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  FALL 2020  
 

 
The Association will celebrate 69 years of service to 

the bleeding disorders community! The 
celebratory Gala at Yankee Stadium will be July 
18, 2021. The Yankees will be playing the Red 

Sox. 

 
 

HANY’S Direct Support Program  
 

Since April 1, 2020 the Association has had a 
COVID-19 Assistance program. We continue to 

provide assistance to families in need in this time of 
uncertainty. To date we have directly helped over 40 

families in the community. All donations during these 
times have had a direct impact on the community we 
serve. 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 Program Director,  

Tyshawn Constantine at 212.682.5510 or  
email tconstantine@hemophiliany.com 

 
To register please go to  

  bit.ly/hanyregistration 

 

If the Supreme Courts Ends the 
Affordable Care Act: 
 
By: Linda Mugford 
 
Americans with pre-existing medical conditions (as 
many as 133 million Americans) can be disqualified 
from buying a health insurance policy or will have 
to pay significantly higher premiums, based on 
government analysis done in 2017). Complications 
due to COVID-19 infections can be deemed pre-
existing. Bleeding disorders are deemed pre-
existing. 
 

§ There are 23 million Americans who 
purchase their insurance through the 
Marketplace or receive coverage through the 
expansion of Medicaid who may lose their 
health insurance. 

 
§ There are 12 million low-income adults who 

have gained Medicaid coverage through the 
law’s expansion who may become ineligible 
for Medicaid coverage. 

 
§ There are about 800,000 people with opioid 

addiction who may lose access to treatment. 
 

§ There are about 165 million Americans who 
may have to face caps from insurers or 
employers. This could force them to go into 
bankruptcy or go without necessary 
treatment. 

 
§ Approximately 60 million people with 

Medicare coverage may have to pay more 
for preventive care, which is now free. They 
will also have to pay more toward 
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prescription drugs. The ‘donut-hole’ could 
return. 

 
§ Children under the age of 26, who have been 

able to be covered under their parent’s 
insurance plan (2 million) could lose that 
coverage. 

 
Excerpts from the New York Times article 
September 22, 2020: “If the Supreme Court Ends 
Obamacare, Here’s What it Would Mean… “ 
 
Supporting Kids During the 
Coronavirus Crisis 
 
By: Rae Jacobson 
Child Mind Institute  
 
As the coronavirus crisis continues, parents 
everywhere are struggling to keep children healthy 
and occupied. If you’re anxious about how to 
protect and nurture your kids through this — often 
juggling work obligations at the same time — 
you’re in good (virtual) company. 
 
Here are tips from the Child Mind Institute’s 
clinicians to help calm fears, manage stress and 
keep the peace. 
 
Keep Routines in Place 
The experts all agree that setting and sticking to a 
regular schedule is key, even when you’re all at 
home all day. But as the crisis continues and the 
days get warmer (and longer, sigh) that schedule 
will naturally become a bit looser. Still, keeping 
some structure is important. Whenever possible, try 
to make sure kids still have some structure — for 
example, getting up, eating and going to bed around 
the same time every day. Consistency and structure 
are calming during times of stress. Kids, especially 
younger ones or those who are anxious, benefit from 
knowing what’s going to happen and when. 
 
The schedule can mimic a school or day camp 
schedule, changing activities at predictable intervals 
and alternating periods of study and play. 
 
It may help to print out a schedule and go over it as 
a family each morning. Setting a timer will help kids 
know when activities are about to begin or end. 
Having regular reminders will help head off 

meltdowns when it’s time to transition from one 
thing to the next. 
 
Be creative about new activities — and exercise 
Incorporate new activities into your routine, like 
doing a puzzle or having family game time in the 
evening. For example, my family is baking our way 
through a favorite dessert cookbook together with 
my daughter as sous chef. 
 
Build in activities that help everyone get some 
exercise, safely, especially now that some 
restrictions are being relaxed. For example, going to 
the park without contact with other kids or things 
touched by other kids, like playground equipment. 
Take a daily family walk or bike ride or do yoga — 
great ways to let kids burn off energy and make sure 
everyone is staying active. 
 
David Anderson, PhD, a clinical psychologist at the 
Child Mind Institute, recommends brainstorming 
ways to go “back to the 80s,” before the time of 
screen prevalence. “I’ve been asking parents to 
think about their favorite activities at summer camp 
or at home before screens,” he says. “They often 
then generate lists of arts and crafts activities, 
science projects, imaginary games, musical 
activities, board games, household projects, etc.” 
 
Manage Your Own Anxiety 
It’s completely understandable to be anxious right 
now (how could we not be?) but how we manage 
that anxiety has a big impact on our kids. Keeping 
your worries in check will help your whole family 
navigate this uncertain situation as easily as 
possible. 
 
“Watch out for catastrophic thinking,” says Mark 
Reinecke, PhD, a clinical psychologist with the 
Child Mind Institute. For example, assuming every 
cough is a sign you’ve been infected, or reading 
news stories that dwell on worst-case scenarios. 
“Keep a sense of perspective, engage in solution-
focused thinking and balance this with mindful 
acceptance.” 
 
For those moments when you do catch yourself 
feeling anxious, try to avoid talking about your 
concerns within earshot of children. If you’re 
feeling overwhelmed, step away and take a break. 
That could look like taking a shower or going 
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outside or into another room and taking a few deep 
breaths. 
 
Limit Consumption of News 
Staying informed is important, but it’s a good idea 
to limit consumption of news and social media that 
has the potential to feed your anxiety, and that of 
your kids. Turn the TV off and mute or unfollow 
friends or co-workers who are prone to sharing 
panic-inducing posts. 
 
Take a social media hiatus or make a point of 
following accounts that share content that take your 
mind off the crisis, whether it’s about nature, art, 
baking or crafts. 
 
Stay in Touch Virtually 
Keep your support network strong, even when 
you’re only able to call or text friends and family. 
Socializing plays an important role in regulating 
your mood and helping you stay grounded. And the 
same is true for your children. 
 
Let kids use social media (within reason) and Skype 
or FaceTime to stay connected to peers even if they 
aren’t usually allowed to do so. Communication can 
help kids feel less alone and mitigate some of the 
stress that comes from being away from friends. 
 
Technology can also help younger kids feel closer 
to relatives or friends they can’t see at the moment. 
My parents video chat with their granddaughter 
every night and read her a (digital) bedtime story. 
It’s not perfect, but it helps us all feel closer and less 
stressed. 
 
Make Plans 
In the face of events that are scary and largely out 
of our control, it’s important to be proactive about 
what you can control. Making plans helps you 
visualize the near future. How can your kids have 
virtual play dates? What can your family do that 
would be fun outside? What are favorite foods you 
can cook during this time? If your area is starting to 
reopen, you could come up with safe ideas for 
family activities, like getting take-out from your 
favorite restaurant or going on a socially distant bike 
ride with friends. Seeing you problem-solve in 
response to this crisis can be instructive and 
reassuring for kids. 
 

Even better, assign kids tasks, like picking the 
restaurant you’re going to order from, that will help 
them feel that they are part of the plan and making 
a valuable contribution to the family. 
 
Keep Kids in the Loop — But Keep It Simple 
“Talking to children in a clear, reasonable way 
about what’s going on is the best way to help them 
understand,” says Rachel Busman, PsyD, a clinical 
psychologist at the Child Mind Institute. “But 
remember kids don’t need to know every little 
thing.” Unless kids ask specifically, there’s no 
reason to volunteer information that might worry 
them. 
 
For example, our two-year-old daughter Alice is 
used to seeing her grandparents regularly, but right 
now we’re keeping our distance to make sure 
everyone stays safe. When she asks about them, we 
say: “We won’t see Grandma and Grandpa this 
week, but we will see them soon!” We don’t say: 
“We’re staying away from Grandma and Grandpa 
because we could get them sick.” Older kids can 
handle — and expect — more detail, but you should 
still be thoughtful about what kinds of information 
you share with them. 
 
Check in With Little Kids 
Young children may be oblivious to the facts of the 
situation, but they may still feel unsettled by the 
changes in routine or pick up on the fact that people 
around them are worried and upset. Plan to check in 
with younger children periodically and give them 
the chance to process any worries they may be 
having. Children who are tantruming more than 
usual, being defiant or acting out may actually be 
feeling anxious. Pick a calm, undistracted time and 
gently ask how they’re feeling and make sure to 
respond to outbursts in a calm, consistent, 
comforting way. 
 
Sometimes the path of least resistance is the right 
path 
Remember to be reasonable and kind to yourself. 
We all want to be our best parenting selves as much 
as we can, but sometimes that best self is the one 
that says, “Go for it” when a kid asks for more time 
on the iPad. My daughter is watching Elmo’s World 
— and possibly drawing on the wall — as I write 
this. That shrill red Muppet is the only reason I’m 
able to write at all. 
 



 
4 

 

“We should forgive ourselves the image of 
perfection that we normally aspire to as parents,” 
says Dr. Anderson, a parent himself. This is not a 
normal time, and trying to hold ourselves to pre-
COVID standards is likely to backfire. “We can 
give ourselves license to relax these boundaries a 
bit.  We can explain to our kids that this is a unique 
situation and re-institute boundaries once more 
when life returns to normal.” Whatever that normal 
may be. 
 
Accept and Ask for Help 
If you have a partner at home, agree that you’ll trade 
off when it comes to childcare, especially if one or 
both of you are working from home and have 
younger children. That way everyone gets a break 
and some breathing room. 
 
Everyone who can pitch in, should. Give kids age 
appropriate jobs. For example, teens might be able 
to help mind younger siblings when both parents 
have to work. Most children can set the table, help 
keep communal spaces clean, do dishes or take out 
the trash. Even toddlers can learn to pick up their 
own toys. Working as a team will help your whole 
family stay busy and make sure no one person 
(Mom) is overwhelmed. 
 
“Be creative and be flexible,” says Dr. Busman, 
“and try not to be hard on yourself. You have to find 
a balance that works for your family. The goal 
should be to stay sane and stay safe.” 
 
Learning Life Lessons Little by 
Little 
 
By: Cazandra Campos-MacDonald 
Hemophilia News Today 
 
My 24-year-old son, Julian, lives out of state, where 
he attends college and works as a barista. He pays 
his bills and “adults” well, making me immensely 
proud of him. 
 
When he was a teenager, I did not think I would live 
to see his adult years. Like most teenagers who think 
they know everything, Julian had his mind set on 
how to handle things, especially hemophilia. 
Sometimes I felt he did the opposite of my advice 
simply because it was the opposite of what needed 
to be done. Getting him to infuse three times a week 
per his doctor’s instructions was a fight. 
 

Eventually, I stopped reminding him (or “nagging,” 
as he called it) and let him make his own decisions. 
Did he get into a bind and not have enough factor 
on hand because he didn’t order it on time? Did he 
have a bleed linger longer than necessary because 
he didn’t want to infuse? Let’s just say that 
sometimes, you must learn lessons the hard way. 
 
Like many others who live with hemophilia, Julian 
is seen by staff at a hemophilia treatment center 
(HTC) each year. During this appointment, he 
checks in with the physical therapist, dentist, social 
worker, and hematologist. At his annual 
appointment, he receives plenty of factor refills and 
other supplies to last throughout the year. 
 
He lives five hours from his HTC, and with the 
world currently upside down, his appointment is 
overdue. Fortunately, the HTC is forgiving. Julian 
will have his annual appointment later this month. 
 
It appears that all the years teaching Julian about 
hemophilia have not fallen on deaf ears. During a 
recent conversation, he told me about his upcoming 
appointment. He already had compiled a list of 
questions and concerns for the hematologist and 
hearing him go through the list made my heart swell 
with pride. 
 
I am not happy that he has issues to discuss, I am 
happy that he is putting his care at the top of the list. 
His questions and concerns are well thought out, 
and he even has a proposed timetable to present. Did 
I tell you I was happy? 
 
Julian was in fifth grade when I began teaching him 
how to take control of his care. Sometimes I thought 
it was too early. Was I wasting my time? Should I 
wait until he is older? 
 
But if I had waited until he was older, perhaps some 
of the things I taught him, such as filling out medical 
forms, talking about the basics of insurance, 
ordering factor, and talking to his pharmacist, would 
not have been as well received. 
 
It takes a long time to teach our kids about the things 
they need to know before they venture out into the 
world. Learning how to cook, wash clothes, perform 
basic vehicle maintenance, and manage money is 
hard enough. Add managing a bleeding disorder, 
and it is a lot for a young person. 
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Every child is different. Some are ready to begin 
learning how to manage their disorder earlier than 
others. Talk to your child. Share nuggets of 
information with them little by little. It is amazing 
how those little lessons add up and are stored away 
for future use. 
 
Do not underestimate your child. When everything 
comes together, you just might be surprised at how 
much they truly learned along the way. 

 

PAST EVENTS 

 
On October 9 -10, HANY hosted the very first 
symposium for those with Factor I deficiency 

(Afibrinogenemia), sponsered by CSL Behring & 
Octapharma. The event was virtual and open to 
patients families, caregivers & HCPs across the 
nation. Tool kits with goodies were mailed to all 
participants who enjoyed educational sessions 
along with virtual physical therapy sessions.  
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To me, it’s 
personal.
As a Community Relations and 
Education Manager for Sanofi 
Genzyme, I’m here to help 
provide support and resources  
for you and the New York 
hemophilia community.

Aliana Soto
CoRe Manager for New York

Let’s connect.

Call, text, video chat: 917-301-0756
Email:aliana.soto@sanofi.com
Facebook: @HemophiliaCoRes

 

UPCOMING EVENTS 
 
November 17, 2020 – Snack with HANY 
A virtual session that will provide 
community members with information about 
the importance of healthy eating during the 
COVID-19 Pandemic. Session will be held 
in Spanish.  
 
April 9 - 11, 2021 – S.A.I.L, Self-
Advocacy, Independence and Leadership 
Teen Retreat 
 
May 2021 – Men’s Retreat 
 
May 2021 – Day at the Races 
 
June 21, 2021 –  
13TH Annual Matthew L. Greer Liberty 
Mutual Golf Classic  
 
July 18, 2021– 69TH HANY Anniversary 
Gala at Yankee Stadium  
 
December 10-12, 2021 –  
The Steven L. Margolies, MD Family 
Conference at Mohonk  
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RESOURCE CENTER 
 

WE ARE GOING GREEN! 
 

The Hemophilia Association is proud to 
announce that we will now offer digital 
newsletters. We will continue mailing 
newsletters, our electronic (digital) 

versions can be found on our website. 
 

To sign up please contact us at 212-682-5510 
 

 

 
 

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. And 

because we work with over 700 colleges and 
universities across the United States, children and 

families can develop deep and meaningful relationships 
with teams based near their homes or treatment centers. 

 
For more information please go to 

www.TeamIMPACT.org

 

 

SUPPORT THE ANNUAL APPEAL  
 

Your donations, no matter the amount, are very necessary to allow us to 
continue our decade’s long assistance to those with bleeding disorders 

Send your tax-deductible donation check to: 
Hemophilia Association of New York 

131 W 33rd St Suite 11D 
New York, NY 10001   

for credit card donations please go to www.hemophiliany.com/donate 

 

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 

LATEST NEWS 
 

A Message from CSL Behring: 
 

CSL BEHRING DISCONTINUES MONONINE  
 

CSL Behring focuses on delivering breakthrough 
therapies to improve patients’ lives and meet the 

changing needs of our patients. Since CSL Behring’s 
introduction of MONONINE® Coagulation Factor IX 
(Human) in 1992, advancements have been made for 
the treatment of Hemophilia B. Over time, patients 

have transitioned from older therapies to newer, next-
generation treatment options, and very few patients 

currently remain on MONONINE in the US. 
Accordingly, we are discontinuing MONONINE. 

 
CSL Behring is proactively notifying customers of this 

discontinuation to provide ample lead-time for 
Healthcare Professionals and MONONINE patients to 

select a new Factor IX treatment option. Based on 
current supply, CSL Behring expects to have 

MONONINE available until at least mid-2021. 
 

We understand this news may be challenging for the 
patients who remain on MONONINE. We encourage 

MONONINE patients to talk with their Healthcare 
Professional soon to discuss alternate treatment 

options. In addition, CSL Behring offers a medical 
information call center 1-800-504-5434, Monday–
Friday 9 AM to 5 PM ET for patients or Healthcare 

Professionals that have medical questions. 
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HANY’s 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 
Program 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 

 

Comprehensive HTC 
Montefiore Hospital 

www.montefiore.org 
     


