The July group was formed by quite a large Discussion in the PBSP touches on matters which
number of parents who were very warmly are full of meaning, memory and powerful
welcomed. emotion, parents may find that they need to take a
Most of the parents this month were coming to little time away from the group. This could be
the group for the first time, an experience which either on their own or with Carol or Jane. The
can evoke a mix of feelings, thoughts, monthly and quarterly groups are available for
apprehensions and hopes. They were fathers angarents to use as they feel helpful. This may be by
mothers who had been living with their grief for coming occasionally, regularly or just once.
varying lengths of time, from several months to a During the night notes without names are taken to
few months after that first year. help create the newsletter. The newsletter is a
At the beginning of the evening we took a few resource and a means of connection between
moments to introduce the group. The group hopedamilies.

to be a place where parents can come together to

share their experiences and resources as well aSarol and Jane are also available to meet with
explore issues that families may be confronting in parents privately in between groups. Parents who
their grief. Being a part of the group happensdo not come to the group are also invited to meet
through listening and talking. Parents are invitedwith Jane and Carol who can be contacted on
to share to the extent that they feel comfortable.(03) 9345 6111.

As parents are welcomed to the groinejr

children and their children’'s story are also The July group was joined by Ms Judy Rassaby.
welcomed Through discussion we come to know Judy is a psychologist and family therapist who
something of their time together. The children works as a Family Support Worker in the
that parents were to speak of through the evenind@3ereavement Programme at Very Special Kids.
had died when they were babies, adolescents odudy had come to the group to help facilitate a
young adults. The children’s lives had endeddiscussion focusing on the children who are
through illness such as cancer, an acute healtlgrieving. The hope for the evening was that it
episode, accident or through complications of would provide a time for reflection and

prematurity or disability. conversation. Judy explained how she felt her
role was “to facilitate discussion” rather than
‘ ‘ being theguest speaker or the expert.



As Judy began her time with the Parents’ Group“In the music | hear him”. ;
she explained that what she had learned her “main
learning........ the important stuff” had come from
the groups she has participated in with families,What follows is some of what the parents said in
siblings and other children who are grieving. this part of the evening-
Judy'’s insights and knowledge have come “directlyIn introducing her sons a mother commerit¢d
from the children or a place where they are (a soft toy devil, over which there had been some
interacting”. These have been added to andgood naturedcompetitionin the choosing)not
complimented by her reading and training. Very something that symbolizes exactly what he was
importantly throughout the evening Judy was toinside and out but he never complained... he
emphasize that the “main source of what you neechad a wicked sense of humour and way of
to know about grief is in the family” Through looking at the world” His brother (represented by
“being available and listening to children” Judy a small coloured stone)s‘not as transparenthe
would explain, understanding grows about what themisses his brother... they fought like cat and
child is experiencing, their needs and how to caredog....he misses him” We imagine other parents
for them. This is helpful to keep in mind as often will relate to such observations. Siblings often row
parents who are grieving can lose confidence inbut under all this still love each other. The mother
themselves and what they can give to their livingthen spoke about how her surviving son had
children. conveyed to his family the difference and
During the group’s time together Judy would also significance of the loss of his brother to him in this
underscore that the children who had died “areway: his father and mothestill have a son”, his
always a part of your family” and how “beautiful parents were"still parents” and others in his
relationships” are treasured. family still had their brothers, sisters. Particular
types of relationships remained, Budon't have
“To introduce” and begin to meet the children in a brother”. For siblings who are bereaved it may
the parents’ lives, Judy had brought a range offeel as if a large part of who they &g brother,
figures, toys, dolls and symbols. These includedlittle sister, one of two to only child, middle to now
stars, devils, a lion king, angels, soldiers, weaponspldest childhas gone. Judy in responding to the
cars, super heroes, rainbows, rabbits, prehistoriparent who had shared her son’s viewpoint and her

creatures, and statuegth attitude thoughts noted how the mother had expressed so
Judy asked parents if they felt able to select anuch about the experience of grief. “The
figure to “represent each of your children’- the pressures........ the isolation and the importance of

children who had died and those who are living.your circumstances...how you're tuned into him...
Echoing back to last month’s newsletter, parentsattentive”. Judy also commented that “there are lots
who are reading the newsletter may want to thinkof times (in grief) where parents change, where it
about what they would choose to represent or beloesn’'t happen that way” (parents remaining
their child/children’s symbol. constant). This may impact on children, adding to
the confusion and loss. Amidst such change a
One parent who had come to the group, as her chilgparent remarked that what she perceived was
who had died was her only child, had been thinkingconstant and supportive was thdte” seeshis
about how she couldestcare for her nephews and parents still in character behaving the way he is
nieces. Judy commented that for parents who maysed to that helps....I pay a lot of attention to
not have a living child “there are lots of children in him”. Constancy can be reassuring.
everyone’s lives who are grieving and need

support”. The choice of a powerful action figure evoked
“He loved super heroes he was a hero to me
Through their parents’ eyes through his treatment”. In reply Judy then

Through this process of parents selectoijects reflected how often children who are grieving may
and talking about them we learnt much about thesee their brother or sister who has died as “a super
children, their characters and reactions. We heardhero” however, they may not see themselves as a
too, about particular memories the parents hold.super hero. “There are heroic qualities in siblings
Sometimes a symbol, as a father shared, can startdo” Judy said “but they don’t always see it". The
for a remembrance or provoke a memory, such aghoice of a lion king, resonated with a mother not
happy times at the beach. Other senses may holdnly for the strong sense §fride” that she had
memories as well, resonating in a mother’s words,“in talking about all her children” but especially



knowing that her daughtethad pride in her under the ground, how could he get out of there,
brother ...l don't hear it... | know she’s talking how could his parents leave him therE®r this
about him a lot”. In previous groups it has been little boy the finality of death didn’t match with his
mentioned by parents how they often hear indirectlynotion of being asleep. Judy commented that
that their child is talking about what's happening listening to what children are saying may make it
for them rather than the child talking to them (the “easier to see what’s going on...they tell us...kids
parents) While another parent didn’'t see her son aare so honest and they are tuned into how we (as
so much a superhero but more in this waye adults) are”. They may share their thoughts
were so lucky to have him, he was a warrior”  without any censorship. As a group member
Children- the child who had died and the living observed children dre upfront and open”.
child were “an inspiration’ to their parents. Likewise a parent had found tHgbung men, his
Sometimes it had been wisdom and strength of arriends aren’t afraid to talk”. Judy said “times
older child to see clearly what was happening withhave changed enough; it's ok to talk about the child,
a gravely ill child which helped a family when it to talk about death, it's more than ok, the benefits
was most neededwe have to let him go”. Such  are clear”. Expressed by one group member in this
profound insight connected with Judy’s remark thatway “I'm lucky to live in a century where we can
children and young people have *“wisdom”. talk about it so freely now”. Later we would talk

A wisdom that perhaps as older people we don’tmore about who talks and who doesn't.

always recognize. During the evening Judy explained that for children
As well assuperheroedeing a part of the parents’ and adults “there are many pressures in grief that
lives, there were little boys and their older brotherscan be hard to resist”. One may be the message
who wanted to grow up and become soldiers. to talk about the child who has diedthe grief that
“She was strong, passionate. She collected has been left behind. Another may toeget over
beautiful things. She liked beautiful things...  your grief.

Her sister was like her bodyguard... very close”

was how one child and her sibling were described As symbols were shared we heard how some young
They have'different personalities”. Each sibling  family members have worked out their own way of
in the family was captured by what the father hadliving with grief. “We’re not thinking about him
chosen. Each was different and unique as childrere’s with us, he’s everywhere with us'was one
are. Parents had seen also how a grieving siblinghild’s view of the situation. From the comméht
“doesn’t know which way to go with their anger  have nothing of” (the child’s name) came the need
and confusion”. While some aréabout to fly”. to be reminded what they do have, such as a special
Another young woman waaimmed ujn this way:  memento. A child’s comment can be an opportunity
“She reached for the stars in every way’ to provide information. Some occasions were
In talking about the loss of this young, much lovedrecounted by parents which suggested that at times
girl, we heard how connections were made toyoung members of the extended family may be able
previous losses such as a loss of a child duringo unconsciously ‘work’ a situation to their
pregnancy. “I can't cry....'m numb. It's advantage - One new toy for ...... (the child who
wonderful to see people. You can do that here”. has died) one new toy for me!

Earlier losses may have been unacknowledged and
may create additional complexity and paiit is
never too late to attend to these.

As we looked at a small brightly coloured car and
an angel, we listened to how a four year old boy
was reacting to the grief of his baby brother. Others
with small children may connect with these issues..
The little boy had been very caring and attentive to
his baby brother during his short life time. He was
now missing him so muchHe’s suffering inside”

and trying in his young mind to sort out and put
together some very complex issues. Visits to the
cemetery provoked heartfelt reactioniswant to

see my brother”. Surely if his brother was
“sleeping” then wouldhe wake up and come back
to his family? Yet how could that be if havas




Out of all that the parents had said about theirtheir family”. For young people and their parents
symbols, Judy observed that there wéMivid alike, grief's wake is difficult to understand. It can
pictures...... a sense of the loss for the one who's ndbe hard to “fathom behaviours... There can be
longer here, but is a part of the family, it's a hugethings that are strange and difficult... changes and
loss” Judy went on to say that “there’s so muchexpectations. You need a strength to resist this”.
learning in what has been said”. One such insightin reflecting a little around the process of
was that children “can be very resilient and strongcompleting or thinking aboutmypage a father

but it's less scary for them if there’s an opennessshared that héenjoyed being with her, it was

and honesty about what's happening (for theirnice, it brought her back a bit. To this Judy
parents)”. This may as mentioned earlier, includereplied, that “various things can bring the child
parents behaving uncharacteristically. “Being back when least expected, but there are also ways to
available is the most you can do for them, it’s thebring the child back when you want to”.

basis. In addition to the support parents give their
children, Judy suggested “Connecting with others
who've had a similar experience is the one of the
greatest helps or supports for children as it is for
adults”. “Peer support” she noted “is important for
children and adults”.

As well as parents looking after children we heard
in the group’s conversation, how a child canttoy
look after their parent. Perhaps protecting them
from their own (the child’s) feelings or by
responding with gentleness when their parent isCaring for the Grieving Child

distressed. “The older (adult) children are Children have “their own ways of remembering and
protective of us, they took us under their wings, grieving”. While respecting these, Judy reflected it
it was lovely, and it was much appreciated”Judy is important to “provide companionship, company,
explained that for “the young child it can be tough without an expectation... or the need to draw
if they feel they have their parents, but with older someone out”. She emphasized “the groundwork
children, they should be aware of what's beingfor relationships is openness”. “Frequently”, she
worried about, it's not a bad thing to be looking remarked “there is a pressure to elicit emotions to

after a parent as an adult”. help in healing, but it may not be necessary....
(nothing more may be needed) other than for a
Myspace parent to be available, a companion, to go to the

During the group’s time together, Judy invited footy or a movie, not to be the best friend.
parents to view and if they felt able to complete the“Isolation” Judy continued “is a real issue for a
Australia page child, you can't take the place of the child who died
on the world wide wide- http://www.myspace.com/. ...Grieving may need a hand, but grieving happens.
This was another way to think about their child or Pressures and expectations (to talk or be obviously
an opportunity for self reflection. Judy had printed expressive) can get in the way and you don’t want
out some blank pages. The myspace page in thto add to it. Less is not always less... it may be
group was means to contemplate the parentsgnough... Talking is not the only way of expressing
children and their relationship. Areas on the siteor healing”, she noted.
include: My wishes for the future, Things I'm good
at Changes in my life, People | can talk to aboutJudy encourages parents to engage with children in
important things. The site, visited by many opportunities for conversation and activities over
children and adolescents, could be a way forwhich support can be offered. She has seen how it’s
siblings to connect with other young people. helpful “to think of what gets in the way” and, what
Cyberspace is a familiar place for young people.  helps to promote and maintain the connection. In
thinking about this issue, a parent said that she
Reflecting on the headings on myspace, Judythought “personality —and how  people
suggested was ‘“it's a way to keep in mind whatcommunicate” may impact on the connection
they (the grieving brother or sister) are confrontingbetween child and pare@ne member of the group
and to try to put yourself in their shoes ...to think shared her thoughts and strategiele ‘knows I'm
about how a child has adapted to the changes imvailable and open to talking ... | throw in



snippets in a conversation and see if it's picked she had said last year when she had visited saying
up. From what he’s told me later | know I've be careful of any sentence that begins witt “
been close to the mark ...They can see that least, such asAt least you havether children.
you're trying”. A father extended this by saying Judy has found that some people’s reactions to
“If the bait is right, they’ll take it ”. parents who had a child die could imply that
having other children or subsequent children,
As we drew this part of the discussion to a closelessens their loss and that child “are
Judy invited parents to think about an idea that theyinterchangeable”. As a father sai@ther people
could have to enhance or nurture the relationshipmay feel the need to fill the space with words, it
with their living child. Some very tangible doesn’t need it”. Learning from his child during
examples parents gave included: rising eachher illness and treatment the father contintied
morning and cooking a hot breakfast andsay..Not too bad if the conversation goes
(for someone who doesn't like to cook that gives afurther ok”.
clear message to their child of how important they
are!) and having “special days”, with an older sonTime and interactions had taught a parent a great
going to drinks and dinner at the pub or with a deal about othe(non-bereavedpeople. She said
younger daughter going shopping. Actions may“people don't deal with the loss of a child very
speak louder than words well, I had more sympathy when my father died,
Judy left the group with a number articles andnoone can relate to a child’s death”.But as a
handouts. One, The Ten Rights for a Grievingfather commentedeveryone loses a parent...an
Child from the Healing Hearts website is included older person it's expected”. Linking with these

in the newsletter. thoughts another group member saigith the
death of someone you love,life changes
Bad, Fine and Everything In Between. completely, it doesn’'t matter how old the child

As well as thinking about children and their needwas,... there is never the sympathy or support.
for support, through the conversation somePeople... can't comprehend a child’'s death or
attention fell on the parents and the support thathat they were sick, that's never going to be
was available for them. Once morespeckled right. They don’t know how to deal with it,

picture was seen. what to... say they are worried they will say the
Several group members spoke about how theywrong thing and upset you”
protect others from their griefi'm fine” or “I'm Judy noted that when personal relationships and

not too bad”. The feeling was that it is “unfair to social networks change there can be “additional
have to think about others and how they act” whenlosses” for grieving parents “People you look to for
you're in so much pain and turmoil yourself. support may not be there”. You may need to see
Unfortunately we learnt, how some people what you get, from each person, what you can cope
including thoséwho are in the know”, say stupid  with, who drains you, and who gives to you” Judy
things. For example, a social worker who asked asaid. She also highlighted the importance of good
parent by phone late one afternoon: “How are youcommunication, saying “If we really listen to each
going with your grief and loss”. From the parent’s other, we may understand the meaning for them.
point of view“a sick sense of humout is the only ~ People bring preconceptions to situations”.

way to manage suclshockers Amongst other
clangersthat parents have heard was, “livere
you I'd be devastatedAs a parent saitWhat do

you think I am?” A related remarks “I don'’t
know how I'd deal with itAs a parent again said
“You don’t know until you're in that situation”.
“People drift away but we’re trapped in our
nightmare We’d do it to if we could, we're
grateful for the support we’'ve had at times ..... I
can't tell you how many friends we've lost...
that don’'t call now, but they care at a
subconscious level’?

From her experience a group member observed
“Sometimes it gets up your nose, oother days
you accept it". Judy reminded the group of what




Before moving to supper and more conversation
we gavea vote of thankgo Judy We greatly
appreciated all that Judy had enabled to happen in
the July group, especially the sharing of
remembrance and the opportunity for reflection
and conversation.

As parents who have been reading the newsl| |
may recall, with the advice and guidance pf
parents the Hospital has been designi g,
renovating and furnishing a room to enalfle
families to spend time with their child who hds
died. We have been very generously give a
donation by a family to purchase additionfl
resources such as books, and toys for yo ‘ g
family members. In the July group we inviteqi
parents to make suggestions about what they Jeel
would be helpful. We welcome the suggestios
of others. We would also want to hegr
suggestions for a name for this very importgnt
space. Please let Carol or Jane know 4gnhy
thoughts that you may have.

the group has been gifted with handmade qui
and pillows from Shannon’s Army. The grou
have very thoughtfully offered to creatd
personalizeditems for families such as thg

In previous newsletters we have explained h]Fv
S

addition of names and dates. Please cont
Shannon’s Army through their website if yo
would like to know more.

ct



Ten Rights for Grieving Children

Your brother or sister has died. You are probably having many hurtful and scary thoughts and
feelings right now. Together, those thoughts and feelings are called grief, which is a normal
(though really difficult) thing everyone goes through after someone they love has died.

The following ten rights will help you understand your grief and eventually feel better about life
again. Use the ideas that make sense to you. You can put this list on your bedroom door or
wall. Re-reading it often will help you stay on track as you start to heal and feel better. You
might also ask the grown-ups in your life to read this list so they will remember to help you in the
best way they can.

1. | have the right to have my own unique feelings about my brother or sister’s death. | may
feel mad, sad or lonely. | may feel scared or relieved. | may feel numb or sometimes not
anything at all. No-one will feel exactly like | do.

2. | have the right to talk about my grief whenever | feel like talking. When | need to talk, | will
find someone who will listen to me and love me. When | don’'t want to talk about it, that's ok
too.

3. | have the right to show my feelings of grief in my own way. When they are hurting, some
kids like to play so they’ll feel better for a while. | can play or laugh too. | might also get
mad and scream. This does not mean | am bad, it just means | have scary feelings that |
need help with.

4. | have the right to need other people to help me with my grief, especially grown-ups who
care about me. Mostly | need them to pay attention to what | am feeling and saying and to
love me no matter what.

5. I have the right to get upset about normal, everyday problems. | might feel grumpy and have
trouble getting along with other sometimes.

6. | have the right to have ‘grief-bursts’. Grief-bursts are sudden, unexpected feelings of
sadness that just hit me sometimes even long after the death. These feelings can be very
strong and even scary. When this happens, | might feel afraid to be alone.

7. | have the right to use my beliefs about my God to help me deal with my feelings of grief.
Praying might make me feel better and somehow closer to my brother or sister who died.

8. | have the right to try to figure out why my brother or sister died. But it's okay if | don’t find an
answer. ‘Why?’ Questions about life and death are the hardest questions in the world.

9. | have the right to think and talk about my memories of my brother or sister. Sometimes
those memories will be happy and sometimes they might be sad. Either way, these
memories help me keep alive my love for them.

10. I have the right to move forward and feel my grief and, over time, to heal. I'll go on to live a
happy life, but the life and death of my brother or sister will always be a part of me. I'll miss
them.

Ten Rights for Grieving Children: Wolfett, A.D. (2005)

www.healingheart.net



We are honoured to include these two poems written by Tiarmatgher Ms. Deborah Garth. As you
will read the poems express with clarity and beauty the essaicsome profound times. Times of loss,
times of vulnerability, times of strength. We feel Ms. Gastlpoems will encourage and support other
parents who are bereaved. They are included with our gratitude.
In memory of Tiarna
30th June 1995 to 19th May 2004

THERE WAS A DAY
When shadows moved across my face and a candle ceased to burn
When my gaze saw a darkness and my world was wet with tears and my loved one gone

But in the settinlg sun | see a butterfly with beautiful pink and purjplgsngo across my
path and a candle burns in my heart

There was such a special glow around you- you grow surrounded by love ?
Never doubting you are wanted or loved
Just only look at the pride in my eyes
And if one day you see me smile no trace of tears- one day you'll understd
Just who was in my hopes and dreams. You.

Except sometimes in a moment when | miss you so much very much you may still see a tear.

We don’t always have to be strong

Sometimes our strength is expressed in being vulnerable

Sometimes we need to fall apart to regroup and stay on track

We all have days when we can not push any harder

Cannot hold back self-doubt - cannot stop focusing on fear, cannot be strong
These are days we can not focus on being responsible

Occasionally we don’t want to get out of our pajamas

Sometimes we cry in front of people we expose our tiredness, irritability or anger. These
days are ok - They are just ok.

Part of taking care of ourselves means we give ourselves permission to fall apart wdhen nee
too.

We do not need to be perpetual towers of strength.
| am strong | have proven that.



A poem for fathers from one of the in the Parents’ Bereavement Support Group.

The Embrace is a tale of the love that is between fathers and daughters, and dirigneship.
With our sincere thanks.
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We will welcome back our guest for the evening Remd David Peake. InOne

Man’s Journey’- a father grieve®avid will reflect on his experiences as a bereaved

I parent. |

| |

I Please join us for the August group. I
|
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The newsletter is always a team effort. Thank you to Ms Judy Rassaby,ghts mdithe Parents'

Bereavement Support Group, Carol Quayle, Jane Miller (Chief Social Worketd aur skilled,

committed Administration Team- Aleisha Desmond, Carly Burnett and Rab&elsh, for their
work with the newsletter.
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