2019 East Grand Rapids Hearts of Gold
Epilepsy Foundation of Michigan

OUR MISSION
The Epilepsy Foundation of Michigan leads the
fight to overcome the challenges of living with
epilepsy and to accelerate therapies to stop
seizures, find cures and save lives.

What is the impact of Hearts
of Gold to our community?

• Since 2009, Hearts of Gold has raised $663,000 for non-profit
organizations throughout the state.
• In addition to the monetary donation, the partnering organization
benefits from an extensive awareness campaign.

• Non-profit organizations are
chosen based on services offered
to children, impact to the local
community and overall need.
• In 2018, Children’s Advocacy
Center of Kent County was
presented with a donation of
$82,000.

2019 Hearts of Gold Varsity Football Game!
Friday, October 18, 2019 at 7:00 p.m.*
Memorial Field
2211 Lake Drive SE, East Grand Rapids, MI 49506

*Game time may change due to EEE

Why the Epilepsy Foundation
of Michigan?

The epilepsy
community in West
Michigan - and
throughout the
state - very much
needs help with
both awareness
and funding.

EGR Coach Longo and Family – Jami, Grayson, Casey and Simone

There is a dangerous lack of
AWARENESS about epilepsy
• There is a massive lack of awareness
surrounding epilepsy considering it’s the
most prevalent neurological condition
• Epilepsy is one of the most stigmatized
diseases in modern society
• People suffering from epilepsy still
endure discrimination
• We will never find a cure if people don’t
understand the devastating impacts of
epilepsy

Laine Richards – EGR Class of 2020

And there is a massive lack of
FUNDING
Even though epilepsy is more prevalent than
cerebral palsy, multiple sclerosis and
Parkinson’s disease combined, it receives
pennies to the dollar compared to other
diseases.

Graham – Breton Bulldog and EGR Class of 2030

Some facts . . .
• Epilepsy is the term for a variety of neurological conditions characterized by
recurrent unprovoked seizures. A seizure is a brief disturbance in the electrical
activity of the brain that causes temporary changes in movement, awareness,
feelings, behavior or other bodily functions.
• There is no cure for epilepsy.
• 1 in 26 Americans will develop epilepsy in their lifetime.

• Almost 3.5 million Americans and 65 million people worldwide have epilepsy.
• Of all Americans with epilepsy, more than 1 million, or 30%, will never get seizure
control. This is called intractable or refractory epilepsy.
• Close to 50,000 Americans die every year due to seizure-related causes

And closer to home . . .
• In Kent County, more than 7,700 people have epilepsy…
o At least 2,300 of whom continue to have seizures despite treatment.
• 950 kids in Kent County have epilepsy.
• More than 110,000 people in Michigan have epilepsy, more than 30,000 of
whom will never get seizure control.
• In Michigan alone, epilepsy accounts for over $472 million in each year in direct
costs (medical) and indirect costs (lost or reduced earnings and productivity).
• In Kent County, epilepsy accounts for over $30 million each year in direct and
indirect costs.

Who is the Epilepsy
Foundation of Michigan?

• Founded in 1948
• Affiliate of the national

Epilepsy Foundation
• Staff of 10, including 9 full-

time & 1 part-time
• Serve entire state of

Michigan
• Funded by the public: 80% donations & special events,

20% grants
• Everything we offer our community is at little to no cost

Epilepsy Management
•
•
•
•
•
•
•
•
•

Wellness & Epilepsy Conference
Back to School Conference
Here for You Helpline
Learn & Share Conference Calls
Epilepsy Innovation Conference
PROGRESS Toward Wellness
Project UPLIFT
PACES in Epilepsy
Scholarship Opportunities

Community Education
•
•
•
•
•
•

•
•
•

Seizure Smart
Seizure Smart for Kids
Take Charge of the Facts
Managing Students with Seizures:
A Training for School Nurses
Seizure Training for School
Personnel
First Responder and Law
Enforcement Training
Seniors & Seizures Training
Challenge of the Year
Here for You Helpline

Social Opportunities
•
•
•
•
•
•

Camp Discovery
Summer Solstice Camp for Teens
Open Houses
Stroll for Epilepsy™
Call & Connect Network
Wellness & Epilepsy Conference
•

Kids Conference Day Camp

• Epilepsy Innovation Conference
• Back to School Conference

FEATURING . . .
Camp Discovery and
Camp Summer Solstice
•

Camps are offered free of charge

•

Due to their medical needs, this is
often the ONLY camp option for the
more than 13,000 children in
Michigan with epilepsy

•

Our camps are fully staffed with
neurologists, nurses and counselors
– many of whom have epilepsy

•

Since 2004, we have put more than
1,000 children through our camps

“He had such a high from camp and I think
him meeting other children with epilepsy
really boosted his self esteem. He told his
neurologist about all the different kinds of
epilepsy other kids had; watching him
verbalize this to a doctor confirmed that
"not being alone" meant a lot to him.” Parent

Advocacy
• Individual Advocacy
• Public Policy Advocacy

FEATURING . . .
Current State of Michigan
Advocacy Priorities
•

Access to Medication – We lead an effort to keep
epilepsy medications as a protected drug class in
Michigan’s Medicaid health Plans. We are also
working to see anticonvulsants removed from the
State’s Prescription Drug Monitoring Program, as
they are not opioids.

•

Non-Medical Switching – We lead a coalition that
focuses on medication switches that often happen at
the pharmacy counter, and often without doctor or
patient consent.

•

Medication Affordability – People should not have to
choose between their medications and basic
needs. We sit on a coalition that works on creating
and advocating for better policies that address
medication affordability.

What will the Hearts of Gold
partnership mean to the
epilepsy community in West
Michigan and beyond?

This funding will allow more of everything for us . . .
• More Epilepsy Awareness
o This means more people will know accurate information about epilepsy
and less likely to discriminate or treat the epilepsy community poorly
• More Camper Recruitment
o This means more kids with epilepsy can find out about camp and
consider that as an opportunity to grow their self-esteem and make
lifelong friends.
• More Seizure First Aid Trainings
o This means more people will know what to do when they witness a
seizure and what NOT to do. This will make our community safer for
those with epilepsy.

• More Rescue-Medication Trainings
o Rescue-medication saves lives and hands-on training is
essential.

• More Specialized Individual Advocacy Services
o This means more people with epilepsy, and the people who care
for them, will be guided through advocating for their rights. This
has the power to address conflict and discrimination before it
severely impacts someone’s life.
• AND, more people aware
that the Epilepsy
Foundation of Michigan is
here for them!

We will never be able to put a price on the
awareness Hearts of Gold generates.
For the 7,700 people living with epilepsy in
Kent County, it will be truly incredible.

What will the Epilepsy
Foundation of Michigan bring
to Hearts of Gold?

New Sponsorship Opportunities
The Epilepsy Foundation of Michigan is in a unique position to reach out to a
new sponsorship stream for Hearts of Gold – the Grand Rapids medical
community.
The Foundation is actively approaching our established partners at local
hospitals and pharmaceutical companies.

Media Coverage for Hearts of Gold
We will provide extensive media relations support throughout the entire Hearts of Gold Campaign,
including:
• WOOD TV 8 has committed to providing coverage leading up to game night and broadcaste4d
from Memorial Field on Sept. 6.
• Brian Sterling of WOOD TV 8 will promote Hearts of Gold activities on his social accounts
throughout the campaign
• We will pitch all local media throughout the campaign including FOX 17, WZZM, WGVU radio,
Grand Rapids Press/Mlive, WOOD AM and other local radio.
• Drafting of press releases and media advisories

The Epilepsy Foundation of Michigan Network
We are bringing our statewide network to support and promote the
Hearts of Gold campaign, including:
• A direct email list of 12,000 contacts
• Social media properties including:
o Facebook page with 5,300 followers
o Twitter with more than 2,000 followers
o Growing Instagram account with almost 500
followers

Engaging the Children of East Grand Rapids
In addition to the numerous fundraising activities the children of
EGR already undertake with Hearts of Gold, we will help provide:
• Speakers at the schools
• Educational materials
• Purple wristbands with our helpline number
• Purple ribbons
• Banners
• Poster design or other fun graphics

Beyond Hearts of Gold – Seizure Smart in 2020
• In 2020, the Epilepsy Foundation of Michigan plans to completely relaunch our “Seizure Smart for Kids” school
program, an expansion on one of our most important offerings to the community.
• Again, we currently offer Seizure Recognition and First Aid Training to school professionals throughout the state
of Michigan and it includes:
o
Tailored seizure recognition and first aid workshops
o
Hands-on rescue medication training
• As part of our partnership with Hearts of Gold, we plan to expand the
education opportunity we offer directly to students with the goal of:
o Helping students to understand what to do when they see a
seizure
o How to be a good friend to someone with epilepsy, and any
disability
o Understanding that ANYONE can have a seizure and anytime and
healthy choices that can impact long term brain health

• We plan to launch this statewide program in the East Grand Rapids
School District!
o This would include a proactive, state-wide media relations and
community campaign including press releases, online and social

Hearts of Gold and the
Epilepsy Foundation of
Michigan . . . A perfect
fit!

