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The Leukemia & Lymphoma Society

The Leukemia & Lymphoma Society (LLS) exists to
find curesand ensureaccesgo 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 nNnCures & Acces.

Drug discovery | Drug developmen
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Confronting a broad range of diseases with diverse outcomes
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FY13 Research Commitment $73.8 Million

INDOLENT NHL CcML HoDGKIN LyMPHOMA
$3.2M(4%). S$22M (3%) $1.6 M (2%)
GEN. LEUKEMIA

$3.7M (5%)

AML
_$19.4M (26%)

CLL/SLL I
$4.7 M (6%) \

GEN. LYMPHOMA _
$5.3 M (7%)

AGGRESSIVE NHL
$5.7 M (8%)

MDS/MPNs_
$8.4 M (11%) YELOMA

$9.7 M (13%)

‘ ALL
1$9.9 M (13%)
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Once unimaginable, new treatments are saving lives today

Moving from highly toxic treatments to more targeted therapies... >

1950s 1960s 1980s

First chemo- First combination Cancer-causing
therapy agents for chemotherapy oncogenes and tumor
lymphoma and developed for suppressor genes
leukemia childhood discovered

patients, including leukemia

children
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Once unimaginable, new treatments are saving lives today

... with cures and prevention as the ultimate long-term goal >

1990s 2000s 2020 and beyono
Antibody-based Targeted Personalized medipine
therapies such as therapies such as Cures and prevention

Rituxan Gleevec

/
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LLS-funded precision medicine initiative: Beat AML
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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.
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Cell-based immunotherapy: a new paradigm

A Genetically engineered T-cells that selectively kill tumor cells
A 90% of ALL and 50% of CLL patients respond
A Being tested in AML, MM, and pancreatic cancer

A $21 million investment from LLS since 1998
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How LLS serves patients: | - information and support

get information
& support

Contact an
Information Specialist.

1-800-955-4572
Live Chat

Email

Financial Matters

Free Education Materials

Patient Education
Programs

LLS Discussion Boards

And Maore

newly
diagnosed?

start here

A Trained specialists (RNSs,
MSWs) field more than
60,000 calls annually
through our Information
Resource Center

A Local inperson support
through chapter staff and
volunteers (Patti Robinson
Kaufmann First Connection
Program)
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How LLS serves patients: Il - education

CLLSPOTLIGHT

LEUKEMIA &
LYMPHOMA
SOCIETY"

REGISTER TODAY!

FREE TELEPHONE/WEB
EDUCATION PROGRAM

UPDATE on CLL

WEDNESDAY, MAY 1, 2013
100 Pm — 2:00 PM ET

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

A Latest therapeutic
advances are highlighted
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How LLS serves patients: Il T financial assistance

A LLS cpay assistance program helps patients in need
A Pays insurance premiums and other treatment costs

A Requires needsased testing and a confirmed diagnosis
for one of the covered diseases

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
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How LLS makes nNnCures & Acces.

Drug discovery | Drug developmen

\ Y / Y /A Y /
Research Therapy Patient/professional
Grant Acceleration programs &
Programs Program financial assistance
- _J
V

Policy agenda:
waccelerate development
wimprove access to care
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LLS Access Team

We work with the FDA to
accelerate the development
and approval of new
therapies.

—_—
g“!l!é!tnm

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.
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Organizational Advocacy for Patient Access

A Conversations with CMS, legislators and regulators focusing on
noncompliance and limited patient access

A Utilize reliable data to identify potential non-compliance with ACA
rules

A Collect relevant patient stories across the U.S.

A Internal staff training, external webinars & national and regional
educational programs
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LLS Policy and Advocacy: working together for patients
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We worktogetherto advocate for access and change/shape policy

Policy team:
I knows the laws and regulations to identify gaps and propose solutions
I builds relationships with policymakers

Advocacy team:
I collects data and stories on access challenges
I builds the grassroots/tops volunteer network

S is today ‘ @ Lvrons

SOCIETY®
18 fighting blood cancers



Access Policy: Where are we focused in 2014

Affordable Care Act

A Transparency

A Cost sharing

A Network adequacy
A Medicaid expansion

Medicare reform

A Part D specialty tiers
A SGR reform

FDA

A Compassionate use
A Approval pathways
A Diagnostic testing
A Drug shortages

Other

A Pediatric research funding
A Dual eligibles

A Survivorship / QOL

A Marrow donations

A Transportation
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Key Areas of Concern in Insurance Market For Patients

A Benefit design

A Network Adequacy

A Breadth of Drug Coverage
A Premiums

Shareyourconcerns and stories with us atlvocacy@lls.org
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mailto:advocacy@lls.org
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A Training for internal staff (webinar also publicly available) on
our ACA web page.

A Expert training on insurance issues for key-catiter staff and
access leaders.

A Regional education forums for patients and community groups
that assist these patients.
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A Data is critical to make our case for change.

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

A Key themes emerged from the data:
I Concern around the adequacy of networks, particularly in specialty ca
I Deductibles at Bronze and Silver level that are often more than twice
the average of a typical employer plan.

I Alack of transparency and difficulty in obtaining the information
necessary to make informed decisions.
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Power of Data: Texas Network Coverage Detall

BCBSHMO BCES Cigna  Humana  Molina
PPO

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

I Transparency: Potential for legislative and/or regulatory fixes

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

I Benefit Design: Pursue State specialty tiers bills to limit patient exposur:
on out-of-pocket costs.

A State specific events designed to make policymakers aware of access
challenges.

I We 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

gt information

& suppoirt

LLS has dedicated a section of our ‘ , :

Indormaton Specahst

website to resources about the ACA. - B NS : s

I . Live Chat
Emall

This includes:

Educational articles

es already miplemantad undes the ACA have benefited patients, including

n lifetime limits on <are, the ;l,.ul-, of Gependents to stay on their parent's Informational

video

I to 3ge 26, and coverage of praventatve benghits

Learn what the

Frequently Asked Questions SR o M

18, & YOou want to be sure that you are protected agair

M Hnman Repsrt on Healthcare Exchanges in Four S'ate<

Glossary of Healthcare and L ST RS
Insurance Terms ety a0 o il e e

Webinar on ACA basics for patients

learn more on our blog

A direct link to our Milliman Study

When Purchasing Haalth Inswance, Maks Surs Your Healthcars Provigars Ars If

Defhiculpas with Haglthe Gav Results
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Where to find help: LLS People

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 youWWW. I IS . O rg
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How You Can Get Involved: Your Advocacy
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LLS and Advocates: Partnering for Patients

A Numbers matter! Sign up for our Advocates Network
A Share your story with ustories bring data to life

A We bring patient voices to government officials through
testimonial hearings, stakeholder initiatives, relationship
RSOSt 2LIYSY(d YSSUAy3Iaszr 20GKSN

A Opportunities for letters, phone calls, social media campaigns
at the state and national level wrive better access to quality,
affordable, coordinated car

raise your voice in the
fight against blood cancers.

take action »
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How to Connect with LLS Advocacy to Support Access

A Twitter (@llsadvocacy)

A Email &dvocacy@lls.oig
A Website (vwww.lls.org/advocacy

A Advocacy Network
I advocacy/policy newsletter
| action alerts
I special requests
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What advocacy success means for our patients

At the federal level:
LONHzIAYAO NBOSAGSA d. NBI 10K
Result patients have access to ibrutinglearssooner

At the state level:

Oregon lifts Zyear wait period on bone marrow transplants

Result patients get access to IHgaving treatment

Enabling access W) Saving lives
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Che New ork Eimes A LLS policy experts
| had frankly expected a . . .
higher level of transparency qUOtEd N h|gh pI’OfI|e
media
® USA TODAY A Raising awareness
for the needs of
"Patient by patient, we're .
here to get them through pa’[len’[S WhO have
= cancer
@he Washington Post A Casting a broader
Our electe_d officials, some of whom net- More advocates
e hgetnere™ 1 drive more success
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Mission Moments: patients, physicians, volunteers

&S0 | just found out why my co-pay is now $0 for my Gleevec. Massachusetts passed a law tha
states oral chemo medicines have to have a comparable price to standard cancer chemol/iv
treatments. | can only assume that the majority of those are covered under a typical insuran
policy, Here's the beautiful thing, | received a $240 reimbursement for what | paid last

~ ~ Ve ~ ~

vear,¢ K G 61 & 'y dzy SELISOGSR of Saaay3axé
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great passion, antbved the way the LLS approached blood cancers, just with reckless
abandon and for a cure® . SOldzaS AU ¢l ayQd 2dzad | 3INB

g2dzZ RYyQi 6S KSNB (2RFeé AF AdG 6l ayQid F2NJ
2NAIAYLFE aFfFNE 6F& LIAR 2FF 2F> (G2 R2 (F

G¢KFEY]l @2dz T2 N (LKSK advotaBy@ariOis very impattaiRtland Seby-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 voluntegr.

Enabling access W) Saving lives
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One Goal: A World Without Blood Cancers

A Patients first in all we do, focus on cures & access

A 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.
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Thank you
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