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Welcome to the April edition of TSC Alert — an online research newsletter for individuals
interested in Tuberous Sclerosis Complex (TSC) research. This online newsletter contains
information of interest to the TSC research community. Please forward this newsletter to
colleagues who are interested in TSC research.

To be added to the mailing list for TSC Alert and/or to submit information for the May 2003 TSC
Alert contact: Vicky.Whittemore@tsalliance.org
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GRANT ANNOUNCEMENTS:

Tuberous Sclerosis Research Program in the Congressionally Directed Medical
Research Program, Department of Defense

The Fiscal year 2003 (FY03) Defense Appropriations Act provides $2 million to the Department of
Defense Tuberous Sclerosis Complex Research Program to support innovative research toward a
better understanding of the role and function of proteins by the TSC1 and TSC2 tumor
suppressor genes. The Idea Development Award mechanism is offered in FY03.

TSRP Funding Opportunities| Synopsis of TSRP Award Mechanisms| TSRP Press Release




Peer Reviewed Medical Research Program Congressionally Directed Medical
Research Program, Department of Defense

The Department of Defense was appropriated $50 million for this program. It is open to all
researchers, and TSC researchers are encouraged to apply if they have applications that would
fall under any of the following topic areas.

Deadline for Letter of Intent: By February 28, 2003, but no later than April 3, 2003
Proposal Submission/Approval Deadline: 5:00 p.m. Eastern time April 17, 2003
For more information: https://cdmrp.org/programAnnouncements.cfm?pa_id=14

The EJLB Foundation: Scholar Research Programme

The EJLB Foundation awards each year up to seven (7) grants for research projects in all areas
of neuroscience that pertain directly or indirectly to schizophrenia and mental illness. Specific
areas of support in the past have included: developmental neurobiology, synaptic mechanisms,
systems and cognitive neuroscience, and clinical studies on the genetics and physiopathologic
aspects of neurological and psychiatric disorders.

Eligibility for such grants is restricted to young scientists who are pursuing an independent
research career and have given evidence of having significant potential. It is also a requirement
that these scientists (i) have earned an MD and/or a PhD degree; (ii) have completed their post
graduate training; and (iii) have been admitted after June 15, 1998 as faculty members of a
leading university, or an affiliated non-profit research center, in Canada or elsewhere in the
world.

Each grant is of CAN$300,000, is disbursed over three (3) years and is non-renewable.

The deadline for receipt of letters of intent is May 1, 2003.

Full details regarding this program and required letter of intent forms may be obtained from:
The EJLB Foundation

1350 Sherbrooke Street West, Suite 1050

Montreal QC H3G 1J1

Canada

FAX: (514)843-4080

E-mail: general@ejlb.gc.ca

Website: www.ejlb.gc.ca

The LAM Foundation

The LAM Foundation is offering post doctoral fellowships for the study of the cellular and
molecular basis of the abnormal smooth muscle proliferation that occurs in the disease
Lymphangioleiomyomatosis (LAM). The LAM Foundation Post Doctoral Fellowship Awards
provide a maximum of $50,000 per year renewable for up to two additional years. Pilot Project
Awards of up to $25,000 are also available for the initiation of innovative research projects.
Candidates must have at lest two years of experience, a PhD, MD or equivalent degree, and
perform the work in a laboratory with established expertise in smooth muscle biology, genetics of
tuberous sclerosis or other LAM-related areas. Mechanistic, hypothesis driven approaches of all
types are welcomed. Formalin-fixed LAM tissues, dispersed LAM lung cells, genetic probes and
other reagents are available. Clinical research proposals that have the potential to improve the
diagnosis, treatment or quality of life for LAM patients are also welcomed. Application deadline is
September 1% and funding begins January 15" of the following year. For additional information,
contact:

The LAM Foundation

Sue Byrnes, Director

10105 Beacon Hills Drive, Cincinnati, OH 45241




Telephone: 513-777-6889
FAX: 513-777-4109

E-mail: lam@one.net
Web site: http://lam.uc.edu

NIH ANNOUNCEMENTS:

Rare Diseases Clinical Research Network

RELEASE DATE: February 27, 2003 (see addendum NOT-RR-03-005), A: RR-03-008
LETTER OF INTENT RECEIPT DATE: April 1, 2003

APPLICATION RECEIPT DATE: April 29, 2003

The National Center for Research Resources (NCRR) the Office of Rare Diseases, National
Institutes of Health (ORD, NIH), the National Institute of Neurological Disorders and Stroke

(NINDS), the National Institute of Arthritis and Musculoskeletal and Skin Diseases (NIAMS), the

National Institute of Diabetes and Digestive and Kidney Diseases (NIDDK), and the National
Institute of Child Health and Human Development (NICHD) invite applications for Rare Diseases
Clinical Research Centers (RDCRCs) and a Data and Technology Coordinating Center (DTCC),

which together will form the Rare Diseases Clinical Research Network. For complete RFA, see:
http://grantsl.nih.gov/grants/quide/rfa-files/RFA-RR-03-008.html

NINDS Translational Research Programs

In order to promote the development of new treatments, the National Institute of Neurological
Disorders and Stroke (NINDS) recently announced a comprehensive Translational Research
Program. At the heart of this program is a collection of new funding mechanisms specifically
tailored to the process of translational research (defined as research that translates discoveries
about disease mechanisms into clinical interventions). The program is aimed at investigators
seeking to apply their research findings to the treatment of neurological disease. For more
information, see: http://grants.nih.gov/grants/quide/pa-files/PAR-02-139.html|

or contact Dr. Robert (Bob) Finkelstein at: finkelsr@ninds.nih.gov

NINDS Administrative Supplements for the Sharing and Distribution of Mouse Genetic
Models

The National Institute of Neurological Disorders and Stroke (NINDS) announces an administrative
supplement program designed to support and encourage the timely sharing of mouse genetic
models (or other rodent genetic lines) included within the scope of currently funded NINDS
research projects. The sharing of data, biomaterials and other unique research resources such
as genetically modified mouse strains is an essential element in the rapid progress that has been
made in the genetic analysis of neurological disorders and complex behavioral traits.
http://grants.nih.gov/grants/quide/notice-files/NOT -OD-02-035.html

NIH Collaborative Neurological Sciences (CNS) Award

The purpose of the Collaborative Neurological Sciences (CNS) Award is to encourage
collaborative research investigations among scientists at minority institutions and grantees from
leading research laboratories that have NIH or equivalent grant support to conduct neuroscience
research.

http://grantsl.nih.gov/grants/quide/pa-files/PAR-02-130.html

Competing Continuation Awards of SBIR/STTR Phase 11 Grants for Device
Assessment or Preclinical Studies (PA-03-085)

National Institute of Child Health and Human Development
http://grants.nih.gov/grants/quide/pa-files/PA-03-085.html




From Intervention Development to Services: Exploratory Research Grants (R34)
(PAR-03-078)

National Institute of Mental Health
http://grants.nih.gov/grants/quide/pa-files/PAR-03-078.html

NEW TSC PUBLICATIONS:

[Starting with the April 2003 TSC Alert, the following search terms will be used: tuberous
sclerosis, tuberous sclerosis complex, tsc, tscl, tsc2, tuberin, hamartin, TOR, rapamycin,
angiofibroma, angiomyolipoma, rhabdomyoma, lymphangioleiomyomatosis, and
lymphangiomyomatosis. If there are other search terms that should be included, please contact
Vicky Whittemore.]
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TSC TISSUE AVAILABILITY:

The following tissues from individuals with TSC have been received (or will be received in the
near future) by the Maryland Brain and Tissue Bank: SEGA, renal tumor, tuber, brain (from
autopsy). Please contact the Brain and Tissue Bank if you are interested in obtaining any of this
tissue for your research. You may contact them by phone at: 1-800-847-1539 or via e-mail at
btbumab@umaryland.edu Additional information can be found on their website at
http://soml.umaryland.edu/BTBank/main.html

The TS Alliance would appreciate feedback on your interaction(s) with the Brain and Tissue Bank
and in navigating their website. Please provide this feedback to Vicky Whittemore at
Vicky.Whittemore@tsalliance.org

LEGISLATIVE UPDATE:

On March 20 and 21, 2003, more than 30 representatives of the Tuberous Sclerosis Alliance
visited their Senators and Representatives on Capital Hill on behalf of their constituents and
families with TSC. In town for a Tuberous Sclerosis Alliance Board of Directors meeting and
training session for the Chairs of the Community Alliances, the goals of the Congressional visits
were to educate their Congressmen and staffs about tuberous sclerosis, and to request that they
support the TS Alliance’s request for an increase in the DOD budget to $10 million for the
Tuberous Sclerosis Complex Research Program in the Congressionally Directed Medical Research
Program, and to request specific language for the Office of the Director of the National Institutes
of Health calling for increased cooperation and collaboration across the many institutes at NIH
that have a stake in TSC research, as well as to increase their research support.



NEWS:

Secretary Thompson Announces The Creation of a Bi-Lingual Helpline: "Su Familia”
Toll-free service connects Hispanic families with community health services and
information

HHS Secretary Tommy G. Thompson today announced the creation of the "Su Familia” National
Hispanic Family Health Helpline (866-783-2645 /866-SU-FAMILIA). Su Familia will help Hispanic
families get basic health information to help them prevent and manage chronic conditions, and
refer them to local health providers and federally supported programs including the State
Children's Health Insurance Program (SCHIP). Su Familia is supported by HHS' Health Resources
and Services Administration and HHS' Office of Minority Health, and was developed and is
operated by the National Alliance for Hispanic Health. The toll-free helpline is open Monday
through Friday, 9 a.m. to 6 p.m. Eastern Time.

HHS Awards $16 Million to 31 Health Centers to Expand Access to Comprehensive
Health Care Services for the Uninsured

HHS Secretary Tommy G. Thompson announced 31 new grants totaling $16 million to help
communities across America create comprehensive health care centers that will provide health
services to an estimated 254,000 people, including many without health insurance. The grants
continue President Bush's five-year Health Centers Initiative, which will add 1,200 new and
expanded health center sites and increase the number of people served annually from about 10
million to 16 million by 2006. More information about the President's initiatives to help the
uninsured is available at http://www.hhs.gov/news/press/2003pres/20030211.html

The list of new grant recipients is available at:
http://www.hhs.gov/news/press/2003pres/20030324.html

Federal Government Announces First Federal eGOV Health Information Exchange
Standards

The Departments of Health and Human Services (HHS), Defense (DoD) and Veterans Affairs (VA)
today announced the first set of uniform standards for the electronic exchange of clinical health
information to be adopted across the federal government. For more information on each of the
President's eGov Initiatives, please visit http://www.egov.gov

UPCOMING CONFERENCES:

**Indicates new conferences added since March 2003 TSC Alert

April 13 - 15, 2003

Glutamate and Disorders of Cognition and Motivation
A New York Academy of Sciences Conference

Omni New Haven Hotel at Yale, New Haven, CT
http://www.nyas.org

April 14-15, 2003

From Double Helix to Human Sequence- and Beyond

Natcher Conference Center, NIH

Bethesda, MD

Registration Site: http://www.genome.gov/About/April2003/Scientific/




April 15, 2003

Bringing the Genome to You

Half-Day Public Symposium

Baird Auditorium- National Museum of Natural History Washington, DC

Registration Site: http://www.genome.gov/About/April2003/Public/

For more information about other events in the Celebration of the Genome, please visit:
http://www.genome.gov/About/April2003/

**April 16, 2003

Genetic Variation and Gene-Environment Interaction in Human Health and Disease
Masur Auditorium, Clinical Center (Building 10) NIH, Bethesda, MD

Sponsored by the National Institute of Environmental Health Sciences, in cooperation with the
National Human Genome Research Institute and the National Institute on Alcohol Abuse and
Alcoholism, National Institutes of Health

For more information and to register for this symposium go to:
http://www-apps.niehs.nih.gov/odconfer/gxe/home.htm or contact David Brown, NIEHS, (919)
541-511; brown4@niehs.nih.gov

April 30 — May 4, 2003

International Investigative Dermatology 2003
Fontainebleau Hilton, Miami Beach, FL
http://www.sidnet.org

**May 6-8, 2003

Integrity & Accountability in Clinical Research

2nd Annual Clinical Research Conference

Sponsored by the National Patient Safety Foundation Colleagues
Renaissance Washington DC Hotel

For full program please go to: www.saferesearch.org

May 14 — 18, 2003

Protein Phosphorylation & Cell Signaling
Cold Spring Harbor Laboratory 2003 Meeting
Cold Spring Harbor, NY
http://meetings.cshl.org/2003/2003tyro.htm

**May 18-21, 2003

Developmental Neurogenomics: Growing Connections from the Genome to Behavior
Vanderbilt University, Nashville, TN

Deadline for submission of poster abstracts: April 15, 2003
http://medschool.mc.vanderbilt.edu/Neurogenomics/index.php

June 1 — August 8, 2003

NIH-NSF Summer Institute
Bioinformatics and Computational Biology
lowa State University (SIBCB), Ames, IA
http://www.bioinformatics.iastate.edu/BBSI/




June 1 - 6, 2003

Mechanisms of Cell Signaling

Gordon Research Conference

Hong Kong University of Science and Technology, Hong Kong, China
http://www.grc.uri.edu/programs/2003/mechcell.htm

June 8 - 13, 2003

Molecular Cell Biology

Gordon Research Conference

Tilton School, Tilton, NH
http://www.grc.uri.edu/programs/2003/molclbio.htm

**June 11-12, 2003

Inaugural Meeting of the Secretary's Advisory Committee on Genetics, Health, and
Society

Wyndham Hotel, Washington, DC

An agenda will be posted online at http://www4.0d.nih.gov/oba/sacghs/sacghsmtg.htm
approximately two weeks prior to the meeting.

To pre-register: https://www.tech-res-intl.com/secure/sacghs/reqgistration.asp

or call Abbe Smith of Technical Resources International at 301-897-7423.

June 12, 2003

NIH Research: Recent Progress and Future Promise of Human Embryonic Stem Cells
National Institutes of Health, Bethesda, MD

< TITLE="http://stemcelltaskforce.nih.gov/symposium.htm=>"
TARGET="_blank">http://stemcelltaskforce.nih.gov/symposium.htm>.

June 22 - 27, 2003

Proteins

Gordon Research Conference

Holderness School, Plymouth, NH
http://www.grc.uri.edu/programs/2003/proteins.htm

June 23-24, 2003

BECON 2003 Symposium “Catalyzing Team Science”
Natcher Conference Center, NIH, Bethesda, MD
http://www.becon.nih.gov/symposium2003.htm

June 29 - July 4, 2003

Excitatory Amino Acids & Brain Function
Gordon Research Conference

Mount Holyoke College, South Hadley, MA
http://www.grc.uri.edu/programs/2003/excit.htm

July 3 — 8, 2003

Meeting on Signal Transduction
Special FEBS 2003 Meeting
Brussels, Belgium
http://www.febs-signal.be/
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July 6 — 11, 2003

XIX International Congress of Genetics: Genomes — The Linkage to Life

Melbourne, Australia
http://www.geneticscongress2003.com/newsletter/newsletter-05.htm

July 6 - 11, 2003

Molecular & Genetic Basis of Cell Proliferation
Gordon Research Conference

Colby-Sawyer College, New London, NH
http://www.grc.uri.edu/programs/2003/cellprol.htm

July 20 - 25, 2003

Computer Aided Drug Design

Gordon Research Conference

Tilton School, Tilton, NH
http://www.grc.uri.edu/programs/2003/cadd.htm

August 3 - 8, 2003

Human Genetics and Genomics

Gordon Research Conference

Colby College, Waterville, ME
http://www.qgrc.uri.edu/programs/2003/humangen.htm

August 10 - 15, 2003

Angiogenesis & Microcirculation

Gordon Research Conference

Salve Regina University, Newport, RI
http://www.qgrc.uri.edu/programs/2003/angmicro.htm

**Qctober 1-4, 2003

Child Neurology Society Meeting

Includes a one-day symposium on Tuberous Sclerosis Complex
Miami Beach, FL
http://www.childneurologysociety.org/events/evt 001.asp

October 1 — 5, 2003

Neurobiology of Drosophila

Cold Spring Harbor Laboratory 2003 Meeting
Cold Spring Harbor, NY

Abstracts due: July 9, 2003
http://meetings.cshl.org/2003/2003dros.htm

**Qctober 31 — November 5, 2003
American Academy of Pediatrics
National Conference and Exhibition
New Orleans, LA

Abstract Submission Deadlines:

Monday, April 14, 2003 (print submission)
Friday, April 18, 2003 (online submission)
http://www.aap.org/profed/cfa.htm
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**November 8-12, 2003

Society for Neuroscience

New Orleans, LA

Abstract Submission Deadlines:
May 5, 2003 (print submission)
May 19, 2003 (online submission)
http://apu.sfn.org/ACSplash.cfm
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