Community Pathways:  Early Intervention and Community Connections for Hospitalized Children
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Hospital Early Intervention (HEI) is a comprehensive child development program that serves children age birth to three who are expected to be hospitalized for at least one month and qualify for Early Intervention Services under the Individuals with Disabilities Education Act (IDEA).  The primary mission is to empower families of medically fragile infants and toddlers to advocate and access comprehensive health, social, and educational services for their children by providing information and support.  

Children are followed after discharge from the hospital until they are connected with a community provider.  Because of the high degree of medical and psychosocial complexity of many of these children, the Family and Developmental Specialists may provide extended support due to difficulty connecting children with services or repeated admissions to the hospital.  The Family and Developmental Specialists work with hospital and community personnel to assure understanding of the medical and follow-up needs of the child.



Interventions and Desired Outcomes:
      


History of Hospital Early Intervention Community Pathways Project:
· 1999: UNC develops pilot project in collaboration with local Early Head Start- 5 slots allotted for Orange County infants/toddlers inpatient at UNC Hospitals
· 2001:  Duke Endowment funds UNC Site for 25-30 slots – Program further developed with protocols and training manual

· 2002:  Hospital Early Intervention Advisory Committee established by NC Early   

      Intervention Program; Early Head Start funding ends
· 2002: Duke Endowment funds projects covering 6 additional hospitals and funds UNC to provide technical assistance for replicating the model – Smart Start funds 2 sites

· 2003: NC Early Intervention Program contributes for wait listed children  

· 2004: NC Early Intervention Program assumes partial funding of UNC site following expiration of Duke Endowment site grant

	Hospitals with Duke Endowment Funded Replication Grants
	Hospitals with Smart Start Funded Hospital Early Intervention Grants
	Other Collaborating Partners

	· Carolinas Medical Center, (UNC-Charlotte)-Charlotte

· Duke University Medical Center-Durham

· Forsyth Hospital/NC Baptist Hospital (Wake Forest Univ)-Winston-Salem

· Mission Memorial Hospital-Asheville

· New Hanover Regional Hospital-Wilmington
· UNC Hospitals (UNC –Chapel Hill)-Chapel Hill
	· Wake Medical Center Raleigh

· Women and Children’s Hospital-Greensboro
	· Cape Fear Valley Regional Medical Center, Fayetteville, NC (NICU Follow-up Clinic)

· Pitt Memorial Hospital, (East Carolina University School of Medicine)-Greenville, NC 




Key Outcomes:
· Over the past three and a half years, the UNC Hospital Early Intervention program has served a total of 474 children and their families. In the past year the HEI expansion sites have a total of 133 infants for whom we have collected research data. A total of 5,022 interventions were provided at all sites since January of 2001. 

· Increased Perceived Empowerment on Family Empowerment Scale 

All Hospital Early Intervention sites (UNC and the 6 expansion hospitals), have shown a statistically significant increase in perceived family empowerment which reflects the main mission of the project – to empower parents to negotiate health, social and educational systems and to advocate for their children’s needs being met. 

· Decreased Expressed Needs on Family Needs Survey

The Hospital Early Intervention expansion sites obtained a statistically significant reduction in reported family support needs OVERALL, as well as in 4 of 6 FNS subscales - indicating a decrease in perceived family support need, between pre- and post-HEI

· Decreased Age at Enrollment in Early Intervention

The average age of infants at Enrollment into the HEI program at the replication sites was 6 days. (UNC site serves entire hospital–ages 0-3-so average age is higher at 45 days).

The average age of entry into NC Infant Toddler Program for HEI infants was 65 days.
The average age of referral to NC Infant Toddler Program for all children is~15 months
· Neurodevelopmental Tool: Protocol to Assess Neurodevelopment in Infancy (PANDI) developed and being disseminated. Among the parents of children receiving the PANDI, pilot shows correlation between higher perceived understanding of child development and parental report of lower stress and higher self-confidence 

What are Parents and Professionals Saying about Hospital Early Intervention?


Parent:  I felt she was supportive but not intrusive.





Decreased needs reflected on Family Needs Survey


Increased perception of Empowerment on Family Empowerment Scale


Decreased time elapsed from referral to Early Intervention service delivery


Parent/Provider Satisfaction


Replication at other hospitals


Neurodevelopmental Assessment tool


Improved pre-service and continuing education





Informational Support


Emotional Support


Community Support


Financial Support


Child/Attachment Support


Developmental Support





Educate, Empower, and Enable Parents





Parent:  I had a child in the same NICU 8 years ago, and I felt like … just another parent asking stupid questions. This time there was someone to stand with me and help me understand what was happening with my child.





Hospital Professional and Parent of 27-year old with Developmental Disabilities:  If I had had this program when she was a baby it would have changed my life.  I had to do everything on my own and it was very difficult. Sometimes I barely held on.





Children’s Developmental Services Agency Director: Overall, though, the HEI program has been a blessing, not just to our families, but to me and my staff.  We are not used to getting such universal praise and thanks!  We are thrilled that we have been able to be a part of what you started.





Parent:  I thank her and love her for what she has done for me and my daughter.  Thank God for people like her.





Parent:  It should be done in more hospitals and clinics.





Parent:  It’s difficult to stay strong with your child hospitalized.  Plus, with no income, the vouchers made a HUGE difference.





Parent:  Setting up Early Intervention so early made it possible for my baby to be enrolled as soon as he came home instead of months later.





Parent:  I really learned about how much it helps to talk to someone once a week about my daughter and understand the doctor more. It’s very helpful.





Parent:  The most helpful part was the assistance with the gas cards. They allowed me to be at the hospital every day to bond and nurture my girls.





Parent:  [need to have] . . . larger staff for more assistance to each family . . . our Family/Developmental Specialist was great but she seemed in demand – but she’s that good!








