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Highlights of the American Rescue 

Plan Act 
By: Linda Mugford 
 

We thought that a basic breakdown of some of the 

items in the American Rescue Plan Act, that was 

signed into law March 11, 2021 might be helpful. 
   
• Most recipients have or should receive a stimulus 

payment up to $1,400. Those eligible would also 

receive an identical payment for each of their 

children. To qualify for the full $1,400, a single 

person would need an adjusted gross income of 

$75,000 or below.  For heads of household, adjusted 

income would need to be $112,500 or below, and 

for married couples filing jointly that number would 

need to be $150,000 or below. To be eligible for a 

payment, a person must have a Social Security 

number. 
 

• Continuing employer insurance through COBRA 

would temporarily become significantly less costly.  

COBRA, (Consolidated Omnibus Budget 

Reconciliation Act) generally lets someone who 

loses a job buy coverage via the former employer.  

It can be very expensive with a person paying at 

least 100% of the premium cost.  Under the relief 

bill, the government would pay the entire COBRA 

premium from April 1 through September 30.  

(Employers will continue to pay the insurance 

premium and get a credit from the government).  A 

person who qualifies for new, employer-based 

health insurance someplace else before September 

30 would lose eligibility for the no-cost coverage.  

And someone who left a job voluntarily would not 

be eligible, either. This is a huge benefit for those 

who may have met part or all their annual 

deductible. 
 

• The Child Care Credit, which helps working 

families offset the cost of care for children under 13 

and other dependents, would be significantly 

expanded for a single year.  More people would be 

eligible, and many recipients could get a bigger 

break.  The bill would also make the credit fully 

refundable, which means you could collect the 

money as a refund even if your tax bill was zero. 
    
• The bill will provide billions of dollars in rental 

and utility assistance to people who are struggling 

and in danger of being evicted from their homes.  

There will be additional funding to emergency 

rental assistance.   To receive financial assistance – 

which could be used for rent, utilities and other 

housing expenses- households would have to meet 

several conditions.  Household income could not 

exceed 80% of the area median income, at least one 

individual would have to qualify for unemployment 

benefits or have experienced financial hardship 

(directly or indirectly) because of the pandemic.  

Assistance could be provided for up to 18 months.   

 

In Network / Out of Network Providers 

– What is the Difference? 

By: Linda Mugford 
 

It is always a good idea to know if your Medical 

providers are in or out of your insurance network. 
 

If in network – Payment amounts have been 

negotiated between the provider and the insurance 

company. In network providers will accept 

payments from your insurance company. Usually 

out of pocket expenses are lower than if expenses 

are from out of network providers.  
 

If out of network – Most insurance providers will 

not mail payments directly to the providers of care.  

Payments (if made) will be mailed to the client and 

they are responsible to pay the amount billed.  This 

can be problematic. Some insurance plans will not 

cover out of network providers – then you are 

responsible for the entire bill. 
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Patient Education Through Social 

Media in the COVID Era 
By: Laurence Woollard 

LA Kelley Communications, INC 
 

While the environment created by the pandemic has 

bred many falsehoods on social media from so-

called armchair epidemiologists, the rise in online 

traffic from housebound, captive audiences has also 

inspired more entrepreneurial hustle. Social media 

is unique; it places people at the center of a vast 

network and shifts power by allowing anyone to 

become an “influencer.” This relatively new 

phenomenon has grown with the mania for online 

video content, and YouTube is the dominant 

platform. YouTube influencers, through their 

informality and authenticity, can be seen as models 

for observational learning: they have the potential to 

guide or change the beliefs of their followers. One 

of the standout “heroes” during the pandemic was 

Joe Wicks, known as “The Body Coach,” who had 

over 75 million views globally of his daily “PE with 

Joe” fitness sessions on YouTube. 
 

For many people in the bleeding disorder 

community under lockdown, decreased physical 

activity may have negatively impacted their joints 

and muscles. In response, patient advocacy groups 

have been forced to adopt and improve virtual 

operations and e-learning approaches using social 

media to promote their members’ well-being. For 

example, the European Hemophilia Consortium 

(EHC) hosted its physical activity campaign 

#thisway through monthly Facebook live sessions 

with a specialist physiotherapist.  
 

Social distancing has put a strain on the mental 

health of many individuals. For young adults in 

particular, the World Health Organization (WHO) 

has suggested that staying connected with peers 

through social media can help them remain positive 

and challenge mental health stigma. The explosion 

in popularity of the entertainment-based platform 

TikTok—with over 30 million monthly users in the 

US alone—has demonstrated the potential not only 

to convey important health information, but to 

address these aspects of the pandemic as well. 
 

Even pre-COVID, more and more people were 

using social media to gain knowledge and share 

their health experiences. As a result, social media 

has been promoted as an inexpensive means for 

patient education, to enable and empower 

consumers in their health and healthcare-related 

interactions. This is particularly significant for 

people living with chronic conditions, where 

management and care can be self-guided, fostered 

through online peer-to-peer interaction and 

validation, or assisted by a facilitator or healthcare 

professional. The number of physicians involved 

with hemophilia on social media in a professional 

capacity is increasing, championed by the likes of 

Professor Mike Makris in Sheffield, UK, who has 

become an influencer in his own right. Professor 

Makris believes, “Information is no longer a 

privilege and the time when patients are more up to 

date and better informed than their doctors is 

already here.” 
 

Feeling empowered in decision-making about one’s 

health can play an important role in supporting 

people as they seek positive health behavior and 

lifestyle change. Yet, a high level of patient 

participation and engagement is essential. 

Preliminary studies have shown that social media 

interventions lead to some positive effects on the 

health of people living with chronic diseases, 

including promoting self-care and self-confidence, 

as well as offering psychosocial benefits, but these 

results are limited. Similarly, the reporting in 

hemophilia is scarce, although a recent attempt was 

made to increase awareness of von Willebrand 

disease by targeting women in their reproductive 

years on social media and inviting them to 

participate in an online self-assessment tool to 

recognize abnormal bleeding symptoms. 
 

Although social media is now viewed as a universal 

communication channel, there is a risk of reducing 

health information access for those who are not 

technologically connected. About 22% of the UK’s 

population lack basic digital skills, and 31% of rural 

US households are still without access to broadband 

internet. The pandemic stands to make the impacts 

of digital exclusion worse for the millions of people 

affected, and the socioeconomic disadvantaged will 

be hit the hardest. What is more, engaging with 

eHealth (for example, health information from 

electronic sources) requires a skill set, or literacy, of 

its own to appraise and apply the knowledge gained 

in addressing and solving a health problem. 
 

Providers who design social media interventions or 

campaigns must be mindful of the different 



  

population segments in the patient community to 

ensure equity of access to educational opportunities, 

and not just target those who are more socially 

mobile and tech- and eHealth-literate. There is also 

still a strong need to examine not only how to tailor 

and deliver more effective and responsive patient 

education through social media, but also how to 

assess its impact on patient health outcomes, 

especially in the “new normal.”  

 

Inhibitors 101 

By: Paul Clement 

LA Kelley Communications, INC 
 

For many parents of children newly diagnosed with 

hemophilia, the word “inhibitors” soon becomes 

part of their vocabulary. And although they may not 

know at first what an inhibitor is, they may have 

learned to associate the word with something 

fearful. But for people with hemophilia A and 

inhibitors, things aren’t as bad as they once were. 
 

What exactly is an inhibitor? Who gets them? What 

happens when you get an inhibitor? How do you 

treat bleeds if you have an inhibitor? Do inhibitors 

go away on their own, or can you grow out of them 

or eliminate them?  
 

What is an Inhibitor? 
 

Inhibitors are specialized proteins called antibodies. 

They’re a part of the immune system that protects 

us from bacteria, viruses, and foreign proteins—in 

other words, anything that the body identifies as not 

belonging, and as being potentially harmful. But 

sometimes the immune system makes mistakes: it 

may even attack the body itself, as in autoimmune 

diseases including rheumatoid arthritis or multiple 

sclerosis. With hemophilia, the immune system also 

makes a mistake: it misidentifies a helpful agent—

infused clotting factor—as something harmful, and 

then mounts an immune response against the factor 

to neutralize it and mark it for removal from the 

body. Inhibitors are very efficient. When an 

inhibitor is present in hemophilia, some or all of the 

infused factor is neutralized within minutes. This 

prevents the factor from participating in the clotting 

process to stop bleeding. And it means that people 

with inhibitors can’t use standard clotting factor 

concentrates to control bleeds. 
 

Unfortunately, the alternative therapies we have for 

treating bleeds with inhibitors aren’t as effective as 

standard factor at controlling bleeds. As a result, 

people with inhibitors tend to bleed longer, develop 

target joints (joints that bleed frequently), and suffer 

from joint damage more often than people without 

inhibitors. Fortunately, for people with hemophilia 

A and inhibitors, treatment has improved 

dramatically over the past three years. 
 

Diagnosing Inhibitors 
 

How do you know if you have an inhibitor? There 

are usually no outward signs. Inhibitors are 

sometimes diagnosed during routine hemophilia 

treatment center (HTC) clinic visits; and sometimes 

inhibitors are suspected after you notice that factor 

infusions fail to adequately control bleeding. Your 

HTC should test for inhibitors at least annually and 

always before any surgery, and you should request a 

test whenever you feel that bleeds aren’t being 

controlled effectively with your usual dose of 

factor. 
 

When an inhibitor is suspected, a diagnostic test 

called a mixing study (activated partial 

thromboplastin time, or aPTT) is performed: the 

patient’s blood plasma is mixed with normal plasma 

to see if this corrects the clotting time. In someone 

with hemophilia without an inhibitor, a mixing 

study results in a normal clotting time; but if an 

inhibitor is present, then the clotting time is 

abnormally prolonged. If this happens, then another 

test, the Bethesda inhibitor assay, is done to 

determine how much of the inhibitor-causing 

antibody is present.2 The Bethesda assay is a 

quantitative assay, meaning that it measures the 

amount of inhibitor and the results are expressed in 

numbers.  
 

Note: Testing for inhibitors is a bit tricky. It’s best 

to have a Bethesda assay done at an HTC, because 

the lab techs there have more experience 

performing the tests, and the results are more likely 

to be accurate when compared to tests done at other 

hospitals. 
 

Strength of the Inhibitor 
 

To develop a strategy for treating bleeds, your 

doctor will need to know the strength, or 

concentration, of the inhibitor. The inhibitor 

strength is reported as a “titer” and is expressed in 



  

Bethesda Units (BU).3 Inhibitor titers can be as low 

as 1 BU or higher than 10,000 BU. 
 

An inhibitor titer less than or equal to 5 BU (≤5 BU) 

is considered a low-titer inhibitor. An inhibitor 

greater than 5 BU (>5 BU) is considered a high-titer 

inhibitor. If you have a low-titer inhibitor, you can 

still use standard factor to treat bleeds, although in 

higher doses to accommodate for some of the factor 

being neutralized by the inhibitor. If you have a 

high-titer inhibitor, standard factor concentrates are 

not effective because all the factor is quickly 

neutralized after an infusion. 
 

In addition to the inhibitor titer, inhibitors are 

categorized by how the immune system responds to 

infused factor. For some people, the inhibitor titer 

stays more or less stable and doesn’t rise after the 

patient is exposed to factor. If your child has an 

inhibitor titer ≤5 BU, and it remains at or below 5 

BU for several days after an infusion, he is a low 

responder.  
 

For others, when factor is infused, the immune 

system quickly ramps up inhibitor production in an 

effort to neutralize the infused factor. This results in 

an increase of the inhibitor titer within four to seven 

days of exposure to factor, peaking within one to 

three weeks. This ramping up of inhibitors after 

factor exposure is an anamnestic response (meaning 

a memory or recall response). If, after exposure to 

factor, the inhibitor titer rises above 5 BU over a 

few days, then your child is classified as a high 

responder. High-responding inhibitors are more 

challenging to treat than low-responding inhibitors 

because normal factor concentrates are useless with 

high-titer, high-responding inhibitors. Treating 

bleeds with these inhibitors requires special factor 

concentrates called bypassing agents, such as 

FEIBA or NovoSeven.  
 

But there’s one case where standard factor can be 

used to treat bleeds in high responders. In high 

responders, the immune system often produces 

fewer and fewer antibodies over time if it isn’t 

exposed to factor. If someone hasn’t been exposed 

to factor for several months, then the inhibitor titer 

may have decreased to a level low enough that 

normal factor concentrates may be used to treat 

bleeds successfully for a few days—that is, before 

the anamnestic response kicks in and the inhibitor 

titer increases again, making the factor ineffective. 

 

PAST EVENTS 
 

On March 23, 2021, the Association hosted the first 

of three virtual stretching sessions with Eileen San 

Juan, PT and Ken Nicholas, PT. Participants learned 

about the importance of low impact stretching 

techniques encouraging body movement, and relief 

from stiff joints. All participants received stretch 

bands kits. The first session was a great success. 

The next sessions will take place on April 6, 2021 

and April 20, 2021.  
 

Thank you to our sponsor Novo Nordisk 

 

 

 

A Gentle Reminder:  You must update you or 

your child’s medical and or personal information 

for MedicAlert or whatever service used for 

Medical information that can be accessed in an 

emergency.  Most of the steps below are similar 

across the board for all. 

Go to the website of the company that is engaged 

to provide emergency medical information. 

Enter your Identification number – found on 

your tag, bracelet, necklace, or ID card and then 

your password.  If you do not have an account – 

follow the steps to set up your account. 

Review and edit all your information.  Your 

personal information, your medical providers 
and your diagnosis, therapies, and medications. 

If you do not have a Medic Alert or other 

emergency ID – you can inquire about getting 

one from the Association or through your HTC 

Social Worker. 

AND do not forget to wear your Emergency 

Medical ID. s 
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HANY UPCOMING EVENTS 
 

April 6, 2021 - Stretch It (Session 2) 
 

April 20, 2021 – Stretch It (Session 3) 
 

May 6, 2021 – Board and Brush Program 
 

June 5, 2021 – Virtual S.A.I.L (Self-Advocacy, 

Independence and Leadership Teen Retreat) 
Sponsored by Takeda, Genentech, Sanofi & CSL 
 

July 18, 2021– 69TH HANY Anniversary Gala at 

Yankee Stadium  
 

September 20, 2021 - 14th Annual Matthew Lee 

Greer Golf Classic 
 

TBD – Day at the Races 
 

December 10 -12, 2021 – The Steven L. 

Margolies, MD Family Conference at Mohonk  
 

 

 

 
For children and families struggling with the 

emotional trauma and social isolation that comes 

with fighting a life-altering diagnoses, Team.  

IMPACT leverages team camaraderie and a sense 

of belonging to ensure that our children develop  

socially and never feel alone. Our unique two-

year program drafts children onto college athletic 

teams using a clinical model that ensures each 

child has the personalized game plan they need to 

achieve their prescribed therapeutic outcomes.   
 

For more information, please go to 

www.TeamIMPACT.org or to apply go to  

bit.ly/hanyteamimpact 
 
 

 

MEMORIAM  
 

Stephan C. Wasserman 
Passed: 2/12/21 

 

Dr. Jahanshah Roofeh 
Passed: 3/7/21 

 

The Association would like to recognize 
the passing of Dr. Roofeh. He was a 

member the Department of Orthopedic 
Surgery at Long Island Jewish Medical 
Center from 1981 until his retirement in  

October 18, 2018. 
 

PATIENT CO-PAY ASSISTANCE 

PROGRAMS 
 

Patient Assistance is offered by most manufactures 

of bleeding disorders treatment medication. If you 

or someone you care for is being treated for 

Hemophilia or VWD these programs may help 

with co-pays, deductibles, and gaps in insurance. If 

you would like information about these programs, 

please contact your hemophilia treatment center or 

HANY at 212-682-5510. 
 

MAKE IT YOUR DUTY TO REGISTER 

EVERY YEAR FOR THE PATIENT 

ASSISTANCE PROGRAM RELATED TO 

YOUR TREATMENT 

 

 

HANY’S Direct Support Program  
 

We continue to provide assistance to families in 

need in this time of uncertainty. If you or anyone 

you know of with a bleeding disorder needs help 

during these challenging times, please reach out or 

refer them to HANY. 
 

All requests must be reviewed and supported by a 

Hemophilia Treatment Center staff member.  

(Social Worker, Hematologist, Nurse, etc.) 
 

For more information contact Associate Director,  

Tyshawn Constantine at 212.682.5510 or  

email tconstantine@hemophiliany.com.  
 

To register please go to 

bit.ly/hanyregistration 



 

 

HANY's RESOURCE CENTER 
 

MISSION STATEMENT 
 

The mission of the Hemophilia Association of New York is to provide information, education, advocacy, and 

direct assistance to and on behalf of people with bleeding disorders, and to encourage and support scientific 

research to improve medical treatments and develop cures for hemophilia and related disorders. 
 

About this Newsletter 
The Hemophilia Outlook has 
been around since 1952.  It is 

produced quarterly and 
distributed to all the members 

of the bleeding disorder 
community. 

 

Electronic versions of our 
newsletters are available on our 

website. 
 

HANY does not release any 
personal information without 

consent. 
 

HANY's Contacts 
Linda Mugford 

Executive Director 
lindamugford@hemophiliany.com 

 

Tyshawn Constantine 
Associate Director 

tconstantine@hemophiliany.com 
 

Jessica Blanco 
Staff Associate 

jblanco@hemophiliany.com 
 

Website: 
www.hemophiliany.com 

 

Facebook: 
www.facebook.com/hemophilia.association. 

of.newyork 

Resources Information 
Hemophilia Federation of 

America 
800-230-9797 

www.hemophiliafed.org 
 

National Hemophilia 
Foundation 

800-42-HANDI 
www.hemophilia.org 

 

Coalition for Hemophilia B 
212-520-8272 

www.coalitionforhemophiliab.org 

 
 
 

HEMOPHILIA TREATMENT CENTERS 
New York Presbyterian 

www.cornellpediatrics.com 
 

Mt. Sinai Medical Center 
www.mountsinai.org 

 

Northwell Health (formerly LIJ) 
www.northwell.edu  

 

Albany Medical Center 
www.amc.edu 

 

New Comprehensive HTC 
Montefiore Hospital 

www.montefiore.org 
 

http://www.mountsinai.org/
http://www.mountsinai.org/
../../Jessica%20B%20Staff%20Associate/www.amc.edu
http://www.montefiore.org/hematology

