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There’s nothing like seeing Aussie streets awash in denim, 
so it was extremely exciting to have Jeans for Genes Day 
celebrated out among the public after two years of lockdown.

Events were on again, from formal balls to kids’ denim discos, 
cake stalls, skipping challenges and of course children’s 
playgrounds were full of jeans!

There were plenty of volunteers this year who took to the 
streets, including our very own scientists at Children’s 
Medical Research Institute.

Jeans for Genes Campaign Manager Greg Noel-Butterworth 
thanked the Australian community.

“A record number of CMRI scientists volunteered this year 
so they could join with and show appreciation for our 
community volunteers and to all of you who donate toward 
research that helps future generations.” Harper (left) and her family

Mudgee Committee celebrating Jeans for Genes

Finding cures for  
children’s genetic diseases



Parramatta Chamber 
of Commerce recently 
invited CMRI to host 
a Business After 5 
event to inform local 
businesses about our 
research. 

Future generations helped by discovery

Research Update 
From the Director
It’s good to be back! After a two-
year absence from Australian 
streets, Jeans for Genes returned 
in force this year. Volunteers 
across Australia joined the effort, 
from individuals to families and 
businesses like Tyro, Linden 
Electric, and many others. Our 
thanks to one and all, and to the 
thousands around the country 
who held events or donated – 
making this the best Jeans for 
Genes Day of the last decade. 

A special thanks to our Jeans 
for Genes ambassadors and 
the faces of the campaign – the 
children and families who have 
shared their very personal stories 
to help raise awareness of genetic 
disease and the importance 
of CMRI’s research. One of the 
children, Kalarny, is a local hero 
in Mudgee where the CMRI 
Committee gets the entire town 
involved. A heartfelt thanks also 
to all our devoted Committees for 
their hard work.

In the interim our research 
has continued to progress 
significantly in the past months. 
We published major advances 
in the ProCan cancer research 
program and our rare genetic 
disease diagnosis work (Grayson’s 
story in this issue), and our gene 
therapy research potential has 
increased substantially due to 
NSW Government investment in a 
viral vector manufacturing facility 
at Westmead.

Sincerely,

Roger Reddel AO
Lorimer Dods Professor and 
Director, CMRI

The family of a five-year-old boy, Grayson, who died of a rare 
genetic disease known as Dyskeratosis Congenita is grateful that 
a team of scientists has discovered the faulty gene that caused his 
rapid deterioration; a discovery that has already helped his baby 
brother and will significantly impact future generations.

His parents Rachel and Leighton have been outstanding advocates 
for medical research. “Research helped us to get a diagnosis and 
understand a condition that no one seemed to,’’ Rachel said. “It is 
important to us that we also help others. I don’t want anyone else 
to feel alone like we did.’’

A team led by CMRI’s Professor Tracy Bryan discovered what 
caused Grayson’s very rare condition. Prof Bryan is a leading 
international expert on telomeres, which are protective caps at the 
ends of our DNA. When this protection fails, it can lead to disorders 
like Dyskeratosis Congenita.

“Grayson’s parents happen to each carry a different mutation in 
the gene responsible,’’ Professor Bryan said, “so they each have 
one normal copy and one copy with a mutation. However, both of 
the copies inherited by Grayson had a mutation, which led to bone 
marrow failure and other severe symptoms.’’

“Using the technology we have developed for studying telomerase, 
built up over the last two decades, we discovered that when the 
two mutations are combined, there’s an unexpected interaction 
between them, resulting in a more severe defect,’’ Prof Bryan said.

“We had to learn a lot and so did our doctors because it’s so rare,’’ 
Rachel said. “I’m now advocating for others.’’

— Grayson (left) and his family



 

Community update

Q & A 

What got you interested in 
science?
I've always been curious about 
how things work, and I had a 
natural aptitude for science 
at school. The rest is random 
chance and fate. I did a BSc 
at Uni and found I really liked 
research. The rest is history.

What is your current role and 
what does it involve?
I have at least two hats; Team 
Leader for ProCan Proteomics 
and Senior Research Officer in 

Cell Signalling. I have the pleasure 
of working with a diverse group 
of people with various strengths, 
but they work incredibly well as a 
team. It's great to be a part of it. 

In ProCan we are very methods 
focused and need to keep 
up with new developments 
to ensure we are using the 
best approach for our sample 
preparation and analysis.

What would you say to inspire 
the next generation of scientists?
Do what you love and love what  
you do. 

— Learn more at www.greatcyclechallenge.com.au

 
Dr Peter Hains is 
 Team Leader of  

ProCan Laboratory

Registrations are now open for the Great 
Cycle Challenge which runs throughout 
October. You’ll be cycling for research 
to help our labs continue the search for 
new treatments and cures for childhood 
cancer that will save little lives.

Games success for Jones

A few years ago, swimmer Jenna Jones 
was losing her vision, her confidence, 
and her identity – but after competing at 
the first ever vision-impaired races at the 
Commonwealth Games, she has a new 
lease on life.

“Honestly, it is such a cliché, but I feel like 
anything is possible now,’’ the 21-year-old 
said.

Jenna was a child who sat very close to the TV and couldn’t 
see the whiteboard at school. Her mum Therese just thought 
she needed glasses and never expected to hear that she had 
genetic blindness.

“Then the specialist told us: ‘she could go blind any day’. I just 
couldn’t take it in.’’

Jenna was referred to clinical geneticist and Head of CMRI’s 
Eye Genetics Research Unit, Professor Robyn Jamieson, who 
was able to pinpoint the gene which caused her condition, 
known as Cone-Rod Dystrophy.

“It is like having an extra piece of the puzzle. Now I know 
this is just the cards I have been dealt. It has helped me to 
understand more about myself. The research they are doing 
is incredible. Maybe they can find a way to stop my sight 
deteriorating. That would be amazing.’’

City2Surf for research

Now that events are back on again it 
was fantastic to see Children’s Medical 
Research Institute and Jeans for Genes 
represented at the City2Surf in Sydney. 
A special thanks to all those who ran to 
fundraise for our scientists including CMRI 
staff and all the families and community 
members who ran in our name!

— CMRI researcher, Anna Gonzalez Manjon



From high teas to quilt shows, rallying local 
schools and running gala events – our dedicated 
Fundraising Committees really pulled out all 
stops this year as part of Jeans for Genes Day.

The Canberra Committee hosted a Jeans for 
Genes Gala Dinner at the Hellenic Club of 
Canberra with special guest Professor Tony 
Cesare speaking about his cancer research.

The Hills Committee organised their first ever 
Denim and Diamonds High Tea which featured 
Associate Professor Wendy Gold talking about 
her work on neurodevelopmental disorders.

The Goulburn and Surrounds Committee’s 
excellent efforts saw an incredible 21 local 
primary and high schools sign up and take part.

It was a similar story in Wagga Wagga where they 
ended up on local TV and radio, featuring CMRI 

young scientist and Wagga local Tahlia Lawler 
talking about her work as a cancer researcher.

Gerringong held a Trivia Night with a beautiful 
denim quilt as the special prize of the raffle, and 
encouraged Gerringong Public School to hold a 
Jeans for Genes Day.

Kangaroo Valley may be a small community, still 
suffering from recent floods, but the town came 
together, including the local Public School, raising 
funds so our research can continue.

Finally, a huge effort was made by our Mudgee 
Committee who turned their entire town blue 
with a visit by NSW Police, including a helicopter 
ride. Shops, schools, and everyone in between 
also got behind the cause.

— A few of our wonderful committees who held events

Committees celebrate Jeans for Genes

Please donate by phone or fax:  
P.+1800 436 437 F.+61 2 8865 2801

Please donate online at:  
www.cmri.org.au/donate

By post: Children’s Medical 
Research Institute, Reply Paid 
71005, Wentworthville, NSW 2145

street: 214 Hawkesbury Rd, Westmead NSW 2145 Australia | postal: Locked Bag 2023, Wentworthville NSW 2145 Australia
ABN 47 002 684 737   freecall: 1800 436 437   p: +61 2 8865 2800   e: info@cmri.org.au   CMRIJeansForGenes.org.au



It's never too early to think 
about Christmas! Check out our 
catalogue and choose a gift that 
makes a difference by visiting 
shop.cmri.org.au or scan the QR 
code (right) with your phone.

When chartered 
accountant Foster Lee 
committed to leave  
a gift in his Will for 
Children’s Medical 
Research Institute,  
it was all about  
creating a legacy.

“It’s very black and white in my mind,’’ Mr 
Lee said. “There are so many different 
diseases that we don’t understand and by 
donating to CMRI, you are creating a legacy. 
I’m not getting any younger, I want to leave 
something behind.’’

In his line of work, Mr Lee is often asked 
for financial advice, “when you are in a job 
like mine, you get approached by a lot of 
charities. You’ve got to be careful about 
who you deal with, and I never have any 
hesitation in recommending CMRI, they are 
so reputable.

“I’ve been in the labs, and I’m blown away 
by the dedicated researchers. I can put my 
hand on my heart and say with confidence 
that the work they are doing is exceptional.’’

“The thing that propels me is that the 
research is being done, not just for kids 
today, but for our future – that’s the 
footprint. You are creating an opportunity to 
make change.”

Many of our gift in Will donors share the 
hope of leaving the world a better place for 
the next generation of children. When you 
create a gift in your Will, you’re personally 
helping to advance important research that 
will give sick children and countless future 
generations, the healthier lives they deserve. 
— For more information, please get in touch with Estates and Gift 
Planning Manager, Mandy: +61 2 8865 2984

— Foster Lee

Leaving a Gift of a Lifetime

2022 Christmas Catalogue

SCAN HERE

DC22S

Thanks to your support, we've been able 
to continue our work on the most serious 
problems affecting children's health.

Please give a gift today to help find even 
more treatments and cures for children's 
genetic diseases.

— We hope you enjoy reading the newsletter and are 
always happy to receive your ideas and feedback. Please 
let us know at research@cmri.org.au

Children’s Medical Research Institute (CMRI) respects your 
privacy and the importance of safeguarding your personal 
information. Information is collected directly and indirectly 
in order to process donations, issue tax receipts and send you 
updates and fundraising communications through various 
channels. For these purposes, your details may be supplied 
to trusted third parties and our service providers, such as 
printing and mailing companies, to facilitate this process. 
Our Privacy Policy www.cmri.org.au/system/privacy-policy 
contains information about i) how you can access and correct 
your personal information; ii) how you can lodge a complaint 
regarding the handling of your personal information; and iii) 
how any complaint will be handled by CMRI. If you do not wish 
to receive further communications by mail or have any queries 
please contact our Privacy Officer via email:  
privacy@cmri.org.au or telephone: 1800 436 437.

   Please send me more information about 
including a gift in my Will to Children’s 
Medical Research Institute.

Please find enclosed: 

 Cheque  Money Order 

(payable to Children’s Medical Research Institute)

Please debit this card: 

 MasterCard           Visa           Amex

Card Number:  

   
  

Expiry date: /     CVV    
Name on card: 

 

Signature: 

 
Email: 

Phone:  

 

D.O.B:   

 Yes, please accept a single gift of

$

or

 Yes, please accept my monthly gift of 

$                                                            per month

Thank you for your generous support.


