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Recommendations 
 

Introduction 
 

Special Health Care Needs. An extensive body of research indicates that children and youth 

entering foster care
1
 have a disproportionate number of chronic or special physical and 

behavioral healthcare and developmental needs:
2
  

• 25 percent have three or more chronic health conditions
3
 

• 20-60 percent of have a developmental disability or delay 

• 35-50 percent have significant emotional and behavioral health problems  

 

Compared to those in the general population, children in foster care are more likely to have 

“special health care needs.” The federal Maternal Child Health Bureau classifies children and 

youth with special health care needs (CYSHCN) in a non-categorical way that cuts across 

different types of diseases and medical conditions. By this definition, the child or youth 1) has or 

is at risk for having a physical, developmental, behavioral, or emotional condition and 2) 

requires health or related services of a type or amount beyond that required by children 

generally.
4
 CYSHCN often need more medical services (e.g., more frequent pediatric primary 

care, involvement of pediatric medical specialists), allied health services (e.g., physical therapy, 

speech therapy, etc.), mental health services, as well as early intervention/special education 

services and family support. 

 

Medically Complex and/or Medically Fragile. Within this broad category of CYSHCN are 

children and youth who are medically complex and/or medically fragile, and who cannot safely 

receive care in their own homes. These children and youth need “medically necessary” 

specialized health care services and often have conditions that can rapidly deteriorate, resulting 

in permanent injury or death.
5
  Many of these individuals have conditions that rely on medical 

equipment and technology, such as feeding tubes, intravenous therapy, urinary catheterization, 

etc.  

 

                                                
1
 In this document the term “foster care” refers to 24-hour substitute care for children placed away from their parents 

or guardians and for whom the State agency has placement and care responsibility. This includes, but is not limited 

to, placements in foster family homes, foster homes of relatives, group homes, emergency shelters, residential 

facilities, childcare institutions, and pre-adoptive homes. A child is in foster care in accordance with this definition 

regardless of whether the foster care facility is licensed and payments are made by the State or local agency for the 

care of the child, whether adoption subsidy payments are being made prior to the finalization of an adoption, or 

whether there is federal matching of any payments that are made.  45 CFR 1355.2 
2
 Government Accountability Office. Foster Care: State Practices for Assessing Health Needs, Facilitation Service 

Delivery, and Monitoring Children’s Care. GAO/HEHS-09-26. Washington, D.C. (February 2009). 
3
 Laurel K. Leslie, et al. (2003). Comprehensive assessments for children entering foster care: A national 

perspective. Pediatrics,  112(1 Part 1),134-142. 
4 McPherson, M., Arango, P., Fox, H., et al. (1998). A new definition of children with special health care needs. 

Pediatrics, 102, 137-140. 
5
 Myslewicz, M. & Garcia K.Y. (Oct. 2014). Services for Foster Children with Special Health Care Needs (SHCN): 

Examples from the Field. Casey Family Programs. 
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Intended Population  
 

Our recommendations focus on children and youth with special health care needs who are 

medically complex, medically fragile or with significant developmental disabilities, ages birth to 

21 years old who are adjudicated dependent. 

 

Although our recommendations focus on children and youth who have been adjudicated 

dependent, other jurisdictions  have recommended that Pennsylvania’s county children and youth 

agencies consider developing supportive health care and case management services to children 

who have come to the attention of the child welfare system and who have medical needs, but are 

not adjudicated dependent. The goal of these services is to support and increase caregivers’ 

capacity to care for children in their own homes, and thereby, prevent placement.
5, pages 17 & 18

 

 

Background for Pennsylvania 
 

In 1994, the Pennsylvania Department of Public Welfare issued a Special Transmittal entitled 

Medical Foster Care Services for Children Served by County Children and Youth Agencies.  

Since its original publication 20 years ago, it has become increasingly clear that the Special 

Transmittal requires significant revision to reflect current best practices to ensure children’s 

well-being, safety and permanency. Both medical and child welfare professionals report that the 

guidance for assessing levels of Medical Foster Care (MFC) as set forth in the Special 

Transmittal is outdated and inadequate, as it does not include either an integrated approach 

(which incorporates medical, developmental, behavioral, and emotional functioning) to assess a 

child’s status, nor a reliable means to determine caregiver supports needed for providing care in 

the least restrictive setting. Across the state, the application and interpretation of the Special 

Transmittal is quite inconsistent. For example, there are counties that are unaware of the supports 

available to children and resource caregivers through the Special Transmittal and, of the counties 

that do use the Special Transmittal, there is a wide range of practice in determining the level of 

MFC a child should receive.  This inconsistent application of the Special Transmittal results in 

inequities for the CYSHCN and their caregivers. 

  

Key Issues 
 

Need for Data. Currently, OCYF does not have data on the number of children and youth in 

foster care who are medically complex or medically fragile; there are county-based variations in 

tracking where these children are placed (including skilled nursing facilities), their length of stay, 

and their respective permanency goals. There are regional variations in tracking children’s 

placements across the different counties. At both the state and county levels, this aggregate 

information is critical for developing sound policies and evaluating practice, as well as for 

monitoring programs and services over time for quality assurance and improvement. This 

tracking is critically important for individual children to ensure that they receive proper services 

for their healthy well-being and access to their entitlements.  

 

Specific Assessment Policies. The Commonwealth needs a standard process to approach 

medically complex/medically fragile children in foster care with the goal of keeping them out of 



Children & Youth with Special Health Care Needs Subgroup 

 

3 

 

institutional placement whenever possible and safely in the least restrictive placement to meet 

their needs. Assessments should integrate physical/medical conditions, developmental 

disabilities and disorders (e.g., autism spectrum, intellectual disability), and behavioral/emotional 

problems. An integrative approach should account for the impact of co-morbidities in terms of 

intensity of supports needed for the child and the demands of care placed on the resource 

caregiver.  

 

The Government Accountability Office reported that states that have specific assessment policies 

and those that use specialized personnel such as nurses have higher rates of screening, 

immunizations, well-child visits, dental assessments, and receipt of care from medical and allied 

health specialists, the latter of which is especially important for medically complex children.
2
 

The GAO report indicated that research and the state officials who were interviewed report that 

the “quality and utility of assessment results” are improved when conducted by specialized staff, 

such as health care professionals.
2
 

 

Health Care Professionals as Specialized Support Staff.  The CYSHCN Sub-Group requested 

Casey Family Programs to conduct a field study based on interviews with child welfare 

authorities in other jurisdictions that focused specifically on practices and policies related to 

medically complex/medically fragile children involved in the foster care system. The ensuing 

report identified several cross-cutting themes, including 1) the importance of specialized support 

staff, 2) specialized training for medical foster parents, and 3) collaboration among child-serving 

systems (e.g., the development of joint decision making, as well as funding/cost-sharing 

approaches).  

 

Respondents highlighted the benefits of having assessments conducted by health care 

professionals, either nurses or a multidisciplinary team approach to assessment that involves 

pediatricians, nurses and social workers.
5 
 

• In Florida’s Medical Foster Care program, “[e]ach local program has nursing and social 

work staff who provide 24 hour oversight and case management services to the children 

and [resource] families. Each program has a medical director who reviews each child’s 

medical needs and provides medical direction to staff and families…” in addition to the 

children’s treating physicians.
5
 

•  Florida’s approach to screening and assessment involves a Children’s Multidisciplinary 

Assessment Team (CMAT) composed of a pediatrician, nurse and social worker, who 

conduct assessments of children in foster care when the community-based child welfare 

agency caseworker has identified a medical need. “…CMAT provides assessments, 

recommendations, and decisions for services based on medical necessity for medically 

complex children…20 years of age or younger…These assessments form the basis for 

…recommendations for the most appropriate and least restrictive setting that will meet 

the health needs of the child…”
5
 

• New Jersey has Child Health Units (CHU) co-located in child welfare offices throughout 

the state staffed by nurses and staff assistants, with regional nurse administrators 

supervising local units. Each foster child (not restricted to the medically complex) is 

assigned to a nurse health care case manager, who has a caseload of 50 children. CHUs 
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“work collaboratively with case workers, foster parents, and other caregivers to ensure 

children’s health care needs are met. CHUs partner with HMO case managers to ensure 

timely access to care …particularly for children requiring specialty care…” These nurses 

oversee the child’s health plan, ensure timely medical and dental care, visit the child 

routinely, and provide individualized training to foster parents caring for a child with 

special needs.
 5 

 

• San Bernadino County, California Child and Family Services funds the county 

Department of Public Health to administer case management for foster children with 

medical needs. Public health nurses are co-located with child welfare social workers in 

regional offices throughout the county. They are involved in CPS investigations, 

providing consultation to CPS investigators by conducting assessments of children, 

identifying specific services for CYSHCN, conducting medication review, helping to 

interpret medical information, and linking families with services.  

• San Bernadino has public health nurses continue working with children identified as 

medically complex or fragile, or who have Developmental Disabilities. These can be 

children in the dependency system or those who are identified as Medically At Risk 

youth (MAR) who “have chronic medical needs but do not need to enter foster care” and 

remain living with their birth parents. MAR “… children receive all of the same services 

as the Special Health Care Needs …foster children, except that they are at home with 

their families…” Public Health Nurses assist in developing the individual health care 

plan, oversee healthcare coordination, and provide training to the foster or birth parents 

on skills needed to care for the child.
 5  

 

 

The American Academy of Pediatrics has recommended that “child welfare agencies…access or 

establish multidisciplinary teams to …evaluate children entering foster care. By their very 

nature, multidisciplinary teams provide a comprehensive and coordinated approach to 

assessment and are often an efficient and cost-effective means of accomplishing this task…”
6
, 

p. 

535  

 

The GAO report stated that child welfare caseworkers “focus on issues related to the child’s 

safety and permanency and do not necessarily have medical expertise…” It highlighted the 

significant benefits of a model of co-location of nurses with child welfare personnel to function 

as health care managers, providing consultation to child welfare social workers. “…These nurses 

may be able to more quickly spot gaps in care than foster care caseworkers because they are 

trained to understand children’s health and developmental needs, they are able to communicate 

clearly with health care providers, and they can provide medical guidance to both foster care case 

workers, and foster and biological parents….”
2, page 26 

 

                                                
6 American Academy of Pediatrics Committee on Early Childhood, Adoption and Dependent Care.  (2002).  Health 

care of young children in foster care.  Pediatrics, 109 , 536-541. 
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Placement in the Least Restrictive Environment. (1) Adequate Resources. Children who are 

placed in foster care are entitled to be cared for in the least restrictive environment
7
. When these 

children are medically complex or fragile it is critical to provide them and their foster parents 

with adequate resources and supports to ensure they are placed in a family environment when 

possible. The Commonwealth must ensure that Medically Complex/Fragile children who are in foster 

care (and by extension, their resource parents) have the supports and resources they need for their well-

being, safety and permanency, including placement in the least restrictive and most inclusive 

environment.
8
  

 

(2) Appropriate On-Going Assessment. Although children who are placed in foster care are 

entitled to placement in the least restrictive environment
6
, Pennsylvania has no formal state 

protocols for ensuring standardized assessment, monitoring and reassessment to determine 

whether CYSHCN are living in the least restrictive placement at any point throughout their stay 

in foster care from entry to transition to permanency or adulthood.  Currently, it is likely that 

there are children in foster care with medical needs or other disabilities who are being raised in 

institutional settings such as hospitals, residential treatment facilities or children’s skilled care 

facilities (nursing homes by a different name) because they are not regularly assessed to 

determine if they can step down to a family foster home setting. Medical Foster Care was created 

in 1994 as one means to encourage the recruitment of foster families to meet the needs of these 

children by providing the enhanced supports for foster parents through Medical Assistance (MA) 

funded Personal Care Services.  

 

(3) Prevention of Unnecessary Placement. For Medically Complex/Medically Fragile children 

who come to the attention of CPS due to referrals such as calls from hospitals and CPS neglect 

calls, who have chronic health needs but do not need to enter foster care, assuring that all 

training and supports are available to enable them to remain with their families is critical.   This 

includes accessing all the medically necessary nursing and home health services they are entitled 

to through the Medical Assistance program, as well as additional services such as respite and 

home modifications that are not available through MA.  Home and Community Based waivers 

can be used to obtain these additional services if PA either lowers the age restrictions on the 

current waivers or creates a new waiver to serve this purpose.
 
Such in-home supports can build 

the family’s capacity and prevent entry into the dependency system and institutional care.
 

 

Development of Protocols for Placement Transitions & Transition to Adult Service Systems. 

Placement transitions are unfortunately common for children in foster care, but particularly problematic 

for those who are medically complex/medically fragile.  When children with complex medical 

regimens or reliance on medical technology move from a hospital to a foster home, for example, their 

receiving caregivers need competency-based training in the child’s medical care, technology and 

systems of care. In turn, when these children change placement or reunify with their families, such 

competency-based training needs to be available to the receiving caregiver, whether the transition is 

due to a change in foster care home or a change in goal for the child. One of the merits of the Florida, 

New Jersey and California models described above 
5  

is that nurses are involved throughout the entire 

                                                
7
 Adoption Assistance and Child Welfare Act of 1980, PL 96-272, 42 U.S.C.§§ 670 et seq. 

8
 See, e.g., 237 Pa. Code § 1514 (requiring courts to determine “child’s placement is the least restrictive placement 

that meets the needs of the child, supported by reasons why there is no less restrictive alternative available.”) 
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case process, including reunification, and provide child-specific, hands-on training to receiving 

caregivers: resource parents, biological parents and adoptive parents.  

 

For older youth who are medically complex/medically fragile, transition to the adult health care system 

can be especially challenging. Ideally preparation should start when the child first receives a diagnosis 

of a chronic condition, not just when a child is an adolescent.   When these youth are involved in foster 

care or other placements, transition preparation and planning are critically important yet frequently 

overlooked. This challenge is compounded when the different public systems function as silos, with 

limited cross-system collaboration.   By its very nature, transition to adulthood for medically 

complex/medically fragile youth who are in foster care warrants the involvement of adult public 

systems of care (e.g., PA Office of Long-Term Living; PA Office of Developmental Programs, etc.), 

especially for youth aging out of the dependency system who cannot make their own healthcare 

decisions (warranting the identification of someone to do so), or for those who can make their own 

healthcare decisions but cannot physically care for themselves.  

 

Background & Activities of the CYSHCN Sub-Group 
 

Following a series of regional and state-wide meetings, the CYSHCN Sub-Group reviewed 

current federal and Pennsylvania state policy relevant to CYSHCNs in foster care, as well as four 

other states’ assessment tools for determining level of services and supports for medically 

complex/medically fragile children. It developed a structured interview and survey to benchmark 

other jurisdictions’ policies and practices to meet the needs of this population. The CYSHCN 

Sub-Group reached out to Fran Gutterman, Casey Family Programs’(CFP) Senior Director for 

Strategic Consulting, who graciously enlisted CFP researchers Mary Myslewicz and Kamalii 

Yeh Garcia to conduct interviews using this tool, resulting in a benchmark study of 5 

jurisdictions. The resulting report, Services for Foster Children with Special Health Care Needs 

(SHCN): Examples from the Field, was completed in October 2014 and informs the following 

recommendations. 

 

The CSHCN Sub-Group also sought data from OMAP, which we hope will provide us with the 

baseline numbers of dependent children who could be deemed medically complex/medically 

fragile based on the MA funded services they received (e.g., personal care services, home health 

aide, shift nursing, placement in a residential facility for medical needs). These data are crucial 

for targeted planning and program development. 

 

Sub-Group Members and Leadership 
 

Sponsor Team Member: Margaret Zukoski, (PA Council of Children, Youth, and Family 

Services) 

Co-Chairs:  Judith Silver, Ph.D, (Children’s Hospital of Philadelphia), Kara Finck, Esq., 

(University of Pennsylvania Law School) 

Subgroup Members: Gina Balakoff (Coventry Cares), Jeffrey Brannon (DPW-OMAP), Todd 

Lloyd (PA Partnerships for Children), Sallie Lynagh (Disability Rights Network), Rachel Mann, 

Esq., (Disability Rights Network), Loretta Massey ( BMCO). Pamela McGettigan (Keystone 

First), Dorothy Miller, M.D., (PolicyLab CHOP), Liz Navitsky (DPW-OIM), Rachel Rosenberg, 

(Penn Law School), Michelle Rosenberger (DPW-OIM), Bud Seith (Bethanna), Brittany 
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Strandell (Penn Law School), Danielle Thompson (AmeriHealth), Kathye Torrisi (Phila DHS),   

Will Wenger, LCSW, CCM (Gateway Health), Hollie Yoder (Geisinger Health Plan) 

 

 Recommendations  

1. Create an Ongoing, Cross-Departmental and Interagency Structure, Including 

OCYF, OMAP, OMHSAS, ODP and Other Child Serving Agencies to Address the 

Needs of CYSHCN.  

The Casey Family Programs’ report  Services for Foster Children with Special Health 

Care Needs emphasizes the importance of collaboration among systems: “In reflecting on 

their experiences participants underscored the importance of collaborating and partnering 

with other child serving systems, such as mental health, public health, and  private 

providers in order to meet the complex health needs of children in out of home care. 

States have built variety of interagency structures for joint strategy development, decision 

making, and financing approaches.”
5, pages 4-5

  An excellent step in this direction for 

Pennsylvania is that DPW convened the current Health Care Workgroup. 

 

It is recommended that Pennsylvania create an ongoing, cross-departmental/interagency 

structure, including OCYF, OMAP, OMHSAS, ODP and other child serving agencies to: 

1.1 Ensure implementation of the recommendations outlined by the CYSHCN Subgroup, 

including updating the 1994 Special Transmittal and related policies 

1.2 Explore funding and financial strategies to maximize resources aimed at ensuring 

CYSHCN are cared for in the least restrictive setting 

1.2.1 OMAP, ODP, OLTL and OCYF should clarify the roles and 

responsibilities of the healthcare system (FFS, MCOs including the 

Special Needs Units, and HCBS Waiver programs) and those of the OCYF 

system with respect to the coverage of services and supports for CYSHCN 

in out of home care. 

1.2.2 OCYF, ODP and OLTL should adopt a protocol to address the procedures 

for transitioning youth who are aging out of the child welfare system into 

the adult disability system.  

1.3 Monitor implementation and outcomes. 

 

2. Ensure System Capacity to Safely Care for Medically Complex/Fragile Children in 

the Least Restrictive Environment. The distinctive safety issues of medically complex 

and medically fragile children require a model that incorporates health care professionals 

to be involved in the assessment process, care coordination, case management, and 

caregiver training. Based on the GAO’s review of 10 states in Foster Care: State 

Practices for Assessing Health Needs, Facilitating Service Delivery and Monitoring 

Children’s Care, and Casey Family Programs’ report on 5 jurisdictions, there is ample 

evidence to support the wisdom and feasibility of this interdisciplinary approach, with a 
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variety of models from which Pennsylvania can draw on for implementation. We discuss 

some of the key elements of these interdisciplinary models below. 

 

2.1 Specialized Support Staff and Multidisciplinary Team Models  

2.1.1 Create Child Health Units with Multidisciplinary Teams within each county that  

include multidisciplinary teams of pediatricians, nurses and specialized social 

workers.  

A. Nurses should be involved in the assessment process to develop the child’s 

individualized health care plan and to determine the level of medical foster care. 

Nurses should be involved in healthcare coordination, case management, and 

caregiver training across the life of a case. This includes transition planning 

during changes in placement, type of placement, discharge from placement and 

transition to adulthood. 

B. Develop in-home services and supports for medically complex/medically fragile 

children who can safely remain in their homes. This program should include 

nursing healthcare management, care coordination and parent training which is 

equivalent to that received by medical foster home caregivers. This program 

approach aims to build parental capacity to prevent the need for placement or 

institutionalization, thus facilitating permanency. 

 

3. Implement a State-Wide Standardized Assessment Process Focused on the Least 

Restrictive Placement.  

Implement a state-wide standardized assessment protocol for Medically Complex and 

Medically Fragile children to identify needs, types of resources warranted, and the intensity of 

care demands placed on caregivers (e.g., parents/resource parents). The assessment will be 

conducted by a nurse/multidisciplinary team at regular intervals throughout the child’s 

placement to make sure that children are placed in the least restrictive environment, while 

ensuring an ongoing assessment of needs and services. This protocol should include an 

administrative review process for parties to the case. In Florida, the medical foster care team 

reviews the children’s status every 3 months and the specialized Multidisciplinary 

Assessment Team conducts reviews every 6 months. 

 

3.1 When assessment indicates that temporary institutional placement is necessary, 

ensure a protocol of re-assessment at routine intervals and as-needed to promote 

transition back to home when a child achieves reliable benchmarks for step down to a 

less restrictive placement.  

 

3.2 Develop and implement policy to ensure safety, permanency and well-being of 

Medically Complex and Medically Fragile children at the time of transition between 

foster care placements while in foster care, as well as at discharge from foster care 

(through transition to the adult system or achievement of permanency).  
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4. Specialized, Competency-Based Training for Medical Foster Parent Caregivers and 
Birth Parents. Children’s safety is jeopardized when medically complex/medically 

fragile children are placed in homes with inadequately prepared resource parents or 

returned from placements to birth parents without the necessary training and support to 

safely meet their child’s health care and related needs. In Florida and New Jersey nurses 

ensure that medical foster parent caregivers (1) undergo training with a curriculum 

specifically focused on key topics related to the care of medically complex/fragile 

children and (2) hands-on training specific to an individual child’s needs. Florida’s model 

includes nurse observation of the medical foster parent’s hands-on care to achieve 

competency certification as a medical foster parent.  

 

4.1 Establish baseline competencies (knowledge, skills, and experience) that foster 

parents providing Medical Foster Care must possess in addition to current training 

requirements set out in 55 Pa.Code  Chapters 3130, 3700 to achieve certification as a 

medical foster parent. Florida’s curriculum is a strong model.
5
 

4.1.1 Competency-based training curriculum for Certification to be a Medical Foster 

Caregiver to include: 

A.  Additional educational training in issues related to the care of medically 

complex children to receive certification in conjunction with: 

B. Hands-on training about the specific child-to-be-placed conducted by 

Nursing personnel from Children & Youth  

C. Nurse observation of the Medical Foster Caregiver demonstrating hands-on 

care congruent with standards of competency.  

4.1.2 Provide individualized competency-based and hand-on training for birth parents 

to safely care for their medically complex/medically fragile child in conjunction with 

in-home services like the MAR program in San Bernadino California. 

4.1.3 Provide individualized competency-based and hand-on training for birth parents 

to safely care for their medically complex/medically fragile child prior to that child 

transitioning back to their family’s care from institutional skilled nursing care or 

medical foster care. 

 

5. Align Funding Resources and System Capacity to Deliver Supports and Services to 
Medically Complex and Medically Fragile Children in Foster Care, including:  

5.1 Recruit foster homes for children with disabilities, through an adjustment in the rates 

for MA funded Personal Care Services and indexing the rates to reflect current costs 

and inflation, and ensuring that more adequate respite care is provided to families that 

take on the tremendous responsibilities inherent in parenting children with complex 

medical conditions; and/or 

5.2 Use federal Home and Community Based Services dollars to enable children to live 

in their own homes or in an alternate or partner family.  Pennsylvania should either 

apply for a new waiver for children with developmental disabilities, or should lower 

the ages on existing waivers (including at least Consolidated and OBRA) to birth.  

These waivers should include respite, home and vehicle modifications, other benefits 

not covered by MA, flexible funding to meet individual family needs and the Life-

sharing option that is currently a covered service in the Consolidated Waiver, or 
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something very similar.  It should be open to both dependent and non-dependent 

children, so that only those children whose parents are truly abusive or neglectful 

need to enter or remain in the Child Welfare System.  Children who are at risk of - or 

are currently living in - congregate care should be prioritized for services.  For 

children adjudicated dependent, the child welfare system should pay the room and 

board and other non-MA reimbursable costs. 

 

6. Develop a Data Tracking System Focused on the Particular Needs of Medically 

Complex and Medically Fragile Children in Foster Care to Assess and Track 
Progress.  

6.1 OCYF and OMAP should develop a mechanism to gather data related to Medically 

Complex and Medically Fragile children in foster care focused on identifying the 

population and tracking their placements and outcomes.  Key data include where 

CYSHCN are living in terms of geographic region, placement type, length of current 

placement, and other key variables focused on health and well-being.   

 

6.2  OCYF and OMAP should develop a system to track the goals of promoting home 

and community placement, transition back to home from institutional placement, and 

transition into adult service systems for those youth aging out of child welfare services. 

 

6.3 Aggregate data on Medically Complex/Medically Fragile children should be widely 

available to encourage collaboration and innovation across systems around program 

development for these children. 
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