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(R-OH) Chair of
the House Labor -
HHS - Education
Appropriations
Subcommittee
ponders testimony
from SCDAA
President/COO,
Lynda K. Anderson
during one of many
visits to the Hill in
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research and patient services
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LEADERSHIP MESSAGE FROM THE PRESIDENT/COO & BOARD CHAIR

LYNDA K. ANDERSON
President/COO

NO YEAR-END RETROSPECTIVE CAN BEGIN WITHOUT FIRST
SAYING THANK YOU to all who believe in and support our
mission to promote finding a universal cure for sickle cell
disease and improve the quality of life for individuals and
families where conditions related to sickle cell disease exist.

On the list are those who support SCDAA and its Member
Organizations through Community Health Charities, foundao-
tions, organizations, and individuals. We especially thank
those corporate sponsors of our 29th Annual Convention for
allowing SCDAA to apply their sponsorships to other program
areas in the wake of September 11th and subsequent
cancellation of the conference. And we thank the leadership
and citizens of our country, for demonstrating just what
“United We Stand” truly means.

We are also pleased to report that initiatives, designed to
strengthen our National and Member Program areas while
bringing more resources to the entire sickle cell community,
are moving forward with encouraging success. The center-
piece is our National Advocacy Program. Following a concerted
campaign of letter writing, petition gathering and legislative
interaction, an unprecedented increase of $4 million dollars
was provided to newborn screening projects that are funded
by the Health Resources and Services Administration (HRSA)
and its division of Maternal and Child Health (MCH).
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KATIE G. DORSETT, ED.D.
Chair of the Board

The initial funding, slated for Fiscal Year 2002, will support
the establishment of a National Coordinating and Evaluc-
tion Center that will assist, monitor and evaluate the
coordination of community-based SCD screening, education
and health care related services. The funds will also support
fifteen community-based demonstration sites and institutions
across the country that would provide SCD patient support
services, trait follow-up and other outreach services. The funds
will make a significant contribution to national data
coordination, follow-up, counseling, treatment interventions
and outreach efforts.

SCDAA is moving forward with our education and advocacy
initiative for Fiscal Year 2003 as well as focusing on other
strategies to best utilize resources provided by our support-
ers. Thank you for helping us “Break the Sickle Cycle.”

In the year 2001, SCDAA marshaled
a successful education and awareness
campaign resulting in an unprecedented
$4 million dollar increase in
funding for newborn screening
activities and follow-up projects.




CHIEF MEDICAL OFFICER YEAR END REPORT

STEM CELL TRANSPLANTATION

Exciting things are happening as we advance
toward a cure. Stem cell transplantation has
already been demonstrated, on a limited basis,
to cure sickle disease. Efforts are underway to
try to overcome some of these limitations such
as the donor having to be related to the recipient
(preferably a sibling) and the match having to be
nearly perfect. The successful cure of sickle cell
disease using banked cord blood from an unre-
lated donor and the engraftment of related
donor cells might be sufficient to ameliorate the
disease, should extend the possibility of transplan-
tation to a larger number of patients.

GENE THERAPY

LENNETTE J. BENJAMIN, MD
Chief Medical Officer

prevention or lessening of the occurrence of acute
painful episodes, acute chest syndrome and blood
transfusion requirements in some patients with
sickle cell disease. The astounding aspect of that
is that in approximately 100 years of recognition
of sickle cell disease in the western world, hydrox-
yurea is the only drug approved for treatment of
sickle cell disease.

As we focus on future care and cures for sickle
cell disease, we have much to do to accelerate the
process of discovery as to which therapies work
best and give us the hope for a breakthrough. We
must advocate for a network of clinical treatment
and research centers to facilitate the coordinated
prioritized effort to provide an array of treatments

Gene therapy, though not having yet been tried

on patients with sickle cell disease, looms large

as the eventual cure. It is being studied in patients with diseases
such as cystic fibrosis and hemophilia. In sickle cell disease, labo-
ratory investigation and pre-clinical studies in transgenic mouse
models are moving at a rapid pace. It is expected that clinical
trails in sickle cell disease will be warranted within 5 years.

Success of gene therapy requires a gene transfer vehicle capable
of efficiently causing (transducing) donor stem cells to permanently
correct the genetic alteration by site-specific integration into the
host and resultant restoration of normal functioning.

The most effective vectors (vehicles for carrying the curative
gene), to date, have been viral and primarily 3 types: Adenoviruses,
retroviruses and lentiviruses. The latter represents an effort to
exploit beneficial properties of a potentially deadly virus, HIV-1
into a small de-activated portion that is a safe carrier of the cure
for a disease that can be devastating and debilitating. Efforts to
find and confirm safe, effective vectors continue.

PHARMACOLOGICAL THERAPIES

Regarding pharmacological therapies, we have much good news
but it is also grimly astounding. The good news since 1998 has
been the FDA approval of hydroxyurea and its use for the

that can control or attenuate the disease while

we search for a universal cure. Crucial to such
efforts will be the enhancement of translation of research and
clinical practice. A program to fund post-doctoral research fel-
lows has been established to have a direct impact on the cutting
edge of research as we also continue to pursue our promotion
efforts through advocacy and action. These researchers will com-
mit themselves to sickle cell disease and will be working to dis-
cover ways to arrive at a cure.

The SCDAA National Counselor Certification Initiative remains a
high priority. If we are to service patients in a manner that affords
them dignity and parity with others with inherited disorders, we
must have properly credentialed individuals, who know how to
educate, counsel and comfort. They must be trained in the basics
and must keep pace with advances that require or impact upon
effective education and counseling. As we provide standards and
a common denominator for the quality of our education/counsel-
ing staff and increase the potential for clinical and translational
research through advocacy and research programs, we have in-
creased hope and promise for a cure, better care and improved
quality of life.

Our mission is to promote finding a universal cure for sickle cell disease and

improve the quality of life for individuals and families where conditions related

to sickle cell disease exists.
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EXECUTIVE LEADERSHIP 2001

SCDAA Executive Committee

Katie G. Dorsett, Ed.D
Chairman of the Board
Greensboro, North Carolina

Vincent L. Berkeley
Past Chairman
Senior Vice President -
Corporate Relations
Burger King Corporation
Miami, Florida

Lennette Benjamin, M.D.
Chief Medical Officer
Associate Professor of Medicine/
Clinical Director
Albert Einstein College of Medicine
Montefiore Hospital Medical Center
Bronx, New York

Elizabeth Bentley-Simpson
First Vice Chairman
Senior Vice President, Human Resources
Baystate Health System, Inc.
Springfield, Massachusetts

Kwaku Ohene-Frempong, M.D.
Second Vice Chairman
Director, Comprehensive
Sickle Cell Center
Children’s Hospital of Philadelphia
Philadelphia, Pennsylvania

Shirley Miller
Third Vice Chairman
Project Manager, American Airlines
Dallas, Texas

Stella L. Goudeau
Corporate Secretary
Contract Analyst, Sun Company
Tulsa, Oklahoma

Sheila Ash-Garrett
Treasurer
Director of Media Services
Alabama Power Company
Birmingham, Alabama

Rosie M. Peterson, PAHM
Chair, Program Committee
Associate Director
University of South Alabama
Comprehensive Sickle Cell Center
Mobile, Alabama

JoAnn Harris, Chair
Membership Review Committee
Banking Center Manager
Bank One, NA
Columbus, Ohio
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SCDAA Board of Directors

Duane N. Bruce, J.D., LL.M.
Attorney/Assistant General Counsel
U.S. Department of HHS
Kansas City, Missouri

Iris D. Buchanan, M.D., FAAP
Associate Professor of Pediatrics
Pediatric Hematology/Oncology
Morehouse School of Medicine
Department of Pediatrics
Atlanta, Georgia

Richard Burnett
President
Williams Chicken, Inc.
Fort Worth, Texas

Kirit D. Chapatwala, Ph.D.
Chair, Assoc. Professor of Biology
Division of Natural Science
Selma, Alabama

Michael R. DeBaun, M.D., M.P.H.
Assistant Professor of Pediatrics and
Biostatistics
Washington University
School of Medicine
St. Louis, Missouri

Lawrence I. Hollins
President
The Hollins Group, Inc.
Chicago, lllinois

Rev. Aaron Johnson
Pastor, Mt. Sinai Baptist Church
Fayetteville, North Carolina

Charles B. Mclntosh, M.D.
Northwest Jacksonville Pediatrics
Jacksonville, Florida

Sylvia Jean McMorris, Ed.S
Bonner Springs, Kansas

Allan S. Noonan, M.D., M.P.H.
Office of the Surgeon General
Rockville, Maryland

Betty S. Pace, M.D..
Associate Professor, Associate Director
University of South Alabama
Comprehensive Sickle Cell Center
Mobile, Alabama

A. Louis Parker
President & CEO
Commercial Insurance Operations
Employers Reinsurance Corporation
Overland Park, Kansas

Ronald C. Parker
Senior Vice President
Human Resources, Frito-Lay, Inc.
Plano, Texas

James E. Rawlings
Executive Director - Community Health
Yale-New Haven Hospital
New Haven, Connecticut

Lillian Riddick, M.S.N., Ph.D.
West Haven, Connecticut

Wayman Smith
Smith Partnership
St. Louis, Missouri

Charles F. Whitten, M.D.
President Emeritus - SCDAA
Detroit, Michigan

SCDAA Medical Research
and Advisory Committee

Lennette J. Benjamin, MD, Chair
Tralance O. Addy, PhD

Renee Cecil, RN, BSN

Michael R. DeBaun, MD

Ann Earles, RN, PNP

Cage S. Johnson, MD

Clinton H. Joiner, MD, PhD
Deborah Jones-Green

Peter A. Lane, MD

Sharon Lewis

Dorothy Moore, MD

Betty Pace, MD

Kwaku Ohene-Frempong, MD
Allan S. Noonan, MD

Clarice Reid, MD

Griffin P. Rodgers, MMSC, MD
Gwendolyn Swinson, RN

Joseph Telfair, DrPH, MSW, MPH
Marsha Treadwell, PhD

Doris L. Wethers, MD



SCDAA MEMBERSHIP ORGANIZATIONS

ALABAMA
SCDAA ALABAMA
State Association
Tuscaloosa, AL

University of Alabama, Birmingham
Comprehensive Sickle Cell Center
Birmingham, AL

No. Central Alabama Sickle Cell Foundation
Birmingham, AL

N. Alabama Sickle Cell Foundation
Huntsville, AL

University of S. Alabama
Comprehensive Sickle Cell Center
Mobile, AL

SCDAA -Mobile
Mobile, AL

Sickle Cell Foundation-Greater Montgomery
Montgomery, AL

SCDA -West Alabama
Northport, AL

Tri-County Sickle Cell Assn.
Selma, AL

Southeast Alabama Sickle Cell Assn
Tuskegee Institute, AL

ARIZONA

Sickle Cell Anemia Society
Phoenix, AZ

ARKANSAS

Sickle Cell Anemia Fd. Of Arkansas
Little Rock, AR

CALIFORNIA

Sickle Cell Disease Foundation of California
Culver City, CA

University of Southern California
Comprehensive Sickle Cell Center
Los Angeles, CA

Children’s Hospital of Oakland
Sickle Cell Program
Oakland, CA

Sickle Cell Org. Inland Counties
Riverside, CA

SCDAA - San Diego
San Diego, CA

Northern California Comprehensive
Sickle Cell Center

San Francisco General Hospital

San Francisco, CA

CANADA

Hospital for Sickle Children
Toronto, Ontario, CA

COLORADO

Colorado Sickle Cell Association
Denver, CO

CONNECTICUT
So. Regional Sickle Cell Assn.
Bridgeport, CT

SCDAA - Connecticut
Hartford, CT

DISTRICT OF COLUMBIA

Howard University Center
for Sickle Cell Disease
Washington, DC

FLORIDA

SCDAA - Florida State Association
Tampa, FL

SCDAA - Volusia County
Daytona Beach, FL

SCDAA - Broward County
Ft. Lauderdale, FL

SCDAA - Northeast Florida
Jacksonville, FL

SCDAA - Dade County
Miami, FL

University of Miami School of Medicine
Miami, FL

SCDAA - Escambia
Pensacola, FL

SCDAA - St. Petersburg
St. Petersburg, FL

SCDAA - Hillsborough County
Tampa, FL

SCDAA - West Palm Beach
West Palm Beach, FL

GEORGIA

Sickle Cell Foundation of Georgia
Atlanta, GA

Grady Memorial Hospital of Georgia
Comprehensive Sickle Cell Center
Atlanta, GA

Medical College of Georgia
Sickle Cell Center
Augusta, GA

ILLINOIS
SCDA - lllinois
Chicago, IL

University of Illinois
Chicago Sickle Cell Center
Chicago, IL

INDIANA

Northwest Indiana Sickle Cell Fd.
Gary, IN

Memorial Health Systems
South Bend, IN

MARYLAND

Johns Hopkins Hospital
Baltimore, MD

MASSACHUSETTS

Joint Center for Sickle Cell &
Thalassemic Disorders
Boston, MA

Boston Comprehensive Sickle Cell Center
Boston, MA

KANSAS

SCDAA - Uriel Owens
Kansas City, KS

LOUISIANA

Sickle Cell Anemia Research Foundation
Alexandria, LA

Baton Rouge Sickle Cell Anemia Foundation
Baton Rouge, LA

N.E. Louisiana Sickle Cell Anemia Foundation
Monroe, LA

Sickle Cell Center So. Louisiana
New Orleans, LA

SCDAA - N.W. Louisiana
Shreveport, LA

MICHIGAN

SCDAA - Michigan
Detroit, Ml

MISSISSIPPI

Jackson County Assn. SCD
Pascagoula, MS

University of Mississippi Medical Center,
Sickle Cell Studies
Jackson, MS
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SCDAA MEMBERSHIP ORGANIZATIONS

MISSOURI

SCDAA - Kansas City
Kansas City, MO

SDCAA - Metro St. Louis
St. Louis, MO

Washington University School of Medicine
St. Louis, MO

NEW MEXICO

Sickle Cell Council of New Mexico
Albuquerque, NM

NEW JERSEY

Tomorrow’s Children’s Institute
Hackensack University Medical Center
Hackensack, NJ

New Jersey Medical School Sickle Cell Center
Newark, NJ

NEW YORK

SCDAA - Buffalo/Western NY
Buffalo, NY

Montefiore Hospital Medical Center
Bronx Comprehensive Sickle Cell Center
Bronx, NY

Brookdale University Hospital &
Medical Center, Comprehensive
Pediatric Sickle Cell Center
Brooklyn, NY

Interfaith Medical Center Sickle Cell Program
Brooklyn, NY

College of Physicians & Surgeons Columbia
University, Comprehensive Sickle Cell Center
of Manhattan

New York, NY

St. Luke’s-Roosevelt Hospital Center
Comprehensive Sickle Cell Program
New York, NY

Suny Health Science Center, Comprehensive
Sickle Cell Center
Syracuse, NY

NORTH CAROLINA
SCDAA - So. Piedmont
Charlotte, NC

Operation Sickle Cell
Fayetteville, NC

SCDA - Piedmont
Greensboro, NC

SCDAA - Eastern North Carolina
Jacksonville, NC
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OHIO

Sickle Cell Awareness Group
Cincinnati, OH

Children’s Hospital Medical Center
Comprehensive Sickle Cell Center
Cincinnati, OH

Rainbow Babies & Children’s Hospital
Comprehensive Pediatric Sickle Cell Center
Cleveland, OH

SCDAA - OSCHA
Columbus, OH

Columbus Children’s Hospital Pediatric
Comprehensive Sickle Cell Center
Columbus, OH

OKLAHOMA

SCDAA - Oklahoma
Tulsa, OK

OREGON

Portland Sickle Cell Anemia Foundation
Portland, OR

PENNSYLVANIA

SCDAA - Philadelphia/Delaware Valley
Philadelphia, PA

Children’s Hospital of Philadelphia
Comprehensive Sickle Cell Center
Philadelphia, PA

Jefferson Medical College, Cardeza Sickle
Cell Center Found. for Hematologic Research
Philadelphia, PA

St. Christopher’s Hospital for Children
Comprehensive Sickle Cell Center
Philadelphia, PA

University of Pittsburg Medical Center
Pittsburg, PA

SOUTH CAROLINA

South Carolina Dept. of Health and
Environmental Control
Columbia, SC

Louvenia D. Barksdale Sickle Cell Anemia Fd.
Spartanburg, SC

Medical University of South Carolina
Pediatric Sickle Cell Program
Charleston, SC

TENNESSEE
Pediatric Hematology Center/Memphis
Memphis, TN

Meharry Medical College
Nashville, TN

TEXAS

SCDAA - Texas State Association
Houston, TX

SCDAA - Dallas
Dallas, TX

SCDAA - Ft. Worth
Ft. Worth, TX

SCDAA - Texas Gulf Coast
Houston, TX

VIRGINIA

Peninsula Association for Sickle Cell Anemia
Hampton, VA

Society for the Aid of Sickle Cell Anemia
Norfolk, VA

WASHINGTON

African-American Community
Health Network
Seattle, WA

SCDAA STAFF

Lynda K. Anderson
President/Chief Operating Officer
Ralph D. Sutton
Deputy Director
Sonya I. Ross
Director, Program Development
Gwendolyn Lewis
Business Manager
Cathryn E. Baker
Executive Assistant to
the President/COO
Monique Davis
Membership Services Coordinator
Marcia Covington
Administrative Assistant

SCDAA NATIONAL OFFICE
200 Corporate Pointe, Suite 495 ¢ Culver City, CA 90230-8727
TOLL FREE: (800) 421-8453 « PHONE: (310) 216-6363 * FAX: (310) 215-3722
EMAIL: SCDAA@sicklecelldisease.org
VISIT OUR WEBSITE WWW.SICKLECELLDISEASE.ORG



2001 SCDAA CONDENSED FINANCIAL STATEMENT - DONOR LIST

Fuctional Expenses as a Percentage of Total Expenses

Technical Assistance $  212.096

Education 433,394

Research 165,832
Administration 128,252
Fundraising 71,451

Total Expenses $ 1,011,025
Expenses as a Percentage of Revenue

Revenue

Expenses

Tech $ 212,096

Ed 433,394

Research 165,832 Program
M&G 128,252

F/R 71,451 Support
Total Expenses

Revenue Less Expenses Decrease
Program Expenses $ 811,322

Support Services 199,703

Decrease in Net Assets (193,200)

$

Amount
817,825

811,322

199,703

1,011,025

(193,200)

Functional Expenses as a Percentage of Total Expenses

Fundraising

Administration 7%
13%

16%

Research

Technical Assistance

21%

43%

Education

27%

Support Services

-16%

Decrease in Unrestricted Net Assets

89%

Program Expenses

2001 DONORS

Sickle Cell Disease of America, Inc. and those
we serve thank the following corporations,
foundation and organizations that joined the
thousands of public support contributors
who gave in memoriam, through legacies &
bequest or as individuals to support research
and other National programs and services
in 2001.

Albertsons

American Airlines Employees -
Designated Donors

Anheuser Busch

Arista Records

AT&T Employees -Designated Donors

Brooks Food Group Inc.

Burger King

Chums, Inc.

Community Health Charities

Combined Federal Campaign

Disetronic Medical

EMI Music Publishing

Family Karate Centers

Flyte Tyme Productions

First Federal Bank

Frito-Lay

Jane & Howard Katz Memorial Fund

Johnson-Bryce, Inc.

Juwan Howard Foundation

PepsiCo

Perkin Elmer Wallac, Inc.

Purdue Pharma

Pharmaceutical Research &

Manufacturers of America

Harland

HBO

Kaiche Enterprise

KILH FM

Lockheed Martin Foundation

NANBPW Clubs, Inc.

NARAS

National Ladies Auxiliary

Nigro, Karlin & Segal, Inc.

NKS Management

Norfolk Medical

PSEG Power of Giving Campaign

Shell Oil Company

Starbright Foundation

The National Bowling Association/
Los Angeles Senate

Toyota Motor Sales

The Williams Companies

United Way - Designated Donors

Uniworld Group, Inc.

Worldco, LLC

Ziffren, Brittenham, Branca & Fisc
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SCDAA NATIONAL PROGRAMS AND ACTIVITIES

National Programs
and Services

Public Health Education—On the National level,
SCDAA has played a major role in the
movement to bring accuracy and consistency to
the content of public information regarding sickle
cell disease. In 1973 the Association’s first publi-
cation, “A Critical Review of
Informational Materials Relating to Sickle Cell
Anemia and Sickle Cell Trait” examined the
inaccuracies and unduly alarming statements
about sickle cell conditions that were
appearing in many publications available to the
general public. Following that example, SCDAA,
under the guidance of its Medical and Research
Advisory Committee, publishes and distributes
a variety of educational materials, including bi-
lingual fact sheets, brochures, videos, and
VIEWPOINTS, a newsletter for patients and families to help them
understand breaking developments in research and treatment,
that have become invaluable tools for community education.
In a variety of formats ranging from health fairs to seminars,
newborn screening follow-up to school-based activities, SCDAA
Member Organizations are the community-based link to
services for the sickle cell population. SCDAA Member
Organizations conduct educational programs and distribute
literature to the general public, public and private school
systems, civic organizations and health care providers.

Scr eening services are offered to individuals of childbearing
age and pre-marital couples to determine their hemoglobin
status. Counseling services are offered to all individuals screened
and found to have a hemoglobin variant. The purpose of
counseling is two fold; first to communicate the risk of occur-
rence or recurrence of the disease and second, to communicate
the medical facts, including diagnosis, probable course of the
disease and the available management and resources.

Professional Health Education

The emphasis of SCDAA and its Member Organizations on
professional healt education takes many forms. SCDAA
sponsors professional educational programs at its annual
convention with participation of the Comprehensive Sickle Cell
Centers and NHLBI. The mee ting offers a unique opportunity
for health care providers and researchers to interact with
community-based organizations, consumers and policy makers
in a learning environment. SCDAA Member Organizations also
organize and conduct professional education programs for
health care providers in their service areas. Most of these
activities are done in collaboration with the Member’s local
treatment or research centers. These activities ar e invaluable

exercises in narrowing the gap and strength-
ening the collaboration between consumer and
provider. SCDAA also continues its work
toward standardizing knowledge and
practices of sickle cell hemoglobinopathy coun-
selor/educators through the establishment of
a National Counselor Certification Program.

Patient Services

SCDAA Member Organizations offer a
multitude of patient services including:
tutorial services, transportation assistance,
emergency financial assistance, food and cloth-
ing distribution, summer camp and
hospital visitation.Referral services are also
available to help patient’s access medical, psy-
chosocial and other support as needed. Patient
services are enhanced by the collaborative ef-
forts of the Comprehensive Sickle Cell Centers and other medi-
cal centers affiliated with SCDAA. These activities and relation-
ships are all efforts to aid in improving the quality of life for
those with sickle cell disease and their families.

Research Support

SCDAA and its Member Organizations have a long and
unprecedented history in research support. From 1984-1987 the
SCDAA supplied unrestricted grants to support ongoing
studies at the 10 NIH supported Comprehensive Sickle Cell
Centers; established a Sickle Cell Summer Research Apprentice-
ship program to give African American high school
graduates research laboratory experience and to stimulate them
to pursue scientific careers; and, awarded grants to Meharry
Medical College and Charles R. Drew Medical School to
support sickle cell research projects. Member Organizations have
given direct grants for research in their local communities and
continue to work with researchers in clinical trials by
supplying valuable patient data and follow-up. In 1999 SCDAA
demonstrated its commitment to biomedical and psychosocial
research with the development of a Post-Doctoral Fellowship
Program aimed at developing young scientists beginning their
research academic careers. The Program has 6 participants to
date.

Community Service

SCDAA and its Member Organizations engage in community
outreach efforts throughout the United States and Canada.
Activities include health fairs, testing, counseling, referral,
participation in National Sickle Cell Awareness Month,
scholarship programs, special educational programs targeting
students and the ongoing development of an interactive global
community and resource base via the SCDAA website.

WWW.SICKLECELLDISEASE.ORG



