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getting on planes. Camp 

was cool. 

Q: How were the day‘s 

Colin Fink, 13, Delmar, 

NY,  attended the Junior 

National Championship 

― G e t t i n g  i n  t h e 

Game‖ (JNC) in Fort 

Worth, Texas. The event 

was sponsored by CSL 

Behring.  

Colin had a great time 

and will forever remem-

ber meeting CJ Wilson 

from the Texas Rangers.  

What follows is an inter-

view of Colin with Dave 

Huskie, President of 

BDANENY‘s Board of 

Directors, asking the 

questions. 

Q: Were you nervous 

about going to the Get-

ting in the Game camp? 

A: No, but I don't like 

Researchers from the 

United Kingdom (UK) and 

the U.S. have made a 

breakthrough in hemo-

philia gene therapy.  

In a recently published 

study, the team reported 

successfully treating six 

patients with severe he-

mophilia B.  

The lead author of the 

study was Amit C. Nath-

wani, MB, ChB, PhD, 

Department of Hematol-

ogy, University College 

London (UCL) Cancer 

Institute, London. 

The UCL investigators 

used adeno-associated 

viruses (AAVs) as delivery 

vehicles, or vectors, to 

carry the genetic codes 

that trigger the production 

of the factor IX (FIX) pro-

tein. FIX is deficient in 

hemophilia B patients. 

Ideally, AAVs deliver the 

genetic material into living 

cells to sustain therapeutic 

effect without causing 

disease or triggering 

significant immune re-

sponses.  

Nathwani and his team 

reported that a single 

injection of the gene 

therapy activated the 

production of small 

amounts of FIX--enough 

to allow four of the six 

subjects to cease treat-

ment with FIX concen-

trates. The other two 

C o l i n  F i n k  m e e t s  C J  W i l s o n  

CSL Behring “Getting in the Game” 

S p e c i a l  

p o i n t s  o f  i n -

t e r e s t :  

¶ Member meets Texas 

Ranger CJ Walker.  

¶ Gene Therapy Landmark 

¶ Victory for Women 

¶ BDA Events 

¶ Volunteer  Opportuni-

t ies.  
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Colin Fink, Delmar, NY, accepting his trophy for National 

Raffle Winner at  CSL Behringôs Getting in the Game.  
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Colin Fink at the NHF 

Annual Meeting.  

activities? 

A: It was hot, sunny and nice. The day 

started about 7:30 in the morning and 

everything went till about 10 at night. 

Q: Did you meet new friends? 

A: Yes, quite a few but Jacob and I got 

to play a lot of baseball together. Jacob 

Bastian was one of the representatives 

sent by the BDAST (Bleeding Disorders 

Association of the Southern Tier.) 

Q: Did you meet any pro baseball play-

ers while you were there? 

A: Yup, I was surprised in how much 

time CJ Wilson (World Series pitcher for 

the Texas Rangers) spent with us. We 

also had a lot of semi pro ball players.  

Q: What was your favorite part of the 

Camp experience? 

A: "Meeting CJ Wilson, that was great. 

The whole thing was an experience of a 

life time. It doesn't seem real now." 

Q: How did it feel being with others with 

a bleeding disorder? 

A: It felt fine, didn't really give it much 

thought. 

Q: What was the most surprising part at 

the JNC Camp?  

A: Well the last night we all went to din-

ner and we had the awards part of the 

Camp. I was sitting with my friend Jacob 

when he won the Good Sportsmanship 

Award for baseball. We all went nuts 

clapping and cheering. Minutes later 

they held the CSL National Raffle draw-

ing and called my name. Again every-

one went crazy. It was great!!!! 

Q: What did you get for winning the 

raffle? 

A: We got to go to the NHF Annual 

meeting and a really big trophy.  Ms. 

Dale Fink, Colin‘s mother, confided in 

me ―The toughest part of the trip was 

trying to figure out how to get this (2 1/2 

foot) trophy on the plane and home." 

In November the Fink family was picked 

up at their home by a limousine, flown 

to Chicago's NHF Annual Meeting, and 

met with old and new friends such as 

CJ Wilson. 

Colin confided that he composed a 

thank you card to Mr. Wilson for every-

thing he is doing and has done. Colin 

presented this to Mr. Wilson in Chicago. 

G e t t i n g  i n  t h e  G a m e  C o n t i n u e d  f r o m  p a g e  1  

C l i n i c  Tr a v e l  A s s i s t a n c e  P r o g r a m  ( C TA P )   

area had to choose between other nec-

essary travel and travel to the HTC for 

their yearly visit. Keeping in the spirit of 

our mission of service, we developed a 

program to assist our community with 

getting to and from their recommended 

annual medical visit.  

The Clinic Travel Assistance Program 

(CTAP) was developed. This program 

will pay mileage, up to 100 total miles, 

based on the IRS Standard Mileage 

Rate round 

trip to their 

As we all know, the cost of a bleeding 

disorder is extremely trying on a family's 

budget.  

A few years back, it was observed that 

the elevated cost of fuel and transporta-

tion was cutting drastically into every-

one's household finances. Many of us 

consolidated our motor vehicle trips, 

trying to minimize our gasoline con-

sumption and stretch our dollar as far 

as it would go.  

The BDANENY became aware that 

individuals and families in our service 

Page 2 B D A  N e w s l e t t e r  
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HEMOACTION! Your 

hemophilia adventure is 

filled with interactive, fun 

and motivating games for 

kids of all ages. The 

games are not only en-

joyable and motivating, 

but also educational.  

After a correct answer a 

fact about how your 

blood works is revealed.  

There is a memory 

game, word catcher, find 

the factor, and a web 

book to enjoy and learn. 

Also on the World Fed-

eration of Hemophilia 

website you will find a 

wealth of information 

about bleeding disorders.  

Just click on the About 

Bleeding Disorders tab 

and select the option you 

want to read. There are 

certain drugs, such as 

aspirin, that people with 

bleeding disorders 

should avoid. There is a 

list of these drugs under 

the same tab. As you 

peruse the website you 

will also find information 

on treatment safety, 

WFH events and pro-

grams as well as publica-

tions and videos. Take 

the time to explore their 

website – you won‘t be 

disappointed! 

 The next WFH Congress 

will be held on July 8-12, 

2012 in Paris France. 

Please check out their 

web site at WFH.org for 

more information. 

find stories on the high 

cost of specialty drugs, 

HFA Inaugural Bike Ride, 

and a news/update on 

data on long lasting re-

combinant Factor VIII 

therapy. Need informa-

tion and ideas on  

nutrition and exercise. 

There are exercise vid-

The Hemophilia Federa-

tion of America 2012 

Symposium is slated for 

March 30-31 in Santa 

Clara, California. Please 

check the HFA website 

for upcoming information.  

There is additional infor-

mation on the HFA News 

& Notes page of the web-

site. Currently you will 

eos, sample menus and 

recipes with getting and 

staying fit as the focus.  

Click on Advocacy for tips 

and tools to help you con-

tact your political represen-

tative. Remember, together 

we can make a difference in 

the bleeding disorders com-

munity. 

W o r l d  F e d e r a t i o n  o f  H e m o p h i l i a  

H e m o p h i l i a  F e d e r a t i o n  o f  A m e r i c a   

materials. Traveling to 

chapter events provides 

us with the opportunity to 

meet many women af-

fected by bleeding disor-

ders and listen to their 

stories. The challenges 

and successes that they 

share are influential in 

shaping our program and 

resource development. 

We also like to provide 

information to women 

about resources they may 

not know about or haven‘t 

checked out recently.  

It‘s not easy to find reli-

able and accessible in-

formation about women 

and bleeding disorders. 

However, you will find a 

helpful online resource 

on the HemAware.org 

Web site, under the 

NHF’s Victory for Women 

Newsletter Article: Vic-

tory for Women (V4W) 

Update 

Patrice Flax, MS., MSW. 

Manager of Education, 

NHF 

It‘s been a busy year for 

our women‘s program--

attending women‘s chap-

ter events, staffing tables 

at national conferences 

and developing new print 

Page 3 V o l u m e  2 0 1 1  I s s u e  4  

www.wfh.org 

www.hemophilia.org 

 

www.hemophiliafed.org 

 

Continued on page 8             

http://www.wfh.org
http://hemophiliafed.org/
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David Huskie, President BDANENY 

meets Cheryl D'Ambrosio, Founder, 

MyGirlsBlood.com at the NHF Annual 

My Dear Friends: 

My final President's Let-

ter of 2011 will be the 

BDANENY Chapter year- 

in- review and what a 

year it has been. It 

started with our new 

staff, Laura Kinson-Curtin 

Assistant Executive Di-

rector, hitting the ground 

running with the initiation 

of office hours, an ag-

gressive yearlong event 

schedule and, with our 

Chapter secretary Ray 

Fink, a new and im-

proved web site.  The 

Chapter adopted an in-

ternal policy manual and 

with 100% compliance 

with state and federal 

regulations. We acquired 

a new Board member 

with a familiar face. Our 

past president Tom 

Brownell has returned to 

the Board bringing his 

years of knowledge and 

expertise to our Chapter. 

We also lost Hugh Tou-

hey an old friend and 

past Executive Director 

of the Upper Hudson 

Valley Chapter of the 

N H F  ( n o w  t h e 

B D A N E N Y ) .  H u g h 

passed away in August 

at St. Peter's Hospice 

Inn. 

The Hemophilia Treat-

ment Center (HTC) and 

our Chapter along with 

individuals throughout 

the country attended the  

National Hemophilia 

Foundation (NHF) Wash-

ington Days from Febru-

ary 16-18 in Washington 

D.C. to advocate for your 

President’s Letter Year in Review 

E m e r g e n c y  F u n d i n g  

Page 4 B D A  N e w s l e t t e r  

The BDANENY supports 

the community on many 

levels. We advocate lo-

cally, state wide and na-

tionally for a fair and equal 

quality of life for all. We 

offered higher education 

scholarships, camper 

ships for individuals and 

financial assistance. We 

assist individuals and fami-

lies with transportation to 

and from their annual HTC 

or hematologist visit 

(CTAP program) and we 

offer educational programs 

for all. This is all done with 

money raised by our staff 

and volunteers, putting in 

hundreds of hours of dili-

gent effort and hard work.  

Another program we offer 

is an emergency request 

policy that was written over 

twenty years ago and re-

vised just recently. This 

policy has a request form 

and can be accessed 

through your local Hemo-

philia Treatment Center 

(HTC) or you may contact 

our Chapter directly.  

The intent of this program 

is to assist individuals and 

families who have con-

genital bleeding disorders 

with a crisis situation. 

These are situations such 

as copayments for Sti-

mate for surgery or emer-

gency family matters.  

The policy does not cover 

chronic issues such as 

repairs on an automobile, 

or a replacement on items 

such as a guitar for a mu-

sician. There must be 

supporting documentation 

such as a note from the 

HTC or receipts to justify 

the request.  All requests 

are reviewed by the Board 

of Directors and if there 

are adequate funds 

available, one of three 

conclusions are put for-

ward.   

1. The requested funds 

are either awarded or   

2. The request is denied 

or  

3. There is a request by 

the Board for more infor-

mation.  

If the request is denied 

there is no appeal proc-

ess. If the funds are 

awarded they will be in 

the form of a check 

made out to two parties, 

the requestor and the 

company/firm the monies 

are owed. The maximum 

amount that can be 

awarded an individual/

family is $500.00 within a 

Continued on page 5    

Continued on page 9 
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picnic at Grafton Lakes State Park 

was a big hit as usual with grilled 

food, games, and swimming. With 

the organizational skills of Laura and 

the support of the Bleeding Disor-

ders Association of Southern Tier 

(BDAST), HTC and the "No Name" 

golf league of Frear Park located in 

Troy New York we have resurrected 

the BDANENY Annual Golf Scram-

ble "PAR FOR THE COURSE" at 

Burden Lake Country Club. A great 

day of prizes, golf food and drink 

with a little bit of charity mixed in. 

We also had a chance to support our 

sister Chapter in southern NY, 

BDAST where our own Tom 

Brownell sunk a hole in one! 

 We were contacted during the sum-

mer to send two individuals from our 

Chapter Region to the CSL Behring 

"Getting in the Game" Junior Na-

tional Championship program in Ft. 

Worth Texas. Discussing this with 

our HTC we decided on Collin Fink 

(baseball) and Logan Powers (golf). 

Well, it turned out to be an adven-

ture of a life time meeting Peter 

Parker, pro golfer and CJ Wilson ace 

pitcher and World Series fame from 

the Texas Rangers. Collin won the 

"National Raffle" entitling him and 

his family to a trip to the NHF Annual 

Meeting and his Chapter to hold a 

"Staying in the Game ―event in 2012. 

The annual BDANENY family retreat 

President’s Letter      C o n t i n u e d  f r o m  p a g e  4  

concerns to our elected officials in 

Congress. Shortly after in March we 

did the same at the state level during 

Albany Hemophilia Days. To add to 

our national voice we joined the He-

mophilia Federation of America and 

attended our first national meeting 

last spring. Our Board of Directors 

now has a member on a county 

Board of Health, a committee mem-

ber on a New York State Depart-

ment of Health and a member on a 

national organization‘s hemophilia 

Board of Directors. Our Chapter was 

invited to have an informational table 

at the HTC last Valentine‘s Day 

where we distributed informational 

brochures and answered questions 

regarding bleeding disorders. We 

also met with all the major industry 

supporters to maintain a good line of 

communications within and outside 

our community. In April the 

BDANENY awarded Adam Cook, 

Matthew Cook and Christopher Fink 

higher education scholarships. Good 

luck to our future scholars with their 

college goals.  

Along with her other duties Laura 

has also been busy attending the 

educational programs offered by the 

NHF such as the NHF Regional 

Leadership Seminar offered this 

summer and the NYS Medicaid 

Stakeholders meeting in early fall. 

The Annual Chapter meeting and 

Page 5 V o l u m e  2 0 1 1  I s s u e  4  

at Double H Hole in the Woods 

Ranch at Lake Luzerne NY saw 60 

family members enjoy a weekend of 

high ropes, camp fires and s‘mores 

while sharing some great family 

time. Our Chapter was well repre-

sented at the NHF Annual Confer-

ence in the windy city, Chicago. 

Three days of fun, facts and friends 

old and new. We have had a very 

busy year so far. Our Chapter has 

awarded or given out thousands of 

dollars in support including the Clinic 

Travel Assistance Program (CTAP), 

which has made the annual trip to 

your HTC or hematologist a little 

easier, as well as emergency sup-

port. Our Chapter is now an active 

member of the National Hemophilia 

Foundation, the Hemophilia Federa-

tion of America, the Chapter Staff 

Organization, the NYS Hemophilia 

Coalition, and the Albany-Colonie 

regional Chamber of Commerce. We 

are affiliated with the Hemophilia 

Treatment Centers of Albany NY 

and Burlington Vt. We serve 22 

counties and adjacent regions of 

Northeastern NY and western Ver-

mont. 

Please make sure to check our web-

site often www.bdaneny.org for cur-

rent information, announcements, 

events, fundraisers, pictures and 

more.  

HTC/hematologist for their annual 

visit.  

The individual must reside in our 

service area. Mileage is determined 

by the patient's home address and 

the address of the treating facility. 

The program may be used by the 

individual once approximately every 

twelve months and due to funds may 

be discontinued without notice. 

When attending your appointment 

please ask the doctor, nurse, or so-

cial worker for the CTAP postcard. 

All you need to do is complete the 

postcard and ask someone at the 

HTC to initial the postcard, and then 

C TA P C o n t i n u e d  f r o m  p a g e  2  

mail it to our office. The BDANENY 

has issued thousands of dollars in 

assistance and hopes it can con-

tinue to provide this service for years 

to come. For further information 

please contact our Chapter (518-729

-3577) or your local HTC. We are 

and always will be there for you. 

http://www.bdaneny.org
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Question and Answer 

means (of their chosen 

career.)  You will have to 

make choices of whether 

to buy a new car or used 

car, buy a house or rent, 

you will ―pay‖ your bills. 

More information to fol-

low.  If you are interested 

in attending please go to 

www.bdaneny.org and 

register under  Events. 

ï Created by the Indiana 
Hemophilia & Thrombo-
sis Center (IHTC) with 
Baxter Healthcare Corpo-
ration for members of the 

B D A U P C O M I N G  E V E N T S  

The BDANENY with the 

support of Baxter Health-

care Corporation is bring-

ing The Career Educa-

tion Opportunities (CEO) 

program to the Albany 

area March 24, 2012.   

The CEO program is 

composed of profession-

ally facilitated modules 

designed to help young 

adults 15-20 years of age 

develop skills in educa-

tion and career planning. 

Our day will start with the 

teens taking a Myers/

Page 6 B D A  N e w s l e t t e r  

Question: Who and when was the first vWD discovered? 
 

Answer: In 1925, while in Helsinki, Dr. von Willebrand was asked to evaluate a five-year-old girl named Hjördis 

S. from the remote island of Föglö belonging to Åland, a group of islands in the Baltic Sea between 

Sweden and Finland. She was suffering from excessive bleeding from the lip following an injury. She 

had a history of nosebleeds and bleeding following tooth extraction. She was the ninth of 12 children, 

10 of whom showed bleeding symptoms. Sadly, four of her siblings died between the ages of two and 

four of uncontrollable bleeding. Tragically, this young girl later bled to death during her fourth men-

strual period. When Dr. von Willebrand studied the extended family, he discovered that 23 of 66 fam-

ily members (16 females and seven males) also had bleeding problems. The history of the original 

Finnish family has now been traced back to 1750 and reveals over 1,000 persons with 125 known 

affected members, 12 of whom died from bleeding. Fortunately, most people are not as severely af-

fected by VWD as these family members were. Nonetheless, this case history shows that VWD can 

be severe in some families. 

Briggs Personality test.  

The goal of taking this 

personality test is to un-

derstand and appreciate 

the differences between 

people. There is no best 

type.  This will also give 

the test taker an idea of 

what career options  fit  

best with his/her person-

ality type. 

From there each partici-

pant will choose a career, 

receive a ―salary‖ and 

spend the next half of the 

program living within their 

What do I want to be when I grow up?! 

any planned surgeries or 

dental work. We wish to 

see those with von Wille-

brand‘s 1 time per year. 

We are also unable to 

refill any scripts if we 

have not seen you in the 

last 12 months.  

Happy Holidays to all! 

The Hemophilia Treat-

ment Center at Albany 

Medical Center wishes 

you all a happy and 

healthy New Year. 

Please remember to call 

us at 518-262-5513 to 

make your regular ap-

pointments or if you have 

518-262-5827 

H e m o p h i l i a  Tr e a t m e n t  C e n t e r  
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patients continued treatment with factor products but needed 

less frequent infusions. The patients have continued to pro-

duce their own FIX for up to 22 months. 

Over the last decade, one of the major focuses for research-

ers has been on developing optimal AAVs. These viruses are 

often favored because patients have little or no immunity to 

them. Further, AAVs often target liver cells, which manufac-

ture FIX. One potential drawback is long-term viability as liver 

cells to do not live indefinitely and are slow to regenerate, 

which may affect the duration of the therapy. 

The AAVs for this study were prepared by a team from the St. 

Jude Children‘s Research Hospital in Memphis, TN. The pa-

tients were recruited and treated with the therapy by investi-

gators at UCL. Study co-author Katherine High, MD, and fel-

low researchers at the Children‘s Hospital of Philadelphia, are 

monitoring the study for any immune reactions.  

B D A  N e w s l e t t e r      
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High‘s laboratory has been conducting gene therapy clinical trials 

for hemophilia for more than a decade. ―I think it‘s incredibly excit-

ing, and I say that even though these people are my competitors,‖ 

said High.  

According to Edward G.D. Tuddenham, MB, BS, MD, director of 

the Hemophilia Center at the Royal Free Hospital in London, 20 

additional patients will receive the therapy to help determine the 

optimal dose of the AAV. The aim is to deliver the highest possible 

dose while circumventing an unwanted immune response. ―We 

are pretty close to the sweet spot,‖ explained Tuddenham. ―If all 

goes well, a genetic treatment for hemophilia B could be available 

for widespread use in a couple of years.‖ 

The study, ―Adenovirus-Associated Virus Vector–Mediated Gene 

Transfer in Hemophilia B,‖ was published online on December 10, 

2011, by The New England Journal of Medicine.  

Source: The New York Times, December 10, 2011 

A record number of attendees gathered at the National Hemophilia Foundation‘s 

63rd Annual Meeting .  Chicago was the setting for the  ―Inspiration in the Windy 

City‖ event November 10-12, 2011. 

Families and individuals with bleeding disorders sat in on educational confer-

ences to meet a variety of needs—from asking experts about inhibitors and carri-

ers, to issues that dads face and the latest news on drugs in the pipeline. 

New families were able to obtain information at the hemophilia 101 and vWD 101 

sessions, ―Babies, Bruises and Bleeds.‖   

The two day medical track for researchers and providers offered information on joint disease, os-

teoporosis, treatment options, genetics and coagulation. Other tracks were for Chapters, Social 

Workers, Physical Therapists, and individual needs.  

Among informational/training sessions was a Fit ‗n‘ Fun walk/run on Saturday morning, organized 

by a group of physical therapists; and an awards luncheon that recognized the accomplishments of 

people in the bleeding disorder community. 

Attendees were highly entertained at the Opening Session when comedienne and actress Alex 

Borstein brought down the house with her tongue-in-cheek rendition of ―Hemophilia! The Musical.‖ 

The Final Night Event gave everyone a chance to sample some Chicago taste sensations and 

shake a leg on the dance floor with the Blues Brothers.  

Save the date for next year the NHFôs  64th Annual Meeting will be  

November 8-10, 2012 in Orlando Florida. 

NHF 63rd Annual Meeting  

http://health.nytimes.com/health/guides/specialtopic/immune-response/overview.html?inline=nyt-classifier
http://www.stjude.org/
http://www.stjude.org/
http://www.chop.edu/
http://www.royalfree.nhs.uk/default.aspx?top_nav_id=1&sel_left_nav=25&tab_id=558


women‘s tab. You‘ll find articles relevant to women‘s health and the latest advances in research. You can also keep up with our 

HemoMom, Tiffany Intal, through her blog entries. While you have your browser open, check out www.mygirlsblood.org. Run by 

Cheryl D‘Ambrosio, the step-mother of two daughters with a rare factor deficiency, this site lists resources for women, and facilitates 

an on-going project collecting stories by women affected by bleeding disorders across the globe. The goal of the project is to collect 

1,000 stories from 1,000 women. All women interested in submitting their stories are encouraged to do so.   

Living with a chronic condition is a challenge, but there are resources that can help provide you with information and support in 

building coping skills. NHF‘s Victory for Women program is piloting a six week, online wellness curriculum called Better Choices, 

Better Health. We are partnering with the National Coalition on Aging, a national organization that facilitates the online course. We 

are interested in gathering feedback from women affected by bleeding disorders regarding the relevance of this course to their per-

sonal challenges. We would like to hear from any women who are interested in participating before November, 2011. If we receive 

positive feedback from those who complete the workshop, we hope to be able to continue to offer the online workshop nationally in 

2012. For more information, please contact Patrice Flax  at: pflax@hemophilia.org.  

More about V4W: 

Victory for Women is NHF‘s health initiative to assist girls and women affected by bleeding disorders, as well as disseminate informa-

tion and education to those women who are symptomatic and need care. We provide resources to NHF‘s chapters to support their 

efforts in your local community, and award two academic scholarships annually to women pursuing higher education.  Additional infor-

mation regarding activities and resources can be found on the NHF Web site. 

B D A  N e w s l e t t e r      
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January 2012 – February  (Date TBD)  
 Advocacy Training (Capital District) 
 

March 2012  
 7- 9 ...... Washington Days  
 24  ...... Career Education Opportunities (CEO) 
 30-31 ... HFASymposium (Santa Clara, CA) 
 TBA ..... Albany Days 

 

April 
Nurses Luncheon (purpose ï vW information)  
 

May 2012  
Exercise and Nutrition (Lake Placid) 

Living Fit 

 

July 2012  
Golf Tournament 

 

August 2012  
Annual Meeting and Picnic 

(Grafton) 
 

September 2012  

Family Retreat  
 

October 2012  

Father/Son Event at sports 
grill (Lake Placid) 

Teen Program  
Dads in Action-Group 

 

November 2012 
  8th -10th - NHF's 64th Annual Meeting- Orlando, FL. 
 

December 2012 
 Holiday Fundraiser 
 Holiday Open House at the BDANENY office 

B D A N E N Y   L i s t  o f  E v e n t s  f o r  2 0 1 2  

http://hemaware.org/women
http://hemaware.org/blogs/diary-of-a-hemomom
http://www.mygirlsblood.org
http://mygirlsblood.org/publish-your-writing_274.html
mailto:pflax@hemophilia.org
http://hemophilia.org/NHFWeb/MainPgs/MainNHF.aspx?menuid=339&contentid=1564&rptname=women
http://www.hemophilia.org/NHFWeb/MainPgs/MainNHF.aspx?menuid=149&contentid=336&rptname=washington
http://www.bdaneny.org/ceo-registration-march-24-2012.html
http://hemophiliafed.org/what-we-do/meetings-events/symposium/
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12 month period. Before requesting assistance from the Emergency Support 

program by the Chapter, the individual/family must have exhausted all other 

means of funding. Other avenues for assistance can be accessed through the 

HTC social worker or the New York State Department of Social Service. If you 

have a question about the appropriate submission of a request please contact 

our office. 

Emergency Funding Continued from page 4 

B D A  N e w s l e t t e r      

Phone: 518-729-3577 

Fax:518-729-3577 

E-mail: 

memberservices@bdaneny.org 

web: www.bdaneny.org 

 

Vo l u n t e e r  O p p o r t u n i t i e s !  

If you are interested in volunteering in events, activities, special committees or donating your 
valuable time then please contact us. Your involvement and support will be greatly appreci-
ated. 

O f f i c e  Vo l u n t e e r s  

BDANENY office appreciates clerical assis-
tance, including organizing packets, preparing 
mailings, and data entry. Your skills can be a 
tremendous help to the work we do. 

B o a r d  M e m b e r s  

Our board members meet once a month to 
lead the BDANENY so we can successfully 
provide service to the bleeding disorder com-
munity. 

S t u d e n t  Vo l u n t e e r s  

Several exciting opportunities are available for 
students who need volunteer hours for the Na-
tional Honor Society or for entrance into college. 

F u n d r a i s i n g  a n d  E v e n t s  

BDANENY conducts and participates in many fundraisers, which require the assistance of 
volunteer committees to plan and execute. Examples of volunteer opportunities include: Par 
fore the Course Golf tournament, and new for this coming year, Taking a Bough holiday tree 
auction. 

We need your help to make the BDANENY successful. 

From left to right Betsy Weiner, Bruce Weiner, Board Vice President, Debbie 

Huskie, Executive Director and Tom Brownell, Board Member at the 

BDANENY Holiday Open  House., December 2011 

"Service to others is the rent you pay for your 

room here on Earth."  

   --

Muhammad Ali 
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About Our Organizationé 

We are a chapter of the National Hemophilia Foundation and the Hemophilia 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 – 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: 

¶ Legislative lobbying at the national and state level 

¶ Camperships  

¶ Emergency funding 

¶ Educational scholarships  

¶ Community Education 

¶ Fundraisers – 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 

Page 10 V o l u m e  2 0 1 1  I s s u e  4  
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Bleeding Disorders Association of 

Northeastern New York, Inc.  

Support 

Name: ______________________________ 

Address: ____________________________ 

City: ________________________________ 

State: _____   Zip Code: 

____________  

Home Phone: ________________________ 

E mail:______________________________  

 

[   ] INDIVIDUAL $10.  

[   ] FAMILY $20 .  

[   ] BENEFACTOR $50 

[   ] SPONSOR $150  

[   ] PATRON $250 

[   ] PRESIDENT'S CLUB  

Please return this form to:  

 

Membership 

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.  

 

You may also donate on-line at 

www.BDANENY.org.  

Bleeding Disorders Association of  

Northeastern New York, Inc.  

Fundraising Drive  

 

To our Association Colleagues:  

Our current fiscal year began on July 1, 2011. During each 

fiscal year the Association provides indirect support of the 

bleeding disorders community by hosting an Annual Golf 

Tournament (last held July 2011), an Annual Picnic (last held 

August , 2011), Annual Bowl-a-thons (held in the spring and 

fall), educational retreats, and social events such as ―Cabin 

Fever Party and  Family Retreat.‖  

Each fiscal year the Association also provides direct support 

to the bleeding disorders community through scholarships, 

camperships, and emergency funds, and CTAP to families 

with bleeding disorders.  

The Association can only provide these activities and bene-

fits 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 fundrais-

ing activities such as this Fundraising Drive.  

The Association is hosting a fundraising drive for the fiscal 

year covering July 1, 2011 through June 30, 2012. 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 ―BDA News‖ and the 

notices of various events throughout the year. A donation is 

not necessary to continue to receive mailings, but it will help 

us continue our activities.  

A receipt of your paid tax-deductible donation will be pro-

vided upon request. With your support, the Association is 

able to continue assisting the bleeding disorders community.  

 

Deborah Huskie  

Executive Director  

Bleeding Disorders Association of NENY, Inc.  

 

P.S. Just as precious as a financial donation is a com-

mitment of time, board members are needed to run the 

Association and volunteers are needed to staff hosted 

events.  

http://www.bdaneny.org/


 

Make a Difference in the lives of those with a bleeding disorder. Please remember the BDANENY through a gift in your Will.  



 

Make a Difference in the lives of those with a bleeding disorder. Please remember the BDANENY through a gift in your Will.  

 
  



 

Make a Difference in the lives of those with a bleeding disorder. Please remember the BDANENY through a gift in your Will.  

PO Box 947, Rennselaer, NY 12144 

Phone: 518-729-3577 

Fax:518-729-3577 

E-mail: memberservices@bdaneny.org 

web: www.bdaneny.org 
 

B l e e d i n g  D i s o r d e r  A s s o c i a t i o n  

o f  N o r t h e a s t e r n  N e w  Y o r k ,  I n c .  

 

L a u r a  K i n s o n - C u r t i n  

A s s i s t a n t  E x e c u t i v e  D i r e c t o r  

We are Here for You 

We are on the Web! 

www.BDANENY.org 
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