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Beyond the death of a child is

ground breaking. The study expands our
understanding of the effects of a child’s
death well beyond the scope of the
previous scholarly and clinical literature
about bereaved parents and their families.
Because the study is so well dong, the
recommendations its authors make
deserve the close attention of the
audiences to which they are directed.

The study is sponsored by The Compassionate
Friends Victoria Inc (TCF), a self-help

group of parents whose children have

died. The early scholarly work on self-help
groups stressed that self-help is based

on experiential knowledge, which is very
different from professional and scholarly
knowledge. ‘Experiential knowledge is truth
learned from personal experience with

a phenomenon rather than truth acquired

by discursive reasoning, observation, or
reflection on information provided by others’
(Borkman, 1976, p. 446). Professional
knowledge, on the other hand, can only

be developed within strictly limited research
procedures and transmitted within certifying
education programs. This study uses solid
scholarly research methods to make TCF's
experiential knowledge clear to outsiders.

It is difficult to overstate how much the
professional literature has ignored what
bereaved parents themselves know about
their lives. The stresses of grief have

been defined largely in psychological
terms, as stages or tasks that lead to
restoration of life as it was before the
death. Indeed, one strong movement in the
current psychological research is to define
‘complex bereavement’ as a diagnosis to
be included in the next edition of the DSM
(see Maciejewski et al., 2007). Studies of
the bereaved very rarely include self-help.
Of the few that do, most just ask the surface
question, ‘Attended self-help or support
group: yes/no?’

Foreword

Bereaved parents know that they don't have
just a psychological problem. True, many
report depression, hallucinations, bizarre
behaviour and suicidal thoughts, so they think
they are going crazy. But in TCF meetings
they learn that many, perhaps most, members
have felt that way. They are not crazy; they
are bereaved parents. When a parent dies,
we lose a part of our past. When a child dies,
we |ose a part of our future, and that takes
some getting used to. It is not a psychological
syndrome. It is a life to be reorganised in
light of the new and terrible reality.

The parents also know that much of their
stress comes from the disconnect between
their grief-filled world and the outer world.
Friends don't know what to say, so they act
as if the death did not happen, or they say
unhelpful things. ‘It was God's will” makes
it hard to look to God for comfort during
long sleepless nights. Veteran TCF members
know it takes most bereaved parents at
least a couple of years to make a new life
for themselves, but after six months, most
people expect them to be ‘over it'.

The work world cuts grieving parents very
little slack. | remember a salesman who
was expected to entertain clients in the
company’s box at sporting events. After his
child died he could not be his old funny self.
His clients were uncomfortable around him,
so, perhaps unconsciously, they took their
business elsewhere. His productivity dropped
and he was fired. He had a hard time finding
another job, but he knew he had to shut off
his feelings in order to keep the new job.
His wife's employer was more understanding
and moved her to a less stressful position.
Still, the wife interpreted her husband's
keeping his grief at arm’s length as his not
caring. He must not, she thought, have loved
their son as much as she did. It was not the
death of their child that brought that marriage
close to breaking point. The problem was
how the business world responded.

Beyond the death of a child presents
the full impact of a child’s death on the
parents’ whole world. | know of no study that
comes even close to this one in its scope
or is as pointed in its findings. True to its
roots in the bereaved parents’ experiential
knowledge, the recommendations in this
study are practical. No matter where

we are in the parents’ world, we can

do something to soften the impact of

the child’s death. Whether we are in

their workplace, in their schools, in their
neighbourhoad, in their families, in the
professions, or in government, we can
find ways to support them, or at least not
to harm them, as they rebuild their lives.

Like the help parents give each other

in TCF meetings, the recommendations

in this report don't tell us exactly what

to do. They are not templates of protocols
and procedures. Rather, the report gives

us information and direction that helps each
of us to find the right way to do what we can,
and what we hope would be done for us if
ever we found ourselves in their place.

Dennis Klass, PhD
Professor Emeritus
Webster University
St Louis, MO

USA

Author of:

Spiritual Lives of Bereaved Parents
Parental Grief: Solace & Resolution
Continuing Bonds: New Understandings
of Grief

Long term advisor/researcher TCF in USA
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economic costs of the death of a child
would not have been possible without the
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and groups from within the bereavement
community and beyond.

First, our deepest thanks go to those

103 parents who shared their experiences
and perceptions by conscientiously answering
a long and detailed questionnaire. This
proved to be a demanding and painful
exercise for many parents. From within this
group we are particularly indebted to those
17 parents and siblings whom we had the
privilege to personally interview and who
told us their stories in intimate and often
poignant detail.

We acknowledge the William Buckland
Foundation, which provided the funds over
a two-year period to enable this substantial
research project to be conducted and the
findings published.

Special thanks go to all those at The
Compassionate Friends Victoria Inc (TCF)
centre who contributed to the project. These
include the Board of Management, which
approved this study as the first large-scale
research project undertaken at TCF, and
offered continual encouragement and
support. Anne Wicking, the Chief Executive
Officer, proposed the idea of the research
project, gained the necessary funding and
provided invaluable support throughout
the life of the project. The other staff

and volunteers at TCF not only provided
assistance where necessary, but also
showed unfailing interest in the conduct
and outcomes of the project.

2 | Beyond the death of a child

Acknowledgments

We owe a debt of gratitude to the members
of the Reference Group, who oversaw all
aspects of the project and approved the final
report. In particular, we thank them for their
willingness to read and comment on drafts
of chapters — often at short notice.

We thank the Human Research Ethics
Committee of the Victorian Department of
Human Services, who carefully considered
the ethical dimensions of the research and
granted ethics approval.

In the early stages of the project, the
members of two focus groups were of
particular assistance: one consisting

of bereaved parents and the other of
professionals in the bereavement field.
We thank them for their frank and open
comments, which alerted us to many
dimensions of the topic and issues related
to research in this field.

Rhonda Gordon-Brown from the Australian
Centre for Grief and Bereavement provided
expert and invaluable assistance in
questionnaire development, data analysis
and presentation. The final report owes
much to her skills in these areas.

\We are very appreciative of the
encouragement and support we received
from Dr Dennis Klass and Dr Robert
Neimeyer, whose own contributions

to bereavement knowledge and research
is immense.

We are particularly indebted to Dr Klass.
Firstly we thank him for the thoughtful and
challenging Foreword he so generously
provided. Secondly we thank him for his
thorough reading of the report and for

his invaluable suggestions concerning

its presentation.

Finally, we acknowledge with great
affection the understanding of our families
in supporting a project that turned out

to be larger and more involving than we
anticipated.

The conduct of this study gave us valuable
insights into the economic costs and social
impacts following the death of a child.

Our hope is that through our recording and
interpretation of these matters we have been
able to share these insights and develop
recommendations that will be of future
benefit to those who have lost a child and

to the bereaved community as a whole.

Jon Stebbins and Trevor Batrouney



This study conducted both quantitative and
qualitative research on the topic the social
impacts and economic costs of the death

of a child on the family during the first

three years following the death. Two major
research instruments were used: an extensive
questionnaire to 103 bereaved families and
17 in-depth interviews with members of
seven families.

The research project was approved by the
Board of Management of The Compassionate
Friends Victoria Inc (TCF) and funds were
obtained from the William Buckland Foundation
in September 2004.

This study provides bereaved parents,
governments, community agencies and
business organisations with findings on the
impact on families of the death of a child

and recommendations directed to greater
understanding and improved support services
by these bodies.

Executive Summary

Families and the deaths
of children

Two-thirds of the bereaved families lived

in metropolitan Melbourne and one-third in
regional Victoria. The majority of parents whose
children had died were in their thirties and
forties, that is, in mid-life and mid-career. The
major causes of death were vehicular accidents,
other accidents, suicide, SIDS, still-birth or
miscarriage, cancer and other chronic illnesses.

Economic costs

As a partner on a dairy farm | was unable
to do any activities physically for 6 months
and then mentally/emationally lost all
interest in farm business for one year.
(Father of Michael aged 20 years)

Almost half (46 per cent) of the respondents
indicated that members of their family had
incurred out-of-pocket medical, hospital and
other health-related expenses which they
believed were directly linked to the death
of their child.

Of these, over 70 per cent experienced
moderate to extreme difficulty in meeting
such expenses. The situation was even
worse for those families who also incurred
substantial costs caused by illnesses
preceding the death of their child.

The more significant out-of-pocket medical
and health-related expenses were in the
areas of mental and psychological health
and more general medical expenses provided
by general practitioners and specialists.

Nearly 80 per cent of families incurred
out-of-pocket funeral and burial expenses
and almost half of these experienced
considerable difficulty in meeting such
EXpenses.
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The substantial financial costs following the
death of a child included a loss of income from
employment and the negative impact on work
of family members. This arose from premature
retirement, premature resignation, voluntary
or involuntary demotion, leave without pay,
absences, selling or leaving a business, loss of
entitlements and inability to do weekend or shift
work. Of these, the most common impact
involved parents taking leave without pay,
often after exhausting other forms of leave.

As many as three-quarters of respondents
saw the impact on their work performance
as very or extremely significant. Parents cited
lack of concentration, lack of motivation,
depression and other emotional responses
as being the major ways in which their work
performance was affected.

Alongside the measurable costs related
to employment changes were less easily
measurable impacts related to diminished
self-worth and personal satisfaction.

Most parent-respondents indicated that the
death of their child exerted a negative impact
on their work around the house. The major
response was a lack of interest in, and
motivation to undertake, household chores.

Social impacts
Relationships

We [parents] were totally unable to support
each other during the first year, each
locked in our own grief pain — resentment
grew, inability to cope etc. Both grieved
differently — caused disharmony and
arguments. (Mother of Sarah aged 12 years)

The strongest impact of the death of a child
is felt on the relationships between the
parents and between parents and children.

In general, relations between parents, in terms
of mutual support and closeness, decreased
during the three years after the death when
compared to the period before the death. Nearly
50 per cent of respondents reported that they
experienced less support and closeness over the
three years following the death of their child.

Relations between parents and children

reflected little significant change in level of
support and closeness over the two periods,
with one exception: the other children in the
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family were perceived as being more
supportive of their parents after the death
of their sibling than before.

Relationships with extended families were
not subject to significant change over the
two periods, suggesting that the nature of
the relationships established with extended
families before the death of the child tend
to continue after the death.

In terms of the relationships between parents
and friends, the overall result was less
closeness to their original friendship network.

Social activities

I still find it difficult to engage in social
things. I do hope this will improve ... | feel
uncomfortable, incomplete and out of sorts
around the other kinder/school parents.
Everyone has moved on from where I'm at.
I do try and get into things but | always find
an excuse to avoid activities | once really
enjoyed. (Mother of Fiona aged 12 months)

There was a dramatic decrease in bath the
frequency and importance of social activities
(social contacts, sports, hobbies and other
interests) in the lives of both parents and
children following the death of the child.

Support for bereaved
families

[the support organisation] were

lifesavers. .. wonderful ... we both got
into counselling ... we still have a lot

to learn ... but it reconnected us ...
helped us see that while things were
wounded and broken there was still
connection ... still a basic underlying love.
(Mother of Jeffrey aged two years four months)

In general, parents felt they needed more
support during the earlier period (first days
and weeks after the death) than during the later
period (up to three years after the death).

Around half of the parents received
essentially the practical, organisational,
emotional, professional and spiritual help
they needed over both periods.

However, substantial numbers of parents
received less support than they perceived they
needed in all support categories over the two

periods. In most categories, the gap between
assistance needed and that received by parents
actually increased over the two periods.

Over the two periods, bereaved parents
perceived their most significant support as
coming from within their immediate family. Then
came extended family and friends, followed by
bereavement organisations and support groups.

In the early days of their grief, parents looked
for practical and general emotional support
from extended family and friends. Three years
later their needs were more specific — to

be listened to about their dead child, to

have anniversaries acknowledged and more
contact with bereavement organisations.

The actions parents found least beneficial
over both periods were the inappropriate
comments of others, variously described as
thoughtless, insensitive and/or uninformed.

In both the early and later periods, most
parents perceived that their other children
received essentially the level of support they
needed. However, this still left significant
numbers of children who were considered to
have received less support than they needed
and this deficit extended over both periods.

The actions parents perceived to be beneficial
for their other children related to maintaining
the integrity and unity of the family, and the
support of bereavement organisations and
support groups.

The least beneficial actions for children were
inappropriate comments, echoing those
experienced by parents.

Bereaved families:
Case studies

The various elements outlined above are
brought together in Chapter 8, which contains
seven case studies of bereaved families.
These stories covered a range of family types,
structures and socio-cultural differences.
They illustrate that the impact of the death
on each family involves more than just the
death of the child, and hence is both complex
and unique. At the same time some common
themes emerged such as the significance of
family cultures and gender in grieving and the
various ways in which parents seek to make
meaning following the death of their child.



Recommendations

The Report frames a number of recommendations directed to providing more appropriate
and enriched support for families experiencing the impact of the death of a child.

The recommendations are directed to government and non-government bodies and cover
the following areas: bereavement support programs, economic costs, employment, education
and research.

Bereavement support programs

Recommendation 1

That organisations which currently provide bereavement support programs evaluate and,
where necessary, modify their programs to take account of the following:
B the range of support needs and priorities over time of different family members

B the range of support needs and priorities over time of family members in relation
to different types of deaths

B the uniqueness and complexity of both individual and ‘family” bereavement
B the need for flexibility in the type, timing and the length of support programs

B the fact that many families and individuals will require long-term support,
where ‘long-term’ is measured in years, not weeks or months.

Recommendation 2

As there is no one public body concerned with the planning of bereavement services in Victoria,
the State Government set up an interdepartmental task force to examine the current matrix of
support programs for bereaved families, to determine whether they currently cater for the range
of individual, family and cultural needs and expectations for support.

Recommendation 3

That the task force examine the matrix of information and training programs on loss, grief
and bereavement support to determine whether they provide appropriate knowledge and skills
to all potential support personnel, including:

members of the immediate family
B members of the extended family and friends

W professionals including general practitioners, psychologists, psychiatrists, counsellors,
social workers, youth workers, clergy, teachers and other school personnel, funeral
personnel, Coroner’s Court personnel and Occupational Health & Safety (OH&S) personnel

B employers and employer bodies, managers, supervisors, union leaders and employee bodies

B community organisations supporting bereavement.

SUmmary Repar | 8



Recommendation 4

That organisations which offer support
programs evaluate the extent to which
they provide for:

B all age groups
B both city and country families

B home-based support including child
care for home-based parents.

Recommendation 5

That organisations which offer existing
support programs be requested to establish
‘bridging” support programs for families

of terminally ill children, covering both
pre-death and post-death periods.

Recommendation 6

That state and local governments, as
appropriate, expand the program of Home
Help to enable more readily available and
affordable access to bereaved families.

Recommendation 7

That the State Government make provision for
subsidised grief and bereavement counselling
similar to that provided by Transport Accident
Commission and WorkCare for families
whose children dies from other causes.

Economic costs

Recommendation 8

That organisations such as the Australian
Centre for Grief and Bereavement and The
Compassionate Friends Victoria Inc be
requested to include and funded to provide
grief-related financial counselling as part
of their suite of programs.

Recommendation 9

That organisations such the Australian
Centre for Grief and Bereavement and The
Compassionate Friends Victoria Inc provide
advice and guidance to financial counsellors
in organisations such as community health
centres on matters related to grief and
bereavement.
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Recommendation 10

That the State Government initiate a community
awareness program targeted at appropriate
bodies such as banks, insurance companies
and funeral homes to encourage families to
make provision for future funeral and burial
expenses, by either pre-paying, putting aside
savings, or insuring against death in the family.

Recommendation 11

That the Commonwealth Government make
provision for financial grants or low-cost loans
for families when a child dies; that such grants or
loans take into account the added burden when
the death follows a long-term chronic illness.

Recommendation 12

That bereavement organisations consider
raising funds to provide immediate financial
support for bereaved families.

Employment

Recommendation 13

That the State Government initiate an
information program on the debilitating impact
of the death of a child on paid and domestic
employment, together with measures to
mitigate the impact; the program to be targeted
at employers, employer organisations, unions,
OH&S personnel and government agencies such
as WorkSafe and CentreLink, and include:

W information literature
B information programs

B support-training programs.

Recommendation 14

That CentreLink initiate special occupational
programs offered by grief-related trained
personnel to assist bereaved family members
over the transition hurdles of returning

to work, changing employment or seeking
new employment.

Recommendation 15

That employer and union bodies support the
expansion of OH&S policies and programs

in work places to provide greater support for
bereaved family members, including through the
provision of extended compassionate leave.

Education

Recommendation 16

That existing bereavement support programs
in government and non-government schools
be expanded to include three levels of grief
support:

B programs directly supporting bereaved
children

B information and training programs
on bereavement support for students

® information and training programs
on bereavement support for school
staff (teaching, administration and
maintenance).

Research

Recommendation 17

That the Productivity Commission be requested
to fund research into the economics of
bereavement with a particular focus on
the cost to industry and the community.

Recommendation 18

That the Australian Institute of Family Studies
be requested to include questions related to
the impact of the death of family members

on children in the Longitudinal Study of
Australian Children and in other research
projects, as appropriate.

Recommendation 19

That the National Statement on

Ethical Conduct in Research Involving
Humans, published by the National

Health and Medical Research Council,
designate and fund a Human Research
Ethics Committee in each state to consider
applications for ethics approval from
individuals and small organisations which
do not have their own ethics committees.

Recommendation 20

That the Australia Research Council
be requested to designate bereavement
research a priority in the next funding round.



Families and the
Death of Their Children

Chapter 3 of the Report is summarised below:

The bereaved families included those who had been contacted through TCF (around
60 per cent) and those who had been contacted through other bereavement organisations
(around 40 per cent).

Two-thirds of these families lived in metropolitan Melbourne and one-third in regional Victoria.

The majority of parents whose children had died were in their thirties and forties, that is,
in mid-life and mid-career.

Three-quarters of the parent-respondents were mothers, and the average length of time since
the death of their children was 5.6 years.

Over one-third of the deaths of these children occurred up to the age of five years and around
one-fifth took place in each of the age groups of 1519 years and 20—24 years.

Around one-third of the children who died had been studying and some 30 per cent were
working at the time of their death.

While two-thirds of the children who died came from Christian backgrounds, less than
a quarter regularly attended religious services.

The chapter concludes with an analysis of parental accounts of the types and circumstances
of the following deaths: vehicular accidents, other accidents, suicide, SIDS, still-birth or
miscarriage, cancer and other chronic illnesses.




Chapter 4 of the Report is summarised
as follows:

0Of the out-of-pocket medical and health-related
expenses, the more significant were in the
areas of mental and psychological health,

at an average of around $2100 per family,
and more general medical expenses provided
by general practitioners and specialists,

at an average of $1060 per family.

The one-off costs associated with funeral
expenses amounted to a substantial figure
of $3800 per family, while legal expenses
were incurred by a small number of families,
amounting to around $1900 per family.

The financial costs following the death

of a child included a loss of income from
employment and a negative impact on
employment of family members. This arose
from premature retirement, premature

Economic Costs
of the Death of a Child

resignation, voluntary or involuntary demotion,
leave without pay, absences, selling or leaving
a business, loss of entitlements and inability
to do weekend or shift work.

As many as three-quarters of respondents saw
the impact on their work performance as very
or extremely significant. Parent-respondents
cited lack of concentration, lack of motivation,
depression and other emotional responses

as being the major ways in which their work
performance was affected.

The most common impact of the death

of their child on employment involved
parents taking leave without pay, often
after exhausting other forms of leave. The
periods of leave taken varied from a low
of two weeks to a high of two years and
eight months, with an average period of
leave without pay of 15.5 weeks that cost
family members around $8000 on average.

A second impact was to be found among those
parents who chose, or were forced, to resign
from their employment following the death of
their child. The amount of employment time
lost as a result of their ‘resignation’ or ‘forced
resignation’ or ‘premature retirement’ averaged
30 months. Parents” estimates of their lost
income varied from a low of $2500 to a high
of $600,000 with an average of $59,500.

Most parent-respondents indicated that the
death of their child exerted a negative impact
on the work around the house of family
members. The major response was a lack

of interest in and motivation to undertake
household chores. This seemed to be even
more significant than with paid employment,
possibly because of a greater discretionary
element about work around the house.

As a partner on dairy farm |

was unable to do any activities
physically for 6 months and then
mentally/emotionally lost all interest
in farm business for one year.
(Father of Michael aged 20 years)

No motivation, sense of
uselessness, lack of pride in
myself therefore no reason to
‘keep house’. | didn’t want to
move anything trying to preserve
Richard’s memory. Overwhelming
despair replaced all motivation for
maintaining house. When given
the option, away from our home
became a preferred [option].
(Mother of Richard aged six weeks)



As indicated in Chapter 5 of the Report, in

general terms, relations between parents,

in terms of mutual support and closeness,

decreased during the three years after the
death when compared to the period before
the death.

Relations between parents and children
present a different overall picture, with

no significant change in perceived level of
support and closeness over the two periods.
However, the other children in the family are
perceived as being more supportive

of their parents after the death of their sibling
than before.

There was no significant overall change in
the perceived levels of support and closeness
between children in the immediate family
over the periods before and after the death
of their sibling.

We were totally unable to support
each other during the first year,
each locked in our own grief pain
— resentment grew, inability to cope
etc. Both grieved differently —
caused disharmony and arguments.
(Mother of Gemima aged seven years)

A few friends (one or two) were
‘golden’ and knew instinctively
how to deal with us. To some
we became somehow tainted.
Our circle of friends shrank, but
those who are left are somehow
more trusted, more honest.
(Father of Allan aged 20 years)

Social Impacts
of the Death of a Child

Relationships with extended families were
not subject to significant change over the two
periods, which suggests that the quality of
relationships that have been established with
extended families before the death of the
child tends to continue after the death.

In terms of the relationships between parents
and friends, there was no significant change
in the perceived level of support from friends
in general but, on the other hand, friends
were perceived as less close to parents after
the death. An important impact on some
families has been the changing network

of friends following the death of the child.

The impacts of the child’s death on the social
activities (such as recreational, sporting,
charitable and hobbies) of parents and
children were similar, in that they led to

a decrease in frequency of social activities
for both groups.

Furthermore, both parents and children
rated social activities as less important
after the death of the child than before the
death. This, together with other evidence,
suggests the notion of a collective family
response to the death of the child.




Chapter 6 of the Report examines the extent
and type of support that the parents perceived
they and their remaining children needed and
received — and who provided that support

— across two periods: immediately following
the death of their child and during the three
years that followed. The following is a
summary of the findings.

Parents were asked which actions were most
and least beneficial to them and to their
remaining children over those two periods.

The complex reactions of grieving parents

to the support they received following the
death of their child is explained by high
expectations, low personal resources, fragile
vulnerability and extreme sensitivity to the
reactions of others.

Around half of the parents received
essentially the practical, organisational,
emotional, professional and spiritual help
they needed over both periods.

However, substantial numbers of parents
received less support than they perceived
they needed over the two periods. This

particularly applied to emotional support.

Support for

Bereaved Families

Although parents felt they needed less
support during the latter period, in general
the gap between assistance needed and that
received by parents actually increased over
the two periods.

Over the two periods, bereaved parents
perceived their most significant support as
coming from within their immediate family
— from their partners and other children.

The next source of support was extended
family and friends, followed by bereavement
organisations and support groups.

The actions parents perceived as most
beneficial for them over the two periods
related to emotional support: in the early
days, being listened to about their loss
and grief generally, and three years later
being more explicitly listened to about
their dead child.

Practical support was more appreciated
during the early days after the death.

Actions parents found most bengficial
included those designed to recognise,
legitimise, normalise their grief, and
memorialise their loss.

Actions parents found least beneficial
were inappropriate comments and
actions, described variously as thoughtless,
insensitive and/or uninformed.

In relation to their other children,
although many parents perceived their
children received essentially the level
of support they needed, substantial
numbers still considered their children
received less support than they needed.

The most significant support for their
other children came from within their
immediate family — from parents and
other siblings, followed by extended
family and friends.

Core actions perceived to be beneficial

for their other children related to providing
emotional and physical security, especially
related to family unity.

The least beneficial actions for children
were inappropriate comments, reflecting
the experience of the parents.

Finally, a number of children specifically
experienced disenfranchisement of their
grief by others.

When we got back on that Saturday
our table was covered with food,
the fridge was full and there was
stuff in the freezer ... people

were so generous ... We didn't
know where it came from ... but
people in a practical way looked
after us ... (Case study: Tonia and Terry)

My dad is very much an old
fashioned kind of guy who would
prefer to forget about those things,
Justleave it... And yet when it came
to making a special box to store
some of Claire’s things, it was dad
who did it. (Case study: Liz and Andrew)



The case studies are based on detailed
interviews with the parents and (where
available) siblings, supplemented by
information from the questionnaires. The
families were selected to cover a range of
family types, structures and socio-cultural
differences.

The deaths of the children in the seven
families cover the major types of deaths
(post-natal, congenital, accident, transport,
suicide) and age ranges from infant to young
adult. Each of these deaths was accompanied
by its own set of pressures, derived from the
particular circumstances of the deaths, the
nature of the families and the pressure of
keeping a relatively normal family life going,
mainly for the sake of the other children.

Case Studies
of Bereaved Families

The seven deaths studied are:

B The first is that of Liz and Andrew's
twin, Claire, who died at the age of only
11 days from brain damage after failing to
breathe after birth.

B The next-youngest death was that of
Jeffrey, the son of Jenny and Gary, who
died of a rare degenerative nerve disorder
at the age of two years and four months.

B Trudy and James were living and working
in Singapore when their seven-year-old
daughter, Carrie, an asthmatic, collapsed and
drowned in 15 centimetres of bath water.

B |ena, the daughter of Kylie and Paul,
died at the age of 13 years after suffering
from a rare congenital bowel disorder

for all of her short life.

B Kira, the 18-year-old daughter of Merle
and Piero, died in a car accident while
she was driving not far from her home
at two o'clock one morning.

B A car accident also took the life of
Sandra, the 21-year-old daughter of
Tonia and Terry. Sandra was on her
way to a church function after work
and apparently lost control of her car,
resulting in a fatal accident.

B The one suicide in the group was that of
Allan, the 21-year-old son of Kevin and
his estranged wife Maggie. The tragic
circumstances surrounding the death
included drug-taking and violence, which
culminated in Allan attacking a 14-year-old
boy and then, believing that he had killed
him, taking his own life by hanging himself.

The following table provides a summary of the families interviewed; all names are pseudonyms.

F=Father; M=Mother; D=Daughter; S=Son

[4] Claire's twin sister Linda
[5] Jessica born after Claire’s death

[1] Kevin and Maggie (parents) separated three years before Allan’s death
[2] Paul previously married; two sons by previous marriage (SS)
[3] Trudy and James are Singaporean Chinese — Carrie died in Singapore

FAMILY NAMES OF AGE AT RELAT. NAME AGE OF TYPE OF FAMILY YEAR OF OTHERS IN
NAME INTERVIEWED DEATHOF  TO CHILD OF CHILD CHILD DEATH STRUCTURE AT DEATH FAMILY
MEMBERS CHILD WHODIED WHODIED WHO DIED TIME OF DEATH REFERRED TO
Ryan Kevin [1] 49 Father Allan 21 years Suicide FMDSS 1999 Maggie
Alana 23 Sister
Patrick 14 Brother
Harris- Kylie 40 Mother Lena 13 years Long illness MFSSDS 1998 Owen
McCann Paul [2] 52 Father
Marrik Merle 44 Mother Kira 18 years Motor MFSD 2000 Lew
Piero 49 Father accident
Tarrent Gary 44 Father Jeffrey 2 years Terminal FMSDDDS 1995 David
Jenny 42 Mother illness Kath
Sandy 12 Sister
Abbie 6 Sister
Lee-Yam Trudy [3] 38 Mother Carrie 7 years Drowning MFDD 2000 Ajana
James 37 Father
West Liz 25 Mother Claire 11 days Unknown FMDD[4]D[5] 2004 Linda [4]
Andrew 25 Father illness Jessica [9]
Mandy
Rivers Tonia 37 Mother Sandra 21 years Motor MFDDSSSD 1996 Juliette
Terry 41 Father accident Brian
Benjamen
Sean
Lara




Aoun, S. (2004). The hardest thing we have
ever done — The social impact of caring for
terminally ill people in Australia, 2004: Full
report of the national inquiry into the sacial
impact of caring for terminally ill people.
Deakin West, ACT: Palliative Care Australia.

Australian Bureau of Statistics (2005).
Deaths, Australia, 2004.

Australian Bureau of Statistics (2006).
Causes of Death, Australia, 2004.

Australian Bureau of Statistics (2006).
Life Tables, Victoria, 2004.

Baker, K. & Denham, G. (2006). Inquiry and
investigation: Therapeutic talk examined using
a grounded theory approach. The Australian
Journal of Counselling Psychology, 6(2): 6-11.

Boelen, P, Stroebe, M., Schut,

H. & Zijerveld, A. (2008). Continuing
bonds and grief: A prospective analysis.
Death Studies, 30: 767-776.

Boelen, P. & van den Bout, J. (2003).

Gender differences in traumatic grief
symptom severity after the loss of a spouse.
Omega, 46 (3): 183-198.

Bonanno, G., Wortman, C. & Nesse, R. (2004).
Prospective patterns of resilience and
maladjustment during widowhood.

J. Psychology and Ageing: 19 (2), 260-271.

Borkman, T. (1976). Experiential knowledge:
A new concept for the analysis of self-help
groups. Social Service Review, 50 (3): 445-456.

Bowlby, J. (1980). Attachment and loss,
Vol.3: Loss: Sadness and depression.
New York: Basic Books.

Bretherton, |. (1992). The origins of attachment
theory: John Bowlby and Mary Ainsworth.
Developmental Psychology, 28: 759-775.

13| Beyand the daath of a child

Bibliography

Clarkson, L. (1992). When a child dies: The
grief process and sources of marital conflict.
The Australian Counselling Psychologist, 8 (2):
21-33.

Clulow, C. (Ed). (2001). Adult attachment
and couple psychotherapy: The secure
base in practice and research.

London: Brunner-Routledge.

Compassionate Friends USA (2006). When a
child dies: A survey of bereaved parents. Oak
Brook, I1.: Conducted by Directions Research
Inc. for The Compassionate Friends Inc. USA.

Corden, A., Sloper, P. & Sainsbury, R. (2002).
Financial effects for families after the death of
a disabled or chronically ill child: A neglected
dimension of bereavement. Child: Care, Health
& Development, 28 (3): 199-204.

Craib, I. (2003). Fear, death and sociology.
Mortality, 8 (3): 287-295.

Doka, K. (1989). Disenfranchised grief:
Recagnising hidden sorrow. Lexington,
MA: Lexington Books.

Doka, K. (2002). Disenfranchised grief:
New directions, challenges, and strategies
for practice. Champaign, Il.: Research Press.

Dyregrov, A. & Dyregrov, K. (1999). Long-term
impact of sudden infant death: A 12-15 year
follow-up. Death Studies, 23 (7): 635-661.

Dyregrov, K. (2004). Bereaved parents’
experience of research participation.
Social science & Medicine, 58: 391-400.

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

Family Matters (2003). [Issue 66 on Ageing].
J. Australian Institute of Family Studies.

Family Matters (2004). [Issue 67 on Parental
separation]. J. Australian Institute of Family
Studies.

Ferrell, J. & Boyle, J. (1992). Bereavement
experiences: Caring for a partner with AIDS.
J. Community Health Nursing, 9 (3): 127-135.

Field, N. (2006a). Continuing bonds in
adaptation to bereavement: Introduction.
Death Studies, 30 (8): 709-714.

Field, N. (2006b). Unresolved grief and
continuing bonds: An attachment perspective.
Death studies, 30 (8): 739-756.

Field, N. & Friedrichs, M. (2004). Continuing
bonds in coping with the death of a husband.
Death Studies, 28 (7): 597-620.

Field, N., Gao, B. & Paderna, L. (2005).
Continuing bonds in bereavement:

An attachment theory based perspective.
Death Studies, 29(4): 277-299.

Figley, C. (1995). Compassion fatigue: Towards
an understanding of the costs of caring.

In Stamm, B. Secondary traumatic stress:
Self-care issues for clinicians, researchers, and
educators. Maryland: Sidran Press, pp. 3-28.

Gamino, L., Hogan, N. & Sewell, K. (2002).
Feeling the absence: A content analysis
from the Scott & White grief study.

Death Studies, 26: 793-813.

Gamino, L., Sewell, K. & Easterling, L. (1998).
Scott & White grief study: An empirical

test of predictors of intensified mourning.
Death Studies, 22: 333-355.

Gamino, L., Sewell, K. & Easterling, L. (2000).
Scott & White grief study — Phase 2: Toward
an adaptive model of grief. Death Studies,
24:633-660.

Genevro, J. (2004). Report on bereavement and
grief research. Death Studies, 28 (6): 491-575.

Goodenough, B., Drew, D., Higgins, S. &
Trethewie, S. (2004). Bereavement outcomes
for parents who lose a child to cancer: Are
place of death and sex of parent associated
with differences in psychological functioning?
Psycho-Oncology, 13:779-791.



Granot, T. (2005). Without you: Children and
young people growing up with loss and its
effects. London: Jessica Kingsley Publishers.

Guinther, P, Segal, D. & Bogaards, J. (2003).
Gender differences in emational processing
among bereaved older adults. J. Loss &
Trauma, 8:15-33.

Hardison, H., Neimeyer, R. & Lichstein, K. (2005).
Insomnia and complicated grief symptoms in
bereaved college students. Behavioural Sleep
Medicine, 3 (2):99-111.

Hazzard, A., Weston, J. & Guterres, L. (1992).
Loss of a child. Illinois, USA: Champaign
Research Press.

Holmes, T. & Rahe, R. (1967). The social
adjustment rating scale. J. Psychosomatic
Research, 11:213-218.

Hooyman, N. & Kramer, B. (2006). Living
through loss: Interventions across the life
span. New York: Columbia University Press.

Horowitz, M. (2006). Mediating on
complicated grief disorder as a diagnosis.
Omega, 52 (1) 87-89.

Jackson, E. & Clements, R. (2006). Workplace
stress: What's causing it and what can be done.
InPsych, 28 (3): 16-18.

James, J. & Friedman, R. (primary authors)
(2003). The Grief Index: The “hidden” annual
costs of grief in America’s workplace.
Sherman Qaks, CA: The Grief Recovery
Institute Educational Foundation.

Jordan, J. & Neimeyer, R. (2003). Does grief
counselling work? Death Studies, 27: 765-786.

Klass, D. (2001). The inner representation of the
dead child in the psychic and social narratives
of bereaved parents. In Neimeyer, R. (ed.),
Meaning reconstruction and the experience
of loss (pp. 77-94). Washington DC: APA.

Klass, D. (2006). Continuing conversations
about continuing bonds. Death Studies,
30: 843-858.

Klass, D., Silverman, P. & Nickman, S. (1996).
Continuing bonds. New understandings of
grief. Washington, DC: Taylor & Francis.

Koolmatrie, J. & Williams, R. (2000).
Unresolved grief and the removal of
indigenous Australian children.
Australian Psychologist, 35 (3): 158-166.

Lastman, A. (2004). Post abortion grief: The
grief following abortion for foetal abnormality.
National Association for Loss and Grief (Vic),
Newsletter.

Li, J., Johnsen, S. & Olsen, J. (2003).
Stroke in parents who lost a child:

A nationwide follow-up study in Denmark.
Neuroepidemiology, 22 (3): 211-216.

Li, J., Laursen, T, Precht, D., Qlsen,

J & Mortensen, P. (2005). Hospitalisation
for mental illness among parents after the
death of a child. New England J. Medicine.
Boston, 253(12): 1190-1198.

Maciejewski, P, Zhang, B., Block, S. &
Prigerson, H. (2007). An empirical examination
of the stage theory of grief. Journal of the

American Medical Association, 297: 716-723.

Mantala-Bozos, K. (2003). The role of
religion and culture on bereavement: The
example of the orthodox Christian tradition.
J. Critical Psychology, Counselling and
Psychotherapy, 3 (2):1-11.

Martinson, |., Lee, H. & Kim, S. (2000).
Culturally based interventions for families
whose child dies. /liness, Crisis & Loss,
8(1):17-31.

Monk, T., Houck, P. & Shear, K. (2006).

The daily life of complicated grief patients
— What gets missed, what gets added?
Death Studies, 30 (1): 77-85.

Murphy, S., Johnson, L. & Lohan, J. (2002).
The prevalence of PTSD following the violent
death of a child and predictors of change
five years later. Journal of Traumatic Stress,
16(1):17-25.

Murphy, S., Johnson, L., Wu, L., Fan, J. & Lohan,

J. (2003a). Bereaved parents’ outcomes 4 to

60 months after their children’s deaths by
accident, suicide, or homicide: A comparative
study demonstrating differences. Death
Studies, 27:39-61.

Murphy, S., Johnson, L. & Lohan, J. (2003b).
Finding meaning in a child’s violent death:
A five year prospective analysis of parents’
personal narratives and empirical data.
Death Studies, 27: 381-404.

Murphy, S., Johnson, L., Chung,

|. & Beaton, R. (2003c). The aftermath

of the violent death of a child: An integration
of the assessments of parents’ mental
distress and PTSD during the first five years of
bereavement. J. Loss & Trauma, 7: 203-222.

Murray, J. (1998). Caring for families affected
by infant death: Evaluating an intervention.
Grief Matters, Summer: 6-11.

Nadeau, J. (1998). Families making sense
of death. London: Sage Publications.

Neimeyer, R. (1998). Lessons of loss:
A guide to coping. New York: McGraw-Hill.

Neimeyer, R. (2001a). Reauthoring life
narratives: Grief therapy as meaning
reconstruction. /srael Journal of Psychiatry
and Related Sciences, 38:171-183.

Neimeyer, R. (ed.) (2001b). Meaning
reconstruction and the experience of 0Ss.
Washington, DC: APA.

Neimeyer, R. (2004). Research on grief
and bereavement: Evolution and revolution.
Death Studies, 28 (6): 489-490.

Neimeyer, R. (2005). Becky's legacy: An editorial
introduction. Death Studies, 29(8): 685-686.

Neimeyer, R., Baldwin, S. & Gillies, J. (20086).
Continuing bonds and reconstructing
meaning: Mitagating complications in
bereavement. Death Studies, 30: 715-738.

0'Dea, D. & Tucker, S. (2005). The cost of
suicide in society. Wellington, NZ: Ministry
of Health.

Packman, W., Horsley, H., Davies, B. &
Kramer, R. (2006). Sibling bereavement and
continuing bonds. Death Studies, 30: 817-841.

Palliative Care Australia (PCA) (2004).
See Aoun, S. above.

Parkes, C. (1998). Bereavement in adult life.
British Medical Journal, 316: 856-859.

Phillips, B. (2006). Four years on. Victorian
Work-Cover Authority: Work Related Grief
Support News, October.

Polatinsky, S. & Esprey, Y. (2000). An assessment
of gender differences in the perception

of benefit resulting from the loss of a child.

J. Traumatic Stress, 13 (4): 709-718.

Summary Repart | 13



Prigerson, H. (2004). Complicated grief:
When the path of adjustment leads to
a dead end. Bereavement Care, 23(3): 38-40

Rando, T. (1984). Grief, dying and death:
Clinical interventions for caregivers.
Champaign, II: Research Press.

Rando, T. (ed.) (1986). Parental loss of a child.
Champaign, Il.: Research Press.

Rando, T. (2006). Mourning. (From a Mourning
forum, Encyclopedia of Death and Dying).
http.//www.deathreference.com/Me-Nu/
Mourning.html

Raphael, B. (1984). The anatomy of
bereavement. New York: Basic Books.

Raphael, B. (2001). Bereavement research
directions. Grief Matters, Winter, 23-27.

Rubinstein, G. (2004). Locus of control and
helplessness: Gender differences among

bereaved parents. Death Studies, 28: 211-223.

Schofield, H., Bloch, S., Herrman, H., Murphy,
B., Nankervis, J. & Singh, B. (eds). (1998).
Family caregivers: Disability illness & ageing.
St Leonards, NSW: Allen & Unwin.

Schut, H., Stroebe, M., Boelen, P. & Zijerveld, A.
(2006). Continuing relationships with the
deceased: Disentangling bonds and grief.
Death Studies, 30: 757-766.

Schwab, R. (1992). Effects of a child’s death
on the marital relationship: A preliminary
study. Death Studies, 16: 141-154.

Schwab, R. (1998). A child's death and divorce:

Dispelling the myth. Death Studies, 22: 445-468.

Slaughter, V. (2005). Young children’s
understanding of death. Australian
Psychologist, 40 (3): 179-186.

Stebbins, J. (2001). Understanding the
experiences of the bereaved: Interpreting
how the bereaved give meaning to their loss
in the context of a suicide-bereaved self-
help support group. University of Melbourne:
Doctor of Education Thesis.

Stebbins, J. & Stebbins, S. (1999a).

The contribution of the self-help support
group experience to the survival of the
suicide-bereaved. Grief Matters: 2 (3), 35-42.

14| Beyond the death of a child

Stebbins, J. & Stebbins, S. (1999b).
‘One-Step-At-A-Time': A retreat/workshop
program supporting families and friends
bereaved by suicide. Health Education
Australia (Autumn).

Stroebe, M., Hansson, R., Stroebe,

W. & Schut, H. (2001). Handbook of
bereavement research: Consequences,
coping and care. \Washington,

DC: American Psychological Association.

Stroebe, M. & Schut, H. (1999). The dual process
model of coping with bereavement: Rationale
and description. Death Studies, 23:197-224.

Stroebe, M. & Schut, H. (2001). Models
of coping with a bereavement: A review.
In Stroebe, M., Hansson, R., Stroebe,

W. & Schut, H. Handbook of bereavement
research: Consequences, coping and care.
Washington, DC: American Psychological
Association.

Thomas, T. (2004). Psychology in a culturally
diverse society. Australian Psychologist,
39(2):103-106.

Traylor, E., Hayslip Jr, B., Kaminski,

P. & York, C. (2003). Relationships between
grief and family system characteristics:

A cross lagged longitudinal analysis.
Death Studies, 27:575-601.

Treloar, D. (2003). Riding the emotional roller
coaster of grief. Threshold Magazine, 4 (2):7-12.

Valentine, C. (2006). Academic construction
of bereavement. Mortality: 11 (1), 57-78.

Wijngaards-de Meij, L., Stroebe, M., Schut, H.,
Stroebe, W., van den Bout, J., van der Heijden,
P. & Dijkstra, I. (2005). Couples at risk following
the death of their child: Predictors of grief
versus depression. J. Consulting and Clinical
Psychology, 73 (4): 617-623.

Wilson, D. (1988). The ultimate loss: The
dying child. Loss, Grief and Care, 2: 125-130.

Winters, R. (2006). Workplace grief.
The Salt Lake Tribune, 14 May.



Appendix 1:
Members of Expert
Consultants’ Group

The following members of the Expert
Consultants’ Group have provided advice
and assistance during the course of the
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Manager, Family Support Team
Very Special Kids

Counselling Psychologist

Ms Dorothy Ford

(Formerly) Manager
Program Development
SIDS and Kids, Australia

Dr Elizabeth Bruce

Emotional Health Centre

Dr Jon Stebbins
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Dr Trevor Batrouney

Consultant researcher
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CEQ
The Compassionate Friends Victoria, Inc.

Mrs Pat Burns

Vice-President
The Compassionate Friends Victoria, Inc.
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Appendix 3:

The Compassionate Friends Victoria Inc

The Compassionate Friends Victoria Inc (TCF)
was established in Victoria in 1978 by bereaved
parents to offer compassionate understanding
and support to any parent, brother or sister,

or grandparent following the death of a son or
daughter. TCF mutual assistance/self help offers
the special understanding that comes from
talking to someone who knows how it really
feels when a child dies and how hard it is over
the years that follow.

A voluntary Board of Management, all of whom
are bereaved parents or siblings, governs
TCF. In addition the organisation depends

on the work of at least 100 trained volunteer
bereaved parents/siblings who contribute
unpaid work, on average more than 6,000
hours per year, to every aspect of TCF work.
This includes one on one support, telephone
support, support group facilitation, editing the
TCF Bereaved Parent Magazine and Sibling
Newsletter and contributing to the overall
governance and running of the organisation.
TCF employs five part time staff, consisting of a
CEQ, two Volunteer Coordinators, a Community
Education & Service Co-ordinator and an
Administration/Accounts Officer.

TCF helps by providing:

M assistance to bereaved families in the
rebuilding of their lives following the
death of their child or sibling and to
support families’ efforts to achieve
physical, emational and mental health.

B |nformation and education about
bereaved parents and siblings, to raise
public awareness of the need for support
and to help those in the community,
including family members, friends,
employers, co-workers and professionals,
to support the bereaved.

TCF Bereaved Parents Support & Information
Centre in Canterbury, a converted terrace house,
is a place where bereaved parents are welcomed
to attend support groups, spend time in the
library, come to meet one on one with other
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bereaved parents & siblings, attend seminars
and workshops or simply drop in. It is also
the administrative centre. In the twelve years
since 1994/95 TCF, on average, has had first
contacts from 340 families per year, following
the death of a child. Their children, brother
or sister have died as a result of accidents,
suicide, drowning, transport related death,
drug overdose, illness, murder/manslaughter,
stillbirth, neonatal death and sudden

infant death. Bereaved people hear about
the service from a variety of sources —

TCF members, professionals, friends and
family, and via the media.

The impact of the death of a child is perhaps
the waorst crisis that parents can experience:
the impact is devastating.

The following specific support services
are provided by TCF:

B The Bereaved Parent Support &
Information Centre

B 24-hour telephone support, including a
freecall 1800 number for Country Victoria

B Monthly Grief support groups and special
interest groups held state-wide

B Seminars and workshops
B Easily read literature for the bereaved

W |iterature available to clergy, teachers,
counsellors, doctors, nurses and employers

B Free lending library

m Parent Magazine & Sibling Newsletter
published six times a year and mailed
to over 1,200 families

B Training programs for volunteers
and grief support

B Community education
B Website

m Compassionate Employer Recognition
Awards

B Research into grief and bereavement.

The statewide telephone support and network
of support groups provides friendship and
mutual support and assistance to bereaved
parents and siblings. Support groups are

lead by trained bereaved parents/siblings
and work on the basis of mutual support
which refers to the positive effects of people
with similar experiences, working together

in order to support each other. This may
involve people identifying and sharing their
knowledge and experiences about the impact
of the death of their child on their lives that
contributes to the overall understanding of
the issues for themselves, their families and
friends and the broader community.

‘TCF has provided wonderful support
during my bereavement and healing period.
It’s been comforting to come across kindred
spirits that really do understand — without
Judgement. Every year, the anniversary
card is a reminder that TCF hasn't forgotten
my loved one — unlike many others."

Bereaved parent.

TCF magazine and personal hand written
anniversary cards are sent to all bereaved
parents and siblings who choose to remain
on the TCF mailing list.

‘TCF was a ‘light in the darkness’ for
about 5 years after my son's death. |
used to ‘devour’ the magazine — it was
wonderful to find something | could
relate to at this terrible time in my life.’
Bereaved parent

Bereavement resource brochures available
from TCF have been developed in
collaboration with bereaved parents (both
in Australia and overseas). Family members
find these helpful in understanding and
coping with the trauma and grief that they
are facing, both in the early period following
the death and in the years that follow.
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