Without Warning: the shock and turmoil that follow a child’s deah.

We warmly welcomed the fathers and mothersCarol and Jane are also available to talk with
who came together for the May Parents’ parents more privately in between meetings.
Support Group. Although each of the parents atParents who read the newsletter, but, do not
the May group had come to previous groups wecome to the groups are also most welcome to
took a few moments teeintroducethe hopes call Carol or Jane. They can be contacted
and processes of the groups. The group aims ahrough the Social Work Department on (03)
providing a safe, respectful setting for families 9345 6111.
to share their experiences, to explore the impacihe theme of the May group was a reflection of
of their grief and to think about ways to live the reactions and experiences which parents
with the loss that follows a child’s death. As may have when their child dies suddenly and
was particularly noted the group is a place unexpectedly, withouany warningor a time
where parents can talk freely about their child.for preparation. Although these may be thought
This is not always possible in other situations.of as especially present when death happens
During the evening if parents feel they need tothrough accident or a rapid illness, in many
take some time oufrom the group they are ways whenever a child dies, there is always a
encouraged to do this. This may be time  sense of shock and some confusion. There may
their own or with Carol and Jane. Parents are never be enough time and preparation the
invited to come and go from the groups as theyreality of a child’s death.
feel would be helpful to them. This may mean
that they come from time to time, regularly or To help in the discussion of the theme we were
perhaps just once. joined by Ms. Vivienne Bateman, Manager of
It was also mentioned that notes are takenSupport Services with the Road Trauma
without names during the group’s time together Support Team (R.T.S.T) Victoria. In warmly
to help create the newsletter. welcoming Vivienne we acknowledged the
many years that she has spent being with and
supporting those who are grieving. Vivienne is
\ ‘ a social worker and has worked in a several
community agencies which support and
resource people affected by grief, loss and
trauma, including SIDS and Kids. From her



©

professional and personal experiences Vivienneexperience few if any of these responses. For
has gained many insights about grief and healingother people, though, these reactions may at
Before moving on to the theme topic of the times be intense and overwhelming”.

evening, a topic which Vivienne said could haveln the midst of such unsettling emotional
been subtitled “no time to say goodbye”, she responses Vivienne commented that often people

briefly described the work of the RTSTV. will say | think I'm going crazyOthers around
them may be worried about their strange
behaviour and may be frightened. “It is
important” Vivienne stressed “for all of us to
Tt know that these reactions are the normal, natural

and the common reactions to a sudden and
traumatic death”. However as Vivienne
emphasized, however, there are causes of the
eath of a child other than motor vehicle
accidents, such as Sudden Infant Death
Syndrome or illness that has meant the decision
%o withdraw life support systems, which can
. leave a wake of trauma for those who love them.
counselling and gtr)oups. h '(I;he Road TraumaSO again while Vivienne was making particular
Support Team can be reached on 1300 367 797. reference to deaths from road accidents there are

Oparallels with the impact of other deaths.

The Road Trauma Support Team provides
support and information for anyone affected by
road trauma. The statewide agency has a “ver
wide brief”. It supports and resources bereave
family members, injured people, drivers,
witnesses first on the scene and others in th
community. The work of the Team includes

Counselling and support services are provide
without charge.

To dg've .Sdomtetdl'lm\e/.ns.'ons to 'tdh(ihexte?]t O,I tt:eSome of the grief reactions people experience
road accident 1ofl, vivienne sai roughout € ,de “shock, devastation, disbelief and

V\;Oﬂd S?Ch year_sh;mllllon p(ter(])F{[Ie die asﬂ? res‘u:é/)earning and other reactions which you all know
of road trauma. This means that across the wor nly too well. “You probably also know”

400% pteopile V?E}[Ch. dlayt will Ot“he from ros?g?Vivienne went on to say “that grief is the natural
accidents. In victoria 1ast year tnere were and normal response to the death of a much

deaths from road trauma, with 46 people loved person. “The extent” (of the grief) is a

seriously injured everyday and !ncglculable reflection “of the love for that person”.
numbers of people are left grieving and

traumatized”.

“There is no right or wrong way to grieve, we all
grieve in unique ways, nor is there a set time

) ] table to grief” Vivienne observed. A comment
As we moved into exploring the theme for the yhat we would revisit during the discussion.

group, Vivienne explained how the effects of «pgrents” Vivienne remarked “often say they

trauma frequently arise from a death that is\ij never get over the death of their child they
sudden and unexpected. Grief will also bej,st learn to live with it”. Connecting with these

present. Vivienne said that the very nature ofcomments a group member who had encountered
collisions means that deaths are often “suddenggmeadvice givinghas come to the conclusion,

unexpected and involve trauma”. To further set« ustn't be doing anything at all”.
the context for tonight's discussion Vivienne

spoke a little more about trauma. *"Having &, jistening to parents whose children, eighteen,
loved one die suddenly as a result of a roadyineteen or twenty six years old when they have
trauma crash results in family members peen killed in road accidents parents “frequently
experiencing trauma reactions. These reactiong|k ahout the moment they answer the knock on
include flashbacks, vivid dreams, agitation, the door, the two police members were standing
mood swings, sleeplessness, sensitivity 10 NOISeihere with the dreadful news’. Vivienne then
difficulty concentrating, withdrawal and a lack of ¢pareq something of her own story. Her brother
interest in normal life activities” she said. |3 died as a result from hit run accident in
Vivienne emphasized that “some people Maypnpgiand. He was twenty four and Vivienne was



nineteen. She recalled how she could stillin grief, as parents know only too well, powerful
remember the phone call from the Department offeelings can spring up. The intense emotions that
Foreign Affairs and her misunderstanding that it parents documented in Always Your Child come
had meant that lan was coming home. “It’s like aout of the parents’ feelings for their loved
video in full colour, my Mum, the indescribable children. Vivienne noted that frequently parents
noise that comes from a mother when she is toldvho are bereaved experience “anger, question
of the death of her child...there’s something why, feel cheated”. Expressed by mothers in
primal about the sound”. Typical of trauma these ways:

reaction Vivienne explained how she had keptl was angry. Angry it was me, angry it was my
that recollection “out of (her) mind” but over the life, angry it was Henry. | felt cheated.
years she “has been able to stay a little longef{Sue — mother of Henry).

with it”. Later a father would use the film analogy

to convey his memory or rather lack of memory I've always been emotional anyway, but after
of the accident Ht's in my head like in a Lewis died the anger at the injustice would build
cinema...just before the film starts... the upin me to a point where | would just scream and
moments before and after ...not the actual scream until | was hoarse — then the tears would
moment (of the collision) suddenly the lights come. (Kath — mother of Lewis).

go off... it goes dark. Family members not in

the accident may also struggle with whatl was jealous and envious. | can remember
happened. As one parent said on seeing the cdeeling ‘hard done by’. Here are all these people

after the acciderftit didn’t fit the picture in my with (their children), and I've been left in this hell
head”. hole. (Lesley — mother of Brendan who died from
SIDS).
- > Another frequently experienced emotiorgislt.

To brlng the voices of other parents to the“Guilt is a common feeling among bereaved
discussion, Vivienne drew on a very helpful parents” Vivienne has said. The source of this
resource produced by SIDS and Kids Victoria —guilt is deeply ingrained in parents. Vivienne
Always Your Child. This was a booklet that was went on to say parents are “expected to protect
written when Vivienne was at SIDS and Kids and their children and to look after their wellbeing”.
can be found on the SIDS and Kids website. The thing that | see as different about a child
For the creation of this booklet thirty bereaveddying is that you feel more acute guilt...As a
parents shared their experiences. Their childrermother, | was responsible for his well-being and
had died suddenly and unexpectedly from SIDS,| ask myself what | could have done to change
sudden onset iliness, motor vehicle collisions,the outcome. (Wendy — mother of Sam who died
accidents, drowning or homicide. “Some of the from SIDS)
children had died in this Hospital and some
families came to this Hospital after the child had The comments about guilt resonated with the
died. | want to share with you some of what thosegroup and provoked one mother to Sajnen a
parents said” Vivienne reflected. child’s born you're not given a book on how to
It's part of you dying literally a child is of you parent you're given a guilt book... When a
and out of you, an extension of yourself, someonghild dies it's so strong it comes back like
you naturally want to protect, to nurture. In telling them to pick up their toys when they
recent years, both of my parents have died, alayed with them...they’re only bloody toys”.
brother-in-law, and several friends, each deathLater as parents in the group spoke about their
affecting me differently. The sudden death of myehildren and shared something of their situations,
own child affected me like no other. the notion of guilt would poignantly reemerge.
(Erica — mother of Franklin who died from SIDS) “I killed her...I was the driver was the heartfelt

declaration made by a parent in the group.
All the expectations, the vision, the dreams andThe parent told the group about the circumstances
ambitions you had for your child disappear. (Sue©of the accident in which her daughter had been

— mother of Henry who died from neonatal death) fatally injured. Vivienne acknowledged the
intensity of the mother’s feelings and how real



they were for her. She shared with the mother,These words and decisions which they
how in the Drivers’ group she hears from manyunderscored resonated with several parents in the
“broken hearted people”. Vivienne stressed verygroup and we would return to them later in the
clearly and respectfully how road accidents “canevening.
happen to all of us. It just happened that we
weren't in those circumstances”. A father later To conclude this part of the group, Vivienne
would say,“An accident can be avoided but gave the group these words from Eri¢ae staff
it's human error... could happen to any of us”.  at the children’s hospital had been very gentle
But we heard too how a parent’s view of what and discreet. They let us spend us much time with
constitutes an accident may change if the drivefFranklin as we wished. Yet the time came
is being reckless. For example if the driver isto leave him behind and to come home without
travelling at very high speeds. Realizing how if him. | don’t know how we got through it....
events were just a little different that others may(Erica — mother of Franklin)
have died was chillindit could have been a
carload of kids...”. At this point in the discussion parents were
Vivienne spoke about how she has listened tanvited to respond to Vivienne’s reflections and
parents some of whom have had children die as & they felt able, to allow the group to “meet their
result of road accidents and some of whom havechild”. We have summarized and arranged some
died from murder. She has learnt that theof the conversation which developed.
essential difference in their situations
is_intention The drivers Vivienne has spoken
with had not gone out with the intention of Most of the parents in the May group had spent
hurting or killing others. These tragic events aretime with their child in the Intensive Care Unit of
accidents. With compassion and understandinghe Hospital. The ICU experience was very
she said to the mother who had spoken earliegifficult for families. “Your mind struggles to
“you had no intention of causing the accident” comprehend it's not as clear in my mind as it
and encouraged the mother to be able to work t&hould be...it's their call ...... there was a
“forgive herself”. Vivienne drew on the words pushy surgeon.. he was telling us one thing
that the mother had used in describing theand the ICU doctors another, ... conflict...we
accidentwaved on, nudged forwartb highlight  had different messages from different people.
how it had happened and how the collision hadConfusion coming from receiving complex and
been beyond her control. sometimes seemingly conflicting information
In recounting the story of the accident the from Hospital staff reached a climax for one
mother had said that “in the circumstances Imother when a surgeon suggested he could
wasn’t charged”. From her knowledge of legal perfform a procedure to manage one of her
processes following motor vehicle accidents anddaughter’s injuries. But as the mother understood
from talking with those involved in accidents what he said was her daughter wouldn't survive
Vivienne noted that if the mother had been in thethe operation.Why say it if you can’t do it?”.
wrong she would have been charged. “We were just so far away from home... we
didn't leave the Hospital ICU waiting room
“So far we have spoken about sudden death fromor a few days”.
accident, Vivienne continued. “For some
families, maybe some of you here tonight,

you've had to make the hardest decision of an contrast to these ICU experiences a mother

person’s life — to turn off life support”. reflected“We were fortunate in ICU because
Returning then toAlways your childVivienne  we'd been there before. We had a good
quoted Sue: relationship, for us it was not an element of

We rode the roller coaster where they would saythe unknown... we weren’t new we had a
Henry was going to make it and then no, henhijstory. There was a history with him and us

wasn't going to make it. I watched my child die. | we are grateful to the hospital... He
gave the nod to turn off life support. That is a (hushand’s name) was not wanting to know.
trauma in itself. (Sue — mother of Henry) The ICU Doctors and Nurses were trying to

talk to him but he didn't want to know.



He felt guilty about not calling the ambulance
sooner... | have no guilt... we always did our The reactions of family and friends continued to
best. baffle parents.
Thoughts of his child’s admission to the « really struggled from the night we got
Intensive Care Unit and leaving the Hospital home. I've lived here all my life....I go down
prompted a father to sy can still remember  the street people I've known for years race
leaving ICU...he was unconscious... it was a into the supermarket not to see me... they've
few days. We didn't leave I.C.U. After the  crossed the road...now in the post office she
organ donation we spent time with him and has to speak to me”. Vivienne asked the
we went across the road to the hotel (local question “why do you think that people are
accommodation )only the four of us now... it  avoiding you?” One parent wondered whether it
hit home the picture stays in your mind that  was their feeling ofthere but for the grace of
moment... dragging ourselves across the God go I”. While another commentéit's fear
road...we’d left him behind”. Recollections it could have happened to them”.As well as
from the time spent in ICU came with many this Vivienne suggested to the group, “we don’t
previously unimagined issues. For those whosejo death well in our culture...we're scared stiff,
children were able to donate organs or tissugpeople don’t know what to say or do when all
there was a senske still had something to you need to say is I'm so sorry and mean it".
do”. It was viewed as something good from aEchoed in one parent’'s commeriEhey didn’t
dreadful situation. Lingering regrets, however, even ask us how we were. How are you...
were expressed by members of the group whenhat's all that's needed”. These words can mean
organ donation was not possidlewas angry”.  so much to parents. Vivienne asked whether
For some parents the diagnosis of brain deathpeople might be confronted by “your loss”.
and the withdrawal of life support in theatre to |n response a parent remarKacbit of empathy
enable organ donation meant they felt they didihat's all we wanted...l get so angry, angry
not havean exact time of death- when had the gnd a bit narky”. “People were great when we
child truly died?Not having this time seems a were in the Hospital but not now..’another
little strange given all the information we usually responded. In continuing to think about
POSSess. interactions with other people one parent
reflected,“You just want to hear your kid’s
name”. “If one person remembers...it means
There were 40 people through ICU the something”a parent added.
support there was heaps... itvas tremendous |t was suggested that sometimes family and
now we're struggling. We're four hours away  friends may find it helpful to have information
so far from the support”. Without wanting to  about grief and how it may be impacting on the
raise any expectations Vivienne said that thefamily who is grieving. How to get it to them
Road Trauma Support Group hoped to bemay be a challengéWhat they want to hear
moving into regional areas soon. This may offerfrom me is I'm fine I'm not ...I don’t want
some access to support. Although most likelycompany.”
would mean some traveling. As we heard once
more there may be particular challenges for those “| had to say hundreds of times I'm ok”.
living in rural areas. A family may know of
another bereaved parent in their area, hOWGVESumming up her experiences of understanding
feel there is little to connect them either throughfrom others, a group member concludé&our
the cause of their child’s death or when theyuse by date is up”and anothehas decided|

died. “I can't relate...it's an aloneness”  can’t be bothered with other people who don't
In such situations telephone contact with otherunderstand”. For one parent in the group there
parents may be helpful * o was a movemento rather than from people.

Expressed a8l gravitate to those who were
there. ...
There’s a void inside | long to be a regular
person”.




Unfortunately some regular people don't
appreciate what it's like for a grieving parent
how could they? Insensitivity from the non
bereaved person and heightened sensitivity from
the bereaved person led some parents to tety
exchanges and tense situatioNBlk in your

tea who gives a f----“. Vivienne’s earlier comments of culture reminded
“I'm in a raw state, if it feels right | do it if several parents of their viewing of the recent
not | don’t go there.... it's really hard” television Logie Awards. A documentary

interview with Ms Terri Irwin was made shortly
In the midst of thinking about other people’s after her husband Steve Irwin’s death. It had won
responses to grieving parents, a mother told an award. However Ms Irwin had not been
heartening story. A person at her workplace hadprepared for the film footage that would be

asked how she was aridhe listened while I  shown. During the telecast the cameras were
told her. She stood there and listened | was trained on her and captured her distress. Those in
blown away”. the group who had seen the programme were

shocked an disappointed at how Terri had been
treated. They felt for her and the lack of respect
In the context of how the community around afor her grief. The parents identified with her
parent who is grieving may react to them severabparticular plight during the telecast. The
members of the group spoke about Mothers’ Daycomment wasthere’s not a huge amount of
2007. There was a deep feeling of hurt andtime given ... There's an expectation to go
disappointment when others had not recognizedback to normal’. In connection with this a
how Mothers’ Day might be for them this year. father talked about thtmask (he) puts on in
public... I'm in the car going into town | hear
“A piece of my heart is missing” a special song on the radio, | have tears | wipe
them off put the mask on and get into the
As one mother having now moved through hermeeting and say I'm going ok. Until they
second Mothers’ Day saidf was a worse mention his name, | don’t say anything if they
Mothers’ Day than last year.... “it's harder do I'm happy to talk I'm honoured. | love to
this year”. Another then spoke about the have a chance to talk but I won't do it
busyness and how the day unfolded that sheanymore | know they have their own lives and
found was, although unplanned, quite good.their own difficulties they go on. You battle
Members in the group talked too about how otherthrough life as you can”.
secondsuch as birthdays and anniversaries werdn contrast another group member sdidalk
also ‘harder” . There was the sense that tinst about her (daughter's name). | bring her up |
yearhad been blanketed by a protective layer ofdon’t want people to think she’s not my child
shock and numbness. now, | create what | want... | still love her”.
One family was approaching their son’s first For one parent there was the recent experience
birthday since his death. A day which would be “finally people are talking”, however it came
followed very shortly afterwards by the first with a tinge of disappointment that it had taken
anniversary of his death. At this time tHelpn't them almost a year. It also seemed that it was in
know how they are going to spend that day” their own time not that of the parent and about
and just want tdget past his birthday first... them. The parent’s needs came second to theirs.
one bit at a time”. However there seemed to be
a certain pressure from family to have definite !
plans in place now Through the night parents also spoke alithe
anxiety” that they have about their living
children, with one parent sayingl hate this
feeling... the level of worry is worse”.To this
another member of the group said tHatalk
my way out of it” (the worry and concern that
she might have about living child).



Parents were also able through the night to sharé’s important it doesn’'t have to be religious”.
how their younger child was managing to stay inShe has also come to understand that some
the bedroom that he had shared with his brotherevents and sensations are beyond logic or
He had a photo of him in the bedroom that andrational explanationThey are what they are.

had changed his sleeping position so as to not to “I'm going the distance with her”.

see the space where his brother should have beeks this part of the evening drew to a close we
sleeping. This reminded us of the cleverness othanked Vivienne for her very thoughtful words
children! Through the evening it was discussedand for enabling such a wide-ranging, significant
how brothers and sisters are now joining inconversation to unfold.

activities that their sibling who had died enjoyed.

At times this seems like a mixed experience.For those who were able to stay more
While there are feelings of closeness andconversation happened over refreshments.
connection there is a powerful feeling who

should be there too

! #$ !
“You do think differently, you’re not as
secure”. Knowing the fragility of life seems to
have several both bad and good dimensior Do you have some thoughts or experiencg
‘That's not a bad thing.... you can appreciate relating to the May discussion?
what life is about”. From experiences with their Please let us know
child’s dying several parents shared how fc
them death now holds no fedit*m not afraid”

“It' sreally personal it's a luxury... | don't
fear death now”. “I'll see (son’s name)
again.... | look forward to it”.

As such thoughts continued, there was a sharing
of some of the most intimate times that parents
had with their child-the moment of their child’'s
death. This cannot be appropriately or fully
captured by expressed or written words. Yet the
feelings seemed to have something of the
sublime about them. These included for several
parents beindeuphoric” at the moment or just
after their child’s death. First there wdmalf an
hour of howling and then it's was like | was on

a high......".

It was acknowledged that parents in this group
had very different life experiences from their
peers - experiences which cannot be explained.
One parent reflected’m much more spiritual
now.... we're all connected”.Another observed
the“spiritual really helps us to live our lives...

it helps us to get through...” “There’s such a
connection” a father commentetbne day there

will be that connection again...in heaven |
can’'t explain it”.

In reflecting on her professional and personal
experiences over the years how “people have to
have some sort of belief about what happens
beyond death.






A small group of fathers and mothers joined together on the firss@ayrevening in May
to hear something of the current understandings about grief, ledtle anlore about the
Family Bereavement Support Programme and to talk over some o&#nki experiences
following the death of their child. The Recently Bereaved Pamargning is a supported
opportunity for parents to share something of their family storfarsas they begin to live
with their loss.

Recentlyis a difficult word to define especially in grief. However @k it is best thought
of as those first few months after a child has died. In the graughis May evening for
parents it had been six to nine weeks since their child had digainwie group there also
been those who have had previous significant bereavements. The chiltyea parents
met together had died from extremely rare and complex medaalitions and from
cancer.

Like the monthly Parent Bereavement Support Groups this evening airoffering
parents a safe, respectful environment in which they can talk. Uhkkenonthly Parent
Groups however the evening does not have a particular theme or apgpadsrsit is more
a time to consider impact of a child’s death on their familylaowl parents may find ways
to live with their grief.

As with the monthly groups, participation is thought of as listening and spedkuagehts
feel that they are unable to speak then of course they are nstinggbsnto doing this,
although in such a small group it may feel as if you are being put on the sfettiRg on
their experience of grief as parents they were able to talkas times their words were
mingled with tears and the occasional moment of laughter. The gaugafe place for
both.

&
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Recently Bereaved Parents Evening - Continued

We have collected together some of the themes and issuearthhirough the conversation.

We feel other parents will relate to these.
For some parents having opportunities to spenat of timewith their thoughts of their
child was enjoyable while for others sotirae offfrom this was needed.
Having many good memories such as: laughing, happy children, chidrerseemed to '\ J
be wise beyond their years or had tolerated without complaint ijlrgesations and @
treatment, gave solace to parents. They could cling to these in the tough moments. E
At times it can feel difficult to move beyond distressing meawuof the last days of a
child’s illness. Painful recollections of the child dominated thoughts.
Visiting cemeteries and caring for resting places, and finding this tsorge comfort.
Grappling with the question ‘how many children do you have?’
Getting througHirsts such as birthdays and Easter. Always hard.
Helping to support and encourage the self by doing something in meshang child,
- something positive such as the ‘Run for the Kids'.
Feeling the absence of the child especially at family gatherings.
Family and friends who were supportive, understanding and availablej$rivho had not
been seen since the child’s death.
Being able to enjoy some photographs but experiencing those whehilthevas very ill
too confronting. Seeing just how ill the child had become is distiggseght now. Some
photographs have to be put away for a while.
Wondering how living brothers and sisters whether adolescents or small chileldennay.
Encountering unexpected difficulties: including finding it hard to ndé@sions, to cook
or stay at home. Going out as a way of dealing with the discomfort of being at home
Getting angry at inflexible bureaucracies and trivia. Trymet others know what it’s like
when you’re grieving.
“Wanting to live a life that is meaningful not small, not wantingto go back to how
things were before”.
Honouring the child by living a more tolerant, generous life. Tryingb&s more
understanding and patient with other people.

From the stories parents shared through the night it was applaatrthey were dealing
with an array of powerful feelings and once unimaginable issuesywarel beginning to
find ways to keep going.

“l want to go forwards, | can’t go backwards”.
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We are very privileged this month to be able to share a very touchllegton of poems written by Andrew’s
Lillis’ Oma, (grandmother) Camilla. Written to commemorate tirmeparticular meaning for Andrew’s family,
they express the love that Andrew brought into his family’s life and how that love and memoeg.efwddrew had

Hypoplastic Left Heart Syndrome. We are very grateful to Camilla adefv’'s parents, Judy and Tom, his oldel

brother Christos and his younger brother Mathias for allowing us to have thgseie poems. More of Andrew’s
story can be found at his website www.hearts-of-hope.com.

In honour and memory of Andrew George Lillis
13th February 2004 - 19th February 2004
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I The theme for the evening’s discussion will B&e Children in Our Families: sharing I
I experiences that seem far apartThe theme is recognition that as well as sharinl a
common bond, families also have their unique stories. Carol and JAngseva child|
friendly activity to explore the place of children in their fagsland communities and i:)

I

begin the conversation. If you wish please bring a photograph of your child to share.

I Please join with us at the June group I

The newsletter is always a team effort. Thank you to Ms. Vivienne Batemanyéiméspaf the
Parents' Bereavement Support Group, Carol Quayle, Maree O'Toole and JandGhief Social
Worker) and to our skilled, committed Administration Team- Aleisha Desmomty, Barnett and

Rebecca Welsh, for their work with the newsletter.
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