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HOPE FOR JAVIER 
DeDicateD to Making Duchenne Muscular Dystrophy history

For Javier.  For all Boys.

SHOW 
YOUR 

SUPPORT 
 in Style!

(see inside)
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Seizing
every day!

Seizing
every day!

Seizing
For gifts, friends and 
family gave experiences   

    they will share with Javier,  
            all neatly written on 
    index cards for easy 
       fi ling and retrieval.
                     — Jen, Javier’s Mama

rogress on the research front 
continues to astound us. Th ere 
defi nitely is hope for Javier 
on the horizon but at the same 

time, we can’t ignore that our soon to be 
8 year old son can no longer get up from 
the fl oor without help, or even lift his head 
in bed. Not every boy with DMD loses 
ambulation this early. Treatment with 
steroids has the ability to prolong 
ambulation for approximately two years. 
Unfortunately in Javier’s case, his body 
couldn’t handle the chronic steroid 
treatment and his window of mobility 
is closing very quickly.

Determined to provide Javier with 
incredible life experiences (and us with 
memories), everyone in the family started 
compiling lists of moments we’ve been 
fortunate enough to realize. Some of the 
experiences we want Javier to have will 
be more diffi  cult to pull off  as his body
continues to succumb to the disease. With

that in mind we are front loading the 
more physical activities like camping 
and learning to drive a car.

Th is year I turned 40, an age that is not 
(yet) within reach for boys with Duchenne. 
For gifts, friends and family gave 
experiences they will share with Javier, 
all neatly written on index cards for easy 
fi ling and retrieval. Th ey range from 
teaching Javier how to take a great photo 
to creating a marketing proposal and 
pitching it to execs at a luxury department 
store… and even more camping!

We are all about trite clichés like ‘be here

now’, ‘don’t put off  till tomorrow what 
can be done today’, ‘there’s no time like 
the present’. But they are no longer 
clichés for us now; they are a call to action, 
a motivational mantra. Th is is an all points 
bulletin to all friends, family and 
supporters — if you have freebies or 
amazing seats to something that you got 
through work or through a friend or you 
can’t use, or if you have an idea for a fun 
experience, please think of Javier!

We are cramming everything in and still 
holding out hope that it ends up being 
practice for a long life fi lled with even 
more unforgettable experiences.                

p
Making a wish on Javier’s 7th birthday.

THE PAST YEAR SEEMS TO 
HAVE FLOWN BY despite our 
best eff orts to slow time and to savor each 
moment we’ve enjoyed as a family.

As Duchenne takes its course and invades 
Javier’s body, medical research is progressing 
almost as fast, taking unprecedented leaps 
and bounds, moving potential treatments 
from the lab, and closer to the bedside.

Javier is in the race of his life and because 
of your help, the odds are more in his favor 
now than they have ever been before.

Our focus is laser like, our determination 
stronger than ever. Your donations can help 
us stop the suff ering of Javier and 50,000 
boys like him. Help stop Duchenne from 
robbing these boys of their mobility, of 
their unseen futures as men, of their chance 
to fall in love, and to one day become a 
parent themselves.

Th ank you for making this cause your own. 
If it takes a village to raise a child, it will 
take no less to save one. 
    With Sincere Gratitude,                             
    Rich Romero & Jen Portnoy  
    Founders, Hope for Javier
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Welcome to the tribe. 
Together, we will make 
Duchenne history.

Dear friends
& supporters

Dear friends
& supporters

Dear friends



The Ratner’s and their crew, 
selling home baked hope.

The Howell boys and crew, turning fall foliage into a fundraising fortune!

Raking it in
Rakes in hand, local heroes Tommy and 
Andrew Howell set out to clean neighbor-
hood yards with a goal of $100. Along the 
way they enlisted more kids and in the end 
they brought in $170 in hard earned cash.

Cookies foR a Cause
Walking in their parents’ philanthropic 
footsteps, Dylan & Kelly Ratner sold  
their dad David’s famous cookies on  
their corner one afternoon. Their  
delicious efforts brought in $259 that  
was generously matched by Computer  
Associates and given another bump  
from the Ratner grandparents, bringing 
the total to a whopping $618 — that is 
some seriously sweet dough!

Making Hope HistoRiC
Long-time supporters Flo & Gregor 
Tarjan opened their home to hundreds 
as part of the Three Village Historical 
Society’s annual holiday house tour,  
but not before transforming it into the 

most magical and beautifully decorated 
DMD info center. In the weeks leading 
up to the tour, Flo created a weekly 
‘knitting night’, open to all local  
knitters, who worked into the wee

hours painstakingly producing hand crafted 
ornaments. The hard work and creative 
vision paid off – their home was dripping 
in hand-knit and crocheted ornaments, all 
of which were sold to raise money for the 
cause. Following the tour, Flo & Gregor 
opened their home once again, hosting  
a holiday shopping party where all  
participating vendors donated 100% of 
their proceeds to Hope for Javier. When  
all was said and done, our hosts pulled  
in over $8,500 to support initiatives  
to end DMD. 

a new VoiCe foR tHe Cause
The entire 7th grade class at Paul J. Gelinas 
Junior High School were tasked with  
writing and reading aloud a speech on  
a topic of their choosing. Longtime  
supporter Katie Pav chose Hope for Javier 
and Duchenne muscular dystrophy as her 
topic. Her speech was so well written and 
skillfully delivered, it was one of the few  
selected to be presented to the entire 
school! Thank you Katie for lending  
your strong voice to the cause!  

Our heroes! 

supeR HeRoes ($5000+)

Chris & Rebecca Lawton Flatters
Tomislav & Vesna Kundic
Henry & Marsha Laufer
Tyler & Geralyn Lucas
Manuel & Angie Martinez
Anastasia, David & Harry Merzin
Metro New York Porsche Club of America
Mary, Gerald & Robert Millman
Joeseph & Cynthia Mitchell
Bernard & Nancy Portnoy
Sandy & Jimmy Roberts
Rich Romero & Jen Portnoy
Alan & Diane Sappol
Francesco Scattone & Judith Gibbons
Ruth Shalom
Flo & Gregor Tarjan
Lynn and Elisha Wiesel
Glen Whitney & Nancy Goroff Whitney



In 2009, the CDC published formal care 
considerations and treatment protocols for 
Duchenne muscular dystrophy. Until there 
is a cure, there needs to be better care so 
this past year, Hope for Javier sponsored 
trips for medical professionals from Stony 
Brook Children’s Hospital and Massachu-
setts General Hospital to attend a medical 
conference focused entirely on Duchenne 
research and care. 

We have continued to support advocacy 
efforts on Capitol Hill. The investment  
we made helped leverage larger funding  
by way of continued support and new 
grants from the CDC, NIH and the DOD  
(Department of Defense), keeping  
Duchenne care and research on  
Washington’s funding forefront.

Javier, front and center with ball in hand and ready to score.

n adVentuRe!  We took a once  
in a lifetime trip to Hawaii (thank you 
Make-A-Wish!), where we visited the 
islands of Kauai and Maui. We saw pods 
of hundreds of dolphins in their natural 
habitat, a family of seals lounging on a 
beach, giant sea turtles and fish in every 
color of the rainbow.

n eduCation! Javier started a  
new school this year (The Henry  
Viscardi School) where every accommoda-
tion is made for children with physical 
disabilities, giving him a new sense of 
freedom. In typical Javier fashion, he  
was there less than two weeks and  
already he ruled the school!

n MoRe new wHeeLs! We got 
our first handicapped accessible car, allowing 
us to keep heading out on adventures.

n and, CoMing neXt...
A new dog! After about two years on a 
waiting list, we finally got the call from  
Canine Companions and begin team training 
this May. Javier’s companion will be able 
to help him with picking things up, turning 
on the lights in a room, opening a door, 
and most importantly – being a tried and 
true friend.                                                   

n new wHeeLs!  Javier got his first 
ever power chair this year. Being a speed 
demon like his dad, it wasn’t long before 
the school had to put a governor on the 
speed controller. Javier has finally learned 
to channel his need for speed and joined 
the school’s wheelchair basketball team.

What Javier
is up to

funding   What 
we are

Javier with his role models (from left) Uncle Dave, 
Cousin Harry, Uncles Clyde & Alex, and Daddy 

Javier has been filling up this 
past year with a ton of fun 
experiences and adventures.

Thanks to your support, 
we were able to fund several
initiatives this past year.

3

33

3

We have invested in the continued  
development of a novel new anti-fibrotic 
molecule, HT-100 by Halo Therapeutics, 
that has so far shown remarkable efficacy 
in animal models of Duchenne (it was 
even covered in the Wall Street Journal!).   
The funding you helped us provide  
will bring this drug from the lab to the  
bedside that much faster, giving Javier  
and so many boys like him the chance  
to enroll in his first ever human  
clinical trial!

wHat we do NOT fund witH 
youR Money:  Any personal, medical  
or administrative costs. We take no  
salaries, no travel expenses, Hope for 
Javier didn’t even pay to print or mail  
this to you (thanks Omega Moulding!).                                           
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t  pRint page 5, Cut out & MaiL BaCk today! t

PAYMENT BY:
n  CHECK (Make out to: HOPE FOR JAVIER) 

in the aMount oF $

CHARGE MY:   n Mc  /  n visa  /  n aMeX

   carD # 

   eXp Date:  ____  / ____

   signature

naMe  (please print)

street aDDress 

city / state / Zip

phone

eMail aDDress

* please add $5 for shipping and handling. Please allow 6-8 weeks for Tote Bag delivery.  HOPE FOR JAVIER is a registered 501(c)(3) Tax-Exempt Public Charity.

in Style!Show your
         support

when you buy hope For Javier merchandise, proceeds go directly toward medical 
research that could save Javier’s life, and the lives of thousands of children like him. 

go to hopeforjavier.org to order online and find more great gear.

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

n   LARGE COTTON TOTE: 
   (20”high x 15”wide x 5”deep) 
    $75* ea. x —— = $——— ———   TOTAL 

n   SMALL COTTON TOTE: 
   (14”high x 15.75”wide x 5”deep)

    $55* ea. x —— = $——— ———   TOTAL 

On Front:  REDUCE  RECYCLE  RENEW   On Back pocket:  STOP WASTING NOW
                                 www.hopeforjavier.org 
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NEW! 

Two great sizes 

to choose from!

http://www.hopeforjavier.org/hopeforjavier/the_store.html



