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Objectives
• Define children with disabilities
and health conditions
• Discuss unmet needs of
families
• Discuss needs of Early
Childhood professionals to
serve these families
• Capacity building
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Children with Disabilities and Conditions
• Person First Language
– Brings the person to the forefront, not a case or a
condition- a child.
– Brings to mind other roles the child has:
grandchild, sibling, cousin, play-mate, neighbor.
– On-going conditions or disabilities
• Physical, behavioral, or developmental condition that
requires health or related services that most children
don’t need

Children with Special Health Care Needs
• Have a chronic physical, behavioral, developmental or
emotional condition that requires health or related
services that most children don’t use generally
• Based on the National Survey for Children with Special
Health Care Needs and current estimates, over 19% of
children meet this definition
• One in five families
• In Arizona more than 308,000 meet this definition;
based on 2014 population estimates
Data from the National Survey of Children with Special Health Care needs 2009/10,

Examples of Conditions and
Disabilities?
cerebral palsy

Fragile X Syndrome

autism spectrum disorder

diabetes

cognitive disability

life threatening allergies
sensory IMPAIRMENT

ADHD

Down Syndrome

physical disability

emotional/behavioral disability

asthma
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Similar Experiences
• New Diagnosis
• A new routine or
rhythm of life
• Childcare
• Parents and work
• Emergency department
visits

Building Capacity
• Keep an open mind
• Encourage a sense of humor
– Life can be tough, humor helps us manage
– Finding fun in everyday challenges

• Look forward to learning new things
• Identify caregiver supports

Hospital to Home
• Name and contact information of person who can
answer questions prior to first Primary Care
Provider(PCP)/specialist visit.
• Plan for continuity of care after a hospital stay
– Insurance: if they need it or are underinsured
– What is underinsured?
– Elevated level of care coordination from insurance provider and
PCP

– Home Health in place before leaving hospital
– 26.4%*
*National Survey for Children with Special Health Care Needs, 2009-10
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Continuity of Care
• Identify PCP, Specialists, Labs, Radiology, Nutrition,
Therapists, etc. in health plan
• Health Plan Member Handbook
• Member Services
• Benefits, what is covered
• How to appeal a denial,
what are patient’s rights, grievances
• When is a prior authorization
needed, referral or letter of medical necessity

Continuity of Care
• Define what “well” looks like for this child.
• Define the first signs of becoming unwell
– Plan for that possibility
– Describe steps, interventions
– Care notebooks – Show HCO
• http://www.medicalhomeinfo.org/for_families/care_no
tebook/

– In the ED

Ask for Instructions
•
•
•
•
•
•

Using equipment
Bathing
Routine after hospital
Medications
Feeding
Dietary Restrictions
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Usual Childhood Health
• Colds, flu, stomach upset
– How do these common illnesses affect this child’s
underlying condition
– minimizing contagion
– mitigate effects

• Immunizations
– Some health conditions preclude or postpone
immunizations; talk with child’s pediatrician

Advocacy
This is one of a parent’s most important roles -until
the child is able to advocate for him/herself a parent
must speak up in their best interest
Parents and Healthcare providers working in
partnership leads to
Shared decision making
and ultimately,
what’s best for the child

Advocacy

Parents become experts on
their child
• Self-determination
Education/Special Education
• Early Intervention
• Child Find
• Individualized Education
Program (IEP)
• 504 Plan
• Individualized Healthcare
Plans
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Grief and Loss
• Parents
– Loss of the child they imagined
– Self-blame; what I did or didn’t do
– Having to break “bad” news over
and over again
– Cultural perspectives

• Death of child, family member
– Hospice
– Perinatal Hospice

Providers in the Home are
Considered as Guests
•
•
•
•

Honor family routine
Include siblings in fun stuff
Homework, PT, OT, etc
Life happens….just because
the family didn’t complete
“homework” doesn’t mean
they aren’t good parents

Resources
Together brainstorm
• Conditions commonly experienced
• Situations where referrals are needed
Resource handout
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Questions?

Office of Children with Special Health Care Needs
Bureau of Women’s and Children’s Health
Arizona Department of Health Services
150 N. 18th Avenue, Suite 320
Phoenix, AZ 85007
Tel: 602-542-1860
Fax: 602-542-2589
Toll Free: 800-232-1676
OCSHCN@azdhs.gov
http://www.azdhs.gov/phs/ocshcn/index.htm

Resources
•
•
•

•
•
•

Arizona Center for Disability Law, Self-Advocacy Materials,
https://www.azdisabilitylaw.org/guides/
Arizona Early Intervention Program (AzEIP)
– https://www.azdes.gov/main.aspx?menu=98&id=3026
Arizona Health Care Cost Containment System (AHCCCS)
– http://www.azahcccs.gov/;
https://www.healthearizonaplus.gov/Default/Default.aspx
Arizona Long Term Care System (ALTCS)
– http://www.azahcccs.gov/applicants/application/ALTCS.aspx
Care Notebooks
– http://www.medicalhomeinfo.org/for_families/care_notebook/
Children’s Rehabilitative Services (CRS)
– http://www.uhccommunityplan.com/az/medicaid/childrensrehabilitative-services.html
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Resources
• Comprehensive Medical and Dental Program (CMDP)
– https://ww.azdes.gov/cmdp/
• Department of Developmental Disabilities (DDD)
– https://www.azdes.gov/developmental_disabilities/
• Hospice of the Valley, grief support, Phoenix metro area
– http://www.hov.org/grief-support
• Living With Serious Illness, Pima County
– http://seriousillness.org/pima-tucson/programs/index.php?catego=48
• Office for Children with Special Health Care Needs
– www.azdhs.gov/phs/ocshcn 602-542-1860, 1-800-232-1676
• Raising Special Kids
– http://www.raisingspecialkids.org

Resources
• Pilot Parents of Southern Arizona, http://pilotparents.org/
• Tribal/Regional Behavioral Health Authorities (T/RBHA)
– http://www.azdhs.gov/bhs
• AFCCA Foundation for Children,
http://azfoundationforchildren.org/school-nurse-information/
• United Health Care Children’s Foundation, http://www.uhccf.org/
• Community Health Centers, http://www.aachc.org/what-is-a-healthcarecenter/map/
• Keogh Foundation, http://keoghhealth.org/contact-us/
• Office for Children with Special Health Care Needs,
http://www.azdhs.gov/prevention/womens-childrenshealth/ocshcn/index.php

THANK YOU
Rita Aitken | Education & Advocacy Manager
rita.aitken@azdhs.gov | 602-542-1860
azhealth.gov

@azdhs
facebook.com/azdhs
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