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On June 17 and 18, 2011, the United Mitochondrial Disease
Foundation will hold its 13th Annual International Symposium,
Mitochondrial Medicine: 2011, at the Renaissance Schaumburg
Convention Center Hotel in Schaumburg, IL, outside of Chicago.

On behalf of the UMDF Board of Trustees, Staff, and Family Planning
Committee, | would like to invite you to attend our most informative
program to date.

The format for this year’s program has been altered slightly as Friday
afternoon will bring both the scientific community and patient/families
together for one very important session — clinical trials. You won’t want
to miss this all-encompassing platform. The entire family program is
packed with great speakers and great subjects, from Latest Concepts
in Mitochondrial Disease to an entire clinical track on Mitochondria and
Diabetes. This year also brings added sessions for our teens and young
adults.

During these two days, you will meet many families and individuals
who, like you, are seeking knowledge relating to mitochondrial disease.
| encourage you to network with these families and individuals, as
many of them are struggling with similar issues and some of the same
experiences as you. You will also have the opportunity to meet many
of the top mitochondrial specialists in the world and to speak with our
exhibitors about new products and current testing that is available today.

Please join us on June 17 and 18 as we continue to set the pace in
mitochondrial medicine by encouraging the exchange of information
and cultivating networks among physicians, researchers, patients, and
families!

Respectfully,

Ohadl 0 k. )}

Charles A. Mohan Jr.
CEO/Executive Director
United Mitochondrial Disease Foundation

UMDF Mission
To promote research and education for the
diagnosis, treatment and cure of mitochondrial
disorders and to provide support to affected
individuals and families.




Special Thanks

The United Mitochondrial Disease Foundation,
Mitochondrial Medicine Society,
Mitochondria Research Society, and
Mitochondrial Physiology Society (MiP 2011)
gratefully acknowledge the following
organizations for their financial support of
Mitochondrial Medicine 2011:

Akron Children’s Hospital, Athena Diagnostics,
Baylor University, Burroughs Wellcome Fund,
Dominican Sisters of Peace Shalom Fund,
Juvenile Diabetes Research Foundation,
Mayo Clinic Mitochondrial Disease Biobank,
Supported in part by March of Dimes Foundation (Grant No. 4-FY10-462),
MEDomics, The Edith L. Trees Charitable Trust,
The Scooter Store, Tishcon Corporation, TJX Foundation
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Thank you to the following exhibitors for attending Mitochondrial
Medicine 2011. Thank you also to any exhibitors
who have been added since the printing of this program.

Ablenet, Amanda’s Journey Foundation, Athena Diagnostics, Baylor
University, Child Neurology Foundation, Coming Home, Douglas
Laboratories, Gene DX, Kendrick Labs, Inc., Mayo Clinic Mitochondrial
Disease Biobank, MEDomics, MitoAction, Mito Canada, NAMDC,
Oroboros Instruments Corp., Pure Compounding Pharmacy, Seahorse
Bioscience Seattle Children’s Research Institute, Scooter Store, Solace
Nutrition, Thrive RX, Tishcon Corporation, Transgenomic

As a thank you to our exhibitors for participating and financially
supporting our efforts, we have agreed to provide them with
the names and addresses of our attendees.

If you do not want your name and address to be released,
please submit a letter prior to the conference to the attention of

Kara Strittmatter at: UMDF, 8085 Saltsburg Road,
Suite 201, Pittsburgh, PA 15239.




Conference Events

Friday Night Banquet

June 17, 2011
7:00 p.m. -10:00 p.m.

Join us to

Celebrate our Accomplishments in 2010-2011
Help us Congratulate our 2011 Research Grant Recipients

Applaud our Volunteers
Cheer on our 2011 Heartstrings Award, LEAP Award,
and the Stanley A. Davis Leadership Award Recipients

Enjoy the tunes of Ralph Covert,
our evening entertainer

Ralph Covert is a musician who most
parents know as the creator of Ralph’s
World, the pioneering rock’n’roll band that
transformed children’s music with its album
debut in 2001. He’s been properly praised
as the McCartney or Elvis Costello (even
the Elvis Presley) for the kindergarten
crowd. Ralph Covert connects with both
children and their parents in a way that
moves their hearts while motivating their
feet.

But many others know Ralph as the
indie rocker of The Bad Examples fame,
the Midwestern band who scored regional
hits in the early 90’s while also achieving
solid success in Europe. The band’s just-
released album, “Smash Record,” joins a
string of acclaimed discs that started with
“Bad Is Beautiful,” noted as one of the 50

Essential American Power-Pop Records of
All-Time. Photo by Peter Thompson

In addition to still performing with the band, Covert plays marathon
solo concerts of his vast treasure-load of original tunes both with and for
the “Acoustic Army,” consisting of audience acolytes.




The Doctor Is In

This special program gives families an opportunity to meet one-on-one
with some of the top specialists in mitochondrial medicine. Sign-up
sheets will be available in the registration area on Thursda% evening and
early Friday morning. Participants ma onl%/ reserve one 15 minute time
slot during the initia sign-ug period. After the sessions start, sign-in
gnegts will be available in the Doctor Is In room until all time slots are
illed.

Please note: Discussions with physicians in the Doctor Is In forum are
informal and do not establish a doctor - patient relationship.

Ask the Mito DocSM Panel _

In order to make the Ask the Mito DocS" Panels run smoothly, registrants
must submit questions in advance. A question form is included on the last
page of this booklet. Please submit your questions when you mail your
registration form. You may also e-mail your questions to: inffo@umdf.org.
Please submit your questions by June 7, 2011. The panel may not take
questions from the floor. NOTE: Two panels are taking place: one for
adults and one specific to children.

Networkin?

A special networking room will be available throughout the conference
where attendees can connect with other members, take a break from
sessions, as well as attend informal sessions on topics of interest.
Please feel free to bring photographs of your loved ones to share with
others and post them on the message boards. Tentative topics for
informal sessions to include: Nutrition Support, Enteral Feeding and
TPN: What's the Difference, Including Your Child in Their Care, How
to Use Your Coming Home Binder (tentative), Transitioning tfo College
for Parents of Teens (tentative), and UMDF Fundraising. A detailed
schedule for the networking room will be provided at registration.

Teen Sessions

As part of a grant from the Edith L. Trees Charitable Trust, the UMDF
is pleased to announce that there will be no registration fee for the
Teen Sessions at the Symposium this year. The sessions will be held
on Friday and Saturday from 11:00 a.m. - 2:00 p.m. Lunches will

be provided for a fee. See the registration form for details on prices
fc;; mgals. Please be sure to fill out a registration form for each teen
attending.

Young Adults L -

Have questions unique to a young adult with Mitochondrial Disease?
Plan to join us for a special breakout session for patients ages 18-35 on
Saturday morning as part of the Adult Gathering activities. Dr. Kendall
and Dr. Tarnopolsky will be available for this roundtable to discuss the
concerns specific to young adults with mitochondrial disease.

Nurses

A networking meeting for nurses who work with mitochondrial disease
patients is scheduled for Friday morning. Look for details at the
registration desk.

During all lunches, we hope to provide opportunities for
you to connect with others sharing similar experiences.




Thursday Opportunity

Volunteer Workshop
Thursday, June 16, 2011, 2:00 p.m. — 6:00 p.m.

Currently a UMDF volunteer or interested in becoming a part of the cure?
Please join us for an informal workshop on Thursday afternoon.
Advocacy, support, fundraising, development, and raising awareness
will be some of the topics addressed in a roundtable format.

If you are planning to arrive on Thursday,
we hope that you will participate!

Friday Schedule

7:00 a.m. Registration and Continental Breakfast

8:00 a.m. Welcome and Managing your Symposium Experience
Dan Wright, UMDF Chairman
Chuck Mohan, UMDF CEQO/Executive Director
Kara Strittmatter, UMDF Director of Member Services

8:30 a.m. Opening Talk — Mitochondrial Disease Testing Update
Fran Kendall, MD, Moderator
Panel: Bruce Cohen, MD; Michael Goldenthal, PhD;
and Chuck Hoppel, MD

9:30 a.m. Break

10:00 a.m. ALL - Latest Concepts in Mitochondrial Disease
Russell Saneto, DO, PhD

10:00 a.m. ALL - Sleep Medicine and Respiratory Support
Lisa Wolfe, MD

11:00 a.m. CHILD - IEP/Individual Health Planning
Terri Donahue, RN, MSN
Panel: Mary Lynn McCafferty, RN, BSN
and Pat O’Connor, RN, MEd

11:00 a.m. ADULT - Neuro-ophthalmology Issues with
Mitochondrial Disease
Heather Moss, MD, PhD

11:00 a.m. TEENS - Informal Round Table
Amy Goldstein, MD and Russell Saneto, DO, PhD

12: 00 p.m. Lunch

All patients, families, clinicians, and scientists/researchers should
attend the afternoon sessions together (Note: Networking room will
offer additional opportunities.)




Friday Schedule

1:00 p.m. TEENS - Music Therapy Workshop
Kari Christiansen

1:00 p.m. Introduction and Symposium Goals
Peter Stacpoole, PhD, MD

1:15 p.m. Working with the FDA in Developing New Therapies
R.B. MacArthur, PharmD

1:45 p.m. From Laboratory to Clinic: Translating Discoveries to
Patients
Edward Kaye, MD

2:15 p.m. Explaining North American Mitochondrial Disease
Consortium (NAMDC)
Michio Hirano, MD

2:30 p.m. Break
2:30 p.m. TEENS Social Activities (until 5:30 p.m.)

2:45 p.m. From Anecdotal Studies to Randomized Clinical Trials
Jerry Vockley, MD, PhD

3:15 p.m. What Makes a Good Randomized Clinical Trial (RCT)?
John L. P. Thompson, PhD

3:45 p.m. A Family’s Perspective on Clinical Trials
Michael Friedberg, FACHE, CHAM

4:15 p.m. Forward Together! Joining Researchers and
Community in Advancing Clinical Trials for
Mitochondrial Diseases

Chuck Mohan, UMDF CEO and Peter Stacpoole, PhD, MD
to lead a panel discussion

5:30 p.m. Adjourn

6:30 p.m. Cash Bar for Both Scientific and Family Attendees

7:00 p.m. Banquet Celebration for Both Scientific and Family Attendees
— Awards Ceremony & Entertainment

Please note: Children are not permitted at the conference events or sessions
(unless otherwise noted). The conference is intended as a professional and
educational weekend for adult participants. Please make other childcare
arrangements. Thank you for your understanding and cooperation.

Whether it is something you learn during a session or a new supplement

suggested by an exhibitor, we ask that you always discuss any diagnoses,
treatments, therapies or medications with your personal physician. The
UMDF cannot and does not assume any responsibility for the use, misuse or
misapplication of any information provided throughout this conference.




Saturday Schedule

7:00 a.m. Continental Breakfast

8:30 a.m. CHILD - Ask the Mito Doc Panel
Sumit Parikh, MD; Russell Saneto, DO, PhD, and
Jerry Vockley, MD, PhD

8:30 a.m. ADULT - Speech and Swallowing Issues
Sharon Veis, MA, CCC-SLP

9:30 a.m. CHILD - Creative Ways to Exercise with
Mitochondrial Disease
Mary Keen, MD; Ginny Girten, PT, PCS; and
Tanner Schultz, MS, CSCS

9:30 a.m. ALL - Dealing with Loss: Finding the Courage to Live on
Jeff Santee, PhD

10:30 a.m. CHILD - Speech, Feeding, and Swallowing Issues
Rima Birutis, MA, CCC-SLP and Michele Wesling, MA, CCC-SLP

10:30 a.m. Adult Gathering: An AACT overview will be presented for
the first 15 minutes of this session. Then, the adults will
have time to talk, share, and network together. Young
adults can be excused for the informal roundtable or they
can stay for the remainder of the session.

10:45 a.m. ADULT - Young Adult Informal Roundtable Talks
(Adults 18 - 35)
Fran Kendall, MD and Mark Tarnopolsky, MD, PhD, FRCPC

11:00 a.m. TEEN Session — Whassup in the World of Mitochondrial Medicine?
William Copeland, PhD

11:30pm Lunch

1:00 p.m. ALL - Hot Topic — Munchausen Syndrome by Proxy
otherwise known as Medical Child Abuse (until 3:00 p.m.)
Amanda Fingarson, MD; Melinda Gronen, MA, LCSW; and
Sumit Parikh, MD

1:00 p.m. ADULT - Ask the Mito Doc Panel - Adult (until 3:00 p.m.)
Panel: Bruce Cohen, MD; Fran Kendall, MD and
Amy Goldstein, MD

1:00 p.m. TEEN - Social Activity and/or Exercise Workshop
Ginny Girten, PT, PCS

3:00 p.m. Break

3:30 p.m. ALL together — Scientific Meeting and UMDF National
Updates — Advocacy, Fundraising, NIH, and More




Saturday Schedule - Clinical Track

Special Session - Mitochondrial and Diabetes

8:30 a.m. Mitochondrial Disease Primer
Bruce Cohen, MD

9:30 a.m. Diabetic Complications and Mitochondria
Michael Brownlee, MD

10:00 a.m. Mitochondrial and Age-Related Disease
Laura Dugan, MD

10:30 a.m. Mitochondrial Stress Increases Protein Succination and
Contributes to Endoplasmic Reticulum (ER) Stress in
Diabetes
Norma Frizzel, PhD

11:00 a.m. New Paradigms in Diabetic Complications
Kumar Sharma, MD

11:30 a.m. Lunch

1:00 p.m. Immunomitochondrial Biology
Robert Naviaux, MD, PhD

1:30 p.m. The Role of Mitochondrial GTP in
Glucose Homeostasis
Richard Kibbey, MD, PhD

2:00 p.m. Mitochondria in Diabetic Nephropathy
Yashpal Kanwar, MD, PhD

2:30 p.m. Mitochondria, Inflammation and Fibrosis
Pere Puigserver, PhD

3:00 p.m. Break

3:30 p.m. Tissue Healing and Regeneration
Ellen Heber-Katz, PhD

4:00 p.m. Autophagy, Mitochondria Degradation in
Adipose Tissue and Metabolic Syndrome
Shengkan (Victor) Jin, PhD

4:30 p.m. Exercise and Treatment of Mitochondrial
Disorders
Mark Tarnopolsky, MD, PhD, FRCPC

5:00 p.m. Clinical Panel Discussion

5:30 p.m. Adjourn

NOTE: This track is targeted to clinicians,
but family attendees are invited to attend.
Other sessions are available on page 9.




Accommodations

Conference Location

Renaissance Schaumburg Convention Center Hotel

1551 N. Thoreau Drive

Schaumburg, IL 60173 US

Phone: (847) 303-4100

*In order to receive the UMDF’s special rate, please make your
reservations through the UMDF website (www.umdf.org/symposium/
conferencelocation).

Hotel Accommodations

The Renaissance Schaumburg Convention Center Hotel is a modern,
sophisticated hotel featuring a contemporary design that is expressive,
yet functional. Located near IKEA, Woodfield Mall, and upscale dining,
this Schaumburg, Illinois hotel surrounds top area attractions. Designed
by the renowned John Portman & Associates, Schaumburg hotel
accommodations boast spacious, yet modern rooms and suites with
oversized bathrooms and a media connectivity center. Indulge your
senses at the award-winning Sam & Harry’s, serving sizzling steaks and
fresh seafood, or relax with friends and co-workers in the stylish Club
Lounge.

Special hotel rates of $129+ single or double occupancy are available
to conference attendees. Please make your reservations as early as
possible prior to May 23, 2011, to receive this special rate. After this date,
reservations will be accepted on a space-available basis only. Note: The
room block may go fast so please book early.

Program Accessibility

Handicapped-accessible rooms are available upon request, and there

is wheelchair access in all public areas. If you have any special needs
that require additional assistance, please contact us at 1-888-317-UMDF.
Requests should be received at least two weeks prior to the conference.

Ground Transportation
The Renaissance Schaumburg Convention Center Hotel does not offer airport
shuttle service. The UMDF has an agreement with GO Airport Express for
5% off shuttle service between both O’Hare and Midway airports and the
Renaissance Schaumburg Hotel. To make reservations, you may call 1-800-
284-3826 and provide the reservationist with the code “UMDF,” or you may go
online at http://airportexpress.com and enter code “UMDF.” A one-way fare
from O’Hare Airport is approximately $28.50; and a one-way fare from Midway
Airport is approximately $59.

Recommended taxi service is the American Taxi Company, and they can
be reached by calling: 847-640-8294. The estimated taxi fare from Chicago
Midway Airport (32 miles) is $60 one way; and the estimated taxi fare from
Chicago O’Hare Airport (13 miles) is $35 one way.




Accommodations (con’t)

Scholarships

For those experiencing financial hardship, limited funding is available to
offset part of the cost of attending the Symposium. To inquire, contact the
UMDF toll free at: 1-888-317-UMDF or visit: www.umdf.org/symposium
for more information. The scholarship application deadline is April 30,
2011.

Cancellation Policy

Because attendees or family members may face unforeseen illness,

the UMDF will refund the registration fee, less $25 cancellation fee, for
cancellations received by June 3, 2011. All refunds will be made after the
symposium is over.

Permission to Use Photos

By registering for this conference, you have given the UMDF permission
to use pictures from this event for educational and promotional purposes
for this and future conferences. If you do not want your picture to be
used, please submit a letter by July 1, 2011, to UMDF, Attn: Cliff Gorski,
8085 Saltsburg Road, Suite 201, Pittsburgh, PA 15239.

On-Site Registration
The registration desk for families will be open during the following times:

Thursday, June 16, 2011 12:00 p.m. to 7:00 p.m.
Friday, June 17, 2011 7:00 a.m. to 5:00 p.m.
Saturday, June 18, 2011 7:00 a.m. to 1:00 p.m.

Scooters and Assistive Listening Devices

UMDF has arranged for Assistive Listening Devices and Scooters for
those in need of this type of assistance. In order to ensure that we can
meet your needs, please be sure to request an assisted listening device
and/or scooter on your registration form.

2011 Family Program Committee

Pat Charleston, Chicago Chapter
Mary Keen, MD, Marianjoy Rehabilitation Hospital, Wheaton, IL
Patrick Kelley, Chicago Chapter
Joanne Kocourek, Chicago Chapter
Cherie Lawson, Chicago Chapter, President

Perri Miologos, Chicago Chapter
Megan Ong, Chicago Chapter
Melinda O’Toole, UMDF Staff

Janet Owens, UMDF Staff
Kara Strittmatter, Director of Member Services, UMDF
Sally Taylor, Chicago Chapter
Vicki Ternberg, Chicago Chapter
Rosemary Wasielewski, Chicago Chapter
Gail Wehling, Chicago Chapter and UMDF AACT




Registration Form - Part |

Mitochondrial Medicine 2011: Chicago, IL
Renaissance Schaumburg Convention Center Hotel
June 17 and 18, 2011 « Schaumburg, lllinois

Please Complete Both Sides of the Registration Form!

Last Name First Name

Address

City State/Province__ Country__ Zip/Postal
Phone Number ( ) - E-mail

One form per registrant. Please copy this form (both sides) for additional attendees and teens.

FULL REGISTRATION - Fee includes hard copy of syllabus, two continental
breakfasts, two lunches, refreshment breaks, and the Friday Night Banquet.

Fees per person: UMDF Energy Member  Non-Member

O Individual Registration by May 23  $225 $300 $

O Family Registration by May 23 $400 $475 $
(2 adults, same household)

[ Additional Friday Night Banquet tickets ($65 per person x ) $

TEEN REGISTRATION IS FREE - Lunch is not included - please indicate the
number of teens you have coming and pre-order meals. Provide names of all teens.
| have teen(s) planning to attend on Friday, June 17

Lunch/teen is $5.00 Total lunches Total $

Choose either the Friday Night Banquet or Friday Night Pizza Party

O Friday Night Banquet for Teens ($10.00) or

O Friday Night Pizza Party ($5.00)

| have teen(s) planning to attend on Saturday, June 18

Lunch/teen is $5.00 Total lunches ____ Total $

A $25 late fee will automatically be added to any
registrations received after May 23, 2011.
Join the UMDF and save $75 on your registration -- and receive

UMDF Energy membership benefits throughout the year!
[ Annual Energy Level Dues (in US dollars) $50 $

Total amount enclosed or to be charged: $
Make check payable to UMDF in US currency on a US bank.
Or charge the following account: [1Visa OMC [Disc [0 AmEx

CardNumber Expiration Date

Name as listed on card (please print)

Signature

(invalid without signature)

Please complete both sides of the registration form! 1 3




Registration Form - Part Il

Last Name First Name

Friday, June 17, 2011 (Choose ONE session per time slot)
10:00 a.m. [ Latest Concepts in Mito or [JSleep Med. and Resp. Support

11:00 a.m. [ Child - IEP/Health Planning or [JAdult - Neuro ophthalmology

Saturday, June 18, 2011 (Choose ONE session per time slot)
8:30 a.m. [ Child - Ask the Mito Doc or [ Adult - Speech and Swallowing

8:30 a.m. or CIClinical - Mito Disease Primer
9:30 a.m. [ Child - Creative Exercise or [ Dealing with Loss
9:30 a.m. or [ Clinical - Diabetic Complications and Mitochondria

10:00 a.m. [ Clinical - Mitochondrial & Age - Related Diseases

10:30 a.m. [ Child - Speech & Feeding or [ Adult Gathering

10:30 a.m. or [ Clinical - Mitochondrial Stress

11:00 a.m. [ Clinical - New Paradigms in Diabetic Complications

1:00 p.m. [ Munchausen Syndrome or [JAdult - Ask the Mito Doc
1:00 p.m. or dClinical - Immunomitochondrial Biology

1:30 p.m. [Clinical - Integrating Mitochondrial GTP in Diabetes Development
2:00 p.m. [ Clinical - Complications in Diabetes

2:30 p.m. O Clinical - Mitochondria, Inflammation and Fibrosis

3:30 p.m. O UMDF National Updates or [JClinical - Tissue Healing
4:00 p.m. [ Clinical - Autophagy

4:30 p.m. [ Clinical - Exercise and Treatment of Mitochondrial Disorders
5:00 p.m. [ Clinical Panel Discussion

Choices may be changed at Symposium, but space availability cannot be guaranteed.

The UMDF would like to provide assistance to conference attendees who may
have special needs as described below.

Assistive Listening Devices - If you have a hearing impairment, we can provide
you with an Assistive Listening Device (ALD) that will enable you to hear the
speakers clearly. The ALD has a headset that receives sound waves from the
speaker’s microphone that go directly into the user’s ears. Please make sure you
complete which sessions you will be attending prior to May 23, 2011.

[ Yes, | would like an ALD [J No, my needs are more demanding

Scooters - The UMDF will secure scooters for those adults who need assistance
and cannot bring their own scooters. A credit card is required to reserve a scooter.
O Yes, please reserve a scooter in my name

Dietary Needs - Complete the following, but please understand that for some
special meal requests, additional fees may apply.

O | require vegetarian meals O Other - contact us about special meal requests

Mailing Address: UMDF, 8085 Saltsburg Road, Suite 201, Pittsburgh, PA 15239

Credit card payees may fax their form to UMDF at 412-793-6477.
Once faxed, DO NOT mail the original registration form.

Questions? Call 1-888-317-UMDF

1 4 Please complete both sides of the registration form!




Ask the Mito DocSM

Question Submission Form

For Adults: The Ask the Mito Doc®" session offers a great opportunity to
ask the specialists those tough questions regarding adult patient care.
Please submit your questions with your registration form.

Adult Panel Question:

For Parents: The Ask the Mito DocS" session offers a great opportunity
to ask the specialists those tough questions regarding your child’s care.
Please submit your questions with your registration form.

Pediatric Panel Question:

Please note: “The Doctor Is In” is different from the “Ask the Mito DocSM
Panel sessions. Please see page six of this booklet for more information
about “The Doctor Is In.”
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