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allow him the freedom to live in the country he 
served. 
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JUSTICE FOR ALUSIA AND LEDIA 

HON. BOB FILNER 
OF CALIFORNIA 

IN THE HOUSE OF REPRESENTATIVES 
Friday, February 18, 2011 

Mr. FILNER. Mr. Speaker, I recently intro-
duced a private bill (H.R. 731) on behalf of 
two extraordinary young women, Alusia and 
Ledia Zace. 

Alusia and Ledia were brought here from Al-
bania by their parents in 1996 when they were 
8 and 9 years old. Their fathers’ legal bid for 
political asylum was denied in 2004 due to the 
incompetence of their lawyer and was de-
ported in 2007. This injustice forced the girls 
and their mother to care for themselves. With 
no legal representation, the girls face deporta-
tion. 

The sisters have excelled academically in 
the U.S. and are attending university in San 
Diego. They can neither read nor write their 
native language and would most certainly be 
condemned to a life without opportunity should 
they be forced to return to Albania. The U.S. 
is their home and they should be given an op-
portunity to finish college and contribute to the 
only community they know. 

IMPROVE ACCESS TO MEDICARE 
AND SOCIAL SECURITY BENEFITS 

HON. BOB FILNER 
OF CALIFORNIA 

IN THE HOUSE OF REPRESENTATIVES 

Friday, February 18, 2011 

Mr. FILNER. Mr. Speaker, I recently intro-
duced the Huntington’s Disease Parity Act of 
2011 (H.R. 718), which would direct the Social 
Security Administration (SSA) to revise out-
dated, medically inaccurate criteria for deter-
mining Social Security Disability and waive the 
Medicare two-year waiting period for people 
disabled by Huntington’s Disease (HD). 

HD is a devastating, hereditary degenerative 
brain disorder that causes total physical and 
mental deterioration. Eventually, every person 
affected by HD becomes completely depend-
ent on others for care. Today, 30,000 Ameri-
cans are known to have HD and an additional 
200,000 have a fifty percent chance of inher-
iting the disease from an affected parent. The 
debilitating symptoms make it challenging, if 
not impossible, for the person with HD to re-
main employed, resulting in a loss of income 
and employer-sponsored health insurance 
benefits. 

REVISE OUTDATED CRITERIA TO IMPROVE ACCESS TO 
DISABILITY BENEFITS 

Due to the SSA’s dependence on outdated 
medical guidelines, individuals experience long 
delays and multiple denials of critical Social 
Security benefits, forcing patients to wait years 
for benefits while HD’s destructive cognitive, 
behavioral and physical symptoms rob the 
person of their ability to work and live inde-
pendently. The HD Parity Act directs the Com-
missioner of SSA, in collaboration with the Na-
tional Institutes of Health and HD experts, to 
update the agency’s guidelines. 

ELIMINATE MEDICARE WAITING PERIOD RATHER THAN 
ACCEPTING IMPASSE 

Access to critical health care is often denied 
in the early stages of disease due to an indi-
vidual’s inability to work, thereby causing the 
loss of their employer-based insurance. During 
the required Medicare two year waiting period, 
individuals with HD see their physical and 
mental health deteriorate rapidly necessitating 
more costly care later. 

Passing the Huntington’s Disease Parity Act 
of 2011 will direct the SSA to revise the medi-
cally inaccurate criteria used to determine So-
cial Security Disability and eliminate the Medi-
care two-year waiting period. These two crit-
ical reforms will directly impact the welfare and 
lives of individuals and their families impacted 
by this rare and devastating disease. 
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