
	
	Skip to main content	
	
 
	
		
		

	
		
			 
				 
					 
						  
															
							
						
												

					

				

			 

			 Close Search
								 

		 

	





	
		
			
								
					[image: CJD Support Group Network Australia]				
							


			
									


				
						0 

															
						 
							Menu    
						

					

				
									
														What is CJD?
	Forms of CJD
	Symptoms of CJD
	Diagnosing CJD
	FAQs
	Fact vs. Fiction



	We support …
	CJD family and friends
		How we can help
	Request an information package or join our mailing list
	Family stories
	Genetic testing
	Dealing with a diagnosis of CJD
	What we can expect
	Palliative care
	Death with dignity
	Grief
	Infection control and funerals
	Autopsies
	Contact Us



	People at “increased risk”
		Human Pituitary Hormone Recipients
			Timeline of the Australian hPH program
	Pituitary hormones initiatives



	FAQs
	Contact Us



	Health care professionals
		Education program
	Handbook
	Contact Us






	Resources
	Brochures and fact sheets
	Information Packages
		For CJD family members
	For Health care professionals



	Annual National CJD Conferences
		2023 14th Annual National CJD Conference



	PRNP Genetic testing
	Infection Control Guidelines
	Diagnostic tools
	Publications
		Articles of interest



	Healthshare
	Research
	Related links
	Surveillance in Australia



	Infection Control
	CJD families and those at risk
	Completing a screening questionnaire
	For health care professionals
	For hospital admission staff
	Organ and tissue donation
	Funerals



	Fundraising
	CJDSGN Research Funding
	Donate online
	Shop



	News
	About us
	Meet the team
	Purpose and objective
	Who we represent
	Services we provide
	CJD International Support Alliance (CJDISA)
	Dedication



	Contact


														
			
				
					
						 0 
 

					

				


									
						 was successfully added to your cart.					

				
				


			


			


						
					

					
				


				
			

					

			
	

		


	
		
	
		
		
			
			
				
													
						404

						Page Not Found

						
													Back Home 
												

								
			

			
		

		
	

	



	
		
	
		
		
			
						
			
				
								
				
					Donate
			Make a donation to support CJD Research in Australia or to assist the work of the CJD Support Group Network supporting all Australians affected by CJD and other prion diseases.


Donate


		
					

					
											
						
							Shop
			Buy a CJD Support Group item to help raise awareness and funds. Items start at $2 plus postage. 
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					Clinical Trial Update for Prion Diseases, April 2024
									
	
					Link to article – Maximising Impact: Professor Andy Hill’s Journey
									
	
					Link to FB: Medical Research Future Fund (MRFF) Early to Mid-Career Researchers scheme
									



		
									
								

														
															
									Connect with us
			   Join our private Facebook Group to communicate with other families
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		The Ionis Community Statement explaining the pause for Phase 1 Recruitment in current clinical trials will be available on our website .  They explain well the reasons for the pause.  There are also FAQ's on page 2.  Sites will continue to open including Australia but recruitment of new patients will only begin again when we are advised that the pause is completed.  Patients who have already been recruited in sites already open globally will continue on the trial.  Please read the statement for more details   www.cjdsupport.org.au/trial-update-for-prion-diseases/			
	... See MoreSee Less
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		A call from Ionis this morning our time advised that there is now a pause in the recruitment for the clinical trial.  Unfortunately The Australian site has not opened up yet so had not began recruiting.  Opening up of sites will continue and once the pause is over I understand our site should be able to begin recruiting. The recruiting process has been faster than expected which has led to the need for a pause.  We are waiting to receive a community statement so we can share more details with you.  [image: ]www.cjdsupport.org.au/trial-update-for-prion-diseases/[image: ]April 6th, 2024[image: ]We have been advised that Ionis has paused recruiting for their ION717 Human Clinical Trial for Prion Disease (CJD, GSS, FFI).[image: ]We want to be clear that the study continues – only recruiting of new patients is paused at this time. We have not been advised at this stage when recruiting will commence again.[image: ]Please understand that this is not uncommon in research. We will provide the Ionis Community Statement explaining the pause once it becomes available			
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					www.cjdsupport.org.au

		
					March 2024 March 19th, 2024 – Ionis has just announced the opening of two enrolment locations in Japan – one in Tokyo and the other in Yamaguchi for the PrProfile Study. You can learn more about t...
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		So nice to see a member of our prion research community acknowledged.  Many of you who have donated funds in memory of your loved ones to the CJDSGN to support our prion researchers in Australia would have helped provide funds for some of Andy's work.https://cosmosmagazine.com/cosmos-studio/andy-hill-applied-research-impact-medicinal-science-journey/			
	... See MoreSee Less
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		Truer words have never been said:  Without Sonia and Eric we would not have drug development happening!!![image: ]“The Ionis thing is really a tribute to the work of Eric Minikel and Sonia Vallabh,” Harris says. “It’s a tribute to their persistence and determination.”[image: ]			
	... See MoreSee Less






	
					
				Can new drugs stop a deadly set of brain-eating diseases?
			

		
					www.science.org

		
					One treatment that would knock out prion proteins before they go bad is facing its first big test
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