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Khy's Journey
B U T T E R F L Y  S T O R I E S

Misty (Khy’s Mum) has a Facebook page
called Khys Journey-Trisomy 9
Mosaicism. In it she talks frankly about
finally receiving Khy’s Trisomy 9
diagnosis in November 2018:

“Our daughter Khy was diagnosed with
Trisomy 9 Mosaicism!! It has definitely
been a long journey for us, however, the
not knowing has meant we have done
everything in our power to give her the
best life she deserves! 

Khy was born in NZ and she is a happy
social loving girl. She is developmental
delayed and mostly nonverbal; however,
she loves to sing and dance! Khy
communicates through sign and the
Touch Chat app on her iPad, she is
bilingual and understands/tries to speak
Māori. Her first few years of life were a
struggle with feeding and aspirating, and
she had to go on thickened fluids for a bit.

She was admitted to hospital with
pneumonia 5 times. She eats orally which
means no feeding tube, but we chose a
plant based dairy free diet for her which
she copes with really well. She actually
loves food and eating! 

We also do probiotics and
immune boosters to help too.
Over the past 2 and a half years
I’ve also introduced dōTERRA
essential oils which have shown
to help with anxiety and balancing
her moods, pain management,
speech, really just her overall
wellness and health. There’s not
a day we don’t use an oil for her! 

We have decided to do a more
holistic and natural approach with
her. She hasn’t been sick in so
long now just the casual runny
nose and cough!



Khy's Journey

She has a scoliosis which in July 2018 she
had growing rods inserted as it was at a
60-degree curve being braced. She has
had 2 adjustments since then and both
gaining just over a cm in length, making
her really shoot up in height. It has
definitely helped with her left leg being
longer than her right and also the pressure
on her right hip. Everything is being
monitored for changes but so far so good. 

She does not present with
epilepsy/seizures or heart defects, but MRI
have shown kidney cysts. She attends a
special school, and they are amazing with
her. She can say and sign her name as
well as many more signs that help her in
everyday life! 

Her diagnosis came about from a
pigmentation on her lower extremities, she
had a biopsy taken when she was 2 and a
half but there were no results.

B U T T E R F L Y  S T O R I E S

We did another biopsy in July at
the same time as her Growing Rod
Surgery and finally after a year of
waiting we got an appt to see
Genetics. They knew it was a
mosaic patterning but were
doubtful we would ever get a full
diagnosis. After pushing them to do
the Chromosomal Test again 6
months later we got the result.
Seeing these other children and
adults makes me so grateful that
she is a part of something special
and we want to help and share her
journey as well as learn of the
journeys of everyone else! 

Khy absolutely adores her 3
cousins on my side of the family
and whenever they are together,
she just loves hanging out with
them. I have 2 sisters and my
eldest sister is her second Mother,
she will do anything for Khy. We
have a close family and love it
when everyone is together."
                                            - Misty 



In talking proudly about her 
daughter Khy, Misty said “I just 
believe that she was meant to be 
my child, that her having this rare 
chromosomal condition shows us
how amazing and special she 
really is. How can we not share her 
caring and loving personality along with her “just get
on with it” attitude? We want others to know how
inspiring she is and also how she can change the
way you think about life as it is.”

“There is something angelic about butterflies that
resonates the beauty and kindness of my Khykhy
Butterfly. You see, when the universe delivered her
to us and, since that day, she has brought kindness,
patience, love, and light. Being a part of her journey
and being her ‘crazy Aunty’ has been amazing. I play
the role in her life as the support rock for my sister
and brother-in-law, who both do an amazing job. I
am also her go to person when she wants to just talk
and sing songs. In the earlier days I remember the
doctor saying she wouldn’t talk...she SINGS. I
remember him also saying she wouldn’t walk...she
RUNS! She has shown that she is bigger and better
than all those who have tried to define her. She is
my biggest hero and influence. She has the gift to
calm and heal and for me she is someone who fills
my soul with happiness. I got you my darling, love
you always, Aunty Skye.”

Khy's Journey
B U T T E R F L Y  S T O R I E S



Khy's Journey
This is a Māori whakatauki/proverb: E
huri tō aroaro ki te rā, tukuna tō
ataarangi ki muri i a koe. Turn and face
the sun and let your shadow fall behind
you.

Quote to live by

Fondest Memory
"My fondest memory as a family was the day we
moved back to Aotearoa, New Zealand. Living
away for 12 years which is most of Khy's life,
the feeling of knowing you were back on your
homeland meant everything." - Misty

Favourite Movie
Moana

Favourite Album
L.A.B 

“Getting out and about is our favourite
thing to do as a family, mainly because
Khy wants to go swimming and hang
out at the beach. Since it is school
holidays, our day always involves
adventure and making memories. We
listen to music on YouTube on the TV
and Khy has been talking a lot as well.
Our favourite family tradition as of late
is when all the family come to our
home over the Christmas and New
Year period!” - Misty

Day in the life

B U T T E R F L Y  S T O R I E S



It was a fine day for sure, from the sunlight to
the birdsong, yet in one particular moment after
waiting for nearly a decade, the Turner family
got a diagnosis. They were sitting in the Royal
Children’s Hospital in Melbourne and the
vascular specialist had referred them to
genetics. The Geneticist walked in and started
taking their history and how they were feeling.
She was only talking to them for about ten
minutes before she knew exactly what they had
– Pten Syndrome. After struggling for almost a
whole decade, they all had a lightbulb moment
and felt such relief that they finally got some
answers for the questions that had plagued
them for years. 

At the moment, a day in their life consists of
school and resting – due to Kate Turner also
having Pten Syndrome. Kate is currently
recovering from her 4th breast cancer surgery
and 2nd round of chemotherapy in 9 years. Both
Joshua and Jenna are medically stable,
however, covid has really affected the ability to
travel to Melbourne for their AVM treatment.
They have constant medication for pain and
Joshua walks with a permanent limp, but
despite all of this they are still pursuing their
passion of archery and dance to the best of their
ability – what an inspiration!

B U T T E R F L Y  S T O R I E S

Joshua & Jenna



Joshua & Jenna
B U T T E R F L Y  S T O R I E S

“I think that people need to know about Pten
Hamartoma syndrome is that the chances of
getting cancer are so much more
heightened. It is scary learning to live with
the constant threat of this hanging over your
head but it’s something we are learning to
live with. We are just trying to live our best
lives.” – Kate Turner



"My fondest memory as a family would have to be Josh's
Starlight wish. We went to Sydney and had lots of awesome
adventures. The highlight would have to be the Sydney Harbour
Bridge climb. The view was amazing! Definitely a pinch yourself
moment!" - Kate 

Joshua & Jenna
B U T T E R F L Y  S T O R I E S

Joshua and Jenna Turner: Age 15
and 12 both have PTEN Hamartoma
Syndrome. They were diagnosed
after receiving a blood test as they
were battling Arteriovenous
Malformations for 8 years.

Fondest Memory

Favourite Activity

"Going for drives in search of the
best bakery in South Australia.
There's something to be said for a
yummy hot pie on the road.
Delicious!" - Kate

Favourite movie to watch together

"We recently watched Sing 2 and whilst my kids
are probably a bit big for it, we laughed a lot." 
- Kate



B U T T E R F L Y  S T O R I E S

J
o
s
h
u
a 
 

 J
e
n
n
a

Quote to live by

Amor Fati : translated it means a love
of one's fate whether it's good or bad. 

Favourite Family 
Tradition

"My Mum gives our kids a Christmas
ornament each year. It's fun to look
back and see how far they have
come." - Kate

Day in the life
“Usually, it's getting the kids
to school and then going to
work. I'm a support worker
in a school. At the moment
I'm on income protection
due to a third breast cancer
diagnosis.” -Kate

Favourite Song

“We listen to lots of music but the
one we tend to bust out is Living
on a Prayer by Bon Jovi.” - Kate
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Meet Kyran and Jack
next Edition as we
look into their lives
with Early Infantile

Krabbe Disease and
MPS1 - Hurler

Syndrome!


