
COMMENTS ON PROPOSED NEW COMMUNITY LIVING WAIVER 

Offered by the IMAGINE DIFFERENT COALITION 

We appreciate the opportunity to provide comments on behalf of the 
Imagine Different Coalition, a group of parents, advocates, adults with 
disabilities, and professionals from across the state that has come together 
because of a common concern about children with disabilities growing up in
congregate care facilities instead of well-supported and loving families. Our
Coalition’s focus is on children and youth with developmental disabilities 
under the age of 21. Our comments are therefore directed at the 
implications of the proposed waiver for this group. We applaud DHS’s effort
to promote opportunities afforded by the waivers for greater community 
inclusion. Our interest is in assuring that inclusion for children means 
support for family life as a developmental necessity. 

COMMENTS ON PROPOSED WAIVER 

The Imagine Different Coalition applauds the Department’s efforts in 
proposing expansion of waiver opportunities, the addition of 1000 new 
waiver slots, and the inclusion of children in the new waiver.  However, 
concerns we submitted about the Consolidated and P/FDS waivers bear 
repeating here.  We are also submitting additional comments (numbers 3 
and 4 below).

1. Children with Developmental Disabilities Excluded from the Waiver.

As with the other ODP waivers, this waiver excludes children with 
developmental disabilities other than ID and Autism (or likely to result in ID 
or Autism) such as Cerebral Palsy, Brain Injury, Spinal Cord injury, Fetal 
Alcohol Syndrome, Respiratory Disease, Muscular Dystrophy, or Epilepsy, 
to name a few. Many of these children live in or are at risk of facility 
placement because they have needs that EPSDT does not address which 
could be met by waiver services such as Life Sharing homes, home 
modifications, or respite services, especially children with developmental 
disabilities that involve complex medical and/or behavioral needs. We 
would like to see these children offered the opportunity to have home and 



community-based services to enable them to return to their family homes or
to live in Life Sharing homes when that is not possible, as an alternative to 
placement in a facility. We appreciate this is a complex and challenging 
problem. However, absent changes, children with related conditions may 
spend their childhoods in facility care with known developmental risks. We 
offer possible options for consideration: 

 Include children with other related conditions in the Community Living
Waiver; or 

 Create a children’s waiver within ODP that includes children with 
intellectual and developmental disabilities and related conditions who 
are ICF/ID or ICF/ORC eligible and include the Life Sharing service. 

2. Transition at Age Nine. 

While we greatly appreciate the expansion of eligibility to the youngest 
children, we are concerned about what happens when a child who is 
receiving waiver services in their family home or in a Life Sharing family 
home is determined ineligible at age eight due to not meeting the 
intellectual disability or autism criteria. Absent continuation of access to the 
Waiver, children deemed to no longer be eligible could lose their home and 
the family they have been growing up with. Not only would they lose the 
family they have come to depend on, but they are more likely to be placed 
in institutions as a result of the loss of home and community-based 
services. This section needs to be expanded to assure planning enables 
access to resources and feasible alternatives that are sufficient and 
appropriate to prevent institutional admission or the loss of an established 
parental relationship. This could be accomplished in a variety of ways. To 
the extent that these children continue to meet an ICF/ORC level of care 
beyond age 8, this may require continued eligibility for waiver services 
regardless of diagnosis or, in the case of dependent children, a 
comprehensive MOU with OCYF to ensure that a Life Sharing family can 
continue to serve as a Medical Foster care family. 



3. Can Parents Provide Life Sharing to Their Own Minor Children?

It is unclear from the language of Appendix C whether parents can be paid 
as Life Sharing providers for their minor children.  Page 146 states “the 
only” waiver service with a personal care component that can be provided 
by legally responsible persons is In-Home and Community Services.  It 
does not identify Life Sharing.  This is in contradiction to the boxes checked
in the service description for Life Sharing on page 31.  It is also in contrast 
to the language in the Consolidated Waiver renewal regarding services that
may be provided by legally responsible persons, which specifically lists Life
Sharing. We assume it is ODP’s intent to allow Life Sharing to be provided 
by parents of minor children. Page 28 identifies conditions under which a 
relative of a participant who is younger than 18 years of age can receive 
payment for Life Sharing services.  

We recommend clarifying that parents of minor children can be paid for Life
Sharing services (under the identified conditions) by adding Life Sharing on
p. 147 to read:  “The only waiver services legally responsible individuals 
can provide that have personal care components are In-Home and 
Community Support and Life Sharing.” [proposed changes]

4. Access and Reserve Capacity. 

For those children who meet current or new eligibility criteria, providing 
eligibility does not assure access. Children in or at risk of institutional care 
must compete with adults on the long waiting list for enrollment. Eligible 
children currently living in institutional care have not generally been 
considered priorities, preventing their moving to the top of the waiting list 
and making it likely that they will remain in a facility indefinitely. Appendix B 
provides a mechanism through reserve capacity to prioritize access for 
some subgroups. It states:

ODP reserves waiver capacity for waiver participants requiring 
hospital/rehabilitation care beyond 30 consecutive days and up to 6 
consecutive months from the first date of leave. Settings which are 
considered hospital/rehabilitation care include medical and 
psychiatric hospital settings, rehabilitation care programs and nursing
homes. Settings which are not considered hospital/rehabilitation care 



include residential treatment facilities, state mental health hospitals, 
approved private schools and private and state ICFs/ID.

In order to ensure that children are included on the same basis as adults, 
we suggest specifically adding pediatric care facilities which are, in 
essence, nursing homes for children. Pennsylvania does not allow the 
placement of children (under 18) in facilities licensed as nursing facilities, 
but allows placement in 3800 and 6400 licensed facilities that specialize in 
nursing care, referred to as pediatric care facilities. The language proposed
is ambiguous as to whether these facilities are included in the definition of 
hospital/rehabilitation care. Residence in these nursing-care oriented 
facilities should not deny children access to the reserve capacity (and 
corresponding PAASAR rights) that they would have if the facilities were 
licensed to reflect their actual purpose of skilled nursing care. 

It is also troubling that residential treatment facilities are excluded from the 
definition of hospital/rehabilitation care.  A child with a developmental 
disability who needs treatment for a behavioral health issue, should have 
access to services, including, potentially a Life Sharing home. Residential 
treatment facilities are not intended to be long-term placements, but rather 
rehabilitation-oriented programs for treatment with return of a child to his or 
her home as soon as possible.  

Increased capacity overall and in these reserved categories is also 
necessary to enable children to access waiver services. 

5. Focus on Children and Permanency. 

The waivers are focused primarily on adults. A focus on developmentally 
appropriate settings for children should address “permanency” with the goal
that children remain in their birth/adoptive families, or when not possible, 
live with another family through Life Sharing that would enable a continued 
relationship with their families. One way to do this would be to add 
specialization for Life Sharing designed for participants who first come to 
the provider before age 18. Life Sharing providers for this population would 
have additional training requirements related to child development, 
permanency planning and cooperative relationships with birth/adoptive 
parents where responsibilities are shared. Once trained, these Life 



Sharing families would indicate specific interest in serving children and 
continuing to care for participants who have been with them since 
childhood. Participant-centered planning and service plan development 
should require addressing permanency, recognizing the developmental 
benefits of family life, and recognizing the developmental risks of facility 
living. Supports Coordinators, Supports Brokers, and Life Sharing 
Specialists should also be required to have training in the principles of 
permanency and permanency planning. 

The enumeration of habilitation goals and rights also focus primarily on 
adults. We recommend adding language that recognizes or adapts 
habilitation goals to be more appropriate for childhood.  For example, 
“Habilitation outcomes for children should reflect age-appropriate goals 
consistent with child development.”  

We heartily thank DHS for its commitment to home and community-based 
services. We would welcome the opportunity to participate in discussions 
about the merits of various ways to amend or create waivers to address the
needs of all children with developmental disabilities growing up in or at risk 
of growing up in institutions. The Imagine Different Coalition pledges to be 
a strong partner to the Department in addressing the permanency needs of 
children with disabilities.


