CHILDREN WITH SPECIAL HEALTH CARE NEEDS:  

A PLAN OF ACTION 

EXECUTIVE SUMMARY

In an era when federal and state initiatives are aggressively promoting home and community-based supportive living for aging adults and adults with disabilities, children with disabilities are conspicuously overlooked.   The quality of their health care, accommodation, legal representation, and services in general is frequently substandard and inconsistent.  A large percentage of those children are underinsured.  Many experience delayed discharge from hospitals and institutions for lack of access to available home care services.  Their families are often unaware of the programs for supports and services their children may be eligible for, and are often burdened with negotiating multiple-agency pathways to get assistance for their children.  

Too many Connecticut families confront disturbing choices in order to access health care for their children with disabilities, including an over-reliance on institutional care. Connecticut children with disabilities need flexible options to supplement existing insurance coverage to access better care and conserve state resources.  

Families would benefit from initiatives to recruit and retain a well-trained home and community-based workforce that offers creative alternatives to institutional care, and provide information and advocacy to protect their rights.  Perhaps most importantly children with disabilities need to be recognized and valued as the children and citizens they are.  The development of effective home and community-based services and supports would both meet the care needs of the children and significantly conserve state resources.  Through raised awareness and education about who the children are and how they can contribute to their communities, the quality of services and subsequently the children’s quality of life will improve drastically.

This report represents the summation of the Child Advocate’s Initiative on Children with Disabilities and Complex Medical Conditions to date.  A broad and inclusive coalition of partners has mobilized to explore alternatives to optimize resources, improve access to care, and improve the quality of life for Connecticut children with disabilities and chronic medical conditions.  Recommendations have been developed for a comprehensive strategy to improve the circumstances of children with disabilities in the following six priority areas:  Access to health care coverage, home and community-based workforce development, integrated child care, legal resources, accountability, and public awareness.  

RECOMMENDATIONS

Access to health care coverage and care

A combination of six programs and waivers are presented that will most efficiently and effectively support children in home and community-based settings. They include extending eligibility for SSI, expanding HUSKY Plus benefits, and seeking alternative Medicaid waiver and state plan options.   Combining two or more of these options will ensure appropriate health care coverage and home supports for children with maximum subsidies from the federal government.  There are states with multiple Medicaid waivers designed to serve different populations of adults and children with disabilities. To ease the administrative burden to the state, pursuing just two options for expanding access to Medicaid is recommended at this time:

· Fully fund all 200 slots on the Katie Beckett Medicaid Waiver. 

· Amend the state Medicaid Plan to take advantage of the Medicaid buy-in option of the Family Opportunity Act.  

Home and community-based workforce development

· Assess and quantify the unserved and underserved populations of children and their needs for services.
· Assess workforce needs, both professional and paraprofessional.
· Define barriers to development of a willing and able workforce.
· Develop initiatives to attract and retain a well-trained work force.
· Develop administrative supports for home and community-based agencies to enable recruitment and retention of qualified staff.
· Develop supportive educational and training initiatives.
Integrated child care services

· Assess capacity and needs for expanding capacity to serve children with disabilities in Connecticut child care centers.
· Identify funding streams for child care services that accommodate children with disabilities.
· Adjust regulatory language defining “home” for Medicaid-reimbursable home health nursing services.
· Extend benefits in home and community-based waivers or other state plan options for coverage of child care services where health supports are indicated.

· Develop resources for training and technical assistance for child care centers.
· Establish standards of best practice for child care.
· Consider state treasury bond funds for development of integrated child care 
centers on Connecticut college campuses for combined training and service 
provision.
Legal resources

· Establish a permanent legal resource following a “center of excellence” model designed to promote best practice through the development of professional standards and guidance, training, advocacy, and information for children, families, and all professionals interacting with them.

· Identify opportunities to broaden the base of legal advocates through recruitment and supportive initiatives.

Accountability

· To ensure accountability and promotion of quality services, transform the family support oversight and advocacy by the Connecticut Family Support Council, housed administratively in the Department of Mental Retardation, into an independent and comprehensive planning, implementation, oversight and accountability structure.  The five state agencies that serve children with disabilities would form the Children with Special Health Care Needs Partnership "to improve health care access, quality, and family support for children with disabilities or complex medical conditions.”  
· The agencies would be mandated to report to an Oversight Council (formerly the Family Support Council).  
Public awareness

· Conduct community focus groups to determine prevalent attitudes towards children with disabilities and opportunities for education and raising awareness.

· Conduct a review of public awareness initiatives regarding children with disabilities and assess for designs predictive of positive impacts.

· Develop a comprehensive public awareness campaign to improve attitudes and subsequently services and opportunities for children with disabilities.
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