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Path Forward

Naviaié the

A Guide for Families Understanding Childhood Disintegrative Disorder



Everything seems fine. Until
one day, it isn't. This is the
beginning of a new path.
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What is Childhood
Disintegrative Disorder
(CDD)?

Also known as Heller's syndrome, CDD is a rare
condition where a child has a period of normal
development, followed by a significant loss of
previously acquired skills before the age of 10.

Affects approximately 1in 100,000 children.
More common in males.

The exact cause remains unknown, but
neurological factors are believed to play a role.
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The Landscape of Regression: Recognizing the Signs

CDD is characterized by the loss of skills in key areas of development. This can include:
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Communication: Losing Self-Care: Regressing in - Social & Motor Skills: A
the ability to learn and tasks like feeding oneself, noticeable decline in
recall words. using the toilet, washing, social functioning, play,

or brushing teeth. and motor coordination.
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A Key Distinction: CDD vs. Autism

While both involve challenges in communication and social skills, the primary
difference is the timing of onset.

Childhood Disintegrative Disorder:
A significant regression occurs
after at least two years of normal
development.

Autism: Signs typically appear

within the first two years of life. Normal
Development

Birth 2 Years
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The Path Ahead: Prognosis and Possibilities

The long-term prognosis for CDD is
variable and many children will
require lifelong support. However,
this is not the entire story.

With intensive, early
intervention, some children
may experience partial
recovery of lost skills.
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You Are Not Walking This Path Alone

There is no cure for CDD, so a multidisciplinary treatment approach is
essential to reduce symptoms and improve function. Key strategies include:

« Behavioural Therapies: Speech, occupational, and other therapies to enhance language,
social, and daily living skills.
» Medications: May be used to control seizures or manage specific behaviours.
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. “Nobody knows your - i
“ child better than you do. ™~
Trust your instincts.”




Creating a “CDD-Friendly” Home
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Reduce Sensory Overload: Establish Routine with Designate a Safe Space:
Use soft lighting, minimize Visuals: Use picture labels Create a cozy corner where
loud noises, and create daily schedule charts to your child can retreat when

quiet spaces. create predictability. feeling overwhelmed.
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Finding Your Child’s ‘Language”

If verbal communication is challenging, explore and consistently use

alternative methods. The goal is connection, not just words.
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Picture cards Sign language Communication
(PECS) apps and devices
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Celebrate the Small Wins

Did your child try a new food? Make eye
contact? Use a new word? Every step
forward is a victory.

Consider a “success board” to visually track these achievements and build momentum.
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Build Your Own Support Network
You cannot pour from an empty cup. Caring for yourself is essential.

 Connect with Peers: Find other CDD parents in online or local
support groups. You are not alone.

* Prioritize Your Health: Schedule reqular ‘me time.’ See a therapist
for your own mental health.
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Becoming Your Child’s
Best Advocate

You are the most powerful voice for your
child’s needs.

1. Organize: Keep all medical and
educational records in one accessible
place.

2. Prepare: Before meetings, write down
your main points and questions.

3. Persist: Don't be afraid to push for the
services and support your child needs.
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Fostering Independence,
One Step at a Time

» Break Down Tasks: Divide activities
like getting dressed into small,
manageable steps.

 Use Visual Guides: Create picture-
based instructions for daily routines.

o Offer Choices: Whenever possible, let
your child make small choices to give
them a sense of control.
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You are doing an incredible job in a

challenging situation. Your love and

support make a world of difference.
Take it one day at a time.




