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LETTER FROM OUR CHAIR

Three Little Words 
Usually, when I think of three little 
words, I think of “I love you.” But, 
relevant to Making Headway, the 
three little words that presently 
come to my mind are: hope, 
memory, thanks.

Why hope? Soon after I was elected 
Chair of Making Headway’s board in 
late 2021, the foundation became 
an Executive Council Member of 
the Children’s Brain Tumor Network 
(CBTN). After that, on a regular basis, 
I attended CBTN’s highly informative 
Zoom conferences. Then, in May, 
Clint and I went to the Children’ s 
Hospital of Philadelphia (CHOP) to 
meet the leaders of CBTN.

When pediatric neurosurgeons Dr. 
Jay Storm and Dr. Adam Resnick 
came into the room, I felt like I was 
in the presence of rock stars.

Updating us on just one of their 
initiatives, Project Accelerate, the 
doctors did not disappoint. Thirty-
eight hundred pediatric brain tumor 
samples have recently been sent by 
CBTN to National Institutes of Health 
(NIH) and the National Cancer Institute 
(NCI), where they are being molecularly 
sequenced. This will quadruple the 
size of CBTN’s Pediatric Brain Tumor 
Atlas dataset, which is the world’s 
largest collection of genomic resources 
available to study pediatric brain 
cancer—provided free-of-charge to 
researchers worldwide and housed 
within a state-of-the-art biorepository. 
This heralds a hopeful new era in 
childhood brain cancer research, and 
fills me with great optimism. 

Why memory? Ever since our delightful 
son Jake died, memories of him are 
constant, but recently I wrote them down 
for a speech that I gave at the Hampton 
Synagogue, where we were honored for 
our work with Making Headway. 

Quickly, the memories of Jake’s brain 
tumor diagnosis resurfaced from 
more than 30 years ago. During Jake’s 
chemotherapy, one of his doctors 
said to us, “Jake won’t remember 
any of this, but you, as parents, will 
be scarred forever.” Despite the 
pain of remembering, we knew we 
could never forget. Clint and I vowed 
then that we would do everything 
we could to help others in our same 
desperate situation. That is the 
mission of Making Headway.

Why thanks? Making Headway is 
celebrating its 25th anniversary. We 
are thankful that we have been able to 
help so many. We are also thankful for 
the continued support of our donors. 
Even though COVID-19 cancelled our 
in-person, annual Broadway show for 
a second year, our 2021/2022 winter 
fundraiser had a record result. Thank 
you, but as you will read elsewhere 
in this newsletter, the need for 
additional funds is still acute.

Elisa Greenbaum

MAKING HEADWAY ONGOING CARE

Making Headway Executive Director 
Dan Lipka, Elisa & Clint Greenbaum, 
Dr. Jay Storm, and Dr. Adam Resnick at 
the CBTN biorepository at CHOP
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MAKING HEADWAY FAMILY FUN DAY 

THE MAKING HEADWAY FOUNDATION PRESENTS
THE 27TH ANNUAL FAMILY FUN DAY

AT THE BRONX ZOO
 

 

 

THE 27TH ANNUAL FAMILY FUN DAY

AT THE BRONX ZOO
SUNDAY, AUGUST 21, 2022 

FREE VIP ADMISSION AND LUNCH 
11:00am–2:00pm: Making Headway Party & Lunch at the Dancing Crane Pavilion (outdoor, shady location) 

10:00am–5:30pm: Enjoy the Bronx Zoo

Join Making Headway for a day of entertainment, relaxation, lunch, family, friendship, and fun! 
Clowns, Face-Painting, Games, Music, Treats, VR Experiences, Dinosaur Safari, Stuff-A-Bear,  

Chair Massages (for adults), and so much more. Rain or shine.

RSVP Required by August 1st 
To attend or get more info, call Making Headway at (914) 238-8384 or  

sign up online at MakingHeadway.org/FFD.

Space is limited. Guests are limited to mom, dad, and your children. The Bronx Zoo is wheelchair accessible. Free parking if you mention Making Headway.

HOW TO GET THERE
DRIVING
Please enter through Southern Blvd. Gate C entrance  
to the Bronx Zoo. If using a GPS, put in this address:  
2188 Crotona Pkwy, Bronx, NY 10460.

For detailed driving directions, see the enclosed map or 
visit MakingHeadway.org/FFD.

PARKING
Note: Parking Lot C is the closest to the Dancing Crane 
Pavilion, and we highly recommend you park in this lot. 
Parking at this lot is free, just tell the gate attendant that 
you are with Making Headway. Parking in other lots is not 
free. There are a number of handicapped parking spaces  
at the front of Parking Lot C, very close to the entrance.

PUBLIC TRANSPORTATION
The zoo is accessible via NYC subways or buses.  
Visit MakingHeadway.org/FFD for directions or call us  
at (914) 238-8384.

FREE SHUTTLE FROM THE HASSENFELD CENTER
Making Headway will provide a free shuttle from the 
Hassenfeld Center to and from the zoo. The shuttle will 
leave Hassenfeld promptly at 10:00am. The shuttle will 
leave the zoo promptly at 5:30pm to return to Hassenfeld.  
If you would like to reserve a spot, make sure to let us know 
when you register.

UPON ARRIVAL
Prior to the turnstiles at Southern Blvd. Gate C, you can find 
the Making Headway table. We can help you find your way 
to the Dancing Crane Pavilion inside the zoo. There will be 
signs to help you, and feel free to ask any zoo staff member 
for assistance at any time. There is also a shuttle available 
from Gate C to the Dancing Crane Pavilion, if needed. If you 
arrive at any other gate, please use the enclosed map, or ask 
zoo staff for assistance, to get to the Dancing Crane Pavilion.

FAMILY FUN DAY
For 27 years, Making Headway has hosted Family Fun Day 
for families that have had a child diagnosed with a brain or 
spinal cord tumor. Hundreds of children and their families 
are invited for a day of free fun, music, and adventures.

MAKING HEADWAY FOUNDATION
Since 1996, the Making Headway Foundation has been 
supporting families of children diagnosed with brain or 
spinal cord tumors. During this time, we have helped 
thousands of families through unimaginably difficult times, 
providing a wide range of holistic programs and services. 
Making Headway works with a variety of hospitals in the 
tri-state area, including providing a comprehensive set of 
services and grants, through a long-term partnership with 
NYU Langone’s Hassenfeld Center.

THE MAKING HEADWAY FOUNDATION
WOULD BE PLEASED TO HAVE YOU JOIN US FOR

FAMILY FUN DAY
AT THE

BRONX ZOO
AUGUST 21, 2022

FAMILY FUN DAY
BRONX ZOO

“I don’t know any other survivors,” was 
the poignant comment of one former 
Making Headway college scholarship 
winner. She first came to know Making 
Headway 15 year ago, when she was five 
years old and newly diagnosed with an 
Oligodendroglioma tumor. Now she is 
a college senior and, like most pediatric 

brain tumor survivors, still experiences 
ongoing stress relating to her childhood 
illness. Her story confirmed what Making 
Headway found in a recent family survey: 
teenage and young adult brain tumor 
survivors often feel isolated and are 
eager to connect with others who have 
had similar experiences.

Based on this need, Making Headway 
worked with several young adult 
volunteers to design a social program for 
this upcoming summer. We’re pleased to 
announce that the first Making Headway 
teen and young adult event will be 
this summer at the Manhattan Dave & 
Buster’s (Times Square). This event is 

limited to survivors of a brain or spinal 
cord tumor, ages 17-25. Siblings within 
the same age group are also invited, 
and parents can come too, but are not 
required to be there. We will have a 
private room to get to know each other 
for a few hours, there will be plenty of 
snacks, and then anyone who wishes can 
enjoy playing arcade games, at no cost. 

If you are interested in  
learning about future survivor 
events for teens and young 
adults, please contact Making 
Headway at 914-238-8384 or 
family@makingheadway.org.

TEEN AND 
YOUNG ADULT 
SURVIVOR 
PROGRAM 
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Over 400 guests enjoyed a day of entertainment, relaxation, lunch, family, friendship, and fun! 
Clowns, Face-Painting, Games, Music, Treats, VR Experiences, Dinosaur Safari, Stuff-A-Bear,  

Chair Massages (for adults), and so much more. Rain or shine.

11:00am–2:00pm: Making Headway Party & Lunch at the Dancing Crane Pavilion (outdoor, shady location) 
10:00am–5:30pm: Enjoy the Bronx Zoo

See event pictures at tinyurl.com/ffdpics

FREE VIP ADMISSION AND LUNCH
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MAKING HEADWAY COLLEGE SCHOLARSHIPS

NAME SCHOOL CAREER/MAJOR DIAGNOSIS

Kyla Coughlin Sacred Heart University Undecided Anaplastic Ependymoma at age 2

Carly DeMartino Belmont University Public Relations CNS Tumor at age 10

Douglas Gonzalez Manhattanville College Environmental Sciences Medulloblastoma at age 12

Rachael Kessler New York University Biology/Medicine Ependymoma at age 1

Hunter Kline Undecided Civil Engineering Brain tumor at age 10

Gregory Licciardi Fordham University Healthcare Brain tumor at age 10

Edward McCarthy Mount Saint Mary College Education Anaplastic Ependymoma at age 14

Shaelyn Ray Coastal Carolina University Psychology Brain Tumor at age 17

Andrew Sussman Farmingdale State College Science, Technology & Society Craniopharyngioma at age 4

Justin Tarigan NYC College of Technology Communications Technology Neurofibromatosis-2 at age 13

Julia Ventura Molloy College Early Childhood Education Germinoma at age 4

Matthew Yautz Fairleigh Dickinson University Fine Arts Juvenile Pilocytic Astrocytoma at age 9

M A K I N G  H E A D W A Y 

COLLEGE  
SCHOLARSHIP 
PROGRAMS

The Making Headway College Scholarship class of 2022 
is made up of 12 hardworking and extremely inspiring 
survivors of a brain or spinal cord tumor. Winners have 
been awarded at least $5,000 each, to help fund their 
dreams of obtaining a college degree. Two awards were 
funded by the Scott J. Reisser Memorial Scholarship 
Fund established by the Reisser Family in memory of 
their 22-year-old son, who succumbed to a brain tumor 
just short of achieving his dream of college graduation. 
The remainder of the awards were funded through the 
generosity of Making Headway’s donors. Since 2008, 
Making Headway has awarded 124 college scholarships.

Carly DeMartino and Rachael Kessler are the fourth and fifth recipients of the 
annual Michael Schwartz Making Headway College Scholarship. These scholarships, 
$15,000 and $10,000 respectively, were funded from donations raised by the 
Schwartz family and are named in honor of their son, Michael, who is a 26-year-old 
survivor of brain cancer.

In 2022, Making Headway will 
award eight additional $1,000 
college scholarships to very 
worthy applicants. Winners 
include Armani Brown, Josh 
Cappello, Robert Fisher, Michael 
Holtz, Shaul Niyazov, Adrianna 
Oliva, Any Saffier, and Keyonu 
Williams.

“I am so honored to be a recipient of 
the Michael Schwartz Making Headway 
College Scholarship. I worked very 
hard in High School to keep up with my 
education despite my diagnosis and I 
feel so proud that my perseverance has 
been acknowledged.” —Carly DeMartino

“As a recipient of the Michael Schwartz 
College Scholarship, I feel supported by my 
community as I continue on in my collegiate 
journey. Higher education is a gift, and I am 
so excited to utilize this gift in order to push 
the boundaries of what I think is possible for  
myself. I am truly honored!” —Rachael Kessler

Carly Douglas Rachael Hunter Gregory Edward Andrew JuliaJustin Matthew
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Lauren’s Vision was 
written by Lisa 
Cummins, a very 
special mom and 
friend of Making 
Headway. Lisa’s 
daughter, Lauren, 
slowly lost her 
vision from a 
brain tumor and, 
in April 2015, passed away—but not before she touched 
and inspired so many with her positivity and HPH (Happy, 
Positive & Healthy) philosophy of living. Now Lisa has fulfilled 
her longtime goal of writing a book about her daughter’s 
incredible journey. This book is a tribute from a mother to her 
daughter and to the incredible, beautiful life she lived. 

“Where is God when faithful people 
suffer unbearable loss?”  This was the 
question asked by longtime Making 
Headway friend Rev. Clare Robert when 
her son Nathanael was diagnosed with 
an incurable brain tumor. Her memoir 
You Will Be Happy Again, draws from 
Christian, Jewish and Buddhist sources as 
she discovers that just about everything 
she thought about God’s ways had to 
be discarded. She writes,” I learned that faith requires 
something else from us when tragedy upends our lives—a 
willingness to enter into the pain and walk through it to 
healing. This truth emanates from uncensored reflection, the 
treacherous road to self-reflection, the discovery of everyday 
miracles-and deep love.”

Both of these books are available at Amazon.com 
and other online book stores. 

MAKING HEADWAY CARE, COMFORT, AND CURE

Tumor cells are 
unrelenting, 
determined, and 
all-consuming. They 
embody one of 
the most aberrant 

forces of nature—mindlessly focused 
on destroying both body and spirit. 
When this cruel disease strikes, it can 
shake a person to their core. When it 
strikes a child, it can overwhelm and 
overtake an entire family. Although 
the cause of a pediatric tumor may 
be identified, there is never a reason. 
There is no design that creates such 
an atrocity, but that doesn’t prevent 
tumors from growing within those 
we love, including our children. Every 
day, for the past six years, in my work 
with families impacted by a childhood 
brain or spinal cord tumor, I continue 
to ask myself why this has happened. 
I think about my own children and 
don’t understand why they are OK, 
while so many others are not. Some 
people think that some subjects are 
too difficult to think about: human 
trafficking, mass shootings, children 

with cancer. But I have the opposite 
feeling. I find it too difficult to avoid 
thinking about those things.

If you are reading this, somebody in 
your life has probably been diagnosed 
with a brain tumor, and most likely it 
was a child. A pediatric brain tumor 
can occur within any child, impacting 
any family; I say that not to scare you, 
but to underline the fact that we are all 
in this together. For whatever reason, 
these heartbreaks are happening 
and they cannot be ignored. We must 
acknowledge the world as it is, and be 
active members of a compassionate, 
generous, and dedicated community 
of those who help.

These children need more than your 
prayers to survive and thrive. Children 
diagnosed with a brain or spinal 
cord tumor need better treatments, 
precision medicines, better diagnostic 
tools, comprehensive emotional 
care, disability services, educational 
programs, integrative therapies, and 
a literal lifetime of ongoing support. 

It is unrealistic for 99% of you to 
provide any of those services directly, 
but that doesn’t mean you can’t 
help. Making Headway draws upon 
the love, empathy, and generosity of 
thousands of individuals and focuses 
our collective efforts to have a positive 
and meaningful impact on pediatric 
brain tumor research and on every 
family we encounter.

If you have already given to Making 
Headway this year, thank you so much 
for your generosity. If you haven’t 
donated this year, please consider 
contributing through the enclosed 
envelope or at MakingHeadway.
org/donate. Please be part of our 
community of people who don’t avoid 
thinking about childhood tumors—
be among those who face these 
problems head on and do something 
to help. Thank you. 
 
Daniel Lipka, Executive Director

A LETTER FROM OUR EXECUTIVE DIRECTOR

MOTHERS’ MEMOIRS
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MAKING HEADWAY BRAIN TUMOR FACTS

 
This year, more than 5,000 children 
across the U.S. are likely to be 
diagnosed with a brain, spinal cord, 
or other central nervous system (CNS) 
tumor. In fact, CNS tumors are the 
most common, and most dangerous, 
type of all childhood cancers. Making 
research especially challenging is the 
realization that there are over 130 
different types of CNS tumors, each 
one uniquely impacting the health of a 
child and each one requiring different 
treatments. As part of an ongoing 
series of articles, Making Headway 
will focus on one particular type of 
CNS tumor in this newsletter. Diffuse 
Intrinsic Pontine Glioma, or DIPG, 
primarily affects children, with most 
diagnoses occurring between five and 
seven years of age. It makes up 5-10% 
of all brain tumors in children, with 
about 150-300 new diagnoses per 
year in the U.S.

 
Understanding DIPG  
by Dr. Oren Becher 
If you are reading this newsletter, 
chances are you know exactly what 
DIPG is and its impact on a child. While 
we will get to the hopeful news shortly, 
it is important to know that this type 
of pediatric tumor is one of the most 
difficult and challenging tumors to treat. 

There are a few reasons for this. First, 
the tumor is located in the part of the 
brainstem (the pons) that regulates our 
basic functions like breathing, heart rate, 
and blood pressure. Second, surgery is 
not an option because the tumor cells 
are located right next to the critical brain 
cells, making it impossible to remove (an 
analogy often used is trying to separate 
out grains of sand where one grain is a 
tumor cell and the one next to it is a brain 
cell controlling your blood pressure). 
Third, these tumor cells are relatively 
resistant to radiation, which is the current 
standard of care for this type of cancer. 
And fourth, the blood brain barrier (BBB) 
of the brainstem is extra tight, making 
drug delivery truly challenging.

The race to find effective treatment 
options or a cure for this tumor is slow, 
but steady. And every day we learn 
more about this tumor from the exciting 
research that is currently taking place. 
More and more of the clinical trials for 
children with DIPG focus on trying to 
harness the immune system to attack 
the tumor cells. This approach is based 
on the successful use of this kind of 
treatment in addressing other cancers, 
like leukemia or melanoma. Examples of 
the approach include infusing T cells (a 
type of immune cell) that are designed 
to bind a surface marker on tumor cells, 
or vaccinating the patient against an 

abnormal protein or proteins made by 
the tumor. Initial findings are promising, 
but have yet to show definite efficacy. 

Many people in the pediatric brain 
tumor community have asked me what 
they can do to support the continued 
efforts to move DIPG research forward. 
Here are a few of my thoughts:

First, parents of children with DIPG 
have always been leaders in pushing 
the field forward. Just a decade ago, 
biopsies of the tumor were rare, but 
families directly affected by this cancer 
demanded progress and agreed to 
have their children’s tumors biopsied 
by neurosurgeons. This has catapulted 
the field forward by allowing scientists 
to catalog the complex heterogeneity 
of these tumors both across patients 
and within the same tumor. I hope 
that parents continue to demand 
improvements to care unabashedly. 

Second, families can now advocate for 
more combination trials and for a biopsy 
after treatment to see if the treatment 
worked. We must learn from every 
trial so that we don’t repeat the same 
mistakes. These learnings and all the 
information we gather can be a powerful 
tool in moving the science forward.

There is hope: hope in the number of 
new clinical trials; the promise behind 
each new approach; and the continued 
partnership among families, advocates, 
doctors, and scientists, as the most 
productive way towards finding a cure.

 
Dr. Oren Becher is 
Division Chief of 
Pediatric Hematology/
Oncology at Mount 
Sinai Health System. 
Dr. Becher’s laboratory 

uses genetically engineered mouse models 
to identify more effective therapies for 
children with DIPG. He is also a member of 
Making Headway’s Medical Advisory Board.

DIPG RESEARCH
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treatment of adult cancers. I am also 
collaborating with Dr. Joya Chandra, 
at MD Anderson, to evaluate whether 
new drugs that block an enzyme called 
lysine-specific histone demethylase 1A, 
or LSD1, hold promise to treat DIPG. 
Research around the world continues 
and this June, the New England Journey 
of Medicine’s cover story was on 
Oncolytic Viral Therapy for DIPG. Of 
course, other researchers’ work, like 
Dr. Sharon Gardner’s work with ONC-
201 at the NYU Hassenfeld Center, 
may turn out to hold the secrets to 
better treatments.

Almost every day, a child in the U.S. 
is newly diagnosed with DIPG. With 
a median overall survival rate of 
approximately 11 months, and a two-
year survival rate of 10%, we have no 
time to lose. Doctors and researchers 
around the world are collaborating on 
new ways and using state-of-the-art 
technology to find better treatments. 
We will not stop until we have a cure.

 
For more detailed information on 
the clinical trials in this article, visit  
www.clinicaltrials.gov.

MAKING HEADWAY BRAIN TUMOR FACTS

Summer 2022 Newsletter

The first thing many families want to 
know about DIPG is whether there 
are any promising ongoing clinical 
trials researching better treatments 
or a cure. The answer is yes, but it’s 
complicated. Since it is not possible 
to review all current research in this 
short article, I will highlight one new 
promising treatment modality that I 
believe will help address a fundamental 
question in the DIPG field: is the 
failure to find effective drugs primarily 
due to the challenges of getting 
medication past the blood-brain-
barrier, or BBB? The BBB comprises 
different molecular components and 
transport systems, which in turn 
create a significant hindrance for 
practitioners trying to get drugs to 
the tumor cells. For decades, DIPG 
researchers have explored strategies 
to bypass the BBB. One approach 
uses convection enhanced delivery 
(CED)—a neurosurgical technique 
to directly infuse the drug into the 
tumor—while another promising 
modality is focused ultrasound. There 
are two different focused ultrasound 
devices currently being used to open 
the BBB in order to treat children with 
DIPG, including one that is guided by 
MRI. A new clinical trial (NCT05123534) 
using that MRI-guided device will 
determine if focused ultrasound is 
safe and potentially effective against 
DIPG. The second clinical trial, led 
by a team at Columbia University in 
NYC (NCT04804709), is using focused 
ultrasound with neuro-navigator-
controlled sonication. Important 
questions that these and future 
trials of the sort will help answer are: 
whether it is safe to open the BBB in 
children with DIPG; how much of the 
tumor area should be opened; and 
whether opening the BBB improves the 
efficacy of cancer drugs that historically 
were thought to have limited efficacy 
when given systemically.

In addition to ongoing clinical trials, it is 
important to continue to support basic 
scientific research being conducted to 
understand the biology of DIPG. One 
such preclinical effort I am working 
on in my lab at Mount Sinai Children’s 
Hospital is the development of drugs 
that are encapsulated in nanoparticles 
to help bypass the BBB. Nanoparticles 
are very small particles that cannot be 
seen by the human eye, but may be 
able to pass through this formidable 
barrier. An important question in the 
nanoparticle field is how to get the 
nanoparticles to go specifically to the 
tumor cells and without endangering 
neighboring normal cells? Praveen 
Raju and I are collaborating with Dan 
Heller at Memorial Sloan Kettering 
to achieve precisely that goal using a 
nanoparticle that targets p-selectin, a 
receptor expressed primarily on the 
blood vessel wall in the brain. A second 
ongoing preclinical study at Mount 
Sinai is the testing of new epigenetic 
drugs which block the enzyme 
activity of proteins in the cells that 
primarily modify histones. Epigenetic 
drugs have had some success in the 

DIPG RESEARCH (CONTINUED)

Research Team from left to right: Mili Chizhik, Anna Racanelli, Dr. Oren Becher, and Yi Ge.
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MAKING HEADWAY GIVING BACK

There are many ways to support 
Making Headway without writing 
a check. If you want to know more, 
contact Dan Lipka at 914-238-8384 or  
dan@makingheadway.org. You can also 
visit makingheadway.org/donate to 
learn more about how you can help. 

Start Your Own Fundraiser: You 
can create your very own Facebook or 
custom fundraising page to support 
Making Headway. It only takes a few 
minutes and you can start raising funds 
to support programs that assist children 
with a brain or spinal cord tumor. 

Donate Stock: Instead of giving cash, 
people with investments in stocks, 
bonds, and other securities can donate 
those with significant tax benefits. 
When appreciated securities are given 
to Making Headway there is no capital 
gains tax. 

Donate Through Your IRA: Did you 
know that money from an IRA can be 
donated to charity? What’s more, if 

you’ve reached the age where you need 
to take required minimum distributions 
(RMDs), you can avoid paying taxes on 
them by donating that money to charity. 

Matching Donations: Many employers 
sponsor matching gift programs and will 
match any charitable donations made 
by their employees. To learn more, ask 
your human resources department 
or visit makingheadway.org/donate, 
where you can do a search to see if your 
company has a matching gift policy.

Of course, you can still write a check or 
donate online at MakingHeadway.org/
donate. Every donation is precious and 
very much needed to continue our work 
at Making Headway.

UNIQUE WAYS 
TO SUPPORT 
MAKING 
HEADWAY 

Fundraisers Stocks IRA Matching Gifts Direct Contribution

While the vast majority of Making 
Headway Foundation’s funding comes 
from small individual donations, every 
once in a while we get larger gifts from 
extremely generous family foundations. 
Over the past decade, none has been 
more gracious than the Allen E. & Patricia 
M. Murray Foundation. The foundation’s 
support has been especially critical 
in recent years, when the COVID-19 
pandemic caused many Making Headway 
fundraising events to be cancelled. On 
behalf of all the families we work with, 

our board of directors, and everyone else 
at Making Headway, we offer our deepest 
gratitude to this amazing foundation.

The Allen E. & Patricia M. Murray 
Foundation was established in 2004 
with the goal of continuing the 
couple’s legacy of providing financial 
support primarily to community-based 
organizations and to groups focused on 
assisting with the education, health, and 
well-being of young people, families, and 
military personnel.

ALLEN E. & PATRICIA M. 
MURRAY FOUNDATION
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MAKING HEADWAY IN ACTION

After several years of COVID-19-related 
cancellations, the Gains for Brains 
Lacrosse Tournament returned this 
past spring. Known as the premiere 
high school girls’ lacrosse showcase in 
the country, Gains for Brains features 
the top high school lacrosse teams in 
the tri-state area.

“It started with just a handful of teams 
and has now grown to a two-day event 
at two different high schools featuring 
14 teams from around the tri-state,” 
said event founder Andrew Rappaport.

Rappaport reported that this year’s games, 
held at Cold Spring Harbor High School 
on April 23 and Mount Sinai High School 
on April 24, featured some nail-biters, 
some upsets, an overtime thriller, and a 

lot of fabulous plays by members of the 
top girls’ high school teams in the country.

Throughout the first five years of the 
tournament, Gains for Brains has raised 
nearly $60,000 for Making Headway. We are 

so grateful for the ongoing support from 
the many teams, players, and volunteers 
who make this event possible. It’s not 
too late to join in—if you want to support 
Gains for Brains, you can still donate at  
http://weblink.donorperfect.com/gains.

Families whose child is diagnosed with 
a brain or spinal cord tumor often face 
significant stress and psychological trauma. 
Parents, siblings, and the diagnosed child 
often need professional help understanding 
or working through difficult and painful 
feelings. Experienced, expert psychological 
care may be just as important as medical 
care. Making Headway understands this, 
and funds free programs both in and out of 
the hospital for anyone in need.

Twenty-five years ago, Dr. Marcia 
Greenleaf became the first member of 
Making Headway’s Ongoing Care Team. 
When Making Headway was just starting, 
Dr. Greenleaf developed our first parent 
support groups at a NYC synagogue, 
and soon after she created and led our 
siblings support groups. From these 
humble beginnings, Dr. Greenleaf 
was also responsible for identifying 
the amazing professionals who would 
make up the core of our Ongoing 

Care Team. Dr. Greenleaf, as a very 
experienced professional psychologist, 
directly provided over 300 families with 
comprehensive support, helping them 
to manage some of the most difficult 
and complicated situations anyone could 
imagine. Dr. Greenleaf’s trailblazing work 
created the groundwork for an expanded 
Ongoing Care Team that has, to date, 
provided over 20,000 of hours of services.

Dr. Greenleaf started her career as a 
dancer, studying relaxation techniques 
& ideokinesis. In the mid-1970s, she 
began intensive training in the hypnotic 
modality which includes formal 
hypnosis, guided imagery, relaxation 
techniques, and visualization. In 1986, 
she was appointed Assistant Professor 
in the Department of Psychiatry at the 
Albert Einstein College of Medicine. 
In the medical field, she is trained 
to help patients and their families 
activate healing, improve recovery and 

find practical solutions to cope with 
every phase of treatment, recovery 
or loss. In private practice since 1988, 
she’s developed psycho-physiological 
techniques and strategies to help 
people take control over their lives, 
manage severe medical conditions, 
resolve interpersonal conflicts, and 
optimize their lives. As a pioneering 
psychologist, working with patients 
that face enormous challenges, Dr. 
Greenleaf is a teacher and guide who 
offers emotional support as well as well 
as world class psychotherapy.

Dr. Greenleaf has 
provided over 4,000 
hours of care to 
hundreds of Making 
Headway families. 
Her compassionate 

demeanor and proactive approach have 
had a lifelong positive impact on every 
individual with whom she’s worked. In 
sincere recognition of her four decades of 
helping others, and quarter century working 
with Making Headway, we are honored and 
proud to present Dr. Marcia Greenleaf with 
the Making Headway Care Award.

CONGRATULATIONS TO MAKING HEADWAY’S 
SECOND ANNUAL CARE AWARD WINNER, 
DR. MARCIA GREENLEAF

GAINS FOR BRAINS
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MAKING HEADWAY TEENS AND YOUNG ADULTS

One of the very first services ever 
offered by Making Headway  
Foundation was psychological and 
educational support for families 
impacted by a childhood brain or 
spinal cord tumor. The trauma families 
face in the wake of a diagnosis like this 
isn’t just limited to children. Parents 
and siblings are often overwhelmed, in 
need of help from highly experienced,  
extremely knowledgeable and 
compassionate therapists, psychologists,  
and psychiatrists. Our Ongoing Care 
Team was created to address these 
pressing needs.

At Making Headway, we learned early 
on just how many families impacted by 
brain tumors have a strong desire to 
help others in the same situation. In fact, 
it was just such a desire that led to our 
founding, and it remains at the heart of 
our mission. You don’t have to be rich 
to help; you don’t have to have a million 
friends; you don’t even have to be fully 
grown. Below are stories of two siblings 
who are passionately giving back. If you 
are inspired by their stories and want 
to do your part, we can help. It may not 
always be easy—in fact it may take a 

Furthermore, young survivors of these 
tumors can often develop mental or 
physical disabilities as a result of surgery, 
radiation, and chemotherapy. When they 
return to school, they almost always need 
extra support designed around their 
individual needs. Yet getting services 
from a school district is often challenging, 
and the bureaucracy can stun even the 
most educated parent. So years ago, 
Making Headway added professional 

lot of work—but the benefits for others 
are incalculable. Contact our Executive 
Director, Dan Lipka, at 914-238-8384, to 
take that next step.

After my father passed away, I 
wanted to give back to the brain 

cancer community and circulate the 
message of joy, love, and hope my 
father carried throughout his battle 
with cancer. By creating my charity, Club 
Care, I partnered with Making Headway 
to provide the cancer community 
with a support system that leaves 
people feeling supported, cared for, 
and appreciated. My recent projects 
include sponsoring Christmas for a 
family (including gifts, a tree, and food), 
providing makeovers for a family of three 
(with hair, makeup, and wardrobe), and 
redecorating the room of a 12-year-
old girl and her sister. My hope is that 
through Club Care, I am able to connect 
with families in a situation similar to the 
one I was once in, and provide them 
with a supportive community during a 
challenging time.” - Emma Justus, age 15.

Education Advocates to the Ongoing 
Care team, ensuring all children get 
what they need to reach their academic 
potential. Over the last quarter century, 
this service has blossomed into one of 
our most essential and valued programs.

In recent years, as Making Headway has 
expanded to work with new hospitals and 
new families, we have grown our Ongoing 
Care Team, with the goal of ensuring we 
can meet the needs of every family with 
the highest quality care. We now have 30 
team members, who collectively provide 
thousands of hours of care to hundreds 
of families. And just as with all our 
programs, families will never receive a bill 
for any of these services, no matter how 
long they need them.  
To learn more visit  
www.makingheadway.org/care

“Recently, my friends and I started 
a charity in my dad’s honor 

called JET, the Joyful Experience Team, 
because my dad said “Life should not 
be measured by time but by joyful 
moments.” JET’s goal—in partnership 
with Making Headway—is to help families 
where a kid is suffering with a brain 
tumor by taking them to special events 
and giving them joyful experiences. Last 
spring, JET organized a raffle fundraiser 
and used the money to send a 15-year-
old boy with brain cancer and his family 
to a Yankees game. Along with the VIP 
Legends seats, we also provided money 
for parking, a special tour and experience 
involving holding memorabilia from Babe 
Ruth and other players, a gift card for 
merchandise, unlimited food and drinks, 
and a framed family photo. This helped 
benefit the patient and his family by 
providing a joyful experience they will 
cherish for a lifetime. For future projects, 
we plan to take families to a Knicks game 
in the fall, the Rockettes near Christmas-
time, and a Rangers game next season 
(Go Rangers!).” - Oliver Justus, age12.

ONGOING 
CARE TEAM 

KIDS ON A MISSION  
TO HELP OTHERS

Visit www.makingheadway.org/davidjustus to learn more, or to donate to the Care Club or JET fund.

Ongoing Care Team from our most recent 
Zoom meeting

Emma and Oliver Justus
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MAKING HEADWAY COLLABORATIONS

One of our core values at Making 
Headway is to work collaboratively 
with hospitals and other non-profit 
organizations. Often this means 
referring families to other organizations 
which already have a proven, effective 
program that can help them. We don’t 
want to re-invent the wheel, we just 
want to help children and their families.

Brain Tumor Organization  
Strategic Conference

This July, 
Making 
Headway will 

participate in a national conference of 
leading brain tumor patient advocacy, 
patient support, and research funding 
organizations. Making Headway is proud 
to be a leader in the field of pediatric 
brain tumor research. We know that 
through collaboration and information 
sharing, we have the best chance to 
discover new treatments and a cure. 
The meeting is hosted by The Sontag 
Foundation, with financial support from 
the Brain Tumor Funders Collaborative.

The high-level goals of the meeting are to:
 ü Build and/or strengthen valuable 
relationships with leaders of 
organizations that work directly 
with patients and families impacted 
with a brain tumor diagnosis and/
or engage in brain tumor research 
grantmaking;

 ü Improve understanding of the 
participating organizations’ strategic 
objectives in order to find synergies 
and opportunities to learn from each 
other and potentially collaborate;

 ü Identify research funding aims, 
identify challenges in grantmaking 
and/or other business challenges 
and discuss opportunities for 
improvement.

Head to the Hill
Making Headway 
understands that 
without significant 
investments in 

medical research, there is little chance 
for better treatments for children 
diagnosed with a brain or spinal cord 
tumor. We also know that by far the 
biggest opportunity to fund research 
comes from the U.S. government. 
However, it would be impossible for 
Making Headway to successfully lobby 
Congress if we were to work alone. To 
achieve the goal of increased research 
funding, Making Headway has spent the 
last five years partnering with one of the 
most respected advocacy organizations 
in the country, the National Brain Tumor 
Society. Their national advocacy day, 
Head to the Hill, helps policymakers 
better understand the urgent, unmet 
needs of our community and build 
support for the policies that are vital 
to ensuring availability of treatments, 
increased scientific research, and the 
discovery of a cure.

This year, Head to the Hill was held on 
May 3. Making Headway staff, board 
members, and volunteers met with 
over a dozen Congressional offices 
and four U.S. Senate offices to urge 
them to increase research funding 
at the National Institutes of Health, 
the National Cancer Institute, and 
the Department of Defense. We also 
pressed our elected officials to pass 
the Stop the Wait Act (H.R. 6583 / S. 
3575). This bill would ensure brain 
tumor patients, and other patients  
with urgent financial and medical 
needs, get the SSDI and Medicare 
benefits they have earned. Learn  
more about how you can advocate. 
Visit www.MakingHeadway/advocacy.

Peer-to-Peer Mentoring
In a recent Making 
Headway family 
survey, parents 

clearly indicated that there was 
a strong desire to connect with 
other parents who have had similar 
experiences. Because these tumors are 
rare, family members often don’t know 
others they can talk to who understand 
firsthand what they’re going through. 
Even when parents meet each other at 
the hospital on a regular basis, those 
interactions are usually very informal, 
and parents generally don’t have the 
training to provide long-term support 
for each other.

Before creating our own program, 
Making Headway staff scoured the 
internet and talked to many of our 
fellow nonprofits to see if a solution 
was already out there. We were excited 
to learn about the Pediatric Brain 
Tumor Foundation’s Peer-to-Peer 
Mentoring Program, which matches 
parents, caregivers, teens, and young 
adults with trained mentors who 
have experienced the challenges of 
a childhood brain tumor diagnosis. 
Mentors provide emotional support, 
suggest information sources, and 
serve as an example of someone who 
has “been there.” Being matched to 
a mentor can be an important way 
to connect with others experiencing 
similar challenges.

Making Headway thoroughly 
researched this program, including 
its training requirements, and we are 
proud to recommend it to any parent 
that wants to connect with a parent 
mentor. In addition, if you would like 
to use your experience to help other 
parents, you can receive training as a 
mentor. To learn more, email Making 
Headway’s Family Liaison, Jenn Cabarcas, 
at family@makingheadway.org,  
call us at 914-238-8384, or visit 
curethekids.org/family-resources/ 
peer-to-peer-mentoring.

MAKING HEADWAY 
COLLABORATIONS 
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REAL FAMILIES REAL IMPACT

A ROAD TO 
HEALING 

By Jonathan and Brittany Cogan 

When our daughter, Ellie, was 
diagnosed with brain cancer before her 
first birthday we were in a complete 
state of shock and disbelief. We had to 
quickly adapt to our circumstance and 
face the reality that a pediatric cancer 
diagnosis affects the entire family as 
our two older sons, Brody and Grayson, 
were starting to feel the emotional scars 
of their sister’s diagnosis. We had to 
find a way to navigate our “new normal” 
of surgery, scans, chemotherapy, and 
radiation, while somehow ensuring 
our sons also had the support they 
needed, particularly in our absence 
while we cared for Ellie. We encouraged 
maintaining an open dialogue and 
shared frequent updates on Ellie’s 
condition, in a way we felt was age 
appropriate for a 5- and 7-year-old. 
But we knew we needed assistance 
from professionals to help our sons 
navigate the extraordinary difficulties 
and unavoidable ripple effects of 
experiencing a sibling battling cancer. 

We were connected with Making 
Headway at the height of the pandemic, 

to help source an art therapist to work 
with our sons virtually. This allowed 
them to share their inner emotions 
through a comfortable play setting 
which was made possible by the 
most talented and kind art therapist, 
Autumn Potter. Autumn, a member 
of the Making Headway Ongoing Care 
Team, quickly formed a connection with 
Brody and Grayson and understood 
exactly how to interact with each of 
them individually, in a way that best 
fit their needs. She shared important 
revelations of how our boys were 
processing new information they were 
hearing, their concerns, and how we 
may be able to better support and help 
guide them through their personal 
struggles with Ellie’s diagnosis. Ellie’s 
situation was quickly evolving and 
Making Headway continued to support 
us until we felt comfortable that Ellie’s 
condition was stable and our boys had 
the emotional security to continue 
without their weekly therapy sessions. 
We are forever grateful to Making 
Headway and Autumn for helping us 
conquer Ellie’s diagnosis as a family. We 
can say with confidence that we have 
emerged stronger, more unified, and 
more aware—and that is in no small 
part due to the emotional support 
Making Headway was able to source for 
our family.

The support we received from 
Making Headway was so critical for 
our family that we wanted to ensure 
the organization could continue the 
expansion of its individual therapy 
program to help additional families 
in need. We were humbled to be 
able to support the growth of this 
meaningful initiative through The Ellie 
Ruby Foundation, the public charity 
we created in honor of our princess 
warrior, Ellie.

Making Headway Foundation provides care 
and comfort for children with brain and spinal 
cord tumors, while funding medical research 
geared to better treatments and a cure. 

Board of Directors
Elisa Greenbaum, Chair 
Clint Greenbaum, Vice Chair 
David Almeida, Treasurer 
Audrey Manley, Secretary 
Sam Schwartz, Vice President 
Susan Rubin, Vice President 
Edward Manley, Chair Emeritus 
Maya Manley, Chair Emeritus, Family Services  
Jeffrey Allen, MD  
Charles McMahon  
Greg Taubin 

Staff
Daniel Lipka, Executive Director 
Jennifer Samuels, Office Manager 
Jenn Cabarcas, Family Liaison

Medical Advisory Board
Jeffrey Allen, MD, Emeritus Professor of 
Pediatrics and Neurology, NYU Langone 
Medical Center 
Oren Becher, MD, Division Chief  
Pediatric Hematology Oncology,  
Mount Sinai Health System 
James Garvin, MD, Pediatric Hematologist 
Oncologist, NY-Presbyterian Morgan Stanley 
Children’s Hospital

Contact
Making Headway Foundation 
115 King Street, Chappaqua, NY 10514 
(914) 238-8384 
info@makingheadway.org 
www.makingheadway.org

 MakingHeadwayFoundation 
 @makingheadwayfd 
 @makingheadwayfd

Making Headway services are available to 
all pediatric brain and spinal cord tumor 
patients and their families throughout the 
tri-state area.

This newsletter is dedicated to our  
donors and supporters, whom we 
celebrate every day.

Managing Editor
Robin Hardman

Making Headway is a 501(c)(3) non-profit 
organization. EIN# 13-3906297.

In honor of Autumn Potter’s work with their family, The Ellie Ruby Foundation 
donated $10,000 to support Making Headway’s Ongoing Care Team.
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