
• Please choose a fortune cookie
• Open and read the question to your table
• Have everyone at your table answer the question



1:00 -2:15 am     
Preparing for Successful Meetings*
Atrium Ballroom 
*Mandatory for advocates participating in Lobby Day

Breakout Session:
Partnering with Patient Organizations: Best Practices and Lessons 
Learned 
Hemisphere A



Megan Holdren
Senior Manager, Congressional Relations

Soapbox Consulting



Snack Break Sponsored By:

@RareAdvocates
#RareDC2018

Rare_advocates



2:45 -3:30 pm   

Breakout Sessions - Pick One
Track A: Deep Dive Policy: Intro to Medicare and Medicaid 

Atrium Ballroom 
Track B: Lobbying 101: Practice Your Pitch

Hemisphere A
Track C: Advocacy for Young Adults: Practice Meetings with 

Congressional Staff
Hemisphere B



Medicare
Mike Eging
Executive Director
Rare Access Project 

Medicaid
Morna A. Murray, JD
Senior Vice President for Health and Disabilities
First Focus



Medicare
Mike Eging
Executive Director
Rare Access Project 



Program and Impact 
on Rare Patients

Michael Eging
Rare Access Project 
(RAP)

MEDICARE OVERVIEW



 Medicare was developed in the 1960s as part of Johnson 
Administration’s priority of providing a health care safety net 
for seniors who were at risk for health costs on fixed 
incomes
 A senior health program was contemplated and debated in the US 

since the 1930’s
 The original Medicare program included Medicare Part A (Hospital 

Insurance) and Part B (Medical Insurance)
 Managed care options were added and strengthened beginning in 

the 1970s
 Additional protections and services added through 2000s, including 

Medicare Part C (managed care option) strengthened
 Medicare Part D prescription drug benefit implemented in 2006

HISTORY



Hospital InsuranceMEDICARE PART A



 Part A Monthly Premium 
 Most people don’t pay a Part A premium because they paid Medicare taxes while working. If 

you don’t get premium-free Part A, you could pay up to $422 each month. 
 Hospital Stay, in 2018 you pay 
 $1,340 deductible per benefit period 
 $0 for the first 60 days of each benefit period 
 $335 per day for days 61–90 of each benefit period 
 $670 per “lifetime reserve day” after day 90 of each benefit period (up to a maximum of 60 

days over your lifetime)
 Skilled Nursing Facility Stay, in 2018 you pay 
 $0 for the first 20 days of each benefit period
 $167.50 per day for days 21–100 of each benefit period
 All costs for each day after day 100 of the benefit period 

MEDICARE PART A

Source: Medicare Fact Sheet, CMS, https://www.medicare.gov/Pubs/pdf/11579-Medicare-Costs.pdf



Medical InsuranceMEDICARE PART B



 Part B covers 2 types of services
 Medically necessary services: Services or supplies that are needed to diagnose or treat your 

medical condition and that meet accepted standards of medical practice.
 Preventive services: Health care to prevent illness (like the flu) or detect it at an early stage, 

when treatment is most likely to work best.
 Part B covers things like:
 Clinical research
 Ambulance services
 Durable medical equipment (DME)
 Mental health 
 Inpatient
 Outpatient
 Partial hospitalization

 Getting a second opinion before surgery
 Limited outpatient prescription drugs

WHAT DOES IT COVER?



 Part B Monthly Premium 
 The standard Part B premium amount in 2018 is $134 or higher depending on your income. 
 However, most people who get Social Security benefits pay less than this amount ($130 on 

average). 
 Social Security will tell you the exact amount you’ll pay for Part B in 2018. 

 You pay the standard premium amount (or higher) if: 
 You enroll in Part B for the first time in 2018. 
 You don’t get Social Security benefits. 
 You’re directly billed for your Part B premiums. 
 You have Medicare and Medicaid, and Medicaid pays your premiums. (Your state will pay 

the standard premium amount of $134 in 2018.) 
 Your modified adjusted gross income as reported on your IRS tax return from 2 years ago is 

above a certain amount. 

MEDICARE PART B

Source: Medicare Fact Sheet, CMS, https://www.medicare.gov/Pubs/pdf/11579-Medicare-Costs.pdf



 Medicare members are typically responsible for 20% of the total cost of treatment 
after meeting the deductible.

 Medigap plans are designed to "fi l l  the gap" of what Medicare members pay in 
out-of-pocket Part B costs.

 A Medigap plan has a monthly premium 
 However, if you require potentially expensive Part B medicines, a Medigap plan 

can reduce your total medical costs.

MEDICARE PART B COPAYMENTS



Medicare Managed 
CareMEDICARE ADVANTAGE



 Medicare Advantage Plans, sometimes called “Part C”, are offered by private 
companies approved by Medicare. 

 In addition to your Part B premium, you usually pay one monthly premium for the 
services included in a Medicare Advantage Plan. 

 Advantage Plans have dif ferent premiums and costs for services, so compare plans 
and understand plan costs and benefits before enrolling. 

MEDICARE PART C



 What do Medicare Advantage Plans cover? 
 All of the services that Original Medicare covers except hospice care. 
 Original Medicare covers hospice care even if beneficiary is in a Medicare Advantage Plan. 
 Coverage for all emergency and urgent care. 
 Emergency coverage outside of the plan’s service area (but not outside the U.S.). 
 Many Medicare Advantage Plans also offer extra benefits such as dental care, eyeglasses, 

or wellness programs. 
 Most Medicare Advantage Plans include Medicare prescription drug coverage 

(Part D). 
 In addition to your Part B premium, you usually pay one monthly premium for the 

plan’s medical and prescription drug coverage. 
 Plan benefits can change from year to year.

MEDICARE PART C (CONTINUED)

Medicare Advantage Fact Sheet, CMS, https://www.medicare.gov/Pubs/pdf/11474.pdf



Outpatient 
Prescription Drug 
Benefit

MEDICARE PART D



 The 2018 standard Init ial Deductible is $405
 The Initial Deductible is the amount that you pay before the plan begins to share in the cost of 

coverage.
 Many Medicare Part D plans exclude lower-costing Tier 1 and Tier 2 drugs from the deductible, 

providing immediate coverage for lower costing medications.
 The coverage gap begins when you and your drug plan have spent$3,750 on covered 

drugs.
 If you qualify, you may get help paying for the coverage gap. See 

https://www.medicare.gov/your-medicare-costs/help-paying-costs/save-on-drug-costs/save-
on-drug-costs.html for more information
 The coverage gap ends at $5000 in qualified expenditures, and the beneficiary moves into 

the Catastrophic benefit

HOW DOES MEDICARE PART D WORK?

https://www.medicare.gov/your-medicare-costs/help-paying-costs/save-on-drug-costs/save-on-drug-costs.html


 The Donut Hole discount increases for generic drugs from 49% to 56%.
 Once in the 2018 Donut Hole and a generic medication has a retail cost of $100, you will 

pay $44. 
 And the $44 that you spend will count toward your 2018 out of pocket spending limit 

(TrOOP)
 The Donut Hole discount increases for brand-name drugs from 60% to 

65% and beneficiaries receive credit for 85% of the retail drug cost toward 
meeting total out-of-pocket maximum (the 35% of retail costs you spend plus the 
50% drug manufacturer discount).
 If you reach the 2018 Donut Hole and purchase a brand-name medication with a retail cost 

of $100, you will pay $35 for the medication, and receive $85 credit toward meeting your 
2018 out-of-pocket spending limit

GETTING THROUGH THE DONUT HOLE

Medicare Part D Overview, Q1, https://q1medicare.com/q1group/MedicareAdvantagePartD/Blog.php?blog=A-preview-of-2018--
CMS-releases-the-proposed-2018-Medicare-Part-D-standard-drug-plan-coverage-parameters&blog_id=613&frompage=18



 The Catastrophic Coverage portion of Medicare Part D begins when a beneficiary 
leaves the Coverage Gap or Donut Hole.
 The 2018 TrOOP threshold is $5,000. 
 TrOOP is the dollar figure you must spend (or someone else spends on your behalf) to get 

out of the Donut Hole or Coverage Gap and into the Catastrophic Coverage phase of your 
Medicare Part D plan.

 In the 2018 Catastrophic Coverage phase, you pay a minimum of $8.35 for brand 
drugs or $3.35 for generics (or 5%, whichever is higher).

 This means that for most rare disease indicated medicines, the beneficiary is 
responsible for the 5% copay

BEYOND THE DONUT HOLE—CATASTROPHIC COVERAGE



 Patients who qualify for “Extra Help” a Medicare program for the lower-income
 You automatically qualify for Extra Help if you have Medicare and meet any of these 

conditions:
 Have full Medicaid coverage
 Get help from your state Medicaid program paying your Part B premiums (from a Medicare Savings 

Program)
 Get Supplemental Security Income (SSI) benefits

 If you don't qualify for Extra Help, your state may have programs that can help 
pay your prescription drug costs.
 Contact your Medicaid office or your State Health Insurance Assistance Program (SHIP) for 

more information.

CAN ANYONE HELP WITH CATASTROPHIC?

https://www.medicare.gov/your-medicare-costs/help-paying-costs/save-on-drug-costs/save-on-drug-costs.html#1320



 In some instances, non-profit foundations have been created to assist patients 
with copays

 Many of these foundations operate under guidance from the Department of Health 
and Human Services Office of Inspector General

 Donations can support beneficiary continuity of care by paying the the 
catastrophic costs

CAN ANYONE HELP WITH CATASTROPHIC? (CONTINUED)



 The President’s 2019 budget highlighted proposed structural Medicare changes that 
could include:
 Changing payment methodology to control costs in Medicare Part B for some medicines 
 Capping out of pocket costs in Medicare Part D through rebalancing cost share in the 

catastrophic (no patient 5 percent copay)
 Centers for Medicare and Medicaid Services Innovation Center focused on seeking 

creative solutions
 Alternative payment models (Quality Payment Program) for physicians
 https://innovation.cms.gov/

 The Rare Access Project (RAP) and other interested policy stakeholders are 
exploring Medicare issues
 Medicare Part A changes in payments for rare disease medicines to allow improved access to 

rare medicines without hospitals being financially penalized
 Medicare Part D changes to cost sharing that would cap out of pocket costs for rare disease 

patients
 The coalition has legislative language and is working with policy stakeholders
 Critical to the effort are patient experiences with the structural challenge of the catastrophic copay

IMPROVING RARE PATIENT CARE IN MEDICARE

https://innovation.cms.gov/


 Educate beneficiaries on the programs before they transition into Medicare 
 Invest in the time to choose a plan; whether Advantage or Part D

 Learn more about Medicare and get involved advocating for solutions
 Organizations such as RAP, and many others are focused on bringing effective solutions to 

Rare beneficiaries
 Contact your Senator or Member of the House of Representatives to get involved 

with the Rare Disease Caucus…
 And to support efforts to help Rare Disease Beneficiaries access care in Medicare

CONCLUSION



THANK YOU



Medicaid
Morna A. Murray, JD
Senior Vice President for Health and Disabilities
First Focus



Morna A. Murray
Senior VP for Health and 
Disabilities
First Focus 
F b  26  2018

RDLA Legislative Conference 
Navigating Medicaid



What is Medicaid

• Medicaid was signed into law in 1965, 
along with Medicare. It is a section of 
the Social Security Act – Title XIX.

• Medicaid is the largest public health 
program for people with low income –
covering 1 in 5 Americans (74 million). 

• 4 main groups of beneficiaries: 
• Infants and children
• Pregnant women, parents, some 

adults
• People w/disab, complex med 

needs



How does Medicaid work?

• Medicaid is a federal-state partnership. 
All states have a Medicaid program 
that is administered by each state 
within certain federal guidelines.

• But states can offer additional optional 
services including prescription drugs, 
various therapies, dental, eyeglasses, 
etc.

• Children’s benefits are comprehensive –
EPSDT (Early and Periodic Screening, 
Diagnostic and Treatment benefit). 



Who Pays for Medicaid?

• Both the federal government and the 
states pay for Medicaid. The federal 
government reimburses states at a 
certain %, from 50-77%, depending on 
state’s income.

• Medicaid spending increased 4% in 
2016, to $566 billion. 

• Medicaid is an “entitlement” program, 
i.e., anyone who meets requirements is 
entitled to care and states are 
guaranteed payment. 



Spending and Coverage 

• Medicaid spending increased 4% in 
2016, to $566 billion. 

• Medicaid is an “entitlement” program, 
i.e., anyone who meets requirements is 
entitled to care and states are 
guaranteed payment. 

• The Affordable Care Act allowed states 
to expand coverage under Medicaid, 
beginning in 2014.  The federal govt
pays 100% of the expansion cost, going 
down to 90% in 2020   



Medicaid Expansion 

• 32 states and DC have expanded 
Medicaid under the ACA. 

• This increases the income threshold to 
138% of the federal poverty level 
($28,676 for family of 3 in 2018). 

• Also allows for coverage of childless 
adults and other individuals such as 
those with chronic mental illness or 
disabilities who do not meet federal 
definitions of disability.



CHIP

• CHIP was enacted in 1997 in a 
bipartisan Congress and signed into law 
by President Clinton

• All states have a CHIP program

• CHIP covers kids who are not income-
eligible for Medicaid

• CHIP covers almost nine million kids and 
pregnant women



CHIP- works with Medicaid

• CHIP was enacted in 1997 in a 
bipartisan Congress and signed into law 
by President Clinton.

• All states have a CHIP program.

• CHIP covers kids who are not income-
eligible for Medicaid, up to different 
levels in each state. 

• CHIP covers almost nine million kids and 
pregnant women. 



CHIP- works with Medicaid

• After a lot of negotiation, CHIP was 
extended for 6 years on January 22.  
Then when the cost of CHIP was found 
to have dropped, it made sense to 
extend it for a total of 10 years – final 
budget deal signed on February 8. 

• Both Medicaid and CHIP cover 
preventive services, prescription drugs, 
therapies for children and adults with 
rare diseases – coverage can vary in 
states.



Specific Services
• Newborn Screening:  As one example, the 

ACA requires states to cover the federal 
Recommended Uniform Screening Panel 
(RUSP) of 31 core and 26 secondary newborn 
screenings (NBS)with no co-insurance or 
copayment required.  Not all states have 
implemented this uniformly.  

• Screening and prevention are required under 
Medicaid and CHIP as well. 

• The expansion of NBS coverage affects about 
1.3 million of 4 million annual births, in addition 
to about 2 million covered by Medicaid (Costich, 
Julia, The “Impact of the Affordable Care Act on Funding for Newborn 
Screening Services,” 2016)



Legislative Threats to 
Medicaid

• Threats to Medicaid both legislatively and 
administratively with Medicaid waivers. 

• Last year, there were attempts to repeal and 
replace the ACA, like the American Health 
Care Act (House) and the Better Care 
Reconciliation Act, which failed in the Senate.  
The Graham-Cassidy-Heller-Johnson proposal 
is similar – cut Medicaid funding by hundreds 
of billions of dollars and change the open 
entitlement to a block grant or a per capital 
financing formula – both limit federal funding.  

• These efforts may be especially harmful to 
people with high cost treatments, chronic 
conditions  



Administrative Threats to 
Medicaid

• States are applying for and some have 
received approval for Medicaid Section 1115 
waivers. 

• Section 1115 waivers are supposed to be 
“demonstration” grants to increase access or 
better care under Medicaid, not limit access. 

• Work requirements are among the most 
draconian measures included in Medicaid 
waivers – are contrary to the intent and 
principle of the Medicaid statute.  

• Waivers also pose threats to people with 
chronic and pre-existing conditions, high cost 
treatments



What to Do?
• Educate and Advocate! 

• Call, visit, write, stay in touch with your 
members of Congress and advocacy groups! 



www.firstfocus.net

Morna Murray E-mail: 
mornam@firstfocus.org

Phone: 202-657-0679
www.firstfocus.org

Thank You!



@RareAdvocates
#RareDC2018

Rare_advocates



3:45 -4:30 pm   

Breakout Sessions - Pick One
Track A: Political Hot Topics: Right to Try – Is it a Solution  

Atrium Ballroom 
Track B: Political Hot Topics: States’ Rights to Medical Marijuana

Hemisphere A



Moderator
David Farber
FDA Life Sciences Partner
King & Spalding



Richard Klein Starlee Coleman
Former Patient Liaison Director Senior Policy Advisor
Food and Drug Administration Goldwater Institute 

Michael Becker Laura McLinn
Biotech Entrepreneur, Author Founding President 
Patient Expert Best Day Ever Foundation 



Mark Dant
Board Chair 
EveryLife Foundation for Rare Diseases



Participate to with a $50 Amazon Gift Card! 
Turn them back in at the registration desk.



Tuesday, February 27th

 7:30 am – Lobby Day Breakfast 

 9:00 am – Meetings on Capitol Hill

 6:30 pm – Youth Advocate Meet- Up (Ages 13-25)

Wednesday, February 28th

 12:00 pm – Rare Disease Congressional Caucus Briefing

 2:00 pm – Group Photo on Capitol Steps

 5:00 pm – Rare Artist Reception 



50

Presented by:

Tuesday, February 27th

7:00-8:30am
Washington Court Hotel 
525 New Jersey Ave NW, Washington, DC 
20001
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Washington Court Hotel 
525 New Jersey Ave NW

The closest 
Metro stops are 
Union Station 
and Judiciary 
Square, both on 
the red line.
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It’s a 15 minute walk 
plus security between 
Senators and 
Representatives

REPRESENTATIVES

SENATORS
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Wednesday, February 28th
12:30-1:45pm

Russell Senate Office Building, 
Room 325

Lunch will be provided!

The Rare Disease Lifecycle: Diagnosis to Treatment

Presented by:
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Russell Senate Office Building
Kennedy Caucus Room 325
2 Constitution Ave NE

The 
closest 
Metro stop 
is Union 
Station on 
the red
line.



56

Wednesday, February 28th , immediately following the 
Caucus Briefing on the steps of the U.S. Capitol
Please wear your new scarves!
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Wednesday, February 28th
5-7pm
Russell Senate Office Building
Kennedy Caucus Room     Presented by:

Several of the artists who received an award in the 2017 Rare 
Artist contest will join us to discuss how they express their 
experience with rare disease in their artwork.



In addition to the Rare 
Artists displaying their 
work, we welcome special 
guest Rick Guidotti from 
Positive Exposure. He will 
be presenting photos and 
speaking about his efforts 
to change societal 
attitudes towards people 
living with genetic, 
physical, behavioral, or 
intellectual difference.

58
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Russell Senate Office Building
Kennedy Caucus Room 325
2 Constitution Avenue NE

The closest 
Metro stop 
is Union 
Station on 
the red
line.



60

The event is free to attend in-person or participate 
via livestream. The agenda and registration are 
available at https://ncats.nih.gov/rdd. 

Thursday, March 1st

8:30am – 4pm
Masur Auditorium, Building 10
National Institutes of Health
Bethesda, MD



Thank You!!!!

@RareAdvocates
#RareDC2018

Rare_advocates
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