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CHAPTER I
INTRODUCTION

Sudden Infant Death Syndrome (SIDS) or "crib death" claims the lives
of 7,000 infants each year in the United States. This represents a rate
of 2 per 1,000 live births, with the majority occurring between 2 to 4
months of age. SIDS is the leading cause of death between one week and
one year of age.

SIDS is defined as the sudden and unexpected death of an apparently
healthy infant, whose death remains unexplained after a thorough
postmortem examination (Bergman, Beckwith & Ray, 1970). The use of the
words "apparently" and '"unexplained” in this definition suggests
ignorance, while at the same time the use of the word "syndrome" suggests
a definite set of common characteristics in these infants.

The etiology of SIDS is unknown, but researchers are continuing to
fit the pieces of the puzzle together. For example, Arnon (1981) found
that at least 5% of deaths formerly attributed to SIDS in California,
were actually caused by infant botulism.

It has been believed by authors in the past that SIDS parents
experience a unique grief réaction and grief resolution process. Various
sources in the literature attribute this "uniqueness'" to one of three
factors: 1) the suddenness of the death, 2) the unexplainedness as to
the cause of death, and 3) the extreme guilt feelings the parents
experience. It is speculated that the guilt feelings exist for several
reasons: the legislated involvement of law enforcement agencies (police,
Medical Examiners, etc.), the parents' belief that they could have
prevented the death, and the parents' perception of what '"others' believe

caused their baby's death.



The studies available in the literature report the grief reactions
of SIDS parents and the length of time needed for family readjustment and
regaining personal happiness. Many articles also report what health care
professionals "should do" to lessen the impact of this tragic puzzling
event and to help the family adjust to their loss. These "shoulds"
include early contact after the death, giving accurate information and
reassurance that the death was unpredictable and unpreventable, and
intense follow-up with the family for the first year. However, most of
these "shoulds'" are based on anecdotal information or at best a few small
descriptive studies. In addition, the findings are inconsistent as to
whether SIDS parents' reactions and grief resolution process needs are
different from those of other parents who experience sudden and
unexpected death of an infant in the first year of life. Consequently,
medical researchers and nurses involved in SIDS counseling are
questioning these assumptions that have been the basis for counseling
intervention.

Review of the Literature

In the review of the literature to follow, four areas will be
addressed: the history of SIDS, the epidemiology and etiology of SIDS,
parental grief reactions and family adjustment to sudden, unexpected
infant deaths, and current theories of the grief process.

History of SIDS

Crib death has a history of over two thousand years. It also has
been referred to by many names. The British refer to it as "cot death",
and in the United States and Canada this disorder has been simply called

"sudden death in infants" (Wedgewood & Benditt, 1963), with the official



term Sudden Infant Death Syndrome being coined in 1969 (Bergman, Beckwith
& Ray, 1970).

There have been hundreds of theories proposed to explain this
phenomenon. The literature of the 1800's discussed the concept of a
lethally enlarged thymus. In the early 1900's the role of infection was
suspected to be the cause, and by the 1940's suffocation was thought to
be the culprit.

Epidemiology and Etiology of SIDS

The incidence of SIDS in the United States is approximately 2 per
1,000 live births, with the rate for white babies being the lowest, and
the rate for the Native American being the highest (Valdes-Dapena, 1980).
There appears to be a significant difference in the rate between
countries. Sweden reports the lowest rate of .06/1000 live births
(Peterson, 1980) and Canada reports the highest rate of 3/1000 live
births (Steele, 1970).

SIDS is more likely to occur in males, low birth weight babies,
infants from lower socio-economic groups and infants born to young
mothers (Peterson, vanBelle, & Chinn, 1982). Mothers who smoke have a
higher rate of SIDS, and there is also a correlation between lack of
prenatal care and incidence of SIDS (Naeye, 1980).

There are two patterns that are relatively unique to SIDS--age and
seasonal distribution. Most SIDS babies die between 1 and 6 months of
age, with the peak occurrence at 2 to 4 months. The majority of deaths
occur during the cold winter months in both the northern and southern
hemispheres (Beal, 1978).

The recurrence rate in families is well documented. Peterson, Chinn

& Fisher (1980) reported a recurrence rate of 21/1000 live births,



approximately a tenfold increase among SIDS siblings és compared to index
infants. This high rate is thought to be environmental rather than
genetic, but further research is needed to determine how genetic and
nongenetic factors might interact, thus resulting in a substantially
enhanced risk for death (Merritt & Valdes-Dapena, 1984).

SIDS does not appear to constitute a distinct disease, but reflects
an identifiable pathological syndrome of unknown origin. As yet, no
system exists for identification of the vulnerable infant, but as each
year passes more and more is known. As little as a decade ago, these
infants were viewed as healthy normal babies. Naeye, Ladis & Drage,
(1976) through their investigations have helped to change that opinion.
They found in their prospective study that these babies were subtly
physiologically handicapped from birth. Many of their features as
neonates suggested abnormalities in respiration, feeding, specific
neurologic tests and low Apgar scores. Out of 42 possible risk factors,
five have been identified by Naeye (1983) to have an independent
relationship to SIDS: a mild infection in the baby at the time of death,
preterm delivery, maternal cigarette smoking during pregnancy, abnormal
maternal hemoglobin values during pregnancy and a third trimester
diastolic blood pressure drop of 20 mm Hg or more to a value <61 mm Hg.

Naeye (1980) has also reported on autopsy, that SIDS babies were
found to have evidence of chronic hypoxia. This evidence included
abnormal retention of brown fat, increased levels of adrenal hormone
cortisol and decreased growth patterns in body organs similar to the
pattern observed in mammals maintained experimentally in a low oxygen

environment after birth. These abnormalities were found in 66% of the

babies studied.



A similar area of growing interest in research is infantile apnea.
Steinschneider, Weinstein, & Diamond (1982) observed respiratory activity
of 1,311 infants within the first week of life during a feeding and
complete daytime nap. Ten of these newborns were subsequently victims of
SIDS. The future SIDS victims were found to have a statistically
significant greater number of apneic episodes during feeding and a
greater number of apneic pauses during sleep than other infants. Other
researchers have also reported abnormal regulation of ventilation in
infants at risk for SIDS (Shannon, Kelly & O'Connel, 1977; Guilleminault,
Ariagno & Korobkin, 1981). The relationship between SIDS and infantile
apnea is unclear at the present time. Merritt & Valdes-Dapnea (1984)
state that the hypothetical extension of apnea of infancy to SIDS is
probably unwarranted judging by current conflicting data (p. 205).
Spitzer & Fox (1984) also point out that while all babies dying from SIDS
have apnea as a terminal event, the number of children in whom apnéa is
the primary cause of SIDS is not known.

Parental Grief Reaction and Family Adjustment

Bergman, Pomeroy & Beckwith, (1969) reported parents' response to
SIDS in the acute phase of grief based on observations from 225 home
visits to households of SIDS victims conducted during the first few
months after the death. These reactions were reported as disbelief,
anger, helplessness and loss of meaning in life. They also reported
guilt as "universal", whether or not the parents stated so. The physical
symptoms were reported as 'whirling around", '"losing their minds",
"heartache" and "stomach ache'. Since that time much of the literature
published on the topic has quoted this article (DeFrain & Ernst, 1978;

Friedman, 1974; Halpern, 1972; May & Breme, 1982; McElroy, Ruginis, &



Shaefer, 1979; Smialek, 1978). 1In 1978, Smialek reported her
observations of 351 families in whom an infant had died suddenly and
unexpectedly. In 75% of the cases, the infants were diagnosed after
autopsy as SIDS. The significant findings of Smialek's article was that
whatever the final mechanism of death, the immediate expression of loss
by the family rarely differed.

Williams and Nikolaisen (1982) reported a nursing research study in
the area of SIDS and parents' perception of loss. Their study included a
sample of 54 parents (44 married, 10 single or divorced) who lost a baby
to SIDS between 1970 and 1976 in King County, Washington. A mailed
questionnaire was used to study the parents' perception of the loss of
their infant. Results from this study showed that 75% had heard of SIDS
prior to the death, that mothers had more difficulty accepting SIDS as
the diagnosis, and that mothers and fathers varied in their perceptions
of support. The fathers viewed the support they received more positively
than the mothers.

Many authors mention the fact that mothers and fathers grieve
differently but very little empirical evidence exists to document that
belief. Mandell, McAnulty & Reece (1980) studied 28 fathers who lost
babies to SIDS and identified four patterns of behavior "peculiar" to
men: 1) the necessity to keep busy, 2) feelings of diminished self-worth,
3) self-blame because of lack of care involvement and 4) limited ability
to ask for help. DeFrain et al. (1983) found that men stated feelings of
anger more and had a stronger desire to keep grieving private. They
reported that women expressed more sorrow and were more depressed.

The literature does not document adjustment or grief reactions to

the sudden and unexpected death of an infant from other causes. Authors



cite the work of Bergman et al. (1969) and state that it "probably'" may
be generalized to unexpected death from other causes.

Documentation can be found on reactions to the accidental death of a
child (Friedman, 1974). The resulting guilt from a preventable accident
may be persistent and is not resolved by the grief process. Friedman
states that psychological resolution probably is based either upon one's
acceptance of his imperfections or denial of respomsibility (p. 106).

The Fort Logan grief intervention program studied 105 families
following a sudden death of an immediate family member and a control
group of 56 families that had not experienced death. The results showed
that bereaved individuals and families demonstrate poorer functioning in
several areas than nonbereaved groups (Polak, Egan, VandenBergh, &
Williams, 1975). Bereaved families show greater pathological emotional
expression, restlessness, indecisiveness and greater problems in family
interpersonal and social functioning.

There seems to be general agreement among authors that grieving
cannot be collapsed in time. Events such as birthdays, anniversaries and
holidays must be experienced by the parents before they can "work
through'" the loss of their infant. Rubin (1981) states that the acute
grief reaction lasts 3 to 12 weeks and the mourning period one to two
years. In a study of mothers who had babies die from SIDS, Rubin (1981)
concluded that the passage of several years "alleviated but did not heal"
the sense of loss (p. 108).

DeFrain, Taylor & Ernst (1982) found from the results of their
survey of 112 SIDS parents that it took families an average of 12 months
to regain the level of family organization they had had previous to the

death, and an average of 36 months to regain the level of personal



happiness. DeFrain & Ernst (1978) reporting from a portion of that
survey found no significant relationship between recovery time and
residency, church activity, number of personal friendships or prior
knowledge of SIDS. They did find that higher income was associated with
quicker recovery time.

All studies cited mentioned the problem of the difficulty of
locating parents after a SIDS death. One study reported 60% of the
parents had moved within two and one half years of the death.

Steinschneider (1983) conducted a study on the "Psychological Impact
of SIDS on the Family" in 1980 and 1981 in Baltimore, Maryland. The
design of the study included interviews with families whose baby died
trom SIDS between the age of 1 to 6 months and an equal number of
families with living infants selected randomly from the hospital where
the SIDS victim was born, controlling for socioeconomic status. The
families of the SIDS victims were interviewed 13 months after the infant
death and the families with living infants were interviewed 13 months
after the death of the index case.

The Beck Depression Inventory, the Speilberger State-Anxiety
Inventory and the Derogatis Brief Symptom Inventory were used to measure
depression, state anxiety, phobic anxiety, psychoticism, somatization,
obsessive-compulsive behavior, interpersonal sensitivity, paranoid
ideation and hostility. Demographic data were collected and a recent
life changes questionnaire was administered. 30 SIDS families
participated and 26 families with living infants participated in the
study.

The data were statistically analyzed using the t test and chi

square. The unpublished results of the study revealed that SIDS mothers



smoked more after their baby died, were pregnant more often, had more
health problems, were more depressed, and had more evidence of phobic
anxiety, psychoticism, hostility, and somatization.

Theories of the Grief Process

Many conceptualizations and models have been proposed to help
explain human grief reactions. Lindemann (1944) interviewed 101 patients
who had a close relative die in hospitals, the armed forces or the
Coconut Grove fire. He defined grief as a normal reaction to a
"distressing situation”. Lindemann's early work described the
symptomatology of normal grief as a tightness in the throat, physical
exhaustion, shortness of breath, need for sighing and an empty feeling.
The duration of a grief reaction, according to Lindemann depends upon the
success with which a person becomes "emancipated from the bondage of the
deceased". 1In other words, how quickly new relationships are formed and
readjustment is made to the environment from which the deceased is
missing.

The most common approach used to describe grief consists of the
existence of stages. Kubler-Ross (1969) suggested five stages of
"adjustment", including denial, anger, guilt, preparatory grief and the
goodbye state. Kavanaugh (1972) outlined seven stages that could be
identified in the grief process: shock, disorganization, volatile
emotions, guilt, loss and loneliness, relief and reestablishment. Both
authors have recognized that their stages are not separate entities but
blend with one another. While the stages are well defined and described
in the literature, empirical evidence is lacking to sufficiently test the

theory. Bugen (1977) proposes that the "existence of a variety of
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emotional states is the essential point, and not the need to order them"

(p. 197).

Other models have been suggested that do not tie the grief process
to a succession of stages. Bugen's model (1977) attributes two
dimensions--centrality-peripherality and preventability-nonpreventability
--to the intensity and the duration of the grief reaction.
Centrality-peripherality refers to the perceived relationship with the
deceased. If the relationship with the deceased is seen as central the
grief reaction will be more intense. Preventability-nonpreventability
refers to whether the mourner believes the cause of death was preventable
or uﬁpreventable‘ Preventability refers to the belief that the mourner
themselves could have prevented the death, directly or indirectly, or
that others could have prevented the death if contributing factors could
have been controlled. If the cause of death is believed to be
preventable the grieving process will be prolonged. Even though Bugen
(1977) proposes a two dimensional model, he strongly states that the
"belief that a death might have been prevented is the single most
influential factor contributing to the prolongation of the human grief
response’ (p. 202).

Applying Bugen's model to survivors of SIDS victims would suggest
that the grief reaction of parents would be intense because of the usual
centrality of the parent-infant relationship and prolonged because many
parents believe the SIDS death was preventable. With other sudden and
unexpeéted infant deaths, with the exception of preventable accidents,
the grief reaction would be thought to be intense but somewhat briefer,
because the cause of death would be explained and therefore less likely

to be believed preventable.
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Theories of the Grief Process as it is Experienced by SIDS Parents

Many descriptive studies exist that describe the immediate grief
reactions of parents of SIDS victims. Anecdotal evidence, formal
testimony and generalizations from parallel loss groups tell of the
anguish and wreckage of lives as a result of a sudden and unexpected
infant death. However, few studies have been conducted to substantiate
the anecdotal evidence and formal testimony.

Parents whose babies have died of SIDS have been thought to have
unique and prolonged grief reactions and yvet studies have not been
conducted that compare SIDS parents with other parents who lose babies
suddenly and unexpectedly.

The SIDS literature suggests two variables that help to explain the
uniqueness of SIDS grief resolution. These two concepts are consistently
confused in the literature and empirical evidence does not exist to
support either concept. Some authors report that the unexplainedness of
the death is the cause of the parents' prolonged grief reaction, while
others report that it is the guilt the parents experience because they
feel they could have prevented the death. Lowman (1979) states that "the
primary way in which SIDS deaths differ from other losses is in the
extremity of feelings of responsibility that parents report. This
responsibility is occasionally projected to another (e.g. physician or

relative) but is typically personalized in the form of guilt" (p. 674).
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Conceptual Framework

The conceptual framework for this study consists of three
interrelated concepts: grief resolution, unexplainedness, and
preventability of the death.

The grief resolution process encompasses a variety of emotional
stages that an individual experiences after a loss (Kubler-Ross, 1969).
This process is a normal response to loss and the desired outcome is
acceptance or resolution within a reasonable time frame, sometimes
suggested as one to two years (Rubin, 1981). Anxiety and depression are
normal symptoms of grieving; psychotic behavior is usually indicative of
an abnormal level of intensity of grief, although psychotic behavior may
be normal in certain phases of the grief process.

The second concept involves the unexplainedness of a death. The
grief resolution process is said by some authors to be prolonged when the
cause of death is unexplained (Rubin, 1981). SIDS by definition states
that after an autopsy the cause of death remains unexplained. If the
idea that unexplainedness of a death causes prolonged grieving, then one
would expect the parents of SIDS infants to grieve longer that parents
whose babies die of explainable causes (e.g. infections, car accidents,
Bt w s

The third concept involves preventability of the death. If the
parent believes their baby's death could have been prevented, the grief
resolution process will be prolonged (Bugin, 1977). This should be true
whether the death was explained (e.g. car accidents, infections or
congenital anomalies) or whether it is an unexplained death (SIDS).

This study explored the relationship between grief resolution,

unexplainedness and preventability. SIDS parents and nonSIDS parents
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were asked if they believed their baby's death was preventable. The
scores of these two groups--preventable and unpreventable--were compared
to determine the role that perceived preventability plays in the grief
resolution process. The unexplained deaths (SIDS) and the explained
deaths group scores were also compared to determine the role that
unexplainedness plays in the grief resolution process.

Statement of the Problem

The specific problem investigated in this study was:

Do parents who lose babies from SIDS have more

behavioral sequelae 13 to 18 months after the

death than parents who lose babies suddenly and

unexpectedly for other reasons?

This study is a partial replication of "The Psychological Effects of
SIDS on the Family" conducted in Baltimore, Maryland by Dr. Alfred
Steinschneider to assess the behavioral sequelae of parents 13 months
atter the death of their infant. However, this study compares the
behavioral sequelae of parents whose baby died from SIDS 13 to 18 months
after the death with the behavioral sequelae of parents whose baby died
unexpectedly for other reasons.
Hypothesis

The following hypotheses will be tested in this study:

1. Parents who believe their baby's death was preventable
will exhibit more anxiety, depression, hostility,
psychotic behavior and life changes than parents who
believe their baby's death was not preventable.

2. SIDS parents will experience higher levels of
anxiety, depression, psychotic behavior and life

changes than parents who experience non-SIDS
infant deaths.
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3. The cause of the infant's death will have less effect on
the dependent variables than the parent's perception of
whether or not the death was preventable.

Operational Definitions

The following operational definitions were used for the purposes of

this study:

i1 SIDS deaths: Infants who died between one week and
one year of age with Sudden Infant Death Syndrome
stated as the cause of death on the death certificate.
These were considered unexplained deaths.

2 Other sudden and unexpected deaths: Infants who died
between one week and one year of age who were healthy,
normal infants.

3. Preventable deaths: Deaths of infants whose parents
believe their baby's death was preventable and respond
accordingly on the questionnaire.
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CHAPTER II
METHODS

Setting and Sample

Oregon is a rural state with a population of 2.7 million and has an
average of 42,000 live births per year. There are approximately 110 SIDS
cases each year in Oregon and approximately 67 other infant deaths over 7
days of age in Oregon yearly. Of the 67 other infant deaths,
approximately 45 are sudden and unexpected based on the reported cause of
death. F

The population for this study were parents who experienced a sudden
and unexpected death of an infant in the State of Oregon. There were two
groups of subjects studied: parents whose infant, age one week to one
year, died of Sudden Infant Death Syndrome between November 1, 1982 and
May 31, 1983; and parents whose infant, age one week to one year died
unexpectedly from other causes between March 1, 1983 and August 31, 1983.
During these time periods there were 58 SIDS cases and 27 other
unexpected infant deaths.

Description of Subjects

Of the 58 SIDS cases, 25 families agreed to participate and of the
27 other infant deaths, 9 families agreed to participate. The
demographics of the two groups are outlined in Table 1 and 2. The non-
participants in the study were younger in age and less educated than the
participants. Twelve (48%) of the SIDS parents attended a parent support
group and two (22%) of the parents whose infants died of other causes
reported attending a support group. Twenty-four (96%) of the SIDS
families stated they were contacted by the Oregon SIDS Center or a public

health nurse.
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Of the 25 SIDS cases studied 17 fathers agreéd to participate and 4
non-SIDS fathers participated in the study. Geographically the families
were distributed across the state as would be expected by the population
in a given area. The SIDS parents were located as follows: Portland
areas (n=12), midWillamette Valley (n=9), Eastern Oregon (n=4). The
non-SIDS parents were located in the Portland area (n=4), Eugene (n=1)
and Southern Oregon (n=4).

The cause of death for the non-SIDS victims was varied. Congenital
heart defect was the leading cause of death (n=5) with most of the
parents reporting that their baby died during or shortly after open heart
surgery. Other causes of death included meningitis (1), complications of
pneumonia (2) and an accidental fall from a bed (1). One of the non-SIDS
victims was with a baby-sitter at the time of death. At the time of the
home visit and data collection four families had a subsequent child, one
family was pregnant and one family had recently had a miscarriage.

The SIDS infants ranged in age from 20 days to 6 months with the
average age being 3 months. There were 14 male infants and 11 female
infants. Six of the SIDS infants died while with a baby-sitter. At the
time of the home visit and data collection 10 families had a subsequent

child and an additional 2 families were pregnant.
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Design

The design of this study was ex post facto. The cause of death and
whether the parents perceived the death as preventable or not were
treated as independent variables. Standardized test scores of
depression, state anxiety, interpersonal sensitivity, somatization,
obsessive-compulsive behavior, phobic anxiety, paranoid ideation,
psychoticism and hostility were treated as dependent variables.

This study compared the functional relationships between each
independent variable and the dependent variable as well as the relative
influence of each independent variable on the dependent variables.

The study was approved by The Oregon Health Sciences University
Human Subjects Review Committee and by The Oregon State Health Division's
Human Subjects Review Committee. Human subjects were informed of their
rights by use of a written consent form which they signed before
participating in the study (Appendix A).

Procedure

Because the SIDS and non-SIDS samples were obtained from different
sources, different procedures were used for contacting each group. The
names of the SIDS cases which occured in Oregon between November 1, 1982
and May 31, 1983 were obtained from the Oregon SIDS Center. The Center's
function is to provide information and counseling to SIDS parents and
professionals. It is routinely notified of all SIDS cases by the Medical
Examiners Office. Letters were mailed to 57 of the 58 parents whose
infant's had died during the specified time period asking them to
participate in the study (Appendix B). One family was not included in
the study because they had just lost their second child to SIDS at the

time of the mailing. There were 7 letters (12%) returned because the
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family had moved and left no forwarding address. One week after the
mailing, the families were contacted by telephone; if they agreed to
participate in the study an appointment was made for a home visit. Only
29 families could be reached by telephone and 25 of these (86%) agreed to
participate. The 21 families who could not be reached by telephone were
mailed stamped post cards to return indicating whether or not they wished
to participate. None of these 21 families responded.

A different procedure was necessary for contacting the non-SIDS
cases since they were only accessible through the vital statistics office
of the Oregon State Health Division which would not release names because
of confidentiality. An emplovee of the vital statistics office mailed
letters to these families, but no telephone follow-up was possible
because the researcher was not allowed access to the names until the
families agreed to participate. Letters were mailed to the 27 families
in Oregon whose babies had died from reasons other than SIDS between
March 1, 1983 and August 31, 1983 (Appendix C). These parents were asked
to return a form if they wished to participate (Appendix D) and the
returned forms were then given to the researcher. A telephone call was
then made and an appointment set up for a home visit to collect data. Of
the 27 letters sent, 6<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>