
 

 
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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�� he first step to writing this  
column for each FactorNet is to 
estimate when you (our readers)

will actually be sitting down with your 
iced tea or cold soda (because it is   
summer) and partaking in the information 
that we have put together for you.  I  
generally estimate that it is about three to 
four weeks and therefore include those 
things that are happening in this upcoming 
period so that what you read is fresh.  This 
time this is virtually impossible because I 
have no idea what the next month is going 
to look like. 
 
Our state is in such a quandary.  We began 
the new fiscal year on July 1st with no 
spending plan in place.  The Governor and 
the General Assembly are going through a 
very difficult political process to address 
the record deficit, while also putting a 
plan in place that will actually work for 
the state’s future. 
 
There has been much talk during this 
process about major cuts to Illinois social 
and health services programs.  Our state 
Hemophilia Program has not been  
immune from these threats.  In fact,  
several weeks ago there was a memo  
issued that proposed cutting the program 
completely unless a budget resolution was 
reached.  That deadline for this has come 
and gone, and thankfully the program is 
still intact. 
 
I will go out on a limb and say here that I 
believe our program will remain.  But, we 
are definitely going to see cuts.  I have 
had discussions with leaders at all levels 
and there are many guesses as to how 
large it will be but this is another thing 
that is uncertain at this time. 
 
 

The recessionary concerns are not going 
to be short-lived.  All state revenue 
streams are severely impacted.  The  
Governor’s office continues to  
communicate with us that they believe it 
will be even worse as the federal  
economic stimulus dollars begin to dry up 
in the next 12 months.  So – hold on tight  
everyone – it is going to be a bumpy ride. 
 
All of this is going on at the same time 
that the federal debate on health care  
reform is heating up.  President Obama is 
staying true to his word that he is  
going to have something on the table by 
this fall.  We are working very hard with 
local and national partners to stay abreast 
of all of the options and getting our 
thoughts and concerns heard at all levels. 
 
This is definitely a time that each and 
every one of us needs to be prepared to 
act.  First, I want to thank those of you 
who reached out to your elected  
officials during this crucial time.  Please 
keep this up.  We need to inform them that 
the programs that the state provides are 
vital to Illinois citizens.  Also, they need 
to know that there are people with  
bleeding disorders in their districts.  It is 
imperative that they understand in  
numbers. As always, it is amazing the 
number of contacts we have been able to 
make. 
 
We are developing some new strategies 
over the coming months to enable us to be 
better positioned to respond in these 
heightened advocacy times.  Specifically, 
we are developing two tools which we 
need your assistance implementing.  First, 
we are working on an e-mail alert system 
and we need community member e-mail 
addresses.  All you need to do is take two 
seconds to e-mail us at info@hfi-il.org.  
We will update our records and include 
you when we send anything out.  Please 
be assured that we will not share your  
e-mail address with anyone, so you do not 
need to worry about spam from us. 
 
 

(Continued on page 2) 
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Next, we are working 
to identify at least 
one member of our 
community from 
each and every  
Illinois legislative 

district.  The purpose of this effort is that 
if we need to communicate our stance to 
the General Assembly we will be able to 
insure that we can talk to each individual.  
If you are interested in being the contact 
from your district, once again, e-mail us 
at info@hfi-il.org.  Let us know your 
State Senator and Representative names. 
 
We have been sharing with the  
community for some time now that the 
Board of Directors approved a plan to 
purchase space for the Hemophilia  
Foundation of Illinois office.  We are 
proud to report that on June 19 we took 
possession of what is to become the new 
home for the Illinois bleeding disorder 
community at 210 S. Des Plaines, in  
Chicago, in the West Loop.  It is a  
corporate condominium that is  
approximately 2500 square feet on the 
west side of the loop.   

 

In addition to much more space, it also 
has convenient metered parking and a lot 
directly across the street.  We wish to 
thank IFF for helping us fund this  
important project.  It is going to be  
amazing to pay the mortgage rather than 
pay someone else for the right to use 
space.  It is anticipated that this move 
will cost similarly to what we are  
currently paying for leased space.  But, in 
fact, in the near future we will own, 
which is a terrific investment for all of 
us.  The next step is build out which will 
take several months.  We will keep you  
apprised of our progress and look  
forward to inviting you to a grand  
opening early next year. 
 
By the time you get this we will either be 
at the 38th session of Camp Warren Jyrch 
or just finishing.  This is definitely going 
to be a groundbreaking year for this  
special program because we have 80 plus 
campers signed up to take part – about 20 
more than last year.  I look forward to 
sharing with you the smiles and fun had 
by all in the fall newsletter. 
 
I want to end with a very important plea, 
please help us continue to provide our 
vital programs and services.  Our fiscal 
conservativeness has served us well  
during these economic times, but it is  
important to remember that we are  
completely reliant on independent  
support to stay viable.  There are always 
many ways that you can help – the easiest 
being writing a check of an amount that 
works with your own fiscal plans. 
 
Also, we are gearing up for the 12th  
Annual Driving fore Hemophilia on  
September 21.  The goal of this Golf  
Outing is to raise $180,000. Included in 
this issue are a number of ways that you 
can help us reach this important target.  
Once again this year I am going to be 
doing my annual Duffer’s Challenge 
but with a slight change.  If you can help 
me raise $2,500 by pledging me – see 
further details inside – I will play the 
round in a kilt!   
 
The last few years the challenge has been 
successful and I have played in  
traditional 1930s golf attire.  Several 
smart-alecks on the committee thought 
this was getting too easy (or too  
comfortable for me) and decided to 
change it up a little.  Bottom line – you 

know that I will do whatever it takes to 
make sure we have a strong and effective 
organization to meet the challenges that 
each and every one of you face in your 
day to day life with a bleeding disorder.  
Also, I know our strong community is 
right there with me.   
 
All my best, 
 
 
Bob Robinson 
 
 
 

(Continued from page 1) 
 

 
 

2009-2010 
BOARD OF DIRECTORS 

 
William Eftax   President 

Eric Sary   Vice President 

Mike Radencich   Treasurer 

Bruce Lerner   Secretary 
 
Diana Carr 
Hector Grizales 
Sal LiVolsi 
Shannon Peterkin 
 
Matthew Connelly, J.D. 
Corporate Counsel 

 
 

STAFF 
Bob Robinson            Executive Director 
brobinson@hfi-il.org 
Lily Schwartz                Associate Director 
lschwartz@hfi-il.org 
Bea Carr             Financial Director 
bcarr@hfi-il.org 
Eva Kraemer             Program Director 
ekraemer@hfi-il.org 
Aaron Flatt        Communications Coordinator  
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In our efforts to keep our 
community database as  
accurate as possible, and 
to better serve you, we ask 
you to submit your e-mail 
address to the Foundation.   
 
Simply send an e-mail to 
info@hfi-il.org and have  
“e-mail submission” in the 
title line. 
 
Having an updated e-mail 
from you, will allow for us 
to notify you, and your  
family with news and  
updates from HFI.  
 
Thank you for helping us 
serve the Illinois Bleeding 
Community more  
efficiently! 
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        DRIVING fore HEMOPHILIA   
 

 
 
The 2009 Driving fore Hemophilia event is scheduled for Monday, 
September 21st at Medinah Country Club, located at 6N001 Medinah 
Road, Medinah, Illinois from 10:30 a.m. to 8:00 p.m 
 
This is a big year for our benefit golf outing as this is the 60th 
Anniversary of HFI!  This fundraising event helps us raise over 

$150,000 dollars each year to provide our advocacy, education, consumer services and financial 
assistance that helps children and adults with bleeding disorders live better lives.  We hope you 
will join us this year for our golf outing. 
 
For information volunteering or team sponsorship contact Bob Robinson or Lily Schwartz at 
(312) 427-1495.  Below you will find the flyer for the event. 
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Here is a special way to support the Hemophilia Foundation  
of Illinois (HFI).  Bob Robinson, Executive Director, has been  
challenged to raise $2,500 for our 12th annual golf event. 
 
“I have pledged to raise this amount through donations – just 
like a walk-a-thon but with golf. This year, if I succeed, I will be 
wearing a kilt  during the event.” 
 
It’s easy for you to take part.  Call HFI, or look for the event on 
Facebook to find out more information on being a participant.  
You can also donate with a credit card.  For every $25 you  
donate you will be entered into a raffle drawing for some great 
prizes. (i.e. donate $100 and you will receive four entries into the 
raffle drawing)   
 
By the way, the challenger, one of our corporate sponsors, will 
give HFI an additional $5,000 – so your donation will be  
doubled! Thanks in advance  –  because I know with your help 
I’ll be successful with this challenge. 
 

YOUR DONATIONS  MUST BE TURNED IN  TO HFI   BEFORE  
SEPTEMBER  16TH  IN  ORDER TO BE  

INCLUDED  IN  THE  RAFFLE  DRAWINGS . 



 

 

��������������������������������������������������� ��������������������������������������������������� ��������������������������������������������������� ��� � � ��� � ���	 ��� �

�� mpowerment is process of 
obtaining, encouraging, and  
developing the skills for,  

self-sufficiency.  The process which 
enables one to gain power, authority 
and influence includes: 
 
· Having decision-making power of 

one's own 
· Having access to information and 

resources for making proper  
       decision 
· Having a range of options from 

which you can make 
choices (not just yes/no, 
either/or.) 

· Ability to exercise  
assertiveness in decision 
making 

· Having positive thinking on 
the ability to make change 

· Ability to learn skills for  
improving one's personal or 
group power. 

· Ability to change others’ 
perceptions by democratic 
means. 

· Involving in the growth 
process and changes that is 
never ending and  

       self-initiated 
· Increasing one's positive 

self-image and overcoming 
stigma 

· Increasing one's ability in discreet 
thinking to sort out right and 
wrong 

 
In short, empowerment is the process 
that allows one to gain the  
knowledge, skill-sets and attitude 
needed to cope with the changing 
world and the circumstances in which 
one lives.  The concept of personal 
development is seen as the  
continuous learning, increased  
self-awareness and ever-increasing 
emotional intelligence. Empowerment 
is ultimately driven by your belief in 
your capability to grow and change.   
 
Empowerment can be attained 
through one or many ways. An  
important factor in the discovery and 

application of"self empowerment" lies 
within the tools used to unveil the 
truth.  Whatever tools you explore for  
increased empowerment key to this is 
finding ways to tap into the mind/body 
connection. Through this connection, 
the individual finds him or herself with 
a stronger sense of self and the  
ability to change areas where bad 
habits rule and negative emotions run 
rampant. What can be more  
empowering than gaining control over 
self? 

 
THE PERCEPTION OF CHANGE 

 
Struggling to cope with life and work 
is a common phenomenon. Stress 
levels are getting higher, time is  
becoming more compressed and 
people are becoming less productive. 
As a result, they feel they are victims 
of circumstances, powerless to effect 
change. Change is occurring at a 
pace faster than most people can 
cope with. Depending on your attitude 
to change, you can either, resist it, 
stagnate and perish or accept 
change, adapt and succeed. The  
reality we must accept is that change 
is inevitable. It is in the natural order 
of things and as such allows for 
growth and progress. You will find 

that you struggle most when you  
resist change. The sooner you come 
to terms with it, the better for you. 
The more aware you are, the less you 
will perceive change as sudden and  
unpredictable. That knowledge will be 
your key to sustained advantage. You 
will grasp opportunities as they occur 
and profit from change. 
 

 
“You cannot become who you need 

to be by remaining who you are.” 
 

 
ATTITUDE IS EVERYTHING 

 
The future and the unlimited  
opportunities it holds are  
waiting with the right attitude. 
The choice is yours to make 
right now. You create your  
future by your present attitude 
to it. Embrace change, heed the 
signs and adapt immediately. 
Remember that you cannot get 
new results with old habits.  
 
The future belongs to those 
who are: 
 
• Alert and mentally agile 
• Unorthodox 
• Constantly learning  
  from change 
• Quick to convert new  
  knowledge  into competitive 

          intelligence, wealth and profit 
 

THE REINVENTION  
PROCESS 

 

Reinvention is the unique ability to 
create anew at every opportunity. 
Inherent in the art of reinvention is the 
ability to always see a better, grander 
vision and version of yourself seeking 
to express and realize that in ever 
changing ways.  

 

Knowledge is Key 
 

• Knowledge is a primary source of   
 value 

• Small differences in knowledge can   
 lead to enormous differences in   
 results 

(Continued on page 5) 

Mastering Change through Empowerment 
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• Always seek new information that  
allows you to do your job better 

• Question your existing  
assumptions 

 
Clarity is Critical 
 
• Set precise and detailed goals for 

   clear direction 
• Review you goals every three  

    months to make sure they fulfill    
    your objectives 
 
Purpose is Power 
 
Finding purpose in your life and work 
puts you in charge of your situation.  
The more in charge you are, the more 
confident and motivated you will be. 
In order to enjoy success, you must 
start with the right attitude which will 
then naturally guide you to take the 
right action.  
 
Excellent performance stems from 
positive attitudes.  There are ways 
that you can use empowerment to 

better your life. For you to become  
empowered to do something, you 
have to have a goal. Then you need 
to use the empowerment to do some  
research. What are the pros and the 
cons of your goal? Is this the best 
time for you to be starting something 
like this? These are just some of the 
questions that you are going to have 
to ask yourself.  
 
You can also use empowerment to 
encourage yourself to make better 
choices.  For you to use the  
empowerment to better your life, you 
need to make sure that you take 
away the negative.  
 
You will need to make sure to focus 
on the positive so that you will be 
able to work to make things right for 
you. You have no idea how much 
better you will feel about yourself 
when you stop focusing on the bad 
things in life and start focusing on the 
things that work for you in your life. 
You will only be able to make  

something out of your life is you are 
able to overcome the obstacles and 
better your life with positive actions. 
 
Not only do you need to stay positive, 
but you also need to know what is 
right and what is wrong for you. You 
need to determine what actions you 
have to take when you see a  
roadblock. You need to have a plan 
for the negative things that are going 
to try to set you back. When you have 
a plan for the negative things you are 
able to make the positive out of it. 
The best thing that you need to do for 
yourself is to just make the best out of 
the worst and never let something 
bring you down or think that your 
dreams are worthless. 
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�� his has definitely been a year of 
turmoil for Illinois politics.  The 
General Assembly kicked off 

2009 with a bang by impeaching  
Governor Blagojevich opening the door 
for then Lieutenant Governor, Pat Quinn, 
to step to fill his vacancy.  Everyone was 
elated with this change.  The political 
corruption of the previous administration 
along with the power struggles between 
the Governor’s office and the legislature 
appeared to be over.  Many thought we 
could move forward with addressing 
major problems in Illinois. 

 

Problems have been shortened to one 
problem – the Illinois budget deficit.  On 
any day, public policy leaders have 
voiced this amount is between $6 and 
$12 billion dollars.  There has yet to be 
an accurate accounting for this number.  
This fluctuation and the inability of  
leaders to agree on the deficit amount, 
has set the basis for on-going debates as 
to what is an adequate spending plan for 
the coming year coupled with how to 
address this record deficit. 

 

The General Assembly recessed in  
mid-June with no plan in place.  Its  
leadership proposed a 5 month spending 
plan, which included authorizing funding 
the Governor could use to continue to 
operate the state, while state leaders  
continued to explore a final budget  
solution.  Governor Quinn, however, did 
not accept this and began several weeks 
of political posturing, including  
suggesting major cuts to state programs 
which included specifically severely 
slashing human services programs. The 
State Hemophilia Assistance Program 
was one of these programs targeted for 
closing. 
 

Hemophilia Foundation of Illinois was 
informed by the Governor’s office that if 
the General Assembly failed to forward 
him a budget with a tax increase by July, 
it would find it necessary to completely 
eliminate the State Hemophilia  
Assistance Program.  With this news, our 
community launched into action and  
immediately began contacting our Illinois 
elected public officials.  Collectively, this 
community reached out to more than 
75% of the entire General Assembly and 
shared with them the importance to  
maintain the program. 

 

The Governor succeeded in gaining the 
Illinois legislature to resume its session at 
the end of June for two days.  Once again 
there appeared to be resolution to the 
budget challenge, as a bill was passed by 
the Legislature to authorize bonds to pay 
for the state’s pension fund obligation 
thus freeing up $2 billion dollars for 
funding ongoing operations. These  
operations were specifically targeted to 
fund Illinois’ social services.  The  
Legislature left Springfield in hopeful 
anticipation the Governor would approve 
its budget. However, the Governor again 
dismissed the General Assembly’s  
actions and vetoed this option and others 
that were advanced by the Legislature. 

 

During all of this, HFI has stayed in close 
contact with the Governor’s office,  
leaders of the House and Senate and  
administrators at the Department of 
Healthcare and Family Services.  The 
Governor’s office remained firm in its 
call for a tax hike to resolve the budget 
deficit.  Legislative leaders shared with 
us a full range of options – significant 
line item cuts in programs, alternative 
revenue sources, tax hikes etc.   
Department staffers, however are caught 
in the middle and are simply encouraging 
us to “hang in there.” 

 

July 1st came and went.  To date, human 
service programs have not been cut. 

 

Late last week, the Governor announced 
he is now open to considering a 5 month 
interim budget.  All indications are  
leaning the State Hemophilia Assistance 
Program will be okay.  But, that is today. 

 

Stop the presses!   

 

Some good news perhaps out of the 
legislature. We are hearing the  
Legislature proposing to adopt a 12 
month budget with a provision for  
Governor to cut the budget if revenues 
don't increase after 5 months. Funding to 
social services agencies, including the 
State Hemophilia Assistance Program, 
could expect funding to be at either  
Fiscal Year 2009 level or 90% at worst. 
 
This situation is in flux. As you read this, 
the situation could be 
completely different. 
But HFI wishes to  

assure you we are on top of this and more 
importantly – we need you, the entire 
State of Illinois bleeding disorder  
community, to stay on top of this.  The 
economic impact of this recession is  
going to be felt for some time.  Which 
means the budget situation is not getting 
better. These tough discussions are going 
to continue forsome time, perhaps years.  
As bad as the state budget situation is 
today, there is a strong likelihood that it 
could get worse as the state’s share of 
federal economic stimulus dollars start to 
dry up (funding ceases in December, 
2010.) 
 

If you haven’t already contacted your 
State Senator and State Representative 
please do so – and do so today!  We  
especially need to let each of them know 
they have people from the bleeding  
disorder community as part of their  
constituencies.  We also need to thank 
them for their decades of support of our 
community and most importantly, they 
need to know that we have a voice and 
want to be at the table when decisions 
are made. Only together can our unified 
voice protect our state public policy  
concerns. Please contact your State 
Senator and State Representative today!  
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�� ealth reform continues to dominate the 
agendas of the White House and  
Congress, with both chambers working 

furiously to pass comprehensive legislation this 
summer. The current focus of reform legislation is 
three-fold: (1) providing insurance coverage to all 
Americans, (2) reducing the cost of medical care 
and (3) improving quality of care by changing 
financial incentives. 
 
While the parties agree on these overarching 
goals, the devil is in the details on how to achieve 
them.  Media attention will continue to focus on 
the controversial elements of health reform, 
including a public insurance plan option, the 
taxability of employee health benefits, and  
individual and/or employer mandates.   
 
Healthcare Reform Proposals 
 
The healthcare reform proposals being circulated 
by various Congressional committees address 
many topics of vital interest to the bleeding  
disorders community, such as private market 
reforms, public program expansions, subsidies 
and mandates.  
 
The three proposals that are the most viable at 
this time are:  
 

1)The Senate Health, Education, Labor, and  
     Pensions (HELP) Committee proposal;  
2) the Senate Finance Committee proposal;  
3) the so-called “House  
 

Tri-Committee” proposal, which is the combined 
effort of the three relevant committees of the U.S. 
House of Representatives. (Note that no bill has 
been filed to date.) 
 
Expansion of Access 
 
All of the committees have in some way  
addressed the problem of accessibility and  
affordability of coverage in the private market. 
The HELP Committee is proposing “American 
Benefits Gateways,” to be established by the 
states with funds from the U.S. Department of 
Health and Human Services (HHS). Individuals 
and small employer groups could purchase 
health insurance policies through the Gateways. 
The policies will be certified to meet prescribed 
benefit and premium requirements and would 
offer three benefit tiers, categorized by the  
percentage of allowed benefit costs covered by 
the plan. The tiers would range from coverage for 
76% to 93% of benefits offered. In states that opt 
out of establishing Gateways, HHS will step in 
and establish them. The Gateways also would 
function as a single point of entry for all federal 
programs, such as Medicaid and the states’  
Children’s Health Insurance Programs (CHIP). 
The Senate Finance Committee is proposing the 
establishment of either one national -- or multiple 
regional -- insurance “Exchange(s),” also  
established by HHS. The Exchanges would  
function like the HELP Committee’s Gateways, 
but would require all individual and small  
employer insurers to participate. Like the HELP 
proposal, it would require insurers to offer a  
comprehensive benefits package, but would 
divide benefit levels into four categories: lowest, 
low, medium and high. 
 
 

The House Tri-Committee proposal creates a 
National Health Insurance Exchange that would 
operate similarly to the other proposals. It would 
grandfather existing plans for a given period and 
would require all participating insurers to offer at 
least a minimum benefits package (basic), with 
options to offer additional defined packages  
described as enhanced, premium and premium 
plus. 
 
All three of the proposals require guaranteed 
issue and renewability. Pre-existing condition 
exclusions would no longer be allowed. Also, they 
all prohibit lifetime and annual benefit caps. The 
proposals prescribe rating restrictions and  
requirements related to the amount of each  
premium dollar that insurers must spend on  
paying for services (loss ratios). All proposals 
offer some sort of premium and cost-sharing 
subsidies for families with incomes up to 400% of 
the federal poverty level (FPL). 
 
The HELP proposal includes a provision that 
would allow young adults to remain on a parent’s 
policy until age 26. Unlike dependent age  
extensions passed by several state legislatures, 
this provision would apply to all health plans, both 
fully insured and self-funded. Any of the three 
access expansion proposals described here 
should result in a significant increase in the  
availability and affordability of private health 
insurance options for members of the bleeding 
disorders community. 
 
The Public Option  
 

Perhaps the most controversial healthcare reform 
proposal on the table is the creation of a “Public 
Health Insurance Option” that would be sold by 
the federal government through the Gateways or 
Exchanges. The plan would be required to meet 
the same benefit and actuarial standards as the 
private plans being sold. Proponents say it will 
provide much-needed competition to private 
insurers because government programs  
traditionally operate in a more cost-efficient  
manner. They contend that the presence of the 
Public Option in the marketplace will force  
commercial insurers to become more cost  
efficient and consumer friendly. Opponents say 
that private insurers have costs that a  
government plan would not typically have, and 
therefore the commercial insurers would not be 
able to compete with the Public Option. They 
argue that the presence of a Public Option in the 
marketplace will decimate the commercial  
insurance market. 
 
All three proposals either include a provision for a 
Public Option, or have placeholders to add a 
provision later. The HELP Committee proposal 
allows workers to enroll in the Public Option only 
if their employer-sponsored plan premiums are 
more than 12.5 percent of the employee’s total 
salary. The Finance Committee proposal includes 
four options being considered by the committee: 
a Medicare-like public plan; a public plan that is 
privately administered by multiple third parties; a 
state-run public option; or no public plan at all. 
One proposal establishes the creation of Health 
Care Co-Operatives as an alternative to  
traditional, private sector insurance. While few 
details are available, it appears that the  
cooperatives would involve groups that voluntarily 
join forces to cover their healthcare expenses, 
with favorable tax treatment as nonprofits. 

Expansion of Existing Public Programs 
 
All three proposals call for the expansion of  
Medicaid. The Finance Committee would expand 
eligibility to all individuals with incomes up to 
115% of the FPL, the HELP Committee to  
individuals with incomes up to 150% of the FPL, 
and the House Committees to those with incomes 
up to 133% of the FPL. Further, the House  
proposal would provide optional Medicaid  
coverage for low-income individuals who are HIV  
positive.The Finance Committee and House 
Committee proposals would require CHIP  
coverage to be obtained through the Exchange, 
and the Finance Committee would raise the  
minimum eligibility requirement for CHIP to 275% 
of the FPL, effective in 2013. The HELP  
Committee proposal would also give those  
eligible for CHIP the option of enrolling in CHIP or 
purchasing a policy through the Gateway. 
 
The Finance Committee proposal would allow 
individuals ages 55 through 64 who do not have 
coverage to enroll in Medicare at full cost until the 
Exchange is available. The proposal would also 
phase out the two-year waiting period for people 
with disabilities to become eligible for Medicare. 
The HELP Committee proposal would provide 
reinsurance for employers who cover retirees 
between the ages of 55 and 64, until the  
Gateways are established. 
 
Individual and Employer Mandates 
 
All three proposals include a provision that  
requires every individual to obtain health  
coverage. The coverage required by all proposals 
must be for a defined, minimum set of benefits. 
Those who do not meet the requirement could 
face tax penalties. The House proposal requires 
employers to contribute approximately 72.5% of 
the premium cost for single coverage and 65% 
for family coverage, or they must pay 8% of their 
payroll into the Health Insurance Exchange Trust 
Fund. This type of requirement is commonly 
referred to as a “pay or play” provision. The  
Finance Committee is considering two options: 1) 
requiring employers with more than $500,000 in 
annual payroll to contribute 50% of the cost of 
employees’ premiums; or 2) no “pay or play” 
requirement at all. The HELP Committee would 
require employers with 25 or more employees to 
pay 60% of the cost of their employees’  
insurance, or they will be assessed an annual fee 
of $750 for each uncovered family and $375 for 
each uncovered individual. 
 
There are a number of cost containment,  
efficiency and quality improvement measures in 
all three bills and there are a variety of methods 
being discussed to finance the reform, including 
taxing health benefits. Many details and finer 
points of the provisions described here remain to 
be worked out in the coming weeks and months. 
It is difficult to tell which of these proposals will 
actually end up in the final healthcare reform law.  
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�� ixty Years and Beyond: Health-
care, Education, and Advocacy” 
was the theme at this year’s  

Statewide Education and Fun Weekend in 
Utica, Illinois.  The community had the 
opportunity to hear from many  
well-known and dedicated healthcare  
professionals about the past, present and 
future of bleeding disorders.  Families 
were able to discover geographically the 
proximity to other families via a  
community mapping exercise as well as 
divide into groups and attend sessions 
specifically addressing young families, 
transitioning teens, Latinos, women and 
men’s issues.  Youth were able to  
participate in a variety of activities as well 
as hear first hand about Camp Warren 
Jyrch from the Camp Director herself.  
The weekend concluded with a discussion 
about our current healthcare system and 
changes we will be facing as a community 
in the future. 
 
 
Statewide was especially important to me 
as the new program director with HFI.  I 
would like to thank you all for offering 
me an extremely warm welcome and  
educating me by sharing your stories,  
especially since I am new to the bleeding 
disorder community.  I send out a special 
thank you to all of you who completed the 
feedback form.  Without it, HFI would not 
be able to tailor Statewide to meet your 
educational needs and keep you current on 
all the issues that you face on a daily  
basis. 
 
I would like to share with you the  
community members’ comments:   
 
¨ Overall, you seemed  

generally satisfied with the  
information content and how it was 
received as well as the time dedicated 
to feedback during the sessions.   

¨ People felt the appropriate amount of 
time was given to meet and connect 
with new and returning families as 
well as get to know other members of 
the bleeding disorder from around the 
state.   

¨ Some people commented that they 
felt more  

supported by HFI because 
they learned more about 
the programs and services. 

¨ Many people expressed 
concern with healthcare 
system and would have 
like learn more about the 
cost of as well as the pros 
and cons of healthcare  

       reform.   
¨ Others stated they would 

have like to have more 
about insurance issues as 
well as hear more real life 
experience from  

       community members. 
 
I look forward to working with 
you to develop programming 
that you want.  Please feel free 
to contact me with your ideas 
and feedback:  
ekraemer@hfi-il.org or  
312-427-1495 

Sixty Years and Beyond: Healthcare, Education and Advocacy  
April 25 & 29, 2009 
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The 2009 Bradley Krueger Scholars 
 
Caitlin Aasen of Belleville, IL is 18 years old and is a sibling of a person with a bleeding disorder.  
She has been involved with many organizations while in high school, including but not limited to: 
Tennis, National Honor society and Debate team to name a few. She will be a freshman at  
Columbia College of Chicago, IL in the fall studying art.  She has ambitions of teaching art and 
serving in Africa post-graduation.   
 
Joseph Baumgartner of Des Plaines, IL is 18 years old and is a person with a bleeding disorder.  
He will be attending Bradley University, in Peoria IL in the fall and will be studying theatre and 
music.   
 
Amber Klenke of Dorsey, IL is 21 years old and is a person with a bleeding disorder. She has 
been and still remains active in serving at the Charity Christian Center in Jerseyville, IL.  She 
currently attends Southwestern Illinois College in Granite City, IL where she is studying to  
become a Medical Assistant. 
 
Nicole Mitchell of Palatine, is 19 years old and the sibling of a person with a bleeding disorder.   
She has been a volunteer with disabled students at her school and involved with service projects 
through her church as well as assisting with HFI activities.  Nichole is going to be a Sophomore 
this year at Illinois State University where she is studying to become a Specialist in Deaf and Hard 
Hearing Education. 
 
Nicholas Popp of Smithton, IL is 18 years old and is a person with a bleeding disorder.  He has 
been involved with many extra-curricular activities while in high school, including: Scholastics 
Bowl, Science Club and WYSE to name a few.  He will be a freshman in the fall at the University 
of Chicago. 
  
Anna Vetter of Champaign, IL is 20 years old and the sibling of a person with a bleeding  
disorder.  She is currently a Junior studying Marketing and Advertising at the University of Illinois 
at Champaign. 
 
Tony Vetter of Champaign, IL is 18 years old and a person with a bleeding disorder.  He will be 
studying Business in the Fall at the University of Illinois in Springfield, IL. 

We are proud to  
announce the recipients 
of this year’s Bradley 
Krueger Scholarship  

Program.  They are listed 
to the right. 

 
We invite you and your 
family to come out this 
September in support of 

this great scholarship 
program, so that once 

more we can award the 
young men and women 

of our community.   

�
�

 
 
 
 
 
 
 
 
 
 
 
 
 
 

Brad’s family started this 
fund to help other  

hemophiliacs by awarding 
college scholarships so 
that they can live a full 

and productive life.  Brad 
lived with hemophilia his 

entire life and sadly 
passed away in  

December, 2006.  Let’s 
honor Brad by adding to 
the $42,000 collected in 

the past two years! 
 

Join us for a night of 
great friends, great fun, 

and a great cause! 
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Cost: $40.00 per person 
($30.00 per person for dinner 
only) Includes dinner, bowling, 
and entry into raffle  
¨ Cash bar available 
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Project Red Flag: Real Talk About 
Women’s Bleeding Disorders is the  
National Hemophilia Foundation’s 
(NHF) public awareness campaign to 
reach more than two and a half million 
women nationwide with undiagnosed 
bleeding disorders. This certification 
training educates women to speak on 
behalf of her own bleeding disorder as 
well as to teach women about the signs 
and symptoms of bleeding disorders, 
identify undiagnosed women, and  
connect these women with hemophilia 
treatment centers, chapters/associations 
and other resources. 
 
June 25-28, 2009, marked the first  
certification training facilitated by HFI in 
which 20 women from the bleeding  

disorder community participated.  After 
an intense, yet totally amazing couple of 
days, learning about Project Red Flag, 
medical information to understand a 
bleeding disorder, public speaking and 
practice presenting in front of a  
camcorder, these courageous and service 
oriented women became certified to talk 
to other women in her community.  Dr. 
Lisa Boggio, M.D., of Rush Hemophilia 
& Thrombophilia Center Rush  
University Medical Center, generously 
donated her time and expertise to further 
educate the participants. 
 
Now the real work begins!  Be on the 
lookout for these smiling facing be  
presenting in a community near you!  

Project Red Flag’s Women-to-Women Certification Tra ining 

�� ello, I would like to take this 
opportunity to introduce  
myself.  My name is Aaron 

Flatt, and I have been recently hired by 
the Hemophilia Foundation of Illinois, 
as the new Communications  
Coordinator. 
 
I am very excited about this opportunity 
and this community.  Already I have felt 
a sense of welcome from some  
community members as well as from the 
staff here at HFI. 
 
I recently graduated from Bradley  
University in Peoria, IL.  There I studied 
communications and music, I also kept 
busy by being involved in several  
philanthropic type organizations. 
 
Before coming to HFI, I was not very 
aware of Hemophilia and the severity of 
continued and increased support for the 
community that is needed.  I have been 
indoctrinating myself by reading and 
research about Hemophilia and other 
inherited bleeding disorders.  All of 
which, so I can become a knowledgeable 
and valuable asset of HFI, and to you, as 
the community. 
 
Some things to look forward to from me 
are that I am going to be increasing the 
support for HFI through the Internet and 
usage of social-media.  This will be used 
as a way to connect with each other and 
also to reach out to tell our story to the 
community-at-large. 
 
Look for us on Facebook, and other  
social-media networks as they are  
established links will be created on the 
main website. [www.hfi-il.org] 

HFI Welcomes new  
Communications Coordinator 

to the Staff 
 
We added to our team in July by hiring 
Aaron Flatt as our Communications  
Coordinator.  Please join us in  
welcoming Aaron to the HFI community.   



 

 

��������������������������������������������������� ��������������������������������������������������� ���������������������������������������������������� ��� � � ��� � ���	 ��� �

HFI knows that the Hispanic/Latino  
population and communities are growing 
rapidly throughout the U.S., including here 
in Illinois, especially here in the  
Chicagoland area.  Our bleeding disorders 
community is expanding with this  
population trend, since bleeding disorders 
are seen equally across all ethnic and racial 
groups. 
 
We know little about the needs of this  
sector of the bleeding disorders  
community.  Therefore, the aim of HFI is 
to uncover the needs in these areas: access 
to health care, access to standards of care, 
transportation, barriers to care as well as 
uncover any other unmet needs.   
 
HFI sought and received a grant to  
partner with Children’s Memorial  
Hospital to investigate and explore these 
specific issues by conducting two to three 
focus groups with our Hispanic/Latino 
community.  The purpose of this project is 
to help our Hispanic/Latino families’  
access the excellent medical services  
provided through our federally funded  
system of care.  Until now, there has not 
been a model developed which adequately 
assesses and addresses the needs of the 
Hispanic/Latino persons in the State of 
Illinois. 
 
With the knowledge we obtain from our 
Hispanic/Latinos families, HFI will gain a 
better cultural understanding from those 
families who have already bridged the 
healthcare gap as well as support the  
families who still struggle in making this 
critical step. 
 
If you are a bilingual Spanish/English 
member of the bleeding disorder  
community, please be on the look out for 
an invitation to participate in one of these 
focus groups which will be coming out 
within the month.  Your participation is 
vital to developing quality programming 
based upon your needs that supports the 
bleeding disorder community.  For more 
information, please contact Eva Kraemer at 
312-497-1495 or email at  
ekraemer@hfi-il.org. 
 

HFI Partners with  
Children’s Memorial to  

Explore the Hispanic/Latinos 

1) "Assistance Eligible Individuals" are 
those who are/were involuntarily  
terminated from employment from  
September 1, 2008 through December 31, 
2009 and their family members  
covered under their group plans.  
Individuals are not eligible if they 
are eligible for other coverage (e.g., through 
a new employer, spouse's plan, or  
Medicare).  
  
2) Those who were offered COBRA  
coverage from between September 1, 2008 
and February 16, 2009 (the date the law was 
enacted) and declined it, or took it and sub-
sequently dropped it received  
another opportunity to elect  
COBRA coverage with the premium  
subsidy. Those folks should have gotten 
notice of eligibility by April 18 and they 
have/had 60 days from the date of notice to 
elect or re-elect coverage.  They do not get 
extended benefits, so if they were paying 
and dropped COBRA the time previously 
covered counts against their 18 months.   
  
3) The terminated employee should not have 
to do anything, he/she should  
receive notice from the insurer or  
employer of his/her eligibility for the  
reduced premium. 

 4) The premium reduction lasts up to 9 
months but ends if you become eligible for 
other coverage or if your  
COBRA eligibility expires.    
 
5) Those eligible pay only 35% of the 
amount they would be paying  
otherwise.  The insurer or employer  
collects the remaining 65% through an IRS 
payroll tax credit. 
  
6) REPAYMENT:  Those who receive the 
reduced premium and end up making more 
than $125,000 ($250,000 for  
married filing jointly) for the 2009 tax year 
may have to repay all or part of the premium 
reduction through an increased tax liability.  
  
7) LAYOFFS:  Being told not to come back 
to work until further notice is a  
termination of employment for  
COBRA purposes.   
  
NOTE:  The reduction is also available to 
those on "mini-Cobra" plans that some 
states provide in their laws for persons 
working for an employer with fewer than 
twenty employees.   

Changes with COBRA 

�
Do you randomly search for information, hunt for a recipe, Google friends for fun? If you, or your kids, 
or your mother does: Here's an easy way to raise money for your favorite cause: The Hemophilia 
Foundation of Illinois !  
 
 
 
 
 
GoodSearch.com and GoodShop.com are internet guides that, when used correctly, will donate 
money to HFI. Do all of your shopping through their online shopping mall, more than 700 top online 
retailers, you pay the same price as you normally would, and a percentage of your purchases will go 
to us.  
 
GoodSearch.com, a Yahoo! powered search engine will donate a penny to HFI every time you do a 
general search! Let’s do the math: 
 
NET FACTOR READERSHIP:   1300 
Random Searches/Day—3:     .03 
               =$39.00 a day 
 

$39.00 per day x 30 days in a month is $1170.00 
 

Here's the web site — http://www.goodsearch.com. 

Listed below are the changes that have gone into effect as a response to the 
changes that have been set into place because of the economic stimulus plan. 
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�� he past several decade has seen an 
explosion in the use of computers, 
data programs, hand-held electronic 

devices and the Internet.  How these  
advances impact on bleeding disorder  
management both now and in the future are 
discussed from the perspective of hemophilia 
registries, internet based electronic hemophilia 
treatment records and the potential for  
hemophilia tele-health. 

 
Bleeding Disorder Registries:  Current and 

Future Challenges 
 
Efficient delivery of hemophilia care and  
measurement of the health outcomes requires 
the collection of data from hemophilia  
treatment centers (HTCs).  The purpose of a 
registry is to define the population  
demographics and collect oberservational data 
on specific hemophilia health concerns such 
as the prevalence of viral infection, factor  
inhibitors, implementation of prophylaxis for 
children or different product usage.  By  
establishing a benchmark for hemophilia  
well-being, the potential impact of a new  
medical intervention or change in policy can 
be reliably assessed over time by the provider 
of health resources, clinicians and people with 
hemophilia.  If the HTC data are collectively 
analyzed for a region or nation, the result will 
indicate whether hemophilia treatment is  
improving.  It establishes a reliable process for 
continuous review of evidence-based  
protocols and the rapid introduction of best 
practice through different geographical  
locations. 
 
Improvement in the access to information 
 technology has provided the development of 
large, electronic-based health-record systems, 
which have facilitated unprecedented access 
to personal data and record linkage.  One 
immediate challenge is to obtain the  
best-quality hemophilia data from the  
enormous wealth of collected information.  
Important criteria that would improve  
hemophilia registries include: 
 

¨ Establishing an ethical/legal framework 
for data entry and analysis 

¨ Universal capture of patient  
 episodes 
¨ Standardized definition of the data field 

¨ Data entry and viewing with  
personal digital assistants or a  
personal computer via a secure server 

¨ Detection of duplicate registration 

¨ Formal audit process and data  
review 

¨ Public disclosure of aggregate reports 
 

Consistent data definition, collection and 
analysis would provide an opportunity for a 
clearer picture of hemophilia care in different 
countries and provide evidence for the need 
for early intervention where problems are  
identified.  Despite the clear objectives of the 

national hemophilia registries, which are  
frequently supervised by associations of HTC 
health professional, inadequate or  
non-existent funding for the requirements for 
data entry, including start-up costs for  
information systems, is a frequent obstacle for 
successful implementation.  The strongest 
argument to government for the provision of 
appropriate resources for a hemophilia registry 
is that, compared with the significant cost of  
hemophilia treatment products, the small  
investment in the provision of quality data will 
provide accurate information for timely and 
effective hemophilia planning and outcome 
measurement. 

 
The Internet-based electronic treatment 

record 
 
Since the introduction of coagulation factor  
concentrates around 30 years ago, a familiar 
dynamic amongst HTCs is the chronic inability 
of obtaining meaningful data from a significant  
proportion of hemophilia patients on home  
therapy.  Many patients arrive for their  
comprehensive care center review without 
their home treatment record.  Event when a 
patient has completed a paper record, doubts 
are often expressed as to the validity of the 
data, with a suspicion that much of the data is 
entered retrospectively immediately prior to 
the clinic visit. 
 
At a time when the cost of providing  
coagulation factor concentrates has risen  
significantly over the past few years, it is  
incumbent upon the hemophilia community to 
establish more effective mechanisms for the 
recording of home-therapy data.  It is also 
relevant to observe how few of the  
cornerstones of day-to-day hemophilia  
practice are based on evidence-based  
medicine, compared with other medical  
specialties.  There is an urgent need therefore 
for the collation of meaningful outcome data 
for hemophilia, and in turn this means being 
able to obtain accurate records of home  
administration of coagulation factor  
concentrate.  The advent of the Internet has 
opened the way for the development of  
electronic patient records to do just this. 
 
 
 

 
Tele-health and hemophilia care 

 
The primary rationale and priority for  
tele-health is to serve those with limited  
access; its emerging application promises to  
reduce barrier in community for those living 
with bleeding disorders.  Tele-health is the use 
of information and communication  
technologies for distance delivery of  
healthcare services, expertise and information.  
Telecommunication-, Internet-, and  
video-based application may include  
telephone advice, teleradiology, Internet  
education and real-time video consultation.  
The World Health Organization supports  
tele-health as part of the Health for All strategy 
to “close the gap between the haves and the 
have nots in health care,” calling for  
development of networks for care coordination 
and standards.  While tele-health services 
range in complexity and price, relatively simply 
and inexpensive resources are available 
worldwide.  Such resources range from  
protocol-supported hemophilia-nursing  
telephone triage to a satellite network of 79 
countries with low-bandwidth links between 
rural sites and telecommunication networks.  
Supporting policy is required to pr mote  
practical and effective integration of tele-health 
into existing programs and larger  
organizational processes. 
 

Advantages of tele-health in hemophilia 
care 

 
In view of the acute and chronic needs unique 
to hemophilia care, tele-health provides 
greater accessibility to required health  
resources.  Significant pain, mobility and 
physical restrictions for patients with severe 
hemophilia present obvious barriers related to 
accessing required care; furthermore, those 
living with hemophilia report significantly lower 
health-related qualify of life compared with the 
normal population.  Of interest, Internet-based 
education and healthcare support networks 
have been associated with improved quality-of
-life measures in chronic illness related to  
self-care participation, enhanced positive  
outlook, and social support.  Hemophilia care 
may be facilitated through the application of 
telephone, web-based and audiovisual  
telecommunications, thus improving access to 
multidisciplinary specialist consultation  
including real-time emergency management of 
bleeding episodes.  It is important to note that 
tele-health outreach holds a potentially  
significant impact for 75% of those hemophilia 
families worldwide that receive little or no 
treatment.  Tele-health allows hemophilia  
providers to readily share information and 
diagnostic images, thus improving access to 
peer specialist and educational opportunities 
while decreasing professional isolation for 
developing programs for rural and remote 
hemophilia-care sites. 
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�� ixty years of service to the Illinois 
bleeding disorder community is 
true testament to our founding 

families.  These dedicated mother and 
fathers were faced with vastly different 
situations than we are today.  When a 
bleed occurred for their son the only  
alternative available was blood  
transfusion.  Critical to this was the  
availability of blood.  Thus the first major 
initiative of our organization was blood 
drives. 
 
While we might not need blood drives 
today the commitment, determination and 
grit of our fore-families remains  
necessary today.  As we prepare for our 
next 60 years it is a good exercise to look 
at the common ideals keeping the  
Hemophilia Foundation of Illinois vital.  
Our ability to remain responsive to the 
ever-changing environment is probably 
one of the key points to our strength as an 
organization. 
 
In the 1960s as the first real treatment 
alternatives were being developed,  
specifically cryoprecipitate, HFI was 
faced with one of its first major changes.  
The leaders of the organization at this 
time took on this task with the same  
forethought and ingenuity as their  
predecessors did.  We now were faced 
with a possible in-home treatment  
modality but because of its newness were 
confronted with major delivery and  
payment obstacles. 

This lead to the birth of the Illinois State 
Hemophilia Program.  This unique  
program, one of its only kind in the 
United States, still today provides  
payment for today’s treatment options (it 
is amazing to think of the options that are 
available today versus 60 years ago) and 
support for comprehensive treatment  
center visits.  It is because of the leaders 
of our organization in the 1960s to the 
1970s that so many children and adults 
now not only have access to  
life-changing therapies but also can pay 
for them. 
 
As we entered the 1980s, HFI and our 
entire community were brought  
face-to-face with a crisis of astronomical  
proportions.  The medication that people 
with bleeding disorders had grown to rely 
on to control bleeding episodes contained 
viruses that caused life threatening  
diseases.  Everything we knew and 
trusted was thrown into a major down 
spiral as everyone scrambled to address 
our brothers who were co-infected with 
HIV and hepatitis. 
 
HFI once again stepped up to the plate to 
be there for the bleeding disorder  
community.  The organization adapted 
significantly and changed to a social  
service organization.  Case managers and 
social workers became a regular part of 
the staff.  This team of dedicated  
professionals learned everything they 
could about these infections, integrated 

into the AIDS service system and walked 
hand-and-hand with the impacted  
members of our community to help in 
any way possible.  This was a very  
difficult time in our history. 
 
As we came to the end of this chapter in 
our history it was time to change again. 
Treatment for HIV infection became 
much more manageable.  There have 
been no new infections from bleeding 
disorder treatment since the mid-1980s.  
And, sadly we lost many members of our 
community which we still grieve.   All of 
this lead to the leaders at the end of the 
1990s and the beginning of the 2000s to 
strategically move away from the social 
service model HFI had assumed over the 
previous nearly 20 years. 
 
Today, HFI stands on the cusp of our 
next 60 years.  We are now an education, 
advocacy and consumer services  
organization prepared to take on the next 
battles for children and adults with all 
bleeding disorders.  No matter what are 
next strategic challenges may be we can 
all count on the fact that we have a  
history of adaptation which will serve as 
our foundation for addressing whatever 
should confront us for years to come. 
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�� he Hemophilia Foundation of Illinois 
offices have been in the current  
location at 332 S. Michigan for over 

20 years.  The Board of Directors, faced with 
the lease ending in November 2009, made a 
strategic decision in the fall of 2008 to  
explore purchasing a corporate condominium 
to house programs and services. 
 
Twenty years in the same location  
provides stability; but also has meant an  
annualized increase in leasing That have 
risen to a significant level.  Currently HFI 
operates in approximately 1100 square feet of 
offices that costs $30/square foot.  The  
offices also are just that – only offices for our 
staff.  Due to space limitations and  
prohibitive parking costs there is little to no 
interaction with the bleeding disorder  
community at our offices. 
 
As the Board of Directors considered  
alternatives for the future it was a clear  
mandate that any move not impact program 
operations.  Specifically, that money raised to 
annually provide services, like camp, be not 
used in any way to move the current offices. 
 
The Board agreed to some 
exploratory parameters and 
a search committee was 
appointed to look for a 
“home” for the Illinois 
bleeding disorder  
community.  This group of 
volunteers was charged 
with finding more space 
1500 square feet at a  
minimum – that met our 
budget requirements (no 
more than the current lease 
expenses) and was  
accessible by all forms of  
transportation to our  
community. 
 
As we have been reporting 
on the HFI web site, we entered into a  
contract in April to purchase 2500 square feet 
at 210 S. DesPlaines – directly across the 
street from Old State Patrick’s Cathedral on 
the west side of the loop.  HFI took  
ownership of this space on June 19 and is 
currently working with architects and  
contractors to complete a build out that will 
fit our organization’s need for at least the 
next 10 – 15 years. 
 
This site fits all of the criteria that the Board 
outlined.  It is convenient to major  
interstates, accessible by bus and train and 
just blocks from Union Station.  In addition, 
there is street parking and a reasonably 

priced lot directly across the street.  This 
growth in space will also allow us to begin 
holding some HFI activities at our offices.  
We are exploring accessing the technological 
means to offer web conferencing options 
from the new office.  This would allow  
access to educational information to people 
throughout the entire state – no matter 
where you lived. 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

The Board of Directors and staff are very 
excited about this opportunity.  They will  
continue to share information about the  
implementation of this project on our web 
site and through other  
communications.   

Get Involved in the Construction of Our New Home! 
 
The space we purchased is a completely bare space that we will construct to 
meet our needs.  We have contracted with an architect and general contractor 
who are very interested in helping us implement a green build-out on an  
economical budget.  We are looking for anyone who may have ways to help us 
make this occur.   
 
Specifically, we are seeking connections from throughout our community with 
anyone involved in the construction/building industries.  We would like to talk 
with you about the possibility of seeking donations to help us with all materials 
that will be needed.  If you have any leads and/or ideas please contact  
Bob Robinson at 312-427-1495 or brobinson@hfi-il.org 
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The HFI strongly encourages all newly 
diagnosed families to enter  
comprehensive care at a federally funded 
treatment center as soon as possible. 
Bleeding disorders are a relatively rare 
but complex in terms of diagnosis and 
management. Managing a bleeding  
disorder requires more than the treatment 
and prevention of acute bleeding. At  
present, even in developed nations, a 
standardized set of guidelines is not  
formalized.   
 
Recently in an endeavor to develop a 
comprehensive standard of care and 
treatment of bleeding disorders                 
internationally, the World Hemophilia  
Federation has gather an international 
panel of treatment experts and they have 
developed a publication called ‘Guidelines 
for the Management of Hemophilia’.  
Following is an excerpt from that  
publication regarding comprehensive 
care.  
 
Guidelines for the Management of 

Hemophilia 
 
Keys to improvement of health and quality 
of life include: 
 
¨ Prevention of bleeding; 
¨ Long-term management of joint and    
 muscle damage and other sequelae 

of bleeding; 
¨ Management of complications from 

treatment including: 
- Inhibitor development; and 
- Viral infection(s) transmitted through 
blood products requiring long-term 
management. 

 
Comprehensive Care 
 
These management goals are best met 
by a team of healthcare professionals 
providing comprehensive care.  
Hemophilia patients should ideally be 
managed in a comprehensive care centre 
staffed by the following core team  
members: 
 
• Hematologist(s); 
• Nurse coordinator; 
• Physiotherapist; and 
• Social worker. 
 
These staff members should have  
expertise and experience in treating 

bleeding disorders. The core team  
members should have access to the  
following support resources: 
 
¨ A coagulation laboratory capable of 

clotting factor assays and inhibitor 
detection; 

¨ Appropriate clotting factor  
       concentrates, either plasma derived          
       or recombinant; and 
¨ If clotting factor concentrates are not 

available, a blood bank with expertise 
in preparing fresh frozen plasma 
(FFP) and cryoprecipitate. 

 
Specialists should be available as  
consultants, as needed, and should  
include, among others, the following: 
 
¨ Orthopedic surgeon; 
¨ Physiatrist/rheumatologist; 
¨ Occupational therapist; 
¨ Dentist; 
¨ Geneticist; 
¨ Hepatologist; 
¨ Infectious disease specialist; and 
¨ Immunologist. 
 
In centers where there are many patients 
with chronic musculoskeletal problems 
from frequent bleeding, an orthopedic 
surgeon should be a core team member. 
Additional specialists could also be  
members of the core team, depending on 
the needs of the patient population 
served. 
 
Functions of comprehensive care program 
 

-To provide or coordinate care and  
services to patients and family: 
 
¨ Patients should be seen by all team 
members at least yearly (children 
every 6 months) and a comprehensive     
management plan should be  
communicated to the patient and all 
treatment personnel. 
¨ Smaller centers and personal  
physicians can provide day-to-day 
care in coordination and consultation 
with the comprehensive care centre, 
particularly for patients who live a long 
distance from the nearest hemophilia 
treatment centre.  

 
 

Communication is important. 
 
• To provide education to patients and 
family members (parents, spouse,  
children, and others), other healthcare 
workers, schools, and the workplace to 
ensure that the needs of the person with 
hemophilia are met. 
• To conduct research to further our 
knowledge and improve the management 
of this condition. Because the number of 
patients in each centre may be limited, 
clinical research could best be conducted 
in collaboration with other hemophilia 
centers. 
• Documentation of the treatment given 
and measurement of long-term outcome, 
particularly with reference to muscu-
loskeletal function, is very important. 
 
The Family 
 
Since hemophilia is a lifelong condition, 
requires expensive treatment, and can be 
life threatening, it significantly affects 
many aspects of family life. It is,  
therefore, important that parents, 
spouses, and other family members are 
educated, supportive, and active  
participants in all aspects of the patient’s 
care. The comprehensive care team 
should have the resources to support 
family members of a person with hemo-
philia. This may include identifying  
resources and strategies to help cope 
with: 
• Risks and problems of everyday living, 
particularly with management of bleeding; 
• Changes during different stages of the 
patient’s growth and development; 
• Issues regarding schooling and  
employment; and 
• Risk of another affected child and the 
options available. 
This is accomplished through education 
and counseling, as well as identifying and 
using community resources. All family 
members are encouraged to become 
involved with the comprehensive care 
team in order to best meet the needs of 
the patient. 
 
Hopefully, this will encourage newly  
diagnosed families to seek  
comprehensive care as soon after  
diagnosis as possible, and to make  
informed decisions regarding treatment 
center options.  Following is a list of  
Hemophilia Treatment Centers serving 
the Illinois Bleeding Disorder Community. 
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This article is being re-run during this issue of FactorNet because we have added curtail resource information 
that will be of value to you and your family.   
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Illinois 
 
Northwestern University 
Hematology/Oncology Department 
676 North Saint Clair, Suite 850 
Chicago, IL 60611 
Phone: (312) 695-4041  
Fax: (312) 695-4530 
 
Stroger Hospital of Cook County 
Administration Bldg, Room 1151 
1900 West Polk Street 
Dept. of Pediatric Hematology 
Chicago, IL 60612 
Phone: (312) 864-4167  
Fax: (312) 864-9002 
 
Children’s Memorial 
Comprehensive Hemophilia & Thrombophilia Clinic 
Children's Memorial Hospital 
2300 Children's Plaza, Box 30 
Chicago, IL 60614 
Phone: (773) 880-3393  
Fax: (773) 880-6989 
 
Rush Children’s Hospital 
Rush Hemophilia & Thrombophilia Center  
Rush University Medical Center 
1653 W. Congress Pkwy 
Chicago, IL 60612 
Phone: (312) 942-6747  
Fax: (312) 942-8975 
 
Comprehensive Bleeding Disorders Center 
4727 N Sheridan Road 
Peoria, IL 61614 
Phone: (309) 688-1345  
Fax: (309) 688-0917 
 
 
Indiana 
 
Indiana Hemophilia and Thrombosis Center 
8402 Harcourt Road, Suite 420 
Indianapolis, IN 46260 
Phone: (317) 871-0000 
Fax: (317) 871-0010 
 
Iowa 
 
University of Iowa Hospitals & Clinics 
Iowa Regional Hemophilia Center 
Department of Pediatrics 
2507 JCP 
Iowa City, IA 52242 
Phone: (319) 384-4597 
Fax: (319) 356-7659 

Missouri 
 
The John Bouhasin Center for 
Children with Bleeding Disorders 
Saint Louis Univ. Dept of Pediatrics     
1465 South Grand Blvd. 
St. Louis, MO 63104 
Phone: (314) 577-5332  
Fax: (314) 577-5309 
 
Saint Louis university Center for Bleeding and Thrombotic  
Disorders 
Hemophilia Treatment Center, Adult  
Program 
St. Louis University Hospital, 
West Pavillion Cancer Center 
3655 Vista Avenue, 3rd Floor, Hem/Onc  
St. Louis, MO 63110 
Phone: (314) 577-6168 
Fax: (314) 268-5643 
 
 
Wisconsin 
 
American Red Cross-Badger Center for Bleeding Disorders 
UW Hospital 
H4/426600 Highland Avenue 
Madison, WI 53792 
Phone: (608) 265-5399 
Fax: (608) 265-9721 
 
American Red Cross-Badger Center for Bleeding Disorders 
4860 Sheboygan Avenue 
P.O. Box 5905 
Madison, WI 53705-0905 
Phone: (608) 227-1254 
Fax: (608) 227-1264 
 
Comprehensive Center for Bleeding Disorders 
The Blood Center of Southeastern Wisconsin 
PO Box 2178 
Milwaukee, WI 53201-2178 
Phone: (414) 257-2424 
Fax: (414) 937-6580 
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Many people with hemophilia A or B with inhibitors feel 
they are on their own. The Inhibitor Education Summits can 
help by connecting you to the resources you need. 
 

Come join other patients with hemophilia with inhib itors and their families for a weekend of education   

designed to improve overall health and quality of l ife for patients. 

 

Living with hemophilia with inhibitors can affect your well-being in ways that only other patients with this condition 

can understand. These annual Inhibitor Education Summits connect patients and their caregivers with expert 

healthcare professionals, as well as fellow patients with whom they can share important information and  

experiences on effective management strategies for improving daily life. 

 

 
Topics for the 2009 Inhibitor Education Summits  include: 

 

¨ Current management options for patients with hemophilia with inhibitors, such as surgical interventions 
for arthropathy and immune tolerance induction 

¨ Available alternatives for safely managing joint pain 
¨ The importance of daily exercise and good nutrition 
¨ Strategies for insurance coverage and financial security 
¨ Coping mechanisms for improving the psychological well-being of patients and their caregivers 

 
 

For more information please visit: www.inhibitosummits.org 
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  HFI gratefully acknowledges our donors who have so generously contributed to the Chapter in the last quarter with 
general donations, Honoraries and Memorials. 

 
$10,000 and Over 

 

Bayer 
CVS / Caremark 
Wyeth 
 
 

$5,000 - $9,999 
 

AHF, Inc. 
Baxter 
Benjamin B. Green-Field Foundation 
 
 

$1,000- $4,999 
 

CDW 
Community Health Charities of Illinois 
Factor Health Management 
Grifols USA 
Hemophilia Federation of America 
The  Karen Kerasotes Kerfoot Foundation 
Matrix Health Group 
National  Hemophilia Foundation 
Novo Nordisk 
Pharmaceutical Research &  
            Manufacturers of America 
Rush Hemophilia & Thrombophilia Center 
Walgreen’s / OptionCare 
 
 

$500 - $999 
 

Sarah & Dan Christman 
Mr. & Mrs. Mark D. Coe 
Brenda Drosten 
Nancy & Joe Greene 
Scott & Michelle Richter 

 

$100 - $499  
 

Accredo’s Hemophilia Health Services 
American Legion 1st Div. — 4th District 
Baxter International Foundation 
Mary Bednarek 
Kathy Brophy 
Elvira & David Brown 
Clementi Printing, Inc. 
Sheila Dorsey 
Sharon Dorsey 
Theresa Esposito 
Carol Gaede 
Donald Hokanson 
Rodgers  Holmes 
Tim Kennedy 
Bill Laughlin 
Greg & Diane McClure 
Rene &  Keith Miller 
Sheryl & Tom Price 
Bob Robinson 
Gary & Susan Sampson 
Michael & Ramona Towner 
Maria Vetter 

 
$1 - $99 
 

Ron & Rozi Aberle 
Raymond & Rosemarie Aubry 
Christine Barnes 
Carrie & Lorne Bell 
Lisa Boggio, MD 
Jodie & Brent Bushue 
Anthony & Christine Clementi 
Todd & Debbie Dykton 
Taylor Eshleman 
Corinne R. Esteban 
William & Vivian Estell 
Jennifer Gentry 
Audrey Hellinger 
Jamie Holmes 
Institute for Human Resources 
Robert E. Johnson 
Jennifer & Tim Koss 
Noreen Koss 
Jeffrey & Angela Kusnerick 
Joyce Mitchell 
Mark & Theresa Mitchell 
Bernard & Judith Neirman 
Patricia & Richard Notman 
James C. Olszowka 
Jenneffer Peterkin 
Public Affairs Co. 
Al Puglessi 
Eric Sary 
Armando & Cynthia Serrano 
Nicole Schmelz 
Scottsdale Dental  Laboratory 
Randall & Joan Shields 
Ronald & Catherine Widman 
The Zwier Family 

IN HONOR  / IN MEMORY  

In Memory of John (Jack) & Helen Fedor 
 
Raymond & Rosemarie Aubry 
William & Vivian Estell 
Jayne Fedor 
Carol Gaede 
Jeffrey & Angela Kusnerick 
Richard & Patricia Notman 
Gary & Susan Sampson 
Ronald & Catherine Widman 
 
 

In Honor of Matthew Bushue 
Randall and Joan Shields 
 
In Honor of Joey Koss 
Noreen Koss 
 
In Honor of Charlie & Sam Hodyl  
Sheila Dorsey 
Sharon Dorsey 
 
In Honor of  Tori  & Elli Aberle  -    
2 Beautiful Granddaughters 
Ron & Rozi Aberle 
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 �� chool’s out and the summer camp 
season is upon us.  While attending 
camp is an integral milestone in 

every child’s life, it’s especially vital for 
Illinois youth with bleeding disorders.   
 
To help provide the critical resources 
needed to support camps for youths with 
hemophilia, Camp SuperFly  – an annual, 
nationwide program inspired by the  
hemophilia community and sponsored by 
Baxter – challenges children with  
bleeding disorders, their fellow campers,  
families, chapters and hemophilia  
treatment centers to compete in  
educational and fun activities for a chance 
to earn grant money for their local camp. 
 
The program, now in its fifth year, has 
been played by 41 chapters and 3,500 
individuals and more than $400,000 in 
grants has been awarded to date.  Camp 
SuperFly  welcomes involvement from 
children:  from “Rookies” (5-8 years of 
age) to “Graduates” (16 years and up),  
teaching skills that enrich the lives of 
these kids and young adults. 
 
 
“Summer camp is a place where many 
kids affected by a bleeding disorder have 
the opportunity to meet others facing the 
same challenges and to experience the 
freedom that comes with independence 
and self-sufficiency.  It is an opportunity 
for them to discover their inner strength 
and to improve their self -esteem,” said 
Taylor Mills, Camp SuperFly  participant, 
Hemophilia Foundation of Illinois. 
 
 
The 2009 Camp SuperFly  Next! program 
already is underway, but there is still an 
opportunity for participating chapters to 
get more involved.  Teams have until  
September 1 to submit “Express Yourself” 
and video submission challenges.    
 
“Express Yourself” challenge  
submissions should: 
 

· Creatively communicate a camper’s 
knowledge of hemophilia, summer camp 
or Camp SuperFly  Be submitted in a 
format that best conveys participant’s 
spirit and imagination (e.g., photos,  
personal stories, poems) 
 
 

The picture to the right, submitted by 
Shelby of the Hemophilia Foundation of 
Illinois, is just one example of a 2008 
“Express Yourself” submission. 
 
Video challenge submissions should  
include the following: 

· An explanation of how a chapter will 
use the grant money that is earned 

· An explanation of how a chapter has 
used the grant money in previous 
years 

 
The video can be funny, serious or even 
dramatic, but must reflect the team’s 
spirit. 
 
Don’t miss out on your chance to  
participate in this exciting program and 
earn grant money for Camp Warren Jyrch 
Visit www.campsuperfly.com or call the 
HFI office at 312-427-1495. 

Uniting Campers and Communities in Friendly 
Competition for a Cause:  Camp SuperFly 2009  
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“Rockin” at the Hemo Hop” for Bleeding Disorders 
 
Please come join the Sary Family for the 1st time ever 
“Rockin’ at the Hemo Hop” for Bleeding  
Disorders!!   
 

Evan Sary is 3yrs old with severe Hemophilia.  He and 
others like him are able to experience being  “normal” 
with the advancement of medical research and support 
programs but it can only continue with financial support 
from his community.   Please support all who suffer with 
these conditions and the Cure is in your hands!!! 
 

Peoria’s local Comprehensive Bleeding Disorder Center is 
dedicated to finding better treatments and cures for  
bleeding and clotting disorders and to preventing the  
complications of these disorders through  
education, support and research. 
 

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

The Sary Family, other affected families,  are proud to 
announce a new fundraiser for 2009.  “Rockin’ at the 
Hemo Hop” for Bleeding Disorders will take place on  
Saturday, October 3, 2009 at American Legion in  
Bartonville Illinois from 2-9pm. 
 

“Rockin’ at the Hemo Hop” for Bleeding Disorders is a 
family-friendly way to raise awareness and funds for 
HFI’s and CBDC programs and services. 
 

Our goal is to raise $5,000.  Tickets are sold in advance at 
our website or at the door; the event starts at 2pm and ends 
at 9pm.  There will be battle of the bands from several 
rock’n local bands, Flashback and Casino, prizes, raffle,  
silent auction and dancing for all ages. The kids can enjoy 
face painting, crafts and balloons. For those who really 
shined up their danc’n shoes, there will be prizes for those 
who dance non-stop from the start of the event until the 
bands shut down. Also enjoy refreshments, food and 
drinks. 
 

Registration gets you admission to the dance, fun for 
kids and a chance for prizes.  Children UNDER 5 are 
free.  Please keep in mind this event is a FUNDRAISER 
and there are costs associated with admission to the dance, 
silent auction, and food/refreshments and drinks. 
 

CBDC will host it’s annual Family Day on  
Sunday, August 9th at O’Brien Field in Peoria. The 
theme for this year’s Family Day will be “How to 
Safely  
 
Participate in Sports” and includes the Peoria Chiefs 
vs. Wisconsin Timber Rattlers baseball game. 
 
CBDC will host the 14th Annual CBDC Best Ball 
Scramble Fundraiser Golf Outing on Tuesday,  
August 11th at WeaverRidge Golf Club in Peoria.  
 
CBDC continues to expand the location offerings of 
their Comprehensive Outreach Clinics. CBDC  
currently provides Comprehensive Outreach Clinics in 
the following locations Rockford, Champaign,  
Decatur, Springfield, Macomb, and Rock Island.  
 
CBDC also offers specialize comprehensive clinics in 
Peoria for women affected by bleeding disorders and 
for patients with thrombophilia. If you are interested 
in attending any of these clinics, feel free to contact us 
at 309-688-1345. 

HTC News... 

The 2009 Uninhibited Achievement Award is dedicated to honoring the 
stellar accomplishments of people with hemophilia A or B with  
inhibitors. 
 
Who is eligible?  
People with hemophilia A or B with inhibitors. 
 
Why an award?  
Novo Nordisk is honoring the third national Uninhibited Achievement 
star. The award will go to the person who has done the most to overcome 
inhibitors and pursue their dreams and goals. The winner will receive a 
personalized shining star award and a trip in October to the 2009  
National Hemophilia Foundation (NHF) Annual Meeting in San  
Francisco, California. Additionally, the winner will be featured in an 
article in HemAware. 
 
When is it happening? 
 Now. Please fill out the nomination form and submit it online.  
Nominations will be accepted until September 1, 2009. The winner will 
be selected by The Consumer Council and will be announced in October 
2009 at the NHF Annual Meeting. 
 
What else is going on? This award is one of the many ways Novo  
Nordisk recognizes achievements and needs of people with hemophilia 
with inhibitors. To be a part of an educated, close-knit community  
empowered to change possibilities in hemophilia, join The Changing  
Possibilities Coalition today! 
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Clinical Research Trials Available,  
For further information please contact: 

Dr. Leonard Valentino or Rosie Howard, CRC 
at RUSH Hemophilia and Thrombophilia Center,  
1-312-942-7902 (office), 1-662-741-2446 (cell)" 
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July 26-Aug. 1, 2009:  Camp Warren Jyrch, Timber Pointe Outdoor Center, Hudson, IL 

August 10, 2009:      HFI Annual Meeting, Marriot Chicago Midway, Chicago, IL 

August 16, 2009:   Latino Event, Columbia Woods, Palos Division, Forest Preserve of 
    Cook County, IL 

September 21, 2009:   Golf Outing, Medinah Country Club, Medinah, IL 

September 26, 2009:   CEO Program, TBA 

September 26, 2009:  Krueger Bowling Event, Arlington Lanes, Arlington Heights, IL 

October 9, 2009:   Semana Binacional, Consulado General de Mexico en Chicago, IL 

October 17, 2009:  Halloween Party, Oak Brook Bath & Tennis Clubhouse, Oak Brook, IL 

October 28-31, 2009:  NHF Annual Meeting, San Francisco, CA 

November 21, 2009:   Wine Auction, Hotel Sax Chicago, IL 

 
 

 

For more information, log onto www.hfi-il.org   or call 312-427-1495 �

 

332 S. Michigan Ave Suite 1135 
Chicago, IL 60604 
Phone: 312-427-1495 
Fax: 312-427-1602 
Email: info@hfi-ilil..org 
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