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Finding Their Voices

2019 Graduates (from left to right): Desiree Hanks, Joshua Derrick, Kirk Matthews, Yahaira Valez, Amy Edmunds, Jeannette Walsch.

On April 2, 2019, in front of friends,
family and many supportive EPI staff,
Joshua Derrick, Amy Edmunds, Desiree
Hanks, Kirk Matthews,Yahaira Valez,
and Jeannette Walsch graduated from
the SANYS U, a leadership course
presented by the Self-Advocacy
Association of New York State, Inc. and
added their voices to the ever-growing
movement for acceptance and inclusion
for people with intellectual and
developmental disabilities (I/DD).

a poster in which they described
what self-advocacy means to them. In
a clever acrostic poem, these ladies
turned each letter of the word selfadvocacy into a statement about how
to be the best advocate for oneself
and others.
Yahaira spoke about how important
this training was for her, “I learned
about standing up for myself. Thank
you, EPI, for having this for us.”

Kirk and Josh presented a poem
about friendship alongside a photo of
themselves. Josh is the only person
in the group who is not supported by
Amy, Desiree, and Jeannette presented EPI; but through the training, quickly
The graduation ceremony began with
the six self-advocates presenting their
final projects.
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made friends within the group.
After the final presentations, each
graduate was called up and awarded
with a certificate of completion from
SANYS U facilitators.
SANYS U also presented EPI a
certificate of appreciation for
continued on page 4
Become an advocate!
Interested in learning more? EPI is
looking to support another group
through this amazing leadership
program. Contact Brittany Muoio,
at bmuoio@epiny.org or (585)
442-4430 x2744.
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From the President
Jeff Sinsebox

Mastering Our Resources
In April of this year, I was able to
cross a major item off my bucket
list: visiting Machu Picchu. I
studied History in college and
was always drawn to the Incas. I
consider myself lucky to have been
given the opportunity to visit.

Stone channels then let water flow
through the network of terraced
fields and finally through the valley
floor.

In reflecting on my experience in
Peru, I could not help but think
of the scarce resources with which
we operate in the human services
I believe the most impressive
field. Our funding streams are in
technological advancement of the
constant threat of drying up or
Incas was their control of water.
being routed elsewhere to meet
This mastery was the foundation
of their civilization. There are only competing needs. The only way to
meet the needs of the people we
2 seasons in the Andes: wet and
serve is through effective planning,
dry. Because the Incas lived on
steep mountain slopes, it is easy to service design, and efficiency.
imagine how the wet seasons would Understanding the climate around
us - the movement to managed
cause terrific erosion and dry
seasons result in famine or worse. care, the rise of self-determination,
the political and economic
constraints on our funding, the
The Incas found a way to capture
scarcity of workers - challenges us
water from springs, creeks, and
to rise to the occasion.
entire mountainsides. No water
was wasted. The water would
By staying on track with the
flow through the sloped cities
latest service opportunities and
slow enough to be conserved yet
fast enough to prevent stagnation. embracing systemic changes, we
are preparing EPI for a bright
future. When you put people
first, services are right-fitted for
individuals and families.

Jeff Sinsebox in Peru

I stayed in a house in the village
of Urubamba. Every night as we
walked to dinner, different water
channels would often have water
flowing through them. The town is
still using the Inca irrigation system
today. And while the Incas are long
gone, their ingenuity has left a
legacy of providing for the Peruvian
people centuries later.
I can’t help but think of how
great it would be to have such
a positive lasting impact on the
people we serve. That really is the
embodiment of our mission and
vision of EPI, and why we do what
we do.

Customizing service also prevents
the waste of unwanted additions
to “standard packages” of care. And
while our organization continues to
grow and evolve, our central focus
of helping people live the life of
their choice remains constant.
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Visit www.epiny.org/events for all event details – including registration and ticket purchases!
Follow us on Facebook to stay connected with these and other events.
For more information, contact the Development Department at events@epiny.org.
July 24, 2019
EPI Community Hiring Event

Embassy Suites at Destiny USA | 10am
EPI is hiring! Come join our growing Syracuse team! Bring your resume or send ahead to recruiter@epiny.
org. For a list of open positions, visit our Careers page at epiny.org/careers.php.

July 27, 2019
Out of the Shadows 5k

1 Otsiningo Park, Binghamton, NY | 9am
Join us for the 3rd annual Out of the Shadows 5k, benefitting EPI. Emma Taylor, a 17-year old at Seton
Catholic Central in Binghamton has organized this annual fundraiser since being diagnosed with epilepsy
in 2015. Come and support this amazing family!

July 27, 2019
Ride for Epilepsy-Pralid

The Kountry Club, Newark, NY | 9am Registration; 11am Kickstands Up
Join us for Ride for EPI! Riders are $25, Passengers $15, Dinner only $15. Tickets include chicken BBQ &
live music. Tickets available online and day of. Event sponsored by Kountry Club & Southern Cruisers.

July 28, 2019
EPI Benefit Brunch

The Cub Room, Rochester, NY | 11:30am-3pm
Join us for a delicious brunch and support EPI at the same time! Check out their menu and make your
reservation ahead of time at thecubroomroc.com.

August 11-17th
Camp EAGR

YMCA Camp Weona
Your child will learn more about their epilepsy, meet other kids with epilepsy and have the week of their life!
Sign up today for Camp EAGR, a one-week, sleep-away summer camp for kids with epilepsy, aged 8-17, and
their siblings. Cost is $750 per camper; scholarships are available.

September 29, 2019
Tanya’s Trot for Epilepsy

Newstead Veteran’s Park, Akron, NY | 12pm
EPI is proud to be one of the beneficiaries of the 8th annual Tanya’s Trot 5k Run/Walk held in memory of
Tanya Johannes who passed away from Sudden Unexpected Death in Epilepsy (SUDEP) in 2010. Raffles and
events open at 12pm; Race/Walk Start Time: 2pm. Register online or day of.

November 9 & 10
Teen Epilepsy Weekend

Hampton Inn & Suites Rochester/Henrietta, NY | 12pm
Come to the Teen Epilepsy Weekend to learn more about epilepsy, find out ways to stay healthy, talk with
epilepsy experts, and have fun with other teens who get it! Teens must be self-medicating at attend. Cost is
$35; scholarships are available. Register online today!
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EPI Profiles

New Year, New Job

applied for the position and went
through MediSked’s rigorous
interview process - all without a job
coach! Amy has had several jobs in
the past, all found with the support
of a job coach. Amy was a little
nervous about doing an interview by
herself - but also excited.
Amanda, Amy’s supervisor at
MediSked, recalls “Amy did a great
job during our interview process.
It’s a very thorough process - with
multiple rounds of interviews. We
were very impressed with Amy which is why we hired her!”

MediSked is EPI’s provider of
electronic health record software.
If you had told Amy a year ago that
During a training at EPI’s office,
she was going to get a job without
Amanda Cates mentioned to EPI
a job coach, she would not have
staff that they were looking for
believed you.
a receptionist for their office.
EPI staff, Dan Cookingham,
Amy, recent graduate of SANYS selfimmediately thought of Amy and
advocate leadership course, started
encouraged her to apply.
putting her new skills to the test well
After some consideration, Amy
before graduation.
Amy Edmunds at her desk at MediSked

advocacy issues. The Self-Advocacy
Association of NYS is an organization
supporting the program.
founded and led by people with
SANYS U is a leadership course,
developmental disabilities for people
facilitated by trained self-advocates. with developmental disabilities.
Trainees in the program learn
EPI was proud to support our newly
about the history of disability
rights, leadership & communication minted self-advocates thought this
powerful training. For too long
skills, their individual rights &
people with I/DD have been seen as
responsibilities, and current selfcontinued from Page 1
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Amy states, “I’m so proud of myself
that I got the job without a job
coach. That’s something that I’ve
never done before.”
Amanda adds, “It’s been a good fit.
Amy takes great initiative and has
been an asset to our team.”
EPI is proud to have supported Amy
in achieving such an important goal
in her life!
unable to speak up for themselves.
Our self-advocates now have the
training and tools to effectively speak
up for themselves and others. They
are passionate and empowered!
We can’t wait to see what they
do next. For more pictures of the
graduation, visit us on Facebook at
www.facebook.com/epilepsypralid.
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2019 Chocolate Ball

Chocolate & Cake & the Difference You Made

Oh, the difference we made
Raising $121,000 in just one night
Together, we shouted
Epilepsy - we are here for the fight!
Speeches were made
Awards were given
Cakes were eaten
On this special night, donations help
Families find those who understand
Kids attend summer camp
And programs to expand
To the movers & shakers
The dancers & cake eaters
The sponsors & bakers
We thank you, thank you,
THANK YOU!

2019 Spring Newsletter draft.indd 5

6/18/2019 4:11:25 PM

2 Townline Circle
Rochester, NY 14623

Non-Profit Org.
US Postage
PAID
Rochester, NY
Permit. No. 1414

Camp EAGR 2019
August 11-17

Give your child a week
they will remember for
a lifetime! Camp EAGR
is a sleep-away summer
camp for kids, aged 8-17,
with epilepsy. Siblings are
welcome! Cost is $750;
scholarships are available.
Register today.

Learn more at epiny.org

Recreation Respite
Join the fun!
EPI Recreation Respite is a brand new program filled with fun!
Each Saturday, Recreation Respite participants get to fill their day
with excitement and do something different.
They have already seen Dumbo at the theater, gone to the zoo with
a dinner at the cafe, and gone hiking through Ellison Park to have
a delicious picnic! We ask that the parents/guardians drop their
children off at our on site location (1040 East Ave.) at 3pm & pick
up promptly at 6:30pm. Our staff transport the children in our
agency vans to the event & back.
Participants must be HCBS waiver eligible. RSVP required. For
more about this service, contact Community Services (585) 4426420 x2280 or dwells@epiny.org.

Your gift makes partnerships and new programs possible! Set up a recurring gift
at www.epiny.org or simply return the enclosed envelope.
2019 Spring Newsletter draft.indd 6

6/18/2019 4:11:30 PM

