
Mixed in with all of the other
emotions, you will feel hope.

The  mix of feelings you'll
experience can be

overwhelming, but they  are not
all going to be there forever. 

remember that your child is the
same person today that they
were before their diagnosis.  

 And a diagnosis is the pathway
to knowledge and resources
that will allow your child to

live the most normal life
possible!

 
 

 

Feeling anxious, worried
and afraid are super

normal feelings.  After all,
there is SO much to think
about - diet, medications,
formula, doctors visits,

maintaining blood
levels...You may feel at

times like the worries will
never end. 

 

Anxiety

Emotional Baggage: Feelings that come
with a rare disease diagnosis 

Grief
You may grieve the life that

you had planned for your
child and all of the hopes

and dreams that you had for
them. Along with this,

remembering life before the
diagnosis and wishing you

could return to that life are
all normal feelings. 

Having a child with a rare disease often brings about some 'emotional
baggage' that isn't always talked about.  However, allowing yourself
space to fully feel these emotions may help you to heal along the way. 

anger
"It's not fair", "Why my

child?" "Why me?" are
questions that you might

find yourself thinking. 

a fear of the future and of
the unknown can be very

scary.

Fear

Devastation

hope

Guilt

Isolation
Seeing your friends and

family with 'normal'
children You may feel at

times like no one
understands your situation.    

you may feel as if it is your fault
that your child has a genetic
disorder.  "Could I have done
something differently?" is a
common question that you

might wonder. 

Upon initial diagnosis,
you may feel that your
world is falling apart
and that things will

never get back to Normal.
You may think "this is not

what I signed up for." 


