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EXECUTIVE SUMMARY
The purpose of this study was to compare and expand upon a previous 2000 study of pediatric home care services in order to identify services available in the State of Connecticut for episodic care (skilled nursing visit) needs and extended (shift) care needs for the chronically ill and the technology dependent child within the context of a nursing shortage. The 2000 study documented the availability of home care staff among a small group of licensed home care agencies and identified agency obstacles in recruiting and retaining pediatric staff.  The 2006 study focused on the availability of services for pediatric patients, in particular for children with complex care needs.
 This pediatric homecare survey was conducted by Alisa Haight Undergraduate Student at UCONN and Sharon Gauthier RN/BSN Graduate Student at the University of Hartford and assisted by Mariette McCourt RN/MSN, MA, preceptor, from the Legislative Public Health Committee.
This survey used a questionnaire to identify the challenges Connecticut home care agencies face in providing services to the growing number of medically complex and the technology dependent pediatric patients created in part by the ongoing nursing shortage.  Connecticut currently ranks 9th in RN/100,000 population ratio; however the 20-year projection shows that Connecticut will have the second highest decline in nurses in the country.  A 2003 survey of families with special needs children, many of whom were moderately to severely disabled, conducted by the Department of Public Health and prepared by Matrix PHC, revealed the impact of the nursing shortage on families in that:

· 17% of families received needed home care services but 31% did not receive the needed services.  Families reported receiving approval for in-home professional services but then could not get the hours filled or obtain back-up staff when needed.

· Lack of continuity of staffing necessitated the family to constantly familiarize new staff with the child’s home care needs. 

This 2006 home care agency survey tool included several questions from the 2000 Pediatric survey that focused on challenges related to home care staff recruitment and retention.  Additional questions for the 2006 survey were developed with input from Karen Zarenda, Chair, CT Family Support Council and the Department of Public Health staff.  In addition to the survey, informal discussion with acute/subacute hospital pediatric discharge planners and statewide durable medical equipment vendors supplemented the survey information about the issues of home care that reflects the burden on hospitals as well as the family.
Highlights of the Survey Responses
· A total of 91 agencies/branches were contacted and 70 agencies/branches (77%) completed the survey either by phone or email.  Thirty-four (49%) agencies and/or branches of large statewide agencies responded that they provide pediatric home services that could include well baby visits, skilled nursing visits - episodic care (3 hrs or less per day for medical crisis) or both episodic care and extended shift care (more than 3 hrs per day of care).  Of these 34 affirmative responses:
· Twenty (20) agencies (59%) provide only episodic skilled nursing visits.
· One agency provides only extended shift care.
· Seven (7) home care agencies and 6 agency branches (thirteen agencies/branches) provide both episodic and extended shift care.  
· Eighteen (18) of the 34 respondents described their payer mix as 50% Medicaid and 35% private insurance. Eight percent (8%) reported providing services to the uninsured. 
· Agencies identified the top five pediatric diagnoses associated with home care services as Mental Retardation, Cerebral Palsy, respiratory diseases, Cystic Fibrosis, and premature infants. 

· Of the 34 agencies that provide pediatric home services, twenty-two (22) agencies responded to the question about the type of technology services the agency accepts: 14 agencies (64%) accept pediatric ventilator cases, 17 (77%) accept children with tracheotomies and 7 agencies (32%) directly provide infusion therapy; most agencies outsource these services.
· In the 2000 study 93% (N=15) of agencies were generally able to provide continuity of care with consistent personnel assigned to the family compared to 90% in the 2006 study. 
· Twenty-one (21) of the 26 respondents to the question about shared coverage reported “rarely” (81%) and 5 (19%) reported “sometimes” sharing coverage with another agency to consistently fill the prescribed home care hours for children with a high number of home-based service hours/week.
Key Challenges for agencies providing in-home services for the medically complex child  
Home care agency respondents identified the following challenges in meeting the technology dependent or seriously ill child’s needs in the home:
· Recruitment and retention of staff was identified as the top issue in both the 2000 and 2006 surveys.  While the nursing shortage has affected the delivery of healthcare in general, shortage of specialty nurses needed for technology dependent and complex pediatric patient care in the community is greater.  
· Medicaid reimbursement is on average approximately 20% lower than the private insurance negotiated hourly home care rates.  This adversely impacts home care agencies with a higher Medicaid payer mix to provide in home services in that:
· Nursing staff may be less willing to accept complex Medicaid clients with shift care needs, contributing to inconsistent coverage of prescribed hours and lack of available ‘backup’ coverage for unfilled shifts.
· Agencies are less apt to subcontract with another agency to fill hours as costs to the primary agency are higher than the Medicaid hourly reimbursement rate.
· Some agencies have limited financial capacity to systematically train and certify professional staff competency for complex pediatric cases.
· Medicaid does not reimburse for licensed social worker services in the home; agencies provide social work services to at-risk families knowing there is no reimbursement for the services.
· Families ineligible, by income, for public programs, often find themselves “underinsured” in securing services, including in-home care, for their child.  Private insurers may cap critical services by calendar or lifetime amounts. Families often incur financial burdens in paying for needed services out-of-pocket. 
Participant recommendations: (home care agencies, hospital discharge planners and durable medical equipment companies):

Staffing resources 
· Develop an academia-based pilot program for registered nurses interested in pediatric nursing to develop the required skills for community-based care of the technology dependent patient with a commitment to a home care agency for a specified amount of time.
· Develop a daycare pilot program associated with an acute care pediatric hospital and staffed with professional nursing staff that allows the inclusion of technology-dependent children.

·  Evaluate the need for additional pediatric sub-acute care settings.

· Agencies discussed the underutilization of respiratory therapy and the need to evaluate this field as a staffing resource especially for the technology dependent child with a tracheotomy/ventilator). Allow respiratory therapists to cover some of the shift care for ventilator-dependent children.
· Increase the Medicaid hourly reimbursement rate for shift care to 90% of the average private payer rate.  The average private payer rate is $50/hour; the current Medicaid rate is $41/hour, about 82% of the private payer rate.
· Provide a Medicaid reimbursement mechanism for shared coverage with another agency.  
· Provide a health insurance “buy-in” program for home care staff ineligible for the home care agency employer health insurance.
Family health coverage
· Provide a health insurance “buy-in” program for wrap around services for families ineligible for or unable to access public programs to supplement their commercial insurance coverage and reduce the burdensome out-of-pocket expenditures incurred by underinsured families.  
· Provide a mechanism for private insurers to:

· Convert rehabilitation inpatient benefits to in-home benefits.

· Create extraordinary care riders that families could purchase to cover unanticipated services needs that are excluded from or exceed their benefits.

Future Consideration
·  Training for specialized staff is a topic needing more discussion

· Specific data related to hospital discharge delays is needed
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