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About ALS
Amyotrophic Lateral Sclerosis (ALS) is a terminal, 
rapidly progressive disease that causes muscle 
weakness, difficulty speaking and swallowing and, 
generally, complete paralysis. In most cases, while  
the body continues to deteriorate, the mind remains 
unaffected. The disease does not discriminate,  
striking any age, gender and race. Every 90 minutes, 
someone in the US is diagnosed with ALS, and every 
90 minutes, someone in the US dies from ALS.  
There is no known cure for ALS and, once diagnosed, 
patients typically live only three to five years.

Mission Statement
The mission of the Les Turner ALS Foundation is to 
advance scientific research into the causes, treatments 
and prevention of ALS; provide people living with ALS, 
their families and caregivers exceptional clinical care 
and support services; and increase awareness and 
education of ALS.

ABOUT US

Marnee, 
wife of  
a PALS

“ The Les Turner ALS Foundation  
is outstanding in its support of 
ALS patients and their families.  
I have recommended it to several 
ALS families and everyone has 
always been so appreciative.  
I think the Foundation is unique 
and gives so much to the ALS 
community that is hard to 
quantify. It is simply a  
wonderful organization.”

AS CHICAGOLAND’S ONLY LOCAL, 
INDEPENDENT ALS ORGANIZATION, 
WE HAVE PROVIDED HOPE AND HELP 
TO PEOPLE WITH ALS AND THEIR 
FAMILIES SINCE 1977.



Dear Friends,

Thanks to your support, 2015 was another record-breaking year as we advanced our vision of a world free from ALS!

Your generosity made it possible for the Foundation to contribute a record $3.6 million toward research and patient 
care to the Les Turner ALS Research and Patient Care Center at Northwestern Medicine, a world-class, integrated 
ALS center. This included a transformational $2 million gift toward our $10 million endowment goal allowing the 
Center to become permanently funded. Establishing this endowment will ensure that people living with ALS will have 
the hope and help they need today and in the future.

Additionally, our Home and Community Services Team facilitated a record 1,168 encounters with PALS, their families 
and caregivers. By adding an additional support group, more clinic encounters and virtual “eVisits” to our in-home 
consultation model, the team increased the number of touch points by more than a third, helping the ever-growing 
population of people living with ALS in countless ways.

And finally, the Foundation not only set a record in 2015 by allocating 88% of its expenditures toward programming, 
but was awarded a four-star rating by Charity Navigator for the third year in a row, an accomplishment only 13% of 
ranked charities can claim. So you can trust that your generosity is being used wisely and provides the support our 
PALS and their families so desperately need.

While 2015 was a successful year, until there is a cure, there is much more that needs to be done. As we approach 
our 40th year in the fight against ALS, we celebrate the tremendous strides that have been made while we  
recognize the hard work ahead of us. We hope that you continue to share our vision for a future when we can  
say, “We’ve beaten ALS!” With your help, we are confident that our vision will become a reality.

Together toward a cure,

THANK YOU

Ken Hoffman
President

Andrea Pauls Backman
Executive Director
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In 2014, the Les Turner ALS Foundation solidified  
its decades-long partnership with Northwestern 
Medicine. In addition to the Foundation providing 
ongoing support to the laboratories and the Lois 
Insolia ALS Clinic, Northwestern and the Foundation 
are jointly raising $10 million to permanently endow  
the Center, creating a future of hope and help for 
people with ALS.

A Visionary Gift
When Paul Rubschlager lost his father to ALS in 1975, 
there was nowhere to turn for support. Since then, he 
and his wife, Joan, have made it a personal mission to 
make sure that other families do not have to struggle 
alone. Generous donors to the Foundation for three 
decades, Joan and Paul decided to establish a legacy 
for future ALS research and treatments by making  
a $2 million transformational gift to the Center  
endowment.

As of the end of 2015, $2,116,641 had been raised 
toward the endowed fund.

Center Leadership
In 2015, Jack M. Rozental, MD, PhD, MBA, was  
named Interim Director of the Center. Dr. Rozental also 
serves as the Vice Chair and Medical Director in the 
Department of Neurology at Northwestern Feinberg 
School of Medicine.

A national search is underway to find a permanent 
Director of the Center. The ideal candidate will bridge 
the gap between researchers and clinicians, promoting 
true collaboration. As an expert in both science and 
medical treatment, the new Director will identify and 
promote translational research that can be applied to 
patient care and ultimately, to finding a cure for ALS.

Paul & Joan Rubschlager

COLLABORATION

CELEBRATING VISION THROUGH

Dr. Jack 
Rozental

“ I know of no other relationship 
between a foundation and a 
university as longstanding, 
committed and dedicated to 
conquering and curing one disease 
as that between the Les Turner ALS 
Foundation and Northwestern.  
The Foundation’s generosity makes 
a tremendous difference in both the 
lives of those living with ALS and  
the work we do at Northwestern.”

Dr. Jack Rozental
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For 30 years, the Foundation has been a leader in 
providing a comprehensive, patient-centered system  
of care and support, serving as a model for other ALS 
organizations all over the world.

No two cases of ALS are the same. Each person  
with ALS brings a unique set of needs and challenges 
as they live day to day with this chronic and debilitating 
disease. Nearly 90% of PALS in the Chicagoland area 
are helped in some way by the services provided  
by the Foundation. By offering a multi-disciplinary 
continuum of care, we meet the individual needs  
of PALS and their families, providing critical support  
to improve a PALS’ quality of life.

Since 1986, the Lois Insolia ALS Clinic at the Les Turner 
ALS Research and Patient Center at Northwestern 
Medicine has used a team approach to provide  
cutting-edge, comprehensive treatment to PALS  
and is dedicated to the total care and support of  
PALS, their families and caregivers.

1612PALS
People with ALS 
by the numbers  

in 2015

395 78808
60

Community visits 
made to PALS

PALS and loved ones at 
monthly support groups

PALS lost
to ALS

PALS Clinic 
appointments

Equipment, respite and 
transportation grants

PATIENT CARE

CELEBRATING VISION THROUGH

Dr. Scott Heller

AS A PIONEER IN MULTI-DISCIPLINARY 
ALS CLINICAL CARE, THE LOIS INSOLIA  
ALS CLINIC WAS ONE OF THE FIRST  
MULTI-DISCIPLINARY CLINICS IN THE 
COUNTRY AND WAS THE FIRST IN CHICAGO.
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The Les Turner ALS Foundation sponsors three  
world-class research laboratories at Northwestern 
Medicine under the Les Turner ALS Research and 
Patient Center at Northwestern Medicine, which 
includes the Lois Insolia ALS Clinic, allowing for 
integration of translational research and clinical  
work. The laboratories’ three distinctive investigative 
priorities focus on genetics, upper motor neurons  
and stem cells. By understanding how ALS operates, 
scientists can develop more effective treatments  
while working toward discovering a cure.

Teepu Siddique, MD
Researchers at this world-renowned laboratory focus  
on determining the genetic causes of familial ALS 
(FALS) and the genetic predisposition involved in 
sporadic ALS (SALS).

The Les Turner ALS Foundation funds pilot projects and 
service contracts for equipment essential to research  
in Dr. Siddique’s laboratory. Pilot project funding allows 
the acquisition of preliminary data so promising 
projects can be selected for application for Federal 
funding. Dr. Siddique’s laboratory work was presented 
at the 2015 meetings of the American Academy of 
Neurology, American Neurological Association, the 
Society for Neuroscience and the International ALS/
MND Association. As a physician-scientist who also  
treats people with ALS at the Lois Insolia ALS Clinic,  
Dr. Siddique’s ultimate goal is to find the causes of ALS 
and rational therapies to prevent and cure the disease.

In 2015, Dr. Siddique’s lab achieved the following major 
accomplishments:

•  C9ORF72 expansion screening project: A massive 
DNA screening project of the largest single center 
cohort of PALS with gender, ethnicity and age 
matched control subjects was undertaken and is 
almost complete. There are 3,397 subjects: 2,119 
cases of ALS and ALS/dementia and 1,278 controls. 

The ALS cases have been screened and controls will 
be completed in 2016. Twenty eight percent of FALS 
cases have C9ORF72 expansions as do 5% of SALS 
cases. The extent of C9ORF72 expansions in controls 
will be determined after all DNA from control subjects 
has been screened. 

•  New genetic causes of ALS: Identified three new 
genes by whole exome sequencing. The products  
of these three distinct genes are centered on the 
nuclear membrane and the nuclear pore. This is  
the only direct etiological evidence for nuclear 
membrane/pore involvement in ALS. 

•  Gene editing and silencing: Employed recently 
developed techniques of RNA-guided cutting  
of specific DNA sites in the mouse and human 
genomes. Exciting results from these techniques  
are starting to come in. Constructs have been 
engineered to correct the genetic defects in these 
ALS mouse models. Results are pending and,  
if successful, will provide the rational treatment 
approach to correct gene defects on ALS patients 
with known gene mutations.

Hande Ozdinler, PhD
Dr. Ozdinler’s laboratory collaboratively focuses on the 
biology of the upper motor neurons that reside in the 
motor cortex of the brain and progressively die in 
those suffering from ALS. Becoming the first lab  
to generate the reporter line for upper motor neurons 
brought recognition to Dr. Ozdinler within the scientific 
community. Additionally, she has received significant 
government funding for her research. Dr. Ozdinler  
and her work in the field of upper motor neurons was 
recognized in the publication, International Innovation, 
in December 2015 for innovative discoveries made by 
10 international women scientists. 

One of the primary strengths of Dr. Ozdinler’s lab is the 
numerous connections and collaborations she and her 

RESEARCH

CELEBRATING VISION THROUGH
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researchers have formed. Each year, Dr. Ozdinler hosts 
the Les Turner Symposium on ALS and NeuroRepair, 
bringing together speakers and presenters from 
Northwestern and beyond. In 2015, the keynote speaker 
for this Symposium was Kevin Eggan, PhD Professor  
in the Department of Stem Cell and Regenerative 
Biology, Harvard University.

In 2015, Dr. Ozdinler’s lab achieved the following major 
accomplishments:

•  Gene expression: Discovered the way to modulate 
gene expression selectively in diseased upper motor 
neurons, without affecting other neurons in the 
cerebral cortex. This breakthrough is very important 
for building effective treatment strategies in the 
future and has direct translational impact. The 
manuscript is now published in Nature Gene Therapy.

•  Impacts of lack of alsin function: Created a novel 
corticospinal motor neuron reporter line to reveal  
two important novel cellular defects that occur in the 
upper motor neurons that lack alsin function. This 
finding explains why alsin is so critically important  
for the upper motor neurons and reveals new cellular 
pathways to be targeted for future clinical trials. 

•  Sensory component of motor neurons: Published  
in the journal Plos One the characterization of the 
sensory component of the upper motor neuron 
reporter line. This reporter line enables the potential 
involvement of sensory neurons on motor neuron 
health. 

Evangelos Kiskinis, PhD
A third ALS research laboratory was launched under  
the leadership of Evangelos Kiskinis, PhD, who was 
recruited from Harvard and joined the Department  
of Neurology in January 2015. Dr. Kiskinis and his 
colleagues work to understand the level and nature  
of heterogeneity in ALS and to identify points of 

effective and targeted therapeutic intervention. His 
laboratory conducts these research projects using a 
combination of in vitro, stem cell-based approaches 
and global genomic assays and in-vivo mouse models 
of the disease. In addition to his laboratory, Dr. Kiskinis 
serves as Director of the Stem Cell Technologies 
Facility at the Feinberg School of Medicine.

In 2015, Dr. Kiskinis’ lab achieved the following 
significant achievements:

•  New gene finding: Discovered that DNMT3A, a gene 
recently associated with ALS, plays an important  
role in the normal development of human spinal 
motor neurons. The lab is currently exploring how 
mutations found in ALS patients might impact the  
function of this gene and lead to degeneration.  
It is believed that irregular DNA methylation might  
be a major mechanism in ALS pathophysiology.

•  Urate-elevating therapy: Elevated levels of urate, 
which is a naturally secreted molecule, have recently 
been associated with an increased lifespan in PALS. 
The nature of this correlation is not well understood. 
The lab has been investigating whether urate can in 
fact increase the survival of motor neurons in PALS. 
In preliminary experiments it has been found that 
urate has a protective role against glutamate 
excitatoxicity to which mutant SOD1 neurons  
are sensitive. These findings are currently being 
validated while exploring the mechanism behind  
this potentially protective effect.

•  C9ORF72 mutations: Mutations in the gene, 
C9ORF72, are the largest genetic contributor  
of ALS. It has recently been proposed that the 
mechanism of toxicity stems from a clogging  
of nuclear pore complexes. The lab is currently 
analyzing the proteome and the distribution of 
nuclear and cytoplasmic proteins in motor neurons 
from PALS to determine what types of proteins are 
affected. The hope is that discovering this will 
highlight potential therapeutic targets.

Hande 
Ozdinler, 
PhD

“ We have been very happy with the 
initiation and establishment of the  
Les Turner ALS [Research and Patient] 
Center at Northwestern Medicine, and 
feel humbled to be part of this big and 
important family. It is incredible what 
the Foundation has achieved over the 
years and now we feel that it is our duty 
to build and to grow by both being  
the leader in the field and by helping 
others to strive and join the fight.” 5

Andrea Pauls Backman, Dr. Kevin Eggan, Dr. Hande Ozdinler, 
Dr. Teepu Siddique, Dr. Evangelos Kiskinis



For ALS Awareness Month in May 2015, the Foundation 
collaborated with the international marketing firm of 
Ogilvy & Mather, Chicago, to create the Freeze ALS 
educational campaign. The likenesses of twelve PALS 
were captured in life-sized ice sculptures and placed in 
Daley Plaza and at Northwestern University campuses 
in Chicago and Evanston. We created a video to 
educate the public about the effects of ALS and the 
Foundation’s efforts to find a cure. Thousands either 
saw the ice sculptures in person or in the widely-viewed 
video. The metaphor was striking–ALS melts away at 
the body, but the inspiration and spirit of those living 
with ALS lasts forever.

AWARENESS

CELEBRATING VISION THROUGH

Mindy,  
a PALS

“ I want people to know that we are out there  
living every day, some of us are old, some of us are 
young, some sad, some angry and some of us are 
just searching for something to hope for. Hope for a 
cure, hope for survival, hope for answers, hope for 
awareness. I want everyone to see how their help 
and their enthusiasm toward us as a population can 
provide that hope. That hope for something more, 
that silver lining. And then I want them to go out 
and do something about it. Do something. Be my 
legs, be my arms and lift us up.” 

MAKE A DONATION

FORM A WALK TEAM

LIKE US ON FACEBOOK VISIT LESTURNERALS.ORG

JOIN TEAM RACE FOR ALS

VOLUNTEER AT A FUNDRAISING EVENT

HOW WILL YOU DO YOUR PART TO
FREEZE ALS?
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At the Les Turner ALS Foundation, we know 
donors have a choice when it comes to 
charitable giving. We are grateful that you 
choose to place your financial support–and 
your hope–in the Foundation. We are proud 
to continue to receive a four-star rating from 
Charity Navigator. This means that we 
exceed industry standards and outperform 
87% of ranked charities in accountability and 
transparency. You can give with confidence.

Statement of Financial Position
for the year ended December 31 2015 2014
Total Assets (of which $741,586 and $1,397,015, respectively, is temporarily restricted) $3,027,507 $4,737,823

Total Liabilities 1,384,922 1,971,675

Total Net Assets 1,642,585 2,766,148

Total Liabilities and Net Assets $3,027,507 $4,737,823
 

Statement of Activites 
for the year ended December 31 2015 2014
Total Operating Revenue $3,478,188 $4,680,889

Operating Expenses 
          Program Services 4,037,424 2,587,833 
          Supporting Services 564,327 576,408

Total Operating Expenses 4,601,751 3,164,241

Change in Net Assets (1,123,563) 1,516,648

Net Assets, Beginning of Year 2,766,148 1,249,500

Net Assets, End of Year $1,642,585 $2,766,148

2015 AUDITED FINANCIAL STATEMENTS

FINANCIAL REPORT

The condensed financial statements have been derived from the 
audited financial statements, which are available on the Foundation 
website or at the offices of the Les Turner ALS Foundation.
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LEADERSHIP

Jan, wife 
of a PALS

“ Our family has always  
heard how wonderful and 
attentive we found the staff  
at Les Turner to be and 
today they found out how 
true that statement was. 
One son said, ‘we were 
blessed to have fallen in 
with such an amazing 
group of people.’  
We agree!”
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Cindy, 
daughter 
of a 
PALS

“ We really can’t thank you 
enough for all your support  
and help over these last several 
years. Without your patient and 
caring guidance, we would not 
have been able to have made 
the necessary decisions as 
effectively or as quickly.  
You made such a difference  
in helping us to care for my  
dad at each stage.”



5550 W. Touhy Avenue, Suite 302
Skokie, IL 60077-3254

lesturnerals.org

Hope and help for 
people with ALS.

Be an ALS Advocate this May!  
It’s free and easy. 
 
Contact us at info@lesturnerals.org  
or call 847 679 3311  
to help people with ALS.

Looking Ahead
to ALS Awareness 

Month in May


