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The Kinship & Kites Caregiver Roadmap

A Practical Guide to Navigating Autism, Developmental Disabilities & Support Systems
Disclaimer

This guide is for informational purposes only and does not constitute medical, legal, or financial
advice. Policies and eligibility requirements may vary by state and insurance plan. Families
should consult licensed professionals for personalized guidance. This guide is based on general
federal guidelines such as IDEA but may vary by state.

Welcome

This guide is designed to support families navigating autism, intellectual disabilities, and other
developmental differences. This is not a replacement for professional guidance; it is a starting
point for families who deserve clarity and confidence.

SECTION 1: Early Signs & Early Intervention

Why Early Intervention Matters:

Early Intervention (El) is federally mandated under IDEA Part C.
Available for children under the age of 3

Developmental delays

Speech/language delays

Cognitive delays
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Services may include speech, occupational, and developmental therapy.

What Parents Should Do:

1. Contact your state’s Early Intervention office directly (no referral is required in many states).
2. Request a formal evaluation in writing.

3. Keep copies of everything.
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Sample template:

| am requesting an Early Intervention evaluation for my child due to concerns regarding
developmental milestones in communication and social engagement. Please advise on the next
steps and timeline.

SECTION 2: Education System Navigation (IEP & Beyond)

IEP (Individualized Education Program):

o For students who qualify under IDEA.
o Legally binding.
o Includes goals and services.

504 Plan:

o Accommodation only.
o Not specialized instruction.

Timeline Awareness:

o Schools have a legal timeline to respond to evaluation requests.
o The parent, guardian, or caregiver should make their request in writing.

Sample template:

I am formally requesting a comprehensive evaluation under IDEA to determine eligibility for
special education services.

“Students with autism, intellectual disabilities, and other developmental disabilities may qualify
for specialized instruction, therapies, and classroom supports under an IEP.”

SECTION 3: Medical Advocacy & Updated Testing

o Developmental pediatrician vs neuropsychologist
o Why updated testing matters when progress stalls
o Insurance sometimes requires documentation of regression or lack of progress

“Some children may receive additional support when evaluations identify co-occurring
conditions such as intellectual disabilities.”
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Letter of Medical Necessity (What It Is)

A licensed medical doctor writes a Letter of Medical Necessity (LMN) to justify why a service,
therapy, aide, or equipment is medically required. Most insurance companies will deny it if a
nurse practitioner provides this.

What Should Be Included in an LMN:

Diagnosis (with ICD code)
Functional limitations
Specific service requested
Frequency and duration

Why is it medically necessary
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What happens if service is denied

SECTION 4: Medicaid, SSDI & Insurance Supports

Medicaid

Some children qualify for Medicaid waivers based on disability, even if their household income
exceeds traditional limits.

Waivers can cover:

Therapies
Home health aides
Respite care
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Case management

Contact your state’s Medicaid Waiver program and request a disability-based eligibility
screening.
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SSDI / SSI

SSDI is based on work history.

SSl is need-based for individuals with disabilities (including children).
Children with qualifying disabilities may receive SSI.

Eligibility depends on medical criteria and financial guidelines.

o Medical records
o IEP
o Therapy notes

SECTION 5: Home Health Aide Access

Some private insurance plans and Medicaid waivers cover:

o Personal care assistance
o In-home support for ADLs
o Behavioral support hours

Parents should ask:

Is in-home support or personal care assistance covered under my child’s diagnosis? Submit a
request for the case manager review:

o Ask for LMN if denied
o Appealin writing

SECTION 6: Documentation & Organization System

Keep daily communication logs from teachers.
Save emails.
Scan paperwork to cloud storage.
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Track progress and regression patterns.
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Sample Tracking Suggestions:

Binder or digital folder labeled by year (this allows you to see if any regression and/or areas

need to be addressed).
Folder categories:
O IEPs
o Medical Evaluations
o Therapy Notes
o0 Communication Logs
o Insurance Correspondence

SECTION 7: When You Feel Ignhored

Request a meeting in writing (please keep the language professional).
Follow up with a summary email after the meeting.

Ask for written notice if services are denied.

Contact the local disability advocacy office if needed.

You have the right to bring an advocate or support person to meetings.
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SECTION 8: Protecting Your Mental Health

Advocacy fatigue is real.
Grief and love can exist together.
You are allowed to push for your child.
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You are not “difficult.”

“Your child’s needs are valid even when others don’t fully understand them.”
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SECTION 9: York County Resource Page (Living Document)

Local El contact

Local autism support classrooms
Medicaid waiver contact

County assistance office
Disability Rights PA
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York County Caregiver Resource Guide

Early Intervention (Ages 0-3)

York/Adams Early Intervention Program
Phone: (717) 771-9618
Provides evaluations + early developmental services

School-Based Support (Ages 3+)

o Contact your local school district’s Special Education Department
o Request evaluation under IDEA (in writing)

Developmental & Autism Evaluations

o WellSpan Behavioral Health (York)
o Penn State Health Children’s Hospital (Developmental Pediatrics)
o Private neuropsychologists (varies by insurance)

Tip: Always ask about waitlists + cancellations

Medicaid & Waiver Programs (PA)

Pennsylvania Waiver Programs:

o Consolidated Waiver
o Person/Family Directed Support (P/FDS)

Apply through:
York/Adams MH/IDD Program
Phone: (717) 771-9618
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SSI (Supplemental Security Income)

Apply through:
Social Security Administration
WWW.S52.80V

Bring:

o Medical records
o |EP
o Therapy documentation

Disability Advocacy

Disability Rights Pennsylvania

www.disabilityrightspa.org

Free legal advocacy for disability rights

Parent Support & Community

0 Autism Society Greater PA
o Local Facebook caregiver groups (York County autism support groups)
o Parent-to-parent support networks

Additional Supports

o Respite care providers (through waiver programs)
o Behavioral health services
o In-home support services

This resource list is continuously updated.
If you have a resource to recommend, please contact us at hello@kinshipandkites.org
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A Note from Our Founder

Kinship & Kites was created from a place many caregivers know all too well, searching for
answers, asking questions, and often feeling like they have to figure everything out on their
own.

This roadmap is not a replacement for medical, legal, or educational professionals. It is a starting
point, a tool designed to help you feel more informed, more confident, and more supported as
you navigate autism, developmental disabilities, and the systems connected to your child's care.

You deserve clear information.
You deserve to ask questions.
And you deserve to advocate for your child without feeling alone in the process.

At Kinship & Kites, we believe that support should be accessible, practical, and rooted in
compassion.

You are not alone here.

Kinship & Kites
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Why This Matters

Families navigating autism and developmental disabilities are often left to figure out complex
systems on their own.

Access to clear, practical guidance should not be limited — it should be available to every
caregiver who needs it.

Kinship & Kites exists to bridge that gap.

Through resources like this Caregiver Roadmap, we are working to make advocacy more
accessible, more understandable, and less overwhelming for families.

This guide is free because every caregiver deserves support.
If you would like to help us continue creating resources like this, consider supporting our work.
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Donate

© 2026 Kinship & Kites. All rights reserved.
This material may not be reproduced, distributed, or used for commercial purposes without
written permission.
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