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Hope For Hypothalamic Hamartomas 

501c3 nonprofit organization that provides information 
and support to hypothalamic hamartoma patients, 
caregivers, and healthcare providers and promotes 
research toward early detection, improved treatments, 
living with HH, and cure. 

LOGO GOES 
HERE 



JACK MELLON 

LOGO GOES 
HERE 

Originally diagnosed with colic, 
acid reflux, mild torticollis, dairy 
intolerance, and heat stroke 
before an accurate HH diagnosis 
was made. While local MDs 
recommended waiting, AEDs, 
ketogenic diet and invasive brain-
mapping, HH experts 
recommended LASER surgery.  
Following laser, Jack has been 
seizure free since March! 
 
Jack Mellon, Age 2 
  
 
 



FAITH JACKSON 

LOGO GOES 
HERE 

“The daily seizures are scary and 
heart breaking to watch. 
 
The learning difficulties are 
frustrating and difficult to live with. 
 
The endocrine issues are worrying. 
 
But the Rages . . . Well, I simply 
have no words” 
 
Sue Jackson 
RN, Mom of 3, & HH Caregiver to 
daughter, Faith 



RESEARCH 

LOGO GOES 
HERE 

3rd International Hypothalamic Hamartoma Symposium (9/16) 
- 60+ HH & epilepsy thought leaders convened 
-international comparative effectiveness study 
-HH tissue consortium (biobank) in discussion 
 
 



HH RESEARCH PROGRESS & PROMISE 

LOGO GOES 
HERE 

• New finding: “Mutations of 
the SHH Pathway Underlie 
HH” – International 
Collaboration 

 
• New clinical trial: Focused 

Ultrasound Trial Launched @ 
UVA.  
 

• New poster: fMRI analysis 
to augment pre-operative 
planning in HH patients 
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