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The Leukemia & Lymphoma Society 

The Leukemia & Lymphoma Society (LLS) exists to  
find cures and ensure access to treatments for blood 
cancer patients. 

LLS is the voice for all blood cancer patients. 

We fund research to advance more breakthrough 
therapies. 

We advocate for blood cancer survivors and their 
families, helping patients navigate their cancer 
treatments and ensuring they have access to quality, 
affordable and coordinated care. 
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How LLS makes ñCures & Accessò happen for patients 

Drug discovery Drug development Patient access 

Patient/professional 

programs & 

financial assistance 

Research 

Grant 

Programs 

Therapy 

Acceleration 

Program 
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Confronting a broad range of diseases with diverse outcomes 



* 3-yr overall survival reported 
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Alignment of research spend with disease severity & incidence 

 



FY13 Research Commitment $73.8 Million  



First chemo- 

therapy agents for 

lymphoma and 

leukemia 

patients, including 

children  

1950s 1960s 

First combination 

chemotherapy 

developed for 

childhood  

leukemia 

Once unimaginable, new treatments are saving lives today 

1970s 

First successful 

bone marrow 

transplants 

performed 

1980s 

Cancer-causing 

oncogenes and tumor 

suppressor genes 

discovered 

Moving from highly toxic treatments to more targeted therapies… 

 



Antibody-based 

therapies such as 

Rituxan 

1990s 2000s 

Targeted 

therapies such as 

Gleevec 

Once unimaginable, new treatments are saving lives today 

2010s 

Genomic medicine 

and precision 

medicine; adoptive 

immunotherapy 

2020 and beyond 

Personalized medicine 

Cures and prevention 

… with cures and prevention as the ultimate long-term goal 

 



  LLS-funded precision medicine initiative: Beat AML 



Training our immune system to fight cancer cells 

A research team at the University 

of Pennsylvania and Children s 

Hospital of Philadelphia led by 

Carl June, MD, is developing new 

approaches that selectively boost 

a patient s immune system to 

help fight cancer. 

 

LLS has invested $16 million in 

the work of Dr. June and 

colleagues over the past 15 

years, and plans to invest 

another $5 million over the next 

five years to get this treatment to 

more patients. 

 



 

Å  Genetically engineered T-cells that selectively kill tumor cells 

 

Å  90% of ALL and 50% of CLL patients respond 

 

Å  Being tested in AML, MM, and pancreatic cancer 

 

Å  $21 million investment from LLS since 1998 

 

Cell-based immunotherapy: a new paradigm 



How LLS serves patients: I - information and support 

ÅTrained specialists (RNs, 
MSWs) field more than 
60,000 calls annually 
through our Information 
Resource Center 

 

ÅLocal in-person support 
through chapter staff and 
volunteers (Patti Robinson 
Kaufmann First Connection 
Program) 
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How LLS serves patients: II - education 

ÅKey-opinion leaders deliver 
educational programs to 
patients, caregivers, and 
medical professionals 
through webinars or local 
events (blood cancer 
conferences) 
 

ÅLatest therapeutic 
advances are highlighted 
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How LLS serves patients: III ï financial assistance 

The Leukemia & Lymphoma Society Co - Pay Assistance Fund Surpasses 

$200 Million  

NEWS RELEASE 

White Plains, NY; August 21, 2013  

The Leukemia & Lymphoma Society is proud to announce that it has 

raised more than $200 million in funding for its Co - Pay 

Assistance Program.  Since its inception in 2007, LLS has helped 

approximately 36,000 patients through this program . 

ÅLLS co-pay assistance program helps patients in need 

ÅPays insurance premiums and other treatment costs 

ÅRequires needs-based testing and a confirmed diagnosis 
for one of the covered diseases 
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How LLS makes ñCures & Accessò happen for patients 

Policy agenda: 

ω accelerate development 

ω improve access to care 
 
 

Drug discovery Drug development Patient access 

Patient/professional 

programs & 

financial assistance 

Research 

Grant 

Programs 

Therapy 

Acceleration 

Program 
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LLS Access Team 

 

We work with the FDA to 

accelerate the development 

and approval of new 

therapies. 

We advocate at the state and 

federal levels for patient 

access to quality, affordable 

and coordinated care. 

 

We bring the voice of patients 

into the process. 

 

 

file:///%5C%5Clocalhost%5Cupload.wikimedia.org%5Cwikipedia%5Ccommons%5C9%5C9b%5CUS_Flag_Backlit.jpg


   Organizational Advocacy for Patient Access  

Å Conversations with CMS, legislators and regulators focusing on 

noncompliance and limited patient access 

 

Å Utilize reliable data to identify potential non-compliance with ACA 

rules 

 

Å Collect relevant patient stories across the U.S. 

 

Å Internal staff training, external webinars & national and regional 

educational programs 



LLS Policy and Advocacy: working together for patients  

tƻƭƛŎȅ ǿƛǘƘƻǳǘ !ŘǾƻŎŀŎȅ ƛǎ ŀ ǘƘƛƴƪ ǘŀƴƪΧ 
 

ΧΦ ŀƴŘ ǿŜ ŀǊŜ bh¢ ŀ ǘƘƛƴƪ ǘŀƴƪΗ  
 

We work together to advocate for access and change/shape policy 
 

Policy team:  

ï knows the laws and regulations to identify gaps and propose solutions 

ï builds relationships with policymakers 
 

Advocacy team:  

ï collects data and stories on access challenges 

ï builds the grassroots/tops volunteer network 
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Other 

ÅPediatric research funding 

ÅDual eligibles 

ÅSurvivorship / QOL 

ÅMarrow donations 

ÅTransportation 

 

 

FDA 

ÅCompassionate use 

ÅApproval pathways  

ÅDiagnostic testing 

ÅDrug shortages 

 

Medicare reform 

ÅPart D specialty tiers  

ÅSGR reform 

 

Affordable Care Act 

ÅTransparency 

ÅCost sharing  

ÅNetwork adequacy 

ÅMedicaid expansion 

 

Access Policy:  Where are we focused in 2014 
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Key Areas of Concern in Insurance Market For Patients  

ÅBenefit design 

ÅNetwork Adequacy  

ÅBreadth of Drug Coverage 

ÅPremiums 

 

 

Share your concerns and stories with us at advocacy@lls.org 
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²ŀȅǎ ǿŜΩǊŜ ŜƴƎŀƎƛƴƎΥ 9ŘǳŎŀǘƛƻƴ ƛƴǘŜǊƴŀƭ ŀƴŘ ŜȄǘŜǊƴŀƭ 

ÅTraining for internal staff (webinar also publicly available) on 
our ACA web page.  

 

ÅExpert training on insurance issues for key call-center staff and 
access leaders. 

 

ÅRegional education forums for patients and community groups 
that assist these patients.  
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ÅData is critical to make our case for change.  

 

ÅLLS recently completed a study with the actuarial firm Milliman 
regarding a plan by plan analysis of exchange plans in four 
states: NY, CA, FL, TX 

 

ÅKey themes emerged from the data: 
ïConcern around the adequacy of networks, particularly in specialty care. 

ïDeductibles at Bronze and Silver level that are often more than twice 
the average of a typical employer plan.  

ïA lack of transparency and difficulty in obtaining the information 
necessary to make informed decisions.  
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²ŀȅǎ ǿŜΩǊŜ ŜƴƎŀƎƛƴƎΥ 5ŀǘŀ /ƻƭƭŜŎǘƛƻƴ   



Power of Data: Texas Network Coverage Detail 

BCBS HMO 
BCBS 
PPO 

Cigna Humana Molina 

NCI Designated Cancer Centers           

Cancer Therapy & Research Center, UT Health Science Center N Y N N N 
Harold C. Simmons Cancer Center, UT Southwestern Medical 

Center N Y N N N 

Dan L. Duncan Cancer Center N Y Y Y N 

M.D. Anderson Cancer Center N Y Y N N 

Transplant Centers           

Texas Oncology-Amarillo Cancer Center N N N N N 

Baylor University Medical Center N Y Y Y N 

Children's Medical Center of Dallas N Y Y N N 

Cook Children's Medical Center N Y Y Y N 

Joe Arrington Cancer Research and Treatment Center N Y N N N 

M.D. Anderson Cancer Center N Y Y N N 

Medical City Dallas Hospital Y Y Y Y N 

Texas Children's Hospital N Y Y Y N 

Texas Tech University Health Sciences Center Y Y N N N 

Texas Transplant Institute N Y N N N 
The University of Texas (Southwestern Medical Center at 

Dallas) N Y N N N 

UT Health Science Center N Y N N N 

Wilford Hall Ambulatory Surgical Center N N N N N 



²ŀȅǎ ǿŜΩǊŜ ŜƴƎŀƎƛƴƎΥ hǊƎŀƴƛȊŀǘƛƻƴŀƭ !ŘǾƻŎŀŎȅ  

Å Our Access Team is focused on making improvements in the key areas we 
have identified: 

ïTransparency: Potential for legislative and/or regulatory fixes 

ïNetwork Adequacy: Working both the state and federal level for more 
clearly defined standards. 

ïBenefit Design: Pursue State specialty tiers bills to limit patient exposure 
on out-of-pocket costs. 

 
Å State specific events designed to make policymakers aware of access 

challenges. 

ïWe have hosted events in California, Maryland and Pennsylvania and 
will continue to host events as we roll out our Milliman findings. 
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Where to find help:  Web Resources 

25 

LLS has dedicated a section of our 

website to resources about the ACA.   

 

This includes:  

 

Educational articles 

 

Frequently Asked Questions 

 

Glossary of Healthcare and 

Insurance Terms 

 

Webinar on ACA basics for patients 

 

A direct link to our Milliman Study 



Where to find help: LLS People 
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LLS's Information Resource Center can help people with cancer 
understand assess their options and hear your story. 

Call 800.955.4572 
Monday to Friday, 9 a.m. to 6 p.m. ET, for support and guidance. 

 

Find an LLS chapter near you at www.lls.org 



 

How You Can Get Involved:  Your Advocacy 
 



ÅNumbers matter!  Sign up for our Advocates Network 

ÅShare your story with us: stories bring data to life 

ÅWe bring patient voices to government officials through 
testimonial hearings, stakeholder initiatives, relationship 
ŘŜǾŜƭƻǇƳŜƴǘ ƳŜŜǘƛƴƎǎΣ ƻǘƘŜǊ ǎǇŜŎƛŀƭ ǾŜƴǳŜǎ όάaƛǎǎƛƻƴ 5ŀȅǎέύ 

ÅOpportunities for letters, phone calls, social media campaigns 
at the state and national level to drive better access to quality, 
affordable, coordinated care 
 

LLS and Advocates: Partnering for Patients 



How to Connect with LLS Advocacy to Support Access 

ÅTwitter (@llsadvocacy) 

ÅEmail (advocacy@lls.org) 

ÅWebsite (www.lls.org/advocacy) 

ÅAdvocacy Network 

ïadvocacy/policy newsletter 

ïaction alerts 

ïspecial requests 

 

mailto:advocacy@lls.org
http://www.lls.org/advocacy


What advocacy success means for our patients  
 

At the federal level:  

 LōǊǳǘƛƴƛō ǊŜŎŜƛǾŜǎ ά.ǊŜŀƪǘƘǊƻǳƎƘ {ǘŀǘǳǎέ ŦǊƻƳ C5!              

Result: patients have access to ibrutinib years sooner 
 

At the state level:  

 Oregon lifts 2-year wait period on bone marrow transplants          

Result: patients get access to life-saving treatment 

 

 

  

 

 

Enabling access Saving lives 
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!ŘǾƻŎŀŎȅ ŀƴŘ ǇƻƭƛŎȅ ǿƛƴǎΥ ǿƘŀǘ άǎǳŎŎŜǎǎέ ƳŜŀƴǎ ŦƻǊ [[{ 

"Patient by patient, we're 

here to get them through 

this."  

I had frankly expected a 

higher level of transparency 

by this point.  

Our elected officials, some of whom 

have been impacted by cancer, must 

come togetheré 

ÅLLS policy experts 
quoted in high profile 
media 

ÅRaising awareness 
for the needs of 
patients who have 
cancer 

ÅCasting a broader 
net. More advocates 
drive more success 
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Mission Moments:  patients, physicians, volunteers 
 
 άSo I just found out why my co-pay is now $0 for my Gleevec.  Massachusetts passed a law that 

states oral chemo medicines have to have a comparable price to standard cancer chemo/iv 
treatments.  I can only assume that the majority of those are covered under a typical insurance 
policy,  Here's the beautiful thing, I received a $240 reimbursement for what I paid last 
year.  ¢Ƙŀǘ ǿŀǎ ŀƴ ǳƴŜȄǇŜŎǘŜŘ ōƭŜǎǎƛƴƎΧέ 

 

     έΧL ǿƻǊƪ ƛƴ ŀ ƎǊƻǳǇ ƻŦ ŘƛǎŜŀǎŜǎ ōǳǘ L ŀƳ ǎƻǊǘ ƻŦ ŀ ǾŜǊȅΣ ǾŜǊȅ ƴŀǊǊƻǿ ǇŜǊǎƻƴΦ .ǳǘ LΩǾŜ ŀƭǿŀȅǎ ƘŀŘ 
great passion, and loved the way the LLS approached blood cancers, just with reckless 
abandon and for a cureΦ  .ŜŎŀǳǎŜ ƛǘ ǿŀǎƴΩǘ Ƨǳǎǘ ŀ ƎǊŜŀǘ ǎǘƻǊȅΤ ǘƘŜ ƻǊƛƎƛƴǎ ƻŦ ƛǘ ǿŜǊŜ ǘƘŀǘ ǿŜ 
ǿƻǳƭŘƴΩǘ ōŜ ƘŜǊŜ ǘƻŘŀȅ ƛŦ ƛǘ ǿŀǎƴΩǘ ŦƻǊ ǘƘŜ ƎǊŀƴǘ ǘƘŀǘ ǘƘŜ [[{ ƎŀǾŜ ǘƻ .Ǌƛŀƴ 5ǊǳƪŜǊΣ ƻŦ ǿƘƛŎƘ Ƴȅ 
ƻǊƛƎƛƴŀƭ ǎŀƭŀǊȅ ǿŀǎ ǇŀƛŘ ƻŦŦ ƻŦΣ ǘƻ Řƻ ǘƘŜ ŦƛǊǎǘ ŎƭƛƴƛŎŀƭ ǘǊƛŀƭǎ ŦƻǊ ƛƳŀǘƛƴƛōΧέ 

 

 ά¢Ƙŀƴƪ ȅƻǳ ŦƻǊ ǘƘƛǎ ŀŘǾƻŎŀŎȅ ǳǇŘŀǘŜΦ  LLS' advocacy work is very important and very well-
done.  You've made it incredibly easy for one to contact government leaders... thank you!  I'm 
a 25+ year LLS volunteer, 15+ time TNT participant and served 10 years on the Chapter 
Board.  Only reason for that info is to mention I'm a committed volunteer.  ά 

 

 

 

  

Enabling access Saving lives 
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Å Patients first in all we do, focus on cures & access 

Å Lead with a sense of urgency: collaborate and compromise, but 

do NOT settle 

Our ask 

Invest in us, invest with us.  Share your time, your stories, your 

passion for patients and progress.  No access without action, no 

progress without persistence.   

 

One Goal:  A World Without Blood Cancers 



 

 

 
Thank you 

 
 


