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Catherine	  and	  LJ	  Gibb	  are	  parents	  to	  seven	  children.	  	  	  
Their	  Rachel,	  age	  22	  months,	  has	  leukodystrophy	  
 
 
 

THE	  BEGINNING	  	  
I’m	  like,	  I	  don’t	  need	  a	  bucket	  list	  right	  now.	  
https://youtu.be/kCuPje8KzS8	  

	  
Catharine:	  	  Well,	  like	  I	  said	  in	  the	  beginning,	  when	  the	  doctors	  told	  us	  that	  she	  might	  not	  live	  very	  
long	  -‐-‐	  there	  was	  a	  time	  period	  where	  they	  gave	  us	  like	  around	  a	  six-‐month	  period.	  	  I	  was	  ready	  
to	  make	  memories.	  	  I’m	  like	  "Let’s	  do	  this	  and	  do	  that,"	  and	  I	  don’t	  think	  he	  was	  there	  yet,	  you	  
know,	  and	  I	  couldn’t	  understand	  why.	  	  You	  know,	  I’m	  like,	  if	  we’ve	  only	  got	  six	  months	  then	  let’s	  
get	  on	  it,	  you	  know.	  	  And	  he’s	  -‐-‐	  and	  I	  said,	  "Let’s	  make	  memories."	  	  He’s	  like,	  "I	  don’t	  want	  to	  
make	  memories,	  I	  want	  to	  cure."	  	  You	  know.	  And	  I	  thought	  -‐-‐	  at	  firstI	  didn’t	  understand	  why	  he	  
wasn’t	  on	  the	  same	  page	  with	  me	  and	  then	  I	  -‐-‐	  and	  then	  when	  he	  said	  that,	  I	  thought,	  okay,	  I	  get	  
that,	  you	  know,	  and	  I	  can	  understand	  that,	  I	  can	  respect	  that.	  	  And	  I	  backed	  off.	  	  And	  I	  thought	  
give	  him	  whatever	  time	  he	  needs	  to	  process	  this,	  you	  know.	  	  And	  I	  think	  one	  day	  he	  went	  for	  a	  
walk	  or	  a	  run	  and	  came	  back	  kind	  of	  teary-‐eyed	  and	  I	  think	  he	  had	  wrestled	  with	  the	  issue	  and	  
understood,	  you	  know,	  where	  we	  were	  and	  -‐-‐	  in	  life	  and	  I	  think	  he	  was	  okay	  with	  that.	  	  I	  think	  
that	  was	  his	  letting	  go	  moment.	  	  And	  I	  think	  everybody	  has	  to	  come	  to	  that	  conclusion	  and	  you	  
have	  to	  give	  the	  other	  partner	  the	  respect	  and	  the	  time	  that	  they	  need	  to	  come	  there,	  to	  that	  
point.	  
	  	  
LJ:	  	  I	  won't	  necessarily	  say	  -‐-‐	  I	  think	  just	  -‐-‐	  it	  was	  just	  a	  variance	  of	  degrees,	  you	  know.	  	  It's	  not,	  "I	  
don’t	  know	  I	  want	  to	  make	  memories."	  	  You're	  like,	  "You	  don’t	  want	  make	  memories."	  	  You	  know	  
like,	  I	  don’t	  want	  to	  hear	  anything,	  I	  want	  to	  care	  -‐-‐	  okay,	  I	  understood	  that,	  well,	  that’s	  a	  tall	  
order	  to	  ask	  for	  as	  well	  so	  but	  it	  was	  a	  particular	  issue	  where	  an	  opportunity	  to	  I	  think	  -‐-‐	  what	  
was	  it	  called,	  Make	  a	  Wish,	  I	  think	  it	  was,	  you	  know,	  and	  I	  didn't	  know	  much	  about	  Make	  a	  Wish,	  
I	  know	  it	  was	  out	  there,	  heard	  of	  it,	  and	  she	  had	  mentioned	  that	  I	  had	  -‐-‐	  you	  know,	  some	  lady	  
talked	  to	  me	  about	  Make	  a	  Wish	  and	  blah-‐blah-‐blah,	  and	  I	  just	  wasn't	  into	  what	  she	  was	  saying,	  
you	  know.	  	  
	  	  
And	  she	  couldn't	  understand	  why	  I	  wasn't	  really	  into	  it.	  	  I'm	  like,	  okay,	  and	  I	  gave	  her	  the	  time	  
and	  I	  was	  okay,	  yeah,	  that	  sounds	  great,	  yeah.	  	  But	  I	  wasn't	  just	  as	  ecstatic	  as	  she	  was,	  so	  she	  
thought	  I	  was	  on	  a	  different	  page	  like	  I	  didn't	  want	  it,	  no	  I	  was	  just,	  I	  was	  not	  thrilled	  because	  
like	  she	  said,	  you	  know,	  okay,	  it's	  an	  opportunity	  to	  make	  memories,	  it's	  great.	  	  And	  I	  said,	  oh	  
cool,	  but	  all	  right,	  if	  you	  come	  to	  me	  with	  something	  that	  is	  like,	  whoa,	  this	  is	  going	  to	  change	  	  
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the	  world,	  it	  better	  be	  a	  cure,	  you	  know,	  it	  better	  be	  something	  that's	  going	  to	  say,	  this	  is	  going	  
to	  make	  her	  better.	  	  Then	  -‐-‐	  now	  you	  got	  me,	  now	  I'm	  like,	  wow,	  I'm	  excited.	  	  But	  if	  you're	  going	  
to	  tell	  me,	  especially	  at	  this	  stage	  that,	  well,	  this	  is	  going	  to	  get	  us	  to	  go	  on	  vacation,	  do	  this	  
thing,	  oh,	  I	  don't	  need	  a	  vacation,	  I	  don’t	  need	  these	  things.	  	  You	  know,	  that's	  nice	  but	  you	  
know,	  I'm	  not	  really	  focused	  on	  that	  right	  now	  because	  I	  don't	  really	  know	  what	  this	  is,	  I	  don't	  
even	  know	  how	  long	  we	  have	  with	  her.	  We	  may	  have	  a	  long	  time	  and	  we	  might	  be	  jumping	  the	  
gun	  a	  little,	  hey	  let's	  make	  sure	  we	  do	  all	  these	  things	  like	  this	  bucket	  list	  type	  mentality.	  	  I'm	  
like	  I	  don't	  need	  a	  bucket	  list	  now.	  	  Give	  me	  some	  time	  for	  us	  to	  figure	  out	  what	  she	  even	  really	  
has	  before	  we	  start	  checking	  off	  things	  on	  a	  bucket	  list.	  	  
	  	  
	  
	  	  
	  	  

A	  LONG	  INDEFINITE	  TIMELINE	  	  
We	  honestly	  don’t	  know	  the	  end	  of	  the	  story.	  
https://youtu.be/xGdeAQRnCG8	  

	  
Catherine:	  Well,	  you	  honestly	  don’t	  know	  the	  end	  of	  the	  story.	  	  When	  the	  story	  first	  started,	  all	  I	  
got	  was,	  "We	  are	  so	  sorry,"	  from	  the	  doctors.	  	  You	  know,	  making	  it	  seemed	  like	  -‐-‐	  I	  mean	  they	  
didn’t	  say	  that	  it	  would	  end	  right	  way,	  but	  they	  sure	  didn’t	  make	  it	  seem	  like	  it	  was	  going	  to	  be	  
very	  long.	  	  You	  know.	  	  And	  here	  she	  is.	  	  You	  know,	  so,	  every	  day	  was	  precious.	  	  And	  it's	  still	  is.	  	  
You	  know,	  the	  fact	  that	  she	  is	  22	  months	  and	  she	  is	  still	  with	  us,	  I'm	  grateful	  for	  it.	  	  So,	  I	  don’t	  
know	  how	  this	  story	  is	  going	  to	  end,	  but	  I	  think	  right	  now	  she	  is	  in	  a	  good	  place.	  	  You	  know,	  her	  -‐
-‐	  she	  looks	  -‐-‐	  looks	  anyway,	  you	  know,	  healthy.	  	  And	  I	  just	  take	  today.	  	  I'm	  thankful	  for	  it.	  	  And	  if	  
and	  when	  the	  end	  comes	  and	  -‐-‐	  I	  mean	  it's	  not	  supposed	  to	  happen	  that	  way.	  	  Your	  child	  is	  not	  
supposed	   to	  predecease	  you,	   you	  know.	   	   So	   that's	  hard	   to	  accept.	   	  But	   I	   guess	   I	   know	   it	   can	  
happen,	  it's	  very	  likely	  that	  it	  can	  happen,	  but	  I	  try	  to	  just-‐-‐	  it	  really	  brings	  you	  to	  a	  point	  of	  dealing	  
with	  today.	  	  Today	  is	  important.	  	  Tomorrow,	  I	  might	  not	  get.	  	  But	  today	  is	  great.	  	  If	  I	  have	  today,	  
today	  is	  great.	  	  That’s	  how	  the	  story	  goes.	  	  
	  	  
LJ:	  	  I	  think	  it's	  easy	  to	  get	  wrapped	  into	  how	  you	  think	  this	  story	  is	  going	  to	  end	  and	  how	  long	  
this	  story	  is	  going	  to	  be.	  	  Like,	  okay	  we	  have	  Rachael	  for	  maybe	  for	  another	  six	  months	  or	  
another	  year	  or	  maybe	  she	  gets	  to	  live	  to	  five,	  you	  know.	  	  And	  I	  think	  that's	  a	  wrong	  way	  to	  look	  
at	  it.	  	  	  People	  that	  have	  died	  still	  live	  in	  our	  minds	  today	  and	  we	  still	  have	  their	  stories,	  we	  still	  
read	  the	  books,	  we	  still	  understand	  about	  those	  people	  and	  learn	  lessons	  from	  those	  people,	  
today.	  	  So,	  their	  story	  still	  continues.	  	  And	  the	  people	  that	  are	  alive	  now	  and	  the	  people	  that	  
have	  taken	  a	  bit	  from	  those	  individuals'	  book,	  of	  their	  life	  and	  said,	  "I'm	  going	  to	  apply	  that	  to	  
my	  own	  life	  and	  I'm	  going	  to	  be	  inspired	  by	  that.	  	  And	  I	  am	  going	  to	  do	  something	  with	  that."	  	  
And	  I	  think	  that’s	  what	  Rachael	  has	  done.	  	  Rachael	  is	  here	  and	  Rachael	  -‐-‐you	  can	  tell	  her	  stories.	  	  
She	  is	  a	  teacher	  and	  doesn’t	  know	  it.	  	  And	  every	  day	  we	  learn	  patience	  because	  she	  is,	  	  gagging	  
or	  coughing	  or	  having	  trouble	  with	  breathing	  or	  whatever	  it	  maybe	  or	  her	  tooth	  came	  out,	  you	  
know.	  	  We	  are	  learning	  medicine;	  we	  are	  learning	  about	  the	  human	  body,	  we	  are	  learning	  
about	  the	  brain,	  we	  are	  learning	  about	  children,	  we	  are	  learning	  about	  developmental	  stages.	  	  	  
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We	  are	  learning	  about	  ourselves.	  	  Probably	  more	  than	  anything,	  we're	  learning	  about	  our	  own	  
level	  of	  patience	  and	  perseverance	  and	  where	  that’s	  being	  applied	  to	  each	  of	  us.	  	  And	  her	  story	  
goes	  on	  in	  mom	  and	  dad	  and	  brothers	  and	  sisters.	  	  And	  you	  know,	  it	  shapes	  us,	  you	  know,	  like	  I	  
said.	  	  And	  she	  doesn’t	  even	  know	  it.	  	  My	  path	  in	  life	  was	  changed	  because	  of	  Rachael.	  	  
Catharine's	  path	  in	  life	  has	  changed	  because	  of	  Rachael,	  each	  and	  every	  one	  of	  our	  children's	  
paths	  and	  their	  understanding	  of	  the	  world	  around	  them,	  their	  understanding	  of	  other	  people,	  
of	  other	  children,	  of	  other	  special	  needs	  children	  has	  been	  changed	  because	  of	  the	  -‐-‐	  because	  
of	  Rachael's	  presence	  in	  this	  household	  and	  in	  our	  lives.	  	  So,	  because	  of	  that,	  her	  story	  never	  
ends.	  	  You	  know,	  so	  -‐-‐	  that’s	  how	  I	  look	  at	  it.	  	  And	  I	  think	  it's	  beautiful.	  	  It's	  beautiful.	  	  
	  	  
	  
	  
	  

The	  benefit	  and	  blessing	  of	  going	  day-‐to-‐day.	  
https://youtu.be/bdbq_lvK68I	  

	  	  
Catherine:	  I	  just	  had	  to	  dive	  right	  in.	  	  And	  you	  don’t	  really	  have	  time	  to	  stop	  and	  think	  about	  it.	  	  
You	  just	  -‐-‐	  but	  a	  lot	  of	  people	  asked	  me,	  "How	  do	  you	  do	  it?"	  	  You	  just	  do	  it.	  	  I	  mean,	  how	  do	  I	  
raise	  a	  big	  family?	  	  I	  just	  -‐-‐	  you	  just	  do	  it,	  you	  know.	  	  What	  life	  gives	  you;	  you	  roll	  with	  it.	  	  But	  I	  will	  
say,	  when	  I	  was,	  you	  know,	  gathering	  some	  paper	  work	  and	  I	  actually	  looked	  at	  her	  discharge	  
orders	  and	  realized,	  I	  guess	  it	  was	  the	  year	  2013,	  that	  we	  had	  been	  in	  and	  out	  of	  the	  hospital	  15	  
to	  17	  times,	  I	  think	  were	  the	  papers	  that	  I	  gathered.	  	  I	  think	  that’s	  when	  I	  stopped	  and	  cried	  and	  
I	  thought,	  "Oh	  my	  gosh,	  how	  did	  I	  do	  that?"	  	  You	  know,	  you	  -‐-‐	  and	  while	  I	  was	  doing	  it,	  you're	  just	  
not	  thinking,	  you're	  just	  doing,	  you	  know.	  	  But	  if	  you	  actually	  step	  back	  and	  think	  about	  all	  that	  
you	  do	  and	  have	  to	  do,	   it	   is	  overwhelming.	   	  But	   I	   think	  that	  that's	  where	  the	  benefit	  and	  the	  
blessing	  come	  from,	  just	  going	  day	  to	  day.	  	  Because	  if	  you	  look	  too	  far	  down	  the	  road,	  like	  if	  I	  
think	  about	  this	  year	  being	  like	  last	  year,	  there	  is	  no	  way	  I	  can	  do	  it.	  	  No,	  I	  would	  quit	  right	  now.	  	  
You	  know.	  	  And	  honestly,	  there	  are	  some	  moments	  where	  you	  do	  stop	  and	  you	  think	  about	  what	  
you	  have	  to	  do	  and	  maybe	  you	  don’t	  want	  to	  do	  it	  anymore.	  	  But	  then	  you	  think	  about	  Rachael	  
and	  you're	  like,	  "She	  doesn’t	  want	  to	  -‐-‐	  she	  didn’t	  ask	  for	  this."	  	  She	  doesn’t	  want	  to	  do	  it,	  if	  she	  
could	  have	  a	  choice,	  if	  she	  could	  think	  about	  it,	  you	  know.	  	  And	  she	  is	  a	  fighter,	  you	  know.	  	  I	  mean	  
the	  child	  has	  been	  sedated	  multiple	  times	  and	  has	  had	  surgery	  and	  you	  know,	  in	  and	  out	  of	  the	  
hospital	  and	  multiple	  things	  happened	  to	  her	  and	  she	  keeps	  going,	  she	  keeps	  smiling.	  	  So	  I	  guess	  
in	   that	   sense,	   endurance.	   	   Maybe	   if	   there	   is	   anything	   that	   she's	   changed	   or	   taught	   me	   is	  
perseverance	   in	   just	  dealing	  with	   life,	  you	  know.	   	   Just	  a	   life	  perspective,	   I	  guess,	   I	  would	  say.	  	  
That’s	  what	  she's	  done	  for	  me.	  	  
	  	  	  
LJ	  Early	  on	  when	  the	  doctors	  sat	  us	  down,	  got	  all	  serious	  and	  said,	  "All	  right,	  you	  know,	  she	  has	  
this	  issue	  with	  her	  brain	  and	  here’s	  what	  that	  means	  and	  she	  might	  not	  live	  really	  long,"	  and	  we	  
go,	  "-‐-‐".	  	  You	  know.	  	  We	  came	  home	  and	  really	  hashed	  out	  and	  really	  thought	  about	  that.	  	  What	  
does	  that	  mean?	  	  You	  know,	  like	  is	  she	  going	  to	  die	  on	  us?	  	  Children	  aren’t	  supposed	  to	  die	  before	  
their	  parents.	  	  I	  mean,	  that's	  because	  it’s	  not	  right,	  you	  know.	  	  But	  it	  happens.	  	  You	  know.	  	  And	  I	  
said,	  how	  does	  that	  change	  us?	  	  How	  does	  -‐-‐	  what	  do	  we	  do?	  	  Do	  we	  focus	  on	  that,	  do	  we	  think	  
every	  moment	  -‐-‐	  you	  know,	  if	  she’s	  sleeping	  and	  she’s	  not	  really	  -‐-‐	  you	  know	  so,	  we	  really	  see	  her	  
chest	  going	  up	  as,	  you	  know	  and	  we	  were	  doing	  it.	  	  Sometimes	  she’s	  not	  breathing,	  what	  	  
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happening.	  	  And	  you	  never	  know.	  	  And	  that	  can	  just	  mess	  you	  up.	  	  So,	  we	  realized	  earlier	  on	  and	  
said,	  "You	  know,	  the	  fact	  of	  the	  matter	  is,	  we	  have	  no	  idea.	  	  When,	  how	  it’s	  going	  to	  happen,	  how	  
it’s	  going	  to	  look	  or	  anything	  like	  that,	  not	  only	  for	  her,	  but	  for	  any	  of	  our	  kids,	  for	  us."	  	  We	  don’t	  
know	  if	  we’re	  going	  to	  survive	  the	  end	  of	  this	  day.	  	  You	  know,	  so,	  why	  really	  mess	  with	  that,	  why	  
really	  focus	  on	  that?	  	  Rachel	  may	  very	  well	  outlive	  all	  of	  us.	  	  You	  know.	  	  And	  we	  have	  no	  idea.	  	  
You	  know.	  	  So,	  we	  just	  said,	  you	  know	  what?	  	  Day	  by	  day.	  	  Day	  by	  day.	  	  If	  the	  day	  comes,	  you	  take	  
it	  as	  it	  comes	  and	  does	  that	  mean	  don’t	  prepare?	  	  Of	  course	  not.	  	  You	  know,	  be	  wise.	  	  You	  know,	  
and	  we	  try	  to	  be	  wise.	  	  But	  it	  also	  teaches	  us	  -‐-‐	  not	  just	  for	  her	  because	  she’s	  sick,	  but	  you	  know	  
all	  of	  us	  to	  prepare.	  	  You	  know,	  all	  right,	  and	  you	  got	  life	  insurance,	  you	  got	  -‐-‐	  you	  know,	  what	  do	  
have	  set	  up.	  	  If	  another	  one	  of	  your	  children	  were	  to	  pass	  away,	  what’s	  going	  on?	  	  So,	  you	  set	  
those	  things	  up	  and	  you	  leave	  it	  at	  that.	  	  You	  make	  your	  preparations,	  make	  your	  plans,	  what	  
happens,	  happens.	  I	  don’t	  know,	  you	  know,	  and	  I’m	  not	  going	  to	  dwell	  on	  it,	  but	  I	  know	  that	  did	  
my	  part.	  	  I	  controlled	  what	  I	  can	  control.	  	  I	  don’t	  control	  when	  is	  going	  to	  happen	  or	  how	  it’s	  going	  
to	  happen,	  I	  just	  control	  what	  I	  can,	  which	  is	  the	  planning	  and	  preparations	  for	  the	  day	  that	  it	  
does.	  And	  then	  when	  it	  does,	  hopefully	  you’re	  in	  a	  decent	  enough	  position	  to	  weather	  this	  storm.	  
	  	  
	  	  
	  

FINDING	  SUPPORT	  	  
This	  has	  given	  me	  a	  lot	  of	  hope	  for	  humanity.	  
https://youtu.be/jAVIT9jwtBo	  

	  	  
LJ:	  I	  -‐-‐	  one	  thing	  that	  I've	  gathered	  over	  last	  two	  years,	  has	  been	  the	  incredible	  value	  in	  just	  
human	  interaction.	  	  Just,	  people.	  	  And	  all	  the	  different	  doctors,	  nurses,	  therapists	  that	  have	  
helped	  Rachael	  in	  some	  way,	  the	  support	  doesn’t	  come	  to	  me,	  not	  only	  in	  the	  fact	  that	  they're	  
coming	  and	  working	  on	  her	  and	  working	  with	  her,	  but	  it	  comes	  also	  in	  the	  fact	  that,	  you	  know,	  I	  
watch	  them	  and	  learn	  something	  from	  them	  and	  I	  see	  they're	  all	  in.	  	  They're	  engaged	  in	  it	  and	  
it's	  -‐-‐	  I	  don’t	  think	  with	  a	  single	  one	  of	  them	  it's	  -‐-‐	  it	  doesn’t	  come	  across	  to	  me,	  at	  least,	  as	  just	  
a	  job,	  you	  know.	  	  And,	  that	  gives	  me	  a	  lot	  of	  hope.	  	  That	  gives	  me	  a	  lot	  of	  hope	  for	  humanity,	  
and	  you	  know,	  I	  value	  that.	  	  And	  every	  one	  that	  comes	  along	  and	  says	  a	  kind	  word,	  whether	  it's,	  
you	  know,	  friends,	  family,	  people	  from	  church,	  people	  in	  the	  neighborhood,	  whatever	  it	  may	  
be.	  	  That's	  where	  I	  draw	  a	  tremendous	  support.	  
	  
	  
	  

Finding	  support	  in	  God,	  family,	  providers	  and	  just	  talking	  about	  it.	  
https://youtu.be/9Rm6iwPvRSk	  	  

	  	  
Catherine:	  	  Well,	  first	  and	  foremost,	  my	  faith	  in	  god.	  	  That’s	  been	  tremendous	  for	  me.	  	  I	  pray,	  I	  
cry.	  	  I	  -‐-‐	  my	  church	  has	  been	  a	  great	  help.	  	  LJ,	  just	  how	  do	  I	  even	  say?	  	  	  The	  support	  of	  -‐-‐	  I	  mean	  
it's	  your	  child.	  	  So	  you're	  both	  feeling	  the	  pain.	  	  I	  think	  that	  you	  have	  to	  allow	  the	  person	  to	  go	  
through	  it	  at	  their	  own	  pace.	  	  I	  had	  to	  learn	  that	  and	  respect	  his	  time	  that	  he	  needed,	  because	  I	  
was	  the	  one	  getting	  the	  messages	  first,	  because	  I	  am	  going	  to	  the	  doctors,	  while	  he	  is	  working.	  	  
So,	  that	  was	  -‐-‐	  but	  the	  fact	  that	  he	  would	  just	  stand	  by	  me	  and	  he	  would	  ask	  me,	  "How	  can	  I	  help	  
you?"	  you	  know,	  that	  was	  helpful	  to	  me,	  that	  support.	  	  The	  kids	  and	  like	  he	  said,	  just,	  you	  know,	  
them.	  	  Just	  -‐-‐	  it’s	  their	  sibling.	  	  They	  love	  her.	  	  You	  know	  as	  -‐-‐	  whatever	  hardship	  might	  have	  	  
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developed	  around	  it,	  the	  issue,	  they	  -‐-‐	  that	  they	  love	  her,	  you	  know.	  	  And	  I	  couldn’t	  ask	  for	  better	  
children	  to	  just	  be	  genuine	  in	  their	  love	  for	  their	  sister.	  	  	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	   	  
Catherine:	   	  I	  love	  my	  mother.	  	  I	  didn’t	  think	  this	  was	  going	  to	  make	  me	  cry,	  but	  I	  probably	  -‐-‐	  I	  
don’t	  know	  how	  she	  does	  it,	  how	  I	  would	  do	  it	  without	  her.	  	  She	  is	  amazing.	  	  She	  is	  a	  nurse.	  	  So	  
that	  helps,	  the	  fact	  that	  she	  understands	  this	  world.	  	  I	  don’t	  have	  to	  -‐-‐	  it	  doesn’t	  scare	  her.	  	  I	  don’t	  
have	  to	  explain	  how	  hard	  it	  is.	  	  She	  comes	  from	  a	  big	  family	  herself.	  	  So	  that	  also	  is	  tremendous.	  
I’m	  her	  only	  child,	  so.	  	  And	  she	  is	  retired,	  so	  she	  is	  free.	  	  I’m	  very,	  very	  blessed	  for	  her	  to	  be	  free	  
and	  to	  come	  and	  to	  help	  and	  to	  just	  -‐-‐.	  	  Like	  she	  just	  recently	  just	  wrote	  me	  a	  mother’s	  day	  card,	  
which	  -‐-‐	  that's	  always	  awkward	  in	  your	  mother	  giving	  you	  a	  card,	  when	  you're	  the	  daughter.	  	  But	  
she	  said	  "You	  have	  seven	  children	  and	  you	  take	  care	  of	  all	  of	  your	  responsibilities.	  	  And	  for	  that,	  
I	  respect	  and	  admire	  you	  so	  much."	  	  And	  coming	  from	  your	  mother,	  that	  is	  tremendous.	  	  And	  of	  
course,	  knowing	  also	  that	  I	  have	  a	  special	  needs	  child,	  that	  is	  a	  great	  support.	  	  I	  mean	  his	  family	  
and	  the	  extended	  family	  and	  their	  support	  and	  the	  doctors	  and	  nurses.	  	  I	  mean	  it's	  taken	  -‐-‐	  well,	  
it's	  been	  a	  road,	  but	  I	  think	  we	  have	  a	  tremendous	  team,	  now,	  of	  doctors	  and	  nurses.	  	  And	  just	  
everyone	  who	  meets	  Rachel,	  they	  just	  love	  her.	  	  That's	  what	  they	  all	  tell	  me.	  	  And	  she	  just	  -‐-‐	  she	  
can’t	  say	  a	  word,	  but	  she	  gets	  done	  what	  she	  needs,	  you	  know,	  just	  by	  her	  spirit	  and	  just	  her	  
sweetness,	  you	  know.	  	  So,	  you	  know,	  just	  even	  coming,	  I	  told	  you,	  this	  was	  my	  therapy,	  just	  the	  
fact	  that	  you	  are	  doing	  this	  organization	  and	  reaching	  out	  to	  families	  this	  is	  our	  healing,	  to	  just	  
talk	  about	   it	  and	  to	  reflect	  on,	   like	   I	  said.	   	  But	  when	  you	  actually	  stop	  and	  think	  about	   it,	  you	  
know,	  this	  even	  is	  a	  support,	  so	  thank	  you.	  
	  	  
	  

OTHER	  CHILDREN/SIBLINGS	  	  
We	  tell	  them	  this	  is	  going	  to	  be	  a	  tough	  road.	  They	  get	  the	  situation.	  
https://youtu.be/CCZHhs-‐-‐R5M	  

	  
	  LJ:	  …	  You	  know,	  we	  grow	  closer	  as	  a	  family	  because	  of	  it.	  	  Just	  the	  kids,	  as	  -‐-‐	  the	  little	  bit	  of	  
pitching	  in	  that	  they	  can	  possibly	  do,	  anything	  that	  they	  do	  is	  appreciated	  and,	  you	  know,	  I	  just	  
value	  just	  how	  much	  they're	  flexible.	  	  Because,	  sometimes	  you	  know,	  you	  make	  promises	  and	  
you	  hope	  to	  do	  some	  things	  and	  then	  you	  end	  up	  not	  being	  able	  to	  keep	  it,	  because	  of	  other	  
obligations,	  and	  people	  just	  kind	  of	  -‐-‐	  you	  know,	  everyone	  just	  understands	  it.	  	  "Hey,	  you	  know,	  
I	  know	  you	  got	  to	  roll	  with	  the	  punches."	  	  And	  when	  they	  do	  that,	  when	  the	  children	  look	  at	  me	  
and	  say	  "Dad,	  I	  know	  you	  promised	  this	  and	  we	  didn’t	  get	  to	  do	  it,"	  but,	  you	  know,	  no	  one	  says,	  
"I	  hate	  you,	  you	  don’t	  -‐-‐."	  	  You	  know,	  you	  got	  some	  kids	  that	  are	  that	  way,	  like	  if	  you	  said	  
something	  and	  you	  somehow	  didn’t	  get	  to	  follow	  through	  on	  it,	  forget	  it.	  	  They're	  not	  talking	  to	  
you	  for	  a	  month	  or	  whatever.	  	  But,	  our	  kids,	  they	  don’t	  -‐-‐	  they	  never	  -‐-‐	  they've	  never	  done	  that	  
to	  me	  or	  to	  Catherine.	  	  And	  they	  understand,	  they	  get	  the	  situation,	  they	  get	  what	  is	  going	  on,	  
not	  just	  with	  Rachel,	  but	  just	  -‐-‐	  when	  you	  have	  -‐-‐.	  	  Because	  of	  everything	  that’s	  happening	  here,	  
you	  know	  you	  got	  to	  work	  an	  extra	  job	  or	  you	  got	  to	  do	  this	  or	  you	  got	  to	  do	  that.	  	  And,	  they	  
just	  kind	  of	  say,	  "Yeah,	  okay,	  I	  get	  it.	  	  You	  know,	  all	  right,	  what	  can	  I	  do?"	  	  And	  that's	  been	  
tremendous	  for	  me.	  
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LJ:	  	  We	  kind	  of	  give	  them	  a	  heads	  up	  and	  say,	  "Here	  -‐-‐	  you	  know,	  this	  is	  what	  we	  are	  doing	  today."	  	  
Like	  if	  Catherine	  knows,	  for	  example,	  that	  I	  am	  going	  to	  Boston	  and	  I	  will	  be	  back	  at	  this	  time,	  I	  
need,	   to	  get	   Simeon	   to	  day	   care,	  when	  you	  guys	  get	  home	   from	  school,	   you	  know,	  don’t	   let	  
anyone	  in,	  blah,	  blah,	  blah,	  things	  like	  that.	  	  And,	  they	  get	  it	  and	  they	  go,	  "Yes,	  all	  right."	  	  So,	  if	  
there	  is	  any	  adjustments,	  you	  know,	  we	  kind	  of	  go	  over	  the	  plan	  with	  them,	  we	  tell	  them	  what	  
the	  deal	  is,	  and	  you	  know,	  they	  try	  to	  follow	  through	  as	  best	  as	  they	  can.	  	  We	  also	  let	  them	  know	  
that,	  you	  know,	  in	  the	  big	  picture,	  this	  is	  going	  to	  be	  a	  tough	  road.	  	  Be	  ready	  for	  that,	  understand	  
that.	  	  We	  don’t	  know	  how	  long	  we'll	  have	  to	  do	  the	  medical	  thing,	  with	  Rachel.	  	  I	  -‐-‐	  we	  don’t	  know	  
how	  many	  times	  we'll	  have	  to	  go	  out	  to	  the	  Boston	  Children’s	  or	  whatever	  it	  might	  be.	  	  You	  know,	  
but,	  in	  the	  day	  that	  we	  have	  to	  do	  it	  right	  now,	  you	  know,	  we're	  just	  going	  to	  -‐-‐	  we	  have	  to	  come	  
together.	  	  And	  they	  understand	  we	  have	  to	  bond	  together	  and	  be	  in	  one	  accord	  on	  that,	  and	  they	  
follow	  through.	  	  They're	  really	  good	  about	  it,	  for	  the	  most	  part.	  	  You	  know,	  yeah	  -‐-‐	  I	  mean,	  do	  we	  
have	  our	  days	  where,	  "Man,	  you	  know,	  why	  is	  the	  house	  an	  aberration?	  	  You	  know,	  come	  on	  let’s	  
pitch	  in,	  let’s	  clean	  up,	  whatever,."	  	  And	  they	  -‐-‐	  once	  you	  snap	  and,	  you	  tell	  them,	  "Okay	  let’s	  get	  
together	  and	  let's	  make	  this	  happen."	  	  And	  they	  all	  do	  it	  and	  then	  they	  pitch	  in.	  	  And	  there's	  really	  
not	  much	  fight,	  or	  back	  talk	  or	  anything	  like	  that.	  	  So,	  they're	  really	  good.	  
	  	  
	  	  
	  
	  

THE	  MARRIAGE	  	  
We	  go	  see	  someone.	  It’s	  not	  marriage	  therapy.	  It’s	  life	  therapy.	  
https://youtu.be/rfhEKS6yDXE	  

	  
	  Catherine:	  …If	  I	  could	  sum	  it	  up,	  first	  of	  all,	  first	  seek	  to	  understand.	  	  Sometimes	  he	  would	  act	  in	  
a	  certain	  way	  and	  then	  I	  would	  assume	  that	  I	  understood	  why	  he	  was	  doing	  that.	  	  And	  so	  you	  
have	  to	  learn	  how	  to	  ask	  questions	  and	  you	  also	  have	  to	  learn	  how	  to	  express	  yourself	  and	  it's	  a	  
difficult	  time	  because	  you	  don't	  -‐-‐	  you	  might	  not	  even	  understand	  what	  you	  are	  feeling.	  	  I	  even	  
remember	  one	   time	  he	  was	   telling	  me	   something	  and	   I'm	   like	  why	  are	  we	   talking	  about	   this	  
because	  we	  already	  know	  that	  we	  disagree	  and	  he's	  like	  at	  least	  you'll	  know	  where	  I	  am	  coming	  
from	  and	  when	  he	  was	  done,	  at	  first	  I	  was	  mad,	  and	  just	  like	  I	  don't	  agree	  with	  your	  point	  of	  view	  
and	  it's	  wrong.	  	  And	  I	  still	  disagreed	  at	  the	  end	  of	  him	  explaining	  himself,	  but	  at	  least	  I	  said,	  okay,	  
I	  never	  thought	  about	  it	  like	  that	  and	  I	  can	  respect	  that,	  you	  know,	  and	  I	  think	  that's	  a	  strong	  -‐-‐	  
the	  strongest	  point	  is	  it's	  hard,	  it's	  a	  lot	  of	  emotions.	  	  -‐-‐	  I	  have	  seen	  couples,	  you	  know,	  from	  a	  
distance	  struggle	  with	  this	  and	  say	  understanding	  that	  the	  sickness	  of	  a	  child	  or	  the	  death	  of	  a	  
child	  is	  probably	  the	  hardest	  thing	  in	  their	  marriage	  and	  sometimes	  even	  leads	  to	  separation	  and	  
I	  couldn't	  understand	  why	  -‐-‐	  and	  now	  that	  we're	  in	  it,	  I	  get	  it.	  	  I	  get	  that	  it	  is	  just	  -‐-‐	  it	  just	  brings	  
everything,	  you	  know,	  at	  once	  and	  	  you	  can't	  dissect	  it	  but	  you	  need,	  if	  you	  want	  your	  marriage	  
you	  need	  to	  fight	  for	  it	  and	  you	  need	  to	  take	  the	  time	  to	  understand	  that	  person	  and	  understand	  
yourself	  and	  you	  will	  need	  to	  express	  yourself,	  that's	  the	  biggest	  thing	  that	  I	  would	  say.	  	  
	  	  
	  	  
LJ:	  /How	  has	  your	  marriage	  been?	  You	  know,	  it’s	  like,	  hey,	  it	  ain’t	  easy.	  It's	  a	  stressor.	  	  Stressors	  
mix	  things	  up	  and	  make	  life	  hard,	  you	  know,	  and	  you	  would	  think	  that	  oh,	  you	  have	  a	  special	  
needs	  child,	  you	  must	  come	  so	  much	  closer	  together	  and	  this	  is	  probably	  strengthening	  your	  	  
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relationship,	  and	  for	  some	  people	  absolutely	  and	  I	  think	  it	  has	  for	  us,	  	  but	  that's	  not	  the	  case	  for	  
a	  lot	  of	  people	  and	  there's	  certainly	  been	  times	  where	  we	  have	  been	  put	  to	  the	  test	  in	  regards	  to	  
our	   relationship	  and	  all	   this	   going	  on.	   	  And	   I	  would	  encourage	  people	   to	   fight,	   fight	   for	   your	  
relationship,	  fight	  to	  stay	  together,	  fight	  to	  -‐-‐	  I	  always	  tell	  people	  your	  kids,	  there's	  nothing,	  they	  
don't	  need	  your	  Jordans,	  they	  don't	  need	  TV,	  they	  don't	  need	  computers	  and	  iPads	  and	  iPods	  and	  
iPhones	  and	  -‐-‐	  forget	  that,	  they	  don't	  want	  that	  compared	  to	  how	  much	  they	  want	  mom	  and	  dad	  
to	  just	  be	  of	  one	  accord	  and	  be	  together	  and	  even	  your	  little	  special	  needs	  child	  needs	  that.	  	  Don't	  
think	  they	  have	  these	  wants	  but	  she	  needs	  that,	  she	  needs	  us	  to	  be	  in	  one	  accord,	  she	  needs	  us	  
to	  be	  together,	  she	  needs	  us	  to	  fight	  for	  us	  because	  kids	  believe	  that	  well,	  if	  they	  won't	  fight	  for	  
them	  and	  they've	  known	  each	  other	  way	  more	  than	  they've	  known	  me,	  my	  little	  self,	  how	  am	  I	  
supposed	   to	   feel	   confident	   in	   the	   fact	   that	   they're	   going	   to	   fight	   for	  me	  and	   love	  me	   if	   they	  
struggle	  to	  even	  love	  each	  other.	  	  And	  we've	  had	  to	  do	  that,	  we've	  had	  to	  say,	  all	  right,	  bag	  this,	  
if	   we	   have	   to	   go	   see	   somebody	   every	   two	  weeks,	   whatever,	   just	   sit	   down	   and	   have	   a	   time	  
together	  and	  hash	  through	  whatever	  so	  be	  it,	  and	  that	  is	  humbling	  to	  say,	  I	  need	  help,	  especially	  
for	  me,	  especially	  probably	  for	  most	  guys,	  I	  don’t	  know	  what	  they'll	  say-‐-‐	  but	  to	  suck	  it	  up	  and	  
say,	  you	  know,	  I	  need	  a	  hand	  in	  this,	  I	  need	  help,	  somebody	  needs	  to	  lift	  me	  up	  and	  we've	  had	  to	  
do	  that.	  	  And	  we	  go	  see	  someone	  who	  has	  been	  tremendous,	  has	  been	  a	  great	  help,	  and	  we	  talk	  
about	  so	  many	  issues,	  issues	  that	  you	  would	  think,	  oh	  that's	  not	  that	  big	  a	  -‐-‐	  yeah,	  we're	  going	  to	  
talk	  about	  it	  and	  it	  helps,	  you	  know,	  [and	  believe	  it	  or	  not	  it	  even	  helps	  in	  the	  care	  of	  your	  little	  
special	  needs	  child,	  you	  even	  think,	  it's	  not	  just	  marriage	  therapy,	  it's	  life	  therapy,	  it's	  life	  help,	  
and	   I'd	   say	   anyone	   that	   are	   going	   through	   the	   rocks	   because	   they	   have	   so	   many	   stressors,	  
because	  of	  their	  special	  needs	  child	  and	  everything	  else	  that's	  going	  on	  in	  life,	  don't	  hesitate	  to	  
say,	  somebody	  help	  me,	  somebody	  help	  us,	  help	  us	  keep	  it	  all	  together,	  please.	  	  If	  you've	  got	  to	  
humble	  yourself,	  you	  just	  do	  it,	  not	  just	  for	  the	  sake	  of	  your	  own	  sanity,	  because	  it	  won't	  help	  
your	  sanity	  but	  just	  think	  of	  the	  life	  of	  your	  family.	  	  If	  you	  care	  about	  the	  life	  of	  your	  family,	  do	  
whatever	  you	  have	  to	  do.	  
	  	  
	  	  
	  	  
	  	   Don’t	  hesitate	  to	  say,	  Somebody	  help	  us	  keep	  it	  all	  together.	  

https://youtu.be/A3wOwvKkUdc	  
	  	  
LJ:	  It's	  a	  stressor.	  	  Stressors	  mix	  things	  up	  and	  make	  life	  hard,	  you	  know,	  and	  you	  would	  think	  that	  
oh,	  you	  have	  a	  special	  needs	  child,	  you	  must	  come	  so	  much	  closer	  together	  and	  this	  is	  probably	  
strengthening	  your	  relationship,	  and	  for	  some	  people	  absolutely	  and	  I	  think	  it	  has	  for	  us,	  [but	  
that's	  not	  the	  case	  for	  a	  lot	  of	  people	  and	  there's	  certainly	  been	  times	  where	  we	  have	  been	  put	  
to	  the	  test	  in	  regards	  to	  our	  relationship	  and	  all	  this	  going	  on.	  	  And	  I	  would	  encourage	  people	  to	  
fight,	  fight	  for	  your	  relationship,	  fight	  to	  stay	  together,	  fight	  to	  -‐-‐	  I	  always	  tell	  people	  your	  kids,	  
there's	  nothing,	  they	  don't	  need	  your	  Jordans,	  they	  don't	  need	  TV,	  they	  don't	  need	  computers	  
and	  iPads	  and	  iPods	  and	  iPhones	  and	  -‐-‐	  forget	  that,	  they	  don't	  want	  that	  compared	  to	  how	  much	  
they	  want	  mom	  and	  dad	  to	  just	  be	  of	  one	  accord	  and	  be	  together	  and	  even	  your	  little	  special	  
needs	  child	  needs	  that.	  	  you	  know,	  you	  don't	  think	  they	  have	  these	  wants	  but	  she	  needs	  that,	  she	  
needs	  us	  to	  be	  in	  one	  accord,	  she	  needs	  us	  to	  be	  together,	  she	  needs	  us	  to	  fight	  for	  us	  because	  
kids	  believe	  that	  well,	  if	  they	  won't	  fight	  for	  them	  and	  they've	  known	  each	  other	  way	  more	  than	  
they've	  known	  me,	  my	  little	  self,	  how	  am	  I	  supposed	  to	  feel	  confident	  in	  the	  fact	  that	  they're	  	  
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going	  to	  fight	  for	  me	  and	  love	  me	  if	  they	  struggle	  to	  even	  love	  each	  other.	  	  And	  we've	  had	  to	  do	  
that,	  we've	  had	  to	  say,	  all	  right,	  bag	  this,	  if	  we	  have	  to	  go	  see	  somebody	  every	  two	  weeks,	  two	  
weeks,	  whatever,	  just	  sit	  down	  and	  have	  a	  time	  together	  and	  hash	  through	  whatever	  so	  be	  it,	  
and	  that	  is	  humbling	  to	  say,	  I	  need	  help,	  especially	  for	  me,	  especially	  probably	  for	  most	  guys,	  I	  
don’t	  know	  what	  they'll	  -‐-‐	  but	  to	  suck	  it	  up	  and	  say,	  you	  know,	  I	  need	  a	  hand	  in	  this,	  I	  need	  help,	  
somebody	  needs	  to	  lift	  me	  up	  and	  we've	  had	  to	  do	  that,	  we've	  had	  to	  do	  that.	  	  And	  we	  go	  see	  
someone	  who	  has	  been	  tremendous,	  has	  been	  a	  great	  help,	  and	  we	  talk	  about	  so	  many	  issues,	  
issues	  that	  you	  would	  think,	  oh	  that's	  not	  that	  big	  a	  -‐-‐	  yeah,	  we're	  going	  to	  talk	  about	  it	  and	  it	  
helps,	  you	  know,	  and	  believe	  it	  or	  not	  it	  even	  helps	  in	  the	  care	  of	  your	  little	  special	  needs	  child,	  
you	  even	  think,	  you	  know,	  it's	  not	  just	  marriage	  therapy,	  it's	  life	  therapy,	  it's	  life	  help,	  and	  I'd	  say	  
anyone	  that	  are	  going	  through	  the	  rocks	  because	  they	  have	  so	  many	  stressors,	  because	  of	  their	  
special	  needs	  child	  and	  everything	  else	  that's	  going	  on	  in	  life,	  don't	  hesitate	  to	  say,	  somebody	  
help	  me,	  somebody	  help	  us,	  help	  us	  keep	  it	  all	  together,	  please.	  	  If	  you've	  got	  to	  humble	  yourself,	  
you	  just	  do	  it,	  not	  just	  for	  the	  sake	  of	  your	  own	  sanity,	  because	  it	  won't	  help	  your	  sanity	  but	  just	  
think	  of	  the	  life	  of	  your	  family.	  	  If	  you	  care	  about	  the	  life	  of	  your	  family,	  do	  whatever	  you	  have	  to	  
do.	  
	  

	  	  
SPRITUALITY/RELIGION	  	  
It	  really	  does	  put	  your	  faith	  to	  the	  test	  …	  and	  you	  find	  out	  that	  it	  
works.	  

	  	  	  	  	  	  	  	  https://youtu.be/JiidfZxLw9k	  
	  
Catherine:	  	  Well,	  I	  think	  I	  have	  understood	  suffering,	  a	  lot	  better.	  	  A	  lot	  of	  people	  ask	  why,	  and	  I	  
never	  really	  liked	  the	  concept	  in	  the	  Bible	  of	  the	  fact	  that,	  we	  are	  comfort	  -‐-‐	  we	  receive	  comfort	  
so	  that	  we	  can	  comfort	  others.	  	  I	  am	  like	  I	  just	  rather	  would	  not	  have	  a	  bad	  time	  at	  all.	  	  So	  I	  
don’t	  have	  to	  get	  comfort	  and	  I	  don’t	  have	  to	  comfort	  you.	  	  But	  it	  is	  what	  it	  is.	  	  Suffering	  is	  here,	  
you	  know.	  	  And	  so	  the	  fact	  that	  others	  have	  walked	  the	  road	  -‐-‐	  I	  can't	  -‐-‐	  I	  don’t	  like	  the	  fact	  that	  
we	  all	  have	  to	  suffer,	  but	  the	  fact	  that	  someone	  who	  has	  suffered	  is	  willing	  to	  walk	  the	  road	  
with	  me,	  I	  greatly	  appreciate	  that.	  	  So,	  I	  have	  come	  to	  be	  more	  -‐-‐	  I	  don’t	  know	  if	  'accepting'	  is	  
the	  right	  word,	  of	  suffering,	  but	  okay	  with	  it,	  you	  know,	  to	  say,	  "Okay,	  it’s	  here.	  	  I	  can’t	  make	  it	  
go	  away.	  	  So	  how	  am	  I	  going	  to	  deal	  with	  it?	  	  So	  accept	  it."	  	  You	  know.	  And	  embrace	  it,	  and	  
learn	  from	  it,	  try	  to	  be	  stronger	  in	  it.	  	  It’s	  amazing	  how	  quickly	  you	  learn	  how	  to	  normalize	  your	  
abnormality	  if	  you	  will,	  -‐-‐	  your	  crazy	  life.	  	  And	  so,	  just	  knowing	  that,	  you	  know,	  my	  god	  suffered	  
for	  me	  and	  that	  is	  a	  correlation	  to	  my	  life’s	  suffering,	  and	  to	  just	  be	  willing	  to	  walk	  that	  road.	  	  
It's	  -‐-‐	  I	  guess	  I’ve	  learned,	  you	  know,	  love	  does	  cover	  over	  all	  wrong,	  hurts,	  pains.	  	  You	  don’t	  
know	  how	  much	  you	  can	  love	  a	  person	  who	  can’t	  communicate	  with	  you.	  	  And	  yet,	  you	  do.	  	  I	  
don’t	  know	  how	  to	  explain	  it.	  	  Those	  who	  have	  experienced	  it,	  know	  what	  I	  am	  talking	  about,	  
but	  you	  just	  do.	  	  But	  it	  has	  just	  made	  -‐-‐	  I've	  been	  a	  person	  of	  faith	  for	  a	  long	  time,	  I	  guess	  over	  
20	  years.	  	  But	  just	  to	  realize	  that,	  it's	  -‐-‐	  when	  you	  walk	  the	  walk,	  you	  know,	  people	  have	  said	  
that,	  you	  know,	  you	  really	  -‐-‐	  it	  really	  does	  put	  your	  faith	  to	  the	  test.	  	  And	  that	  it's	  -‐-‐	  you	  know	  
that	  it	  works,	  I	  guess	  I	  could	  say.	  	  This	  is	  the	  best	  way	  that	  I	  can	  put	  it.	  	  Because,	  when	  you	  don’t	  
have	  any	  hardships,	  it's	  easy	  to	  live	  your	  life	  of	  faith.	  	  But	  when	  you	  actually	  do	  have	  to	  put	  it	  to	  	  
the	  test,	  you	  know	  that	  those	  words	  in	  the	  bible	  are	  real	  and	  they're	  helpful	  to	  yourself	  and	  to	  
others.	  	  
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I	  find	  my	  faith	  in	  community.	  
https://youtu.be/N9Xc7Volx3c	  

	  	  
LJ:	  	  It	  is	  interesting.	  	  Just	  before	  Rachel	  was	  born,	  I	  had	  already	  begun	  going	  through	  a	  crisis	  of	  
faith,	  people	  call	  it.	  	  I	  don’t	  know	  if	  it's	  much	  of	  a	  crisis	  or	  whatever.	  	  You	  know,	  I	  am	  still	  alive,	  
our	  family	  is	  still	  together,	  we're	  fine.	  	  But,	  I	  changed	  a	  lot	  	  in	  what	  I	  have	  believed	  before	  and	  
most	  people	  thought	  that,	  "Okay	  now,	  what	  is	  Rachel’s	  issue	  going	  to	  do	  to	  that	  or	  is	  that	  going	  
to	  send	  me,	  you	  know,	  back	  to	  the	  lord,	  or	  is	  that	  going	  to	  push	  me	  further	  or	  what	  is	  it	  going	  to	  
do.	  	  I	  think	  know	  what	  -‐-‐	  I	  think	  I	  did	  learn	  a	  lot	  and	  I	  am	  learning	  a	  lot	  through	  it	  in	  the	  fact	  
that,	  	  when	  you	  talk	  about	  faith	  community,	  I	  think	  the	  most	  powerful	  word	  in	  that	  phrase	  is	  
"community."	  	  Some	  people	  differ,	  some	  people	  say,	  "Faith.	  	  Yeah,	  you	  need	  -‐-‐."	  	  You	  know,	  
okay,	  maybe,	  but	  for	  me,	  community	  is	  what	  it's	  been	  all	  about	  all	  along.	  	  All	  the	  years	  that	  I	  
had	  been	  in	  church,	  I	  thought	  it	  was	  about	  the	  stories	  and	  there	  is	  great	  tremendous	  lessons	  
due	  to	  stories,	  but	  the	  reality	  for	  me	  was	  that	  I	  was	  there	  because	  I	  was	  loved	  by	  people	  and	  I	  
found	  some	  -‐-‐	  I	  found	  a	  relationship	  with	  other	  individuals,	  other	  people	  who	  thought	  the	  way	  I	  
did,	  who	  cared	  about	  what	  is	  going	  on	  in	  my	  life,	  people	  that	  I	  could	  share	  time	  and	  experiences	  
with.	  	  No	  matter	  how	  you	  change	  in	  your	  certain	  doctrinal	  beliefs	  or	  beliefs	  on	  particular	  
statements	  of	  faith	  or	  dogmas	  or	  whatever,	  it	  really	  still	  comes	  out	  to	  people,	  you	  know.	  	  And	  
for	  me	  while	  we’re	  going	  through	  this,	  even	  though	  I	  disagree	  with	  how	  on	  particular	  issues	  -‐-‐	  I	  
disagree	  with	  just	  about	  everyone	  in	  our	  church	  and	  church	  that	  we	  attended	  or	  she	  still	  
attends,	  they’re	  still	  my	  friends.	  	  And	  I	  still	  love	  them	  and	  they	  still	  say,	  "Hey	  we’re	  praying	  for	  
you.	  	  And	  how’s	  Rachel	  doing?	  How’s	  your	  family	  doing?"	  	  And	  I	  really,	  tremendously	  appreciate	  
that.	  
	  
	  	  

WORKING	  WITH	  YOUR	  MEDICAL	  TEAM	  	  
As	  a	  parent,	  you	  know	  instinctively	  in	  your	  gut	  that	  something’s	  not	  
right	  

	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  https://youtu.be/qih-‐hwKFTKM	  
	  
Catherine:	  	  The	  journey	  of	  finding	  our	  medical	  team	  was	  a	  long,	  a	  hard,	  tedious	  journey.	  	  Of	  
course,	  you	  think	  everyone	  with	  an	  MD	  is	  a	  doctor.	  	  So	  they	  know	  what	  they’re	  doing.	  	  And	  I	  
respect	  doctors.	  	  	  I	  respect	  the	  schooling	  that	  they	  went	  through.	  	  But	  Rachel	  is	  a	  special	  needs	  
child	  and	  not	  everyone	  knows	  how	  to	  deal	  with	  that.	  	  And	  so,	  I	  didn’t	  realize	  that	  at	  first.	  	  So,	  I	  
just	  took	  her	  to,	  the	  doctor	  and,	  was	  trusting	  that	  they	  would	  work	  with	  her	  -‐-‐	  know	  how	  to	  
work	  with	  her,	  but	  then	  I	  began	  -‐-‐	  as	  a	  parent	  -‐-‐	  you	  might	  not	  be	  a	  doctor,	  but	  you	  know	  
instinctively	  in	  your	  gut	  that	  something’s	  not	  right.	  	  And	  so	  I	  knew	  that	  there	  were	  things	  that	  I	  
was	  feeling	  that	  weren’t	  quite	  the	  way	  I	  wanted	  it	  to	  be.	  	  But	  I	  just	  stayed	  with	  the	  doctors	  until	  
it	  got	  you	  a	  point	  where	  you	  realize,	  "This	  is	  not	  the	  best	  for	  my	  child."	  	  And	  so	  then	  I	  had	  to	  
take	  my	  child	  to	  a	  different	  hospital	  and	  set	  of	  doctors.	  	  And	  it	  was	  a	  tremendous	  difference.	  	  
And	  I	  had	  when	  I	  got	  there,	  they	  just	  -‐-‐	  everyone	  -‐-‐	  I	  would	  say	  from	  the	  orderly	  to	  the	  doctors,	  
were	  amazing,	  they	  were	  just,	  what	  are	  you	  asking	  me,	  what	  do	  you	  think	  and	  what	  -‐-‐	  how	  do	  
you	  feel	  about	  this?	  	  And	  one	  nurse,	  he,	  in	  particular	  said	  to	  me,	  "Don’t	  let	  anyone	  tell	  you	  that	  
there’s	  not	  something	  wrong	  with	  your	  child.	  	  If	  you	  feel	  in	  your	  gut	  that	  there	  is	  something	  	  
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wrong,	  then	  you	  keep	  shouting	  it	  and	  communicating	  that	  until	  you	  get	  some	  answers."	  	  And	  
that	  was	  an	  amazing	  confirmation	  for	  me.	  
	  	  
Rick:	  What	  families	  need	  to	  know	  and	  what	  a	  lot	  of	  time	  healthcare	  providers	  need	  to	  be	  
reminded	  about	  is	  that	  the	  expertise	  of	  doctors	  and	  nurses,	  and	  medically	  based	  providers	  
extends	  in	  very	  important	  ways	  to	  medical	  interventions	  and	  we	  are	  the	  experts	  on	  those.	  	  But	  
the	  important	  part	  of	  that	  equation	  is	  that	  families	  need	  to	  understand	  and	  should	  not	  be	  
challenged	  but	  encouraged	  on	  the	  fact	  that	  they	  are	  the	  experts	  on	  the	  goals	  and	  the	  values	  of	  
the	  family.	  	  And	  somewhere	  in	  their	  process	  of	  deciding	  what	  is	  right	  here,	  they	  have	  to	  review	  
this	  from	  the	  lens	  of	  parents,	  not	  as	  a	  sort	  of	  technical	  assessment.	  	  
	  	  
They	  have	  to	  find	  themselves	  as	  parents	  in	  this	  process	  and	  they	  need	  to	  make	  sure	  that	  
whatever	  values	  and	  goals	  their	  family	  has	  and	  their	  goals	  even	  when	  a	  child	  is	  certain	  to	  die	  
very	  soon,	  that	  people	  know	  that	  and	  that	  we	  act	  in	  a	  vigorous	  way	  towards	  supporting	  that.	  	  
And	  the	  only	  way	  for	  that	  to	  enter	  the	  equation	  is	  for	  us	  to	  talk	  about	  it.	  	  So	  I	  think	  it’s	  really	  
helpful	  when	  people	  don’t	  underestimate	  the	  importance	  of	  their	  own	  goals	  and	  values	  and	  see	  
it	  as	  probably	  the	  most	  important	  thing	  that	  a	  parent	  can	  bring	  to	  the	  medical	  conversation.	  
	  	  
LJ	  
Yeah.	  	  I	  think	  once	  you	  -‐-‐	  you	  go	  through	  for	  a	  little	  bit	  and	  realize	  what	  are	  we	  really	  trying	  to	  
get	  at	  here,	  then	  it’s	  easier	  to	  say,	  "No,	  I	  don’t	  need	  that.	  	  Yeah,	  I	  want	  that."	  	  	  	  	  And	  you	  can	  
pick	  and	  choose.	  	  You	  know,	  at	  first,	  you	  don’t	  know	  you're	  just	  kind	  of,	  "Hey,	  they’re	  doctors!	  
You	  just	  do	  what	  they	  tell	  you	  to	  do,	  because	  they	  know	  way	  more	  than	  you	  do."	  	  And	  -‐-‐	  which	  
is	  true.	  	  They	  do	  know	  way	  more	  than	  we	  do,	  but	  we	  do	  know	  Rachel	  way	  more	  than	  they	  do.	  	  
They	  want	  to	  know,	  what	  is	  it	  you’re	  looking	  for,	  what	  is	  it	  you’re	  trying	  to	  achieve.	  	  So	  once	  we	  
figure	  that	  out,	  then	  it’s	  easy	  to	  direct	  and	  it	  really	  saves	  everyone	  time.	  	  And	  we	  learned	  
quickly	  that	  they’re	  not	  offended	  by	  that,	  most	  of	  them.	  	  If	  they	  are	  offended,	  they’re	  not	  very	  
good,	  but	  most	  of	  them	  are	  not	  offended	  by	  you	  saying,	  "No	  I	  don’t	  -‐-‐	  I	  don’t	  want	  that,	  I	  don’t	  
need	  that."	  	  And	  they	  go,	  "Oh,	  good.	  	  You	  know.	  	  I	  know	  I’m	  not	  going	  to	  waste	  my	  time	  in	  this.	  	  
I	  can	  go	  give	  my	  energies,	  my	  time	  and	  efforts	  to	  something	  else."	  	  So,	  to	  answer	  questions	  -‐-‐	  
okay,	  what	  is	  it	  we’re	  really	  trying	  to	  get	  at?	  	  And	  I	  think,	  in	  Rachel’s	  case,	  really	  all	  we’re	  trying	  
to	  get	  is	  just	  a	  comfortable	  life	  for	  her	  as	  best	  as	  we	  can	  make	  it.	  	  	  So,	  we	  resigned	  ourselves	  to	  
the	  fact	  that,it	  was	  really	  likely	  that	  she’s	  not	  going	  to	  do	  a	  lot	  of	  the	  normal	  things	  that	  any	  
typical	  person	  is	  going	  to	  do.	  	  So	  we	  don’t	  try	  to,	  "Oh,	  let’s	  get	  this	  done,	  because	  maybe	  it’ll	  
stay	  here.	  	  No	  it	  probably	  won’t,	  and	  it’s	  a	  tough	  at	  same	  point.	  	  Like,	  saying,	  "Well,	  -‐-‐."	  	  You	  
have	  to	  say,	  "You	  know,	  all	  right,	  what’s	  reality	  here?"	  	  So	  in	  light	  of	  reality,	  let’s	  make	  decisions	  
accordingly.	  	  So	  we	  said,	  "All	  right,	  well,	  here’s	  the	  reality,	  here’s	  what’s	  happening,	  here’s	  you	  
know,	  what’s	  likely	  to	  be	  the	  case	  with	  her	  over	  the	  next	  however	  many	  years,	  months	  
whatever.	  	  In	  light	  of	  that,	  how	  can	  we	  make	  it	  more	  -‐-‐	  as	  comfortable	  as	  we	  can	  for	  the	  time	  
being?"	  	  And	  if	  can	  improve	  that	  comfort	  as	  best	  we	  can,	  let’s	  do	  things	  according	  to	  that.	  	  But	  if	  
someone	  comes	  along	  and	  says,	  "Well,	  let’s	  do	  this."	  	  You	  go,	  "Why?	  You	  know,	  that	  doesn’t	  
meet	  this	  end	  that	  we	  established."	  	  It’s	  probably	  going	  to	  make	  her	  upset,	  it’s	  probably	  going	  
to	  be	  uncomfortable	  and	  -‐-‐	  no,	  you	  just	  -‐-‐	  you	  check	  that	  off	  and	  you’re,	  "All	  right,	  thank	  you."	  	  
And	  then	  you	  move	  on.	  	  
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	  DECISION-‐MAKING	  AND	  PALLIATIVE	  CARE	  	  
	  “Our	  pediatrician	  has	  been	  nudging	  us:	  “Are	  you	  sure	  you	  want	  to	  do	  
these	  things?”	  

	  	  	  	  https://youtu.be/AGLztY1_vGc	  
	  
Catherine:	  It’s	  a	  journey	  and	  we’ve	  come	  to	  that	  conclusion	  that	  we’ve	  realized	  that	  we	  need	  to	  
have	  comfort	  care.	  	  I	  think	  her	  pediatrician	  now	  -‐-‐	  she	  also	  specializes	  -‐-‐	  she’s	  a	  neurological	  
pediatrician.	  	  So	  she	  was	  kind	  of	  nudging	  me	  in	  that	  direction	  saying,	  "Are	  you	  sure	  you	  want	  to	  
do	  these	  things,	  because	  it	  was	  a	  point	  where	  her	  MRI	  showed	  severe	  deterioration	  and	  they	  
were	  almost	  giving	  us	  a	  6	  month	  diagnosis.	  	  And	  at	  that	  point,	  	  it	  was	  like,	  "Okay	  so	  we	  took	  a	  
step	  back."	  	  But	  then	  when	  she	  was	  still	  here	  after	  that	  six	  months,	  it	  was	  like,	  "Okay,	  let’s	  be	  
optimistic	  and	  let’s	  work	  on	  this	  and	  that	  and	  her	  feet	  and	  whatever."	  	  And	  you	  know,	  you	  get	  
the	  AFOs,	  you	  put	  it	  on	  and	  the	  next	  thing	  you	  know,	  the	  child’s	  speeder	  blanched	  out	  and	  
almost	  has	  an	  ulcer	  and	  it’s	  like,	  okay.	  	  And	  in	  other	  little	  ways,	  even	  though	  she	  can’t	  talk	  to	  me	  
she	  was	  communicating	  to	  me.	  	  "I	  don’t	  want	  this,	  mommy,	  this	  is	  enough."	  	  	  	  And	  so,	  I	  
respected	  that.	  	  And	  I	  think	  that’s	  what	  the	  doctor	  was	  trying	  to	  get	  me	  to	  understand.	  	  I	  didn’t	  
get	  it	  at	  first.	  	  So	  the	  doctors	  and	  the	  palliative	  care	  nurses	  have	  definitely	  encouraged	  me	  -‐-‐	  I	  
mean	  of	  course	  they	  respect,	  "What	  do	  you	  want,"	  but	  they’ve	  kind	  of	  encouraged	  me	  to	  don’t	  
just	  treat	  her	  just	  to	  treat	  her.	  	  You	  know,	  to	  -‐-‐	  our	  goal	  now	  is	  comfort	  care.	  
	  
	  

SIBLINGS	  
If	  you’re	  paying	  attention,	  you’ll	  see	  how	  the	  others	  are	  doing.	  
https://youtu.be/0LPsfX37bH4	  

	  	  
Catharine:	  	  I	  think	  it	  definitely	  affects	  the	  older	  ones	  more	  so.	  	  And	  each	  child	  is	  different.	  	  You	  
realize	  that	  you	  need	  to	  spend	  some	  more	  time	  with	  another	  child,	  you	  might	  need	  to	  talk	  to	  
another	  child.	  	  I	  like	  to	  observe	  them	  too	  and	  I	  just	  see	  -‐-‐	  like	  Simeon	  he	  is	  home.	  	  So	  he	  spends	  
the	  most	  time	  with	  Rachel.	  	  And	  when	  she’s	  getting	  her	  therapy	  and	  she’s	  crying,	  he’ll	  tell	  her,	  
“Stop	  that!	  Come	  on	  now,	  you	  can	  do	  it.”	  	  At	  three,	  he	  used	  to	  -‐-‐	  and	  encourage	  her	  and	  be	  her	  
cheerleader.	   	  And	  then	  I’ve	  got,	  my	  second	  son,	  Joshua.	   	  And	  he’s	  writing	  her	  a	   little	  note	  on	  
Valentine	  ’s	  Day,	  "I	  love	  you.	  	  This	  is	  from	  your	  big	  brother	  to	  my	  sweet	  little	  sister."	  	  You	  know	  -‐
-‐	  and	  just	  recognizing	  that	  he’s	  like,	  "Oh,	  yeah,	  let’s	  not	  forget	  about	  her."	  	  And	  then	  there’s	  my	  
Abby	  who	  -‐-‐	  she	  thinks	  -‐-‐	  she’s	  her	  little	  doll,	  Rachel.	  	  So	  she	  is	  decorating	  her	  hair,	  headbands	  
and	  clips	  and	  I’m	  like,	  "Oh,	  you’re	  trying	  to	  make	  Rachel	  beautiful."	  	  And	  she	  just	  gave	  me	  this	  
strange	   look	   like,	   “Mommy,	   she’s	  already	  beautiful.”	   	  And	   I	   thought	   I	   stand	  corrected.	   	   I	  was	  
thrilled	  that	  she	  saw	  her	  that	  way.	  	  So,	  I	  think	  the	  power	  of	  observation	  is	  -‐-‐	  sometimes	  you	  don’t	  
have	  to	  push	  it	  with	  kids.	  	  Though,	  but	  you	  know	  what	  they	  are	  feeling	  and	  thinking	  and	  you	  -‐-‐	  if	  
you’re	  paying	  attention,	  you’ll	  pick	  up.	  
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ACCEPTING	  AND	  TRANSITIONING	  
	  On	  the	  one	  hand	  you	  want	  them	  to	  stay	  with	  you,	  on	  the	  other	  hand	  
you	  want	  them	  to	  have	  that	  peace	  and	  rest.	  

	  
Catharine:	  I	  guess	  for	  me,	  who	  is,	  probably	  in	  it	  that	  closest,	  I	  do	  think	  about	  it,	  I	  -‐-‐the	  end	  of	  life	  
for	  Rachel.	   	   I	  guess	  I	  came	  to	  terms	  with	  that.	   	  One	  time	  she	  was	  in	  the	  hospital	  and	  she	  was	  
running	  a	  fever.	  	  As	  sick	  as	  she	  was	  she’d	  never	  had	  a	  fever.	  	  So	  I	  definitely	  knew	  something	  was	  
wrong.	  	  And	  I’m	  pregnant	  at	  the	  time	  as	  well,	  I’m	  sitting	  at	  her	  bedside	  for	  10	  hours	  and	  they	  
can’t	  figure	  it	  out	  and	  I’m	  just	  sitting	  there	  and	  I’m	  just,	  wishing	  that,	  praying	  that	  she’ll	  be	  better	  
and	  then	  I	  just	  looked	  at	  her	  and	  the	  poor	  thing,	  she	  was	  so	  sick.	  	  And	  I	  thought,	  is	  this	  fair?	  	  Is	  
this	  fair	  that	  I	  am	  sitting	  here	  asking	  for	  her	  life	  to	  be	  extended	  and	  she’s	  so	  miserable?	  	  And	  I	  
thought,	  you	  know	  what,	  I	  get	  it,	  god.	  	  If	  you	  want	  to	  take	  her	  now,	  I	  get	  it.	  	  That’s	  okay.	  	  If	  you	  
leave	  her	  here	  and	  you,	  	  want	  me	  to	  still	  keep	  working	  with	  her,	  okay,	  I’ll	  do	  that.	  	  But	  I	  realized	  
that	  I	  let	  her	  go	  at	  that	  moment,	  if	  you	  will.	  	  So,	  I	  think	  that	  I	  think	  I’ve	  come	  to	  the	  point	  in	  my	  
life,	  where	  I’ve	  realized	  that	  life	  for	  her	  is	  harder.	  	  If	  you	  will	  -‐-‐	  the	  term	  that	  people	  use	  is	  her	  
quality	  of	  life	  is	  not	  that	  high	  or	  that	  great,	  however	  you	  want	  to	  put	  it,	  but,	  she	  is	  doing	  the	  best	  
she	  can.	  	  But	  if	  she	  were	  to	  be	  released	  from	  this	  life,	  she’ll	  rest	  in	  peace,	  she’ll	  actually	  be	  in	  
peace.	  	  She	  won’t	  have	  the	  pain.	  	  I	  mean	  you	  can	  hardly	  touch	  her	  sometimes,	  because	  it,	  just	  for	  
whatever	  reason,	  causes	  her	  pain	  discomfort.	  	  Like	  she’ll	  actually	  have	  peace.	  	  And	  I	  want	  -‐-‐	  so	  
it’s	  almost	  -‐-‐	  and	  I	  don’t	  want	  to	  sound	  bad,	  but	  you	  almost	  want	  that	  for	  them,	  for	  your	  child.	  	  
You	  want	  them	  to	  have	  that	  peace	  and	  that	  rest.	  	  So,	  on	  the	  one	  hand	  you	  want	  them	  to	  stay	  
with	  you	  and	  be	  with	  you	  for	  as	  long	  as	  they	  can,	  but	  on	  the	  other	  hand	  you	  realize	  you	  know	  
what,	  "It's	  okay.	  	  	  I	  let	  them	  go	  and	  that’s	  okay."	  
	  	  
	  	  
	  	  

MAKING	  MEMORIES	  	  
It’s	  a	  juggling	  act	  
https://youtu.be/bfvZdxU_eOM	  

	  
	  Catharine:	  	  I	  think	  I	  take	  a	  lot	  more	  pictures	  now	  and	  try	  to	  include	  her	  even	  though	  she	  is	  
fussy,	  she	  seems	  to	  prefer	  to	  just	  lay	  down	  but	  sometimes	  I	  will	  bring	  her	  out	  in	  the	  chair	  
anyway	  and	  just	  let	  her	  be	  with	  us.	  	  And	  -‐-‐	  
	  	  
LJ:	  	  It's	  hard	  at	  times.	  
	  	  
Catharine:	  	  It	  is,	  because	  she	  doesn't	  want	  to	  move	  sometimes,	  you	  know,	  or	  it	  might	  cause	  her	  
to	  be	  coughing	  or	  breathe	  louder.	  
	  	  
LJ:	   	  And	  that	  certainly	  -‐-‐	   that	  butts	  heads	  with	  the	  other	  goal,	  well,	   if	  our	  goal	   is	  to	  make	  her	  
comfortable	  and	  keep	  her	  comfortable	  and	  keep	  her	  happy,	  then	  better	  lay	  her	  in	  bed,	  but	  then	  
the	  other	  side	  is,	  well,	  the	  other	  goal	  is	  to	  spend	  time	  with	  her	  and	  assimilate	  her	  into	  what	  the	  
family	  is	  doing,	  so	  when	  do	  you	  decide,	  well,	  forget	  the	  comfort,	  she	  is	  going	  to	  be	  in	  the	  kitchen	  	  
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with	  us,	  even	  if	  she	  is	  breathing	  like	  this	  the	  whole	  time,	  then	  so	  be	  it.	  	  And	  you've	  got	  to	  kick	  one	  
goal	  to	  the	  curb	  sometimes	  to	  appease	  the	  other	  and	  that's	  always	  a	  challenge	  and	  it's	  a	  juggling	  
act,	  but	  that's	  the	  part	  I	  feel	  about,	  that's	  the	  biggest	  thing	  that	  we're	  learning	  now.	  	  	  	  
	  	  
	  	  
	  	  
	  	  
	  
	  
	  
	  
	  
 

	  


