
2020

A N N U A L
R E P O R T



Jaclyn Pederson, MHI 
CEO

Rhonda Anderson, RN,
DNSC(H), FAAN, FACHE
Board Chair

A year can change a lot. In 2020 alone, Feeding Matters saw significant

advancements in our mission, pivoted to COVID-19 support, and had a

leadership change as we welcomed a new CEO to guide our efforts. We hosted

our elite IPFDC that reached all 50 states and 34 countries which provided vital

education on PFD. We were the catalyst for journal publications that showed 1

in 37 children under the age of 5 have PFD. Our Infant and Child Feeding

Questionnaire was offered to the community for earlier identification of PFD.

We had an impactful PFD Awareness Month in December 2020 with four states

officially participating and substantially increased our reach online to raise

awareness of this unknown issue. 

Most importantly, we finally received confirmation that PFD will be a stand-

alone diagnosis in the ICD manual. This creates the foundation for  insurance

coverage and better research so that children with PFD can thrive. 

All of this happened this year, during a global pandemic. While it can feel odd

to celebrate right now, it is so important to us to honor this success and all of

the hard work from our entire community to achieve these efforts. We truly

were all in this together and we will continue to be together as we build on

these successes and leverage this momentum. Thank you for your support,

trust, and partnership.

From our Leaders
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Mission
Furthering advances in pediatric

feeding disorder by accelerating

identification, igniting research,

and promoting collaborative care

for children and families 

Vision
A world in which children with

pediatric feeding disorder will

thrive

About Us
Established in 2006, Feeding

Matters is the first organization

in the world uniting the concerns

of families with the field’s leading

advocates, experts, and allied

healthcare professionals to

improve the system of care for

pediatric feeding disorder

through advocacy, education,

support, and research.
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Advocacy & Awareness

I n  2 0 1 9 ,  w e  w e r e  p r o u d  t o  s h a r e

w i t h  y o u  t h e  p u b l i c a t i o n  o f  o u r

p a p e r  d e c l a r i n g  P F D  a  s t a n d -

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

l a r g e - s c a l e  c h a n g e .  T h i s  y e a r

w e  a r e  p r o u d  t o  s h a r e  a  H U G E

n e x t  s t e p  i n  t h e  j o u r n e y  t o

b r i n g  v a l i d i t y  t o  t h i s  c o n d i t i o n .

O v e r  4 0 0  c i t a t i o n s  h a v e  b e e n

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

I n  A u g u s t ,  w e  r e c e i v e d  w o r d

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

w i l l  h a v e  i t s  o w n  d i a g n o s t i c

c o d e  i n  a n  u p c o m i n g  e d i t i o n  o f

t h e  I C D - 1 0  m a n u a l  — –  m e a n i n g  

t h a t  p h y s i c i a n s  w i l l  b e  a b l e  t o

f o r m a l l y  d i a g n o s e  P F D  a n d

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

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

I n  2 0 2 0  a l o n e ,  w e  h a v e

e x p a n d e d  o u r  s u p p o r t  a n d

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

In August, we received
word that pediatric feeding
disorder will have its own
diagnostic code in an
upcoming edition of the
ICD-10 manual
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https://www.feedingmatters.org/pfd-advocacy-in-action-pfd-as-a-stand-alone-diagnosis/
https://www.feedingmatters.org/resources-support/family-support/
https://www.feedingmatters.org/pfd-advocacy-in-action-pfd-as-a-stand-alone-diagnosis/


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

i n t e r n a t i o n a l  P F D  c o n f e r e n c e

t h a t  r e a c h e d  a l l  5 0  s t a t e s  a n d

3 4  c o u n t r i e s  p r o v i d i n g

e v i d e n c e - b a s e d  e d u c a t i o n  o n

P F D ,  a n d  a c h i e v e d  s i g n i f i c a n t

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

P F D  t o  t h e  f o r e f r o n t ,  w e  n e e d

t o  s u p p o r t  o u r  c l a i m s  w i t h

e v i d e n c e .  T h e r e f o r e ,  t h i s  y e a r ,

w e  p u b l i s h e d  o u r  2 n d  p h a s e  o f

r e s e a r c h  o n  o u r  I n f a n t  a n d

C h i l d  F e e d i n g  Q u e s t i o n n a i r e  i n

t h e  J o u r n a l  o f  P e d i a t r i c s .  T h i s

g r o u n d - b r e a k i n g  w o r k  o p e n s

t h e  d o o r  f o r  c h i l d r e n  t o  b e

s c r e e n e d  f o r  P F D  s o  t h a t  w e  c a n

p r e v e n t  t h e  l o n g - t e r m  o u t c o m e s

t h a t  o c c u r  w h e n  w e  d o n ’ t  p a y

a t t e n t i o n  t o  t h i s  e a r l y  e n o u g h .

I n  2 0 2 0  a l o n e ,  3 , 5 1 0

q u e s t i o n n a i r e s  w e r e  t a k e n .  

T h e n ,  w e  w e r e  t h e  c a t a l y s t  t o

t h e  r e s e a r c h  t h a t  s h o w e d  t h a t  1

i n  3 7  c h i l d r e n  h a v e  P F D  a n d

e v e n  m o r e  s i g n i f i c a n t :  1  i n  3 - 5

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

h a v e  P F D .  W e  h a v e  a l s o  s e c u r e d

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

D e c e m b e r  P F D  A w a r e n e s s  M o n t h  

W e  n o w  k n o w  t h a t  P F D  w i l l  b e

i t s  o w n  d i a g n o s i s  w h i c h  i s  t h e

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

f o r  b e t t e r  i n s u r a n c e  c o v e r a g e .

A l l  o f  t h i s  h a p p e n e d  t h i s  y e a r ,

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

i s  a  m o m e n t  t o  c e l e b r a t e !

W e  h a v e  m o m e n t u m  a n d  w e  a r e

n o t  s t o p p i n g .  T h i s  y e a r ’ s

a c c o m p l i s h m e n t s  h a v e  a  v e r y

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

p r o f e s s i o n a l s  a n d  f a m i l i e s .

We were the catalyst to the
research that showed that 
1 in 37 children have PFD.

f r o m  A r i z o n a ' s  G o v e r n o r  D u c e y

a n d  a  f e w  o t h e r s  s t a t e s .  
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https://www.feedingmatters.org/resources-support/family-support/
https://www.feedingmatters.org/international-pfd-conference/
https://www.feedingmatters.org/international-pfd-conference/
https://pubmed.ncbi.nlm.nih.gov/32507621/
https://www.jpeds.com/article/S0022-3476(20)30904-5/fulltext
https://www.feedingmatters.org/pfd-awareness-month/
https://www.jpeds.com/article/S0022-3476(20)30904-5/fulltext


Family Support

E x p a n d e d  f a m i l y  s u p p o r t  t o  s e v e n  d a y s  a  w e e k

7 2 , 1 5 9  f a m i l i e s  w e r e  r e a c h e d

1 3 9  f o r m a l  m a t c h e s

4 7  a c t i v e  f a m i l y  c o a c h e s

2 0 2 0  A c c o m p l i s h m e n t s :

5



T h e  C O V I D - 1 9  p a n d e m i c  h a s  t e s t e d  r e s i l i e n c y  w o r l d w i d e ,  p u s h i n g

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

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

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

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

One Family's COVID-19 Journey
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D e s p i t e  t h i s  e x p e r i e n c e ,  t h e

a r r i v a l  o f  C O V I D - 1 9  a n d  i t ' s

b a r e l y  m i t i g a t e d  s p r e a d  h a v e

a d d e d  c r u e l  n e w  c h a l l e n g e s  t o

o u r  s t r u g g l e s  w i t h  c a r i n g  f o r

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

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

s u p p o r t  t h a t  r u n s  t h r o u g h

F e e d i n g  M a t t e r s ,  I ' l l  s h a r e

s o m e  o f  m y  f a m i l y ' s

e x p e r i e n c e s  d u r i n g  t h e  C O V I D -

1 9  p a n d e m i c .  I  h o p e  t h e  h e a r i n g

o f  o u r  s t o r y  w i l l  b e  a s  h e l p f u l

a s  t h e  t e l l i n g .  

F a r  a n d  a w a y  t h e  m o s t  s t r i k i n g

s i m i l a r i t y  o f  C O V I D - 1 9  a n d

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

d i s o r d e r  i s  i s o l a t i o n .  M y  s o n  i s

s t i l l  a n  i n f a n t ,  a n d  h i s  f e e d i n g

r e f u s a l  b e g a n  i n  e a r n e s t  m i d -

J a n u a r y  2 0 2 0 .  W h a t  u s e d  t o  b e

e i g h t  4 5  m i n u t e  s e s s i o n s  w i t h  a

b o t t l e  e x p l o d e d  i n t o  e l a b o r a t e

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

t o  t r y  t o  c o a x  h i m  t o  d r i n k  m i l k

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

d r e a m - f e e d .   W i t h  t h e

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



m i d - F e b r u a r y ,  s o m e  o f  t h e

b u r d e n  w a s  r e l i e v e d ,  o n l y  t o  b e

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

a n d  d e l a y s  t o  m a k e  s u r e  t h e

p u m p  d i d  n o t  t r i g g e r  v o m i t i n g .

R e m a r k a b l y ,  o n c e  t h e  c o u n t r y

s t a r t e d  t o  g e t  s e r i o u s  a b o u t

C O V I D - 1 9  i n  M a r c h ,  I  h a d

a l r e a d y  b e e n  a l m o s t  e n t i r e l y

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

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

t h a t  w h e r e  e v e r y o n e  e l s e  w a s

i s o l a t i n g  o u t  o f  s e l f -

p r e s e r v a t i o n  o r  s o l i d a r i t y ,  i t

w a s  o u r  d e s p e r a t e  e f f o r t  t o

n o u r i s h  o u r  b a b y  t h a t  h a d

s e q u e s t e r e d  m e  a n d  t o  a  l e s s e r

e x t e n t  m y  w i f e .  W e  l e a r n e d  h o w   

a l l - c o n s u m i n g  f e e d i n g  d i s o r d e r s

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

t h e  s a m e  w a y  a s  w h e n  h u m a n i t y

t r i e s  t o  s a v e  i t s e l f  f r o m  a

d e v a s t a t i n g  d i s e a s e .  W h i l e

C O V I D - 1 9  m a d e  e v e r y o n e

i s o l a t e d  l i k e  u s ,  i t  a l s o  r a i s e d

t h e  s t a k e s  o f  e v e r y  c o u g h  a n d

s n i f f l e .  M y  s o n  m e r c i f u l l y  i s  n o t

i m m u n o - c o m p r o m i s e d ,  b u t

C O V I D - 1 9  c o u l d  c a u s e  h a v o c  b y

m a k i n g  m y  w i f e  o r  m y s e l f  i l l ,

a n d  i t  c o u l d  k i l l  m y  m o t h e r - i n -

l a w ,  w h o  i s  s t a y i n g  w i t h  u s .

U n f o r t u n a t e l y ,  w e  w i l l  c o n t i n u e

t o  l i v e  o n  t h i s  k n i f e ' s  e d g e  f o r

t h e  f o r e s e e a b l e  f u t u r e .  A s  i t

b e c a m e  c l e a r  t h a t  t h i s  m u l t i -

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

s o o n ,  a n d  a s  w e  r e a l i z e d  t h a t

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

I can say without
hesitation that Feeding
Matters is the best antidote
to the isolation and doubt
of caring for a child with a
feeding disorder.

U n f o r t u n a t e l y  m y  w i f e ' s  w o r k  a s

a  p h y s i c i a n  m e a n s  t h a t  n o t  o n l y

i s  s h e  r e q u i r e d  t o  c o n t i n u e

w o r k i n g ,  b u t  t h a t  s h e  i s

r e g u l a r l y  e x p o s e d  t o  C O V I D .  

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

w h a t  w a s  u l t i m a t e l y  j u s t  a  c o l d ,

b u t  u n t i l  t h e  C O V I D  t e s t  c a m e

b a c k ,  I  n e e d e d  t o  i s o l a t e  m y s e l f

f r o m  t h e  e n t i r e  f a m i l y  w i t h i n

o u r  s m a l l  a p a r t m e n t .  I  w o u l d n ' t

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

b u t  m y  s o n  d o e s  n o t  u n d e r s t a n d

s o c i a l  d i s t a n c i n g ,  a n d  i t  w a s

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

c a r e g i v e r ,  t o  e s s e n t i a l l y  v a n i s h .   
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o u r  s o n ' s  w o u l d  n o t  a b a t e ,  w e

f i n a l l y  f o l l o w e d  u p  o n  o u r

d o c t o r ' s  r e c o m m e n d a t i o n  o f

F e e d i n g  M a t t e r s .  I  c a n  s a y

w i t h o u t  h e s i t a t i o n  t h a t  F e e d i n g

M a t t e r s  i s  t h e  b e s t  a n t i d o t e  t o

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

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

d i s o r d e r .  W e  h a v e  b e e n  g l a d  t o

a t t e n d  t h e  s e m i - m o n t h l y  v i r t u a l

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

s t a f f  h a s  b e e n  e x t r a o r d i n a r i l y

e m p a t h e t i c  a n d  a t t e n t i v e  i n

r e a c h i n g  o u t  n o t  j u s t  f o r  o u r

i n i t i a l  i n t a k e ,  b u t  s e v e r a l  t i m e s

s i n c e .  H o w e v e r ,  w i t h o u t

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

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

i n d i v i d u a l  f a m i l y  c o a c h .

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

b e e n  w a r m  a n d  f r i e n d l y ,  a n d  h a s

g o n e  b e y o n d  s i m p l e  m e n t o r i n g

t o  v i r t u a l l y  o p e n  u p  h e r  h o m e

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

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

m y  m o t h e r - i n - l a w  a b o u t  t h e  i n s

a n d  o u t s  a n d  d o ' s  a n d  d o n ' t s  o f

h e l p i n g  u s  h e l p  o u r  s o n .  A f t e r

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

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

h o p i n g  f o r  a  b r e a k - t h r o u g h ,  t h i s

c o n t a c t  w i t h  s o m e o n e  w h o

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

i n d i s p e n s a b l e .

F r o m  t h e  b o t t o m  o f  m y  f a m i l y ' s

h e a r t ,  w e  w o u l d  l i k e  t o  s a y

t h a n k  y o u  t o  F e e d i n g  M a t t e r s .

-D u s t i n

We needed a relatable
connection to someone who
has had to live with our
issues and has come out the
other side.

P h y s i c i a n s  a n d  t h e r a p i s t s  h a v e

s o  f a r  g e n e r a l l y  b e e n  k i n d  a n d

f u l l  o f  a d v i c e ,  b u t  w e  n e e d e d  a

r e l a t a b l e  c o n n e c t i o n  t o  s o m e o n e

w h o  h a s  h a d  t o  l i v e  w i t h  o u r

i s s u e s  a n d  h a s  c o m e  o u t  t h e

Dustin's wife and son
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Education

6 9 , 1 5 2  h e a l t h c a r e  p r o f e s s i o n a l s  w e r e  r e a c h e d

H o s t e d  o u r  7 t h  I n t e r n a t i o n a l  P F D  C o n f e r e n c e  v i r t u a l l y  J a n u a r y

2 4 - 2 5 ,  2 0 2 0  w i t h  7 7 4  v i r t u a l  r e g i s t r a n t s  r e a c h i n g  a l l  5 0  s t a t e s

a n d  3 4  c o u n t r i e s .  

L a u n c h e d  L e a r n i n g  A c c e l e r a t e d  t h r o u g h  C o l l a b o r a t i v e  I n i t i a t i v e s

( L A C I ) ,  a n  i n t e r - p r o f e s s i o n a l  m e n t o r s h i p  c o h o r t  d e s i g n e d  t o

i d e n t i f y  k e y  c o n s t r u c t s  i n  P F D  a s s e s s m e n t  a n d  m a n a g e m e n t

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

a p p l i c a t i o n  a c t i v i t i e s .  

2 0 2 0  A c c o m p l i s h m e n t s :

"LACI provided me access to

other local professionals who I

can problem solve with now and

in the future in order to best

serve my feeding clientele. LACI

encouraged me to dive deeper

into my understanding of PFD

and discover the holes in my

current knowledge in order to

more thoroughly help my clients

from more than one paradigm."

- Hannah Brennan
LACI cohort member
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Research

F a c i l i t a t e d  t h e  p r e s e n t a t i o n  a n d  c o n f i r m a t i o n  o f  P F D  t o  t h e  C D C

t o  b e  c o n s i d e r e d  a s  a  s t a n d - a l o n e  d i a g n o s i s .  

P u b l i s h e d  a  n a t i o n a l  p r e v a l e n c e  s t u d y  s h o w i n g  t h a t  1  i n  3 7

c h i l d r e n  u n d e r  t h e  a g e  o f  5  h a v e  P F D  a n n u a l l y .  

S u p p o r t e d  a  p i l o t  r e s e a r c h  p r o j e c t  s e e k i n g  t o  u n d e r s t a n d  h o w

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

P F D .

2 0 2 0  A c c o m p l i s h m e n t s :

-Parent of a child with PFD

“Never in a million years did we think our biggest

challenge would revolve around eating, nutrition

and growth. I really wish there had been more

education and preparation in the hospital, and

most importantly, resources before and after

discharge. Hospitals need to be better equipped to

deal with these types of issues both for the child,

and the psychological and emotional issues that

the family faces. Hospitals are just not there yet

and don't know how to be a guide and resource

for families with g-tubes and feeding issues.

Luckily we found you!” 
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Annual Community Event

Feeding Matters Founder + Emeritus Board
Member Shannon Goldwater (left) and 2019
Visionary Award Recipient Jacquie Dorrance

(right) presented the 2020 Visionary Award to
Judy and Bill Schubert (center).

The 2020 Annual Community Event featured Ram
(pictured above) and his family and their

experience with his PFD diagnosis. 

Honorary Event Chairs David and Kristen French
shared their experience having a child with PFD. 

In 2020, the global COVID-19 pandemic forced

us to re-imagine our 8th Annual Community

Event.  With the support of our trusted

partners we were able to shift our programing

and host a virtual event that included guests

from all 50 states and 12 countries. The event

honored Judy and Bill Schubert with the

Visionary Award for their longtime support of

our mission. Special thanks so to our

presenting sponsors Jaburg and Wilk Law Firm

and Mead Johnson Nutrition. 



Programs

Fundraising

General & Administrative

Total Expenses

$894,506

$138,441

$76,877

$1,109,824

80%

12%
8%

Expenses

Program Activities

Special Events

Contributions

Grants

Payroll Protection Program

In-Kind & Other

Total Revenue

$208,821

$210,118

$145,487

$45,356

$173,162

$115.086

$898,030

23%

24%

19%

16%

13%
5%

Revenue

2020 by the Numbers

Feeding Matters undergoes an independent financial audit annually and provides

comprehensive information in a timely manner in response to reasonable requests for

information. 

For Feeding Matters, financial management is interdependent. It is a part of every

aspect of Feeding Matters governance, planning, programs, evaluation and fundraising.

Budgeting sufficient revenue to cover administrative expenses is key to ensure

effective accounting systems, internal controls, competent staff, and other

expenditures critical to professional management are also key.
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"Resilience has been redefined for many of us this year! We are finding our lives

turned topsy turvey because of matters outside our control. It is frustrating; it is

debilitating. It is the exact feeling that families who have children with feeding

disorders have experienced for a long time..... until Feeding Matters stepped up to

come to the forefront. Resilient defines these families. They know now how to step

up, join hands and hearts, identify and define.... overcome. Finally see light at the

end of the tunnel. Breathe again. We are in awe of all the work Feeding Matters is

doing and are proud to support the Power of a Name Campaign." 

-Bill & Judy Schubert 13
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