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Huntington’s disease: a family legacy



North Carolina Huntington’s Disease Families:
an under-served population
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A Sad Reality: Alec’s story

As newlyweds, Alex and Lisa saw older couples helping one 
another with walking and other simple tasks and thought 
“that’ll be us someday” They never expected that “someday” 
would come so soon.

Alec and Lisa’s youngest daughter. Lisa is committed to 
preserving her children’s childhoods.
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Now is the Time for Optimism

Healthy Brain. Green=neurons in the cortex which feeds infor-
mation into the striatum; Blue=neurons in the striatum where 
Huntington’s Disease hits.

A healthy neuron in the striatum

Discovering how to halt, slow down, or reverse the 
damage caused by the abnormal HD gene will be 
applicable to many progressive neurodegenerative 
diseases, like Alzheimer’s Disease, Parkinson’s Disease 
and other trinucleotide disorders. 

The main concern raised by researchers is that 
there will not be enough study participants to 
test all promising drug candidates!
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A mid-stage neuron degenerating from the mutant             
Huntington gene

A terminal stage neuron degenerating from a juvenile-onset 
form of mutant Huntington’s

With all these reasons for hope, North Carolina families 
are ready to join others around the world in creating a 
better environment in our state for research participation, 
drug discovery and treatment advancements. Now is the 
time to help them make this signi!cant step!
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Our Vision of Hope

Would you want to know you would someday develop Huntington’s Disease?
Most at-risk individuals do not seek out medical care or 
genetic testing until they believe they have symptoms 
of HD. They are a highly under-served population, 
represent very small numbers in observational 
clinical studies of HD families, and will be the most 

important population to study in future drug trials 
aimed at preventing onset of symptoms. Attracting the 
at-risk population into care will require compassion, 
commitment, and creativity!
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Wendy’ Story: Homework for Hope
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Our Mission Statement:
Providing access to care, education and social assistance for patients and families             
a!ected by Huntington’s Disease in North Carolina.

There is both the need and the opportunity to improve 
access to the expert care that is so urgently needed 
by HD patients and their families in the state of North 
Carolina, by creating the NC Center for the Care of 
Huntington’s Disease. Because all core areas of medical 
care already exist at various clinical sites in the state, 
the NC-CCHD will be able to leverage these invaluable 
resources with only a modest level of additional 
support in order to bring expert care to all—care that 
is currently beyond the reach of most who su"er from 
HD in our state.
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