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Pol g has an impact in mtDNA diseases in three 
ways:

1. As the only polymerase in mitochondria, 
pol g is responsible for making most all of 
the germ-line mtDNA mutations (mutations 
in germ cells that pass on the genetic 
information to the next generation) and over 
80% of somatic mtDNA mutations (mutations 
anywhere in the body, not necessarily in every 
cell).

2. The pol g enzyme is sensitive to antiviral 
medications (such as AZT or Zidovudine) and 
patients taking these can develop an induced 
mitochondrial toxicity.

3. The POLG gene is frequently mutated in many 
mitochondrial diseases and is considered a 
major contributor to pediatric and adult onset 
mitochondrial diseases.

The following is further explanation of the three 
ways above.

1.  Role of pol g in 
making mutations.
Does pol g have 
a role in making 

mtDNA mutations in 
aging, evolution and disease?  Absolutely, all 
these processes involve pol g.  In fact, we have 
determined that more than 90% of all mutations 
in mtDNA are produced by pol g, which includes 
mutations in the normal evolutionary process, 
during aging, and mtDNA mutations that cause 
mitochondrial disease.  We’ve all heard the saying, 
mitochondrial DNA mutates faster than nuclear 
DNA by a factor of 10 and this is true, but this isn’t 
due to more DNA replication errors made by pol g, 
as compared to those nuclear DNA polymerases.  
Pol g is actually a very faithful DNA polymerase 
(makes very few errors).  However, mitochondria 

POLG MuTATiON
 A dialogue with Bill Copeland, PhD

 
Question: What is POLG?
POLG is the name of the gene that codes for a 
protein that functions as the mitochondrial DNA 
polymerase, also called DNA polymerase gamma 
or pol g for short.  Actually the mitochondrial DNA 
polymerase is made of two proteins, pol g and a 
helper protein encoded by the POLG2 gene. 

Question: What is the function of POLG?
Pol g is a DNA polymerase and the function of DNA 
polymerases is to copy our DNA, such as from 
mother to daughter cells during DNA replication.  
DNA polymerases are protein machines (enzymes) 
that carry out the faithful copying of DNA.  DNA is 
a polymer of nucleotide bases, adenine, guanine, 
cytosine, and thymine, abbreviated A, G, C, T, 
respectively.  When DNA is copied (from one to 
two copies), the DNA 
polymerase reads a 
template strand of 
DNA (reading the four 
bases) and incorporates 
one of four nucleotide 
triphosphates (A, G, C, T) opposite in the correct 
base position in DNA.  The DNA polymerase 
provides the environment for the correct pairing 
of A with T and G with C and carries out the 
chemistry to join the nucleotide bases together.  
There are 16 DNA polymerases in human cells, 
but only one functions in the mitochondria - pol 
g.  That means that in the nucleus there is a wide 
variety of redundancy of function, but not so in 
the mitochondria.  Mitochondrial DNA (also called 
mtDNA) replication has to rely totally on this one 
polymerase to copy mtDNA.  Also, as the only DNA 
polymerase in mitochondria, pol g has to function 
in DNA repair of mtDNA as well as DNA replication.  

“If someone hAs A PoLG mutAtIon, Isn’t 
thAt GooD enouGh to DIAGnosIs them 

wIth A mItoChonDrIAL DIseAse wIthout 
further tests, suCh As A BIoPsy?”

Dori and her team cross 
the finish line at the 8th 
annual run wild for a 
Cure walk/run held in 

Cleveland, oh.  the event 
raised over $170,000!!    

see pages 4-7 for  
more events and 

fundraisers!
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lack a DNA repair system, called mismatch 
repair, that corrects errors made by normal DNA 
replication.  In the nucleus, a defect in mismatch 
repair is responsible for colon cancer.   So why 
can mitochondria get by without a mismatch 
repair system?  Two reasons, 1.) because of 
the high accuracy of pol g, and 2.) the high 
copy number of mtDNA which allows a certain 
tolerance of DNA mutations.  Despite this, mtDNA 
mutations are made and passed on from mother 
to child and sometime this can result in disease.
2.  Pol g sensitivity to antiviral drugs
The pol g enzyme is particularly sensitive to 
antiviral drugs used to treat HIV infection.  This 
means that some of the people being treated 
by antiviral therapy may develop an induced 
mitochondrial disease.  Usually this type of 
toxicity is reversible, but such a toxicity means 
that the physicians can’t use a particular drug to 
treat HIV infection, which presents a problem for 
antiviral therapy. 
3.  Mutation in the POLG gene
Mutations in the POLG gene can also cause 
a mitochondrial disease directly.  The first 
disease mutation was discovered in 2001 by a 
Belgium research team who found mutations 
in POLG associated with progressive external 
ophthalmoplegia, an eye muscle disease that 
causes paralysis of the external eye muscles.  
Since that time, clinicians and researchers 
have been finding POLG mutations to be the 
genetic cause of a number of mitochondrial 
diseases including early childhood mtDNA 
depletion disorders such as Alpers and 
myocerebrohepatopathy, and mtDNA deletion 
disorders such as ataxia-neuropathy, MELAS, CMT, 
and dominant and recessive forms of progressive 
external ophthalmolplegia.  POLG mutations 
have also been implicated in male infertility, 
parkinsonism and Leigh’s syndrome.  The age 
of presentation varies along with the symptoms 
and can present anytime from birth to old age.  
Mutations in POLG are the most frequent genetic 
cause of childhood mtDNA depletion disorders.

It has been estimated that nearly 2% of the 
general population are carriers for a pathogenic 
(disease-causing) POLG mutation, with the 
combined presentation of POLG-related disorders 
from both recessive and dominant mutations to be 
~1:10,000.  To put this in perspective, if the world 
population is 6,707,000,000, that means that 
approximately ~134 million people are carriers of 
pathogenic POLG mutations and ~670,000 people 
possibly have a mitochondrial disease as a result 
of POLG gene mutations.

So what’s our role in all of this?   The 
Mitochondrial DNA Replication group at the 
NIEHS was the first to discover the human POLG 
gene in the mid-90s and we have been studying 
the biochemistry, enzymology, antiviral drug 
sensitivity, fidelity and consequence of disease 
mutations ever since.  Several years ago we 
developed a web site database to keep track of all 
the POLG disease mutations and this has become 
rather useful to clinicians and researchers.  In 
my biased view, I believe POLG is one of the most 
important proteins/genes to study mitochondrial 
disease, since it is responsible for making the 
majority of mtDNA mutations.  And that’s not even 
considering mutations in the POLG itself.

Question: Is it correct, then, to say that a POLG 
mutation will create a “secondary” mutation in 
the mtDNA during the “copying” process? And 
in addition, even if the POLG protein/gene itself 
is not mutated, it can still sometimes “mess 
up” in duplicating the mtDNA, thus creating a 
mutation?
That is correct. The natural mutation rate for pol 
g is one mistake (mutation) for every 500,000 to 
1,000,000 DNA bases copied (give or take a few). 
DNA repair process will then correct most of the 
mistakes made by DNA polymerases.  So, that’s 
much less than one mutation per mtDNA copy, or 
about one mutation in every 30 copies.  A typical 
human cell contains anywhere from 1000 to 
10,000 copies of mtDNA.  

Question:  If someone has a POLG mutation, 
isn’t that good enough to diagnosis them with 
a mitochondrial disease without further tests, 
such as a biopsy?  
It depends on the mutation.  We can certainly 
predict the outcome of patients with well 
documented mutations, but many mutations 
are uncharacterized.  Not every mutation in 
POLG is pathogenic. Most genes carry normal 
variations that don’t have any outcome and 
these are usually classified as single nucleotide 
polymorphisms.  They represent mutations that 
occur in the normal/healthy population at high 
frequency and don’t usually cause harm.   So, 
since there are so many mutations in POLG, we 
are not always sure if a particular set of new 
mutations is pathogenic.  That’s why we are doing 
the research and have also set up our website 
POLG mutations database (http://tools.niehs.nih.
gov/polg/) to help the community in educating 
them about what is known about each mutation.  
In short, the knowledge of a POLG mutation is 
sometimes sufficient, sometime not, to diagnosis 
an individual.

William C. Copeland, Ph.D., Senior Investigator, 
Mitochondrial DNA Replication Group 
Laboratory of Molecular Genetics 
National Institute of Environmental Health Sciences
Research Triangle Park, NC 27709
Website home page: http://www.niehs.nih.gov/
research/atniehs/labs/lmg/mdnar/index.cfm
Pol g mutation database: http://tools.niehs.nih.
gov/polg/
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living with mitochondrial disease presents      
  many twists and turns and a maze of 

questions. UMDF is pleased to offer answers 
to some of those questions as taken from Ask 
the Mito DocSM at UMDF.org. Please note that 
information contained in Ask the Mito DocSM 
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: Gerard Berry, MD, 
of Children’s Hospital Boston, MA, Michio Hirano, 
MD, of Columbia University, NY, Sumit Parikh, MD, 
of the Cleveland Clinic, OH, and Greg Enns, MD, 
University of California San Francisco, CA. 

THE QUESTION IS...
I have a 24 y/o son with GAll and complex lll 
deficiency.  He has been in crisis for a year 
now. He gets D10 frequently and his ammonia 
levels stabilize and he comes home. He is only 
stable for approximately 48 hours then they rise 
again (198) this week and he is readmitted to 
the hospital. How can we tell if high ammonia is 
from GAll or mitochondrial complex lll?
RESPONSE FROM GERaRd BERRy, Md:  
The disorder, GA II, is most certainly linked with 
hyperammonemia.  And the levels of plasma 
ammonia are more likely to rise in the patient with 
GA II when the products of fatty acid and amino 
acid metabolism accumulate in mitochondria as 
chemical compounds which contain coenzyme 
A, such as glutaryl-coenzyme A.  This usually 
occurs when the patient has fasted, has ingested 
too much dietary long-chain fat and/or protein or 
even just with severe stress.  The mitochondrial 
respiratory chain defects like Complex III deficiency 
are not usually associated with hyperammonemia 
but it can happen.  For example, it may appear in a 
patient with a Complex III defect when it involves 
the liver.  Under these circumstances, it would be 
important to find out if the cells in the liver are very 
sick and undergoing deterioration.  For example, 
it is possible that a respiratory chain defect in the 
liver may lead to liver failure or cirrhosis.  Your 
physician will be monitoring this problem perhaps 

ASK THE  
MiTO DOC

SM

with the help of a gastroenterologist.  Finally, it is 
possible that the rare occurrence of both GA II and 
Complex III deficiencies in liver may change the 
nature of hyperammonemia due to GA II deficiency, 
or, more simply, how it tends to appear and then 
stabilize.  In other words, the ammonia might rise 
even in the absence of severe fasting, dietary 
lapses and stress.  But the encouraging finding in 
your son is that carbohydrate administration as 
IV D10 seems to bring the levels back to normal.  
My suggestion is to work with your physician to 
try to control the hyperammonemia with dietary 
cornstarch or other nutrients to augment daily 
carbohydrate intake, at least as a first step.    

THE QUESTION IS...
I have a diagnosis of CPEO with possibilities of 
Kearns-Sayre Syndrome. Right now I only have 
eye movement issues. I recently had an incident 
where I was outside and went to run. I started 
to move; however both of my legs, especially 
my left, were reluctant to move and I almost fell. 
Is that possibly something to do with the Mito 
Disease?   
RESPONSE FROM MIcHIO HIRaNO, Md:  
Although chronic progressive external 
ophthalmoplegia (CPEO) means weakness of eye 
muscles, limb and oropharyngeal muscles are also 
affected in many patients with CPEO. Therefore, 
your difficulty moving your legs may be due to limb 
muscle weakness, which typically affects proximal 
(i.e. hip) more than distal (i.e. ankle) muscles. 
Alternatively, the difficulty moving your legs could 
be due to cerebellar ataxia (incoordination due to 
dysfunction of the lower posterior portion of the 
brain), which is a common feature of Kearns-Sayre 
Syndrome. Both ataxia and limb muscle weakness 
could be present. A careful neurological examination 
by your internist or neurologist may be useful to 
pinpoint the cause of your trouble moving your legs. 

THE QUESTION IS...
Has anybody ever considered alopecia (areata, 
totalis, and universalis) a mitochondrial disease?  
I’ve looked for some medical articles but was 
unable to find any. 
RESPONSE FROM SUMIT PaRIkH, Md:  
This is a very interesting and unique question.  
Mitochondrial diseases have been associated 
with changes in hair formation-texture-pattern in 
some patients - including alopecia, brittle hair, pili 
torti (kinky hair), hypertrichosis (excess hair), and 
madarosis (loss of eyelashes).  We do not know 
if these findings are cause-and-effect or simply 
associations noted by astute clinicians. In addition 
to this, we know that the mitochondrially-mediated 
cell death plays a role in chemotherapy leading 

to hair loss, though specific details are still being 
researched. 

As far as alopecia areata goes, there is no 
known connection yet to the mitochondria. However, 
a study in 2002 (J of Dermatologic Science) did 
find higher than normal levels of antioxidants in 
scalps of individuals with alopecia areata, along 
with an increase in reactive oxygen species (ROS). 
Coenzyme Q, and other supplements are partly used 
in mitochondrial disease to decrease the burden 
of ROS that may increase in these conditions.  It is 
plausible that this same mechanism may benefit 
the individual with alopecia areata if ROS are truly 
increased in this disease.  However, such a theory 
would not answer the question of whether or not 
alopecia areata and mitochondrial diseases are 
connected.

THE QUESTION IS...
My daughter had a muscle biopsy that revealed 
the following: “Myopathy, with rare necrotic 
fibers; some fibers show mitochondrial 
proliferation (ragged blue fibers). Comments: 
This is an abnormal muscle biopsy which 
demonstrates mild necrotizing myopathy 
with no inflammation or fibrosis. Rare fibers 
with mitochondrial alteration in the form of 
mitochondrial proliferation are seen.” A frozen 
piece was then sent off to determine the type of 
Mito but it was normal. What does that mean? Is 
it common for the frozen piece to be normal?  
RESPONSE FROM GREG ENNS, Md:  
The types of testing that can be performed on frozen 
compared to fresh muscle biopsy samples are 
different. In general, more detailed types of studies 
can be done on a fresh sample.  If mitochondrial 
respiratory chain analysis was performed on the 
frozen specimen, it is not uncommon for results of 
such testing to be “normal”, even in the presence 
of mitochondrial disease.  If a definite abnormality 
is identified on respiratory chain analysis, this may 
lead to a more precise diagnosis.  For example, 
specific DNA testing may yield an answer in such a 
case.  Without knowing more about your daughter’s 
clinical presentation and other test findings it is hard 
to comment further.  However, it is always a good 
idea to be sure she is seen by a specialist who cares 
for children with mitochondrial disorders.
 Submitting questions to Ask the Mito 

DocSM is a benefit of the UMDF “Energy” 
membership. If you are a member and 
would like to submit a question, log in 

to the UMDF website using your user ID 
and password.  If you would like more 
information on becoming a member of 

the UMDF, email info@umdf.org. 
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aTlaNTa cHaPTER
• april 14, 2009.  The Chili’s at North Point in Alpharetta, GA held 

its second “Chili’s Gives Back for Mito” night.  For every diner that 
presented their server with a UMDF voucher, Chili’s contributed 10% of 
their total bill to the UMDF.  

calIFORNIa cHaPTER
• March 7, 2009.  The fourth annual Dinner honoring Brittany 

Wilkinson was held at Break the Barriers in Fresno, CA.  The event 
featured auctions, raffles, and entertainment.  Thank you to all of those 
who made the night a success.

• May 17, 2009.  KCAL-FM and Corona Harley Davidson hosted a 
Poker Run in honor of Taryn Fogel.  Proceeds from the event benefited 
the UMDF through the Taryn Fogel Research Fund.  

caROlINa FOOTHIllS cHaPTER
• april 24-25, 2009.  The fourth annual Caroline’s on My Mind 

Weekend was held in Spartanburg, SC.  Events included a walk/run, 
golf outing and barbecue/band party.  Proceeds from the event 
benefited the UMDF through the Caroline Virginia Pulliam Mitochondrial 
Disease Research Fund.  

dElawaRE VallEy cHaPTER
• april 5, 2009.  The Philadelphia Phantoms of the American Hockey 

League hosted a mitochondrial disease awareness night at their game 
versus the Norfolk Admirals.  Many thanks to all of the Delaware Valley 
individuals and families who attended.  A portion of the ticket sales 
benefited the UMDF.  

dc/BalTIMORE cHaPTER
• May 31, 2009.  Chesapeake Physical & Aquatic Therapy hosted 

its 6th Annual Bull and Shrimp Roast to benefit the UMDF and the 
Kennedy Krieger Institute.  Guests enjoyed the dinner, auctions and an 
inspirational speech by Former Baltimore Colt Joe Ehrmann.  Thank 
you for your continued support!

kaNSaS cITy cHaPTER
• March 13-14, 2009.  Members of the Kansas City Chapter 

participated in a give back-night with Buffalo Wild Wings in Johnson 

County, KS.  All proceeds from drink orders were donated to the UMDF 
on these two days.  

• May 30, 2009.  The sixth annual Mito What? Walk and Family 
Fun Run was held in Lake Waukomis, MO.  The event offered all 
participants a fun-filled experience with entertainment, refreshments, 
mitochondrial disease resources, and much, much more!  Thank you to 
all of our participants, donors and race committee members.

NEw ENGlaNd cHaPTER
• March 8, 2009.  Bridget Willis hosted a silent auction and gift 

recycling in her home in honor of her son, Owen.  The event raised 
more than $2000 for life-saving research.  Thank you Bridget for your 
support and dedication!

NEw yORk METRO cHaPTER
• april 25, 2009.  The inaugural OlliePalooza was held in Manhattan 

in honor of 4-year old Oliver Scheier.  The silent auction raised more 
than $70,000 for the research of mitochondrial disorders.  Thank you 
to all of the participants and donors who made the evening a success.

OHIO cHaPTER
• March 21, 2009.  Elite Fitness in Solon, OH hosted a Spin-a-Thon 

in which teams of spinners pedaled for four hours in support of Bobby 
Arnold.  The event raised more than $2500 credited to Team Bobby at 
the Ohio Chapter’s Run Wild for a Cure.    

• april 3, 2009.  The Sixth Annual Guest Bartender Night in honor of 
Kyle Kobunski to benefit the UMDF was held at the 82nd Street Grill 
and Pub in North Royalton, Ohio.  Tips earned by the guest bartenders 
were donated to Run Wild for a Cure in support of Team Kobunski.

• May 9, 2009.  Now in its eighth year, Run Wild for a Cure raised 
nearly $170,000 for the UMDF at the Cleveland Metroparks Zoo.  
Participants enjoyed a 5K run, 1-mile walk, games, prizes and much 
more!  Plans are already under way for next year’s race.  

• May 17, 2009.  The Twinsburg Fire Department Local 3630 hosted 
an All-You-Can-Eat Pancake Breakfast to benefit the UMDF and Relay 
for Life.  Thank you to everyone who came out to enjoy the meal. 

CHApTER NOTES

the guests at owen willis’ silent Auction & Gift recycling

Caroline’s on my mind weekend
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Brittany & freedom - California 
youth Ambassador

OTHER NOTAbLE EvENTS
• March 20-21, 2009.  Preston’s March 

for Energy was held in Virginia Beach, Virginia 
in conjunction with the Shamrock Sportsfest 
marathon.  Building on past successes, the 
march raised more than $40,000 for the 
UMDF in honor of Preston Buenaga.

• March 27, 2009.  Jude’s Fais Do-Do 
for Mito was held at the American Legion 
in Sulphur, LA.  The Cajun-style dance gala 
in honor of Jude Manley featured a silent 
auction and raised more than $30,000 for the 
UMDF. 

• april 11, 2009.  The St. Louis Mito Group 
held their sixth annual Mito What? Run and 
Family Fun Day at the Our Lady of the Snows 
in Belleville, IL.  You can view race results and 
photos at www.umdf.org/stlouisrace.  Thank 
you to all of our supporters who helped to 

raise more than $10,000 for research and 
awareness.

• april 18, 2009.  The first ever Mito Mania 
dinner raised over $18,000 toward research 
for a cure.  The event was held in Cincinnati, 
OH at St. Antoninus Church and featured 
auction items, basket raffles and a 50/50.

• april 25, 2009.  The fifth annual Race for 
Riley raised more than $1400 for the UMDF 
through a silent auction.  The event was held 
in honor of Riley Peek of Atlanta, GA.  Many 
thanks to all of the donors and participants.

• May 2, 2009.  The Pittsburgh Pirates 
hosted a mitochondrial disease awareness 
night at PNC Park.  More than 300 people 
affiliated with the UMDF joined the over 
20,000 fans in attendance for nine innings of 
baseball and a fireworks display.

• May 8, 2009.  Margaritas and Manicures 
premiered at Mohan’s Restaurant in 
Pittsburgh, PA in time for Mother’s Day 
Weekend.  Registrants were pampered by 
Bella Capelli manicurists and mingled over 
glasses of margaritas.

• May 9, 2009.  Jaime Romano competed 
in the Muddy Buddy Ride & Run in Orlando, 
FL.  She ran and biked through miles of mud 
to raise money for the UMDF in honor of 
Caroline Pulliam.  Thanks, Jaime!

• May 9, 2009.  Matthew Dudgeon 
Memorial Fund held its fifth annual 7K Run 
and 9th Annual Walk and Dinner Dance.  
Partial proceeds from this day of fun 
benefited the UMDF.

• May 30, 2009.  The inaugural Landon’s 
Hope Walk was held in Windsor, CO.  Walkers 
united in memory of Landon Weatherby and 
all individuals who suffer from mitochondrial 
disease.  The inaugural event raised more 
than $6,000 for the UMDF.  Thank you to our 
event sponsors, participants and donors.  

• May 30, 2009.  The fourth annual Golf 
Tournament honoring Brittany Wilkinson and 
benefiting the UMDF was held at the Madera 
Golf Course in Madera, California.  Many 
thanks to all of the golfers and sponsors for a 
wonderful day on the links!  

st. Louis - mito what? run & family fun Day

The United Mitochondrial Disease Foundation Ambassador Program 
has been revised.  Starting on July 1, UMDF Ambassadors will need 
to renew their commitment annually.  Ambassadors will be sent a 
new Ambassador Guides with helpful tips and ideas for activities they 
can do as well as a more detailed explanation of what is expected of 
an Ambassador.  We are now asking that Ambassadors complete a 
minimum of two activities per year.  These can be any combination of 
fundraisers, physician education, awareness activities, advocacy, and 
compiling a resource guide. 

An Ambassador is a local liaison in a community that 
does not have enough UMDF members for the formation 
of a mito group or chapter.   They respond to inquiries 
made by affected individuals and interested parties and 
provide them with information regarding doctors and other 
resources.  Offering a sympathetic ear for people seeking 
support and connecting them with the national UMDF office 
is a major part of the position.  If there is not currently a 
UMDF representative in your area and you are interested in 
becoming an Ambassador, contact us at info@umdf.org. 

UMDF AMbASSADOR pROgRAM REvISED

sarah slack 
-    southern new 
Jersey Chapter 

Ambassador

Jody thompson - southeast ohio Ambassador

tami & Paige weatherby at Landon’s hope



ALAbAMA
North Alabama Mito Group
Contact: Leanne O’Halleran or Margie slemp
e-mail: northALMito@aol.com 
Ambassador – Huntsville/ 
     Madison County
Contact: Peggy stolz Conti
e-mail: my2peekapoos@aol.com

ARIZONA
¶Arizona Chapter
President: Michael schuffert
e-mail: AZChapter@umdf.org

CALIFORNIA
¶California Chapter
President: norma Gibson
e-mail: CalChapter@umdf.org
Chapter Ambassador – Sacramento Valley
Contact: Valina Combs
e-mail: valinajewell@comcast.net
Chapter Ambassador – Southern California/ 
     Inland Empire
Contact: e.J. & Debbie Fogel
e-mail: ejfdrf@sbcglobal.net

COLORADO
Denver Mito Group
Contact: Laura Marrs
e-mail: lauramarrs@comcast.net 

DELAWARE
Delaware Mito Group
Contact: Judy weeks
e-mail: jimnjudyweeks@verizon.net

FLORIDA
North Central Florida Mito Group
Contact: Alicia Kaminski
e-mail: limitlesschildrenx4@yahoo.com 
Ambassador – Melbourne
Contact: Christine Golden
e-mail: Goldenfamily5@cfl.rr.com
Ambassador – Orlando
Contact: Jennifer slauter
e-mail: jslauter1@cfl.rr.com
Ambassador – South Florida
Contact: Jennifer Clifton
e-mail: jenclifton@msn.com
Ambassador – Tampa Bay Area
Contact: Kimberly Gray
e-mail: mitomim91@aol.com

gEORgIA
¶Atlanta Area Chapter
President: Chris swinn
e-mail: ATLchapter@umdf.org
Southern Georgia/ 
     Northern Florida Mito Group
Contact: erin willis
e-mail: mito_mom@yahoo.com

HAWAII
Ambassador
Contact: Kimo Phan
e-mail: vickikimo@aol.com

IDAHO
Idaho Mito Group
Contact: Jennifer Pfefferle
e-mail: mitogroupofidaho@yahoo.com

INDIANA
¶Indiana Chapter
President: Gina Boling
e-mail: Inchapter@umdf.org

ILLINOIS
¶Chicago Area Chapter
President: Patrick Kelley
e-mail: ChicagoChapter@umdf.org

Central Illinois Mito Group
Contact: Crystal smith
e-mail: bandcsmith@verizon.net
Ambassador – Springfield
Contact: Patti Bauer
e-mail: pattibauer.aspen@yahoo.com

IOWA
Iowa Mito Group
Contact: Kim novy or Darla Klein
e-mail: Knovy4@mchsi.com  
           or honeybear50317@msn.com
Ambassador – Northern Iowa
Contact: Ronda eick
e-mail: mitoiowa@yahoo.com

KENTUCKY
Ambassador – Louisville
Contact: Krystena Richards
e-mail: Krystena@easiky.com
LOUISIANA
Southwest Louisiana Mito Group
Contact: Mary Ann west
e-mail: plannergirl@camtel.net

MARYLAND
¶DC/Baltimore Chapter
President: Dawn Murphy
e-mail: dcbaltimore@umdf.org

MASSACHUSETTS/CONNECTICUT 
¶New England Chapter
President: Heidi Bailey
e-mail: nengChapter@umdf.org

MICHIgAN
Western Michigan Mito Group
Contact: Michelle Dewitt
e-mail: mldewitt729@yahoo.com

MINNESOTA
¶Minneapolis/St. Paul Chapter
President: Dan Russell
e-mail: MnChapter@umdf.org

MISSISSIppI
Greater Jackson Mito Group
Contact: Julie Manley
e-mail: manley_family@comcast.net

MISSOURI/KANSAS
¶Kansas City Chapter 
President: Theresa edwards
e-mail: KCchapter@umdf.org
St. Louis Area Mito Group
Contact: Marsha Hohe
e-mail: marshamarshamarshah@charter.net

NEW JERSEY
Chapter Ambassador – Southern New Jersey
Contact: sarah slack
e-mail: rtssmb822@comcast.net

NEW YORK
¶New York Metro Chapter
President: Kim Zuzzolo
e-mail: nYMetroChapter@umdf.org
Western New York Mito Group
Contact: Vanessa Hartman
e-mail: vfhartman@verizon.net
Ambassador – Albany
Contact: Jacqueline Perrotta
e-mail: cajl1313@hotmail.com
Ambassador – New Paltz
Contact: Beth & James DeArce
e-mail: dearcej@earthlink.net
Ambassador – Northern New York
Contact: Chrishelle & Kristopher Conlin
e-mail: chefconlin@yahoo.com
Ambassador – Utica
Contact: Kimberly Dedrick
e-mail: bnkdedrick@yahoo.com

NORTH CAROLINA
Tar Heel Mito Group
Contact: Alison Holich or Heather Baudet
e-mail: mholich@nc.rr.com or hbaudet@mac.com

OHIO
¶Ohio Chapter – North East
President: Darcy Zehe
e-mail: OHChapter@umdf.org 
¶Central Ohio Chapter
President: Matt Kovalcik
e-mail: CentralOhio@umdf.org
Cincinnati Mito Group
Contact: Jeff & Cindy salt
e-mail: salthouse@aol.com
Dayton Mito Group
Contact: Terre Donoghue
e-mail: tdonoghue@woh.rr.com 
Ambassador – Southeast Ohio
Contact: Jody Thompson
e-mail: gthompson@columbus.rr.com
Ambassador – Toledo
Contact: Chris & Alisa Rawski
e-mail: arawski@aim.com

OKLAHOMA
Ambassador - Oklahoma
Contact: Kyle & Katie serfoss
e-mail: helphailey@yahoo.com

OREgON
Pacific Northwest Mito Group/Oregon
Contact: Gretta Cole or David Doyle
e-mail: Glou68@aol.com  
            or ddoyle@nanometrics.com

pENNSYLvANIA
¶Delaware Valley Chapter
President: Therese Garvin
e-mail: DelValChapter@umdf.org
Erie Mito Group
Contact: Kim Gesler
e-mail: Kimberlydawn1@verizon.net
Pittsburgh Mito Group
Contact: Karen wilson or Heather Pallas
e-mail: bwilson@cvzoom.net   
            or hcrc@zoominternet.net
Ambassador – Central Pennsylvania 
Contact: Kim Olenderski
e-mail: gabby244@dejazzd.com

SOUTH CAROLINA
¶Carolina Foothills Chapter
President: Allison Rogers
e-mail: carolinafoothills@umdf.org 
Ambassador – Bluffton/Hilton Head
Contact: Tracy Custer
e-mail: olivia05@hargray.com
Ambassador – Chapin
Contact: Karis Mott
e-mail: karismott@yahoo.com
Ambassador – Charleston
Contact: Addy smoke
e-mail: addysmoke@knology.net

TENNESSEE
¶Middle Tennessee Chapter
President: Courtney Fellers
e-mail: midtennchapter@umdf.org 
Memphis Area Mito Group 
Contact: emily Culley or Karrie LaCroix
e-mail: culleywade@aol.com  
           or lacroixjp@bellsouth.net 
East Tennessee Mito Group
Contact: Kristie Goodwin 
e-mail: mitomom@charter.net 
Ambassador – Crossville
Contact: Regina norrod
e-mail: turneroundfarm@yahoo.com

TEXAS
¶Houston Chapter
President: Deb schindler- Boultinghouse
e-mail: HoustonChapter@umdf.org
Dallas Mito Group
Contact: Tova sido
e-mail: ttsido@hotmail.com
North Texas Mito Group
Contact: Joshua Brewer
e-mail: JoshuaBillBrewer@gmail.com
Ambassador – McAllen
Contact: Mayra Rivera 
e-mail: MRivera740@aol.com 
Ambassador – Wichita Falls
Contact: shamayn Kennedy
e-mail: mayn@xanadoo.com

UTAH
Ambassador – Utah/North Dakota
Contact: Lyn Taggart
e-mail: tagfam@msn.com

vERMONT
Ambassador – Vermont
Contact: MaryBeth LeFevre
e-mail: attnymb@aol.com

WASHINgTON
Pacific Northwest Mito Group/Washington
Contact: sue Ann Bube
email: sbube@comcast.net
Ambassador – NW Washington
Contact: Joy Krumdiack
e-mail: jekrumdiac@hinet.org

WEST vIRgINIA
Ambassador – West Virginia
Contact: stacy spurlock
e-mail: shanenstacy@msn.com

WISCONSIN
Ambassador – Kimberly
Contact: Mindy welhouse
e-mail: mwelhouse3@new.rr.com
Ambassador – LaCrosse/Eau Claire
Contact: Terilyn Peterson 
e-mail: terilynovidia@hotmail.com 
Ambassador – Plover/Steven’s Point
Contact: Angela Zutz
e-mail: angiern5612@chapter.net
Ambassador – Waukesha
Contact: Anne Juhlmann
e-mail: ajuhlmann@chw.org
INTERNATIONAL
Australia Mito Group
Contact: Rob Ryan
e-mail: grra1@bigpond.com
Ambassador – Toronto/E. Ontario 
Contact: Ken Graham
e-mail: kgrahamis@yahoo.ca
Ambassador – Winnipeg
President: Keely schellenberg
e-mail: kschellenberg@mts.net
Ambassador – United Kingdom
Contact: Rowland Dicker
e-mail: Rowland@dicker.org.uk
UMDF YOUTH AMbASSADORS
California
Contact: Brittany wilkinson
e-mail: dotoheven@aol.com
Georgia
Contact: emily swinn
e-mail: ATLchapter@umdf.org
new Jersey
Contact: Jamieson smith
e-mail: Jamster1221@aol.com
new york
Contact: Alexandra simonian
e-mail: ahsimonian@msn.com

CHAPTErS, MiTO GrOuPS AND AMBASSADOrS
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partners In progress
heck is that and how can we fix it,” was the first thing 
that Sherri remembers saying.  She was told that she 
would have to slow down and stop participating in 
triathlons.  That was not something that Sherri was 
ready to give up.  “If I can finish, I am doing them,” was 
what she told her doctors.  “I was not about to give up 
on something I loved, even if I was weaker and more 
tired after each event.”  

It was during training with an open water swim in 
the Gulf of Mexico that Sherri finally understood what 

her doctors had been telling her.  
She was swimming with a group 
of swimmers when she started to 
have leg cramps.  “I knew I had to 
head to shore,” Sherri explains.  “I 
made it to the sandbar and tried 
to work the cramps out.”  She 
then decided to try to make it to 
the shore, without realizing how 
deep the water would get again.  
“I then began to cramp from the 
waist down and could barely 
swim at all,” she said.  “I then 
began to yell from my friends who 
had passed me up in the water.”  
Her swimming companions came 
to her rescue and pulled her to 
safety.  Sherri finished her final 
triathlon a week later and retired 
from doing them.

Sherri still exercises 
six days a week, but 
not at the extent she 
was used to doing.  “It 
is very frustrating to 
have a desire to be very 
active but my body can 
not keep up.”  Sherri 
says.  “I guess I am 
addicted to exercise 
but sometimes it is not 
good for me.”  She still 
swims, bikes, and runs, 
just not all together.  “I 
have to wear a swim 
belt” her swim belt will 

inflate when she can not swim, “and can only swim 
in our pool.”  Sherri has a wonderful support team 
consisting of her husband, two daughters and her 
brother.  “They have always been there cheering me 
on.”  Sherri’s husband and brother would be at each 
event in their bright orange shirts so that she could 
spot them in the crowds of people.  “I could always 
hear my husband cheering, even when I was in the 
water swimming.”  
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SwiM...BiKE...ruN...
A Day in the Life of Sherri McLauchlin

A      triathlon is a multi-sport endurance event consisting 
of swimming, cycling and running in immediate 

succession over various distances.  A triathlete is one 
who competes for the fastest overall course completion 
time, including timed transitions between the individual 
swim, bike and run components.  The life of a triathlete 
is intense, training seven days a 
week, multiple hours a day.  Sherri 
McLauchlin is a triathlete.  Sherri 
McLauchlin has a mitochondrial 
disease.

For many years, Sherri had 
problems with her kidneys, 
chronic constipation, suffered 
from migraine, constant fatigue 
and muscle cramps.  She saw 
specialists for each symptom and 
they could not find an obvious 
cause after numerous tests and 
procedures.  It was not until 
Sherri started to compete in 
the triathlons, and had muscle 
cramps so severe that she knew 
something was seriously wrong.  
The muscle cramping would 
start just twenty minutes into 
her training and many 
times would stop her 
dead in her tracks.  
Sherri recalls the start 
of a viscous cycle, 
“I would cramp at 
night, get no sleep, be 
tired all day, train for 
the triathlon and get 
even more cramping.”  
After many tests and 
constant bugging, 
Sherri’s primary care 
doctor sent her to a 
neurologist.  More tests 
were done including a 
muscle biopsy; while there were some abnormalities, 
they still could not figure out what was wrong.  

That is when Sherri set out on her own, medical 
files in hand; she sought out a doctor who specialized 
in muscles and found Dr. Allan Weiss of St. Petersburg, 
Florida.  After meeting with Dr. Weiss for 15 minutes, he 
had an idea of what was wrong and ordered another 
muscle biopsy.  The results came back in a few weeks 
with a diagnosis of Mitochondrial Myopthy.  “What the 

MITO FACTS
•  Every thirty minutes, a child 

is born who will develop a 
mitochondrial disease by 
age 10.

•  Research has consistently 
shown that mitochondrial 
dysfunction is at the core of 
many very common illnesses  
or chronic conditions of 
adulthood.

•  Research into mitochondrial 
disease offers hope to 
millions who are afflicted 
with mitochondrial disease. 

Volume 14
Issue 2

Summer 2009

sherri with her support group of family and 
friends

sherri running in the st. Anthony’s 
triathlon



This is a very busy and exciting time 
of the year for members of the United 

Mitochondrial Disease Foundation because 
our annual symposium is about to get 
underway in Washington D.C.  On June 
24, 2009, Mitochondrial Medicine: 2009 
Capitol Hill will kick off at the Sheraton in 
Tyson’s Corner with the arrival of more 
than 250 members of the scientific and 
medical community.

This is the eleventh annual conference 
organized by UMDF which brings together clinical and basic science 
researchers that share an interest in mitochondria. Participants come from 
many fields, including biochemistry, genetics, neurosciences, cardiology, 
cancer, diabetes, nephrology, hematology, pediatrics, and aging research.  
The meeting is considered to be the largest gatherings in the nation of 
members of the scientific and medical community who dedicate their 
lives to mitochondrial medicine and research.   While we are still getting 
registrations, we are pleased to tell you that the numbers of those attending 
from the scientific and medical community are up significantly from last year.

On June 25, 2009, our family meetings begin with a host of valuable 
informational sessions.  There will be sessions that specifically address the 
needs of adults, teens and children.  As always, our popular session, “Ask 
the Mito Doc,” will be held this year. One of the very unique things about our 
symposium is that we mix doctors, researchers and patients all together at 

FrOM THE CHAirMAN
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one event. This mixing allows each group to gain insights that would not be 
otherwise possible at just a research event. It is also at our symposium that 
we will announce the 2009 UMDF Grant Award Recipients, as well as the 
winners of our LEAP and Heartstrings Award and the Stanley A. Davis Award.   

Sandwiched in between the scientific and family sessions is our first 
“Day on the Hill”.   More than 250 people have registered to participate in our 
advocacy effort.  By the busload, we will travel to Capitol Hill for meetings 
that have been scheduled with members of Congress and the U.S. Senate.  It 
is an opportunity for our community to “be part of the cure” as we educate 
elected officials about mitochondrial disease and ask for their support for 
additional research funding. For those who missed the sign up deadline or 
just can’t make it to Washington to help us this year, watch your email.  We 
will have a way for you to participate in advocacy from home.

This will be the tenth symposium that I have attended. I have had fun and 
increased my knowledge at each and every event. I have also made some 
great friends. If you are registered to attend, we look forward to seeing you 
again.  But if you are unable to make it, please check the website periodically 
for updates, pictures and news from Mitochondrial Medicine 2009: Capitol 
Hill.

    Energy to all, 

   W. Dan Wright, UMDF Chairman

• $130,000     Christoph Handschin, PhD, University of Basel, Switzerland  
Project title: “Mitochondrial dysfunction, exercise intolerance and myopathy in skeletal muscle-specific PGC-1α-
deficient mice.” 
Dr. Handschin will investigate a gene that controls the formation and activity of mitochondria in skeletal muscle. 
This is important, because mice that possess a mutated form of this gene experience muscle dysfunction similar to 
that associated with mitochondrial diseases in humans.

• $110,000     Michael P. Murphy, PhD, Medical Research Council, Dunn Human Nutrition Unit, Cambridge, U.K.   
Project title: “Development of a Novel Mass Spectrometric Approach to Measure Mitochondrial Oxidative Damage In 
Vivo.”  
Dr. Murphy will develop a method for measuring in living organisms the extent to which their mitochondria have 
been damaged by oxygen free radicals. This is significant because it could ultimately be used to monitor ongoing 
changes in the function of mitochondria of mitochondrial disease patients and aid in assessing the effectiveness of 
potential therapies.

• $81,857      Patrick H. O’Farrell, PhD, University of California-San Francisco  
Project title: “Selecting for Transformation with Mitochondrial DNA” 
Dr. O’Farrell will develop a method for introducing DNA into the mitochondria of fruit flies. This important research 
will produce reliable animal models for the study of a variety of mitochondrial diseases and could also help guide 
attempts to repair the mitochondrial genome in humans.

• $90,804     Sarika Srivastava, PhD, Harvard Medical School  
Project title: “Investigating the Rescue of Mitochondrial Dysfunction by SIRT1 and Calorie Restriction.” 
Dr. Srivastava will study the activity of an important regulator of mitochondrial energy metabolism in mice. This is 
significant because finding ways to enhance the activity of this gene could point to therapies for increasing energy 
production by mitochondria.

2009 UMdF RESEaRcH GRaNT REcIPIENTS



BoArD of trustees
W. Dan Wright - Chairman
Sharon Shaw - Vice Chairman
Marty Lyman - Secretary
Richard W. Kubach Jr. - Treasurer
Charles A. Mohan Jr. - Chair Emeritus
Gerald A. Cook, Esq.
John DiCecco
Salvatore DiMauro, MD
Amy Goldstein, MD
Leslie Heilman
Charles L. Hoppel, MD
Richard Leach
Rob Platt
Joseph Rice
Chris Swinn
Howard Zucker, MD, JD

sCIentIfIC & meDICAL  
  ADvIsory BoArD

Salvatore DiMauro, MD - Chairman
Rod Capaldi, PhD
David Chan, PhD
Patrick Chinnery, PhD, MRCP
Bruce Cohen, MD
Greg Enns, MB, ChB
Ron Haller, MD
Vamsi Mootha, MD
Carlos Moraes, PhD
Eric Shoubridge, PhD
Peter Stacpoole, PhD, MD
Anu Suomalainen, MD
Mark Tarnopolsky, MD, PhD, FRCP(C)
Kendall Wallace, PhD
Massimo Zeviani, MD

UNITEd MITOcHONdRIal 
dISEaSE FOUNdaTION

Charitable giving and planning for you and your 
family’s future may not be uppermost on your 
mind as you face the day-to-day worries in these 
tough economic times.  But they should be.

That’s why the United Mitochondrial Disease 
Foundation wants to remind you of its “Taking 
Control” initiative designed to help our members 
and donors develop, coordinate, and implement 
the necessary planning, strategies, and financial 
instruments to ensure that your financial goals 
are met.

Nick Nicholson, a senior financial advisor 
with The Monteverde Group, is available to 
provide free, no obligation, expert assistance 
coupled with complete confidentiality to all 
UMDF members and potential donors. The UMDF 
has been a long-time partner with Nick and The 
Monteverde Group.  There is no better time to 
discover how planned giving can be BOTH an 
integral part of your family’s financial planning 
and tax management as well as an effective way 
to support the UMDF and its mission.

For a free consultation, all you need to do is 
contact Don Gielas in the UMDF Development 
Office at 888-317-UMDF or email don@umdf.org.  
He will have Nick contact you to discuss any 
financial issues dealing with charitable donations 
and tax management.  Even if you currently have 
a financial advisor, Nick can provide a second 
opinion on your financial situation just to ensure 
your financial comfort and stability.  You have 
nothing to lose because the service is free with 
no obligation.

As you think about evaluating your financial 
situation with Nick, consider these 13 important 
ways that charitable giving through a planned 
gift can help you and the UMDF:

Give yourself a tax deduction by giving a 
charitable contribution

Give yourself an income stream through 
a gift annuity that can provide a generous, 
non-fluctuating stream of income—for life!

Give your children a college education 
through planned giving techniques that 
can fund your child’s education with tax 
advantaged accumulation.

Give your heirs a larger inheritance through 
charitable giving options that offer many 
effective options for tax effective estate 

1.

2.

3.

4.

planning, including removing tax liability.

Give yourself a retirement plan through a 
charitable remainder trust that is tax exempt, 
funded by contributions that are partially tax 
deductible, and even provides life insurance 
that can make the plan self-completing.

Give yourself a business exit strategy and 
help your family, partners, or employees plan 
for business succession.  Planned giving 
techniques can help eliminate large taxes 
on capital gains or reduce estate taxes that 
challenge business transfers to the next 
generation.

Give yourself increased cash flow because 
charitable giving provides tax deductions and 
can diminish taxes on capital gains of highly 
appreciated assets.

Give your children protection with a properly 
drafted trust to protect their inheritance 
or preserve their benefits eligibility with a 
special needs trust.

Give your investment portfolio a boost with 
a charitable remainder trust that will help 
you better manage your investments without 
tax concerns.

Give a memorial gift on behalf of a loved one 
or friend that will acknowledge their memory 
and help UMDF continue the fight towards a 
cure.

Give your heirs a purpose and a mission 
in life by setting up a private foundation, a 
supporting organization or donor-advised 
funds that help them appreciate the value of 
money and exhibit compassion for others by 
participating in grant-making to UMDF and 
other important causes.

Give yourself control by simply sending your 
tax dollars to the government for them to 
control or taking charge by using charitable 
devices to support the causes and efforts 
dear to you…like UMDF.

Give hope, energy and life by using 
charitable giving techniques to make tax 
deductible contributions to UMDF to advance 
research, educational initiatives and support 
for affected individuals and their families.

Call UMDF today and take control of your finances 
and future.  

5.

6.

7.

8.

9.

10.

11.

12.

13.
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four year old Jude manley, diagnosed with a 
mitochondrial disease

TakE cONTROl OF yOUR FINaNcES wHIlE 
HElPING THE UMdF



aPPREcIaTING THOSE wHO HaVE HElPEd alONG THE way!

while we would like to list all of our donors individually, please understand that it would be very difficult to do so with 5,906 donors 
of $1-$99 (THaNk yOU!), 1,632 donors of $100-$249 (THaNk yOU!) and 341 donors of $250-$499 (THaNk yOU!). 

please know that we have not forgotten and we deeply appreciate each and every individual, organization and corporation that has 
generously donated money to support our mission. We know who you are, and we thank you!     Your contributions continue to make a 
difference in the lives of those affected with mitochondrial disease.

the following acknowledgements include donations of $500 or more entered into the system between January 1, 2009, and June 30, 
2009.  if your name or company’s name is incorrect or not listed, please contact info@umdf.org.

BENEFacTOR $10,000+
Corporations, Organizations and 

Foundations:
Bio Enhance Technologies Inc.
Josie Mazzo Children’s Charites
Kelley Management Consulting, Inc.
Maddock Industries
Memorial Hermann Children’s 

Hospital
Raymond James
The Teddy Foundation
Transgenomic, Inc
The Zachary L. Friedberg 

Foundation

individuals:
Jim & Wendy Abrams
Joseph Auth
Thomas & Elizabeth Hefferon
Peter Kelley
Leslie Kirby
Frank Scavio
Robert Sheridan

PaTRON $5,000-$9,999
Corporations, Organizations and 

Foundations:
Abbott Laboratories
Brian Kirk and the Jirks
Gelber Group
Gulf Coast Windows
Miron Construction Co., Inc.
Neuberger Berman
Peachtree Corner
Philadelphia Activities Fund, Inc.
Sam Price Family Foundation

individuals:
Hal Clark
Edward Feeney
Laurie Kefalidis
Patrick J. Kelley
Gordon & Shirley Kidd
Richard Kubach
Ronald Kurstin
David & Theresa Langer
Mike & Mary Auth Manning
Hal & Ronna Uhrman
Patricia Walker

GUaRdIaN $1,000-$4,999
Corporations, Organizations and 

Foundations:
AirTran

All About Packaging, Inc.
Allianzgi Distriburors LLC
American General Finance
Babiarz Law Firm PA
Bank of America N.A.
Bayou City Industrial Contractors, 

Ltd
Bi Terra Quarter Horses
Bizzy Bee Exterminator
BNP Paribus
Bob Schmitt Homes, Inc
Build a Bear Workshop Foundation
Calfee, Halter & Griswold
Chicopee Firefighters IAFF Local 

1710
Emerson Network Power
Fortuna Energy Inc.
Ganley Bedford Imports, Inc
Gauthier & Sons Construction Inc.
Gillespie Management Corp
Gloria & Frank Pipp Foundation
GNC Live Well
Goldman, Sachs & Co.
Goldman/Sachs Brokerage
Goober’s
Great Western Steel Company
Grogan Graffam, Attorneys At Law
Heery Company
High Cliff Restaurant
Holly Hunt, Inc.
Houghton Mifflin
Hugh M Henry Sr Memorial Fund
Hyatt Regency Indianapolis
IBM Corporation
J TCroker & Company, Inc
Jamestown 999 Peachtree, L.P.
JetBlue Airlines
Kovalcik & Geraghty Wealth Partners
Lakeside Pharmacy
LittleFuse, Inc.
Manoir’s
Marx Consulting Group LLC
Mayer Electric Supply Company, Inc.
McDonald’s USA, LLC
MFS Investment Management
Microsoft Matching Gifts Program
Northern Steel Group
NuPhysicia
Olson Watercolors
Pittsburgh Putting Edge
Playitstore Publishing Company
Pollak’s Candies
Premier Office Movers, LLC

Premier Restaurant Management
Radwell International
Renn Wealth Management Group, 

Inc.
S.A. Comunale Co. Inc.
Sam’s Club Foundation
Schlum Charitable Trust
Service Metal of 06-84 The 

Carolinas Co.
Service Metal Products Company
Shawnee High School
Smith-Cooper International
Southeast Outagamie County 

Chapter of Thrivent Financial For 
Lutherans

Steinsapir Family Foundation
Sutherland
The Community Foundation for 

Greater Atlanta
The Eberly Foundation
The Jerry & Anita Zucker Family 

Foundation Inc
The Mark Hindy Charitable 

Foundation Inc.
The Wine Man
Thompson, Ventulett, Stainback & 

Associates, Inc.
Thrivent Financial for Lutherans 

Foundation
Tom Henry Chevrolet
Turner Construction Co
United Way of Greater Battle Creek
UPMC Healthcare Systems
Wal-Mart Foundation
Wang Law Firm Inc.
Whole Foods Market
William T. Oxenham Foundation, 

Inc.

individuals:
John Addonizio
Guy & Joanne Alonge
Wendy & Bo Arnold
Rosalind Atkins
Jorge Azcoitia
Heidi Bailey
Julie Boch
Doris & James Boyle
Maurice & Betty Burgener
Jack & Emma Lou Cooper
John & Julie DiCecco
Karen Feeney
Virginia Gaeblein
Philip Giessler

Bertha Gilmore
Hank Graham
David & Phyllis Gray
Julie Grossman
John Grossman & Kate Olmsted
Cynthia Hallam
Michael Havrilak
Doug Hopkins
Amanda Humphrey
Brian Johnson
Glenn & Stacy Kalick
David Keane
Joanne Kelley
Patrick Kelley
Justin Kirby 
Adam Kleg
Pamela Liebert
Nadine Mancuso
H Markley
Chris & Karen McKulka
Kevin & Carolyn McMurry
Donna McMurry
Karen Mendelsohn
Robert & Ruth Mirvis
James & Alison Moriarity
Patricia & Jim Mowrer
Jay Mrukowski
Bob Neal
Joseph Nixon
Sheldon & Elizabeth Oberfeld
Clint Orms
Martin Packouz
Linda Pelkofer
Tim & Catherine Ping
Michelle Snyderman Platt
Richard Poznick
Patrick Rangel
WK Reimer
Marilyn Riemer
Kathleen Rothschild
William Russell Jr
Oliver Sale
Sally Sambrook
Fernando Scaglia
Irene & Bob Sheridan
Jerry & Bernita Shuck
Barry Smith
John Sommers
Daniel Stokes
Match Taubin
Richard Tavoso
Scott Taylor
Michael Tessier

DONOrS - THANK YOu!
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Lisa & McHenry Tichenor Jr
Grant & Deb Toma
Jeanne Trowell
Jeff Tucker
Mary Jane Vasilich
The Venkus Family
Elizabeth  Ventulett
Diane & Michael Vincent
Jim Wallis
David & Lonnie Walters
Hilary Ward
Helen & John Ward
Brian Weinstein
Shawn & Renee Welch
Mindy & Eric Welhouse
Ronald & Carole Wertz
Martha Wetzig
Linda & Doug Wilkinson
Brian Yamaato
Joseph & Sheila Zemek

SUSTaINING $500-$999
Corporations, Organizations and 

Foundations:
A. R. Bobick Excavating
AAA Car Care Center Inc
AB May
ABBA Promotions
Adam’s Cross
Airspeed Wireless Networks, Inc.
Allure Salon and Spa
Amphora Consulting
Armstrong/Weatherly Assoc
BFZ Electric LLC
Black Tie Valet
Blaze Master Fire Sprinkler 

Systems
Boilermakers Local 374
Business Builders, Inc.
Capital Moving & Storage Co. Inc
Carrier Enterprises, INC
Cox Financial Group, INC.
Cumming Sign Company
Double Blessings
Doubletree Hotel at Universal 

Orlando
Emmy Noether Research Group
Fluor Foundation
Fox Rothschild
Fox Sprinklers
Gabriel Tran Photography
Gas Field Specialists,Inc.
Gauthier & Sons Construction, Inc
GE Foundation Matching Gifts 

Program
Give With Liberty
Good Search
Gusto Custom Graphics
Hamilton Heights High School
Harris County Sheriff
Here and Now
Ideal Numbers
JE Dunn Construction
Fund of the Community Foundation 

for Greater Atlanta
Joshua Helfrich Memorial and 

Scholarship Foundation
Just Bouncin’
Kendrick Excavating, Inc.
King and Prince Beach & Golf 

Resort
Kleingers & Associates Inc
Krave Salon
Lake Waukomis Assoc
LEGO Children’s Fund
Liebert
Lieblein Associates LLC
Lumbermens Mutual Insurance Co.
Maggie Moos Ice Creamery
Marq-It Design
McKinney Agency
Merrill Lynch & Co. Foundation, Inc.
Mobility Marketplace
Mohan’s Restaurant
Motor - Rail Delivery, Inc
Noblesville FOP, Lodge 198
NuPhysicia
Oreck Franchise Svc. LLC
PAETEC
Peachtree Club Management Corp.
Performance Site Management
Photographic Reproductions
Prestige & Executive Limousine 

Service
Promer Drywall & Plastering
Raymond James
Repros, Inc.
RibKens
Riverside Design Group Inc
Rosenthall Orthodontics
S & T Bank
Shaffer Services Inc.
Steelcase
Sullivan School of Irish Dance
Super Slow Winnetka LLC
Superior Knife
Talx Corporation
TF Enterprises
The Benefits Design Group LLc
The Community Foundation for The 

National Capital Region
The Sullivan School of Irish Dance
Thedacare
TMB Publications Inc
Tokyo Metropolitan Institute of 

Gerontology
Trace Ltd.
Trans Union, LLC
Tyson Foods, Inc.
Union Roofing 
United Way
United Way of Allegheny County
Univ. of Pgh. School of Law
Vulcan Materials

individuals:
Shawn & Linda Arnold
Jason Baer

Cheryl Baker
Stacey Ballard
Kevin & Cynthia Bartholomew
Ed Beetschen Wagner
Alexandra Bjorklund
Lisa Brooks
Katherine Bucklin
Colleen & William Burke
David  Charney
Daniel Christ
Diane Cimini
Rick Coburn
Jeffrey Cormell
Tracy Custer
John Danner
Marigayle & David Danner
David Danner
Skeet Davis
Paul Delaney
Willard & Amanda Dickerson
Mary & Anthony DiPietro
Tinna Donnelly
Lesley Dubin
Kelley Dwyer
Roger & Janet Eld
Lorri Elliott
Paul Feeney
Blake & Cynthia Fine
EJ & Debbie Fogel
Donald & Joyce Freiert
Kevin Funk
Brian & Lorie Gassel
Michael & Susan Geolat
LuAnn Gettinger
Norma Daniel Gibson
Mary & Mike Gillen
Darlene Goss
Alyce Gottesman
Arthur Green
Don Grey
Mike Gross
Janet Gualtieri
William Hadley
Rick Hagen
Edward Hamilton
Bill Heitz
Beverly Hetrick
Bruce Himes
Lucille Hoover
Keith Hyland
Holli Johnston
Steven Kahn
David Kehres
Carolyn Keith
Charlene & Christopher Kiley
Dave & Karen Kovalcik
Matt Kovalcik
Lori Lesniewski
Dennis Lewis
Cheryl Ley
Joanne Ligeros
Mark Lipson
Scott Luebcke
Irma Macioce

Peter Mallouk
Carmen Mannella
Sheryl Markowitz
John & Vicki Marsh
George & Mary Jane McCartney
Will Melson
Nancy Miernicki
Tony Miernicki
Lori Mix
Sister Clara Mohan
Bill Mrukowski
Gene Myers
David Papez
Steffen Parratt
Carole Peck
Richard & Brenda Poole
Dick & Kathy Pulse
Joseph Rice
Maria Rizzo
Sallie & Stephen Rothschild
Sean Russell
Bruce Sacks
Susan Sawyer
Joe & Tanya Schindler
Janet Schwalenberg
Kyle & Katie Serfoss
Laura Sheridan
Daniel & Jennifer Sheridan
Richard Simmermacher
Barbara Slade
Jon Smalley
Chris Snow
Elizabeth Spencer
Amie Sponza
Stacy Spurlock
Jimmie Stanzel
Paul E. Steele
John & Jacqueline Strawhacker
Charles & Dona Sutermaster
Keith Swinehart
Irene Szafranski
Kirk Tilton
Kenneth & JoAnn Todd
Edward Trexel
John & Mary Anne Tuohey
Jackie & John Tyler
Bruce A. Tyler
Peter Jake Wallace
Joe & Clara Waller
Mike Weber
Michael & Laura Weinrauch
John Welch
Jerry & Mary Beth Wellhouse
Douglas Wood
John Yahres
Nelson Yang
Darcy Zehe
Matt Zieg
Larry Zoglin
Brian Zweig
Rick Zylstra

DONOrS  - THANK YOu!
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uPCOMiNG EVENTS
• august 15, 2009. Baylee Bringin’ the 

Bands, in honor of Baylee Thompson, will 
feature the area’s best talent in Cannelville, 
OH.  The event will benefit the UMDF.

• September 21, 2009. The fourth annual 
KWGP Charity Golf Outing will be at the 
Worthington Hills Country Club in honor of 
Ellie Kovalcik.  Register your foursome today 
at www.umdf.org/kgwpgolf.

cHIcaGO cHaPTER
• September 20, 2009. Join hundreds 

of individuals and families at the third 
annual Chicago Walk and Family Fun Day 
at Pottawatomie Park in St. Charles, IL.  
Register at www.umdf.org/chicagowalk to 
enjoy a day of fun in support of funding for 
mitochondrial disease research.

dElawaRE VallEy cHaPTER
• September 12, 2009.  Come celebrate a 

decade of success at the 10th annual Go for 
Mito Walk/Run at the Philadelphia Museum 
of Art.  Join a team, start one of your own, 
or register as an individual at www.umdf.
org/goformito. 

NEw ENGlaNd cHaPTER
• October 10, 2009.  The second annual 

Mito Walk and Family Fun Day will be held at 
the LEGO Campus in Enfield, CT.  Register at 
www.mitowhat.org to enjoy a day of family-
friendly fun!  Come to view many of the 
intricate designs by LEGO’s master builders 
and try your hand at a model of your own.

MINNEaPOlIS-ST. PaUl cHaPTER
• September 19, 2009.  The fourth annual 

Mito 5K Walk/Run will be held on at Thomas 
Lake Park in Eagan, MN.  The walk raised 
more than $17,000 last year.  Help us build 
on that success by registering today at www.
umdf.org/minnesotarace.

aTlaNTa cHaPTER
• September 18, 2009.  The Atlanta Braves 

will host a mitochondrial disease awareness 
night at Turner Field.  A portion of the tickets 
sales will be donated to the UMDF.  

 • September 26, 2009.  The third annual 
Music for Megan in Alpharetta, GA will 
feature Atlanta’s favorite “high-energy, hard-
kicking” band - Banks & Shane!  Children will 
enjoy pony rides, inflatables, a rock climbing 
wall and much, much more!  Buy your tickets 
today at www.musicformegan.com.

• October 17, 2009.  The second annual 
All Aboard for a Cure walk will be held at 
Thrasher Park in Norcross, GA.  Activities 
include inflatables, a magician, a d.j., games 
and prizes for kids, a craft area and a cookie 
decorating booth.  Register today at www.
umdf.org/atlantawalk. 

cENTRal OHIO cHaPTER
• august 7-8, 2009. The annual Baylee’s 

Ball Bash softball tournament  in honor of 
Baylee Thompson will be held at Cannelville 
Softball Field, OH. The money raised at the 
annual event will be donated to the UMDF for 
life-saving research.

PITTSBURGH MITO GROUP
• august 2, 2009.  The Beauty First Salon 

in McIntyre Square is holding a Cut-a-Thon 
in honor of Aubrey Austin.  A portion of the 
proceeds from each salon service will be 
donated to the UMDF.

• august 15, 2009.  Now in its third year, 
Brew at the Zoo promises to be bigger 
and better than ever.  Buy your tickets at 
www.TheZooBrew.com, then come to the 
Pittsburgh Zoo & PPG Aquarium to sample 
beers from more than 50 local, national and 
home brewers. 

• august 27, 2009.  The Pittsburgh-based 
restaurant, Casbah, a member of the 
innovative Big Burrito Group, will host a 
special dining event to benefit the UMDF.  
Casbah donates 100 percent of proceeds to 
the UMDF from this special dinner.  We are 
limited to 50 seats, so make your reservation 
today!  Visit www.umdf.org/casbah today.

• September 26, 2009.  The third annual 
Sip and Savor the Moment for a Cure is a 
wine and chocolate tasting gala in honor of 
Hannah Pallas.  Buy your tickets at www.
SipSavorCure.com, and then come to the La 
Casa Narcisi Winery in Gibsonia, PA for an 
evening of auctions items and great fun!

aROUNd THE cOUNTRy
• august 1, 2009.  The second annual Run 4 

Raley is a great family-friendly activity held 
in Philo, IL. Gather your friends, family and 
co-workers to start a walking team at www.
umdf.org/run4raley. There are no special 
skills needed to participate; simply come out 
and enjoy the day while supporting those 
affected by mitochondrial disease.   

• September 13, 2009.  The Amanda’s 
Journey Remembrance Walk will be held 
at the Crossings of Colonie in Loudonville, 
NY.  The event is held in memory of Amanda 
Perrotta and benefits the UMDF, as well as 
the Albany Medical Center.  
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If you are having or have held a 
fundraising event, we want to hear about 

it!   Email events@umdf.org or  
call 888-317-UMDF.    

gIFTS FROM THE HEART
• The family of Caden Jarvis held a Coins for 

a Cure campaign in Schaghticoke, NY and 
raised $370 in his honor.  

• Cathy Osland, of Cumming, GA held a 
letter-writing campaign in honor of their 
granddaughter, Danielle Magerfleisch.  In total, 
Cathy raised nearly $400.  

• Michelle McGuire organized a live music night 
in Alpharetta, GA.  The event showcased local 
talent and raised $500 for the UMDF. 

• Jackson Culley celebrated his 2nd birthday on 
March 21st.  His family held a birthday party 
celebration and in lieu of gifts, donated $500 
to the UMDF in honor of Jackson.  Thank 
you to the Culley family for your support and 
Happy Birthday Jackson!

• In lieu of gifts, Mindy Lopez asked for 
donations for her 11th birthday.  Mindy 
donated $170 to the UMDF in honor of 
Christopher Santos.

• Kivian Johnson held a bake sale to raise 
awareness of mitochondrial disease.  Kivian 
was able raise $85 to be donated to the 
UMDF.  Thank you Kivian for your hard work!

• Jennifer Cook held a Coins for a Cure 
campaign at the JC Penney Salon in Rock 
Springs, WY.  More than $350 was donated to 
the UMDF in honor of Logan Palmer.

• Cloverdale Elementary School held a Jump 
Rope for Mito Event in honor of Andrew.  
Students from grades K-2 collected pledges 
and donations for the UMDF.

• The Shiloh School in Shiloh, IL conducted 
a Pennies for Jenny campaign in honor of 
Jenny Schnitzler.  In total, the Shiloh School 
collected more than $2,600 for the UMDF.   

• The Spring Ford Area School District held 
a “Dress Down Day.”  Students and faculty 
raised more than $300 for research toward a 
cure. 

Jackson Culley turned 2 on march 21

Bethani minish’s Gold Party

FuNDrAiSiNG HiGHLiGHTS

• Meg Hefferon and Emily Manbeck recently 
celebrated their Sweet Sixteen with a 
birthday party.  In lieu of gifts, the girls asked 
for donations to be made to the UMDF in 
honor of Meg’s brother David Hefferon.  The 
girls were able to send in over $1,477 in 
donations in honor of David.  Thank you Meg 
and Emily and Happy Sweet Sixteen!

• Bethani Minish held a Gold Party in which she 
donated her portion of the proceeds to the 
UMDF in honor of two children who attend 
her elementary school.  The party raised over 
$60 for the UMDF!  Thank you Bethani for 
your support!

MEMBER RESOURcES
Band-aides and Blackboards
Band-Aides and Blackboards is a site for children and teens about growing 
up with medical problems.  The site is designed and arranged by Joan Fleitas, 
EdD, RN, of Lehman College.  Band-Aides and Blackboards is broken into three 
interactive sections for kids, teens, and adults (including teachers.)  To see 
what Band-Aides and Blackboards has to offer, visit http://www.lehman.cuny.
edu/faculty/jfleitas/bandaides/.    

Eli’s angels
Eli’s Angels is a non-profit organization that sends gifts to children, 10 years 
of age or younger, who are affected with Leigh’s Disease, a mitochondrial 
disorder, or a metabolic disorder.  Eli’s Angels will send these gifts to children 
who live within the United States (excluding Hawaii and Alaska.)  You can 
register your child online at http://home.comcast.net/~elis_angels/.  For 
more information, contact Eli’s Angels at 1-800-497-5219 or email ekurtz03@
comcast.net.

Hugs and Hope for Sick children
Hugs and Hope is a non-profit organization that recruits volunteers to send 
“happy mail” to sick children to brighten their day.  You can volunteer to send 
cheery cards to these children or you can register your child to receive “happy 
mail” from their volunteers.  To learn more about Hugs and Hope or to sign up, 
visit http://www.hugsandhope.org or email ejupdates@yahoo.com. 

Songs of love
The Songs of Love Foundation is a nonprofit organization that provides 
personalized songs to children and teens that are facing medical, physical, and 
emotional challenges.   The foundation produces these personalized songs, 
that are never duplicated, for your child FREE of charge!  A patient’s parent, 
legal guardian, or hospital staff member can request a song.  Requesting 
a song is very easy to do!  You can request a profile sheet by calling the 
foundation at 1-800-960-SONG(7664).  You can also visit www.songsoflove.org 
to fill out the form online or you could download and print the profile sheet. 

Kivian Johnson’s Bake sale
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MITOcHONdRIal dISEaSE awaRENESS wEEk

day ON THE HIll
On Thursday, June 25, 2009, the United Mitochondrial Disease Foundation 
will hold its first Day on the Hill advocacy effort.  More than 250 people have 
signed up to be part of our advocacy action day.  It is a unique opportunity 
for those who are participating to educate our elected officials about 
mitochondrial disease and the effect it has on individuals and their family.  
We will also have a specific request for our elected officials.

The Day on the Hill will begin early on June 24, 2009.  Those who 
confirmed that they are participating will be bussed to Capitol Hill where 
they will meet with their representatives in the United States Congress and 
Senate.  Currently, meetings are scheduled with 89 members of Congress 
and 61 members of the Senate. 

The meetings follow a year long advocacy program in which UMDF 
members, family and friends were encouraged to sign up and utilize the 
‘Advocacy Action Center’ on the UMDF website.  The ‘Advocacy Action Center’ 
allowed those who signed up the ability to send a message to their elected 

official supporting a letter that was signed by more than 70 members of the 
scientific and medical community to President Barack Obama.  More than 
3500 letters were sent from the UMDF action center to representatives in 48 
of the 50 states.

The largest contingent of UMDF members participating in the Day on the 
Hill are coming from the state of Georgia where 31 people registered for the 
event.  We also have representation from California, Washington, Oregon, 
Arizona, Texas, Oklahoma, Kansas, Minnesota, Iowa, Wisconsin, Illinois, 
Indiana, Ohio, Pennsylvania, Michigan, New York, Massachusetts, Maine, New 
Hampshire, Connecticut, Maryland, Virginia, Louisiana, Mississippi, South 
Carolina, Florida and Tennessee. 

While the deadline to participate has passed, the UMDF will be offering 
a way for those who are not attending to participate.  We will be calling on 
you to support the efforts of those who are advocating in Washington, DC on 
June 24th by sending an email and making phone calls to elected officials, so 
watch for an email from the UMDF with instructions.

MITOcHONdRIal MEdIcINE 2009: caPITOl HIll

MITOcHONdRIal dISEaSE awaRENESS wEEk 
SEPTEMBER 20-26, 2009

We NeeD yOuR heLP TO DeSIGNATe A 
NATIONWIDe MITOChONDRIAL DISeASe 

AWAReNeSS Week

wHaT caN yOU dO?
Contact your local Senator or Representative 

today!
Start to plan an awareness activity during 

Awareness Week!

NOT SURE wHaT TO dO?
Log on to www.umdf.org to download the 

Awareness Week “Toolkit”, and learn how to 
get started with sample letters, a sample bill 

template and letter writing tips! 

STIll NEEd HElP?
Contact the uMDF at 888-317-uMDF or email 

news@umdf.org. 

The third week of September (20th-26th) will be Mitochondrial Disease 
Awareness Week!  We need your help to designate an awareness week 
in your state!  Now is the time to start contacting your local Senator or 
Representative.  The UMDF has created an Awareness Week Toolkit (available 
at www.umdf.org) to help you along the way!  Sample letters, a sample bill 
template and letter writing tips, the toolkit has everything you need to get 
started.  Along with contacting your senator and representative, we also urge 
you to hold an awareness week activity.  Let the UMDF know your plans and 
we will be listing all Mitochondrial Disease Awareness Week activities in our 
next newsletter (July 31, 2009 deadline.)  

We are excited to add two states to the growing list of permanent  
proclamations designating the third week of September “Mitochondrial 
Disease Awareness Week.”  In March of 2009, the state of Tennessee 
became the sixth state with a permanent resolution.  Thanks to the hard 
work and dedication of the Middle Tennessee Chapter, the East Tennessee 
Mito Group and the Memphis Area Mito Group,  Tennessee will now recognize 
Mitochondrial Disease Awareness Week every year.  We applaud you in your 
great success!

Through the efforts of the UMDF California Chapter, the state of California 
became the seventh state with a permanent resolution.  ACR25 was 
introduced by Assemblyman Jeff Miller and approved by the state legislature 
in April.  This permanent resolution was made possible by the hard work and 
effort of UMDF Ambassador EJ Fogel of Corona, CA, and Youth Ambassador 
Brittany Wilkinson of Clovis, CA.  

California and Tennessee join the ranks of Alabama, Georgia, Michigan, 
New Jersey, and Wisconsin in holding permanent resolutions.  The state of 
Ohio has declared a one-time resolution for 2009.  Copies of all of these 
resolutions are available at www.umdf.org.  Just click on ‘Find a Local 
UMDF Chapter, Group or Ambassador’ and click on each state to view the 
resolution.  If you know of a resolution that has passed in your state, please 
let us know!       
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My THREE GIFTS By: GaIl wEHlING

M                                                        y name is Gail Wehling and I was born and 
raised in Aurora, Illinois.  I am the proud 

fourth child of Dolores and Thomas Wehling, a 
former prominent and long-time local business 
owner.  In the fall of 1977, neither I nor my 
family could possibly predict how suddenly 
and unexpectedly my young life was about to 
change, forever.

As I was preparing to begin my junior 
year of high school, I was looking at my new 
school ID card and noticed that my eyelids 
looked droopy.  My mom agreed and called a 
neighbor who, in turn, referred me to one of 
the leading ophthalmologists in not only the 
Chicagoland area, but the nation and world 
as well.  Following my initial appointment 
began many long and difficult trips into 
Chicago over many days, weeks and months 
for extensive tests and examinations.  After 
many exhausting months, I was diagnosed with 
Chronic Progressive External Ophthalmoplegia 
(CPEO).  CPEO is a form of Kearns Sayre 
syndrome (KSS) that primarily affects my eyes 
and vision, but now affects my heart and all 
my muscles.  As I have aged, the disease has 
also progressed.  All parts of my eyes are now 
affected which limits my ability to function 
well on a daily basis.  In addition, my heart and 
systemic muscle weakness, fatigue, and overall 
lack of energy (which my body cannot properly 
produce for it to function normally) limits what 
I can do every day.  

Because of these new conditions and 
increased limitations, I recently moved back 
in with my parents and I now receive Social 
Security Disability (SSD).  I am the first in my 
family to receive SSD and it was one of the 
hardest and most difficult decisions I had 
to make, but due to the progression of my 
disease, I simply cannot work anymore. The 
physical and financial toll has been difficult 
and painful.  I used to be an independent and 
self-sustaining woman, but now this disease 

callING all adUlT MITOcHONdRIal PaTIENTS! 

Mitochondrial News Needs YOU!  Please consider submitting an article on your experiences with a specific topic 
that would be of interest to other adults with mitochondrial disease.  If you want to contribute, please contact 

UMDF at news@umdf.org or 888-317-UMDF.  We look forward to hearing from you!

adult advisory council 
Team (aacT)

Sharon Shaw, AACT Chair, Arizona
Gail Wehling, AACT Co-Chair, Illinois 
Bob Brieff, New York
Marge Calabrese, Arizona 
Linda Cooper, California 
Rev. David Hamm, Maryland 
Pam Johnson, MD, Kansas City 
Cynthia Rosen, New Mexico
Catherine Stefanavage, Georgia
Dan Stout, Kentucky 
Gregory Yellen, Maryland 

Medical Advisors: 
Bruce H. Cohen, MD 
Amy Goldstein, MD 

aacT MISSION
To ensure equal representation 

and service of the affected adult 
community to the affected pediatric 

community -- and to better 
represent, serve and assist adults 

with mitochondrial disease.

has taken most of that away from me.

However, despite the numerous surgeries, 
new symptoms and challenges, I can 
honestly say that this disease has been a 
positive influence in my life.  It has given 
me three “gifts” - a greater appreciation, a 
deep gratitude, and clarity in my life.  I have 
a greater appreciation for all that I have.  I 
have a deep gratitude for everyone in my life 
beginning with my mom and dad, siblings, 
nieces and nephews, friends, pastor/parish 
and doctors.  Simply, I would not be where I 
am today without their support, care and love.  
And, this disease has given me clarity in my 
life I do not believe I would have if not for the 
disease.  

Lastly, I am also very fortunate.  Fortunate 
to have recognized the problem; to have 
acted upon it; to have been referred to one of 
the leading ophthalmologists who happened 
to be local; to have received a “quick” 
diagnosis of a disease that is familiar and 
recognizable (in the ophthalmology field); to 
have all my doctors who continually problem-
solve and give me outstanding care; and 
to have the United Mitochondrial Disease 
Foundation (UMDF) that provides all of us 
with mitochondrial disease with help and 
assistance, support, care and compassion.  

The UMDF staff, and its associated 
doctors and researchers are dedicated and 
compassionate.  They work hard every day to 
find cures and treatments for mitochondrial 
disease, and provide support to all affected 
individuals and families.  I first came into 
contact with UMDF in 2000.  Because they 
were so helpful and supportive of me, I 
was inspired to form the first Mitochondrial 
Support Group in the Chicago area in 2003.  
Currently, I am co-chair of the UMDF Chicago 
Area Chapter Support Committee and am also 
co-chair of the UMDF Adult Advisory Council 

Team (AACT) - the mission of which is to 
represent and serve the unique needs of the 
adult mitochondrial community.  

Every day, I am deeply thankful and grateful 
to all in my life, especially the UMDF - their 
work and mission is now my life work as well.
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iN THiS iSSuE:

Questions regarding a diagnosis 
of POLG Mutation?
read page 1!

is high ammonia from GAii or 
complex iii?
See page 3!

what’s new in my area?
Check out pages 4-7!

New uMDF Membership Level  
On this page!

UMdF cINNaMON STIck SOy caNdlE
The Charity Candle Shop has created a Cinnamon Stick Soy Candle for 
the UMDF.  The UMDF’s cinnamon stick soy candle can be purchased at 
http://charitycandleshop.com and 10% of the proceeds will be donated 
to the UMDF. 

GIVEBackaMERIca.ORG
GiveBackAmerica.org is an online shopping mall created to raise money 
for charities.  The concept is simple; every time you shop with your 
favorite online retailer (ex. Target, Expedia, Amazon, eBay) a percentage 
of each purchase goes to your favorite charity.  The UMDF now has our 
very own personal mall; go to http://www.givebackamerica.com/charity.
php?b=714 and click on a store to begin your online shopping!  Please 
remember to use GiveBackAmerica.org everytime you shop online.

NEw FacE IN THE MEMBER SERVIcES dEPaRTMENT
The UMDF is excited to welcome Nicole Shanter to the Member Services 
Department.  Prior to coming to the UMDF, Nicole was an Assistant 
Manager in the retail market. Nicole has been a faithful volunteer at 
the Pittsburgh Mito Group events since 2006 and is a perfect fit for the 
Member Services Department!  Nicole will be taking over the position 
that was held by Bethany Neumeyer. Bethany and her husband, Dan, 
moved to Ohio in June for Dan to begin his residency in emergency 
medicine.  Although we are sad to see Bethany leave us, we are 
thankful that she was able to train Nicole before she left.  Please help 
us as we welcome Nicole to the UMDF and as we send our best wishes 
to Bethany and Dan!  

ANNOuNCEMENTS

www.umdf.org  |  8085 Saltsburg Road, Suite 201  |  Pittsburgh, PA 15239  |  P 888•317•UMDF (toll-free)  |  P 412•793•8077  |  F 412•793•6477  |  info@umdf.org

SUBMISSION dEadlINE FOR VOlUME 14 ISSUE 3  
IS JUly 31, 2009!

UMDF.s intent is to keep you informed - we ask that you always discuss any diagnoses, treatments, or medications with your personal physician. UMDF assumes no liability for any information in the Mitochondrial News.

UMdF MEMBERSHIP lEVElS
The United Mitochondrial Disease Foundation is excited to announce 
a new level of membership designed to help individuals promote 
education, awareness and support.  The new membership level that 
will be added to the HOPE and ENERGY levels is our LIFE membership.  
The LIFE membership is a $250 two-year membership and will allow 
the member to help support a fellow member of the UMDF.  Below are 
the additional benefits available to the LIFE member.  (Please note: LIFE 
membership is a two-year membership.)

LIFE Membership ($250 - two-years)
All benefits included in the HOPE and ENERGY levels plus: 
(go to www.umdf.org for a complete listing of hOPe and eNeRGy level benefits)

•  Hard Copy Resource Guide (upon request)
•  20% Discount on Merchandise
•  Choice of UMDF Category Merchandise (subject to availability) 
•  Complimentary Set of Symposium Videos
•  $100 of your LIFE membership will help support a family to attend 

the UMDF Symposium or a selected UMDF research project
•  Enables you to provide a free, one year ENERGY Membership for 

the individual of your choice

To become a UMDF member and to learn more about the member 
benefits, visit www.umdf.org or call 888-317-8633.


