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HFI HOT BUTTON

2009 kicks off the 60™ year that the Hemophilia Foundation of
lllinois has been in existence for the lllinois bleeding disorder
community. | didn't really grasp the depth of this milestone
until I began looking at the history of our disorder. While
hemophilia has been recognized and somewhat understood
for centuries, effective treatments were virtually non-existence
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before very long ago.

| have had the pleasure recently to speak to some of our founding families. Itis
amazing the foresight these people had into the needs of the bleeding disorder
community. While treatment has changed exponentially during this time — many of
these people remember whole blood transfusions being the only option available —
the cornerstones for our founding remain solid today. We were founded to provide
education, advocacy and support and remain strong and dedicated to this as we
move into the next chapter in our history.

Before we move forward | ask you to join me in an effort to protect a linchpin in our
services — the state Hemophilia Program. Governor Quinn, faced with significant
state deficits, presented a budget that recommends cutting the state program by
$700,000. Working with our administrators we had taken the policy position to not
ask for an increase this year, but a cut of this size can cause drastic effects. In
addition to the people who already depend on this resource we anticipate that there
will be more people in our community who need to access it because of the
downturned economy.

A group of nearly 50 representatives from the community went to Springfield on
March 17. We met with nearly 60 legislators and talked about the importance of this
program. This was before the draft FY 2010 budget was released so we did not know
what funding was being proposed. Since =
these visits we have re-contacted those
elected officials, asking them to re-instate
this $700,000 during the budget deliberation.
We need you to help also. There is a draft
letter on the HFI web site. Take a few
minutes and personalize it — include why this
program is important to you — and then send
it to your Senator and Representative. The
more letters they receive from us the better.
If you need any help with this please contact
the office and we will be glad to help.

While we are on advocacy, there is a piece of federal legislation being considered
again this year that will greatly aid our community. S. 442/H.R. 1035 will increase
lifetime caps on health insurance. The current million dollars cap has not been
changed since the 1970s and as many of you can attest is not adequate. There are
sample letters on the National Hemophilia Foundation’s web site
(www.hemophilia.org) for you to send to your national Senator and Representative. It
is especially important if you have capped out of insurance and/or getting close to a
cap that you write to these decision-makers sharing with them how this has affected
you and your family.

continued on Page 2
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Hot Button cont....
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community we are faring well.

It is camping season again. Camp will be held from July 26 — August 1 at the Timber Pointe Outdoor Center in Hudson,
lllinois — the same place as last year. Staff will be required to report by Friday evening, July 24. Camper and staff a
applications will again be available on the HFI web site by April 17. We will be mailing a letter with instructions here in

the next few weeks to those that we have on our mailing list.

A special request goes out to those first time campers. If you and
your family are a little unsure of what we do at Camp Warren Jyrch
you have the opportunity to try it out at our Marcus McClure Family

Camping Weekend — May 15 — 17. It will be held at the same place

where we have camp and we will be run exactly as we do
everything at camp. The only difference is that Mom and Dad get
to take part. This is available to any child ages 6 — 10 who has
never attended camp before. Please contact Lily Schwartz at the

HFI office if you have any questions.

| close this Hot Button column with very special recognition for an
important person in our community — Dennis Penning. Dennis has
faithfully served HFI for nearly 20 years providing the highest level
of care and support to the lllinois bleeding disorder community.

Dennis is leaving the Foundation in April.
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As always, Let us know if there is any way we can be of service to you.

Bob Robinson, Executive Director

Dennis joined the
Foundation at a time
when we had a full
complement of clinicians
working for us to provide
direct therapeutic
services. We had both
social workers and case
managers who provided
direct individual support
to our community during
the HIV crisis. Dennis’

vast background, as a clinical supervisor, enabled us to have a strong team
that worked exhaustively to assist the individuals on HFI's caseloads to stay
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“Building Bridges”
October 29 -31, 2009

The National Hemophilia Foundation has
established a Grant for first time participates for
the National Annual Meeting in San Francisco,
California this coming October.

The application is available on the HFI web
site. The participant grant is for families of up
to four affected by bleeding disorders who have
never attended the Annual Meeting before.
This is part of an effort to provide better access
to educational and advocacy opportunities for
the bleeding disorder community.

If you are interested in applying for this grant,
please download the application from the HFI
web site and return it to the National Hemo-
philia Foundation by June 26, 2009. You will be
notified by July 31, 2009 if you are chosen to

participate.

Hope to see you there!
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The annual Spring Gala — the 20" in our history — was once again a tremendous success. Nearly 300
people came together to help the foundation raise more than $125,000 for our programs and services.
There are so many highlights that | do not even know where to start. | think the overpowering thought
that | had throughout the evening was the commitment that so many have for our organization. It is
truly remarkable that during such tough times people chose to continue to include HFI in their
priorities. Many not-for-profits are faced with critical money issues right now. I’'m proud to say that
thanks to a wise Board of Directors, an austere Finance Committee, a frugal staff and the generosity and support of our

0Oo0oo0Do0Oo0oOo0o0oOO0OoOoo0Doo0ooDoDoDoDoDoo0Doo0ooOooooooooooaoao

on top of the ever-changing ups and downs that the world has thrown at them.

Over time this need for our case management services diminished.
In addition, several years ago, our major funder asked us to move our
remaining staff to our hemophilia treatment centers. This was completed last

fall.

Dennis has stayed on since then to help with special projects and aid in the
development of new staff for HFl. We are now completely staffed in house,
and therefore have set Dennis’ departure date. This decision comes with a
sense of loss as Dennis has grown to be so much more to our community
than just a staff member. He has provided such care, compassion and
understanding to so many of us that he can never be replaced.
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A Message from the Board President
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Hi Everyone!!
m Advocacy for ourselves and for our community is always one of our most important duties. | want to take a few mo-
— l ments to encourage each and every one of you to find your voice and get involved in HFI's efforts. Our economy,
healthcare worries, new government priorities and challenging personal issues have made advocacy even more
important.

We are working on a two very important issues right now. Earlier this year, federal legislation was re-introduced into the House of
Representatives to increase lifetime caps on insurance. This is our second year to have this considered and there is great hope that it
will go further. A strong contingency from lllinois participated in NHF's Washington Days to promote this important legislation to our
Senators and Representatives. | had the opportunity to take part in this event and it was amazing to share our stories with our elected
officials.

In lllinois, we are working to make sure that funding remains strong for the state Hemophilia program. Nearly 50 of your compatriots
took part in our own Legislative Day on March 17. The message that was shared with more than 60 legislators was to support funding
of the program at the FY 2009 level in the new budget. We learned the next day when Governor Quinn released his budget that he
was recommending cutting the program by $700,000 — not good.

So my request of everyone is to make advocacy part of your everyday life. Both of these issues are very important to the lllinois
bleeding disorder community. Please make it a priority to contact your elected officials — federal to support the increased cap legisla-
tion and state to fund the lllinois state hemophilia program at the current level. There are letters on the HFI web site to support you
doing this. If you need help in identifying your legislators one of the best resources is the following web site: http://capwiz.com/
hemophilia’lhome/. If you do not have access to the internet call the HFI office and our staff will be glad to help.

You and | have the power to influence everyone from your dog catcher to the President. Please use this privilege. | look forward to
celebrating our successes with you in the near future.

We are strong if we work together for the benefit of all.

Salvatore LiVolsi—President HFI Board of Directors

SEND A KID TO CAMP
With
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You Search or Shop.,.. Wea Gival

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
and THAT SENDS A KID TO CAMP

Here's the web site — http://www.goodsearch.com.
You can also read about this in the New York Times, Wall Street Journal, CNN and Oprah.
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Gula

On March 7th, friends of the Foundation gathered for our 20th Annual Spring Gala, held in the elegant ballroom of the
Chicago Marriott O’Hare. Over 300 stylishly dressed guests were in attendance. The atmosphere was enchanting with the silent
auction items creatively displayed and highly coveted by the guests. Glenn Fladeboe, from Fladeboe Auctions in Minneapolis was
once again our live auctioneer. He entertained and enticed the crowd to bid on the premier live auction items and to solicit
campership donations for Camp Warren Jyrch. HFI Board President, Sal LiVolsi and Gisele Mills, a mother whose son has
hemophilia, shared their moving stories of how HFI has impacted their lives before guests again showed their generosity by
pledging $65,00 in camperships for Camp Warren Jyrch. The entire evening raised nearly $120,000 to help us continue to provide
services to our community for hopefully another 60 years. We would like to again thank all of our guests, sponsors and
contributing businesses for their continued support of our organization and the people we serve.
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Action Limousine Sheila Sheppard
American Service and Product GALA PRIZE DONATORS Glenn Siev%’ison
Baxter Healthcare Corp. e —————————————————————————===1{| Signature Room
BioMed Pharmaceuticals Melanie Doyle Jennifer Koss Steve & Jenny Silha
Bob Chinn’s Crabhouse DuPage Dodge Chrysler Jeep, Inc. Jeannie LaMarre Six Flags Great America
Lisa Boggio, MD Eli’s Cheesecake Landmark Grill & Lounge Smart Museum of Art
Stacey Brault Energy Training Center Lawry's The Prime Rib Ray & Angelina Soria-Matos
Kathy Brophy Face & Facial Kathy Leese Stanley's Kitchen & Tap
Elvira Brown Laura Fiore Kevin Lello Star Plaza Theatre
Tony Buccini Fire Side Restaurant Lettuce Entertain You Enterprises, Inc. Tabula Tua Beautiful Wares
Burrito Beach Frank Lloyd Wright Preservation Trust Amy Longnecker-Brown The Ermest Hemingway Foundation
Tom Caveney Elizabeth Fung Jennifer Lopez The Fireplace Inn
Celebrity Kids Portrait Studio G Boutigue Lynfred Winery The Peggy Notebaert Nature Museum
Cernan Earth & Space Center Grand Lux Cafe Marlowe John Thorson
Jeannie & Mat Chambers Grizzly Jack's Grand Bear Resort Marriott Theatre in Lincolnshire Anton Titus
Chicago Architecural Foundation Maira Guild Mars Gallery Urban Oasis
Chicago Bulls Kathe Gusler Medieval Times Dinner and Tournament Victoria Elizabeth Custom Jewelry
Chicago Cubs Hawthorne Race Course, Inc. Medinah Country Club Janet Williams
Chicago White Sox Janet Heimke Mr. & Mrs. Robert Meiszner Wilton Industries
Chicago Wolves Pro Hockey HFI Board of Directors Dianne Miller Wyndham Drake Oak Brook
Sarah Christman HFI Gala Committee Ken & Barb Miller Zanies Comedy Nite Club
Club Lucky HEI Staff Gisele Mills Louis & Aggie Zatorski
Kim Conty ) Jamie Holmes Mark & Theresa Mitchell Dalila Zarinana
Crowne Plaza Chicago Metro Matt Hughes Museum of Science and Industry Craig Ziegler
Da Vinci Group Ltd. Jim Hurster Oceanique
Mary & Shawn Downs InterContinental Chicago O'Hare Pat Magnarella, PMC
Nancy Jackson Piccolo Sogno
John G. Shedd Aquarium Ricobene's
Mike & Janet Johnson Rivera Creations
Kamehachi Bob Robinson
Bobbie Kincaid Monya Rowe Gallery, New York
Kohl's Children's Museum Scrub Your Pup
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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

Baxter
Novo Nordisk

$5,000 - $9,999

Accredo’s Hemophilia Health Services
Biotech Pharmaceuticals / Hometech
Mid-West Cornerstone Healthcare

$1,000- $4,999

Jay & Jennifer Baird

Lisa Boggio, MD

Tony Buccini

Kevin Carr

Columbia Pharmacy

CSL Behring

Hemophilia Federation of America
Jamie Holmes

Sal & Sally LiVolsi
McMaster-Carr Supply Co.
Ken & Barb Miller

Robert P. Robinson
Armando & Cynthia Serrano
Simms & Mclvor Inc.
Margaret C. Telfer, MD
Wyeth

Anaadriana Zakrija, MD

$500 - $999

Baxter International

BP Foundation Inc.

David & Elvira Brown
Harriet Dickhaut

Dina Kafenshtok

Ray & Angelina Soria-Matos
PHARMA bio inc.

Leo Poynton

Scott & Sherry Siegert

$100 - $499

Alfredo & Kathy Alvarez
Heather & Jose Alvarez

John & Gina Andrews

Barb & Stephen Baird

Anita Bontuyan, RN

David Budescu

Bea Carr

Dianna Carr

John & Gidget Carr

Dorothy Canan

John & Rosa Castellano
Mathew & Jeannie Chambers
Worthy & Paula Chambers
Kent & Susan Christopherson

$100 - $499 (continued)

Mr. & Mrs. Mark D. Coe
Jon & Kendra Cole

Jan Cooper

Charles F. Corrigan Jr.

Dr. Dennis & Jan Costis
The Detmer Family
Shawn & Mary Downs
DuPage Dodge Chrysler Jeep, Inc.
William & MaryAnn Eftax
Jennifer Ellen

Bob & Heather Faust
Kristin Fronczak

Dennis Fruin

Dianne Gaffney

Valery & Peter Gallagher
John & Faith Gately
Suzanne Green

Nancy & Joe Greene
Maira & John Guild
Timothy & Wendy Hart
Nancy Heggem

Gretchen R. Hoenecke
Debbie Holwerda

George & Lila Honura
Nancy Jackson

Tom Kehoe

Tim & Tammy Kennedy
Gregory Kerfoot

Bobbie Kincaid

Naidene Kirwan

Gerald A & Karen A. Kolschowsky Fnd
Tom & Kathy LaMarre
Gary Lang Chevrolet Inc.
George Lawson

Gladys & Roland Lee
Kevin & Amanda Lello
Liberty Mutual Foundation Match
Lighten the Load Inc.
Christina LiVolsi

Cynthia MacFarland
Colleen Madison

Jim & Doreen Mandl
Robert & Maryangela Meiszner
Lisa & Jim Miller

Richard & Gisele Mills
Caryn Oliva

Shirley Wilson-Oslund
Sue & Glenn Ouellette
American Pabon

Shannon & Jenneffer Peterkin
Dennis Prom

Scott & Chris Ramseyer
Scott Reed

$100 - $499 (continued)

Irving & Damaris Rivera
Terrance Rybarczyk

Jane Seiffert

Julie Selfridge

Kevin Scates

Lily Schwartz

Randall & Joan Shields
Ryan & Darci Sloan

Mike & Joanna Smith
Sharon Speedwell

Glenn & Kimberly Steude
Suzie’s Hallmark Shop
Dale Torkelson

Maria Vetter

Dina & Alex Vilenchik
Melissa & Anthony Wachal
Brandy Werner

$1-$99

Rozanne Aberle

Lisa Bartholme

Therese Bolton

James & Michele Bozikis
Cheryl Burgess

Sandra & James Burt
Brent Bushue

Dick Canan

Melanie Ciesla
Community Health Charities
Mary Conway

Sarah Christman

Richard & Tonia Cyrus
Isaac Daniels

Jane Demmerle

J. Dinneweth

Corinne Esteban

Jean Freeman & Cal Routh
Dave Fifer

Linda Freewalt

Lisa & Roger Hardnock
Shelly Hauter

Maurice A. Hesse

Heather Hughes

Robert Inch Jr.

Jess & Lila Jacinto

Mark & Adrienne Jacklin
Chad Jones

Harry & Bronyce Juzeszyn
Karen Karczewski
Carolyn Kerkla

Howard & Debra Kleinstein
Donna Koehler
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$1 - $99 (continued)
Kimberly Kowalski nb Coatings Nicole Schr_nelz
Dale Krezel Marge Noonan Pamela Sm_lth
Caroline Kunik Mike Pelcher Sharon Smith
John & Jeannie Landeweer Dennis Penning Donna & Steve Vanyek
Mary Levi Edna Pittman Julie Velazquez
Jill Liska Rich Pyle Ellen & Joseph Vo_egtle
Anthony Mandl Joseph Renzi Steven B. Wel_nsteln_
Laura Mathias Aimee & Peter Rizk Mr. & Mrs. Kim Whlttaker
Medco Employee Giving Campaign Karen Steele Rod & Theresa Wiberg
Bonnie & Chris Miller Anton Titus LauraYoung
Jerry & Laura Mitchell John & Rose Vargo quche5|a_v & Liudmila Zaltsshteyn
Theresa & Mark Mitchell Irene Rundblom Dalila Zarinana
Michelle Mullarkey Barb Ziegler
. IN HONOR /IN MEMORY :
In Honor of Matthew Bushue In Memory of Marcus McClure
Randall and Joan Shields Aimee & Peter Rizk
In Honor of David Joutras In Memory of David . Tommy & Micky
Cindy MacFarland J. Dinneweth

In Memory of Steven Pittman
Edna Pittman

In Honor of Kevin & Cindy Noonan
Jane Seiffert

In Memory of Michael Freewalt
Linda Freewalt

In Honor of Dan Noonan
Jane Seiffert

In Memory of Warren Jyrch
In Honor of James Mitchell Carolyn Kerkla

John & Rose Vargo

In Memory of Andrew & Paul Voeqgtle
In Honor of Brysen Doughty Ellen & Joseph Voegtle
Bonnie & Chris Miller

In Memory of Martin Corrigan

In Honor of Samuel & Nathaniel Lathrop Suzie’s Hallmark Shop
Barb Lathrop

In Memory of Dan Brieschke
Laura Young

In Honor of Hayden Cole
Jon & Kendra Cole

In Memory of Everett & Howard Dickhaut
Harriet Dickhaut

In Honor of Joey Koss
Kimberly Kowalski

In Memory of Dolalene Hesse
Maurice A. Hesse

In Honor of Terry Palmer

Jean Freeman & Cal Routh In Memory of John Speedwell
Sharon Speedwell
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This is the 60th Anniversary of the Hemophilia Foundation of lllinois. We will be celebrating throughout the year
recognizing how far we have come while also envisioning where our future will take us. We take this opportunity to
review just how far identification and treatment have come:

The Face of Bleeding Disorder Treatment Before the 21st Century

The history of hemophilia (and additional bleeding disorders that have been identified as
medical research and funding have improved) have a clouded and secretive history.
Reference to a condition which caused death from bleeding after circumcision in male
infants was noted in both Jewish and Islamic religious and ‘medical’ texts as early as the
2" century, additional vague mention is made in similar texts through the 18" century
(1700’s). Actual identification and treatment attempts were not made until the early 19"
century. The term hemophilia (haemophilia) was first coined by German physician
Schoenlein in the early 1800’s. Schoenlein also suggested using some form of transfusion
as a treatment. Sporadic forays into studying blood clotting times and treatment options
were made throughout this century.

“The Dismal Era” as this time frame is often referred to, continued into the 20" century.

However, a more open and focused attempt at diagnoses and treatment began when hemophilia was
identified in the British royal family and was passed on as the royal family married into the Russian, Prussian
and Spanish monarchies. The 20" century dawned dim, but with a light at the end of the tunnel. The first
major historical/medical research was done and released, tracking hemophilia through history and setting a
clearly defined standard of diagnosis based on “a triad of symptoms, sex incidence and inheritance” (Blood
Saga, Resnik, pg. 14). Research was making major advances in understand blood functions and a myriad of
treatments were being attempted. Throughout the 1920’s & 1930’s, the United States and England published
guidelines for doctors to identify and treat hemophilia. Many treatments were as dangerous and painful as the
disease itself, but patients and families were willing to sacrifice and endure in attempts to end their isolation,
suffering and attempt to lead ‘normal’ lives.

Several men living through this time period reflected on the varying approaches taken by both their doctors
and families in attempting to treat and maintain a positive quality of life for their patient and child. The men
remembered missing a great deal of school and spending large amounts of time in the hospital for
transfusions. They recounted treatments that included eating vast amounts of peanut butter, forced drinking
of cod liver oil and poisonous snake venom either injected into gums or applied through the skin to increase
clotting. While all of the remedies proved ineffective it reflects the approaches at the time. Family attitudes
varied as widely as well. Some parents severely limited their child from any activity. Frank Schnabel, who
founded the Canadian Hemophilia Society and the World Federation of Hemophilia recounts his mother
striking a compromise that he could do anything the other children could, just a little less. “I might not have
climbed as high in a tree as my friends, but | climbed, | jumped off a fence but not a roof” (Blood Saga,
Resnik, pg. 18) His diary through this time reads as a healthy boy but is punctuated with references to
bleeding gums from a loose tooth, nosebleeds, soreness from playing sports and transfusions that interrupted
his childhood.

World War Il changed the entire world, and as in every other aspect of modern life, it changed the research
and treatment of hemophilia. The use of plasma and albumin to treat the wounded on the front lines of battle
showing increased survival, post war funding and research for blood product and blood related illnesses
exploded. Scientific and medical research, were no longer viewed as frivolous and the United States
Government began to pour funding into academia. In the past, government monies were mostly dedicated to
research of farming and husbandry, those things which affected our agrarian based society. Academic
research such as medicine was funded through private individuals and foundations. Research into
identification and treatment of hemophilia had been continuing, but with federal funding through the newly
formed National Institutes of Health and with the focused advocacy of the newly formed National Hemophilia
Foundation in 1948, the information and viable treatment options expanded exponentially.

This brings us to the formation of the Hemophilia Foundation lllinois. In our next issue we will look at the
establishment of HFI and how the Foundation and the treatment of bleeding disorders have changed and
grown to now.
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Comprehensive Care—Why It is So Important

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 publica-
tion regarding comprehensive care.

Guidelines for the Management of Hemophilia

Comprehensive Care Team

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 il . \ 1
. X . i | 4 hysical
- Viral infection(s) transmitted through blood : Pl Orthovedists N . Therapists
products requiring long-term management. ' I /

Hematologist

Comprehensive Care o : ] .
These management goals are best met by a team of e \ Patient
healthcare professionals providing comprehensive care. 3 . Laboratory

- . . . q Technicians
Hemophilia patients should ideally be managed in a '
comprehensive care centre staffed by the following core
team members:

» Hematologist(s); - | g Social
* Nurse coordinator; m - Workers
* Physiotherapist; and WORLD FEDERATION OF

« Social worker. HEMOPHILIAY

FEDOANON MONDWE DE [HMOmILE o
TTEHRACION MURDAAL DI HIMOPRIA

1 T fior All
These staff members should have expertise and i i

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.
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Comprehensive Care cont...

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 hemophilia. 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 lllinois Bleeding Disorder Community:

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
900 West Polk Street, Administration Bld, Room 1151
Dept. of Pediatric Hematology
Chicago, IL 60612
Phone: (312) 864-4167
Fax: (312) 864-9002
Se habla espafiol.

Children's Memorial Hospital
2300 Children's Plaza, Box 30
Chicago, IL 60614
Phone: (773) 880-3393
Fax: (773) 880-6989

Se habla espafiol.

Rush Children's Hospital
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

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
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Recession Proofing Your Healthcare

On February 7, 2009 HFI hosted a workshop on how the current economy is affecting the bleeding disorder community
and what we can do to protect ourselves now and in the future. Currently the United States is facing the worst recession
since the Great Depression. We are seeing massive layoff from major corporations and smaller businesses closing
completely. This means fewer workers producing fewer goods and services and Americans spending less. The U.S.
deficit has now hit $1 trillion dollars and 43 states including lllinois are facing major budget short falls. Housing values
are estimated to drop by 14%.

One of the main effects of the unemployment rate being at its highest in15 years is the loss of healthcare benefits for
many families. The cost of COBRA (the portable healthcare provision) is unaffordable for most unemployed individuals.
There are waiting lists or time constraints for all or most state and federally funded assistance programs. These two
factors combine to leave most newly unemployed individuals with no health or prescription drug coverage.

The healthcare system has often been considered recession proof because people always will become ill and need care
but according to the March 2008 issue of Business Week magazine, “Contrary to accepted wisdom, the recession is
likely to cause, an estimated 5 to 10 million people to lose their health insurance who will be older and more obese than
in past recessions. People with high deductibles will delay payment for care received, doctors and hospitals will be
forced to absorb the resulting bad debt and primary and preventive care will be delayed. There will be an increase in
bankruptcies due to medical debt.

The economic recovery plan proposed by President Obama has been passed by both the House and Senate and will be
signed and in effect by the time this is published. The plan is far reaching and will affect all Americans in one form or
another. It provided for saving or creating up to 8 million jobs over the next three(3) years, assists states with their
budget shortfalls, increases and extends unemployment benefits, provides tax cuts and incentives for both individuals
and businesses, invests in our national infrastructure and assist with higher education funding. In relation to healthcare,
the economic recovery plan provides for expanded federal coverage for the unemployed, low income and part-time
workers. Additional subsidies will be provided for COBRA, Medicaid and transitional medical assistance.

So, what does this mean for the bleeding disorder community? It is imperative that we maintain access to insurance and
prescription coverage, this can be done using COBRA, the public assistance programs such as All Kids, Family Care,
ICHIP, the pharmaceutical assistance program or by transferring to a spouses insurance plan. Most of these programs
take time to apply and go into affect; it may be prudent to look into them now even if you are not in immediate need.

There are also some suggestions that can reduce the necessity of needing to access care outside of chronic or acute
issues and reduce costs. You can:

Maintain General Health: Comparison shop

e Eat a healthy diet including, fruit, vegetables and whole Walmart $4 List

grains Meijers

e Garden to keep healthy food available and reduce e Enrollin your pharmacy discount programs.

costs, it's also good exercise e Don't be afraid to ask what a medication costs before
e Exercise regularly you present your prescription.

* Getadequate sleep Investigate and enroll in pharmaceutical manufacturer

® Reduce stress programs, coupons, etc.
If sick or healing from injury or surgery, STAY HOME so

you can rest and heal.

Track Medications Costs: - 3 Ask us a Question!

e Take your medications as prescribed, to avoid a
reoccurrence or becoming sick.

e Buy medications in bulk.

e Some medications are less expensive when a higher Send itto HFl and we will ask a variety of experts
dosage is purchased and pills are split. to offer answers, ideas and suggestions.

e Buy generic brands, when feasible.

Got a Question related to a Bleeding Disorder Issue?

Check out the Summer Factor Net
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e Oversee Medical Costs and Advocate for Reasonable Costs
e Negotiate with Doctors and Hospitals

e They will fare better negotiating discounts with you than they
will if they have to write off your entire hill.

e Take advantage of free or reduced-cost services
e Health Department Immunizations

¢  Flu shots
e School and sports physicals offered by sports leagues,
schools, etc.

e Health Fairs

e Ask for itemized bill from providers, including hospitals
Appeal any discrepancies found on provider billings or insurance
Explanations of Benefits (EOB)

Know Your Insurance Policy:

e What are the co-pays and/or coinsurance for:

e Inpatient stays and Professional Services

e Hospital outpatient/Ambulatory Surgical services
e Doctor’s office visits

® Preventative care?

¢ Diagnostic Lab and x-ray tests

e Preventative lab and x-ray tests

e  From whom can | get my care?

e How much “shopping” am | free to do?

e Hospital

e  Physician

e  Specialists

e  Pharmacies

e Are Emergency Room Visits Covered?

e How is “emergency” defined?

e What are the family and individual deductibles?

e Are there separate limits, deductibles, or co-payments/
coinsurance for Prescription coverage?

e Do all deductibles, co-payments, and coinsurance amounts
apply to the out-of-pocket maximums?

e Are there limits to the number of covered visits for certain
services?

e Are there coverage ($) limits for certain services?
e Are conditions excluded?

e |sthe Plan automatically renewable?

e s there a waiting period before coverage begins?
e How are Replacement Clotting Factor claims paid?
e As a medical benefit or pharmacy benefit?

e Coinsurance/Co-payments?

e Assessing Your Choices

e What types of plans are available?

e Which plans are the most affordable?

e Which plans best meet my needs and the needs of my
family?

e Which plans are the most recession proof?
e Traditional Indemnity Plans

e Reimburse enrollees for covered expenses incurred due to
sickness or injury.

e Expenses are reimbursed after coinsurance (percentage
share of cost for which the enrollee is responsible) and
deductible (annual amount of out-of-pocket that must be paid by
enrollee before benefits begin) amounts are met.

e Preferred Provider Organizations (PPOs)
e Payment mechanism is the same as traditional indemnity.

e Expenses are reimbursed after coinsurance and deductible
amounts are met.

e Coinsurance is higher when out-of-network.

e No referral process is required.

Health Maintenance Organizations (HMOS)

e Enrollees must choose a physician as their primary care
physician (PCP).

e Founded on the premise that covering preventive care while

controlling costs will result in better health care and lower rates of
health care inflation.

PCP is the "Gatekeeper" for all medical services.

Other Considerations:
Premium amounts vs. choice.

Will premium savings be neutralized by more costly
factor or other services?

Will premium savings be neutralized by out-of-pocket
expenses?

Will premium savings be worth giving up providers with
whom | am comfortable?

Know Your Rights
Appeal any Discrepancies to:
Internal Grievance Procedure — all insurers are required by
law to have a procedure.
External Grievance Procedure — If internal procedure does
not resolve problem.
lllinois Department of Insurance, www.idfpr.com/DOI
Department of Labor — Self-funded ERISA plans,
www.dol.gov/ebsa.

Recession-Proof Summary

b |
|
|
Maintain Your Health :
Comparison Shop |

Use cost-saving techniques I
Negotiate bills when necessary :
Know your insurance policy |
Appeal any discrepancies :
Know your rights |
Investigate other coverage options |
Stay abreast of federal legislation :
ol
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Hemophilia Treatment Program

\
) Illinois Governor Pat Quinn released his budget proposal for 2010. The Hemophilia Treatment

Program was allocated money again this year. The money committed was less than we had last

year, we are asking members of the bleeding disorder community to send a letter to the lllinois State

Senator and Representative in Springfield asking that they support allocating more money so that

the money available in 2010 is the same amount of money as was available in 2009. We are aware

in these tough economic times that it is highly unlikely that we would get more money than in the
past, but we certainly need the same amount. One of the reasons the Hemophilia Treatment Program received less
funds was that on paper it looked as if all the 2009 money had not been spent. That is not accurate and the letter will
explain that.

If you would like a sample letter to send, please check the HFI web site. We have a sample letter that you can put your
Congressman’s name and your name on and send right out. You can locate your local representatives by going to the
National Hemophilia Web site, click on Advocacy Center>Get Involved and follow the directions under contact your state
and local representatives. The representatives’ name, address and/or email address will be available. Also, if you hear
back from your representative, please let us here at HFI know by sending us a copy of the letter or e-mail you receive.
By working together, we can meet the needs of the entire community.

G

COBRA Premium Assistance Affects Employees and Employers

The American Recovery and Reinvestment Act (the Act) provides COBRA premium assistance, which
offers a temporary 65% reduction in COBRA premiums for eligible beneficiaries. This new provision will
affect former employees receiving or eligible to receive COBRA health insurance coverage and their
families, as well as employers.

COBRA is a federal law that allows employees, their spouses, and dependent children who lose health
insurance benefits due to involuntary termination of employment to elect to continue that coverage for up
to 18 months. Qualified beneficiaries are obligated to pay up to the full cost of coverage plus a 2%
administrative fee. However, under the COBRA premium assistance provisions, the employee's cost of
COBRA insurance premiums is reduced to 35% of the total premium cost, including the 2%
administrative fee. However, if the employer pays any portion of the premium, no subsidy is payable on
that portion.

The COBRA premium reduction is available to assistance-eligible individuals (AEIs). These include the
employee (and members of his or her family) whose employment is involuntarily terminated between
(and including) September 1, 2008 and December 31, 2009, and is otherwise eligible for, and elects
COBRA continuation coverage. The coverage subsidy is payable for a maximum of 9 months and is not
available prior to February 17, 2009. There are additional provisions. Check the HFI website for more
details.

VA YA VANVE VA VA VA VA VA VA VE VE VAV Va VA VA VA VA VA VA VA NVE VA VA VA VA VA VA VE VE VAN

ILLINOIS LEGISLATORS UPDATE INSURANCE ACT

The lllinois State Legislature approved and the Governor signed Public Act 095-0958 on July 1,
2008. It included several positive changes to the lllinois Insurance Act of 1971 that will benefit our
community. First, it extends coverage of unmarried dependants on policies to age 26. Coverage
on plans cannot be terminated or denied on these dependants. Also, health insurance plan
providers will be required to continue coverage for dependant college students for twelve (12)
months if they have to take a medical leave or reduce their course load to part time due to a
catastrophic iliness or injury. The twelve months begins with notification to the provider of the
status change. Just so you know, this Act also includes mastectomy aftercare as a requirement under health and injury
policies. All of these changes go into effect on June 1, 2009.

Spring &3 2000



Our nation is focused on righting itself from its economic downturn and with new leadership in Washington addressing
education and healthcare issues that are also effected by our economy, HFI is striving to prepare the bleeding disorder
community to speak for itself and use its expertise in dealing with chronic illnesses to assure the needs of our community
are met. Many of our community members have attended Washington Days and the lllinois Legislative Advocacy Day
using the following resource to prepare. Keep this handy if you need or want to talk with your governmental leaders,
whether national, state or local about the needs of the bleeding disorder community. And, as always, if you need
assistance, HFI is only a call or click away.

Advocacy 101

Grassroots advocacy is the systematic effort to affect public policy by
influencing the views of policy-makers whether in a state legislature, city
council. Government agency, or anywhere decisions are made that
affect citizens and businesses. Grassroots advocacy is hothing more
than the organized and intensive exercise of a citizen’s constitutional
right to petition the government. In fact, grassroots advocacy makes an
important contribution to effective and responsive government by making
vital information available to public officials who cannot possibly know
the full impact of every law and regulation that comes before them.

It is crucial to remember that all legislators—on the federal, state, and
local levels—are politicians whose continued success depends on their
ability to satisfy voting constituents. Re-election, recognition, and status
are powerful motivators. Effective grassroots advocacy can wield as
much influence on these outcomes as the biggest corporation or trade
association.” (LSN.com)

We have spent the last year hearing about the grassroots movement
that elected a president. A group of citizens connected around a common goal, individually they did not have a great
deal of time, money or influence, but banded together with direction, and combining their resources of time, money, or
influence towards a common goal, they changed a nation and potentially the entire world. This same technique can be
used to influence our peers and our leaders regarding a common cause. HFIl and our constituents will be looking at a
number of issues that affect the bleeding disorder community over the next few years and with your guidance regarding
priorities we will be putting our time, money and influence into providing direction to the grassroots, the bleeding disorder
community, to influence our peers and leaders to support our common needs and goals.

The next two(2) years we will see a move towards providing comprehensive healthcare in some manner for all
Americans. As this plan takes shape the special needs of the bleeding disorder community needs to be heard loud and
in one voice to ensure the appropriate comprehensive care to meet our long term needs. Our recent seminar on
“Recession Proofing Our Healthcare” also provided the basics of
community advocacy and is the first in a series of trainings that will
be available in a variety of forums so that each individual can join
the one voice to meet our goals.

In the past Advocacy was viewed differently than it is today. It was
perfected by people often called lobbyists who promoted their
cause fulltime, with a large funding source that attempted to
influence government officials to pass laws that benefited their
employer. These advocates were often, a lawyer or political
operative, were forceful and sometimes demanding, and
communicated in a clear and compelling manner. They often name
dropped names and knew everyone, everywhere they went. This
form of advocacy still exists, but it has fallen from favor. Today,
groups and individuals have taken the most effective techniques
and used them to educate government officials on the specialized
needs of specialized groups and to effect great change.

Access Choice Education
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Advocacy 101 cont...

An Advocate is defined as “One that argues for a cause; a supporter or defender”

There are three main types of Advocacy:
Individual — helping people understand their rights under federal and state laws, helping individuals resolve
situations with employers, insurers, schools, community programs or other issues
Grassroots Advocacy- involving individuals with Hemophilia, family members and interested individuals in
advancing the community’s goals
Legislative/Regulatory Advocacy- working to change a law or regulation to make it more favorable for people with
Hemophilia.

Legislative/Regulatory Advocacy involves the law and the impact of a new law or regulation, or to change a current
law or regulation in Illinois and/or in Washington, DC.

Examples of Federal Legislative/Requlatory Advocacy Issues:
Increasing Medicare Reimbursement for Hemophilia Therapies
Removing LIFETIME CAPs on Health Insurance Policies

Examples of State Leqgislative/Requlatory Advocacy Issues:
Medicaid Reimbursement Challenges that Impact Open Access to All Hemophilia Therapies
SUPPORTING funding for IL's Hemophilia Care Program which supports Hemophilia patients.

How do we as individuals go about working as a Legislative/Regulatory Advocate?

4+ Develop Relationship with Your Officials and 4+ Letters
Administrators 4+ Phone calls
4+ Share Your Story 4+ E-mail
+ Who you are + Letters to the Editor and/or OP ED pieces
4+ Share your experience with Hemophilia Paid Media — newspaper, radio or TV advertising
4+ How a policy/law will affect you
Golden Rules to Effective Advocacy Communication
4+ Know where they stand on your issue Be Prepared
4+ Set up a meeting to introduce yourself and make them Be Honest

aware of your personal experience with Hemophilia
4+ Provide them with accurate and current information
Follow-Up

Know Your Subject

Know Your Opponent/s and Their Position
Know Your Proponent/s and Their Position
Know Your Time Constraints/Deadlines

4+ Know Your Officials and Administrators and Communi- Know When to Pull Away

cate Effectively with Them:
4+ Personal Visit

++++++++

In the coming months, HFI will be setting up an official advocacy project that will provide, training, information and
opportunities for advocacy outreach to both state and federal leaders. Each individual connected with the bleeding
disorder community is needed to join with others to gather support from those around them and communicate for the our
needs with our leaders. Join the grassroots movement to be a Legislative/Regulatory Advocate.

o D oo

Volunteers Needed
i Volunteers are needed for input on new Emergency/Preparedness Tools. RTI Intl. is conducting discussions for the
American Thrombosis and Hemostasis Network under a grant funded by the CDCs. It will be a 90 minute o
discussion over the phone on a toll free number. Those eligible to participate are Adults over 18 years of age with a !
bleeding disorder and who have received care at an HTC in the last year or who have a child who has been
e diagnosed with a bleeding disorder for at least two (2) years and have received care at an HTC in the last year. i

People selected to participate will receive a $75.00 stipend after completing the discussion. If interested contact
Charlotte at RTI International toll free at 1.800.334.8571 x. 21718.
[ J
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Hepatitis C and Bleeding Disorders

We are proud to be part of a team that has developed innovative educational materials meant to help those in our
community who have been infected with the hepatitis ¢ virus. The intent of this project is to assist these individuals in
managing the virus’ health impact and improve or extend their quality of life. Additionally, the project wants to educate
consumers and their support systems to encourage and affirm positive health behavior changes and choices. We have
conducted workshops addressing this issue in the past and will be continuing to provide information at our various
gatherings throughout this year. We will also design a little survey to help us determine if our information is making out
there into our community.

HFI sees Hepatitis C (HVC) as one of the major potential killers of those living with a bleeding disorder. As discussed in
our article “The Face of Bleeding Disorder Treatment in the 21 Century”, the options for treatment and improved quality
of life with a chronic bleeding disorder is improving on almost a daily basis. It is now time to look at the secondary
infections or threats to our long term survival. We lost many in the days before we understood and could prevent HIV
infection though screening and protection. The more learned about HIV, the longer we can maintain a positive quality of
life being dueling infected. We now know much about HVC, and can screen, prevent and better live with dual infection,
using many of the same techniques.

Overview

What is hepatitis?

“Hepatitis” means inflammation of the liver. Toxins, certain drugs, some diseases, heavy alcohol use, and bacterial and
viral infections can all cause hepatitis. Hepatitis is also the name of a family of viral infections that affect the liver; the
most common types are hepatitis A, hepatitis B, and hepatitis C.

What is the difference between hepatitis A, hepatitis B, and hepatitis C?

Hepatitis A, hepatitis B and hepatitis C are diseases caused by three different viruses. Although each can cause similar
symptoms, they have different modes of transmission and can affect the liver differently. Hepatitis A appears only as an
acute or newly occurring infection and does not become chronic. People with hepatitis A usually improve without
treatment. Hepatitis B and hepatitis C can also begin as acute infections, but in some people, the virus remains in the
body, resulting in chronic disease and long-term liver problems. There are vaccines to prevent hepatitis A and B;
however, there is not one for hepatitis C. If a person has had one type of viral hepatitis in the past, it is still possible to
get the other types.

What is hepatitis C?

Hepatitis C is a contagious liver disease that ranges in severity from a mild iliness lasting a few weeks to a serious,
lifelong illness that attacks the liver. It results from infection with the hepatitis C virus (HCV), which is spread primarily
through contact with the blood of an infected person. Hepatitis C can be either “acute” or “chronic.”

Acute hepatitis C virus infection is a short-term illness that occurs within the first 6 months after someone is exposed
to the hepatitis C virus. For most people, acute infection leads to chronic infection.

Chronic hepatitis C virus infection is a long-term iliness that occurs when the hepatitis C virus remains in a person’s
body. Hepatitis C virus infection can last a lifetime and lead to serious liver problems, including cirrhosis (scarring of the
liver) or liver cancer.

Symptoms
What are the symptoms of acute hepatitis C?
Approximately 70%—80% of people with acute hepatitis C do not have any symptoms. Some people, however, can have
mild to severe symptoms soon after being infected, including
Fever
Fatigue
Loss of appetite
Nausea
Vomiting
Abdominal pain
Dark urine
Clay-colored bowel movements
Joint pain
Jaundice (yellow color in the skin or eyes)
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Hepatitis C and Bleeding Disorders cont...

How soon after exposure to hepatitis C do symptoms appear?
If symptoms occur, the average time is 6—7 weeks after exposure, but this can range from 2 weeks to 6 months.
However, many people infected with the hepatitis C virus do not develop symptoms.

Can a person spread hepatitis C without having symptoms?
Yes, even if a person with hepatitis C has no symptoms, he or she
can still spread the virus to others.

Is it possible to have hepatitis C and not know it?
Yes, many people who are infected with the hepatitis C virus do not
know they are infected because they do not look or feel sick.

What are the symptoms of chronic hepatitis C?

Most people with chronic hepatitis C do not have any symptoms.
However, if a person has been infected for many years, his or her
liver may be damaged. In many cases, there are no symptoms of the
disease until liver problems have developed. In persons without
symptoms, hepatitis C is often detected during routine blood tests to
measure liver function and liver enzyme (protein produced by the
liver) level.

How serious is chronic hepatitis C?

Chronic hepatitis C is a serious disease that can result in long-term
health problems, including liver damage, liver failure, liver cancer, or
even death. It is the leading cause of cirrhosis and liver cancer and
the most common reason for liver transplantation in the United
States. Approximately 8,000-10,000 people die every year from
hepatitis C related liver disease.

What are the long-term effects of hepatitis C?

Of every 100 people infected with the hepatitis C virus, about
75-85 people will develop chronic hepatitis C virus infection;
of those,

60—70 people will go on to develop chronic liver disease
5-20 people will go on to develop cirrhosis over a period of 20-30 years
1-5 people will die from cirrhosis or liver cancer

How is chronic hepatitis C treated?

Each person should discuss treatment options with a doctor who specializes in treating hepatitis. This can include some
internists, family practitioners, infectious disease doctors, or hepatologists (liver specialists). People with chronic
hepatitis C should be monitored regularly for signs of liver disease and evaluated for treatment. The treatment most often
used for hepatitis C is a combination of two medicines, interferon and ribavirin. However, not every person with chronic
hepatitis C needs or will benefit from treatment. In addition, the drugs may cause serious side effects in some patients.

We will continue to look at Livingwith HVC andin 4 % % P P PP HTP PP VP VPPV VY VY Y

our next edition, we will discuss how healthy

lifestyle choices, such as daily exercise, eating % The areatest compliment in f
healthy foods, limiting alcohol and tobacco and % ) eg_ eatest comp e ?
abstaining from drugs can improve your physical, Legislative / Regulatory Advocacy
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Caring for the Caregiver*

There are 2 sounds that you will hear when this article is read, one is the resounding “DUH" by the primary caregiver
around you and hopefully, “A-HA!" as everyone who reads this finds at least one way to care for themselves or the
caregiver in their world. There is a great deal of information and studies available regarding caregivers, especially of
women providing care for the elderly. There has been much less focus on caregivers of children. There is one generally
pervasive understanding through out all of this literature, whether related to caring for adults or children, and that is
caregivers are predominately female (that would be the duh sound you just heard). The second general consensus is
that care giving is stressful in a variety of ways and effects the care giver physically, mentally, and spiritually. (ditto)

Now for the “A-HA!” moments: Approximately 45 million people in the United States devote a large portion of their lives
care giving for someone with a disability. Combine that with the demands of jobs, additional children and marriage, and
the product is a tailor-made recipe for stress. All forms of care giving take both physical and emotional tolls on
caregivers. According to their study, Shadden and DiBrezzo found that caregivers reported lower ratings of overall
health, higher levels of stress, and lower overall health satisfaction than non-caregivers. The biological effects of
caregiver stress show increased levels of cortisol and IL-6 levels, which have been linked to heart disease and other
health problems. The emotional impact of care giving can be just as strong. Shadden and DiBrezzo found that many
care givers are subject to feelings of increased sadness, irritability, fatigue and guilt. These feelings, if left unaddressed,
can lead to chronic depression. "Because our definitions of what constitutes stress are fairly subjective, some people
may be under great stress and not really be conscious of it, so they may not report being stressed.” DiBrezzo noted.

A University of Arkansas study asked care givers what support they need to provide care: Here's what most caregivers
said they wanted:

» “ (.'@ g
e Access to more information and education - =
I . N

e The availability of professional resources - T
e The option of family leave time from employers P

These point to the need for practical, real-world assistance to help care givers better manage their situations. Sharon
O’Brien at ASK.com offers the following advice to all care givers to assist in reducing stress and increasing a care givers’
overall health and balancing the needs of those in her life:

° Accept your own limits. As a caregiver, you don’t have to do it all, and you shouldn't try. Accept that there are
limits to what you can do as a caregiver. Admit when you feel overwhelmed, and ask for help.
° Create a caregiver support team. Before you can ask for help, you need to know who you can ask. Plan ahead

for times when you'll need help by making a list of people who are willing to help you with caregiver support. Family
members, friends and professional respite care workers can give you a break or help out when you can't be there.
Include their phone numbers on your list, along with the times they are available and the tasks they’re willing (or
unwilling) to perform. Always keep a copy of the list with you; you never know when you may need to ask someone
for help.

° Get organized. Being a caregiver can be a full-time job, even if you already have a full-time job. Make a realistic
schedule with your family and friends to make sure you get the caregiver support you need; assign chores, and
make sure everyone knows what to do and when to do it. This will help everyone stay organized, and it will help you,
as primary caregiver, to manage the extra demands on your time.

° Schedule time for yourself. Don't forget to schedule time for activities you enjoy. There are more important
things than doing the laundry, and caregiver support is one of them. Remember, this is about staying healthy in mind
and body, so you need to make time to have fun now and then.

° Make your own health your first priority. This may sound selfish, but it's not. Being a caregiver is a big job,
and the only way you can provide the care giving your loved one needs is to make sure you stay healthy. The kind of
stress you're trying to manage every day can easily lead to depression; staying fit and healthy can help you
cope, reduce stress, and make it easier to get through tough days when they come.

° Eat a balanced diet. This is vital to good long-term health, and it shouldn’t be hard to manage. Chances are the
person you're caring for has been ordered to eat well, and you're probably preparing and/or sharing many of those
meals.

° Get plenty of rest. Try to get the requisite eight hours every night. If you're short on sleep because your
caregiver duties require you to be up and down during the night, take naps the following day when your loved one
is sleeping. e

Continued in the ad section... AX
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Be Honest. Just Not Too Honest.
by Kevin Correa

Your first job interview. You stayed up late last night researching the company on the Internet. This morning you retied your tie three
times until it was perfect. You remembered to offer a firm handshake and maintain eye contact. So far so good. The interviewer seems to like you and
even says she thinks you'd be a good fit for the position. And then it happens. She asks if you have a medical condition that she should know about.
How should you answer? Should you lie? Is it even legal for her to ask? Unfortunately, not knowing how to maneuver through the stressful interview
process is costing many young applicants with hemophilia a shot at jobs.

Cat Out of the Bag

Tim Ochoa is a hemophilic young man who applied for a food service position, confident that his hemophilia would not prevent him from performing the
responsibilities of the job. During his interview, Tim disclosed that he had hemophilia. Suddenly the tone of the interview changed, and Tim was asked
to obtain documentation from his doctor stating that he was fit to work. As requested, Tim obtained the letter. But he did not get the job.

Being a novice and an honest applicant, Tim told a potential employer that he had hemophilia prior to being offered the job. Like scores of
hemophilic young people, he simply wasn't prepared to address his hemophilia in an interview setting.

Bobbie Kincaid, community advocate with Acreedo’s Hemophilia Health Services, said that Tim isn’t alone when it comes to spilling the
beans about hemophilia during an interview: “We’re not doing enough to educate job seekers on the interview process.” Bobbie is passionate about
increasing efforts on this front because she sees firsthand the positive effect holding a job has on the lives of young people.

“Getting that first job — regardless of what it is — is an important step that starts young people with hemophilia on their way to realizing their
dreams,” says Bobbie. “And it's a shame when a young man is excited about a job, is a good fit for the job, and then doesn’t get it because he
innocently discloses that he has hemophilia.”

Confusion Over Rights

“There’s definitely a lack of education on the subject of employment rights in the hemophilia community,” observes Beth Sufian, an attorney who runs
the Bleeding Disorders Legal Information Hotline. With respect to employment issues, she notes, many of the people she speaks with either don’t know
or have serious misconceptions about their legal rights. Of the calls Beth fields, those involving employment discrimination are surpassed only by those
relating to insurance.

Many job applicants with hemophilia are at least vaguely aware that they may receive some protection under The Americans with Disabilities
Act (ADA). But what they may not realize is that protection under the act is as much about the employer as it is about the applicant.

For instance, in order for a company to be covered by ADA, it must have at least fifteen employees. As for the applicant, ADA defines an
individual with a disability as a person who

+ has a physical or mental impairment that substantially limits one or more major life activities;
+ has a record of such an impairment; or
+ is regarded as having such an impairment.*

Assuming both the company and applicant are covered by ADA, then certain aspects of the act are particularly important to people with
hemophilia: “Employers may not ask job applicants about the existence, nature, or severity of a disability. Applicants may be asked about their ability to
perform specific job functions.”

In other words, an employer covered by ADA can't ask if you have a disability, but can ask if anything prevents you from doing the job for
which you're interviewing. If you're asked whether anything would inhibit your ability to perform specific job functions, responding with a simple “no” is
appropriate.

But the situation gets muddled if you're asked directly whether you have a medical condition the employer should know about. Legal or not, if
you push back on this issue, you're likely to raise red flags. Again, your response can be simple:

“No, | don't have any condition that would prevent me from performing the job.”

Once the company offers you a job, you can be asked questions that might reveal a disability — as long as the same questions are asked of
all applicants. At this point, if you decide to disclose your hemophilia, the company cannot withdraw its offer unless it determines that your condition
prevents you from performing essential job functions or that you would pose a risk of injury to yourself or others.

As you can see, the interview process can become a game of semantics. The bottom line? Be prepared. Have a response ready if the
subject of hemophilia surfaces. Worst-case scenario? You're not prepared for the question, and you're caught like a deer in headlights.

When In Doubt, Seek Help
The subject of discrimination in the hiring process involves complex legal issues. If you think you're a victim of discrimination, seek legal assistance
and consider filing a claim with the Equal Employment Opportunity Commission (EEOC).

Bear in mind that there are time limitations for filing claims, and that legal action far from guarantees a satisfactory outcome. Obtaining
representation is difficult, and according to Beth Sufian, only 3% of ADA cases are won by the employee.

If you decide to pursue legal remedies, the Bleeding Disorders Legal Information Hotline is a sound place to start. The toll-free number is
(800) 520-6154.

There's no way to predict if the subject of your hemophilia will arise during a job interview. In any case, you should be prepared to address it.
Handling the issue with poise could end up landing you the job.
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Scholarship Information

Now is the time of year when many begin to think about college scholarships. The HFI website has a list of some of the
scholarship opportunities that are available to different segments of the bleeding disorders community. Some are only
available to the individual with hemophilia, while others are open to siblings, or children of affected individuals. There

are some that are open to families with von Willebrand's disease. While many are aimed at persons who will be attend-
ing college or university there are some which support technical or vocational studies. Each application and deadline is
different. Some require letters of recommendation and essays. Read over the requirements and ask questions if you
are not sure about the requirements. The social workers at the Hemophilia Treatment Centers may be able to provide
you with some suggestions and orientation.

Applications Available for the Bradley Krueger Scholarships

We are proud to announce that we are now accepting submissions for this scholarship. Brad’s family started this fund to

help other people with hemophilia achieve a higher education—to live a full and productive life. Those who knew Brad
understand that he lived life to the fullest and never let iliness “get him down” for long. He was fun loving and had many
friends and family who adored him. This scholarship will live on as a testament to his strengths and determination. It is
available for people with a bleeding disorder, parents, siblings and/or carriers. Scholarship(s) can be used for tuition for
any type of post-secondary institution — including trade schools, room and board, books, and supplies (including
computer equipment). Scholarship(s) will not be paid to the individual — must be paid to an educational institution or in

the case of supplies directly to the vendor. Applications will be accepted until June 1st and are available on our web site
— www.hfi-il.org. The Committee has made up to $2,500 available for scholarships this year which will be awarded at the

HFI Annual Meeting in July.

Additional Education Opportunities
This is a list of some of the scholarship opportunities available to members of the bleeding disorders community.
An entire list of scholarships can be found at: http://www.hemophilia.org/NHFWeb/MainPgs/MainNHF.aspx?menuid=53&contentid=150

Please check all particulars including deadlines with the responsible organizations.

Scholarship Source Deadline | Contact Web Addresses

Mike Hylton and Ron Niederman Memorial Factor Support Network April 30 (877) 376-4968 factorsupport.com

Scholarships (5) - Includes immediate family | Pharmacy

members

Millie Gonzalez Memorial Scholarships for Factor Support Network April 30 (877) 376-4968 factorsupport.com

WOMEN with bleeding disorders (2) Pharmacy

Academic Scholarship for Women with NHF 2009 Project Red Flag | May 15 Dorothy Noel, NHF www.projectredflag.org

Bleeding Disorders. Inspired by Josephine Health Education &

Droney and Lindsey Hanson-- two (2) Prevention

extraordinary young women in the bleeding Coordinator: dnoel@

disorders community. (2) $2,500. hemophilia.org

Education is Power Scholarship (several) MedproRX May 1 (866) 528-4963 medprorx.com

HHS Memorial Scholarships (Multiple) Open | Hemophilia Health Services May 1 (615) 850-5175 accredohealth.net/hhs/

to a wide variety of bleeding disorders

Rachel Warner Scholarship Committee of Ten Thousand | ? (800) 488-2688 cottl.org

Renee Paper Academic Memorial NHF Project Red Flag May 15 (800) 424-2634 projectredflag.org

Scholarship

Lawrence Madeiros Scholarship Lawrence Madeiros June 1 (518) 863-2668 adirondackspintacular.com
Scholarship

Kevin Child Memorial Scholarship NHF June 26 (800) 424-2634 hemophilia.org

Eric Delson Memorial Scholarships Caremark July 1 (800) 323-8083 caremark.com

(1) H.S. (3) College
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Why Bob Goes to Camp!

Many of you might not know how | became involved with the bleeding disorder community. In 1991, | was working in lllinois with a group of people
establishing a camp for kids with AIDS. Staff and volunteers from the Hemophilia Foundation of Illinois joined this group. In the end, it turned out that
the people from HFI really served as consultants to the rest of us. We were all amazed at how much they knew about camping and the willingness to
share everything with us. When this project was finished | asked to become involved as a volunteer with HFI and have been part of the organization
ever-since.

After nearly twenty years now it doesn’t surprise me that my introduction to this

important community was through camping. This is a very common route to a ﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁ
lifelong family commitment to bleeding disorders. Young families faced with

dealing with a bleeding disorder are often isolated. Slowly during the first years of ¥ CALLING ALL CAMPERS
their children’s lives they develop a relationship with healthcare providers, some &

other impacted families and the local organization. It is recognized that there are POTENTIAL CAMPERS *

others out there that share a commonality with them — but I believe that many do
not feel a connection until that child returns from camp for the first time. Camp Warren Jyrch
July 26—August 1, 2009

Timber Pointe Outdoor Center
Hudson, lllinois

Camp has so much to offer but the most important aspect is that for a short period
of time — in lllinois this is one week — each year, everyone has a bleeding
disorder. Our kids are the included ones — not the ones excluded for a medical
condition. Everything is for everyone. The parents don't need to worry that the
neighbor may be holding a birthday party at an arcade and not invite their child
because they are not comfortable with the risk of a bleed. No child is faced with
an adult suggesting they be a “scorekeeper” because this is the safest way for the
adult to assure themselves that they are protecting the child’s health. | could go
on and on with examples but hopefully you get my point — if you don't, contact me
and | can tell you bizarre stories of how our children are isolated each day.

Camp Applications will be available for the

37th Session of Camp Warren Jyrch as of

April 20th. You can access them from the
HFI web site or by contacting the office.

Camp starts out each day around a flag pole with a moment of reflection. There is
nothing remotely religious about this activity but it is one of the most spiritual times
of my life. | don’t get through most of these mornings without a tear — but those of
you who know me know that I'm a big softy. 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 can't 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.

Marcus McClure Family Camping
Weekend
May 15—17, 2009
Timber Pointe Outdoor Center
Hudson, lllinois

This experience, while it may only last one week, permeates the rest of the year
and for most of us our entire lives. How many people out there — I'm talking to
you — are still friends with their cabin mates from their 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?
It would be great if we could find a way to quantify the positive outcomes from
camp but I'm not sure there is a number that goes that high.

Calling all new campers between the

ages of 6 and 10 years old. Pack up
your family and join us for this fun-filled
weekend of camp activities. You, your
When | talk with other colleagues who work in other areas of social service they i@? parents and your siblings will get to “try
are always amazed at how many people with bleeding disorders are truly involved out” bleeding disorder camp. Reservation
with HFI. They want to know what the secret is to getting people to be a part of g@? forms are available on the HEI web site
their own organization. | tell them that there are a variety of reasons but none . .
more important than our camping program. From this one activity each participant or by contacting the office.

has the opportunity over the years to develop thousands of relationships that can
aid them in living a strong, independent and healthy life. % CALL FOR CAMP STAFF *

In closing, | want to talk directly to new families that are still a little unsure of send- i@z We are looking for dedicated, experienced
ing their son or daughter to camp for the first time. We understand this reticence. i(:)jg volunteers who are interested in being
You have been caring and protecting your child for the past seven to ten years counselors for Camp Warren Jyrch. There is
largely all by yourselves. Know that we are here for you to help you (mom and i@? complete information and applications
dad) get over your uncertainty. We will help you in anyway we can because this i@? available on the HFI web site.

will be a terrific experience for your child.

I'm proud to report that the camping program for children with AIDS that the ﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁ

Hemophilia Foundation of lllinois helped start continues to grow and develop — as does our camp. We will be holding the 37" session of Camp Warren
Jyrch from July 26 — August 1 at the Timber Pointe Outdoor Center in Hudson, lllinois. | can't wait!!
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a l\"ﬂ » Caring for the Caregiver cont...
g

&

> _ _ : . -
» A\« ® Exerciseregularly. Aim for 30-60 minutes of exercise four to six times a week; even a walk around the

_~"=__ block will help clear your mind and keep you more fit. Regular exercise will give you more energy, reduce
your stress, and elevate your mood. If you can work in some strength training twice a week, that will help
keep your bones firm and your muscles strong, both essential if you have to help lift and support the person in your

care.

° Relax. Do relaxation exercises--such as deep breathing or meditating--to reduce caregiver stress. If possible,
set aside a few minutes at the beginning and end of your day to practice these techniques. Consciously relaxing in
this way will help you enter the day more calmly, and make it easier for you to sleep at night. You can also do deep
breathing now and then throughout the day to help keep your stress under control.

° Take a break. At least once or twice each week, stop being a caregiver for awhile and take some time for your-
self. If you do, you'll be happier and better able to care for your loved one.
. See your doctor. Get regular medical check-ups; you need them more than ever now, because you're manag-

ing a lot of extra stress and emotional turmoil.

Being a caregiver for someone you love is one of the toughest jobs imaginable. It's frustrating and terrifying, exhausting
and overwhelming, but it can be one of the most rewarding things you'll ever do — a supreme act of love. But don't for-
get caregiver support: in order to provide the best care for your loved one, you have to take care of yourself.

* This article is a compilation of information found on Ask.com in reference to Care Giving.

Welcome to the A CTORNET SPONSOR SECTION. We thank our generous
supporters for helping us make this important educational publication available. Please note that an
inclusion of an ad in no way endorses a particular product and/or service. If your business is interested
in being included in this section, have a representative contact Lily Schwartz for information

HOMETECH
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EXPERTISE IN:

Hemophilia A
+ Hemophilia B
« Von Willebrand’s DDisease
= Other Bleeding Disorders

SERVICES INCLUDE:

-

Nursing & Pharmacy 24/7
Infusion Education
Reimbursement Specialists
Direct Commmunication
With The People You Know
Next Day Delivery

Sheila Sheppard, RIN - 630-253-8413
email address: sheila.sheppard7@gmail.com

Phone: 877-897-2505 « Fax: 877-897-2503

Spring & 2009



Relax...

We take the worry out of living with
hemophilia and other bleeding disorders,
so you can enjoy life.

We’re looking out for you.

« Anindividual case member will assist you,
advise you and negotiate for you.

« Prescription fulfillment

MID'WEST - Product delivery
CORNERSTONE HEALTHCARE

Peace of mind for your healthcare needs. < Full hne‘of factor prqdugrs and custom foil-wrap
packaging that maintains proper temperature

- Insurance reimbursement & care provider issues

We're ready to start serving you today. www.mwcornerstone.com
Anna MacDonald (888) 487-9437 + Mimi Law (877) 616-1529 .« Norma Castaneda (877) 598-2688
Se Habla Espanol
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Biotherapies for Life"™ CSL Behri ng

GET YOUR GAME FACE ON
at www. HFSGameFaces.com!

New GameFaces™ from Helixate® F5—
Physical challenges that help you get active

Lag o Loowww. HFSGameFaces.com

Regisler and choose your GareFaces'™ characle”
Comnplele aulidoor and indoor physica

chdllenges—even Wi ™ garmes—aon your own

Corne back to the site 1o ke your physical activity progress
Wher you comale e a challerge, you will be enlzred in a
swnnstakes T owin g willt

Don‘t miss your chance to win...
register now at www.HFSGameFaces.com!

Register for a chance to
win a Mintendo® Wi

HelxaleFs
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Take Life On
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Surgical Study in Type lli
von Willebrand Disease

Our office is part of a research study for people who have been diagnosed with Type lll von
Willebrand Disease and will be undergoing surgery. von Willebrand Disease is an inherited
bleeding disorder. This study will look at the effectiveness of the drug Alphanate® in

preventing excessive bleeding during surgery.

You may be able to take part in these studies if:
» You are at least seven years old
« You have been diagnosed with Type Ill von Willebrand Disease
» You need a surgical procedure

= You (or your parent/legal guardian) must voluntarily agree to participate in this study
Study staff will review additional requirements with you.

You will be asked to take part in this study for at least four weeks. During the course of the
study you will need to return to our office for six visits. You will have four blood tests done
by drawing blood from your arm. Participants will be paid a set amount for time and travel
expenses. (A research staff member can provide more details.) All study related exams,

laboratory tests and study medications are provided to qualified participants at no cost.

For more information:

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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Deciding where your factor comes from is your choice.

For more information, Shouldn’t you choose a company
contact: that delivers more than
just a box of factor?

John Thorson
1.888.452.4679 BioRx works hard

JThorson@biorx.net to earn your trust.

1.866.44.BIORX
1.866.442.4679

www.biorx.net

be part of the link crowd

Come join us for an interactive experience to...

Learn and provide feedback about exciting new programs
and resources

Share insights about hemophilia

Increase your knowledge about the latest in hemophilia
treatment and support

Contact Craig Ziegler today at 312-502-6648 to discover when
the next LINK gathering will be happening in your area.

@ Bayer HealthCare

L]
Pharmaceuticals ‘
BAYER and the Bayer Cross are registered trademarks of Bayer.
©2009 Bayer HealthCare Pharmaceuticals Inc.
eaming, insights, and knowledge

All rights reserved Printed in USA 2/09 KNO9002609
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Ask your Healthcare Professional if

ADVATE is the
right choice for you

Visit www.advate.com
for more information.

Jamie Holmes
847 846 2913.

ADVATE
- oL g

Banar and ADIVATE o ROIRaTd TRoemarts of s MEmanoaal b,
G Copwight Leugust 1009, Bagar Hadthaia Carporstion. &1 fohis isanved.

January 15, 1992

Joey was born in Nashville, Tennessee and diagnosed with hemophilia.
Joey's family was devastated, confused, and at a loss as to what this
meant for their son.

Hemophilia Health Services was there.

HHS provided Joey's family with the education, the medication, and the
support that empowered them to take charge of living with a bleeding
disorder — a mark in their journey toward a fulfilling and rewarding life
— one without fear.

August 12, 2003
Joey led his little league baseball team to the state championship as their
star pitcher. His family could not have been more proud.

Hemophilia Health Services was there.

\ ‘_ — * 4 www.HemophiliaHealth.com HEMOPHILIA

¥  HEALTH SERVICES
Al &“‘& 1.800.800.6606

Ny
\ |

Visit us today at www.HemophiliaHealth.com/accomplishment.itm and tell us about your accomplishments.

Bobbie Kincaid, Community Advocate

877-626-2243
Maira Guild, Community Advocate
877-438-5114
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At Professional Infusion Consultants, we pride ourselves
on providing the highest quality of care to our patients
and their families for the past seven years. Working in
conjunction with your physician and the pharmacy, we
carefully orchestrate a plan of care that is both effective
and convenient.

» Pediatric specialists solely dedicated to patients
afflicted with bleeding disorders

= Primary nursing is always achieved with our
specialized pediatric team, providing home infusion
services in the Chicago land area.

« |nfusion nurses teach patient and family self
administration to obtain maximum independence

* |V, mid-line, and PICC insertions available onsite
using Ultra-Sound technology

- www.picchomehealth.com
Toll Free: 866-NOW-PICC

“mw [PICC

M

Professional Infusion
Consultants Corporation

www.picchomehealth.com

The New Wave in Health Care

NovoSeven® RT

Call your health care prowvider
ar st NovoSeyenRT.com
for additional Information.
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When Only the Best Will Do

Sincc 1989, AHF® has set the standard for quality bleeding disorders home care, The AHF pharmacy works
exclusively with bleeding disorders...you are our only business, Our specialsts will design a care program

that is personalized for you. As a result, AHF receives a rating of nearly 100%
sutsfacion from our clients. Remember, it s your rghtto choose the very best
home care company to meet your family's needs.

+ Providing the full range of clotting medications and ancillaries
+ Delivering overnight with 24 hour-a-day client services support

* Answering )inur calls with a real person, 1l
tound-the-clock TR

 Negotiating insurance reimbursement

+ Arranging home infusion nursing
services

Returning a arge pencentageof ol proceeds back ™%
10 the leeding disorders community,

For further information contact:

Tabby Mayhan 8002604875

The Bleeding Disorders Homecare ny
31 Moody Road, P.0. Box 985, Enﬁel i

Grifols provides the following product choices:

Alphanate®
Antihemophilic Factor/von Willebrand
Factor Complex (Human)

AlphaNine®SD

Coagulation Factor IX (Human)

Profilnine*SD
Factor IX Complex

Inspired by nature

For further infarmation call Grifols USA, LLC Professional Service: 888 GRIFOLS (838 474 3857)

Customer Service: 888 325 8570 Fax: 323 441 7068 www.grifols.com

Visit Our Website! www matrizhealthgroup.com

Lisa Miller Tlm Kennedy
Rezional Care Coardinator are Coardinator
§30-698-8775 347-435'-&%
Imiller/@matrizhealthzroup.com thennedy @ matrizhealtheroup.com

GRIFOLS

Matri*?x Health
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Matrlx Health

Contact Your Matrix Health Fepresentatives:

Trust the Experience

At CVS Caremark, we've been helping Sheila Stein
families for over 30 years. We are
committed to helping our patients

Client Services Representative

CVS Caremark Specialty Pharmacy

live well and make better health care 1-847-634-7995
decisions. Our CareTeamn provides: sheila.stein@caremark.com
+ Nursing services
» Next day deliveries
« Emergency support

www.caremark.com

G\REMAC"S&(‘ CarePlus

©2009 Caremark, All rights reserved, %071-16341b
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April 25-26, 2009:
April 17, 2009:
May 3, 2009:

May 8-10, 2009:
May 16-17, 2009:

May 23. 2009:

Save the Date
For these
Upcoming Events
with HFI!

Statewide Education and Fun Weekend

Camp Warren Jyrch applications available

Blood Brotherhood Top Golf Outing

Educational Retreat for Women in Families with vonWillebrand Disease

Marcus McClure Family Camp

Hispanic/Latino Family Activity-Stress Management, Diet and Exercise

July 26-Aug. 1, 2009:Camp Warren Jyrch, Timber Pointe Outdoor Center in Hudson, lllinois

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

Hemophilia
foundation
EEEN of llnos
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Serving the lllinois bleeding community since 1949!

332 S. Michigan Ave Suite 1135
Chicago, IL 60604

Phone: 312-427-1495

Fax: 312-427-1602

Email: info@hfi-ilil..org



