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  The BDA is pleased to 

announce our first employ-

ee, Laura Kinson-Curtin. 

Laura began working for 

us the beginning of De-

cember. She has been 

busy with several meet-

ings, re-

search, and 

learning 

about bleed-

ing disor-

ders. She is 

an asset to 

the bleeding 

disordersõ 

community and has had 

experience with planning 

and implementing events 

as well as grant writing 

and creating newsletters.  

Laura has many new ideas 

and has taken initiative to 

act on her ideas. One of 

her top priorities is to reju-

venate our annual events. 

She is moving forward with 

some exciting plans for 

2011. When there are 

more definite details, we 

will let you know! If you 

have any ideas for 

events or fundrais-

ers you would like 

Laura to explore, 

please let her 

know.  

Laura can be 

reached at 518-

729-3577 or 

bdaeda1@hotmail.com . 

Her office call hours are 

Monday, Tuesday and 

Friday 10:00 AM ð 2:00 

PM. Give her a call or 

email ð she would enjoy 

talking with you! 

NHF has announced Victory 

for Women, a variation of 

Project Red Flag. This initia-

tive supports women with a 

bleeding disorder. Raising 

public awareness of women 

with bleeding disorders, 

education, advocacy and 

support for women are all 

goals of Victory for Women. 

The program aims to target 

three audiences in the 

awareness campaign. 

Young women, ages 18-25, 

mothers of girls ages 13-

18, and healthcare and 

education professionals. 

For more information re-

garding Victory for Women, 

please click the following 

link.  VICTORY FOR WOMEN 
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Pictures from the past 

The pictures in this 

newsletter are from past 

events. 

Are you in these pic-

tures? 

Do you remember the 

event? 

Do you know someone 

who is pictured in this 

newsletter? 

http://hemaware.org/research-treatment/von-willebrand-disease/victory-for-women


 

 

Three hundred people 

from across the country 

gathered in Washington, 

DC on February 17, 2011 

to voice concern over the 

looming budget cuts that 

may impact funding to 

various Hemophilia Treat-

ment Centers (HTCs). 

The main focus for Wash-

ington Day was to main-

tain the funding to the 

Center for Disease Control 

(CDC) and the Maternal 

and Child Health (MCH) 

programs which support 

important programs pro-

vided by the HTCs. The 

leadership in the House of 

Representatives was pro-

posing to cut federal 

spending by $100 billion 

for the remainder of 2011; 

which included major cuts 

to the CDC and MCH. 

Heather Loneck, an aide 

from Senator Kirsten Gil-

librandõs office, took notes 

as participants expressed 

their concerns over the 

price of their treatments 

and the possibility of their 

HTC  losing staff and pro-

gramming. 

Becky Cornell, an aide in 

U.S. Rep. Paul Tonkoõs 

office, said that although 

Rep. Tonko supports fiscal 

responsibility he suggests 

cutting the budget  ònot 

with an ax but a scalpel.ó 

We have to be careful 

about which programs are 

being cut and not just an 

across the board cut. 

any of your questions or 

concerns. Click on the 

following link http://

www.bdaneny.org/leg.htm 

and scroll to the bottom of 

the page. Click on the 

appropriate link. This will 

bring you to your site of 

interest. Tip: If more than 

one legislator is listed, 

select one of them and 

check the district map for 

In this time of dramatic 

change in the health care 

system, it is extremely 

important to be able to 

access those who make 

the final decision on these 

issues. The BDANENY 

affords you the ability to 

find your elected state and 

federal representative. 

You will then be able to 

contact them directly with 

the location of your home. 

Remember be an advo-

cate, no one hears a silent 

voice. 

NHF WASHINGTON DAY 2011 

LEGISLATIVE ADVOCACY 

ters including the 

BDANENY, three Hemo-

philia Treatment Centers 

(HTC), concerned profes-

sionals, families, and indi-

viduals met in Syracuse 

NY. The purpose of the 

meeting was to discuss 

development of an organi-

zation to voice the con-

cerns and needs of the 

bleeding disorders com-

munity to the legislative 

body in Albany, NY. Thus, 

the NYS Hemophilia Advo-

cacy Coalition was born. 

April 27, 2008 we had our 

first legislative meetings in 

Albany, NY. The excite-

ment of the fifty or so par-

ticipants filled the Capital 

which led to a second 

Albany Day in 2010. 

Please consider joining us 

for our fourth Albany Day 

in Spring 2012. Your voice 

needs to be heard! 

N E W  Y O R K  S T A T E  H E M O P H I L I A  A D V O C A C Y  

C O A L I T I O N  

During many yearly events 

such as National Hemo-

philia Foundation (NHF) 

Washington Day and the 

NHF Annual Meeting, the 

New York State (NYS) 

bleeding disorders chap-

ters met and determined a 

state voice was needed for 

our community. June 

2008, a representative of 

the NHF, a NYS based 

organization, six NYS 

bleeding disorders chap-
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“No one  

hears a silent 

voice” 
 

 

 

 

Learn how to contact your elect-

ed state and federal representa-

tive 

Becky Cornell (Congress member 

Tonkoõs office), Laura and  Brian Curtin 

Brian and Laura at the Capitol  

Jordana Zeger (NHF), Brian 

and Laura 

http://www.bdaneny.org/leg.htm
http://www.bdaneny.org/leg.htm


 

 

April 17, 2010 the BDA 

celebrated World Hemo-

philia Day with the open-

ing of our first office. 

Please click on the link 

below to view an article 

published in the World 

Hemophilia Day 2010ñ

Americas. There is also a 

photograph of our ribbon 

cutting. Pictured left to 

right: Marcia Kolakoski, 

Chapter Treasurer, Mary 

Fran Wachunas, Rensse-

laer County Health Direc-

tor , Kathy Jimino, Rensse-

laer County Executive, 

David Huskie, Chapter 

President, Deborah 

Huskie, Chapter Executive 

Director, and Anne Adams, 

Chapter Board Member. 

The article also features 

many other celebrations 

around the world. Read to 

find out how so many of us 

celebrated World Hemo-

philia Day. 

 BDA celebrates World 

Hemophilia Day 2010 

òThe Many Faces of a 

Bleeding Disorder ð United 

to Achieve Treatment for 

Alló video podcast can be 

seen by clicking the link. 

The video depicts the 

bleeding disorder commu-

nity, including Hemophilia, 

von Willebrand Disease, 

Carriers, and other rare 

factor deficiencies.  

The Many Faces of a 

Bleeding Disorder  video 

Plans are being made for 

World hemophilia Day 

2011. Please visit the fol-

lowing link for more infor-

mation. 

World Hemophilia Day 

2011 

Be inspired, get involved in 

Treatment for All 

serving our community 

with multiple programs for 

men, women, teenagers, 

As the BDANENY moves 

forward to better serve the 

bleeding disorders com-

munity, we strive to focus 

not only nationally as the 

National Hemophilia Foun-

dation (NHF), but locally as 

well. Our organization will 

be joining the HFA, a grass 

roots association made up 

of many national chapters. 

The HFA is dedicated to 

and families. Our hope is 

that in the near future we 

will be able to offer these 

programs to our BDANENY 

community. Please moni-

tor our website 

(www.bdaneny.org) and 

your newsletter. Also, for 

more information please 

visit the HFA website 

(www.hemophiliafed.org)  

WORLD FEDERATION OF HEMOPHILIA 

HEMOPHILIA FEDERATION OF AMERICA 

munity. The NHF provides 

educational opportunities, 

advocacy, and outreach 

programs.  

Washington Days, Annual 

Meeting, National Youth 

Leadership Institute, First 

Step, Victory for Women, 

Steps for Living are some 

of the programs , work-

shops, advocacy opportu-

nities offered through the 

NHF.  

Please visit NHF website 

for more information. 

 

NATIONAL HEMOPHILIA FOUNDATION 

The National Hemophilia 

Foundation (NHF) is a 

national organization dedi-

cated to supporting the 

bleeding disorders com-
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World Federation of 

Hemophilia 

www.hemophiliafed.org 

 

National Hemophilia 

Foundation  

www.hemophilia.org 

 

Hemophilia Federation of 

America 

www.hemophiliafed.org  

http://www.wfh.org/whd/en/Global_Celebration2010_Americas.asp
http://www.wfh.org/whd/en/Global_Celebration2010_Americas.asp
http://www.wfh.org/whd/en/videos.asp
http://www.wfh.org/whd/en/videos.asp
http://www.wfh.org/whd/en/default.asp
http://www.wfh.org/whd/en/default.asp
http://www.wfh.org/whd/en/default.asp
http://www.wfh.org/whd/en/default.asp
http://www.bdaneny.org
http://www.hemophiliafed.org
http://www.hemophiliafed.org
http://www.hemophilia.org
http://www.hemophiliafed.org


 

 

My Dear Friends: 

Living in this great nation, 

the United States of Ameri-

ca, we are endowed with 

many rights and privileges. 

The very First Amendment 

to our Constitu-

tion guarantees our free-

dom of speech.  Advocacy 

is one of the most im-

portant uses of this right 

which we as Americans 

possess. 

It is a little known fact that 

it has only been in the 

recent past, 1950-1960's 

that independent advoca-

cy organizations have 

evolved to what they are 

today.  A single voice or a 

few voices may attract 

token attention or they 

may be ignored.  A well-

organized group focuses 

attention on an issue, 

defines the need to those 

that affect that challenge 

and presents a solution for 

consideration. The issue 

can be a negative change 

such as a law impacting 

the rights of a group or 

individuals, or initiating a 

positive action such as 

protecting the poor and 

defenseless. Advocacy 

organizations such as the 

Bleeding Disorders Associ-

ation of Northeastern New 

York Inc. (BDANENY) moni-

tor issues that affect the 

bleeding disorders com-

munity as well as the gen-

eral public.   

Continued page 5                              

 

MARK YOUR CALENDARS 

ANNUAL PICNIC  

AUGUST 7, 2011 

FAMILY RETREAT  

Friday September 30 ð 

Sunday October 2, 2011 

Please check our website, 

newsletters, and other 

announcements, invita-

The BDANENY is working 

to schedule some new and 

innovative events and 

fundraising activities. If 

you have any ideas you 

would like to share, please 

contact the office at 

518.729.3577 or email 

bdaeda1@hotmail.com or 

bdaneny@hotmail.com.   

 

tions for further upcoming 

events. 

P R E S I D E N T  L E T T E R  

UPCOMING EVENTS 

to get your application. 

IMPORTANT ð Applications 

MUST BE postmarked NO 

LATER than April 15, 2011 

in order to be eligible. 

Applications are pro-

cessed, reviewed, and 

voted on by the board of 

directors. If you are grant-

ed an award, it will be 

presented to you at our 

annual picnic on Sunday 

August 7, 2011. Call or 

email today ð 729-3577, 

bdaeda1@hotmail.com.  

SCHOLARSHIP OPPORTUNITIES  

Are you a senior in high 

school? Is your dream to 

go back to school to pur-

sue a college education? 

Do you have your bache-

lorõs degree, but would like 

to earn a masterõs de-

gree? Do you or a family 

member have a bleeding 

disorder? We would like to 

help you pursue your 

goals. Scholarship applica-

tions are now availableñ

please contact the office 
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APRIL  

15 
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ANNUAL PICNIC  and Business 

Meeting— August 7, 2011 

Grafton Lakes State Park 

FAMILY RETREAT— September 

30, 2011—October 2, 2011 

Double H Hole in the Woods 

Ranch, Lake Luzerne 



 

 

The BDANENY supports 

the Hemophilia Treatment  

Center model of care. It is 

crucial that you and your 

family make and keep 

your appointments with 

the treatment center. We 

also understand that in 

this time of economic chal-

lenges the price of gaso-

line may stop you from 

keeping your appoint-

ments. The BDA in con-

junction with the HTC cre-

ated  CTAP to offset the 

cost of your travel to and 

from your appointments.  

Here is how the program 

works: 

While at your HTC appoint-

ment, a CTAP postcard will 

be provided to you. If you 

do not receive one, please 

ask the nurse or social 

worker for one to be given 

to you. 

¶ Complete the postcard. 

¶ Ask the nurse or social 

worker to sign and 

date the postcard. 

¶ Mail the completed 

postcard to the BDA 

office. 

Once verified, a check will 

be mailed to you. Please 

allow 4-6 weeks for pro-

cessing. 

REMEMBER: CTAP will be 

offered for your clinic ap-

pointment once per calen-

dar year up to 100 miles. 

Round trip is from your 

legal address to the HTC 

appointment. 

(If you move please for-

ward your mailing address 

to us. (We have had reim-

bursements returned with-

out a forwarding address.) 

We sincerely hope that 

CTAP will help alleviate 

some of the financial hard-

ships you may be experi-

encing.   

 

òWE ARE HERE FOR YOUó 

 

BDANENY 

PO Box 947, Rensselaer, 

NY 12144 

Phone: 518.729.3577 

Fax: 518.658.0634 

Email: 

bdaneny@hotmail.com OR 

bdaeda1@hotmail.com 

 

 

HTC 

47 New Scotland Avenue, 

MC - 52 

Albany, NY 12208 

Phone: 518. 262.5827 

Fax: 518. 262.6320 

health care, individual 

rights, and quality of life 

for the millions affected by 

bleeding disorders.  We 

cannot do this without 

your help. With 

March being National He-

mophilia Month and April 

17th being World Hemo-

philia Day it is the perfect 

opportunity to become 

involved with your local 

We partner with other 

advocacy groups, families 

and individuals to facilitate 

change. We educate the 

public on identifying a 

health concern such as a 

bleeding disorder. The 

BDANENY advocates on a 

community, county, state, 

national, and international 

level to bring the issues of 

chapter.  It is interesting, 

gratifying, and your chance 

to make a difference in our 

world.  Contact our office 

at 518-729-3577 or e mail 

us at 

bdaneny@hotmail.com. to 

find out how you can help. 

Thank you 

David Huskie 

C L I N I C  T R A V E L  A S S I S T A N C E  P R O G R A M  ( C T A P )   

P R E S I D E N T S  L E T T E R  C O N T I N U E D  F R O M  P G  4   
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“WE ARE HERE FOR 

YOU” 
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Pictures from the past 

The pictures in this 

newsletter are from past 

events. 

Are you in these pictures? 

Do you remember the 

event? 

Do you know someone who 

is pictured in this 

newsletter? 



 

 

P.O. Box 947 

Rensselaer, NY 12144 

Phone: 518-729-3577 

Fax:518-729-3577 

E-mail: bdaneny@hotmail.com 

OR bdaeda1@hotmail.com 

web: www.bdaneny.org 
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Do you have a story to share?  

Have you or your family recently celebrated an important 

event? 

Let us know ñ share your story 

RememberñWe are Here for You! 

 

 

The second century AD, 

male boys were exempted 

from circumcision only if 

two previous sons had 

died from bleeding due to 

having a 

circumci-

sion.  

In the early 

1900õs 

those with 

hemophilia 

were trans-

fused with 

fresh blood.  As time went 

on other forms of treat-

ment became available. 

Today, prophylaxis treat-

ment is quite common. 

Prophylaxis treatment 

decreases bleeds and 

The Royal Disease 

Did you know that hemo-

philia was once known as 

the òRoyal Diseaseó? The 

reason is be-

cause Queen 

Victoria was a 

carrier 

(spontaneous 

mutation) and 

passed the 

bleeding disorder 

to her daughters.  

Many genera-

tions of families dealt with 

the bleeding disorder he-

mophilia.  The son of the 

Czar of Russia became the 

most famous person with 

hemophilia. 

increases the quality of life 

for those with hemophilia. 

 

 

Based on information from 

the following sites: 

òHistory of Hemophiliaó 

http://

www.wfh.org/2/1/1_1_3_

HistoryHemophilia.htm 

 òHistory of Hemophiliaó  

http://www.hemophilia-

information.com/history-of

-hemophilia.html 

 

HISTORY OF HEMOPHILIA 

We are Here for You 
We’re on the Web! 

www.bdaneny.org 

http://www.bdaneny.org


 

 

A B O U T  O U R  O R G A N I Z A T IONé 

 

We are a chapter of the National Hemophilia Foundation and the Federation of America. We are a volunteer, not-for-profit organization 

that serves the congenital bleeding disorders community within Northeastern New York and adjacent areas. 

 

Our Mission ð 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 ð We advocate for the bleeding disorders community by: 

*Legislative lobbying at the national and state level 

*Camperships  

*Emergency funding 

*Educational scholarships  

*Community Education 

*Fundraisers ð 100% of all monies raised are returned to the community 

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

*Association Activities: 

 Educational Retreats 

 Newsletter, Website 

 Annual Picnic/Business Meeting 

 Golf Tournament 

 Bowl-a-thon 

 

Board of Directors 

Bleeding Disorders Association of Northeastern NY, Inc. 

 

 

 

 

 

 

Executive Director 

Deborah Huskie 

Assistant Executive Director  

Laura Kinson-Curtin 

 

President David Huskie 

Vice President Bruce Weiner 

Treasurer Marcia Kolakoski 

Secretary Raymond Fink 

Board Member Thomas Brownell 



 

 

 

 

Bleeding Disorders Association of  

Northeastern New York, Inc.  

Fundraising Drive  

 

To our Association Colleagues:  

Our current fiscal year began on July 1, 2010. Dur-

ing each fiscal year the Association provides indi-

rect support of the bleeding disorders community 

by hosting an Annual Golf Tournament (last held 

July 2009), an Annual Picnic (last held August , 

2010), Annual Bowl-a-thons (held in the spring and 

fall), educational retreats, and social events such 

as ñCabin Fever Party and  Family Retreat.ò  

Each fiscal year the Association also provides di-

rect support to the bleeding disorders community 

through scholarships, camperships, and emergen-

cy funds, and CTAP to families with bleeding disor-

ders.  

The Association can only provide these activities 

and benefits if funds are available. Funds are 

raised at some of the social events; some funds are 

raised through sponsorships and advertisements. 

Other funds are raised through fundraising activi-

ties such as this Fundraising Drive.  

The Association is hosting a fundraising drive for 

the fiscal year covering July 1, 2010 through June 

30, 2011. Please support the Association - your 

Association - with a generous donation. The $10.00 

level will cover most of the costs of preparing and 

mailing out our quarterly ñBDA Newsò and the notic-

es of various events throughout the year. A dona-

tion is not necessary to continue to receive mail-

ings, but it will help us continue our activities. Just 

as precious as a financial donation is a commit-

ment of time, board members are needed to run 

the Association and volunteers are needed to staff 

hosted events.  

A receipt of your paid tax-deductible donation will 

be provided upon request. With your support, the 

Association is able to continue assisting the bleed-

ing disorders community.  

 

Debbie Huskie  

Executive Director  

Bleeding Disorders Association of NENY, Inc.  

Bleeding Disorders Association of  

Northeastern New York, Inc.  

SUPPORT  

Name: 

_______________________________________ 

Address: 

_______________________________________ 

City: 

_______________________________________ 

State: _____ Zip Code: __________  

Home Phone: ______________ 

E mail:__________________  

[ ] INDIVIDUAL $10. [ ] SPONSOR $150.  

[ ] FAMILY $20. [ ] PATRON $250.  

[ ] BENEFACTOR $50. [ ] PRESIDENT'S CLUB  

Please return this form to:  

Fundraising  

BDANENY, Inc.  

P.O. Box 947  

Rensselaer, NY 12144  

or Fax to (518) 658-0634  

Thank you for your  

continued support of the  

Bleeding Disorders Association of Northeastern 

NY, Inc.  

 


