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                       Register/Donate Here 

https://give.hdsa.org/event/2026-team-hope-walk-run-san-francisco/e723928


   
 

   
 

 

 

 

 

Register/Donate Here 

 

 

 

 

 

 

Register/Donate Here 

 

  

  Volunteers are the heart of Huntington’s Disease Society of America, fulfilling our 
mission– To improve the lives of everyone affected by Huntington’s disease and their 

families. If you are looking to put your passion for helping others to meaningful use, expand 
your network, learn new skills, and make a difference; we are looking for you!  

Please complete the Volunteer Application 

  

  

  

https://give.hdsa.org/event/2026-half-marathon-san-francisco-ca/e785811
https://give.hdsa.org/event/2026-celebration-of-hope-danville-ca/e780251
https://hdsa.org/volunteer-opportunities/


   
 

   
 

 

View More 

 

 

 

 

https://www.youtube.com/watch?v=XqBhOD9po10


   
 

   
 

 

 

 

 

 

 

 

 

 

 

 

 

 

HDSA YouTube Channel 
UniQure Press Release, 6.17.26 

 

 

 

 

 

 

 

 

 

 

 

https://www.youtube.com/@HDSA/featured
https://sanfrancisco.hdsa.org/userfiles/2026-june-17-uniqure-regulatory-update_community-statement_final.pdf


   
 

   
 

 

 

 

 

 

 

 

 

 

 

Read more 

 

 

 

Click here 

 

https://sanfrancisco.hdsa.org/userfiles/screenshot-2026-07-13-164131.png
https://hdsa.org/hd-research/researcher-spotlight/


   
 

   
 

Latus Bio Updates 
Scientists believe that the damage in HD compounds over time because the disease-causing gene keeps 

expanding inside neurons throughout a patient's life, in a process called "somatic instability". While the 

other gene therapies in trials (UniQure's AMT-130 and Roche's SPK-10001) aim to silence the harmful 

huntingtin protein, Latus is targeting MSH3, the molecular engine driving somatic instability, and its 

modeling suggests that doing so early could significantly delay symptom onset. Their engineered virus 

delivers a low dose precisely to the right neurons, injected into a brain region that remains healthy longer 

in the disease, allowing them to treat a broader population and avoid potential trial design complications 

that other approaches have faced. The company expects to seek FDA approval to begin human trials this 

summer. Read more at link above. 

 
Skyhawk Therapeutics Updates 

Skyhawk Therapeutics has released new 12-month data from the ongoing Phase 1/2 trial of SKY-0515, its 

HTT-lowering oral therapy for Huntington's disease (HD). The update builds on topline results 

announced on June 1, showing sustained reductions in huntingtin (up to 69%) and PMS1 (up to 26%) in 

blood, along with encouraging trends on the composite Unified Huntington's Disease Rating Scale 

(cUHDRS). While these findings are promising, it remains unclear whether the observed reduction in 

PMS1 is enough to translate into meaningful clinical benefit. Read more at link above. 

 
Roche Drug Trail Update 

Roche announced it is stopping development of two of its huntingtin-lowering ASO drugs, tominersen 

and RG6496. This marks a disappointing end to an important chapter in HD clinical research. Read more 

at link above. 

 

Support Groups 
SIGN UP FOR THE RIGHT SUPPORT GROUP FOR YOUR NEEDS. 

 
EL CERRITO SUPPORT GROUP 

Schedule: 4th Tuesday each month, 7:00 pm - 8:30 pm Location: Sycamore Congregational Church - 

1111 Navellier Street, El Cerrito, CA 94530 Leader: Natasha Boissier Phone: 415-476-2904. Email: 

natashaboissier@berkeley.edu 
 

PALO ALTO HD SUPPORT GROUP 

Schedule: Second Tuesday of each month, 7:00 p.m. - 8:30 p.m. Location: First Baptist Church - 305 N. 

California Street, Palo Alto, CA 94301 Leader: Satve Ilango Phone: 650-587-0988. Email: 

silango@hdsa.org 
 

HDSA SUPPORT GROUP FOR YOUNG ADULT CAREGIVERS 

Monthly Group Meetings - 1st Monday of each month 10am PST/11am MST/12pm CST/1pm EST. 

Leader: Brianne Heimbuch, LCSW, Phone: 518-557-8103. Email: bheimbuch@hdsa.org 
 

These support groups are free, but we urge you to register in advance, as space is limited. All our 

chapter support groups are hosted on Hey Peers. Once you sign up, you can go in and register for any 

groups you are interested in. Join Hey Peers by clicking the link below and sign up for each group to get 

email reminders right to your inbox.  

HEY PEERS! Link 

https://hdsa.org/news/biotech-raises-42-million-to-run-huntingtons-disease-trial/?fbclid=IwY2xjawSML_lleHRuA2FlbQIxMABicmlkETFqM3FPUU9oVFNBZE5pOEtXc3J0YwZhcHBfaWQQMjIyMDM5MTc4ODIwMDg5MgABHp9BjloJaH-ZscN3XE755rCuqo7ohG1882kyzWyQe0kuQaiX_hI22aJEgE3N_aem_q4NsRN4Abg2LcPC76rphUg
https://en.hdbuzz.net/skyhawk-shares-a-closer-look-at-sky-0515-data-plus-a-peek-at-expanding-us-trial-access/
https://en.hdbuzz.net/roche-ends-two-huntingtons-disease-drug-programmes-after-disappointing-results/
mailto:natashaboissier@berkeley.edu
mailto:silango@hdsa.org
mailto:bheimbuch@hdsa.org
https://heypeers.com/members/sign_up?org=Huntington%27s%2520Disease%2520Society%2520of%2520America%2520%28HDSA%29


   
 

   
 

 

Social Worker Corner 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

https://sanfrancisco.hdsa.org/userfiles/screenshot-2026-07-16-165219.png


   
 

   
 

Other Ways to Help the HD Community 

HDSA VEHICLE DONATION PROGRAM Avoid the hassles of selling or repairing your vehicle 
altogether when you donate it! All vehicle types are accepted. Call 888-HDSA-151 (888-

437-2151). HDSA will tow your vehicle at no cost to you. You will receive a donation receipt 
and help us in our mission.  

 

 

 

 

 

 

 

 

 

HDSA'S Programs & Services 

 

Get the help you need from the comfort and safety of your home.  

Be sure to take advantage of HDSA's world-class HD programs & services - FOR FREE! 
Learn more at HDSA.org/support.  

New HDSA Programs & Services Document  

DOWNLOAD HERE  

https://hdsa.org/wp-content/uploads/2022/09/PS-22-p-FINAL-PRINT-1.pdf


   
 

   
 

Review the links below to find support today:  

 

Local (San Fran) HDSA Social Worker:  

Satve Ilango, HDSA Social Worker  

silango@hdsa.org l (650)-587-0988  

Online Support Groups: HDSA.ORG/OSG  

PatientsLikeMe: HDSA.ORG/PLM  

HD Trialfinder: HDTRIALFINDER.ORG  

HDSA's National Youth Alliance: HDSA.ORG/NYA  

Youth Mentorship Program: HDSA.ORG/YMP 

Disability Resources: HDSA.ORG/DISABILITY  

Locate Resources in Your Area: HDSA.ORG/LOCATERESOURCES 

 

mailto:silango@hdsa.org

	Support Groups

