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(see inside)

Hearts Full of

H       PE mission:  to turn hope into reality and change the outcome for all boys 
diagnosed with Duchenne by:

implementation of the latest standards of care.



Advancing on that goal, HT-100 received 
formal Orphan status in the EU, followed 
by the same designation by United States 
Food and Drug Administration (FDA) for  
treatment of Duchenne muscular 
dystrophy (DMD).

EDUCATING CARE GIVERS 
Hope for Javier sent physical therapists who 
work with several DMD boys to a medical 
conference focused on all aspects of 
Duchenne – research, advocacy, treatment 
protocols and helping these boys deal with 
the complex emotions that come with a 
DMD diagnosis. This funding improves 
standards of care, ensures consistent 
implementation of those standards, keeping 
our promise to provide the best possible 
quality of life for boys with DMD.

ADVOCACY*
! is February we will again be representing 
Javier and the Duchenne community on 
Capitol Hill. ! is year is extremely important  

as we will be requesting reauthorization of 
the MD-Care Act. ! e MD-Care Act is the 
" rst legislation in the history of the US 
Congress that focused on muscular dystrophy. 
One of the many important provisions of 
this legislation is NIH funding supporting 
Centers of Excellence, one of which Javier 
attends regularly in Ohio. Since passage of 
the MD-Care Act in 2001, $463 million has 
been leveraged for muscular dystrophy 
research and education programs, and of 
that, $192 million being Duchenne speci" c. 

*  Support for Duchenne advocacy e! orts is key 
and just as important - if not more - than 
simply investing in research! Advocacy 
support helps leverage much larger pools of 
funding and helps galvanize government 
healthcare agencies around making Duchenne 
history. " is type of support is one of the areas 
in which Hope for Javier stands out and truly 
leads the way in helping to turn hope into 
reality for all boys a! ected by DMD.

RESEARCH UPDATE 
Sarepta ! erapeutics showed that boys with 
Duchenne who took their exon-skipping 
drug for 48 weeks IMPROVED on the 
6-minute walk test. ! e boys also produced 
dystrophin, the protein that boys with 
Duchenne are missing. ! is is amazing news 
and while Javier’s mutation cannot be " xed 
by this type of treatment, we are so happy 
for all the families that will bene" t from this 
awesome breakthrough.

Halo ! erapeutics – small molecule drug 
candidate that Hope for Javier has 
invested in: 

O  In animal models, HT-100 prevents and 
even reduces " brosis, a major component 
in the pathology of Duchenne. 

O  HT-100 has the potential to help all boys 
with Duchenne, not a particular subset. 
! e Halo team remains focused on moving 
development of HT-100 into the clinic. 
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SINCE THE INCEPTION OF 
HOPE FOR JAVIER in 2008, we have 
asked you to donate to further our mission.  
While a signi" cant change in the research 
landscape seemed improbable when we 
started out, such changes are now playing 
out in laboratories, clinical trial sites and 
being written about in publications like " e 
New York Times and " e Wall Street Journal.  
Your support has helped land us here, 
and with your continued support we will 
beat Duchenne before it beats Javier and 
thousands of boys like him. 

! is past year Sarepta ! erapeutics showed 
that their lead drug Eteplirsen could produce 
signi" cant levels of dystrophin in boys with 

Duchenne AND cause functional improvement. 
A new therapy being developed by Summit 
PLC produced promising results in a phase 
1 clinical trial and is now ready to proceed 
to phase 2.  Halo ! erapeutics developed a 
new, more tolerable formula for a powerful 
anti" brotic medication and with Hope for 
Javier’s support are readying to dose the " rst 
Duchenne patients in the " rst quarter of 2013. 

These are significant advancements, all 
leading toward the day when people with 
Duchenne can live long, healthy lives. Each 
of these accomplishments brings Javier 
closer to a future that so many other boys 
enjoy, including college, a career and creating
a family of his own. Five years ago, we never

imagined a full future as being attainable. 
Together, we have become pioneers of change 
for Javier and all boys with Duchenne.

We hope this newsletter gives you more hope 
and determination than ever before. It will 
take a village to save Javier and YOU are a 
member of our tribe! We cannot thank you 
enough for being an essential part of our mission.
  With sincere gratitude, 
  Jen Portnoy and Rich Romero 

Dear friends & supporters

  NOTE TO SELF:  
Sheer determination

makes the impossible, 
possible.  — Jen, Javier’s Mama

Progress
        to Date...



OUR YOUNG JEDI Javier turned 
8 on 8/8 this summer and celebrated the 
day with a homemade drive-in movie – 
Star Wars Under the Stars. Family and 
friends gathered to celebrate the occasion 
under the stars in the magical garden of 
his uncles’ home in the Catskills. ! e force 
was de" nitely with him on his special day!

IN MAY after two weeks of daily, intensive 
training we welcomed a new member to our 
family – Javier’s canine companion Nevin.  
! e gift of Nevin would not be possible if 
not for the generosity and dedication of 
Sarah, Maddie and Tom O’Rourke who

raised him for the " rst year of his life, as well 
as the stellar sta#  at Canine Companions for 
Independence (CCI) where he spent a year 
undergoing daily training that readied him 
for his current role. Nevin is a best friend 
to Javier but more than that, too; he helps 
him pick up dropped items, opens doors 
and drawers for him, and accompanies him to 
doctors and hospitals for visits, alleviating a lot 
of anxiety – for all of us. ! is has been such an 
amazing gift and we are so grateful!

JAVIER IS BACK on the court for 
his second year as a Cougar Cubbie, his 
school’s wheelchair basketball team. ! e 
experience gained last year has made him 
a seasoned player and we are all enjoying 
watching him as he hones his hoop (and 
interview) skills.

AFTER A YEAR of throwing every 
thing against the wall to see what might 
stick – the wall being Javier, who was a 
good sport trying new and di# erent 
combinations of meds – some bene" ts 
were noted but the risks began to out-
weigh them. We have opted to scale back 
Javier’s meds regimen and give the kid a 
break and while that may sound as if we 
have given up a " ght, nothing could be 
furtherfrom reality; we stopped focusing 
on meds that for Javier ’s delicate 
system had as many risks as bene" ts – 
and none are a real treatment or cure.

What Javier is up to

WARD MELVILLE HIGH SCHOOL’S STUDENT GOVERNMENT 
came up with a unique fundraiser: Win-A-Date! Students volunteered to be bachelors and 
bachelorettes, with attendees purchasing ra$  e tickets to bid on the date (or dates!) of their 
choice. Winners got to enjoy some snacks and conversation in a designated “VIP” section 
at the event. Javier’s heartthrobs raised $1000! Ward Melville’s student government is back at it 
this year, pulling out all the stops in the " ght to end Duchenne. 
We are so honored to once again be selected as a recipient 
of their fundraising e# orts and look forward to seeing what 
creative ideas they come up with this year!

EMILY HOLTZMAN sent 
out  invitations to her Sweet 16 with 
a request – that in lieu of gifts, 
attendees contribute to one of 
her selected favorite charities, 
one of which is Hope for Javier.  
We are honored to have been 
selected by Emily in celebrating 
her special day and wish her 
many sweet years to come!

Ambassadors of  HOPE



Hope for Javier merchandise can help save lives. Every purchase will help support our  
mission in the "ght to end Duchenne. If you haven’t done so already, please like us on 
Facebook. And, please participate in Amazon for HOPE – just click the Amazon link on  
our site before shopping – Amazon will donate a portion of proceeds to further our mission. 
 
"ese and many more items are available on our newly redesigned website – check it out!

Our new, cozier hats in your choice of navy or 
grey, ready to keep your keppeleh warm all winter!

Check out our new bracelets designed with 
the help of Javier’s cousin Harry. "ere is a color 
combo for everyone – but our style consultant 
Harry recommends stacking an assortment.

MEET NEW BOARD MEMBER: 
NATASHA PIROGOVSKY joined the 
Hope for Javier board in September 2012 as 
lead on marketing initiatives. In conjunction with 
the HFJ Executive Team, she has helped  
develop, oversee, and implement strategic 
marketing and fundraising initiatives focused 
on digital outreach, innovative engagement 
platforms, and grassroots awareness that 
have helped bolster support for HFJ’s  
mission and advocacy e#orts. Natasha brings 
a wealth of marketing and strategy experience 
in environments ranging from Fortune 500 
companies to non-pro"t organizations to 
entrepreneurial ventures, including positions 
held at UNICEF and L’Oreal USA. Her ongoing 
passion for tackling health and community 
issues is what led her to Hope for Javier and 
she is resolute to END Duchenne Muscular 
Dystrophy for Javier and for all boys.

LONGTIME SUPPORTERS HENRY AND MARSHA LAUFER’S  
continued and generous support have inspired us to create a new level of recognition 
“Champions for Change”.  Honoring Henry and Marsha Laufer with the inaugural  
Champions for Change Award means so much  
to us, as their support of this and so many  
other worthy causes have made them  
champions in our eyes for many years.   
"ank you Henry and Marsha!

NEW HEROES  Henry and Marsha  
Laufer are joined by our other generous  
supporters whose unyielding commitment  
and boundless generosity makes them  
none other than Hope for Javier ’s  
Champions for Change and Super Heroes.

Champions 
                      for change

CHAMPIONS FOR CHANGE 
($10,000+)
Tomislav & Vesna Kundic
Henry & Marsha Laufer
Chris & Rebecca Lawton Flatters
Ruth Shalom

SUPER HEROES ($5,000+) 
Harvey & Barbara Weiner 
Marty & Andi Weiner

Did you know that the week surrounding  
Valentine’s Day is annual Duchenne 
awareness week? Join others with  
‘Hearts Full of HOPE’ at our Valentine 
themed event this February. Come  
and enjoy the culinary genius of Eric  
Lomando from Kitchen A Bistro, 
Kitchen A Trattoria and Orto fame, 
have a drink, bid on luxury auction 
items and do some Valentine’s day 
shopping from a brand new selection 
of Hope for Javier merchandise. Fill 
out and mail in the RSVP form on  
the next page, or go to: 

    DATE:  Friday, February 8, 2013
    TIME:  7PM          TICKETS:  $75

Hearts Full of

H       PE

Rico Rodriguez, the lovable Manny on Modern 
Family keeping warm with his new hat.

Spa Goods – Reward yourself for giving 
with our luxurious new soap sets and palm 
oil candle hand made in Vermont.

New!     Merchandise   
        and Ways to Help



W  PRINT PAGE 5, CUT OUT & MAIL BACK TODAY! W

PAYMENT BY:
Q  CHECK (MAKE OUT TO: HOPE FOR JAVIER)

IN THE AMOUNT OF $

CHARGE MY:   Q MC  /  Q VISA  /  Q AMEX

   CARD #

   EXP DATE:  ____  / ____

   SIGNATURE

NAME                             (please print)

STREET ADDRESS

CITY / STATE / ZIP

PHONE

EMAIL ADDRESS

HOPE FOR JAVIER is a registered 501(c)(3) Tax-Exempt Public Charity.

Please mail your RSVP (and /or a Charitable Donation) to:
HOPE FOR JAVIER, PO Box 251, East Setauket, NY  11733-0251

PLEASE RSVP TODAY!

Q YES! I will attend, enclosed is my $75 (per ticket) x ___ (people attending) for $________

Q No, I can’t make it, but please accept my enclosed donation in the amount of $________

Please join us for a wonderful 
evening of dinner, dancing, auction 

and shopping.

Please " ll out and mail back 
this RSVP today. Or, go to:  
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WE THANK YOU FOR YOUR SUPPORT!

YOU & YOUR GUESTS ARE INVITED TO OUR INAUGURAL “HEARTS FULL OF HOPE” EVENT 

Did you know that the week surrounding 

Valentine’s Day is annual Duchenne 

awareness week? Join others with 

‘Hearts Full of HOPE’ at our Valentine 

themed event this February. Come 

and enjoy the culinary genius of Eric 

Lomando from Kitchen A Bistro, 

Kitchen A Trattoria and Orto fame, 

have a drink, bid on luxury auction 

items and do some Valentine’s day 

shopping from a brand new selection 

of Hope for Javier merchandise. 

Fill out and mail in the RSVP form 

below, or go to: 

DATE:  
Friday, Feb. 8, 2013

TIME:  
7-11pm 

WHERE: 
SETAUKET 
NEIGHBORHOOD HOUSE
95 Main Street
Setauket, NY  11735

TICKETS:  
$75

Hearts Full of

H       PE

Hearts Full of

H       PE

Help us stop this disease 
before it stopsJavier!


