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ltds March 2010 and summer s now
last 3 months gone? So much has happened that it feels more like 6
months.

Before | launch into our plans for 2010, | would like to wish good
luck and happy new beginnings to all our precious prems who have
started school this year. What a special moment it is to see these
once tiny bubs all grown up and dressed for school. | still remem-

ber Lukebs first day at school | &
he is now a grade 1 boy and a SRC
student council! | also want to mention that | am very proud of

~ . Maya (my full termer) who iﬁ] her last year of primary school and
Wh at os | hds beh mhade d.ls@apt_ n. 2010 is going to be a very busy

year in our household!
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Royal Womenos, Royal Chil drends,
Supportive parent network larat, Geelong, Geelong St Johns, Warnambool and Stawell. We
hope that families found this to be a memorable keepsake of their
Fundraising babies first christmas. Once again, we also provided some direct
) assistance to families. This year, we were able to offer help to 5
Feature article: families at Royal Womends and on:¢
Prems Starting School Mercy and Ballarat. Christmas can be a very difficult time for fami-
lies and we hope that the little help we were able to give made a
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Founding member of the National Premmie Foundation

Our vision and aims

Who are we?

Lifes Little Treasures is a charity run by volunteer parents who themselves have had a premature baby.
We provide support and assistance to other families of premature babies throughout Victoria, either in
hospital, neonatal intensive care units, special care nurseries or in the community when families get
home.

Our vision
Our vision is to improve the quality of life for these babies and their families by providing support, en-
couragement and friendship from parents who have been through similar experiences.

Aims

1 To introduce programs, which provide practical and emotional support to families who have ba-
bies that have spent time in intensive/special care nurseries.

To provide easily accessible and relevant information for families

To offer continued assistance to families to ease the transition from hospital to the home environ-
ment

] To increase community awareness of the unique issues faced by families of these special babies.

1
1

Disclaimer:

Lifes Little Treasures recommends that you should consult your doctor or other health care provider if you have any concerns about your

babyds or childés health or devel opment. Al Il opi ni on deshitfle Ttedseresaut hor s ¢
The editors take care to avoid mistakes but don6t accept Iliability for

Committee, contacts, vision and aims
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Moving onto 2010, we have lots planned for this year so keep a look out. Our first event this year is
going to be our picnic. As most of you know, our Christmas pichic was rained out TWICE!!! We now
have a rescheduled date for Sunday 11™ April at Lincoln Square (same as last time). Full details can
be seen on page 11 of the NL, they will also be available on our web site shortly, please place this date
in your diary . We have a circus theme planned for this picnic with lots of activities for the kids. It
should be a great day for everyone so come along and have some fun with us.

Before | finish off my welcome, | would like to say a HUGE thank you to all our new volunteers who
have offered to give up some of their precious time to help us at LLT. Without your time, energy and
dedication, we would not be able to continue today. Thank you again and look forward to working with
you.

For those of you who would |ike to help us but don
time, turn to page 5 to find out how you can become our hero and take part in a fun run or bike ride. If
on the other hand you are not able to take part, please support those who are taking part in these ac-
tivities. All money raised will go towards continuing our services. Thank you in advance for your support

Best wishes

Parool

Karen from LLT presenting a Mum with a Christmas gift at Ballarat Hospital

We I CO m e to our new members:

Karly Noble Shannen Ingaliso
Yuz Rozenblum Sam Norman-Kinna
Karen Peters Kelly Gellatly

Sue Beament Kirstie Reynolds
Benjamin Smith Mary Sinclair

Presi dent s wel come




Supportive parent network

If you would like to talk to someone on a confidential basis about any of your concerns or just want a
chat, you can contact us on 1300 697736 or email us at contact_us@lifeslittletreasures.org.au. We will
forward your details to the parent with the most similar experience.

lfung, A

Mother  |Baby Details Suburb
Anne-Marie |Hannah, 6759, hemorrhaging and infection behind placenta Ascot Vale
24wks, 5 days
Cathy Christopher 1600g. Spontaneous labour (ventalin and bed-rest treatment for subsequent | Mooroolbark
30 weeks pregnancies). Chronic lung disease, left and right pneumothorax, cerebral
haemorrhage. Hydrocephalus with a permanent shunt, very mild cerebral
palsy resulting in delay in gross motor development. Epilepsy, how con-
trolled with medication. Now an adult, working with computers.
Also has a full-term daughter, Jenny, with Juvenile Arthritis (now an adult).
Emma Lily & Charlotte [6859g & 6679, spontaneous | abour . Ch Happeisc
24wks, 5 days before the other. One twin home on apnea monitor. Crossing
Julia Ronan 1140g, born due to PPROM & spontaneous labour. Chronic lung disease, Wantirna
27wks, 3 days PDA, Hernia, Jaundice. On oxygen for 3 months, came home off all oxygen.
Spent 110 days in hospital.
Karen Morgan IVF. There were few complications, and she was home at 39 weeks. Ballarat
35 wks 2 days
Dylan IVF. Required CPAP. Transported to Mercy Hospital in Melbourne where he
32 wks 6 days | went from NICU to SCU and then back to Ballarat SCU, he too came home
at 39 weeks. Dylan has regular Paediatrician visits due to some neurological
and hearing concerns.
Karin Robbie 1334g. Emergency c-section due to severe pre-eclampsia and HELLP syn- | Croydon
32 weeks drome suffered IUGR and sepsis infection. Gross motor issues requiring
physiotherapy.
Nancy Thomas Identical triplet boys: Thomas 910gms, Joshua 780gms & Luke 920gms. Watsonia
Joshua Born early due to one placenta, TTS - Twin to Twin Transfusion Syndrome.
Luke Two babies were intubated and one on CPAP for up to 6 days. 11 Days in
NICU followed by 12 weeks in Special Care. No major long term problems or
27 weeks complications.
Parool Luke 915g, apnea and bradycardia, delay in gross motor development Armadale
27 weeks
Rachael Hunter 1705gms. Preterm Labor, PE, IUGR, Bicornuate Uterus, Fetal Distress. Romsey
35 weeks 2 days | Emergency C-Section with Spinal, 5 weeks in SCN. Mild Speech Delay,
Tongue Tie, Constitutional Growth Delay.
Deegan 2133gms. Preterm Labor, BU, PPROM, Placental Abruption, Fetal Distress.
32 weeks 2 days | Emergency C-Section under a GA (Code Green), 6 weeks in NICU/SCN.
Respiratory Distress Syndrome, Jaundice, small hearing Loss. Speech/
Developmental Delays.
Shusannah | Molly-Rose IVF with complications, hospitalized for term of pregnancy, severe haemor- Glen lIris
25 weeks rhaging. Chronic lung, respiratory and feeding issues. In hospital for 117
days, on oxygen at home, long term expressing, wears glasses & has
asthma. Toilet training problems
Wendy Sophie 585g, spontaneous labour due to bicornuate uterus, emergency c-section. Macedon
24 weeks Feeding issues and long term expressing. Multiple readmissions due to RSV
as a toddler. Just started 4yo kinder.
Renae Coby & 1121g & 1551g Twin to twin transfusion, sudden unexpected loss of bigger
Lachlan stronger twin after 3 months, un diagnosable metabolic bone disorder, pul-
(now an Angel) [ monary hypertension, chronic lung, more than 8 months in hospital (7
29 weeks months in NICU). Home on drugs, oxygen & with feeding tube. Long term
expressing, long term home oxygen, long term NGT and ongoing feeding
issues.

Supportive parent network




Fundraising
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GET YOUR RUNNING SHOES ON IN 2010

Hi Everyone

This year is a big year for LLT, we have lots planned but in order to achieve these goals we need to raise
the appropriate funds. A great fun way to do this is through fun community events that you can get the
family or even your work colleagues involved in.

Right now we are hoping to find people who might be willing to get their running or walking shoes on and
take part in the Run Melbourne event on Sunday July 18th , it is a great challenge for the professional
runners amongst us or a group of work colleagues (5km, 10km and half marathon) or a fun few hours &

gentle stroll for the entire family !!. For further information go to http:/runmelbourne.com.au/home.php

We would I ove to see how many we can get registere
the end. So please give it some BIG consideration, either do it individually or round up a team. You can
set up your own fundraising page on LLT6és Everyday

http://www.everydayhero.com.au/charity/view?charity=739
If you have any questions or require assistance then please call the team at Everyday Hero on 1300 798
768. They will be very happy to help you out.

mg;@g; O BICVC / e L/I‘C.Z(C})"f‘ﬁ
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Or are you more of a Bike person?

If however you are more of a bike person then log onto the Bicycle Victoria web site at http://
www.bv.com.au/great -rides/40698/. Take a look at all the exciting bicycle events being planned for Victo-
ria in 2010. Another great way to get a group of friends together & raise some greatly needed funds.

So come on why not join all the great Heroes we have had fundraise for us so far

Fundraising


http://www.bv.com.au/great-rides/40698/
http://www.bv.com.au/great-rides/40698/
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Prems starting school

Stories from Parents whob6és premature children start:

I don't know who was more excited about Sophie star:
she practically jumped out of the car that day.

As we were walking hand in hand across the school crossing | felt tears started to well up as | thought
about how far she had come. | had a flashback to a time during her first few critical weeks after she was
born, wondering if | could ever dream again without reservations about her future. Would | get to see
my little girl do all the things you hope to see your child achieve.

Words could not describe how proud | felt to see her walk in on her first day with such enthusiasm and

confidence. She has come such a long way since her miraculous beginning, but with her determination
and sense of humour | know she can conquer anything!

Wendy, mum to Sophie, ex 24wks, 585g and now a big school girl!

Joigny
JUNIORSCHOOL | |

~ & RECEPTION

Keith, dad to Caitlyn ex 35 weeks, 2.6kg

| always knew it would be hard for my wife but as the big day approached | started to feel a bit emo-
tional as well. It seemed like the only one coping well with the idea was Caitlyn who was becoming in-
creasingly excited about her first day of school. | think it has something to do with other people con-
stantly reminding you what a big deal it is when your first born takes their first big independent step in
life. For me, it was seeing her dressed in her uniform for the first time that brought it home, my little girl
iS growing up.

Caitlyn was ready for school. She had the books and the backpack and she had been looking forward
to meeting her new teachers and her new friends for months. | was probably less prepared. Earlier
bedtimes, noisier mornings, homework, lunch orders, play dates and weekend parties. Yep, school
sure takes some getting used to!

Prems starting school




In just a few short weeks school has already had a profound impact on my little girl. Since starting

school Caitlyn has begun to read and write, has learned some basic French and even a bit of sign lan-

guage. | t s been amazing to see how quickly and how mu
ment.

We coul dndédt be more proud.

The lead up to Samuel starting school was quite eventful for us. We were given the opportunity to ap-

pear in New Idea who were wanting to feature a story about an extremely early prem baby who was

now starting school. Sam was so excited to be having his photo taken for a magazine decked out in his

school uniform. For me on the other hand | was filled with many emotions. | was nervous about having

my photo in a national magazine (I dondét normally |
brought out all the other emotions | had been trying so hard to keep at bay. Samuel starting school was
something that 5 years ago we thought would never come about. So for me the fact that he is starting

school at the age he would be expected as a normal child, fills me with so much pride and happiness.

On his first day we were up early, this gave me the opportunity to take lots of photos before heading to
school . Once there Samuel saw some familiar faces,
all the children took their seats the parents were told to leave. | said my goodbye trying not to show the

tears in my eyes and walked out. That morning was very surreal, | had to keep myself busy because |
thought otherwise | 06d end up in a crying heap. Sal
went to pick him up, he asked whether he could stay a little longer.

Melissa, mum to Samuel, ex 23 wks, 6689

Prems starting school
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School Readiness

Profiles of School Readiness in Very Preterm Children

Dr. Gehan Roberts

Developmental-Behavioural Paediatrician,

Royal Childrends Hospital, Melbourne

1. Health and physical development:  children need to be healthy to attend school regularly, and
physical skills are also important predictors of academic achievement.

2. Emotional well -being and social competence: these abilities are important to be able to
transition from kindergarten into the routine and rule-based school environment, and to allow the devel-
opment of friendship networks.

3. Communication skills:  these skills are needed to allow the child to understand the subject matter
presented to them, to display their knowledge and to communicate with peers. Language skills are
strongly correlated with literacy skills.

4. Approaches to learning: memory, attention and self-control are important in allowing the child to
learn in a classroom. Both literacy and numeracy skills are dependent upon competence in this area.

5. Cognitive skills and general knowledge: these skills are dependent upon
the preschool period. In children who have had less cognitive stimulation in the early years, these skills

can also develop rapidly in the early school years, especially if the child is competent in the other four

skill areas.

Fun ways to help with school readiness

Read to your child and use books as a pleasurable daily shared activity.

Make everyday things an exploration of language: ask the child questions, listen carefully to their
answers, and encourage the child to ask why.

Encourage the childds natural curiosity

Do different things with them, encourage them to try different ways of doing things. Make a walk
in the park a nature tour.

Encourage the child to learn to dress and undress independently, and use the toilet appropriately.
Make sure the child has crayons and pencils and a supply of paper to draw and write on, and al-
ways praise their efforts.

Encourage your child to mix with other children in different supervised activities so they learn to
socialize with their peers, take turns and share their toys and books.

Keep regular contact with the teacher so that any problems can be sorted out and you can both
share successes t0o.

= = = =4 = = = =

Talking with schools
When youdre talking to s cforyaudckild, besare thayyowcovarr e consi de

i your child's strengths and abilities
i your c¢childés needs and any challenges or barriers

1 adjustments that the school could make to deal with these challenges and barriers and whether
these adjustments are reasonable.

School Readiness




School Readiness for Children with disabilities

Many children with disabilities now go to an ordinary school, but whether they go to an ordinary school
or a special school, schooling is a large part of their lives and it is important that it works well for them.

Some school difficulties can be:

not having appropriate physical needs eg ramps for wheelchairs, suitable desks or computers,
teachers not understanding the condition,

missing school and losing touch with friends,

having to spend a lot of 'free' time catching up with work, and

bullying and teasing.

= =4 =4 -8 -4

Some things you can do to help

Check out the school first and make sure it is suitable for your child. Take your child with you.

Check with the school about extra resources which might be available for your child from educa-

tion, health or other agencies eg support staff, physical needs like computers etc.

Help your child to learn to manage her own clothes and needs as far as possible so she can feel

and be independent.

Find out what school activities your child can take part in eg drama, music and outings. Being part

of things can make children feel much happier and more confident.

It may help to have a health professional come to the school and talk to the children and the staff

about your child's health problem.

Try to arrange health/medical appointments during school holidays so your children miss as little

school as possible.

Talk to the teachers so they understand your child's needs and abilities. Let the teachers know if

tiredness or pain or coordination problems make it hard for her to do some of the tasks. All her

teachers need to know about this, not just classroom teachers. Support from teachers is very im-

portant.

i Friends can be very important for your child in many ways so encourage friendships where you
can and make it easy for your childdéds friends to

http://www.cyh.com/HealthTopics/HealthTopicDetails

- = =2 -4 -4 a3

Mainstream schools

All children over six have to go to school. Families of children with disabilities can choose where their
child goes: the local government school, a special school or separate classes (if available).

I f youébére thinking of enrolling your child at the |
we l | bef ore the enrol ment d adcemented evidéntelabontgoerd t o gi v «
chil doés ,ckuchkas mformationyprovided by your doctor or by a specialist who was involved in

the diagnosis. The school will use this information to make an assessment about the services your child
would need to function well in school.

Applications for additional funding need to be submitted as early as May to July prior to the year of
commencing school. An Educational Needs Questionaiire (ENQ) will need to be completed in collabera-
tion with parents and the school principal/teachers for services and resources including:

1 teacherds aides

i special equipment to improve physical access

i allied health services such as occupational therapy or speech pathology services.

Non-government schools , such as private schools and Catholic schools are subject to the same laws,
and have policies and programs similar to those in government schools to help school children with dis-
abilities. Contact these schools directly to find out about their programs.
http://raisingchildren.net.au/articles/disabilities _education_rights

School Readiness
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Where to get assistance

If you are concerned about whether your child is ready to start school, then it is important to get advice

that can support you in making this decision. You should talk to the preschool/ kindergarten teacher,

t he primary school teachers, and other health profe:
development and readiness for school.

Most children attend primary school close to home. For state primary schools, a child is allocated a
school in the neighbourhood zone where they live. Neighbourhood schools have an obligation to accept
any student who lives in their zone.

For more information download the Parent's Guide to Victorian Government Primary Schools. To find
schools in a particular area, visit the Schools Online website.

The My School website also enables you to search the profiles of almost 10,000 Australian
schools. Information on the site has been provided by individual schools and education authorities.

For more information about primary schools and to find schools in a particular area, visit the Depart-
ment of Education and Early Childhood Development website.

Further information

Association of Independent Schools of Victoria website

Catholic Education Office website
http://www.liveinvictoria.vic.gov.au/living-in-victoria/education-and-childcare/primary-schools

For more details about the Program for Students with Disabilities (PSD) which provides additional sup-
port for eligible students with disabilities in regular and specialist schools. visit:
www.education.vic.gov.au/healthwellbeing/wellbeing/disability/default.htm

The Handbook and Guidelines can also be downloaded from:
www.education.vic.gov.au/healthwellbeing/wellbeing/disability/handbook/default.htm

Tips for Children starting school

i Clothes : It can be helpful to ask as early as July the year before about school clothing sizes
(most schools start at size 6 and special orders for smaller sizes may need to be requested up to
8 weeks or more in advance!). If they do not make a smaller size dress then it may need to be
custom made/modified. Larger sizes of jumpers/trackpants can sometimes be shrunk in hot wa-
ter and tumbledried

i School bag: Ask what school bags they will be using - Spartans has a lighter and slightly smaller
PhysioPak has extra padding and waist belt. visit http://www.spartanss.com.au/BackCare.html for
more information. It is recommended that no more than 10% of a child's body weight should be
carried in a backpack (for some smaller prems this may be as little as 1.5 to 2kg.

i Lunch box: There is a range of lids that can allow indepence. Some prems have decreased hand
strength and dexterity so look for one that you child can open by them selves.

1 Seating: Check if your child is able to place there feet on the ground when sitting upright in their
school chair. Flat feet on the ground helps with trunk stability allowing better writing, drawing, cut-
ting etc... They may have smaller chairs or steps that your child can place under their feet.

i Communication: Don't be afraid to talk to your child's teacher about any concerns you may have
with your child starting school. Your child's teacher is probably more than willing to help with a
smooth transition and assist with any additional needs and concerns.

Where to get assistance



http://www.liveinvictoria.vic.gov.au/__data/assets/pdf_file/0018/30357/welcome_primary_school_contents.pdf
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http://www.liveinvictoria.vic.gov.au/living-in-victoria/education-and-childcare/primary-schools/httpwww.ais.vic.edu.au
http://www.liveinvictoria.vic.gov.au/external-links-collection/httpwww.ceo.melb.catholic.edu.au
http://www.education.vic.gov.au/healthwellbeing/wellbeing/disability/default.htm
http://www.education.vic.gov.au/healthwellbeing/wellbeing/disability/handbook/default.htm
http://www.spartanss.com.au/BackCare.html

Easter Picnic 11th April 2010

“Supporting Families of Premature Babies”

It will be a big year for Lifes Little Treasures

We are proud to announce that Vibes have joined us this year in
co-hosting our annual picnic in the park.
So please come along and join us to celebrate the lives of our
precious premature babies and children

DATE SUNDAY 11TH APRIL 2010 ‘

LOCATION
The venue is Lincoln Square,
ADDRESS:
604 Swanston St

Carlton VIC 3053
Melway Ref 2B E9
TIME: 11.30AM — BYO BLANKET AND PICNIC

Children’s Entertainment and Face painting O

RSVP 2/4/10 please let us know the number of adults
and children attending please

RSVP to contact_us@lifeslittletreasures.org.au « ﬁ

GREAT RAFFLE PRIZES AND WL
A GOLD COIN DONATION WILL BE APPRECIATED




Talia Dimasi was born on 1st May 2009 at
25 weeks and 6 days, weighing at just 683
grams, she was due to be born on 8th Au-
gust 2009. Little did we know that when we
were going to start a family what a long
journey we were facing. | always knew from
teenage years that | was never going to
have children the easy way, IVF was the
way my husband and | had to go. We
started the process in 2006 whilst living in
Adelaide however we had to cease the
process as we moved to Melbourne in
2007. Once we settled in we recommenced
IVF in 2008 and after 3 tries we were preg-
nant.

Our 1st hurdle was when | was 13 weeks pregnant, | ended up in the Freemasons Epworth Hospital
with cellulitis in my left leg. Ten days later | was released believing that it would be smooth sailing from
here, how | was so wrong, hence my 2nd hurdle. On March 18th 2009 when | should have been cele-
brating my 35th birthday and enjoying my 20 week scan | was facing the next challenge. During the ul-
tra sound they noticed that my cervix was 3mm and my membranes were buldging, so | was rushed to
Francis Perry Hospital in the Royal Women's Hospital having a cervical stich put in.

The next 6 weeks | was bed ridden unable to leave my bed not for anything, no toilet, no showers all
privacy gone. This was the longest, most painful, stressful and worrying time praying and hoping to get
to 24 weeks. Once we hit 24 weeks there was a slight sigh of relief and now it was week to week know-
ing each week the chances will get better and better.

On 25th April 2009 my water broke, requiring urgent surgery to remove the stich so there would be no
infection, Talia was born 1 week later on the 1st of May 2009. She was so small but her eyes were
open and | heard a little cry. A quick kiss and she was carried away by the wonderful doctors and
nurses of NICU. The Royal Womens Hospital this was going to be Talia's home for a very long time.
During this time my husband and | went through so many hurdles, too many to count.

Talia was breathing on her own for a couple of hours but required to be put onto CPAP. She had pro-
longed aponeas and on day 6 of her life she required intubation. Mothers day was my worst day, Talia
developed not 1 but 2 infections, Sepsis and Golden Staph, it was evident that she would require 2 dif-
ferent types of antibiotics administered through an IV in her tiny little arm, a lumbar puncture to rule out
meningitis and a blood transfusion. We were given the worst case scenarios and for the next 48 hours |
sat bedside her and watched her praying that she would get through this and wished that | was in her
position.

Two days later we started to turn a corner, as the antibiotics were working, 5 days later she had her
breathing tube taken out and she was placed back onto CPAP. It tool Talia 4 trials of no CPAP, watch-
ing each time getting tired and the many A's and B's she was having. Eventually on 26th of June 2009
she came off CPAP and was breathing on her own. SUCCESS....

Parent 6s Story




During this time in NICU my husband and |
were introduced to a world that prior to my
pregnancy did not know much about. We
were part of a world of machines, isolettes,
CPAP, beeping, saturation levels, heel
pricks, blood tests, eye infections, eye tests,
aponeas, A's and B's plus more. By the time
we left NICU my husband and | felt like we
had completed a crash course in neo natal
paediatrics. | felt that this became my sec-
ond language. We cannot thank the staff in
NICU enough for everything that they have
done watching over my babies life, they truly
are angels.

On 6th July 2009 Talia was discharged from

NICU and it was a short trip up the elevators

to Level 7 and she was admitted into the Francis Perry Special Care Nursery. The nurseries nickname
was "fattening farm". This was a different challenge and the nursing staff were my saviours, giving me a
crash course on parenting and what to expect when baby comes home. | love these women dearly and
cannot thank them enough for everything they did for Talia, and when | visit Talia's paediatrician | al-
ways make time to say hello.

Talia finally came home on 15th August 2009 her weight at discharge was 2.9 kilos and she know
weighs approx 5 kilos. Tiny | know but slowly gaining the weight. She is on solids, rolling, starting to sit
up and soon she will take off crawling. We have so far been lucky and she has not had to be hospital-
ised, not saying that we have not faced the common colds and coughs. All | can say is "great things
come in small packages" and Talia is my baby, my daughter and my beautiful petite package.

I hope this gives other parents inspiration and | hope you enjoy reading this.

Love always
Tony, Belinda and Talia Dimasi

Parent 0s Story




