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Dear BDSRA Australia community,

 

As I sit down to write this edition's opening, I find myself genuinely moved by how much this

community holds, and how much it continues to create, even in the face of everything Batten

disease asks of us.

There is real news to share this time, and I want to make sure we celebrate it properly. The

CLN3 disease clinical guidelines have now been published, co-authored by our own Dr Ineka

Whiteman. This is a significant milestone, not just for research, but for the families and

clinicians navigating CLN3 disease every day. To have Australian expertise shaping

international clinical practice is something we should all feel proud of. In addition, we have an

exciting announcement about the BDSRA Grant 2026 that I know many of you have been

watching closely. Please refer to the Research Updates section for more information. 

 

We’re thrilled to share that BDSRA Australia has been selected again as an ASX

Refinitiv Charity Foundation charity partner for 2026-27 round. Their sustained

partnership is invaluable to us, and we are sincerely grateful. These are the kinds of milestones

that remind us the work is moving, even when progress can feel painfully slow.

This month also marks one year of Batten Speaks. What began as an idea has become

something real: a platform where Speech Language Pathologists build connection and support

shared learning to help our community better. One year in, and it continues to grow with



attendance from speech specialists across Australia and USA. Thank you to everyone who has

contributed, listened, and shared. 

Last month Liz Sanson completed five years of dedicated service as our Family Support

Coordinator. Navigating the challenges of Batten Disease is a journey no family should take

alone, and Liz has been a tireless advocate and guide every step of the way. Thank you, Liz,

for your compassion and commitment to our community.

As International Batten Disease Awareness Day approaches, alongside the return of Forget

Me Knot campaign, I want to take a moment to ask each of you to think about one person

outside our community you could reach. Awareness is not just about those of us already in this

space. It is about the families who are still waiting for a diagnosis, the clinicians who might

not yet know what they are looking at, the policymakers who have never heard the word

"Batten." Every conversation matters. We hope our recent webinar on 'Advocating for your

child in school' has been a useful resource for our community. 

And please, if you have not yet completed the BDSRA Australia Family Register form, I

encourage you warmly to do so. The register is one of our most important tools. It helps us

reach you, connect you with others, and support everything from research to advocacy. It takes

only a couple of minutes and it makes a genuine difference.

I would also like to say a heartfelt thank you and farewell to Daisy Hamilton, who has been

a valued member of our board. Daisy brought her years of experience in early childhood and

NDIS navigation to this role, and she used it in service of other families navigating Batten

disease. That generosity of spirit, offering your expertise and time to others while managing so

much of your own, is something this community understands deeply. Daisy, we are grateful for

everything you contributed, and we will be cheering you on from here.

To our community: thank you for being here. For reading this newsletter, for completing the

register, for sharing awareness posts, for showing up to webinars, for sending messages of

support to families you have never met. You are the reason this organisation means something.

With warmth and gratitude,

Priyanka Rai

President, BDSRA Australia

Federal Budget highlights urgent need for investment

in childhood dementia clinics and research

BDSRA Australia has welcomed growing national investment in dementia, chronic disease

prevention and health reform in  the 2026-27 Federal Budget, while warning that children

living with dementia continue to fall through major gaps in Australia’s health and disability

systems. 

Batten disease is a rare and fatal neurodegenerative disorder that causes progressive loss of

vision, mobility, speech, cognition and independence. It is the most common form

of childhood dementia. There is currently no cure. 

https://bdsraaustralia.org/families/#register


The Budget presents an opportunity for the Australian Government to build on growing

momentum around childhood dementia and ensure children and families are not left

behind within broader dementia, chronic disease and rare disease reform efforts.

Read the full press release here.

5 Years of Supporting Australian Batten Families - Liz

Sanson

It's such an honour to reach this milestone a few weeks ago, one that was certainly unexpected

when I took on this role. It was late-March in 2021, I was newly bereaved and had recently

returned from visiting another Batten mum inter-state when I was made aware that BDSRA

Australia was looking to fill the role of Family Support Coordinator after the previous person

had stepped away. I was very passionate about supporting families and making a difference,

but my grief and uncertain circumstances made me feel commitment-shy. Losing my daughter

after being her full-time carer for years was the worst kind of redundancy and my family had

plans to move out of Sydney. I didn't feel I knew what my life would look like months later let

alone years.

I'm so glad I jumped in and I thank Kate Beattie, the BDSRA Australia President and the

board members at the time, for believing in me and allowing me to have a go.

https://bdsraaustralia.org/index-news.php?p=214


Research Highlights

I had wonderful caring mentors as I began in the role later in April 2021, Laura Smith and

Vanessa Anderson, both bereaved mums with much experience in supporting families. Family

Support and BDSRA Australia has continued to grow in the last 5 years. It's been a privilege to

be along the journey with the team & board and to play my part in increasing the positive

impact we have on lives. 

My absolute favourite part of my role is getting to know families, affected kids & young

people. I adore the personalities and often strong passions of our warriors, as well as any

siblings I get to know. I hear the love and determination of parents and caregivers and I'm

driven to offer whatever I can to support them in the journey they are on. As with all things

Batten disease, there is always a sad and painful side too, I understand all too well what

families are faced with and I feel it when parents share their difficulties and heartaches. I know

that I can't 'fix' everything, but I can listen, I can offer my empathy & compassion and

hopefully share resources, personal experience, or suggestions of ways of easing the particular

challenge, just a bit.

I continue to have many more ideas on ways to increase support and resources, this is what

motivates me to keep going. Always much to do and not enough hours in the day! Thank you

to the families for welcoming me into your lives and thank you to the team and board for all

you do to support my role as we work together for the common goals, research, support,

advocacy, and hope for a cure! 

This quarter has brought some genuinely exciting and hopeful moments for the Batten disease

community, with growing momentum across research, clinical care, and therapeutic

development.

One of the biggest highlights was the announcement of the 2026 Batten Disease Global

Research Initiative (BDGRI) grant recipients. These projects represent bold and innovative

research aimed at driving new therapeutic approaches across multiple forms of Batten disease.

and deeper understanding of Batten disease. Importantly, this work simply would not happen

without the generosity of our donors and supporters. Every contribution helps move research

forward and brings hope to families who urgently need it.

We are also incredibly pleased to see the publication of the long-awaited clinical management

guidelines for CLN3 disease. Years in the making, these guidelines fill a major gap for the

most common form of Batten disease and will provide clinicians and families with much-



needed practical guidance and support. It is wonderful to finally see this important work

published. Congratulations the the stellar authorship team.

There have also been encouraging updates across the clinical pipeline, including continued

progress in gene therapy programs for CLN2, CLN3, and CLN6 disease. While there are still

key milestones to reach, it is heartening to see the level of global commitment, collaboration,

and determination driving these clinical programs.

 

You can read all about these highlights below in the Research Updates section.

 

As always, thank you for your support and dedication to our shared mission.

Warm regards,

Dr Ineka Whiteman

Head of Research and Medical Affairs 

First Comprehensive Clinical Recommendations for

CLN3 Disease Care

We are pleased to share a major milestone in CLN3 disease clinical care with the publication

of the first international consensus recommendations for the diagnosis and management of

CLN3 disease, also known as juvenile Batten disease. These recommendations are designed to

reduce diagnostic delay, improve global health equity, and support more consistent,



Events

multidisciplinary care for individuals and families affected by CLN3 disease - from early

recognition and diagnosis through to long-term management. 

Recommendations cover a range of care domains including Diagnostics, Clinical

Recommendations and Management, Assessments, Social Considerations, Ocular

Management, Epilepsy/Seizures, Nutrition, Respiratory Health, Sleep and Rest, and End-of-

Life Care. 

Key takeaways: 

Early diagnosis matters: Rapid bilateral vision loss is often the first sign. The guidelines

urge ophthalmologists and paediatricians to consider CLN3 early to fast-track diagnosis

and ensure timely access to appropriate care.

Holistic, multidisciplinary support is essential: Care is not just about medical

management; These recommendations reinforce the need for proactive, coordinated,

multidisciplinary care across the lifespan, including psycho-social support for both the

individual and their family. 

Guidance empowers families and clinicians: For families without access to specialist

centers, these recommendations provide a practical framework to help guide care

discussions, support shared decision-making, and advocate for management aligned

with published international standards. 

We are especially encouraged by the strength of this international collaborative effort, bringing

together global clinical experts, researchers, and the vital perspective of lived experience

through patient advocacy, including BDSRA Australia’s Dr Ineka Whiteman. 

This article is a valuable resource and can be found here.

To read more about the 2026 BDGRI Recipients, and for further Research Updates, please see

sections below!

Upcoming

https://link.springer.com/article/10.1186/s13023-026-04298-2


International Batten Disease Awareness

Day & #ForgetMeKnot

Let us know if you would like to share your

story in our social media campaign. For

more information see our website.

Tuesday, 9th June 2025

Batten Speaks

A BDSRA Australia initiative bringing

together speech pathologists who are

passionate about making a difference for

those affected by Batten disease. 

Wednesday, 17th June - 1:00PM - 2:00PM

(AEDT)

To join or learn more, contact Liz at

support@bdsraaustralia.org.

Virtual Coffee catch ups

Join us for a relaxed chat, meet with other

parents from Australia and New Zealand,

discussing topics that attendees raise. 

Coming up later in June, keep an eye out

for more information.

Webinar: 'Transitioning to Adult Care'

This interactive webinar is set to take place

in August 2026. Please keep an eye out,

further details will be emailed and posted to

social media pages.

Past

Webinar: 'Advocating for your child in

school' - Wednesday, 13th May

BDSRA Australia hosted an interactive

webinar with panel members Assistant Prof

Andrea Miele (University of Colorado), Mia

Holloway (DSA representative), Senior

https://bdsraaustralia.org/FMK/
https://bdsraaustralia.org/AwarenessDay/index.php


Donations

Advocate Susan Parker, and Mel Currey

(Education specialist for diversity) .  

 *Recording and resources now available*

Request a copy from Nikki

at info@bdsraaustralia.org

Virtual Coffee catch ups

We held a few virtual catch ups in March.

Our evening meetings were well attended, a

mixture of new faces and regulars. It's

always interesting to see where the

conversation takes us and great to make new

connections, get to know eachother better

and share what's on our mind.

Advances in Pediatric Neurology Seminar

Series: Pitfalls and Promises of

Therapeutics in Batten Disease

Hosted by the Child Neurology Society

(CNS) on Tuesday, 10th March, this webinar

was presented as part of the Continuing

Medical Education (CME)-accredited

courses offered by CNS. Presenters covered

the evolving landscape of Batten disease

therapeutics, and included Dr Jennifer

Vermilion (University Rochester Medical

Center, NY; Dr Yael Shiloh-Malawksy

(University North Carolina, NC) and our

own Dr Ineka Whiteman. Read more here.

For further information contact Ineka at

research@bdsraaustralia.org

Make Your Contribution Count This EOFY

There is no better way to kick off my treasurer's report than acknowledging the super hero in

our Batten Family – Mark Hiscoke! He is on a mission to complete 300 km trek of Hong

Kong’s Four Trails, a milestone birthday fundraiser for Batten disease.

So the challenge is out there now, a bit of fun rivalry for our batten community! Is 2026 your

year of kicking off a bucket list item and raising vital funds at the same time!!?

As we approach our upcoming International Batten Awareness Day, I’m reaching out to invite

your support at a particularly important time in our calendar. It's a key opportunity for us to

raise visibility and funding to continue making a difference for families affected by Batten

disease.

https://www.pathlms.com/cns/courses/73276/webinars/88482


At the same time, with the End of Financial Year (EOFY) fast approaching, it’s an ideal

moment to consider making a tax-deductible contribution or reminding a friend! Donations

received before June 30 directly support our ongoing work and help ensure we can plan

confidently for the year ahead.

It's so important that we can maintain our growth and impact, continuing to do our bit for

supporting research and tailored support for families.

No contribution is too small. Every dollar makes a tangible difference.

 

Amanda Gilpin

Treasurer



Donate Now



Help Us Raise the Next $1 Million for Batten Disease

Research this EOFY

https://bdsraaustralia.org/index-donate.php


Fundraising

For more than 30 years, BDSRA Australia has worked alongside families, clinicians and

researchers with the shared goal of a better future for those living with Batten disease.

Over that time, our community has committed more than $1 million towards Batten disease

research, supporting projects, collaborations and discoveries that continue to move the field

forward.

This End of Financial Year,  BDSRA Australia asks you to join us in our mission to help raise

another $1 Million, with the goal of building the next generation of research investment for

Batten disease. Watch our video here.

Around the world, advances in gene therapies, precision medicine, natural history studies and

translational research are changing what may be possible for children and families affected by

Batten disease. Australia is also entering an exciting new chapter, with the establishment of

national Batten clinics helping create stronger pathways between clinical care, research and

future trials.

But progress only happens because families and supporters continue to stand behind it.

Every donation helps fund the work that moves us closer to better treatments and improved

care. 

This campaign is not just about dollars raised. It is about honouring the children and families

who have shaped our community over the last three decades and investing in the future

generations who deserve more options, more support and more hope.

Together, we have already helped raise over $1 million for research. Now, let’s do it again by

Donating here, and Sharing the video with your network: Facebook post 

BDSRA Australia relies primarily on fundraising initiatives and philanthropic donations to

deliver all our programs, services and support. Your donation helps us keep doing what we do

best! Thank you so much for your support!

ASX Refinitiv Charity Foundation 

We are pleased to announce that BDSRA Australia have once again been selected to be one of

the benefiting charities for the 2026-27 ASX Refinitiv Charity Foundation annual fundraising

program. 

https://www.facebook.com/reel/851350100746258
https://www.givenow.com.au/battendiseasetaxtimedonate
https://www.facebook.com/share/v/18dinfts5e/


Photo: Elsa Santo - ASX Refinitv Charity Foundation Raffle Car Winner 2026! 

Huge congratulations on winning the 1st prize and heartfelt thanks for supporting the BDSRA

Australia community. 

Since its inception in 1996, the ASX Refinitiv Charity Foundation has been a cornerstone in

Australia's philanthropic landscape, raising over $36 million for children's, disability, and

medical research charities. The Foundation's commitment to excellence is evident in its

premium events, which offer unparalleled corporate networking opportunities while

supporting vital causes.

Can we have your support? 

We are always looking for businesses and organisations that may be able to donate items for

one of the various auctions held as part of the annual program. Donations in the past have

included accommodation at the Four Seasons and a theatre show package; travel holiday

packages; rounds of golf; free services (such as legal and accounting); and many more. 

If you own a business or know of one who might wish to donate items then please ask them to

get in touch with Nikki Hopkins at info@bdsraaustralia.org.

Hong Kong Four Trails Hike for BDSRA Australia

Mark Hiscoke embarked on a demanding solo trek across Hong Kong’s four major trails to

raise funds for Batten Disease, pushing himself well beyond his comfort zone to celebrate his

50th birthday milestone. Facing a relentless landscape of steep stairs and zero flat terrain, he

successfully conquered 240 km and over 10,700 m of elevation gain. The journey grew

particularly grueling on the Wilson Trail, where Mark suffered a significant ankle injury but

https://www.asxrcfau.com/console/rafflepages/3/Batten-Disease-Support-and-Research-Association
https://www.asxrcfau.com/console/rafflepages/3/Batten-Disease-Support-and-Research-Association
https://asxrefinitivcharity.com.au/


heroically battled on to finish that leg. Ultimately, he made the pragmatic decision to postpone

the final trail to prevent further ligament damage. 

To ensure he meets his 300 km objective, Mark plans to complete the remaining distance by

tackling the Bondi to Manly walk in Australia over 1.5 days. Keep an eye out for upcoming

details on the date and timing of this final leg.

Read an update from Mark here. Support Mark, donate to reach the target of $10,000!

Photo: Mark Hiscoke on his solo trek across Hong Kong as of May 2026.  

International Batten Disease Awareness Day and

Return of Forget Me Knot

Each year on 9 June, the global Batten community comes together for International Batten

Disease Awareness Day (IBAD), a day dedicated to raising awareness, remembering children

and families impacted by Batten disease, and strengthening our collective commitment to

research, support and hope.

In 2026, IBAD also marks the return of Forget Me Knot, BDSRA Australia’s awareness

campaign that continues to grow into a global movement.

Launched in 2025, Forget Me Knot invites people to tie a simple knot somewhere visible, on a

finger, wrist, school bag, car mirror, mailbox, fence, workplace or sporting equipment. It is a

small act, but one carrying a powerful message: do not forget children living with Batten

disease and the families walking beside them.

Every knot tied represents a child, a family and a story that deserves to be seen and

remembered.

What began as an Australian awareness campaign has expanded internationally, with families,

schools, workplaces, sporting clubs and community organisations around the world taking

part. The campaign reflects something our community knows deeply: while Batten disease is

rare, our community is global.

https://bdsraaustralia.org/index-news.php?p=217
https://www.givenow.com.au/cr/hongkongfourtrails_hike
https://bdsraaustralia.org/index-news.php?p=217
https://bdsraaustralia.org/index-news.php?p=217


This IBAD, we invite everyone to join us.

Tie a knot. Share a photo using #ForgetMeKnot. Start a conversation.

IBAD Balls - Limited Stock Available!

We’re excited to offer special IBAD balls for schools, preschools and playgroups to help raise

awareness. Each box contains 12 balls, and stock is limited to 24 boxes.

Suggested donation: $50 per box (covers postage and costs)

Each box includes 12 balls - that’s just over $4 per ball!

https://bdsraaustralia.org/FMK/
https://bdsraaustralia.org/FMK/
https://bdsraaustralia.org/FMK/
https://bdsraaustralia.org/FMK/


Family Support

Once you receive your box, you can choose how much to charge per ball (any extra you

raise can be donated back to BDSRA or an affected family)

To order, please email Nikki directly at info@bdsraaustralia.org to secure your box and get

payment details.

Let’s get schools involved and spread the message this Intl Batten Awareness Day!

Wurzel Turtles Run Again

Pictured: Bonnie & dad Hans

Last July, the Wurzel family ran in the 2km

Family Fun Run at the Cairns Marathon,

raising money for BDSRA Australia for the

first time in loving memory of Naomi

Foster's beautiful Mackenzie-Rose. See

more here.

After a great effort in 2025, the family are

up for the challenge again. Bonnie and mum

Nicole are taking on the 5k, while Hans and

younger sibling Claire are doing the 2k

again.  

Let's get behind this amazing family, and

show your support for 'Wurzels Turtles' for

their upcoming run on Sunday, 12 July at the

7Cairns Marathon Festival 2026.

Goals of Care: Returning to What Matters Most

https://cmf26.grassrootz.com/bdsra/wurzel-turtles
https://cmf26.grassrootz.com/bdsra/wurzel-turtles
https://bdsraaustralia.org/index-news.php?p=8&b=
https://cmf26.grassrootz.com/bdsra/wurzel-turtles


Blair from Courageous Parents Network (CPN) shares about Goals of Care and how CPN can

help support families navigating the unexpected journey of life with a medically complex child.

Read more here.

Caring for a child with Batten disease often means facing difficult decisions, sometimes in

moments of crisis, fear, or exhaustion. Families are asked to weigh treatments, interventions,

hospitalizations, and next steps while also trying to preserve some sense of normal family life.

In the middle of so much uncertainty, goals of care can provide an anchor.

Goals of care simply means identifying what matters most for your child and your family so

that medical decisions can be guided by those priorities. Goals of care conversations are not

one-time discussions. They should continue over time as your child’s condition changes and as

your family gains new understanding. 

These conversations also help the medical team better support your family. When clinicians

understand your goals, they can offer options that align with what matters most. Continue

reading and see the full article here.

See more about Courageous Parents Network in the Resources section below.

One Year of Batten Speaks 

Batten Speaks is a BDSRA Australia initiative bringing together a dedicated working group

led by and for speech language pathologists (SLPs) who are passionate about making a

difference in the lives of individuals and families affected by Batten disease. 

Last year on Thursday, 15th May the inaugural meeting was joined by 12 "speechies" from

around Australia and the US. Since then the group has grown to be a collaborative space for

more than 25 speechies attending meetings over the year.

 

https://bdsraaustralia.org/index-news.php?p=220&b=%2Fassets%2Fimg%2Fuploads%2F20260520_151bcc07.jpg
https://courageousparentsnetwork.org/medical-complexity/journey-topics/goals-of-care/
https://bdsraaustralia.org/index-news.php?p=220&b=%2Fassets%2Fimg%2Fuploads%2F20260520_151bcc07.jpg


On Wednesday, 6th May 2026, we hosted our sixth meeting and launched a secure Facebook

group moderated by SLPs for SLPs. The group is designed to foster connection, shared

learning, and respectful discussion related to Batten Disease.

Our next meeting is Wednesday, 17th June - 1:00PM Topic: Mealtime Management

Families, please share this information with your speech pathologist who may be interested in

being part of this initiative.

If you’re a speech pathologist and would like to join or learn more about this group, please

reach out to Liz at support@bdsraaustralia.org

Group photo: 12 of 15 attendees on 6th May to celebrate 1 year of Batten Speaks

NDIS changes - How to Have Your Say

National Disability Insurance Scheme Amendment (Securing the NDIS for Future

Generations) Bill 2026 — submissions close Friday 29 May 2026

Where to make your own submission:

https://www.aph.gov.au/Parliamentary_Business/Committees/Senate/Community_Affairs/NDI

SFutureGenBill

BDSRA Australia plans to make a submission as well, please consider emailing your top

concerns in bullet points, a summary or a copy of your own submission for us to incorporate in

our submission so we can echo each of your voices as well.

Email to Liz, support@bdsraaustralia.org by Wednesday 27th May.

Here are some resources* that may help to have your say:

ACD - Explaining all the NDIS changes and what it means 

CYDA - A guide: Have your say on the NDIS Bill 2026 & related Facebook post

Self Manager Hub - quick guides for NDIS Bill Senate submission & MP letters PDF 

Self Manager Hub - Workshop questions answered: NDIS Future Generation Bill PDF

Self Manager Hub - Huge Proposed Changes to Our NDIS Explained and What You Can Do

to Have Your Say 

LeapIn! - Your complete guide to the NDIS changes (keep scrolling down page)

*Some of the links and content shared in this newsletter are for general interest and

information only. While we may find them useful or relevant, they don’t necessarily reflect our

https://www.aph.gov.au/Parliamentary_Business/Committees/Senate/Community_Affairs/NDISFutureGenBill
https://www.aph.gov.au/Parliamentary_Business/Committees/Senate/Community_Affairs/NDISFutureGenBill
https://acd.org.au/ndis-changes/
https://cyda.org.au/advocacy/have-your-say-on-the-ndis-bill-2026/
https://www.facebook.com/share/v/16kZXGGyzK/
https://www.selfmanagerhub.org.au/wp-content/uploads/2026/05/SMH-Senate-submission-and-MP-letter-template-May-2026.pdf
https://www.selfmanagerhub.org.au/wp-content/uploads/2026/05/NDIS-Bill-Workshop-Answers-Self-Manager-Hub-May-2026.pdf
https://www.selfmanagerhub.org.au/wp-content/uploads/2026/05/NDIS-Bill-Workshop-Answers-Self-Manager-Hub-May-2026.pdf
https://www.selfmanagerhub.org.au/2026/05/18/huge-proposed-changes-to-our-ndis-explained/
https://www.selfmanagerhub.org.au/2026/05/18/huge-proposed-changes-to-our-ndis-explained/
https://www.leapin.com.au/ndis/ndis-changes/


Resources

views or represent an official endorsement. As always, we encourage you to use your own

judgement when exploring external content.

We would love to hear from you! 

To share your family's experience in the newsletter or for further information on how we can

support you, please contact Liz at support@bdsraaustralia.org

Courageous Parents Network

(CPN)

Navigating Medical Complexity

Batten disease often involves frequent

decisions about seizures, feeding, mobility,

and care coordination. This tool offers

videos, guides, and practical resources

organized into phases—

Orienting, Navigating, and Moving Forward

—to help you better understand what to

expect and how to advocate for your child.

NeuroJourney

Designed for specifically for families of

children with severe neurological

conditions, including Batten disease, this

tool offers resources organized through four

phases - Adapting to Diagnosis, Building

Strengths, Adjusting to

Changes, and Navigating Decline – to help

you to locate where you are in the care

journey. NeuroJourney, explained in this

video, is available in 5 languages and audio

formats. 

Coping with Loss

Created for bereaved families, offering

perspectives on loss and grief from families

and clinicians of the CPN network. This

digital tool is also organized into sections—

Understanding Grief, Coping with Loss,

and Maintaining Connection—with

resources and perspectives from families

and caregivers on various topics.

https://courageousparentsnetwork.org/
https://courageousparentsnetwork.org/
https://courageousparentsnetwork.org/medical-complexity
https://courageousparentsnetwork.org/medical-complexity?topic-phase=2
https://courageousparentsnetwork.org/medical-complexity?topic-phase=3
https://courageousparentsnetwork.org/medical-complexity?topic-phase=4
https://courageousparentsnetwork.org/neurojourney/
https://courageousparentsnetwork.org/neurojourney/medical-progression/?topic-phase=578
https://courageousparentsnetwork.org/neurojourney/psychosocial-support/?topic-phase=573
https://courageousparentsnetwork.org/neurojourney/psychosocial-support/?topic-phase=573
https://courageousparentsnetwork.org/neurojourney/medical-progression/?topic-phase=574
https://courageousparentsnetwork.org/neurojourney/medical-progression/?topic-phase=574
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https://courageousparentsnetwork.org/coping-with-loss?topic-phase=7


For Clinicians and Care Teams

If you’re working with a family, this

portal can help you better understand the

lived experience. It includes parent voices

and tools to support more compassionate,

coordinated care.

Rare Disease Disability

Toolkit

On Monday 2 March 2026, RVA officially

launch the first round of resources from the

Rare Disease Disability Toolkit - Rare

Voices Australia at the Parliamentary Event

in Canberra.

The Toolkit has been shaped by lived

experience of rare disease disability and:

Includes new peer-to-peer supports.

Builds capacity in disability rights

and self-advocacy.

Supports people to better access and

navigate disability and other systems

(such as health, education and

employment).

Managing behavioural

challenges in Batten disease

Dementia Support Australia offers free,

nationwide specialised Childhood Dementia

Support with trained consultants who

understand childhood dementias like Batten

disease, its related behavioural and cognitive

challenges, and the impacts these can have

on the child, their family and carers.

 

No referral needed. Simply call the 24-hour

helpline on 1800 699 799 (recommended),

or fill out the contact form online.  Note,

phone calls are triaged quicker than

forms. To learn more, visit here.

https://courageousparentsnetwork.org/clinicians-educators
https://courageousparentsnetwork.org/clinicians-educators
https://courageousparentsnetwork.org/clinicians-educators
https://rarevoices.org.au/rare-awareness-rare-education-r-a-r-e-portal/
https://rarevoices.org.au/rare-awareness-rare-education-r-a-r-e-portal/
https://rarevoices.org.au/toolkit-page/
https://rarevoices.org.au/toolkit-page/
https://www.dementia.com.au/childhood-dementia-support
https://www.dementia.com.au/childhood-dementia-support
https://www.dementia.com.au/childhood-dementia-support
https://facebook.com/bdsraaustralia
https://facebook.com/bdsraaustralia
https://instagram.com/bdsra_australia
https://instagram.com/bdsra_australia
https://www.linkedin.com/company/bdsra-australia/
https://www.linkedin.com/company/bdsra-australia/


Research Updates

BDGRI Grant 2026 Recipients Announcement

The Batten Disease Global Research Initiative (BDGRI) is proud to announce the recipients of

its 2026 Research Grant Round, with a total of USD $150,000 awarded to three innovative

Batten disease research projects.

Following a rigorous international review process, the selected projects were chosen for their

scientific merit, translational potential, and alignment with the top Research Priorities for Batten

Disease, identified within the BDGRI Research Strategy.

The 2026 Grant Recipients and funded projects are (in alphabetical order):

Professor Alex Hewitt

Menzies Institute for Medical Research, University of Tasmania, Australia

Project Title: Determining the gene correction threshold required to cure CLN2 disease

Award: USD $50,000

Associate Professor Ruchira Singh

University of Rochester Medicine, New York, USA

Project Title: Preclinical studies comparing potential therapeutics in a patient-derived human

retina cell model of CLN3 Batten disease

Award: USD $50,000 (to be funded through the Batten Disease Clinical Research Consortium)

Associate Professor Tim Yu and Professor Milen Velinov

Boston Children’s Hospital and Rutgers Robert Wood Johnson Medical School, USA

Project Title: An Antisense Therapy for DNAJC5 Knockdown in CLN4 Batten Disease

Award: USD $50,000

Read full press release here and for more information visit the BDGRI website.

Not on social media?

Keep up-to-date on BDSRA Australia's latest news and events on our website! Our instagram

is live on our Home page and our key highlights are added to the News page, so feel free to

head over to check out the latest!

Compiled by Ineka Whiteman PhD, Head of Research and Medical Affairs and

Tahmina Tabassum PhD, Project Support Officer

https://battenresearch.org/press-releases/
https://battenresearch.org/batten-disease-global-research-initiative-announces-2026-research-grant-recipients/
https://bdsraaustralia.org/home
https://bdsraaustralia.org/news_events


BDSRA Australia Researcher Spotlight

This dedicated series is designed to bridge the gap between the researchers and the families at

the heart of the Batten disease community. It is an invitation for our community to read the

stories of the individuals who have dedicated their careers to changing the future of Batten

disease research.

Professor Adam Vogel

A speech pathologist and researcher whose work is defined by a 20-

year commitment to improving the lives of those with complex

neurodegenerative conditions. He currently serves as CEO and leads

Redenlab’s speech testing and analysis work.

When asked about his future ambitions, Adam says, 

“The thing I want to solve in the future is being able to measure communication in a meaningful

way in these super challenging rare diseases like Batten Disease, and that's not just because

this is a BDSRA interview, it's actually one of the targets. So we are really focusing on rare

degenerative or progressive disorders and being able to capture meaningful outcomes that

otherwise are missed in standard clinical assessments.”



Central to Adam’s philosophy is the vital role of charity organisations like BDSRA Australia.

He views small community grants not just as financial support, but as essential catalysts. Adam

describes these donations using an analogy of multiplication: a small $14,000 grant for pilot

data, such as that from BDSRA Australia in 2022, can act as a proof-of-concept, yield pivotal

publications (such as Speech, Language and Non-verbal Communication in CLN2 and CLN3

Batten Disease), and eventually may unlock $1 million or more in government grants. These

early seed investments are often what commit young researchers to a specific disease group for

their entire careers. Without this support, many breakthroughs including critical papers by PhD

students or the preliminary data needed for larger clinical trials simply would not happen. “So

every dollar that you contribute might actually be worth ten times that in the end, because it

allows the researcher to then get larger pockets of money”, he added. 

Read the full researcher spotlight article here. 

Research Funding Opportuniy

NHMRC Targeted Call for

Research - Childhood

Dementia 2026 

The Australian Government funding body, National Health and Medical Research Council

(NHMRC), has announced a Targeted Call for Research (TCR) offering $5 million in funding

for childhood dementia research over 5 years. This exciting grant opportunity aims to

accelerate research that transforms the diagnosis, care and therapeutic landscape for children

with dementia and their families. For more information visit the GrantConnect website.

We encourage all Australian-based researchers and healthcare providers with an interest in

Batten disease to consider applying for this funding opportunity. BDSRA Australia welcomes

collaboration in this space. If you are interested in preparing a submission with our support,

please contact BDSRA Australia’s Head of Research and Medical Affairs, Dr Ineka Whiteman

at research@bdsraaustralia.org

Submissions close 3rd June, 2026. 

Clinical Trials Updates

Clinical trial updates - useful resources

The BDSRA Australia website provides an interactive search tool that enables users to locate

current clinical trials listed on Clinicaltrials.gov, for all NCLs or by subtype. Check it out here:

Resources and Support for patients and families (bdsraaustralia.org)

 

In addition, a current summary and updates on NCL clinical programs has been compiled into

an interactive table, in collaboration with the BDSRA Foundation. Visit this page for latest

https://bdsraaustralia.org/previous-grants/#bdsraresearchrecipients2022
https://onlinelibrary.wiley.com/doi/10.1002/jimd.12838
https://onlinelibrary.wiley.com/doi/10.1002/jimd.12838
https://onlinelibrary.wiley.com/doi/10.1002/jimd.12838
https://bdsraaustralia.org/index-news.php?p=215
https://www.grants.gov.au/Go/Show?GoUuid=f0036c4b-600e-4b4d-8bb9-de234b721ac6&keyword=GO8353
https://bdsraaustralia.org/resources#bdsrasupport_clinical_trials


updates: Clinical Studies – Batten Disease Support & Research Association

(bdsrafoundation.org)

 

For any questions on any of these programs, feel free to reach out at 

research@bdsraaustralia.org

Exciting progress in CLN2

Batten disease gene therapy

program

Tern Therapeutics has presented encouraging long-term data from its investigational gene

therapy program, TTX-381, for vision loss in CLN2 disease, at Association for Research in

Vision and Ophthalmology (ARVO) Annual Meeting in Denver, Colorado. 

The one-time gene therapy demonstrated durable preservation of retinal structure for up to 24

months following treatment including preservation of the fovea, the part of the retina

responsible for sharp central vision. In contrast, untreated eyes showed the progressive retinal

degeneration typically seen in CLN2 disease.

Importantly:

18 patients have now received TTX-381

No treatment-related serious adverse events have been observed

Treated eyes showed stable or improved retinal structure over time

Families and clinicians reported encouraging stability in visual behaviours and quality

of life

These findings, presented by Rob Henderson MD, suggest TTX-381 may have a disease-

modifying effect on retinal degeneration in CLN2 disease and represent another important step

forward in the pursuit of therapies to preserve vision for children living with Batten disease.

We are incredibly encouraged to see continued momentum in the Batten disease therapeutic

pipeline and remain deeply grateful to the families, clinicians, researchers, and industry

partners driving this progress forward.

Read the full press release here. 

CLN-301 Gene Therapy

receives FDA RMAT

designation 

On Tuesday 12 May, 2026, Neela Therapeutics Inc. announced that its investigational AAV9

gene therapy for treatment of CLN3 Batten Disease, CLN-301, has been granted Regenerative

Medicine Advanced Therapy (RMAT) designation by the FDA. This means closer

https://bdsrafoundation.org/research/clinical-studies/
https://bdsrafoundation.org/research/clinical-studies/
mailto:research@bdsraaustralia.org
https://www.terntx.com/blog/Blog%20Post%20Title%20One-3zaa9-zlxng-67tfc-cg52h-7k64z


collaboration with the FDA to accelerate the development of the therapy and an expedited path

toward the patients who need it most.

 

CLN-301 gene therapy is designed to restore CLN3 protein function in brain cells by

delivering a functional copy of the CLN3 coding sequence to patients via a one-time, lumbar

intrathecal injection. 

For more information please visit their website.

BDSRA Australia Family Register 

Are your family details up-to-date with us?

Life moves fast but have your records kept up? If you’ve moved, changed your details or you

haven't completed this form (available since 2023), your family information might be

outdated. To keep your family details up-to-date with us please consider taking 2-3 minutes to

update the official BDSRA Australia Family Register. 

The BDSRA Australia Family Register is a confidential contact database that enables us to

keep you informed of ongoing Batten disease research, including future research

opportunities. It also enables us to better understand the prevalence of Batten disease in our

region, including the different subtypes and geographical locations. This helps us tailor

our research, education and support activities according to the needs of our families.

The BDSRA Australia Family Register is seperate from the usual 'contact list'. If you’ve

previously shared your details with us by phone calls, emails, family conference regos or at

other events, these are not automatically added to our official register without your consent. 

We strongly encourage all current and bereaved families across Australia and New

Zealand to fill in this Register, at-least once, to ensure we have your complete and up-to-date

information in our official database

 

The information collected in this form is kept STRICTLY CONFIDENTIAL. 

Your involvement in this survey is entirely voluntary, and you may request to be removed

from the list at any time.

 

You may access the form at any time via our website's Families tab or using the button below.

 📋  BDSRA Australia Family Register form

Research Publications - Selected

https://neelatx.com/science-technology/platforms/cln3-gene-therapy/
https://forms.gle/qRrmBokKCmLAoVfd9
https://forms.gle/qRrmBokKCmLAoVfd9
https://bdsraaustralia.org/families/
https://forms.gle/qRrmBokKCmLAoVfd9


A selection of recent research publications in

Batten disease are provided below. Details

and links to each article are here.

🔬Recommendations for the diagnosis and management of cln3 disease (batten disease) using

the Delphi consensus methodology.

🔬Prospective pilot safety, feasibility study of an optic-to-audio device for children with

CLN3 disease.

🔬Systemic AAV9 Gene Therapy Mitigates Neuromuscular Junction Degeneration and

Muscle Atrophy in a Mouse Model of CLN1 Disease.

🔬Longitudinal deep multi-omics profiling in a CLN3Δex7/8 minipig model identifies

biomarker signatures of disease.

🔬Antibiotic treatment reveals the contributions of the gut microbiome to CLN2 disease in the

central and enteric nervous system.

🔬Neuronal Ceroid Lipofuscinosis-like Disorder in a Dachshund with Sequence Variants in

Lysosome-Related Genes.

🔬Lipofuscin accumulation in aging and CLN1 is associated with deficient de-S-acylation,

lyso-mitochondrial dysfunction, and lipid dyshomeostasis.

🔬CLN5 disease-causing mutations impact lysosomal biology by affecting intracellular

degradation and protein trafficking.

🔬TOR-dependent regulation of the yeast homolog of the juvenile Batten Disease-associated

gene CLN3.

🔬Clinical features of 13 children with neuronal ceroid lipofuscinosis type 2.

🔬Protocol for screening of small molecules in a CLN3 disease patient-specific iPSC-derived

neuronal progenitor cell model.

🔬 Progressive Myoclonic Epilepsies - A Pragmatic Review.

🔬A Flupirtine Benzyl Carbamate Improves Neurocognitive Deficits and Molecular Pathology

in the Cln6nclf Mouse.

🔬TUNEL-positive structures in activated microglia and SQSTM1/p62-positive structures in

activated astrocytes in the neurodegenerative brain of a CLN10 mouse model.

🔬Palmitoyl-protein thioesterase-1 in health and disease.

https://bdsraaustralia.org/index-news.php?p=216&preview=1


🔬Lysosomal storage, mitochondrial pathology, and autophagy in knockout of tripeptidyl

peptidase 1 in human neuroblastoma cells in vitro.

🔬Modeling CLN3 Batten disease in astrocytes reveals alterations in mitochondria

homeostasis, fatty acid metabolism and oxidative stress response.

🔬PPARα and RXRα in the regulation of neuronal ceroid lipofuscinosis genes: implications

for Batten disease therapy.

 Details and links to each article above are here.

Personal Details Update: To ensure you are kept informed and up to date on all our

news and events, please be sure to let us know if your circumstances or contact details

have changed.

Please email Nikki Hopkins at info@bdsraaustralia.org

Current or Bereaved Batten families in Australia & NZ, please update your details via

our Family Register form.
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