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The heart is a highly metabolically
active organ, both with respect to
energy production as well as energy
utilization.  It is not surprising
therefore, that cardiac dysfunction is a
frequent accompaniment of mito-
chondrial disorders.  Furthermore,
several cardiac disorders have been
associated with mitochondrial defects.
Cardiac manifestations include
arrhythmias as well as dilated or
hypertrophic cardiomyopathies.  
Heart Metabolism

The average (adult) heart weighs
about 250-300 grams (7-10 ounces)

Mitochondrial
Cytopathies and
Cardiac Disease

Neil Friedman, MBChB
Department of Neurology

The Cleveland Clinic
Foundation

ITOCHONDRIAL 
EWSNM

Continued on page 9

?Ask  the
Mito  Doc

Chapter News
See Page 4

Clinical Trials
See Page 6

UMDF Research
Projects Funded in

2003
See Page 8

Adults Corner
See Page 11

Do you know an
astounding

fundraiser or
youth?

See Page 13

Vacation Toward a
Cure Winner
See Page 14

See Page 2

NEW DATES - 
Mark your calendars NOW!!

Mitochondrial Medicine 2004 
Scientific Sessions:  August 4-7, 2004

Family Sessions:  August 6-8, 2004
Clinician Sessions:  August 7, 2004

Standards Workshop:  
August 7, 2004

Westin Hotel-Convention Center,
Pittsburgh, PA

See Page 12 for Preliminary Topics

and consumes about 27 ml (1
ounce) of oxygen per minute.  To
maintain myocardial contractility
(keeping the heart beating), the
mitochondria in the cardiac cells
(myocytes) utilize oxygen to
generate energy (ATP), through the
process of oxidative phosphory-
lation.  These myocytes contain
high numbers of mitochondria
(1000's per cell) and account for
about 20-40% of the cell volume.  

In the fetal heart, glucose and
lactate are the primary fuel sources
for energy production in the heart.
After birth, fatty acids become the
primary energy source, and at rest
and in the fasting state, metaboli-
zing fatty acids account for about
60% of the oxygen consumption by
the heart.  The metabolism of
glucose accounts for about 28% of
oxygen consumption and that of
lactate about 11%.  During
exercise, the heart's utilization of

Extra, Extra, Read
All About It!

Mitochondrial disease and UMDF made
national news in the November 3, 2003
issue of US News and World Report.

UMDF Ohio Chapter President, Jennifer
Lyman and her daughter, Caroline,
were featured in the article.  Also
interviewed were UMDF Scientific
Advisory Board members, Robert

Naviaux, PhD, and Salvatore DiMauro,
MD.   Naviaux mentions the Internet-

based registry of patient information he
is working on -- the very same registry

being funded by UMDF!
For more information about the article,

please contact kara@umdf.org.
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Living with mitochondrial
disease presents many twists and
turns - a maze of questions.
UMDF is pleased to offer answers
to some of those questions.  All
questions and responses are taken
from www.umdf.org -- Ask the
Mito Doc.  Please note that
information contained in Ask the
Mito Doc is for informational and
educational purposes only. Such
information is not intended to
replace, and should not be
interpreted or relied upon, as
professional advice, whether
medical or otherwise.

Responder for this issue: Andrea
L. Gropman, M.D., Children’s
Hospital of Washington, DC; Amy
Goldstein, M.D., Children’s
Hospital of Pittsburgh, PA; and
Richard Boles, M.D., Childrens
Hospital Los Angeles, CA

My son is three years old, has
been diagnosed with Complex I
Deficiency and has recently been
put on a Bi-Pap at night. The ENT
says his soft palatte collapses over
his airway when he is lethargic
from seizures and when sleeping
deeply. How common is this?

If he does not tolerate the Bi-
Pap, our doctors are suggesting a
trache. What other options do we
have? How risky is this procedure? 

Children who have low tone in
the body may also have low tone in
the airway. These children are at
risk of airway compromise when
heavily sedated from medications,
or in the aftermath of a seizure
which leaves them sleeping deeply.

Because heavy sleep or sedation
limits one's ability to protect the
airway from aspiration, doctors will
recommend different options. One
option is bipap which provides
positive distending pressure to the
small airways so they do not
collapse. There are also other
factors, such as whether there are
other sleep anomalies, such as
hypoventilation, or other results of
a sleep study. I don't have exact
numbers to say how common this
is, but it is not uncommon.

If the bipap doesn't work, a
tracheostomy may be next. This is
when a hole is made into the
trachea and a small tube is inserted,
which is a conduit to the outside
world. I don't know what other
options are available because I do
not know more about your son's
history (i.e. premature, history of
airway problems, sleep problems,
sleep studies, and manifestations of
his mitochondrial disorder--i.e. any
neuromuscular compromise). The
risks of the tracheostomy are
related to the risks of sedation, and
infection because the tracheostomy
can communicate with the outside
of the body. Also, if a patient has
thick secretions, the secretions may
clog the trach tube, requiring
replacement. Also, patients with a
tracheostomy are generally unable
to talk, but there are some tricks
and devices the therapists can teach
to get around this. The family
would need to learn tracheostomy
care, how to suction secretions,and
CPR. If your son receives a
tracheostomy, you may be eligible
for home nursing services. 

Are there any indications/
contraindications of Botox use in a
Complex I, Mitochondrial patient?
My 6-year-old daughter is a
candidate for Botox in her calf
muscles, to release her heel cord
spasticity. Some doctors worry how
the Botox might break down in her
system from a metabolic stand-
point. We have tried orthotics and
weekly PT but she continues to
weaken. 

The indications for Botox include
spasticity and dystonia, two common
problems in patients with neurologic
disease. The decision to use Botox
must be made carefully in a patient
with mitochondrial disease, because
although Botox is usually reversible
(and therefore must be given about
every 3 months), it blocks the
neuromuscular junction and may not
be easily reversible (the same reason
we do not like to use succinylcholine
as an anesthetic). It may make her
weaker, as Botox does not help the
muscle strengthen, rather it paralyzes
the tight muscles. There are other
treatments for spasticity, including
oral drugs, that can be tried as well.

My daughter with complex IV
deficiency has recently been
diagnosed with POT syndrome.
Could you explain what this
syndrome is and what it has to do
with her mitochondrial disease or
dysautonomia ? How common is it
in mitochondrial disease? 

Individuals with POTS (Postural
Orthostatic Tachycardia Syndrome)
have symptoms (often light-
headedness, blurred vision, the
feeling of a fast heart rate, trem-
ulousness and weakness) when
changing position, such as with
rising from a lying to a standing
position. This is a disorder of
autonomic nervous system control,
and the underlying cause is often
unknown. Although only described
in a few medical papers, in my own
clinical experience abnormalities of
autonomic nervous system control
(dysautonomia) are fairly common
among individuals with mito-
chondrial disease. Very little is
known regarding just how common
POTS and others dysautonomias are
in patients with mitochondrial
disease, and this is an area which can
benefit from additional research. 

The Question Is:

?Ask  the

Mito  Doc

Response From:  
Andrea Gropman, MD

The Question Is:

Response From:  
Amy Goldstein, MD

The Question Is:

Response From:  
Richard Boles, MD
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Chairman’s Report Board of Trustees
Charles A. Mohan, Jr. - Chairman

Stan Davis - Secretary
John DiCecco - Treasurer

Bruce H. Cohen, M.D.
Charles L. Hoppel, M.D.

Nick Rillo
Maripat Shelly
Rand Wortman

Scientific Advisory Board
Michael J. Bennett, Ph.D., FRCPath,

DABCC
Gerard T. Berry, M.D.

Richard G. Boles, M.D.
Salvatore DiMauro, M.D.

Annette Feigenbaum, M.D.,MBChB,
FRCPC

Carol Greene, M.D.
Andrea Gropman, M.D.

Richard H. Haas, M.B., B.Chir.
Richard Kelley, M.D., Ph.D.

Douglas S. Kerr, M.D., Ph.D.
Arnold Munnich, M.D., Ph.D.

Robert K. Naviaux, Ph.D., M.D.
David Nicholls, Ph.D.

William Nyhan, M.D., Ph.D.
Brian Robinson, Ph.D.

Russell P. Saneto, D.O., Ph.D.
Eric Schon, Ph.D.

John Shoffner, M.D.
Eric A. Shoubridge, Ph.D.

Keshav Singh, Ph.D.
Jan Smeitink, M.D., Ph.D.

David Thorburn, Ph.D.
D.M. Turnbull, M.D., Ph.D.

Rajiv R. Varma, M.D.
Georgirene Vladutiu, Ph.D.
Douglas C. Wallace, Ph.D.

David Whiteman, M.D.

As another
year comes to
an end and we
reflect back on
all that has
occurred, we
find this final

newsletter of 2003 continues to
bring exciting information on
continued growth and new
happenings at UMDF.  The most
exciting news is that UMDF has
been successful in reaching its
fundraising goal in supporting six
more research grants in the amount
of $500,000, this year.  This brings
our two year total to $750,000.

In the five years from 1997 to
2001, UMDF attracted 35 Letters
of Intent (LOI) and funded 10 in
the amount of $220,000. In the past
2 years, UMDF attracted 87 grant
LOIs and funded 10 in the amount
of $750,000.  Yes, there is a pattern
forming.  The more research dollars
we make available, the more
research we generate on
mitochondrial disease.

UMDF would need $9,000,000
to satisfy all 83 grant LOIs received
for next year’s grant awards.  Our
goal is to raise $1,000,000.  The
question we must ask is, “What
would happen if we were able to
fund all $9 million worth of
grants?”  And, “If we had $9
million available how many letters
of intent would we attract?” And,
perhaps the most important
question, “What impact would the
results of funding $9 million have
on diagnosis, treatments and cures
of mitochondrial diseases?”

In the last 24 months UMDF
raised $1,156,933, in the next 12
months UMDF needs to raise
$1,259,300.  That's $102,367 more
in half the time!

In order to meet this challenge
Chris Rice and the UMDF Board of
Trustees has put together a

UMDF MISSION
To promote research for
cures and treatments of
mitochondrial disorders 

and to provide support to
affected individuals and

families.

development team.  The team is
being led by UMDF's newly hired
Assistant Executive Director, Gary
Lasinski.  Gary is a local
Pennsylvania resident who spent 22
years with the YMCA where he
established a proven track record of
high level fundraising and corporate
solicitation.  Donna Broderick,
Development Manager, also a local
resident, is a professional writer
using her skills to research and
apply for grants that UMDF is
eligible to receive.  Rounding out
the development team is Sandy
Turi, UMDF Events Coordinator.
Many of you know Sandy as the
person who is impossible to say
"no" to.  Sandy has been running
the Pittsburgh Golf Outing and 5K
Walk/Run as well as assisting many
support groups and individuals in
their fundraising events.

This is the team that will be
working with UMDF's 26 support
groups and chapters to help us meet
our $5.25 million fundraising
campaign.

We look at our researchers as
stone masons hammering away at
their rock.  They may swing that
hammer 200 times without as much
as a crack, yet at the 201st swing
the rock may split in two.  We all
know it was not the last blow but
all that has gone before that caused
the rock to split.  It is our hope that
the hard-earned dollars that go to
support research will help those
researchers take a swing at cracking
the cure for mitochondrial diseases.

I want to congratulate and thank
Sharon Shaw of Arizona, Richard
Kubach of Pennsylvania and Joe
Rice of New York for being
appointed to and accepting their
first three year term on the UMDF
Board of Trustees.  All three of
these individuals possess various

Continued on page 14
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Chapter
Activities

Nunno Dinner to Benefit UMDF
The Nunno Family held their Annual
Benefit Dinner in honor of Brendan
and Nicholas Nunno and raised
$20,422 (as of 11-25-03) on October
24, 2003.  Thanks Angela and David
for your dedication toward finding a
cure!

KANSAS CITY CHAPTER
Kansas City, MO
President: Heidi Harmon
Phone: 816-554-8530
Email: KCChapter@umdf.org

The Kansas City Group has been
working very hard the last two
years to meet all of the criteria
required to become a Chapter of
UMDF.   The group met all of the

NEW YORK METRO
CHAPTER
Manhattan, NY
President: Joe Rice
Phone: 631-862-8975
Email:NYMetroChapter@umdf.org

NEW ENGLAND
CHAPTER
Boston, MA
President: Justine Fargo
Phone: 781-396-4286
Email: NEngChapter@umdf.org 

Chapter Officers:
Heidi Harmon: President
Pamela Johnson, MD: Vice-president
Deidra Atchley: Treasurer
Darcy Sund: Secretary
Dr. Majed Dasouki: Member at Large

UMDF’S NEWEST STARS!

Wine Tasting Dinner a Success
Pictured below, Matt and Mary

Pisani, Joe and Pat Rice and Hilma
Dragan enjoyed the annual NY Metro
Wine Tasting in October.  The chapter
raised $3,915 and enjoyed the company
of friends, family, and chapter members.

4th Annual Mito-What? Raises
$25,000+ in Longmeadow, MA

The Tyler, Ingram and Tongue
Families continue to amaze the
UMDF with their skillful
organization of this annual
walk/run event. THANK YOU!!

Angela, Brendan, and David Nunno

Jim Dudgeon, Angela and David
Nunno, and Gina Dudgeon

requirements and Executive
Director Chris Rice officially
introduced them as a chapter
during a ceremony on October 24. 

Congratulations to all the
chapter members who have given
their time and energy to make this
happen.  The chapter has already
set a date for their first walk/run
on June 5, 2004!

SOUTHERN 
CALIFORNIA
CHAPTER
Lakewood, CA
President: Christine Trojahn
Phone:  562-438-5883
Email: SCalChapter@umdf.org

It is going to be an exciting year
for the Southern California
Chapter!  The new officers are at
work with restructuring the
monthly meeting, which includes
more guest speakers and a new
KidsCorner that will provide free
childcare and crafts at all monthly
meetings.

The chapter held its annual
garage sale this past July and
raised more than $1,165 for the
UMDF. 

Special thanks to all the chapter
members, their families, friends
and neighbors for participating in
the UMDF’s annual Vacation

Toward a Cure Raffle.  The chapter
sold more than $4,300 in raffle
tickets.  

Southern California continues to
promote cards from Albertson’s.  If
chapter members, friends and
family present their card when
shopping at Albertson’s, the grocer

will donate back to the chapter each
quarter.  Since 2001, the chapter
has raised $1,255.54 through the
Albertson’s program.

Keep on shopping and benefit
UMDF!
Looking Ahead
• Wine Tasting and Silent Auction

in Spring of 2004 
• Bowl-a-thon in Fall of 2004

More information will be available
on these and other events in future
issues of Mitochondrial News and

via the chapter web site at
www.umdf.org (UMDF

Services/Chapters & Groups).
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Chapter
Activities

DELAWARE VALLEY
CHAPTER
Philadelphia, PA
President: Maripat Shelly
Phone: 215-256-0273
Email: DelValChapter@umdf.org

RAVE (Recognizing Achievement
in Volunteer Excellence) awards
presented to Jack Lowney, Maili
Shelly, Brendan Shelly, Rachel
Myers, and Brad Burgener (not

pictured) during the DelVal Chapter
2003 Family Picnic (top photo).

Check out all of the upcoming events for the chapter
nearest you at www.umdf.org 

and help spread the word about mitochondrial disease
in your community!

OHIO CHAPTER
Cleveland, OH
President: Jennifer Lyman
Phone: 330-929-4430
Email: OHChapter@umdf.org 

UMDF Apparel
The Ohio Chapter is still selling

UMDF apparel.  Order forms are
available via the web site at
www.umdf.org.  Or contact the
national office at 412-793-8077.
Special Thanks

Jeff Galloway ran the New York
Marathon on November 2nd for his
little buddy, Cooper Adelstein and
raised more than $7,600 to benefit
UMDF.

Debbie Stahler organized a
fundraiser with Derbyshire
Antiques & Gifts in Cleveland,
Ohio.  The boutique donated 10%
of the profits during a two hour
night of shopping.  Thanks Debbie!

Fashioning for Hope

140 women attended the
Fashioning for Hope on November
8th and, to date, $6,500 has been
raised to benefit UMDF.  Special
thanks to Lisa Polsky, Mary
DiPietro and Chico’s of Ardmore,
PA.

6th Annual You Go Girl! 
Golf Outing

Thanks to all the hard work of
the DelVal Chapter, Halligan’s Pub,
Kevin Lawn, Happy and Joe
Halligan, Donna Halligan, the
chapter raised close to $7,000 for
UMDF and 80 ladies enjoyed this
annual funfilled event.  Pictured
above - some of the ladies who just
couldn’t make the entire nine holes
but had a GREAT time!

75 families attended Dr. Cohen’s
presentation in October and found

comfort networking with other families.

Upcoming Event
Family Spaghetti Dinner

Hosted by the Arnold & Keeney
Families in Honor of Maiya Keeney
and the many individuals affected

by mitochondrial disease.
Saturday, January 10, 2004

5:00pm - 8:00pm
Mentor, OH

For more info, visit the Chapter
web page.

ARIZONA CHAPTER
Phoenix, AZ
President: Mike Flitsch
Phone: 623-640-6405
Email: AZChapter@umdf.org

This summer, the Arizona
Chapter elected a new president:
Mike Flitsch.  We welcome Mike
to the UMDF family and thank
Karen Lipps for her dedication to
the formation of the AZ Chapter. 

The Arizona Chapter
continues to sell

“Radiance” The UMDF
Energy Bear.  For more
information, contact the

chapter or visit
www.umdf.org.

Saturday, December 6, 2003
Annual Chapter Holiday Party at
the Montgomery’s home.  UMDF

Chairman, Chuck Mohan, and
Sandy Turi joined the festivities!



6 Mitochondrial News  Fall 2003

Clinical trials serve the purpose
of determining the efficacy of a
new drug or treatment (see the
Spring 2001 newsletter for an in-
depth description of clinical trials).
For some people, participating in a
clinical trial may provide a ray of
hope in an otherwise frustrating
search to gain relief from symptoms
or to achieve a better quality of life.
For others, it is an opportunity to
advance the cause of improved
health care or to answer a scientific
question.

If you are interested in being
involved in a clinical trial, first,
learn all you can about your disease
and what trials are currently
available. Discuss this information
with your family, friends, and
physician in order to obtain their
input.

Once you are serious about being
accepted for a clinical trial, you
need to ask questions. Begin
preparations for a discussion with
your doctor and/or the research
team about the trial. Write your
questions down ahead of time. Plan
to bring someone with you for
support and who will help you
remember your questions and the
responses given. Questions to ask
might include:
• What is the purpose of the study?
• How long will the trial last and

how will it affect my daily life?
• What are my responsibilities?
• What are the possible short- and

long-term benefits and risks?
• What kinds of tests and

procedures will be run?
• Where must I go for the trial?
• Will I have to pay for anything

and what is my insurance likely to
cover?
After having your preliminary

questions answered, you can then
make an informed decision, keeping
in mind the following
considerations:

• Not everyone who wants to be in
a clinical trial will be selected.
Factors such as age, gender, and
stage of disease must be
considered.

• There are potential risks and
benefits associated with clinical
trials. Benefits could include:
having your health care provided
by leading physicians in your
particular disease field, early
access to new drugs and
treatments, and improvement of
your own health and potentially
the health of others. Risks may
involve such issues as unknown
side effects or other adverse
reactions, and disappointing
results.

• Some trials are conducted at only
one or two locations while others
may involve hundreds of sites.

• Depending upon your health
insurance coverage, costs
associated with the clinical trial
may or may not be covered.

• Placebos are sometimes used
during trials involving specific
disease diagnoses. However, the
two groups are often assigned
either a known standard treatment
or the new treatment being tested.
If you are chosen to participate

in a clinical trial, you will work
with a research team that may
include a variety of health
professionals who will closely
monitor your health. This could
involve more doctor visits and tests
than you are accustomed to. In
order for the trial to be as reliable
as possible, you will be expected to
follow all instructions carefully.
Your questions are invited before,
during and after the trial. Even after
the conclusion of the clinical trial,
team members may stay in contact
with you for a period of time.

Participants in government-
funded clinical trials are protected
by an approved protocol.
Researchers must thoroughly

acquaint the participant through a
process called "informed consent."
Review committees monitor the
trials throughout the process and
participants can choose to leave the
trial at any time. 

Joanne Kocourek, RN, CCRC, is
the mother of three older children,
(two of whom have a mitochondrial
disease) who have been involved in
five clinical studies. When Joanne
asked them why they chose to do
this, they gave the following
responses: “1) We got access to
treatments that could be better; that
weren't available otherwise. 2) The
general information we read on
clinical trials said that people who
participate tend to do better than
others who don't participate. 3) It
gave us peace of mind knowing
that most of our tests came back
normal and those that didn't were
treated earlier than they might
otherwise have been. 4) Because it
makes us feel good knowing we are
doing something that might help
others. 5) Because the tests and
medical care given during the
clinical trial was all free. This
really helps our family because we
have so many medical bills that we
can't eliminate.”

Only you can determine if
participating in a clinical trial is
appropriate for you and/or your
child. After weighing all the
factors, you should be able to make
an informed decision. If you decide
to participate and are selected,
remember that you have become an
active partner in finding a new
treatment, and ultimately a cure, for
the disease that has affected your
family.

All information for this article was
provided by:

Joanne Kocourek, RN, CCRC
Manager of Clinical Research
The University of Chicago
Department of Radiology

Check out www.clinicaltrials.gov for
information regarding current trials

associated with mitochondrial
disease.

CLINICAL TRIALS - SHOULD YOU PARTICIPATE?
By Jean C. Bassett, Membership Associate and Grants Coordinator
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Fundraisers
Garage Sales Raise Funds in

Indianapolis for UMDF
The Indiana Support Group has

been busy with garage sales and
auctions this summer. The group has
raised approximately $9,000 to date.
Pictured above is Ellie Bube
(daughter of Karl and Sue Ann). She
was busy with her own stand selling
Radiance-Energy Bears, UMDF pins
and sodas for a cure. She made $90
that morning.  Great job Ellie!

Margaritaville Cruisin’
Toward A Cure

The Kozuch Memorial
Foundation held its 3rd Annual
Mito-What? Margaritaville
Cruise, sponsored by The Thumb
Print, and raised $3,234 to benefit
UMDF.  Photo inset is Morgan
Kozuch and her co-driver, Emily,
at a local Superkids Soap Box
Derby.  You Go Morgan!!!

Cruisin’ Toward a Cure 
Car Cruise

3rd Annual Cruisin’ Toward a
Cure Car Cruise in Monroeville, PA
raised more than $9,500 to benefit
UMDF.  Pictured to the right are
just SOME of the outstanding
“cruiser community” volunteers
who make the event a success year
after year.  Thanks so much and
keep on cruisin’ for all our UMDF
families!

Carson’s Crop
Todd and Allison Rogers, of

Greer, SC, and Amy Lattimore
(Creative Memories consultant)
raised more than $2,000 by
hosting a Scrapbooking Crop on
October 11.  Capturing memories
to benefit UMDF - GREAT! 
Brandon’s Bar Mitzvah

13-year-old Brandon Breslow
donated $1,100 of his Bar
Mitzvah money in honor of his
sister, Sydney.  “Because I love
Sydney so much, I am giving to
the UMDF.  I hope this
contribution will enable
researchers to continue to search
for a cure for this disease that
affects so many children like my
sister.”  What a GREAT big
brother - thanks Brandon!
Annual Billy Hacket Open

The outing, held on the first
Saturday in August, raised $1,525
in loving memory of Kayla
Elizabeth Naughton in Ballston
Spa, NY.  Thank you to the Billy
Hackett Open Committee
Members.
Avon Fundraiser

Sherry Prince has raised
money to benefit UMDF the past
two years through Avon.  This
year she sent in $310 in honor of
Jordan Gresham.  Thanks Sherry!
Dunbar Days

In Honor of Turner Trimbath,
the Trimbath Family and Friends
raised more than $4,900 in
September by selling nut rolls,
poppyseed rolls, apricot rolls and
cheese rolls during Dunbar Days
in Dunbar, PA.

Charitable Gift Annuities are
thoughtful gifts to the United
Mitochondrial Disease Foundation
and will help promote research for
cures and treatments of mitochon-
drial disorders while also
providing support to affected
individuals and families.  This type
of planned giving can also mean a
significant return to you.

With a UMDF gift annuity, you
can give a minimum amount in
cash or appreciated securities and

be guaranteed an income for life.
You can enjoy substantial income
and tax benefits and support a
cause you believe in at the same
time.

Your gift will be appreciated by
all whose lives are touched in a
positive way through the United
Mitochondrial Disease Foundation.

For more information, please
contact Gary Lasinski at 412-793-
8077, ext. 101 or gary@umdf.org.

More Fundraisers on Page 15
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Research Projects Funded by UMDF in 2003

UMDF presented the Sage
Fellowship, a grant award of
$100,000 over two years, to
Professor Immo E. Scheffler, PhD,
Department of Biology at the
University of California, San Diego
(pictured above with Mark Fleming).
He will supervise Project Scientist
Nagendra Yadava, PhD, in studying
the components of a biochemical
process in mitochondria that helps to
produce energy for cells.  “The
insights we gain,” says Dr. Scheffler,
“can be applied to the diagnosis and
understanding of mitochondrial
diseases, particularly the growing
class of such diseases resulting from
a partial Complex I deficiency.”
This project focuses on animal cells,
but it can lead to similar experiments
in whole animals, such as a mouse,
to study the broader physiological
and pathological aspects of
mitochondrial diseases.  

Research Assistant Professor
Mikhail F. Alexeyev, PhD (pictured
below with Chuck Mohan and Dr.
Abu-Bakr Al-Mehdi), Department of
Pharmacology at the University of
South Alabama was awarded
$100,000.  Alexeyev will investigate
a treatment for two diseases caused
by a mutation in mitochondria by
destroying the mutant-but not the
normal-mitochondrial DNA within
cells.  He hypothesizes this can
eliminate symptoms of the NARP

SAB Correction
In the Summer 2003 newsletter, the

information regarding Russell P.
Saneto, D.O., Ph.D., was inaccurate.
He is currently affiliated with
Children’s Hospital and Regional
Medical Center and University of
Washington in Seattle, WA.  Thank
you Cathy Akins for bringing this to
our attention!

Continued on page 10

and MILS syndromes.  Both
syndromes are caused by the
T8993G mutation in mitochondrial
DNA (or mtDNA).  Mitochondria are
the only place in animal cells (for
there is DNA in plant chloroplasts)
other than the nucleus where DNA
can be found.

Alexeyev has identified two
bacteria-producing enzymes that can
selectively recognize and destroy
99.5% of the mutant mitochondrial
genomes in a test tube without
affecting normal ones.  “Our
calculations indicate that even if
bacterial enzymes will be only 1% as
efficient in mitochondria as they are
in a test tube, they still should be
able to bring mutant DNA content
down below the 60% threshold in a
patient with 93% mutant mtDNA,”
says Alexeyev.

The United Mitochondrial
Disease Foundation (UMDF)
presented a grant award of $83,400
to Koji Okamoto, PhD (pictured top
right with his staff and the Delamare
Family), from the University of Utah
Department of Biology, to study the
mechanism of mitochondrial fusion.
Understanding the membrane
dynamics of mitochondria may lead
to understanding the causes of
certain neurological diseases and
cancers.  

Professor Okamoto plans to
identify a molecule that helps
regulate the transmembrane GTPase
Fzo1, a protein that is essential for
mitochondrial fusion in both yeasts
and humans.  Studying these

regulatory molecules for
mitochondrial fusion can help
researchers understand the
pathogenesis leading to certain
human diseases. 

Matthew Freeman, PhD, of the
United Kingdom's Medical Research
Council in Cambridge, England
(pictured below with New England
Chapter Secretary, Bridget Willis),
was awarded $90,000  to study
rhomboid proteolysis in an eye
disease called dominant optic
atrophy that causes some children to
go blind.  

Dr. Freeman plans to study model
organisms including mice, flies, and
even yeast to determine the link
between the protein OPA1 and a
Rhomboid protein in the regulation
of mitochondrial function and human
optic atrophy.  Dominant optic
atrophy is a genetic disease affecting
one in 10,000 that causes early
childhood blindness.  Freeman
believes the role of the Rhomboid
protein may be an important
mechanism in OPA1 defects that
cause the eye disease.

UMDF presented a grant award of
$76,780 to Bernard D. Lemire,
PhD, of the University of Alberta
Department of Biochemistry, to
study gene therapy for mutations



9Mitochondrial News  Fall 2003

fatty acids to generate energy is
increased, while during myocardial
ischemia (such as angina or a heart
attack), glucose becomes the main
fuel.  

Under hypoxic (low oxygen)
conditions, the breakdown of
glucose to pyruvate (called
glycolysis) results in the formation
of lactate as the end product, rather
than forming acetyl CoA that would
normally enter the citric acid cycle.
This process results in the
production of two ATP molecules
only, instead of the additional 36
ATP molecules that are generated
through the process of oxidative
phosphorylation (under normal
aerobic conditions).   The end result
of myocardial contractility is to be
able to pump oxygenated blood
containing nutrients and
metabolites to the rest of the body
to meet the other organs' metabolic
and energy requirements.  

The interplay between
mitochondrial disease and cardiac
disease can be considered at two
levels.  The heart may be involved
as part of a more generalized
mitochondrial cytopathy that affects
several organs or, alternatively, the
heart may be the principal or
primary organ system involved.
Resultant cardiac disease may
manifest as a structural alteration
such as a cardiomyopathy, which
may be dilated or hypertrophic
(thickened).  Or, the cardiac disease
may appear as a disturbance of
heart rate and/or rhythm, for
example heart block.   The clinical
manifestations include heart failure,
reduced exercise tolerance or death.
The cardiac dysfunction may also
give rise to failure of other organs.  

The frequency of cardiomyo-
pathy in children with mitochon-
drial disease is approximately 20-
25%.1,2 Examples of well
recognized mitochondrial cyto-
pathies having distinct cardiac
involvements include the third-

degree heart block that develops in
Kearns-Sayre Syndrome (KSS),
Wolff-Parkinson-White (WPW)
syndrome (an aberrant conduction
defect) seen in Leber's Hereditary
Optic Neuropathy (LHON), or the
cardiomyopathies that may occur in
Myoclonic Epilepsy associated with
Ragged Red Fibers (MERRF) or
Mitochondrial Encephalomyopathy
with Lactic Acidosis and Stroke-
like episodes (MELAS).  
Cardiac Defects

Cardiac defects may be due to
alterations in mitochondrial
numbers, shape, and/or function.
These may be called primary or
secondary.  The primary problems
are due to mitochondrial DNA
(mtDNA) or nuclear DNA
(nDNA) mutations.  Most of the
non-catalytic portions of the
mitochondrial complexes and
function are encoded for by nDNA.   

A mitochondrial cytopathy is
called secondary when the primary
dysfunction impairs or alters
mitochondrial function either
directly, or through alterations in
the mitochondrial genome.  One
example is mitochondrial
proliferation in myocytes that may
occur as a result of mtDNA
deletions from free radical injury
that are generated as a consequence
of oxidative phosphorylation in
ischemic heart tissue (heart tissue
that isn't getting enough blood).
Another example is mtDNA
depletion syndromes that may
occur as a result of certain drug
therapies, such as zidovudine
(AZT) therapy.  

Friedreich ataxia is an example
of a multisystemic genetic disorder
(in this case due to a trinucleotide
repeat disorder) that causes an
accumulation of iron in cardiac
myocytes (muscle cells). The result
is hypertrophic cardiomyopathy, an
enlargement of the heart caused by
enlargement of its myocytes.  Barth

syndrome is another such example
that perhaps requires special
mention.  Although a more
generalized systemic disorder, the
cardiac involvement is a key
feature and is somewhat specific
due to the presence of a non-
compaction or spongioform
cardiomyopathy.  Barth syndrome
is an X-linked disorder due to a
mutation in the G4.5 gene encoding
a protein taffazin.  Short stature and
cyclic neutropenia are other
associated features.  Arrhythmias
may also occur.   
Defects of Mitochondrial DNA

Defects in mitochondrial DNA
cause less than three percent of the
cardiomyopathies involving dilation
and an even smaller percentage of
hypertrophic cardiomyopathies.
The mtDNA-caused cardiomyo-
pathies usually result from
mutations affecting the transfer
RNA (tRNA).3 Some rare
mutations involve ribosomal RNA
(rRNA).4 Another rare type of
mtDNA mutation that can cause
cadiomyopathies are missense
mutations in cytochrome b.5 There
also is a recent report of a cardiac-
tissue-specific mitochondrial DNA
depletion syndrome, a problem
usually associated with muscle or
liver disease.6

Defects in Nuclear DNA
Nuclear DNA (nDNA) encodes

for many proteins involved in
mitochondrial function, including
mtDNA replication and
transcription, membrane proteins,
and subunits of the electron
transport chain respiratory
complexes.  So, defects in nDNA
are likely to be a more common
cause of cardiac disorder than
mtDNA defects.  

Several defects in nDNA can
cause early onset hypertrophic
cariodmyopathy by affecting
Complex I (mutations encoding for
the NADH dehydrogenase
ubiquinone flavorprotein-or NDUF-

Mitochondrial Cytopathies and Cardiac Disease
Continued from page 1

Continued on page 10
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subunits),7 Complex IV (mutations
of the SCO2 or COX15 genes
involved in assembly of Complex
IV),8,9 or the adenine nucleotide
translocator (ANT1) protein-which
has been demonstrated in mouse
models.3 Nuclear subunits of
Complex III also have been
implicated.10 Mutations resulting in
enzyme deficiencies in the beta-
oxidation fatty acid pathway (e.g.
VLCAD, LCAD, MCAD and
SCAD) and in the metabolizing and
transportation of carnitine often
have associated cardiomyopathies.
In this case, in addition to the
reduced energy production, the
accumulation of fatty acids is also
toxic to the cardiac myocytes.
Defects in the mitochondrial
trifunctional protein (MTP) also
tend to result in a dilated
cardiomyopathy.  

The management of the cardiac
disease is beyond the scope of this
review, but any child with a
mitochondrial disorder should
undergo a comprehensive cardiac
evaluation by a cardiologist, and
conversely, the workup of any
patient with an "idiopathic"
cardiomyopathy should include the
consideration of a possible
underlying mitochondrial
cytopathy.  In a confirmed
mitochondrial disorder, routine
cardiac follow up should be part of
the overall medical care.
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Research Projects Funded
Continued from page 8

Mitochondrial Cytopathies and Cardiac Disease
Continued from page 9

affecting the Complex I metabolic
process in mitochondria.

“We propose to investigate the use
of a yeast enzyme called cytochrome
b2 that will act directly to reduce the
levels of lactic acid and NADH.”
Lemire (pictured above with Mark
Fleming) has identified mutations in
a round worm, or nematode, that
mimics human mutations in Complex
I of the mitochondrial respiratory
chain.  

“We will introduce the DNA
encoding cytochrome b2 into each of
the mutants and evaluate how the
yeast protein affects the round
worms' fitness by measuring fertility,
motility, lifespan, and levels of lactic
acid,” explains Lemire.

To pursue a study titled
“Mitochondrial DNA Comple-
mentation and Recombination in
Mitochondrial Disorders,” Giovanni
Manfredi, MD, PhD, of the Weill
Medical College of Cornell
University, received $50,000 from
UMDF (Manfredi was pictured in the
last issue of Mitochondrial News). 

Dr. Manfredi's goal is to better
understand the mechanisms of
mitochondrial DNA comple-
mentation because this can contribute
to the identification of novel tools for
the treatment of mitochondrial
diseases.  He has generated a hybrid
cell culture model from the fusion of
two human cell lines with identical
nuclear DNA but each with a distinct
mutation in the mtDNA.  This model
allows his research team to study
complementation among mutated
mtDNAs in a controlled system.
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Mito Adults Corner
Calling all Mito Adults: The Mitochondrial News Needs YOU!

UMDF could use more helpers.  Please consider joining the committee, submitting an article for review or
send us your experiences with a specific topic of interest.  If you are willing to help, please email Kara
Strittmatter at kara@umdf.org or call 412-793-8077, ext. 106.  We look forward to hearing from you!  

Mito Adults Corner
by Jean Shepherd, 60-year-old grandmother and Mito patient
British Columbia, Canada

In Canada, we call November 11 Remembrance
Day.  I like this name because we have so much to
remember in this increasingly global world.

A country's future is molded by what we remember
from its past.  Our world can benefit from
remembering its past.  Should we restrict ourselves to
just remembering images of war?  I think not! 

Our global past has much more to remember.  We
should remember images of Alexander Graham Bell
with his first telephone, Marie Curie with her radium,
the Mayflower occupants leaving their homes and
families on a voyage of discovery, the first bouncy
walk on the moon's surface and those intrepid
explorers who set out to prove that their world was
not flat!

Every country has its heroes who, in some way
have paved the way into our present and readied us
for our future.  Some of our heroes have been
officially recognized and some are unsung.

Every community has its heroes.  Our "Mito
Community" has heroes.

Our first heroes discovered that there were

mitochondria and later they discovered that
mitochondria has its own DNA.  Recently more
research heroes have developed mouse models with
mitochondrial diseases.  These people have given us
reason to hope.

Our next heroes are the doctors in whom we have
learned to give respect for their knowledge and their
willingness to believe that our multi-system
symptoms are real.  They do not discount us.  These
people have inspired us to continue to hope.

Our “angel” heroes fill our families with a
determination to continue to hope so our dear ones
did not die in vain.  We remember with fondness and
honour.

Our living heroes, our family members with a
disorder of mitochondrial function, fill us with awe
over what the human spirit can accomplish when we
dare to hope.

I propose that our mitochondrial community
choose to remember our past, live in our present and
remember our future on November 11 each year.
Let's call it "Mito Day"!

Mitochondrial News contains the following sections in every issue.  Please rate your
interests in these sections, 5 = high interest and 1 = least interest (Circle one for
each).
Sections Rating
Lead Medical Article 1 2 3 4 5
Ask the Mito Docs 1 2 3 4 5
Chapter Activities 1 2 3 4 5
Adult Corner 1 2 3 4 5
Secondary Article 1 2 3 4 5

(Research Updates, UMDF Development, Various Topics of Interest)
Fundraisers 1 2 3 4 5
Chairman’s Report 1 2 3 4 5
Donor Acknowledgements 1 2 3 4 5

(from past issues-NOT IN THIS ISSUE)
Please provide topics of interest to you and your family:

NEWSLETTER FEEDBACK FORM

Shopping online this
holiday season? 

Shop via
www.iGive.com and

benefit UMDF.



What to Expect
Preliminary Topics

Mitochondrial Medicine 2004
Westin Convention Center Hotel

Pittsburgh, PA

In Cooperation with

Mitochondrial Medicine Society
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Scientific Meeting Planning Committee
Director: Rajiv Varma, MD
Bruce Cohen, MD; Richard Haas, MB, BChir; Kendall Wallace, PhD, DABT; Charles Hoppel, MD; Keshav Singh, PhD

Family Meeting Planning Committee
Amy Goldstein, MD; Karen Wilson; Lisa Moore; Melinda O’Toole; Kara Strittmatter

Standards Workshop
Robert K. Naviaux, PhD, MD; Richard Haas, MB, BChir; Keshav Singh, PhD; Kendall Wallace, PhD; Georgirene
Vladutiu, PhD; Rod Capaldi, PhD

Family Sessions
Friday, August 6, 2004:
Basics of Mitochondrial

Disease
Managing your Mito Team
Mitochondrial Research

Update

Saturday, August 7, 2004:
Pain Management
GI/Pulmonary Issues
Insurance/Financial Burdens
Muscle Biopsies - What to

expect?
Genetics/Practical Aspects
Art Therapy for Siblings and

Patients
For Adults Only
Managing your Child’s IEP

Clinical Sessions
(Families can attend)
Saturday, August 7, 2004:
Overview of Mitochondrial

Medicine
Symptom Management
Nutrition and Exercise
Neurology and Cardiology
MRI Analysis of Mitochondrial

Function in the Leg

Standards Workshop
Saturday, August 7, 2004:

Topics TBA

Scientific Sessions
Wednesday, August 4, 2004:
Mitochondria and Aging
Mitochondrial Genomics and

Proteomics

Thursday, August 5, 2004:
Oxygen-Mediated Damage in

Mitochondria
Mitochondrial Dysfunction and

Disease

Friday, August 6, 2004:
Therapeutics/Clinical Trials
Updates on Complexes III and

IV

Mitochondria Research Society
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UMDF LEAP Award 
Living, Encouraging, Achieving & Persisting

Purpose: To recognize an individual living positively with mitochondrial disease, highlighting the person's
accomplishments and volunteer service.

Eligibility: Age 14 years or older 

Criteria: Individual with confirmed or suspected mitochondrial disease who overcomes daily challenges to achieve
goals in career, family, and volunteer service.  The individual demonstrates a positive attitude, hope for a brighter
future, and an enthusiasm that inspires others.

Process: Any UMDF member can nominate an individual for this award.  The nomination should be in the form of a
letter or e-mail (sent at least 10 weeks before the annual symposium, with a due date set each year) to the UMDF
office.  The UMDF Human Resources Committee will select the award winner from all entries received.  The
nomination should include the nominee's name, address, phone number, diagnosis (if known) and an essay of 100
words or less stating the reasons the nominee deserves award, based on the criteria listed above.  Media articles,
projects undertaken by nominee, service organizations or clubs the nominee belongs to, and other activities also may
be included.  UMDF will announce the LEAP Award winner at the annual symposium and will present the winner with
a plaque.  The LEAP Award winner will be featured on the UMDF web site and recognized in the UMDF
Mitochondrial News newsletter. 

UMDF Heartstrings Award
Recognizing a youth commitment that tugs on the heartstrings

Purpose: To recognize a child or teen who has donated or raised funds for UMDF, enabling UMDF to continue its
mission.

Eligibility: The individual recognized must be under 18 years of age at the time of the donation or fundraising
activity.

Criteria: The winner is chosen based on related criteria of age, time invested, talents demonstrated, effectiveness,
and generosity.  For nominees who implement fund raising projects, the judges will consider the uniqueness and
creativity of the project, communication, the time invested, and the amount raised in comparison to the age of the
individual.  For nominees who donate funds, the judges will consider the generous spirit shown, communication, and
amount donated in relation to the age of the individual.  

Process: Any UMDF member can nominate a child or youth for the Heartstrings Award.  The nomination should be
in the form of a letter or e-mail (sent at least 10 weeks before the annual symposium, with a due date set each year)
to the UMDF office.  The UMDF Human Resources Committee will select the award winner from all entries received.
The nomination should include the nominee's name, address, phone number, age, and an essay of 100 words or less
stating the reasons the nominee deserves the award, based on the criteria listed above-thus explaining how the
nominee has "tugged at the heartstrings" of the nominator.  

The nomination may also include supporting information on the fundraising project (published articles, pictures,
comments from others involved with or participating in the project) or the communications of the nominee (letter
explaining intended use of gifted funds, thank-you letters, letter sent with the donation, and so forth).  UMDF will
announce the Heartstrings Award winner at the annual symposium and will present the winner with a plaque.

Help UMDF Identify Everyday Heroes

Nomination Forms are available via the UMDF Web Site at www.umdf.org
(Activities/Current Events).  Or request forms by calling Kym at 412-793-8077 or

emailing kym@umdf.org.



During the UMDF Annual Meeting on November 15th,
Amanda Polsky (and mom Lisa) of the Delaware Valley Chapter
pulled the winning ticket.  Our winner is Linda Dean of Duluth,
Georgia.  Congratulations Linda!

Linda has won a Round Trip Coach Air Transportation for four
to any American Airlines/American Eagle destination in the
Caribbean, courtesy of American Airlines.  PLUS - $1,000
American Airlines Vacations Gift Certificate toward any affiliated
hotel in the Caribbean.

However, please know that UMDF sees each and every person
that participated as a WINNER!  You have all helped almost
TRIPLE our proceeds from last year’s Vacation Toward a Cure
raffle.  To date, the raffle has raised more than $30,000.  

The Atlanta Support Group will be awarded the $1,000
Symposium Scholarship money to assist members in Georgia to
attend Mitochondrial Medicine 2004 Conference in Pittsburgh.
Atlanta sold more than $13,000 in tickets.  Outstanding!

Groups that sold at least $1,000 in tickets will be contacted
regarding their Caribbean Celebration in a BOX!  Individuals
who sold eight books of tickets will be sent a UMDF t-shirt.

Whether you sold tickets or purchased them, thank you for
helping making this year’s raffle a HUGE success.
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Vacation
Toward
a Cure

Courtesy of

Official Airline of the 
United Mitochondrial Disease

Foundation

We have a Winner!

talents that will be an asset to
UMDF.

I would also like to take this
opportunity to thank Mark Fleming
for the time, talents and dedication
he has given to the UMDF.  Mark
is a co-founding member of UMDF
and has been active since its
creation in 1996.

In his role as UMDF Vice
Chairman Mark has accomplished
more for UMDF than any other
individual or group.  Mark has
literally been a committee of one.
He has served on and chaired
several committees but the
Research Grant Committee is
where Mark has had the biggest
impact.  During Mark’s tenure and
under his guidance the UMDF
established a first class and highly
respected review process for
research grant applications.  This
sophisticated grant review process
has helped establish the UMDF as
a recognized source of research
support and has been a primary
asset in our ability to award $1

million in research grants.
I am sure everyone who has

worked with Mark shares in our
thank you to him.  I would
personally like to thank Mark’s wife
Sheila, his daughter Alisha and son
Bryan for sharing their husband and
father with UMDF.

Another holiday season is upon
us and once again I ask that we all
remember to pause in sober
contemplation of our UMDF
families and the millions of people
around the world who do not have
happiness this holiday season, who
have lost hope and are in need of
support.  We must be humbly
grateful for the privilege of living in
a country where spiritual values
have not been completely
subordinated to material things.
Current world events have created
sensitivities that help us realize that
our freedoms still allow us to
support initiatives that promote
research, aid support, and help
redefine hope.  

Chairman’s Report (continued from page 3) When UMDF makes its "wish
list" again this holiday season, we
will not ask for worldly
possessions.  Instead, we want only
your good will and support… to
serve you that you will continue to
think well of us, as surely we do of
you.

May your "wishes" come true
this season and this New Year and
if they do not, may you have the
strength to continue to "wish" and
work for them.  May your
sensitivities and good will continue
so our mission of, promoting
research for cures and treatments of
mitochondrial disorders and to
provide support to affected
individuals and families also
continues.

Yours toward a cure,

Charles A Mohan, Jr.
Chairman, UMDF
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ARIZONA
Arizona Chapter

President: Mike Flitsch
Email: AZChapter@umdf.org

CALIFORNIA
Southern California Chapter

President: Christine Trojahn
Email: SCalChapter@umdf.org

FLORIDA
Contacts: Christine Golden

Carrie Waters
Email: Goldenfamily5@aol.com

GEORGIA
Contact: Holly Capp
Email: mito_atlanta@hotmail.com

INDIANA
Contact: Sue Ann Bube
Email: sbube@comcast.net

ILLINOIS
Contacts: Gail Wehling and Karen Lewis
Email: karenplew@aol.com

St. Louis Area Group
Contact:  Marsha Hohe
Email:  marshamarshamarsha@charter.net

KENTUCKY
Contact: Melissa Tritsch
Email: matritsch@msn.com

MARYLAND
Contact: Andrea Gropman, M.D.
Email: ag334@georgetown.edu

MASSACHUSETTS
New England Chapter

President: Justine Fargo
Email: NEngChapter@umdf.org 

MICHIGAN
Contact: Ann Clark
Email: clarkak@tir.com

MISSOURI/KANSAS
Kansas City Chapter

President: Heidi Harmon
Email: KCchapter@umdf.org

NEW MEXICO
Contact: Laura Owen
Email: abqowen@comcast.net

NEW YORK
New York Metro Chapter

President: Joe Rice
Email:NYMetroChapter@umdf.org

Rochester Group
Contact: Angela Geising
Email: angelageising@yahoo.com

New Paltz Group
Contact: Beth and James DeArce
Email: drc@dept-one.net

OHIO
Ohio Chapter, Cleveland, OH

President: Jennifer Lyman
Email: OHChapter@umdf.org 

Columbus Group
Contact: Shawna Steele
Email: ssteele817@juno.com

Cincinnati Group
Contact: Jennifer Neal (Cooper)
Email: madmolmom@fuse.net

OREGON
Contact: Cathy Akins
Emails: : akins.t@comcast.net

UMDF Chapters & Groups
PENNSYLVANIA

Delaware Valley Chapter
President: Maripat Shelly
Email: DelValChapter@umdf.org

Pittsburgh Group
Contact: Karen Wilson
Email: bwilson@cvzoom.net

SOUTH CAROLINA
Contact: Karis Mott
Email: karismott@yahoo.com

TEXAS
Contact: Tova Sido
Email: ttsido@hotmail.com

VIRGINIA
Contact: Shelby Hawthorne
Email: whhawt@erols.com

WISCONSIN
Email:  info@umdf.org

OUTSIDE OF THE 
UNITED STATES

AUSTRALIA
Contact: Tara Collyer
Email: tarac@powerup.com.au

CANADA/ONTARIO
Contact: Valerie McGarry
Email: vmcgarry@attcanada.ca

The Atlanta Area Mitochondrial
Support Group held their first family
picnic on October 5th.  More than
30 children and family members
attended. For further information,
please contact Holly Capp at (770)
506-7441 or email a message to
mito_atlanta@hotmail.com.

Atlanta Support Group
Rekindled

Fundraisers

Strittmatter Pig Roast
Kara & Joe Strittmatter raised

$800 at their annual pig roast.
Pictured above with prizes is
daughter, Sara.
NATP Silent Auction/Conference
raises $556.50 to benefit UMDF

Thank you Shirley Brock, of St.
Marys, PA, for raising funds for
Franklin Blum.

Entertainment/Enjoy Books
Ron Miklos spearheaded another

successful year of selling
Entertainment and Enjoy Books to
benefit UMDF.  Thanks Ron for
helping us raise more than $6,800!
Olivia Steele Memorial Golf Outing
Raises $1,980

Shawna & Jason Steele, of
Columbus, OH, held their annual
golf outing this past summer.  Keep
up the great work!
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