
I am totally enjoying my interactions with our HPE families on social
media! Your posts and responses to mine really brightened up
winter's long, dark days. Now that spring has sprung, your energy is
fueling much creativity and great plans! Thanks to all of you who
reached out in response to questions on FaceBook and our FFH
website.  I appreciate you for sharing your stories and for raising your
hand in response to our call for volunteers. As you'll note in the letter
from FFH Board President Steve Harley, YOU are what makes Families
for HoPE great. There's nothing more important to me than centering
our families, and elevating your interests, wishes and needs to the top
of the FFH priority list.  We are thrilled to receive your input and
feedback and we will continue listening to you.

This issue of HoPE News reflects some of what we've heard from you.
Well-being and connection matter to you in sharing encouragement
and hope with others. Please keep sharing your thoughts and
inspirations with us. Thanks so much!

Wishing you all a restorative spring,
   Susan
Susan Millender
Executive Director
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S e l f - c a r e  c r e a t e s  c a l m ,  a n d  c a l m  c a n  b e  c o n t a g i o u s .
L e t  y o u r  m i n d  w a n d e r  w h e r e v e r  i t  n e e d s  t o  g o  f o r  a  f e w  m i n u t e s  d u r i n g  t h e  d a y .
B r e a t h e  d e e p l y  b e t w e e n  c h o r e s ,  m e e t i n g s ,  d o c t o r s '  a p p o i n t m e n t s .
M a k e  t h e  m o s t  o f  q u i e t  t i m e  b y  s i t t i n g  o r  d o i n g  s i m p l e  t a s k s  i n  c o m p l e t e  s i l e n c e .
T a k e  a  1 5 - m i n u t e  p o w e r  n a p .
M e d i t a t e  f o r  j u s t  1 0  m i n u t e s  o n  a  v e r y  b u s y  d a y .
B u i l d  t i m e  i n  y o u r  s c h e d u l e  f o r  f u n  a n d  p l a y .
P u t  d o w n  y o u r  p h o n e .
E a t  m o r e  f r u i t s  a n d  v e g e t a b l e s .
S l o w  t h i n g s  d o w n  i n  t h e  e v e n i n g s  t o  f a l l  a s l e e p  m o r e  e a s i l y .
G e t  o u t s i d e  t o  g e t  m o r e  f r e s h  a i r .

P r i o r i t i z i n g  o u r  o w n  w e l l - b e i n g  h e l p s  u s  p u t  o u r  b e s t  f o o t  f o r w a r d  a s  a  p a r e n t

SELF-CARE BENEFITS THE WHOLE FAMILY
TIPS TO BOOST YOUR WELL-BEING
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W h a t  d o e s  t h i s  c h a n g e  m e a n  t o  y o u ?  I n  t h e  c o m i n g  m o n t h s ,  y o u  w i l l  b e g i n  t o  h e a r
a b o u t  n e w ,  e x c i t i n g  o p p o r t u n i t i e s  t o  c o n n e c t  a n d  s t a y  c o n n e c t e d  w i t h  u s  a n d  o u r
c o m m u n i t y  o f  f a m i l i e s  t o u c h e d  b y  H P E .  O n e  s u c h  e x c i t i n g  o p p o r t u n i t y  i s  o u r  2 0 2 4
F a m i l y  C o n f e r e n c e  o n  H o l o p r o s e n c e p h a l y .  I n  2 0 2 4 ,  t h e  f a m i l y  c o n f e r e n c e  r e t u r n s  t o
G r e a t  W o l f  L o d g e  i n  M a s o n ,  O H .  I t ' s  t h e  s a m e  g r e a t  l o c a t i o n  a s  2 0 1 8  a n d  2 0 2 2 - - a n d  a
w h o l e ,  n e w  c o n f e r e n c e  s c h e d u l e  a n d  p r o g r a m  t o  g e t  f a m i l i e s  e n e r g i z e d  a n d  e n g a g e d  i n
g r o w i n g  a  g a r d e n  o f  h o p e !   S o  s a v e  t h e  d a t e s  J u n e  1 0 - 1 3 ,  2 0 2 4  a n d  s t a y  t u n e d  f o r
m o r e  i n f o r m a t i o n  c o m i n g  y o u r  w a y .
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G r e e t i n g s  F a m i l i e s ,

M y  n a m e  i s  S t e v e  H a r l e y ,  a n d  y o u  m a y  k n o w  m e  a s  S a m m y  Y a m m y ' s
d a d .  E a r l i e r  t h i s  y e a r ,  I  w a s  e l e c t e d  t o  s e r v e  a s  P r e s i d e n t  o f  t h e
B o a r d  o f  D i r e c t o r s  o f  F a m i l i e s  f o r  H o P E ,  I n c . ,  a n d  I  a m  e x c i t e d  t o
h a v e  b e g u n  m y  t e n u r e  o n  t h e  c u s p  o f  a  g r e a t  c h a n g e  f o r  o u r
o r g a n i z a t i o n .   I  a m  l e a d i n g  a  s i x - m e m b e r  b o a r d  t h a t  i s  f u l l y  f o c u s e d
o n  g r o w t h  a n d  g o v e r n a n c e  n o w  t o  t a k e  F a m i l i e s  f o r  H o P E  t o  n e w
h e i g h t s  i n  t h e  f u t u r e ,  b u i l d i n g  o n  a  1 7 - y e a r  l e g a c y  o f  s u c c e s s f u l
f a m i l y  s u p p o r t ,  e d u c a t i o n ,  a d v o c a c y  a n d  r e s o u r c e  s h a r i n g .

w i t h  y o u r  g e n e r o u s  s u p p o r t ,  F a m i l i e s  f o r  H o P E  h a s  r e c e i v e d  o v e r  $ 1 1 , 0 0 0  i n  d o n a t i o n s
f r o m  o u r  2 0 2 2  f a l l  a n d  y e a r - e n d  g i v i n g  c a m p a i g n s .  W e  a r e  t r u l y  g r a t e f u l  t o  a l l  o f
d o n o r s ,  w h o s e  c a r i n g  a n d  g e n e r o s i t y  a l l o w  u s  t o  k e e p  s h a r i n g  t h e  H o P E  i n
h o l o p r o s e n c e p h a l y .   

THANKS TO YOU . . .



A DAD'S STORY OF HOPE
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A  d a d  h a s  s p e c i a l  d r e a m s  o f  e n j o y i n g  g o o d  t i m e s  w i t h  h i s  s o n  –  f r o m  p i t c h i n g  a
b a s e b a l l  o r  p l a y i n g  h o c k e y  o r  w a l k i n g  t h e  d o g  t o g e t h e r  t o  h i t t i n g  t h e  l o c a l
s k a t e b o a r d  p a r k .  

MEET UP ONLINE TO SHARE YOUR HOPE
Parenting a child with complex needs is both a challenge and a joy.  

As caregivers, parents need to carve out time for self-care and that

includes time to socialize with other adults.  If you're a dad who

wants to connect with other dads, please join a FFH Dads Meet Up

on Saturday, April 22nd at 4pm EDT on Zoom. Take 90 minutes to

chat, laugh, unwind, relate and relax together with your peers.  You

can learn more about this Zoom event by joining the Facebook

group for HPE dads named "Families for HoPE DADS".

N o  d a d  e n v i s i o n s  h i s  s o n  r e c e i v i n g  a  l i f e - c h a n g i n g  d i a g n o s i s  o r  a l m o s t  l o s i n g  t h a t
b e l o v e d  c h i l d  t w i c e .  P h i l i p  B r e w e r ’ s  l i f e  w i t h  s o n  M a d d o x  s t a r t e d  o u t  w i t h  e v e r y
w o n d e r f u l  e x p e c t a t i o n  a n d  a n t i c i p a t i o n  o f  a l l  t h e  t h i n g s  a  f a t h e r  a n d  s o n  h a v e  t o  l o o k
f o r w a r d  t o  d o i n g  t o g e t h e r .  T h e n ,  w h e n  M a d d o x  w a s  4 - m o n t h s  o l d ,  P h i l i p  a n d  h i s  f o r m e r
w i f e  l e a r n e d  t h a t  t h e i r  s o n  h a d  h o l o p r o s e n c e p h a l y .

W i t h  t h a t  d i a g n o s i s ,  a  d a r k  c h a p t e r  e m p t y  o f  h o p e
b e g a n .  “ M e n  c a n  f e e l  e s p e c i a l l y  a l o n e , ”  P h i l i p
s a y s ,  r e f l e c t i n g  o n  t h e  l o w  p o i n t s  i n  h i s  j o u r n e y
w i t h  H P E .  “ F a m i l i e s  f o r  H o P E  s t a r t e d  m e  i n  t h e
r i g h t  d i r e c t i o n  e a r l y  o n ,  b u t  t h e  r o a d  h a s  b e e n
d a r k  a n d  s c a r y  a t  t i m e s .  Y o u  c a n  a l w a y s  f e e l
o v e r w h e l m e d  a n d  l o s t  a t  t i m e s .  W e  w e n t  f r o m  n o
h o p e  a t  t h a t  p o i n t  o f  M a d d o x ' s  d i a g n o s i s  t o
r e a s o n s  f o r  h o p e  t h r o u g h  t i m e . ”  T h r o u g h  t h e
c o n n e c t i o n s  a n d  s u p p o r t  g i v e n  h i s  f a m i l y ,  P h i l i p
l e a r n e d  t h a t  t h e r e  a r e  s o  m a n y  v a r i a n c e s  w i t h
H P E  k i d s .  “ D o n ’ t  l e t  t h e  d i r e  p r o g n o s i s  s t e a l  y o u r
h o p e , ”  h e  s a y s .  “ I t  i s  n o t  h o p e l e s s . ”



P h i l i p  r e c a l l s  t h e  “ d a r k e s t ,  s c a r i e s t  m o m e n t ”  o f  h i s  l i f e  –  M a d d o x ’ s  e m e r g e n c y
i n t u b a t i o n .  T h e  f a m i l y  h e l d  o n t o  h o p e  a n d  s a w  t h e i r  s o n  s u r v i v e .  “ T h e  s e c o n d  t i m e
M a d d o x  w a s  i n t u b a t e d  w a s  f o r  s a f e t y ,  " s a y s  P h i l l i p .  A g a i n ,  M a d d o x  s u r v i v e d .  T h a n k f u l l y ,
d o c t o r s  h a d  l e a r n e d  t h a t  t a k i n g  a  p r o - a c t i v e  a p p r o a c h  p r o d u c e d  h o p e d  f o r  l i f e - s a v i n g
r e s u l t s  a n d  n e w  t h e r a p i e s  t o  h e l p  M a d d o x .
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T o d a y ,  M a d d o x  i s  a  " t w e e n - a g e r "  w h o  w i l l  t r a n s i t i o n  t o  a
f u l l - f l e d g e d  t e e n  i n  A p r i l  w h e n  h e  t u r n s  1 3  y e a r s - o l d .  H e
i s  s u c c e s s f u l l y  c o - p a r e n t e d  b y  P h i l i p  a n d  M a d d o x ' s
m o t h e r  H a i l e y ,  w h o  l i v e s  n e a r b y  i n  t h e i r  s m a l l  t o w n  o f
U n i o n  C i t y ,  I n d i a n a  a d j a c e n t  t o  R i c h m o n d  a n d  M u n c i e ,
I n d i a n a .  P h i l i p  d e s c r i b e s  h i s  s o n ' s  p e r s o n a l i t y  a s
" b r i g h t . "  " H e ' s  a l w a y s  s m i l i n g , "  P h i l i p  s a y s ,  e v e n  t h o u g h
h e  h a s  h i s  l e s s - t h a n - p o s i t i v e  m o m e n t s  j u s t  l i k e  a n y
o t h e r  a d o l e s c e n t .  T h o u g h  n o n - v e r b a l ,  M a d d o x  i s  v e r y
m u c h  a w a r e  o f  h i s  e n v i r o n m e n t  a n d  e v e r y o n e  i n  i t ,  h i s
d a d  s a y s .

O n  h i s  f a m i l y ' s  j o u r n e y  w i t h  H P E ,  P h i l i p  h a s  l e a r n e d  o t h e r  k e y  l e s s o n s .  “ M e n t a l  h e a l t h
i s  s o  i m p o r t a n t ,  e s p e c i a l l y  d u r i n g  t h e  w i n t e r  m o n t h s ”  h e  s a y s ,  u n d e r s c o r i n g  t h e
i m p o r t a n c e  o f  g o o d  s e l f - c a r e .  T h r o u g h  h i s  s p i r i t u a l  l i f e  e n c o m p a s s i n g  p r a y e r  a n d  G o d ,
P h i l i p  g a i n s  s t r e n g t h .  E x e r c i s e ,  l i s t e n i n g  t o  m u s i c ,  p l a y i n g  g u i t a r  a l l  c o n t r i b u t e  t o
P h i l i p ' s  s e l f - c a r e  r o u t i n e .  “ I  l o v e  h i k i n g ,  c a m p i n g ,  a n d  t h e  d e s e r t , "  h e  s a y s .  " M u s i c  i s
s o m e t h i n g  M a d d o x  a n d  I  e n j o y  t o g e t h e r ,  a n d  I  h a v e  l e a r n e d  t o  k e e p  a s  r e s t e d  a s
p o s s i b l e ;  I  n a p  a n d  s l e e p  w h e n  h e  s l e e p s . "   O f  c o u r s e ,  P h i l i p  g i v e s  c r e d i t  t o  h a v i n g
f a m i l y  a n d  f r i e n d s  n e a r b y ,  i n  a d d i t i o n  t o  t h e  h e l p  o f  a  h o m e  n u r s e .  " H i s  n u r s e  h a s  b e e n
a m a z i n g  a n d  h a s  b e e n  w i t h  u s  f o r  a l m o s t  6  y e a r s  n o w . "

W h i l e  P h i l i p  h a s  b e e n  a n  a c t i v e  m e m b e r  o f  F a m i l i e s  f o r  H o P E ' s  o n l i n e  d a d s  g r o u p  a n d
a t t e n d e d  a  g r o u p  o u t i n g  i n  I n d i a n a p o l i s  p r e v i o u s l y ,  h e  r e l i s h e s  a n d  w e l c o m e s  t h e
o p p o r t u n i t y  f o r  d a d s  t o  g e t  t o g e t h e r  r e g u l a r l y  o n  v i r t u a l  p l a t f o r m s  l i k e  Z o o m  o r  T e a m s .
H e  a l s o  w e l c o m e s  i n - p e r s o n  c o f f e e  c h a t s  a n d  m e e t - u p s  f o r  d a d s  w h o  l i v e  c l o s e  t o  o n e
a n o t h e r .  " I t ' s  g o o d  t o  j u s t  c o n n e c t ,  t o  l a u g h  a n d  j o k e  o n  s o c i a l  m e d i a ,  Z o o m  o r  i n
p e r s o n  f r o m  t i m e  t o  t i m e , "  h e  s a y s .  " F a m i l i e s  c o n n e c t i n g  a n d  h o l d i n g  t h e  h o p e  f o r  o n e
a n o t h e r  m a k e s  u s  a l l  s t r o n g e r . "

- - C O N T I N U E D  F R O M  P A G E  2

F a m i l i e s  f o r  H o P E  w a s  c r e a t e d  b y  f a m i l i e s ,  f o r  f a m i l i e s  a n d  w i t h  f a m i l i e s .  T h a t  s p i r i t  i s
s o m e t h i n g  t h a t  w i l l  a l w a y s  s t a y  t h e  s a m e .  W h i l e  t h e  B o a r d  a n d  I  b u s y  o u r s e l v e s  w i t h
s t r a t e g i c  p l a n n i n g ,  I  w a n t  t o  e m p o w e r  a n d  e n c o u r a g e  y o u  t o  r e a c h  o u t  t o  u s  a n d  l e t  u s
k n o w  h o w  F a m i l i e s  f o r  H o P E  c a n  h e l p ,  h o w  y o u  w a n t  t o  g e t  i n v o l v e d  w i t h  u s  w h e t h e r  i t  b e
a s  a  v o l u n t e e r  o r  a s  a  l i a s o n  b e t w e e n  m e d i c a l  s t a f f  y o u  e n c o u n t e r  o n  a  r e g u l a r  b a s i s .  W e
w a n t  t o  h e a r  f r o m  y o u .  W h a t  c a n  F a m i l i e s  f o r  H o P E  d o  b e t t e r ?  H o w  c a n  w e  h e l p ?  W h a t  i d e a s
d o  y o u  h a v e  f o r  f u n d r a i s i n g ,  e d u c a t i o n  o r  o u r  F a c e b o o k  p a g e  a n d  w e b s i t e ?  W e  r e a l l y  w a n t
t o  e n g a g e  w i t h  o u r  f a m i l i e s  m o r e  t h a n  w e  e v e r  h a v e  b e f o r e .  Y o u r  l i v e d  e x p e r i e n c e  i s  w h a t
i n s p i r e s  a n d  f u e l s  o u r  m i s s i o n .

I  w a n t  t o  h e a r  f r o m  y o u ,  s o  s h o o t  m e  a  m e s s a g e  a t  s t e v e . h a r l e y @ F a m i l i e s f o r H o P E . o r g .

W i t h  H o P E ,
S t e v e  H a r l e y


