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What has fifteen thousand feet, one great big heart and won't sleep until we reach our goal!  

Becoming Part of Something Larger than You -   
Join the Illinois Hemophilia Walk Team Today  

Illinois Bleeding Disorder Ambassador Program  
Volunteer, communicate and succeed ... 

Y ou guessed it ï the national Hemophilia 

Walks.  A concerted effort coordinated 

and supported by the National Hemophilia 

Foundation to raise 

money to insure that 

children and adults with 

inher i ted  b leed ing 

disorders have the 

i n f o r m a t i o n  a n d 

resources that allow its 

members to live without limitations.   This 

year, HFI, along with 13 other hemophilia 

organizations, will be taking part in this event.  

Our inaugural effort will be on September 18 

at the Diversey Harbor on the beautiful 

Chicago lakefront.   
 

It is our hope to have 500 people come 

together and raise money and awareness on 

this day.  Our goal is to raise at least 

$100,000.  That is a big number for a first 

time event - but as we all know ï we only do 

things in a big way here in Illinois.   
 

Whew.... so if you are a veteran to fundraising 

walks you know the ropes and you've had the 

experience of being part of something 

amazing.  But, what if 

this is your first time 

trying to cajole five 

friends or coworkers into 

joining your team -- well 

that's a different story 

and it can all be a little 

daunting, a bit frustrating and even scary.  

But, you don't need to worry.  There is a sea 

of contagious spirit and camaraderie awaiting 

you.  That we can promise you.  
 

Maybe it's the other elephant n the room.... 

the fundraising part! There are two crazy 

truths about fundraising ... 

 

#1 it's not easy but  

#2 it's not as hard as it might 

seem. You can do this!  
 

(Continued on page 12) 

H FI has been a leader in our state, not 

only in the delivery of service for 

people affected by bleeding disorders but also 

in the provision of advocacy supports.  We 

define our effectiveness by three key criteria:   
 

¶ The ability to communicate the 

issues affecting our constituency;  
 

¶ Our willingness to collaborate and 

compromise to insure the best 

outcomes for all; and,  
 

¶ A stalwart determination to 

develop and maintain positive 

relationships with both elected 

and non-elected government 

officials in our state. 
    
Key to our organizationôs success as we move 

forward is our ability to not only maintain this 

programôs strength, but also to position our 

organization and a team of volunteers to be 

ready and able to respond to  critical and 

often time-sensitive issues.  It is for this 

reason that we are implementing the Illinois 

Bleeding Disorder Ambassador Program.  

This volunteer training/education campaign 

program will create a safety net for us to 

insure that we have ñsoldiersò in place ï 

ready and trained, to aid us in whatever 

legislative/administrative situation should we 

face. 
 

The approach is simple. Volunteers will be 

chosen geographically.  We will then spend 

time with each region providing them with 

basic advocacy and relationship development 

training.  The commitment on the volunteersô 

part will be to make visits to each elected 

official in their region.  They can choose to 

(Continued on page 13) 
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ABOUT  THIS  PUBLICATION  
 

The FactorNet Newsletter is the official 
newsletter of the Hemophilia Foundation of 
Illinois.  It is produced every quarter, free of 
charge to the members of the bleeding 
disorder community. 
 

The Hemophilia Foundation of Illinois does 
not endorse the products or services of its 
s po ns o rs  o r  ad ve r t i s e rs .  A ny  
communication presented in this newsletter 
is strictly as information only.  The decision 
as to what to do with the communication is 
the responsibility of the individual 
recipient.  The recipients are advised to 
check with their personal physicians as to 
their own physical status before testing any 
product or using any information presented. 

ILLINOIS 
Northwestern Center for  

Bleeding Disorders 
676 North Saint Clair, Suite 850 

Chicago, IL 60611 
(312) 695-4041  

 

Stroger Hospital of Cook County 
Administration Bld, Room 1151 

1900 West Polk Street 
Dept. of Pediatric Hematology 

Chicago, IL 60612 
(312) 864-4167  

 

Comprehensive Hemophilia &  
Thrombophilia Clinic  

Children's Memorial Hospital 
2300 Children's Plaza, Box 30 

Chicago, IL 60614 
(773) 880-4620  

 

Rush Hemophilia & Thrombophilia Center  
Rush University Medical Center 

1653 W. Congress Pkwy 
Chicago, IL 60612 

(312) 563-2554  
 

Comprehensive Bleeding Disorders Center 
4727 N Sheridan Road 

Peoria, IL 61614 
(309) 688-1345  

 

Bleeding & Clotting Disorders Institute 
6811 N. Knoxville Ave, Suite A 

Peoria, IL 61614 
(309) 692-5337 

 
 

MISSOURI 
The John Bouhasin Center for Children 

with Bleeding Disorders 
Saint Louis Univ. Dept of Pediatrics 

Missouri/Illinois Regional Hemophilia Center 
1465 South Grand Blvd. 

St. Louis, MO 63104 
(314) 577-5332 

 

Saint Louis University Center for Bleeding 
& Thrombotic Disorder Hemophilia  

Treatment Center,  
Adult Program 

St. Louis University Hospital,  
West Pavilion Cancer Center 

3635 Vista Avenue at Grand Blvd. 
3rd Floor HemOnc     

St. Louis, MO 63110-0250 
(314) 577-6178 

 
 
 

 
 

 
 

 
 

 

CONTACT  N UMBERS  
 

Hemophilia Foundation of Illinois 
(312) 427-1495 
www.hfi-il.org 
 

National Hemophilia Foundation 
(800) 42-HANDI  
www.hemophilia.org 
 

Hemophilia Federation of America 
(800)230-9797 
www.hemophiliafed.org 

RESOURCE  INFORMATION  
 

Bleeding Disorders Legal Hotline 
(800) 520-6154 
 

Centers for Disease Control & Prevention 
(800) 311-3435 
www.cdc.gov 
 

Committee of Ten Thousand (COTT) 
(800) 488-2688 
www.cott1.org 
 

LA Kelley Communications 
(800) 249-7977 
www.kellycom.com 
 

Patient Services Incorporated (PSI) 
(800) 366-7741 
www.uneedpsi.org 
 

World Federation of Hemophilia 
(514) 875-7944 
www.wfh.org 

The Hemophilia Foundation of Illinois exists to improve the 
quality of life for persons affected by inherited bleeding disorders.  

H EMOPHILIA  TREATMENT  CENTERS  

M ISSION  : HFI R ESOURCES  

WISCONSIN 
University of Wisconsin Hospital 

and Clinics Comprehensive 
Program for Bleeding Disorders  

5105 University Avenue  
Madison, WI 53705  

(608) 890-9495  
 

Gundersen Lutheran  
Gunderson Clinic 

Pediatric Hematology/Oncology   
1900 South Avenue EB2-002 

La Crosse, WI 54601 
(608) 782-7300  

 

Comprehensive Center for Bleeding  
Disorders 

The BloodCenter of Wisconsin   
P.O. Box 2178 

Milwaukee, WI 53201-2178 
Phone: (414) 257-2424  

 

Hemophilia Outreach Center  
2060 Bellevue Street 

Green Bay, WI 54311 
(920) 965-0606 
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M others, and everyone else, can take a 

sigh of relief.  We just learned that the 

federal government has upheld the current ban 

on gay men donating blood.  Many may think 

that we, as the bleeding disorder community, 

are being unforgiving, but as recipients of the 

blood supply they must understand that we 

assume 100% of the risk associated with any  

errors and/or new pathogens that may arise.  

For these reasons we remain strong and 

diligent on these points. 
 

While we live in such seemingly good times 

all we ask is that everyone please consider our 

role.  Unless you have a bleeding disorder, or 

live in this community and know people with 

bleeding disorders, there really is no way that 

the outside world can understand the level of 

complications that could and can occur if we 

do not stay strong advocates. 
 

And strong advocates we will be.  Another 

key issue that we must remain on target with 

is health care reform.  Issues are already 

starting to crop up that may greatly affect us.  

For example, the state of Illinois missed a 

deadline for expansion of the insurance 

coverage for those with pre-existing 

conditions.  This situation is being directed to 

a lack of action on the Legislatures behalf but 

there are also many other issues with this type 

of expansion ï including how much it is going 

to cost until the Insurance Exchange is put 

into place in 2014 to replace the necessity for 

high risk insurance pools.  We are meeting 

with state administrators to share our point of 

view and also to explore creative ideas that 

may be available for us to help get insurance 

for those not covered right now.  I do need to 

have some case examples.  If you are a person 

who has not been able to get coverage please 

give me a call so that I can share your 

situation in these important meetings. 
 

As you can see ï just because it is summer ï 

we do not take any down time from staying 

strong for the Illinois bleeding disorder 

community.  It is also time to gear up for 

camp.  We are very excited about our new 

partnership with Camp Shaw-waw-nas-see in 

Manteno, Illinois ï where Camp Warren Jyrch 

will be held from August 8 ï 14.  Two groups, 

our Youth Leadership and our Marcus 

McClure Family Camp participants, were able 

to take advantage of the beautiful 

surroundings and strong programming the 

camp is sharing with us.  All who took part 

in these two events endorsed our move. 
 

Camp applications are coming in fast and 

furious.  If you have not already completed 

yours (or your childrenôs) please do so today.  

It is going to be a great year and we donôt 

want any one to miss out.   

 

This summer is also filled with key education 

events.  Watch your mail for invites to 

upcoming Blood Brotherhood, Women and 

Latino Events.  Also ï save August 23 ï for 

the Board of Directorôs Annual Awards 

Dinner.  It will be held once again at the 

Marriott Midway.  In addition to sharing with 

the community an overview of our 

accomplishments from the past year we will 

also be honoring key members from our 

community.  Please join us for this special 

celebration. 
 

I want to send a special thank you out to the 

Taproot Foundation for the grant opportunity 

the Hemophilia Foundation of Illinois 

received. This organization provides volunteer 

assistance to help organizations like ours 

address strategic business situations that we 

could have never afforded.  We have just 

finished working with an outstanding team of 

professional volunteers who have helped the 

HFI Board of Directors and staff examine 

what our brand strategy will be for our future.  

This group worked with us to learn about our 

organization both from us and through a series 

of surveys of people representing all facets of 

our community.  This is how they see HFI and 

we all feel that it is a pretty dynamic view. 
 

The Hemophilia Foundation of Illinois 
supports families affected by inherited 
bleeding disorders such as Hemophilia 
and von Willebrand disease by providing 
its members with the unbiased medical 
information and resources that allow them 
to live a healthy and active lifestyle. This 
neutral information is especially important 
for families seeking answers and support 
soon after the initial diagnosis.  
 

HFI also fosters a welcoming community 
for families to meet, interact and share 
information and advice. Through 
education and support, HFI helps its 
members advocate on their own behalf 
with public and private insurance 
providers, medical services and 
government agencies, while representing 
the bleeding community in the world at 
large. 

 

The above statement, and all of the work from 

this project, sets the basis for the Board to re-

invigorate our organizationôs strategic plan 

and begin taking steps to keep us growing and 

changing to adapt to your needs.  Look 

forward to hearing more about this in the 

months to come. 
 

As always, we could not do any of this 

without the wonderful support of each and 

every one of you.  Our fundraising program is 

strengthening as the economy slowly recovers 

from this long recession.  We continue to 

watch our expenses ï and a special thank you 

goes out to every one of you who have 

understood when we have cut out a meal from 

a meeting or done something else to save a 

little money.  This has gone a long way to 

keep us financially strong during these 

troubled times. 
 

We appreciate all of the support from 

everyone who participated in the 13th Annual 

Driving fore Hemophilia on June 14.  We had 

a great crowd, about 150 people, who enjoyed 

a damp ï but not rainy ï day of golf.  Thanks 

to the generosity of our sponsors and players 

we raised about $120,000.  Everyone enjoyed 

playing at Indian Lakes and we plan to hold 

the event there again next year ï on June 13, 

2011 ï save the date. 
 

The main reason for moving the Golf Outing 

to June is to make room for the Inaugural Year 

of the Hemophilia Walk.  We are all gearing 

up for September 18 in Diversey Harbor on 

the beautiful Chicago lakefront where we hope 

to bring together over 500 people from our 

community to raise money and awareness 

about hemophilia and other related bleeding 

disorders.  Every day more and more people 

are signing up teams to take part in this famil-

oriented fundraising event.  We are just on the 

verge of going over the $60,000 mark for 

pledges already, so donôt hesitate to sigh-up 

your team today! 
 

While it is important to raise money I think 

this event comes with a much bigger value ï 

raising awareness.  The Chair of this yearôs 

Walk, Ramona Towner, was not able to get a 

definitive diagnosis on her bleeding disorder 

until she was 38 years old.  This is simply not 

acceptable.  We must find ways to help people 

understand that the technology is there for our 

children and adults to live strong productive 

lives.  Please come out and join me in sharing 

this very important message. 
 

It is very easy to get involved.  You can sign 

up as a team or as an individual on the front 

page of our web site ï www.hfi-il.org.  Just 

click on the walk logo and it will take you 

right to the registration.  This site is very 

comprehensive and gives you a lot of support 

in doing a grassroots fundraising program that 

will help you achieve whatever your goal is 

for your team.  Someone said at the kick-off 

meeting that it will be easy to reach our 

$100,000 goal ï all we need is 100 teams to 

raise $1,000 each.  I know ï easier said than 

done ï but I have to tell you that by simply 

sharing my story on facebook and other social 

media I am well on the way to raising this 

amount myself already.  If you have any 

questions please do not hesitate to contact 

Aaron Flatt, our Walk Coordinator, at  

312-427-1495 or walk@hfi-il.org. 
 

Sincerely, 

 
Bob Robinson 

W ELCOME  AND  H OT  B UTTON  

http://www.hfi-il.org/
mailto:walk@hfi-il.org
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A  government health committee early 

in June recommended not changing 

the ban on gay men donating blood but 

also called for new research on alternative 

policies, citing flaws in the current rules.  
 

Gay men have been prohibited from 

giving blood since 1985. But 

momentum to change the ban has 

grown recently, with advocacy 

groups, blood-collection 

organizations and members 

of Congress calling for the 

F o o d  a n d  D r u g 

Administration to revise the 

donation rules.  
 

The Health and Human 

Services Committee, in its 

recommendations, noted that 

current pol icy permits some 

potentially high-risk blood donations and 

prevents some possible low-risk 

donations. But the panel said existing 

research isnôt adequate to justify lifting 

the ban. The FDA has final say over the 

blood rules. 
 

 

Many feel that this is simply 

discrimination.  For the bleeding disorder 

community it is all about risk.  We do not 

support a ban for sake of a ban.  We are 

asking for policy changes to occur that     

will reduce/eliminate risk. Specifically 

we are looking for 3 things: 

                      Our national organizations 

with continue to work in partnership with 

others who are behind this issue to make 

changes that satisfy us all.  We simply 

feel that eliminating and/or reducing the 

ban period does nothing to protect 

 us.  We are asking those in decision-

making roles to put strong science behind 

any changes in this ban.  
 

The bottom line is that until we can put 

something like a condom on the needles 

that people who are dependent on blood 

products for their life have to trust each 

day, we remain strongly diligent to insure 

that a crisis like HIV and HCV never 

occurs again. 

  

 

By Bob Robinson, Executive Director 

GOVERNMENT  U PHOLDS  BAN  ON  B LOOD  DONATIONS  

§ Change screening for high risk vs low risk sexual behavior 
 

§ Change screening for emerging pathogens ï Mad Cow, Malaria, 

XMRV ï a new virus that is suspected to cause Chronic Fatigue Syn-

drome and is transmitted like HIV 
 

§ Significantly improving the monitoring process of the blood in-

dustry to eliminate  errors such as those that are keeping organiza-

tions like the American Red Cross under a federal court order for 

the past 17 years 

http://www.msnbc.msn.com/id/37599992/ns/health-aids/##
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Driving fore Hemophilia 13  

Hole Sponsors 
American Service & Product Inc. 
Axelacare Health Solutions 
Bleeding & Clotting Disorders Institute 
Clementi Printing 
Diplomat Specialty Pharmacy 
Grifols 
NorthPointe Medical Education 
Star Auto Authority 
Rob StewartñWayne Hummer  
Xanderõs Team 
DuPage Dodge Chrysler Jeep 
 

Volunteers 
Kathy Alvarez    Barb Baird 
Norma Castenada    Sarah Christman 
Nancy Foiles    Kristen Fronczak 
Ke-Teisha Grant    Maira Guild 
Carrie Hixson    Ann Hodyl 
Debi Holwerda    Regine Jeune 
Bobbie Kincaid    Kathy Leese 
Craig Looney    Greg McClure 
Barb Miller    Ken Miller 
Gisele Mills    Theresa Mitchell 
Michelle Mullarkey   Sheila Sheppard 
Pam Smith    Angelina Soria-Matos 
Mariellyn Swims    Brandy Werner 

   
Mark your calendars for Mark your calendars for Mark your calendars for 
year 14   year 14   year 14   ---      June 13, 2011June 13, 2011June 13, 2011 

Despite the damp, but not wet, morning, Monday, June 14th was a grand day for our 13th annual Driving fore 
Hemophilia at the Indian Lakes Resort in Bloomingdale.  Nearly 150 golfers and volunteers came together to raise 
money and have a good time all in the name of the Illinois bleeding disorders community.  Baxter continued with itõs 
tradition as the major corporate sponsor for the 13th year running  -  a huge thank you goes out to them for their on -
going commitment to HFI and this very successful event.  Event Chair Eric Collins from Baxter and the entire event 
committee did a tremendous job in organizing the day.  The event grossed more than $120,000 for our programs and 
services.  Again, we could not continue to provide the important services to the Illinois bleeding disorders community 
without the generous support of each and every one of you.  We are already beginning to plan for next years event  -  
June 13th  -  SAVE THE DATE! 

 

Major Corporate Sponsor 

BAXTER 
 

Grand Sponsors 

BAYER 

CSL BEHRING  
 

Corporate Sponsors 

HOMETECH THERAPIES  

 

Team Sponsors 

Accredoõs H H S 
Affinity Biotech 
Lisa Boggio, MD 
Columbia Pharmacy 
CVS / Caremark 
First Trust Portfolios LP 
Hamilton Communications Group 
Location Stategies LLC 
Matrix Health Group 
Mid-West Cornerstone Healthcare 
Novo Nordisk 
Pfizer 
Bob Robinson 
Smith Medical Partners 
Talecris 
VedderPrice 
Walgreenõs / OptionCare 

 

 

                               

Raffle/Contest/Event Donors 
 

Adbuc Design       PRP Wine International 

ASAP      Cindy Rau 

Baxter      Bob Robinson 

Lisa Boggio, MD        Lily Schwartz   

Tony Buccini     Sheila Sheppard   

Jim & Jessica Hurster     Silver Lakes Country Club 

InterContinental Hotel     Star Auto Authority 

Anne & Sean Ise     John Vargo  

Hensley Mailing Services Wine Styles 

Indian Lakes Resort     Craig Ziegler   

Barbara Kohut      

Mid-West Cornerstone Healthcare            

                Driving fore Hemophilia Committee 


