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As you are reading 
this, the UMDF staff 
is working diligently 

behind the scenes to 
orchestrate what has come to 
be known as THE meeting for 
mitochondrial medicine.  We 
call it Mitochondrial Medicine 
2016.  Scientists, researchers, 
physicians and allied health 
members, patients and 
families, will descend on 
Seattle in just a few weeks.   If you have 
been to an annual UMDF symposium, I 
hope you came away with an expanded 
knowledge of the disease, symptoms, and 
most importantly, potential therapies and 
treatments.    
 
If you are not able to come to Seattle this 
year, look for excerpts from this meeting 
on the UMDF website in the months 
ahead.  Also, UMDF offers Regional 
Symposia.  In 2015-16, regional meetings 
were held in the Southeast, Central, and 
Great Lakes regions.   For those of you 
who are close to Philadelphia, we are 
planning a regional meeting in the fall. 
Think of these meetings as “Symposium 
Lite”.  They give you a one day opportunity 
to participate, gather information and have 
your questions answered.  Check out the 
regional website to stay up to date on the 
upcoming UMDF Regional Symposia at 
www.umdf.org/regionalsymposia. 

Speaking of dates, UMDF celebrates a 
significant milestone this spring.  On April 
28, 1996, the United Mitochondrial Disease 
Foundation was officially incorporated as a 
non-profit patient advocacy organization.   
I have asked our CEO/Executive Director, 
Charles A. Mohan, Jr., to tell you a little 
bit about UMDF’s first 20 years in this 
newsletter.   Isn’t it fascinating that 
our humble beginnings started in the 
basement of a home and have grown to 
the largest patient advocacy organization 
representing those who suffer from a 
mitochondrial disease or disorder. 

So much has changed 
since our first symposium in 
1997.   We now know much 
more about mitochondrial 
diseases.  Scientists and 
researchers have developed 
better diagnostic tools.   
We continue to hear more 
and more about potential 
treatments. We have found 
our voice in Washington, DC, 
and, as a result, our elected 

officials are directing more resources 
of the US Government to help patients 
and families impacted by mitochondrial 
disorders.  But we still have much work 
to do.   We have started a significant 
collaborative process to help even more 
sharply define our goals and priorities. We 
look toward the next 20 years and beyond, 
and we look forward to sharing more on 
this soon.  

Whether you are new to UMDF or have 
traveled this path with us for the past 
20 years, we are honored to be your 
advocate.  We look forward with optimism 
– confident that together we can navigate 
the Roadmap to a Cure.  I hope to see 
you in Seattle in June.   Happy 20th 
Anniversary to us all!

Patrick Kelley, UMDF Chairman

From the Chairman
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T
his October our daughter, Gina, would be 37. 
She would be married with three children.  
She would be an elementary school teacher 
who is well respected by her peers and liked 

by her students and she would remind her brother 
when it’s our birthdays and anniversary, but instead…  

Twenty years ago:
•	 A year after Gina’s passing Adrienne and 

I continued working out of our basement 
collecting and disseminating information on 
mitochondrial disease.

•	 There was the:
o COX (Cytochrome C Oxidase 

Deficiency) Foundation (Pittsburgh)
o National Leigh’s Disease (NLDF) 

Foundation (Mississippi)
o People Affected with Leigh’s Disease 

(PALS) (California)
o Mitochondrial Disorders Foundation of 

America (MDFA) (California)
o Juvenile Undiagnosed Mitochondrial 

Problems (JUMP) (Michigan)
o Association of Babies with Carnitine 

Deficiency (ABCD) (Chicago)
•	 I met with Chana Scholl, who founded the COX 

Foundation in honor and memory of her son, 
Colby, and convinced her that we could be 
more effective if we were not disease specific 
but united. (Chana passed away February 3, 
2005).

•	 I met with Charles Wilbanks who founded 
the National Leighs Disease Foundation 
(NLDF) in honor and memory of his grandson, 
Christopher. We met at his office in Corinth, 
Mississippi, where he agreed we could be 
more effective if we were not disease specific 

but united.  He closed the NLDF and conveyed 
its assets to UMDF. (Charles Wilbanks passed 
away in Jackson, Mississippi on December 16, 
2013 at age 79).

•	 We began contacting other mitochondrial 
groups informing them of our intentions to 
work together with a focus on engaging the 
medical community by coordinating and 
uniting efforts.

•	 Leaders of COX, PALS & NLDF met in Los 
Angeles to develop name, mission statement 
and board of trustees for the newly formed 
UMDF.  I was asked to chair the newly formed 
UMDF.

•	 I called my attorney to thank him for 
successfully changing the name of the COX 
Foundation to the United Mitochondrial 
Disease Foundation and registering it with the 
IRS as a 501c3 not for profit.

•	 I called Dr. Salvatore DiMauro and Dr. Gerry 
Berry asking them to continue as medical 
advisors to the UMDF.

•	 We hired UMDF’s first team member, Kara 
Strittmatter, to help with our 85 members.

o Kara is still with the UMDF focused 
on a cure and continues to help 
coordinate the efforts of our 60,000 
contacts from every state and 152 
countries.

•	 We only thought of funding research; today 
UMDF is the largest non-governmental funder 
of mitochondrial research in the world.

•	 Very few physicians knew about mitochondrial 
disease; today, we have educated over 
5000 physicians through our Grand Rounds 
program. 

Twenty Years Ago...
By Chuck Mohan, UMDF CEO
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•	 There was no Congressional approach; today, 
we have established the first Mitochondrial 
Disease Caucus in Washington, DC, and have 
hosted three UMDF Days on the Hill with over 
400 Congressional attendees.

•	 There was little hope of effective treatments; 
today, we have developed partnerships with 
the pharmaceutical industry and are involved 
in clinical trials towards more effective 
treatments and potential cures.

•	 There was little hope, but today, you have 
helped us re-define hope by turning Tragedies 
into Tributes and Tributes into Triumphs! 

In the past twenty years, I have written and signed 
over 1500 condolence letters and sympathy cards, so, 
today:

I want a remote control that will allow me to fast-
forward and see the next twenty years.  I want to 
record the interesting events that I can’t attend and I 
certainly “zap” out the boring ones I have to attend.  
But, most importantly, I want to fast-forward ahead, 
so I can look at the path UMDF has traveled in its 
“quest for the cure.”

I want to fast-forward to see UMDF occupying major 
office buildings around the world with a staff of 300 
servicing the global mitochondrial community.  I want 
to fast-forward to the day when UMDF awards 250 
million dollars annually in research grants and support 
of clinical trials.  And, yes, I want to fast-forward to 
the Academy Awards and see 90% of the participants 
wearing UMDF’s Hope-Energy-Life lapel pins.

I want to look back on the growing pains, the hard 
work and sleepless nights of all the volunteers and 

laugh at how they were only minor inconveniences 
compared to the results they produced.  I want to 
fast-forward to view the many Mitochondrial Centers 
of Excellence established around the world.  I want 
to see my next trip to the NIH not as a stranger 
but as a welcomed visitor to the National Institute 
of Mitochondrial Disease (NIMD).  I want to see 
doctors using non-invasive tests to easily diagnose 
mitochondrial disease and administering effective 
treatments and cures.

Most of all, I want to get to the end of the story.  I 
want to fast-forward and watch the dismantling and 
closing of the UMDF because of no need; because of 
effective treatments and cures for all mitochondrial 
diseases.

Bestselling author, Nora Roberts, said, “If you don’t 
go after what you want, you’ll never have it. If you 
don’t ask, the answer is always no. If you don’t step 
forward, you’re always in the same place.”

Let’s all continue to strive to seek a common good 
beyond our comfort zones going after what we all 
want;  let’s all continue to ask the hard questions 
and seek the answers; and let’s all step forward to do 
what we must rather than what we can.

Hold on to your hats, the next twenty years will be 
life-changing.

By Chuck Mohan, UMDF CEO
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Uplifting stories about our members

Pioneering Families

Our son, David, was diagnosed with an unspecified 
Complex I disorder in 1998 at age 7 after 6 years of tests 
culminating in a trip from our home in Boston to Atlanta 
for a “live” muscle biopsy. Back then, no one we knew 
(including us and most doctors) knew anything about 
mitochondrial disease. Discovering UMDF and attending 
our first UMDF symposium in San Diego was truly a gift that 
got us started on the journey of learning about and dealing 
with the reality of a mito diagnosis. In the years since, 
UMDF’s efforts have helped to make the process of getting 
a diagnosis, learning to understand it and finding a way to 
live with it easier for so many families while also giving us 
all a united voice in the effort to raise awareness and find 
a cure. Although I often tell people that mito is not really 
a “support group disease,” because it is so different for 
everyone, having a support system is essential in dealing 
with this unique challenge that we all face. UMDF is that 
support system, which is why we support UMDF.

-The Hefferon Family, Virginia

We connected with UMDF and Chuck Mohan in December 
of 1996 and attended the first “UMDF” conference in 
Philadelphia in April of 1997 where, my daughter, Heidi, met 
her first Mito friends who lasted the rest of her life, including 
her favorite, Chuck. There have been huge advances 
in diagnosing, family support and education, public 
awareness, and political advocacy. The best to hope for is 
a cure within the next 20 years. But, the next best wish is 
for treatments that will curb the progression of the disease 
in mito patients and allow them to live a normal life free of 
pain and suffering. UMDF staff and Board are top quality 
people who truly care and are committed to “our cause” 
and make me so proud to be a volunteer for this amazing 
organization.

-Norma Gibson, California

We are thrilled to celebrate our 20-year anniversary at UMDF and are so grateful for the support from you, 
our families, friends and donors.  Following is a highlight of some of our “pioneering families” who were 
featured in our recent spring appeal.  We hope you enjoy reading about their journey.
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My journey began before UMDF was formed with a phone call from my neighbor, Chuck 
Mohan, looking for a liquid form of COQ10 for his daughter, Gina. Chuck knew I was a senior 
executive with GNC, and my one phone call to the GNC team solved Chuck’s problem – we 
had a CoQ10 & Soybean Oil mixture formulated.
 
Little did I know that this was the beginning of the most incredible and satisfying journey of 
my life; one I could have never imagined 20+ years ago! I’ve met some of the most amazing, 
dedicated, caring and hard working groups of people, focused on a single important cause, 
the mission of the UMDF, and making amazing progress over this time!
 
The UMDF has made many giant steps becoming a global leader in the fight against 
mitochondrial disease and progress in finding treatments and cures!   You all have made 
tremendous contributions in so many ways,  and the contributions and accomplishments 
of each and every one of the staff, volunteers, doctors, researchers, board members and 
donors should be celebrated as the UMDF turns 20 years old.  Each and every day, all of you are giving so many individuals and 
families hope, in knowing they have someone by their side to support them in times of difficulty.  

I have been blessed in knowing so many affected individuals and families dealing with Mito while at the same time directing every 
ounce of ENERGY to the mission of the UMDF. These individuals and many others have inspired me to be a better person, focused 
and dedicated to the UMDF mission!  I am honored to have been a part of the UMDF family for the last twenty years!

- John DiCecco, Ohio

My first introduction to The United Mitochondrial Disease 
Foundation was in January 1997 while my wife Linda was 
still hospitalized.   Just shy of her 41st birthday, she was 
diagnosed with MELAS.  On March 7, 1997, Linda went to 
be with the Lord.  Two months later, our daughter Sandy 
and I went to our first symposium in Philadelphia, PA.  That 
was when we met several people who seemed to be as lost 
as we were.  We realized that this was our new family. I have 
been an avid supporter of The UMDF over the past 19 years 
giving my time, talents and finances as a fundraiser and 
board member.  I have seen the UMDF grow in leaps and 
bounds, supporting affected individuals and their families.  
The caring and support of the staff, board members and 
doctors associated with The UMDF is unprecedented. 

-Joseph Rice, Tennessee

In 1996, as members of the Leigh’s Disease Foundation, we 
met with a group in Cleveland, Ohio, and agreed to merge 
our organization with UMDF. The LDF members were initially 
worried that Leigh’s Disease would be overshadowed by 
some of the other diseases under the umbrella of UMDF. 
We have been lucky that my son Andy’s disease has 
progressed so slowly, allowing him to have a full life with 
his family and the many friends he has made. Recently, 
advances in genetic testing have given us more information 
about his prognosis and about other members of our 
family who no longer have to worry whether or not they are 
carriers. We still hope for a cure. No child should have to sit 
on the sidelines of life.

-Nancy and Donald Garrison, Tennessee
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F
ollow your hearts and find an inspiring mentor, Professor 
Vamsi Mootha urged Saudi students, that they too could 
emulate the success behind his winning of the King 
Faisal International Prize for Science (KFIP). This was 

one of the key messages Dr.  Mootha – Professor of Systems 
Biology at Harvard Medical School and co-director of the 
metabolism program at leading US research center the Broad 
Institute – shared with students and staff at a fascinating and 
motivating presentation at MAWHIBA (The King Abdullah and his 
Companions Foundation for Giftedness and Creativity) during a 
visit to Riyadh for the KFIP awards ceremony in late March.  

Dr. Mootha was a recipient of an UMDF research grant in 
2004, the 2012 UMDF Symposium Course Chair and a former 
member of the UMDF Scientific and Medical Advisory Board. Dr. 
Mootha has participated in several key legislative meetings in 
Washington, DC, on behalf of the UMDF.   
 
To date, 17 science and medicine KFIP laureates have gone on 
to win the Nobel Prize, underlining the stature in which the KFIP 
is regarded in international academic circles.

Vamsi Mootha Awarded International Prize 

The Custodian of the Two Holy Mosques, King Salman bin 
Abdulaziz Al Saud (left) presents the King Faisal International 
Prize for Science to Dr. Vamsi Mootha 

Dr. Mootha gives a 
lecture to students and 

staff at MAWHIBA
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Visit us at www.solacenutrition.com

R
are Disease Day 2016 was celebrated around the 
globe on February 29, 2016.  In the United States, 37 
events were held in state houses around the country.   
 

UMDF participated in an event with other rare disease 
organizations and the National Organization for Rare Disorders 
(NORD) in Harrisburg, PA, on March 16th.  UMDF CEO/Executive 
Director, Charles A. Mohan, Jr., addressed the group of rare 
disease advocates, lawmakers, patients and families. Education 
was the goal of the group.  They focused on raising awareness at 
the state level for the 1 in 10 people in Pennsylvania living with a 
rare disorder and the challenges they face.   Each attendee was 
scheduled to meet one-on-one with their state house member 
and state senator to continue the education process with state 
legislators. Many other UMDF members helped promote Rare 
Disease Day in their communities and in Washington, DC.

Rare Disease Day

Chuck Mohan (right) in attendance  
at the NORD meeting in Harrsiburg, PA



Stealth BioTherapeutics  

is committed to the development 

of therapies for mitochondrial 

disease and proudly supports the 

advocacy efforts of the UMDF

To learn more about our work, please visit  
StealthBT.com or follow us on social media:

@StealthBT       Stealth BioTherapeutics
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We have some exciting news! UMDF CEO/
Executive Director, Charles A. Mohan, Jr., is 
one of the three finalists selected in the BIO 

2016 Future Makers program.   
 
Chuck was selected from a field of several candidates 
through an online voting effort, and is among the three 
that secured the highest number of votes.  He is now 
recognized by BIO 2016 as a person who has overcome 
obstacles to pursue innovations that will help heal, fuel 
or feed the world.  Chuck is being recognized for his 
efforts in creating and making the United Mitochondrial 
Disease Foundation a leading patient advocacy 
organization.   Chuck will speak about this endeavor to 
over 15,000 biopharma professionals covering a wide 
spectrum of life science and application areas including 
drug discovery, bio manufacturing, genomics, biofuels, 
digital health and more, at the BIO 2016 Convention in 
San Francisco in June.  We are very excited to make this 
announcement and offer our sincere congratulations to 
Chuck for his tireless efforts!

Mohan Named Top Finalist in BIO 2016 Future 
Makers Program

Available at: CVS stores, Target stores, 
www.temptraq.com, amazon.com, 
cvs.com, fsastore.com 

For More information
VISIT www.temptraq.com
phone: 1-440-249-5440 
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We recognize that caregivers and their dependents are of 
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dependents are living longer as well.

That’s why the MetLife Center for Special Needs Planning  
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protect your loved one — even when you may no longer  

be there for them. Let us show you how. 

Call MetLife at 877-638-3375 or visit us at  

www.metlife.com/specialneeds

© 2016 Metropolitan Life Insurance Company, New York, NY 10166       
L1214405125[exp1116][All States][DC,PR]    PEANUTS © 2016 Peanuts Worldwide LLC    1601-376319 CS
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I
f you are a Back to the Future fan, you 
know exactly what the Flux Capacitor 
is!   It is the power generator created 
by Doc Brown for the DeLorean which 

required 1.21 gigawatts of electricity to 
make time travel possible.   Just like the 
mitochondria are the power generators 
for our cells – this clever team name was 
thought up to help bring awareness to 
mitochondrial disease!   
 The Future Flux Capacitors of America 
have been walking in our San Francisco 
Bay Area Energy for Life Walkathon since 
2012!  When asked where the clever name 
came from, Ryan tells us that it originated 
from one of their founding team members, 
Doug Morgan.   He connected our 
mitochondria to the flux capacitor and the 
rest is history – or the future!  Sadly, Doug 
passed away four and a half years ago – 
but his team name for Ryan lives on!
 The Future Flux Capacitors of 
America walk each year for Ryan O’Rourke 
and other family members afflicted with 
Mitochondrial Disease.  Ryan lives in 
California with his family.  Ryan was 
diagnosed with MERRF when he was 
a sophomore in college.  Despite his 
diagnosis, he completed his degree at San 
Jose State.  Ryan tells us that, “Today, 
I really focus on my health and working 
part-time. I also enjoy spending time with 
my family and friends.”  
 Ryan, his family and friends do year-
round fundraising for their team.   Here are 
just a few ways the Future Flux Capacitors 
of America make it work: 

•	 The O’Rourke’s reach out to family and 
friends as well as grade school, high 

school and college friends of Ryan.   
They reach out to all of their network 
and ask for support of the walk team 
each year.

•	 Ryan’s college fraternity raises funds 
through a memorial golf outing.

•	 Ryan’s cousin and her classmates in 
Santa Cruz set up a running buddy 
program.  The students in the running 
group are paired with a child or adult 
who has mitochondrial disease.   They 
run races and exercise for the people in 
the area who cannot!  They even send 
them their race medals and share notes 
throughout the year!

•	 Family members send out packets of 
information with a donation request 
each year to  friends who might not be 
comfortable making  donations on line.  
This way – the family is in touch with 
those who might not donate otherwise.

•	 Many of the donors to their team reach 
out to their companies for corporate 
matches!  They have Kaiser Hospital, 
Work Day, New York Life and Liberty 
Mutual – just to name a few! 

 As donations come in for their 
team, they send out a thank you note 
immediately. Then, after the walk, they will 
send a personal ‘THANK YOU’ note with 
a team photo to all who have contributed!   
As an extra special thank you, the 
O’Rourke’s host a BIG catered BBQ at 
their home after the walk.  They found that 
this is a great way to wrap up a fun and 
meaningful day and say ‘Thank You’ for 
everyone’s ongoing support!

Team Highlight: Future Flux 
Capacitors of America  
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S
ummer Starts with the Greater 
Mito Open” -  at least, that’s 
what some folks in the Greater 
Milwaukee and Madison areas 

will tell you. Actually, it’s not just people 
in a specific area, some individuals travel 
from across the country to attend this 
annual gathering of friends, family, and 
community to support a common mission; 
to find a cure for mitochondrial disease, 
all because of a very special little girl. The 
Greater Mito Open has taken place in the 
Milwaukee area on the first or second 
Saturday in June for the past 10 years. 
This June 4, 2016, they will celebrate that 
10th anniversary. There are some people 
that have never missed the outing! 
 Dave Dobke and his good friend, 
John Novak, were working at a PGA event 
in their area for a few summers. Each year, 
they would donate their tips to the UMDF 
in honor of Dave’s daughter, Brianna, who 
suffered from a mitochondrial disease. 
Eventually, they decided to save up their 
tips to start their own charity golf scramble 
in honor of Brianna for the UMDF. The 
event, which has always included a dinner, 
is inclusive for people of all abilities. Their 
motto is “have fun and contribute to a 
good cause.”
 Dave insists that he has the best 
friends imaginable, and he is probably 
right. Many of his friends and family 

travel from opposite ends of the country 
to attend this event. His company, Ball 
Corporation, has been instrumental in 
publicizing his event, and his co-workers 
always show up to support. The Greater 
Mito Open has two goals: raise money 
and increase awareness for those affected 
by mitochondrial disease. They try to keep 
their expenses as low as possible. The 
Broadlands Golf Club event coordinator, 
Pat, has been instrumental in making sure 
they have the highest quality event at a 
reasonable price. In fact, the GMO boasts 
the second largest outing at the club for 
the entire year! The Dobke family has 
continued to involve other UMDF families 
from the area, the Hackbarth and the 
Juhlmann families. There has always been 
a sense of teamwork between the families 
in the local area.
 One of those UMDF members has 
been Karen Loftus. Dave and Karen 
met at a UMDF hosted family meeting 
in conjunction with a Grand Rounds in 
Milwaukee. She was very interested and 
excited. She has taken on a larger role 
with the Greater Mito Open, and this year 
will mark her second year coordinating the 
event with the Dobke’s.
 When the Greater Mito Open started, 
they had between 60-70 participants at 
the Olde Highlander Golf Course and 
between 6-12 raffle items. Since then, the 

event has expanded to the Broadlands 
Golf Club (a much larger club). They now 
sell out the course with about 200 people 
in attendance with tables full of raffle 
items. The tragic difference is that when 
the event started, Brianna Dobke was 
still here fighting for her life. She passed 
on April 20, 2011. The Dobke Family has 
not let that stop them from continuing 
Brianna’s hope and mission. The last 
major difference is it used to rain every 
day of the event, but since 2011, the sun 
has been shining.
 The Dobke family will continue to 
host this event as long as people are 
willing to attend, and it doesn’t look like 
attendance will be down anytime soon. 
Rutger Dobke (Brianna’s brother, Dave’s 
son) has already expressed interest in 
taking the event over when he is old 
enough! According to Dave, “This has 
been a humbling experience, our lot in life 
has been set, but we don’t want others 
to have go through what we have been 
through. We want every person to be able 
to live up to their full potential, and you 
never know if the next dollar is the one 
that finds a cure. My daughter gave more 
than she took, and we are trying to carry 
on her legacy.”

Summer Starts with the  
Greater Mito Open
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How are you connected to 
mitochondrial disease and the 
UMDF?  

At the age of 11, my daughter, Emily, 
suddenly became very ill.  For the next 
7 years we went from “-ologist” to 
“-ologist,” trying to find out what was 
wrong with her. She was diagnosed 
with POTS in 2005. When she suddenly 
lost her ability in walk in 2007, she 
was sent for a muscle biopsy. Emily 
was diagnosed with multiple oxidative 
phosphorylation defects in 2008.  At that 
point, like every other newly diagnosed 
family, I tried to find any information I 
could on mitochondrial disorders and 
diseases and was happy to discover 
UMDF.  I consider myself one of the lucky 
ones.  Emily miraculously finished high 
school, was able to attend college on a 
scooter, and regained her ability to walk 
during her four years there.  She is now 
in graduate school at Emory University, 
doing scientific research that one day will 
hopefully change all of our lives.  Emily 
struggles daily with fatigue and other ups 
and downs, but, thanks to her dedication 
to self care, and her motivation to be the 

best she can be, she is able to live a fairly 
normal life.  

How long have you been an 
Ambassador with the UMDF? 

In the fall of 2011, I received a notification 
from UMDF that a high school senior in 
my community was holding a walk to 
raise money for Mito. While talking with a 
couple of other Mito moms at that walk, I 
truly had a light-bulb moment.  I told the 
other moms that if they would help, I’d 
take the lead in getting a local chapter 
of UMDF started. We knew there had 
to be other families in our community 
who needed the same support we did, 
because our “normal” is not the same as 
most families. With the help of UMDF, our 
first meeting in March 2012 was a Family 
Meeting with Dr. Bruce Cohen, and we 
had over 50 people from miles in every 
direction in attendance.  We did a small 
fundraiser shortly after that and have 
had monthly meetings ever since.  In the 
beginning, we had a speaker one month 
and a “Meet and Greet” meeting the next; 
but in four years we’ve pretty much used 
up our resources for speakers so now we 

primarily have a Meet and Greet every 
month.  It’s what our core group really 
wants - just to get together and share 
our stories with others who are walking 
the same path. It’s very rare for someone 
to say “this is happening to me” and for 
there not to be someone there who has 
also had that same experience.  We all 
love knowing we are not alone on this 
journey.
 

 
Describe how you are active as a 
UMDF Ambassador.   During your 
time as an ambassador, what has 
been the most rewarding?

As a leader of UMDF Central VA, I 
organize monthly meetings, arrange for 
speakers, talk on the phone with new 
families, and keep our group informed 
by email. We have about 10 families 
who regularly attend our meetings and 
many others who come when they 
can.  We are extremely lucky to have a 
pediatric neurologist who also attends 
our meetings and helps our families with 
questions and concerns. Our group is a 

Meet your UMDF Ambassador!

This issue’s Ambassador is Judi Bartle, support group ambassador in 
Richmond, VA.  The Central Virginia Group is one of our longest running 
support groups with the UMDF and continues to be an inspiration and 
‘go to’ for our local members.  

Northeast Regional Coordinator, Nicole McCaslin, asked Judi some 
questions about her time with the UMDF and why attending and helping 
with the UMDF Support Group is important to her and her family.   We 
hope you will find answers to some questions you had about becoming 
a support ambassador in our quarterly highlights!



17UMDF Connect | Spring 2016

members

The UMDF is about coordination, 
communication and collaboration; 
coordinating our efforts and resources, 

communicating our needs and abilities and 
forming collaborations to bring information, 
patients, medical professionals and resources 
together to enhance progress for treatments and 
cures.   
 
UMDF Ambassadors are an essential part 
to those efforts.  They are a resource for 
members seeking to gather information.  They 
coordinate efforts with other members to make 
a difference in their local areas, and they are 
key collaborators with the UMDF regional and 
national staff.   
 
If you would like more information about the 
UMDF Ambassador program, please contact us 
at connect@umdf.org.    

mixture of parents, teens and adults who 
are all affected in different ways.  I have 
two co-leaders; Sharon, a teacher with 3 
affected children, and Karen, a physical 
therapist who has 2 affected children and 
is affected herself.  Between the three of 
us, we’ve had just about every experience 
a family with special needs could have.  
We feel strongly that newly affected 
families don’t need to reinvent the wheel. 
We can help with things like how to get 
an education, doctors and other medical 
support, diet, exercise and how to cope 
from day to day. I have mixed emotions 
every time I meet a new family.  I’m so 
glad they found us so they no longer 
feel alone, but grieve with them for the 
struggles they face daily. When Emily was 
diagnosed, I didn’t know anyone else in 
my shoes, so I’m grateful to be able to 
support our Mito community in every way 
I can! 

As you know, mitochondrial 
diseases are very challenging.  
What advice would you give to a 
newly diagnosed family? 

Take some time to cry in the shower. You 
deserve it  - you’ve just discovered that 
you, or your child, are not going to have 
the life you thought was ahead of you. Get 
up in the morning, put one foot in front of 
other, and make the most of each day. 
Allow others to help you. Arm yourselves 
with every bit of information you can by 
joining every Mito group available to you. 
Order and read the book  Living Well with 
Mitochondrial Disease by Cristy Balcells 
over and over again. Look for UMDF 
Central VA Mito 101 on You Tube.  It’s 
not a great recording, but Emily gave 
a talk to help families understand the 
complicated science behind mitochondria 
and their diseases.  Find support from 
other families, whether in a local group, or 
online. Attend a UMDF Symposium. The 
information and support you will receive 
is worth whatever sacrifice you have to 
make to get there. DON’T EVER GIVE UP 
and never, ever let anyone tell you that 
you or your child are “Crazy.”  Trust your 
instincts - you can do this! Do whatever 
it takes to advocate for your child, and, 
as early as possible, teach them how to 
advocate for themselves. Find a team of 
medical professionals, even though some 

of them may not know much of anything 
about Mito.  They just need to be willing 
to think outside the box and admit “I don’t 
know, but I’ll figure something out.”  This 
may be your most difficult challenge, 
especially if you are an adult, but it’s one 
of the most important first steps. Take 
pleasure in the small moments. Chances 
are you will spend more quality time 
with your loved ones than anyone you 
know who’s living a “normal” life. One of 
the hardest things about having Mito is 
also one of the best things.  Since you 
most likely don’t have a prognosis, that 
gives you the opportunity to HOPE that 
tomorrow will be a better day! 
 

The UMDF just turned 20 years old 
on April 28th.  If you could give one 
piece of advice to yourself 20 years 
ago, what would it be? 

Trust in yourself - you’re stronger than 
you think you are! 

Judi with her daughter, Emily
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High School senior Jenevieve Woods has overcome 
many obstacles in her life. While some might think her 
mitochondrial disease would be the most difficult, she 

will tell you that pales in comparison to the struggle of feeling 
invisible to her peers. Jenevieve works persistently to overcome 
that struggle, and thanks to her new found support system from the 
Forbes Road Career and Technology Center in Monroeville, PA, her 
journey to become more independent can be realized.  

When Jenevieve was a child, she talked and walked differently than 
her peers, and it made them reluctant to reach out to her. The other 
students felt she was quiet and shy, and just didn’t take the time to 
approach her. Jenevieve wrote a poem called “The Invisible Girl,” 
detailing her struggles of wanting to learn, but not being excited to 
go to school because the other students did not acknowledge her. 
Jenevieve selflessly shared her story, revealing feelings many other 
teenagers and young adults can relate to.

Shortly after writing the poem, Jenevieve was selected by the 
nonprofit group “Jamie’s Dream Team” to have her dream granted. 
Jenevieve had hoped to add a room onto the family house so she 
could live independently. She instead selflessly chose to throw a 
wedding for her mother and stepfather. The local media covered 
her story, and when her mother, Antoinette, went back to work, a 
co-worker, Suzanne, wanted to know more about how she could 
help their family. Antoinette shared how much Jenevieve needed to 
be independent, and shared the ‘Invisible Girl’ poem with her. 

Suzanne was touched and reached out to Principal Dave Barr 
at the Forbes Road Career and Technology Center. She shared 
Jenevieve’s poem and her selfless acts. Dave, a father himself, 
could not believe all that Jenevieve had gone through. He and 
Suzanne began brainstorming ways they could make Jenevieve’s 
dream for independence come true.
 
Barr called a meeting of all the occupational advisory committees 
at his school and all were immediately on board to help Jenevieve 
and her family. Students from every department - from building 
to electric, to HVAC, to the culinary program - are going to build 
Jenevieve her dream room. 

“The students have really rallied around Jenevieve and what her 
voice is saying, they all read her poem and thought, wow that 
could be me!” said Frankie Rizzelli, a senior at Forbes Road CTC. 
Frankie is in the builders program and is the lead student on the 

project. Frankie intends to continue helping those in his community 
even after he graduates. “I was excited to do something to help 
someone in my community. Stuff like what she has gone through, 
you can’t even imagine. I just want to be able to help. It feels 
amazing to help others.” 
  
James Cristillo, the building technology classes instructor, said 
this is the biggest project his students have ever worked on. The 
students are ecstatic to help their community and are passionate 
about the work that they do. 

“The amount of ownership each student has taken is incredible,” 
James said. “They are all perfectionists for this house, they were 
ready to build the day the materials came.” 

Principal Barr has been thankful for the community support. “This 
project has received a tremendous support from local businesses in 
the form of materials for the addition such as Lowes and Massaro 
Construction Group to name a few,” he said. “It’s amazing to see 
the entire community coming together to give this girl and my 
students a voice! This is so much more than a room, it’s amazing 
to gives these kids the chance to show the world that high school 
students can make a difference!”

Jenevieve couldn’t be happier. “Whenever they contacted me, I 
was skeptical,” she said. “People have told us in the past that they 
would build this room and then never followed through, I thought 
in the back of my mind, this won’t happen. Then, they came to my 
house and I was like WOW! This is really happening! They are giving 
a voice to the invisible girl. I was so touched and so grateful that 
they wanted to help me.” 

Antoinette feels the same way.“It is total disbelief, until they were 
at my house, I couldn’t believe it,” she said. “I am so glad that 
Principal Barr and the school took it on themselves to be a voice for 
Jenevieve.” 

The Invisible Girl is invisible no more. Jenevieve has several 
speaking engagements planned for this coming year ranging from 
the Massaro Construction Group conference, to speaking at La 
Roche College. She is also penning a book about her story. 

“I’m not shy, I like to talk and share my story. I discovered this part 
of me that really wanted to stand up for myself and others.”

Jenevieve and her mother, Anoinette

by Tara Maziarz
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Legacy of Hope, Energy 
and Life Society

With the marking of our 20th 
anniversary, we are proud to 
launch our Legacy of Hope, 

Energy and Life Society, an honorary 
society created to recognize those who 
have demonstrated their commitment 
to helping children and adults with 
mitochondrial diseases through support 
of UMDF’s mission.  We invite you to 
learn more about how you can make a 
transformational difference for our patients 
and families with a simple gift that costs 
nothing during your lifetime.  

Planned giving can play an important 
role in many estate plans and can be 
accomplished in a variety of ways.  Gifts 
can be made during lifetime, at death, or a 
combination of both.  Aside from personal 
satisfaction of assisting an organization in 
attempting to accomplish a mutual goal, 
philanthropy can also give you a current 
income tax deduction, let you avoid 
capital gains tax, and reduce the amount 

of taxes your estate may owe when you 
pass away.  Creating a planned giving 
strategy can allow a family to maximize 
their tax savings as well as ensure their 
gift is utilized according to their wishes.
Before deciding on a gifting strategy, each 
family should meet with a professional to 
determine the most appropriate way to 
reach their goals.  A well planned strategy 
may entail the use of trusts, annuities, 
donor advised funds, or naming the 
charity as a beneficiary in a will, retirement 
plan or life insurance strategy.  A 
professional advisor should take the time 
to discuss your current assets, your needs 
from those assets and your gifting goals 
prior to establishing a plan for your family.

Please visit our new planned giving 
website at www.umdf.org/plannedgiving to 
read more about gift options and sample 
bequest language.  Feel free to contact 
us at your convenience to discuss your 
personal wishes. 

by Tara Maziarz

Contact Us! 

Beth Whitehouse
UMDF Director of Development
bethw@umdf.org
412.793.8077

Ryan Duchak
Senior VP - Financial Planning
The Monteverde Group
rduchak@monteverdegroup.com
412.391.0419

by Beth Whitehouse, UMDF Director of Development

development
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$50,000 and above

Mr. Patrick Kelley

$25,000 - $49,999

seattle Children’s 
research institute

$10,000 - $24,999

Mr. and Ms. tom Hefferon

Mr. Peter Kelley

Mr. Herbert Markley

Metlife

sage foundation

the ellen deGeneres show

tishcon Corp.

$5,000 - $9,999

akron Children’s Hospital

Baylor Miraca

Blue spark technologies

Courtagen Life sciences

Mr. and Mrs. Peter Geisler

Mr. and Mrs. Hooper Hardison

Horizon Pharma

Maple and Motor

March of dimes

reata Pharmaceuticals, inc.

the slow Bone

William s. Kallaos family foundation

Mr. and Mrs. W dan Wright

 $1,000 - $4,999

84 Lumber Company

aetna

allegis Group foundation

a tow atlanta, inc.

Babiarz Law firm P.a.

Ms. Paula Barnard

Mr. Mark Braverman

Mr. and Mrs. Chuck Brown

dr. and Mrs. Bruce Cohen Md

Mr. James Collins

delta Gamma foundation

dole Packaged foods

donald J. & Callista f. Milroy 
Charitable fund

duke energy foundation

enterprise Holdings foundation

extended ag services inc.

Mr. and Mrs. Brent fields

four seasons Wealth Management

Judge and Mrs. donald Garrison

Genedx

Mr. and Mrs. sheldon Goldstein

Grace Community Church

Mr. and Mrs. Kevin Graessle

Mrs. tiffany Grove

Hellenic spirit foundation

Hoffman, Bricker & adams, PC

insurance auto auctions / 
automotive recovery services, inc

Mr. and Mrs. William Kallaos sr.

Kendra scott design

Keykert usa, inc.

Mr. and Mrs. Brian LeBlanc

Mr. and Mrs. Gard Leeper

Mr. Jeff Mcaffer

Mr. and Mrs. Michael Mcelroy

Medomics

Mr. and Mrs. Jeff Mee

Mr. and Mrs. Charles Mohan Jr.

Mitobridge

Donor Spotlight
January 1, 2016 through March 31, 2016
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January 1, 2016 through March 31, 2016

development

Mr. and Mrs. John Moller

Mr. and Mrs. Brad Mountz

Mr. and Mrs. frank o’Connor

Mr. andy Pashby

the Peachtree Club

Ms. Page Porter

s&t Bank Charitable foundation

dr. russell saneto do, Phd

Mr. Lyle schutte
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thomas Worthington High school
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Mr. and Mrs. Charlie Weaver

Mr. and Mrs. Phil Whatley
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3M foundation
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Mr. John anastasi

Ms. Heidi Bailey

Mr. and Mrs. Michael Baker

Mr. Charles Blankenbiller

Mr. Gary Broad

Baxter international foundation
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therapy

Mr. William Clarke

Mr. and Mrs. aaron Colton

Columbia threadneedle investments

Columbus regional Healthcare system,
inc.

david & Paula Kirsch family fund

Mr. Michael dulas

Mr. and Mrs. sam eyer

Mrs. norma Gibson

Glover Law office

Mrs. Penelope Goodwin

Hornburg real estate Group

Hurn Lumber

in Motion, inc.

indiana Moose Lodge 174

L & W fabricators, inc

Manowitz & drillings family fdn

Mr. ed G. Marks

Martin enterprises/Gilmore dry Clean

Mission Pharmacal

no Place Like Home

the optimist Club of Columbus

Mr. and Mrs. danny owens

rebecca Phillips

Mr. and Mrs. alan Pierce

Ms. Michelle Posey

Progressive therapy LLC

Psa Healthcare

Mr. thomas reid

dr. and Mrs. tyler reimschisel

Mr. and Mrs. Kelly sanders

Ms. denise schumacher

slice LLC

Mr. and Mrs. Jeff sprouse

strategic Business systems, inc.

Mr. William suzor

td Bank

tJ Maxx - district 4101

tolleson Management Lp

Mr. Michael Vaughn

the Vivint Givesback foundation

West Genesee school district

Mr. and Mrs. John Whitehead

the Whitehouse family

Mr. Kenneth Wilson

the Wolf family

Woolard attman Construction, inc.

Mr. and Mrs. ryan young
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A
t a recent fundraiser, I quoted lyrics from a song 
I listened to on the way to the event during my 
thank you…lyrics that seemed very fitting for our 
mitochondrial community.  The song is called 

“Flashlight” by Jessie J (for those Pitch Perfect 2 fans, you know 
it): 
 
“I’m stuck in the dark, but you’re my flashlight / You’re gettin’ me, 
gettin’ me through the night.”   
 
The “dark” has always been the unknown within our 
mitochondrial world – when will better treatments come, when 
will we find a cure, what is on the horizon for my family.  The 
“Flashlight” comes in many ways to those we serve and can 
be a beacon of hope.  It could be an EFL chair or someone 
running a third party fundraiser.  It could be a donor during one 
of our many campaigns.   It could be a clinician giving his or her 
time to educate others or one of our ambassadors providing 
support to a local family.  Such individuals give tirelessly toward 
raising funds and awareness for better treatments and cures for 
mitochondrial disease.   They work constantly to light the path 
toward a cure.

Hundreds of events, activities, outreach, and educational 
meetings take place across the country and around the world 
through UMDF National and our fabulous volunteer network!
Within the past four months alone, the UMDF has organized 
numerous grand rounds, local patient/family meetings, dozens 
of fundraising events, and three regional symposia meetings 
in Texas, North Carolina, and Minnesota.  And, don’t forget 
the upcoming UMDF Mitochondrial Medicine 2016: Seattle 
Symposium in JUNE!  We, the UMDF and our supporters, are 
lighting the educational path to better serve the mitochondrial 
community.   Below are just a couple of examples of how the 
regional symposia light the way toward a cure.  

Lighting the way through physician and 
patient/famiLy education and networKing…

To date, regional meetings have provided education to more than 
500 individuals and have put the topic of mitochondrial medicine 
in front of key decision-makers within host hospital institutions.   
The clinicians who attend are not only listening attentively during 
the sessions, but they are taking the time to ask more questions 
of speakers and course chairs during the breaks to better serve 
their patients.  These clinicians are not necessarily “in the dark” 
about mitochondrial disease, but they do realize there is so 
much more to learn and have been very appreciative for these 
meetings. 

The patients and families find great value in attending the 
regional meetings as well, from the newly diagnosed to those 
who have been living with mitochondrial disease for years.   
Elizabeth Wilson is not completely new to mitochondrial disease 
but stated the following, “This entire symposium has been 
extremely beneficial to me--not only because of the information 
presented, but also the opportunity to connect with other parents 
and patients. I live in the mountains of North Carolina and don’t 
have access to these opportunities.”   
 
One mom noted her family has been on their mito journey for 
years but the information, networking, and Q&A time provided 
during the Houston regional meeting was extremely valuable.  
She told UMDF staff how wonderful it was to have so many 
mitochondrial doctors in one room -- hearing first hand “what’s 
new in the mito world” and from some of the top mitochondrial 
specialists in the country.  NOTE: The Central Regional 
Symposium had special visitors during the patient/family meeting 
– in addition to Drs. Koenig, Cohen, Karaa, and Scaglia, Dr. 
Richard Haas from UCSD and Dr. Amy Goldstein from CHOP 
in Pittsburgh joined the panel. Their participation was deeply 
appreciated by all those in attendance!

Flashlight... 
Getting Us Through the Night

By Kara Strittmatter, UMDF Meeting Event Director

symposia
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Lighting the way-- BuiLding reLationships
 for a Brighter future…  

When choosing a location for a regional symposium, the UMDF 
must secure a mitochondrial physician/researcher to chair the 
meeting and serve as a leader to obtain support from the host 
institution.  In working with the local physician chair and hospital, 
we (UMDF and our patient community) learn more about their 
institutions, and, in turn, they learn more about mitochondrial 
disease, the families and UMDF.  One patient noted in their 
evaluation that they didn’t know all the services that were 
available in Houston.  A similar evaluation came from the 
Southeast meeting – “it was very helpful to learn what metabolic 
services/clinics/specialties Duke has to offer.”  The UMDF and 
medical community working together – lighting the way! 

The industry partners and exhibitors who support the UMDF 
have been absolutely fabulous at these regional meetings.  
Representatives take the time to talk with our families and 
listen.   Whether an exhibitor is working on a drug or a new 
lab service for mitochondrial disease, they see great value in 
learning from the patient community and are eager to strengthen 
their relationship with the UMDF and the mitochondrial medical 
community for future endeavors. Our patient community has 
been left in the dark for far too long when it comes to diagnostic 
care, treatments, therapies, and cures for mitochondrial disease.  
The networking among current industry leaders, as well as NEW 
industry connections made at these meetings, will lead us to a 
brighter future.
 
We look forward to serving as a Flashlight and hope you will 
continue to shine on with us! 

Special thanks go to all of our regional symposium supporters:  
Stealth Biotherapeutics, Reata Pharmaceuticals, GeneDX, 
Courtagen Life Sciences, UT Health/Children’s Memorial 
Hermann Hospital, PALS, and ThriveRX!

By Kara Strittmatter, UMDF Meeting Event Director

symposia
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The Mitochondrial Disease 
Community Registry - Past, Present 
and Future
by Phil Yeske, PhD, UMDF Science & Alliance Officer

As the coordinator of the Mitochondrial Disease 
Community Registry (MDCR), it seems like just yesterday 
that UMDF launched this very important project for 

identifying and characterizing our disease community from the 
patient perspective. Alas, it was August 2014 when MDCR went 
live, which means more than a year and half of time has gone 
by. While I have written a few updates, my sense is we haven’t 
communicated often enough about what’s happening with 
MDCR- a concern we aim to address. Let me share with you now 
a bit more about the past months, what we are currently working 
on, and provide a glimpse into the future of MDCR.

To remind everyone, MDCR resides on the Platform for Engaging 
Everyone Responsibly (PEER), which means every participant 
(registrant) is in full control of their own privacy settings. These 
settings dictate who can see and analyze participant data as 
well as determine if they want to be contacted regarding relevant 
research studies. Choices consist of “allow”, “ask me” and 
“deny”, providing a range of options that are manageable every 
hour of every day. Over 20 disease organizations are now using 
PEER to collect data (with an equal number in development) and I 
am not aware of any other patient registry platform that provides 
such a level of privacy control.

When launched, every new registrant (whether a patient, 
caregiver or family member) was presented a single survey 
consisting of around 100 questions on a range of topics. The goal 
was to first establish a baseline of information on demographics 
and diagnostic state, then collect opinions on how to use MDCR 
in the future as well as registrant willingness to participate in 
research studies aimed toward the development of treatments 
and cures. 

As of April 2016, nearly 1,400 members of our community have 
registered with MDCR, providing over 47,000 responses to the 
survey questions - an amazing achievement! MDCR includes 
affected individuals from all over the world, including persons 
born in Africa, Asia, Caribbean, Central America, Europe, Middle 
East, North America and South America, although nearly 90% 
were born in the United States. A few other key demographics 
are graphically shown to the right:

In exploring the diagnostic state of such a complex group of 
diseases, not surprisingly there are many types of mitochondrial 
disease noted with varying levels of certainty about the diagnosis. 
Still, as shown in Chart 3 on the following page, the fact that a 
majority of responding participants have a definitive diagnosis 
reinforces the value of the data being collected.

Chart 1: Registrant Type

50%

25%

25%

Chart 2: Affected Individual Biological 
Gender

63%36%

1%
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Chart 3: Affected Individual Diagnostic State

23%

9%

1%
8%

59%

Table 1: Sample of Mitochondrial Disease 
Types Currently Represented in MDCR*

Mitochondrial DNA Mutation Syndromes

LHON, LHON+, MELAS, MERRF, MIDD, MILS, NARP

Mitochondrial DNA Deletion Syndromes

CPEO, KSS, ADOA

Nuclear Gene Disorders

Leigh’s, MNGIE, Alper’s, SANDO

Biochemical Disorders

Complex I, Complex II, Complex III, Complex IV, Complex V, 
CoQ Deficiency

System-Based Disorders

Encephalomyopathy, Encephalopathy, Mitochondrial Myopathy
* Visit www.umdf.org/types for extensive list of mitochondrial disease types

With respect to future utilization of MDCR, there is overwhelming 
support for more in-depth survey exploration of specific 
symptoms, Quality of Life issues, dietary supplement usage 
and specific disease type natural history. These topics are all 
well-aligned with the overall strategy of UMDF and MDCR: 
collect patient-provided data that will facilitate the development 
of treatments and cures. Additional feedback that participants 
provide on frequency and preferred manner of future contact will 
be used to develop an optimal plan for engaging the community.

Enthusiasm for clinical trial participation is also high with an 
average willingness score of 80 on a scale of 1-100. There is 
less enthusiasm for participation in clinical trials that would 
require stopping current treatments (willingness score of 
65), which is perhaps not surprising given the current lack of 
therapeutic options. There is a selflessness component to patient 
participation in therapeutic development that can be hard to 
discuss, and we will revisit this topic in greater depth in the 
future.

Aside from steady month over month growth in registrations 
and survey responses (Chart 4 below), much has been going on 
behind the scenes to improve MDCR. UMDF is working closely 
with the PEER software provider (Genetic Alliance) to improve 
the capabilities of the registry as well as the user experience. An 
important example of the former is the development of a flexible 
set of administrative tools allowing the sponsoring organization 
(UMDF in this case) to create a wide range of survey types, 
including asking the same question over time. These so-called 
“longitudinal surveys” are critical to developing disease natural 
history, which in turn fuels the therapeutic development engine.  
With respect to user experience, we’ve tried to simplify the 
privacy directives while still maintaining an appropriate level of 
detail. There is also now an easier interface for participants to 
view and edit their past responses, export/print data to bring 
to a doctor’s office or even analyze data themselves. These 
powerful tools are designed to keep every registrant engaged in 
the process of growing the registry, and we hope you find them 
useful.

Lastly, what lies ahead for MDCR? We are currently undergoing 
an intensive review of MDCR to put in place the protocols and 
charters to assure proper governance long-term. With already 
high levels of participation, and an improved software platform 
in place, it is time to position MDCR for rapid, significant growth. 
Beyond the additional survey topics discussed above, we are 
also looking at MDCR as a platform for governing patient wishes 
for shared biosamples and genetic data, consistent with the 
“central steward” role envisioned for MDCR. A further update 
will be provided at Mitochondrial Medicine 2016 in Seattle next 
month, and to the entire community shortly thereafter. In the 
meantime, please consider participating in MDCR if you have 
not already done so. Patient participation in the therapeutic 
development process is the cornerstone of a mitochondrial 
disease therapeutic development strategy.

Visit www.umdf.org/registry to participate in the MDCR. 

Chart 4: Registration Growth

“My mitochondrial disease has been classified by my medical doctors as…”
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Marni Fak, MD

Q: I have a nephew with Leber Herditary Optic Neuropathy. 
He’s 47, has lost his sight since he was 26 years old. 

Also, he has personality issues, which I have wondered might 
be associated with the Leber’s. At any rate, I have been reading 
about the NAD/NADH imbalance found in Leber’s victims. My 
question is, would you recommend my nephew taking dietary 
supplements such as Niagen or “Elysium’”.

A: Medication recommendations are 
best made by one’s physician. 

In terms of the general question as to 
whether niacin and related compounds 
are indicated in LHON patients (whose 
disease involve complex I subunit mtDNA 
mutations) or other mitochondrial disease 
patients, there is increasing pre-clinical 
data to suggest they may have some 
utility given their ability to raise NAD+ 
levels in cells, which becomes deficient in complex I deficiency.  
The reason is because complex I has 44 subunits that together 
functions as an enzyme, named ‘NADH dehydrogenase’, to 
convert NADH that is provided from the breakdown product of 
cellular nutrients into NAD+.  However, no clinical studies have 
yet been conducted in mitochondrial disease patients to evaluate 
whether such a treatment approach really has any clinical benefit 
to improve symptoms and function in mitochondrial disease, 
or may result in unanticipated toxicity.  In short, no dietary 
supplements in this class are recommended for clinical use in 
patients at this time.

Marni Falk, MD 

Q: My doctor said I have mitochondrial myopathy from 
clinical symptoms, elevated ck and LDH along with 

results from muscle biopsy enzyme testing. I had a muscle 
biopsy from Buffalo and it states several enzyme activities were 
significantly reduced with normal citrate synthase. Succinate 
cytochrome c reductase was 6%, with normal mean 1.03+/-0.31 
umol/min/g and 3.1 SD below the mean NADH cytochrome c 
reductase was 17% of normal mean 0f 0.81+/-0.20 umol/min/g 
and 3.4 SD below the mean, cytochrome c oxidase was 42% of 
its normal mean 2.43+/-0.70 umol/min/g and 2.0 below the mean, 
succinate dehydrogenase was 43% of its normal mean of 0.87+/- 
0.21umol/min/g and 2.4 Sd below the mean. This is so confusing 
as I thought this shows I have a mitochondrial problem yet 
everything I read and hear is you can’t confirm without genetic 
testing even though we have so many genes undiscovered 
yet. How can I tell what complexes are reduced from this 
information? How does a person know if it is adult onset primary 
or secondary? I am so lost and can’t afford to travel to see a mito 
specialist.

A: The genetic testing is used to 
confirm a mitochondrial disease 

(as in your case) or search for mutations 
in new genes involved in mitochondrial 
disease.  In your situation, your doctor has 
already diagnosed and confirmed that you 
have a mitochondrial disease, but we don’t 
know the underlying molecular defect, 
and knowing which gene(s) are affected 
would help guide the best therapy for 
you.  Knowing the actual genetic defect in your mitochondrial 
disease will also determine if this is a primary or secondary 
mitochondrial disease.  No travel is required for the genetic 
testing and most insurance companies now cover the cost of 
genetic testing.  The genetic analysis goes hand in hand with the 
biochemical analysis already performed to further understand the 
cause and best therapy for you. 

William C. Copeland, PhD

Q: We have nine biological children all suffering with a 
spectrum of what the doctors think could be a mito 

disease. At this moment our most critical child is our 15 yr old 
daughter who has a high pyruvate level in the face of a normal 
lactic acid level. She has developed severe gastroperisis and GI 
pain along with muscle weakness. She already takes meds for 
POTS and interstitial cytosis along with med for muscle nerve 
pain. Can a high pyruvate level be of any specific importance in 
leaning toward a more difinant mito disorder?

A: Typically, elevated pyruvate levels 
are seen with increases in lactate 

and can be seen with several specific 
disorders of pyruvate metabolism.  Special 
studies, to include both enzymatic and/or 
molecular testing (gene studies), would be 
needed to determine if a disorder of pyruvate 
metabolism was at play.  

Fran D. Kendall, MD

Ask the Mito DocSM

William C. Copeland, MD

Fran D. Kendall, MD
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education

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 www.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.

Q: I am diagnosed with MELAS. Once you tend to go into a 
comas/seizure, does that predict you will have more?

A: I am sorry that you have MELAS. 
The unfortunate circumstance is that 

seizures are unpredictable, even in the 
context of a mitochondrial disease such 
as MELAS. There is some data that most 
of us use with our MELAS patients; the 
use of L-arginine can be useful to limit the 
number of seizures (together with seizure 
medication). Unfortunately, it is often the 
case that the more seizure events you have, 
the more difficult it is to prevent them with medication. Often, the 
occurrence of seizures is linked to the “stroke-like events” seen 
in MELAS. So, the use of L-arginine to help prevent the “stroke-
like” episodes from occurring. 

The episodic “stroke-like” events can induce an encephalopathy 
due to the extent of the event in the brain, which can be coma. 
So, if we can prevent the “stroke-like” events, the reoccurrence 
of encephalopathy/coma can be reduced. This is really an over-
simplification of the what occurs, as we do not fully understand 
the trigger(s) for these events. The data out of Japan suggests 
that L-arginine is helpful for this purpose, prevent or at least slow 
down the progression of these events. 

There is a lot of research going on in this area. As we learn what 
the trigger(s) are that induce “stroke-like” events, how these 
events are propagated, and how we can limit their damage in the 
brain the better we as a group can answer your question. I am 
sorry that we just don’t have these answer yet.

Russell Saneto, DO, PhD

Q: Are PCSK9 inhibiters safe for us with mito? I can’t take 
statins and would like to know if this new drug is safe for 

us to reduce our lipid profile.

A: First, I think it is important to know the underlying medical 
problems. For instance what type of mitochondrial 

disease a person might have. As important is why the need for 
the medication. Do you just have high in cholesterol or do you 
have a high lipid profile, meaning high triglycerides, low HDL, 
with a high cholesterol? Do you have a co-morbid cardiovascular 
risk- do you have type II diabetes, cardiac problems, high blood 
pressure, obesity, etc.? Knowing your complete medical history 
is important because not all drugs are for all people. 

That being said, the new monoclonal antibodies in this class 
seem to significantly reduce cholesterol. In case you are 
interested, these monoclonal antibodies (there have been two 
that have been FDA approved) bind and inactivate proprotein 
convertase subtilisin-kexin type 9 (PCSK9), which results in 
decreased LDL-receptor degradation, increased recirculation 
of the receptor to the surface of hepatocytes and lowers LDL 
cholesterol levels in the blood stream.  As compared to placebo, 
there was 37% or so reduction induced by alirocumab and 24% 
for evolocumab. So quite impressive. But, these studies were 
not geared toward finding if they also reduced the possible 
cardiovascular outcomes. I know that this sounds like picking 
hairs off the carpet, but this point is important. There have been 
two major trials of cholesterol lowering medications, “IIlluminate 
and HPS2-Thrive study” which although lowered cholesterol were 
found to INCREASE the rate of major cardiovascular events. That 
is why physician needs to know the total you before making this 
decision to start a PCSK9 medication.

Russell Saneto, DO, PhD

Russell Saneto, DO, PhD

You can quickly and easily find “Ask the Mito Doc”  
Q/A’s on topics of your choice by going to the UMDF 

home page at www.umdf.org.  Go to “Find Support” and 
click on “Ask the Mito Doc.”  Click on the search “Ask 

the Mito Doc” link; this will pull up a search box.  Type in a 
keyword or phrase you are interested in and click “Go.”  The 

search engine will pull up every Q/A that mentions your 
word or phrase.  If you are not satisfied with the results, try 

variations or synonyms of your word/phrase.
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January 4, 2016 St. Bernadette’s School 
in Monroeville, PA, continued their annual 
Coins for a Cure campaign, raising over 
$2,000 this year! The top fundraising class 
in the middle school was awarded a field 
trip to the research labs at the Children’s 
Hospital of Pittsburgh. The top fundraising 
class in the elementary school was 
awarded a pizza party!  

february 14, 2016 The New Jersey Devils 
of the NHL partnered with the UMDF for 
a second year donating a portion of ticket 
sales! 

february 14, 2016 The Springfield 
Falcons AHL team donated a portion of 
ticket sales from their game on Valentine’s 
Day! 

february 17, 2016 The Avera Heart 
Hospital in Sioux Falls, SD, hosted a jeans 
day to benefit the UMDF. They raised over 
$700! 
 

february 17, 2016 The Stockwell 
Elementary School in Bossier City, LA, 
hosted a jeans day to benefit the UMDF. 
They raised over $400! 

march 20, 2016 The Emmaus High 
School competitive dance team hosted 
a showcase in honor of their classmate 
Amanda Baker. They raised $400! 

march 22, 2016 Adam Arkin of Florida 
made his own unique event, “Try It For a 
Cure!” Adam is a notoriously picky eater 
and had pledged to try foods suggested 
by the people who donated to his page! 
He did this event in honor of his Bar 
Mitzvah and his brother Ross. So far, he 
has raised $3,338!

march 24, 2016 The William Tennant High 
School of Warminster, PA, hosted a jeans 
day for the UMDF and raised $290!

march 25, 2016 The Music for Mito recital 
and benefit was held by the Greenlee 
family and raised over $600! 

april 2, 2016 The annual Jackson Culley 
Mito What?! 5k and fun run was held once 
again in Millington, TN. This year they 
raised a whopping $23,932.75!!! 

april 9, 2016 The Brady’s Bunch 5k and 
Fun Run was held in Vincennes, IN, to 
benefit the UMDF Brady Sterchi Research 
Fund. The event raised over $20,000!!! 

april 9, 2016 The Mito Dawgs Club at 
the University of Georgia hosted a Fun 
Run and Field Day to raise awareness 
and funds. The event has brought in over 
$3,000! 

Fundraisers Benefitting the UMDF

The New Jersey Devils donated a portion of the proceeds from tickets sales from 
their game against the Los Angeles Kings of February 14, 2016, to the UMDF. 
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may 7, 2016 The Dinner in the Dark to 
benefit the LHON Research Project through 
the UMDF will be held at the Northfield 
Ballroom in Northfield, MN. You can 
purchase tickets at https://www.classy.org/
northfield/events/dinner-dark-northfield-may-7-2016/
e74701. For more information please contact 
Jennifer Malecha at jennmalecha@gmail.com

June 4, 2016 The 10th Annual Greater Mito 
Open (Birdies for Brianna) will be held at the 
Broadlands Golf Club in North Prairie, WI. 
The event will have a golf scramble followed 
by a dinner and raffle. For more information 
on how to register or donate, please visit the 
website at http://www.apltd.com/GMO/. 

June 11, 2016 The Green Carpet event will 
take place at the Lexington Country Club in 
Fort Myers, FL. The event will have a dinner, 
raffle, special entertainers and fun for all! 
For more information or to purchase tickets 
check out www.umdf.org/greencarpet16 

June 17, 2016 The annual Thomas’ Golf 
for a Cure will be held at the Scotland Links 
in Bridgewater, MA. For more information 
please contact Jason Schmid at jsc4424502@
comcast.net

June 25, 2016 The annual Nicholas J. 
Torpey Butterfly Golf Classic will be held at 
the Sycamore Hills Golf Course in Macomb, 
MI. For more information please contact 
Jennifer Ruhana-Smerek at jruhana31@
hotmail.com

september 24, 2016 The annual Jaxon’s 
Warriors 5k, 10k, and Fun Run to benefit 
the UMDF Jaxon Sharma Research Fund 
will once again be held at the Highland 
Church of Christ in Robinson, IL. For more 
information, please contact Jill at jillithan@
gmail.com or Amanda at amcole525@yahoo.com 

october 9, 2016 The Chicago Marathon 
is once again partnering with the UMDF! 
For more information on how to donate or 
switch your registration to run on our charity 
team please email Tara at taram@umdf.org

Great Lakes Regional 
Symposium
mayo clinic, rochester, mn
may 20-21, 2016
Full CME day on Friday for medical 
professionals and morning meetings on 
Saturday for patients/families. 
Course Co-Chairs:   ralitza Gavrilova, Md, and 
Marc Patterson, Md
CMe Chair:   Linda Hasadsri, Md, Phd
www.umdf.org/symposium/greatlakes
 

Mitochondrial Medicine 
2016:  Seattle – National 
Symposium
doubletree by hilton, seattle, wa
Scientific Program - June 15-18 
Family & LHON Program – June 17-18
Course Chair: russell saneto, do, Phd
CMe Chair: Bruce H. Cohen, Md 
Register now!
www.umdf.org/symposium
 

Northeast Regional 
Symposium
the children’s hospital of 
philadelphia 
philadelphia, pa
october 28-29, 2016
Full CME day on Friday for medical 
professionals and morning meetings on 
Saturday for patients/families. 
Course Chairs: Marni falk, Md, and doug 
Wallace, Phd
CMe Chair: Bruce H. Cohen, Md
www.umdf.org/symposium/northeast

For details on all UMDF Symposia visit  
www.umdf.org/symposium. 

Upcoming
Symposia

Upcoming Events

The 2016 Jaxon’s Warriors 5k and Little Warriors Run 
will be held September 24th in Robinson, IL.
Photo by Melanie Corn

events



T
his Fall marks our 7th year for our Energy for Life Walkathons!  We hope that 
you will be able to join us to make each year more memorable than the last!   If 
you are interested in having your hands in on the action, please contact us at  
events@umdf.org!  

Saturday, August 9 - Minnesota
www.energyforlifewalk.org/minnesota 

Saturday, September 3 - Omaha
www.energyforlifewalk.org/omaha 
 
Saturday, September 10 - Indianapolis
www.energyforlifewalk.org/indianapolis

Saturday, September 17 – Detroit
www.energyforlifewalk.org/detroit

Saturday, September 17 – Kansas City
www.energyforlifewalk.org/kansascity

Saturday, September 17 - Western New York
www.energyforlifewalk.org/westernnewyork 

Sunday, September 18 – Chicago
www.energyforlifewalk.org/chicago

Saturday, September 24 – Delaware Valley
www.energyforlifewalk.org/delval

Sunday, October 2 – Seattle
www.energyforlifewalk.org/seattle

Saturday, October 15 – Charlotte
www.energyforlifewalk.org/charlotte

Saturday, December 3 – Southwest Florida
www.energyforlifewalk.org/swflorida

TBD - Central Texas
www.energyforlifewalk.org/centraltexas

TBD - New Orleans
www.energyforlifewalk.org/neworleans

TBD - Southern Wisconsin
www.energyforlifewalk.org/southernwisconsin

TBD - Akron
www.energyforlifewalk.org/akron
 

you are our energy!
Want to join one of our planning 
committees? We want to talk to 
you! Call 888-317-8633 or email 
events@umdf.org!

events

Upcoming EFL 
Walkathons

Team Dani from EFL: Houston

Hope for Devin from EFL: Houston

Kaiman of Team Kaiman from EFL: Houston

Erin of Team e-bug from EFL: San Francisco
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888-205-3420 
umdf.org 

888-205-3420 
umdf.org. 
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Nerve pain cycles through my extremities. 
My muscles, weakened from the day’s work 
begin their droning pain, 
as if they were being pulled from the bones. 
I sit in silence and follow my breath. 
I know that my breath is the only thing I need at 
this moment. 
I don’t need food, 
I don’t need water, 
I don’t need emotions, 
I don’t need the past or the future, 
I only need my breath and this present moment. 
I am aware of my pain,
but I recognize it -- I understand it, 
and I can control it. 
I follow my breathe into my hands and calves,
I slow the cycle.
I follow my breath into my muscles
I support their respiration.
I breathe in filling my heart with gratitude,
emptying my mind about worries of my future 
or memories of my past. 
I am alive, I am grateful
. . . and I breathe.
 

My training in mindfulness actually 
began when I was a child in the 
70’s and my father, at the end of 

his parenting rope, introduced his high-
energy son to a teacher of meditation.  I 
received a mantra and took peaceful walks 

at age 8.  I appreciate the introduction as 
it allowed me to be open to the idea later 
in life.

As an adult, my technique concerning 
meditative mindfulness was completed 
under the tutelage of Zen Buddhist master 
Thich Nhat Hanh. I received my certificate 
in Mindfulness Training and Education in 
London at his school of Applied Ethics 
in Education, and I have also been in 
discussion with Congressman Tim Ryan 
who is working towards mainstreaming 

mindfulness techniques in schools across 
the country. 

This training happened to coincide with 
my increasing, adult onset mitochondrial 
myopathy, neuropathy and dysautonomia. 
My journey to diagnosis was relatively 
swift due to the severity of onset and 
the quality of clinical care here in the 
Cleveland area with University Hospitals, 
Cleveland Clinic and the wonderful work 
done at Akron Children’s Hospital.  In 
March of 2011, I began to have extreme 
muscle pain, which I thought might have 
been a back issue, but the systemic 
manifestations along with some extreme 
nerve pain in my extremities made me 
look deeper.  The heat came in late May 
one year and took me down.  In the 
middle of an ultimate Frisbee game with 
my students, my legs stopped working.  
On hands and knees I excused myself, 
thinking I had some sort of flu.  The next 
day I was in the hospital.   

I spent a year before being vocal about 
it.  Of course, my wife knew; and work, 
obviously, needed to know.  But I took 
some time to come to peaceful terms with 
myself and my new way of life.   

AACT Update

Purpose of AACT
to represent and serve the unique needs of the 
affected adult community and to ensure that those 
needs are adequately represented to uMdf resulting 
in enhanced services to the affected adult population.

aaCt is a liaison to the uMdf Board of trustees
Whom will assess and evaluate, provide advice and
guidance, and make recommendations to uMdf on
all adult related issues and needs.

Jennifer Schwartzott, AACT Chair, New York 
Gail Wehling, AACT Co-chair, Illinois
Devin Shuman, YA Coordinator, Washington
Kailey Danks, Toronto
Whit Davis, Pennsylvania
Rev. David Hamm, Maryland
Christy Koury, North Carolina
 

Joy Krumdiack, Washington
Terry Livingston, Florida
Deb Makowski, Arizona
David McNees, Ohio 
Linda Ramsey, New York
Sharon Shaw Reeder, California
Gregory Yellen, Maryland

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

Adult Advisory Council Team (AACT)

Mindfulness Practice and chronic Pain 
By David McNees, AACT Council Member
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Along that road, my work with Thich Nhat 
Hanh deepened my meditative practice 
and, in this, I have found great success in 
regulating my muscle and nerve pain, and 
my dysautonomia.  

When my temperature flies off the 
handle, or my pain cycles without end, 
I have created certain meditations to 
regulate myself.  The combinations of my 
supplements, meditation and gratitude for 
the present moment and those I share it 
with have kept me on an even keel, and 
out of extended hospital stays. 

My work as a Montessori Middle School 
teacher is also a truly mindful asset for 
me.  It is difficult, but I am supported in my 
journey by a caring staff who understands 
why I sometimes “shut down”. Also, 
adolescents are forever on the cusp of 
discovery and working with them each day 
invigorates me.  Some people think it is 
exhausting work, but I find myself living off 
of their pure, creative energy.

I’d like to discuss the idea of mindfulness 
as a tool for pain management. 
Mindfulness is certainly a buzzword these 
days. We are seeing it recommended 
all over the place, and I think many 
people have a lot of different ideas about 
what it means and how to implement it. 
Mindfulness, simply put, is to be present 
with your experience: to be here, now. 
This requires a focusing of the mind that 
helps us let go of our concepts of the past 
and future and only pay attention to our 
exact moment. As much as some people 
would like to tie it to some sort of religious 
experience, it is not. It is simply a human 
experience, one that when mastered has 

been utilized by all spiritual traditions. It 
begins when we are newborn babes and 
in our confusion and hunger our mother 
rests our head upon her heart and we hear 
that simple beat, and we know that we are 
here, we are safe and we calm ourselves.
Our brain is moving at lightning speed, 
and as we know, it is highly concerned 
with the past and the future. When the 
moment of perfect mental engagement of 
mind and body helps to heal us, it is when 
we are mindful of that moment only.  

We desire to be with the still, wise, 
compassionate part of ourselves that 
seems to be so difficult to access while in 
pain. Silence brings us back to ourselves, 
it brings us ‘home’ where we are 
confident, and the supportive relationship 
between our mind and our body is a 
resultant factor of that silence.

This chemical existence of pain can place 
us in a state of constant but subtle fear if 
we allow it to. When under such stress, 
the amygdala takes over the executive 
function of the pre-frontal cortex and puts 
us into a reactive response concerning 
our pain. Through mindfulness practice 
we change reactivity to awareness and 
control in the present moment - Mind and 
Body in the same place at the same time – 
synchronized, not opposed.

In addition, mindfulness exercises help in 
memory formation and retention in that 
explicit memory is solidified during times 
of rest and calm.  Being mindful helps 
our ability to adapt to things as they are 
happening -- and change happens quickly 
with those existing with mitochondrial 
disease. 

Mindfulness is the quality of the mind, 
not a goal. It must be an ongoing practice 
that brings the awareness and control we 
need, while also helping us to lead a more 
fulfilling life.

I have focused intensely on lowering my 
stress levels.  I have invested much time 
in understanding the mental aspects of 
self-treatment.  I can feel anger, guilt, 
regret, worry and stress immediately 
trigger physical reactions that lead to pain 
and fatigue; and I know these things will 
shorten my time here, and make that time 
difficult, so I am eradicating them as much 
as possible.  As much as I know that 
my medications help me survive, I also 
know that it is my meditation practice, my 
gratitude, and my focus on the present 
moment that has allowed me to thrive as 
best I can. 

Stay strong of heart and mind. Be grateful.
 . . . and breathe.

suggested readings:

peace is every step: the path of 
mindfulness in everyday Life
by Thich Nhat Hanh, Arnold Kotler (Editor), 
Dalai Lama XIV (Contributor)

full catastrophe Living 
using the wisdom of your Body and 
mind to face stress, pain, and illness
By Jon Kabat-Zinn

happiness: essential mindfulness 
practices
by Thich Nhat Hanh

My name is Linda Ramsey and I live outside Buffalo, New York. I have 
been involved with the UMDF since 1997 after my son passed away 
from what we learned later was a rare inherited condition of Leigh’s 
Syndrome.  Since then, I have lead support groups, chaired and co-
chaired fundraisers and events, and remain committed to increasing 
awareness and providing support for families affected by mito.   

aact is excited to weLcome a new counciL memBer!



scientific Program
June 15-18, 2016

Experts from around the world join together to better 
understand mitochondrial disease. The Scientific Program will 
deliver the following learning objectives:
•	 recognize the ways in which animal models of mitochondrial 

disease can help us better understand mitochondrial disease 
mechanisms in humans, and develop new concepts in the 
pathophysiology of human mitochondrial disease as well as 
therapeutic interventions.

•	 illustrate how mtdna replication and stability is a key factor in 
mitochondrial health and how impaired mtdna replication and 
translation can lead to mitochondrial disease in humans. 

•	 explain the current knowledge of mitochondrial diseases of the eye 
and eye movement, focusing on those diseases that lead to visual 
loss and optic atrophy as well as ophthalmoplegia. 

•	 describe the new therapeutic techniques in altering mitochondrial 
function including mitochondrial replacement therapy and the use 
of zinc-finger nucleases, mitotaLens and CrisPer technology.

•	 Compare the lessons learned with other rare diseases in terms of 
therapeutic drug development, and how to partner with the fda for 
clinical trial design.

•	 describe the ways in which cellular nutrients and nutritional 
interventions influence mitochondrial function and clinical trial 
design.

•	 summarize the other functions of the mitochondria including the 
cell-danger response and how external toxins affect mitochondrial 
function. 

•	 distinguish how patient priorities, new drugs, and personalized 
clinical trials are being aligned to bring effective treatments to 
mitochondrial disease patients.

Patient/family Program
June 17-18, 2016

topics include:  

•	 study design and other regulatory issues involving 
Clinical trials for Mitochondrial diseases 

•	 What is Mitochondrial disease and What to expect

•	 Managing your Child’s individual education Plan (ieP) 

•	 Gastrointestinal Motility & the Mitochondrial disease  
Child

•	 transitioning to Higher education and/or Jobs for the 
young adult Living with Mitochondrial disease

•	 Behavioral issues in the Child and adolescent with  
Mitochondrial disease

•	 Where does dysautonomia fit in the Mitochondrial 
disease Patient?

•	 Medical and Genetic testing in individuals with 
Mitochondrial disease

•	 anesthesia and the Mitochondrial disease Patient

mitochondriaL medicine 2016:
seattLe

Research Institute

Register online at www.umdf.org/symposium



United Mitochondrial disease FoUndation staFF

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

the uMdf focuses on coordination, communication and collaboration. 

We bring people and resources together to make an impact on diagnoses, treatments and a cure for mitochondrial disease.  

UMDF  
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Are you looking for someone to connect with? Connect with a UMDF Ambassador, 
an affected individual/family member who would be happy to network with you. To 
get started, complete our contact form at http://secure.umdf.org/RegionalContact or call 
us toll-free at 1-888-317-8633. 

what umdf region do you Live in?
Northeast Region 2   
nicole mccaslin 
Nicole@umdf.org 
www.umdf.org/northeast

Southeast Region 3  
margaret moore 
Margaret.Moore@umdf.org 
www.umdf.org/southeast

Great Lakes Region 4  
anne simonsen 
anne.simonsen@umdf.org
stephanie perron 
stephanie.perron@umdf.org 
www.umdf.org/greatlakes

Great Lakes Region 5  
Jessica rios 
jessica.rios@umdf.org 
www.umdf.org/central



Research Institute

A leader in studying mitochondrial  
disease, Seattle Children’s research  
is being applied to state-of-the-art  
patient care, diagnosis and treatments.  

Visit www.seattlechildrens.org/mito-research to learn more about how you 
can help advance mitochondrial research at Seattle Children’s.


