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Kentucky Special Parent

Involvement Network (KY-SPIN)

Parent Training & Information (PTI) Center
Funded by the U.S. Dept. of Education under IDEA since 

1988 when Kentucky first received a PTI. KY-SPIN Parent 

Center provides training, information and support for 

children and youth with all types of disabilities (birth 

through 26 years old), their parents, families and 

professionals.
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Nots

We do NOT 

Act as attorneys

We DO

Empower families to advocate for their children effectively.

Provide “peer to peer” support to help families access needed 

information and resources
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Disclosure

This is not a Training of Trainers event. KY-SPIN does not authorize 
other agencies, organizations or individuals to train material.

This presentation is for educational use ONLY. 

All rights for use reserved by KY-SPIN, Inc.
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Agenda

• Understanding Emotions

• Why

• When

• Research

• Conversation
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No “Correct” Answers
We aim to empower you with the confidence and knowledge to ensure this 
conversation is positive, impactful and fosters an environment of openness and 
trust in your family.

However, you decide to talk to your child about their disability is up to you.

There are no manuals for parenting

This presentation is a guide for how you can talk to your child

You decide how, why, and when you speak to your child about their disability.
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Understanding Emotions
Parental Stress

Understanding your reaction

Examples of emotions parents feel after a 
diagnosis

o Fear, guilt, isolation, grief, depression, anxiety

Adjustment period

It takes time to learn positive coping 
strategies
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Understanding Emotions

When your child is diagnosed, it may 
make a difference in how you adjust

Before birth

After birth
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Understanding Emotions

A diagnosis can affect other 

people in your life

• Grandparents

• Siblings

• Neighbors

• Friends 
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Like a stone thrown into a pond, a diagnosis ripples 

and affects more than one person.



Understanding Emotions

Reach Out for Help
Support groups 
Peer-to-peer support is beneficial

• Parents

• Families

• Siblings

Everyone will deal with a diagnosis differently. 
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Why have the conversation?
To help the child/children become a self-advocate

To give them a chance to develop a positive self-image that includes their 

disability

• If this is a lifelong disability, coming to terms with it earlier will help 

them discover how they feel about it

Give accurate information

• Younger children can make up reasons for their disability

• Older kids may get inaccurate information from the internet or peers
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When to have the conversation?
No “right” age

Young adults with disabilities who weren’t 

told/sheltered from their diagnosis

• Wish they’d known sooner

• Use the language of the disability to let 

them know what is going on

They may not understand right away

• Keep it age-appropriate 

• Ongoing conversation 
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Research
Kids have questions 

• The better you understand their disability, 

the easier it will be for them to understand

Give your child time to digest what is being said 

and time to ask questions

Talk with members of the disability community

• Many people with disabilities are there to 

help others in their self-exploration journey 

• Find a support group
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Conversation
Be factual

Use medically accurate words

• Using “flowery” words can be 

confusing 

Use language at their level

• Preschool

• Elementary

• Middle school/High School 
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Conversation

Encourage questions

Keep an ongoing conversation

Make the discussion with the whole family

Ensure everyone is on the same page

Show in a positive light how each family member 

is different 
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Conversation
Stay positive

Stay away from words that could let your child interpret them as 

negative

Avoid derogatory terms

This can be difficult and requires you to keep up-to-date

Words like high functioning and low functioning can be offensive

Using words like severe sounds judgmental, try significant
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Overcoming Obstacles
Frame their disability around what they CAN do

Acknowledge difficulties

• Validate their feelings

• Don’t ignore their disability. 

Validate the hardship but help by working on 

solutions together.

Websites, support groups, and finding others with 

similar disabilities and see how they overcome 

hardships
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Remind them
• Their strengths 

• Disability does not define your capabilities in life

• They are a person first, you are not your disability

• You can accomplish your dreams

• Your Voice Matters

• This is your life, with self-determination you can accomplish 

great things
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If you still have 

questions...

(800) 525-7746

(502) 937-6894

spininc@kyspin.com 

www.kyspin.com 
Online Contact Form

Image

Butten for KY-SPIN E news sign up

Image 

Facebook logo

Image

YouTube logo

Please complete 

our evaluation
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Follow us 

@kyspininc on:

KY-SPIN Resources (Infographics, short videos & more)

https://forms.gle/vYroauY4C9YXFXCCA

http://www.kyspin.com/
https://www.kyspin.com/contact/
https://www.kyspin.com/subscribe-to-our-newsletter/
https://www.facebook.com/kyspininc/
https://www.youtube.com/channel/UCqQLpxNrFBMp2Z38um9Z2NA
https://twitter.com/kyspininc
https://www.instagram.com/kyspininc/
http://www.kyspin.com/ky-spin-publications/
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