
 

 

What is the problem?  

Hundreds of children with disabilities are growing up in congregate care facilitiesi even though family-based 
alternativesii are desirable and feasible.  

How do children get into congregate care facilities?  

Children are placed in congregate care by a legally authorized decision-maker—usually by a parent, sometimes 

by an appointed guardian, or sometimes by CYF following restriction of a parent’s rights.   

 

Why are children placed in congregate care facilities? 

Many factors contribute to placement of children in congregate care—usually multiple factors affect each child 

who is placed.  Common contributing factors include the following:  

For children placed in congregate care by a parent: 

 Lack of adequate support to care for a child with complex medical or behavioral needs 

 Inadequate housing and/or transportation for child with physical disabilities 

 Lack of family support such as respite or in-home assistance 

 Unavailability of adequate nursing, home health and personal care services from the Medical Assistance  

program 

 Lack of funding for supports not covered by Medical Assistance, such as home modifications and respite 

 Competing parental responsibilities for other children, grandparents and/or other family members 

 Family inability to afford the costs related to their child’s needs  

 Child care needs prevent or limit parent employment  

 Limited awareness/knowledge of regular Medical Assistance services like “personal assistance for children”  

 Long waiting lists for family supports and services    

 Parent illness or disability 

 No voluntary option available for another family to care for child (use of foster care would require 

relinquishment of parental rights)  

For children placed in congregate care by CYF: 

 Lack of an available foster home  

 Low rates for Medical Foster Homes which have not been increased for twenty years 

 Inadequate nursing or home health supports from the Medical Assistance program for foster families 

 Inadequate provision of respite services for foster families 

 Caseworker assumptions that available foster families would be unwilling or unable to care for children with 

disabilities  
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Systemic factors: 

 Resources disproportionately directed to congregate care instead of family support 

 Limited Medicaid waivers that support community alternatives to congregate care 

 Access to congregate care facilities considered an entitlement while access to family support considered 

optional  

Who pays for children’s placement in congregate care facilities?   

The vast majority of placements are funded by the Medical Assistance program (either directly or through 

managed care organizations) and/or the child welfare system.  Additional payers may include private insurance, 

private pay, base funds provided by counties, the juvenile justice system, school districts and the department of 

education. 

 

How can we solve the problem? 

The factors that contribute to placement of children in congregate care are complex and will require multiple 

strategies to solve.  The following actions would contribute significantly to reducing the number of children 

growing up in congregate care facilities.  Each of these elements has been demonstrated to work in other states 

and some have been demonstrated in a limited way in PA. 

 Policy  

o Prioritizing family life over congregate care for children 

o Prioritizing resources for family support 

o State agencies working together with a comprehensive plan 

 Resources 

o Flexible array of services and dollars directed to family support 

o Increased awareness of “personal assistance for children” and how to access that and other EPSDT 

services 

o Access to Medicaid waivers providing community support as an alternative to facility placement for 

children of  all ages and for all developmental disabilities 

o Amendments to waivers to expand services (including partner families) and number available  

o Recruitment and development of partner familiesiii 

 Processes 

o Permanency  planning for children currently living in congregate care or at risk of admission 

o Permanency outreach facilitators to help families explore alternatives prior to placement and 

connect to the resources necessary to enable children to live in family homes 

o Tracking of all children with disabilities living long-term in congregate care facilities 

 

 

                                                           
i
 “Congregate care” is a living arrangement characterized by a facility housing multiple individuals with special needs. It can 
take many forms including nursing facilities, disability services institutions, residential treatment facilities, psychiatric 
institutions, children’s institutions and group homes. While some congregate care facilities are designed for long-term care, 
other facilities designed for a short-term need become congregate care when extended to a long-term residence. 
 
ii
 Family-based alternative means living with parents, other relatives, or other families.   

 
iii
 A “partner family” is a living arrangement where parents voluntarily choose another family to share care for their child on 

a part-time or full-time basis while they continue to be closely involved and maintain their parental rights and decision-
making.  


