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We recently introduced you to four-year-old Jerry, whose 
condition is so rare he is, at present, the only known child in 
Australia with it.

Jerry was born with a rare, neurodegenerative genetic 
condition known as SPG-50 associated hereditary spastic 
paraplegia. It has stolen his voice, stopped him from being 
able to feed himself, and is taking away his ability to walk. He 
will likely lose his cognitive abilities and could become blind.

Jerry’s condition is worsening, which is why CMRI’s research 
needs to move forward. Research is the only hope for Jerry’s 
rare genetic illness.

Thank you to all our wonderful supporters who have helped 
us get closer to our goal of finding a treatment for kids like 
Jerry. Your support is enabling Associate Professor Leszek 
Lisowski and his team to help the 1 in 20 kids, like Jerry who 
live with rare genetic diseases. 

We extend our heartfelt gratitude for your support.

Bess, Jerry’s mum, says a big thank-you to all our supporters 
for your kind gift of investment in research.

Finding cures for  
children’s genetic diseases

Associate Professor Leszek Lisowski

Jerry 4, SPG-50 associated hereditary spastic paraplegia



The Ian Potter 
Foundation has 
generously awarded 
$100,000 to CMRI’s 
Stem Cell and 

Organoid Facility to help buy state-
of-the-art technology to investigate 
diseases of the eye and brain.

If you are a keen 
bike rider, then you 
will love the Great 
Cycle Challenge! 

Every October participants ride 
and fundraise for our research. 

— For more details visit: https://agtc.org.au

— Find out more here:  
greatcyclechallenge.com.au

New Australian Genome  
Therapeutics Centre Announced

Research Update 

From the Director
We were delighted to host our first 
major event of the year in May. CMRI’s 
Annual Meeting of Committees is 
a very special day for our scientists 
who appreciate the chance to meet 
and thank CMRI’s Committees – a 
group of dedicated supporters who 
have raised funds for our research 
for many decades. The first volunteer 
committees (which are still going 
strong) were established in 1959. We 
shared our recent achievements and 
thanked them for their dedication, 
which inspires our researchers to 
aim higher each day. It was a great 
honour to have in attendance CMRI’s 
Patron, the Governor-General of 
Australia, His Excellency General the 
Honourable David Hurley AC DSC (Retd), 
to acknowledge the hard work of our 
Committees and to present to CMRI’s 
Community Relations Manager, Mrs 
Jennifer Philps (whom very many of 
you know well) – a Governor-General’s 
Medal. 

I would like to thank all the participants 
in our Ks for Kids challenge who helped 
raise over $360,000 toward developing 
cures for children’s genetic diseases.

Jeans for Genes Day is fast approaching 
on Friday, 6th August. I hope you will 
join us to raise much needed awareness 
about children’s genetic diseases. 
This year, you will meet five beautiful 
children and their families who have 
come forward to share their stories 
with us. Their experiences, voices, 
and hope are powerful motivators 
for our research, in the quest to turn 
“incurable” diseases into “curable.” We 
thank them for their support, and I 
thank you for yours.

Sincerely,

Roger Reddel AO
Lorimer Dods Professor  
and Director, CMRI

Children's Medical Research Institute (CMRI) and The Sydney Children's 
Hospitals Network (SCHN) have announced the establishment of the 
Australian Genome Therapeutics Centre (AGTC), a collaborative effort 
which will transform the treatment of children with serious inherited 
diseases and contribute to the development of exciting new treatment 
options for a wide range of diseases, including cancer, across all age 
groups.

Genome therapeutics, often referred to as gene therapies, cover 
a number of new types of treatment that use genes as medicines, 
correcting diseases at their source.

Establishment of this Centre represents a major step forward in a 
journey that began 26 years ago with a small number of clinicians and 
scientists in the joint gene therapy research program of SCHN and CMRI.

Professor Ian Alexander is one of the leaders of the AGTC. He is Head 
of the Gene Therapy Research Unit, across CMRI and SCHN, and is 
considered a world-leader in this field. “Excellent genomic diagnostic 
work is being done all around Australia, and we’ve always punched 
above our weight internationally in this, but the main challenge has been 
translating that research into the clinic,’’ Professor Alexander said. “Now, 
finally, we will be able to go beyond offering a diagnosis. It’s very exciting 
because now we’re working with an increasing number of diseases that 
are within reach of a treatment or cure.’’

In additional exciting news, at the National Health and Medical Research 
Council (NHMRC) Research Excellence Awards Dinner on 16 June, 
Professor Ian Alexander and his team were awarded the Marshall and 
Warren Ideas Grant Award for the top-ranked Ideas Grant in 2020. The 
project’s other lead investigator is CMRI’s Dr Grant Logan.

— Professor Chris Cowell (Kids Research), Professor Roger Reddel AO (CMRI) and Ms Cathryn Cox 
(SCHN)). Inset: Professor Ian Alexander



 

Committee Update

Q & A 
Dr Jenny Liu 
Senior Research Fellow,  
ProCan Oncology team

Q: What is your background?
A: I first got involved in cancer 
research as a third-year 
medical student when I met 
an inspiring clinician-scientist 
medical oncologist and fell into 
an Honours Research project. 
I loved research so much I 
deferred my undergrad training 
to take up a PhD in colorectal 
cancer epigenetics, and the rest 
is history. I am also passionate 
about biomarker research to 
better tailor and select cancer 
treatments to improve patient 
outcomes, and am excited to be 
currently working with ProCan.

Q: What attracted you to science?
A: I enjoy the process of discovery 
and enquiry to answer questions 
about the evolution of cancer, 
and why some patients’ tumours 
respond to treatment and others 
don’t. I enjoy taking questions 
from the clinic and studying them 
in the lab and vice versa. Clinical 
medicine can be quite algorithmic/
protocol based, and it is nice to be 
able to think and challenge myself 
in science, to improve patient 
outcomes in the long run. 

Q: What is your favourite part of the 
job? 
A: Working with a diverse 
and multidisciplinary team of 
individuals. The number and scale 
of research projects currently 
underway at ProCan is unlike 
previous research I have been 
involved in. The team-based nature 
of the job is really enjoyable. 

— Contact research@cmri.org.au for more information on upcoming events

— Read more: agtc.org.au

— Jennifer Philps with Governor-General of Australia, His Excellency General the 
Honourable David Hurley AC DSC (Retd)

— The Annual Meeting of Committees at Oatlands House

Dr Jenny Liu is a medical 
oncologist who recently 

joined the ProCan Oncology 
team. ProCan aims to analyse 

many thousands of cancer samples 
and establish a database to help 

cancer clinicians pinpoint the best 
available treatment plan for 
individual patients’ cancers.

New research has shown that 
gene therapy may provide an 
effective treatment for Spinal 
Muscular Atrophy (SMA), a 
devastating and fatal genetic 
condition.

The Annual Meeting of Committees made 
a comeback on our events calendar after 
a year-long break due to the pandemic. 
We were happy to see our committees 
come together to celebrate another year 
of fundraising for CMRI. We were delighted 
to host Governor-General of Australia, His 
Excellency General the Honourable David 
Hurley AC DSC (Retd) as Guest of Honour.  

The day was particularly special because 
His Excellency presented a Medal for 
Outstanding Service to CMRI’s beloved 
Community Relations Manager, Jennifer 
Philps, who was also made a Life Member 
of CMRI.

His Excellency told all the fundraising 
volunteers at the event that there were 
“families out there offering a silent prayer 
for your work’’ and thanked them for 
“changing the world, day-by-day’’.

CMRI associate scientist, 
Dr Amanda Capes-Davis, 
publicised her effort to 
increase the racial diversity 
of cells used in medical 
research internationally and 
improve patient outcomes 
in the leading journal Cell.



If there is one thing Australians have learnt from the 
ongoing pandemic, it is the critical importance of 
research and its ability to change the world. That is 
exactly what Jeans for Genes Day aims to do on Friday 
6th August – change the world for kids with genetic 
disease.

Imagine what would be possible for the 1 in 20 kids 
facing a birth defect or genetic disease if we all 
invested in research this Jeans for Genes Day? Every 
donation enables the vital work being done in the 
labs at the Institute which could not happen without 
community support.

This year we will be sharing the stories of five incredibly 
strong and resilient children, whose parents' hopes for 
the future rely on medical research.

• Marley is in remission from cancer, but her 
parents fear every day that it could return.

• Alex has an extremely rare genetic condition 
which also causes epileptic seizures.

• Jude lives with cystic fibrosis and will be on 
medication every day for the rest of his life.

• Leo lives with a metabolic condition which means 
that if his blood sugar levels drop, it can lead to 
coma or even death.

• Sora was born with a genetic eye condition and 
her parents know time is running out until she 
completely loses her vision.

Every one of their families believe that investment 
in research is vital, not just for their children, but for 
future generations.

There are so many ways to offer your support this 
year! Get your school, childcare centre, workplace, or 
club involved and organise a denim mufti day, host a 
Bake It Blue morning tea—or let your imagination run 
wild.

There also two new events: Sofa to 6k inspires 
you to get fit and fundraise; while the Cute Shoot 
Competition gives you the chance to see your baby or 
fur-baby’s image on a big billboard in the city.

— 2021 Faces of Jeans for Genes

Marley, 4
Cancer

Alex, 8 
Nicolaides-Baraitser 

Syndrome

Jude, 6  
Cystic Fibrosis  
& Autism

Sora, 4
Genetic Blindness

Leo, 4
MCAD Deficiency

To find out more about these events and other ways to support vital research at CMRI, visit: JeansForGenes.org.
au

6th August 2021

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
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Thank you for your generosity. Your 
valuable support allows us to continue 
our work on the most serious problems 
affecting the health of our children. Every 
dollar counts. 

Will you be a supporter to help find 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:  /  
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.

Campaign & Events

— James Wakim, David Jones and Robert Wynn

— Chami with her son, ambassador and kid trainer Andreas

Fight with Five
In June we successfully launched the ‘Fight with 
Five’ partnership program. We were delighted to 
host businesses from Greater Western Sydney 
and beyond at the Institute. Several businesses 
and individuals pledged $5,000 each to fund 
research projects aimed at transforming the lives 
of seriously unwell children. 

To join us in the fight against children's genetic 
diseases and find out more about becoming  
a ‘Fight with Five’ partner, visit  
cmrijeansforgenes.org.au/fightwithfive. 

Ks for kids
This May, over 2800 people stepped up to the 
Ks for Kids challenge. The challenge was to do 
6000 (or more) steps a day, every day in May, to 
raise money for research into the 6000 genetic 
diseases that affect 1 in 20 kids! Together, we 
raised over $360,000 and gave hope to countless 
more families facing a genetic disease.


