The parents who joined together for the thoughts and experiencéisat are shared can
September group were very warmly be helpful in their own way
welcomed. Throughout the evening, if parents feel that
Usually, when the monthly group forms there they need to take some time out from the
is amixture of parents - some who are coming group either alone or with one of the Team,
to the group for the first time, some who have then they are encouraged to do this. During the
been occasionally and some who for a timegroup discussion notes without names are
come quite regularly. However, September’'staken to help create the newsletter.
group was a little different from other Carol is overseas at this time attending
evenings because each of the parents hadonferences and conducting professional
participated in a number of previous groups. workshops. Her apologies and best wishes
were passed on to the group.
As the evening began we acknowledged that
returning to the Hospital and joining a group Sometimes after a Parent Bereavement
for parents who are grieving takes courage andsupport Group there may be particular
effort. We hope that the group is a safe andgquestions or matters that parents want to
respectful space in which parents canexplore further, more privately. Jane and
participate as much or as little as they feelCarol (who will be back in early October) are
able. We were reminded through the eveningavailable to talk between groups with parents
that participation does not always mean either in person or on the phone. They can be
having to talk. Listening and reflecting on the contacted on 03 9345 6111. Parents who do



not come to the group are also invited to contacspeak a little aboutvhere their child is now in
Jane or Carol if they feel that this would be the familyand how that feels.Parents reading
helpful to them. this newsletter may want to think a little about
what they would have replied to these
The September group was joined by Ms. Helenquestions.
Stewart. Helen is a Social Worker in the
Oncology Unit at the Hospital. Over many Our Children and Us
years in a range of medical and specialist unitAs parents responded to Helen’s questions we
across the Hospital and in her work in thewereintroducedto their children. We had small
community, Helen has supported many familieswindows into the children’s stories and their
encountering loss, change and grief throughrelationships with their family.
illness, disability and life shortening conditions.
She has seen how families are able toThis is some of what was shared by parents.
accommodate massive life changes. HelenThe children of tonight's grouphad been
who has post graduate qualifications in griefnewborns, school aged or mid late adolescents
counselling, has learned from families that inwhen their lives ended. Episodes of acute
life and death, a child is continued to be loved,illness, the medical complications of
remembered and is forevepart of the family.  prematurity, haematological and oncological
As the conversation unfolded we were to hearlinesses had caused their deaths. At the time of
of how parents in the September group aretheir deaths all the children had a brother or a
continuing their loving relationship with their sister. In some families, another child had been
child. born after their sibling had died. A child’s
death means there was a permanent and
Helen began by saying that she hoped theaunfillable gap somewhere in the family. A gap
W ; evening’s discussion would be that may change over time between the siblings.
“informal” and an opportunity One who knew through their own experiences
to explore the theme in the the child who died His brother was involved
daily contexts in which a lot, he remembers well’. “He misses his
parents find themselves. brother dearly. He doesn’'t say much but the
“Your child is always a part of things that he does say you know he’s
the family, over time and through thinking of him”- and one who knew them
circumstances. Always a part of the family through the memory that was shared by others.
without you consciously bringing them up” As was noted, this can create some particular
Helen said. “Different members of the family”, questions for parents. How to ensure that the
Helen went on to say, “will have their own child who has died i&knownto all members of
ways of remembering and relating to the child.the family? Members of the group voiced their
The child can beery presentn different ways wonderings about how they couidtroduce
to fathers and mothers. These (ways) can béheir child to the child who had died,- how to do
private - just for themselves or for the whole this in a way that was balanced and did not
family”. “overshadow them”? From parents’
Helen then asked parents if they felt able to, tocomments, this seems particularly challenging




“especially when there was not a lot of older son. While it could seem that some older
memory”. For example when a baby’s life has brothers may havé&uickly moved on and got
been just a few precious days. After hearing thidbusy. Occasionally he will say something...
guestion a mother suggested that perhdaps it's really shit that (his sister's name) got
won't be so much of having to introduce sick”. This was felt to be a strong sign of
them” to their living brother or sister as they connection and thinking about their brother or
would have‘always known of them and heard  sister. Siblings, like their parents, can have
their name mentioned”. private ways of remembering, of feeling close to
their brother or sister. For example the teenage
Through their parents’ words, we also glimpsedsister who“does things on her own”or with a
how parents were living with their loss, over friend rather than her parentThat was thought
months and well beyond the first year’s tide.to be typical of being an adolescent. The peer
That first year. As a parent would say later, group is what counts. One illustration was her
“We're still going through our firsts... all visit to the cemeteryThinking about brothers
these firsts are happening, there’s lots of little  and sisters prompted a group member to remark
things, through the treatment dates not just that she thought sometimes children may be
the holidays... you remember last year at this “scared about getting caught up in our grief
time we were going through treatment or this it's so intense”. A counsellor had said to her
is the time when he relapsed”. Firsts are “as long as they have a peer and support
unchartered events. When parents shared thegroup in their own framework they will be
experiences we learnt more about the struggleine”. This guidance was reassuring.
that some fathers were having at this time in
their grief. Fatheréwho can’t let go”- fathers Where my child is now?
who have“a sad house”. There’s a difference a The parents’ responses to
mother observed between “positive missing  Helen’s questions reminded
and a negative missing.... a missing with us once more of how, despite
tears or a missing with good memory and a the undeniable separation
smile”. We learnt too of the wives who worry which their death has
about them (the husbands). Wives who for abrought, children remain in their parents’ hearts
time can feel they are carrying an extra burden and minds in all sorts of ways. There are ways
“Watching and worrying, right now he feels that feel right to the parent and that's what
like a liability, it's very tiring, it's debilitati ng matters.
physically and emotionally... You can't talk *  «ghe s very much alive in our
to him; it's like a taboo for him”. And yet, as
we heard, young people seenttalk freely,...
there’s no taboo”. Frequently brothers and
sisters are heard to s&ghild’s name) would
have liked that”. “A few words cut through
the veneer, short sentences, it's refreshing
you're not thinking what's being thought
you're left in doubt” a parent noted about her

memory... we have her paintings and
photo’s around. I've been questioning
and thinking about what do | want to
commemorate (his daughter's name)
and how to do it ... I'd like to put her
precious things in a cabinet...at the
funeral friends wrote memories, lovely
things... I'd like to get it all sorted and



put in place... Her mother has been * .« try and keep busy. My husband is

doing her clothes... emotionally it's more interested in what | am doing than
exhausting. We sorted the condolence doing something himself’

cards who would respond to which
ones... (The cabinet) it's an ambition,
I'd like to have somewhere to go that |
could open up and look at the things but
it's daunting”.

“We have lots of photos around... we
also had a trivia night fundraising for

(the charity named) it was a lot of work
and we got it together quickly, we were
all involved it is going to be an annual

¥ "He's constantly in our family, always event.... We also did the Run for the
thought of. At home we have a shelf Kids. There were about 35 or 40 of us
with his photo and keepsakes are in a and we had t-shirts made up the ones
memory box”. that were left over we sold at the trivia

* “l have a website it's dear to me. night. I'm in touch with his friends
Friends light candles and write tributes. but...in conversation we talk about him
| want others to know the type of the randomly”.
child he was and the impact he was....
I’'m very busy with that. | have that but My Family: My Self
my husband... I'm at a loss to know From these and other reflections which were
what to do (how to support her shared during the conversation, theasily
partner), I'm usually organized this is  understandable differences between family
chaotic for me. He can't let go he has a members that Helen had earlier foreshadowed
lot of angst. | think it's hard for our became clear. We heard of contrasts between
older son who is still here because it's how brothers and sisters, husbands and mothers
like he’s not being thought about... He  express their grief. Sometimes this was a source
doesn’t say much, every blue moon.” of confusion or frustration. Helen suggested that

* “I have a little shrine... you would call often there may be differences because of the

particular and unique roles and relationships
are there.. " within families. “Sometimes it can seem”, Helen

Later when parents spoke about the sorts o@(plained,' "thf"t families might be going.in
keepsakes that they had for their children somdlifferent dl.rect|ons . She contlnueq t_)y saying,
concern was also expressed that the tangibl8°W @ family member's way of grieving “may

links to the child might be destroyed by fire or 1@ke them out of the family”.  They may cut
theft “I feel worried about the keepsakes’. themselves off from others, not want to talk or

The group thought about ways of participate in family activities. Some ways of
keeping things safe for example remembering the child who has died may take
having extra copies and keeping all a family member's energy and focus. An
copies in safe places perhaps in example may be fund raising for medical
the homes of others or in safety research or Hospital equipment. Although very

deposit boxes. Other ideas are positive it may put distance between family
welcomed! members if working on such @roject not

supported or respected by all. By way of

it, photo’s, the things that are important



contrast, in thinking about on the Trivia Night perfectly natural for families to talk about their
that had been described, Helen noted how ichild who's died. However not everyone, even
sounded as if “the whole family and friends close family members, feels comfortable in
were involved in this process of connection andtalking about a child who has died” A mother
remembering.” Such joining together can forgesaid“he was left out no one asked about him,
strong bonds. She commented “rememberingt is like a taboo... no one not even teachers
can be done on your own or as a family effort”. asked but he (her young school aged son)
Linking with these thoughts, a parent within the isn’t afraid to talk, he tells everyone... he
group spoke of her experiences related to raisingprings it up”. To thisa father respondegou
awareness of organ donation. Her son had beejust want them to acknowledge the child”.
an organ donor'something dear to us from  While another member of the growgaid “we
first hand experience (in the family)... the are on the other side of the fence, just say
difference it can make” Consequently the something it is really, really hard if they
parent had then become involved in mediadon't”. Contributing to the discomfort of
campaigns to promote organ donation in thetalking about children who have died, it was felt
community. This again is seen as a positive waythat the “Attitude is different if a parent dies
of honouring and feeling close to her child. than a child, with parent it's natural here is
Helen commented that some ways of loving andunnatural in the big scheme of things”. As a
relating to the child who has died may be community we may not feel equipped to talk
“concrete such as fundraising”. They may about “the unnatural.
provide some “meaning and make life better for
others. It's a positive from a terrible situation” A Closeness of Our Own
she said. Particular ways of feeling a closeness to and
special connection with the child who had died
Additionally, Helen described how often there is dotted the evening’s discussion.
a tension between remembering, having theOnce more, as has happened in many previous
child who has diedrery presentand “keeping groups, tattoos were mentionddttoos in grief
the family going”. A parent may not be able to are powerful usually permanent tributes to the
put all their time and energy into grieving for loved onelt is hard to think of a closer physical
their child. There are other daily realities thatway of connecting than through one’s skihey
have to be attended to- other children, work,may be visible or known only to the person who
housework; the list goes on. carries it. Some husbands including those who
Helen said that “when a child has passed away iare viewed by their wives as quite
makes your family different from others, people “conservative” had gotten a tattoo. While
here understand that for children within a family siblings were“planning to get one, a design
knowing that a child has died may help them notthey (with the sibling who had died) worked
to feel so different...their experience (althoughout together’. Though some mothers felt
abnormal) might be normalized”. Talking about uncomfortable about their young adult children
the child who has died within a family, Helen getting tattoos, they understood why they had.
suggested, may mean that “out there... it's not
so hard”. *“It's not a secret,” she continueds’it’ As the discussion continued, it seemed that



particular occasions can give either anon social occasions with others. “There will
opportunity for closeness not only with the child always be,” Helen continuetiother times that
who has died but with other loved ones. Yetare significant for you, private ones and not the
social occasions can also very sadly be a timgublic (obvious) ones”.  Others may not
when more hurt and disappointment flows. Theunderstand their significance. However we
recent celebration of Fathers’ Day came toheard about some sensational people who know
mind as agood experience for some in the thelittle datessuch as we talked about earlier in
group. A father who had recently been throughthe evening. These sensitive sotdend text
his first Fathers’ Day since his daughter's deathmessages to let you know that they are
recounted that his living children all sent thinking of you”. That means the world to
“greetings, ...they are normally slack about parents.
that. But not this year”. To mark thisday, in For another the family to honour the first
one family“all the men went off to the footy”. birthday since the child’s death there were
To honour this day for her husband and sons, &alloons butno cake, we are not celebrating”
mother placed tributes on her son’s website. had been the father's declarationThe mother
also wrote a card to her soRlowever in the
The mothers in the group spoke about how theyextended family“no one remembered... no
maneuvered their way through Mothers’ Day. Aone said a word”. On the subject of birthdays,
number of the mothers went to the cemetery asne family was planning tthame a star for
one reflected “I have my morning and cry his 18" birthday... | think ahead it's a special
and then | can be myself’. Family gatherings birthday.... | think of the brightest star,
at Easter and Christmas and othmeaningful that's him.”
occasions” had evoked a range of difficult
experiences for parents in the group. If the child Through the night we heard how if a
who has died isiot included,in someway, once community organisation remembers your child
more the feeling of absence and a dishonouringvho has died with an anniversary card or
or lack of respect can be felt very powerfully. If sometimes even if they send a letter that may
other people overlook the child it can make indicate they don’t know the child who has died,
parents feefangry”. In this contexta parent it can touch a parent's heart. From what the
shared with the group this poignant experienceparent said it seems to underscore tlyas™ the
Her father had included in prayers, members ofchild was alive and did have connections with
the family who had died. However hédt out  others beyond the family. Several parents in the
his own grandsontIt didn’t matter to anyone group found this comforting rather thdthe
else but to me... the first two years | thought sick” that had been suggested by friends.
about how to include him, | light a candle.. Highlighting once moreghat until you’re in that
it's the hardest thing to figure out for myself  place you can't really say
what to do”.

Helen then commented again how there Linking with having the child who has
is a real tension between “the private died present on social occasiorthe
versus the public... sometimes it's group’s thoughts moved twhere is
harder to include the child who has died the child who has died figures their



parent’s workplace Talking about your family can’t tell what's happening for them and what
at work is usual. However when the child is notthey’re thinking”.

living then it takes on another dimension. A

mother remarked that she was betw&enock During the discussion about some of their
and a hard place in my new job, do | tell thoughts about burial or cremation, parents felt a
people about him or not? It becomes known closeness to their child through the decisions
as the moment arises... as | feel comfortable | they had made about the care of their child’s
tell people”. In old workplaces, workmates body. Like so many other matters in grief they
usually know the families situation and so are very personal and have to sit with the
talking about the child who has died and dealingparent’s beliefs and values.

with their reactions which as we have heard These are some of the comments that parents
many times can be very hard is not an issuemade:

Helen talked about how there can be “a sense of “Having the ashes at home is good for
disappointment when other’s don’t recognize the
child who has died... they don’t understand how
significant it is. There are those people who
should or you hope would have a better
understanding. It's a lonely place”. From her
observations and what she has heard from
parents, Helen noted “there are people who you

(husband’s name) and comfort in
having him there.....also a concern he

stands in front of it and cries”.

*  “Scatter them, no bloody way you can’t

get them back it is comforting to just
have him there, see (child’'s name) he’s

don’t expect show courage and understanding. It home”.

may come from losses thetnemselves have * ‘I use to go to the cemetery every day
had or as a mother replied frorftommon at the start and then | couldn’t go so
sense”. To this,one mother respondéuh all then it was Saturday and Sundays, the
honesty it's their problem”. The mother was weekend, first for an hour or two and

encouraging parents not to feel they had to now it’s just five to ten minutes to light

change what they wanted to do or hthwey now a candle.”

related to their childecause of others. * “ | thought | couldn’t leave him in the

cemetery but it's a beautiful spot you
As the spotlight remained on other people, a make the adjustments”.

group member suggested th&Even if others

aren't sensitive, you try to remember they  Relating to these reflections and in thinking
may be thinking of you and not saying more about supporting the ongoing bond
anything”. Helen added “we don’t know what petween parent and childdelen spoke about

is going on in anyone else’s mind”.  As anotherp,y it takes time to work out what to do. She

parent saidthey don’t want to upset you... I yacalled a father who had taken a number of
tell them | am thinking whether you say  years to make a garden for his child who had
something or not. You don’t have to died. Eventually he knew what he
shut up” To which Helen said “you needed and wanted to do. She said
don't really want them to shut up do there is a “point of readiness not usually
you?... because if they don't say you in the first week” that parents know



from deep inside themselves. Some of the

illustrations of parents knowing when the time
was right for them to take action related to the
child’s bedroom.“We've left the room the
same as it is, basically still how it was when
he was alive. When the time comes I'll know
and | will do that change (then)”. While in
contrasta parent saidl changed the room
straight away because it was a bunk bed his
brother was in the other . | didn’t want him
staring at where (son’s name) should have
been”

Towards this part of the evening Helen

emphasized that “as a parent you don’t want to

ever think your child will be forgotten”.
However, as Helen went on to say, “not being
forgotten doesn’t mean it has to be at the
forefront of your mind. With living children too

they can be in the background of your thoughts

at time, you’re not always thinking of them”. In
response a parent sditls like there are little
boxes and at times you open one or two. You
can’'t open them all together”.

To close this part of thgroup’s time together
Helen asked parents when they felt their child

“pretending to talk to the child... it
helps... | talk to her each morning... |

look up at the sky”.

*  The Simpsongurned on at six o’clock is

way that a family had come tmutinise
their particular remembering and
connection with the child. It is a very

important time.

*  Sharing weekly family meals which had

started after the child had died was how a
family was joining together to remember
and relate.. “For those remaining to
bondwe’ll have a toast... we remember
and talk.... we put a compilation of her
songs together all meant something to
her or to us as well”.

“Through out the day he is ever present
there is no one routine, we are coming
up to the anniversary... we want
something tangible then, we might send
off messages by balloons”.

“I'm having the milestone through

you”.
The connection through the child’s friends was
echoed in this mother's comment. The heart can

was most present and she told a story of a Iittlelmagine_ “I have his ribbon for friendship |

girl who had found her own way of keeping her
sibling present, and a part of the family. Each
day the little girl kissed their photbello and
goodnight.

By My Side

have it in the car and | have the photos,
yellow became a significant colour... his
colour”.

For others rainbows bring a sense of closeness
with the child- “As we were at the cemetery
suddenly there’s a rainbow”.

The September parents then shared some of theifach connection that was shared was treasured

intimate moments of connection.

*
has at home“it's always on when we are
home... | put it on first thing in the
morning and last thing at night,
morning and the light is on”.

*

For a father the closeness is felt

and helped to give inspiration to others. Other

A parent spoke about a laser light that sheideas would be most welcomed!

As the group moved to conversation over supper
we thanked Helen for moving us so sensitively

through a time of bringing close some very

loved children.
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Flemington Road and Fairy Dress are two of a series of poemstamriby Ms. Petrina Barson,

Maya’s mother. These eloguent pieces crystallize some oéxperiences which have marked the
family’s journey since Maya’s death. Thank you, Petrina for shagi these intimate reflections

with us. We feel that other families will connect wityour powerful, evocative words. Two of
Petrina’s poems will be included this month and two the following.

We are honoured to include these poems
in memory of
Maya Rose Thompson.
27" February 2003 — 18 August 2006
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The newsletter is always a team effort. Thank you to Ms. Helen Stewart, thésperehe Parents'
Bereavement Support Group, Carol Quayle and to our skilled, committed Admiorsifaam-
Carly Burnett and Rebecca Welsh, for their work with the newsletter.
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