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GLOBAL.
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PERSONAL.
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Behind every person with epilepsy, there’s a story
Because epilepsy treatment is frequently successful, but access to treatment varies so
widely between high- and low-income areas, personal stories about epilepsy range from
triumphant to tragic. In our 2020 Program Report, we share several of these personal
stories. I’ll begin with my own.
I had my first seizure at age 13 while sledding. I woke up surrounded by paramedics and
was taken by ambulance to a nearby hospital where I was diagnosed with epilepsy. Shortly
thereafter, I saw a neurologist and began taking medication which, fortunately for me,
has completely controlled my seizures ever since. Because I was so successfully treated,
growing up I didn’t think about epilepsy very often after that.
In my late 20s, I joined an international organization and began a career of extensive travel
to under-resourced countries. While away, I always remembered to take my medication
every morning and night. Yet during the day, I didn’t think very much about epilepsy or the
people living with it in and around the communities in which I worked.
In 2017 I began a consulting role with ROW Foundation and learned that the treatment gap
in many of the places where I traveled exceeds 90%. During a trip to Rwanda that same year,
I saw the terrible consequences of untreated epilepsy. Someone I had arranged to meet did
not show up for our appointment. The reason: he had epilepsy and was killed by his own
community because of it. This encounter left an indelible impression on me. In 2019, I joined
ROW as Director of Global Programs and committed the rest of my career to helping address
the treatment gap.
With much appreciation,

Ken Koskela

Director of Global Programs / Acting President

Susan and friends from Purple Bench Initiative

Susan’s Story
Through a grant to Purple Bench Initiative (PBI), ROW helped impact a young Ugandan
woman and her community. PBI founder Nina Mago became aware of Susan’s uncontrolled
seizures that had recently resulted in a burn injury due to a fall onto an open flame while
cooking. Still in her teenage years, Susan was also the victim of ongoing social stigma that
so often surrounds people with epilepsy.
The Susan Project was launched to improve safety and quality of life for Susan, while
also teaching an entire community about epilepsy. Adults and children teamed up to dig
a rainwater collection tank and build a stove that protects Susan from flames and smoke.
Camaraderie with her community during the project boosted Susan’s self-esteem. Nina
held an awareness session to explain that epilepsy is a medical condition. Susan was also
paired with Maria, a caring community health worker who is now her mentor. PBI arranged
a hospital visit for Susan and new medication has her seizures under control.
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Untreated epilepsy is a global problem...
80% of the 65 million people with epilepsy worldwide live in low- and middle-income
countries. About 39 million in those countries live with untreated seizures. Just how big is
39 million?
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...that has
personal
impact on
people
living in
low-resource
areas of the
world.

Behind the statistics of global epilepsy, there’s a personal
side to living with untreated seizures. When people live
untreated, they, their families and communities all suffer
consequences.

Untreated seizures:
… impact healthy brain development in children
… cause children to be forced out of school
… may mask untreated psychiatric conditions
… increase the risk of death
… limit employment opportunities
… result in stigma when others believe epilepsy
is a spiritual condition or contagious
… impact the whole family—emotionally, socially
and financially

If we filled Madison Square Garden every day with people from lowand middle-income countries living with untreated epilepsy, it would
take more than five years to seat everyone.

Epilepsy has significant economic implications in
terms of healthcare needs, premature death and lost
work productivity. The stigma and discrimination that
surround epilepsy worldwide are often more difficult
to overcome than the seizures themselves.

World Health
Organization
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EPILEPSY IS PERSONAL.

Fred ’s Mission

Jeneba’s legacy

Kenyan Fred Kiserem was working in Iraq when his seizures began. After a seizure-related
injury required surgery, Fred began to take epilepsy seriously. He returned home and began
to engage with others living with epilepsy. He saw many people being mistreated, even by
family members. Fred blames low levels of education about epilepsy as the key cause of
stigma and abuse.
Today the Kiserem Epilepsy Foundation runs awareness campaigns, distributes basic
necessities and offers vocational training to provide a way out of poverty for people with
epilepsy. More than one-third of Kenyans live on less than $2 USD per day, and only 20%
of people with epilepsy take anti-seizure medication.
ROW Foundation responds to needs in Fred’s community with ongoing grants of
Roweepra® (levetiracetam USP). We provide a reliable supply of medication that frees up
their limited financial resources for other pressing needs.

Fred Kiserem | Kiambu County, Kenya

Jeneba Kabba & daughter Florence

Jeneba passed away suddenly in 2020 due to
medical complications unrelated to epilepsy.
She is greatly missed by her family and friends
at Epilepsy Association Sierra Leone.

At Epilepsy Association of Sierra Leone,
Jeneba shared her epilepsy story to
encourage others to seek medical
treatment. Medical Assistance Sierra
Leone (MASL) developed a children’s
book based on her story to be distributed
in schools throughout the country. With
only two practicing neurologists in Sierra
Leone, an estimated 85% of people with
epilepsy live with untreated seizures.

As a child in Sierra Leone, Jeneba’s
family sent her to a traditional healer
in hopes of ending her seizures. In
desperation, healing rituals and “cures”
such as drinking kerosene didn’t stop
her epilepsy. “Treatment” was expensive
and consumed two years of Jeneba’s
childhood. Her life changed dramatically
when her family learned that epilepsy is
a medical condition and that seizures can
be controlled with medication. Jeneba
eventually married, had a daughter and
studied at teachers’ college.

ROW funded delivery of 10,000 copies
of the book to Sierra Leone.
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Writing new stories in the DRC
The Democratic Republic of the Congo (DRC) has a
population of about 90 million, 77% of whom live on less
than $1.75 a day. Low financial resources and few public
treatment options make life incredibly challenging for
people with epilepsy. Our medication support to ASLEK
Epilepsy Foundation in Lubumbashi (the DRC’s second largest city)
and Bukavu Provincial Hospital (located in a conflict-affected region)
brings hope to people living with seizures.

Collaboration builds medical infrastructure
We introduced our new DRC partners to TeleEEG and Global Organization of Health
Education. Collectively the organizations provide EEG equipment, neurodiagnostic
training and EEG data interpretation to support physicians and patients in Lubumbashi
and Kolwezi. Until now, EEG services were not available in these locations. In 2021, we
anticipate a TeleEEG installation at Bukavu Provincial Hospital.

TeleEEG Clinic | Lubumbashi, DRC
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Meet Bety
Eighteen-year-old Bety Mutombo
lived with untreated seizures for more
than five years. In May, she began
treatment with Roweepra granted to
ASLEK Epilepsy Foundation by ROW.
Today, Roweepra controls Bety’s
seizures, enabling her to hold a sales
position at a local supermarket. Bety
is one of 500+ patients under ASLEK’s
care. ROW medication support gives
physicians drug choices they may not
be able to access otherwise. Having
more options improves their ability
to prescribe the right drug to treat
specific seizure types. ASLEK founder
Dr. Prince Kazadi stresses how greater
availability of anti-seizure drugs
leads to better seizure control, which
increases an individual’s employment
prospects. The opportunity to gain
financial independence helps patients
like Bety begin a new chapter.

Bety and her new medication
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An idea became a reality. A new concept
has grown into the social enterprise
that is ROW Foundation and OWP
Pharmaceuticals. This is a model that’s
working!
With the backing of OWP and through
donor participation, we support hospitals,
clinics, epilepsy associations and other
partners to maximize impact for people
living with epilepsy in under-resourced
areas of the world. We fund partnerships
around our core areas of:

Our mission is
focused on a
global problem:
the epilepsy
treatment gap
Our social
enterprise
changes lives

• training for healthcare providers
• diagnosis and treatment to
improve care for epilepsy and
associated psychiatric disorders
• medication grants

We’ve achieved exciting results this year! As OWP grows, so does ROW’s ability to narrow
the epilepsy treatment gap. Our vision for the future of epilepsy care is:

During the past five years, ROW has sponsored dozens of programs around the world. Part
of that work has included granting more than 140,000 patient prescription months of
anti-seizure medication for people who would otherwise go without. That’s what really
excites me – the ability to provide much-needed relief to so many
individuals. Effective treatment is available for epilepsy, but too
many do not have access to it because of where they happen to live.
Positively impacting this medical injustice is why ROW exists!
Epilepsy is global. And it’s personal.

The Susan Project | Masaka, Uganda

Scott Boyer, Founder
ROW Foundation & OWP Pharmaceuticals

PAGE 11

2020 results
& milestones
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New partnerships formed

Our 5th anniversary

Armenian American Pharmacists’ Association
ASLEK Epilepsy Foundation, DR Congo
Bukavu Provincial Hospital, DR Congo
Massachusetts General Hospital, Guinea
Epilepsy Foundation of Guyana
La Maison Santé Globale, Haiti
Dr. Mumta Bhushan Singh, India
Kifafa Care & Child Support Project , Kenya
Kiserem Epilepsy Foundation, Kenya
Foundation for People with Epilepsy, Kenya
Save Haven Community Services, Liberia
Purple Bench Initiative, Uganda
Epilepsy Association of Zambia
The Defeating Epilepsy Foundation, Global
(51 partners cumulative)

In 2015, ROW Foundation made its first grant: an EEG workstation placed in the
neuro-pediatric unit of Arabkir Medical Center in Yerevan, Armenia. To date, more than
700 children have benefited from this diagnostic technology.

Additional countries reached
Democratic Republic of the Congo
Guinea | Guyana | Liberia | Sudan
(26 countries cumulative)

Through this partnership we can provide newer
anti-epileptic drugs with better outcomes and minimal
side effects. We can provide care that does not vary in
quality because of the patient’s socio-economic status.
Dr. Prince Kazadi leading
a school program in the DRC

Dr. Eddie Chengo, Foundation for People with Epilepsy

Our relationship continues with ongoing grants of Roweepra and Subvenite® (lamotrigine
USP) to give children more options for seizure control. Newer medications like these are
not consistently available in Armenia and are cost-prohibitive for most families.

Arabkir Medical Center is privileged to be a
multi-grantee of ROW Foundation. Thanks to this
long-lasting partnership many Armenian children
with epilepsy have been cured [with surgery] or
successfully treated with new anti-seizure drugs.
Dr. Biayna Sukhudyan, Chief of Neuro-Pediatrics, Arabkir JMC

In 2020, ROW made
more than $17.8 million
in total grants for
training, diagnosis
and treatment.

ROW FOUNDATION
Medication Granted by Destination (2016-2020)

Global Partners; 44%
United States; 15%
Africa; 11%
South America; 26%
Other Regions; 4%

ROW Foundation grants medication directly to partners in Africa, the Americas and other
regions, and through global relief organizations to a variety of countries.
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COVID-19 response

Global public health emergencies
ROW Foundation is committed to providing medication humanitarian aid to meet
emergency needs in times of crisis. Since initiating treatment grants in 2016, ROW has
responded to medical emergencies resulting from conflicts, economic crises and natural
disasters in the U.S. and abroad.

We are grateful for our partnership with ROW
Foundation. The medication you have provided this
past year has changed and even saved many lives
during a time when accessing essential medication
has been very challenging for our population.

ASLEK Foundation food distribution to families affected by epilepsy

During the pandemic, many people have not been able to access
anti-epileptic drugs due to lock-down and drugs shortages. Some
have lost their small businesses and their financial capital, while
many caregivers have lost their jobs. This has depleted resources,
making care for family members with epilepsy very difficult.

Dr. Prince Kazadi,
Neurologist

Medication distribution
in Venezuela

Economic & medical crisis in Venezuela

Early in the pandemic, ROW received regular reports from partners in lower-income
countries of patients unable to afford food or prescriptions. Medication prices
skyrocketed in some locations, while others experienced shortages. In the Democratic
Republic of the Congo, ROW responded with uninterrupted medication supplies to
Lubumbashi and Bukavu, and with a special cash grant to assist epilepsy-affected families
unable to afford food.

We are overwhelmed with COVID-19 patients. We’re afraid that
during the pandemic and after, it will be more difficult for patients to
access drugs for their treatment, so your help is highly appreciated.

Dr. Gloria Mattiuzzi, Co-founder, Cuatro por Venezuela

Dr. Achille Bapolisi,
Psychiatrist, Bukavu
Provincial Hospital

Through our partnership with Cuatro por Venezuela we began providing grants of
Roweepra in 2018. This year we added grants of Subvenite to treat epilepsy and psychiatry
patients. In total, $16M in medication grants has helped to address severe and widespread
medication shortages in the country. Cuatro por Venezuela distributes OWP medications
through their physician network in 14 states and in collaboration with the Venezuelan
League Against Epilepsy in Caracas.

Conflict in Karabakh
Ongoing conflict in the Republic of Karabakh escalated in late 2020,
creating emergency medication needs. In collaboration with the Armenian
American Pharmacists’ Association, ROW provided a grant of Subvenite
for patients transferred to hospitals in Armenia for treatment.
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What’s ahead in 2021

Enhancing epilepsy care in India
Through generous donor support, ROW has launched an epilepsy care pilot program in
India in collaboration with Dr. Mamta Bhushan Singh. Dr. Singh is the neurologist who
brought epilepsy treatment to India’s Lifeline Express, a hospital train that delivers
specialist health care to ten rural towns each year.
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Diagnosis by telemedicine
TeleEEG is a UK charity providing EEG equipment and training to clinical sites, plus remote
diagnosis through a network of volunteer neurologists. More than 15,000 patients have
benefited from the service during the last ten years. The model is an important solution for
countries where there are not enough specialists to deliver care. Adding ROW medication
grants further enhances the care package.

Pre-clinic promotion and epilepsy education by community health workers combined with
post-clinic physician and psychologist care by telemedicine will provide increased support
to patients. These activities enhance the clinic’s benefits by bringing more patients
forward for treatment and extending care beyond the train’s departure. Treatment
questions and mental health concerns can be addressed via the telehealth center, with
neurologist consultation available.
Dr. Stephen Coates, TeleEEG Founder

Professional
Development

Lifeline Express
Photo by Ministry of Railways (GODL-India)

ROW provided funding to Pretola Global
Health & Consulting in support of a virtual
epilepsy course for African clinicians. The
course offered training on a variety of
topics, taught by specialists from Europe
and Australia. Fifty-five attendees from
12 countries enrolled in the first cohort.
The group has initiated several epilepsy
research projects as well.

In 2020, ROW funded three new clinics,
one in Sudan and two in Sierra Leone.
Multiple ROW treatment sites in Africa
have applied for TeleEEG service, with
clinics already operational in the DRC
and Kenya. ROW also provides ongoing
medication grants to existing TeleEEG
clinical sites in Guyana, Haiti and Kenya.
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Partner with us

Lisa & Mitch, resource partners
Lisa’s daughter is the inspiration
for our annual Amanda Award.

and change someone’s world!

“Our epilepsy journey began when my daughter
Amanda had her first seizure at age three. After trying
multiple therapies, her seizures proved intractable.
Shortly after her eighth birthday, Amanda died from
SUDEP (Sudden Unexpected Death in Epilepsy).
Through the many challenges, we always felt supported
by the doctors, nurses, teachers and therapists who
provided a community of care.

It doesn’t cost a lot to create
lasting impact for people with
epilepsy in under-resourced
countries.
From monthly medication support costing
just $5 to funding EEG clinics or community
health worker training, we have a wide
range of program options so that everyone
can play a personal role in improving
epilepsy care worldwide.

Years later, I began to search for a non-profit that helped children like Amanda in countries
lacking the resources that had been available to us. The search led us to ROW. As a business owner, my husband was particularly impressed with the ROW - OWP business model
which demonstrated a commitment to their mission. ROW was poised to provide seizure
control to people who may not even have known that treatment is available. No one else
was doing this.

Because of our unique relationship with
OWP Pharmaceuticals, 100% of your
donation goes directly to the program of
your choice! Your involvement can change
the story of someone who lives with
untreated epilepsy.

We went on to support ROW programs in India and Zambia that bring hope to those who
have difficulty accessing care. Partnering with ROW is our way to honor Amanda’s memory.
What an amazing opportunity it is to bring this hope to others; the hope of seizure control,
as we had wanted for Amanda.”

Donors who believe in the ROW mission supported
these programs in 2020:
• Community health worker pilot program in India
• School programs in Sierra Leone
• TeleEEG clinic installations in Sudan and Sierra Leone
• Epilepsy management training for African clinicians
• Monthly medication support for patients in Uganda

Will you join us?

Connect with us today:
info@rowpharma.org
or rowpharma.org

Learn more at: rowpharma.org
ROW Foundation has earned
the GuideStar Platinum Seal
of Transparency

ROW FOUNDATION
400 E. Diehl Road, Suite 400
Naperville, IL 60563 USA

