
FALL 2020

TO ENHANCE THE  QUAL I TY  OF  L I FE  FOR PEOPLE  W I TH  BLEED ING

DISORDERS  AND THE IR  FAMI L IES ,  THROUGH ADVOCACY,  EDUCAT ION ,

RESEARCH AND OTHER  CONST I TUENCY SERV ICES .

NOHF MISSION



By Tanya Ricchi

Happy Fall! It may not look like the harvest seasons of past,
but we hope that you and your families are staying healthy
and well and finding some joy in the change of the season.

The staff at NOHF are still busy planning programs and
events. While nothing matches the warmth of in-person
connection,  it has still been nice to see familiar community
faces in the zoom boxes every few weeks! We have some fun
and educational virtual programs planned for the coming
months: The Unite for Bleeding Disorders Walk, a bingo
night, ladies wreath making, a joint health program, Family
Camp, the Annual Meeting, Black and Blue Ball and even a
pumpkin carving competition withe the Northwest Ohio
Hemophilia Foundation! Check out our calendar on page 7
and join us!
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We also have a NEW website that we will keep updated with
event information and other pertinent news.  Check it out
when you have a minute. We hope you find it easy to navigate
with plenty of  good information and resources.

In closing, we know these times are difficult for so many of
our families. Please remember that WE ARE HERE TO HELP
YOU.  It's  our mission and the reason we exist. If you are
struggling and need assistance, please reach out to me and
we will do what we can to help. We have a separate assistance
fund for those whose financial situations have been
impacted by COVID and have received additional grant
funds from many of our industry, regional and national
partners for just this purpose.

We hope to hear from you and see you on our screens soon!
-Tanya
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IT’S ALMOST TIME TO WALK!

We appreciate all of you during this time of uncertainty. 
 While everyone is navigating their new "normal", we want
to make sure your safety is our top priority.  With that said,
it is with a heavy heart the decision was made that our
Unite for Bleeding Disorders walk will be virtual this year. 
 Our requests for emergency assistance have increased
during the pandemic and your help is needed more than
ever.

What does this mean?  Although we won't be able to be
together at the Akron Zoo this year, we still plan on walking
TOGETHER on Saturday, September 12.  YOU choose the
time and location: your neighborhood, a local park, your
backyard.  Walk with your team OR individually.  You get to
choose how you walk!  Be sure to take plenty of pictures
and videos, upload them and use the hashtag
#NOHFUnite2020.  Let's "Unite, Even If Apart" this year.  

Walkers raising $25 or more will receive an official Walk t-
shirt and a $10 gift card to Panera.  Use this for an
individual lunch or pool your cards together and have a
celebratory lunch for your whole team!  Special thank you
to our Exclusive Local Presenting and Lunch sponsor,
Akron Children's Hospital.  Our deep appreciation for their
continued support of this event.  Thanks to all our 2020
sponsors: Novo Nordisk, Premier Bank, CSL Behring and
Biomarin.

Visit our website, www.nohf.org, to register as an individual
or a team.  Questions?  Contact Dawn, dawn@nohf.org or
216.834.0051
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Octob
er

November

1st  

Cottrill's  Wreath
Making  Activity

15th

Virtual Black & Blue Ball

28th

Pumpkin Carving
Contest

September

Calendar
O F  E V E N T S

13th   - 14th

Virtual Annual 
Meeting
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10th

Factor One Source Bingo Night

12th

 Unite Walk

17th

CVS  Program "Healthy Joints"

25th-27th

Virtual Family Camp
(Kids with a bleeding disorder 
ages 4-10 and their familieis)

It was another picture-perfect day for the NOHF’s

30th and FINAL annual Golf Outing benefitting the

Matteo Memorial Fund in memory of Ron and Tim

Matteo.  

Golfers came out in full force swinging their clubs at

the Shaker Heights Country Club.  We had raffles

galore, and for those golfers who wanted to brag, a

putting contest!  

Thanks to all our golfers, volunteers and sponsors for

their support over all 30 years, we truly appreciate

you.  

Special thanks to our 2020 sponsors: Akron

Children’s Hospital, Bayer, CSL Behring, Novo Nordisk

and Medexus.

NOHF 

30th Annual 

Golf Outing

M O N D A Y ,  J U L Y  2 0 ,  2 0 2 0

S H A K E R  H E I G H T S  

C O U N T R Y  C L U B
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Doctors try to untangle why they're seeing 'unprecedented' blood clotting
among Covid-19 patients

Part one Part two 

By Elizabeth Cohen, CNN
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GIVING      
   CIRCLE
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Recognizing annual 

cumulative donors 

of $250 or more.
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In response to the COVID-19 pandemic, the Ohio Bleeding

Disorders Council moved its statehouse day to a virtual

format and teamed up with the various local chapters to host

regional events. Through our six virtual events we have been

able to connect legislators with clinicians, advocates, and

families to discuss important legislation as well as the impact

of COVID-19 on patients with a bleeding disorder. In addition to

sharing personal stories and discussing the work of NOHF and

other local chapters, we discussed the following priority bills

with lawmakers during each event—

 

• House Bill 469: This bill, sponsored by State Representatives

Susan Manchester (R-Waynesfield) and Thomas West (D-

Canton) would prohibit health plans and PBM’s from

implementing copay accumulator adjustor programs. Under

these programs, copay assistance cards provided by drug

manufacturers or other organizations are not counted towards

a patient’s deductible. As a result, patients must still pay out

of pocket after exhausting the copay assistance. For patients

with a bleeding disorder, these programs represent an unfair

practice that creates a significant cost burden.

• House Bill 412: Sponsored by State Representatives Randi 

Clites (D-Ravenna) and Tim Ginter (R-Salem), HB 412 would

establish the Ohio Rare Disease Advisory Council.This council

would be comprised of experts, clinicians, and patients who

would provide ongoing recommendations to lawmakers

regarding policies to assist individuals with a rare disease.

Additionally, the bill would require the Ohio Department of

Health to publish data on the incidence of rare disease in Ohio.

This information will further assist policymakers and

advocates. 

 

• House Bill 418: Sponsored by State Representatives Randi

Clites (D-Ravenna) and Sara Carruthers (D-Hamilton), this bill

would prohibit health plans from changing patient copays or

moving drugs off of a formulary during a plan year. These types

of ‘non-medical switches’ create barriers for patients who

require prescription drugs to manage a bleeding disorder or

other medical condition. Like HB 469, HB 418 is meant to

protect patients from actions that dramatically impact their

lives through increased costs or changes to drug access.  

 

We are greatly appreciative of the support of Ohio’s various

HTC’s and local chapters in this effort and we look forward to

seeing everyone again next year for statehouse day!

OBDC Advocacy Days
G O  V I R T U A L



Covid-19 couldn’t stop our riders this year!  The beautiful day brought our riders out in

support of Team Resilience and the NOHF’s annual Gears for Good, Northern Ohio ride.  

After grabbing water and snacks, our more “adventurous” riders started their day at

7:00a for a 50-mile ride through the beautiful Ohio & Erie Canalway towpath.  The rest

of Team Resilience finished their 5-40 mile rides with smiles on their faces.  The

event ended with everyone receiving a boxed lunch celebrating their

accomplishment.

Our Gears for Good ride will take place in June 2021 and we hope you will join us for

this family-friendly event raising money for the NOHF’s emergency assistance fund

helping those in our community.  Funds raised nationally go directly to the Hemophilia

Federation of America’s Helping Hands program, which provides urgent funding for

basic living expenses such as housing, transportation and utility bills for families

living with bleeding disorders.

Special thanks to our 2020 sponsors: Akron Children’s Hospital, Bayer, Sanofi

Genzyme, CSL Behring, Novo Nordisk, and Cigna.
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GEARS FOR GOOD –
NORTHERN OHIO RIDE

S A T U R D A Y ,  J U N E  2 0 ,  2 0 2 0



Fall 2020 Page 20




