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and symptoms and fi t them together to make the 
most accurate picture possible.  If mitochondrial 
disease is the suspicion then the puzzle pieces, 
when put together, should look like a “picture” of 
mitochondrial disease even if some pieces are 
missing.  The puzzle pieces are test results such as 
muscle biopsy, spinal tap, blood work, imaging (like 
MRI), as well as signs and symptoms, etc.  Depending 
on the test results and the signs and symptoms, more 
or fewer pieces will be added to the mitochondrial 
disease puzzle. 

Sometimes you can’t fi gure out if a puzzle piece 
fi ts or not so you put it off to the side.  But later, after 
you’ve connected a few more pieces, suddenly you 
can see exactly where that piece fi ts.  Using the word 
“probable” is similar. It basically says that right now 
it looks like the puzzle pieces, when put together, are 
forming a picture of mitochondrial disease.  It also 
recognizes that some pieces are missing or do not 
fi t.  Sometimes a negative test result is the reason. 
Sometimes it is just because that information has not 
been obtained.  (For example, my son could not have 

an MRI so his doctor did not 
have that piece of the 
puzzle.)  Usually by the 
time the physician writes 
the fi nal report, the 

reason for missing puzzle 
pieces is simply that we don’t have the scientifi c 
knowledge today to complete the puzzle. 

We have a long way to go towards understanding 
this group of diseases.  Having said that, when I look 
at how far the fi eld of mitochondrial disease has 
come in the ten years since my kids were diagnosed 
it is absolutely dazzling.  We will continue to learn 
more at an accelerated rate so that the puzzle pieces 
you cannot fi nd today may be found tomorrow.  And 

A “Probable” Diagnosis
Anne Juhlmann, RN and Mito Mom

The following is adapted from Anne Juhlmann’s 
response to a frustrated parent whose child 

was diagnosed with a “probable” mitochondrial 
disease.  Specifi c details have been changed for 

privacy reasons and to broaden its impact.

First of all, I want to be clear that I am not speaking 
as a physician, but I can speak to how I understand 
the choice of the word “probable.”  My understanding 
is that the physician feels it is very important not to 
label something as X if we don’t know for certain it 
is X.  This is not just a scientifi c exercise, although I 
know some perceive it as such. 

Remember that making a diagnosis of 
mitochondrial disease is an integrative process.  That 
means there is not one test that makes the diagnosis.  
If a child has hemophilia B we can do blood tests 
that defi nitely tell us the child has hemophilia B.  But 
with mitochondrial disease, 
dozens of things need to 
be examined in order to 
get a good picture of what 
may be going on with the 
patient.

The way I think about it is that diagnosing these 
diseases is like putting together a puzzle.  In fact I 
use puzzle pieces to teach this when I give hospital 
in-service seminars.  When you think of a puzzle, the 
goal is to fi nd all the right pieces so that in the end 
there is a picture.  As you connect the pieces, even 
before they are all in place you can say, “Oh, that 
looks like a picture of Donald Duck.”  Likewise, the 
goal with diagnosis is to look at all the test results 

“I RECEIVED A ‘PROBABLE’ MITOCHONDRIAL 
DISEASE DIAGNOSIS.

 WHAT DOES THAT MEAN?  WHY IS IT 
‘PROBABLE’?”

HOPE spelled out in 

LEGOs at the Mito Walk 

and Family Fun Day held 

at the LEGO Campus in 

Enfi eld, CT on 

September 27, 2008.  

The event raised over 

$20,000!

See pages 4-7 for 

more events and 

fundraisers!
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they may or may not fi t into the mitochondrial 
disease picture.

If your child’s diagnosis is “probable,” then it 
sounds as if right now the majority of the puzzle 
pieces are forming a mitochondrial disease picture.  
Therefore, mitochondrial disease is the best way 
to describe “the picture” that the puzzle pieces are 
making. But you can’t complete the puzzle today.  
You may some day.  You may not.  Using the word 
“probable” allows you to remember that there are 
some missing pieces.  From my perspective, it 
gives hope because you never know what pieces 
you may fi nd some day.  Once located, the missing 
pieces may change the picture.  For example, 
you thought your puzzle was going to be Donald 
Duck.  It is - but Daisy Duck is in the picture too.  
Figuratively speaking, this might mean your child 
has a mitochondrial disorder but it is secondary to 
some other problem you did not know about.  Or, 
the pieces may not fi t into the mitochondrial disease 
puzzle that you have had all these years.  They may 
start a new puzzle.  (It’s not a picture of Donald Duck 
at all. It’s Daffy Duck.)  It may turn out that your child 
does not have a mitochondrial disorder but some 
other metabolic problem we did not even know 
about in 2008.

Now the hope 
is that as more 
is learned over 
time, physicians 
caring for the 
patient on a 
day-to-day basis 
will continue 
to evaluate 
the situation, 
checking to see 
if the new pieces 
they have found 
fi t into the picture.  
The reality is that some doctors do not think this 
way.  They become set on a diagnosis they make for 
an individual and then refuse to consider anything 
else even when evidence suggests otherwise.  Using 
the puzzle analogy, they try to jam a puzzle piece 
into the picture where it really does not fi t.  Or, they 
refuse to look at a piece of the puzzle that should be 
examined.  This deprives a patient and their family of 
better understanding and can even harm the patient. 

As physicians, nurses, parents, or patients 
ourselves, we all have to keep an open mind and 
not become so convicted and certain that we know 
what is wrong unless/until we truly have all the 
pieces of the puzzle.  Having said that, I do think any 
good doctor realizes that there is also a need to take 
the information we have today and do the best we 

can.  Think of mitochondrial disease as the working 
diagnosis.  Today, it is the most accurate description 
of everything seen to date.  Today, the best way to 
treat your child is to do what makes sense for that 
working diagnosis - which is to treat your child as if 
he has a mitochondrial disease.

If your child’s doctor did not feel that a 
mitochondrial disease diagnosis was the most 
accurate clinical diagnosis on which to base 
decisions and treatment, he would not put those 
words on the report.  So don’t let someone tell you 
that the word “probable” means your child does not 
have a mitochondrial disease.  It means no such 
thing.  In fact, you can be assured it is currently the 
most accurate diagnosis because mitochondrial 
disease specialists tend to put puzzles together 
more carefully than many doctors.  They fi nd puzzle 
pieces others don’t fi nd, look at the pieces closely, 
and can see where they fi t (or don’t fi t) when others 
cannot.  If the test results and clinical signs and 
symptoms did not suggest mitochondrial disease, a 
mitochondrial specialist would not put those pieces 
into the mitochondrial disease picture. 

I know the word “probable” upsets many people, 
and I understand that.  Most of the time, people 

arrive at a 
mitochondrial 
disease 
specialist’s 
offi ce after long 
months or years 
of hearing “we 
don’t know what 
is wrong” or 
“nothing could 
possibly be 
wrong.”  Being 
undiagnosed 
is a nightmare 

all its own - I’ve 
been there during my son’s fi rst six years - and I 
was deeply sensitized to how hard that uncertainty 
is to live with.  Try to remember that a diagnosis 
is nothing more than an explanation.  Your child’s 
doctor gave you an explanation for what is wrong 
– a mitochondrial disease diagnosis.  For today, 
that is your child’s diagnosis and you can use that 
explanation to decide on treatments and approaches 
to care. 

“Probable” simply refl ects the limitations of our 
understanding.  We just don’t know everything we 
need to know today.  But we learn more every day. 
So the word “probable” reminds me not to stop 
hoping.  It reminds me that there is so much more 
we will learn.  It’s actually a great word when you 
think of it.
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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: Sumit Parikh, MD, 
of the Cleveland Clinic, OH, and Russell Saneto, 
DO, PHD, of Children’s Hospital and Regional 
Medical Center, WA. 

THE QUESTION IS...
Can someone have a mild form of autism 
spectrum disorder (ASD), specifi cally 
pervasive developmental disorder (PDD), with 
mitochondrial disease?  What would be the 
diagnostic assessment tools to confi rm the 
diagnosis of ASD?  Are the signs and symptoms 
different with someone with a mitochondrial 
disorder? 

RESPONSE FROM SUMIT PARIKH, MD: 
The question of how autism and mitochondrial 
disease relates is a complex, complicated and 
evolving one. In trying to simplify the issue, we 
can think of autism as a set of symptoms that 
impair 3 areas of development, including speech, 
socialization and behavior. If only 2 areas are 
impaired, a diagnosis of pervasive developmental 
delay (PDD) is given [also known as autism 
spectrum disorders].  Both autism or PDD can be 
mild, moderate or severe.

Autism and PDD are clinically diagnosed using 
a variety of tools. Many times, an experienced 
clinician recognizes that an individual has 
autistic symptoms and brings up the issue with 
parents.  In addition to clinical judgment, there 
are a variety of formal diagnostic tools.  The one 
recognized by the American Academy of Pediatrics 
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and recommended for use in all children prior to 
age 2 is the M-CHAT - which is a short one-page 
questionnaire that is completed by a parent and 
scored by the physician. A formal diagnosis is 
made by a psychologist who specializes in autism 
diagnosis and there are several formal clinical tools 
available to them.

In regards to the cause of autism/PDD, there 
is no one cause.  Just as a fever is a symptom 
that can have hundreds of varied causes, PDD and 
autism symptoms have multiple causes. Most of 
the causes of primary autism and PDD are likely 
various DNA typos, which alter brain development 
and function.  That means there is no single cause 
of autism/PDD but many different DNA mishaps 
that may all lead to these similar symptoms. Due to 
limitations in genetic testing, we are still far from 
perfect in fi nding all DNA typos and can only fi nd 
DNA causes of developmental delay and autism a 
small percentage of the time.  Thus many patients 
with autism still do not have a genetic etiology 
identifi ed even though there is likely one to fi nd.

We also know that a single DNA typo may 
affect more than one body function.  So there are 
DNA typos that affect both brain development 
and mitochondrial function at the same time.  So 
autism/PDD and mitochondrial disease can and do 
coexist.  We do not know if there is a direct cause 
and effect.  If not directly linked, it is possible 
that unhealthy mitochondria may amplify the 
underlying autism symptoms. Thus, a child with 
underlying (potentially undiagnosed) mitochondrial 
disease may have their mitochondrial and autism 
symptoms brought out by a physiologic stressor 
such as illness, prolonged fasting or certain 
medication.

We do not know if autism symptoms in 
mitochondrial disease patients are different than 
‘typical’ autism.  We know that mitochondrial 
patients can have mild, moderate or severe autism 
or PDD. 

THE QUESTION IS...
I have an 18 year old son who has 
been diagnosed with mitochondrial 
encephalomyopathy, complex 1.  School is a 
major challenge for him as he experiences 
severe learning and behavioral disabilities and 
extreme fatigue.  I’d like some help explaining 
his condition to his teachers.  Two questions:

1.  Could you explain the biology of the 
chronic fatigue associated with mitochondrial 
disease in a way that I could explain to 
educators?

2.  Along the same lines, why do kids with 
mito suffer fatigue in the classroom but can perk 
up at lunch time or recess? 

RESPONSE FROM RUSSELL P. SANETO, 
DO, PHD:  
I am sorry to hear about your son. The mitochondria 
are the source for almost all of our energy 
production. The body needs a certain amount of 
energy to function properly. Within the various 
organs in the body, different organs need different 
levels of energy. For instance, the brain needs 
the most energy to function well as do muscle 
cells. When there isn’t enough energy available, 
the organ starts to become dysfunctional. An 
analogy would be the electrical needs for a large 
city. When everything is going well and there is 
enough electrical energy available, then there are 
no problems with lights, heat, and other electrical 
utilities. However, as demand increases and the 
energy stores of the city cannot meet this need, 
there are “brown outs” where certain utilities 
begin to fail. For instance, to save energy, they 
may tell people not to run their appliances or turn 
up their air conditioner’s temperature settings. 
This actually happened in New York City. When it 
happens at the gas station (gas prices increasing), 
we buy less gas and go to fewer places. When 
there are demands at school (that require neuronal 
function) such as learning and memory work, or a 
lot of muscle work such as writing papers or test 
questions in a short amount of time, then learning 
becomes compromised, memory becomes faulty, 
handwriting becomes messy, etc. 

Sometimes the patient may perk up, but other 
times, quick recovery may not happen unless 
we help the patient receive more carbohydrates 
(energy). So, I often have my patients take sports 
drinks into class, or allow them to take sports bars 
into the classroom or have them available for such 
occurrences. However, if it is a true brown out, then 
just going to recess would not alter the problem; 
physical activity would just compound the problem. 
I hope this helps you.

Submitting questions to Ask the 
Mito DocSM is a benefi t of UMDF 

membership. If you are a member and 
would like to submit a question, please 
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, please e-email 

us at info@umdf.org. 
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ARIZONA CHAPTER
• September 1, 2008.  A Mochas for Mito event was held at Leap’s 

Frozen Custard in Avondale, AZ.  A portion of sales were donated to 
the UMDF totaling $100.  Thank you to Leap’s Frozen Custard for your 
support!

• September 20, 2008.  Derek’s Challenge was held at Christ 
Presbyterian Church in Goodyear, AZ.  The event included a vendor fair 
and silent auction.  Thanks for all of the hard work from those involved; 
over $2,000 was raised in honor of Derek Swanson!

• October 25, 2008.  The Arizona Chapter worked with the Southern 
California Chapter to ensure a large delegation of mito supporters 
attended the LOVE RIDE.  Participants rode from Phoenix, AZ to 
Glendale, CA, raising money and awareness for mitochondrial disease 
along the way!

ATLANTA CHAPTER
• September 27, 2008.  The second annual Music for Megan 

Charity Benefi t Concert was held at Wills Equestrian Park in Alpharetta, 
GA.  Over $32,000 was donated to the UMDF in honor of Megan 
Sheridan.  Thanks to Laura Sheridan and her fantastic crew for hosting 
another great event!

• October 6, 2008.  This year’s fi fth annual Fore-a-Cure Golf 
Tournament enjoyed the best weather to date. It was once again held 
at The Standard Club in Duluth, GA. During the 165 yard “Shot for 
$1,000,000,” one of the participants got within a few feet. The Atlanta 
Chapter raised over $16,000. It was another successful event made 
possible thanks to the many volunteers.

• October 23, 2008.  The Ravina Club Silent Auction event was held 
at the Ravina Club in Atlanta, GA.  Proceeds totaling more than $2,300 
were donated to the UMDF in honor of Morgan Gassel.

CALIFORNIA CHAPTER
• October 25, 2008.  The Pre-Party LOVE RIDE Fundraiser was 

held at the Anaheim Hills Golf Course in Anaheim Hills, CA.  The event 

was sponsored by Smith-Cooper International and included classic 
rock music, great barbecued food, a screening of “Easy Rider,” silent 
auction, raffl es, and original artwork from renowned artist, Nancy 
Ostrovsky.  The event raised more than $23,000 for the UMDF in honor 
of Chad Cooper.  Special guests of the event included Chuck Mohan, 
Executive Director of the UMDF and Sharon Shaw, Vice Chairman of the 
Board of Trustees.

• October 26, 2008.  The LOVE RIDE weekend continued with the 
Taryn’s Hope 4 Life event which began at Francie’s Pub in Corona and 
traveled to Glendale, CA.  Thanks to the hard work of EJ and Debbie 
Fogel, for the fi rst time in the event’s 25 year history, the UMDF was 
named a benefi ciary of the LOVE RIDE.  Over 25,000 motorcycles were 
present, and all those who participated in the event had a great time!

CAROLINA FOOTHILLS CHAPTER
• August 21, 2008.  The annual Goober Golf event was held in 

Clemson, SC.  The outing organized by Danny Nichols raised more than 
$3,000 in honor of Alex Newton.

• September 12-13, 2008.  Blue Knights motorcycle club of Rocky 
Mount, NC hosted a 24-hour, 1,000-mile “Iron Butt Ride” in honor 
of Connor Armstrong.  The Blue Knights also sponsored a poker run 
leaving from Rocky Mount Harley Davidson, which was followed by a 
Family Fun Day.  This family event featured food, games, a dunking 
booth, bouncy houses, pony rides, a live DJ and more!  Thank you to 
Tammy Armstrong and her great team for the great awareness and 
generous donation!

• September 23, 2008.  The Carolina Foothills Chapter held a 
restaurant night fundraiser at Nothing But Noodles in Charlotte, NC.  A 
portion of the restaurant’s sales were donated to the UMDF.

• November 1, 2008.  A Halloween-themed day of fun was held 
at the Sea Pines Resort in Hilton Head, SC.  The Harbour Town 
Happenings event included a day of activities, games and food.  
Proceeds were donated to the UMDF in honor of Olivia Custer.   A 
special thank you to the chapter for all of your hard work!

CHAPTER NOTES

Megan Sheridan at Music for Megan

Jay Leno, EJ & Taryn Fogel and Sharon Shaw at the LOVE RIDE
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CENTRAL OHIO CHAPTER
• September 22, 2008.  The third annual Kovalcik & Geraghty 

Wealth Partners (KGWP) Charity Golf Outing was held at Worthington 
Hills Country Club in Columbus, OH.  The annual event raised more 
than $6,000 to date for the UMDF in honor of Ellie Kovalcik

• October 4, 2008.  The eighth annual Olivia Steele Memorial Golf 
Outing was held at Kyber Run Golf Course in Johnston, OH.  The outing 
was sponsored by Performance Site Co., Shelly Material and the Steele 
Family.  The event has raised more than $1,700 to date for the UMDF in 
memory of Olivia Steele.

CHICAGO CHAPTER
• September 14, 2008.  The second annual UMDF Chicago Area 

Chapter 5K Walk & Family Fun Day was to be held along scenic Lake 
Michigan in Lincoln Park.  Even though the event was cancelled due 
to rainfall from Hurricane Ike, more than $90,000 was raised for the 
UMDF.  Great work!

• November 3-5, 2008.  The Mario Trococi Salon and Day Spa 
participated in a Spa and Share event with the Chicago Chapter.  All 20 
locations were involved, and 10% of sales were donated to the UMDF.  
Thank you to Mario Trococi Salon for your support!

DELAWARE VALLEY CHAPTER
• September 13, 2008.  The ninth annual Go for Mito! 5K Run 

and 1 Mile Walk was held at the Philadelphia Museum of Art in 
Philadelphia, PA.  The event raised more than $10,000 to date for the 
UMDF.  A special thank you to all the participants and volunteers who 
made this event a success!

• September 20, 2008.  The Agar-Lawrence Fundraiser raised 
nearly $4,000 for the UMDF.  The event, held during Mitochondrial 
Disease Awareness Week, included a picnic and other family activities.  

• September 27, 2008.  In conjunction with New Jersey’s 
Mitochondrial Disease Awareness Week, Jamming with Jamie was 
held at the Ramblewood Country Club in Mount Laurel, NJ.  The event 
was held in honor of Jamieson Smith, a UMDF Youth Ambassador and 
board member of the Delaware Valley Chapter.    

• October 4, 2008.  The Communities Care Funday was held in 
Philadelphia, PA and raised $2,600 for the UMDF.  The event featured 
children’s activities and rides as well as live entertainment, including 
the Journey tribute band “Separate Ways.”  The event also featured a 
performance from Ben Singleton.  Thank you to the Donnelly family for 
your hard work!  

• October 4, 2008.  A bingo night was held at Central Bucks East 
High School in honor of Ryan Thomas.  A big thanks to all those who 
participated and organized this fun event!

INDIANA CHAPTER
• October 4, 2008.  The Indiana Mito Walk and Family Fun Day was 

held at Forest Park in Noblesville, IN.  The event had a great turn out,  
the participants were able to raise more than $23,000 for the UMDF.  
Thank you to the walk committee for your hard work!

NEW ENGLAND CHAPTER
• September 27, 2008.  The New England Chapter held its annual 

Mito Walk and Family Fun Day at the LEGO Campus in Enfi eld, CT.  The 
day included a walk, LEGO building, family activities, and lots of fun!  
Thanks to Heidi Bailey for organizing this great event, which has raised 
more than $20,000 to date!

• November 10, 2008.  The New England Classics dinner event 
was held at The Publick House in Sturbridge, MA.  The all-you-can-eat 
buffet included meatloaf, mashed potatoes, corned beef and cabbage, 
salad, and macaroni and cheese.  A portion of the proceeds, totaling 
$350, were donated to the UMDF in honor of Jordan Kalick.  Thank you 
to The Publick House for your support! 

OHIO CHAPTER
• September 22, 2008.  A Guest Bartending night was held at the 

House of Blues Foundation Room in Cleveland, OH.  The event, held 
during Mitochondrial Disease Awareness Week, included great food, 
drinks, lots of fun, and Monday Night Football.  The tips that were 
collected from the guest bartenders, totaling more than $900, were 
donated to the UMDF.    

Members of Team JuJu Bug at Go for Mito! 5K Run 1 Mile Walk

Indiana Mito Walk and Family Fun Day



ALABAMA
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

Ambassador – Sacramento Valley
Contact: Valina Combs

E-mail: valinajewell@comcast.net
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     Inland Empire
Contact: E.J. & Debbie Fogel

E-mail: ejfdrf@sbcglobal.net
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Contact: Laura Marrs
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E-mail: jimnjudyweeks@verizon.net 

FLORIDA
North Central Florida Mito Group
Contact: Alicia Kaminski
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E-mail: jenclifton@msn.com
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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

IDAHO
Idaho Mito Group
Contact: Jennifer Pfefferle

E-mail: mitogroupofi daho@yahoo.com

INDIANA
Indiana Chapter

President: Penny Hanlon

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 – Springfi eld
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 ddk61387@msn.com

Ambassador – Northern Iowa
Contact: Ronda Eick

E-mail: r.eick@mchisi.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: mdewitt@netzero.com

MINNESOTA
Minneapolis/St. Paul Chapter

President: Ryan Walther

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: Pam Johnson

E-mail: KCchapter@umdf.org

St. Louis Area Mito Group
Contact: Marsha Hohe

E-mail: marshamarshamarshah@charter.net

NEW JERSEY
Ambassador – Southern New Jersey
Contact: Sarah Slack

E-mail: rtssmb822@comcast.net

NEW YORK
New York Metro Chapter

President: Tom Shubeck

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

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 

Ambassador – Southeast Ohio
Contact: Jody Thompson

E-mail: gthompson@columbus.rr.com

Ambassador – Toledo
Contact: Chris & Alisa Rawski

E-mail: arawski@aim.com

OREGON
Pacifi c 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 Mito Group
Contact: Courtney Fellers

E-mail: midtennmito@yahoo.com

East Tennessee Mito Group
Contact: Kristie Goodwin

E-mail: mitomom@charter.net 

Ambassador – Crossville
Contact: Regina Norrod

E-mail: turneroundfarm@yahoo.com

Ambassador – Memphis
Contact: Emily Culley

E-mail: culleywade@aol.com

TEXAS
Houston Chapter

President: Deb Schindler- Boultinghouse

E-mail: HoustonChapter@umdf.org

Dallas Mito Group
Contact: Tova Sido

E-mail: ttsido@hotmail.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
Pacifi c Northwest Mito Group/Washington
Contact: Sue Ann Bube

Email: sbube@comcast.net

Ambassador – NW Washington
Contact: Joy Krumdiack

E-mail: bryankr@msn.com

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

For more information about a chapter, group or ambassador near you, contact the UMDF offi ce at 888-317-UMDF!

CHAPTERS, MITO GROUPS AND AMBASSADORS
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U N I T E D  M I T O C H O N D R I A L  D I S E A S E  F O U N D A T I O N

PARTNERS IN PROGRESS
LOVE FOR LIFE vs. LOVE OF 

THE GAME
A Day in the Life of Jamieson Smith

It was a dream come true.  The Philadelphia Phillies 
were in the World Series, something my Mom has 

been waiting 28 years for, and something I have never 
seen. Baseball is our favorite sport and the Phillies are 
our team, all year round. 

It was a dream come true.  Battling mitochondrial 
disease and trying to raise awareness has been my 
passion because I know just how blessed I am to be 
alive.  When I learned that Tampa Bay outfi elder, Rocco 
Baldelli, had mitochondrial disease, I began to root 
for Tampa Bay. Now Rocco was in the World Series 
too…and we had tickets to game fi ve.

“Who are you going to root for?”  I dreaded this 
question the entire World Series.  I did not know how to 
answer it so that people could understand, especially 
other people who were not battling this disease, those 
people who think I look so “normal.”  

I was confl icted with whom I wanted to win the 
World Series because I am a diehard Phillies fan.  I 
have sat through good games, bad games, rain delays 
and rowdy crowds.  I so want my team to win it for 
themselves, the city, and the fans. However, I also have 
that deeper connection to Rocco. 

So I came up with a simple answer, I root for Rocco 
because I know how hard it is to make your legs move 
when they do not want to.  I know how it feels to have 
your muscles so tired that you do not know if you can 
even walk another step.  Most of all, because he is 
working so hard to do something he loves, which I 
believe is the key to living with mitochondrial disease.  
I want him to play well, to fi eld well, and to hit a home 
run for all of us affected with mito. 

I really was happy that I actually got to meet Rocco 
at game three of the World Series.  He is a true hero 
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I AM A PARALYMPIAN
A Day in the Life of Joe Wise

It is a beautiful autumn day in midtown Manhattan. 
Joe Wise and his mom, Marie, are sitting in a green 

room deep in the basement of the FOX NEWS building.   
He is laughing at the prospect of having to get a little 
bit of makeup on his face.  “Just a little bit to take 
the shine off,” encourages the makeup artist, as she 
quickly whisks Joe into a waiting chair.  “The price 
of fame,” shouts Marie from an adjoining room.  Joe, 
15, from Menlo Park, California, is about to have an 
opportunity to talk about mitochondrial disease on 
national television.  He is about to be interviewed by Dr. 
Manny Alvarez, a FOX NEWS medical contributor, about 
his struggle with mitochondrial myopathy. 

For Joe, this television interview caps an exciting 
couple of months.  Less than a day before his interview 
in New York, Joe and the entire 2008 United States 
Paralympic Team were in the Oval Offi ce accepting 
thanks and congratulations from President Bush.  For 
his part, Joe bested his own record by 9 seconds in the 
Men’s 400m Freestyle. Overall, he placed 5th. The U.S. 
Paralympic Swim Team secured 44 medals.  

As Joe and his mom are relaxing in the green 
room, the door bursts open and into the room bounds 
Dr. Manny.  Joe and Dr. Manny review what they 
will discuss during the interview and Dr. Manny 
promises him that they will get underway.  “Now don’t 
forget all of the information we want to share about 
mitochondrial disease,” Marie reminds him. Within a 
few minutes and amid the whirl of robotic cameras, 
Joe is ushered onto the set and within seconds, the 
interview is underway.    

He tells the national audience how diffi cult it was 
to get a diagnosis.  He talks about his daily struggles.  
Most importantly, Joe Wise offers hope to thousands of 

MITO FACTS
•  Defects in the mitochondria 

cause the body to be unable 
to convert food into life 
sustaining energy.

•  There are more than 40 
known mitochondrial 
disorders.

•  There are NO cures for 
mitochondrial diseases.
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Dr. Manny Alvarez and Joe Wise at 

FOX NEWS  studio

Tampa Bay Ray’s Rocco Baldelli and UMDF 

Youth Ambassador Jamie Smith
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Every two years, an exciting process 
takes place that helps the UMDF 

direct its future.  The process is called 
Strategic Planning.  The two-day 
meeting takes place in Pittsburgh and 
brings together board members, staff 
and Chapter presidents from around 
the country.  We reviewed the current 
progress of UMDF and looked at what 
has worked well for the organization, as 
well as the areas in which we need to 
improve.  The process allowed all of us to offer input as to how we can 
improve the UMDF and its programs in the years ahead.   I thought you 
might be interested in the fi ve main goals that were developed during 
our strategic planning session.

Mitochondrial Doctor Recruitment

Doctors Charles Hoppel and Amy Goldstein will spearhead this task 
force.  The goal is for the UMDF to recruit three physicians to practice 
mitochondrial disease medicine by June 30, 2011.  They will try to 
accomplish this goal by creating a Request for Application (RFA). By 
the end of 2010, they hope to have reviewed all applications, secured 
funding, and have mitochondrial medicine added to the curriculum at 
key medical schools.  By June of 2011, they hope to have the three 
candidates who will begin their education in mitochondrial medicine.

Develop a Speakers Bureau

The UMDF Communications Department will lead this goal. We will 
identify medical and non-medical community members who can help 
educate the general public and medical community about mitochondrial 
disease.  Materials such as visual aids and collateral will be created 
to accompany any scheduled talk.   The goal is to identify and train 
potential members of the speakers bureau by August, 2009.

FROM THE CHAIRMAN
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Physician Education

This goal will be developed by the UMDF’s Scientifi c and Medical 
Advisory Board.  The objective of this goal is for the SMAB to develop 
problem solving and educational tools for mitochondrial diseases and 
disorders for physicians across the nation.  The goal is to develop these 
tools by June, 2010.

Membership

A task force has been formed that will review and make a 
recommendation to the board about UMDF membership levels.  They will 
investigate several different types of membership levels and benefi ts.  
The ideas generated by this task force will be forwarded to the board of 
trustees for action by February, 2009.

Signature Event

I am sure you have heard about the Susan G. Komen Race for the 
Cure or similar events that are held on the same day in cities across 
the nation.  The ‘Race for the Cure’ is an example of a ‘signature event’.  
It was recommended at our strategic planning session that UMDF 
consider developing a singular, branded event that can be carried out in 
multiple cities and towns across the nation.  The Executive Committee is 
investigating this issue and will report their fi ndings and ideas by March, 
2009.

As you can tell, we made tremendous progress over the two day 
session.  The free fl ow of ideas from trustees, staff and chapter leaders 
was exceptional and informational. It is our hope that we can continue 
to work towards implementing these goals.  It will not be easy given the 
economic situation we are all facing.   I hope to be able to report to you 
on the progress we are making in the near future.

   Energy to all, 

   W. Dan Wright, UMDF Chairman

LOOKING FOR SPONSORS
It’s not too early to be thinking of the UMDF’s annual symposium!  The 
symposium will be held June 24-27, 2009 at the Sheraton Premiere 
Hotel in Tysons Corner, VA, just outside of Washington, D.C.  In addition to 
the scientifi c and family sessions, the symposium will feature a ‘Day on 
the Hill’ for participants to meet with their representatives and senators 
in order to promote the need for increased funding of mitochondrial 
research.

The UMDF development team is soliciting sponsorships for this 
year’s symposium.  We remind our local Chapters, Mito Groups and 
Ambassadors to consider companies and foundations in your areas 
that might be able to support our symposium or help provide travel 
scholarships to the symposium for families.  Grant writer Don Gielas is 
available to work with you to complete any application.  Contact Don at 
don@umdf.org or toll free at 888-317-UMDF. 

2009 ENTERTAINMENT BOOKS
The UMDF is offering the 2009 Entertainment Books for sale, and now is 
the time to buy!  Save money on things you do every day, and support the 

UMDF at the same time.  Dine, shop, travel and SAVE!  
Buy Entertainment Books for yourself or as gifts.  Entertainment 

Books are available throughout the country in more than 150 editions.  
Be sure to pick the edition that is close to your home.  Entertainment 
Books will be shipped directly to your house at no additional cost and the 
UMDF will receive a percentage of each book purchased!

To purchase an Entertainment Book and have the proceeds go to the 
UMDF, go to www.umdf.org/entertainmentbook.

IBM DONATES LAPTOP TO ATLANTA CHAPTER
IBM Corporation has presented the Atlanta chapter with an IBM Think 
Pad laptop computer through its Community Equipment Grant Program.  
The computer was given on behalf of IBM employee Joanna Erion to 
honor her hours of volunteer work.  Ms. Erion chose the UMDF’s Atlanta 
chapter as the benefi ciary of the gift.

The UMDF expresses its thanks to IBM and Ms. Erion for their 
generosity.  The computer will be used to help the chapter in its ongoing 
work to disseminate information to doctors and health professionals 
about mitochondrial disease and to raise funds for medical research.

SUPPORTING OUR CAUSE



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
Robert Polsky
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

Linda Cooper wakes each morning to her 13 
year old son, Chad, saying “Where da fun?” 

with a huge smile on his face and a giant hug 
to follow.  He is not looking for anything in 
particular, just fun, any fun, he’s ready!  Chad 
has a mitochondrial disease, Creatine Transport 
Defi ciency, which causes him to have speech, 
language and developmental delays.  

Chad received his diagnosis in 1998 
when he was two and a half years old, 
and that is when Linda fi rst contacted the 
UMDF.  She was looking for guidance and 
advice; what she found was the love and 
support of the Southern California support 
group.  “I met some wonderful families, 
the cutest little babies and children, 
all dealing with this unknown disease,” 
Linda says recalling her fi rst support group 
meeting.  “My heart was heavy and sad for 
all of us.”  It was at that moment that Linda 
realized the only way she knew how to deal 
with Chad’s illness was to get involved and to 
help in any way she could.  She attended every 
support group meeting and would do simple 
things like bringing donuts, making coffee, 
scheduling speakers or just lending an ear to 
listen.  

In a very short time, the Southern 
California support group was ready for growth.  
Linda, along with other volunteers in her 
area, helped to launch the UMDF Southern 
California Chapter.  In the fi rst fi ve years of the 
Chapter’s existence, Linda held the positions 
of Secretary, Vice President and President, as 
well as helping with 10 UMDF fundraisers and 
countless awareness activities.  

Linda’s most recent volunteer activity was 
an idea suggested by her husband, Bob.  The 
UMDF was chosen as one of the benefi ciaries 

of the world reknowned LOVE RIDE.  The 
LOVE RIDE is the largest one-day motorcycle 
fundraiser in the country.  When Linda and Bob 
heard that UMDF Board of Trustee Sharon Shaw 
and UMDF CEO Chuck Mohan were coming 
to Southern California to represent UMDF at 
the event, the Coopers brainstormed until 
they developed an idea that would become a 

fund-and awareness-raiser. That is 
when the Pre-Party LOVE RIDE was 
suggested.  The event quickly went 
from a suggestion to a full-fl edged 
fundraiser, with Smith-Cooper 
International as the event sponsor.  

In a short amount of time, Linda 
was able to collect enough donated 
items for 16 raffl e baskets, had the 
barbeque lunch donated, and had six 
Harley Davidson motorcycles on site 

for photos and rides.  The event attracted 100 
people and raised an outstanding $23,000 for 
mitochondrial disease research!  “Bob and I 
were honored to host the Pre-Party LOVE RIDE 
Fundraiser,” Linda said, “it was a great way 
to celebrate the UMDF being added as a LOVE 
RIDE charity.”

As a reward for Linda’s hard work, she 
was able to attend the LOVE RIDE the next day 
with Sharon and Chuck.  “It was a wonderful 
experience,” Linda said of the LOVE RIDE, “How 
much fun can you have in one weekend?”  
Linda and Bob have already begun to think 
about their Pre-Party LOVE RIDE Fundraiser for 
2009!    

Chuck, Bob, Chad, Linda and Sharon at the 

Pre-Party LOVE RIDE Fundraiser

IF YOU KNOW OF A VOLUNTEER 

IN YOUR AREA THAT YOU WOULD 

LIKE TO SEE FEATURED IN OUR 

NEWSLETTER, CONTACT THE UMDF 

AT NEWS@UMDF.ORG.

VOLUNTEER SPOTLIGHT
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Youth Ambassador Brittany Wilkinson featured 

on 10 buses in Fresno and Clovis, CA. 

Linda, Chad and Bob Cooper with a 

$23,000 check for 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 diffi cult to do so with 7,557 donors 
of $1-$99 (THANK YOU!), 1,826 donors of $100-$249 (THANK YOU!) and 541 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, 2008, and June 30, 
2008.  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.
Cantor Fitzgerald
The Cleveland Clinic
Dare To Share Inc.
Department of Health, 

Commonwealth of PA
Edith L. Trees Charitable Trust
Murray & Howard Attorneys at Law
Nickelodeon
Transgenomic, Inc
Individuals:
Thomas Arnold
John & Julie DiCecco
Joan Evans
Milton Forman
Butch Hayes
Thomas & Elizabeth Hefferon
William Joyce
Warren & Kathy Lammert
W. Dan Wright

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

Foundations:
Dominican Sisters Blessing Fund
Emerson Network Power
March of Dimes
Morgan Corp
Nikos S. Kefalidis Foundation, Inc.
Reytec Construction Resources
Seattle Childrens Research 

Institute
The TJX Foundation Inc.
Trilogy Group
Individuals:
Russ Allen
Mary Auth
Brent Ballard
Ralph Brendle
Debora Doyle
Peter Kelley
Gary & Ruth Nunn
Tim Ping
Jo Pulliam
Brent Seiler

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

Foundations:
Adron Construction Company Inc
Alan Frank & Associates
All American Landscapes, LLC
Allianzgi Distriburors LLC

Allied Pilots Association
Aurora School of Music LLC
Ball Ground Elementary School
Bay Village City School
Billy Howell Ford Lincoln Mercury
Briscoe Manor
C.L. Cannon & Sons Inc
Cafe Enterprises Inc
Carolina First Bank
Champion Investment Corporation
Ciuni & Panichi
Columbia Gas of Ohio
Converse And Company, Inc
CulinArt @ The Plaza Cafe
Delta Gamma
Diamond Jewelers of Spartanburg
Doral Corporation
Duckett Plumbing
Eli Marketing
Elk & Elk Co. Injury Lawyers
Fifth Third Bank
First National Bank
G Boys Excavating Inc.
Genzyme Corporation
Glazier Foods
Gloria & Frank Pipp Foundation
Goldman, Sachs & Co.
Harrison, White, Smith & Coggins PC
Harrisonburg Junior Womens Club
Houston Children’s Charity
Johnson & Johnson
Lanier Middle School
Laredo Hunt Club
Manowitz & Drilling Family FDN
Master Machine Works Inc
Maxim Crane Works
Mayer Electric Supply Company
McAbee, Talbert, Halliday & Co
Minnechaug Regional High School
Mogadore Moose Lodge 1082
Oreck Homecare, LLC
P.A.R. Grading & Hauling, Inc.
Parente Randolph, LLC
Parris Lawn Management
Promech LLC
Radwell International, Inc.
Raines Foundation Trust
RPM Industrial Sales, LLC
Sam Price Family Foundation
Sanofi -Aventis
Schlum Charitable Trust
Shiloh Village School
Spartanburg Sand & Gravel
St. Bernadette Catholic School
Steingass Mechanical Contracting
Telephone Operating Systems

The Ferrero Family Foundation
The Kroger Co.
The Millard Group, Inc
The Tower Foundation
The Ward Law Firm
Thrivent Financial for Lutherans 

Foundation
Tishcon Corp
Title America Agency Corp
W.R. & E.H. Floyd Foundation
Wal-Mart Foundation
Individuals:
Walt & Kathy Adams
Robert & Deidra Atchley
Jim Ausmus
Allan Avery
Adele Benson
Dina Blackman
Gary Bluestone
David Boch
John Bradicich
Mellnee Buchheit
Al & Lynn Bullington
John Causey
Art Caylor
Rosalie & Morton Cohen
Christine & Stephen Crandall
Richard & Sue Crawford
Carolyn & Brooks Crenshaw
Tim Crewe
Tracy Darche
James DeGeorge
Ronald & Lois DeLuca
Aldo Di Sorbo
Robert Dobson
Tinna Donnelly
John F. Dunbar
Fred & Paula Durham
Phaeron Emert
Joe & Elizabeth Ernst
Tim Ewton
Barry Feinstein
John & Lisa Fleming
Diane Fluty
Gary & Betty Fritsch
Donna Fullilove
Burton Garrett
Daniel & Becky Genie
John Giannukos
Jason Goehring
Mark Goldie
Phyllis Gray
Doug Grossman
Marissa Gutierrez
Paul Habisreutinger
Michael Hajovsky

Bobby & Colleen Hargrave
Richard Hawkins M.D.
Jean G. Hayes
Phil Hazel
Leslie Heilman
Robert & Carol Hennessey
Bill Hiddemen
Ben Hines
Ale Holdings
Charles Hoppel, MD
William Hudson
Mason Hunt
Bob Hunter
Pam Johnson
Larry Joyner
Catherine Kindbom
Chris Kindbom
Jeannie Klinetob
John & Diane Kobunski
Judy Leach
Bruce & JoAnn Lebeda
Randal Lee
Sara Anne Lehmann
Robert Lipinski
David Little
Jim & Bobbie Jo Little
Brian & Julie Manley
Jeramie Mantooth
Richard Marburger
Martin & Norma Markowitz
C. Brad Marsh 
Rick Maynard
Marc & Janis McGrath
Amber & Jeffrey Mette
Russell & Jane Meyer
Jack & Linda Middlebrooks
Walter Montgomery
Anne & John Moore
Bob & Linda Neal
Neal & LuAnn Palmer
Linda & James Palmeri
Barry Phillips
James & Gina Pilla
Michelle Snyderman Platt
Karen & Brad Raymer
Leo Reichle
Erik & Karen Ricci
Joseph & Patricia Rice
Maury & Barbara Riff
Anita Ripepi-Barker
Georgia Sauer
Kenneth & Loretta Schatz
Joe & Tanya Schindler
Robert & Barbara Schmitt
Mary Scott
Gordon & Molly Sherard
Jerry & Bernita Shuck

DONORS - THANK YOU!
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Stanley Skarbowski
David Smith
David Stahler
George Stapleton
Julius & Libbie Steinsapir
Norman Sturner
David & Winn Taylor
Larry Tegler
Robert & Margaret Tranbaugh
Hal & Ronna Uhrman
Ron Underwood
Lynn & James Vikse
Diane & Michael Vincent
Anna Vranos
Pete & Kathie Weisman
Shawn & Renee Welch
Kevin & Melissa Wilson

SUSTAINING $500-$999
Corporations, Organizations and 

Foundations:
American Body Works 24-7 Fitness
Arthur State Bank
Atlanta Discovery Center
Atlantic Five Realty, Inc.
Bart’s Electric Company, Inc.
Baylor College of Medicine
Becker, Paulson, Hoerner, & 

Thompson , PC
Bell Music Company
BloomingDeals Consignment, Inc
Budweiser of Spartanburg, Inc
C.H. Robinson Company
Capital Moving & Storage Co. Inc
Caroline Whitmore Studio & Gallery
Cintas Corp
Citizen’s Diamonds
Cleveland Browns
Cloverdale Elementary School
Club Z! In-Home Tutoring Service
Commission Junction
Corporate Offi ce Properties Trust
Croft Consulting, L.L.C.
Davis Automotive Group, Inc.
Drisson Corporation
Duke Construction
East View Elementary School
EGC Construction Corporation
Emory Genetics Laboratory
Etre Design
Fidelity Access Networks, LLC
First United Methodist Church
Flat Tops Chapter of Thrivent 

Financial for Lutherans
Gabriel Tran Photography
Goudreau Family Charitable Lead 

Unitrust
Guardian Products, Inc.
Hampton Road SQN
Heidelberg USA, Inc.
Hull & Associates, Inc.
James Sassano Associates, Inc.
Kelly’s Foods
Ken Inc.
Kohl’s
Mannington
Mattingly Foods Inc.
Maurices

Mercedes-Benz of Bedford
Merck Partnership For Giving
Merrill Lynch & Co. Foundation, Inc.
Micro Graphic Information Services
Mid-States Packaging Inc.
Moon Scientifi c Group, Inc.
New Wave Car Wash-Hampton, LLC
Nick and Terry’s Foundation
Northeastern University
P&B Partitions Inc.
Palmer’s Candies
Patco Holding Corp
Peterman-Maxcy Associates LLC
Pi Beta Phi Ohio Epsilon Chapter 
PNC Financial Services Group
Premier Restaurant Management
RibKens
S&T Bank
Seahorse Bioscience
Simmons & Fletcher
SKC Inc.
Snip-It’s Haircuts & Parties for Kids
Solace Nutrition, Inc.
SolArc, Inc.
Star Fuel Centers, Inc.
The National Christian Foundation
UPS Foundation Inc
Valley of The Sun United Way
Virginia Credit Union, Inc.
Vitamix
Warwick Communications, Inc.
Individuals:
Ashley Richardson Allen
Kenneth Alo
Yasha Arant
Ruthann Arnold
Don & Catherine Augenstein
Tommy Balusek
Alison Bean
Jordan Bender
Pamela & Hayne Blakely
Patricia & Florence Blankenship
Bob & Shelly Bolewitz
John & Kristen Bonie
David & Heather Bonney
Bill & Pam Booher
Oscar Boultinghouse
Allen Boyd
Charlie Bradshaw
Julia Dargan Bradshaw
Kevin Bradway
David & Julie Brown
Deborah & Stephen Buenaga
Bryan Bullington
Shannon Burdett
Marc Byrnes
Alfred & Christiann Campbell
Elliott & Elaine Caplow
Dianne & Peter Carberry
Mary Chavanne-Martin
Raj Chopra
Daniel Christ
William Clarke
Colin & Stacy Coburn
David Cohen
Beth Collins
Robert & Carol Covington

Betty & Sean Coy
Louie Crapitto
Judy Daprano-Rachau
Carl Dawson
Anna Di Sorbo
Maggie Dickens
Gizel DiSorbo
Gregory Duriez
Darby & Laura Duryea
Leslie Engle
Catherine & Nick Fanoe
Kenneth Lyle Farrand
Joe & Maria Fattorusso
Michael & Kimberly Feeney
Laura Foerster
Daniel & Jo Anna Forman
Alvin & Virginia From
Brian & Lorie Gassel
Shawn & Jennifer Gerlock
Norma Daniel Gibson
Margaret & James Gober
Lew Goldfarb
Matthew & Kirsti Goodwin
Laura Green
Rita Grosso
Barry Hamrick
Christine Hausfeld
Ann Heidenreich
Kellie Hepper
Beverly & Brett Hetrick
Susan Hinchliffe
David & Laurie Hodgson
Tom Holland
Eddie Johnson
Michael & Gail Johnson
Ray & Nita Johnson
Susan & George Johnson
Joseph & Holli Johnston
Carolyn & Richard Keith
Tom Kiley
Jerome & Jacqueline Klamerus
Dennis Knebel
John & Norma Kohnen
Paula Larson
Mary Liedloff
Sarah LoPresti
Nicole Love
William & Henrietta Lowndes
Jeffrey & Julia Lubelczyk
Marjorie Melamed
Bill Mahler
Philip & Joann Mancuso
Katie Mansell
Shonie & Richard Mantooth
Dennis Margulies
John & Vicki Marsh
Roger Martin
Jennifer McClintock
Dale & Janice McElhaney
Brian & Beth McKenzie
Dana & Adam McKinney
Tim & Molly Metz
Karen Mickus
Joseph Mileti
Dan Mims
Scott & Laura Montgomery
Tom Munger
Ed & Linda Neenan

Michael & Jamie Nees
William & Linda Neiheiser
Charles Nelson
Becky Nethercutt
Don Neuenschwander
Michael & Marsha Noller
W. Patrick Noonan
Juli Olson
Lawrence Ouellet
David Papez
Maria & Gregory Parsenow
Jeno Paulucci
Laurie Phillips
John Price
Joe Pulliam
Michael & Maryann Rampello
Rebecca Raney
Leslie Reynolds
Clay & Julie Robbins
James Roberts
Frederick & Nancy Robertson
Glenn Robinson
Barbara Rosnagle
Arthur & MaryAnn Russell
Randall & Elizabeth Russell
Anthony Ryan
Alex Salabarria
Dennis & Sally Sanders
Russell Saneto
Mark Schindler
Wade Schindler
Jeannine & Brett Schoenecker
Lloyd & Janice Schroer
Lyle Schutte
Colin & Gabrielle Scully
Darin & Sheri Seldes
David Selph
Dennis G. Shealy
Grace Sheppard
Lisa Sheppard
Jon & Jane Smalley
George Soba
Donna & Gail Spain
Dennis Strnad
Rick & Sheila Stutts
Chris & Mary Swinn
Robert Swoboda
David & Linda Swofford
Dan Taber
Walter Taber
Vincent & Blanche Thibodeau
Andrew Thompson
Joyce & Tony Tillemans
Kenneth & JoAnn Todd
John & Mary Anne Tuohey
John & Duane Turner
Bradley & Shelly Ulmer
Paul Vajda
Thomas & Mary Jane Vasilich
Joseph Vento
Joe & Clara Waller
Arthur Wasson
Patti Jean Weaver
Jerome & Margaret Welhouse
Lucas White
Chuck Wolf
Ernest Yates
Lynn Yeargin

DONORS  - THANK YOU!
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DAY IN THE LIFE (con’t)
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and someone that I look up to because he is trying to live every day to the 
fullest and enjoy it.  The funniest thing about Rocco and me is that we have 
similar stories; we both try to live positively with this disease because we 
realize how blessed we are as others with mito are more severely affected.  
He spent months trying to fi nd a diagnosis, and I was the same way.  We both 
have struggled with adversity, take lots of pills every day and pace ourselves.  
My favorite moment was not when he gave me the bat, like most would 
expect.  My favorite moment was when we just went off by ourselves, two 
people talking about the things they have in common and how it affects them.

So it all came down to game fi ve of the World Series.  On both nights of the 
rain delayed game we were dressed all in Phillies red with “Root for Rocco” 
buttons on our coats and a sign for the railing.  The fi rst night was pouring 
down rain and Rocco was in the line up.  By the end of the night, the sign was 
ruined, the game tied and thankfully, Rocco would have two days to rest his 
body for the remainder of the game.

On the second night, we went to hang the new sign and one of the ushers 
said that I could not put my sign up because it would bother the people in front 
of us.  With that, the people sitting in front not only helped my parents put the 
sign up, but explained that I had the same disease as Rocco, and didn’t he read 
the Philadelphia Inquirer!  When Rocco hit the tying homerun, I was so happy 
that I felt like I was on a sugar rush.  My mom and a friend cried, and the guy in 
front of me gave us a high fi ve and said that he can hit only one, but no more. 

It was paradoxical because I wanted the Phillies to win, but I also felt 
confl icted because of my illness and caring for Rocco; I wanted both and knew 
that was impossible.

So fate took it out of my hands, Joe Maddon substituted Eric Heinke for 
Rocco and Brad Lidge struck him out.  The Phillies won the World Series; Rocco 
won the world’s attention in the fi ght for mitochondrial disease, and it was a 
dream come true for many.

Note from the Editor:  Jamie has been a driving force in the state of New 
Jersey in advocating for the UMDF and mitochondrial disease research.  He 
has recently sent an email to his friends and family with his most recent goal.  
Jamie will be celebrating his 18th birthday in December and was diagnosed 
10 years ago, so he would like to see 1,800 letters sent to elected offi cials by   
April 1, 2009!  Good Luck, Jamie!  We know you will exceed your goal!  

LOVE FOR LIFE vs. LOVE OF THE GAME 

Jamie with his “ROOT FOR ROCCO” sign

I AM A PARALYMPIAN
teenagers and adults who face a similar struggle with mitochondrial disease.

To the naked eye,  Joe looks like a normal high school kid.  There is no 
outward sign that anything is wrong.  He received his diagnosis at the age 
of nine.  After playing on a youth football team, Joe started to have muscular 
issues and fatigue.  His parents initially thought the symptoms were the result 
of a football injury.  After a muscle biopsy, doctors determined that Joe was 
suffering from a mitochondrial myopathy.  Despite initially hating swimming, he 
credits his mom with making him stick with the sport that has become a family 
tradition.  Joe’s brother Jack, 13, is also a swimmer, and he too is affected with 
a mitochondrial disorder.  

“My life as an athlete is busy enough.  Add in battling mitochondrial 
disease, and it takes on a whole new dimension,” Joe says.  On days that 
he has swim practice, he gets up at 4:40 am and has a Power Bar.  Practice 
begins at 5:15 am. There are days that he has double swim practices.  “I swim 
until 7:00 am, then I eat breakfast in the car and it is off to school.  My school 
schedule has been put together to accommodate my fatigue and need for time 
on my Bipap ventilator.”

Joe’s school schedule is set up so that he has three classes in a room with 
students.  Two classes are structured for teachers to meet him in a separate 
room so that he is taught one-on-one.  He also has two classes in which he 
participates from home. “Sometimes during school, I hang out in the nurse’s 
offi ce and put an hour on my ventilator.  After school I try to get as much home 
work done as I can before I go back to another three-hour swim practice.”  
He does not get special treatment in the pool.  “My swim coach expects the 
same thing out of me as he does from my teammates.”  Five nights a week, 
Joe eats dinner in the car on the way home from practice.  Once at home, 
he fi nishes up homework, takes a hot bath and is in bed by nine o’clock.  It 
would be considered a tough schedule for a healthy person, let alone a person 
with a mitochondrial disease.  “There are days that I am very tired. But I keep 
swimming because I believe it keeps me going.”   There is no stopping his 
momentum.  Joe has already outlined his goals for 2009, “I am going to try to 
make my high school championship swim meet in three events.  I want to try 
and break a few Paralympic American records and most importantly get good 
grades.”

Joe swimming in the 2008 Paralympics in Bejing, China



IMPORTANT – THIS COULD BE YOUR LAST PRINTED NEWSLETTER

IMPORTANT NOTICE
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For the past 12 years, the UMDF’s Mitochondrial News has 
been an important informational tool for our members and 

for those who support our organization.  Four times a year, we 
deliver to your mailbox the very latest medical information, 
information for affected adults and fundraising successes as 
well as recognition to those who have donated over $500 to 
help us fund the research to fi nd a cure.  We remain committed 
to our mission of continuing to provide you with that very 
important information.  But, given turbulence in the economy, 
the UMDF must do everything possible to reduce expenses in 
order to keep our focus on funding the research that may lead 
to a cure.  That is why we are asking you to consider helping us 
reduce expenses by having your newsletter e-mailed directly to 
your inbox instead of your mailbox.  If everyone agreed to have 
their newsletter e-mailed, the UMDF could save thousands of 
dollars on paper and postage.  In fact, enough money could be 
saved to fund 1/3 of a typical research grant!   

If the UMDF has your e-mail address in our database, we 
will start e-mailing your newsletter to you starting with the fi rst 

issue of 2009.  (Note: To ensure your newsletter does not go 
to your spam box, please add ‘news@umdf.org’ to your e-mail 
contact list.) The newsletter will also be available to you on the 
UMDF website. 

If you have changed your e-mail address, do not 
think we have your current e-mail address, or want the 
newsletter in printed form because you do not have e-mail 
access, then we need to hear from you by January 31, 
2009.  Below you will fi nd a form called “My Mitochondrial 
News and Partners in Progress.”  This form will help us to make 
sure that each member and donor receives their copy of the 
Mitochondrial News and Partners in Progress.  Simply fi ll out 
the form and send it back in the enclosed envelope, fax to 412-
793-6477, e-mail news@umdf.org with your information, or call 
888-317-UMDF.  We will send hard copies out only to those who 
do not have internet access and have contacted us with their 
preferences.  

To ensure that you receive your Spring Issue, you 
must contact the UMDF.  

MY MITOCHONDRIAL NEWS AND PARTNERS IN PROGRESS

Name _____________________________________________________________________________ 

Address ___________________________________________________________________________

Phone Number ______________________________________________________________________

E-mail Address ______________________________________________________________________

____ UMDF should use the following e-mail address to send my newsletter electronically:

_____________________________________________________________________________       

____ I do not have access to e-mail and would like to continue receiving a printed copy by mail.

Please complete and return to:

United Mitochondrial Disease Foundation
Attn: Newsletter
8085 Saltsburg Road, Suite 201
Pittsburgh, PA 15239

Fax to: 412-793-6477 OR e-mail to: news@umdf.org,  please put “UMDF Newsletter” in the subject.
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live entertainment, a raffl e, a silent auction, 
as well as a Kid Zone area complete with 
bounce houses, a clown, magicians, cotton 
candy, tattoos, and balloon animals.  For 
more information, visit www.umdf.org.

• April 24-25, 2009. The fourth annual 
Caroline’s on My Mind Weekend will once 
again feature a golf tournament, a 5K Family 
Walk/Run and a BBQ/Band Party on Saturday 
evening.  All proceeds will benefi t the 
UMDF through the Caroline Virginia Pulliam 
Mitochondrial Disease Fund.  For more 
information, please visit www.umdf.org.

HOUSTON CHAPTER
• February 7, 2009. The annual 

Christopher’s Heart Fun Run will take 
place at Sam Houston Park in Houston, TX.  
This run/walk event is held in memory of 
Christopher Schindler.  For more information, 
please visit www.christophersheart.com. 

OHIO CHAPTER
• April, 2009. The fi fth annual Guest 

Bartender Night will be held at the 82nd 
Street Grill & Pub in North Royalton, OH.  In 
the past four years, this event, organized 
by John Kobunski, has raised more than 
$15,000 for the UMDF.

SOUTHWEST LOUISIANA MITO GROUP
• March 28, 2009. Jude’s Fais Do-Do for 

Mito will be held at the American Legion 
in Sulphur, LA.  The event includes dinner, 

ATLANTA CHAPTER
• January 11, 2009. Brian and Lorie Gassel 

are running in the Disney Marathon at 
Walt Disney World in Orlando,FL in honor 
of their daughter Morgan.  If you would 
like to learn more or donate to Marathon 
for Megan, please visit www.umdf.org/
marathonformegan. 

• March 28, 2009. The second annual All 
Aboard for a Cure Atlanta 1 Mile Walk and 
Family Fun Day will be held at Thrasher Park 
in historic Norcross, GA.  Activities include 
bounce houses, a magician, a DJ, games 
and prizes for kids, a craft area and a cookie 
decorating booth.  The Music Class will also 
be on hand to do a live audience participation 
performance.  Please visit www.umdf.org/
atlantawalk for more information.    

CALIFORNIA CHAPTER
• March 7, 2009. The fourth annual 

dinner and silent auction honoring Brittany 
Wilkinson will be held at Break the Barriers 
in Fresno, CA.  Proceeds will be donated to 
the UMDF through the Brittany Wilkinson 
Research Fund.  For more information, please 
visit www.brittanywilkinson.org.

CAROLINA FOOTHILLS CHAPTER
• February 21, 2009. The Hope.Energy.

Life. Golf Tournament and Family Fun Day 
in honor of Olivia Custer will be held at the 
Island West Golf Course in Bluffton, SC.  In 
addition to golf, the event will also include 

dancing, a silent auction and raffl es.  We 
are honored to have Mary Kay Koenig, MD 
as the honorary chair for this event.  Please 
visit www.judesmitojourney.com for more 
information.

ST. LOUIS MITO GROUP
• April 11, 2009. The sixth annual Mito-

What? Family Fun Day will be held at 
the Shrine of Our Lady of the Snows in 
Belleville, IL.  Please contact Marsha at 
marshamarshamarshah@charter.net for 
more information, or visit the event web page 
at www.umdf.org/stlouisrace.

AROUND THE COUNTRY
• January 2009. St. Bernadette’s School 

in Monroeville, PA will once again be 
participating in the Coins for a Cure 
campaign in memory of Gina Mohan.   

• January 26 - February 11, 2009. The 
National Honor Society at Minnechaug 
Regional High School in Wilbraham, MA will 
have their annual basket raffl e to benefi t the 
UMDF. 

• March 20-21, 2009. Preston’s March for 
Energy will be held in Virginia Beach, VA.  
The event is held in conjunction with the 
Shamrock Sportsfest.  In 2007, over $25,000 
was raised by the Shamrock Sportsfest 
Community.  The proceeds from this year’s 
event will be donated to the UMDF in honor 
of Preston Buenaga.   



FUNDRAISING HIGHLIGHTS
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• May 2, 2008.  The third annual Josie 
Mazzo Children’s Charities Golf Tournament 
was held at Greystone Golf Club in Dickson, 
TN.  The event raised over $47,000, and the 
UMDF received a portion of the proceeds.

• September 13, 2008.  The Sip and 
Savor the Moment for a Cure was held in 
honor of Hannah Pallas.  The event took place 
at La Casa Narcisi Winery in Gibsonia, PA.  
The event raised more than7 $18,000 for the 
UMDF!

• September 20, 2008.  The Savannah’s 
Hope Walk was held in Altoona, IA.  The event 
raised $550 in memory of Savannah Bagby.  
Thank you to the Bagby Family for your hard 
work and dedication to the UMDF.

• September 20, 2008.  The Mito 5K 
Walk/Run was held at Thomas Lake Park in 
Egan, MN.  The event has raised more than 
$11,000 to date to benefi t the UMDF.  Thank 
you to all who helped make the event a 
success!

• September 20, 2008.  Kicking off the 
Mitochondrial Disease Awareness Week 
activities, the Idaho Mito Group hosted an 
Energy Bowl-A-Thon held at Meridian Bowling 
Lanes in Boise, ID.  All of the bowlers enjoyed 
a day of bowling fun and raised $2,000 for 
the UMDF!

• September 23, 2008.  Instead of 
charging patients for services at the Spring 
Hill offi ce of Campbell Station Chiropractic, 
patients were asked to make a donation 
to the UMDF.  Not only did the event raise 
awareness for mitochondrial disease, but it 
also raised $2,320 in honor of Natasha Milani.

• September 26, 2008.  The Elena’s Hope 
Dinner was held in Kimberly, WI in honor of 
Elena Welhouse.  Proceeds from the event, 
totaling more than $6,000 to date, benefi ted 
the Elena’s Hope Research Fund with the 
UMDF.

• October 2, 2008.  Friends and 
classmates of Daniel Heyman enjoyed some 
sweet treats and supported the UMDF.  

OTHER NOTABLE EVENTS
Maggie Moo’s Ice Cream and Treatery set 
aside a large portion of their sales to promote 
research and awareness in honor of Daniel.  
An outstanding $802.20 was donated to the 
UMDF!  

• October 11, 2008.  The second annual 
Kure for Kat was held at South Lakes Park 
in Denton, TX, in honor of Katherine Dickens.  
The event was a huge success, raising $7,200 
for the Katherine Dickens UMDF Research 
Fund.

• October 16, 2008.  The annual Chris 
Schindler Memorial Celebration was held at 
The Briscoe Manor in Richmond, TX.  More 
than $500 to date was donated to the UMDF 
in memory of Chris Schindler.

Sip and Savor the Moment for a Cure The Dickens’ Family at Kure for Kat

GIFTS FROM THE HEART
• In lieu of gifts, newlyweds Glenn and Amy 

Green asked their wedding guests to make 
contributions to the UMDF.  In total, $375 was 
donated in honor of Sophie Edwards who was 
one of the bridesmaids at the August 15, 2008 
wedding.  

• The Class of 2009 of Shawnee High School in 
Medford, New Jersey donated $3,189 to the 
UMDF in honor of Jamie Smith.  Several of his 
friends attended the Jamming for Jamie event 
held in his honor.

• The students in Ellington, CT participated in 
the Windermere School Mileage Club Walk 
during recess on September 24, 2008 in 
memory of Matthew Bailey.  The students 
collected money for each lap they completed 
and donated the funds to the New England 
Chapter’s Mito Walk and Family Fun Day 
event held in September.  A special thank you 
to all of the students who participated!   

• The members of Delta Gamma sorority at the 
University of Miami held their annual walk/
run in honor of Bobby Arnold on September 
27, 2008.  The event was held on the scenic 
campus of the University of Miami in Miami, 
FL.  Thank you to the sisters of Delta Gamma 
for your continued support of the UMDF! 

• A poetry reading was held on October 29, 
2008 at the Cornerstone Restaurant in 
Genesee Depot, WI.  The event was held in 
memory of Sam and Zach Juhlmann.  Thank 
you Mary Jo Balistreri for organizing this 
event.

• Southwest Elementary School in Danville, 
IL participated in Coins for a Cure during 
Mitochondrial Disease Awareness Week 
and raised $651.12 in honor of Christopher 
Adkins.  A story also ran in the Commercial-
News, which Stacy Lomax hopes will help 
raise awareness for mitochondrial disease.  
Thank you Stacy for all of your hard work!

• Free-will donations at Krave Salon and 
Allure Salon were accepted for Elena’s Hope 
Cut-a-Thon in honor of Elena Welhouse.  The 
donations benefi ted the UMDF through the 
Elena’s Hope Research Fund.

Windermere Elementary School Students
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Capitol Hill Visits
The United Mitochondrial Disease Foundation is planning to hold our 
fi rst ever ‘Day on the Hill’ on June 25, 2009.  The Day on the Hill is 
being held in conjunction with our annual symposium to allow you, 
your family and friends to advocate for federal funding of mitochondrial 
disease research.  Attendees will have the opportunity to meet with their 
members of the House of Representatives and United States Senators to 
tell their stories.   

The UMDF has created an attendance survey for those planning on 
coming to Washington D.C. for the Day on the Hill.  The purpose of the 
survey is for us to have an idea how many people are planning to attend, 
any specifi c needs that need to be addressed and what type of activities 
could be offered.  To take the survey, visit www.umdf.org/symposium 
and click on ‘Day on the Hill Survey’.  

Once you have taken the survey, the UMDF will be in touch with you 
to set up your appointment with your elected offi cials.  In order to set up 
your meeting, we need to know months in advance if you are planning 
to come to Washington, D.C.  This is not our requirement, but the rules 
many Congressional and Senatorial offi ces impose. 

UMDF Action Center
Using the UMDF Action Center is simple.  In fact, we have created a tutorial 
that you can watch on your computer that will show you how to use the Action 
Center.  You can view the tutorial by going to the main page at www.umdf.
org and clicking on the link that says ‘Learn how to use the Action Center by 
viewing this tutorial.’

The Action Center is the most important tool we have in helping you in your 
advocating efforts.  Signing up is free, and it does not obligate you, your family 
members or friends to join the UMDF.  Once you are signed up and select a 
username and password, you will be able to send letters to your U.S. House 
member and your two U.S. Senators.  Click on ‘create and send a letter to your 
elected offi cial,’ and a prefi lled letter will appear.   You will be given an option 
to email, mail or fax a letter.  Choose one that works for you; however, email is 
the best way to send the letter.  

There are items in the letter that will need to be personalized by you.  YOU 
MUST READ THROUGH THE LETTER AND ADD THOSE PERSONAL DETAILS.   For 
example, in the body of the letter, you will see [YOUR STATE]; delete that, 
and add the state in which you live.  You will also see [BRIEFLY TELL YOUR 
PERSONAL STORY]; again, you will want to delete that and provide details 
about how mitochondrial disease affects you, your loved one or friend.  
Scroll down through the letter, and you will see a sentence that says, “As 
a concerned member of the community and as an [AFFECTED ADULT, THE 
PARENT/GRANT PARENT OF A CHILD].”  Delete that, and add information if you 
are an affected adult, parent of an affected child or grandparent of an affected 
child.  Finally, the letter calls for you to write in your state name again.  The 
Letter to the Editor has the same bracketing information that will need to be 
changed by you.

You may also delete the entire contents of the pre-fi lled letter and write 
your own.  Once you are done with either the prefi lled letter or your own 
draft, click ‘Preview,’ and you can see your letter and which elected offi cials 
or newspapers are designated to receive it.  If the letter meets your approval, 
click ‘Send,’ and it will either email it to the recipient or print you a copy for 
regular mail or fax.  It’s that simple.

What if I will have a new U.S. House or Senate Member?
Many of you will have new U.S. House and Senate members in January.  

For example, with the election of Barack Obama as President of the United 

States, Illinois residents will have a new U.S. Senator.  We realize that there will 
be incoming members of the House and Senate, and we will have a new letter 
ready to be used in early January.  The UMDF will let you know when these 
letters are ready.

I have sent my letters - What should I do next?
According to our advocacy plan for 2009, all members should have sent a 

letter to their elected offi cial and a letter to the editor.  We are trying to reach 
1,000 letters by April 1, 2009.  As of our newsletter deadline, we have over 500 
people who have sent letters.  If you’ve not advocated, you need to do so today.  
If you have sent a letter, it is now time for you to locate the phone number and 
address in your local area for your U.S. Congressman and U.S. Senators and 
make an appointment for a visit to meet them in person.  Planning for your 
visit is simple, and the UMDF has put together a few pointers to help you in our 
advocacy toolkit.  Visit www.umdf.org/advocacytoolkit or contact the UMDF to 
receive a copy. 
You will want to read the following sections in the Advocacy Toolkit:

Mitochondrial Disease Fact Sheet (you can print this and leave it with 
your representative or his/her staff member)
Links to Other Diseases (again, this can be printed and left behind)
Talking Points (messages you need to use during your meeting)
Working With Elected Offi cials (gives you the basics on writing and 
meeting with your elected offi cials)

Why is this important?
We want to make a very strong showing on Capitol Hill on June 25, 2009.  

We need elected offi cials to be introduced to mitochondrial disease, the links 
to other diseases, and the importance of allocating more federal dollars that 
could fund the research for a cure.  Our Day on the Hill in June will not be a 
one time visit, we plan to start the dialogue about mitochondrial diseases on 
Capitol Hill.  We will be back, each time making increasing progress – but we 
need to start now.

•

•
•
•

SAVE THE DATE

MITOCHONDRIAL MEDICINEMITOCHONDRIAL MEDICINE
2009:2009:

CAPITOL HILLCAPITOL HILL

SHERATON PREMIERE AT TYSONS CORNER - 
WASHINGTON, DC AREA

SCIENTIFIC MEETINGS: JUNE 24-27, 2009
CAPITOL HILL VISITS: JUNE 25, 2009 

FAMILY MEETINGS: JUNE 26-27, 2009



MEET LORA - By: Rose Mary Wasielewski

ADULT CORNER
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M                                                             y daughter Lora was diagnosed with 
mitochondrial myopathy when she was 

20 years old. She was a pharmacy student at 
the time and brought a disturbing symptom to 
our attention. She told us that when she missed 
a meal at school, her muscles ached all over 
and then she felt weak for about two weeks 
afterward. Our family doctor sent us to Rush 
University Medical Center, and that was where 
we heard the term “mitochondrial myopathy” 
for the fi rst time.

As a nurse for almost 30 years at the time, 
I had never heard the term before.  I did a 
literature search, and after reading the papers 
on mitochondrial 
diseases, my heart 
sank. My beautiful 
“baby” daughter 
was being given 
a challenge 
far worse than 
anything that 
most young adults 
would encounter.  
The future was 
uncertain – we 
didn’t know how 
this strange 
disease would 
play out in Lora. 

Yet Lora took the diagnosis in stride and 
was determined to fi nish pharmacy school. She 
even fi nished as an accelerated student.

As we went through testing and visits with 
various specialists, Lora’s childhood challenges 
began to make more sense. Lora was my third 
daughter and developed normally as an infant. 
There was always a pack of kids at our house, 
and Lora was able to keep up with the pack. 
She rode a bike, played with Big Wheels and 
seemed to do what all the other kids were 
doing.    

At age fi ve, she played soccer but always 
seemed to be at the back of the pack of kids 
running. She started softball at about age 
seven and was a star pitcher. But as the other 
girls got older and stronger, Lora wasn’t able to 
keep up with them. Lora ran bases as if in slow 
motion and didn’t seem to have the refl exes to 
catch a line drive. I feared for her safety and 
her psyche, because the girls started to make 
fun of her when she ran, and she dropped out 
of softball. When I asked the pediatrician why 
she couldn’t run, he said that she had knock 

knee. Later, when I brought up her shortness 
of breath, he treated her for exercise-induced 
asthma, but the inhaler didn’t seem to help. We 
all learned to accommodate for Lora – thinking 
she was just the “lazy one.”

When Lora entered high school, she 
followed two older sisters who were star 
athletes. She knew that she couldn’t play any 
sports like her sisters did. She could barely 
make it through gym classes. Thinking that she 
was a total failure, her studies suffered in her 
freshman year. To boost her self esteem, her 
sister got her a job at a drug store. It was there 
that she discovered a fascination with medicine 

and prescriptions 
and made a 
complete turn 
around in her 
studies.

Lora now 
works full time 
as a retail 
pharmacist. She 
is 30 years old, 
and every day 
is a challenge. 
She awakens 
every morning 
in pain from the 
lactic acid in 

her muscles. She  feels tired in spite of a full 
night’s sleep. Stairs are next to impossible 
because her muscles in her thighs are 
extremely weak. She can’t take a walk around 
the block or walk her dog – she can’t even walk 
200 feet without getting exhausted.  Opening 
a jar is impossible, and even bottled water is 
sometimes a challenge.  She has a handicap 
placard for her car and uses it most of the time.

Yet Lora is my hero. She never misses a day 
of work even when she has a “brown out” and 
is feeling especially weak. She loves her work 
and everyone loves her. She goes out of her 
way to help her patients. In spite of her pain, 
weakness and disability, she is focused and 

committed to helping others and doing what 
she loves most. She is kind, caring and gentle 
– a beautiful fl ower in a fragile and weakened 
vase.

I look at her with pride but also with lots of 
pain. I feel helpless watching her get weaker 
as the months and years go by. I promised that 
I would take her to the best doctors no matter 
what the cost – but even the best have no cure.  
I pray every day for a miracle because I know 
that it will take a miracle to cure her. I only 
hope that the miracle or cure happens before 
my beautiful little fl ower fades.

CALLING ALL ADULT MITOCHONDRIAL PATIENTS! 
Mitochondrial News Needs YOU!  Please consider submitting an article on 

your experiences with a specifi c 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.
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United Mitochondrial Disease Foundation 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 the UMDF, enabling the 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 criteria of age, time invested, talents demonstrated, eff ectiveness, and 
generosity.  For nominees who implement fundraising projects, the judges will consider the uniqueness and 
creativity of the project, communication, 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.

Instructions:  Any UMDF member can nominate an individual for this award.  Fill out the form below and attach the 
requested information.  The UMDF will announce the winner at the annual symposium and will present the winner 
with a plaque.  The Heartstrings Award winner will be featured on the UMDF web site and recognized in the UMDF 
Mitochondrial News newsletter.

In 100 words or less, please explain how this individual has “tugged at your heartstrings” through fundraising for or 
donating to the UMDF.  Identify important features of the nominee’s activity, such as the time invested, creativity, 
communication skills, determination, eff ectiveness, and generosity.  You may also attach 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 the gifted funds, thank you letters, 
letters sent with the donation, and so forth).

Please type your essay and attach it to the nomination form.  

Mail the nomination by April 24, 2009 to:

United Mitochondrial Disease Foundation

Attn: Heartstrings Award

8085 Saltsburg Road, Suite 201

Pittsburgh, PA 15239

Or fax to 412-793-6477 or e-mail the nomination by April 24, 2009 to info@umdf.org.

Person Nominating
Name: ____________________________________________________________________________________ 

Address: ___________________________________________________________________________________

Phone: ____________________________________________________________________________________

Email: _____________________________________________________________________________________

Nominee for the Award
Name: _____________________________________________________________________________________

Address: ___________________________________________________________________________________

Phone: ____________________________________________________________________________________

Diagnosis (if known): ________________________________________________________________________

Age (must be less than 18 years old at time of donation or event): ____________________________________
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United Mitochondrial Disease Foundation 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 confi rmed 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.

Instructions:  Any UMDF member can nominate an individual for this award.  Fill out the form below 
and attach the requested information.  The 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.

In 100 words or less, please explain how this individual overcomes daily challenges to achieve goals in 
career, family, and volunteer service.  Please provide examples of how the individual demonstrates a positive 
attitude, hope for a brighter future, and an enthusiasm that inspires others.  You may also attach copies of 
articles about the nominee and lists of projects, activities, or clubs the nominee is involved with.

Please type your essay and attach it to the nomination form.  

Mail the nomination by April 24, 2009 to:

United Mitochondrial Disease Foundation

Attn: LEAP Award

8085 Saltsburg Road, Suite 201

Pittsburgh, PA 15239

Or fax to 412-793-6477 or e-mail the nomination by April 24, 2009 to info@umdf.org.

Person Nominating

Name: ____________________________________________________________________________________ 

Address: ___________________________________________________________________________________

Phone: ____________________________________________________________________________________

Email: _____________________________________________________________________________________

Nominee for the Award

Name: _____________________________________________________________________________________

Address: ___________________________________________________________________________________

Phone: ____________________________________________________________________________________

Diagnosis (if known): ________________________________________________________________________

Age (must be at least 14 years old): _____________________________________________________________
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A “Probable” Diagnosis                 
Read page 1!

Problems explaining extreme 
fatigue to teachers?
See page 3!

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

Heartstrings and LEAP Award 
Nomination Forms 
Find out more on pages 10-11!

UMDF MERCHANDISE
UMDF merchandise is a great way to raise awareness and to support 
the UMDF and all those affected with mitochondrial diseases. The 
UMDF’s new logoshop opened up over the summer!  Check out all the 
new merchandise and old favorites available at http://umdf.promoshop.
com.

NEW UMDF STAFF MEMBER
The UMDF would like to introduce the newest member of the 
Development Department, Kylie Dunmire.  Kylie is a 2005 graduate of 
Allegheny College and received her Masters in Sport Management from 
Slippery Rock University.  Kylie will be taking charge of the Coins for a 
Cure, Tea for Mito, and Energy for Life campaigns, and assisting those 
doing Mitochondrial Disease Awareness Week activities.  Please join us 
in welcoming Kylie to the UMDF!

ANNOUNCEMENTS
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SUBMISSION DEADLINE FOR VOLUME 14 ISSUE 1 IS 
JANUARY 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.

MITOCHONDRIAL NEWS AND PARTNERS IN PROGRESS
The next issue of the Mitochondrial News and Partners in Progress, 
Volume 14 Issue 1,  will be going virtual!  What does this mean to you?  
It means that your copy of the Mitochondrial News could come to your 
e-mail box instead of your mail box!  Please see page P7 of the ‘Partners 
in Progress’ for more details! 

MITOCHONDRIAL DISEASE AWARENESS WEEK
September 21-27, 2008 was Mitochondrial Disease Awareness Week!  
This designation has been adopted in 19 states nationwide, fi ve of 
which have a permanent resolution!  UMDF Chapters, Mito Groups, 
Ambassadors and members held awareness and fundraising events 
across the country during the amazing week of awareness.  The 
following states have designated the third week of September as 
Mitochondrial Disease Awareness Week!

California
Connecticut
Indiana
Iowa
Kansas
Louisiana
Massachusetts

Mississippi
Ohio
Pennsylvania
Tennessee
Texas
Washington
West Virginia

Permanent Designation          One Time Designation in 2008

Alabama
Georgia
Michigan
New Jersey
Wisconsin

The following Grand Rounds are scheduled for 2009:
• January 27, 2009 in Lexington, Kentucky
• February 3, 2009 in Phoenix, Arizona
• March 3, 2009 in Nashville, Tennessee
• March 6, 2009 in Milwaukee, Wisconsin
• April 1-2, 2009 in Memphis, Tennessee

For more information on the Grand Rounds program, 
contact Janet at 888-317-UMDF, email janet@umdf.org or 
visit www.umdf.org




