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UNITE for Bleeding Disorders Walk Your Way Is a Virtual Event—   
And You Can Still Participate! 

It’s Never Goodbye, It’s See You Later.  

To the great bleeding disorders community 

who was so welcoming 5 plus years ago, it is 

my time to say see you later, for now. It 

seems like yesterday my wife and I were 

expecting our first child and we were attend-

ing the first BDA UNITE Walk. It was evi-

dent we were joining a great community with 

a common goal of educating, advocating and 

supporting those affected by bleeding disor-

ders.  

I want to thank Albany Med HTC, specifical-

ly Katherine Rosenblatt, and Laura Kinson-

Curtin for connecting me to the BDA. 

Through their connection I was able to join 

the Board of Directors and help lead this 

organization. It was a privilege to serve with 

such a great group of people and I am thank-

ful for them all. There are many great things I 

could say, but one of the greatest  Story continued on page 2 

 

A Message from our President 

ENTER TO WIN A GIFTCARD!  

Submit your favorite fall pictures to memberserv-
ices@bdaneny.org or tag our Facebook page.  

Two Drawings will be held on Friday, November 
13

th
: 

• Best scene! 

• Best people pic! 

mailto:memberservices@bdaneny.org
mailto:memberservices@bdaneny.org
https://www.facebook.com/BDANENY/


 

 

 

 

attributes of our Board Members is their ded-

ication to ethics. I encourage all new Board 

Members to hold true to this standard. I want 

to thank the Board for its confidence in me to 

take over as Board President for the past two 

years. I had some large shoes to fill and want 

to thank Dave Huskie for his lifetime of ded-

ication to this organization. I have definitely 

learned a lot in my role as president and have 

grown as a leader, and for that I will always 

be thankful.  

Over the past five years my wonderful family 

has grown as well. We now have three beau-

tiful children all under the age of 5. I want to 

thank my wife Angelina and my kids for 

supporting me in leading the BDA. My ca-

reer has taken off as well. It was not an easy 

decision to walk away from my role on the 

Board, but I feel like it was the right one. 

Unfortunately, I no longer have the time to 

dedicate to being an effective leader for you 

all. With that being said, I will remain board 

president till the end of the year. I will al-

ways be a community member and involved 

when I am able. I wish the best for all our 

new Board Members and our new Executive 

Director Beth Mahar.  

Thank you BDANENY. See you later. 

Board President  

Michael Deeb 
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BDANENY is  thankful to be a part of both the National Hemophilia Founda-

tion (NHF) and Hemophilia Federation of America (HFA). These organizations  

provide invaluable support to the chapter and community members. 

Stay informed: 

https://www.hemophilia.org/ 

https://www.hemophiliafed.org/ 

National News 

UNITE Your Way Virtual Walk 

   Not even a global pandemic can 

keep our teams down! Despite the 

challenges, we are going ahead 

with a Virtual Walk. We kicked 

off the event on October 10, but 

your team still has time to regis-

ter, to set your goals and com-

plete your walk…or whatever 

outrageous target you have set for 

yourselves. This year it’s all 

about YOU. Set a challenge that’s 

as unique as your family, and do 

it in your own time, whenever it 

works for you! If you want to 

walk, walk; if you want to run; 

run; if you want to construct 

1,000 pinwheels…well, you get 

the idea. 

  Be sure to Zoom in to our clos-

ing ceremony on December 5. 

(See! You really do have time!) 

and in the meantime, be sure to 

send us pictures and videos of 

you and your crazy teammates to 

let us know how you’re doing. 

  And to sustain you along the 

way, some of our sponsors are 

offering “water breaks,” a virtual 

breather, and weekend windup 

where you can relax, connect and 

watch a cooking class, or paint 

and sip, or learn how to stretch 

and wrap your joints to finish off 

those last few miles. Watch our 

website and Facebook page for 

more information on dates and 

times. 

https://www.hemophilia.org/
https://www.hemophiliafed.org/
https://www.hemophiliafed.org/
https://www.hemophilia.org/
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To register for UNITE Your Way Virtual Walk click here! 

Tag our Facebook page or email us with your UNITE pictures! 

Take a look at what 
some of our UNITE 

teams are already   
doing! 

https://www.uniteforbleedingdisorders.org/index.cfm?fuseaction=donorDrive.event&eventID=748
https://www.facebook.com/BDANENY/
mailto:memberservices@bdaneny.org


A Message from our New Executive Director  

HI Everyone! My name is Beth Mahar and 

this is my first issue of The Vessel. I hope 

that you will find this publication informa-

tive, educational and amusing. 

I joined BDANENY in mid-September 

and I have been hard at work planning for 

our first ever UNITE Your Way Virtual 

Walk for Bleeding Disorders as well as our 

first Virtual Annual Meeting (see our sto-

ries on page 2 and page 11). I am so im-

pressed by the dedication and commitment 

of    everyone in this community. It is a 

spirit I hope to foster and to grow.  

I come from a background in non-profit 

associations. I have spent over twenty 

years working as an Association Execu-

tive. My last position was as Director of 

Operations for the Hospice and Palliative 

Care Association of New York State. My 

member organizations were hospice and 

palliative care programs all across New 

York State. Although I spent much of my 

time planning educational events, execut-

ing communications and crafting policy 

platforms to support our advocacy efforts, 

I spent many hours helping individuals and 

their caretakers find the help that they 

needed. I am quite proud of having devel-

oped an Interdisciplinary Pediatric Pallia-

tive Care Curriculum, funded by a New 

York State Health Foundation grant to 

encourage hospice programs across the 

state to build, support and maintain pro-

grams specific to the needs of children and 

families. It was in this capacity that I first 

met Dr. Joanne Porter, who directs the 

Journeys Pediatric Palliative Care program 

at Albany Medical Center. I was delighted 

to learn that she is my contact at the Alba-

ny Med Hemophilia Treatment Center. I 

don’t know when that woman sleeps! 

I have worked a lot with volunteers, both 

in a professional capacity and as a volun-

teer myself. Hospice providers, by federal 

law, must have volunteers provide 5 per-

cent of all direct patient care and/or admin-

istrative hours. This is a culture that cele-

brates volunteers. And prior to my position 

with HPCANYS, I worked for the Associ-

ation of Area Agencies on Aging as their 

Director of Communications. Area Agen-

cies on Aging are those organizations that 

fund and administer Meals on Wheels pro-

grams, the backbone of which is volunteer 

delivery.  And because I so appreciate the 

efforts of volunteers, I try to give back to 

my own community. I am the past Presi-

dent and current board member of my 

neighborhood association, the Greater 

Loudonville Association, and a past Board 

Member of the Tribute Foundation, the 

foundation arm of the New York State 

Funeral Directors.  

I have seen all kinds of volunteer organiza-

tions and each one is run differently. The 

Bleeding Disorders Community is one of 

the most enthusiastic, devoted and innova-

tive group I have encountered. I know that 

the Coronavirus pandemic has shaken 

things up and made it impossible to carry 

on business as usual, but I see this group 

stepping up to the challenge and continu-

ing to bond together to support each other. 

I’m confident that we can build on this 

spirit and keep connecting with each other. 

Thank you to everyone who has already 

stepped up to welcome me and I hope to 

meet more of you soon, whether it’s a 

Zoom call or a masked meeting. A big 

thank you to the Board of Directors for 

placing your confidence in me, and I hope 

you all “Zoom in” to the Annual Meeting 

on November 14th! 

(Beth and her dog, Batman, who is offi-

cially the cutest animal named after a su-

perhero, ever.) 
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VALUABLE INFORMATION FROM OUR SURVEY! Thank you to all of you who participated!   

What is your best advice for new families in 
the BDA community? 

Here are a few of the responses: 

• Be a part of the events that are held and meet the 
rest of the blood disorder community- it’s a good 
group of people! 

• Community outreach. BD families need to get in 
contact. We need to talk about our daily experienc-
es. We need programs for everyone in the chapter.  

 

We would love to hear from YOU! Email us at memberservices@bdaneny.org or call our office at 518-729-3577 to connect with us.  

mailto:memberservices@bdaneny.org
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Let’s Talk Addresses Mental Health in the Bleeding Dis-

orders Community 

 

On October 10, in honor of World Mental Health Day, 

filmmaker Patrick James Lynch offered a free screening of 

his newest documentary, Let’s Talk: A New Film By and 

For the Bleeding Disorders Community. The film follows 

the mental health challenges of five people living with 

bleeding disorders and how humans gain strength through 

struggle. The documentary offers an unvarnished look at the 

pressures of being different, but also shows ways to cope, to 

heal and to connect. As a hemophiliac, Patrick relates to the 

challenges experienced by the subjects of the film,  “[f]or 

people with chronic conditions, mental health can be largely 

invisible unless people speak to it; this film does just that. 

Through Let’s Talk we are contributing to an environment 

where it’s easier to talk about mental health.” 

The October 10th screening was followed by a “stacked 

talkback,” featuring one of our very own community mem-

bers, and guests from Global Genes, The Mighty, Coura-

geous Parents Network, DISORDER: The Rare Disease 

Film Festival, and Mental Health Matters Too. 

Patrick James Lynch is a filmmaker and advocate for people with 
bleeding disorders. Producing and directing credits include the docu-

mentary, Bombardier Blood. Patrick can be heard alongside his wife 

each week on The BloodStream Podcast. Patrick is the co-founder 

and CEO of Believe Limited.  

Contact him at https://www.believeltd.com/contact to find out more 

about this film.  

Capital District Marriage and Family Therapy 

https://capitaldistricttherapy.com/ 

 

https://www.thenationalcouncil.org/ 

http://bombardierblood.com/
https://www.believeltd.com/
https://www.believeltd.com/contact
https://capitaldistricttherapy.com/
https://www.thenationalcouncil.org/
https://www.thenationalcouncil.org/
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ADVOCACY & HEALTHCARE COVERAGE 

 

 

 

 

 

 

The pandemic certainly made advocacy challenging this year, but 

the Bleeding Disorders Coalition continues to keep us involved 

and informed. A big thank you to Bob Graham for the update and 

to all coalition members – and Lindsay Cox in particular – for 

your on-going efforts.  

The View from Albany 

Some of the bills and issues NYSBDC was active on in 2020 

include:  

• Prior Authorization Reform Bill S.2847/A.3038 – this bill 

passed the Senate and stalled in the Assembly. The bill limits 

how health plans impose prior authorization requirements, 

that is,  when health plans can require extra paperwork to use 

an already covered test or treatment.  

• Patient Assistance Bill S.6303/A.8246 – this bill passed the 

Senate and stalled in the Assembly. The bill requires health 

plans and Pharmacy Benefit Managers (PBMs) to count all 

third-party patient assistance toward patient out of pocket 

obligations, i.e. your deductible.  

• Medicaid Deficit – even before the pandemic NYS Medi-

caid faced a budget deficit of $2 billion. The Medicaid defi-

cit is expected to grow as more people lose job related insur-

ance and turn to Medicaid for coverage or need COVID-

related care.   

 

The View from Washington 

 

NYSBDC is monitoring issues in Washington DC and making 

plans to keep advocating. Some issues to watch: 

1. Washington has not supplied COVID-19 aid to state and 

local governments. Unless Congress passes a new pandemic 

relief package which includes aid to states, New York faces 

major budget cuts, including more cuts to Medicaid (see 

above).  

2. Federal Rule Making continues under the radar. Admin-

istrative actions like the recent CMS ruling allowing co-pay 

accumulators can affect health care costs, often with little 

news coverage of those actions.    

3. Texas v. Azar is the latest Supreme Court challenge to the 

ACA. ACA protections are now law in New York and many 

legal experts feel the case to throw out the ACA is weak, 

however, a split ruling could still harm patients, especially 

by eliminating some Medicaid funding and health care cov-

erage subsidies for lower income people.  

4. Rutledge v. PCMA is a Supreme Court case from Arkansas 

which is challenging limits on how states can regulate em-

ployer provided health plans, particularly whether states 

have the right to regulate pharmacy benefit managers 

(PBMS).  A ruling in favor of Arkansas could give patient 

advocates more power to fight limits on patient care.      

 

 

 

The Open Enrollment Period is the time when individuals and families can buy a new health plan or make changes 
to their current health plan directly through their insurer or on the Health Insurance Marketplace. Plans that are effec-
tive on January 1 have an Open Enrollment Period from November 1 - December 15 of the year before, in most states. 
For example, if you wanted to enroll or make changes to a plan with an effective date of January 1, 2021, your Open 
Enrollment Period would run from November 1 - December 15, 2020.  
 
Because of the impact of COVID-19, individuals who are eligible for NY State of Health programs including Medi-
caid, Essential Plan and Child Health Plus can enroll year-round. This includes individuals who have lost their em-
ployer-sponsored health coverage due to unemployment. Consumers can apply for coverage through NY State of 
Health on-line at nystateofhealth.ny.gov, by phone at 855-355-5777, and work with enrollment assistors. 
Those on Medicare who are looking to make a change, for example, enrolling or disenrolling from a Medicare Ad-
vantage (Part C) plan or those covered by a private insurer, must make changes during the Open Enrollment period. 

LAWS AND REGULATIONS IMPACT YOUR 

HEALTHCARE! BDANENY IS WATCHING OUT 

FOR YOUR BEST INTERESTS! 

For more information visit http://nysbdcoalition.org/ 

Open Enrollment for Insurance Coverage 

https://nystateofhealth.ny.gov/agent/hx_brokerSearch?fromPage=INDIVIDUAL&amp;lang=en
https://nystateofhealth.ny.gov/agent/hx_brokerSearch?fromPage=INDIVIDUAL&amp;lang=en
http://nysbdcoalition.org/






 

On September 29, members of the 

BDA community came together 

virtually for an evening of crafts, 

socializing and a sip or two of the 

fruit of the vine. Cottrill’s Pharma-

cy sponsored an evening of 

wreath-making, and led by Kim 

Coleman, a dozen crafty souls 

struggled with burlap and bows, 

eventually producing some beau-

tiful seasonal creations. Although 

the burlap dust got everywhere, it 

was a small price to pay for the 

fun-filled, interactive class! 

BDA Makes Wreaths – With Help & Guidance from Cottrill’s 

COMMUNITY EVENTS IN OUR AREA: 

 
Join the thousands of Capital Region participants in this proud tradition! This year’s virtual race will use a state-of-the-art 
Troy Turkey Trot app that allows participants to race with others in real time (powered by RTRT.me). 

2020 Event Details: 

Registrations opens Tuesday, October 13 and closes Saturday, November 28. Multiple registration price points are available. 

https://www.albany.com/fall/turkey-trot/ 

https://www.albany.com/fall/turkey-trot/
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Like everything else in this topsy-turvy 2020, 

BDANENY is holding our Annual Meeting a 

little differently!  

Using a Zoom platform, we are reaching out to 

the Bleeding Disorders community to “Zoom 

in” for a morning of information, education, 

raffles and prizes. Hear about the latest devel-

opments in treatment and management of bleed-

ing disorders in men, women and children. 

You’ll also get a sneak peek at the progress our 

UNITE Your Way Virtual Walk teams have 

been making and meet our new Executive Di-

rector.  

Our grand prizes include a family fun getaway 

at the Great Escape Indoor Water Park and a 

day of relaxation at Spa Mirbeau. But you can 

be a winner just by participating! For every 

family that logs in and completes the participa-

tion survey, you will receive a Thank You box 

full of goodies. 

Mark your calendars. The Meeting will be held 

on Saturday, November 14, from 9:00 am till 

1:00 pm. BDANENY is inviting you to a 

scheduled Zoom meeting. 

Use this link to join us: 

https://us02web.zoom.us/j/89432273566?
pwd=dU9VSDV3LzVRT0N6MGhybjhJSmp
KQT09 
Meeting ID: 894 3227 3566 
Passcode: 283966 
 
Keep visiting our website and Facebook page 
for more updates! 

 

You’re Invited to our Virtual Annual Meeting — November 14 

https://us02web.zoom.us/j/89432273566?pwd=dU9VSDV3LzVRT0N6MGhybjhJSmpKQT09
https://us02web.zoom.us/j/89432273566?pwd=dU9VSDV3LzVRT0N6MGhybjhJSmpKQT09
https://us02web.zoom.us/j/89432273566?pwd=dU9VSDV3LzVRT0N6MGhybjhJSmpKQT09


About us…. 
We are a chapter of the National Hemophilia Foundation and the Hemophilia Federa-
tion of America. We are a volunteer, not-for-profit organization that serves the congeni-
tal bleeding disorders community within Northeastern New York and adjacent areas. 

Our Mission 
The organization is dedicated to volunteer service on behalf of persons with hemophilia, 
von Willebrand Disease (vWD) and other genetic bleeding disorders. The organization 
provides services and  referrals to members of the community and encourages them to 
advocate for their own health care. Furthermore, the organization supports research and 
programs that will improve the quality of life for persons afflicted with genetic bleeding 
disorders and their associated complications. 

What we do 
We advocate for the bleeding disorders community by: 

• Emergency Funding 

• Educational Scholarships 

• Community Education 

• Fundraisers– 100% of all proceeds returned to the community 

• Camperships 

• Monitoring of health issues with federal and state agencies and non-profit organizations 

• Legislative lobbying at the national and state level 

BDANENY Board of Directors and Staff 

 

President…………………….…………..…Michael Deeb 

Vice President….……………………….…Bruce Weiner 

Treasurer………………………………….....Cindi Keeler 

Secretary.…………………………..…….…..Don McKay 

Board Member…………..…………….…...Dave Huskie 

Board Member………………………...…....…Maria Pert 

Executive Director……………..…….….…..Beth Mahar 

Operations Manager………………....Patricia Bengraff 

Administrative Assistant……….……......Melissa Deeb 

 

ABOUT THE BDANENY 
Contact Us 

 

BDANENY Office 

333 Broadway 

Suite 320 

Troy, NY 12180 

(518) 729-3577 

BDANENY.org 

Bdaneny.org

