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T H I S  C O N F E R E N C E  I S  P A R T I A L L Y  F U N D E D  B Y

T H E  C H A N  Z U C K E R B E R G  I N I T I A T I V E .

Thank you Chan Zuckerberg Initiative
 

for recognizing the TANGO2 Research Foundation as a patient-led organization 
that is making a positive impact on the lives of patients and families 

affected by TANGO2- related disease



T H A N K  Y O U

" T o  s u p p o r t  p r o g r a m s  a n d  i n s t i t u t i o n s  t h a t  e n r i c h  t h e  q u a l i t y  o f  l i f e  w i t h  a

p a r t i c u l a r  f o c u s  o n  i n i t i a t i v e s  t h a t  h e l p  i n d i v i d u a l s ,  f a m i l i e s  a n d  c o m m u n i t i e s

b e n e f i t  f r o m  t h e s e  s e r v i c e s  a n d  o p p o r t u n i t i e s .  O u r  p r i m a r y  g o a l  i s  g i v i n g  b a c k  t o

c o m m u n i t i e s  w h e r e  o u r  c u s t o m e r s ,  e m p l o y e e s ,  a n d  a s s o c i a t e s  l i v e  a n d  w o r k . "

F O R  Y O U R  C O M M I T M E N T  A N D  S U P P O R T  O F  O U R  F A M I L I E S

T H A N K  Y O U

F O R  Y O U R  M I S S I O N
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A  M E S S A G E  F R O M  O U R  F O U N D E R S  

M I K E  A N D  K A S H A  M O R R I S

I N T R O D U C T I O N

We are proud to welcome you to the 2nd TANGO2 Family Conference! We are happy to bring together the

TANGO2 disease community for insights, fellowship and discussion.

Our mission is to improve the lives of those children and young adults affected by TANGO2-related

disease by helping to fund, coordinate and guide scientific research that leads to a better understanding

of how TANGO2 mutations affect them.

For many families and children affected by the rare disease, this conference will be one of the first

opportunities to meet and engage with other affected families. Building these relationships is vital for

combining efforts to advocate for research, treatment, and therapy for this rare disease. Thank you for

joining us and we hope you will enjoy your experience and time with us. 

                                                                                                      - Conference Planning Committee

W e ' d  l i k e  t o  w e l c o m e  e v e r y o n e  t o  t h e

2 0 2 2  T A N G O 2  F a m i l y  C o n f e r e n c e .  L i k e

m a n y  o f  y o u ,  a s  p a r e n t s  t o  a  c h i l d

s t r u g g l i n g  w i t h  T A N G O 2  d i s e a s e ,  w e

w i s h  w e  c o u l d  s o m e h o w  f a s t - f o r w a r d

t i m e  a n d  h a v e  a l l  t h e  a n s w e r s  w e  s e e k

t o d a y .  T h e n ,  w e  p a u s e  a n d  r e c o g n i z e

t h a t  g r e a t  p r o g r e s s  i s  i n  f a c t  b e i n g

m a d e  a n d  w e  k n o w  m u c h  m o r e  t o d a y

t h a n  w e  d i d  w h e n  w e  s t a r t e d  o n  t h i s

j o u r n e y  f o u r  y e a r s  a g o .  W e  a r e  a l s o

v e r y  c o n f i d e n t  t h a t  w e ' l l  c o n t i n u e  t o

a c c e l e r a t e  t h i s  l e a r n i n g  a n d  m a k e  a

r e a l  d i f f e r e n c e  i n  t h e  l i v e s  o f  c h i l d r e n

a n d  y o u n g  a d u l t s  w i t h  T A N G O 2 -  r e l a t e d

d i s e a s e .

T h a t  i s  t h e  v e r y  e s s e n c e  o f  t h i s  C o n f e r e n c e .  I t  h i g h l i g h t s  a l l  o f  t h e  i n c r e d i b l e  w o r k  t h a t

i s  c u r r e n t l y  b e i n g  p e r f o r m e d  b y  o u t s t a n d i n g  r e s e a r c h e r s  a n d  s c i e n t i s t s  i n  p a r t n e r s h i p

w i t h  t h e  T A N G O 2  R e s e a r c h  F o u n d a t i o n .  I t  i s  a  t r u e  c o l l a b o r a t i o n  b e t w e e n  a l l  o f  u s  -

f a m i l i e s ,  r e s e a r c h e r s ,  d o c t o r s  a n d  t h e  f o u n d a t i o n .  T h i s  i s  h o w  t h e  b e s t  s c i e n c e  w o r k s

a n d  h o w  w e  w i l l  h e l p  o u r  c h i l d r e n  l i v e  t h e i r  b e s t  l i v e s .  

T h e  T A N G O 2  R e s e a r c h  F o u n d a t i o n  i s  c o m m i t t e d  t o  c o n t i n u i n g  i t s  s u p p o r t  f o r  t h e s e

t y p e s  o f  e f f o r t s  a n d  i s  c u r r e n t l y  f u n d i n g  a  n e w  r o u n d  o f  p r o j e c t s  f o r  2 0 2 2 .  T h a n k  y o u  t o

a l l  t h e  f a m i l i e s ,  r e s e a r c h e r s ,  d o c t o r s ,  b o a r d  m e m b e r s ,  d o n o r s  a n d  v o l u n t e e r s  t h a t  h a v e

m a d e  t h i s  w o r k  p o s s i b l e .  T o g e t h e r ,  w e  a r e  m a k i n g  a  d i f f e r e n c e .  



B O A R D  O F  D I R E C T O R S

M I K E  M O R R I S  

P R E S I D E N T  &  C O - F O U N D E R  

E A S T  H A D D A M ,  C T  U S A

K A S H A  M O R R I S  

S E C R E T A R Y  &  C O - F O U N D E R

E A S T  H A D D A M ,  C T  U S A  

B L A K E  M O O R E  

V I C E  P R E S I D E N T

T A H O K A ,  T X  U S A

G I O R G I O  P O C H E T T I N O

B O A R D  M E M B E R

M O N C A L I E R I ,  I T A L Y  

M I C H A E L  S A C H E R ,  P H D

B O A R D  M E M B E R

M O N T R E A L ,  C A N A D A  

S E E M A  L A L A N I ,  M D  

B O A R D  M E M B E R

H O U S T O N ,  T X  U S A

S C I E N T I F I C  A D V I S O R Y  B O A R D

C H E Y E N N E  M .  B E A C H ,  M D

A S S I S T A N T  P R O F E S S O R  O F  P E D I A T R I C S    

 ( C A R D I O L O G Y )

Y A L E  S C H O O L  O F  M E D I C I N E

N E W  H A V E N ,  C T  U S A

P A S C A L E  D E  L O N L A Y ,  M D  

H E A D  O F  M E T A B O L I C  U N I T  A N D  R E F E R E N C E

C E N T E R  O F  M E T A B O L I C  D I S E A S E

D E P A R T M E N T  O F  M E D I C A L  A N D  M O L E C U L A R

G E N E T I C S

H O S P I T A L  N E C K E R - E F A N T S  M A L A D E S ,  A P H P ,

U N I V E R S I T Y  P A R I S - D E S C A R T E S ,  F R A N C E

P A R I S ,  F R A N C E

M A R Y  K A Y  K O E N I G ,  M D  

A S S O C I A T E  P R O F E S S O R

E N D O W E D  C H A I R  O F  M I T O C H O N D R I A L

M E D I C I N E

U T  M I T O C H O N D R I A L  C E N T E R  O F

E X C E L L E N C E  D I R E C T O R

U T  H E A L T H  |  M C G O V E R N  M E D I C A L  S C H O O L

H O U S T O N ,  T X  U S A

C H R I S T I N A  M I Y A K E ,  M D ,  M S  

A S S O C I A T E  P R O F E S S O R  –  P E D I A T R I C S

( T C H )

A S S O C I A T E  P R O F E S S O R  –  M O L E C U L A R

P H Y S I O L O G Y  A N D  B I O P H Y S I C S  ( B C M )

T E X A S  C H I L D R E N ’ S  H O S P I T A L

B A Y L O R  C O L L E G E  O F  M E D I C I N E

H O U S T O N ,  T X  U S A

F E L I X  D I S T E L M A I E R ,  M D  P H D  

S E N I O R  P H Y S I C I A N ,  M E D I C A L  D I R E C T O R

O F  N E U R O P E D I A T R I C S  A N D  O U T P A T I E N T

D E P A R T M E N T  F O R  M I T O C H O N D R I A L

D I S E A S E S

U N I V E R S I T Y  H O S P I T A L  D U S S E L D O R F

D U S S E L D O R F ,  G E R M A N Y

J E R R Y  V O C K L E Y ,  M D  P H D  

D I R E C T O R ,  C E N T E R  F O R  R A R E  D I S E A S E

T H E R A P Y

C H I E F ,  M E D I C A L  G E N E T I C S

C H I L D R E N ’ S  H O S P I T A L  O F  P I T T S B U R G H

P I T T S B U R G H ,  P A  U S A

K A R A  C A M E R O N  

T R E A S U R E R

S T E L L A R T O N ,  N S  C A N A D A

D A V I D  L O N G M A N

B O A R D  M E M B E R

P E R T H ,  A U S T R A L I A

M A R I C E L A  L O P E Z  

B O A R D  M E M B E R

M A G N O L I A ,  T X  U S A  

 



C O M M I T T E E  C H A I R S

M I K E  M O R R I S

EXECUTIVE COMMITTEE

EAST HADDAM, CT USA

G I O R G I O  P O C H E T T I N O

R E S E A R C H  C O M M I T T E E

M O N C A L I E R I ,  I T A L Y  

 

D A V I D  L O N G M A N

O U T R E A C H  C O M M I T T E E

P E R T H ,  W E S T E R N  A U S T R A L I A

 

S A M  B U R G E S O N

F U N D R A I S I N G  C O M M I T T E E

C H I C A G O ,  I L  U S A

 

K A S H A  M O R R I S

R E G I O N A L  C O O R D I N A T O R  P R O G R A M

E A S T  H A D D A M ,  C T  U S A

 

 A u d i e n c e  Q & A

S l i d o  i s  a n  e a s y - t o - u s e  Q & A  p l a t f o r m  f o r

e v e n t s  t h a t  g i v e s  e v e r y o n e  a  c h a n c e  t o  a s k

t h e i r  q u e s t i o n s .   Y o u  c a n  a s k  a n o n y m o u s l y

a n d  v o t e  f o r  t h e  q u e s t i o n s  y o u  l i k e ,  b r i n g i n g

t h e  m o s t  i m p o r t a n t  t o p i c s  t o  l i g h t .   

U s e  t h i s  Q R  c o d e  t o  g e t  s t a r t e d  n o w .

 







T H E  S P E A K E R S

Dr. Lalani is a Professor in the department of Molecular and Human Genetics at

Baylor College of Medicine.  She completed her residency in Pediatrics at Hershey

Medical Center in Pennsylvania and then followship in Clinical Genetics at Baylor

College of Medicine. She subsequently completed training in Clinical Cytogenetics

and Molecular Genetics. Her work has focused on understanding the molecular basis

of neurodevelopmental and cardiovascular disorders in children. She has also been

involved with rapid exome sequencing of children with birth defects in neonatal and

pediatric intensive care units. She has been involved with the Undiagnosed Diseases

Network (UDN) study at Baylor College of Medicine for several years and helped

characterize diagnoses in multiple undiagnosed children with rare diseases. Her team

has made several novel gene discoveries related to pediatric disorders in the past

decade. In 2016, her group identified the first cohort of patients with TANGO2

disorder, which led to a rewarding association with the TANGO2 Research

Foundation. She currently serves as a Board member of the foundation.

D R .  S E E M A  

L A L A N I

D R .  E R I C A  L A Y

Dr.  Er ica Lay is  a c l in ical  research fel low and cl in ical  instructor  in the

department of Molecular  and Human Genetics at  Baylor  Col lege of

Medicine.  She completed medical  school  and pediatr ic-medical  genet ics

res idency at Baylor  Col lege of Medicine as wel l .  Her t ime dur ing her

research fel lowship has focused on descr ibing genet ic condit ions with

di lated cardiomyopathy l ike LMOD2-associated di lated cardiomyopathy

and TANGO2 disorder.  After  complet ing her research fel lowship,  she

plans on pract ic ing as a pediatr ic medical  genet ic ist .  

Dr. Mackenzie is a clinician-scientist at the University of Rochester focused on gene-

based therapies for neurogenetic diseases affecting children. He is board certified

in pediatric neurology and completed a fellowship in neuromuscular medicine prior

to joining the faculty at Rochester in 2021. He is interested in improving our

understanding of the underlying mechanisms and neurological manifestations of

TANGO2 disease as we move toward potential treatments in the future. Dr.

Mackenzie is a member of the TANGO2 Foundation's Research Committee and has

been involved with several projects including the addition of TANGO2 on

commercial gene panels, determining the genetic frequency of pathogenic variants

in TANGO2 on a population-wide scale, and developing more specific antibodies

against the TANGO2 protein.

D R .  S A M

M A C K E N Z I E

Dr. Chaya Murali is a pediatric clinical geneticist in the Department of Molecular

and Human Genetics at Baylor College of Medicine in Houston, TX.  She completed

her pediatric genetics residency training at Children's Hospital of Philadelphia.  Dr.

Murali is interested in studying the quality of life of patients with genetic conditions,

patient-reported outcomes, and patient-centered research.  She also has a passion

for creative writing.  

D R .  C H A Y A  M U R A L I



T H E  S P E A K E R S

Dr. Miyake is an Associate Professor in the Departments of Pediatrics at Texas

Children’s Hospital and Molecular Physiology and Biophysics at Baylor College of

Medicine. She also serves as the Director of the Cardiovascular Genetics Inherited

Arrhythmias Clinic.  She specializes in the care of pediatric patients and families

with inheritable arrhythmia disorders.  Dr. Miyake is actively involved in clinical and

translational research and is currently funded through the NIH. Her goal is to identify

genes that cause arrhythmia disorders and improve the quality of care and outcomes

among patients worldwide. She is one of the investigators at Baylor who first

described the TANGO2 disorder in 2016.

D R .  C H R I S T I N A

M I Y A K E

Dr. Claudia Soler-Alfonso is an assistant professor in the Department of Molecular

and Human Genetics at Baylor College of Medicine in Houston, TX. She completed

her combined pediatrics and genetics residency training at the University of Texas

Health Science Center in Houston, TX and a fellowship in clinical biochemical

genetics at the Children’s Hospital of Philadelphia. She is board certified in both

clinical and biochemical genetics. Her professional interests include studying

metabolic disorder of glycogen, lactate, and pyruvate as well as the development of

novel therapies for metabolic defects of energy generation. She manages metabolic

problems in children with TANGO2 disorder.

D R .  C L A U D I A  S O L E R -

A L F O N S O

Dr. Hortense de Calbiac is a postdoctoral researcher at Imagine Institute of Genetic

Diseases, collaborator and soon to be full-time postdoctoral fellow of Dr. de Lonlay.

She completed her PhD in 2019 at Sorbonne University under Dr. Edor Kabashi's

supervision where she conducted research activities in the field of neurological and

neurodegenerative disorders. In this context, she specialized in zebrafish model.

D R .  H O R T E N S E  D E

C A L B I A C

Pr Pascale de Lonlay is  a pediatr ic ian and coordinator of  reference centers

of inher i ted metabol ic diseases in France (network G2M) for  chi ldren and

adults .  She is  a lso a coordinator of  the unit  of  metabol ic diseases at Necker-

Enfants Malades Hospital  in  Par is ,  France.  Her interest  in  diseases of the

energet ic metabol ism has al lowed her to integrate her c l in ical  exper ience,

notably her observat ion of the importance of inf lammation in the

decompensat ion of her pat ients ,  and her sk i l l s  in  molecular  biology,

biochemistry ,  genet ics ,  and cel l  b io logy.

P R  P A S C A L E  D E

L O N L A Y



T H E  S P E A K E R S

Sunaira Tejpar is a Ph.D. Student at the Faculty of Education at Queen’s University in

Kingston, Ontario. As an educator, her research interest is in better understanding

how to support students with exceptionalities in the classroom through a strengths-

based perspective. More specifically, her goal is to understand how students

perceive their own exceptionalities during the identification process and the impact

it has on their learning. Sunaira is interested in learning more about how educators

can lean in on the expertise of parents of children with the TANGO2 deficiency to

foster collaborative teaming to better support these students. 

S U N A I R A  T E J P A R

Dr. Zhang is an assistant professor of Molecular and Human Genetics, Molecular

Physiology and Biophysics, and Internal Medicine at the Baylor College of Medicine.

She is the chief of cardiovascular genetics clinic at Baylor College of Medicine and is

board certified in clinical genetics and internal medicine. 

Dr. Zhang is a physician scientist. Her laboratory studies the impact of gene

regulation on the health and disease of the heart. More recently, the lab focuses on

using induced pluripotent stem cell differentiated cardiomyocytes combined with

genome editing tools to understand inherited cardiac diseases and translate these

findings to the bedside. 

D R .  L I L E I  Z H A N G

Dr.  Gl inton is  an Ass istant Professor in the Department of Molecular  and

Human Genetics at  Baylor  Col lege of Medicine.  He completed a res idency in

Pediatr ics at  the Univers i ty  of  Virgin ia Health System and then fel lowships in

Cl in ical  Genet ics and Cl in ical  B iochemical  Genet ics at  Baylor  Col lege of

Medicine.  Whi le at  Baylor ,  Dr .  Gl inton’s  research has focused on the cl in ical

appl icat ions of untargeted metabolomics as wel l  as the character izat ion of

rare neuro-metabol ic disorders.  Dr .  Gl inton is  involved in several  c l in ical

t r ia ls  in  rare genet ic disorders and enjoys educat ing students and pat ients

on genet ics and genomics.  

D R .  K E V I N  G L I N T O N

BRANDY RAWLS-CASTILLOR,  MS, RD,  LD

Brandy Rawls-Cast i l lo graduated Summa Cum Laude with a bachelor  of

science degree in Human Nutr i t ion in 2015.  She then furthered her

education by receiv ing her Master  of  Science in Nutr i t ion and Metabol ism

from Univers i ty  of  Texas Medical  Branch in 2016.  She has been work ing at

for  the past 5 years in the metabol ic c l in ic at  Texas Chi ldren’s  Hospital .  In

2020, she was promoted to c l in ical  program coordinator .  She is  very

pass ionate about nutr i t ion in the t reatment of inborn errors  of  metabol ism,

specif ical ly  urea cycle disorders and glycogen storage disorders.



T H E  S P E A K E R S

Dr. Lina Gonzalez is an assistant professor of pediatrics in the division of Genetics

and Medical Genomics at University of Pittsburgh. She received her degree in

Medicine from the University of Aleppo School of Medicine in Aleppo, Syria. She is

board certified in Internal Medicine, Medical Genetics and Genomics and Medical

Biochemical Genetics. Dr. Gonzalez has been awarded a National Institutes of

Health (NIH) K08 Mentored Clinical Scientist Research Career Development Award

under National Human Genome Research Institute (NHGRI) in 2019 for her grant

“Precision Genomic Medicine in The Plain Communities and its Impact on The Plain

and General Population”. She also has been funded for one year from the TANGO2

Research Foundation in 2020. Dr. Gonzalez's focus is on the genetic disorder in the

Plain people (Amish and Mennonites) in Western Pennsylvania to characterize novel

genetic disorders or novel mutations. She also has interest in studying the

pathophysiology of TANGO2 deficiency.

D R .  L I N A  

G O N Z A L E Z

Michael Sacher is a Professor in the Biology Department at Concordia University and

an Adjunct Professor at McGill University in the Department of Anatomy and Cell

Biology. His laboratory focuses on the mechanism of membrane transport between

cellular compartments and diseases related to defects in this process, work which

began as a research associate at Yale University. He discovered the TRAPP

complexes in yeast and identified mammalian-specific TRAPP proteins. Using genetic,

biochemical, structural and cell biological approaches, his group showed that they

play pivotal roles in membrane transport and have linked mutations in a number of

TRAPP genes to human disease. His laboratory recently began characterizing the

function of TANGO2 using a variety of model systems, demonstrating a role in both

membrane transport and at the mitochondria.

D R .  M I C H A E L

S A C H E R

Mike and Kasha Morris are co-founders of the TANGO2 Research

Foundation.  After more than a decade of searching, their son,

Ryan, was diagnosed with TANGO2-Related Disorder in 2017. 

 The foundation was established in 2018 to help support research

for better understanding of the disorder.  Mike is the creator and

CEO of RecDesk, a cloud-based recreation software company

and Kasha is a special education teacher.  They live on a farm in

East Haddam, Connecticut.

M I K E  M O R R I S  A N D  K A S H A  M O R R I S



T H E  S P E A K E R S

Nik brings over 20 years of experience in helping clients maximize top line revenue

by implementing the 1% Better system for sustainable continuous improvement.

 Over the years Nik and his organization have worked with many global companies

like United Technologies, Cognizant, United Airlines, Enterprise, Quad Graphics,

Computer Sciences Corporation, NICE Systems and many others. His greatest

coaching achievement: "Teaching my son how to achieve the impossible by getting

1% Better Every Day."

Chris Nikic set a new world record by being the first person with Down Syndrome to

complete a 140.6-mile Ironman. His mission is to inspire others like him to pursue

their dreams and goals. 

His greatest achievement is showing others how shifting your focus from your

disabilities to your abilities and pursuing your dreams with an unwavering tenacity,

a positive attitude and a no-quit grit can help anyone achieve their goals and

dreams.

C H R I S  N I K I C

N I K  N I K I C

Jordan and Amanda Taggart  are TANGO2 parents to a 4 year old son,

Jake,  who was diagnosed at age two. Since then,  they have tr ied to

learn as much as they can about TANGO2-Related Disorder and how to

care for  a chi ld with th is  disorder.  Jordan leads sales for  Vida Health,  a

v i r tual  chronic care company,  and Amanda has 15 years of  exper ience as

an elementary school  teacher.  As a fami ly ,  they enjoy spending t ime

together outdoors and at Lake Michigan where they l ive in Chicago. 

Heading into her th i rd year ,  Ann Geffen is  the TANGO2 Research

Foundation 's  f i rst  Execut ive Director .  She spearheads al l  aspects of  the

Foundation from foundation strategy,  operat ions,  communicat ions,

volunteer recruitment to fundrais ing.  Geffen holds a Jur is  Doctor degree

with the Thomas Jefferson School  of  Law and a Master  of  Arts  degree in

Strategic Publ ic Relat ions f rom the Univers i ty  of  Southern Cal i fornia.

She l ives in Winter  Garden,  F lor ida with her husband,  Dr.  Joseph Geffen,

and two chi ldren,  Zander and Ar ia.

A N N  G E F F E N

A M A N D A  &  J O R D A N

T A G G A R T



A M A N D A  H U L L

T H E  S P E A K E R S

Veronica is the mother of Thea, a 7-year-old child with TANGO2-

Related Disorder.  She is a first-grade teacher and enjoys reading,

yoga, and gardening.  Her and her family live in San Diego, California.

V E R O N I C A  J O N E S

E B O N Y  H I L L

Amanda Hull is from Suffolk in England. Her and husband, Daniel, have three boys-

Joe 13, Sebby 11 and Walter 6. Sebby has TANGO2-Related Disorder. They live on a

farm and have an active lifestyle with all of them enjoying being outdoors and

doing adventurous activities. Amanda is an Educational Psychologist and works in

schools, and Daniel is a farmer.

Ebony Hi l l ,  i s  a mother of  two boys,  Or ion 7 and Osir is  5 both with

TANGO2-Related Disorder.  She is  a fu l l  t ime mom and col lege

student aiming for  a career in social  work.  They l ive just  outs ide

Toledo Ohio.  

Samantha (Sam) Burgeson is the Fundraising Chair for the TANGO2 Research

Foundation.  She first became familiar with the Foundation when her nephew,

Jake, was diagnosed with this ultra-rare genetic disease a few days after his 2nd

birthday in May 2020.  She lives in Chicago, USA with her husband, Jon – only a

ten-minute drive from Jake & family! In her free time, Sam loves to travel & walk

Chicago, finding new restaurants & enjoying the Lake Shore path. Samantha

currently works in Finance within the Pharmaceutical & Health Care industries. 

S A M  B U R G E S O N



*Please note, schedule is subject to change

Conference Agenda
Sunday, June 26

Monday, June 27

5:00 - 7:00 PM | Welcome Reception

7:00 - 9:00 AM | Breakfast
9:00 - 9:15 AM | Welcome to Day 1 with Kasha Morris
9:15 - 10:00 AM | Keynote Speakers Chris & Nik Nikic - 1% Better
10:00 - 10:15 AM | Faces of TANGO2 disease
10:15 - 10:45 AM | TANGO2-Related Disorder 101
                                  Dr. Erica Lay
Break
11:00 - 11:30 AM| Building our Understanding of TANGO2-Related Disorder From Gene 
                                 to Child
                                 Dr. Samuel Mackenzie 
11:30 AM - 12:00 PM | Mitochondrial Dysfunction in TANGO2-Related Disorder; What is   
                                         next?
                                         Dr. Lina Gonzalez
12:00 - 12:30 PM | Video: Assessment of Metabolic Studies in TANGO2-Related Disorder
                                  Drs. Claudia Soler and Kevin Glinton

12:30 - 1:55 PM | Lunch
2:00 - 3:30 PM | Workshop: What matters most to families?
                              Amanda & Jordan Taggart, Dr. Sam Mackenzie
Break
3:45 - 4:15 PM | TANGO2-Related Disorder Natural History Study – How families are      
                             helping to save lives
                             Dr. Christina Miyake
4:15 - 4:45 PM | It takes two to tango: the search for partners for TANGO2
                             Dr. Michael Sacher 



*Please note, schedule is subject to change
Reminder: Hotel check-out time is 11:00 AM

Conference Agenda
Tuesday, June 28
7:00 - 9:00 AM | Breakfast
8:00 - 9:00 AM | Science Meeting, Committee Recruitment, & Siblings Meetup
9:00 - 9:15 AM | Welcome to Day 2 with Dr. Seema Lalani 
9:15 - 9:45 AM | About the TANGO2 Research Foundation with Kasha & Mike Morris
9:45 - 10:15 AM |Cardiac Crises – What physicians and families need to know
                               Dr. Christina Miyake
Break
10:30 AM - 11:45 PM | Breakout Sessions: 
                                         Parenting Tips- Ebony Hill & Amanda Hull
                                         Nutrion & TANGO2-Related Disorder - Brandy Rawls-Castillo
                                         Educational Needs of individuals with TANGO2-Related Disorder -
                                         Sunaira Tejpar & Veronica Jones                                             
12:00 - 1:25 PM | Shine a Light on TANGO2 Campaign Celebration Lunch
1:30 -2:00 PM | Family perspectives and priorities in TANGO2-Related Disorder: Using
                            patient-centered approaches to guide clinical care and research     
                            Dr. Chaya Murali 
 2:00 -2:30 PM | Video: Drug screening for Tango deficiency and emergency certificate
                              Pr. Pascale De Lonlay and Hortense de Calbiac

2:30 - 3:00 PM |  Lessons from beating heart cells in the dish on TANGO2 arrhythmia
                              Dr. Lilei Zhang
Break
3:15 - 4:30 PM | Questions & Answers with Dr. Seema Lalani
4:30 - 4:45 PM | Closing Remarks & What's next with Dr. Seema Lalani & Kasha Morris



Poster Presentations

Located at Coronado M

BioBank

Located at Registration
Monday: 8-9 am & 12:30 - 2:00 PM
Tuesday: 8-9 am & 5:00 - 6:00 PM

CoRDS & Natural History Study Sign Up

Located at Registration

Conference Exhibits

Merchandise
Located at Registration

D u r i n g  b r e a k s  a n d  l u n c h ,  p l e a s e  t a k e  a  m o m e n t  t o  v i s i t  o u r  e x h i b i t s

Suport our Foundation by  purchasing a calendar or conference t-shirt .

We invite you to view posters highl ighting the TANGO2-related studies by our
physicians,  scientists,  and students at the conference.  
Note:  Posters are to be displayed before break on Monday and removed after lunch
Tuesday.

DNA samples are being col lected (blood, sal iva,  skin)  as part of  the TANGO2 Natural
History study.   I f  you haven’t  had a chance to part ic ipate yet or would l ike more
information,  please see Al ic ia Turner and Dr.  Mahshid Azamian at the biobank
station.

Patients with TANGO2 disease are invited to part ic ipate in the Natural  History
Study (NHS) led by Dr.  Christ ina Miyake during breaks and lunch to pick up
information. Please see Dr.  Mahshid Azamian.



G L O S S A R Y  O F  T E R M S

T A N G O 2

G o l g i

E n d o p l a s m i c  

R e t i c u l u m

E x o n s

D e l e t i o n

M i s s p e l l i n g

T A N G O 2  i s  a  g e n e  r e s p o n s i b l e  f o r  p e r f o r m i n g  a  s p e c i f i c

j o b  i n  t h e  b o d y  w h i c h  i s  a c t u a l l y  t h e  a c r o n y m  i t  s t a n d s

f o r  - -  T r a n s p o r t  A n d  G o l g i  o r g a n i z a t i o n .

G o l g i  f u n c t i o n s  a s  a  f a c t o r y  i n  w h i c h  p r o t e i n s  r e c e i v e d

f r o m  t h e  e n d o p l a s m i c  r e t i c u l u m  a r e  p r o c e s s e d  a n d

s o r t e d  f o r  t r a n s p o r t  t o  t h e i r  e v e n t u a l  d e s t i n a t i o n s .

E n d o p l a s m i c  r e t i c u l u m  i s  a  c o l l e c t i o n  o f  t u b e s  t h a t  m a k e ,

p a c k a g e ,  a n d  t r a n s p o r t  p r o t e i n s  a n d  f a t s .

A n  e x o n  i s  a  c o d i n g  r e g i o n  o f  a  g e n e  t h a t  c o n t a i n s  t h e

i n f o r m a t i o n  r e q u i r e d  t o  e n c o d e  a  p r o t e i n .

A  g e n e t i c  d e l e t i o n  m e a n s  t h a t  a  p a r t  o f  a  c h r o m o s o m e  i s

m i s s i n g .  A  v e r y  s m a l l  p i e c e  o f  a  c h r o m o s o m e  c a n  c o n t a i n

m a n y  d i f f e r e n t  g e n e s .  W h e n  g e n e s  a r e  m i s s i n g ,  t h e r e  m a y

b e  e r r o r s  i n  t h e  d e v e l o p m e n t  o f  a  b a b y ,  s i n c e  s o m e  o f  t h e

" i n s t r u c t i o n s "  a r e  m i s s i n g .

A  m i s s p e l l i n g  i s  a  c h a n g e  o r  m u t a t i o n  i n  a  g e n e .



G L O S S A R Y  O F  T E R M S

A u t o s o m a l

R e c e s s i v e

M i t o c h o n d r i a

M e t a b o l i s m

M e t a b o l o m i c s

R e c u r r e n t  

M e t a b o l i c

C r i s e s

E n z y m e s

T h i s  i s  a  c o n d i t i o n  i n h e r i t e d  f r o m  b o t h  p a r e n t s  t h a t

r e s u l t s  f r o m  h a v i n g  n o  f u n c t i o n i n g  c o p i e s  o f  a  g e n e .

M i t o c h o n d r i a  a r e  t h e  p a r t s  o f  o u r  c e l l s  t h a t  g e n e r a t e

e n e r g y  f r o m  f o o d  t h a t  t h e  r e s t  o f  t h e  c e l l  c a n  u s e .

M e t a b o l i s m  i s  a l l  t h e  c h e m i c a l  r e a c t i o n s  i n v o l v e d  i n

c o n v e r t i n g  f o o d  i n t o  e n e r g y .

M e t a b o l o m i c s  i s  t h e  s t u d y  o f  s m a l l  m o l e c u l e s ,  k n o w n  a s

m e t a b o l i t e s ,  w i t h i n  c e l l s ,  b i o f l u i d s ,  t i s s u e s  o r

o r g a n i s m s .

O u r  b o d y  h a s  a n  o r d e r  o r  a  w a y  t h a t  i t  w o r k s  b e s t  t o  g i v e

u s  e n e r g y  a n d  k e e p  u s  h e a l t h y .  W h e n  t h e  T A N G O 2  g e n e

d o e s n ’ t  w o r k  i n  t h e  b o d y ,  i t  d i s r u p t s  t h i s  o r d e r  a n d  i t

c a u s e s  a  c r i s i s  b e c a u s e  w e  c a n ’ t  u t i l i z e  t h i s  t y p i c a l  w a y  o f

m a k i n g  e n e r g y .  W e  c a n  m e a s u r e  m e t a b o l i c  c r i s i s  w i t h  l a b

t e s t s .  T h e  b o d y  u s e s  u p  a  l o t  o f  i t s  s u g a r  r e s u l t i n g  i n  l o w

b l o o d  s u g a r  w h i c h  l e a d s  t o  h y p o g l y c e m i a .  T h e r e  c a n  b e  a

b u i l d  u p  i n  l a c t i c  a c i d  c a l l e d  l a c t i c  a c i d o s i s .  L a c t a t e  a n d

g l u c o s e  a r e  c l o s e l y  r e l a t e d  a n d  s o  a  d e c r e a s e  i n  o n e  c a n

c a u s e  a n  i n c r e a s e  i n  a n o t h e r .  W e  c a n  a l s o  s e e  e l e v a t e d

a m m o n i a  c a l l e d  h y p e r a m m o n e m i a .

A n  e n z y m e  i s  a  p r o t e i n  m o l e c u l e  i n  c e l l s  t h a t  s p e e d s  u p

c h e m i c a l  r e a c t i o n s  i n  t h e  b o d y ,  b u t  d o e s  n o t  g e t  u s e d  u p

i n  t h e  p r o c e s s .  T h e r e f o r e  i t  c a n  b e  u s e d  o v e r  a n d  o v e r

a g a i n .



G L O S S A R Y  O F  T E R M S

F a t t y  A c i d

O x i d a t i o n  

M e m b r a n e

T r a f f i c

C a r n i t i n e

D u r i n g  d i g e s t i o n  t h e  b o d y  b r e a k s  d o w n  f a t s  i n t o  f a t t y

a c i d s  w h i c h  c a n  t h e n  b e  a b s o r b e d  i n t o  t h e  b l o o d .  F a t t y

a c i d s  h a v e  m a n y  i m p o r t a n t  f u n c t i o n s  i n  t h e  b o d y ,

i n c l u d i n g  e n e r g y  s t o r a g e .  I f  g l u c o s e  ( a  t y p e  o f  s u g a r )  i s n ' t

a v a i l a b l e  f o r  e n e r g y ,  t h e  b o d y  u s e s  f a t t y  a c i d s  t o  f u e l  t h e

c e l l s  i n s t e a d .

M e m b r a n e  t r a f f i c k i n g  i s  t h e  p r o c e s s  b y  w h i c h  p r o t e i n s

a n d  o t h e r  m a c r o m o l e c u l e s  a r e  d i s t r i b u t e d  t h r o u g h o u t  t h e

c e l l .

C a r n i t i n e  i s  a  n a t u r a l  s u b s t a n c e  t h a t  t h e  b o d y  u s e s  t o

p r o c e s s  f a t s  a n d  p r o d u c e  e n e r g y .  C a r n i t i n e  d e f i c i e n c y  i s

w h e n  n o t  e n o u g h  ( l e s s  t h a n  1 0 % )  o f  t h e  n u t r i e n t  c a r n i t i n e

i s  a v a i l a b l e  t o  c e l l s  i n  t h e  b o d y .  T h i s  c a n  c a u s e  m u s c l e

w e a k n e s s  a n d  h e a r t  o r  l i v e r  p r o b l e m s .

T h i s  i s  t h e  b r e a k d o w n  o f  m u s c l e .  W i t h  T A N G O 2  t h e r e  c a n

b e  m u s c l e  i n j u r y  f r o m  a l l  t h e  a b n o r m a l  l a b s  o f  a  m e t a b o l i c

c r i s i s  t h a t  c a u s e  t h e  m u s c l e  f i b e r s  t o  d i e  a n d  b r e a k  d o w n .

M u s c l e  t h a t  b r e a k s  d o w n  r e l e a s e s  m y o g l o b i n s .  A  k i d n e y

t h a t  i s  o v e r w h e l m e d  w i t h  m y o g l o b i n  c a n  b e  i n j u r e d .  W e

m e a s u r e  h o w  m u c h  m u s c l e  i s  b r e a k i n g  d o w n  b y  m e a s u r i n g

C r e a t i n e  k i n a s e  o r  C K .

R h a b d o m y o l y s i s



G L O S S A R Y  O F  T E R M S

M y o g l o b i n s

C a r d i a c

A r r h y t h m i a s

T a c h y c a r d i a

M y o g l o b i n  i s  a  p r o t e i n  f o u n d  i n  h e a r t  t i s s u e  a n d  o t h e r

m u s c l e s .  I t  i s  r e l e a s e d  i n t o  t h e  b l o o d  a f t e r  d a m a g e  t o  t h e

h e a r t  o r  o t h e r  m u s c l e s .  I t  c a n  b e  c h e c k e d  w i t h  a  b l o o d

t e s t  o r  a  u r i n e  t e s t .

T a c h y c a r d i a  i s  a n  a b n o r m a l l y  f a s t  h e a r t  r a t e .

C a r d i o m y o p a t h y

A n  a r r h y t h m i a  i s  a n y  c h a n g e  i n  h e a r t  r h y t h m .  H e a r t s

t y p i c a l l y  h a v e  a  v e r y  s p e c i f i c  w a v e  a n d  t h e  P Q R S T

d e s c r i b e s  t h e  n o r m a l  s h a p e  o f  t h a t  w a v e .  W i t h

a r r h y t h m i a  r e l a t e d  t o  T A N G O 2 ,  t h e  m o s t  c o m m o n

c h a n g e  i s  a n  i n c r e a s e  i n  s p a c e  b e t w e e n  t h e  Q  a n d  T

p a r t  o f  t h e  w a v e  c a l l e d  Q T  p r o l o n g a t i o n .  A n y  c h a n g e  t o

o u r  n o r m a l  h e a r t  w a v e  i s  d a n g e r o u s  b e c a u s e  i t  m a y  n o t

s n a p  b a c k  i n t o  n o r m a l  r h y t h m  a n d  t h e  h e a r t  c a n  s t o p .

C a r d i o m y o p a t h y  i s  w h e n  t h e  h e a r t  m u s c l e  b e c o m e s  w e a k

a n d  e n l a r g e d ,  w h i c h  m a k e s  i t  d i f f i c u l t  t o  p u m p  b l o o d

t h r o u g h  t h e  b o d y .

T h e s e  a r e  a  t y p e  o f  c e l l  f o u n d  i n  m u s c l e  t i s s u e .  T h e y

d e v e l o p  f r o m  m y o b l a s t s  t o  f o r m  m u s c l e s  i n  a  p r o c e s s

c a l l e d  m y o g e n e s i s .

M y o c y t e s
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E n c e p h a l o p a t h y

B i o m a r k e r

P l u r i p o t e n t

S t e m  C e l l s

( i P S C )

T h i s  i s  d a m a g e  t o  t h e  b r a i n  t h a t  c h a n g e s  t h e  f i r i n g

p a t t e r n s  o f  t h e  m i n d .  O u r  b r a i n  a c t i v i t y  i s  m e a s u r e d  i n

w a v e s .  A n  E E G  i s  a n  e l e c t r o e n c e p h a l o g r a m  w h i c h

m e a s u r e s  t h e  e l e c t r i c a l  i m p u l s e s  o f  t h e  b r a i n .  E E G s  a r e

s u p p o s e d  t o  s h o w  m i n i m a l  p e a k s  b u t  w i t h

e n c e p h a l o p a t h y ,  t h e r e  a r e  p e a k s  a n d  l o w s  t h a t  d o n ’ t

f o l l o w  a  n o r m a l  p a t t e r n .  T h i s  i s  a n  i n d i c a t i o n  t h a t  t h e

b r a i n  i s  n o t  f u n c t i o n i n g  c o r r e c t l y .  T h i s  m a y  e x p l a i n  d e l a y s

a n d  i s s u e s  i n  l e a r n i n g  i n  s o m e  c h i l d r e n .

T h e s e  c e l l s  a r e  m a s t e r  c e l l s .  T h e y  a r e  a b l e  t o  m a k e  c e l l s

f r o m  a l l  t h r e e  b a s i c  b o d y  l a y e r s ,  s o  t h e y  c a n  p o t e n t i a l l y

p r o d u c e  a n y  c e l l  o r  t i s s u e  t h e  b o d y  n e e d s  t o  r e p a i r  i t s e l f .

T h i s  “ m a s t e r ”  p r o p e r t y  i s  c a l l e d  p l u r i p o t e n c y .

F i b r o b l a s t

T h i s  i s  a  b i o l o g i c a l  m o l e c u l e  f o u n d  i n  b l o o d ,  o t h e r  b o d y

f l u i d s ,  o r  t i s s u e s  t h a t  i s  a  s i g n  o f  a  n o r m a l  o r  a b n o r m a l

p r o c e s s ,  o r  o f  a  c o n d i t i o n  o r  d i s e a s e .  A  b i o m a r k e r  m a y  b e

u s e d  t o  s e e  h o w  w e l l  t h e  b o d y  r e s p o n d s  t o  a  t r e a t m e n t

f o r  a  d i s e a s e  o r  c o n d i t i o n .  

S k i n  f i b r o b l a s t  c e l l s  a r e  o f t e n  v e r y  i m p o r t a n t  f o r

r e s e a r c h  a n a l y s i s .  T h e s e  c e l l s  c a n  h e l p  u s  u n d e r s t a n d  t h e

f u n c t i o n  o f  t h e  T A N G O 2  g e n e .

T h i s  i s  c h a n g e s  i n  t h e  b o d y  a s s o c i a t e d  w i t h  a  p a r t i c u l a r

d i s e a s e  o r  i n j u r y ,  o r  t h e  s t u d y  o f  s u c h  c h a n g e s .
P a t h o p h y s i o l o g y

 C R I S P R  i s  a  t e c h n o l o g y  t h a t  c a n  b e  u s e d  t o  e d i t  g e n e s .  C R I S P R
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B I O P S Y  I N F O R M A T I O N

Skin biopsy is often done in children suspected to have rare genetic diseases.  Skin biopsy is a
procedure often performed in children by pediatric geneticists to help gain understanding of the
genetic disorder that they have.  Skin is made up of cells called fibroblasts.  Once skin biopsy is done,
the fibroblasts are grown in a special nutrient medium to get millions of copies.  These cells can then
be studied to determine which cell function is affected by the specific genetic change that the child
has.  Many times, for new disease genes, such as TANGO2, not enough is known about what goes
wrong in cells when the gene is not working.  Are the cells not able to produce energy?  Is that the
reason children develop muscle or heart problems?  Are the cells not able to utilize glucose or other
nutrients when stressed?  What stresses the cells?  Importantly, are there medications that can
improve the way cells function despite having the gene mutation?  Could these be the medications that
can be used to treat children?  Skin fibroblasts can help us learn a lot about what TANGO2 gene does,
and why children develop problems when the gene is not working.  As we understand more about he
workings of TANGO2, we can hopefully develop ways to treat this disease in the future.  

Why is skin biopsy done?

First, a numbing cream (called EMLA) is applied to the inside of the arm for about 30 minutes.  This
provides enough time for the skin area to become numb.  Then, another numbing medication, called
lidocaine is injected at the same spot, using a fine needle to ensure further numbing of the skin.  After
the skin is well-anesthetized, a 2 mm punch biopsy is obtained.  This small piece of skin is then put in a
pink liquid (culture medium).  The site is bandaged which can be removed the next day.  The
procedure takes about 5-10 minutes, excluding the EMLA cream application time.  The skin can be
cleaned with soap and water routinely after the bandage is removed.  

The skin sample is taken to a research lab where it can be grown.  It can take several weeks for skin
fibroblasts to grow to an adequate number of cells. Once expanded, these cells can be studied directly
in a laboratory or frozen in a freezer for future studies.  

Please contact Mahshid Azamian at azamian@bcm.edu or Seema Lalani at seemal@bcm.edu for
further questions.   

How is skin biopsy done?

Image source: https://www.podiatrytoday.com/guide-biopsy-techniques



W o r k s  w i t h  p a t i e n t  a d v o c a c y  g r o u p s ,  i n d i v i d u a l s

a n d  r e s e a r c h e r s .

C a p t u r e s  h e a l t h  i n f o r m a t i o n  f r o m  i n d i v i d u a l s

w i t h  a  r a r e  d i a g n o s i s ,  u n d i a g n o s e d  p a t i e n t s ,

u n a f f e c t e d  c a r r i e r s  o r  a t - r i s k  p a t i e n t s .

C o n n e c t s  r e s e a r c h e r s  a n d  p a t i e n t s  a n d  n o t i f i e s   

p a r t i c i p a n t s  o f  e m e r g i n g  c l i n i c a l  t r i a l s .

M a k e s  t h e  r e g i s t r y  a c c e s s i b l e .  P a r t i c i p a n t s  c a n

e n r o l l  f o r  f r e e  a n d  r e s e a r c h e r s  c a n  a c c e s s  i t  f o r

f r e e .

H O W  D O E S  C o R D S  C O O R D I N A T E  T H E  A D V A N C E M E N T

O F  R E S E A R C H  F O R  7 , 0 0 0  R A R E  D I S E A S E S ?

 

T h e  T A N G O 2  R e s e a r c h  F o u n d a t i o n  h a s

p a r t n e r e d  w i t h  C o o r d i n a t i o n  o f  R a r e  D i s e a s e s

a t  S a n f o r d  ( C o R D S )  t o  h o u s e  p a t i e n t  r e g i s t r y

d a t a .  C o R D S  i s  a  c e n t r a l i z e d  i n t e r n a t i o n a l

p a t i e n t  r e g i s t r y  f o r  r a r e  d i s e a s e s  b a s e d  a t

S a n f o r d  R e s e a r c h ,  a  n o n p r o f i t  r e s e a r c h

i n s t i t u t i o n .



Calling all fa
milies!
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milies!

Calling all fa
milies!

Researchers at Baylor College of Medicine invite you to 

participate in the TANGO2 Natural History Study &

THEY NEED ALL TANGO2 DISEASE PATIENTS TO ENROLL!
 This study can help understand the progression of disease over time,

provide opportunities to improve clinical care, and establish treatment

guidelines. It is crucial that we have the medical information from all

affected families. For more information, email  Dr. Mahshid Azamian at

tango2.research@bcm.edu.

NATURAL HISTORY STUDY

NATURAL HISTORY STUDY

NATURAL HISTORY STUDY

Baylor College of Medicine

TANGO2 DISEASE



To view our resources, go to tango2research.org/links

or scan this QR code:

 

 

www.tango2research.org

To make a donation go to

tango2research.org/donations or scan this QR code: 


