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AHCF in ACTION 
Family Meeting Clinic Appointments 

Come to the Family Meeting this year to schedule an 
appointment with a team of doctors with expertise 
in AHC and other ATP1A3 related neurologic  
syndromes. They will be available to meet with families 
for informal consultations on Wednesday July 13th and 
Thursday July 14th. 

 
Our goal this year is to make these visits more 
tailored to the individual needs of each family. 

 

Some visits may focus on genetics counseling and others may focus on concerns with new 
symptoms your family member may be experiencing, or simply to seek an opinion about whether the 
current care you are receiving seems appropriate. 

 
Although these visits are not formal medical evaluations, you’ll be provided with informal 
recommendations to discuss with your neurologist or primary care physician once you return home. 

 
No information collected during the meeting will be included in the AHCF Clinical Registry or Redcap 
(Research Electronic Data Capture) Database unless you previously provided permission for us to record 
such data. If you are interested in participating in more formal data collecting, we will contact you in the 
future regarding research opportunities. 

 
To request an AHCF Family Meeting Clinic appointment, 

email Dr. Mario Merida with your contact information: MRMERIDA@mgh.harvard.edu 
 
 
 

DOUBLE the FUNdraising 
AHC Research Hits a Home Run 

 
Paul Hodes is planning to hit a grand slam for 
AHC research this summer. 

Paul once again set up three great days for the 
entire family to enjoy a fun outing with the Hudson 
Valley Renegades baseball team. 

 
What could be better than watching a great 
game while raising money for AHC research? 

Paul is taking orders or you can use link below to 
purchase tickets. Advanced ticket purchase is 
required and if you have any questions please contact 
Paul.  Hope to see you there. 

http://hv1.glitnirticketing.com/hvticket/web/gpcaptc 
ha.php?&refresh 
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AHCF in ACTION 
Family Meeting Neuro/Psych Clinic Appointments are Available 

 
 

Neuro/Psych appointments are available at 
the AHCF Family Meeting this July. 

 
The evaluation will involve completing a 
standardized test measure of intelligence, 
academics, attention/concentration, verbal fluency, 
verbal and visual memory, novel problem-solving, and 
language. It takes about one hour to do so. 

 
The parent[s] will also be asked to complete rating forms on their child's adaptive [activities of daily 
living] functioning, behavior, and emotional functioning. All parents are encouraged to provide a flash 
drive so that results can be given to them prior to the end of the family meeting, but for those that cannot, 
the results will be sent via email within a week. 

 
The research involves a continuing study examining the neurocognitive, behavioral, adaptive, 
and emotional functioning of individuals, mostly children and adolescents, with AHC. Partly, the 
research is looking to determine if there is a specific part of the brain that can be identified as being 
uniquely affected by AHC. 

 
Research information may also be used to track individuals as they get older to see what pattern in 
progression, if there is any, of skill loss. 

 
To schedule your AHCF Neuro-Psych appointment, 

email Sharon Ciccodicola sharon@ahckids.org 
 
 
 

DOUBLE the FUNdraising 
4th Annual Michigan Golf Scramble 

 
 

Rik and Stacy Greenwood are happy to announce that the 
4th Annual "One in a Million" Golf Scramble in 
honor of Rory Greenwood is officially a go! 

It's an open golf scramble for all ages and player 
levels! It takes places on August 7th at Binder Park Golf 
Course in Battle Creek, Michigan. Shotgun play starts at 
8:30 am. 

 
Come out and join us for a day of fun to support 
the AHC Foundation! 

Please like and or share the heck out of the flyer as well  
as visit his honorarium at www.ahckids.org/rory/ 

 

   For your hard work and dedication, we thank our volunteers! 
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 The AHC Foundation 

The First Website for AHC Information 
The One Place for All Things AHC 

All One Word 
 

www.ahckids.org 
One Mission: End AHC 

www.ahckids.org www.ahckids.org www.ahckids.org 
 

 

INFO EXCHANGE 

529A Accounts Let Disabled Save Without Risk to Government Aid 
On May 6th, Ann Carrns wrote an article in the New York 
Times providing an update on a long-awaited benefit for 
people with AHC. People with disabilities will be able to open 
new, tax-free savings accounts under at least two 
programs offered nationally this summer. 

 

The state-sponsored accounts are known as 529 ABLE, or 529A, accounts. Authorized in 2014 by the 
Achieving a Better Life Experience Act (ABLE Act), the accounts are modeled loosely on 529 college savings 
accounts. 

 
The main benefit of the new accounts is that they allow disabled people to accumulate significant savings 
without jeopardizing their eligibility for need-based government help like Supplemental Security  
Income or Medicaid. Disabled people, their families and friends can contribute as much as $14,000 a year 
without putting federal benefits at risk. 

 
For more information, go to: http://www.nytimes.com/2016/05/07/your‐money/529a‐accounts‐let‐disabled‐ 

save‐without‐risk‐to‐government‐aid.html 
 

HAPPY MEMORIAL DAY 
Memorial Day… 

…Is the day that’s set aside to 
remember with gratitude and pride 
all those who served and died for our 
country and our freedom. May your 
day be filled with memories and 
peace. 

God Bless America  

 
 

 
 
 
 
 
 

AHC Foundation 

 www.ahckids.org


