
I am welcoming the longer, warmer and lazier days ahead. Here's to
summer--more time outdoors, the fun of holiday fireworks and
picnics, days spent at the beach or in a lawn chair reading a book.

While you unwind, take time to listen to a segment of Families for
HoPE's new podcast series Families First!  The series, debuting in
June, features interviews with FFH leadership and other interesting
people with useful information for HPE families and all those who offer
our families love and support.

June is a great starting point for you to begin planning for the 2024
Family Conference on Holoprosencephaly!  Registration is open! Get a
jump start on making next summer a joyful, inspirational, educational
experience by registering NOW!

With summer, remember that "rest is not idleness and to lie
sometimes on the grass under trees on a summer's day" is by no
means a waste of time.

Wishing you all a safe and sunny summer,
   Susan
Susan Millender
Executive Director
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Families First Podcast
Series Coming Soon!



A  c h a n c e  t o  n e t w o r k  a n d  l e a r n  w i t h  a n d  f r o m  o t h e r  p a r e n t s .
A n  o p p o r t u n i t y  t o  m e e t  H P E  r e s e a r c h e r s  a n d  a s k  q u e s t i o n s  a b o u t  n e w  d e v e l o p m e n t s .
T i m e  t o  l e a r n  n e w  w a y s  t o  p r a c t i c e  s e l f - c a r e .
F o o d ,  f e l l o w s h i p  a n d  f u n  f o r  t h e  w h o l e  f a m i l y .
S p e a k e r s  a n d  p r e s e n t a t i o n s  o n  m e a n i n g f u l  t o p i c s .
S o c i a l  g a t h e r i n g s  f o r  s i b l i n g s  o f  t h e  c h i l d  w i t h  H P E .
A  c o m p a s s i o n a t e  o a s i s  f o r  b e r e a v e d  f a m i l i e s .
N i g h t s  o u t  f o r  m o m s  a n d  d a d s  t o  e n j o y  t h e m s e l v e s .
A  p l a c e  t o  s h a r e  y o u r  f e e d b a c k  a n d  h e l p  p l a n  f o r  f u t u r e

T h e  F a m i l y  C o n f e r e n c e  i s  a b o u t  s o  m u c h  m o r e  t h a n  t h e  l o c a t i o n .  T h e  F a m i l y
C o n f e r e n c e  i s :

    f a m i l y  c o n f e r e n c e s .

BENEFITS OF ATTENDING THE FAMILY CONFERENCE
WHAT'S IN STORE FOR 2024

V O L .  2 ,  I S S U E  2  S U M M E R ,  2 0 2 3

T h e  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 s  t h e
p r e m i e r  e v e n t  f o r  f a m i l i e s  a n d  p e r s o n s  w h o  a r e
a f f e c t e d  b y  H P E ,  a n d  t h e i r  e x t e n d e d  f a m i l i e s  a n d
c a r e g i v e r s .  W e  w e l c o m e  t h o s e  w h o  h a v e  l o v e d  a n d
l o s t  s o m e o n e  a f f e c t e d  b y  H P E  a n d  w i l l  h a v e  s p e c i a l
s e s s i o n s  d e d i c a t e d  t o  b e r e a v e m e n t  t o p i c s .  T h e  2 0 2 4
c o n f e r e n c e  w i l l  p r o v i d e  y o u  w i t h  i n f o r m a t i o n  y o u
n e e d  t o  h e l p  y o u  b e t t e r  m a n a g e  t h e  d a y - t o - d a y  l i f e
i s s u e s  y o u  a n d  y o u r  f a m i l y  f a c e  w h e n  c a r i n g  f o r  o r
m i s s i n g  a  c h i l d  w i t h  H P E .  

S i b l i n g s  a r e  i n v i t e d  a n d  e n c o u r a g e d  t o  a t t e n d !  W e
w i l l  h a v e  s p e c i a l  a c t i v i t i e s  f o r  s i b l i n g s  a g e s  1 3  a n d
o l d e r  w h i c h  w i l l  i n c l u d e  o f f - s i t e  f i e l d  t r i p s  a n d  m o r e .   
P a r e n t s  a n d  o t h e r  a d u l t  f a m i l y  m e m b e r s  w i l l  e n j o y
m a n y  o p p o r t u n i t i e s  t o  r e n e w  a c q u a i n t a n c e s  a n d
m a k e  n e w  c o n n e c t i o n s  w i t h  p e e r s ,  d u r i n g  t h e  f a m i l y
c o n f e r e n c e .

T o  r e g i s t e r  v i s i t  w w w . f a m i l i e s f o r h o p e . o r g  a n d
c o m p l e t e  t h e  o n l i n e  r e g i s t r a t i o n .  T h e  r e g i s t r a t i o n
f e e  i s  $ 9 7 5  p e r  f a m i l y  a n d  i n c l u d e s  a l l  c o n f e r e n c e
a c t i v i t i e s  a n d  4 - n i g h t s  l o d g i n g .
.

G e t  r e a d y  f o r  a  m o s t  r e w a r d i n g  e x p e r i e n c e .  R e g i s t e r  f o r  t h e  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  t o d a y .  J o i n  H P E  f a m i l i e s  f r o m  a c r o s s  t h e  c o u n t r y  a n d  a r o u n d  t h e
w o r l d  o n  J u n e  9  - 1 2 ,  2 0 2 4 ,  a t  G r e a t  W o l f  L o d g e  &  C o n f e r e n c e  C e n t e r ,  M a s o n ,  O h i o .

 2024 FAMILY CONFERENCE REGISTRATION IS NOW OPEN. . .

Q u e s t i o n s  a b o u t  t h e
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 ?

P l e a s e  c a l l
( 8 8 8 )  5 3 3 - 4 4 4 3

o r  e m a i l
i n f o @ f a m i l i e s f o r h o p e . o r g



REACHING MILESTONES & CELEBRATING SUCCESSES
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C o n g r a t u l a t i o n s  C l a s s  o f  2 0 2 3  G r a d u a t e s

M e g h a n  M u s s e l m a n  l o v e s  t o  l e a r n ,  e n j o y e d  s c h o o l  a n d ,  w i t h  t h e
d e d i c a t e d  s u p p o r t  o f  m o m ,  d a d ,  b r o t h e r ,  g r a n d p a r e n t s  a n d  h e r
p e e r  h e l p e r s ,  t e a c h e r s ,  a n d  e d u c a t i o n  a i d e  a t  s c h o o l ,  s h e
m a s t e r e d  c o m m u n i c a t i n g  w i t h  a  s p e e c h  d e v i c e  a n d  g r a d u a t e d .
" T h e  b e s t  t h i n g  a b o u t  M e g h a n  i s n ' t  j u s t  e v e r y t h i n g  s h e ' s
o v e r c o m e , "  s a y s  h e r  m o m  A m a n d a  H e a d .  " I t  i s  t h a t  s h e  h a s
g r o w n  i n t o  s u c h  a  r e m a r k a b l e  y o u n g  w o m a n  t h a t  s h e  m a k e s  a n
i m p r e s s i o n  o n ,  a n d  b e c o m e s  t h e  f a v o r i t e  o f  j u s t  a b o u t
e v e r y b o d y ! "  M e g h a n ,  s h o w n  h e r e  o n  t h e  n i g h t  o f  h e r  p r o m ,
d e v e l o p e d  h e r  o w n  w a y  o f  c o m m u n i c a t i n g  o v e r  t h e  y e a r s ,  s a y s
h e r  m o m .  " S h e  h a s  h e r  o w n  s i g n  l a n g u a g e  a n d  h e r  o w n  w a y  o f
s p e a k i n g .  S h e  i s  v e r y  e x p r e s s i v e  a n d  q u i c k  t o  t a k e  n o t e ,  w i t h
e i t h e r  p l e a s u r e  o r  d i s p l e a s u r e . "  H e r  m o m  a d d e d  t h a t  M e g h a n ' s
s e n s e  o f  h u m o r  a n d  ' a b i l i t y  t o  c a t c h  s a r c a s m '  i s  s h o w n  i n  h e r
c h u c k l e s  w h e n e v e r  s o m e o n e  s a y s  s o m e t h i n g  s n a r k y .

T h i s  l o v e r  o f  b o o k s  a n d  8 0 ' s  r o c k  m u s i c  d i d n ' t  h e s i t a t e  t o  a n s w e r ,  w h e n  a s k e d  w h a t  h e r
n e x t  g o a l s  w o u l d  b e ,  " M o r e  b o o k s ,  p l e a s e , "  M e g h a n  s i m p l y  s a i d .

A n t h o n y  G o n z a l e z  a l s o  j o i n e d  t h e  r a n k s  o f  r e c e n t  g r a d s ,  m o v i n g
o n  f r o m  h i s  o l d  s c h o o l  a n d  e n t e r i n g  a n  a d u l t  d a y  p r o g r a m  w i t h
s o m e  f r i e n d s .   M o m  T o n i  M a n c i n o  s a y s  A n t h o n y  l o v e s  t o  l a u g h
a n d  l o v e s  b e i n g  a r o u n d  p e o p l e .  A n t h o n y  w a s  b o r n  w i t h  a  c l e f t  l i p
a n d  c l e f t  p a l a t e  t h a t  t o o k  t h r e e  s u r g e r i e s  t o  r e p a i r .  H e  a l s o  h a d
a  s p i n a l  f u s i o n .  T h o u g h  h e  s t i l l  s t r u g g l e s  w i t h  e n d o c r i n e  i s s u e s ,
h e  l o v e s  t o  s w i m ,  e n j o y s  w a t c h i n g  a n i m a t e d  m o v i e s ,  a n d
p o s s e s s e s  a  z e s t  f o r  l i f e  t h a t  h i s  m o m  f u l l y  s u p p o r t s .  " I  r e a l l y  a m
t r y i n g  h a r d  n o t  t o  h a v e  h i m  i n  t h e  h o s p i t a l  a l w a y s , "  s h e  s a y s .  "  I
b e l i e v e  h i s  q u a l i t y  o f  l i f e  m e a n s  m o r e  t h a n  m e d i c a l  t h i n g s  t h a t
g e t  i n  t h e  w a y . "



B o t h  M e g h a n ' s  a n d  A n t h o n y ' s  a c c o m p l i s h m e n t s  a r e  t e s t a m e n t s  t o  t h e
p o w e r  o f  h o l d i n g  h o p e  f o r  o u r  c h i l d r e n  t o u c h e d  b y  h o l o p r o s e n c e p h a l y .
C o n g r a t u l a t i o n s  t o  t h e s e  t w o  y o u t h s  a n d  t o  a l l  t h o s e  w h o  a d v o c a t e
f o r  a n d  s u p p o r t  t h e m .  W e  c e l e b r a t e  t h e m ,  e v e r y  m i l e s t o n e  r e a c h e d ,
a n d  a l l  t h o s e  s t i l l  t o  c o m e .   

C O N G R A T U L A T I O N S  T O  A L L  G R A D U A T E S  O F  T H E  C L A S S  O F  2 0 2 3 !
W E  A R E  S O  V E R Y  P R O U D  O F  Y O U !

A m a n d a  M u s s e l m a n
T y l e r  N e w l i n
T i m m y  S h o r t
J a c k  W i l s o n

M i c h a e l  B a n g i t  I I I
A n t h o n y  G o n z a l e z
J o s h u a  H o w a r d
L e a h  F a i t h  J o y c e
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S o m e t h i n g  n e w  i s  b l o s s o m i n g  u n d e r  t h e  s u m m e r  s u n !   F a m i l i e s  f o r  H o P E  w i l l  l a u n c h
a  s e r i e s  o f  f u n ,  i n f o r m a t i v e  p o d c a s t s  a t  t h e  e n d  o f  J u n e ,  2 0 2 3 .   " P o d c a s t s  a r e  f r e e ,
a c c e s s i b l e ,  a n d  a l w a y s  c o n t e m p o r a r y , "  s a y s  F a m i l i e s  f o r  H o P E  B o a r d  P r e s i d e n t
S t e v e  H a r l e y .  " I t ' s  a  g r e a t  w a y  f o r  u s  t o  e n g a g e  f a m i l i e s  a n d  f o r  f a m i l i e s  t o  s t a y
i n f o r m e d . "

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

E v e r y o n e ,  e v e r y w h e r e  w i l l  b e  a b l e  t o  l i s t e n  t o  s e g m e n t s  v i a  l i n k s  p o s t e d  o n  t h e
F a m i l i e s  f o r  H o P E  w e b s i t e  a n d  s o c i a l  m e d i a .   E v e r y o n e  i s  i n v i t e d  t o  j o i n  i n  t h e
i n f o r m a t i o n - s h a r i n g  a n d  f u n  b y  s e n d i n g  u s  s u g g e s t i o n s  f o r  t o p i c s  o f  i n t e r e s t .
S h a r e  y o u r  i d e a s  b y  e m a i l i n g  i n f o @ f a m i l i e s f o r h o p e . o r g .

Tender, loving support

Great advice

Fixing everything

Dedication and reliability

Integrity

Grilled meat

Good memories

HONORING ALL OF OUR AWESOME HPE DADS
Here are just a few of the things we always
appreciate you for on any given day:

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


