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Thank you to everyone that made our Summer Youth Golf program
a success this year. Special thanks to Akron Children’s 340b
program for sponsoring PT Debbie to attend each week to stretch
out our kids and make sure they safely played each week. Coach
Rick, Kurt S, Randi and the Parent Volunteers made sure each
participant had a great time learning the sport. 

Coach Rick put together a great final week event with competition
for the youth, so they could show off their skills to their parents. 

Ryan started off the competition winning the chipping shot with a
close placement! Colin who went first in pitching was super close
and held strong until Cameron stepped up last and got a little bit
closer. Then on the putting green Carmelo sunk a great hole in one
early in the competition, AND then something that has never
happened to Coach Rick, Christian also sunk another hole in one!
Two holes in one in one competition. It was the perfect ending to a
great season. 

Youth Golf - It's a Wrap! 



Monday, July 19, 2021
Pine Hills Golf Club

It was a beautiful day for the Inaugural Schwager Family Golf Outing
benefitting the Northern Ohio Hemophilia Foundation!  My family and I
have been involved with the chapter for several years.  After considering
many ways in which we could give back to the chapter and community,
we thought continuing the tradition of a golf outing – but at a new
location – was something we wanted to try.

Golfers came out swinging, and the day included raffles, prizes and a few
contests around the course.  We weren’t sure what to expect in an
unexpected year, but it was wonderful to see both old and new faces join
us for this year’s outing. 

THANK YOU to all of our golfers, volunteers and sponsors for their
support this year, including my parents Kurt & Vickie Schwager.  We
truly appreciate you!  Special thanks to our 2021 sponsors: Akron
Children’s Hospital, Bayer and Octapharma.

We look forward to seeing you at next year’s outing – SAVE THE DATE:
Monday, July 18, 2022.

Sincerely,

Danielle Schwager

Inaugural Schwager Family
Golf Outing 
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We are SO excited to welcome our walkers back to the AKRON ZOO on Saturday, September 11th, 2021!  We are incorporating a
virtual option for those who wish to walk in their neighborhood or park and still feel part of this magical day. 

Registration begins at 8:00a with our walk kicking off at 9:45a. We will have awards, raffles and fun for kids of ALL ages!  You'll also
be able to visit with our Industry partners.  Gift cards for lunch at the zoo are graciously sponsored by Akron Children's Hospital. 
 We truly thank them for their support.  Participants raising $25 or more, will receive a Unite for Bleeding Disorders Walk shirt.
Parking is FREE.

Your admission ticket to the zoo is free, your donation is PRICELESS. The NOHF relies on these donations to keep our mission alive. 

You are welcome to stay and enjoy the beauty of the Akron Zoo until their close at 5p.  New in 2021: Wild Asia! The Akron Zoo has
added their newest exhibit which includes Sumatran Tigers, Red Pandas and Gibbons. It's going to be a WILD TIME! 

Finally, this year's Top Fundraising Team Captain will receive their very own Blood Drop Converse shoes.  I mean seriously, how
cool is that??

Thanks to all our 2021 National and Local Sponsors: Hemophilia Alliance, Takeda, BioMarin, Pfizer, Sanofi, Ascella Health, Bayer,
Grifols, Optum Infusion Pharmacy, Akron Children’s Hospital, BioMatrix, InfuCareRx and Novo Nordisk.

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

It’s Almost Time to 
WALK!



Save the Date
Saturday, September 11, 2021

Registration: 8:00am

Walk Begins: 9:30am

 

Walk with us individually or as part of a team!

Register today @ www.nohf.org
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We are so excited to be participating in the 2021 Unite for Bleeding
Disorders walk. Our son Tyler is the Hemo Hero in our house! He was
born February 25, 2020 and is our perfect, handsome, happy little man. As
we have discovered, our storyline is a common one among the hemophilia
community- Tyler experienced bleeding issues from day one, with his
heel sticks in the hospital along with some birth trauma and bruising.  We
had a follow-up visit with our pediatrician when Tyler was 5 days old- we
told him our concerns and although he was certain it was a long shot
since it’s such a rare condition, he suggested a bleeding time test. From
there things happened very fast - we received the call that we would need
to head to Akron Children's Hospital and visit with Hematology. We
arrived and met the team: Dr Fargo, Julia and Irene couldn’t have been
kinder as we navigated our emotions, questions, concerns and general
shock at the Severe Hemophilia A diagnosis we had just received. With no
family history, we had no idea what this diagnosis meant for our beautiful
boy and the future of his health. The team took us through the history of
Hemophilia, the medical advances that have been made and the
treatment options available for Tyler today.  We have continued with
genetic testing on me, which determined I am a carrier of Hemophilia. We
have not yet continued testing to determine if the mutation started with
me, or if it unknowingly goes back further in my family. 

As soon as we received Tyler’s diagnosis, the computer became our best
friend. We immediately started researching and joining social media
media groups for Hemophilia families and of course sought out NOHF as
recommended by the team at Akron Children’s. The more we learned, the
more involved we wanted to be! 

Those who have come before us have paved the way for Tyler to be able to
be the active, fun loving little boy he is destined to be with minimal
impact by his bleeding disorder and we are so thankful for that. Now we
will do what we can to support and be there for those who come after us.

We cannot wait to meet other local Hemophilia families in person this
year at the Akron Zoo. 

Tyler's Story

Tyler’s first and only ER visit so far. 

by Brittany Selby 



December

Saturday, December 4th - Holiday Party
LIVE at Cleveland Metroparks Zoo/Rainforest

Calendar
O F  E V E N T S

Saturday, September 11th - Unite for Bleeding
Disorders WALK
LIVE at the Akron Zoo

September 24th through 26th - Family Camp/
Transition Workshop
VIRTUAL 

September
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October

November

Thursday, October 7th - Black and Blue Ball
VIRTUAL

Tuesday, October 26th - Harvest Hootenanny
Pumpkin Carving 
VIRTUAL

November 5th and 6th - Annual Meeting
Virtual 

Some events listed as LIVE may go VIRTUAL  based on local
guidlelines and recommendations for safe gatherings.

Dear Fellow Bleeding Disorders Community Members,

It is awesome being back in my role as a patient advocate. I
missed working with you all. The Ohio Bleeding Disorders
Council had a great first quarter of the 134th General Assembly
(GA).  It was a very busy spring session at the Statehouse. We had
three community members step up to testify on bills in the House
and a lot of members that wrote to and called on their
lawmakers! Thank you! We advocated and raised awareness for
bleeding disorders in a huge way. 

Here's a quick run down of the issues:

In the State Budget, we were able to advocate for increasing the
age of the Children with Medical Handicaps Treatment Program
up to age 23.  HB212 when passed will increase the age all the way
to 26, to mirror coverage on parents insurance, for the treatment
program.

HB185 which will designate March as Bleeding Disorders
Awareness Month, passed the House and is in the Senate
awaiting hearings.

HB153 will ban the practice of non-medical switching. This
legislation was re-introduced and aims to stop plans from being
allowed to change drug coverage mid-year. 

HB135 is the legislation we are advocating and raising awareness
on the most. Copay Accumulators are now impacting 9 out of 10
plans sold in the commercial market in Ohio. OBDC is leading
the patient community to educate our lawmakers on what Copay
Accumulator Programs are and how they impact access to care.

If you have any questions on any of these bills or are interested in
advocating for any of these issues, please email me at
randi@nohf.org.

Thanks
Randi Clites
OBDC State Policy Director

Advocacy 
Update

Advocacy 
Update
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We know it's been quite a year and we are excited to announce plans for this year's Black and Blue Ball.

This past spring as our committee began planning for an October 2021 in-person gala, things were unclear how quickly the
vaccines would be available and if we would be able to provide a safe event for all our guests.  The chapter learned the longer we
waited to make a decision to either move forward in-person or to switch back to a virtual event, the more expensive our
cancellation fee would be.  After surveying sponsors and table hosts, our board made the difficult but thoughtful decision to host
our Black and Blue Ball virtually in 2021.  

We hope you'll mark your calendars for Thursday, October 7th from 7:00p-8:00p.  Grab your favorite device of choice, don your
most dapper black and blue garb, raise a glass and let's have some fun helping those in the bleeding disorders community.   

We will have raffles, games, an online auction and Bob Hale will return for our LIVE Fund-a-Need portion of the evening.  Gala
baskets with plenty of delicious appetizers and wine will once again be delivered directly to your home.  We look forward to
"seeing" you in October.

While you're marking your calendars for our virtual event in 2021 please also mark - Friday, April 29th, 2022 at the Renaissance
Hotel in downtown Cleveland.  We are going to have a SUPER celebration once we are together again!

Visit our website, www.nohf.org, to purchase Individual, Couple or Table Host tickets. 
 Questions?  Contact Dawn, dawn@nohf.org or 216.834.0051

Black & Blue Ball

To keep all of us safe, but especially to protect our most
vulnerable patients, Akron Children’s Hospital (ACH) will
continue to rely on the proven safety protocols that slow the
spread of COVID-19. These include screening all patients and
visitors upon entering our facilities, requiring face masks for
everyone over age 2 and medically able, promoting social
distancing and hand washing, and encouraging those who are
eligible, to get the vaccine. Vaccines are available by appointment
only at Akron Children’s Hospital Urgent Care Centers and
Primary Care Clinics for anyone 12 years and older. Visit
https://www.akronchildrens.org/pages/2019-Novel-Coronavirus-
Frequently-Asked-Questions.html for more information on where
and how to schedule an appointment.

ACH HTC will continue to offer virtual visits as an alternative to
in-person visits when possible. Virtual visits can reduce the
burden of getting to an in-office visit and reduce time needed, in
addition to limiting contact. MyChart is required to have a virtual
visit. Virtual visits are ideal for annual visits, follow-up after a
bleed or injury or to develop a treatment plan. HTC team
members provide exams, assessments, and education during
typical office hours, while patients access care from home or a
location most convenient for them. All charges are billed the same
as in-person visits and are submitted through insurance.
During your visit, whether it is in-person or virtual, HTC team
members will continue to focus on education to prepare patients
11-21 years old to eventually transition from pediatric care to
adult focused care. The bleeding disorders specific readiness
assessment tool is used to help us determine what our patients
already know about their bleeding disorder and what topics we
need to provide more education about. Many patients and families
gave input about the tool to make it comprehensive, 

acceptable, and relevant. The tool is designed to be
completed by the patient without the help of the parent.
This will provide the best picture of what the patient
knows. Thank you, to all patients ages 11-20, who have been
completing the assessment and providing valuable
feedback. In the future, we hope to expand this program to
include all our patients, since the learning process for
transition truly begins at diagnosis.

In addition to the Readiness Assessment Tool, patients
ages 12-17, are asked to complete a Patient Experience
Survey. This is a national survey asking patients if their
HTC has talked to them about Transition. This survey is
available in paper form and online. Your responses are
confidential and sent directly to a third party. We will
continue to collect this information through 2022. Your
feedback is helpful!

Another way patients and families of any age can help, is to
take the National HTC Patient Satisfaction Survey.
Hemophilia Treatment Centers (HTCs) across the United
States are participating in the 2021 National HTC Patient
Satisfaction Survey! If you, or someone you care for, had
contact with our HTC (444) in 2020, we want to hear from
you! You can take the survey online at www.htcsurvey.com,
or fill out the paper survey we sent in the mail several
months ago. The survey closes on August 31, 2021.

This survey is a follow up to the surveys done in 2015 and 2018.
The information from these surveys helps our HTC identify areas
where we are doing well and those areas we need to improve.
Your voice can again help our HTC learn and improve. Please go
to www.htcsurvey.com to take the survey, it only takes a few
minutes of your time! Thank you for your valuable input! 

Patient and family participation in all these initiatives is
important to us and helps us serve you best. Thank you to our
HTC families for partnering with us to provide the best care.
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Gears for Good
Team Resilience Northern Ohio Ride

 

Saturday, June 19, 2021
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.

Join us for Team Resilience on June 4, 2022 for this family-friendly event raising money for the NOHF’s emergency assistance fund
helping those in our community. Funds raised nationally directly support 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 2021 sponsors: Akron Children’s Hospital, 
Bayer, Octapharma, CSL Behring, Novo Nordisk, Cigna and BioMatrix.
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NEW CLINICAL TRIALS UNIT 

for HTC Patients at University Hospitals

A possible cure for bleeding disorders has never been as
close as it is today! Many novel therapies are currently in
development and we are excited to be able to offer them
to our community of patients with bleeding disorders.
The HTC at University Hospitals and Rainbow Babies &
Children’s Hospital is happy to announce the creation of
a new Pediatric Hematology/Oncology Clinical Trials
Unit (PHO CTU). This new unit provides the
infrastructure and resources necessary to carry out the
latest clinical trials that will bring new and exciting,
state-of-the-art therapies to our patients and to those in
surrounding HTCs. 

 

We currently have a vast portfolio of trials available in the areas of severe hemophilia A and B, gene therapy, newer
factor VIII mimicking agents, von Willebrand Disease, and antithrombin targeting agents for patients with hemophilia
and inhibitors.

Please call 216-286-0762 to speak with our research nurse and learn about the clinical trials you may qualify for. We are
happy to provide your clinical trial care and coordination while you maintain your standard care with your current
HTC medical team. We will work to maintain close communication with your primary hematologist for continuity of
care. We look forward to working with you! 
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