
	  
	   	  
	  
	  

	  
Greg and Heidi, parents of Abby (age 5) and Tomas (age 4).  
Abby has Leigh’s Disease, a rare form of mitochondrial disease.	   
	  
	  
	  

THE	  DIAGNOSIS	  
Finding	  an	  experimental	  trial,	  study	  drug.	  
https://youtu.be/rdAO63jZOV4	  

	  
Heidi:	  	  Well	  I	  think	  for	  Greg	  and	  I	  want	  to	  speak	  for	  him	  for	  a	  minute,	  for	  him	  he	  saves	  people	  
for	  a	  living	  and	  I	  think	  he’s	  searching	  for	  a	  way	  to	  save	  Abby	  and	  with	  knowledge	  that	  he	  was	  
gaining	  from	  other	  Google	  alerts,	  I	  think	  he	  realized	  that,	  that	  doctor	  wasn’t	  the	  best	  fit	  for	  us	  
because	  she	  wasn’t	  staying	  up	  with	  what	  was	  current.	  	  He	  was	  even	  learning	  just	  searching,	  the	  
leading	  experts,	  her	  name	  was	  never	  on	  them	  and	  we	  see	  a	  lot	  of	  those	  ones	  now	  and	  they	  
pretty	  much	  said	  what	  she	  was	  on	  before	  was	  actually	  doing	  her	  more	  of	  a	  disservice	  than	  a	  
benefit.	  	  
	  
Greg:	  	  So	  I	  guess	  we’re	  lucky	  because	  for	  her	  disease	  there’s	  three	  specialists	  at	  three	  major	  
hospitals	  that	  deal	  with	  this	  disease	  and	  that’s	  sort	  of	  unheard	  of	  throughout	  the	  rest	  of	  the	  
country.	  	  So	  when	  we	  started	  doing	  our	  research	  we	  were	  told	  not	  to	  do	  research	  because	  
we’re	  not	  going	  to	  like	  what	  we	  find	  and	  that’s	  was	  very	  true,	  still	  is	  right	  now,	  but	  we	  had	  to	  
know,	  we	  had	  to	  educate	  ourselves	  in	  order	  to	  provide	  the	  best	  for	  our	  child,	  the	  family.	  	  	  So	  
what	  I	  did	  -‐-‐	  I	  found	  out	  from	  work	  guys	  at	  the	  fire	  house	  is	  you	  can	  do	  Google	  alerts,	  so	  you	  
type	  in	  Leigh’s	  disease	  and	  anything	  Leigh’s	  disease	  ever	  written	  that	  hits	  the	  internet	  
automatically	  sends	  an	  email.	  	  I	  did	  it	  for	  everything	  and	  that’s	  how	  we	  found	  out	  about	  the	  
study	  for	  drug	  EPI-‐743	  and	  we	  got	  all	  the	  doctors	  rolling	  to	  try	  to	  find	  out	  the	  criteria	  and	  get	  
her	  in	  there.	  	  Thankfully	  we	  did	  and	  we	  travelled	  to	  Ohio	  every	  three	  months	  for	  the	  drug	  study,	  
it	  was	  every	  month	  for	  the	  first	  year	  so	  now	  we	  are	  in	  our	  second	  year.	  
	  
	  
	  

I	  wish	  there	  had	  been	  more	  support	  and	  fewer	  decisions	  at	  the	  beginning.	  
https://youtu.be/879K48jD4p	  

	  
	  
Heidi:	  	  I	  wish	  when	  we	  got	  the	  diagnosis	  that,	  there	  wasn’t	  so	  much	  pressure	  for	  us	  to	  make	  
decisions	  right	  then	  and	  there	  about	  what	  we	  need	  to	  do	  for	  Abby.	  	  I	  wish	  they	  had	  more	  
information	  for	  us	  to	  kind	  of	  wrap	  our	  head	  around	  it.	  	  It	  was	  a	  very	  pressure	  situation	  and	  on	  
top	  of	  being	  pregnant	  with	  Tomas	  I	  was	  concerned	  about	  if	  I	  was	  too	  upset,	  am	  I	  going	  to	  affect	  
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the	  baby.	  	  It	  was	  really	  hard	  to	  see	  Abby	  and	  look	  at	  her	  and	  not	  know	  how,	  what	  do	  we	  do	  
when	  we	  go	  home,	  is	  she	  just	  going	  -‐-‐	  like	  I	  just	  kept	  thinking,	  she’s	  going	  to	  just	  wake	  up	  and	  
not	  be	  alive	  because	  this	  -‐-‐	  I	  don’t	  understand	  what	  they	  just	  told	  me.	  	  So	  I	  just	  really	  feel	  like	  
more	  education	  or	  to	  know	  if	  there	  would	  be	  other	  things	  she	  was	  going	  to	  need,	  you	  know	  a	  
visiting	  nurse	  or	  just	  someone	  to	  kind	  of	  help	  you	  grasp	  it	  all.	  	  	  She	  did	  have	  a	  feeding	  tube	  and	  
all	  that	  stuff	  was	  so	  very	  heavily	  medical	  to	  me,	  now	  I’m	  like	  that’s	  the	  least	  of	  it.	  	  It’s	  just	  
having	  the	  guidance,	  having	  somebody,	  I	  know	  it’s	  hard	  to	  have	  someone	  in	  your	  home	  but	  I	  
feel	  like	  the	  transition	  from	  the	  hospital	  to	  home,	  you	  need	  to	  have	  somebody	  there	  to	  help	  
you	  make	  sure	  you	  fully	  get	  it.	  	  It	  was	  a	  lot	  to	  digest	  and	  there’s	  no	  way	  a	  parent	  can	  digest	  all	  
of	  that	  so	  quickly.	  	  I	  don’t	  know	  if	  psychologists	  go	  to	  homes	  to	  visit	  families	  and	  kind	  of	  get	  a	  
feel	  for	  what’s	  going	  in	  their	  own	  head.	  	  You	  go	  through	  the	  grieving,	  the	  anger,	  and	  the	  
disappointment.	  	  You	  know	  that	  they	  are	  at	  a	  loss,	  but	  then	  we	  just	  replaced	  that	  with	  Abby	  
does	  a	  lot	  and	  she’s	  doing	  more	  and	  she’s	  doing	  things	  we	  never	  thought	  she	  would.	  	  It	  just	  
seems	  like	  it’s	  endless	  right	  now	  so,	  we	  are	  riding	  the	  coat	  tails	  of	  that.	  	  	  But	  if	  she	  gets	  sick	  if	  it	  
lingers,	  she	  falls	  off	  those	  and	  you	  know	  to	  be	  strong	  for	  them,	  I	  think	  that’s	  the	  hardest	  part.	  	  
	  
	  
	  

	  
A	  LONG	  INDEFINITE	  TIMELINE	  	  
The	  elephant	  in	  the	  room:	  admitting	  my	  child	  is	  sick	  and	  complex	  
https://youtu.be/gBzwtHyqi8g	  

	  
	  
Greg:	  	  We	  wanted	  the	  appearance	  that	  our	  child	  wasn’t	  that	  sick	  and	  I	  don’t	  know	  why	  it	  just	  
helped	  us	  I	  guess	  to	  kind	  of	  deal	  with	  it,	  we	  are	  not	  ready	  to	  fully	  let	  everybody	  know	  I	  guess.	  
	  
Greg:	  	  I	  guess	  my,	  the	  take	  on	  it,	  she	  has	  a	  wheelchair	  now	  and	  it	  really	  doesn’t	  look	  like	  a	  
wheelchair	  but	  I	  didn’t	  know	  those	  existed.	  I	  was	  always	  used	  to,	  the	  standard	  wheelchair.	  
	  
Heidi:	  	  Right.	  	  Because	  when	  I	  did	  the	  initial	  equipment	  stuff,	  they	  put	  her	  in	  like	  a	  kid	  size	  
wheelchair	  and	  I	  cried,	  I’m	  like.	  	  
	  
Greg:	  	  Yes	  like	  a	  real	  wheel	  chair.	  
	  
Heidi:	  	  It	  was	  the	  tiny	  thing	  with,	  you	  know	  high	  handles	  for	  parents	  to	  push	  and	  I’m	  like,	  I	  can’t	  
put	  her	  in	  that,	  I	  can’t	  I	  can’t	  do	  it.	  So	  then	  we	  said	  no	  we’re	  fine	  and,	  you	  know	  their	  giving	  us	  
all	  the	  different	  options	  for	  insurance	  everything	  has	  to	  be	  growable.	  	  So	  that	  just	  makes	  picking	  
out	  something	  even	  harder	  because	  they	  keep	  saying	  she’s	  not	  going	  to	  live,	  so	  we	  wouldn’t	  
have	  clothes	  beyond	  what	  she	  was	  fitting	  in.	  Those	  little	  things	  you	  don’t	  want	  to	  have	  excess	  
of,	  oh	  she’ll	  wear	  this	  next	  Christmas,	  we	  didn’t	  want	  to,	  that’s	  just	  things	  we	  had	  to	  do	  to	  cope	  
while	  we’re	  grieving	  Abby	  and	  absorbing.	  	  	  We	  don’t	  know	  what	  her	  future	  holds.	  When	  we	  did	  
finally	  decide	  we	  needed	  a	  wheelchair,	  they’re	  like	  do	  you	  want	  to	  do	  a	  self	  propel	  and	  you	  



know	  we	  were	  like,	  yeah	  no	  she	  probably	  won’t	  be	  able	  to	  do	  that	  so	  finally	  got	  her	  wheelchair.	  	  	  
We	  were	  hoping	  to	  get	  it	  for	  her	  make	  wish	  trip	  last	  December	  and	  it	  came	  in	  the	  week	  after	  we	  
got	  home	  but	  it	  worked	  out	  well,	  right	  Abbs,	  you	  like	  it.	  	  It	  was	  a	  tough	  transition	  because	  it’s	  
saying	  okay	  my	  child	  is	  disabled.	  Just	  like	  for	  school,	  going	  from	  early	  intervention	  to	  do	  we	  try	  
and	  do	  the	  public	  school	  and	  they	  try	  to	  accommodate	  her	  or	  go	  look	  at	  the	  collaborative?	  	  	  
	  
Greg:	  	  I’m	  very	  happy	  that	  we	  went	  to	  the	  collaborative	  room.	  
	  
Heidi:	  	  Yeah	  but	  first	  it	  was	  like,	  you	  know	  you	  go	  in	  there	  and	  the	  disabilities	  of	  the	  kids	  are	  just	  
so	  varied	  and	  I	  just	  didn’t	  know	  what	  was	  going	  to	  be	  best	  for	  Abby.	  	  	  Then	  when	  we	  saw	  what	  
her	  day	  would	  be	  like	  at	  the	  public	  school,	  she	  was	  pretty	  much	  going	  to	  be	  behind	  and	  then	  
she	  was	  going	  to	  be	  in	  the	  nurse	  office	  for	  her	  feeds	  and	  then	  while	  the	  kids	  were	  having	  lunch	  
they	  would	  give	  her	  one	  on	  one	  so	  it’s	  like	  that’s	  not	  inclusion.	  
	  
Greg:	  	  Her	  feeds	  are	  six	  hours	  long	  during	  the	  day.	  
	  
Heidi:	  	  Because	  she	  can’t	  tolerate	  at	  night,	  so	  I	  mean	  pretty	  much	  her	  whole	  school	  day	  she’ll	  
be	  in	  the	  nurse’s	  office	  to	  feed.	  	  
	  
Greg:	  	  Yeah.	  
	  
Heidi:	  	  She	  wouldn’t	  be	  this	  strong,	  this	  happy,	  this	  healthy	  in	  that	  environment.	  
	  
Female	  Speaker:	  	  So	  you	  -‐-‐	  so	  how	  was	  that	  mental	  shift	  for	  you	  to	  say	  okay	  we’re	  putting	  her	  
in	  a	  school	  	  
	  
Heidi:	  	  I	  cried	  a	  lot.	  	  I	  cried	  a	  lot.	  
	  
	  
Heidi:	  	  Yeah,	  so	  it	  is	  almost	  like	  it’s	  the	  elephant	  in	  the	  room	  that’s	  not	  talked	  about	  but	  once	  
you	  acknowledge	  it	  then	  it’s	  reality,	  she’s	  in	  a	  wheelchair,	  we’re	  going	  on	  a	  wheelchair	  to	  school	  
and	  lots	  of	  kids	  are	  in	  wheelchairs.	  	  
	  
Greg:	  	  Yeah.	  
	  
Heidi:	  	  But	  then	  when	  I	  was	  there	  and	  spending	  the	  day,	  the	  children	  were	  awesome,	  the	  staff	  I	  
mean	  everybody	  is	  just	  so	  happy,	  they	  all	  wait	  in	  line	  and	  they	  were	  all	  hoping	  Abby	  was	  going	  
to	  their	  classroom	  and	  when	  she	  came	  off	  the	  bus	  and	  it	  was	  just	  like	  she	  fit	  in	  perfect.	  
	  
Greg:	  	  She	  loves	  the	  old	  school	  
	  
Heidi:	  	  And	  it	  was	  the	  best	  transition	  that	  we	  could	  have	  possibly	  done.	  	  It	  was	  a	  challenging	  
one.	  	  Her	  PC	  from	  early	  intervention	  was	  pretty	  much	  my	  rock	  because	  she	  was	  like,	  lots	  of	  
moms	  feel	  this	  way,	  lots	  of	  moms	  get	  upset,	  you	  know	  this	  is	  normal.	  	  I’m	  like,	  oh	  my	  God	  I	  feel	  



like	  -‐-‐	  I	  just	  can’t	  keep	  it	  together	  so,	  but	  that’s	  one	  of	  the	  parts	  of	  our	  journey	  I	  guess,	  just	  
learning	  your	  limits	  and	  realizing	  it’s	  okay	  to	  get	  upset.	  
	  
	  
	  

When	  your	  child	  is	  in	  an	  experimental	  clinical	  trial	  ….	  
https://youtu.be/lsEqGyC-‐kmA	  

	  
Greg:	  	  I	  mean	  the	  disease	  will	  ultimately	  take	  her	  I	  -‐-‐.	  
	  
Heidi:	  	  Well,	  more	  articles	  are	  now	  referring	  to	  it	  as	  a	  life	  limiting	  disease	  so	  they	  don’t,	  if	  you	  
live	  to	  your	  teens	  that’s	  a	  very	  long	  life	  for	  Leigh’s	  disease	  child.	  
	  
Female	  Speaker:	  	  Even	  with	  the	  drug?	  
	  
Greg:	  	  Well	  they	  don’t	  know	  -‐-‐.	  
	  
Heidi:	  	  It	  hasn’t	  been	  around	  that	  long.	  
	  
Greg:	  	  It’s	  a	  study	  drug,	  it’s	  only	  in	  its	  second	  phase	  to	  be	  
	  
Heidi:	  	  In	  Italy,	  is	  that	  the	  one	  we	  read	  that	  some	  of	  the	  patient’s	  kind	  of	  plateaued	  after	  a	  while	  
so	  I	  brought	  that	  at	  the	  last	  appointment.	  
	  
Greg:	  	  I	  think	  her	  body	  gets	  used	  to	  the	  drug	  but	  we	  haven’t	  seen	  that,	  I	  brought	  it	  up	  with	  the	  
drug	  investigator,	  the	  doctor	  can’t	  really	  tell	  us	  too	  much	  and	  I	  ask	  questions	  but	  he	  -‐-‐	  you	  know	  
they	  have	  mentioned	  that	  no	  catastrophic	  events	  have	  happened	  so	  far	  so	  that’s	  good.	  	  So	  that	  
means	  -‐-‐	  that	  nobody	  has	  died	  yet	  that	  is	  on	  the	  drug,	  which	  is	  good.	  	  So	  I	  mean	  hope	  was	  there	  
we	  knew	  that	  we	  just	  had	  to	  reach	  out	  and	  try	  to	  find	  it	  and	  as	  well	  as	  the	  hope	  for	  all	  these	  
doctors	  that	  we	  have	  in	  our	  circle	  that	  are	  working	  with	  us,	  a	  phone	  call	  away	  of	  email	  away	  
which	  gives	  us	  that	  extra	  support	  and	  help.	  	  
	  
Heidi:	  	  Yeah	  and	  it	  also	  helps	  share	  the	  knowledge	  and	  innovate	  doing	  Abby’s	  Facebook	  page,	  I	  
mean	  like	  us	  like	  even	  many	  doctors	  never	  heard	  of	  mitochondrial	  disease	  and	  now	  they’re	  
peaked,	  now	  they’re	  linking	  it	  to	  Alzheimer’s	  and	  Parkinson	  and	  diabetes	  so,	  there’s	  a	  lot	  to	  
mitochondrial	  disease	  and	  linked	  disease	  that	  people	  do	  know	  about.	  	  
	  
Greg:	  	  Cancer.	  	  
	  
Heidi:	  	  So	  I	  think	  with	  more	  education	  we’ll	  get	  the	  research	  that	  needs	  to	  be	  done	  that	  
hopefully	  find	  treatments	  and	  their	  care	  and	  if	  you	  know	  Abby	  being	  in	  this	  study	  is	  just	  one	  
more	  step,	  it	  helps	  us	  keep	  her	  longer	  and	  we	  definitely	  focus	  and	  try	  to	  make	  as	  many	  
memories	  with	  her	  with	  the	  kids.	  



	  
Greg:	  	  I	  don’t	  look	  at	  this	  as	  a	  choice.	  
	  
Heidi:	  	  You	  know	  what	  it	  is.	  
	  
Greg:	  	  There	  isn’t	  a	  lot	  of	  choice	  right	  now	  -‐-‐	  we	  found	  the	  best	  possible	  options	  for	  our	  child	  
and	  we’re	  giving	  it	  to	  our	  child	  so	  we	  are	  able	  to,	  try	  to	  go	  to	  sleep	  at	  night	  and	  be	  okay	  that	  we	  
tried,	  we	  did	  everything	  we	  that	  we	  possibly	  could.	  
	  
Heidi:	  	  But	  I	  think	  if	  this	  interview	  was	  right	  after	  her	  hospitalization,	  the	  energy	  level	  would	  be	  
down.	  
	  
Greg:	  	  Yeah.	  
	  
Heidi:	  	  You	  know,	  if	  Abby	  is	  sick	  for	  three	  to	  five	  days	  we	  don’t	  get,	  we’re	  fine.	  
	  
Greg:	  	  There’s	  something	  else	  going	  on.	  	  
	  
Heidi:	  	  But	  if	  anything,	  five	  to	  ten,	  the	  longer	  it	  goes	  on,	  we	  definitely,	  I	  kind	  of	  shut	  down,	  I	  get	  
quiet,	  -‐-‐	  the	  people	  who	  know	  me	  best	  they’re	  like	  how	  is	  Abby	  doing	  and	  I	  don’t	  talk	  much	  
about	  it	  because,	  you	  know	  I	  get	  emotional.	  	  I	  talk	  about	  it	  when	  she’s	  sick	  and	  I’m	  like	  there	  to	  
just	  get	  my	  job	  done.	  	  I	  want	  to	  get	  home	  or	  if	  I	  have	  to	  go	  home	  for	  Abby	  it’s	  definitely	  hard	  
when	  her	  sickness	  or	  illness	  lingers	  on	  because	  you	  don’t	  know	  if	  this	  going	  to	  be	  the	  one	  and	  
that’s	  what	  I	  can’t	  separate	  from.	  	  	  
	  
	  
	  
	  

I	  may	  not	  be	  able	  to	  save	  her,	  but	  I	  can	  give	  her	  the	  best	  life	  possible.	  
https://youtu.be/bXBReUTupUA	  

	  
Greg:	  So,	  the	  hardest	  part	  for	  me	  when	  Abby	  was	  sick	  is	  how	  can	  I	  save	  my	  own	  child,	  I	  just	  
saved	  somebody	  else’s	  who	  I	  don’t	  know	  and	  I’m	  glad	  to	  do	  that,	  but	  now	  this	  is	  my	  own	  child	  
and	  that	  was	  tough	  that	  I	  can’t	  save	  my	  own	  child.	  	  	  So	  I	  started	  off	  to	  sort	  of	  find	  other	  ways	  to	  
find	  hope	  and	  other	  things	  and	  essentially	  I	  may	  not	  be	  able	  to	  save	  her	  life	  but	  we	  can	  give	  her	  
the	  best	  life	  possible.	  	  	  That’s	  what	  all	  the	  research	  and	  getting	  all	  the	  doctors	  together	  and	  
getting	  in	  right	  now	  is	  about.	  	  We’re	  in	  a	  good	  space	  and	  good	  time	  right	  now	  that	  could	  change	  
but	  you	  have	  to	  be	  open	  to	  that.	  
	  
	  
	  
	  
	  



WORKING	  WITH	  THE	  MEDICAL	  TEAM	  	  
	  When	  it’s	  not	  a	  good	  fit.	  
https://youtu.be/XdjUkkrm1LM	  

	  	  
	  
Heidi:	  	  So	  we	  feel	  like	  we’re	  doing	  the	  best	  by	  Abby,	  we	  are	  taking	  her	  everywhere	  this	  doctor	  is	  
telling	  us	  to.	  	  We	  are	  wholeheartedly	  keeping	  the	  appointments	  but	  obviously	  kids	  get	  sick	  and	  
then,	  Tomas	  ended	  up	  being	  at	  C-‐section	  so	  I	  bring	  Abby	  into	  see	  Tomas	  in	  the	  NIC	  unit,	  Greg’s	  
with	  him.	  	  I	  was	  suppose	  to	  bring	  Abby	  to	  appointment	  and	  we	  had	  to	  cancel	  it	  that	  day	  Tomas	  
had	  a	  surgery	  that	  wasn’t	  planned.	  The	  doctor	  laid	  into	  me	  and	  you	  know	  gives	  me,	  we	  don’t	  
take	  this	  drug	  seriously	  and	  she’s	  going	  to	  kick	  us	  out	  of	  the	  study	  and	  we’re	  wasting	  our	  time.	  
At	  least	  Greg	  gets	  alerts	  on	  Google	  and	  he’s	  very	  active	  on	  it,	  trying	  to	  find	  support	  for	  us,	  
support	  for	  Abby,	  just	  other	  families	  like	  us.	  	  That’s	  why	  we	  started	  her	  Facebook	  page	  for	  more	  
resources	  because	  there	  wasn’t	  a	  lot,	  out	  there.	  	  So	  when	  you	  have	  a	  doctor	  that	  you’re	  
supposed	  to	  trust	  making	  you	  feel	  like	  your	  inadequate	  when	  you	  know	  you’re	  doing	  everything	  
you	  can,	  I	  didn’t	  miss	  it	  because	  I	  was	  at	  the	  beach	  I	  was	  in	  the	  hospital	  with	  my	  son.	  I’m	  driving	  
a	  week	  after	  having	  a	  C-‐section	  which	  I	  shouldn’t	  from	  Plymouth	  to	  Boston	  and	  then	  she	  brings	  
me	  into	  another	  room	  with	  her	  nurse	  and	  a	  couple	  of	  residents	  and	  starts	  all	  over	  again	  and	  I	  
look	  at	  her	  and	  I	  said,	  I	  just	  told	  you	  my	  son	  is	  in	  the	  NIC	  unit,	  he	  had	  surgery	  that	  day.	  I	  know	  
it’s	  important	  we’re	  here	  and	  that	  she	  had	  an	  follow	  up	  appointment.	  	  	  I	  think	  it	  was	  like	  a	  
month	  later	  and	  she	  told	  Greg	  that	  I	  was	  very	  rude,	  	  -‐-‐	  and	  Greg	  is	  actually	  like	  I	  don’t	  think	  this	  
relationships	  going	  to	  work	  and	  Greg	  looks	  at	  her,	  doc,	  you’re	  your	  relationship	  is	  with	  a	  2-‐year-‐
old,	  and	  it	  kind	  of	  left	  her	  speechless.	  	  
	  
Greg:	  	  I	  said	  your	  relationship	  is	  not,	  your	  relationship	  is	  not	  with	  me,	  you’re	  relationship	  is	  with	  
a	  2-‐year-‐old.	  	  
	  
Heidi:	  	  But	  she	  had	  no	  bad	  sign	  	  
	  
Greg:	  	  She	  was,	  I	  don’t	  feel	  like	  I’m	  her	  neurologist.	  	  I	  said	  are	  you	  a	  neurologist?	  Yes.	  	  Are	  you	  
Abby’s,	  are	  you	  taking	  care	  of	  Abby	  -‐-‐	  neurology	  you	  know	  the	  neurology,	  yes.	  	  Well	  then	  you’re	  
a	  neurologist.	  	  
	  
Heidi:	  	  She	  didn’t	  like	  the	  fact	  that	  we	  had	  a	  second	  neurologist	  at	  another	  hospital	  
	  
Greg:	  	  We	  got	  second	  and	  third	  opinions.	  	  She	  did	  not	  like	  that.	  
	  
Heidi:	  	  And	  then	  when	  Greg	  had	  told	  her	  all	  about	  that	  EPI	  743,	  she	  said	  I	  was	  a	  waste	  of	  our	  
time,	  she’s	  not	  going	  to	  benefit	  from	  it,	  she	  doesn’t	  know	  anything	  about	  it,	  mind	  you	  she’s	  on	  
MITO	  board	  somewhere.	  I	  was	  like	  is	  she	  not	  going	  to	  benefit	  from	  it,	  you	  know	  everything	  that	  
they’re	  doing.	  Then	  we	  talked	  to	  the	  people	  at	  NIH	  who	  were	  doing	  a	  study	  on	  it	  and	  they	  saw	  
based	  on	  her	  brain	  MRI	  and	  her	  medical	  history,	  they’re	  like	  she’s	  going	  to	  do	  fantastic	  on	  this	  
drug,	  we	  want	  her,	  she’ll	  pass	  all	  the	  inclusion	  criteria	  so	  now	  we’re	  hopeful.	  	  Finally	  we	  have	  
hope	  and	  there’s	  something,	  somebody	  is	  giving	  us	  positive	  feedback	  that	  people	  in	  this	  study	  



on	  this	  drug	  are	  showing	  the	  progression	  stopping	  and	  actually	  some	  reversals	  and	  Abby	  
actually	  does	  fall	  into	  the	  reversal	  category.	  	  So	  having	  someone	  tell	  you,	  don’t	  even	  pursue	  it.	  
Abby	  had	  all	  different	  doctors,	  they	  put	  her	  on	  their	  lap,	  they’d	  get	  her	  so	  comfortable	  and	  they	  
can	  do	  full	  examine,	  bend	  her	  arms,	  this	  doctor’s	  she’s	  stiff.	  She	  was	  like	  Abby	  needs	  this	  drug,	  
this	  drug,	  this	  drug,	  I’m	  like	  she’s	  going	  to	  be	  a	  medicine	  cabinet	  if	  we	  stay	  with	  that	  and	  really	  
that’s	  not	  for	  us.	  
	  
Greg:	  	  If	  that’s	  one	  takeaway	  is	  if	  the	  doctors	  are	  not,	  don’t	  want	  to	  listen	  to	  another	  doctor,	  I	  
would	  search	  for	  another	  doctor,	  you	  need	  to	  find	  the	  doctors	  that	  all	  want	  to	  work	  as	  a	  team	  
for	  your	  child	  essentially	  you	  hire	  them	  for	  your	  child’s	  team	  and	  as	  long	  as	  they	  all	  play	  nice	  
together	  and	  they	  all	  work	  together	  and	  send	  each	  other	  notes,	  especially	  when	  there’s	  time	  
for	  surgery	  coming	  up	  and	  they	  are	  all	  in	  the	  same	  page	  that’s	  very	  important,	  very	  important.	  	  
	  
	  
	  
	  

MAKING	  MEMORIES	  
Preparing	  for	  the	  worst	  and	  embracing	  the	  present.	  
https://youtu.be/2Sv0v1D66Yg	  

	  
	  
Heidi:	  	  We	  were	  told	  by	  the	  other	  families,	  because	  one	  of	  them	  did	  lose	  their	  son	  that	  if	  you	  
have	  all	  that	  stuff	  planned	  out	  in	  advance	  it	  makes	  it	  so	  much	  better	  because	  you	  are	  not	  going	  
to	  look	  back	  and	  say,	  we	  would	  have	  done	  X,	  Y,	  and	  Z	  .	  You’re	  just	  so	  emotionally	  out	  of	  it,	  that	  
you	  had	  everything	  organize	  as	  much	  as	  you	  could.	  	  I	  think	  we	  were	  just	  making	  okay	  well	  
Abby’s	  for,	  she’s	  getting	  close	  to	  that	  five,	  most	  kids	  won’t	  live	  pass	  five	  we	  just	  didn’t	  know	  
what	  to	  explain	  so	  I	  think	  we	  are	  just	  preparing	  for	  the	  worst	  [00:44:57:07]	  and	  embracing	  the	  
present	  so	  that’s	  why	  we	  were	  like,	  we	  got	  to	  make	  a	  wish	  trip	  then	  and	  show	  Abby	  as	  much	  as	  
we	  could	  so	  our	  trips	  Ohio	  include	  Niagara	  falls,	  going	  to	  Sesame	  place	  and	  we	  always	  tried	  to	  
hit	  something	  either	  on	  the	  way	  or	  on	  the	  way	  back	  just	  to	  make	  as	  many	  memories,	  her	  
birthdays,	  the	  last	  two	  years	  we	  went	  up	  to	  Nestlenook	  in	  New	  Hampshire	  and	  we	  had	  sledding	  
she	  would	  go	  ice-‐skating	  on	  the	  sled,	  we	  do	  the	  sleigh	  rides	  and	  this	  year	  lot	  of	  family	  members	  
came	  up	  and	  we	  had	  I	  think	  about	  16	  people	  at	  dinner	  and	  you	  know	  it’s	  just.	  	  
	  
Greg:	  	  For	  her	  birthday.	  
	  
Heidi:	  	  Such	  magical	  moments	  for	  her	  birthday.	  
	  
	  
	  
	  
	  
	  
	  



	  
	  

DECISION	  MAKING	  AND	  PALLIATIVE	  CARE	  
She	  needs	  the	  G-‐Tube	  so	  her	  body	  can	  rest.	  
https://youtu.be/dMU4-‐8ndYxQ	  

	  
	  
Heidi:	  	  With	  each	  swallow	  she	  ended	  up	  with	  pneumonia	  so	  after	  the	  second	  one,	  our	  regular	  
pediatrician	  was	  not	  in,	  so	  a	  colleague	  saw	  her	  and	  that’s	  when,	  he	  said	  this	  is	  ridiculous,	  she	  
has	  a	  huge	  binder,	  pneumonias,	  fevers	  and	  chest	  discomfort,	  feeding	  difficulties,	  let’s	  get	  her	  G-‐
tube	  and	  let	  her	  body	  rest.	  So	  he	  pushed	  us	  -‐-‐	  pushed	  the	  GI	  doctor	  to	  do	  the	  G-‐tube	  placement	  
and	  then	  while	  we	  were	  in	  there	  inpatient,	  a	  	  MRI	  opened	  up	  so	  that	  was	  done	  much	  sooner	  
than	  it	  would	  have	  normally	  been	  done	  
	  
Female	  interviewer:	  And	  how	  old	  was	  she	  when	  you	  got	  the	  G-‐tube	  	  
	  
Greg:	  	  So	  the	  G-‐tube	  was	  between	  9	  and	  10	  months	  
	  
Heidi:	  	  She	  was	  in	  2	  and	  half	  weeks	  in	  the	  hospital	  -‐-‐	  
	  
Greg:	  	  We	  sort	  of	  left	  out,	  all	  that	  time	  even	  up	  until	  6	  months	  of	  age	  there	  was	  constant	  fevers	  
and	  there	  were	  unexplained	  fevers.	  	  They	  didn’t	  know	  why	  she	  was	  getting	  these	  fevers	  and	  she	  
was	  never	  treated	  for	  because	  essentially	  it	  would	  go	  away.	  	  But	  now	  looking	  back	  on	  it,	  it	  was	  
aspiration	  pneumonia.	  	  	  
	  
Greg:	  	  So	  when	  the	  pediatrician	  -‐-‐	  we	  brought	  her	  to	  the	  pediatrician	  because	  she	  was	  having	  
fevers,	  she	  was	  having	  extreme	  difficulty	  feeding,	  we	  got	  a	  different	  pediatrician.	  	  	  Heidi	  said	  
her	  binder	  was	  extremely	  large	  and	  the	  doctor	  said	  something’s	  going	  on,	  I	  don’t	  know	  what	  it	  
is	  but	  we	  need	  her	  to	  immediately	  go	  to	  the	  hospital	  and	  he	  mention	  that	  she	  needs	  a	  G-‐tube.	  	  
She	  needs	  her	  body	  to	  rest	  and	  we	  need	  to	  figure	  out	  what	  exactly	  was	  going	  on,	  so	  the	  hospital	  
called	  the	  GI	  doctor	  and	  specialist	  called	  and	  said;	  well	  why	  don’t	  we	  try	  a	  thicker	  feed	  and	  I	  
said,	  no	  -‐	  
	  
Heidi:	  	  We	  already	  did	  that.	  
	  
Greg:	  	  I	  said	  that	  we	  already	  did	  that,	  I	  want	  my	  daughter	  to	  be	  admitted	  immediately	  to	  the	  
hospital	  and	  I	  want	  it	  done	  now.	  	  Apparently	  that’s	  all	  it	  took	  because	  the	  doctor	  said	  okay,	  I’m	  
going	  to	  have	  your	  daughter	  admitted	  and	  you’ll	  go	  straight	  to	  the	  GI	  floor,	  	  and	  that’s	  where	  I	  
essentially	  our	  journey	  began	  with	  Leigh's	  disease	  it	  was	  on	  that	  floor,	  we	  were	  there	  for	  
several	  weeks.	  	  	  
	  
	  
	  
	  



	  
I	  learned	  about	  palliative	  care	  and	  thought,	  that’s	  exactly	  what	  we	  need.	  
https://youtu.be/Dtfpv_7fFSI	  

	  
Greg:	  	  So	  while	  we	  were	  on	  her	  make	  a	  wish	  trip,	  I	  mean	  essentially	  and	  make	  a	  wish	  trip	  is	  for	  
somebody	  who	  is	  terminal.	  	  	  Abby	  got	  pneumonia	  right	  before	  we	  left	  for	  her	  make	  a	  wish	  trip	  
so	  things	  were	  kind	  of	  snow	  balling	  and	  she	  wasn’t	  as	  healthy	  as	  she	  is	  right	  now.	  	  	  But	  we	  don’t	  
know	  what	  tomorrow	  brings	  so,	  we	  were	  sort	  of	  grieving	  but	  part	  of	  it	  was	  feeling	  guilty	  for	  
grieving	  for	  something	  we	  haven’t	  lost	  yet.	  	  I	  knew	  it	  was	  okay	  and	  I	  knew	  there	  was	  sort	  of	  
some	  anticipatory	  grief	  and	  I	  started	  doing	  some	  Google	  research	  and	  I	  came	  across	  courageous	  
parent	  network	  and	  I	  saw	  the	  videos.	  	  	  I	  was	  reading	  literature	  and	  I	  said	  that’s	  exactly	  how	  I	  
feel,	  it	  is	  exactly	  what	  we’re	  going	  through.	  	  I’m	  looking	  at	  the	  Palliative	  care	  from	  the	  doctors	  
and	  I	  thought	  that’s	  exactly	  what	  we	  need,	  that’s	  what	  Abby	  needs,	  we	  need	  something	  else	  to	  
fill	  this	  void	  and	  to	  pull	  everything	  together.	  	  Bring	  all	  the	  other	  doctors	  together	  to	  bring	  things	  
forward	  and	  make	  sure	  Abby	  gets	  the	  best	  quality	  of	  life	  and	  that’s	  when	  we	  found	  Dr.	  O’Malley	  
and	  she’s	  been	  a	  God,	  she’s	  been	  awesome.	  	  
	  
Greg:	  	  She	  was	  having	  a	  stomach	  virus	  and	  that	  sort	  of	  stomach	  virus	  is	  definitely	  something	  we	  
are	  very	  concerned	  about	  because	  we	  cannot	  treat	  her	  ourselves	  here	  because	  of	  the	  G-‐tube.	  
We	  can	  do	  a	  lot,	  we	  can	  keep	  her	  hydrated	  even	  when	  she	  can’t	  tolerate	  her	  feeds,	  we	  can	  give	  
her	  all	  the	  medications	  that	  she	  needs	  but	  what	  the	  stomach	  does	  we	  can’t	  do	  any	  of	  that.	  
She’s	  going	  to	  need	  IV	  fluids	  because	  she’s	  not	  able	  to	  get	  the	  nutrients	  she	  needs	  and	  she	  will	  
go	  into	  a	  metabolic	  crash	  and	  all	  her	  labs	  will	  be	  completely	  off.	  
	  
Heidi:	  	  Right,	  we	  were	  keeping	  her	  hydrated	  so	  that	  wasn’t	  the	  problem	  it	  was	  the	  glucose	  
being	  so	  low,	  the	  potassium,	  and	  Electrolytes,	  it	  was	  a	  tri	  factor.	  
	  
Heidi:	  	  Her	  electrolytes.	  	  So,	  it	  took	  her	  24	  hours	  of	  IV	  fluids	  just	  to	  get	  her	  like	  half	  way	  to	  
where	  she	  needed	  to	  be.	  	  
	  
Greg:	  	  So	  when	  she	  is	  brought	  into	  the	  emergency	  room	  and	  Dr.	  O’Malley	  came	  down	  to	  see	  
her	  and	  say	  hello	  the	  doctors	  were	  trying	  to	  figure	  out	  what’s	  going	  on.	  They	  were	  reading	  
about	  Leigh’s	  disease	  and	  Leigh’s	  disease	  is	  horrible.	  	  So,	  the	  doctor	  says	  this	  probably	  how	  she	  
presents	  and	  Dr.	  O’Malley	  stood	  up	  for	  Abby	  and	  said,	  this	  is	  not	  the	  Abby	  I	  saw	  two	  weeks	  ago,	  
there’s	  something	  going	  on,	  she	  needs	  to	  be	  admitted.	  	  That	  was	  our	  saving	  grace,	  and	  that’s	  
what	  we	  were	  looking	  for	  because	  we	  wanted	  somebody	  on	  that	  side	  of	  us,	  to	  be	  looking	  out	  
for	  our	  best	  interest,	  for	  our	  daughter’s	  best	  interest,	  to	  step	  in	  when	  she	  was	  not	  doing	  so	  well	  
and	  say,	  this	  is	  not	  the	  Abby	  that	  we	  saw	  and	  they	  worked	  out	  perfect,	  it	  worked	  out	  the	  way	  
we	  kind	  of	  hope	  for.	  
	  
Heidi:	  	  Yeah,	  no	  they	  said	  she’s	  obviously	  tough	  because	  the	  minute	  she’s	  in	  there	  and	  she	  
starts	  getting	  the	  fluids	  and	  stuff,	  perks	  up.	  I	  did	  her	  hair	  up	  in	  a	  little	  ballerina	  bun	  and	  they	  all	  
just	  melted	  when	  they	  saw	  her	  they	  were	  like,	  oh	  look	  at	  her	  and	  she’s	  all	  smiles	  with	  the	  music	  
shaker	  because	  they	  had	  child	  life	  specialist	  come	  in	  and	  she	  went	  from	  just	  like	  a	  sad	  face	  to	  



full	  of	  life	  once	  music	  came	  in	  and	  the	  nurse	  gave	  her	  like	  a	  sponge	  bath	  and	  she	  loved	  the	  
water,	  you	  know	  those	  two	  things	  kind	  of	  helped	  her	  turn	  the	  corner	  but	  even	  when	  she	  has	  
pneumonia	  at	  school,	  she	  wanted	  to	  work,	  she	  doesn’t	  want	  to	  play	  she	  wants	  to	  walk	  so,	  she’s	  
got	  a	  good	  drive	  in	  her.	  	  
	  
Greg:	  	  She’s	  a	  fighter.	  	  
	  
	  
	  
	  

I	  wish	  somebody	  had	  told	  us	  about	  palliative	  care	  at	  the	  beginning.	  
https://youtu.be/879K48jD4pY	  

	  
Greg:	  	  I	  wish	  somebody	  told	  us	  to	  get	  palliative	  care	  at	  the	  beginning.	  	  When	  we	  were	  first	  given	  
the	  news	  of	  her	  diagnosis,	  looking	  back	  on	  it,	  it	  would	  have	  been	  extremely	  helpful	  for	  
somebody	  like	  Dr.	  O’Malley,	  a	  palliative	  care	  doctor	  to	  be	  in	  the	  room	  with	  us	  when	  her	  
specialist	  gives	  us	  the	  news	  of	  a	  terminal	  illness,	  because	  that’s	  where	  the	  journey	  starts	  right	  
then	  and	  there.	  The	  palliative	  care	  doctor	  can	  help	  us	  moving	  forward	  and	  get	  all	  the	  pieces	  
that	  we	  need	  and	  all	  the	  specialist	  on	  the	  right	  page	  and	  may	  be	  doctors	  that	  we	  don’t	  have	  
involved	  yet,	  get	  them	  involved.	  	  Including	  the	  siblings	  early	  get	  Tomas	  involved	  when	  Abby	  is	  in	  
the	  hospital.	  	  I	  think	  that	  would	  have	  been	  very	  very	  helpful,	  that	  would	  have	  taken	  a	  lot	  of	  
stress	  off	  us	  because	  it	  wasn’t	  till	  four	  years	  into	  the	  diagnosis	  that	  we	  got	  palliative	  care	  
involved.	  	  
	  
	  
	  
	  

My	  Child’s	  Legacy	  
Abby	  is	  helping	  other	  families	  
https://youtu.be/TFSXbXfYgXw	  

	  
	  
Heidi:	  	  I	  feel	  like	  we	  just	  became	  better	  at	  what	  we	  were	  doing,	  so	  it’s	  not,	  us	  trying,	  it’s	  our	  
routine.	  	  It’s	  our	  day	  to	  day	  life	  as	  supposed	  to	  trying	  to	  get	  acclimated,	  I	  mean	  now	  we	  just	  got	  
more	  equipment	  so	  just	  trying	  to	  learn	  how	  that	  would	  be	  is	  the	  next	  hurdle	  for	  me.	  	  I	  want	  to	  
just	  leave	  it	  up	  to	  the	  nurse	  but	  I	  mean	  it’s	  easy.	  I	  mean	  we	  hear	  from	  people,	  you	  know,	  look	  at	  
Abby,	  your	  kids	  are	  so	  happy,	  it	  has	  to	  do	  with	  you	  guys	  and	  what	  you’re	  doing	  with	  them.	  
We’ve	  spoken	  a	  legislative	  breakfast	  or	  at	  the	  state	  house	  and	  you	  know	  state	  representatives	  
and	  senators	  came	  up	  to	  us	  and	  said	  what	  a	  great	  job	  you’re	  doing,	  advocating	  for	  Abby.	  You	  
know	  it’s	  overall	  that	  we	  didn’t	  chose	  but	  nobody	  else	  is	  going	  to	  do	  it	  for	  you	  and	  if	  we	  have	  
some	  good	  resources	  we	  want	  to	  use	  those	  because	  it	  is	  not	  only	  going	  to	  help	  Abby,	  it	  is	  going	  
to	  help	  other	  families.	  It	  is	  easy	  sharing	  but	  at	  the	  same	  time	  there’s	  other	  people	  out	  there	  
that	  are	  going	  to	  benefit,	  that	  don’t	  have	  a	  voice	  that	  we	  just	  gave	  a	  voice	  to	  it	  and	  we’ve	  had	  a	  
few	  families,	  let	  say	  may	  be	  five	  start	  Facebook	  pages	  because	  Abby	  has	  inspired	  them	  



	  
Greg:	  	  So	  I	  mean	  the	  study	  drug	  is,	  they	  tell	  us	  that’s	  not	  going	  to	  cure	  her	  but	  it’s	  making	  her	  
life	  better,	  it	  is	  making	  everything	  better	  but	  it’s	  going	  to	  set	  it	  up	  for	  the	  next	  drug	  to	  evolve	  to	  
help	  the	  next	  family	  definitely	  so,	  I	  mean	  there	  was	  no	  hesitation	  in	  jumping	  into	  the	  study	  
drug.	  
	  
	  
 

	  


