Johnny's hummingbird was lovingly drawn by his little sister Matilda

Meet Johnny
Caroline and Matilda's loveable larrikin
Johnny was two years old when he started to lose the ability to walk, and was
diagnosed with an incredibly rare genetic disease called Vanishing White
Matter Leukodystrophy. At the time, only five other people in Australia had
this condition. As Johnny's condition changes, Hummingbird House
continues to provide the entire family with care, compassion and support
when they need it the most. Learn more about Hummingbird House and the
services we provide by scanning the QR code on the right.

From now until 27 September, you can help families like Johnny's, by purchasing $2
Hummingbird House tokens and support Queensland's only children's hospice.

Help Queensland families make every moment precious when time is short.
hummingbirdhouse.org.au

Meet Johnny
Caroline and Matilda's loveable larrikin
A bit about Johnny...
Johnny is a fun loving 10 year old boy who lives in Brisbane with his family. He lives with his mum
and little sister Matilda who is eight years old. Although he might deny it at times – Matilda and
Johnny are best friends!
When Johnny was two years old he started to very slowly lose the ability to walk, and was soon
diagnosed with an incredibly rare genetic disease called Vanishing White Matter Leukodystrophy.
At the time, there was only 5 other people in Australia with this condition. Unfortunately there is
no treatment and no cure. The loss of his motor and cognitive function is accelerated by infections,
fevers, frights and head injuries. Over the years, Johnny has gradually lost the ability to walk, then
crawl, and then sit up independently. Johnny now has seizures. He can no longer feed himself,
although when he gets near fish and chips he miraculously is able to get some in his mouth of his
own accord! He relies on his mum and carers a lot for help with everything.
Johnny loves going to school and mixing with his peers. He goes to St Columba’s primary school in
Wilston and loves learning! Johnny also loves animals especially his chickens, budgie and guinea
pig. He would love to have a dog one day!!
Hummingbird house is a very special place for Johnny. It is a place where he
can be his most free and be himself. The staff at Hummingbird House allow
Johnny to do everything his heart desires – the skies the limit!

They go out of the their way to keep up with him and modify every activity so that he can
participate as much as possible. He has especially loved his weekends there, and never stops
asking when he gets to go back. Most importantly, he has developed real friendships with both the
staff and some of the other guests there. Johnny has met children like himself at Hummingbird
House, and although they might be in wheelchairs or talk in a different way – he loves spending
time with these friends, especially McKenzie.
Over the last 12 months we have been especially lucky to have art therapy and music therapy
provided by Hummingbird House. This gives Johnny the joy of having regular “lessons” at home
and develop skills that he loves. It overwhelmingly contributes to improving his quality of life.
Hummingbird House has also been important for us as a family. Not only have they provided a
home away from home for us, but most importantly Johnny gets to have a sense of independence
being away from us that he has never had before. It gives his mother a rest (and the ability to sleep
a full night through) knowing that he is safe and cared for. His sister Matilda loves going to
Hummingbird House and meeting other children and their siblings as well. She worries about
Johnny and Hummingbird House provides her with an outlet for her questions, and for her
concerns through mediums such as art as well.

Watch Johnny's
video by scanning
the QR code below

As a family we don’t often like to think of what the future looks like, but we do know that
Hummingbird House is going to be there for us not only on our best days but when we need them
on our worst days as well.
There is comfort in knowing that.
Written by Johnny's Family

From now until 27 September, you can help families like Johnny's, by purchasing $2 Hummingbird House tokens and support
Queensland's only children's hospice.

Help Queensland families make every moment precious when time is short.
hummingbirdhouse.org.au

