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I know many of you are overwhelmed
with often-conflicting information on
the COVID-19 virus. As a doctor and
researcher, the health of the bleeding
disorder community is my highest priority.
Every Friday, I will be sending you vetted,
trusted information about the pandemic
and information you can use to keep you
and your family safe. This information will
also be posted on the NHF website at
www.hemophilia.org.
If you have specific questions about the
COVID-19 virus, please email them to
communications@hemophilia.org, and I
will try to address them in the next email.
What People with Bleeding Disorders
Should Know
We have seen no indication that people
with bleeding disorders are at an increased risk for contracting COVID-19,
and there is no indication that people with
bleeding disorders who have no other
underlying conditions are more likely to
develop severe symptoms. However, the
COVID-19 virus is a respiratory illness
that may result in severe coughing, and
that can increase risk of head bleeds.
It is more important than ever to make
sure you are adhering to your prophylaxis
regimen to decrease the likelihood of all
bleeding. Currently, all of our pharma-

TOLL FREE 800-293-6527
www.HemophiliaFlorida.org

ceutical partners have assured us their
supply of medication is unaffected by the
outbreak. Do not ration products at this
time. Treat as your healthcare provider
has prescribed your medications, contact
your HTC or healthcare provider with any
questions or concerns and above all, stay
healthy.
Risk to Pregnant Women and Infants
A small study in Wuhan, China found that
pregnant women who tested positive for
COVID-19 did not pass the virus to their
newborn children.
How Social Distancing Works to Halt
the Spread of the Virus
This animated simulation of transmission
and recovery shows how social distancing
can help contain the spread of the virus.
Health and Exercise
It is important for people with bleeding
disorders of all ages to stay active to
maintain joint and emotional health. Remember, even during this pandemic it is
safe to:
• Let your kids play outside (just no
playdates)
• Go for a family bike ride or walk
(put those helmets on!)
• Have a family game night
• Exercise as a family

Here are some more resources links to help you stay active during this time:
Coronavirus lockdown: How to stay fit, exercise at home
How We’re Staying Fit Through A Quarantine
How to Protect Your Mental Health During a Quarantine
How to Stay Fit While You’re Stuck in Quarantine

continued on page 3
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Dear Friends,

Our hearts go out to everyone who has been impacted by the Coronavirus
(COVID-19). The health and safety of everyone in our community comes first, and
we wanted to share a few updates as it stands now in this rapidly evolving situation.
The Hemophilia Foundation of Greater Florida is still working to meet our community’s needs. We are answering phones, planning programs and here to assist you.
To keep you busy while you have to stay home and to promote social distancing
we are bringing you innovative, educational webinars and fun activities so check
out our Calendar of Events, Social Media and Website.
Unfortunately we have had to postpone the following events, which have been
rescheduled:
• The Gainesville Gator Clot Trot has been postponed until December 19, 2020.
• Tampa Walk has been postponed until September 26, 2020.
• Camp Spirit has been postponed – Future Date TBD.
We will continually keep you updated on all the changes occurring.
For more information about the COVID-19 virus, please go to the Centers for
Disease Control and Prevention Website:
https://www.cdc.gov/coronavirus/2019-ncov/summary.html
and the National Hemophilia Foundation Website:
https://www.hemophilia.org/.
In times like these, let’s continue to support and care about one another.
Take Care

Being Prepared for an Emergency 			

7:00 pm April 21, 2020

Step Therapy Advocacy 				2:00 pm April 24, 2020
HFGF Board of Directors Meeting 			

10:00 am April 26, 2020

Mental Health Wokshop 				7:00 pm April 30, 2020
Infusion Class						4:00 pm May 1, 2020
Teen Talk						4:00 pm May 7, 2020
RSVP to info@hemophiliaﬂorida.org for login information
CLICK HERE to subscribe to our email to receive notices and updates of all our
upcoming programs and events
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Genesis Erickson,
Our HFGF NYLI Ambassador
My name is Genesis Erickson and I was selected to be a member of the National Youth
Leadership Institute (NYLI). This is a program at the National Hemophilia Foundation (NHF)
for 18-24 year olds in the bleeding disorders community. The program provides us leadership opportunities to encourage personal growth, learn how to effect change, and positively
influence others. I am excited to learn and share experiences of living with a bleeding disorder while learning how to become a distinguished leader.
This past January, I had the opportunity to attend the NYLI First year leadership training in
New York City. At this event, I met the other 8 people in my cohort who come from all over
the country. We had public speaking workshops, met with each department of NHF, and
worked on self-development as well as emotional intelligence. It was a wonderful introduction to the program, and I am so excited to continue and see where NYLI leads me.
The next month, I was on a plane to our nation’s capital for Washington Days! Here, I got to tell my personal story of living
with a bleeding disorder to our elected representatives. I was so happy to stand beside other people in the Florida bleeding
disorders community as we advocated for a continuation of funding to our HTCs and for access to skilled nursing facilities
for people with bleeding disorders. After the day on the hill, NYLI members learned all about intersectionality, and then
provided recommendations to the NHF on how we celebrate diversity in the bleeding disorders community and include
people of all different backgrounds.
In the future, I will learn how to facilitate workshops and use those skills to
deliver workshops to kids and teens all over the country. We will be a part
of NHF’s annual bleeding disorders conference each year. I will also work
closely with HFGF throughout my time in NYLI and after. I encourage any
young adults who have an interest in becoming a change maker, especially
within the bleeding disorders community, to apply to this program in the
future. I am excited to serve our community in the years to come!

Health and Wellness Update: COVID-19

cont’d

Mental Health
Coping with stress and managing your mental health is extremely important during these uncertain times. Here are
some helpful information links:
Manage Anxiety & Stress
How COVID-19 May Impact Mental Health

Follow/Like HFGF on Social Media!

HIGH SCHOOL STUDENTS
EARN COMMUNITY SERVICE HOURS

Facebook.com/hemophiliafl

VOLUNTEER FOR THE HFGF

Twitter.com/hemophiliafl
Instagram.com/hemophiliaflorida
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CONTACT US AT 800-293-6527 or
info@ hemophiliaflorida.org

Factor Assistance Programs

If you are uninsured, underinsured, or experiencing a lapse in insurance coverage, there are assistance programs to
provide or navigate access to bleeding disorder prescription products.

Hemophilia/vWD Manufacturer Co-Pay Programs
Company/
Organization

Co-pay/
Co-insurance
Program Name &
Contact
Information

Limit Total

Notes:

Aptevo Therapeutics

IXINITY Savings Program
1-855-494-6489

$12,000 per year

• Must have a valid prescription for IXINITY.
• Must have commercial insurance.
• No monthly limits unless limit total is reached.
• No income requirements.
• Co-pay program can be used retroactively for
up to 12 months.

Bayer

Bayer Access Services
1-800-288-8374

$12,000 per year
Product Copay
Program
$250 per year Jivi
Lab Monitoring

• $0 CoPay Program for Kogenate, Kovaltry,
and Jivi regardless of income.
• Up to $250 in assistance per year toward out
of pocket costs for laboratory monitoring of Jivi.
• Assistance is awarded per patient. Multiple
members of the same household can apply.
• Must have private/commercial insurance.

CSL Behring

MyAccess Program

$12,000 per year

• Must take a CSL Behring eligible product
(on-label) for the treatment of von Willebrand
disease or hemophilia, including Humate-P,
Idelvion, or Afstyla.
• Must currently have US-based private
insurance that covers your therapy (federally
funded program ineligible).
• Contact My Source Care Coodinator at the
number listed to enroll and to obtain further
information about the program.
Program benefit DOES NOT apply toward outof-pocket costs for:
• Physician office visit co-pays.
• Infusion-related costs or ancillary supplies.
• Insurance premiums.

1-800-676-4266

4

Factor Assistance Programs
cont’d

Hemophilia/vWD Manufacturer Co-Pay Programs
Company/
Organization

Co-pay/Co-insurance
Program Name &
Contact Information

Limit Total

Notes:

$15,000 per year

• No income requirements.
• Your enrollment in the program is valid for up
to 12 months (You may reapply at the end of 12
months).
• The program covers the remaining part of your
co-pay, up to $15,000 per year.
You may be eligible if you:
• Have been prescribed HEMLIBRA for an
FDA-approved indication.
• Have commercial (private or nongovernmental)
insurance. This includes plans available through
state and federal health insurance marketplaces.
• Are not a government beneficiary and/or participant in a federal or state-funded health insurance
program (e.g., Medicare, Medicare Advantage,
Medigap, Medicaid, VA, DoD or TRICARE).
• Do not reside in a state where the program is
prohibited.

Genentech

HEMLIBRA Co-Pay
Program
1-844-436-2672

Grifols

Factors for Health CoIn-network claims
pay Assistance Program will be approved
up to out-of-pock1-844-693-2286
et maximum.
Out-of-network
(844-MY-FACTOR)
may be denied
by the program
administrator

• Patients with commercial insurance may pay as
little as $0 for ALPHANATE.
• No monthly or annual maximums. Individual
claims exceeding $2000 will be reviewed for
network eligibility. Claims that are in-network will
be approved, but those out-of-network may be
denied.
• Prescription is covered up to the patient’s annual
out of pocket (OOP) maximum. The 2019 OOP
maximum limits under the Affordable Care Act are
$7,900 (self-only coverage) and $15,800 (coverage for more than self only).
• Benefits investigation and support services help
patients coordinate with their insurer.

Kedrion Biopharma

1-855-353-7466

N/A

N/A
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Spring Walks Postponed, Mark Your Calendars!
HFGF Families Need Your Help More Than Ever

Due to COVID-19, HFGF spring walks have been postponed. COVID-19 has impacted each and every one of us is
many different ways. This is one way that we can truly embrace. With postponement, that means that we can take advantage of the time to tell more people about the walks, which also means more awareness for bleeding disorders and
more time to fundraise. With the financial effects of COVID-19, our HFGF families will need us more than ever.
The Gator Clot Trot will now be on December 19 at Depot Park.
Online registration is going on now through December 18th at
noon. Onsite registration will begin at 11:30 AM on December
12th; 5K Clot Trotters will leave at 12:30 PM, and walkers will
leave after. There are still tons of 5K awards up for grabs, as
well as spirit and fundraising awards. THIS JUST IN… We are
inviting everyone to clot trot in their best holiday gear! We want
to see reindeer, elves, or whatever holiday fun you can think of,
and we will be ending the day with a holiday party after the 5K
and walk. We are talking about a holiday extravaganza! Register now at hemophiliaflorida.org/gainesville.

Don’t worry Tampa, we have not forgotten about you! The HFGF
Tampa Superhero Fun walk has been postponed until September
26th at Al Lopez Park. Online registration is now open at hemophiliaflorida.org/tampa and will remain open until September 25th
at noon. Onsite registration will begin at 9:30 AM, and the walk will
begin at 10:30 AM. We are officially putting out a call for all of our
superheroes now to battle bleeding disorders in September! We
are going to need your super strength help in making this the best
walk that Tampa has ever had. Start using your super powers now
to gather your teams to fundraise and raise awareness for bleeding
disorders.

We anticipate the need for assistance greater than ever this year due to COVID-19. We know that there will be an
economic impact, and HFGF will continue to be here for our HFGF families by offering emergency financial assistance,
scholarships, and more. HFGF funds initiatives such as these through fundraising events like our walks. When you
fundraise at walks like the Gator Clot Trot, Tampa Suphero Fun Walks, and Jacksonville/Orlando Creepy Crawl 5K and
Vampire Miles, you are raising money for families who need it. Thank you in advance for your support and love.
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Factor Assistance Programs
cont’d

Company/
Organization

Co-pay/Co-insurance
Program Name &
Contact Information

Limit Total

Notes:

Apply online. Eligible individuals:
• Have hemophilia A and have been prescribed an
appropriate Novo Nordisk factor treatment; OR
• Have congenital hemophilia A or B with an
inhibitor, congenital FVII deficiency, Glanzmann’s
thrombasthenia with refractoriness to platelet
transfusions, or acquired hemophilia and have
been prescribed an appropriate Novo Nordisk
factor treatment; OR
• Have FXIII A-subunit deficiency and have been
prescribed an appropriate Novo Nordisk factor
treatment; AND
• Have private/commercial insurance only (state
and federal funded programs ineligible)

Novo Nordisk

Co-pay Assistance
Program
1-844-668-6732
(1-844-NOVOSEC)

$12,000 per year

Octapharma

Octapharma Co-Pay
Program
1-800-554-4440

Up to $12,000 per NUWIQ CoPay Program
year
Wilate CoPay Program
• Must be receiving treatment from Octapharma or
have a prescription to begin treatment.
• Must have private/commercial insurance or selfpay.
• Co-Pay Assistance Program does not cover
costs associated with administration of therapy,
such as office visits, infusion costs, or other professional services.

Pfizer

Pfizer Factor Savings
Card
1-888-240-9040

$12,000 per year
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• Register online to receive a Factor Savings
Card or request one from your doctor, or call
1-855-PFZ-HEMO (739-4366).
Provides co-pay and co-insurance assistance for
a Pfizer factor product.
• No financial eligibility requirements.
• Must have private/commercial health insurance
that covers factor.

Factor Assistance Programs
cont’d

Hemophilia/vWD Manufacturer Co-Pay Programs
Company/
Organization
Sanofi Genzyme
(Formerly Bioverativ)

Co-pay/Co-insurance
Program Name &
Contact Information
ALPROLIX Co-pay
Program
1-855-692-5776

Limit Total

Notes:

$20,000 per year

• Available to those who use ALPROLIX or ELOCTATE.
• Must have commercial insurance.
• Must be treated by licensed doctor in US or
Puerto Rico
• Have a United States pharmacy.
• Enrollment forms available via links provided
• Not responsible for costs associated with administration of therapy, such as office visits, infusion
costs, or other professional services.

$12,000 per year

• For Advate, Adynovate, Feiba, Hemofil M, Recombinate, Rixubis, Vonvendi.
• Must have commercial insurance. Not valid for
prescriptions reimbursed, in whole or in part by
Medicaid, Medicare, Medigap, VA, DoD, TRICARE or any other federal or state healthcare
programs, including state pharmaceutical assistance programs, and where prohibited by health
insurance provider or by law.
• Provides coverage for medication-related
co-payment/co-insurance. Non-medication expenses, such as ancillary

ELOCTATE Co-pay
Program
1-855-693-5628

Shire (now Takeda)

Shire’s Hematology
Support Center CoPay
Assistance Program
1-888-229-8379

Chart updated 10/25/2019.
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Factor Assistance Programs
cont’d

For those in the bleeding disorder community who are uninsured, underinsured, or experiencing lapses in insurance coverage, there are also assistance programs to help provide or navigate access to factor products.

Hemophilia/vWD Manufacturer Product Assistance and
Insurance Navigation Programs
Company/Organization

Product Assistance Program Name &
Contact Information

Akorn Pharmaceuticals

Patient Assistance Program: This needs-based program assists patients in accessing Amicar. Programs include copay assistance for patients with commercial insurance coverage and a need-based support program for those patients
without commercial insurance. 1-844-202-5909

Aptevo Therapeutics

IXINITY Patient Assistance Program: This program helps deliver treatment to
those in need, even if they don’t have insurance. If you are uninsured or experience a lapse in your coverage, this program may cover you. 1-855-494-6489

Bayer

Loyalty Program allows patients to earn points that can be redeemed for Bayer
products (Kogenate FS, Kovaltry, Jivi) in the event of a gap in insurance coverage or challenge with coverage. Patients with government insurance are not
eligible. Enroll online or call 1-800-288-8374. Free Trial Program available for
Kovaltry and Jivi.
Live Helpline Support is available to help with insurance coverage questions in
multiple languages including Spanish. 1-800-288-8374

CSL Behring

Patient Assistance Program: To be eligible, patients must be underinsured or
uninsured. When enrolled, must actively be seeking insurance. 1-844-PAPCSLB (727-2752) Assurance Program: Must currently have private health
insurance coverage; this is a points program that allows current users to earn
points that can be redeemed in the event of a future lapse in private health
insurance coverage. 1-866-415-2164
CSL Behring My Source Hotline: Assistance navigating the complexities of
insurance approvals, denials and appeals for patients with Coagulation disorders. 1-800-676-4266

Genentech

Genentech Patient Foundation provides free medicines to people who don’t
have insurance or whose treatment is not covered by insurance (with income
less than $150,000), or patients with insurance coverage who are struggling
with high out-of-pocket costs and meet certain guidelines. Call 866-422-2377
or see Genentech Access Solutions to find out your options.
HEMLIBRA Starter Program helps eligible patients taking HEMLIBRA receive
free medicine while awaiting an insurance coverage determination.
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Factor Assistance Programs
cont’d

Hemophilia/vWD Manufacturer Product Assistance and
Insurance Navigation Programs
Company/Organization

Product Assistance Program Name &
Contact Information

Grifols

Grifols Patient Assistance Program is for patients using ALPHANATE, AlphaNine SD or ProfilNINE who are uninsured or experiencing a temporary
lapse of insurance coverage.

Kedrion Biopharma

1-855-353-7466.

Novo Nordisk

Novo Nordisk Product Assistance Program: Provides medication to qualifying
applicants at no charge. Eligible patients must have been prescribed a Novo
Nordisk product for an indicated condition (check the website for a complete
list of eligible conditions), have no prescription coverage, have a household income at or below 400% the federal poverty level. Patient must be a documented US resident or on a path to documented status with reasonable likelihood of
attaining it. Federal government insurance programs are ineligible. 1-844-6686732

Octapharma

Reimbursement and Claims Support: Contact the Octapharma Support Center
for help with reimbursement for your Wilate or NUWIQ prescription. Octapharma representatives are available to provide expert advice and information
about insurance matters including individual claims processing reviews, assistance in appeals, insurance investigations into product coverage, and gaining
approvals for prior authorizations for Wilate. 1-800-554-4440 or usreimbursement@octapharma.com
NUWIQ Free Trial Program allows for up to six (6) doses, or 20,000 IUs, of
NUWIQ. A prescription for NUWIQ is required and other restrictions may apply.
Wilate Free Trial Program allows for up to 5,000 IUs for Wilate. A prescription
for Wilate is required and other restrictions may apply. 1-800-554-4440

Pfizer

Pfizer Hemophilia Connect gives you easy one-stop access to Pfizer tools and
programs. 1.844.989.HEMO (4366)
Reimbursement Support services for eligible patients, including:
•
Benefit verifications
•
Prior authorization assistance
•
Appeals assistance
•
Claim denial review and research
•
Nurse-drafted appeals submitted directly to payer on Pfizer patient’s
behalf
•
Timely status follow-up with the payer until the outcome is received
Pfizer Trial Prescription Program for patients with commercial insurance prescribed factor products for the first time.
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Factor Assistance Programs
cont’d

Hemophilia/vWD Manufacturer Product Assistance and
Insurance Navigation Programs
Company/Organization

Product Assistance Program Name &
Contact Information

Sanofi Genzyme (Formerly Bioverativ)

Factor Access Program: Patients using ALPROLIX or ELOCTATE who have
no prescription coverage, are facing a gap in coverage, or have reached their
maximum insurance coverage limit, may be eligible to receive product for
free. Those with federal or state government insurance are not eligible. Other
restrictions may apply. See the enrollment form or contact the support line.

Shire (now Takeda)

Shire’s Hematology Support Center helps educate on insurance options,
navigate insurance access issues, and provide access to downloadable tools.
Case Managers, Reimbursement and Access Managers, and Healthcare Educators are all part of the team. 888-229-8379

Chart updated 10/25/2019
Information compiled by the Hemophilia Federation of America

SAVE THE DATE!

HFGF’s very own Natalie Rubin will be leading this talk.
Natalie has been part of the HFGF community throughout middle and high school.
She gets what it’s like to live with a bleeding disorder as a teen.

Thursday May 7, 2020
4:00pm
(Ages 13-19)
Hey Teens! How are you dealing with COVID-19? We want to give
you a safe space to chat about how you’re feeling through all of this. Do
you like distance learning? Do you miss your friends? What do you miss
most about life before COVID-19? This talk will be done over the Zoom.
RSVP by emailing info@hemophiliaflorida.org
or call 800-293-6572
You will receive login information the day of the Teen Talk.
By rsvping to this event you hereby grant the Hemophilia Foundation of Greater Florida permission to use your likeness in a photograph, video,
or other digital media (“photo”) in any and all of its publications, including web-based publications, without payment or other consideration.
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We Are Here For You
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HTC’s and COVID19 Changes
By Leanne Buchanan, R.N.

St. Joseph’s Hospital Center for Bleeding and Clotting Disorders

1. Staff will screen everyone for illness at the door. Patient and one parent/guardian allowed back for visit with the
doctor. No siblings permitted in the clinic.
2. Telemedicine is available with Dr. Cockell. Once you have an appointment, the office staff guides you through signing
up on the telemedicine app.
3. No direct admitting to the hospital. You must call ahead to the office to be triaged. This is to rule out the possibility of
an appointment in the clinic. If you are sent to the ER, there will be a triage there as well.
4. Limiting all visits in the office to those who have urgent needs.
5. Patients continue to contact the clinic as before. Clinic phones are forwarded to the employees that are working from
home. There is always someone available to help you.

Arnold Palmer Hospital

1. Telehealth has been implemented, and they are attempting to do most visits through telehealth. If a virtual visit is not
an option, the nurse will go into the clinic. A nurse will call prior to your scheduled appointment to screen for illness.
2. Staff will give a mask to everyone at the door, and you are required to wear the mask the entire time you are in the
hospital.
3. If you suspect an ER visit is needed, call first. The triage nurse will determine if an office visit is possible versus a
visit to the ER.

Shands Hospital and UF health

1. Telehealth is up and running. They are seeing most patients virtually. Nurses are scheduling appointments in the
clinic if there is an issue.
2. Clinic in Tallahassee is canceled for the months of March, April and May.
3. At the hospital entrance, staff will triage everyone that comes into the hospital. The hospital is limiting who can enter
the hospital. No one under 18 is allowed unless they are the patient. One parent/guardian may accompany the minor
patient.
4. Once you get to the clinic, a nurse will screen again outside the clinic doors. If you are experiencing any symptoms,
a mask will be issued.
5. For an ER visit, call first. A nurse will triage the call and if possible, the patient will see the doctor in clinic. Staff will
call the ER if needed.

Johns Hopkins All Children’s Hospital

1. Telehealth has been up for about 2 weeks. Dr. Ayalas takes all the telehealth appointments. The appointments are
not time limited. Other staff will follow up after the doctor visit as needed.
2. If seen in the clinic, appointments are scattered to decrease wait time.
3. Outpatient lab is open for essential lab work.
4. Staff will screen everyone at the entrance every day. Staff will give you a mask, and everyone must wear the mask
the entire time they are in the hospital.
5. One parent/guardian for each patient at the bedside. No siblings allowed in the clinic or hospital.
6. Infusion room is open.
7. For an ER visit, you must call first.
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HTC’s and COVID19 Changes
Nemours Jacksonville and Orlando
1.
2.
3.
4.

Telehealth visits are up and running.
Urgent issues will be given in-clinic appointments.
The hospital has only 2 entrances during this time.
Staff will screen everyone at the entrance every day. A temperature reading is required for admittance into the
hospital. Masks are given to anyone with a cough.
5. The infusion room is open and seeing patients.
6. For an ER visit, you must call first.
7. One parent/guardian for each patient at the bedside. No siblings allowed in the clinic or hospital.

University of Miami HTC

1. They are officially live with telehealth as of this week. At UM, the procedure for all of the adult and pediatric patients
is that they need to have access to their uhealth chart account to be able to have the telehealth visit scheduled.
Registration helps grant our patients access, or the parents of our pediatric patients to have proxy access in order to
fill out the appropriate consents so they can continue with their scheduled visit. We have been enjoying the cool
experience of seeing our patient families virtually.
2. We are only seeing urgent cases in clinics, which can include post-hospitalization/severe bleeding episodes that we
will need to be able to see up close so that Kelli, HTC PT, has access to perform the Ultrasound.
3. Our pediatric clinic only allows one parent/guardian into clinic. There are no siblings or other family members
allowed. For the adults, only the patient is allowed unless they need assistance such as wheelchair/elderly.
4. At UM, we have screening tents outside the main door of Sylvester where both the adult and pediatric patients have
clinic. They will ask everyone whether they have a fever, loss of taste/smell, and about traveling outside of Miami
while also taking their temperatures prior to entering the clinic.
5. Call first for all ER visits.
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