
➤ Access to Quality, Affordable, Physician-directed & Person-centered                                                      
     Health Care

Access to Coverage and Care
• Maintain protections for people with pre-existing conditions and build on the success of 

the Affordable Care Act
• Protect and strengthen Medicaid including home- and community-based services  
• Ensure that people have affordable access to needed care through telehealth even after 

the public health emergency ends
• Improve health equity by passing the Health Equity and Accountability Act and the 

Improving Social Determinants of Health Act (H.R. 379/S. 104)
• $13 Million for the VA Epilepsy Centers of Excellence in Fiscal Year (FY) 2022

Access to Treatments
• Maintain Medicare’s Six Protected Classes
• Safe and legal access to medical  cannabis and CBD
• Address the high cost of prescription medications, including by simplifying Part D, placing 

a cap on Medicare out-of-pocket costs, and spreading costs more evenly throughout the 
year for consumers

• Step therapy and prior authorization reform including through passage of the Safe Step 
Act (S. 464) so that people can have timely access to prescribed medications

➤ Public Health, Awareness, & Education

• $13 Million for the Centers for Disease Control & Prevention (CDC)’s National Center for 
Chronic Disease Prevention and Health Promotion’s Epilepsy program in FY 2022

➤ Disability Rights & Ending Discrimination

• Protect and strengthen rights contained in the Americans with Disabilities Act and other civil 
rights laws

• Oppose the use of Quality Adjusted Life Years (QALY) in measuring health care and 
treatments’ value, as the model undervalues people with disabilities

➤ Research & Innovation

• Break down barriers to facilitate research into the potential therapeutic benefits and risks of 
cannabis

• $46.1 Billion for the National Institutes of Health in FY 2022
• Robust funding for the Food & Drug Administration in FY 2022
• $5 Million for the National Neurological Conditions Surveillance System in FY 2022
• Increase funding for the Congressionally Directed Medical Research Programs (CDMRP)’s 

Post-traumatic Epilepsy Program and the Tuberous Sclerosis Complex (TSC) program

KEY FEDERAL PRIORITIES



FOR MORE INFORMATION, CONTACT:

Recommendation
Urge the Administration and Department of Justice to 
reinstate the Cole Memo to ensure that federal resources are 
not used to prosecute individuals or businesses following 
state cannabis laws; pass legislation like the Medical Marijuana 
Research Act and the Cannabidiol and Marihuana Research 
Expansion Act to facilitate federal research into the potential 
therapeutic benefits and harms of cannabis; and further 
address the restrictive Schedule I designation of cannabis 
to promote medical and scientific research of cannabis. 

BACKGROUND

There is no “one size fits all” treatment for epilepsy, and around 
30 – 40 percent of individuals living with epilepsy (over one million 
individuals) live with uncontrolled or intractable epilepsy, despite 
available treatments. Some people living with epilepsy and seizures 
and their providers have reported beneficial effects and reduced 
seizure activity when using medical cannabis or cannabidiol (CBD) 
and therefore turn to it when other treatments have failed. As with 
any other treatment regimen, it is critical that physicians have the 
ability to consult and closely monitor individuals using cannabis and/
or CBD, and physicians must have the ability to legally do so.

Currently, the use of cannabis is legal in 34 states and the District 
of Columbia. However, without safeguards in place, individuals who 
legally use medical cannabis and/or CBD under state law are at a 
continual risk of federal prosecution. Federal protections for lawful 
state-level medical cannabis activities, like the reinstatement of the 
Cole Memo, would help ensure safe and reliable access to medical 
cannabis through state-regulated programs. 

Despite some evidence that cannabis and CBD help reduce seizure 
activity in some individuals, it is currently difficult and expensive to 
conduct further, more robust research into this connection. There 
are significant obstacles for scientists and researchers to organize 
clinical trials and other research involving cannabis. There are also 
additional costs and infrastructure requirements due to the Schedule 
I designation that further limit innovation and investment. Legislation 
that addresses research needs must also address the Schedule I 
designation.

SAFE & LEGAL ACCESS TO MEDICAL 
CANNABIS AND CANNABIDIOL (CBD)

ABOUT THE EPILEPSIES
Epilepsy is a disease or disorder of the brain 
which causes reoccurring seizures. It is a 
spectrum disease comprised of many diagnoses 
including an ever-growing number of rare 
epilepsies. There are many different types of 
seizures and varying levels of seizure control. 

3.4 million Americans live with active epilepsy 
including 470,000 children and teenagers. 
Thirty to forty percent of people with epilepsy 
live with uncontrolled seizures despite available 
treatments. Delayed recognition of seizures 
and inadequate treatment increase a person’s 
risk of subsequent seizures, brain damage, 
disability, and death. Epilepsy imposes an 
annual economic burden of $19.4 billion on 
the country.

34 states & DC 
have passed comprehensive medical cannabis 
laws

30 - 40% 
of individuals diagnosed with epilepsy have 
uncontrolled seizures despite available 
treatments

1 FDA approved  
therapy derived from cannabis for the 
treatment of seizures associated with three 
rare forms of epilepsy 

ABBEY ROUDEBUSH Senior Manager, Government Relations & Advocacy, Epilepsy Foundation | 301.918.3784 
aroudebush@efa.org



On June 30, 2008, when he was just two years and 
nine months old, Freeman Dando had his first seizure. 
Over the next 10 years, Freeman would experience 
thousands of seizures and countless trips to the 
hospital, unable to find a treatment to stop his seizures.

Freeman and his health care team tried to control 
his seizures with anti-seizure medications. He tried 
– and failed – on six different medications. Some 
medications failed to control his seizures despite 
being on the maximum dose, while other medications 
actually induced seizure activity. Despite being 
unable to completely control his seizures, Freeman 
and his health care team found a medication regimen 
that kept him from having seizures during the day.  
Freeman’s typical seizures happened while he slept 
and usually lasted about 45 seconds. Then, in spring 
2018, Freeman began experiencing breakthrough 
seizures during the day while at school.

Soon, Freeman was experiencing hundreds of seizures 
day and night. He was unable to go to school and 
participate in his favorite sports. Having run out of 
other pharmaceutical options, Freeman’s parents 
worked with his health care team to access medical 
cannabis through the Texas Compassionate Use 
Program. After adding cannabidiol (CBD) to his 
existing medication regimen, Freeman’s life changed 
drastically and for the better.  He went from having 
over 100 seizures daily to zero in just a matter of 
days. This has significantly improved his quality 
of life and ability to fully participate in school and 
activities. Freeman, now 15 years old, is a freshman 
in high school and excels on the Cross Country and 
track teams. 

FREEMAN’S STORY

Freeman and his family are extremely 
relieved that through physician-directed 
care, they have found a treatment 
regimen that so far, has kept him almost 
seizure free. However, they would 
still like to more fully understand the 
benefits and risks associated with CBD 
and therefore urge Congress to help 
break down current research barriers 
and remove the Schedule I status for the 
entire cannabis plant. Simultaneously, 
it is vital that Freeman – and others 
like him – can continue to access safe 
and legal CBD. The consequences of 
stopping an effective treatment are 
too severe and Freeman deserves to 
continue on his successful and bright 
path.
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FOR MORE INFORMATION, CONTACT:

Recommendation
Provide $13 Million for the Centers for Disease Control & 

Prevention (CDC)’s National Center for Chronic Disease 

Prevention and Health Promotion’s Epilepsy program in 

Fiscal Year (FY) 2022.

BACKGROUND

The Institute of Medicine’s (IOM) report on epilepsy, Epilepsy Across 

the Spectrum: Promoting Health and Understanding, identifies the 

Epilepsy Foundation and the CDC as leaders in addressing many of 

its national recommendations to eliminate stigma, improve awareness 

and education and better connect people with the epilepsies to 

health and community services. The CDC Epilepsy program is the 

only public health program specifically related to epilepsy with a 

national scope and community programs. Focus areas requiring 

continued and increased investment include:

• In FY 20, 481 law enforcement and first responders, 5,033 school 
nurses, 214,702 school personnel, and 4,071 students have been 
trained on seizure recognition and seizure first aid. On-demand 
training modules are being developed to scale up training of 
these key, frontline community members.

• 10,000 people have been certified in seizure first aid, though 
more focus is needed on rural and ethnically and racially diverse 
communities as nearly 40% of persons diagnosed with epilepsy 
are African American or Hispanic and many people with epilepsy 
in those communities have poorer health outcomes.

• To improve care in rural and underserved communities, Project 
ECHO has educated more than 400 healthcare providers about 
managing epilepsy, though more focus is needed on management 
of severe, drug-resistant epilepsy and quality of care improvement 
methods.

• 60 community health workers in Texas and Illinois have been 
trained to implement self-management programs resulting in 
improved health outcomes for people with epilepsy. More funding 
could scale up this evidence-based training in other states.

• By screening and addressing barriers to medication  adherence, 
an Epilepsy Learning Healthcare System is reducing healthcare 
utilization and costs.

• Mental health screenings have been implemented and people with 
epilepsy are being connected to self-management programs that 
prevent and decrease depression since people with epilepsy at 
increased risk for depression and anxiety.

FY 2021

$10.5 Million

1 in 26 people
in the U.S. will develop epilepsy at some 
point in their lifetime

25%
of the general public say they would be 
nervous around a person with epilepsy

ABOUT THE EPILEPSIES
Epilepsy is a disease or disorder of the brain 
which causes reoccurring seizures. It is a 
spectrum disease comprised of many diagnoses 
including an ever-growing number of rare 
epilepsies. There are many different types of 
seizures and varying levels of seizure control. 

3.4 million Americans live with active epilepsy 
including 470,000 children and teenagers. 
Thirty to forty percent of people with epilepsy 
live with uncontrolled seizures despite available 
treatments. Delayed recognition of seizures 
and inadequate treatment increase a person’s 
risk of subsequent seizures, brain damage, 
disability, and death. Epilepsy imposes an 
annual economic burden of $19.4 billion on 
the country.


