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The camp experience is a very common route 
to a lifelong family commitment to bleeding 
disorders.  Families faced with dealing with a 
bleeding disorder are often isolated.  Slowly 
during the first years of their childrenõs 
lives they develop a 
r e l a t i o n s h i p  w i t h 
healthcare providers, 
some other impacted 
families and the local 
organization.  It is 
recognized that there 
are others out there that 
share a commonality with 
them  but many do not feel a true 
connection until that child returns from camp 
for the first time. 
 

Camp has so much to offer but the most 
important aspect is that for a short time each 

summer, everyone has a bleeding disorder.  Our 
kids are the included ones ð not the ones 
excluded for a medical condition.   
 

Camp starts out each day around a flag pole 
with a moment of reflection.  To 

hear our young people stand 
in front of their peers 

and openly express 
what it means to be 
part of the group is 
truly astounding.  
Most of us canõt get 

teenagers to grunt once for 
yes and twice for no, let alone 

tell us how they feel.  We all are, and must 
continue to be proud of the great children we 
are all raising.  
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On March 23, 2010, President Obama signed 
the Patient Protection and Affordable Care 
Act passed by the Senate on December 24, 
2009 and by the House of Representatives on 
March 21, 2010. The House also passed the 
Health Care and Education Reconciliation Act 
of 2010, which made changes to the Patient 
Protection and Affordable Care Act and has 
been sent to the Senate for consideration.  The 
following summary explains key health 
coverage provisions of the legislation. 
 

The legislation passed by the House of 
Representatives will do the following: 

Å Most individuals will be required to have 
health insurance beginning in 2014. 
Å Individuals who do not have access to  
affordable employer coverage will be able to 
purchase coverage through a Health Insurance 
Exchange with premium and cost-sharing 
credits available to some people to make 
coverage more affordable. Small businesses 
will be able to purchase coverage through a 
separate Exchange. 

Å Employers will be required to pay penalties 
for employees who receive tax credits for 
health insurance through the Exchange, with 
exceptions for small employers. 
Å New regulations will be imposed on all 
health plans that  prevent insurers from  
denying coverage to people for any reason, 
including health status, and from charging 
higher premiums based on health status and 
gender. 
Å Medicaid will be expanded to 133% of the 
federal poverty level ($14,404 for an individual 
and $29,327 for a family of four in 2009) for 
all individuals under age 65. 
 

The Congressional Budget Office estimates 
that the legislation will reduce the number of 
uninsured by 32 million in 2019 at a net cost 
of $938 over ten years, while reducing the 
deficit by $124 billion during this time period. 

 

Individual Mandate 
All individuals will be required to have health 
insurance, with some exceptions, beginning in 

(Continued on page 12) 
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Summary of Coverage Provisions in the Patient Protection and Affordable Care Act and the Health Care and  
Education Reconciliation Act of 2010 

H EALTH  CARE  REFORM  AND  W HAT  IT  MEANS  TO  YOU  

CALLING  ALL  CAMPERS  AND  POTENTIAL  CAMPERS  
Get up to date with the 2010 camp programs 
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ABOUT  THIS  PUBLICATION  
 

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

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

Chicago, IL 60612 
Phone: (312) 864-4167  
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Thrombophilia Clinic 

Children's Memorial Hospital 
2300 Children's Plaza, Box 30 
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Phone: (773) 880-4620  
Fax: (773) 880-6989 
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Rush University Medical Center 
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4727 N Sheridan Road 

Peoria, IL 61614 
Phone: (309) 688-1345  
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MISSOURI 
The John Bouhasin Center for Children with 

Bleeding DisordersñSaint Louis Univ. Dept of 
Pediatrics 

Missouri/Illinois Regional Hemophilia Center 
1465 South Grand Blvd. 

St. Louis, MO 63104 
Phone: (314) 577-5332 
Fax: (314) 577-5309  

 

Saint Louis University Center for Bleeding & 
Thrombotic Disorder Hemophilia  
Treatment Center, Adult Program 

St. Louis University Hospital,  
West Pavilion Cancer Center 

3635 Vista Avenue at Grand Blvd. 
3rd Floor HemOnc     

St. Louis, MO 63110-0250 
Phone: (314) 577-6178 
Fax: (314) 268-5643  

 

 

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 
 

The Factor Foundation of America 
(866) 843-3362 
www.factorfoundation.org 
 

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

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

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

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

H EMOPHILIA  TREATMENT  CENTERS  

M ISSION  : HFI R ESOURCES  

WISCONSIN 
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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 W e are the building blocks ð We are the 
Hemophilia Foundation of Illinois.  Six 

amazing families worked together to share their 
stories with the guests at the Spring Gala on 
March 6.  We created a short video capturing 
what day-to-day life is like for a family with a 
bleeding disorder in Illinois and how we all work 
together to continue to improve the quality of 
life for our community.  (This video is available 
for you to view on the HFI web site.) 
 

The theme ð captured in the first sentence of 
this Hot Button really resonates as to how we 
work.  When most people hear about 
Foundations they think of groups that provide 
grants and donations to others.  We, as the 
Illinois bleeding disorder community, use the 
word Foundation to mean that which you build 
upon ð like the Foundation for a home.  Our 
children and families could be quite isolated 
with the day-to-day challenges they face in 
coping with hemophilia and other related 
bleeding disorders.  But ð thanks to HFI and 
everyone who dedicates to be a part of this 
dynamic organization ð no one with a bleeding 
disorder has to be alone. 
 

We are seeking ways to strengthen this message 
of support and connectedness.  The Board of 
Directors and staff are working on a Strategic 
Branding and Marketing project to help us 
improve our messaging both to our own 
community and to the broader public.  This 
opportunity has been made available to us 
through receipt of a Service Grant from the 
Taproot Foundation.  This grant matched HFI 
with a team of top advertising executives who 
are using their years of expertise to examine not 
only how we are perceived publicly but how we 
compare to our health organizations like ours.  
They are working with us to develop strategies 
to help us be even stronger in the future.  I look 
forward to sharing the results of this venture 
with you in an upcoming FactorNet. 
 

This project is part of our on-going strategic 
planning efforts.  Leaders throughout our more 
than 60 year history have always worked to keep 
abreast of the most important issues at the time, 
for the Illinois bleeding disorder community.  
Our needs have changed regularly and at times 
somewhat drastically.  We must always be 
looking at ways to stay dynamic so that we can 
adapt ð at a moments notice if necessary 
 

As I write this piece President Obama just 
signed into law health care reform.  Included in 
this newsletter is an overview of some of the 
highlights that are included in this legislation.  
We are not in any position to judge how this will 
truly impact our community and our nation as a 
whole ð but as a chronic disorder group ð we 
feel that some step towards recognizing the 
needs of people with a pre-existing condition is 
terrific.  Also, there is language to begin to 
address lifetime caps ð again not perfect but at 
least some recognition that this is a problem. 
We will continue to march on no matter what 

though.  Already this year we held our Annual 
Advocacy Retreat which focused on consumer 
insurance issues.  Great speakers, including 
representative from Blue Cross/Blue Shield of 

Illinois, shared with the assembled audience how 
to build the strongest relationship possible with 
your personal health insurer.  Again, we include 
some of the important information shared 
during this day in this newsletter. 
 

We followed this event with our Springfield 
Lobby Day on Tuesday, March 16.  A team of 
strong advocates converged on the state capitol 
to share our message of thanks to the legislature 
for our long-standing partnership.  We were able 
to speak to over 75 Senators and 
Representatives asking them to support the 
Governorõs recommendation for a little more 
than $12 million dollars for the State 
Hemophilia Program next year.  Also, we shared 
a report that the State Hemophilia Advisory 
Board has just published outlining the current 
system of care for people with bleeding 
disorders in the state of Illinois.  If you would 
like to read a complete copy of this report it is 
available on our web site. 
 

A highlight of the Lobby Day is recognition of 
outstanding support to our community from our 
elected officials and administrators.  This year 
we proudly saluted the work of Cindy Sgro and 
Kathy Prunty ð our two key staffers for the 
State Hemophilia Program.  Cindy works to 
make sure that our Program remains funded 
from an administrative side and Kathy is the 
person who is processing the applications and 
the claims.  Both are very dedicated to our 
community and work tirelessly on our behalf.  It 
was a great honor to recognize them with this 
Annual Community Service Award. 
 

I opened talking about the Spring Gala.  This 
event was an outstanding success for us in so 
many ways.  The Committee, one of the 
strongest in the years, gathered the greatest 

silent, live and raffle prizes and worked together 
to raise over $70,000 before the evening started.  
Our 275 guests took the event over the top 
helping us raise over $120,000.  This was a big 
turn around from last year and it hopefully is a 
sign that the economy is starting to get a little 
better for all of us.  Check out the great pictures 
and the shout outs to all who donated. 
 

We are busily putting the finishing touches on 
this yearõs Statewide Education & Fun 
Weekend.  It will be held on May 1 and 2 at the 
Marriot Bloomington-Normal.  Registration has 
already been mailed. Please get your reservations 
in as there is a capacity to this event.  We hope 
to see you there. Please call us with any 
questions. 
 

The Golf event is on the move this year ð in 
terms of both date and location.  Rather than 
September, the event has been moved up to 
Monday, June 14 at the Indian Lakes Resort in 
Bloomingdale, Illinois.  The Committee is 
working hard to put together a strong event and 
we hope all of our golfers can come take part.  
Let me know if you would like to know more 
about this event. 
 
Well ð that is what is hot for now, 
All the best, 
 
Bob Robinson 

W ELCOME  AND  H OT  B UTTON  

Photo: Illinois State District 19 Representative Joe Lyons 
and members of the Illinois Bleeding Disorder Community 



This experience, while it may only be one 
week, lasts the rest of the year and for 
most of us, our entire lives.  How many 
people out there ð Iõm talking to you ð are 
still friends with your cabin mates from 
your first year at camp?  How many of you 
are now counselors yourselves at camp?  
How many of you have decided to pursue 
a career serving others because of what 
you learned at camp?   
 
When you talk with others who work in 
the areas of social service they are always 
amazed at how many people with bleeding 
disorders are truly involved with HFI.  
They want to know what the secret is to 
getting people to be a part of their own 
organization.  There are a variety of 
reasons but none more important than our 
camping program.  From this one activity 
each participant has the opportunity over 
the years to develop thousands of 
relationships that can aid them in living a 
strong, independent and healthy life.  
 
To the new families that are still a little 
unsure of sending their son or daughter to 
camp for the first time, we would like to 
add - we understand.  You have been 
caring and protecting your child for the 

(Continued from page 1) 

Camp Warren Jyrch 
August 8 ð August 14, 2010  

Camp Shaw 
Manteno, Illinois 

 

Camp Applications for girls and boys with 
a bleeding disorder or a potential carrier, 
will be available for the 38th Session of 
Camp Warren Jyrch as of April 20th. You 
can access them from the 
HFI web site. 
 

Leadership Camp 
May 22 ð 23, 2010 ð Please 

note that this date has 
changed. 

Camp Shaw 
Manteno, Illinois 

 

This weekend provides an 
opportunity for youth ages 15 
(and in their sophomore year of 
high school) ð 18 in Illinois and 
Wisconsin to explore what it means to be 
a leader.  Through a series of workshops 
and team challenge experiences each 
participant will have the opportunity to get 
to know their inner leader and what they 
need to do to train and grow this 
important part of themselves.   

Marcus McClure Family Camping 
Weekend 

May 22ñ23, 2010 
Camp Shaw 

Manteno, Illinois 
 

Calling all new campers between the ages 
of 6 and 10 years old (with a bleeding 
disorder or potential carrier).  Pack up 

your family and join us for 
this fun-filled weekend of 
camp activities. You, your 
parents and your siblings will 
get to òtry outó camp. 
Reservation forms are 
available on the HFI web 
site or by contacting the 
office. 

 

 In Search of Camp Staff   
 

We are looking for dedicated, 
experienced volunteers who are 

interested in being counselors for Camp 
Warren Jyrch.   
 

There is complete information and 
applications available on the HFI web site 
for all of our camping programs.  Also 
please feel free to contact HFI staff (312)
427-1495 to discuss participation. 

past seven to ten years largely all by 
yourselves.  Know that we are here to help 
you (mom and dad) get over your 

uncertainty.  We will help you in anyway 
we can because this will be a terrific 
experience for your child. 



By: Carol A. Kraemer, RN,   
 

A s a retired nurse with 47 years 
experience, 35 of those working with 

a General Surgeon, I have so many stories 
to tell about our work 
to best serve our 
patients while also 
partnering with the 
insurance companies to 
cover the costs.  It is so 
hard for patients when 
they are facing highly 
s t ress fu l  med ica l 
procedures to become 
their own personal 
health care/insurance 
advocate.  This is 
something that we all need to do to be 
prepared for these situations ð but 
unfortunately so few of us actually make 
these steps to be educated.   
 

Because surgery is an especially stressful 
time for people, our office chose to educate 
and help patients through the difficult 
insurance maze.  Since 1975, when our 
practice first started using CPT (Current 
Procedural Terminology) and diagnosis 
codes, we found it best to work hand-in-
hand with our patients and the insurance 
companies.  This cooperative work allowed 

us to help our patients know everything 
they needed to get through a colonoscopy 
and helping them to understand that when 
they got the bill from the insurance 

company that CPT 
35378 represented 
payment for this                                                 
 procedure. 

Becoming 
a code 
specialist 
allowed me to develop a long involvement 
with insurance companies, learning to work 
with them to benefit everyone.   
 

For any one with a chronic disorder 
including a bleeding disorder patients, it is 
extremely important for everyone involved 
be educated in on insurance coverage and 
most  s igni f icant ly  on his/her 
treatment.  Recently, I had lunch with 
several former coworkers: RNs, LPNs and 

Medical Assistants.  I asked them what they 
knew about hemophilia and other bleeding 
disorders.  They knew about the disorder, 
but sadly, nothing about the forms of 
treatment.  It seems the medical 
community outside of hemophilia 
treatment centers, need a crash course! 
 

Clinicians, the Government, and 
many other groups are working 
hard to improve health care 
quality, but it's a team effort. You 
can improve your care and the 
care of your loved ones by taking 
an active role in your health care. 
Ask questions. Understand your 
condition. Evaluate your options.  
The Agency for Healthcare 
R e s e a r c h  a n d  Q u a l i t y 
(www.ahrq.gov) has developed an 
entire web site to help all of us 

become better health care advocates.  You 
have may have seen advertisements about 
this through a popular series of 
commercials they are running.  We all need 
to learn to ask questions when we meet 
with our medical professionals. This is just 
a start.  Develop questions that fit your 
situation.  Here are some to try. 
 
Good luck! 

Importance of Education from outside the Bleeding Disorder Community 

B ECOME  YOUR  OWN  PERSONAL  H EALTH  CARE  ADVOCATE  

1.  WHAT  IS  THE  TEST  FOR? 

2.  H OW  MANY  TIMES  HAVE  YOU  
DONE  THIS ? 

3.  WHEN  WILL  I GET  THE  
RESULTS ? 

4.  WHY  DO  I NEED  THIS  
SURGERY ? 

5.  ARE THERE  ANY  
ALTERNATIVES  TO 
SURGERY ? 

6.  WHAT  ARE  THE  POSSIBLE  
COMPLICATIONS ? 

7.  WHICH  HOSPITAL  IS  BEST  FOR  
MY  NEEDS ? 

8.  H OW  DO  YOU  SPELL  THE  NAME  
OF  THAT  DRUG ? 

9.  ARE THERE  ANY  SIDE  EFFECTS ? 

10. W ILL  THIS  MEDICINE  INTERACT  
WITH  MEDICINES  THAT  I' M  
ALREADY  TAKING ? 


