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

W E CAME , W E WALKED  AND  W E CONQUERED  

W hile the sun didnõt shine nothing 
was going to dampen the spirits of 

the more than 540 people registered to take 
part in the Inaugural Illinois Hemophilia 
Walk.  The saying that you canõt have a 
rainbow without some rain definitely held 
true for us.  We want to thank everyone 
who dedicated so much time and talent to 
make Saturday, September 
18th such a phenomenal 
day.  So many people 
came together to help the 
Hemophilia Foundation 
of Illinois and the 
National Hemophilia 
Foundation raise nearly 
$100 ,00 0  fo r  ou r 
programs and services. 
 

Leadership is a key to this 
level of success and we 
definitely could not have reached 
these heights without the dynamic 
direction of our Walk Chair, Ramona 
Towner.  Mona lead the Walk Committee 
with vision and determination to what we 
definitely feel like is a victory.  She kicked 
off the walkers with the following words of 
inspiration.  We thank her for these words 
and everything that she did to make the 
walk such a hit. 
 

Over the last 61 years the Hemophilia 
Foundation of Illinois has taken steps to 
improve the lives of people with inherited 
bleeding disorders.  Today is the next 
step.  Today is the next step in raising 
awareness so that no more young families 
are accused of child abuse; the next step in 
making sure a woman doesnõt have to 
wait until she is 40 to be diagnosed with 
vonWillebrandõs disease.  Today is the 
next step in continuing top-notch 
education programs for our transitioning 
teens, Latino families and adult men.  
Today is the next step in showing our 

legislators that we are a committed group 
that will work with them to come up with 
the cost-effective means to access 
comprehensive care for everyone.  Finally, 
today is the next step in continuing to 
support research for a cure for our 
bleeding disorders. 

 

Competition and 
creativity also have 
to be recognized in 
our success.  Forty-
five (45) teams ð 
that was 15 more 
than our goal of 30  

developed and implemented individual 
fundraising plans to reach the goals that set 
for themselves.  Our team captains were 
not afraid to do anything to go over the 
top for their team and the Walk.  Our hat 
goes off to Jen Koss ð who now has to 
wear a hat until her hair grows back.  She 
challenged her team to meet their goal and 
if they did she would shave her head.  
Team Zach Attack underwrote wristbands 
with the motto òBe the Factor.ó  The 
children in this family ð all under 10 years 
of age ð worked together to sell nearly 100 
of these bracelets for $2 each.  (Let us 
know if you would like one of these 
bracelets.  There are still some available. 
 

Our business partners planned Jean Days, 
Dunk Tanks and just plain selling to their 
fellow employees in the cafeteria.  Many of 
these companies also encouraged that their 
staff give and supported this giving by 
matching their donations.  (As a note, if 

(Continued on page 14) 
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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 

sponsors or advertisers. Any  
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. 
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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.kelleycom.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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W e all complain.  Sure, there are 
rough spots along the way.  It 

happens to all of us.  It is one of the things 
that I am proudest about the Illinois 
bleeding disorder community.  It seems 
that no matter how big your personal 
burdens are there is always energy left over 
to give something back to others. 
 

Do you ever think about this?  I do.  So 
many people must face difficult chronic 
situations all alone ð or at best with the 
support of a limited number of friends, 
family and medical personnel.  It is such a 
special part of what we all do.  We take the 
time to learn what it is means and takes to 
manage our particular bleeding disorders 
but we do not stop there.  We go the extra 
step ð and often time the extra mile ð to 
make sure that others faced with the same 
challenges know that they are not alone 
and that we are all there to help. 
 

Some of my favorite times are when we are 
posed with a question or situation that we 
do not know the answer.  Itõs like a dog 
with a bone.  We will just not give up until 
we have solutions.  It is amazing to watch 
the tenacity and determination of so many 
to make sure that someone isnõt let down 
or out. 
 

This energy keeps me going each day and I 
hope it does each and every one of you.  
These are definitely trying times ð 
especially with the on-going downturn of 
our economy.  Running a small not-for-
profit which solely depends on private 
donations can be quite worrisome.  I need 
to ask each of you to help me a little with 
this burden ð but I will get back to that 
later. 
 

But first ð what is hot for now.  The Walk 
is hot ð hot ð hot!!  What a phenomenal 
event our first Hemophilia Walk was.  I 
canõt thank everyone enough for everything 
everybody did.  We had nearly 50 teams, 
over 1500 donors and over 500 people in 
attendance on Saturday, September 18 for 
this inaugural event.  This was such as 
statement of power of how much we can 
all do when we put our minds together.  I 
really want to thank Ramona Towner, our 
Chairperson for this event, and all other 
volunteers who worked so hard to put the 
backbone behind this successful event. 
 
Steps to implement new Health Care 
Reform are occurring.  On September 23,  

three key issues were implemented that 
impact people with bleeding disorders ð 
changes to life time caps, eliminating pre-
existing conditions, and stopping 
companies from rescinding insurance 
policies for reasons other than fraud.  I had 
the opportunity to participate on a 
conference call on that day with Senator 
Richard Durbin.  I have included the text 
from this opportunity as an article in this 
FactorNet. 
 

HFIõs new office is moving forward.  For 
those of you who have not been following 
along on this saga ð as we were 
approaching the end of our lease on our 
current offices the Board of Directors 
decided to explore the potential of owning 
space rather than renting.  We set a plan 
into action that lead us to purchase 
approximately 2500 square feet of òrawó 
space at 210 S. DesPlaines in the west loop 
of Chicago.  Construction started in 
August and we anticipate it being 
completed by December 1.  By the time 
you get this newsletter we will be down to 
interior decorating.  Everything is moving 
along well and we canõt wait to introduce 
everyone to all this new space has to offer 
for our programs and services. 
 

It is important for you to know that we 
have moved out of our offices at 332 S. 
Michigan.  The lease was up at the end of 
September and it was more cost-effective 
to work virtually for the next several 
months until construction is completed.  
The telephone number is the same for you 
to reach any of HFI staff ð call 312-427-
1495.  Also ð if you are having any 
problem contacting us please do not 
hesitate to call my cell phone ð 708-254-
3309.  We are all working to make sure that 
this does not cause any problems for our 
community.  Please let us know 
immediately if it does. 
 

Our Board of Directors is currently 
engaged in a project to update HFIõs 
strategic plan.  Phase one of this project 
was completed during this summer.  
During this part we focused on the 
branding and messaging of the 
organization.  While we continue to 
explore what our future will look like over 
the next 6 ð 8 months we are going to 
provide a number of opportunities for you 
to contribute to this process.  This will 
mainly be in the way of on-line surveys for 
you to share your thoughts.  I ask you now, 

that when you receive these surveys, that 
you please take the time to complete them.  
It will help greatly.  In advance, thanks. 
 

Now back to our bottom line ð the dollars 
we need to do what we do each day.  We 
have been very lucky that we have guided 
HFI with a strict and prudent financial 
fiscal policy.  This has helped us 
tremendously during these tough economic 
times.  One of the important goals to 
sustain this strength is that we look for new 
sources of revenues.  This is one of our 
goals for 2011 and you can help.  We 
would like to identify $15,000 of new 
money from our community next year.  
And ð I have some ideas on how you can 
do this. 
 

First, many of you already support United 
Way.  Did you know that HFI cannot apply 
for any of these dollars?  In Illinois, United 
Way does not support health related 
charities.  But there is a way that you can 
get these dollars to HFI.  All you have to 
do when you fill out your pledge card is 
indicate that you want your donation to go 
to the Hemophilia Foundation of Illinois. 
With your write-in designation we will get 
this support.  Please consider doing this for 
HFI. 
 

Another idea is to connect with civic and 
religious groups in your community.  Many 
of these groups support organizations like 
ours who have local community members 
that the charity helps ð i.e you!  I know that 
some of you are even members of these 
clubs, associations and/or churches.  
Please talk to me about how we could 
reach out together to let them know the 
good work we are doing.  If nothing else it 
always helps to spread the word about 
bleeding disorders. 
 

I close asking us all to never forget the 
strength of our community.  We are strong 
because there is always someone among us 
who is willing to help another out of a 
rough spot.  These good deeds always help.  
Be proud that this is such a natural part of 
the Illinois bleeding disorder community.  
Imagine what it would be like if the whole 
world were like this. 
 
Thanks, 
 
 
Bob Robinson, Executive Director 

W ELCOME  AND  H OT  B UTTON  
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Monday, August 23, 2010 
Marriott Chicago Midway 

6520 South Cicero Avenue, 
Chicago, IL 60638 
6:30 ð 9:00 PM 

 

W e are pleased to offer you ð our 
community ð a re-cap of the 

information shared during the Annual 
Board of Directorsõ Meeting and 
Awards Dinner held on Monday, 
August 23, 2010.   
 

As a not-for-profit Illinois corporation 
it is our responsibility to inform our 
community each year about our 
activities.  The annual meeting is an 
important event as it offers the Board 
of Directors the opportunity to 
communicate  wi th  you ,  our 
stakeholders, providing an update on 
the Hemophilia Foundation of Illinois.  
The Board and Staff of HFI have 
works each day directed by our mission 
to improve the quality of life for 
persons affected by inherited bleeding 
disorders.  We stand here today 
delivering that promise as we continue 
to move toward the future. 
 

During the past year we have been 
tremendously active.  We have 
delivered on our mission by providing 
a full-range of programs and services.  
The year has been dedicated to 
supporting you, our members, the tools 
to be empowered in personally, in your 
family, in your community and your 
larger world.  We did this through 
everything that we did but I would like 
to focus on a few key events: 
 

¶We started the year with our Annual 
Advocacy Retreat in February.  This 
year we focused on heath care reform 
and learning more about your own 
insurance. 

¶In March we make our annual trip to 
Springfield.  More than 40 of us spent 
the day at the Capitol talking with 
your legislators about what it means to 
live with a bleeding disorder in 
Illinois.  It was a great opportunity for 
participants to tell their stories to our 

elected officials while also informing 
them of the need to maintain funding 
plus thank them for everything they 
do for us. 

¶We held the Statewide Education 
Weekend in May in Bloomington, 
Illinois.  The theme, òThe Power of 
One,ó allowed us to design 
educational sessions focusing on 
understanding and developing your 
own personal strengths.  The nearly 
300 participants enjoyed two fun-filled 
days which included opportunities to 
learn to cook/eat healthier, exercises 
to improve join health, become 
familiar with many of the new voting 
machines, how to read Insurance 
Explanation of Benefits and even how 
to self-infuse if you chose. 

¶Camping Season kicked off with the 
Youth Leadership and the Marcus 
McClure Family Camping Weekend in 
June.  The Youth Leaders spent the 
weekend examining what it means to 
be leaders.  They worked through a 
series of experiential learning 
programs leading to them ending the 
session with developing personal and 
group plans for the year. 

¶Ten (10) families joined us for Family 
Camp this year.  This program allows 
new campers (age 6 ð 10) who have 
never been to camp to come with 
their parents for a weekend to find 
out what Camp Warren Jyrch is all 
about.  Everyone ð including mom 
and dad ð are considered campers for 
the weekend.  It was great fun and 
learning for all. 

 

Camp Warren Jyrch just finished on 
August 14.  Eighty (80) campers and 
30+ staff enjoyed a week at at Camp 
Shaw-wa-naw-see in Manteno, Illinois.  
The Pirate theme was a backdrop for 
the usual tremendous week of 
community building among our young 
people with bleeding disorders.  (I am 
going to take this opportunity to show 
you a short video giving you a flavor of 
how important this event is each year.) 
 

 

We are so proud of our activities.  
We continue to be focused on our 
five targeted groups:  young 

families,  teens, adult men, women with 
bleeding disorders and Latinos.  Our 
staff works with the community each 
day to institute opportunities that not 
only address specific issues that these 
groups face but also allow them to 
come together and build personal 
connections that are so important to 
people with bleeding disorders.   
 

Our advocacy efforts continue to be a 
linchpin of HFI activities.  We worked 
hard to insure that the State 
Hemophilia Program remained funded 
and strong during these tough 
economic times. While many programs 
experienced significant cuts and even 
some eliminations, I am proud to 
report that the critical factor provision 
program provided by the state of 
Illinois was and will continue to be 
fully funded.  
 

We have partnered with the Campaign 
for Better Health Care to work through 
the health care reform issue.  This  has  
proven fruitful for our community as it 
gave us a larger place to talk about 
what is very important to us ð life time 
caps, pre-existing conditions and access 
to insurance coverage.  As you all 
know, federal reform did pass.  We will 
now focus on implementation and do 
everything we can to stay on top of this 
process. 
 

 There is and will always be more we 
can do for advocacy.  Illinois offers 
strong services and support for our 
community.  Therefore, it might be 
easy for us to just sit back and rest on 
our laurels.  This is not wise at all.  If 
we do not continue to educate and 
inform (i.e. advocate) on our own 
behalf there is definitely the chance 
that things will change and our quality 
of life will be threatened.   
 

Finally, it is important to include our 
small, but significant efforts we offer 
through our consumer services 
program.  We deliver each quarter a 
newsletter that is full of up-to-date 

(Continued on page 6) 

By Bob Robinson, Executive Director 
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information and resources.  Our 
Emergency Assistance program has 
proven to be a blessing for families 
who are faced with difficult finances.  
We continue to be a source of  
information and a point of reference 
for new and long-time members of 
community. 
 

We are happy to report that, in 
the 2008-2009 fiscal year we 
had positive results on both 
òbottom lines.ó The former, 
our balance sheet, is a direct 
result of your generous support 
of the Hemophilia Foundation 
of Illinois; the latter is reflected 
in the lives of people with 
bleeding disorders throughout 
Illinois, whose potential to live 
strong, healthy lives is ensured 
by HFIõs commitment to 
being a strong education and 
advocacy organization for our 
community.   Our Board, Finance 
Committee and Executive Director 
have placed a great deal of emphasis on 
identifying the necessary actions to get 
HFI on this solid financial footing.   
 

We reported last year on our plans to 
move the HFI headquarters into a 
purchased condominium space at 210 
S. DesPlaines.  We have worked this 
past year with architects, contractors, 
bankers and the city of Chicago and are 
pleased to report that we are moving 
f o r w a r d  w i t h  t h i s  p r o j e c t .  
Construction is underway and we 

expect to be in the new offices before 
the end of the year.   
 

 
 
 

While we are feeling some pinch from 
the recession, our prudent fiscal 
policies are definitely helping us fare 
this difficult storm.  Our staff and 
Finance Committee are taking nothing 
for granted and finding every way 
possible to maximize the limited dollars 
available to our operating budget.  We 
feel this is a very important message to 

our donor base that, we are 
proud to report, have 
continued to support our 
efforts during these tough 
economic times. 
 

Our partnerships that we 
have in our community are so 
important to these successful 
financial outcomes.  So many 
people and organizations 
work to help us continue our 
mission critical efforts.  They 
recognize that what the 
Hemophilia Foundation does 
is important and that to 

continue to do this we must have a 
solid financial basis.   
 
 

 

 

(Continued from page 4) 

The community elected thee Board of Directors at the Annual Meeting.  Pictured from left to right:  
Bruce Lerner-Secretary Vivek Bhatt, Bill Eftax-President, Carrie Bell, Mike Radencich-
Treasurer, Ramona Towner, Rob Stewart, and Eric Sary-Vice-President.  Not pictured: Kelli 
Kovak and Sue Ouellette. 
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Tim Kennedy and his family have been 
involved with HFI since a very young age.  
Tim continues to be a leader in our community 
and we are pleased that he agreed to sit down 
with us to share some of mentoring advice for 
young adults. 
 

Q1:  Specifically, what advise would you 
give to a teen with a bleeding disorder 
for his/her involvement with HFI?  
 

Q. 1:  I never felt so different from my 
friends that I felt the need to "connect" 
with other guys with hemophilia.  With 
that said, though, it was nice for the 
time at camp to be around other guys 
with hemophilia and to see other guys 
get their shots.and walk like me.  Even 
without feeling a need to connect with 
other guys with hemophilia and not 
feeling a need for support, HFI 
provides assistance with school, career 
and life guidance that would be helpful 
to anyone, whether they have a 
bleeding disorder or not. 
 
 

Q2:  As treatment continues to improve 
and the necessity to be involved with 
HFI diminishes, the idea that you are 
in control of your bleeding disorder, not 
the disorder in control of you.  What 
advice do you have to say in this 
regard? 
 

Q. 2:  I am not sure if better treatment 
equates to diminished involvement 
with HFI.  I think unless and until 
there is a cure (or something close to 
it), treatment will still be predicated on 
self-regulation and adherence to good 
practice.  Also, I don't think the quality 
of treatment necessarily dictates 
whether the person controls the 
bleeding disorder or the bleeding 
disorder controls the person.  I am 
trying not to sound nit-picky, but to 
draw an important distinction that I 
think is important.  No matter how 
good the treatment, it is incumbent 
upon the person to control their lives 
and to allow hemophilia only to be a 
part of their life, not their life's entirety 
or the defining characteristic. 

 With that said, 
though, I think the 
closer you are to the 
community, the 
better your chances 
a r e  o f  be in g 
compliant with your 
treatment.  I am 
hopeful that teens 
understand that 
co m p l i a n ce  t o 
treatment regimen 
means  re la t i ve 
freedom from target 
joints and avoidance 
of serious problems 
with joints as they 
get older. 
  
Q3:  How did 
part ic ipat ing in 
camp as you grew up 
help/shape you, even 
your family?   
 

Q. 3: Camp provided 
me with the chance  
to do and learn 

things and learn that I might not have 
otherwise done.  I have always loved 
sports and played most "sandlot" 
sports when I was a kid.  It was at 
camp, though, where I learned to play 
tennis (from some pretty good tennis 
players).  I learned how to canoe (we 
did not just canoe - we learned how to 
canoe.  I love to canoe to this day, and 
a few years ago (bad knees, ankles and 
elbows along for the ride) canoed the 
beautiful Boundary Waters of 
Minnesota with three other very 
serious canoeist/fishermen.  (I also 
learned how to fish at camp.)  Come to 
think of it, my love of camping 
probably originated at camp, as, 
perhaps did my love of the outdoors. 
 

Q4:  What advise would you give to the 
young people with bleeding disorders 
as they move from the teen years into 
their twenties? 
 

Q. 4: I feel like I am beating the same 
drum over and over (and it is not the 
desired drum, if you are HFI and are 
trying to get more teen involvement, 
not less), but don't allow HFI to be 
your only involvement with social 
interaction.  Don't put all of your eggs 
in one basket.  Be well-rounded and 
help foster and develop interests in 
many areas.  
 

Q5:  What advise would you give to the 
young people who have never been 
involved with the bleeding disorder 
community or feel like they have grown 
out of it?   
 

Q. 5: There may come a time when a 
person's involvement with HFI 
diminishes.  It would be a good time to 
think about why you are involved with 
HFI in the first place. Perhaps as a 
person gets older, his or her reasons 
for being involved change (e.g. - where 
once you were involved for support or 
help, you become the supporter, the 
helper.)  The main point though is for 
each and everyone us to know that no 
matter what HFI is there for us.  It is 
our organization.  No matter how long 
you are away from the organization, if 
you find a need, you are always 
welcome to come back. 

By Tim Kennedy 

PAY - IT -FORWARD : W ORDS  OF  W ISDOM  TO  OUR  T EENS  



SPRING 2010  
HEMOPHILIA  FOUNDATION  OF ILLINOIS 

8 

W e are proud to announce that 
winners of the 2010 Bradley 

Krueger Memorial Scholarship.   Bradõs 
family started this fund to help other 
people with hemophilia and other 
inherited bleeding disorders achieve a 
higher educationñto live a full and 
productive life.  It is available for 
people with a bleeding disorder, 
parents, siblings, children and/or 
carriers living in the state of Illinois.  
Scholarship(s) can be used for tuition 
for any type of post-secondary 
institution ð including trade schools, 
room and board, books, and supplies 
(including computer equipment).   

The winners are: 
 

Karissa Bartholme of Rockton, IL, is 
a person with von Willebrand disease.  
She is 20 years old and is studying 
psychology, with a minor in chemistry 
and is also enrolled in the pre 
Physicianõs Assistant program at the 
University of Illinois in Champaign, IL. 
 

Alex Ibarra of Melrose Park, IL, is 
person with von Willebrand disease.  
He is 22 years old and is enrolled at 
Robert Morris University in Chicago, 
IL in his second year of business 
administration. 
 

Verónica Idoate of San Juan, Puerto 
Rico, is a sibling of a person with 
hemophilia.   She is 17 years old and is 
in the process of moving to Chicago, 
IL to attend Columbia College to purse 
her studies in film production. 
 

James Mitchell of Palatine, IL, is 18 
years old and is a person with 
hemophilia.  He will be attending 
Harper College in the fall, studying 
mechanical engineering. 
 

Nicole Mitchell of Palatine, IL, is 20 
years old and the sibling of a person 
with a bleeding disorder. Nichole is at 
Illinois State University where she is 
studying to become a Specialist in Deaf 
and Hard Hearing Education. 
 

Nicholas Popp of Smithton, IL, is 19 
years old and is a person with 
hemophilia. He will be a sophomore in 
the Fall at the University of Chicago, 
studying biology, on a pre-medical 
track. 
 

Dovid Silberstein of Chicago, IL, is 
19 years old and a person with 
hemophilia.  He will be attending 
Loyola University in Chicago, 
following a business course study. 
 

Anna Vetter of Champaign, IL is 21 
years old and the sibling of a person 
with a bleeding disorder. She is will be 
in her last year, studying Marketing and 
Advertising at the University of Illinois 
at Champaign. 
 

Tony Vetter of Champaign, IL is 19 
years old and a person with 
hemophilia. He will be in his second 
year, studying Business at the 
University of Illinois in Springfield, IL. 
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