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ALS.net was born from the realization that
something was needed to bring people
together with a common goal to fund the
research necessary to slow and stop ALS.
ALS.net is a significant global movement to
unite people wanting to make a difference in
the lives of those battling ALS today.

Board of Directors

Staff

The ALS Therapy Development Institute
(ALS TDI) is a non-profit biotech funded
by a community of ALS.net affiliates. It is a
place where people with ALS and scientists
converge, resulting in the direct application
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discovery around the world.
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Letter from the CEO

Dear Friend,

This past year saw great excitement, as we were able to follow through on our promise to
donors and the ALS community to spend nearly every cent of Ice Bucket Challenge funds we
received within 12 months. This led to the advancement of potential treatments and opened
the door for hundreds of people to enroll in the world’s first ALS-focused Precision Medicine
Program.
Our mission has, and will always be, profound: discover and develop effective treatments for
ALS. The progress we make is always connected to a person with ALS and their family. That
could be through making donations, holding fundraisers or letting others in the community
know about the work being done at ALS TDI.
Following the Ice Bucket Challenge phenomenon, we held a series of conversations with
a large group of people with ALS, providers and others in the ALS community, which
led to the exciting online transformation of our fundraising and awareness efforts to the
“ALS.net” brand. This approach supports our fundraising and awareness efforts by directly
acknowledging that it is the network of individuals impacted by this disease that allows us
to have an opportunity to advance the mission: end ALS.
As we close our first year since the Ice Bucket Challenge, we are proud to have kept our
promise and sense of urgency. We are grateful for the support we received from donors
and friends all year long. And, we’re committed to keep going until ALS is stopped, once
and for all.

With sincere thanks for your continued support,

Steve Perrin, Ph.D. | CEO and CSO
ALS Therapy Development Institute

The Year In Milestones

ALS.net is launched and a new grassroots
awareness and fundraising campaign,
#whatwouldyougive, takes off, bringing
huge attention to the cause and the work
of ALS TDI. New partners joined ALS TDI’s
fight against ALS, including celebrities
and generous national corporations, like
PepsiCo and Alberstons Companies.

Launched ALS.net, a global network of
affiliates working to build ALS awareness
and funds for research at ALS TDI.

ClubCorp and its family of clubs raised
over $812,000 for ALS research through its
philanthropic events program, ClubCorp
Charity Classic.

$1.5 million of Ice Bucket Challenge funds
were directed by ALS TDI’s wholly owned
subsidiary, Anelixis Therapeutics, to
develop a potential treatment for ALS
that targets the innate immune system.

PepsiCo and Albertsons Companies
donated $100,000 to fund ALS research at
the ALS TDI as part of the #ReasonstoCare
campaign.

Nancy O’Dell, host of Entertainment Tonight
joined ALS.net as an official spokeswoman
in an effort to help raise awareness and
funds for ALS research. Nancy’s mother
Betty passed away from complications due
to ALS in 2008.

ALS.net Ambassador Sarah Coglianese
launched the #whatwouldyougive campaign
and raised over $170,000 for ALS research
at ALS TDI.

More than 250 people took part in the
3-day Tri-State Trek bike ride from Boston,
MA to Greenwich, CT and raised over
$800,000 for ALS research.

By the end of 2015, the Precision
Medicine Program had enrolled 230
people, captured 2,200 accelerometer
datasets and 200 DNA fingerprints,
created 220 fibroblast lines and
sequenced 140 genomes.
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Research Accomplishments

2015 was the year we put Ice Bucket
Challenge money to work! Urgency is
at the heart of everything we do at ALS
TDI, so every dollar we received from
the challenge was spent on promising
research, such as the Precision Medicine
Program and AT-1501.

Precision Medicine Program (PMP)
In 2014, ALS TDI launched the world’s first
Precision Medicine Program. The original
goal was to enroll 20 people with ALS,
but thanks to the Ice Bucket Challenge,
ALS TDI was able to offer a total of 300
people the opportunity to be part of that
ground-breaking program. The goal of
PMP is to identify subtypes of ALS and
screen potential treatments for each.
By the end of 2015, PMP had enrolled 230
people, captured 2,200 accelerometer
datasets and 200 DNA fingerprints,
created 220 fibroblast lines and sequenced
140 genomes. This represents the largest
database of health and biosamples
linked data in ALS ever created, with
scientists at ALS TDI working feverishly
to leverage that information toward the
discovery and development of effective
treatments as urgently as possible.
If you would like more information on PMP,
please visit als.net/precision-medicine/.

Promising Treatment
In 2015, ALS TDI established Anelixis
Therapeutics as a wholly owned subsidiary
to help advance potential treatments
for ALS. ALS TDI aims to partner with
Anelixis in the future to attract new and
different types of funding to advance
potential treatments, such as AT-1501.
AT-1501 (the code name given to ALS
TDI’s anti-CD40 ligand antibody) aims to
tamp down specific activity of the innate
immune system. Research conducted by
scientists at ALS TDI have honed in on
this biology and developed this antibody
as a leading therapeutic strategy. As a
result of direct funding from the general
public during the Ice Bucket Challenge
phenomenon in 2014, ALS TDI was able
to direct Anelixis to spend $1.5 million
to set up manufacturing processes for
AT-1501, and contract with experts to
prepare for human clinical trials of this
exciting potential treatment for ALS.
The manufacturing of antibodies is a
precise process, requiring significant
funds and patience. Since AT-1501 is in
essence a protein, it must be made by
living cells that are trained to “make” it.
Anelixis Therapeutics contracted Lonza
Biologics, a leading global biologics API
manufacturer, to develop and manufacture
a GMP-certified clinical grade form
of AT-1501. Lonza is one of the leading
commercial manufacturers of antibodies
on the market today. Anelixis and Lonza
are working closely to produce the best
quality and highest quantities of AT-1501
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possible. That process starts with creating
hundreds of different cell lines that make
the AT-1501 antibody, and then studying
those lines and their antibody products
to determine which of them is producing
the best quality and highest quantities.
If you would like more information on
AT-1501, please visit als.net/at-1501/.
5

Leaders in the ALS Community

Each year since 2005, ALS TDI has
presented Leadership Awards to
individuals nominated by the ALS
community. In 2015, it was our honor
to recognize the following six individuals
for their leadership in raising ALS
awareness and funds to help end ALS.
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US Navy Lt. Commander (Ret.) Matt Bellina

Beth Hebron

Stephen Heywood Patients Today Award
Matt Bellina was diagnosed with ALS in April 2014. He graduated
from Virginia Tech in May 2005 and received his commission into
the US Navy. He was medically retired from the Navy in 2014 with
the rank of Lieutenant Commander. He and his family are actively
involved in funding ALS research through the ALS Champion
Fund at UMass Medical and Matt’s Mission, which has raised over
$220,000 for research programs at ALS TDI through the Augie’s
Quest Clubs for the Quest campaign.

Fran Delaney Challenge & Respect Award
Beth grew up as a competitive gymnast and avid snowboarder.
After graduating from George Washington University in 2010 with
a bachelor’s degree in English and minor in political science, she
stayed in Washington D.C. and worked as a paralegal. Following
her ALS diagnosis in October 2013, she and her family launched
www.BetonBeth.com, raising over $80,000 for the Precision
Medicine Program. Beth and her father are well known advocates
for ALS research and clinical trial reform.

Sarah Coglianese

Maureen Ramirez and Team Godfather
Charitable Foundation

Stephen Milne Adventurous Spirit Award
Sarah Coglianese was diagnosed with ALS in June 2012. Prior
to that, she was an avid runner, who completed the Portland
Marathon. Sarah worked in book publishing for 11 years and is now
a writer (www.speed4sarah.com), living in San Francisco with her
husband Rob and their daughter Scarlett. Sarah’s work has been
published in The New York Times, Scary Mommy, and Redbook
Magazine. She developed the “What Would You Give?” campaign,
which raised more than $170,000 for ALS research.

Stephen Milne Adventurous Spirit Award
Maureen lost her husband, Mike Ramirez, to ALS in 2012, and
continues to lead his legacy with almost $1 million raised for ALS
research through the Team Godfather Charitable Foundation.
Team Godfather’s innovative fundraising events have included
“Groovin with the Godfather,” which raises almost $200,000
annually, and the “Bike4Mike” fundraiser. Maureen speaks with,
and provides support to local ALS patients and families.

Bobby Forster

Jay Smith

Mary Lou Krauseneck Courage & Love Award
Bobby Forster was diagnosed with ALS in December 2014. He
graduated from Salve Regina University in 2011 with a bachelor’s
degree in social work. Bobby is an avid cyclist and surfer, and
joined Coaster Pedicab as sales director in January 2014. He has
spent significant time applying 3D printing techniques to make
robotic products for him and others living with ALS. At this year’s
Tri-State Trek, Bobby rode a single speed bicycle for the first 25
miles, then finished the last nine miles in the pedicab he designed.

Stephen Heywood Patients Today Award
Jay Smith is the founder of Livid Instruments, a successful Austinbased music technology company. He lives in Austin with his wife,
Missy, and daughters, Loghan and Peyton. Jay was diagnosed
with ALS in May 2014 and shortly thereafter created the Every
90 Minutes Foundation to support the most promising research
to find a cure for ALS. The foundation and its advisory board
members have raised hundreds of thousands of dollars for
multiple different research programs, including those at ALS TDI.
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For fiscal year ending December 31, 2015,
ALS TDI received just over $10 million
in total via charitable contributions
and other income. However, ALS TDI
invested more than $13M in ALS research
programs thanks to a windfall in 2014
of nearly $4 million related to the Ice
Bucket Challenge phenomenon.

Assets

For a complete copy of our IRS
Form 990 or Independent Auditors
Report, please visit our website at
als.net or call us at 617.441.7200.

2011

Other Assets

Current Assets
Cash And Cash Equivalents

$3,591,218

Pledges & Accounts Receivable
Other Current Assets*

$572,146
$1,145,558

Pledges Receivable

$24,510

Property & Equipment, Net

$1,185,117

Patents

$265,478

Other Long Term Assets

Liabilities & Net Assets

2011-2015: A Financial Comparison

Financial Review

2013

2014

2015

Program Services

$6,707,315

$8,454,877 $8,301,674

$9,977,506 $11,267,000

Support Services

$1,035,726

$1,276,210

$1,524,655

$1,262,610

$1,415,147

$8,357,864

Current Liabilities

$2,064,404
$864,016

Net Assets

$5,429,444

Total Liabilities & Net Assets

$8,357,864

$12,000,000

2011

2012

2013

$10,000,000

$8,000,000
Operating Income

Grants

$205,185

Special Events, Net

$8,035,374

Contributions

$705,104

Released From Restrictions

$630,000

Fee For Service

$293,663

Donated Goods & Services

$3,832

Interest & Other

Operating Expenses

$10,023,292

Support

R&D

General

$569,358

Fundraising

$855,789

$8,524,074

Informatics

$471,624

Patient Services

$146,625

Communications
Business Development
Total Program
Total Expenses
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$4,000,000

Total Support

$2,000,000

$0

Program
Science

$6,000,000

$150,134

Net Public Support

Total Spent
$44,708,372
$6,514,348

$1,573,837

Net Assets

Long Term Liabilities

2012

Program Services

$1,415,147

$1,900,510
$224,167
$11,267,000
$12,682,147

*This financial information is derived from audited financial statements. Copies of audited financial
statements are available upon request.

In 2015, the ALS Therapy Development Institute established
Anelixis, Inc., as a wholly owned subsidiary to help it advance
potential treatments for ALS. ALS TDI aims to partner with Anelixis
in the future to attract new and different types of funding to
advance potential treatments, such as AT-1501.
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