Part C Identification Phone Conference Call

9/30/2004

Participants:

Anne Marie Elmore – WakeMed, Raleigh, NC

Cindy Redd – WakeMed, Raleigh, NC

Gloria Cates – Department of Health and Human Services, NC (Part C)

Jane Barlow – University of North Carolina at Chapel Hill, NC

Eileen Hannan – University of North Carolina at Chapel Hill, NC

JaneDiane Smith – University of North Carolina – Charlotte, NC

Jackie Sampers – University of Kentucky

Jim Henson – Mid-South Regional Resource Center

Barbara Woodard – University of New Mexico
Gerri Duran – University of New Mexico

Ginny Laadt – University of New Mexico

Samera Baird – Auburn University

Glenna Boyce – Utah

Joicey Hurth – NECTAC

Sue Goode – NECTAC

Evelyn Shaw – NECTAC

Sharon Ringwalt – NECTAC

Sharon asked all participants to share their name and where they work. She then shared with the group the purpose and goals of the call. 

Purpose of Call:  The purpose of today’s call is to find out how various states handle service coordination and service provision for children ages 0-3 who are hospitalized, and to share successes and barriers to providing Early Intervention for Hospitalized Children. If we dare to dream, we might reflect upon how to influence national policy to recognize the importance of being proactive with this vulnerable population. Goals are:

· To Identify the nature and range of services provided – (whether the services are provided by the state, local program or in-hospital personnel, how the children are screened and made eligible, if consents are needed in order to make referral, what services are provided and by whom)  

· To Discuss funding sources for these services

· To Discuss long-term goals of compiling information and data (through a possible survey) and establishing a network of service providers in order to share ideas and advocate at the federal level

Sharon also said that OSEP’s Identification Part C Community of Practice (www.tacommunities.com) could be a forum through which the above goals could be facilitated.

· Sharon asked the participants to give an overview of their program, to share their
 concerns for hospitalized children, as well as the challenges and strengths of their programs.

WakeMed, Raleigh, NC – Cindy Redd & Ann Marie Elmore

WakeMed has a hospital-to-home intervention program run out of its NICU, which is funded through Wake County Smart Start (a state early childhood program allocated by legislature). Its goals are to increase identification and services for children ages 0-3 at risk for delay. 

They have two physicians, nurses and a developmental team who work with babies who are born prematurely and qualify for services based on several risk factors, which are: less than 32 weeks gestation, less than 1500 grams and at least 6 hours on a ventilator. Program personnel receive an Information and Referral form from the Community Service Coordinator. Workers then meet the family and enroll them for services in the hospital. These services may include support, education, and developmental assessment. Workers partner with nurses and provide developmentally supportive care for follow-up for up to 4-6 months after discharge through home visits once a week. Community Early Intervention workers follow the children until they turn 3 years old.  

WakeMed contracts with the community Early Intervention program and receives reimbursement for services. Staff feels this program is very well received. 

Strengths – Coordination with nurses, neonatologist, community agencies, and transition to home efforts. Provide technical assistance across state in form of educational offerings regarding medically fragile children.

Challenge – Transitioning to become a contract agency.

UNC-Chapel Hill (NC Childrens Hospital), Chapel Hill, NC – Jane Barlow & Eileen Hannan

Jane Barlow described Community Pathways, the UNC Hospital Early Intervention  program that was started at UNC in 1999. Implements Early Intervention in the hospital. Staff covers children ages 0-3 wherever they are in the entire hospital, whether they are in the burn unit, pediatric floor, NICU, or PICU.  

Infant-Toddler Specialists work with the families to do eligibility work, developmental summaries, intensive family support and education, and assist community-based Service Coordinators with IFSP development. Do not do hands on developmental care – that is done by OT, PT, and Child Life. The HEI program has been replicated at six other hospitals in North Carolina; it has been very well received and has shown excellent results in outcome measures. 

Challenges – The biggest challenge the UNC site faces is that its three years of grant funding are now over, and they are looking at ways in which to sustain the program financially for the long haul. They have received some funding from the state, and the state is very supportive of the program as are the hospitals. However, they are currently looking into other sources of funding. Currently, Medicaid does not reimburse the HEI program because it is perceived as covered under the hospital’s per diem rate. The need for additional financial support for Hospital Early Intervention and Part C has been written into the legislative expansion budget request as a means to receive more funds. There are 12 tertiary care centers in North Carolina. Jane has found HEI to be easier for hospitals that primarily serve one catchment area (rather than regional- or state-wide areas). Because UNC serves children from all over the state, it makes referrals and the possibility of contracting out for reimbursable services a little more complicated.

Strengths – The model is very replicable. Integrates well with community-based services. Excellent outcomes in Family Needs Support Survey, Empowerment Scale, Parent Satisfaction, Replicability, and development of a Neurodevelopmental Assessment tool. Training university students and community providers about the needs of medically fragile infants & toddlers. Educating hospital personnel about need for Early Intervention. Modeling EI in the hospital helps make families more willing to accept community-based EI.  

UNC-Charlotte, Charlotte, NC – JaneDiane Smith
Replicating UNC’s Community Pathways model. Facilitate eligibility into EI, parent ed, parent support, developmental assessment, IFSP development, great collaboration with surrounding counties with service coordinators, assists w/ transition to home. 

Challenges – Not able to follow consistently once go home. Also ongoing long-term funding.

Strengths – Well received by hospital and families given the need, demand, and response.   

Kentucky – Jackie Sampers

Stepping Stones grant provides interactive computers for parents in hospitals. Used focus groups in establishing them (http://www2.mc.uky.edu/Basics/). Provides info to families on EI and medical conditions and implications, as well as on the disciplines who are involved in providing care in the NICU. Able to conduct IFSP care conference via computer screen – they would fax forms back and forth to get signatures. Met all the IFSP requirements. Should publish next year.

GIFT program – Gentle Infant Families Transition program – introducing it with the most extreme medically fragile infants who are transitioning – a counselor helps to make sure the medical info is integrated in the IFSP program. 

Strengths – First Steps has been wonderful about integrating high-risk children and doing training to provide services throughout the state. 

Challenge – Support through the state – change of administration at the hospital and the funds are being held back – can’t access the funds they have been allocated. Need to keep what they have going.  

Utah State University – Glenna Boyce

InReach project  (http://eiri.usu.edu/inreach/) – Part C agencies reach into and collaborate with NICUs to support transition. Started as a research project – at the beginning, infants waited 90 days before first home visit. InReach group had a home visit within 17 days. 

Strength – IFSP care conference was held in hospital for InReach participants. OT, SW, RN, NP, Parents, and community-based EI rep would be present. EI rep would take charge of meeting and IFSP development proceeded well. They accepted med notes and developmental notes from OTs. Hospital phoned Part C within 2 weeks. Average then for home visit became 17 days. Worked well when child lived close to hospital. Are doing another study to compare both studies (effects of children living a long distance from hospital) – is taking more time for hospital staff.

Challenge – EI eligibility for state has changed – used to be < 30 weeks and  < 1000 grams, but now there is a list of identified problems that a child must have at the time of discharge – or it may be the clinical opinion of OT/PT that the child needs EI. 

Challenge – How to pay for Providers’ time in IFSP care conference because only hands-on time w/ baby can be billed. Evaluating time spent in conferences and its cost.

Challenge – Parents are still hoping that as soon as they leave the NICU, everything will be ok – hospital personnel don’t want to dash hopes either.  

New Mexico – Barbara Woodward, Ginny Laadt, & Gerri Duran

Have Hospital based Early Intervention as an actual PART C program based in the NICU – developmental services are conducted in nursery and up to 2 years. Services include eligibility work, parent teaching, service coordination, developmental assessment, IFSP development. 

Challenge – Attempting to do IFSP when baby very medically fragile – difficult for parents to consider long-term or development. Babies are more critically ill and sicker than in the past. 

Challenge – Acute family situations are becoming more complex and difficult. 

Challenge – Reporting – it is difficult to evaluate and report on the 5 domains on these very young, often pre-term babies. (Anne Marie Elmore from WakeMed has a form; will send a copy to share with the group.)

Strengths – Funding is on a contract basis with state – but can also bill Medicaid for services done in hospital since they are the only ones billing for developmental services. They have 3 OT’s, 2 SLPs, 1 Service Coordinator, and 1 Family Counselor/Family Support staff.

Utah State University – Glenna Boyce

Hospital hired EI to help OT and Speech. Wait until baby is stable and do IFSP as close to discharge as possible so goals are in place for the 1st 5 months after discharge. Part C providers don’t want to have to rewrite the goals. They added a column for changes in goals. They do an exercise re: “my needs and goals” with parents to help them become better observers of their infant.  

They are moving towards geographically located catchment areas – some of which have family support coordinators who don’t provide direct services, just case manage. Other areas have a nurse to provide these services. They wanted to make sure families are connected all along so they don’t get shuffled from one provider to another.

IFSPs/Finance/Eligibility Issues

The group discussed their approaches to writing IFSPs. Jane Barlow said UNC views the IFSP as an opportunity for parents to express what they want for their children, it’s OK to only put a few goals down to make it realistic and practical and setting it up as a working document. 

Gloria Cates of NC Part C is examining ways to change NC’s IFSP form. Would also like to see other states’ eligibility criteria and know more about their billing.

New Mexico has theirs approved by the state; they can bill for IFSP development because they are designated as part of the Part C program. It is difficult, though, with a medically fragile child – so they sometimes wind up not billing for many of the things they do in the hospital – it’s a very difficult line. Once the IFSP is in place, they bill under whatever discipline provides the service and draw on EPSDT money (billing for direct services and billing through EPSDT draws on two different pots of Medicaid dollars). 

Kentucky has a long list of eligibility conditions, which can be shared with the group.

In Utah, they wait until the baby is stable and do the IFSP as close to discharge as possible, so goals are in place for the first six months. They have added a column to the IFSP form for changes in goals. 

Cindy Redd reported at WakeMed the IFSP is written while the infant is in the hospital – as the baby transitions to a community-based program, the IFSPs are rewritten. Thus, the IFSP could be reviewed at least twice in a 6-8 month period.

In Utah, Part C providers don’t want to have to rewrite the IFSPs. The Part C nurse is very involved and recognizes it’s a working document – breathing and feeding issues are often addressed in the initial IFSPs. Families are interviewed about their satisfaction with the IFSPs – staff do an exercise “my needs and goals” to help parents become better observers of their infants. 

Cindy and Ann Marie reported that NC has to Technical Assistance efforts to train community-based providers who don’t have a strong background in working with infants who have been hospitalized for extended periods. 

Program Evaluation

Utah expressed interest in what measurements were used to evaluate the UNC program, as well as the other programs described in this call. Sharon suggested Jane could share the Family Needs, Family Empowerment, Family Satisfaction and interview study tools with the rest of the group through the OSEP Communities of Practice website, www.tacommunities.org. Sharon explained this site has recently been revised and encouraged folks to revisit it if they hadn’t seen it in a while.  

Jackie Sampers raised a question regarding Don Bailey’s older version of the Family Needs Scale – which version is Jane using? Jane will check on this. Jackie reported that the older version has been a sensitive measurement tool. 

OSEP’s Communities of Practice, especially Part C Identification

Sharon then shared with the group the purpose of OSEP’s Communities of Practice. They are funded through OSEP to encourage Part C (and Part B) state programs to help each other resolve similar issues and struggles through joint problem solving and the sharing of resources and research. This can be done through the Communities of Practice website (see above) or through breakout sessions at larger conferences such as at the OSEP Early Childhood conference. In order to post on the website you must become a member, however, you do not need to be a member to view the website. Sharon said she could set up a folder with NICU-related issues on the site, as well as set up a threaded discussion on the site to continue the dialogue started during this phone conference. 

Jim Henson, of Mid-South Regional Resource Center, one of the facilitators for the Part C Identification Community of Practice, stated that they have the capability of a conference call for up to 400 people, although w/ larger #’s a presentation (rather than discussion, as with this call) format works best. One of the goals of the Communities of Practice is to identify national issues, discuss topics that are of priority to Part C, share resources/information/promising practices, and develop goals. A goal for this group could be lowering the age at which we identify children and begin to connect them and their families to needed services. 

The Part C Identification Community could possibly help sponsor a face-to-face meeting among those interested in this topic and could certainly facilitate a breakout session that fits in with a conference that members of the group are already attending – such as the OSEP Early Childhood Conference or a MCH conference.

Next Steps

The next steps to continue dialogue started on this phone conference are for each participant/site to complete the following outline that was emailed to the group prior to the call:

Describe the Early Intervention activities your program provides for Hospitalized Children (ages 0-3) on the topics of:

· Child Find

· Eligibility

· Entry Level Evaluation

· Service Coordination

· Individualize Family Service Plan (IFSP)

· Coordinating Hospital Services to address Needs Identified on IFSP

· Parent Education re:  Early Intervention, Rights under the Law, Medical Condition & Developmental Implications, Developmentally Supportive Care, Resources and Supports, and Anticipatory Guidance

· Family Support including Financial Stipends to support visitation, Parent to Parent, One on One Support, Support Groups and Support Organizations

· Transitions to home, local hospitals, or long-term care

The group will then see where they are and decide how to approach common issues such as funding concerns, parent support, resources, and research at the national level. 

Follow-up needed:

· Send to all call participants:

· notes from call 

· reminder about www.tacommunities.org website; permission to post materials they send

· reminder to complete outline from call agenda, relative to their program:

· Program and personal identification (e.g., brief description of program, their own contact information)

· EI Activities for Hospitalized Infants and Toddlers

· Child Find

· Eligibility

· Entry-level Evaluation

· Service Coordination

· Individualized Family Service Plan (IFSP) development

· Coordinating Hospital Services to address needs identified on IFSP

· Parent/Family Education re: Early Intervention, Rights under IDEA, Medical Condition(s) & Developmental Implications, Developmentally Supportive care, Resources and Supports, and Anticipatory Guidance

· Family Support, including financial stipends to support visitation, Parent-to-Parent, One-on-One support, Support Groups and Support Organizations

· Transitions to home, local hospitals, or long-term care

· Financing your program/system

· Reminder to send materials mentioned on call (and any other relevant ones) to Evelyn Shaw and Sharon Ringwalt @ NECTAC (evelyn_shaw@unc.edu; ringwalt@mail.fpg.unc.edu).

· Request that they also indicate the needs they believe the Part C Identification TA Community of Practice could fulfill/assist with
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