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July 2013 Edition Editor: Lynne Harford
NDCelebrating 21
Editorial have included a copy of

Welcome to our July
edition. We have
been busy in the
promotions area as
we prepare for our
October Bike Run.[]

Please see the flye
on page 7 which is

also available on our Facebook

page.

We applied for a couple of small
grants to assist with our project to
have the 2nd edi

| have been invited to speak at the
SIDS and KIDS SA seminar on
Wed 14 August at Thebarton in
Adelaide. This will allow me to
further promote the work being
done by NTLS. Brochures, past
newsletters, Bike Run flyers, as
well as a few left over copies of thg
2008, 10th anniversary edition of
AThe Di aryo, wi |
give away to those attending.

As far as | am aware, | am booked
in for the second half of the day, in
the afternoon, with some other
Mothers of Surviving Twins. Thank
you to Peter Papps from SIDS and
KIDS SA for this opportunity. |

~—t

published through WinePress,
USA. As the submission deadlines
have now passed
heard anything, | can only
concl ude t hat W
successful Howe
matter because
Up o NOT exist in my
Dictionary!
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their flyer in this newsletter.

| have started to read
through the those
guestionnaires that were

completed back in 2008-
2010 by multiple birth
mothers from  Australia,
New Zealand, Canada and
the United States. 15 peoplg
kindly participated and it is

interesting to read their
views.
ion of AThe D

I will be utilising some of
this material for my talk at
Hthe d Augyst  Serainae nag
there will be health care
professionals ip attendgnees
| @rp sure thatthey wilh find
the feeghbaok ivalualieg i v

And finally, we have
received a donation of a
Camcorder, so now we can
film all our major events
and make them available
through our Facebook page.

That 6s it fo
Please enjoy our midyear
publication!

Yougs & bergavement gage |

Lynne Harford
Founder
NTLS

Copyright © 2013 NTLS
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2013 Seminars

-
FOCUS on Loss in Multiple Birth

Wednesday 14 August 2013
Sam-dpm
BinSA Incubator Conference Centre

40-45 West Thebarton Road
Thebarton 54

5140 Full registration

%135 Early registration |doses Juse 30 2i13)
£125 Student registration

6 CPD poirts

Al regivtraticre inciuds refrashmectx ang s g uneh

Register now
5ID% and Kids South Sustralia
Email: adelaide@sidsandkidssa.org

Phone: 08 8332 1065
& Iﬂnd

Kids

Funding Update

NTLS applied for two small grants during this
last quarter, but since we have received no
response, can only c(

Warland PhD, our Patron, who kindly wrote a
letter of support on our behalf in order to try

and sway the opinion of one of the
organisations offering grants. We appreciate
her support.

We did however receive just over $40 in
royalties from t he
Survivor o, as wel |l
giving scheme.

We will continue to keep an eye open for
opportunities to raise a few dollars, as we are
keen to get #AThe Diar

as

been successful. Special thanks to Dr Jang

14

Promotion & Marketing
with Sean McPherson

Hello folks,

Well things are underway for our inaugural
Bike Run.

This is just a tool to raise publicity of the
organisation. Another way to raise the public
awareness is that Lynne has been nominated in
the APride of Australi

Many times people forget that when people are
doing tireless jobs, they just would like a bit of
recognition for the work they do. Anyone can
give this praise, and
We¢lrec¢é thas meaihsaey etn®
ears as the public may not be aware of the work
people do.

So go out and dondt be
of National Twin Loss Support!!

Cheers

‘?‘eé‘nady sal es of AThe
$40

o
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Grief & the Importance of Social Support
By OzMOST Founder, Julie Bryant.

Today | wanted to talk about grief and the importance of social support. To
use the analogy of looking through a camera lens, first there is the
landscape, the wide angle, where we look at the nature of grief and the way
in which it is a social phenomenon; secondly we zoom for a closer look
where we see the importance of peer support; thirdly we use the macralens
&l to explore the griever's perception of support.

Firstly, grief as a social phenomenon.

Social support is a significant mediator in the mourning process. Grief is a social phenomenoni the
death of a loved one has a way of bringing people together when their paths may not necessarily
ot herwi se cross. How many times have you atHt
wi sh we were meeting again under happier

And, at such times of sadness, that's what we need.

In the weeks following a death, the bereaved person is often in a state of shock and they are in a highly
exaggerated emotional state. Around the 68 week mark is where the  realityi and finality 7 of the
death begins to sink in. This often also coincides with when the majority of the social support begins
to taper off because most people assume that
nowo . However, this is the time when a person
is stigmatised and the support tapers off, then those in grief can easily become disenfranchised, ie: not
be socially accepted or supported in their grief.

In 2004, | attended a Grief and Loss Seminar presented by Mal McKissock, renowned Australian grief
counsellor and educator. In his presentation Mal said something that both  startled and fascinated

Think about that: 700 times!! | wondered, how can that be? But looking at it in the context of the
a near-daily basis.
When you look at it that way, it's not too hard to imagine. But this point also illustrates the

importance of a strong network of support for the griever, and of their need to talk and to reminisce.

Secondly, the importance of peer support.

—

When we take a closer look at this social phenomenon of grief, we see that people will often seek ou
others whose experience of loss and grief is similar to their own. This is where peer support can play
an important role in a bereaved person's journey through their grief, because often the understanding
amongst peers goes beyond empathyi and that is a very powerful dynamic which can be very helpful
and healing. What is i mportant here iIis to co
the loss. For example, bereaved parents are grieving for many things:

A The 1l oss of their child and their imagined f
A Their status as parents to this child... as
A Their sense of self: the nature of grief is

Through peer support, grieving parents can work through these issues together. The beauty of peer
support is that you give support in order to receive some support back. It helps normalise the
experience of loss for everyone concerned and whilst they will journey together in their grief, they can
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mei he said that, whilst in acute grief, the gri

Afacute phase of griefd that means that for those
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also give hope to others whose loss is more recent, that grief is survivable and that won't always hur
as much as it does in the acute phase.

Thirdly, the griever's perception of support.

Acute grief is a time of heightened need for acceptance, understanding and supporti and it is the de-
gree of perceived emotional support which influences the way in which we grieve. Worden (2005)

social support and SATI SFACTI ON with ito.

To illustrate the above quote, let me give you an example: When my twin son was newborn one daily
area of need that | had was that of cooking dinner. No matter how | tried, having spent hours looking

after the needs of a helpless and demanding infant (and being in acute grief myself), | simply didn't
have the time or energy to cook dinner at the end of the day. One person asked how she could hel
and when | mentioned meals she seemed pleased to be able to help in a practical way. However whe
a dessert found its way to our doorstep, the kind gesture was appreciated but it actually wasn't
helpful.

What we needed was an easyto-prepare, easyto-digest, nutritious meal.

My point is, our offers of support need to be HELPFUL to the person otherwise their perception will

helpful for another person 1 ask them what they would like you to do for them. Yes, the chocolate
pudding was yummy but it didn't meet our immediate need for a nutritious meal.

Support comes in many forms 1 it can be practical, as in the example above.

It can be emotional and social, as in the context of peer support. It can occur in a chance encounte
with an old friend in the supermarket aisle or through the ongoing nurturing of long -term
friendships. But when it is there, it can make a huge difference.

I remember back to the early days of my | osé§l
don
powerful acknowledgement in the moment which brought validation of my loss and comfort in my
grief.

Looking back over the last 12 years though, there are three very powerful words that just a few very
perceptive people have said to me:

and feeling and trying to communicate...
Julie Bryant

www.pictdyouphotography.com.au - coming soon!! P

-
https://www.facebook.com/Pict4YouPhotography \ Vh

y
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says that Amore i mportant than the mere avail

Another person asked how she could help and again | mentioned meals. A day later she returned
with a week's supply of home-cooked freezable meals. That was both appreciated and so very helpful.

be that we weren't as supportive as we could have been. Never assume you know what is going to be

"t know what to sayo and | responded with

AHel p me understand. . .0

What they were really saying was, AHel p me to
through your eyes and i magine what it feels IJi
and can go a long way in helping a person heal emotionally. It makes the world of difference when
you know that the other person fAgets iito wit

abi

wh e

N o~
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2008 -2010: NTLS Research Project
Investigation into the quality and type of care provided by Health care professionals
to Multiple Birth Loss Families after the Hospital Stay
By Lynne Harford

This was a most interesting project to undertake and we had 15 participants from countries such
as Australia, New Zealand, Canada and the United States who kindly provided their thoughts and
experiences regarding their own multiple birth losses. All information has been used with
permission.

The early stay in hospital revealed that basically half of the participants felt that their needs were
partially met, whereas the other half were disappointed in how they had been treated.
Participants shared that they felt their needs were met in the same way during the early weeks of
their loss/es; however, as time progressed into months and years, they felt forgotten.

Care from health care professionals varied anywhere from poor to good, as well as care and
practical assistance from family and friends. Most were aware of available resource material and/
or support groups, but most participants agreed that there were not enough resources catering
specifically for multiple birth loss.

Most participants were mothers of surviving twins, a couple of women had lost both twins and
one woman had lost all three triplets. It was noted that most losses occurred between 19 weeks to
38 weeks gestation, with the most common reason being twin to twin transfusion syndrome,
followed by four cases of unknown causes. In this particular group, there was only one case of
SIDS cited and that occurred in 2009 in Christchurch, New Zealand, when the child was 14 1/2
months of age.

i nsignificant reason. 0

During the next few editions of our newsl ett el
responses to the questions asked of them. This information is also going to be utilised in my talk

at the SIDS conference in August, as well as being used in an extra chapter in the second edition

of our book, The Survivoro after we have compl €
Responses t o t he guestion: nBriefly descri b
professionals did that you considered unhel pf ul
Joanned Canada: AOur doctor seemed very unconcerned about everything during our pregnancy,

the local prenatal class was more interested in breastfeeding than our concerns about the physical

di fficulties with the pregnancy. 0

Elizabethd Canada:i The nur ses avoided us. 0

Janed New Zealand:iBei ng in the maternity ward with babie
three days. The nurse who didndét take the time
things. Not preparing us for the fact that my waters could break at home and the first twin
delivered, then refusing to send an ambul ance| R
Kimo Sydney, NSW. Al gnor ed me, put me in a room far away
them, forgotten basically and the nurse who answered my calls for help, often 10 minutes of buzzing

coul dnot nur se me again because it was too upset
feelings! o

Jennyd Port Pirie, SA:AThe i gnoring of Beno6és existence and c
to my surviving and coping with my grief. Being told to just concentrate on Kate was very wrong.

At 7 months | had to ask why Ben diedd | di dnodt know. I was just br
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NTLS Research Project continued...

me | could have undressed him a little, he was tightly wrapped and | never even thought to hold his

hand or hold his feet. | wish someone had told me | should like him next to my daughter and take

their photographs. | wish someone had asked me whether | wanted to dress him, bath him, etc. |

wish someone had told me to keep something he had been wrapped in, something he wore while in
hospital. | wish someone had told me | <could

photos of baby after she died, fingerprints, etc, when | was not coping. They took her to children's
hospital for heart operation then she was sent back to me, and given morphine because they decided
after only one night that she was too small. | feel like they gave up on my baby. When | look at

photos | cané6t tell which twin was who. o

Anond Adelaide, SA (lost both twins): A Some comments | i ke Al 6m onl
profession] for the moneyo, which is actually
like a burden.

Annetted Sydney, NSW: i Mo s t registrars and obstetrician
singleton pregnancy, and treated it as such.

tangling as the membrane had been broken, nor her slow growth rate which was a major concern to

me. One doctor came in two weeks after my loss without reading my notes and congratulated me on
expecting twins!o

Lindad Brisbane, QLD: i | now know that we could have pre
stitch and | would have appreciated being given the option when we were pregnant. | also know
that it is very common for this to happen in multiple pregnancies and | would have appreciated
having a doctor who was more cautious of this, and gave us the option of weekly scans to check the
cervix to ensure it was ok. Our obstetrician was just not interested and | felt we should give him

first book, AThe Diaryo. For examp
case being told that my deceased t
she was born, is not only unhelpful, inappropriate, but in my personal
opinion, highly unprofessional. Treating multiple birth parents as singletons
is extremely insensitive and ignores the child or children who have died. If a
singleton child was ignored in the same manner, | am sure there would be
outrage, but because children happen to be born together, in the same
womb at the same time, the situation is treated differently.

worked hard in trying to re -educate health care professional in how they cared for multiple birth
loss parents. What saddens me greatly, is that this investigation suggests that change has na
progressed much further than when Dr Warland PhD, who is our NTLS Patron, wrote her book,
which used AThe Diaryo as a referenceg :

We need to appreciate the fact that multiple birth loss is widely spread
throughout our community, as around the globe, yet continues to be grossly
under-catered for. Twin loss is a specialised area and | feel that if health care
professionals could and would work together with twin and higher order
multiple birth loss families, then we might just be able to turn the situation

around. Afterall, twin loss has ongoing ramifications as the survivors progress
through c¢chil dhood, adol escence and i
Survivoro which is the sequel to AThE
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Tie DhAR Some of the above responses echo my own experiences as mentioned in my

Jane War |l andods 2000 text book, AnThe

Angelad Sydney, NSW:A Not sure i f | 6&m putting this in the

Bindid Bendigo,VICCA Tol d me to talk more to my other twi
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another chance before checking out other obstetr]
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AThe more you
perspectives other than your
own, the greater the chance you
wi | | be abl e tc

(Justice Sally Brown)
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