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winter hats inside) 

 

 



 

school is in session 

and Javier is getting back to the routine 

of early mornings and homework.  It 

has been a great summer but believe it 

or not, we are all relieved to get back to 

the daily grind.  

 

This summer, Javier counted down the 

days to his birthday – and 

unfortunately, so did we.  He referred to 

his entry to double digits as his 

“milestone” and was so excited to turn 

10.  For us, every birthday is a reminder 

that another year of Javier’s life is gone 

and that there may be fewer birthdays 

ahead than those we’ve already 

celebrated.  Time is not on our side, and 

we are pushing harder than ever to 

make Duchenne Muscular Dystrophy a 

thing of the past. 

 

We are not alone.  We know this 

because so many of you respond to our 

appeals with your kind words, 

encouragement and generous 

contributions.  We hope this newsletter 

will inspire you to continue to support 

our fight against Duchenne.  It truly is 

amazing what your help has enabled us 

to accomplish so far!   

 

Javier is not giving in, and neither are 

we. 

 

As always, thank you for taking the 

time to read our updates and caring 

about our quest to save lives and make 

DMD history. Please share this 

newsletter with friends, family and 

colleagues, so we can continue to 

expand the Hope for Javier family. 

 

With sincere gratitude, 

Jen 

 

  

Renowned University of Missouri 

researcher Dongsheng Duan spent years 

raising a population of affected dogs 

bred for DMD gene therapy studies.  

Euthanization loomed due to grant 

application review delays with the 

DOD and NIH.  Our $20k investment to 

maintain the dogs paid off – the DOD 

has approved Dr. Duan’s funding and 

NIH funding is also on its way.  The 

bridge funding we provided has shaved 

years off a project that has the potential 

to add years to boys’ lives. 

  

Earlier this year, Ashley and Harry, two 

of our strongest youth advocates 

lobbied their congressmen and senators 

in Washington DC.  Along with other 

advocates from around the country, we 

have flooded the halls of Capitol Hill 

and driven significant momentum 

around our cause.  We continue to work 

to ensure Muscular Dystrophy stays at 

the top of government’s agenda - just as 

it is on ours. 

 

Also this year, we helped underwrite 

the development of draft guidance on 

Duchenne. With such a robust drug 

development pipeline, it is so important 

to educate the FDA about the need to 

include the voice of the patient within 

the review process. We collaborated 

with other stakeholders to take an 

innovative and essential approach to 

solving the unique hurdles faced by 

drug companies who are working on 

rare disease drugs to get them to market 

as quickly as possible.  Jen served on 

the advisory committee as a parent, and 

Hope for Javier helped fund the 

process. 

 

  

Thanks to key breakthroughs (the 

discovery of the dystrophin gene, the 

creation of the MDCARE Act), as well 

as advances in cardiac & respiratory 

care, life expectancy for boys with 

DMD is increasing.  Unfortunately, not 

all breakthroughs impact equally; if you 

do not live in a community being 

served or cannot afford to get to one, 

your treatment options aren’t of this 

century.  In a bold new initiative, Hope 

for Javier is working with the MDA and 

Columbia University Medical Center to 

bring the clinic experience that Javier 

benefits from to over a thousand boys 

without. 



 

This August Javier turned 10, a 

very big deal given his 

circumstance (he’s technically 

entitled to a full-blown mid life 

crisis).  Not too long ago he had 

become obsessed with flash 

mobs, so we thought what better 

way to acknowledge his big day 

and blow his mind than to create 

one just for him.  About 100 

“mobbers” came out – some 

from as far away as Florida, to 

join us in celebrating Javier’s 

milestone.  Many thanks go out 

to Flash Mob America, the 

largest flash mob production 

company in the US, as well as 

Regency Centers, the property 

management firm for the Whole 

Foods shopping center in Lake 

Grove for their overwhelming 

generosity, without which we 

could never have made this 

happen. 

 

A little over a year ago, when 

Javier went off his feet and into a 

wheelchair full time, our quaint 

little house turned into one big 

obstacle.  Following a lengthy 

renovation and expansion of our 

first floor, we are finally settled 

back in.  A once sunken den is now level with the rest 

of the first floor, an efficiency kitchen that Javier’s 

wheelchair couldn’t navigate has been opened up for 

Javier to zip around with ease, a shower stall that 

Javier could no longer stand in was replaced with a 

big soaking tub and roll in shower.  We are so happy 

to be back home, but no matter how good it feels to 

be here, there’s always the awareness that all the 

work we did is the consequence of an aggressive, 

progressive and horrid disease. 

 at our 

Hops for Hope event, longtime 

supporter and teacher Traci Drexler 

organized a fundraiser around our 

#marryjavier campaign.  These young 

heroes said ‘YES’ and got committed to 

the cause, raising $595 and driving 

awareness among the entire student 

body.  Weber Middle School students 

rock! 

 

 isn’t just a world famous 

music store – they are also a well tuned, 

dynamic duo that brings so much joy to 

our lives.  Sam Pichler and Ashley Earl 

come over every week just to hang with 

Javier and indulge him with wacky Wii 

parties.  But their compassion doesn’t 

end there; in addition to being members 

of Hope for Javier’s Youth Advisory 

Board, Sam worked her heart out at 

Hops for Hope, and Ashley travelled to 

Capitol Hill to speak on Javier’s behalf.  

We are savoring this year with them, 

after which they leave for college – but 

they will never leave our hearts. 

 



 

This past March, The Old Field Club 

was packed with supporters old and 

new, all who braved a stormy night to 

come out in support of ‘

’.  Hosted by local culinary 

genius Dennis Mannarino, guests 

enjoyed a selection of craft beers and 

perfectly paired bites with reggae band 

Quadralove providing a jammin’ 

soundtrack that kept the dance floor full 

all night.   

 

, longtime supporters Chris & 

Rebecca Lawton Flatters hosted an 

intimate group of charitably minded 

guests and their families at their Oyster 

Bay Cove home with fun in the sun 

(and on their private pond!), and an 

introduction to Hope for Javier’s 

mission. The presentation included a 

talk by Greg Cox, an Associate 

Professor from the Jackson Laboratory, 

as well as a short talk by our newly 

appointed Scientific Advisor, Dr. David 

Thanassi.  Thanks a million, Chris & 

Rebecca, for expanding our circle of 

supporters! 

joined the Hope for 

Javier board in April 2013 after learning 

of our mission at an event he attended.  

David is a Professor at Stony Brook 

University, working in the Department of 

Molecular Genetics.  With a background 

in microbiology and years of experience 

reviewing grant proposals for the NIH, he 

applies the highest level of scientific 

oversight when vetting the research 

initiatives we fund. 

David Thanassi, Natasha Pirogovsky, Jen Portnoy 

So many of you support our cause year round by using our Hope for Javier / 

Amazon link for which we cannot thank you enough!  Amazon has made a 

change that is impacting this revenue stream dramatically – so much so that 

we want you to know about it. 

 

When you use the Hope for Javier / Amazon link, Amazon donates 

between 4 – 6.5% of your purchase to further our mission.   

 

When you use Amazon Smile, where you select our charity from a list of all 

participating charities, they donate one-half-of-one-percent. 

 

Please set a bookmark of the direct HFJ / Amazon link: 

 

FOR HOPE 



 

 

 

   

Javier checking out Chicago from above 
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