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ATTENDEES: 
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William Bingham, Connie Cochran, Daniel Fox, Joan Johnson, Scott Keller, Michael Maybee, 
Alexander Myers, I. Azell Reeves, Daniel Rice, Dave Richard, Holly Riddle, Michael 
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Interested Persons/Staff: Gail Dupree, Denise Harb, Nancy Thaler, Laura Wooten, Kimberly 
Alexander-Bratcher, Mark Holmes, Jesse Lichstein, Thalia Shirley-Fuller, Pam Silberman 
 
 
WELCOME :  
Pam Silberman, JD, DrPH 
President & CEO 
North Carolina Institute of Medicine 
 
Dr. Silberman welcomed the participants, explained the technology of the webinar and 
conference call line, and alerted them to the potential recommendations in their handouts. The 
participants introduced themselves. 
 
OVERVIEW OF DEVELOPMENTAL CENTERS:  
Carol Donin  
Team Leader - Developmental Centers 
Division of Mental Health, Developmental Disabilities, and Substance Abuse Services 
 
There are three regional developmental centers in the state. As of December 2008, just over 
1,250 people lived in the developmental centers, a much smaller population than the historic high 
of more than 4,500 in the 1970s. Almost 70 % of the general population in the developmental 
centers is age 45 or older and more than 70% of residents have profound cognitive impairments. 
Those with lower levels of cognitive impairments may also have severe behavioral challenges. 
Many residents need assistance with activities of daily living including dining, assistive devices, 
toileting, ambulation, and communication.  Staff at the centers and those who provide services 
become familiar with the individuals and their preferences.  
 
There are several common diagnoses for individuals in the centers: seizure disorder, cerebral 
palsy, dual diagnosed, autism, medically fragile, or visually or hearing impaired. Roughly 30% 
are dually diagnosed with a developmental disability and co-occurring mental health condition. 



An expansive array of services are offered in the centers including medical interventions to 
prevent hospitalizations.  
 
As of October 2008, 173 individuals in developmental centers had expressed interest in 
community living and transitioning out of the centers. Of these, 63 individuals needed behavioral 
supports, 66 needed medical support, and 90 needed supervision in order to transition into the 
community. In addition to services provided to their residents, the developmental centers provide 
specialized services to individuals with developmental disabilities in the community including 
dental (384 people with 1100 appointments), behavioral consultations (203), and behavior 
medicine clinic at the Riddle Center (33). 
 
Comments/Discussion: The aforementioned information was obtained from Person Centered 
Plans and the North Carolina Supports Needs Assessment Profile (NC-SNAP). The list of 
individuals is collected quarterly. All three centers conducted a survey of guardians and then 
collected information from the individuals. Behavioral consultations are those that occurred in 
the community. Dental care is provided for individuals both from the centers and the community. 
Many challenges exist for dental services in the community and especially in rural places. A 
participant explained that her son receives his dental services at the Murdoch Center even though 
they live in Raleigh. 
  
Alexander Myers, PhD 
Murdoch Developmental Center 
 
There are challenges in transitioning individuals from developmental centers into the 
community, however, it can be done successfully. Successful transitions require strong guardian 
involvement, communication between all parties, cooperation between Local Management 
Entities (LMEs) and developmental centers, supportive and flexible providers, the willingness of 
LMEs and provider to adapt policies when needed, and cooperation between all parties.  
 
The philosophy of the developmental centers is specific; they are a placement of last resort and 
believe that anyone in a developmental center could be served in the community if sufficient 
supports and services were provided. Those who want to transition from the centers back into the 
community are supported and efforts are made to find adequate placements. 
 
However, there are several challenges when attempting to transition from a developmental center 
to the community. Obstacles include lack of communication and collaboration, case management 
issues, lack of LME motivation, selective private providers , lack of community capacity, lack of 
supports for individuals with extreme needs (e.g. individuals may include 16 medications per day 
per individual, aggressive effort to help people reduce psychotropic medication, and hands-on 
techniques that are clinically appropriate), and the preference of some residents to remain in the 
center for residence. Some specific examples from Murdoch center include the unavailability of 
case managers until 60 days before placement, case managers who contribute very little to the 
process, limited funding causing moving transitions down on the priority list, no incentives for 
step down transitions, and lack of adequate funding. Aging in place is another important issue 
when considering transitions. The average age of individuals living at Murdoch is 52 and 62 at 
Caswell; several individuals have been there 50 years.    



    
Comments/Discussion: The discussion that followed focused on the details of the successful 
transitions and how to combat obstacles to transition. For the presentation example,  successful 
transition was to an ICF-MR funded site created by the provider for these two individuals costing 
approximately $150,000 to $160,000 for each individual (LMEs contributed $80,000 for each 
person). While developmental centers like Murdoch receive reimbursement of more than $400 
per day, Developmental Disabilities Association group homes receive a reimbursement of $30 
per day. Most community services have not had inflation rate increase in 18 years while 
developmental centers have increased each year. Additional challenges include the lack of state 
level commitment to transition people out of developmental centers, the need for similar 
reimbursement rates for community providers, the lack of adequate Home and Community 
Based Services waiver support, large ICFs-MR with children in them, lack of supplemental 
Integrated Payment and Reporting System funding, and the need to establish community services 
before transitioning people of out the centers. Some suggestions included exploring current 
evidence-based practices and protocols, using the Supports Intensity Scale to establish service 
rates and allocate funding for an individual (DMHDDSAS moving to SIS implementation), 
holistic long-range view of system and short term changes and focus on a coordinated system of 
care. 
 
OVERVIEW OF NATIONAL OUTLOOK :  
Nancy Thaler  
Executive Director 
National Association of State Directors of Developmental Disabilities Services 
 
Large state developmental centers began to close in the 1960s. Downsizing was influenced by a 
variety of causes including laws, incidents, and organizational efforts. Between 1977 (the 
population peak) and 2007, there has been a 76.3% reduction in the number of people residing in 
state developmental centers in the US. There are now ten states with no large state centers and 
only 14 states with more than 1,000 people residing in state centers. There is a wide distribution 
of states regarding the number of people in institutions, but the average number of people per 
residential facility is trending down.  Data suggest that North Carolina is slower than average in 
transitioning individuals out of large state developmental centers and relies more heavily on 
ICFs-MR than the rest of the nation.  
 
Many states are facing challenges to downsizing large public facilities. While there is increasing 
demand for residential services, there is little to no increase in workers. Data show that 55% of 
people currently receive services while living with families. Support waivers are being used to 
provide support without beds, although they were initially meant to only provide services until a 
bed was available. The financial management model of managed care is another significant 
challenge. Individual support allocation and infusing person-centered practices into the system 
are being examined by six states using federal grant to change practices based on current 
research. 
 
During the 40 years of downsizing large state developmental centers, many lessons have been 
learned: a systemic level approach is needed to make real changes;   someone or some 
organization must be in charge because problems cost everyone greatly;   a common set of values 



and a shared vision based on cultural understanding needs to be built;  families can only trust 
what they see and experience; there are advantages and disadvantages to announcing the intent to 
close facilities; there needs to be a focus on community capacity including infrastructure, 
funding that follows the person, and targeted training rather than the facilities closing; planning 
and coordination are essential and should include communication to build trust, accessibility, and 
responsiveness, and should include all involved parties especially the local community and 
developmental center staff; and local and state strengths and resources need to be used. 
 
Comments/Questions: A robust discussion followed. Topics included ICFs-MR, shared 
living/adult foster care, infrastructure, funding, case management, systems issues and the 
parental perspective, political pressure, family living and family care homes, and the need for a 
waiting list. 
 
RESOURCE ALLOCATION AND DISTRIBUTION : 
Christina Carter  
Implementation Manager 
Community Policy Management Section 
Division of Mental Health, Developmental Disabilities, and Substance Abuse Services 
 
The North Carolina Support Needs Assessment Profile (NC-SNAP) was developed and studied 
in North Carolina. It caused a change in the thinking of the state developmental disability 
system. With 11 questions focused on daily living, health care, and behavior, NC-SNAP 
provided a good start to understanding an individual’s support needs. NC-SNAP was 
administered to all the individuals receiving CAP-MR/DD services. It also brought the 
individual, family, case manager, and other service providers together. NC-SNAP does not 
quantify resource allocations or designate the types or intensity of needed supports. 
 
The Supports Intensity Scale (SIS) was developed by the American Association of Intellectual 
and Developmental Disabilities with a focus on community and consumer directed supports. 
This assessment tool measures practical support requirements; specifically it measures what 
daily supports an individual needs to live as independently as possible in their community.  It 
was designed to assess support needs, determine the intensity of those needs, monitor progress, 
and evaluate outcomes and may be used to project support costs. It uses interview based 
information and works well with the  Person Centered Plan. SIS has been evaluated in people 
with develpmental disabilities who are 16 and older and in children ages 5 -15. It is a 
comprehensive assessment tool that is being used in 10 other states. DMHDDSAS is currently 
piloting the SIS in seven LMEs, and data will soon be available. SIS provides a direct, reliable, 
and valid measure of supports across areas of life, evaluates the impact of significant medical 
and behavioral conditions, and allows comparision of the individual to a national sample for 
planning and resource allocation. 
 
Comments/Discussion: There was indepth discussion following the presentation. Topics included 
the large number of additional staff needed to fully implement the assessment tools, controversy 
surrounding a clinician administering SIS, using different information than NC-SNAP, and the 
challenges of families assessing frequency/support needs. The data on SIS was collected on just 
181 people and may not have been a large enough sample to make correct judgements.  They 



also discussed eligibility criteria for participants, scoring, and monitoring reliability of the 
assessment tools.  
  
DISCUSSION AND COMMENTS FROM THE TASK FORCE: 
 
Dr. Silberman provided a brief summary of the ideas discussed by the participants that may 
relate to recommendations. She did not discuss ideas that were already included in the potential 
recommendations.   
 
Comments/Discussion: The group discussed funding (state, federal, Integrated Payment and 
Reporting System, Federal Financial Participation, eligibility, CAP-MR/DD), Medicaid 
maximization, lowered tier funding, and increasing the number of slots to bring in people who 
are already eligible at the levels we currently already have available. 
 
The next meeting will be Monday February 23, 2009.  


