Dear friends,

| write with an urgent request for everybody to pitch in right away to help convince your
representatives in the U.S. Congress to support a budget increase for the National
Institutes of Health (NIH) because the research funded by the NIH is a matter of life or
death -- treatment or no treatment for all of us.

Over the next couple of days, U.S. senators and representatives will be deciding how
much the NIH will be able to spend on medical research, including Friedreich's ataxia,
between now and next October. They will be considering, behind closed doors, a wide
range of options from cutting the NIH budget by about $200 million to increasing it
significantly.

It is important to all of us that the NIH have more, not less, to support the research we
need to develop treatments and a cure. Please email your two senators and your
representative in the U.S House of Representatives right away and post your message on
their Face Book pages. | wrote my two senators and my representative yesterday and
have already received supportive messages back from all three.

It is important that you write them right away (tonight or tomorrow if you can) because
they might be making the critical decisions over the next couple of days. | will provide
you, below, a template for your message and ask that you add a bit of your personal story
or touch. In my messages, | told them a little bit about our son, Keith, and about FARA,
and emphasized how important NIH is to us.

So, here is a template for your message based on the message | wrote yesterday. Again, |
encourage you to begin the letter with your own personal story or touch.



Template:

Dear Congressman , (or Senator )

[Insert a couple of sentences about your story here. Maybe something like: My family
and I live in County and we are like millions of other Americans who suffer the
consequences of serious, debilitating and life-shortening diseases that have no treatments.
Our particular disease is a rare, debilitating neuromuscular disorder called Friedreich’s
ataxia, for which there is currently no treatment. We are very active in supporting the
medical research required to develop the treatments we need and we know how essential
the National Institutes of Health (NIH) is in advancing that research. ]

We are confident that, with the continued help of our NIH colleagues, we will treat and
cure our disease in the near term. We, therefore, urge you, as final funding decisions are
made for FY 2012, to ensure that medical research remains a top priority for our nation.
The National Institutes of Health (NIH) is a vital agency that is improving the health of
Americans while fostering strong economic growth. The NIH is a beacon of hope across
our country and around the world and is the backbone of our country's longstanding
world leadership in medical research.

The health of Americans is in jeopardy and smart investments in medical research are
needed to improve health, develop effective treatments for currently untreated diseases,
control the cost of healthcare, create jobs across our nation and sustain America's
leadership in this important arena. As your constituent, | urge you to make medical
research a higher priority in FY 2012 and beyond. The lives of our children and millions
of other Americans depend on that research and on your leadership in supporting it.

Thank you for your leadership and consideration,

[signed]

End template.



I will also list below the senators and representatives who are members of the
Appropriations Committees of the Senate and House and those who are members of the
particular Appropriations Subcommittees responsible for the NIH budget. If one of your
two senators or your representative is on these lists, please acknowledge in your message
that you know that they play an especially important role in supporting a strong NIH
budget for the medical research we all need.

To determine who your representative is in the U.S. House of Representatives, go to
http://www.house.gov/. about two thirds of the way down the center column, enter your
zip code. Your representative will be displayed. Go to the representatives website and
click on "Contact." Complete the email form, enter your message and submit it. If your
representative lists a Facebook page, please submit your message on that Facebook page,
too.

To Determine your two state senators, go to
http://www.senate.qov/general/contact information/senators cfm.cfm

near the top of the center column, select your state from the drop-down menu. Your two
senators will be displayed. Go to their websites and click on "contact.” Complete the
email form, enter your message and submit it. If your senators list Facebook pages,
please submit your message on their Face Book pages, too.

Senate Appropriations Committee Members
Democratic Members

DANIEL K. INOUYE
Hawaii, Chairman

PATRICK J. LEAHY
Vermont

TOM HARKIN
lowa

BARBARA A. MIKULSKI
Maryland

HERB KOHL
Wisconsin


http://www.house.gov/
http://www.senate.gov/general/contact_information/senators_cfm.cfm

PATTY MURRAY
Washington

DIANNE FEINSTEIN
California

RICHARD J. DURBIN
Ilinois

TIM JOHNSON
South Dakota

MARY L. LANDRIEU
Louisiana

JACK REED
Rhode Island

FRANK R. LAUTENBERG
New Jersey

BEN NELSON
Nebraska

MARK PRYOR
Arkansas

JON TESTER
Montana

SHERROD BROWN
Ohio



Republican Members

THAD COCHRAN
Mississippi, Vice Chairman

MITCH MCCONNELL
Kentucky

Visit website

Financial Disclosure Letters

RICHARD C. SHELBY
Alabama

KAY BAILEY HUTCHISON
Texas

LAMAR ALEXANDER
Tennessee

SUSAN COLLINS
Maine

LISA MURKOWSKI
Alaska

LINDSEY GRAHAM
South Carolina

MARK KIRK
Illinois

DAN COATS
Indiana

ROY BLUNT
Missouri

JERRY MORAN
Kansas

JOHN HOEVEN
North Dakota

RON JOHNSON
Wisconsin


http://mcconnell.senate.gov/public/
http://www.appropriations.senate.gov/disclosures.cfm?method=disclosures.default&id=c0b9bbbc-f7ff-488f-a964-67ee852f4975

Senate Appropriations Subcommittee responsible for the NIH Budget

Democratic Subcommittee Members
Senator Tom Harkin (Chairman) (1A)
Senator Daniel Inouye (HI)
Senator Herb Kohl (W1)
Senator Patty Murray (WA)
Senator Mary Landrieu (LA)
Senator Richard Durbin (IL)
Senator Jack Reed (RI)

Senator Mark Pryor (AR)
Senator Barbara Mikulski (MD)
Senator Sherrod Brown (OH)

Republican Subcommittee Members
- Senator Richard Shelby (Ranking) (AL)
Senator Thad Cochran (MS)
Senator Kay Bailey Hutchison (TX)
Senator Lamar Alexander (TN)
Senator Ron Johnson (WI)
Senator Mark Kirk (IL)
Senator Lindsey Graham (SC)
Senator Jerry Moran (KS)

House of Representatives Committee on Appropriations

Full Committee Members

Republicans
Harold Rogers, Kentucky, Chairman
C.W. Bill Young, Florida
Jerry Lewis, California
Frank R. Wolf, Virginia
Jack Kingston, Georgia
Rodney P. Frelinghuysen, New Jersey
Tom Latham, lowa
Robert B. Aderholt, Alabama
Jo Ann Emerson, Missouri
Kay Granger, Texas
Michael K. Simpson, Idaho
John Abney Culberson, Texas
Ander Crenshaw, Florida


http://www.appropriations.senate.gov/about-members.cfm#TomHarkin
http://www.appropriations.senate.gov/about-members.cfm#DanielInouye
http://www.appropriations.senate.gov/about-members.cfm#HerbKohl
http://www.appropriations.senate.gov/about-members.cfm#PattyMurray
http://www.appropriations.senate.gov/about-members.cfm#MaryLandrieu
http://www.appropriations.senate.gov/about-members.cfm#RichardDurbin
http://www.appropriations.senate.gov/about-members.cfm#JackReed
http://www.appropriations.senate.gov/about-members.cfm#MarkPryor
http://www.appropriations.senate.gov/about-members.cfm#BarbaraMikulski
http://www.appropriations.senate.gov/about-members.cfm#SherrodBrown
http://www.appropriations.senate.gov/about-members.cfm#RichardShelby
http://www.appropriations.senate.gov/about-members.cfm#ThadCochran
http://www.appropriations.senate.gov/about-members.cfm#KayBaileyHutchison
http://www.appropriations.senate.gov/about-members.cfm#LamarAlexander
http://www.appropriations.senate.gov/about-members.cfm#RonJohnson
http://www.appropriations.senate.gov/about-members.cfm#MarkKirk
http://www.appropriations.senate.gov/about-members.cfm#LindesyGraham
http://www.appropriations.senate.gov/about-members.cfm#JerryMoran

Denny Rehberg,
John R. Carter,
Rodney Alexander,
Ken Calvert,

Jo Bonner,

Steven C. LaTourette,
Tom Cole,

Jeff Flake,

Mario Diaz-Balart,
Charles W. Dent,
Steve Austria,
Cynthia M. Lummis,
Tom Graves,

Kevin Yoder,

Steve Womack,
Alan Nunnelee,

Democrats

Norman D. Dicks,
Marcy Kaptur,

Peter J. Visclosky,
Nita M. Lowey,

José E. Serrano,
Rosa L. DelLauro,
James P. Moran,
John W. Olver,

Ed Pastor,

David E. Price, North
Maurice D. Hinchey,
Lucille Roybal-Allard,
Sam Farr,

Jesse L. Jackson, Jr.,
Chaka Fattah,

Steven R. Rothman,
Sanford D. Bishop, Jr.,
Barbara Lee,

Adam B. Schiff,
Michael M. Honda,
Betty McCollum,

Montana
Texas
Louisiana
California
Alabama
Ohio
Oklahoma
Arizona
Florida
Pennsylvania
Ohio
Wyoming
Georgia
Kansas
Arkansas
Mississippi

Washington
Ohio
Indiana
New York
New York
Connecticut
Virginia
Massachusetts
Arizona
Carolina
New York
California
California
Illinois
Pennsylvania
New Jersey
Georgia
California
California
California
Minnesota



Appropriations Subcommittee responsible for the NIH budget

Republicans
- Denny Rehberg,
Jerry Lewis,

Rodney Alexander,

Jack Kingston,
Kay Granger,

Michael K. Simpson,

Jeff Flake,

Cynthia M. Lummis,

Democrats

Rosa L. DelLauro,

Nita M. Lowey,

Jesse L. Jackson, Jr.,
Lucille Roybal-Allard,

Barbara Lee,

Ronald J. Bartek
President

Montana
California
Louisiana
Georgia
Texas
Idaho
Arizona
Wyoming

Connecticut
New York
Illinois
California
California

Friedreich's Ataxia Research Alliance (FARA)

P.O. Box 1537
Springfield, VA 22151
(703) 426-1576



