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What is ECAC?
Exceptional Children’s Assistance Center 
Non-profit organization dedicated to improving the lives of 
children and families in NC through a focus on children and 
youth ages birth-26 with special health care needs, 
disabilities or developmental concerns 
• Serve the whole state of North Carolina

• Provide one-on-one assistance, resources, education and 
training to families, youth and professionals on a variety 
topics 

• For families, by families

• All services are provided at no cost to families. We may 
charge a small fee to professionals for some services



Programs and Funded Partnerships

• NC’s Parent Training and Information Center (PTI - OSEP)

• Family to Family Health Information Center (F2F - HRSA) 

• NC State Improvement Project (NCSIP - NC DPI)

• NC DeafBlind Project (NC DPI & ECU) 

• Pre Employment Transition Services (Pre-ETS) STAR 
Program 

• Learning for Equity: A Network for Solutions (LENS-NC)
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Our main goal is to provide families 
with support, information and 
resources so that they can become 
their child’s best advocate and 
supporter. 
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ECAC_FactSheet_05042022_English_Spanish_web.
pdf (ecac-parentcenter.org)

● Individualized assistance 

● Tools and resources

● Webinars and in-person training 

● Advocacy on the national, state, 
local and individual levels for 
equitable and responsive services 
for families with children with 
disabilities/special health care needs

We support families and 
professionals by providing:
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Today’s Objectives
Participants will be able to: 

• Provide a working definition of “advocacy”

• Describe at least three things that they can do 
to increase the chances of achieving a positive 
outcome within a system of their choice

• State at least two ways that data (information) 
can help advocacy efforts be more effective



A Word Before We Get Started
• The main message of this session is that many 

basic advocacy skills can be helpful in a wide 
variety of situations.

• We expect that the audience will consist of families 
at different life stages.

• Families interact with a lot of different systems, 
sometimes simultaneously.
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• We don’t have time to cover separate slides for every group or situation 
that all make the same point.

• We ask that you look and listen with an open mind. 

• Please actively look for ways that the information can be applied broadly.



Key Words to know

• Advocacy

• Systems
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What is Advocacy?
•Any action that speaks in favor of, recommends, 
argues for a cause, supports or defends, or 
pleads on behalf of self or others.

•Any action that increases the likelihood of 
achieving a desired outcome.
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Three Types of Advocacy
Self-Advocacy - A person’s ability to effectively speak up for 
themselves and push for their own interests, desires, needs 
and rights.

Individual Advocacy - A person or group speaks up for or 
works on behalf of one or two people. This can be formal or 
informal.

Systems Advocacy - Efforts to change laws, policies or 
rules that affect people’s lives. This can happen at the local, 
state or national level.
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What are Systems?

•A set of things that connect and work together 
as a whole in order to achieve something

•A way of working, organizing or doing 
something which follows a fixed plan or set of 
rules. System can be used to refer to an 
organization or institution that is organized in 
this way.
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We Are Surrounded By Systems!

c
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Public Schools
Healthcare

Division of Employment & 
Independence for People with 

Disabilities

Transportation

Social Security

Juvenile Justice

Insurance

Medicine

Mental Health

Special 
Education

Pre-K



Think about…

A situation when you tried to advocate, or were 
afraid to do so, and things did not go well.

• What do think went wrong?
• What could you have done differently that 

may have had a positive effect?

13



14

“Knowledge is Power!”



Learn How the System Works

State and District
• District Website

• School Board Policies

• NC Dept. of Public Instruction

• Standard Course of Study

• State Board of Education

• Graduation Requirements

School
• Parent/Student Handbook

• Student Code of Conduct

• Grade level curriculum

• Principal’s Authority

• Teacher expectations
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Federal Law: IDEA ’04 – 
The Individuals with Disabilities Education Improvement Act of 2004 
Provides for special education services for all children who qualify

Federal Regulations: 34 CFR 300  are the “rules” of IDEA 
and define specific and detailed processes for carrying out the law

State: State law and Policies dictate “how”  special education 
“works” in NC – each is aligned with IDEA ’04 and the Federal 
Regulations
• Article 9, Chapter 115C (NC General Statutes)
• Policies Governing Services for Children with Disabilities 



“Parent Rights Handbook”
Must be given to parents at certain times:

• One time per school year

• Upon initial referral or parent request for 
evaluation

• Upon receipt of a State Complaint 

• Upon receipt of Petition for Due Process

• Upon request by a parent

• Upon any revision to the content
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Pop Quiz:

1. Who is in charge of deciding if kids 
move to the next grade? 

2. How long can students with disabilities 
stay in high school? 

3. Where can you learn about your 
school’s bullying policy? 
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Information is Everywhere: Use it!
Backpacks (Check them!)
Websites
Parent/Student/Consumer Portals
Handbooks
Mail (USPS)
Email
Medical documents
“My Chart” portal
Insurance Plan Information
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Organize your Information
 

▪ Phone call log & emails 
▪ Other communications
▪ Test results

▪ School records
▪ Special Education documents
▪ Report cards
▪ Work samples
▪ Observations notes

▪ Medical records
▪ Insurance information
▪ Service Plans
▪ Receipts
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Use an organization system 
that works for you!

ECAC Care Notebooks in English 
and Spanish

https://www.ecac-parentcenter.org/wp-content/uploads/CareNotebook-English-Completely-Fillable.pdf
https://www.ecac-parentcenter.org/wp-content/uploads/Download-CareNotebook-Spanish-Full-Version-Fillable.pdf


Parents Pay Attention!
• Check out PowerSchool for grades, missing assignments
• Look at your child’s class schedule and test score reports
• Monitor communications from school staff
• Read the IEP, Evaluation and Progress Reports carefully
• Attend parent-teacher conferences
• Look for change in your child’s mood, behavior or health
• Keep your eyes open in general
• Make notes on your thoughts and observations
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Put It In Writing!
• Important communications should be put in writing 

• Requests, concerns, bullying reports, absence excuses, etc.
• Your email gives you a record of what you send
• You can send a follow-up email to document a conversation or meeting
• You can also ask for things to be put in writing
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“Show me that in writing.”

•The power of the written word can 
help distinguish fact from fiction

• Determine what a reported policy or 
law actually says

• Clarifying misunderstandings should 
lead to change in behavior
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Become an Expert in Your Child’s Disability
• Learn about the disability

• How does YOUR child’s disability look?

• How does the disability affect their 
communication, learning and participation?

• Learn to describe your child’s strengths 
and needs.

• Write down observations



Share What You Know With Others
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Build Positive Relationships

• Establish ongoing communication

• Be proactive

• Have a collaborative mindset

• Assume good intentions
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Prepare for Meetings and Appointments

• Make sure you understand the purpose 
• Ask about what to expect
• Bring or submit requested documentation
• Write down your questions and concerns 
• Write down anything that you plan to propose

• Be prepared to offer explanations or examples (This is useful data)
• If your solution to a problem is rejected, ask for another option

• Arrive on time to reduce unnecessary stress
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Advocacy Skills and Strategies

Effective advocacy may involve 
multiple steps- Be strategic!
● Check the facts before taking action

● Lay the groundwork for a “win” later

● Find out who has the authority to do 
what you want

● Follow the chain of command

● Play by the rules so that there is no 
excuse to shut you down



Questions can be Powerful Tools
•What does the data show?

•What are our options?

•What will the recommended intervention or                               
treatment look like as it is implemented?

•What are the pros and cons?

•How will we know if it’s working?

•What are the next steps?

•What other ideas do you have to meet my child’s needs?
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A tip to avoid the 

● Do not ask questions that allow folks to say “NO” without adequate 
consideration of your point or request.

● Instead of asking, “Can we do an assistive technology evaluation?” 
Make a statement : 
● “I want to have an evaluation done to see if there is any assistive technology 

that could help (my child) communicate more effectively.”

● “I need to have an accommodation so that I can do my job well.”

● Basically, don’t ask yes/no questions if “no” is not an acceptable 
response 
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Dig on Data!

Types of data
Quantitative Data 

• Typically numbers
• Answers the questions:

‒ How much? How often? 

Qualitative Data
• Typically descriptions
• Answers the questions:

‒ What is it like? What was 
observed?

31

● Data helps you be prepared to 
back up requests

● Plan on what you want to collect 
and why

● Have a method for collecting,  
organizing and sharing data

● Do you have an example of data 
collection that helped you be 
successful in advocating? 



 Important Advocacy Tips to Remember

● Decide on and prioritize issues you are trying to address 

● Collect data (It matters!)

● Asking for clarification on something you don’t understand

● Know how to find relevant policies and procedures 

● Learn about dispute resolution or appeals processes

● Utilize trustworthy resources to research topics

● Remain calm and focused on the desired outcome

● Focus on facts, not feelings

● Plan what to do if someone tells you “no” or “I can’t help you” (What are other 
options? Who else can I talk to? Where can I find more information?) 32



What are some of your 
top advocacy skills or 
tips that we didn’t 
mention? 



Expand Your Advocacy Reach
● People with lived experience should be at the table 

when important decisions are being made.

● Opportunities to do this range from the PTSA, 
speaking at public meetings to serving on advisory 
boards and statewide councils.
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● Stay connected to stay informed!
○ Meetings of government are open to the public
○ Follow disability organizations and trusted groups on Facebook
○ Subscribe to get notices and newsletters
○ Local news outlets



Advocacy and Leadership 
Training for Parents/Guardians 

& Youth

● Telling Your Story and Telling 
Your Story for Families of Color 

● Me 101 Self-Advocacy 

● Student Led IEPs

● Family Leadership Conferences



Do you want to share?

A situation when you tried to advocate, or were 
afraid to do so, and things did not go well.

• What do think went wrong?
• What could you have done differently that 

may have had a positive effect?
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Tools and Resources

● Accommodations to Consider for Students with 
Problems in Organization

● Adaptations and Modifications

● Supplemental Security Income / Supplemental 
Security Disability Income 

● Medicaid Waivers in NC 

● IEP Checklist

● Student Snapshot

● Painting the Big Picture English and Spanish

● Family to Family Health Information Center flyer 
English and Spanish
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https://www.ecac-parentcenter.org/wp-content/uploads/Accommodations-to-Consider-for-Students-with-Problems-in-Organization.pdf
https://www.ecac-parentcenter.org/wp-content/uploads/Accommodations-to-Consider-for-Students-with-Problems-in-Organization.pdf
https://www.ecac-parentcenter.org/wp-content/uploads/ECACResourceAdaptationsIfThisDoThat.pdf
https://www.ecac-parentcenter.org/wp-content/uploads/FINAL-ecac_SSI_SSDI_Flyer_revised_V6-1.pdf
https://www.ecac-parentcenter.org/wp-content/uploads/FINAL-ecac_SSI_SSDI_Flyer_revised_V6-1.pdf
https://www.ecac-parentcenter.org/wp-content/uploads/ecac_NewMedicaidWaivers_Flyer_11272023_v2_final-1.pdf
https://www.ecac-parentcenter.org/wp-content/uploads/ecac_IEP_NewLayout_04202022_rev-1-2.pdf
https://www.ecac-parentcenter.org/wp-content/uploads/ECAC_StudentSnapshot2014.pdf
https://www.ecac-parentcenter.org/wp-content/uploads/ECAC_PaintingtheBigPicture_Fillable-071322-2.pdf
https://www.ecac-parentcenter.org/wp-content/uploads/ECAC_PaintingtheBigPicture_Span_032021.pdf
https://www.ecac-parentcenter.org/wp-content/uploads/F2F-one-pager-1.pdf
https://www.ecac-parentcenter.org/wp-content/uploads/F2F-one-pager-SPA.pdf


WAZE To Adulthood Fact Sheet Series
(Available in English and Spanish)

● Heading to High School: Choosing a 
Course of Study

● Life’s a Journey: Learn More! Do More! Be 
More! - Learn about career exploration and 
training in high school, as well as 
postsecondary education and training

● NC High School Graduation Requirements
● Secondary Transition in NC - Learn about 

transition planning and services

● Ways to Support Your Adult Child - Age of 
Majority and ways a parent can support their 
child once they turn 18

https://www.ecac-parentcenter.org/transition-to-adulthood/


Webinar Recordings on Website and YouTube Channel

● Registry of Unmet Needs: AKA The 
Innovations Waiver Waiting List

● NC Able Accounts

● The Exceptional Experience Podcast Series 

● Introduction to Assistive Technology

● Transitioning to Adult Healthcare: How 
Students and Families Can Prepare

● A Guide to Guardianship

● NEW! Self-Advocacy is for Everyone
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Please Take A Moment to Fill Out This Evaluation

ECAC is funded largely by grants. 
We collect data on our activities for 
grant reporting purposes and to 
make improvements to meet the 
needs of families and professionals 
across NC. We appreciate your 
feedback! 
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Where To Find Us

https://www.ecac-parentcenter.org/ 
Website is available in 6 languages

https://www.youtube.com/user/ECACorg

https://www.facebook.com/ecacparentcenter/

https://www.facebook.com/CentroDeAsistenciaaNin
osExcepcionalesEcac
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https://www.ecac-parentcenter.org/
https://www.youtube.com/user/ECACorg
https://www.facebook.com/ecacparentcenter/
https://www.instagram.com/ecacparentcenter/
https://www.linkedin.com/company/exceptional-children's-assistance-center/
https://www.pinterest.com/ecacpinterest12/
https://www.facebook.com/CentroDeAsistenciaaNinosExcepcionalesEcac
https://www.facebook.com/CentroDeAsistenciaaNinosExcepcionalesEcac


Please Ask Questions! 
Call: 1-800-962-6817

  www.ecac-parentcenter.org

Email: ecac@ecacmail.org
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