
NAEC Update –
Washington and Advocacy Update

Fred Lado, MD, PhD and Johanna Gray
NAEC President and Deputy Director

June 19, 2025



Agenda

• What is the reconciliation bill?
• What policies does it include that would 

impact people with epilepsy and epilepsy 
centers? 

• What comes next – timing/process?
• How can you advocate for your center and 

your patients?
• What about other issues? 



Budget Reconciliation Background
• Congress is working on a reconciliation bill –

legislation which can only include provisions 
related to federal spending or revenues and 
only requires a simple majority to pass.

• This is the vehicle President Trump wants 
Congress to use to pass his priority issues –
extend the 2017 tax cuts, increase border 
security and reduce the deficit. 

• Congress needs to find a way to pay for these 
policies. 

• The bill language released to date would have 
significant impacts on epilepsy community 



What has happened so far?

House passed its bill, 
H.R.1, the One Big 

Beautiful Bill Act, on 
May 22 by a vote of 215 

to 214

Action moves to Senate; 
relevant Committees 

release text of their bills 
in mid June 



What Medicaid policies are in the 
House bill? 

Work reporting 
requirements for 

Medicaid expansion 
applicants and 

enrollees

Mandated cost-
sharing (services and 

Rx) for Medicaid 
expansion enrollees

Repeal streamlined 
redetermination and 
enrollment processes

Moratorium on 
states’ use of provider 

taxes as funding 
mechanism

Sunset the 5% FMAP 
incentive for new 

uptake of Medicaid 
expansion  

FMAP penalty for 
states that use state 

$$ to provide benefits 
to immigrants

• 10.3 million people lose 
Medicaid coverage by 2034 

• about ½ of those losses 
attributable to work 
reporting requirements

• 7.7 million fewer people 
have insurance by 2034

• Medicaid policies yield $625 
billion in federal savings 
over 10 years



How does the Senate version compare?

• Deeper Medicaid cuts for provider taxes and 
state-directed payments

• Extends work reporting requirements to 
parents with children over 14

• Expands limit on retroactive coverage for all 
people on Medicaid



What are work reporting requirements?
• By Dec 2026, states must implement policies that require 

people who qualify via Medicaid expansion to meet at least 80 
hours per month working, or engaging in other qualifying 
activities, to keep their coverage.

• If people don’t comply with the requirements – because they 
don’t meet work or other activity thresholds, or because they 
get caught up in red tape– they will lose access to Medicaid. 

• The bills call for certain exemptions – including for people 
living with complex and serious medical conditions – but they 
exempt people from having to work, NOT having to do 
reporting and paperwork processes. 



What do we know about work reporting 
requirements?

Studies show that more than 90% of individuals in 
the Medicaid expansion group either work or 
should qualify for an exemption; 44% have a 

chronic health condition

Past experience (Arkansas, Georgia) 
demonstrates that red tape  significant 

coverage losses, more costs for states and no 
increases in people working



Impact on Epilepsy Community 
• About 40% of adults with epilepsy and more than one-

third of children and youth with special health care needs 
are insured by Medicaid

• Losing Medicaid coverage would be devastating for 
people with epilepsy, interrupting treatment regimens and 
access to epilepsy centers  

• Centers will need to spend more time and resources 
helping people access coverage 

• Loss of Medicaid $$ for states would make care for 
people with chronic conditions likely targets for state 
cost-cutting efforts.



What ACA policies are in bill?
• Reminder: ACA created Marketplaces /exchanges for 

people to buy individual plans that meet certain standards 
and processes 
– With sliding scales based on income, people can access tax credits 

to help them afford their premiums and cost-sharing reductions to 
lower their out-of-pocket costs

• Bill would make lots of technical changes that would have 
a big impact –
– Changes to tax credits – who is eligible, processes for 

reconciliation
– Changes to enrollment timing and processes 
– Changes to ACA regs



What ACA policy changes are NOT 
included in the bills?

• No extension of enhanced advanced premium tax 
credits (eAPTCs) 
– In law since 2021, they will expire at the end of 2025 

unless Congress extends 
– Enhanced = more people qualify and they are more 

generous for everyone 

• If they are allowed to expire: premiums spike on 
average by 75%  loss of coverage for 4.4 
million people



What do these policies mean?

• Significant coverage losses – Kaiser Family 
Foundation estimates they could cause 
Marketplace enrollment to shrink by 1/3 (8 
million people)

• For people who stay in Marketplace coverage:
– Insurance will be less affordable
– Insurance will be less accessible



Impact if people with epilepsy lose 
coverage

- Time and resources to help people access 
coverage 
- Uncompensated care
- Adverse health events – hospitalizations     
and ED visits 
- Patient out-of-pocket costs 

- Access to treatment
- Access to epilepsy center services
- Reimbursement for health care services 

M
O

RE
LESS



What other policies are included?
• Streamlined Medicaid enrollment for out-of-state 

pediatric providers to facilitate access to expert providers 
in Medicaid and CHIP for kids with complex health 
conditions (House bill)

• Interim fix to physician fee schedule (House bill) 
– Increase to Medicare conversion factor in 2026 to about 

2.25% (which is 2% above current law) 
– Tying future updates to the Medicare Economic Index for 

2026-2035



Widespread concern from health community



Hospitals Speak Out 



What happens next?

House passed its bill 
May 22

Action moves to 
Senate; Committees 

release bill; “Byrd 
bath”

Senate floor 
consideration 

(“vote-a-rama”) and 
passage

House and Senate 
must agree on 

legislation*

If bill passes both 
chambers, goes to 

President

Senate Majority 
Leader Thune aspires 

to have final bill to 
President by July 4...

*Either House approves Senate version, or they go 
to conference.



Easy ways to take action

• Epilepsy Foundation action alert:  

https://www.epilepsy.com/advocacy/advocate?vvsrc=/campaigns/122111/respond


Call Congress
• Call your Senators… or use Capitol switchboard: (202) 

224-3121
• Only need a few points: 

– My name is X and I live in Y place. 
– I am calling because I’m an epileptologist who cares for 

people with epilepsy in our state. 
– I am very worried that the health care cuts in the 

reconciliation bill will lead to my patients losing coverage. 
– Loss of coverage means people won’t be able to access 

treatments and expert care, leading to more seizures, worse 
outcomes for patients, and higher health care costs. 

– As your constituent, I’m asking you to please reject these 
cuts. 



Other tools / other issues 



Remember… 
• The bill is not yet law!

• Senate has narrow path to 51 
votes – and multiple groups have 
concerns 

• Advocacy has already had an 
impact in shaping bill

• Protecting coverage is a top 
priority for many advocates 
within and beyond the 
epilepsy community 

July 27, 2017 – final attempt at ACA “repeal and 
replace” goes down to defeat



Questions and Discussion
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