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Our mission: The mission of the American Brain 
Tumor Association is to advance the understanding 
and treatment of brain tumors with the goals of 
improving, extending, and ultimately, saving the lives 
of those impacted by a brain tumor diagnosis.

We do this through interactions and engagements 
with brain tumor patients and their families, 
collaborations with allied groups and organizations, 
and the funding of brain tumor research.
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Marketing & Communications
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Please feel free to share Headlines with others. However, the 
contents are the property of the American Brain Tumor 
Association. Written consent must be obtained from ABTA 
before reproducing any part of this newsletter.

American Brain Tumor Association
8550 W. Bryn Mawr Ave., Suite 550, Chicago, Illinois 60631
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Headlines, the American Brain Tumor Association’s 
newsletter, is not intended as a substitute for professional 
medical advice and does not provide advice on treatment 
or conditions for individual patients. All health and 
treatment decisions must be made in consultation with your 
physician(s), utilizing specific medical information. Inclusion 
in an ABTA newsletter is not a recommendation of any 
website, product, treatment, physician or hospital.
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Message from the Chairman of the Board
I am honored to be the new Board Chair of the American Brain Tumor Association. I 
have been serving on the Board of Directors for many years, and during this time, I have 
seen firsthand the positive impact the ABTA has made on the brain tumor community. 
My role as chair is personal. I am a 30-year survivor and have experienced all that comes 
with a diagnosis. It’s one that can truly leave you breathless as you navigate options 
for treatment and care. As I embark on this new journey, I am eager to share with you 
some of the highlights from the past year. These are accomplishments made possible by 
your continued generosity. As we continue to move forward, we work to advance the 
understanding and treatment of brain tumors with the goals of improving, extending 
and, ultimately, saving the lives of those impacted by a brain tumor diagnosis.

Within this issue you will find a recap of our annual Patient and Family Conference. 
This year’s event was focused on sharing tangible solutions including new research, 
techniques and information about living with a brain tumor. I would like to thank the 
conference planning co-chairs Elizabeth B. Claus, MD, PhD of Brigham and Women’s 
Hospital in Boston and the Yale School of Public Health and Jeffrey S. Wefel PhD, ABPP, 
of the University of Texas MD Anderson Cancer Center for creating such a patient-
focused program.

For the first time this year, we added a feature that allowed more people to participate 
in the conference; live streaming. Live streaming is real-time, live video footage of 
the event that was broadcast to a remote audience accessing the video stream over 
the internet. By adding this feature, we were able to increase the amount of people 
attending the conference by 30 percent from last year.

There were other firsts, as well. This year we launched two new councils; a volunteer 
advisory council and a clinical advisory committee. Both are geared towards helping 
us reach more people in new and impactful ways. We also funded 18 grants for 
brain tumor researchers, including a new grant focused on team science. The young 
investigators we support have the potential to change our understanding of the causes, 
effects, diagnosis and treatment of brain tumors.

Additionally, we ended our fiscal year at the end of June in a strong financial place. We 
are also proud to report that our ranking on Charity Navigator continues to increase and 
has now risen 10.41 points over the past three years. Charity Navigator evaluates and rates 
charities by examining their financial health and their accountability and transparency.

Finally, I ask that you take a moment to fill out the survey on the next page. Tell us 
about the types of information you are most interested in hearing about, as well as how 
you prefer to receive information from us. You can return the survey electronically, by 
calling or by mailing it in using the enclosed envelope.

Sincerely,
Brian Olson, CFP®
ABTA Board Chair
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We want to share news and information that you find valuable. Please fill out this short survey about your preferences and mail it back 
to the ABTA with the envelope included in this publication. You may also call 800-886-1281 to share your thoughts with an ABTA staff 
member or complete the survey online at www.abta.org/survey.

All entries received by December 15 will be entered into a drawing for the chance to win a $25 gift card. 

These sections appear regularly in Headlines.  Please share how valuable you find this content.
  Very Valuable Somewhat Valuable Not Valuable 
Letter from the ABTA   
Research story   
Caregiver/patient story   
Event listings   
Donor/volunteer story 

    
What actions have you taken over the past year as a result of articles in Headlines? (check all that apply) 

Asked my doctor about research, treatments, molecular testing Sought a second opinion 
 Became an ABTA volunteer Donated to the ABTA  

Attended one of the ABTA’s regional patient and caregiver meetings  Participated in an ABTA 5K run/walk
Attended the ABTA’s Patient and Family Conference in Chicago Followed the ABTA on social media
Recommended the ABTA to a newly diagnosed patient Shared an article with someone else

Please indicate your agreement with this statement: Headlines strengthens my connection to the ABTA.
Strongly agree       Agree       Disagree       Strongly disagree 

Please identify the ways in which Headlines strengthens your connection to the ABTA. (check all that apply) 
Reminds me of my experiences with the ABTA  Encourages me to support the ABTA financially 

Serves as a source of continuing education   Helps me to feel more connected to the brain tumor community

Encourages me to volunteer my time with the ABTA Other: ____________________________________________

Do you subscribe to the ABTA monthly e-news update?       Yes     No

Which type of story would you like to read more of in Headlines? (check all that apply)
Brain tumor research articles       Stories featuring patients/caregivers       ABTA educational & support services

Where do you get your brain tumor news?

How often would you like to receive ABTA updates in the mail?
Monthly       Quarterly       Bi-Annually       Annually

How would you prefer Headlines to be delivered?       Digital format (e-mail newsletter)       Printed hard copy

This survey is anonymous but if you are willing to share, please let us know if you are: (check all that apply) 
Patient       Caregiver       Healthcare provider       Male       Female

What is your age range? 18-35       36-50       51-65       65+  

Typically how many people read your copy of Headlines?      I’m the only reader      1-2 people      3-4 people      5 or more people 

Where do you receive your copy of Headlines?        Home    Office  Other

What state do you live in?

If relevant, what is your tumor type? 

Is there anything else you would like to share with the ABTA about Headlines or your communications preferences? 

We Would Like to Hear from You
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During two days, 25 experts led 5 panel discussions, 
8 break-out sessions and 4 presentations on the latest 
science, technology and innovations for brain tumor 
treatment and care. Nearly 300 attendees were onsite and 
more than 60 people worldwide participated via the brand 
new live stream option.

“I am a 15-year survivor,” shared Ramona, a live stream 
viewer. One of her tumors has started to grow and she is now 
planning another surgery. “Being able to watch this seminar is 
helping to calm me as I prepare for my second surgery.”

The theme for this year’s conference centered on Redefining 
Survivorship through Science, Technology and Clinical 
Innovation. Presentations touched on topics from genetic 
studies and newer targeted therapies to choosing diet options 
and treating depression. Below are some highlights:

Ketogenic Diet
Diet and nutrition expert Adrienne Scheck, MD discussed 
factors that can cause cancer, available treatments and how 
the Ketogenic Diet may affect people with brain tumors. 
The Ketogenic Diet is a high fat, low carbohydrate and low 
protein diet. The purpose of the diet is to reduce glucose in 
the body, known to feed tumors, and increase the ketones 
molecules that are good for the brain. When this diet is 
used in a therapeutic way, a person will consume about 90 
percent fat, 5 percent carbohydrates and 5 percent proteins 
in an effort to starve the cancer cells.

Leonora Renda, MS, RDN explained how to implement 
this diet into a patient’s day-to-day routine. She also 
cautioned that the Ketogenic Diet can be intense and urged 
patients and caregivers to work with a dietician and their 
health care team to properly plan what is best for them.

Caring for the Caregiver
“We understand that this disease affects not only the 
patient, but the caregiver in so many ways,” said Margaretta 
S. Page, RN, MS when she spoke to a room filled with 
caregivers about their many demanding, and often 
overwhelming, responsibilities and the importance of 
maintaining a high quality of life. 

Most caregivers step into a role they were not trained for 
and never thought they would have. In the blink of an eye, 
they are responsible for another person’s health, which can 
lead to their own health and well-being taking a back seat. 

Page emphasized that the best caregivers are those who 
take some time to focus on themselves and make sure their 
health, both physical and emotional, is in check.

Honoring an Innovator
On the evening of Friday, August 4, former ABTA president 
and CEO, Elizabeth Wilson, presented the Joel A. Gingras 
Award to Carol Kruchko, a pivotal industry innovator. This 
award is given annually to an individual, organization or 
group that through philanthropy, advocacy, discovery or 
patient care has made a major impact on the ability of the 
ABTA to achieve its mission.

Carol Kruchko is the president and founder of the Central 
Brain Tumor Registry of the United States (CBTRUS). 
CBTRUS is a resource of descriptive statistical data on all 
primary central nervous system (CNS) tumors and has been 
around since 1992, following a two year study conducted by 
the ABTA to determine the feasibility of a central registry for 
all primary brain tumor cases in the U.S.

Keynote Addresses GBM
The internationally recognized Swiss neuro-oncologist 
Roger Stupp, MD served as the keynote speaker during the 
conference’s Friday evening dinner. Dr. Stupp was recently 
appointed co-director of the Northwestern Brain Tumor 
Institute. He is also professor at Northwestern University 
and Northwestern Medicine and associate director of the 
Robert H. Lurie Comprehensive Cancer Center. During his 
presentation, Dr. Stupp took attendees through the progress 
made in glioblastoma (GBM) treatment throughout 
his career as a neuro-oncologist. He and his colleagues 
challenged old ways of thinking and developed what has 
been the standard of care for GBM for the past decade.

Each year following this event, the ABTA creates free 
educational webinars and regional meetings which feature 
speakers and topics from the conference. For news on 
upcoming webinars and meetings, subscribe for ABTA 
monthly e-news at www.abta.org.

   

ABTA’s Annual Meeting Brings Experts Together 
to Discuss Survivorship
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View a webinar with Dr. Aldape 
about the WHO classification at 

www.abta.org/anytimewebinars.
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Over the past year, the ABTA has worked to assemble a council of volunteers 
from different areas across the United States. This council will share 
successes and challenges of their volunteer efforts in their local communities. 
Their insight will improve and develop meaningful volunteer opportunities, 
as well as play an integral role in supporting the ABTA’s efforts to grow the 
grassroots volunteer network.

The inaugural group of eight members convened for the first time at the 
2017 ABTA Patient and Family Conference in Chicago. Leading the efforts is 
the vice chair of the ABTA Board of Directors, Jim Reilly, of Chicago. 
Other members include Stephanie W.E. (Dallas), Ashlie T. (Philadelphia), 

Paul H. (Minneapolis), Sean R. (San Francisco Bay Area), Fred T. (Orlando), Sabine S. (New Jersey) and Kevin F. (Columbus). 
The council is a mixture of brain tumor survivors, caregivers and family members.

At the first official meeting, members shared personal stories, offered their perspective on the results of a volunteer survey 
conducted this past spring and prioritized several immediate action items that aim to improve the volunteer experience. 
Council members expressed a sense of responsibility and honor in their new role to help the ABTA reach more people in more 
places and in more meaningful ways.  

To learn more about how you can make a difference by joining the volunteer network, 
please email volunteer@abta.org, call 773-577-8750 or visit www.abta.org/CommYOUnity

ABTA Launches Volunteer Advisory Council

Let your friends and family know you are thinking about them this holiday season by 
sending American Brain Tumor Association holiday cards. Each purchase will support 
the ABTA.

PRINTED: To browse printed card options, visit www.easyholidaycards.org/abta. These 
cards are customizable, sold in boxes of 25 cards and envelopes, and start at $29, with the 
ABTA receiving 50 percent of the proceeds. The deadline to order is December 23, 2017, 
and cards are shipped within two to three business days. 

eCARDS: If you would rather email your holiday wishes, visit www.abta.org/ecard. 
Choose from our nine holiday ecard options, some of which were designed by ABTA 
volunteers impacted by brain tumors. Cards start at $25 per design and 100 percent of 
the proceeds go to the ABTA.

If you have a required minimum distribution (RMD) for 
your individual retirement account (IRA) this year, you can 
choose the ABTA as a recipient of your qualified charitable 
distribution (QCD). A QCD, from an IRA, allows you to donate 
up to $100,000 per year to a charity, satisfying the RMD. This 
donation results in significant tax savings while helping the 
ABTA provide research funding and educational programs. 

To direct a QCD to the ABTA, please send a check 
payable to: 

  American Brain Tumor Association
  8550 W. Bryn Mawr Avenue, Suite 550
  Chicago, IL  60631

Send Seasons Greetings while Supporting the ABTA

Have you met your IRA minimum this year?

To learn more about donating to the ABTA, contact Kelly Sitkin, Chief Advancement Officer 
at 773-577-8785 or ksitkin@abta.org.
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My laboratory is really dedicated to understanding how brain tumors are maintained after radiation 
and chemotherapy, and then how to better target those pathways so we can improve treatment.

When I was going on to the post-doctoral phase of my career, another person that worked in the 
laboratory was working on brain tumors. They really emphasized the fact that if you want to study cancer, 
this is a tumor type where we really don’t have effective treatments, and you can make a big impact if you’re able 
to better understand and treat this disease.

A post-doctoral position is a really critical time for people establishing their career long term. By the ABTA supporting 
people during this time period, you really are pushing them into being the next generation of brain tumor researchers. 
A direct consequence of me obtaining ABTA funding was that I was promoted from a post-doctoral fellowship to a 
non-tenure track faculty position, so it’s important for researchers to know that you can be successful with funding.

 —  Anita Hjelmeland, PhD, Assistant Professor, Department of Cell, Developmental and Integrative Biology, 
   University of Alabama at Birmingham

ABTA’s Research Funding and Its Impact

ABTA grant recipient and 2017 Co-Chair of the ABTA Alumni Research Network (AARN) Meeting

 

 

Anita Hjelm
eland, PhD

2017 – 2019 ABTA Research Collaboration Grants
Benjamin Ellingson, PhD, University of California, Los Angeles, CA
Co-PI: Elizabeth Gerstner, MD, Massachusetts General Hospital, Boston, MA

Catherine Flores, PhD, University of Florida, Gainesville, FL
Co-PI: Robert Wechsler-Reya, PhD, Sanford-Burnham Medical Research Institute, La Jolla, CA

2017 – 2019 ABTA Basic Research Fellowships
Chloe Najac, PhD, University of California, San Francisco, CA
Carmela Passaro, PhD, Brigham and Women’s Hospital, Boston, MA
Chirag Patel, MD, PhD, Stanford University, Stanford, CA
Hanna Sabelström, PhD, University of California, San Francisco, CA
Peng Zhang, PhD, Northwestern University, Chicago, IL

2017 ABTA Discovery Grants
Michael Evans, PhD, University of California, San Francisco, CA
Cigall Kadoch, PhD, Dana-Farber Cancer Institute and Harvard Medical School, Boston, MA
Ilwoo Park, PhD, Chonnam National University, Gwangju, South Korea
Elena Pentsova, MD, Memorial Sloan Kettering Cancer Center, New York, NY
Vijay Ramaswamy, MD, PhD, Hospital for Sick Children, Toronto, ON
Markus Siegelin, MD, Columbia University, New York, NY

2017 ABTA Medical Student Summer Fellowships
Melanie Babinski, DEC, Massachusetts General Hospital, Boston, MA
Alex Flores, BA, University of North Carolina at Chapel Hill, Chapel Hill, NC
Sameer Halani, MS, Emory University, Atlanta, GA
Michelle Lin, BA, University of Southern California, Los Angeles, CA
Josephine Volovetz, BA, Cleveland Clinic, Cleveland, OH

Congratulations to our 2017 Research Grant Recipients
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New York      Sunday, November 12, Hudson River Park Pier 84

Dallas   Saturday, March 3, Oak Point Park Amphitheater  

Tampa Bay   Saturday, March 24, Al Lopez Park

Chicago  Sunday, April 22, Soldier Field – Stadium Green

Denver   Saturday, May 5, Great Lawn Park

Michigan    Saturday, May 12, Kensington Metropark 

Los Angeles  To Be Announced in Dec 2017 

Columbus  Saturday, June 2, Arch Park – McFerson Commons Park

Participate in endurance events 
across the country.

Tough Mudder                              Various Dates

Rock ‘n’ Roll Marathon Series  Various Dates    

New York City Half Marathon    Sunday, March 18

Chicago Marathon                           October 2018

The ABTA has had many exciting volunteer led events over the past year:

April 2017   Chad Day Memorial Fishing Tournament    Sarasota, FL 

April 2017   Bowling for Brains     Bloomington, MN

May 2017   Kilt Walk & Fun Run     Tupelo, MS

August 2017  Wheels for a Cause     Joliet, IL

September 2017  BrainFest2017: Thinking Louder   Philadelphia, PA

If you’re interested in starting your own fundraising event, contact Michelle Dumele 
at mdumele@abta.org or 773-577-8766.

CHICAGO

www.BT5K.org www.abtateambreakthrough.org

www.BTYourWay.org

Join us for one of our 
nationwide 5K run & walks.

“ Choose Your Own” allows 
you to select any endurance 
event worldwide!

At an early Saturday meeting of ABTA peer mentors, volunteers came together with coffee 
cups in hands and hearts on their sleeves ready to share some of the reasons why they 
choose to serve as mentors.

About half of the peer mentors had been or are current patients, others are caregivers, 
and a few have the unique perspective of being in both roles during their lives. They 
remembered how powerful it was for them in the throes of a new diagnosis to have had the opportunity to talk with 
someone who had been there. But the experiences were not always the same, and the brain tumor patient or caregiver who 
received the call was not always trained to answer all of the questions they received.

In 2015, the ABTA started a free program called CommYOUnity™ Connect Peer Support Network to train and match brain 
tumor patients and caregivers with “mentors” who have been through a similar situation. The support they provide ranges 
from a single phone call to lasting friendships.

“I now have two people who are truly a part of my life and I can’t imagine what my life would be like without them,” shared 
peer mentor volunteer Elizabeth, through tears, about her relationship with two of the people she mentors.

Be a mentor. Need a mentor? Reach out. We’ll be there. 
Please visit www.abta.org or call 800-886-1281 to get started.

ABTA’s Peer Mentoring Program

The ABTA has increased its Charity Navigator rating by 10.41 points over a three year period.

Join us at an upcoming event near you

Create your own fundraiser 
to benefit the ABTA!



8550 W. Bryn Mawr Ave., Suite 550
Chicago, Illinois 60631

Donating to Honor a Loved One
Todd McDonald’s mother, Pat, was diagnosed with a Glioblastoma (GBM) almost 12 years ago. 
At the time, Todd was not sure where to turn to find the information he and his family needed. 
Through an internet search, he came across the ABTA. The McDonald family became quickly 
involved in the ABTA and the brain tumor community. Within that first year they came 
together and walked the BT5K Chicago as Team McWalkers. 

Todd remains steadfast in his commitment to the ABTA and chooses to give back in honor of 
his mother who died in 2007. Todd has run the Chicago Marathon for the ABTA, participated in 
several BT5Ks, became a mentor in the CommYOUnity™ Connect program and reviewed research 
projects. In addition, Todd financially supports the ABTA through the monthly giving option.

Working for a community college, Todd has a strong belief in human service and education. 
For the past two years, he has targeted his donations toward paying the registration fees for 
the annual ABTA Patient & Family Conference to make it possible for dozens of people to 
learn from this event who would otherwise not be able to attend. Todd donates in memory of 
his mom, who appreciated the access to knowledge and networking opportunities available 
through the ABTA.

You too can make a difference. To make a monthly donation or learn more 
about other donation options, contact Michael Bittel at mbittel@abta.org 

or 773-577-8784 or visit www.abta.org/donate.

In Honor of My Mom
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Todd McDonald with ABTA’s national 
volunteer manager, Krysta Michorcyzk


