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ISSUE 

The PA Department of Human Services can apply its policies, practices, and funding 

resources to assure family life for children (0-21) with developmental disabilities 

currently living in or at risk of placement in institutions and other forms of congregate 

care. 

BACKGROUND 

Hundreds of PA children from birth to 21 with developmental disabilities live in 

congregate care settings. Use of family-based alternatives to congregate care is 

increasing nationally because it offers developmental advantages to children, preferred 

choices to parents, and economic advantages to systems. Federal and state laws and 

policies that require consideration of least restrictive environments obligate pursuit of 

family-based alternatives: supporting living with parents, other relatives, and other 

families.1   

 

Research and early child development experts offer clear evidence of the 

developmental benefits of family life with an available, responsive, nurturing, reliable, 

well-supported and consistent primary parental caregiver.2 A review of a century of 

pediatric and child psychiatric research concluded that the potential biological and social 

risks for young children of institutional care are inescapable and cannot be reduced to 

                                                
1
 See for example, Juvenile Act at 42 Pa.C.S. 6351, Social Security Act at 42 U.S.C. §§ 675(5), 

Americans with Disabilities Act regulations at 28 C.F.R. § 35.130(d) and the Developmental Disabilities 
Assistance and Bill of Rights Act at 42 U.S.C.A. §§ 15021 and 15001(c)(8). 
 
2
 National Research Council and Institute on Medicine (2000). From Neurons to Neighborhoods: The 

Science of Early Childhood Development. J. P. Shonkoff & D. A. Phillips (Eds). Board on Children, Youth, 
and Families, Commission on Behavioral and Social Sciences and Education, Washington, D.C.: National 
Academy Press. 
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tolerable levels even with massive expenditures.3  While quality of care no doubt 

influences the outcome, even studies of small, high quality, long-term residences with 

stable, highly trained and supervised staff, arrangements that include house mothers, 

and daily visits from parents, have found that children reared in family homes fare better 

than their group-reared counterparts.4 

 

Recognizing the drawbacks of institutionalizing children, and the opportunities to 

redirect resources to community services including HCBS Waivers and the recently 

expanded Medicaid EPSDT services, Pennsylvania closed admissions of children to 

state operated Intellectual Disabilities facilities in 1995. However, long term placement 

of children with disabilities in pediatric nursing style facilities, private ICFs/ID, and large 

community and campus based group homes continues.   

Though known to be in the hundreds, the actual number of Pennsylvania children with 

developmental disabilities in long-term congregate care settings is not clear and is 

difficult to ascertain.5 In response to a Right to Know Act (RTK) request, DPW reported 

119 children under age 21 in ICFs/ID in 2012 and an additional 236 beds in other 

congregate care facilities for medically fragile children.6  Information from the Bureau of 

Human Services Licensing identified 1400 children with intellectual disabilities and 233 

children with physical disabilities living in Child Residential Facilities in 2013.7  Claims 

data provided by ODP shows 293 children in group homes licensed under the chapter 

                                                
3
 Frank, D. A., Klass, P. E., Earls, F. & Eisenberg, L.  (1996) Infants and young children in orphanages:  

One view from pediatrics and child psychiatry.  Pediatrics, 97 (4) 569-578.  
 
4
 Sagi-Schwartz, A. & Aviezer, O. (2005). Correlates of attachment to multiple caregivers in kibbutz 

children from birth to emerging adulthood: The Haifa longitudinal study. In K. E. Grossman, N. K. 
Grossman, & E. Waters (Eds). Attachment from Infancy to Adulthood: The Major Longitudinal Studies (pp. 
165-197). NY: Guildford Press. For a general review of literature relevant to congregate care of children 
with disabilities, see also, Rosenau, N. (2010) Precarious Pathways: Use of Residential Congregate Care 
by Children with Developmental Disabilities. Available at www.everychildtexas.org    
 
5
 Healey, Elisabeth. (2007) Congregate care for children with disabilities: Understanding children’s needs, 

stakeholder perspectives, alternatives and opportunities. Section II Public Administrative Records Review 
available at www.imaginedifferent.org/resources  
 
6
 DPW response, dated March 25, 2013, to Right to Know request number 13-RTKL-044, submit by the 

Disability Rights Network of PA 
 
7
 Copies of each of the reports identified in this paragraph are available upon request. 
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6400 regulations and 141 children in ICFs in the month of September 2014. While this 

does not include children in larger facilities licensed under the chapter 6400 regulations, 

DRN visits to a few of such facilities show that there are at least dozens of children 

there as well. 2013 AFCARS (child welfare) data shows more than 500 dependent 

children with disabilities other than emotional/behavioral disturbance living in 

congregate care facilities.    

The above data appears to be both overlapping and incomplete. The RTK report states 

that DPW does not possess an existing record that contains the number of children 

under age 21 in facilities licensed under Chapters 3800, 6400, and 6600 for whom 

Medicaid pays all or part of the cost of medical treatment. Nor does it possess an 

existing record of lengths of stay in such facilities.  No centralized, uniform information 

system on service utilization and cost is available, rendering critical information difficult 

if not impossible to obtain. Currently, there is no straightforward method to track the 

number of children in congregate care or to analyze resource use or cost effectiveness.  

Supports lacking for families 

While the expansion of EPSDT services has provided a sufficient safety net to preserve 

families for many children with disabilities across the state, there are still hundreds for 

whom those services are insufficient, putting children at risk for facility admission in 

spite of family desires to keep their children at home. Respite, home modifications and a 

variety of other vital services are not covered by EPSDT.  While these critical services 

are available in HCBS waivers, these waivers are unavailable to most children. 

Additionally, Pennsylvania has no waivers for children under the age of 18 with complex 

physical and medical needs who do not have intellectual disabilities. An alternate family 

living arrangement is available to only a relative few through the Consolidated waiver for 

people with Intellectual Disabilities, for which there is a long waiting list, and children 

residing in institutions are rarely even put on the list8. For some families with a child with 

complex needs, substandard housing or poverty challenge their ability to provide safe 

                                                
8
 According to the DPW response to the RTK request, only 7 of the 119 children residing in ICFs/ID in 

2012 had a PUNS done, and only one was on the emergency waiting list.  A parent recently reported that 
her request to have her two institutionalized children placed on the emergency waiting list was turned 
down.    
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care at home. Waiver funds cannot be used to provide housing, and base funds are in 

short supply.  

Children in the child welfare system 

Children with developmental disabilities in the child welfare system are at particularly 

high risk of growing up in facilities.  Many youth with disabilities in care are not provided 

adequate access to core child welfare services that could enable family living or support 

preparation for adulthood. Case-workers, while well-intentioned, sometimes assume 

that a child with disabilities is undesirable and burdensome to families, and thus extend 

little effort towards foster care or adoption. They may similarly assume that an older 

child with disabilities could not benefit from training in independent living skills.9  

 

Medical foster care has been used successfully for children with complex medical 

needs, but has not been used consistently in all counties and has not seen rate 

increases in two decades10. Willing foster families have been unable to welcome 

children into their homes, as current financial and other supports are significantly 

lacking.  Waiver services that could support family living have not been considered an 

option for children in CYF care. Despite the fact that youth with disabilities are over-

represented in the child welfare system, no state system or protocol is in place to guide 

the transition process for youth in CYF care to ensure that the required actions are 

completed before their case is closed with the child welfare system when they enter 

adulthood.  Without clear systems in place, many youth fall through the cracks and end 

up in institutional care or find their health and well-being at serious risk.   

 

Sharing this concern, the Medical Home/Transition Sub-Group of the DPW stakeholders 

group on the Health of Children in Foster Care prepared and submitted 

                                                
9
 Supporting Family Life for Children with Disabilities: What We Know and Don’t Know, Nancy Rosenau, 

in Impact: Feature Issue on Children with Disabilities in the Child Welfare System, v. 19, no. 1, Fall/Winter 
2005/06 (University of Minnesota, Institute on Community Integration), available at 
https://ici.umn.edu/products../impact/191/191.pdf; and Precarious Pathways: Use of Residential 
Congregate Care by Children with Developmental Disabilities, Nancy Rosenau (February 2010), available 
at www.imaginedifferent.org/resources 
 
10

 See Special Transmittal re Medical Foster Care, dated July 1994, and Medical Foster Care Services for 
Children Served by County Children and Youth Agencies Survey, dated December, 2011, attached. 

https://ici.umn.edu/products../impact/191/191.pdf
http://www.imaginedifferent.org/resources
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recommendations to the Department on November 19, 2014, which have been taken 

into consideration in developing this document. (See attached.) 

Permanency planning 

Once a child is placed in congregate care, there is little if any focus on supporting the 

child’s return to live with his/her original family, or another loving family. Across the 

various service systems responsible for children with developmental disabilities, there is 

no system or protocol to either prevent a child’s placement in a facility or ensure return 

from a facility to family life.   

Permanency is a policy framework and a set of practices grounded on the principle that 

a stable family life and enduring relationships with adults are essential to the 

development and well-being of children. Federal legislation has required permanency 

planning as a central feature of child welfare policy since the 1970s. However, research 

nationally shows that permanency planning has not been well-implemented for children 

with disabilities in the child welfare systems and has not been extended to the disability 

service systems with notable exceptions.11 Child welfare systems tend to lack disability 

expertise and the disability systems tend to lack permanency planning expertise.  

Pennsylvania is no exception. 

In states that have adopted permanency principles, the combination of imaginative 

family-based support systems and permanency-focused practices before and after 

congregate care placement have been effective in advancing family life for all children. 

For example, Texas tracks and requires semiannual permanency planning for all 

children with developmental disabilities living in congregate care facilities through both 

the disability services and child welfare systems.  In addition, the concept of “partner 

families” is used in Texas whereby a child’s parents, with the help of a trusted facilitator, 

voluntarily choose a family that receives financial support to share child-rearing 

responsibilities. These system changes have contributed to significant reductions in the 

                                                
11

 Taylor, S. J, Lakin, K. C., Nd Hill, B. K. (1989) Permanency planning for children and youth:  Out-of-
home placement decisions. Exceptional Children, 55(6), 541-549. 
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use of congregate care by children with developmental disabilities.12 Descriptions of 

some of these state experiences have been considered in development of this paper.  

Options for consideration 

Pennsylvania’s resources continue to be used to support expensive congregate care 

settings while creative possibilities for funding services to support family-based 

alternatives are not being fully explored. This memo offers some suggestions to explore.  

The Coalition offering this memo represents major statewide organizations and 

stakeholders dedicated to ensuring that children with disabilities grow up in loving and 

supported families. Its work under the title of Imagine Different has been funded by a 

grant from the Pennsylvania Developmental Disabilities Council. This grant has led to 

the development of a series of excellent workbooks that describe the desired changes 

and experience of other states in implementing them.  (See attached.)  

The Imagine Different Coalition offers this analysis and set of recommendations to the 

Department of Human Services in a spirit of partnership towards the common aim of 

advancing the welfare of children in our commonwealth. We are eager to serve as a 

resource and collaborator. 

OPTIONS 

Suggestions to address alternative system strategies to congregate care for children 

with developmental disabilities are listed below. The discussion section that follows 

provides additional details and rationale for the various options.  

1. Waiver Funding Options  

A. Amend current ODP and OLTL 1915c HCBS waivers to ensure waiver coverage 

for all children with developmental disabilities in or at risk of placement in 

congregate care facilities 

OR 

                                                
12

 Permanency Planning and Report (Oct 2014). Submitted to the Governor and the Texas Legislature in 
Response to S.B. 368, 77th Legislature, Regular Session, 2001. Available at: 
www.hhsc.state.tx.us/reports/2014/SB368-permanency-planning-report-072014.pdf  

http://www.hhsc.state.tx.us/reports/2014/SB368-permanency-planning-report-072014.pdf
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B. Establish one new HCBS waiver to cover all children with developmental 

disabilities in or at risk of placement in congregate care facilities 

2.  Funding Options Specific to Children with Developmental Disabilities in the 
Child Welfare System  

A. Improve and expand CYF funding for Medical Foster Care.  

AND/OR 

B. Provide access to Medicaid HCBS waivers (with amendments described in #1 

above). 

 3.  Implementation Components Needed in Conjunction with Funding Options 

 

A. Establish policies and practices that assure permanency planning  

AND 

B. Prioritize resources and access pathways to achieve family life 

 

DISCUSSION:  

1. Waiver Funding Options 

A. Amend current ODP (Consolidated and Autism and Person/Family Directed 

Support) and OLTL (OBRA) 1915c HCBS waivers: 

 Lower the ages to begin at birth 

 Assure comparable family support services are available in all waivers  

 Assure Lifesharing as a service in all waivers, including  partner families, that 

share child rearing responsibilities with birth/adoptive family  

 Assure medical oversight for children with complex medical conditions in life 

sharing or partner family homes 

 Require that all support coordinators or other case-management entities 

under all waivers are annually trained in and governed by permanency 

planning principles and practices 
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OR 

B. Establish one new HCBS waiver to cover all children with developmental 

disabilities in or at risk of placement in congregate care facilities: 

 Include all the services/supports from each of the existing waivers in the new 

HCBS waiver.  

 Assure Lifesharing as a service in the waiver, including lifesharing with 

partner families that share child-rearing responsibilities.  

 Assure the children’s waiver automatically converts to an adult waiver for 

each child reaching adulthood or allow the children’s waiver to continue into 

adulthood as long as the child remains with the family, and then convert to an 

adult waiver or continues until adult services are put into place. 

Both funding options utilize Medicaid HCBS waiver services as a mainstay for support 

of family-based alternatives to congregate care. No State Plan amendment is suggested 

as waivers are well-suited to supporting alternatives to institutions.  Waivers are utilized 

across the country for family-based alternatives to congregate care and offer the 

advantage of capturing federal matching dollars.  By design, waiver costs are offset by 

the cost of care that is currently incurred or would be incurred in an ICF/ID, ICF/ORC, 

facility for medically fragile children, hospital or group home. Pennsylvania’s 

Consolidated Waiver application projects cost savings of more than $50,000 per person 

served in the community rather than in an institution such as an ICF/ID.  Waiver costs 

for children should be significantly less expensive than for adults due to availability of 

education services.  Family-based alternatives will often be less expensive than 

congregate care because birth and adoptive families provide care and assume 

expenses that would otherwise be incurred in congregate settings (e.g. direct care, 

housekeeping, etc.)  

In comparing the two funding options, amending existing HCBS waivers would 

involve modification instead of creation of new service frameworks including 

administrative roles, information, and training systems. In addition, children would be 

able to transition to adult services seamlessly.  Creating a new waiver for children 

would ensure that children would not be competing directly with adults for waiver slots 
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and would focus expertise on child development in a system that is otherwise largely 

adult-oriented.  A single children’s waiver would reduce the confusion around multiple 

waivers and would add to uniformity and child-oriented programming. However, 

transition issues would remain complicated when the child ages out of the waiver. 

In all options, costs may increase if uptake exceeds the current rate of facility 

admissions and facilities are able to fill vacancies created as children leave. 

 

2. Funding Options Specific to Children with Developmental Disabilities in the 

Child Welfare System 

 

A. Improve and expand CYF funding for Medical Foster Care 

 Clarify that MFC includes, but is not limited to, any child with a developmental 

disability who is at risk of being placed in congregate care 

 Raise rates based on “difficulty of care” criteria to attract and retain families 

supporting children with complex needs 

 Assure that significantly more respite is available to foster families than is 

currently available 

 Assure access to specialized services comparable to those recommended for 

the waivers (described in #1 above) 

 Assure medical oversight of medical foster homes  

 Assure that the appropriate service systems, through an interagency 

agreement that is measurable and monitored, have collaborative processes in 

place that ensure and facilitate access to waiver services during transition to 

adult life, starting at least two years prior to discharge from care  

 Address other issues raised by the CYF stakeholders’ sub-committee. (See 

attached report.) 

 

AND/OR 
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B. Provide access to Medicaid HCBS waivers (with amendments described in #1 

above)   

 Amend, clarify, and coordinate the policies and practices of OCYF, OMAP, 

ODP and OLTL as part of an interagency agreement to ensure that children 

can be enrolled in waivers while under the supervision of CYF when CYF 

services are inadequate to address their specialized needs. 

 This agreement should clearly delineate the programmatic and financial 

responsibilities of each agency, including the process of applying for waiver 

services, which agency is responsible for which costs, which set of licensing 

requirements apply to the potential family homes (if they are inconsistent), 

and who is responsible for oversight.   

 Provide annual training to CYF case-workers, supervisors and administrators 

on the available HCBS waivers, what they offer, and how to apply.   

 Require and define a collaborative process between CYF case workers and 

those responsible for administering HCBS waivers to ensure enrollment as 

soon as the need is determined. 

 

Raising MFC rates, adding more respite, providing specialized services and training, 

and other benefits will enable the recruitment of more, and better equipped families and 

thereby enable the state to fulfill its obligation to ensure safety and well-being in the 

family setting most appropriate to a child’s needs. 

While many HCBS waivers can serve youth age 18-21 and some under 18, as a matter 

of practice most counties do not enroll youth in the child welfare system in HCBS 

waivers until they are discharged from care.  This can lead to youth remaining in overly 

restrictive and expensive congregate care when community alternatives supported by 

HCBS waivers are feasible.  It also makes transition to adult disability services much 

more difficult.  The recommendations of the Medical Home/Transition Sub-Group, 

submitted to the Department on November 19, 2014, include a requirement that children 

who will need HCBS waiver services as adults be enrolled in the appropriate waiver 

prior to being discharged from care to ensure a successful transition.   
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Expansion of Life-sharing, respite, community integration and other waiver benefits 

would enable family life for children with disabilities for whom traditional foster care has 

been inadequate, as well as provide support that would enable youth between ages 18 

and 21 who are in care to move to a less restrictive setting or prepare for independent 

living with seamless discharge to the adult disability system.
13

 

Assuring waiver slots for children in the child welfare system would require expanding 

waiver slots to avoid competing with the disability system waiting list for HCBS waivers. 

If waivers are made available to children in the child welfare system, CYF could pay the 

room and board and other non-MA reimbursable costs, and possibly use its resources 

to pay the state share of the cost of waiver services.    

 

3.  Implementation Components Needed in Conjunction with Funding Options 

Regardless of which of the above funding options are chosen, the following actions are 

needed to accomplish the goal of assuring family based alternatives to congregate care 

for all children with developmental disabilities:   

A. Establish policies and practices that assure permanency planning  

 Institute permanency planning prior to facility admission and periodic reviews 

after facility admission for every child with a developmental disability in any 

form of long-term congregate care. 

 Establish mandatory competency-based permanency training for support 

coordinators, case managers, and other health care professionals involved in 

the development of individual plans for children. 

 Ensure that youth with disabilities in the child welfare system have full access 

to all child welfare services, especially permanency planning and independent 

living services. 

 Provide for a uniform, timely and accurate depiction of the cost and utilization 

of services for all children receiving long term care services and support in 

facilities or through HCBS waiver systems. 

                                                
13

 Under PA law, youth can stay in the child welfare system until age 21. 
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AND 

B. Prioritize resources and access pathways to achieve family life 

 Prioritize the availability and funding of family-based HCBS waiver services 

for children in congregate care, or at risk of being placed in congregate care. 

 Establish partner families as a paid service provider and fund supports, 

recruitment, and training of partner families. 

 Establish facilitators to work in conjunction with service system personnel to 

introduce and explore alternatives with families and guardians of children 

living in facilities or at risk of placement. 

 Assure flexible funding for non-Medicaid covered support to families to enable 

caring for/raising a child in a family home. 

Under any and all of the funding options, the establishment of clear statewide policy and 

practice guidelines is necessary to change the culture and outcomes with regard to 

congregate care for children. 

Implementation of some of the suggestions can be addressed within current budgets.  

Others will require additional funds. Improved family-based alternatives will reduce the 

need for congregate care.  Additional costs can be offset if use of congregate care 

decreases, thereby allowing redirection of current funds. Family-based alternatives offer 

economic advantages due to reduced administrative burden and operating costs 

compared to congregate facilities. Families provide child care, perform household 

duties, and absorb housing expenses that must otherwise be replaced at far greater 

cost in congregate care facilities. Family caregivers tend to be more stable than the 

ongoing cycle of facility staff turnover resulting in lower administrative management and 

re-training costs. Partner families are paid a daily stipend for 24-hour responsibility at a 

lower cost without over-time compared to staff hourly wages paid in congregate care.   

The Coalition is confident that providers and other system entities will agree to support 

the principles of Imagining Different and be willing to make necessary changes in 

services. Many providers are already in agreement with these principles and are 

working to develop family-based alternatives.  Experience in Texas found that large 
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congregate care facility providers altered their business plans over time to embrace 

family-based alternatives as they recognized their viability and the shift away from 

congregate care facility life for children.   

Prioritizing waivers for children in congregate care or at risk of admission will increase 

the likelihood that children will be raised in families and demonstrate choice of 

alternatives to institutions as required by CMS and Olmstead/ADA, thereby avoiding a 

potential DOJ threat or lawsuit.  

Uptake of family-based alternatives, thereby meeting corresponding policy goals and 

achieving cost benefits could be enhanced by use of facilitators. A “facilitator” is 

someone whose specific and focused role and responsibility is to achieve family life for 

children currently living in congregate care facilities or at imminent risk of admission. 

(See attached Facilitator Workbook.)  Families of children currently living in facilities 

may not initiate or initially welcome consideration of an alternative.  Considering the 

possibility of change requires much more than information about services--imagining an 

alternative involves exposure to what’s possible and time and energy to work through 

barriers.  Facilitators provide intense but time-limited activities until a plan to secure 

family life is developed and achieved.  Unlike support coordination, facilitators do not 

have an ongoing role with the family.  Experience in Texas (and other states) has 

shown that a designated facilitator role was pivotal to families electing alternatives and 

reducing congregate care use.   

For families who are unable to maintain or resume care of their children, funding, 

recruitment, and training of “partner families” offers another family-based alternative to 

congregate care.  Just as many non-disabled children are being raised in more than one 

home (e.g., sharing time between a mother’s and a father’s home or between a parent’s 

and a grandparent’s home, etc…), partnering in raising a child can alleviate burdens, 

enabling both families to do together what one family alone might find overwhelming.  A 

partner family is chosen by the birth or adoptive family and can provide a home for the 

child on a full-time or part-time basis. Experience in Texas has shown that increasing 

the availability of partner families contributed to reduced congregate care use.  Partner 

families are a child-oriented version of Life-sharing available in the Consolidated Waiver 
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that could be built into all waivers. A partner family arrangement can enable birth and 

adoptive families to participate more in their child’s upbringing than is possible in 

institutional settings.   

Experience in Texas suggests that requiring tracking all children with developmental 

disabilities living in congregate care and offering semi-annual permanency planning was 

instrumental in uptake of family-based alternatives and decreased use of congregate 

care. Establishing permanency policy and a training curricula specific to children with 

disabilities would be necessary to assure family-based alternatives are fully explored 

within both disability services and child welfare services.   As permanency principles 

include attention to adulthood, permanency policy and training could enhance transition 

planning.   

RECOMMENDATION:  

The Coalition’s overall recommendation is that the Department develop and implement 

a coherent framework that ensures each child with developmental disabilities in 

Pennsylvania has access to cost-effective, quality family-based services and support so 

that they can grow up in families who love them.  

The Coalition recommends that the Department continue to utilize its Medicaid HCBS 

waiver authority as a mainstay in planning and implementation of this framework and 

prioritize access for children with disabilities (including children in the foster care 

system) who are living in congregate care settings or at risk of admission. On balance, 

the Coalition views the option of amending existing HCBS waivers as the most 

expeditious and cost effective option available at this time.  

The Coalition further recommends that the Department begin to implement policy and 

practice changes to ensure that permanency principles are infused within and across all 

child-serving systems.  The Coalition views the prioritization of access to resources for 

children in or at risk of congregate care, the establishment of a facilitator, and 

information management and reporting as particularly critical. 
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NEXT STEPS: 

We ask that the Department convenes a core group of system representatives to work 

with the Coalition toward a system that supports family homes for children with 

developmental disabilities across the state.  

The combined group would examine options and recommend a course of action that 

ensures family life for all children as expeditiously as possible. The Coalition is 

committed to working with the Department in achieving timely long term solutions 

affecting the lives and future of children with disabilities across the Commonwealth. The 

Coalition remains available to the Department to offer ongoing technical assistance and 

support. 


