
Mean 3.36 330 3.52 0.94 2114
i 5. Restlessness
I. Not at all 5 16.7 11 19.6 1 34
2. Some 13 433 34 60.7 14 483
3. Much 10 333 6 10.7 8 27.6
4. Very much 2 6.7 5 89 6 20.7
Mean 2.30 2.09 2.66 4.43° 27112
6. Worked more
1. Not at all 20 69.0 36 65.5 9 321
2. Some 8 276 11 20 15 53.6
3. Much 1 34 5 9.1 2 7.1
4. Very much 0 0 3 55 2 7.1
Mean 1.35 1.55 1.89 3.49° 2109
7. Intrusive thoughts
about the child
1. Not at all 2 7.1 2 3.6 1 34
2. Some 6 214 15 273 2 6.9
3. Much 10 357 16 29.1 7 24.1
4. Very much 10 357 22 400 19 65.5
Mean 3.00 3.06 3.52 318 2109
8. Sleep disturbances
1. Not at all 7 241 24 429 5 17.2
2. Some 13 448 25 4.6 9 31.0
3. Much 4 13.8 3 5.4 6 20.7
4. Very much 5 17.2 4 71 9 31.0
Mean 2.24 Lm 2.66 8.38°°* 21
“One-way analysis of variance. * p<0.05; ** P<0.01; *** p<0.001. NB: Not all respondents answered all
qQuestions. Responding 7 therefore does not add up to total N for each group.
|
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Table 2. Group differences in bereaved parents’ score on psvchometric inventories (one-way analyses of
variance).

1 2 3
Stillbirth Peri/neonatal SIDS

Dependent variable Mean SD Mean SD Mean SD df F

1. Experience of

recovery? 1.71 0.74 1.86 .77 2.17 054 2/114 334
2. STAI X-1 36.28 1201 3371 10.12 3678 1096 2/114 099
3. BDI 2.66 4.65 2.31 3.3 3.00 344 2/109 0.32
4. BSS 57.20 1552 6292 2010 6736 1581 2/98 1.9
5. GHQ 2.94 447 325 4.98 379 4.88  2/114 0.25
6. IES intrusion< 6.48 5.58 8.74 854 1235 9.19  2/104 3.88*
7. IES avoidance 5.96 6.26  6.53 5.25 7.68 510 2/89 0.59

¢ Over all effects were tested with analysis of variance, one-way.

* Multiple range test (LSD procedure, one-way) shows significant differences at the 0.05 level
between the stillbirth and the SIDS group.

¢ Multiple range test (LSD procedure, one-way) shows significant differences at the 0.01 level
between the stillbirth and the SIDS group.

* p<0.05; ** p<0.01.

some of the restlessness.” The group effect was significant. and a range test showed
significantly more restlessness in SIDS parents compared with neonatal parents (LSD
procedure, p<0.01).

More SIDS parents compared with neonatal and stillbirth parents acknowledged having
worked more since the loss. Few parents in all three groups experienced this reaction to any
strong degree. The group effect was significant, and a range test showed SIDS parents
reporting that they had worked significantly more than the parents in the stillbirth group (LSD
procedure, p<0.05).

A common grief reaction was intrusive thoughts about the dead child. Nearly all SIDS
parents had experienced this reaction to a strong or very strong degree. For most families the
death took place in their home, and the events are “printed” at the back of their mind. One
mother (SIDS) reported that she still was upset by frequent “flashbacks” to the situation when
she found her baby dead on the floor. Her husband had taken the baby into his bed as the child
was crying. She woke up, looked for the child under his blanket. did not find him, and the next
thing she saw was the child dead on the floor. *I touched him. and he was cold. I have frequent
nightmares taking me back to the situation. and also imagining our later born baby as the dead
child.” The group effect was significant (see Table 1). The SID group differed significantly
(range test. LSD procedure, p<0.05) from the other two groups.

Sleep disturbances were common among parents in the SIDS and stillbirth groups. There
was a significant group effect. Both the SIDS group and the stillbirth group differed
significantly from the neonatal group when a range test were performed (LSD procedure,
p<0.001 and p<0.05 respectively). Again, the SIDS parents had the highest percentage of
problems in this area.

The differences between the three groups at the time of study (one to four years following
the death). on five standarized inventories measuring different emotional aspects are shown in
Table 2 (IES scores are reported separately for IES intrusion and IES avoidance). In addition
the responses to a direct question asking to what degree they now felt recovered after the loss
are included in the table.
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SIDS parents had the highest mean score on all measures. A multiple range test showed that
the stillbirth group felt significantly more recovered than the SIDS group at the time of study (a
higher score indicates less recovery).

The stillbirth group had a higher (but non-significant) mean score on depression and state
anxiety (Table 2) than the neonatal parents at the time of study. On the other measures the
stillbirth group had a lower mean score than the neonatal group. Although not included in the
table, the differences in scores between the groups were similar when men and women were
treated separately.

Table 3 shows the relationship between some selected clinical variables held to be of
importance for grief outcome, and the psychometric inventories (the parents’ own report of
recovery is added to the list). The type of death showed a significant correlation to how the
parents felt they had recovered following the loss. Type of death did not show any correlation
to the other measures (Table 3).

The child’s age (the child’s age refers to gestational age plus eventual time the child lived, as
identified in the hospital records) showed a clear relationship across most inventories and
recovery experience. The parents reported more symptoms and felt less recovered at the time
of study if the child had lived a longer period of time (Table 3). All parents who experienced a
SIDS death, a stillbirth with less than 24 hours notice of the death, or a death occurring within
the first 24 hours of life were regarded as having experienced a sudden death. Parents in the
neonatal group who, on a direct question, indicated that their baby’s death occurred without
notice, were also included in the sudden death group. All other deaths were regarded as
anticipated deaths. The suddenness of the death did not show any correlation with either the
experience of recovery or the standardized measures (Table 3). Having a new baby did not
correlate with any of the measures.

As the interval between the time of loss and the time of answering the questionnaire varied
between one and four years, we felt it necessary to control for this factor when examining the
relationship between the clinical variabies above, and the various measures reflecting grief. .
The partial r correlations indicated that the variability in time span only had a2 minor influence.

DISCUSSION

SIDs parents reported stronger early grief reactions than parents who experienced stillbirth or
neonatal death. The SIDS group experienced significantly more feelings of anxiety, and
mntrusive thoughts than the other two groups. They also reported significantly more restless-
ness, anger, self-reproach, and sleep disturbances than the neonatal group, and having
worked significantly more than the stillbirth group. Stillbirth parents reported significantly
more sleep disturbances than the neonatal group. Sadness were more equally reported in the
three groups. An index based on the sumscores of the early grief reactions showed that SIDS
parents experienced more grief reactions than stillbirth parents, while the group scored
somewhat higher than the neonatal death parents.

The same pattern emerged when the scores of the three groups were compared on the
standardized psychometric inventories. The SIDS group’s IES intrusion scores indicate more
intrusive images and intrusive thoughts in this group compared with the other two groups. The
SIDS families also experienced significant less recovery at the time of study. The SIDS group
had higher mean scores on all the other inventories, indicating higher distress one to four years
after the child’s death. On the General Health Questionnaire the SIDS mean score was
somewhat higher than the other two groups (although not significant). The scores for the three
groups on the Beck Depression Inventory did not differ much.

The results confirm that SIDS deaths are a very traumatic form of death (Blueglass &
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Hassall, 1979; Read et al., 1982; Limerick, 1983). Parents are given no warning, no time for
preparation, and the death usually happens in the home with the parents themselves
discovering the dead child. Although SIDS is accepted as a valid post-mortem diagnosis, the
mechanism of this sudden death is still largely unknown (Kelly & Shannon, 1982). This makes
the situation and prospects for the future more unpredictable and frightening for the parents,
as well as their family.

As discussed previously, sudden death is believed to result in more adverse psychological
consequences than anticipated death. In previous grief research, bereaved with as long as five
days to two weeks of forewarning have been included in the sudden death group (Parkes, 1975;
Vachon et al., 1982; Sanders, 1979-80). Our results, utilizing a more “pure” sudden death
group, did not confirm the impact of suddenness on grief outcome.

Other aspects, apart from suddenness, must be more important in explaining why the SIDS
families experience more intense and long-lasting psychological reactions. The highly trauma-
tic circumstances surrounding the death might explain the differences between the SIDS group
and the two other groups.

We found a clear relationship between lifelength and the parents’ long-term adaption on all
measures except the avoidance part of the Impact of Event Scale and the Bodily Symptoms
Scale. Those parents whose child lived for a longer time (gestational age included) experi-
enced more long-term adaption problems than those whose childred died early. Grief was
related to the duration of the baby’s life, and stronger grief reactions were evident with
advanced length of the child’s life. This confirms what others have found (Lovell, 1983;
Kirkley-Best & Kellner, 1982). Parental attachment is believed to develop through pregnancy
(especially in mothers) as the baby is harboured and nurtured by the mother’s body (Raphael,
1983). As both parents have the opportunity to take part in the care of the child either in
hospital or later at home, it is reasonable to expect a growing mutual bond formation, and thus
a strong grief reaction.

Our results suggest that parents who delivered or were expecting a new child, did not fare
worse than other parents. Parents taking part in the intervention programme have often
commented on how helpful it was to be pregnant again, or having a new child. Other
researchers have found the same (Laurell-Borulf, 1982), both regarding quantitative results,
and qualitative comments. We cannot, however, draw any firm conclusion regarding the
psychological welfare of later born children. It seems, however, that the negative con-
sequences of having a new child may have been too much emphasized in the clinical literature
(Cain & Cain, 1964; Poznanski, 1972; Lewis, 1979). Due notice should also be given to the
potential beneficial aspects of having a new child.

The retrospective method requires the parents to draw on long-term memory involving both
post hoc inference and interpretation. The human mind tends to forget the painful and
remember the pleasant (Ericsson & Simon, 1980). Thus the report may be biased towards an
under-reporting of painful feelings. The attrition rate is similar to other studies conducted one
to four years following the death of aloved one (Shanfield et al., 1984). From other research on
bereavement there is reason to believe that the non-responders are more emotionally affected
than the responders (Cooper, 1980; Clarke & Williams, 1979). This adds to the likelihood that
our estimates of emotional reactions are lower than the true prevalence of these reactions
among bereaved parents.

CONCLUSION

Parents continue to grieve for years after the child’s death. Psychosocial assistance must be
tailored to the need of parents, to reduce the possibility of long-term emotional sequelac.
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may benefit parents from all these groups, but seems especially needed for the SIDS group. ;
When intrusive images and thoughts continue for more than three to four months, psychologi- L
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Empirical data on the subjectively reported anxiety reactions of 117 parents who lost an
infant at birth or during the first year of life are presented. From a retrospective survey
conducted 1 1o 4 years after the death it was evident that parents experienced a great deal
of anxiety following the death of their child. Parents who experienced a sudden death in the
home reported the strongest anxiety, but other parents who lost their child in hospital at
birth or thereafter also experienced strong anxiety. The anxiety for surviving children and
later-born children was extensive. In all areas mothers experienced more anxiety than
fathers. More intense and longer grief in one’s partner, the perceived lack of support from
others, being older, and being a female were significantly correlated with anxiety. The
results are interpreted as a confirmation that parents who lose their children experience a
fundamental change in their beliefs about their family’s future security. Better training of
health personnel is required to secure an adequate follow up of families that Jose a child.

A. Dyregrov, Research Center for Occupational Health and Safety, University of Bergen,
Hans Tanks gt. 11, 5000 Bergen, Norway.

A sharp increase in fear and anxiety is one of the most common and distressing conse-
quences of a post-traumatic stress disorder (PTSD, American Psychiatric Association;
Diagnostic and Statistical Manual of Mental Disorders, 1980). A high level of fear and
anxiety has been reported among survivors of concentration camps (Niederland, 1968),
rape victims (Scheppele & Bart, 1983), victims of torture (Allodi & Cowgill, 1982), assauit
victims (Krupnick & Horowitz, 1980), and hostage victims (Ochberg, 1978).

The ingrease of fear and anxiety has been linked to a loss of the illusion of invulnerabil-
ity (Janis, 1969; Janoff-Bulman & Frieze, 1983; Scheppele & Bart, 1983). This illusion
refers to the inclination in people to look at themselves as less vulnerable than others (a
review of research is given by Perloff, 1983). This strategy results in a sense of control
which allows them to cope with their daily activities. However, a person can no longer
hold on tp a fundamental belief in his future safety after an extremely stressful event
(Janis, 1969).

Several studies have reported an increased anxiety in parents following the death of a
child (Clyman et al., 1980; DeFrain & Ernst, 1978; Cornwell et al., 1977; Lewis, 1981).
Few authors have looked at anxiety and fear from the perspective of vulnerability. In this
paper we will examine parental anxiety from the perspective of vulnerability and explore
several aspects of the anxiety which parents experience following the death of their child.

The following questions will be addressed: 1) To what degree do parents react with
anxiety following their child's death? 2) Is there any difference in the amount of anxiety
reported among parents who experienced different types of loss (stillbirth, neonatal death,
Sudden Infant Death Syndrome)? 3) Will the death of a child lead to increased anxiety for
surviving and later born children? 4) To what extent do parents experience anxiety during
a new pregnancy and birth? 5) What psychosocial conditions show the strongest relation-
ship to angiety? Finally in the discussion we will address the question: Does the death of a
child lead to a loss of the sense of invulnerability in parents?
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METHOD

Subjects

The study was carried out at The University Hospital of Bergen. This hospital provides services to
families living on the western coast of Norway. At the Department of Obstetrics there are around
4000 deliveries per year, and the Department of Pediatrics treat 3 600 impatients and 15000 outpa-

Infant Death Syndrome (SIDS) families that came in contact with the Department of Pediatrics in
relation to the death were included. This group constituted around 80 % of all families in the region

subject them to the investigation, such as an extremely adverse family situation, or the expectation of
a new child in the near future.

A total of 214 parents who lost a child received a questionnaire. Of these, 117 parents who had lost
achild 1 to 4 years previously (M=27.02 months, SD =9.20) returned the questionnaire; The group
consisted of 55 couples and 7 mothers, and the respondents’ age ranged from 19 to 49 years (M=29, 1,
SD =5.79). 62 % of the parents were younger than 30 years. 56 % lived in urban areas. All the fathers
and 95 % of the mothers were married. Regarding education, 23 % had primary school as their highest
level of education, 55% had Jjunior college or correspondingly, and 22 % had university or high school
background.

The sample consists of three groups of bereaved parents. These three groups were 1) a stillbirth
group (N=31), 2) a neonatal group (N=57), and 3) a SIDS group (N=29),

All parents were offered assistance after the investigation. An intervention program was started at
the same time as this investigation. Except for 6 SIDS families, none of the parents had received any
systematic help prior to the investigation. Qualitative data from the intervention program have been
used to illustrate some of the quantitative observations. The psychologist’s role allowed access 1o
information not available through a questionnaire study.

Measures

The parents were asked to complete a written questionnaire. The questionnaire contained three parts
designed to provide 1) sociodemographic information, 2) data related to the loss itself including the
family reactions to the loss, and 3) data on psychic and somatic discomfort.

Questions for the instrument were adapted from the literature on family reactions to the death of a
child (Kennell et al., 1970; Cullberg, 1966; Rowe et al., 1978; Benfield et al., 1978; Cornwell et al.,
1977; Mandell et al., 1980), and from exploratory interviews and meetings with parents who had lost a
child. Subsequent revisions were made. From the more extensive questionnaire only data pertaining
to anxiety was used (see Table | for specific questions answered by the parents regarding the time
period following the loss (question A) and later (questions B and C)). Qualitative information collected
through the intervention program gave additional information on the different types of anxiety
experienced by the parents.

In addition the questionnaire also included Spielberger’s STAI Form X-1 (Spiclberger et al., 1970).
In the state version of the State-Trait Anxiety Inventory subjects indicates the intensity of their
feelings of anxiety at a particular moment in time. The parents were asked to report how they felt
now. Cronbach’s alpha was 0.94.

Procedure
One week prior to sending the questionnaire, a letter was sent informing the parents of the main
objectives of the study; to increase health professionals’ knowledge of family reactions after the loss
of a child, and to improve support for such families. Three weeks after receiving the original
questionnaire, non-responding families were sent a follow-up letter requesting their response. In all
communications parents were offered the assistance of a pediatrician and a psychologist (the first
author) it they feit the need for asking questions, or for discussing thoughts or feelings concerning the
loss.

Mothers and fathers received almost identical questionnaires, and they were requested to fill them
out separately. The mother’s questionnaire contained questions about sibling reactions, and factual
questions that required answers from only one of the parents. The length of the questionnaire was
thus 18 pages for mothers, and 15 pages for fathers.
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Statistics

The data from the 117 questionnaires were coded and entered on a permanent data file. SPSS (Nie et
al., 1975) was used for the statistical computations.

RESULTS

About half (54.7%) of the parents returned the questionnaire (53% of the respondents
were women). Based on hospital records, responding and non-responding mothers were
compared on the child’s weight at birth, the child’s life-span, the mother’s age, and
whether the family lived in rural or urban areas. There were no significant differences
between the groups (£>0.05, two-tailed test).
The amount of subjectively reported anxiety varied with the child’s type of death.
There was a significant group effect (F=10.76, df=2/107, P<0.001), with the parent's

Table 1. Frequency of anxiety reactions in parents who lost q child
Split in three groups according to type of death. Tested for significance between the groups

Stillbirth Neonatal death  SIDS
Question N % N % N % F°
A. To what degree did you
react with anxiety
following the death?
1. Not at all 9 333 18 327 1 3.6
2. Some 14 51.9 22 40.0 7 25.0
3. Much 2 7.4 8 14.5 13 46.4
4. Very much 2 7.4 7 12.7 7 25.0
Non responders 4 2 1
Mean 1.89 2.07 2.93 10.76***
df=2/107
B. Are you more anxious for
your other children now than
before the death?
1. No 4 17.4 4 8.7 0 0.0
2. To some extent 10 43.5 25 543 8 33.3
3. To a large extent 9 39.1 7 37.0 16 66.7
Non responders 8 1 3
Mean 221 2.28 2.67 3.90*
df=2/90
C. To what extent were you
anxious during a
new pregnancy?
1. Not at ali 2 6.9 2 5.9 0 0.0
2. Very little 3 10.3 7 20.6 2 10.0
3. Some 9 310 10 294 10 50.0
4. Very much 15 51.7 15 44.1 8 40.0
Non responders® 0 0 3
Mean 3.28 312 3.30 0.37
=2/80

“ One way analysis of variance.

® The non responders are those who indicated that they either expected or had got a new child
following the loss, but did not answer this question. *p<0.05 for stillbirth versus SIDS, and neonata)
versus SIDS, using a range-test (Isd-procedure), ***p<0.001 for stillbirth versus SIDS, and neonatal
versus SIDS, using a range-test (Isd-procedure).
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subjective experience of anxiety in the period following the loss significantly higher in the
*‘cribdeath™ or SIDS (Sudden Infant Death Syndrome) group, than in both the stillbirth
and the neonatal group (Table 1 A). Although not included in the table, women reported
more anxiety than men in all three groups. The percentage of women versus men who
reported ‘much’ and ‘very much’ anxiety was for the stillbirth group; 23.1% vs. 7.1%, for
the neonatal group; 40% vs. 12%, and for the SIDS group; 92.9% vs. 50%.

The question A in Table 1, did not specify the kind of anxiety that the parents felt.
Qualitative information from the intervention program indicated that the anxiety was both
of an unspecified kind, the parents felt another disaster was imminent, and more specific,
as fear of the dark, fear of being alone etc.

Clinically, parents often expressed anxiety for their partner. This anxiety took the form
of needing reassurance of he or she being well or safe. Fear of oneself having a life-
threatening disease, most often cancer, was also reported, together with the fear of own
death. *'I am afraid of being seriousy ill, having to die and not being with the others. I think
of iliness and death nearly every day'’ (mother, neonatal death).

Parent’s anxiety were often triggered by intrusive images of the death. Sleep disturb-
ances frequently foliowed periods of increased anxiety.

**After I have gone to bed | frequently see images—just like slides being turned on and
off on a screen. I can’t stop them when I want to, and that’s why I lose control. Everything
feels dark and suffocating in my bedroom, my heart starts beating faster and 1 get
difficulties breating. I want to get out of bed, but it feels like being tied to the bed, and 1
can’t move’ (mother, neonatal death). :

Parents also reported fear of something happening to surviving or later born children.
SIDS parents reported significantly higher levels of anxiety for their surviving children
than the other two groups (F=3.90, df=2/90, p<0.05, see Table 1B).

One father who lost his child in cribdeath said that his fear for their surviving child could
be compared to clinging to two ropes up in the air. If one rope broke, he would desperately
cling to the other.

A majority of the couples tried to conceive a new child soon after the death of the child.
In our sample 78 % of the parents either had or expected a new child at the time of study (1
to 4 years following the loss). Parents frequently reported anxiety in relation to a new
pregnancy and birth, as indicated in Table 1 C. When the percentages for the categories for
“*some’’ and ‘‘very much’’ were taken together, SIDS parents reported more anxiety than
the other two groups of parents. However, in the category *‘very much™, stillbirth parents
had the largest numbers of responders (51.7%), followed by neonatal death parents
(44.1%) and the SIDS parents (40 %). No significant group differences were observed. For
the categories ‘‘some” and ‘“‘very much™ taken together, the percentages for women
versus men on this question (question C) were respectively: stillbirth group 86.7% vs.
78.6%, neonatal group 77.7% vs. 68.8 %, and SIDS group 100% vs. 77.7%.

Qualitative information indicated that the anxiety sometimes was extremely high, and
experienced simultaneously with sleep disturbances, nightmares, and intrusive, compul-
sive thoughts. If something was physically wrong with the new child, the anxiety rose
sharply. If the child was admitted to the Pediatric ward it was not uncommon to find that
the mother expected a message about the child’s death every time someone came through
the door to her room. The fear of reoccurrence was increased by similarities with the
original traumatic situation, i.e. the new child was of the same sex as the deceased, if there
was physical similarities between the two children (“‘God, I hope it wilt not be a girl that
looks like her’"), or the new child was born at the same time of year as the deceased child.

STAI-X (sumscore) showed state anxiety (how the parent felt now, 1 to 4 years
following the death) to be highest in the SIDS group (M=36.78, SD=10.97), and the
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stillbirth group (M=36.28, SD=12.01) while the neonatal group had a lower mean score
(M=33.71, SD=10.12). No significant group effect was observed.

Table 2 provides an overview of some psychosocial conditions that are believed to be of
importance in grief reactions. The relationship between these psychosocial conditions and
state anxiety for the whole sample is presented.

A total of 5 out of 16 psychosocial conditions showed a significant relation to state
anxiety (using product moment correlation). The more difficult it was to communicate with
the spouse following the death, and the stronger or longer grief the informant felt he/she
experienced compared to his/her spouse, the more anxiety he/she experienced at the time
of study. More anxiety was also related to an experienced lack of support from others.
There was also a postive correlation between anxiety and age. No relationship between
state anxiety and the number of children in the family was observed.

As the interval between the actual loss and the time of participation in this research
varied as much as 1 to 4 years, a partial correlation was computed to control for this
interval. As evident from Table 2, whether the parents answered early or late in this time
period had only minor influence.

Fig. 1 illustrates a multiple regression analysis that shows the relative relationship
between state anxiety (dependent or criterion variabie) and some of the psychosocial/de-
mographic conditions (independent variables or predictors) listen in Table 2. Relative

Table 2. Demographicipsychosocial variables, and their correlation and partical correla-
tion (controlled for the interval between death and participation in this research) with
state anxiety (Pearson product-moment correlation)

The whole State anxiety
group (n=117)
Question M SD r pr
1. Age (years) 29.17 5.79 .19* .18*
2. Education - - .01 02
3. Number of children 1.51 0.78 04 04
4. Sex - - .23+ .24*
5. Interval between death and participation
in research (months) 27.02 9.20 -.12 -
6. Better/worse relationship to partner 1.62 0.84 .07 .09
7. More difficult to talk with partner 1.65 0.71 .18* 17
8. Informant felt partner reacted with more
intense grief than him/herself 2.04 0.86 .30** .30
9. Informant felt partner’s grief reaction
was of longer duration than his/hers 2.07 0.89 .24* 25+
10. Informant experienced partner’s reaction
as different from his/hers 1.87 0.69 07 .06
11. Family avoided death in conversations 1.87 0.78 12 .10
12. Friends avoided death in conversations 2.14 0.78 .10 10
13. Lacked support from others 2.32 0.92 350 34
14. Post-loss contact with hospital 1.36 0.48 -.03 .02
15. Support from hospital 2.69 1.05 .02 .02
16. Satisfaction with information 1.83 0.84 .16 .18

Note. Questions 6-12, and 16 are trisected, with the value ] defined as a positive value, value 2
defined as neither positive mo negative, and value 3 defined as negative. Questions 13 and 15 are
listed with four values, where value 1 denotes very good support and value 4 very little support. In
question 14 value 1 is defined as the existence of post-loss contact with the hospital, while value 2
denotes no such contact. *p<0.05, **p<0.01, ***p<0.001.
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sex
partial r = ,27, Beta = .26, p <« .01

age
partial r = .3, Beta = .27, p <« ,01

state anxiety

lacked support from others
partial r = .35, Beta = .33, p « .001

R2 = .23 RZ = .21 pe< .001

Fig. 1. Psychosocial variables with the strongest predictor contribution to explained variance of state
anxiety in parents who have lost a child. The relative contribution of each variable is given in partial
correlations (partial r) and beta. The significance level for each predictor-contribution is also listed
(p). The circle represents the variance in the criterion variable or the predicted index. The shaded part
of the circzle denotes variance explained by the predictors. Total explained variance is listed as the
squared R,

relationship is explained as the unique contribution the different predictors give to explain
observed variance in the criterion varible, when the other predictors are held constant.

Different combinations of the psychosocial conditions listed in Table 2 were utilized in
several regression models. In trying to isolate the demographic/psychosocial variables that
would yield the optimal prediction equation, the cutoff point was determined by statistical
criteria (Nie et al., 1975): 1) that the overall F ratio of the equation be significant, and 2)
that the unique contribution (parital correlation and beta-weight) of each predictor in the
final regression model be significant at 5% level. The regression model in Fig. 1 illustrates
the psychosocial conditions which best predicted state anxiety. Non-significant (»>0.05)
predictors were exciuded from the model (beta-weights for the excluded predictors vary
between 0.20 and =0.06, using a backward exclusion paradigm). The psychosocial condi-
tions included in this model predicted 23% of the variation in state anxiety (R=0.48,
R*=0.23, R%c=0.21, F=11.14, df=3/1 13, p<0.001). The strongest predictors in explaining
variations in anxiety were the predictors’ “‘lack of support from others’’, ‘‘age’, and
**sex”", in their respective order.

DISCUSSION

The resuits showed that subjectively reported anxiety was very common in parents
following the death of their child. This was especially so with parents who experienced a
sudden death in the home (SIDS), but also following death at birth and thereafter. The
anxiety for surviving and later-born children was even more extensive. Anxiety was also
present during a new pregnancy and birth, and in the time following the birth. In all these




22 A. Dyregrovand S. B. Matthiesen Scand J Psychol 28 (1987)

-
(e
[

|

areas women experienced more anxiety than men (see Dyregrov (1985) and Dyregrov &
Matthiesen (1987) for more extensive data and discussion relating to parental sex differences
in grief.

Anxiety was related to problems of communication among the two partners, to differ-
ences in their respective grief reactions, to the perception of others as unsupportive, to
increasing age, and to sex.

During the clinical intervention program many forms of anxiety have been noted, such
as anxiety for one’s spouse and for one’s own health. Often the anxiety was felt as an
everpresent, gnawing insecurity. Our results confirm those of others (Clyman et al., 1980;
DeFrain & Ernst, 1978; Cornwell et al., 1977; Lewis, 1981) showing increased anxiety in
parents following the death of a child. Parents who experienced SIDS reported more
anxiety on all questions than the other two groups. Our material shows that as many as
50% of the fathers and 93 % of the mothers who experienced a SIDS death reported strong
to very strong anxiety after the death. A SIDS death gives no time for preparation, as in
most perinatal and neonatal deaths. Most SIDS deaths occur in the home, with the parents
finding their baby. Many parents developed aversive reactions towards their appartment
or house where the death took place. *'I felt it smelled of corpse inside. I did not dare walk
into the house for days afterwards, and it took several weeks before I could enter the room
where 1 found her. I shivered" (mother, SIDS). SIDS represents a highly unpredictable
event, it occurs without warning or a clear explanation, and it is difficult to guard against
reoccurrence.

The sex differences in anxiety reported here also confirms the general impression from
other studies where mothers have been found to experience more intense and long-lasting
grief than fathers (Clyman et al., 1980; Helmrath & Steinitz, 1978; Wilson et al., 1982;
Waiwork, 1985). See also Dyregrov & Matthiesen (1987) for further analysis.

We found a relationship between anxiety expressed at the time of study and the
difficulty the parent feit communicating with one’s spouse following the death. Anxiety
was also related to the perception of one’s spouse reacting longer and more strongly than
oneself. Although the correlation does not imply any causal direction, it seems Jjustifiable
to believe that the intrafamiliar communication will affect one’s emotional reactions.
Communication seems necessary in securing support and care from one’s spouse, and lack
of such support makes one prone to more anxiety. Being unable to exchange information
about one’s reactions and seing the partner react differently than oneself, probably adds to
feelings of isolation and diminishes the chance of mutually reducing insecurity and
anxiety.

The death of a child leads to a strong increase in parental fears regarding their other
children, as evidenced in other studies (DeFrain & Emst, 1978; Clyman et al., 1980;
Kennell et al., 1970). The unpredictability of the SIDS deaths render these parents
especially vulnerable. In our intervention program parents have reported overprotection
of their other children, in an effort to assure that nothing will happen to them, (see also
DeFrain & Ernst, 1978; Cornwell et al., 1977; Clyman et al., 1980; Kenneli et al., 1970).
Others reported the need to be physically closer to their children for comfort (as also
reported in Mandell et al., 1983). These changes in *‘parenting”’ may hamper the identity
development of the child, and it is reasonable to think that the parents’ anxiety lead to
increased anxiety in the children.

The parents’ fear was also present through a new pregnancy, with SIDS parents
reporting the most fear. Again, the unpredictability of these deaths must bear the responsi-
bitlity for this. This fear has been noted in many SIDS studies (cf. Blueglass, 1981; Lewis,
1981), and the anxiety of SIDS mothers has been found to be more than a transitory
phenomenon (Lewis, 1981). But although SIDS parents generally experienced most anx-
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iousness during a pregnancy, the stillbirth group reported ‘‘very much anxiety most
frequently. This was to be expected, as the death took place during their last pregnancy.
Regarding both surviving and later-born children, parents seemed to develop an anxiety-
preparedness; thus being ready for the worst to happen. To some extent this characterizes
all three groups.

Wwe noted that younger parents more often than older seemed more *‘carefree”’, more apt

to take the view that the future was ahead of them, and less willing to dwell on the negative

impact of the event. [
It should be emphasized that a relatively large part of the variance in anxiety was not ’

predicted from the psychosocial variables utilized. It must also be emphasized that

muitiple regression analysis is a method expressing degree of covariance between varia-

bles, and it does not imply any causation. The method is descriptive or an interpretation

tool (Kim & Kohout, 1975). Dependent and independent variables are chosen from

rational considerations,
Our results confirm the mitigating effects of social support in loss situations, where lack

of social support is found to be related to more adaption problems in both widowers and

widows (Vachon et al., 1982; Cobb, 1976), and in parents following the death of a child

(Klaus & Kennell, 1970; Laureli-Borulf, 1982; Spinetta et al., 1981). As parents in this

study received very little follow up care and support from health professionals, it is not

world as a *‘safe*’ place to live, the world was turned into a place full of uncertainty,
insecurity and fear. The cognitive frame for the experienced anxiety seemed to be an
apprehension about a new disaster; *‘it has happened once and it can happen again™. A
mental “*set” for experiencing even highly safe situations as unsafe was often evident. For
many this implied a thorough change in their beliefs about the world and the future; ‘‘The
truth is that life is on loan, even my own. This is increasingly clear to me. I am cautious,
and do not plan a long time ahead” (ather, neonatal death).

The quantitative data is gathered retrospectively. The human mind seems to forget the

Benjamin & Swain, 1984). Despite the relative high anxiety reported by the parents in this
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emotionally affected following the loss than responding parents (Clarke & Williams, 1979;
Cooper, 1980).

All in all this indicates that our estimates of emotional reactions probably are lower than
the true prevalence of reactions among parents who have lost their child.

CONCLUSION

From the results of this study it is evident that parents experience a great deal of anxiety
following the death of their child. Parents who experience a SIDS death report more
anxiety following the death than parents experiencing neonatal death and stillbirth. Re-
garding anxiousness for other children, and anxiousness during a new pregnancy, there is
no over all group effects. A multipie regression analysis show ‘‘sex’’, “‘age’’, and ‘‘lack of
support from other’' to be the strongest predictors in explaining variations in state anxiety
(STAD).

The results illustrate that anxiety experienced following the death of a child in many
respects is comparable to the reactions shown to other traumatic life events. The illusion
of invulnerability is very often badly shaken. While we have focused on anxiety, this is
true regarding other reactions as well, such as sadness and intrusive thoughts (see
Dyregrov & Matthiesen, 1985). The anxiety was not just a transitory phenomenon but
continued over time, and was prominent in relation to a new pregnancy and birth.

In the literature on follow up of bereaved parents anxiety reactions aspects have
received little attention. Health personnel are often inadequately and insufficiently trained
to understand and handie the increase in vulnerability and anxiety among parents. To
prevent the post-traumatic anxiety problems from turning into more permanent problems,
it is important to have better trained health personnel, to provide families with adequate
follow-up from hospitals, primary health providers and others. From a therapeutical
viewpoint it seems well advised to use therapeutic techniques and working methods
devised in relation to other traumatic life crises (as coherently presented by Horowitz,
1976, and Schrignar, 1984).

This research was supported by the Norwegian Research Council for Science and the Humanities
(NAVF). The authors thank Hakan Sundberg, Holger Ursin and Jeffrey T. Mitchell for help with the
manuscript, and Gary R. Vandenbos for his advise during the research process.
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Parental grief following the death of an infant—
a follow-up over one year

ATLE DYREGROV and STIG BERGE MATTHIESEN
Department of Pediatrics, University of Bergen, Norway

Dyregrov, A. & Matthiesen, S. B. (1991). Parental gricf following the death of an infant—
a follow-up over one year. Scandinavian Journal of Psychology, 32, 193-207.

The course of parental bereavement during the first year following an infant’s death was
investigated. Also, the differences in mothers’ and fathers’ reactions, the differences accord-
ing to the mothers’ occupational role, and the similarities in couples’ reactions were studied.
From a total sample of 59 families, 13 families answered their questionnaires at all three
time points (1, 6 and 13 months), 22 families responded at two time points, and 37 families
responded at some point following the loss. Measures relating to anxiety, depression, bodily
discomfort, general well being and impact of event were used at the three time points. The
results showed that gricf, as measured by the different inventories, decreased over time. The
decrease was most evident from 6 to 13 months, and most prominent in women. A
considerable number of the parents were still actively dealing with the loss all through the
first year of bereavement. In most couples the mother reported most distress. Mothers were
significantly more depressed than fathers at all time points, and mothers also had signifi-
cantly higher anxiety and lower general health at | and 13 months, and intrusive scores of
1 and 6 months. Women at home evidenced more grief at all three time points than women
employed outside the home. A high or low score in one spouse was more strongly correlated
with a similar score in the other at 1 and 13 months, than at 6 months. The implications for
counselling of parents, with special emphasis on the employment situation of the mother, is
emphasized.

Key words: Infant loss, bereaved parents, grief reactions
Atle Dyregrov, Center for Crisis Psychology, Fabrikkgaten 5, 5037 Solheimsvik, Norway

Many studies indicate a decline in grief over time following the loss of an infant child
(DeFrain & Ernst, 1978; Clarke & Williams, 1979; Lowman, 1979; Price et al., 1985).
However, the time proposed for satisfactory adjustment varies considerably. The grief
reactions of the majority of parents continued throughout the first year of bereavement
(Jensen & Zahourek, 1972; DeFrain & Emst, 1978; Forrest, Standish & Baum, 1982; Price
et al., 1985; Videka-Sherman & Licberman, 1985), and there are indications of long-term
consequences (scveral years) of child bereavement with little diminishing of grief over time .
(Jurk et al., 1981; Laurell-Borulf, 1982; Miles, 1985; Rando, 1983; Lehman et al., 1987).
However, others (Lowman, 1979; Cooper, 1980) have found that the majority of parents had
returned to normal function after 6 months.

Clinical reports and retrospective studies focusing on the father’s grief find it to be less
intense and shorter than the mother’s following the death of a infant (e.g. Benfield et al., 1978;
Helmrath & Steinitz, 1978; Peppers & Knapp, 1980; Wilson et al., 1982; LaRoche er al., 1984;
Videka-Sherman & Lieberman, 1985; Dyregrov & Matthiesen, 1987a). It has been reported
that the majority of men were shown to have recovered within 6 months of the loss (Forrest
et al., 1982; Comwell et al., 1977). Systematic measurements of grief reactions have shown that
fathers report less grief than mothers (Dyregrov & Matthiesen, 1987a; Kennel e al., 1970).

There is mounting evidence suggesting that working women in general fare better
emotionally than housewifes (Haw, 1982; Kessier & McRae, 1982: Verbrugge, 1983). Women
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in the housewife role have been found to have lower sclf-esteem than their employed

counterparts (Birnbaum, 1975), and they are significantly more depressed than wifes em- .

ployed outside the home. Employed wives do not significantly differ in level of depression
from comparable men (Gore & Mangione, 1983). Following infant loss, it is known that
many men become increasingly involved outside the home (Mandell ¢/ al., 1980). Men are
said to find the structured activity of their work heipful. It is not known how work outside
the home affects women's grief reactions. In this report this question will be addressed.

Mothers who report strong (or mild) reactions tend to have partners who report strong (or
mild) reactions (Benfield er al., 1978; Dyregrov & Matthiesen, 1987a). No prospective study
has been conducted to see whether this changes during the course of bereavement.

The inconsistent findings in the various reports can be due to problems in measurement
and method. The vast majority of studies have been retrospective, and systematic measures
to rate various components of grief have seldomly been applied. In this article we will assess
grief reactions prospectively over the first year of bereavement. We will apply 5 different
psychological inventories to ensure a measurement of various components of grief, and both
mens’ and womens® grief reactions will be measured.

The following issues are addressed:

. Is there a gradual decline in grief reactions, as measured during the first year of
bereavement?

2. To what extent do mothers’ and fathers’ grief reactions differ during the first year of
bereavement?

3. Do mothers’ reactions differ according to their occupational role?
4. Do the two members of a_couple react in a similar or different way?

METHOD

Subjects

below) who suffered the loss of their child at the Neonatal Intensive Care Unit at the Department of
Pediatrics, Haukeland Hospital, Bergen within a 24 year period, and all Sudden Infant Death (SIDS)
families that were in contact with the Department of Pediatrics in the same time period. Nine families
were excluded because of practical, clinical or ethical reasons: foreigners ( 2), twin birth with the death
of one or both twins (2) extremely adverse psychosocial family situation (4), address unknown (n.

In 13 of the 50 families who received the questionnaires both parents answered their questionnaire on
all 3 occasions (1, 6 & 13 months) after the loss of their child. Some parents failed to fill in the whole

N for women = 37 and for men = 33). The return rate at |, 6 and 13 months were 51%, 35% and 37%
for women, and 50%, 32% and 32% for men.

Based on hospital records, the families of responding (returned the questionnaire one or more times)
and non-responding families were compared on some selected variables, There were no significant
differences between the groups (1 > 0.05, two-tailed test) on variables such as: the child’s weigth at birth,
the life-span of the child, the mother’s age, the presence of siblings in the family, and whether the family
lived in rural or urban areas, Comparisions on the same variables between the families who responded

The mean age was 29.3 years for men and 27.4 years for women. 64.4% lived in urban areas. 16.9%
of all the parents had primary school as their highest level of education, 62.7% had high school or the
cquivalent, and 20.3% had a university background.

The sample consisted of 8 families who experienced a SIDS-death and 29 families who experienced a
peri- or neonatal death. Five children died within the first week of life.
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All parents who had lost children at the Neonatal Intensive Care Unit (NICU) or in SIDS were
offered grief crisis counselling as part of a three year project aimed at supporting families who had lost
newborns and infants. All but 8 families reccived such intervention. The grief crisis intervention is
described in more detail elsewhere (Dyregrov, 1990).

Measures

Questionnaires were distributed at 1, 6 and 13 months following the loss. The first questionnaire
contained questions providing sociodemographic information, and questions related to the loss itself,
including the parent’s immediate reactions to the loss and their perception of support from partner and
family. The questionnaires sent out at 6 and 13 months explored the parent’s perception of support from
spouse, family and others, their sense of recovery, and sibling reactions. Questions for the instrument
were based on previous studies concerning parental reactions to the death of a child (i.e. Kennell ef al.,
1970; Cullberg, 1966; Rowe er al., 1978: Mandell er al., 1980), and on exploratory interviews and
meetings with parents who had lost a child.

To investigate adaption to the loss over time, S inventories measuring different components of grief
were included at all three time points:

|
j 1. The Impact of Event Scale (IES) (Horowitz et al., 1979; Zilberg et al., 1982) which provides a
! measure of intrusive thinking (IES-I) and periods of avoidance (IES-A) following traumatic life
events.
i 2. The 20 item version of the Goldberg General Health Questionnaire (GHQ) (Goldberg, 1978) was
: used to assess psychological impairment of health.
: 3. The state version of the State-Trait Anxiety Inventory (STAI X-1) (Spielberger et al., 1970) was used
[ to assess the degree of residual anxiety.
i 4. The Bodily Symptom Scaie (BSS) (Persson & Sjoberg, 1981) was employed to provide a measure of
bodily discomforts.
5. The short form of the Beck Depression Inventory (BDI) (Beck & Beck, 1972) was employed to
provide a measure of depression.

Mothers and fathers filled out separate questionnaires.
All the inventories used in our study showed adequate psychometric properties (inter-item reliability),
over time. Cronbach’s Alpha varied between 0.81 and 0.97.

Procedure

Whenever possible, parents met with the crisis counsellor (first author) within the first two days after the
death. Contact was not established with 8 families, and these families received no grief follow-up
intervention from the hospital. For anticipated deaths, contact was most often established with parents
prior to the death. Following the death of their child, parents were informed about our effort to gain
more information on parental responses to infant deaths, and that they would receive questionnaires at
1. 6 and 13 months following the death. We stressed that they were free to decline answering the
questionnaire should the questions upset them. Failure to answer the questionnaires was not brought up
in clinical sessions. However, parents received a questionnaire at 6 or 13 months even if they had failed
to respond to an earlier request.

When contact was not established during the first period following the loss, the family received the
questionnaires through the postal service at 1, 6 and 13 months. An introductory letter explained the
objectives of the study, i.c. to increase health personnels’ knowledge of family reactions after the loss of
a child, and to improve hospital support for such families. The parents were offered our grief crisis
counselling, as well as other assistance should they need it.

Mothers and fathers received identical questionnaires except that the mother’s questionnaire also
contained questions about sibling reactions, and questions requiring only one of the parents to answer
{factual information). Estimated fill-in time for the questionnaire was 45-60 minutes (somewhat shorter
for the father). As questionnaires were shorter at 6 and 13 months, fill-in time was reduced.

Statistics

The data from the questionnaires were coded and entered on a permanent data file. SPSS-X (SPSS inc.,
1983) and MULTIVARIANCE (Finn, 1972) was used for the statistical computations.
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Fig. 1. Mothers’ and fathers’ grief at 1, 6 & 13 months after the death of their child.
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Table 1. Number of respondent (N) and mean scores (M) for the different inventories

1 month 6 months 13 months
Inventory N M N M N M
STAI X-1 29 42.3 20 438 19 38.8
BDI 27 74 19 6.8 21 5.1
BSS 28 76.9 19 73.7 19 68.6
WOMEN GHQ 28 9.3 19 7.5 19 50
IES 1 26 17.9 19 154 20 10.7
IES A 27 8.8 20 8.5 20 6.4
STAI X-1 28 35.0 18 37.2 17 322
BDI 25 3.2 17 34 17 28
BSS 26 65.7 18 63.7 17 58.8
M
EN GHQ 27 49 17 43 17 25
IES I 26 113 17 11.3 18 8.1
IES A 27 6.3 18 7.1 18 4.6

RESULTS

37 families (62.7%) returned their questionnaire at one or more occasions.

Exact N and the mean scores for men and women, based upon all available questionnaires
for each of the three time points, are listed in Table 1.

Fig. 1 presents the mean grief scores of men and women at the three time points, as well
as women split into two groupings; those who continued working outside the home and those
who continued working at home.

Womens’ (all women included in one group) and mens’ mean score generally show a
decline over time. The statistical analysis (ANOVA, repeated measures, and MULTIVARI-
ANCE, using Helmert contrasts) are restricted to cases with valid data for all three points
(max. N =22 for STAI X-1, min. N = 18 for IES-I). The number of respondents included in
the mean scores in Fig. 1 is therefore higher than in the ANOVA and MULTIVARIANCE
analysis. However the means for the total sample and the means from the restricted sample
are similar. The statistical analysis shows that the trend in the data (grief over time) is
basically the same when using the whole or a restricted part of the sample. ANOVA,
repeated measurements, shows that in women, the change in grief score is significant for the
following measures: BDI (F(2/18) = 1.95, p < 0.001), GHQ (F(2/18) = 2.76, p < 0.001) and
IES Intrusion (F(2/16) = 3.82, p <0.001). Fig. 1 indicates that the reduction in mean grief
scores is most evident among women, with the exception of anxiety where their mean level
rises from 1 to 6 months.

ANOVA, repeated measurements, shows that for men the decline in grief is significant for
the following measures: STAI X-1 (F(2/20) =2.24, p <0.001), BSS (F(2/16) =2.52,

p <0.001), GHQ (F(2/16) = 1.01, p <0.05), and IES Intrusion (F(2/16) = 1.88, p < 0.001).
The mean levels of anxiety, depression, and avoidance for men rise from 1 to 6 months,
otherwise the levels decline.

Multivariance, using Helmert contrasts, was selected to create a factorial design with sex
as an independent variable. Sex was investigated in relation to two constrast factors: the
difference between time points 1 and 2, summed up for all informants with valid answers on
each of the 3 time points (trend 1), and correspondingly, the mean of time point 1 and 2,
contrasted to time point 3. However, none of the contrast models for each of the grief
inventorics revealed significant overall effects.




L (1991
= Scand J Psychol 32 (1991) Parental grief 199

Fig. 1 indicates that mens’ and womens’ (all women) mean values differ from each other
at all three time points. There is a parallel drop (and rise in anxiety) in the two sexes’ scores,
and at no time and on no measures is the mean score of fathers higher than that of mothers.
The differences between men and women are significant on the following measures: BDI |
month (#(2/50) = —2.65, p <0.05), BDI 6 months (1(2/34) = —2.26, p <0.05), GHQ 1
month (#(2/53) = —2.23, p <0.05), 1ES Intrusion 1 month (1(2/50) = —2.13, p <0.05).

The group of women were split into ‘working’ women (employed outside the house) and
housewives, and Fig. 1 shows that women at home have a higher level of distress than their
working counterparts on all measures, at all times. 9 of 18 possible comparisons reveal
significant differences between working women and housewives’ grief scores ( P <0.05, using
Student r-tests, two-tailed, see note 1 below). Differences are significant for STAI-X-1 (ali
time points), BDI (at 6 months), BSS (at 13 months), GHQ (at 6 months). IES Intrusion (at
6 and 13 months), and finally IES A (at 6 months). (For exact -tests see note 1). For most
measures the housewifes’ mean scores either peak (anxiety, depression, avoidance) or remain
stable (bodily symptoms, general health) at 6 months, but for intrusion the scores indicate a
gradual decline. For working mothers there is a gradual decline from 1 to 13 months, except
for anxiety and intrusion which peaks at 6 months. The score on GHQ drops from 1 t0 6
months, and then remains at this level at 13 months.

Working womens’ mean inventory scores are similar to those of men, while housewives
show scores indicating much higher levels of distress. For some of the inventories the
working mothers’ score is below that of men (GHQ, IES Intrusion and IES Avoidance).
| In Table 2 we have compared parent’s grief reactions as a couple at I, 6 and 13 months,
using Wilcoxon matched-pairs signed ranks test. For all inventories, at all time points, there
is a majority of couples where the mother has a higher score than her spouse, except for
bodily symptoms at 6 months where the couples’ score is equally distributed between
mothers and fathers. In a majority of the couples it is the mother that indicates most distress.
For depression the difference is significant at all three time points, for anxiety and general
health it is significant at | and 13 months. and for intrusion at | and 6 months. In spite of
thesc general results, however, it should be noted that the fathers in many couples indicate
more distress than the mother.

For BDI (short version) a cutoff point score of 4 was used to identify those who evidenced
mild, moderate or severe depression (Beck & Beck, 1972). We found that more women than
men evidenced some form of depression at all three time points (sce Table 3). The majority
of women were above the cutoff point for depression all through the first year of bereavement,
while 1/4 to 1/3 of the men were above this point. For both sexes there were more persons
above the cutoff point at 6 months than at the other two time points.

With a a cutoff score of 4 in the GHQ (Goldberg, 1978), Table 3 shows that there is a
decline over time in the percentage of men who score above the cutoff level. The percentage
of women who score above the cutoff point remains the same from 1 to 6 months, with some
decline at 13 months. There are more women than men who score above the cutoff point at
all three time points.

'Significant r-tests between working women and housewives griefl scores
STAI X-1: 1= =305, df=1/27. P <001 (1 month). s = —297, df=1/i8, p <0.0 (6 months),
t= =237 df= /17, p <0.05 (13 months).

i BDI: t=-241,df =117, p <0.05 (6 months).
| BSS: 1= -236.df = 1/17, p <0.05 (13 months).
f GHQ: 1= -284,df=1/17. p <0.05 (6 months).
1ES I I=-335df=1/24, p <001 () month). { = —2.66. df = 1/18. p <0.05 (13 months)

IES A: r=-298 df=1/18. p < 0.0l (6 months).
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Table 4. Rank order correlation- (Spearmans rho) between fathers' and mothers’® grief (the spouses in each
couple is compared directly) for those pairs that completed the questionnaire at 1, 6 and 13 months

Inventories
IES IES
STAI X-1 BDI BSS GHQ Intrusion  Avoid.
Father vs. mother! 1 month 0.31* 0.43** 0.35* 0.44%* 0.18 0.17
6 months  0.06 0.32 0.16 0.27 0.33 0.22
13 months  0.25 0.50** 037* 030 0.34 0.15

'At 1 month N varies between 25 and 28, at 6 months N varies between 15 and 18, and at 13 months
N varies between 16 and 18.
*p <0.05; **p <0.01; ***p < 0.001, two-tailed test.

pronounced. While the percentage of women indicating distress decreases, there are more
men who indicate distress at 13 months than at 6 months.

The spouses grief reactions correlated significantly in 4 out of 6 inventories at 1 month
following the loss, none at 6 months, and 2 at 13 months (see Table 4). This indicates that
the spouses tend to have similar grief reactions early following bereavement, more dissimilar
reactions at 6 months, and somewhat more similar reactions at 13 months.

The subjects who received grief intervention experienced significantly less anxiety (STAI
X-1) at 1 month (£(2/55) =2.10, P <0.05) and ‘13 months (#(2/34) =2.30, p <0.05), and
significantly more bodily symptoms (BSS) at 13 months (1(2/34) =2.58, p <0.05) and
intrusive thoughts (IES-Intrusion) at 1 month (#(2/50) = 2.72, p < 0.05) than those who did
not receive grief intervention. -

The reactions of parents in families with a living child did not differ significantly from
families without children, except from mothers with living children who reported significantly
more depression at 6 months than those without children (F=1.12,df 1/15, p < 0.05). There
were no significant differences on the 5 inventories between those parents expecting a new
child, and those who did not.

DISCUSSION

Resolution of grief over time

Grief, as measured by different inventories, showed decrease over time. The decrease was
most prominent in women. When the decline in mean grief scores and the decline in
percentages scoring above cut-off points are considered together, the decline in grief reactions
is most evident from 6 to 13 months.

If we compare the mean values found at 13 months in this study with the mean values
found in an earlier retrospective study where data were collected with the same measures at
a mean of 27 months following the death (Dyregrov & Matthiesen, 1987a), we find that the
mean scores in the retrospective study are somewhat lower, but not much. This can,
cautiously, be taken as an indication that by 13 months much of the adaption to the loss has
taken place. The recovery process for the parents in this study may have been accelerated as
a majority of the parents received grief crisis intervention. However, the results show that
although the parents who received grief intervention reported less anxiety at 1 and 13
months, they also reported more intrusive thoughts at 1 month and more bodily symptoms
at 13 months. As the majority of parents received intervention, and only 8 couples did not,
it is premature to draw firm conclusions based on these results.
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Anxiety did not show the same decline pattern as the other measures. We have previously
documented that anxiety constitutes a special problem for parents that have lost a child
(Dyregrov & Mathiesen, 1987b). Their illusion of invulnerability is shattered and they expect °
the worst to happen, and their anxiety is increased by hearing or reading of other peoples’
misfortunes.

The mean STAI X-1 scores for women at 6 months in this study were quite similar to
those found by Rubin (1982) in his investigation of grief reactions in mothers 7 months after
the loss of an infant. Rubin found a mean STAI X-1 score of 45.0 in women who had lost
children an average of 7 months earlier, while our womens’ mean STAI X-1 score at 6
months follow up were 43.8 (SD = 14.4). Rubin (1982) also studied a group of women who
had experienced a loss about 52 months earlier, and found a STAI X-1 score that was almost
identical to the mean STAI X-1 score found in mothers in our retrospective study (see
Dyregrov & Matthiesen, 1987a) where about 27 months had elapsed since the death. Both
Rubin’s and our own findings indicate that bereaved mothers’ anxiety scores remain elevated
for years following the loss.

The level of state anxiety reported in normative population samples varies around a score
of 30 (Speilberger et al., 1970). In a discussion of the Norwegian version of the STAI X-1,
Weiszth (1984) argued that there was a tendency to rate one’s anxiety too low in a
Norwegian sample. According to Weiszth, the Norwegian baseline state anxiety score was
somewhat lower than the U.S normative samples.

We found that the loss of a child resulted in increased anxiety among parents (especially
in housewives), well above normative samples, and that this anxiousness continued during
the first year of bereavement.

The mean scores on the Bodily Symptoms Scale were above those found in a ‘normal’
group, and a group suffering from chronic disease (chronic rheumatism) in a Swedish study
(Persson & Sjaberg, in press). The scores of the bereaved parents on the Impact of Event
Scale, especially for intrusion, were mostly above those found in a Norwegian prospective
study which measured intrusion and avoidance within 7 days, at 6~9 months, and 2} years
following adults’ hospitalization for accidental injury (Malt, 1988).

The percentage of persons scoring above the cutofl points for both depression and general
health, as well as the percentage experiencing high to medium degrees of intrusiveness, are
relatively high, suggesting that many bereaved parents show little evidence of resolution
within 13 months. A considerable number of the parents still seemed to be actively dealing
with the loss all through the first year of bereavement. '

Differences in mothers’ and fathers® grief score

As in our retrospective study (Dyregrov & Matthiesen, 1987a), we found mothers reporting
more distress than fathers. Wilcoxon signed rank test also revealed that for all inventories,
at all three time points, except bodily symptons at 6 months, there were more couples where
the mother had a higher score than the father.

Fathers were much more reluctant to express their feclings than mothers both verbally and
in writing. While mothers often cried in the clinical sessions, fathers almost never did this. On
the questionnaires many mothers wrote long accounts on how they had experienced different
aspects of the loss, while fathers usually gave brief ‘matter of fact’ answers. Although both
women and men more freely reported their reactions in clinical encounters than in question-
naires, our impression is, in line with others (e.g. Mandell et al., 1980), that fathers’ grief
often goes unarticulated. Fathers have generally more difficulties in setting words to their
emotions. Although employed women had similar grief scores to the men on the inventories,
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they did not differ from women who stayed at home concerning their verbalization of
emotions throughout the clinical follow-up. )

Data from the child bereavement literature (Tudehope e al., 1986; Nixon & Pearn, 1977;
Mandell et al., 1980; Wilson et al., 1982), and from other crisis situations, such as having a
child with cancer (Chesler & Barbarin, 1984), also suggests that fathers avoid dealing with
their own feelings and utilize their support systems less than mothers. Furthermore, men may
have more difficulty in asking for intimate emotional help, or being open to such help, than
women (Gourash, 1978). The males’ images of strength, family leadership, and being
emotionally unaffected, seems to prevent them from expressing their needs and receiving help
when needed, while it is more socially acceptable for women to express various emotions. It
is also our impression that the social environment is more focused on the mother’s reactions,
and thus the father’s needs are more unrecognized.

It has been speculated whether men are more able to distort the situation in the face of a
stressful experience than females (Sowa & Lustman, 1984). The opportunity to concentrate
on other aspects of life may be a function of one’s occupational (or social) role, more than
inborn or socialized traits.

In several couples men scored higher than women on the inventories, so it is probably not
male inexpressiveness but masculine inexpressiveness that is the operable phenomenon, as
Ganong & Coleman (1985) emphasize. Sex-role orientation in males and females would
probably have been more significant in determining how freely emotions were expressed. In
forthcoming studies we need to include measures on sex-role orientation.

Employed mothers vs. housewives

We found that the housewives were more distressed than their working counterparts on all
measures. The scores of men and working women were similar on most measures. However,
these results, and the following discussion must be viewed in light of the small number of
women in the two groups, and the lack of background data regarding their occupational
choices. There were almost no changes in the occupational status of the mothers following
the loss.

The loss of a child may signify less threat to the self of the working mother than the
housewife, as their self-image and self-respect also are tied to their occupational role in
addition to their role as mothers. The loss of a child threatens the housewives’ primary role,
and may influence her sense of worth as a mother and a women., Do housewives place more
value on children, become more attached to them, and are they willing to sacrifice more for
them? If so, one would expect more distress following a loss.

The data from this study show that mothers who return to work have a grief pattern, as

reflected in the inventory scores over time, which are similar to fathers. A job confronts the
parent with situational demands that must be met and these are apt to draw one’s attention
from personal troubles. Returning to work can therefore influence distress level by keeping
parents from ruminating about the loss and keeping their thoughts on other issues.
Verbrugge (1983) notes that health risks may generally be lower for socially active than for
less active people, and that activity level associated with a job leads to less time spent on
anxious or depressed states.
In several studies it has been commented on the mothers® loneliness and isolation when
; staying at home following their child’s death (Stringham et al., 1982). There is a tendency for
mothers to isolate themselves from their social environment (Berg et al., 1978). This social
isolation may be a health hazard for housewives (Lopata, 1971). An inadequate social
network appears to place housewives in special jeopardy when they are faced with a
crisis—especially a marital crisis (Brown & Harris, 1978).

£
:
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Housewives experienced more intrusive thoughts than working mothers. In fact the lowest
level of intrusiveness experienced by housewives (at 13 months), was higher than the highest *
level experienced by working mothers (at 6 months). Preoccupation with thoughts about the
lost child hinders relinquishment of the attachment, a part of the grief work considered
necessary to adapt to the loss. Furthermore housewives are usually faced with a social
environment where they are constantly reminded of their loss. Videka-Sherman (1982) found
that persistant preoccupation with the death was associated with persisting depression.

The demands on housewives with children at home may be especially hard, as attending to
the needs of surviving children can indeed be stressful for mothers ( Dyregrov, 1990). The
sample was too small to further split it into working mothers with and without children at
home and employed women with and without children. However, there was little difference
between women with alive children compared to women without living children, except for
significantly more depression at 6 months for mothers of living children. A study with a
larger number of respondents is called for to differentiate the effects of living children and
employment status on the reactions of bereaved parents.

Selective factors may also account for some of the differences between housewives and
working mothers. The mothers who enter and keep a job may be more *“healthy” originally.
The difference may also reflect other differences between working women and women in the
housewife role. Due to lack of background data, the study does not permit firm conclusion
in this area.

Clinically we have not noted any difference between housewives and working women in
their ability to express emotions and thoughts about the loss. We therefore believe that these
two groups of women similarly express their emotions, even though one group returns to
work. This indicates that the role of the work place as a potential for social support for
people in crisis should be more emphasized, and studied in more depth. Specifically, we need
to know if the two sexes differs in utilizing social support at their work place.

The low number of women in the two groups, and the existence of several competing
hypotheses for the differences between the two female groups, call for systematic research in
this specific area.

Grief correspondance within the couples

As in our retrospective study (Dyregrov & Matthicsen, 1987a), we again found that the
spouses’ gricf reactions are correlated, as others also have found (Benfield er al., 1978). This
suggests that the spouses influence each other’s grief and that there may be family patterns
of grieving. 6 months following the loss the two spouses’ reaction differed most. This suggests
that there is a period in the first year of bereavement when spouses are less well syncronized
in their grief. This should be taken into account when counselling efforts are considered. This
is a period when mothers often complain bitterly to the counselior about the lack of support
they receive from their social network—and when the father is sometimes felt to “join the
opposition"’.

Methodogical comments

The results presented here are based on a relatively small sample, with a high attrition rate
which also increased with time. The attrition rate is high(er) in other comparable studies (e.g.
Cooper, 1980; Videka-Sherman, 1982). In a follow-up study Videka-Sherman (1982) sur-
veyed parents at two time points following a child loss, and only 17% of her original parents
answered at the second time point. From other research on bereavement it is known that
non-responders usually are more emotionally affected following a loss than responders
(Clarke & Williams, 1979; Cooper, 1980; Lehman et al., 1987). If so, our results may be
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biased towards a better adjustment in parents than what would have been expected if all
parents returned their questionnaires throughout the study period. However, analyses
showed that there were no differences on the grief inventories between parents who only
responded at 1 month, compared to those who answered several times.

CONCLUSION

1. There is a reduction in grief scores over the first year. However, the decline is largest from
6 to 13 months, and the reduction is largest in women. 2. On most measures the mother
reports more grief than the father at the three time points. 3. The mother’s grief reactions
differ according to their occupational role. Mothers occupied outside the home report less
grief than housewives. 4. The spouses reactions were found to correlate more at 1 and 13
months than at 6 months.

The results presented here have implications for the counselling of parents who have lost
children. Although there is a decline in grief over time, there are a considerable number of
parents who experience distress more than a year following their loss. Bereavement coun-
selling programs have to address the need for long-term follow-up as well as the different
needs of those employed outside the home and those working at home. In particular there is
a need to note that housewives as a group are more at risk for developing adverse reactions
as a consequence of their loss than women employed outside the home. Individual coun-
selling aimed at reducing parents’ distress needs to be sensitive to this. When the mother
stays at home following the loss, the discrepancy between the mother’s and the father’s grief
will be most pronounced, and one would expect the risk of marital difficulties to be greater.
Periodical follow-up with families should therefore be arranged.

Both the empirical research and the clinical experience reported here is based on work completed during
a Post-graduate Clinical Research Fellowship awarded to the first author by the Norwegian Research
Council for Science and the Humanities (NAVF). The authors are especially indebted to assitant
professor Hikan Sundberg of the Department of Physiological Psychology at the University of Bergen
whose methodological and scientific knowledge has been of invaluable help. For their contribution to the
methodology and structure of the article we would also like to thank the following persons from the
Faculty of Psychology at the University of Bergen; professor Holger Ursin of the Department of
Physiological Psychology, assistant professor Knut Hagtvedt of the Department of Psychometrics, and
professor Leif Edvard Aare of the Department of Social Psychology and Organizational Psychology.
Former students, now psychologists, Ingeborg Huglen, Bente Lomeland and Astrid Risberg are
acknowledged for stimulating us to take a closer look at the differences between employed women and
housewives.
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Introduction

Research reports indicate that
the loss of a child precipitates a
disruptive and severe grief and
mourning response that can cause
serious emotional and social pro-
biems, even years foliowing the
event'. Pathological grief reactions
occur in 23 to 33 per cent of the
parents?4. This paper describes a
support programme developed at
the Department of Pediatrics, Uni-
versity of Bergen, Norway using
preventive grief crisis intervention
following the death of a child. The
programme included families of
children who died at the Neonatal
Intensive Care Unit, families who
experienced a Sudden Infant Death
Syndrome (SIDS), and families
who lost children in accidents
(mostly older children).

Grief crisis Intervention: objectives

Among the objectives of the grief
crisis intervention were: (a) to
offer human support and comfort
(b) to promote the mourning pro-
cess and prevent pathological grief
(¢) to prepare the parents for ex-
pected reactions and problems (d)
to help mobilise social support re-
sources, and (e) to stimulate
family communication and cohe-
sion.

As we gained knowledge from
the intervention process, we
changed detrimental hospita! pro-
cedures, set up grief groups and
conducted educational workshops
and seminars for health profes-
sionals and community caregivers.
These efforts were aimed at creat-
ing a better recovery environment
for the bereaved families.

We tried to individualise our
approach to each family and be
sensitive to their needs. An outline
of our general approach, and
specific interventions aimed at
surviving siblings, have been pre-
sented elsewhere>’. In many res-
pects our crisis intervention was
similar to others'®.

Anticipated loss

When the loss of an infant was
anticipated the psychologist made
early contact with the family, and
emphasis was placed on creating
a supportive environment on the
ward, where both parents and
siblings were encouraged to visit,
see and touch the infant. The
family was given the option of a
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separate room, and the effects of a
technological environment was
alleviated by introducing toys, pic-
tures, etc. The family were offered
support throughout the dying pro-
cess, and the nurses were encour-
aged to handle the dead baby with
great care and respect.

Frequent family conferences were
held when the child's medical con-
dition deteriorated, and parents
were encouraged to discuss their
reactions, thoughts and feeings
about the child's situation and the
anticipated death. The needs of
other children in the family were
addressed. Being able to stay with
their child as much as possible
seemed extremely important to
most families(cf. Miles & Carter''),
and parents were motivated to
spend time together with the child
whenever possible. When parents
subjected themselves to intolerable
doses of stress, they were advised
about taking care of themselves
and their children.

immediate follow-up

When a child died, the interven-
tion varied according to the type of
death. Great care was taken to try
to make sure that the situation
brought no further stresses to the
parents. This meant focusing on
details, e.g. the way the baby was
dressed or held by the nurses, the
time the parents were allowed to
spend with the child, and the way
questions were phrased. Further-
more, the physician talked with the
parents in a comfortable and quiet
room, avoiding interruptions. Gentie
touching was often appropriate to
convey empathy and support to
parents. It was often felt that a
gesture such as a gentie arm across
the shoulder or holding a parent's
hand was more needed than
words, especially when entering
the room with the dead baby.

When a death happened sud-
denly, we used an active outreach
approach and contacted the family.
We tried to create a warm and sup-
portive atmosphere for our first
meeting. The meeting room was
quiet, the surroundings pleasant
and the parents were offered tea or
coffee. By these means we wanted
to convey our wish to help and
offer comfort, as well as to prevent
the family suffering instrusive re-
collections of a cold and imper-
sonal hospital system.

In the first session the psych
logist conveyed some importar
information about normal shock r
actions. Most parents experience:
feelings of numbness and unreality
and needed gentie assurance ths
their apparent lack of feelings wa
normal. Without this assuranc
they often interpreted the absenc
of feelings as a sign of lack of low
for the child, or as the first sign o
going insane. They also needed t:
feel that everything possible ha(
been done to save the child’s lite:

The first meeting also include::
a discussion of their other chi
dren’s needs, when there were sur
viving children. Parents welcomet:
this opportunity to discuss how an
when to inform siblings, ant
whether the siblings should set
their dead baby brother or sister o
attend the funeral. Most parent
were very uncertain about thes:
matters, and our knowledge aboul
children’s normal reactions 1
death at various ages was of gred.
value to them. :

Previously, bereaved parent:
had either had a short glimpse ¢
their baby following a death, o
none at all. With our programme,
the psychologist encouraged p#
rents to see their baby after the
death. However, parents wer
always given time to become com-
fortable with the idea. They wer
told why they were being adviset
to see their baby and given time t¢
reflect if they were reluctant
Parents (and siblings) were pre
pared for what they were going -
see, as well as for reactions they:
might experience. Parents were:
supported if they declined to set
the dead baby.

During the first meeting
found it was important to get bo
parents’ accounts of how thi
experienced the situation. Letting:
both the mother and father tel:
their story was the first step to.
wards making this a shared event:
and helped to prevent a lack o
understanding between the pa
ners. As the father often feels e
cluded from the loss, the first se:
sion must signal clearly that he
part of the grieving process.
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fact that they might each experi-
ence a different grief reaction, and
helped to understand these dif-

anticipatory guidance was espe-
cially helpfu! later on when diffi-
culties arose.

Unfortunately there is a tendency
in Norway to reduce the emotional
distress of a funeral ceremony by
having a ceremony where only the
closest family members attend,
and by stating in death notice
that no condolences are to be

i against this
that it pre-
family from
meeting sources of social support
and that it fostered an escape from
the emotional pain that needed to
be confronted. We |described the
tuneral rituais as painpful but impor-
tant and necessary | milestones in
the grief process.

Intermediate follow-up

Families varied inf the amount of
intervention required during the
weeks following the loss. When
possibie a session’fvas scheduled

soon after the funeral, when the
shock reaction often started to sub-
side. However, due to the topo-
graphy and extent |of the region
served by the programme, only a
portion of the families received a
minimum of one or| two interven-
tion sessions. Based on telephone
reports and other feedback, it was
intriguing how helpful many of the
parents rated this limited number
of follow-up sessions.

When the parents started to ex-
perience strong grief reactions,
they were briefed on normal grief
reactions. They were actively pre-
pared for emotions and problems
they would possibly face in the
weeks that followed. Most parents
had little knowledge of crisis re-
actions, and many normal reac-
tions (e.g. irrational thoughts and
‘hallucinations’) were interpreted
as signs of mental disease or
serious disturbance. Psycho-educa-
tional counselling seemed to help
parents cope with strong and un-
tamiliar emotions and thoughts,
and to reduce their tendency to
think that their reactions were
abnormal or unique. In addition,
parents were thus able to deal
more effectively with their emotions
and thoughts.

After the funeral, parents were
better prepared to process infor-
mation than immediately following
the loss. This was the time when
principal questions such as: Why
did our baby die? Could the death
have been prevented? Who is to
blame? What did we do wrong?
Can it happen again? needed to
be addressed. Aithough these
questions were difficult to answer,
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the physician usually gave straight-
forward answers or reassurance.
Most parents were eager to find
out why the baby died. They had
many questions for the physician,
and many reported in detail what
had happened again and again. As
soon as the autopsy results were
ready, these were presented to the
parents.

There were almost always feel-
ings of guilt and self-reproach
(especially in SIDS parents) that
needed to be worked through in

mented: ‘I cannot console my hus-
band—we suffer a common grief'.
The sessions with the grief coun-
sellor offered comfort and consola-
tion, as well aflowing for opening
new ways of communicating within
the family.

How mothers’ and tathers’ res-
ponses differ has already been
documented's. 4. Mothers "usually
grieved more intensely and longer
than fathers. It was also evident
that mothers were more able to ex-
press their feelings. It was not un-

Parents were prepared for the fact that they might each experience a

ditferent grief reaction, and heiped to understand

differences.

commented that this anticipatory guidance was especially heiptul m

on when difficulties arose.

some detail. Until these feelings
were explored in depth, we tried to
refrain from saying that there was
nothing the parents could have
done to prevent what happened.
The parents’ fantasies about the
cause of death were often the real
basis for their reactions. When
these had been explored, parents
could often let go of some of these
feelings.

Much of the intervention process
during this phase dealt with grasp-
ing the cognitive meaning of the
event, and dealing with the un-
reality of the event. The experience
ol unreality was often prolonged
when the baby had lived only a
very short time, died at birth, or
when the loss came without warn-
ing. In these instances making the
unreal real was central to the inter-
vention. Talking about memories,
looking at pictures and visiting the
grave'yard brought reality closer
and furthered the grief process.
Making a memory book or a box
containing different memories also
proved heipful, especially when
parents had had little opportunity
for interaction with the baby prior
to death.

Other frequent topics in these
sessions were the parents’ concern
for the future, whether or not to re-
turn to work, relationships with
their parents and relatives, aspects
of chronic guilt, sadness, anxiety,
and intrusive images. Parents with
other children often found it diffi-
cult to cope with the conflicting
demands of grieving and caring for
children at the same time. Fre-
quently other children became
more demanding following the
death, and parents needed practi-
cal advice on how to handle this
situation. .

When two spouses are simul-
taneously responding to the loss
of a child it can be difficult for
them to support each other'2. The
person one would normally turn to
for support is also deeply affected
by the loss. One mother com-

common for one spouse to mis-
interpret the behaviour of the
other, and for accusations which
strained the marital relationship to
increase. Sometimes the lack of
synchronicity in grief influenced
the intimacy of sexual contact and
sexual interest, causing further
problems for the relationship. In
our anticipatory guidance we spent
considerable time discussing such
aspects with the parents, not only
to provide them with information
about expected reactions, but also
to help them understand each
other's different ways of fesling
and showing grief.

It there was an emotional block,
i.e. the impossibility of crying or
the avoidance of stimuli that trig-
gered memories of the child, active
confrontation with the event
through guided imagery was a
helpful therapeutic approach.

By taking the parents back to
the situation and making them
actively confront the event, it was
possible to help them through the
emotional blockage. In addition to
guided imagery, we used different
behavioural confrontations about
ditferent aspects of the death (e.g.
visiting the graveyard or the site of
death, looking at linking objects,
touching toys or clothes) to undo
the emotional numbing, and to re-
lease inhibited emotions. Once
emotional blocks had been
breached by appropriate stimuli,
time had to be allowed for these
feelings to be worked through.
Such ‘provocative’ grief therapy
should not be done without more
formal training in psychothera-
peutic work's'7,

When the bereaved are unable
to extricate themselves from the
deceased, or when they totaliy fail
to find the interaction with their
environment rewarding, this is
viewed as pathologica! grief®®. In
brief, the intervention for parents
who evidenced chronic grief (most
often mothers) consisted of facili-
tating the necessary detachment of
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the parent from the deceased, of
trying to get the mother (or father)
to be active within their social
environment, of stimulating emo-
tional control, and of dealing with
the deeper emotional meanings of
the event. Sometimes the chronic
grief originated from feelings of
self-reproach and guilt. it was as
though parents thought that their
baby was watching them and would
disapprove if they moved on in life.

isolation

Many couples signalled cries for
help to their external support sys-
tems but received littie response
(cf. Heimrath and Steinitz'®). A
child’s death arouses fear and feel-
ings of vulnerability in others, and
the more sudden and tragic the
circumstances, the more isolated
the family becomes from their
social environment. Many parents
had to provide support for their
shocked network. This paradoxical
situation sometimes exhausted the
bereaved parents, and to guard
against this they chose to isolate
themselves from others.

Although  well-intended, the
eftorts made by the parents’ social
network were not always experi-
enced as helpful. Some ‘help’
actually added to the pain, as com-
ments were felt to be unhelpful and
hurtful. Close friends and family
also had difficulties knowing how
to help and what kind of intimacy
the parents wanted following a
death. Often they kept away in
order not to add to the parents’
pain. Although this was well
meant, it often added to the
parents’ sense of loneliness or
abandonment. Such issues were
dealt with in the sessions with the
counsellor. Regrettably parents’
oniy support often seemed to be
the sessions with the counselior.
The death of a child seemed such
a tragic event that the family’s net-
work was unable to confront the
pain it triggered over an extended
period of time. Paradoxically, when
the families’ need for support was
greatest, they received it least.

As we gained knowledge about
network responses, it was pos-
sible to modify how the parents
elicited support as well as to pre-
pare them for the problems they
were likely to meet. Thus parents
were helped on how mentally to
prepare for their interactions with
close friends and relatives. Parents
who took an active role in making
a social recovery (e.g. specified
their own needs) received more of
the support and help they needed,
when they needed it. The grief
groups for parents which | initiated
proved useful for many parents. As
well as offering social support,
these groups provided the parents
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with a setting where they could
compare their reactions with those
of others and thus experience that
their reactions were normal.

Long-term follow-up

An important issue that arose
during the long-term follow-ups
was that of a new pregnancy. The
majority of parents decided to con-
ceive 2 new child within a year
after their child's death. No
specific time limit was set on when
it was advisable to have another
child, uniess there were medical
reasons for waiting. However, the
parents were advised that they
ought to be through the first in-
tense grief period (often lasting
from two to three months) before
starting a new pregnancy.

A high level of anxiety surrounds
a new pregnancy and following the
delivery'4. 2¢. Assistance for families
expecting a new child consisted of
psychotherapeutic help for anxiety
(e.g. relaxation training, hypnosis,
though-stopping procedures), pro-
viding extra obstetric care, and
extra paediatric check-ups follow-
ing the birth. Parents’ anxiety for
their newborn child did not stop at
birth, but continued after delivery.
Often sessions were set up to
focus on the parents’ anxiety about
their new child. Especially with
SIDS parents, we observed ex-
tremely vigilant behaviour following
the birth of a new chiid, with pa-
rents carefully watching the baby
24 hours a day and many choosing
to use an apnoea monitor at home.

As a self-protective measure
some parents did not dare to invest
their feeings in their forthcoming
baby unti! it was born. This aiso led
them to doubt their ability to love
the child when it was born, and
here proper reassurance was
needed. The programme therefore
actively reached out to heighten
the sensitivity of obstetric depart-
ments and private practitioners to
these issues.

Parents gradually integrated the
loss in their cognitive structures.
Making sense of the event and
finding some kind of meaning in
misfortune were usually part of the
cognitive working through of the
loss?'. In the follow-up session this
cognitive integration was stimu-
lated through discussions and
interpretations.

Many parents continued to ex-
petience grief of various degrees
for several years foliowing the
death. Anniversary dates were fre-
quently difficult occasions, and
periods of sadness and grief en-
sued. it was found heipful to
schedule a follow-up meeting about
13 months after the death, to help
with the thoughts and emotions
triggered by the first anniversary.

Discussion

Our programme included rapic
outreach, a flexible approach,
tocus on the present (althougt
previous losses became a centrs:
part of the intervention for severs:
parents), the availability of help, ar
open-door policy and the mobilisa’
tion of the victim’s own resources
Through extensive use of anticipa
tory guidance and active reassu
rance and support, the counsello;
was more active than in more tradi
tional therapies. There was no re
fusal of the support offered by the
programme, and this early inter.
vention prevented the sedimenta
tion of maladaptive response
patterns. A basic premise in the
clinical approach was that the
programme dealt with normal per.
sons facing abnormal events. Griel
can, of course, be a precursor of
iliness if not properly deait with,
but it is not to be met by traditional
psychiatric approaches.

In retrospect it was apparent that
many parents, although they did
not lack support resources, were:
reluctant to use them for fear of
being a burden or of being re-
jected. The counselling sessions
might have focused more time on:
this topic and thus helped parents
to become more aware of the im-
portance of support, and more
skilled at eliciting effective res-
ponse from others without being .
rejected. .

The programme also under-:
estimated the need for more exten- -
sive follow-up sessions for several:
of the families. Recovery time was
often found to take much longer:
than the time period stipulated for
crisis to be resolved (Caplan and.
Grunebaum mentioned four to six
weeks??),

Dealing exclusively with crisis
work in bereavement can be ex-
tremely stressful®. Empathy and
caring for the bereaved requires
that the counsellors are able to be
in touch with their own feelings
concemin% loss (or potential
losses). Grief crisis counseliors
must be able to act as an advocate -
for the parents, be a social worker,
offer a shoulder for the parents to
cry on, and provide information.
and coping assistance to others.

Without a solid support system, .
a stable family situation, and the
ability to express one's own:
reactions about the work, gref:
crisis intervention cannot be sus-
tained for a long period of time. in-
my experience if counsellors are t0 -
be helpful they should be involved :
in a mixture of educational, clinical .
and research work, as well as
being invoived in non-crisis thera--
peutic work. A formal support sys-:
tems for caregivers in this area is
strongly recommended.
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