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IDF Presents Survey Results

Successful Symposium at AAAAI Conference

Long the national source for reliable data, IDF has a wealth of unique information about the real
experiences of the primary immunodeficient community. Highlights from five IDF surveys conducted
over the last decade were presented at

the IDF Symposium on Prevalence, Patient
Characteristics and Treatment Patterns

in Primary Immune Deficiency Diseases
(PIDD) held at the American Academy of
Allergy and Immunology (AAAAI) Annual
Meeting on Friday, February 23,2007 in

San Diego. Marcia Boyle, President &
Founder of IDF, welcomed approximately

I 50 immunologists, medical professionals
and other guests from all over the world.
The panel of presenters included John
Boyle, PhD, Rebecca Buckley, MD,Vivian P.
Hernandez-Trujillo, MD and Jordan Orange,
MD, PhD.

Panel Presenters (L — R) Vivian P. Hernandez-Trujillo, MD; Marcia
Boyle, President and Founder of IDF; Jordan Orange, MD, PhD;
Rebecca Buckley, MD; John Boyle, PhD

Dr. John Boyle began by presenting the

overview of the results of IDF surveys conducted over the past decade. He demonstrated how these
survey results have established a clear picture of the complicated world of primary immunodeficiency.
Treatment experiences, health status, [VIG use and challenges that faced, and continue to face, the entire

PIDD community were all addressed.

Dr. Jordan Orange and Dr. Boyle presented the results of the 2006 Patient, Physician and Hospital
Pharmacist Surveys on IVIG Reimbursement and Availability. Patients with PIDD are finding it more
difficult to obtain their IVIG therapy either in sufficient dosages or in a timely manner. Additionally,

fewer doctors are infusing PIDD patients in their offices and as a result, more PIDD patients must obtain
their infusions from hospitals. Survey results showed increased infections, pneumonia, bronchitis, and
antibiotics use among those who have had difficulty obtaining their IVIG. Although those on Medicare are
much more likely to experience these types of problems, individuals who have private pay insurance are
beginning to see challenges in obtaining their IVIG therapy as well. The reason for this situation is quite
clear. Almost half of the physicians (44%) and almost a third (30%) of the hospital pharmacists reported
that they paid more for liquid IVIG than they were reimbursed. Eighty-one percent (81%) of the physicians
and 57% of the pharmacists reported paying more for lyophilized IVIG than they were reimbursed.

continued on pg.2.
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“IDF Presents Survey Results ...”, cont’d.

In regards to the physician survey findings, Dr. Orange commented, “current reimbursement
standards represent a significant risk to the health of patients with primary immunodeficiency
diseases. Patients are being forced to change optimal treatment location, infusion intervals
and/or dosing amount, in some case foregoing treatment for extended periods. As a result,

some of these vulnerable patients have experienced additional or more severe health effects.”

Dr. Rebecca Buckley presented the results of the IDF Survey of the Prevalence of Primary

Immune Deficiency. A national probability sample of 10,000 households was sampled

by telephone to identify how many of the nearly 27,000 household members had been

diagnosed with a primary immunodeficiency disease. Based on the data, Dr. Buckley believes,

“immune deficiency diseases are far more common than previously thought” Details of this
groundbreaking survey will be

released as soon as the report
*  The average time to a diagnosis of PIDD

from symptom onset is 9.2 years.

is finalized.

Dr. Orange discussed results
from the IDF/AAAAI/ESID

specialist surveys. Some

e Only 19% of respondents rated their
health as good or better in the year before
they began IVIG therapy, whereas 73%
rated their health as “good” or better in
the year after they started the therapy.

of the findings suggested
that specialists in primary
immunodeficiency diseases

*  37% of respondents suffered a permanent

functional impairment prior to their prescribe more aggressive

diagnosis of PIDD. therapies than those who

did not specialize in PIDD.

According to the survey, there

are important differences
between and among immunologists in how they choose to treat PIDD patients. There are
also significant differences between how American and European physicians treat their PIDD

patients.

Dr. Vivian P. Hernandez-Trujillo briefed the audience on an exciting upcoming IDF survey of
pediatricians. This survey will be administered through the American Academy of Pediatrics
membership to understand the perceptions of and practices by generalists as applied to
patients with PIDD. The survey aims to contrast the differences, if any, between generalist and
specialist treatment of PIDD. The survey results will be used as educational points of focus to

aid in improving the early diagnosis of these patients.

The IDF would like to thank all of those in our community who participated in these surveys,
for without their time and effort, these groundbreaking, important surveys would not have

been possible.

This symposium was made possible by an educational grant from Talecris Biotherapeutics.

For additional information about this symposium or other IDF survey findings, please contact
Christopher Scalchunes, Director of Survey Research, at cscalchunes@primaryimmune.org or
800-296-4433.



Breaking Good News!

New Codes for Immune Globulin Products

On April 18,2007, the Centers for Medicare Services (CMS) IVIG products regardless of patient need, preference and/or
announced it will recognize separate codes for each intravenous product cost.

immune globulin (IVIG) product. In the long-term, separate . . . .
g (ViG) p g P This recognition of separate codes for immune globulin products

codes for each IVIG product will help individuals with primary by CMS is the result of the advocacy of IDF and many others. By

immunodeficiency diseases because they will provide more ) ) ) . ) ) .
tirelessly advocating for patients with primary immunodeficiency

accurate pricing data for each immunoglobulin product. IVIG . . . L
pricing & P diseases and working with other organizations and stakeholders,

d i d d, by definition,
products are unique products and, by definition, are not we have helped to persuade CMS to reevaluate how they have

i ivalent. Although pati d their physici decid
bioequivalent. Although patients and their physicians may decide looked at IVIG. This is a major change and will hopefully lead to an

to switch products, the potential for side effects should not be . .
P P adjustment in the way CMS pays for IVIG to assure access to care.

taken lightly. Patients should not be forced to switch products

solely due to cost. We sincerely appreciate all of you who have contacted your

Members of Congress and shared your concerns. It has truly

Although separate IVIG codes do not fix the overall Medicare . L. .
made a difference! However, it is not a time to become

reimbursement problem, the codes should serve to make all ) L
complacent. Please keep it up and maintain your advocacy efforts

roducts available to patients on Medicare. This is because the ) . .
P P along with IDF as we continue to fight to restore access to IVIG in

calculation to determine Medicare payment will be based only )
all sites of care.

on the sales price for that product and not group together all

“Bureaucracy to Die For...”

- As the leader and So we took action. We placed the advertorial,“Bureaucracy to
BUIEH.UCIH.C}' to Die For... voice of primary Die For...”,in Roll Call, the newspaper of Capitol Hill and the
=S —:_ immunodeficient leading publication for Congressional news and information.
= patients, the We wanted to gain the attention of Congress and press for the

Immune Deficiency release of two reports—one by the Office of Inspector General
Foundation (IDF) and another requested by the Secretary of Health and Human
knows our patients Services, which members of Congress have requested before they
can’t wait any will act.Time is running out for our patients who have no other
longer. Since January treatment available to them except IVIG.

me== || 2005, IDF has been

—lamoIen : " | W e dooking for Congress must act now to fix the Medicare reimbursement

sgeciad meatman i i
woerbopaa i working to establish sl e Y

st seni

a permanent and

=|=S=s===s comprehensive It is our duty to represent patients with primary
solution to immunodeficiency diseases. IDF will continue to fight for
patient access to healthcare reform to support our community. Currently, new
immunoglobulin legislation is being drafted and IDF is on the forefront to ensure
therapy (IVIG). that action is taken.

We know that

. . . . . To view the complete advertorial, go to
reductions in Medicare reimbursement rates have resulted in

} } ) , www.primaryimmune.org. While on our Web site, we urge you to
patients being turned away from their own doctors’ offices for . )
continue to send your stories and messages to Congress through

treatment, and suffering negative health outcomes because they IDF Action Alert

have had to postpone treatments or increase the time between
treatments.
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Q&A With Representative Jim McCrery

For several years, IDF has worked closely with Congressman Jim
McCrery of Louisiana. Mr. McCrery is an influential member of

the U.S. Congress, having served our country for the past twenty
years. He is the Ranking Republican Member of the powerful House
Committee on Ways and Means which has jurisdiction over tax, trade
and Medicare policy. Mr. McCrery is recognized as one of the most
thoughtful members of the United States Congress, focusing on solving
America’s challenges by looking past politics of the moment and
toward long-term, permanent solutions. He will be personally involved
in any legislation impacting Medicare payment for IVIG. Recently, IDF
talked to Mr. McCrery about issues of importance to individuals with
primary immunodeficiency diseases.

Congressman McCrery, are you aware of the problems
many Medicare beneficiaries are facing regarding IVIG?

Yes, in fact, many of my colleagues and | have heard directly from
our constituents regarding their unfortunate experiences trying
to locate providers who will infuse Medicare beneficiaries. My
staff is in regular communication with IDF and has worked with
them to better quantify the problem.

You are the Ranking Republican of the House Committee
on Ways and Means with jurisdiction over the Medicare
program. What do you expect your committee will do
regarding Medicare reimbursement of IVIG?

It is very important that Congress have independent data to fully
understand why patients are experiencing difficulties. Without it,
we don’t know if we are truly addressing the underlying problem.
Currently, Congress is awaiting the results of two studies
focused on IVIG availability and reimbursement. The Committee
has been briefed on parts of the reports and it is my hope the
completed reports will be released soon. Congress has been
waiting for a long time for the government-sponsored studies to
be completed and made public.

To encourage completion of the studies, | worked closely

with my colleagues and the immune deficiency community

to include a statement in the Tax Relief and Health Care Act of
2006. Specifically, we expressed our hope that the Secretary

of Health and Human Services will “promptly review such studies,
and report to the House regarding the adequacy of supply and
Medicare reimbursement related to the cost of acquiring IVIG and the
complexity of IVIG infusions.” Also, | sent a letter to the Secretary
urging the timely completion of these studies.
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What is Medicare currently doing to stabilize the IVIG
access issue?

This past fall, the Centers for Medicare and Medicaid Services
(CMS) had proposed eliminating a pre-administration fee paid
to physicians to assist in acquiring IVIG. After many public
comments opposed to this provision, CMS determined they
would continue the pre-administration fee. | worked with

my colleagues in the House of Representatives to include a
statement urging the Secretary of Health and Human Services
“to continue the IVIG pre-administration fee until the Secretary either
assures the House that Medicare reimbursement is adequate or

a new payment methodology is implemented to address concerns
regarding access to IVIG.”

The independent data gathered from the studies Congress is
awaiting should help to answer the question of whether the
current reimbursement is adequate or provide information to
guide us toward a new payment methodology.

You have been very clear about the need for data. Is
there any other data that can be helpful to Congress?

| commend the IDF and their patient members for responding
to the call for improved data by sponsoring patient surveys and
for the successful response rate by patients. | would like to
see |DF regularly gather data and report to the committees of
jurisdiction regarding changes in patient access to products and
providers, as well as changes in health care status over time. |
look forward to continuing to work with IDF and the many
patients living with primary immune deficiency diseases.

Representative Jim McCrery, at IDF Capitol Hill Day 2006,
was presented with the Distinguished Public Policy Award for leading
the charge to fix the IVIG access problem. Pictured with him are Gail
and Sydney Nelson, IDF Volunteers, and Marcia Boyle, President &
Founder of IDF.



IDF Launches New Survey Research Center

IDF is proud to announce the launch of our new survey research center. Over the past decade, IDF has
taken the lead in conducting national surveys of patients with primary immunodeficiencies, and medical
professionals. Our survey data has been used effectively with government in quantifying the impact of the
IVIG shortage several years ago, in helping change clinical trial design,and more recently in demonstrating
the impact of Medicare reimbursement changes on patient care. Our survey results have been used by
physicians to outline patient treatment and diagnosis experiences, as well as by industry and government
to understand the demand for and efficacy of immunoglobulin replacement.

“Our survey data has been indispensable in furthering the understanding of primary immunodeficiencies
by better defining the health status, treatment patterns and psycho-social experiences of our patients.
Establishing our own survey research center will give us the ability to act quickly and collect critical data

in response to our changing environment. I'm thrilled with the upcoming possibilities and the benefits that

4
will result for our community,” Marcia Boyle commented.
Christopher Scalchunes, . ) )
IDF Director of Survey The goal of the IDF research center is to provide the most current and accurate data on primary
Research immunodeficiencies for advocacy, education and improved patient care. It will also provide a mechanism

for ad hoc data collection and analysis on emerging issues and concerns, such as insurance reimbursement, the impact of live virus
vaccinations, as well as the efficacy of treatments. The IDF survey research center will work with government, industry and the medical
community to provide essential data for making decisions on a number of issues critical to our community, including access to care and
appropriate therapies, research support and regulatory guidelines. IDF thanks Talecris Biotherapeutics for providing initial support for
this critical effort,and we invite other stakeholders in our community to join us in participating in the efforts of this center.

This February, Christopher Scalchunes joined the IDF as the director of the new survey research center. Chris offers a wealth of
experience from his ten years as a research analyst at a public policy center where he managed the survey research unit. If you want
additional information about the center, Chris can be reached at 443.632.2551 or e-mail cscalchunes@primaryimmune.org.

Alan Hobson to
Speak at National
Conference

IDF is pleased to announce that Alan
Hobson will speak at the 2007 IDF National
Conference in St. Louis, June 29*. Hobson
has an incredible story to tell. After a

New IDF Brochure Now Available!

IDF—Your Key Resource,

=] IMMLUNE

[ piana Your Best Advocate for

FOLSTATIH Y

Primary Immunodeficiency
Diseases

IDF is pleased to offer our new

decade of preparation, Alan Hobson's
brochure. Our services, materials first expedition to Mt. Everest missed the
summit due to hurricane-force winds. He used his hard-won lessons

and programs are outlined as well as o ) ) )
to begin again, however his second Everest attempt missed the summit

basic information on symptoms of when the expedition’s lead climber became ill. After almost two decades
primary immunodeficiency diseases. Hobson finally stood on the highest point on the planet on his third
attempt.

This brochure is offered free of

) o . Three years after Everest, Alan faced his biggest mountain. He was
charge and is PerfeCt for distribution at physician offices, diagnosed with leukemia and given less than a year to live. Today, Hobson
hospitals, health fairs—anyplace that will help spread has achieved an elite level of fitness after a blood transplant to eradicate

awareness. the disease, and he is living proof of the power of persistence.

Don’t miss the opportunity to hear this compelling story of triumph and

perseverance. Register today for the 2007 IDF National Conference.

View online at www.primaryimmune.org Visit www.primaryimmune.org to register online, or call 800.296.4433
for more information.
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What about Clinical Trials?

IDF often receives requests for information about clinical trials.
Clinical trials are research studies in volunteers to address specific
health issues. These studies may be designed to learn more

about a specific disorder; identify the causative gene, discover

new therapies, or improve existing treatments. By participating

in clinical trials, patients can be more involved in their own health
care and potentially gain access to the newest treatments before
they become widely available. Participation in clinical trials is also
an important way to help others affected by a similar disease.
Volunteer participation increases the body of information available
to find out more about the causes, special features of the disorder
and the most effective treatments for these rare diseases.

If you are interested in learning more about current clinical trials
in the United States, check out the Web site offered by the U.S.
National Institutes of Health and developed by the National
Library of Medicine. The Web site www.clinicaltrials.gov, lists
information about clinical trials in an easy to search

format. Searches can be carried out by diagnosis, treatments,
geographic locations and various combinations of keywords.

Although the IDF does not review and/or endorse any particular
clinical trial listed on this site, all trials on this site have received
approval by institutional review boards. Frequently, these

trials have also been authorized by the U.S. Food and Drug
Administration, particularly if the trial involves testing responses to
new pharmaceutical agents or new uses for existing treatments.

Choosing to participate in a clinical trial is an important personal
decision. As with any decision concerning your disease and care,
you should talk to your physician before joining any trial.

To find out more about current clinical trials visit:
www.clinicaltrials.gov

IDF 2007 National Conference

Designed for healthcare professionals treating patients with
a primary immunodeficiency disease, this program is a great
opportunity for physicians and nurses to learn more about
primary immunodeficiency diseases while earning continuing
education credits. Residents, fellows, primary care physicians
and pediatricians are all encouraged to attend this program
on Friday, June 29,2007 from 11:30 am — 5:15 pm.

This activity has been planned and implemented in accordance
with the Essential Areas and Policies of the Accreditation
Council for Continuing Medical Education (ACCME) through
the joint sponsorship of Washington University School of
Medicine, Continuing Medical Education and the Immune
Deficiency Foundation. Washington University is accredited

Lunch and Welcome: H. James Wedner; MD,Washington
University in St. Louis

Introduction to Primary Immune Deficiency Disease:
Howard Lederman, MD, PhD, Johns Hopkins School of
Medicine

Use of Laboratory Tests in Diagnosis of Primary Immune
Deficiency Disease: Francisco (Tony) Bonilla, MD, PhD,
Boston Children’s Hospital

New Developments in the Understanding of Primary

Professional Medical Education Opportunity

Professional Medical Education Sessions

by the ACCME to provide continuing medical education for
physicians.Washington University designates this educational
activity for a maximum of 5.0 AMA PRA Category | Credits™.
The continuing nursing education activity has been approved
by the Missouri Nurse’s Association, an accredited approver
by the American Nurses Credentialing Center’s Commission
on Accreditation.

To register, visit www.primaryimmune.org.

For full details regarding registration, accreditation, credits,
deadlines, etc., download the Professional Medical Education
Program at: www.primaryimmune.org/conferences/conf_2007.
htm.

Immune Deficiency Disease: Hans D. Ochs, MD,
University of Washington School of Medicine

Treatment of Primary Immune Deficiency Disease
through Bone Marrow Transplantation and Gene
Therapy: Rebecca Buckley, MD, Duke University School
of Medicine

Immune Globulin Therapies: Melvin Berger, MD,
PhD, Case Western Reserve and Rainbow Babies
and Children’s Hospital; Debra Sedlak, CPNP, Duke
University School of Medicine
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Patient Education—resources for living with primary
immunodeficiency diseases
Approximately 2,000 patients, family

members and others attended IDF
living with primary immune disease. Leading immunologists address meetings in 44 cities across the country

IDF encourages patients, from 5 year olds to adults, to learn more about

treatment and management of the disease, while insurance specialists, in 2006. Family Retreats Weekends in

public policy experts and other qualified professionals focus on life Virginia and Colorado attracted people

management issues. But, perhaps most important, our meetings provide oty 20 s

the opportunity for patients and families to come together and share ideas
and encouragement.

“It was great! Meeting others who are living with primary immune deficiency and knowing that neither my husband nor 1
are alone in this really helps.”

- Patient at a Family Retreat

Communications—keeping our community informed and setting the bar for the future

IDF publications and educational materials offer the most authoritative, up-to-date information for people living

with primary immunodeficiency disease. In 2006, /IDF Diagnostic and Clinical Care Guidelines for the Primary
Immunodeficiency Diseases, the first comprehensive guidelines on these diseases, was published and given to over
8,000 healthcare professionals and families. Our Guide for School Personnel: Primary Immune Deficiency Diseases was
eagerly welcomed by parents and school systems.

The Primary Immune Tribune, IDF's new e-newsletter launched in 2006, has quickly become one of the best ways to
keep people current with IDF events and news. Our web site continues to be extremely popular, receiving approximately
one million hits each month. The IDF Advocate, our traditional newsletter is published three times a year and has a
circulation of 20,000.

New IDF Center of Excellence—Duke University Medical Center

In 2006, IDF opened the IDF Center of Excellence for Primary Immunodeficiency Diseases with the goal of increasing
early diagnosis and improving treatment and care for patients at Duke University Medical Center. The Center offers the
services of some of the world’s leading experts and state-of-the-art facilities focusing on research and clinical care of
primary immunodeficiency diseases.

“Through the IDF Center of Excellence, we will continue to pursue our goals to offer the best available options for rapid,
accurate diagnosis of primary immunodeficiency diseases, to define the molecular causes, and to ensure the optimum and
most effective treatments for those patients.”

- Rebecca H. Buckley, M.D.
Center Director, Professor of Pediatrics and Immunology at Duke University Medical Center



Consulting Immunologist Program—Valuable Advice from Expert

Immunologists Growing in popularity,

the number of Consulting
Since 1998, IDF's Consulting Immunologist Program has provided free expert Immunologist requests increased

consultations to any physician requesting assistance in primary immunodeficiency more than 40% over 2005, with

diseases. Through this unique program, patient-specific questions and valuable izl st i ee

diagnostic, treatment and disease management information can be received from
expert clinical immunologists.

“This service and the faculty of skilled clinical immunologists assisted me with a case that has baffled me and my colleagues;
the consulting immunologist provided life saving answers.”
- Physician

LeBien Visiting Professor Program—Promoting Medical Knowledge and Awareness

The Visiting Professor Program contributes to and promotes medical knowledge
and educational awareness of primary immunodeficiency diseases in America’s Last year, the LeBien Visiting
Professor programs reached
approximately 1,000 physicians at
hospitals throughout the nation.

teaching hospitals. Coordinated through IDF, foremost clinical immunologists lead
hospital Grand Rounds and other educational activities, such as medical resident
conferences, for their healthcare professionals.

“The Visiting Professor visit added significantly to the value of our educational
curriculum. His approach ... was clearly presented and easily applied. He answered questions effectively, and challenged the
audience appropriately. We truly valued every aspect of his visit.”

- Physician from a university teaching hospital

Advancing IDF Education—new publications

In partnership with expert immunologists, IDF developed and distributed the IDF IDF exhiblted at elght national

Diagnostic & Clinical Care Guidelines for Primary Immunodeficiency Diseases. The IDF —acfiel seseckiien coniEraEas.
Medical Advisory Committee took the lead in revising the fourth edition of the Patient Medical education packets

& Family Handbook for Primary Immunodeficiency Diseases that will be available were distributed to over 3,000

in June 2007. One of the key activities for the IDF Nurse Advisory Committee was to healthcare professionals.

expand and revise the IDF Guide for Nurses on Immune Globulin Therapy to include new
replacement therapy options, also available in June.

US Immunodeficiency Network—Advancing Scientific Knowledge

IDF administers the US Immunodeficiency Network, an international consortium In 2006, nine USIDNET research
established to advance scientific research in the primary immune deficiency sub-contracts were awarded
diseases through peer reviewed research grants, education and mentoring with a total value of $2.7 Million.
programs, DNA and cell repository, and patient registry. USIDNET is funded by
the National Institute of Allergy and Infectious Diseases and the National Institute

Program total to date represents
27 research sub-contracts

. ) ] awarded totaling $7.58 million
of Child Health and Human Development, which are components of the National since October 2003.

Institutes of Health, an agency of the Department of Health and Human Services.

The Immune Deficiency Foundation wishes to thank the Board of Trustees, Medical Advisory Committee, Nurse
Advisory Committee, volunteers, sponsors, staff and our many generous supporters.



The IDF Patient Survey—Giving IDF a voice

with lawmakers The 2006 IDF Patient Survey found that IVIG patients on Medicare,
when compared to their private pay insurance counterparts, are
much more likely to report having IVIG therapy postponed, treatment
intervals increased, and their IVIG dosage decreased. As a direct
patients to discover how this reduction affected them result, they suffered significantly more cases of:

and presented the results. Cited by the Centers for * pneumonia

Medicare and Medicaid Services (CMS) as evidence of * bronchitis

¢ increased use of antibiotics

¢ infection

The likelihood and number of health problems experienced by PIDD
patients is directly correlated with their difficulties in obtaining IVIG.

When Medicare reduced intravenous immunoglobulin
therapy (IVIG) reimbursement rates, IDF surveyed

the hardships, the survey findings helped persuade
CMS to issue final rules to continue the temporary
“pre-administration-related services” add-on for IGIV
in 2007.

IDF appreciates all the patients who completed
surveys. Your participation truly makes a difference.

IDF Capitol Hill Day—Raising awareness in Congress On IDF Capitol Hill Day,
144 meetings took place

In April 2006 more than 60 IDF volunteers went to Capitol Hill to educate their members of Congress and 110 Members of

about primary immunodeficiency diseases. Hearing the volunteers’ stories proved invaluable in

Congress were briefed
detailing the critical need for Congress to support initiatives for improved IVIG reimbursement rates by IDF volunteers.

and support for newborn screening.

Public Advocacy—IDF President speaks of the need for lifesaving therapy

Marcia Boyle, President of IDF, was a frequent voice on behalf of primary immunodeficiency patients who need IVIG. She testified at
hearings at the House Ways and Means Subcommittee on Health Hearings on Medicare Reimbursement of Physician-Administered
Drugs; the Advisory Committee Blood Safety and Availability Department of Health and Human Services; and Public Meeting on
Patient and Physician Concerns in Access to Intravenous Immunoglobulin (IVIG), conducted by Eastern Research Group, Inc. for the
Department of Health and Human Services.

“It is a national disgrace that this problem has persisted for over two years and little has been done to restore access to IVIG
in all sites of care and end the nightmare that has devastated our community.”
- Marcia Boyle
President & IDF Founder
More than 2,000 letters were sent
Lobbying—Leadership & Grassroots Volunteer Advocacy Network to Congress from IDF Grassroots

Volunteers through IDF Action
Alert, our online tool.

In 2006, IDF played a leadership role in mobilizing providers, advocates, industry
and persons living with primary immunodeficiencies throughout the country

to promote health care policy and legislation. We retained the services of Hart
Health Strategies, a lobbying firm focused exclusively on health care legislation at
the Federal Government level.

IDF established a formal Advocacy Network comprised of trained volunteers to share their stories, educate federal and
state legislators and discuss the importance of current legislative issues with policymakers. The IDF Action Alert program,
our web site’'s advocacy tool, has mobilized our community to communicate directly with their members of congress.
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same time.

Plan a Blue Jeans for Healthy Genes Day

Become involved and host a Blue Jeans for Healthy Genes Day at work,
school or other organization in your community. It is a simple and
powerful way to raise awareness of primary immunodeficiency diseases,
while raising funds for further research and patient programs at the

Order your free Blue Jeans for Healthy Genes kit to get started. The kit
contains all the materials you need to make this project successful in any
setting. To find out more, contact IDF at 800.296.4433, or e-mail Kathy
Antilla, Director of Education and Volunteer Development, at
Kantilla@primaryimmune.org.

The Immune Deficiency Foundation gratefully acknowledges those who generously contribute to the

organization to celebrate the memory of someone who has died or to honor someone special.

Gifts In Memory Of
Norman Asselin
Allene C.Atwood
Elizabeth M. Bald

Jane Beard

Dr. David Berkin
Eunice Biery

Peggy Brown

Gashaku Butoyi
Elizabeth P. Curry
Brandon Dahley

Dale Dean

Stanley Farrell

Lillian Feeley

Patricia Feldott

Alice L. Fredericks
Andrew Gagnier
Delores Goldsmith
Tim Gorman

Wink and Kelly Greenhawk
Colby & Lucas Gubler
Nadine Hersh
Roberta Janow

Greg J. Jensen

Joseph E. Leeb
Michael A. Lystlund
Thomas Arthur Marbach
Eric Marder

Kristin Anna Martin
Raymond P. Meade, Jr.
Eric Thomas Metzger

Wanita and Robert Ouellette
Dominick J. Passalacqua, Jr.
Robert Bayard Raetz
Donald R. Reker

Jerome Paul Routman
Marvin Shapiro

Emma Soucy

Judith Reiss Stoll

Cheryl Teetsel

David Phillip Vetter

Jerry Voyles

Kimberly Williams
William B.Wiser

Bill Woodruff

Gifts In Honor Of
Courtney Abrams
Jennifer Andreas
James Barnes

Joyce Barranco

Jane Becker

Marcia Boyle

Adam Brock

Dr. Rebecca Buckley
Nathan Burdick
Nicholas Bursley
Olivia Button
Kristin Buyer
Steven Chester
Jackie Custard

DeSilva Family

Jillian Egle

Landon Feniger

Lisa Finethy

Daniel Fratto

Roger Friedman, MD
Emma Cathryn Fritschle
David E. Gourley
David C. Guerra

Tara Guetz

Jack Hagelin

Dr. Steve Holland

Ceci Hull and Family
Cassandra Jackson
Josh Jasper

Michael Karas

Jordan Karpe

Dr. Charles Kirkpatrick
Christopher Kluxen
Serrie Krash

Dr. Kenneth Kray
Eileen Lackey

Dr. Howard Lederman
Alexandria Losee
Sandra Michaels
Christopher Moring
Nicholas Muccioli
Ryan Murphy

Jodi Nicolli

Erin O’Bryan

Dr. Hans Oettgen

Jenny Peckenpaugh
Gregory Pillon

Aric Platt

Linda Puretz

Jeffrey Rose

Rachel Roy

Tom Russo

Family of Tom Russo
Bernie and Shelly Shamblott
Thomas Ryan Smith

Karen Sokoloski

Scott Solberg

Max Steiner

Matthew Stowe

Nicholas and Dylan Sutton
Michael EThompson

Dr. Richard Wasserman
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These donations help IDF to improve the diagnosis and treatment of patients with primary immune deficienacy diseases through research, education and
advocacy. If you would like to make a donation, please go on our Web site, www.primaryimmune.org, click the “How You Can Help” tab and use the secure

online server. You can also contact us in any of the following ways:

Phone: 800.296.4433 or 410.321.6647 E-mail: idf@primaryimmune.org Mail: IDF, 40 W. Chesapeake Avenue, Suite 308, Towson, MD 21204

Combined Federated Campaign #9808
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I M M U N E IDF 2007 National Circle

]@ Conference of S;:)I;I;ort
F O U N D AT I O N June 28-30,2007 Baxter Healthcare Corporation

CSL Behring
Grifols
Renaissance Octapharma
Grand Hotel Talecris Biotherapeutics

St. Louis, MO

The Circle of Support consists
of organizations committed to

ReglsterToday! supporting the Immune Deficiency

Foundation at the highest level.
The Circle provides vital

l:l;l:l resources to fulfill the vision,
mission and core services
of the organization.
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