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Hi Friends,

We hope you had a wonderful time at Christmas, and
you enjoyed some quality time with family and
friends. The SAKKS Team would like to take this op-
portunity to wish you all a very Happy and Healthy
New year.

SAKKS has been incredibly busy over the last few
months, our apologies for the lateness of this news-
letter.

We would like to say a very big thank p
you to The Easyriders South Austra-
lia for sponsoring SAKKS for the
2010 year. On our first meeting they
discussed several fund raising ideas
which will see SAKKS better support
families. Here is young Jesse singing
his heart out on Karaoke Night.

We have included some wonderful stories this month,

and we are very grateful to all our parents and kids
for sending them to us to share with you.

Don't forget that SAKKS is here to support you, we
Endeavour to help you if we can, so don't be afraid to
ask or let us know if you have any suggestions, and

of course keep sending your photographs and stories;

they are a great resource for families, new and old.

Awareness Ribbons:
drome Awareness ribbons for sale.
like to purchase one please contact
petal@sakks.org to place your order. The cost is
minimal because our intention is to raise aware-
ness' and hope that our members can wear them
on our designated day, TBA. They will simply say
“Kabuki Syndrome”. We are hoping to raise
awareness globally.

SAKKS has Kabuki Syn-
If you would

The 2011 Aussie Nationwide Retreat will be held
in NSW. Unfortunately there was a problem with
safety standards at the original location and be-
cause we were so happy with Camp Breakaway
we have decided to return there on the 3rd Jan to
5th Jan 2010. Please email Stacey@sakks.org to
book, more information will be posted in our next
newsletter.

Our Contacts page is looking rather big after all
these years, don't forget to hop and have a look,
email petal@sakks.org if you need a log in.

Until next time,

=

CITY OF

TEA TREE GULL
Naturally Beteer

Kabuki Syndrome Network (KSN)
Contact: Margot Schmiedge
Email: Margot@kabukisyndrome.com

Web: www.kabukisyndrome.com

Assoc. Syndrome de Kabuki (ASK)
Contact: Catherine Mus

Email: asyndkabuki@neuf.fr

Web: www.asyndkabuki.neuf.fr

Network Kabuki Syndroom
Contact: Fam. Vergouwen
Email: fam.vergouwen@hetnet.nl

Web: www.kabukisyndroom.nl/

Kabuki Syndrome of Japan

Contact: Toshinobu Ozeki

Email: azusa8-5@fb3.so-net.ne.jp

Web: www003.upp.so-net.ne.jp/kabuki_j/



Introducing Erentara

My name is Linda Flannery and | am the
mother of 16 1/2 year old Brentarah. | was
pregnant with Brentarah at the age of seven-
teen . | had a lot of morning sickness whilst
carrying Brentarah. | had all my regular check
ups and scans, they said everything was fine.
On the 11th June, 1993 at Latrobe Hospital
Brentarah was delivered by Caesarean Sec-
tion as | wasn't dilating and when | was preg-
nant | suffered with high blood pressure. After Brentara was delivered they said
she could not suck properly so they inserted a nasal gastric tube. | had learnt how
to do this and was taking Brentarah home on day five. | had her all dressed up and
was waiting for discharge when the paediatrician came in and said we have just
found an ultra sound report saying your baby has one kidney. We lived in Rose-
berry Tasmania and was informed to stay at my fathers house in Devonport for a
week then see the paediatrician again. So we stayed with my dad and step mum
for a week waiting for the appointment. Meanwhile Brentarah was still tube fed and
had reflux very bad, | would try her on a bottle every feed before | would put her
down with the NG tube. On the day of our appointment with the paediatrician | was
told that my daughter had a funny shaped heart and an unusual shaped face, she
said Hobart hospital does not want to see you, they want me to send you to RCH
Melbourne. Me being a young mother, | was starting to panic. In the next week we
were off to Melbourne. When we arrived we settled Brentarah into the neonatal
ward. We went out for tea and when we arrived back from tea | seen a big machine
over Brentarah. | could see something beating and it looked to me like something
was wrong with her heart. | turned to Brentarah’s father Kayden and said our
daughter has a hole in her heart. Then the Dr came over to where we were stand-
ing and said your daughters needs open heart surgery asap. | nearly fell to the
ground. The surgeon sat us down and drew pictures of a normal heart and the aor-
tas and then drew Brentarah’s heart. She had a massive hole in her heart and her
aorta was blocked. The day Brentarah was due to go to theatre she couldn't as she
caught a virus in neonatal ward so it was a risk of an infection if they opened her
up. Brentarah finally had her surgery. It was a long day.
Brentarah had lots of blood transfusions as her blood would-
n't clot properly. Brentarah could breathe on her own, but
hey wanted her to rest. Her chest was left open for 3-4 days
| till the swelling went down, then she went to theatre to be

| stitched up. She still had the wires in case she needed a

| pace maker. Brentarah died a few times on us but she al-

% ways came back. After they gave us the ok to take her home
on July 22nd 1993 which was my 18th birthday we flew back
\ to Burnie Tasmania with a nurse. Days went by and




Introducing Brentarah continued..

Brentarah was still failing to thrive. At 3 months of age we went
back to R.C.H Melbourne. Brentarah had to have an operation on
her hip as when she was born she had clicky hips. She always
wore two cloth nappies to try and fix it but it didn't work. Brentarah
had the hip operation and we returned home to Tassie. Brentara
was sick one day with what my step mum said was an ear infection
so | took her down to her G.P, where the Dr met me at the door and

said sorry your daughter is not going to live past three months of
age. | fell to the ground and started crying. The Dr had received information from
R.C.H Melbourne but had not informed us. | was told Brentarah would never walk,
talk or eat on her own. Being so determined to not give up | always treated Brenta-
rah as a normal baby. | always tried bottle feeding before the tube, at 9 months old
the tube fell out and Brentarah’s dad said take her down to the surgery and get the
tube put back in. | said no if she is thirsty she will drink. Within 3 days | had Brenta-
rah drinking from a bottle. All of the doctors were so amazed. Brentarah still had
episodes where she would stop breathing. At this stage she had gone from having
plaster on legs to a brace. At 14 months old Brentarah was walking and doing
really well. She was still very dainty. | took her to Genetics when Brentarah was
over 2 years old. The genetics were in the room not even 3 minutes and said your
daughter has Kabuki make up syndrome. | was devastated as | blamed myself for
all that went wrong. But | do not drink and smoke and was wondering what | did to
deserve this. Brentarah did a few years at early special education in P'port then
we moved to Railton Tasmania where | went to enrol her in a normal primary
school. The teacher said she could not have Brentarah in her class as her other
students would suffer. | stood strong and stood my ground. | wanted my daughter
to have the right to an education. So finally Brentarah started school at Railton with
an aid to help her during the day. Brentarah did a lot of physio and hydrotherapy as
well as speech therapy. | was waking up every day thinking this will be the day |
lose my daughter as the doctor only gave her 3 months. Brentarah was quiet grow-
ing up but would always have a go. We ended up moving to Wynyard where Bren-
tarah went to Table Cape Primary. She was loved by all the students and teachers.
She completed primary school in leaps and bounds and then went onto Wynyard
High school, she is a loved student here at WHS and has a go at everything. She
goes horse riding with the disabled school, goes down town to do community ac-
cess where she has learnt all about the value of money and paying for things.
Brentarah is now in grade 10 and loves school. Brentarah will have to have more
surgery on her hip as its not growing right but causes her no pain or discomfort.
Brentarah has a younger brother, Brodie who is
nearly 15. We got him checked at birth but he did
not have Kabuki. Brentarah has two kidneys but
one is lower than normal. She wears glasses ex-
cept for playing outside. we are so blessed to have
Brentarah, she is so loving and caring.

Thank you Linda (Tasmania) for sharing your story.




Catching up with our families

My husband took a 6 months job in Canada, so we were apart for
2 months and then Nina and | travelled to visit him for Christmas.
It was so good for us to be all together again that we decided to
extend our trip and stay in Vancouver for 2 months instead of 40
days. It was a difficult decision to make since Nina was missing
physiotherapy and the other learning therapy she is having in Ger-
many. We were very concerned about that. And | felt guilty a few
times thinking that she was missing the physio, which is the most
important thing for her at the moment. But suddenly she started to
do new things, to sit better, to say mama, to wave good bye, She
was able to sit in a high chair for the first time. Her progress was
visible to everyone around. | guess in this case, being together
with the father again was more important that everything else. Its kind of obvious but that was the
lesson for us. Love and therapy work together. By Silvia Trawny, mum to Nina.

Looky here. Little James from Wollongong, NSW and young
Zachary from South Australia were having a blast together at the

Botanical Gardens.

It was really great for par-
ents Melasande, Steve, Peta
and Adrian and siblings
Chloe, Holly and Hannah to
catch up, talk about the last
year and all that has hap-
pened and watch the boys
just being boys.

The Colton family were very excited to meet one of SAKKS newest members Holly and her fam-
ily. Holly’s mum Sue and Peta had a couple of hours to meet and
catch up and talk Kabuki and everything
else. Zachary was very taken by beautiful
Holly and you can see by the look on his
face he is happy he has made a new
friend. Zac cant wait to see her again. Its
great that the families only live twenty min-
utes away from each other and can give
each other friendship and support.




Catching up with our families

This was taken Christmas morning, exactly 8 days after an invasive
knee reconstruction surgery. Even casted, and unable to walk, my
Logan always manages a smile. I'm grateful for every Christmas with
him.

Have a great day,

Kristi
Little Michaela from NSW and Brayden also from NSW
bumped into each other at the Children's Hospital last month.
How cute is this photograph. Mums Janelle and Kelly couldn't
wait to take a picture and share a story or two.
On Christmas morning Bella was the first one
up and was ready to see what presents Santa
Claus brought for her. She ran to the living
room and sat in front of a new baby doll bed
with a baby doll. Bella was so excited she
didn't know what to do. But with a little help
from her big brother she started opening the
rest of her presents. Bella's favorite presents
were her baby doll & bed and a Max & Ruby
puzzle. We spent the rest of the day with fam-
ily and eating some good food. By Yvette.
Bryce from Victoria and Josie from Tasmania enjoyed a day
out with siblings, Tori, Ryley and Hollie (Bryce) and Lucy, Luke
and Lilly (Josie). It was a won- derful couple of days for both
families to catch up and have some fun. Its so wonderful to
see our amazing kids together.

Would you like to catch up with families? Please send one of our team an email and we will do
our best to make it happen.

Contact Peta at petal@sakks.org to coordinate your Representative.




\““oducing A“dl'ey,,

Hello | am Andrew, and | am 19 years old. | was diagnosed with Kabuki when | was 11. At first |
did not know what to expect, but when | talked to my doctor he reassured me and made me feel
better. | have many problems that associate with Kabuki. | have many mental and physical prob-
lems that have affected me throughout my life. | have ADHD, OCD, Tourrettes and depression. |
have some physical problems that affect me every day. | have problems with my knees. They
hurt sometimes. Because of this | can not stand for too long, or walk for too long. But | get by.
Another problem | have is a math disability. It is hard for me to fully comprehend math. But | get
by with that too.

When | found out | had Kabuki it really confused me and I did not know what to do. | learned of
all the things it could do to me and | got them checked out. My mom was asked if | should partici-
pate in a research but she said no. This was only 20 years since it had been discovered, So that
Is why they asked if | could participate. My mom has now told me that she wishes she said yes,
but we can not change anything now. Anyway Kabuki has changed my life, when | was first diag-
nosed | went to Boston Children's Hospital in Massachusetts, United States. When | was there
they told me that | should take some growth hormone shots because | would be short if | did not,
so my mom agreed. | think that it only lasted a month and now | am about 5' 5". | believe | would
be about 4' 8" or so. | don't think that would make a huge difference if | was. | was also really
skinny and the shots helped with that too. | was around 50 - 60 pounds. | am now around 190
pounds, which is better but a little too big.

Anyway other aspects of my life are well. | graduated from high school last June. June 6th 2009.
I am now in a local college called Greenfield Community Collage. | am taking Reading and Math.
These are classes you must take before you can take a major. The major | would like to take is
Fire Science. | want to take this major because | wish to become a fireman someday. It has been
something | have wanted to do ever since | was little. It may sound funny but when ever | heard
a siren | would go running to a window in the hopes of seeing it pass by, I still do that sometimes.
HA-HA.

| am very much like a regular person, | like to watch
Television and play video games and hang out with
friends. | have many favourites that | like to watch,
such as Family Guy, South Park, American Dad,
Scrubs and many more. There are way to many
things to list. Another thing I like to do is read and
write. | have begun novels and books in the past but I
have not completed them. | always get distracted
and do something else. There's my ADHD for you.
ha-ha. Well this is the basic out line of my life. | am
happy to have told everyone about it.

Sincerely,

Andrew (USA)




