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Background 

The Statewide Independent Living Council (SILC), Virginia’s Independent Living Services Planning Body, promulgated its federally required State Plan for Independent Living (SPIL) for 2008-2010. The first of three goals articulated within the State Plan is “to facilitate support for new and existing Centers for Independent Living. [Further,] the SILC will support efforts to obtain state and federal funding to support the existing network of CILS, to expand the Network of CILs, and to outreach to unserved and underserved populations.”

The SILC prioritized outreach as the most important objective to address this year in approaching toward Goal 1 of the SPIL. The SILC and the Goal 1 Task Force gained consensus to sponsor and conduct community forums bringing together key stakeholders in unserved and underserved areas of the state such as: 

· Planning Districts (PD) 9 (Culpeper, Orange, Rappahannock, and Madison Counties), 
· PD 13 (Brunswick, Mecklenburg, and Halifax Counties), and 
· PD 14 (Amelia, Buckingham, Charlotte, Cumberland, Nottoway, Prince Edward, and Lunenburg Counties). 
No CILs exist in these areas at present though there are 16 Centers
 dispersed throughout Virginia. The primary purpose of the forums was to outreach to unserved and underserved populations and geographically remote areas of the state as part of the SILC State Action Plan. The forums were also designed to provide an opportunity for individuals with disabilities, their families, friends, local professionals, and advocates to learn more about and discuss the potential and interest for the development of local CILs. It was made clear to all participants that the development of any Center for Independent Living (CIL) would be possible only if funding should become available. These forums were to be considered planning forums only.
Actions
The SILC contracted with Janet W. Hill, a 30 year veteran of Virginia’s human service system, to organize and facilitate the three forums (one for each area) during July, August and September 2009. Ms. Hill worked under the direction of Marcia DuBois, Former SILC Chair, Rhonda Jeter, SILC Staff and DRS leaders, Theresa Preda and Mary Margaret Cash. The consultant first met for a pre-forum meeting with a group of regional key stakeholders in each area to establish local ownership of the process and to understand the general state of affairs regarding human services in each region. The DRS offices in each area were very helpful in inviting key leaders to this initial planning meeting. In the PDC 9, “Aging Together” Program was also extremely helpful in disseminating information on the upcoming forums to the public.  
Local family leaders were selected from the pre-forum meeting to work closely with Ms. Hill in planning the following tasks for the forums: 
· Identifying invitees for forums
· Identifying locations and arrangements (time/dates/day of the week) for meetings.

· Planning the format / planning joint facilitators 
· Discussing transportation needs.

· Discussing incentives to ensure participation and turnout.

· Discussing any special modifications needed 

· Reviewing drafts of invitation letters/edit (SILC Chair)

· Identifying the level of CIL educational needs in each region

· Determining most important information needs to be retrieved from the Forums.  

· Discuss potential outcomes: planning body, grant development ideas, private corporation involvement, etc. 
With the help of the local family leaders (shown below), the three community planning forums were arranged and held. The dates, locations and number of participants are shown below:
·  PDC 14: August 17, 2009: Farmville, 27 participants. (Family leaders: Jo Ann Torrence and Beverly Dunnavant)
· PDC 13: August 26, 2009: Clarksville, 21 participants, (Family leaders: Elsie Gladding and Sandra Conner)
· PDC 9:   September 21, 2009: Culpeper, 34 participants, (Family leaders:  Petrina Thomas and Karen Kowalski)
The agenda for each meeting was similar in all three forums beginning with an educational session on CIL philosophy, development, and services. Several CIL Directors/staff 
 volunteered to provide this training which was very much needed and well received. 
Ms. Hill also provided a handout and brief education on regional statistics and facts regarding local human services in the region including census information, the latest Disability Services Board Needs Assessment (2006-2008), and the PDC Regional Community Human Services Mobility Plan sponsored by the Department of Rail and Public Transportation 2008.  
The remainder of each forum was dedicated to encouraging the participants to speak out on several critical areas. The consultant recorded participant comments and their ideas on these topics:
· Gaps/needs for services in the area; 

· Services now available and used (or for which there are waiting lists); 

· Interest in CIL development and if so, what types of services are most needed; 

· Regional/local private resources that could be tapped;

· Interest in forming a core planning group for CIL development; and
· Brief plan for next steps.
Findings 
One finding that emerged immediately across all three forum was that participants with an exception of a few local leaders, in general, knew very little about what a CIL actually was or the services that can be provided. Many stated that the name “Center for Independent Living” implied to them that a CIL was housing or work center type program.  

Another observation of the participants in each forum was that many were currently disenfranchised by Virginia’s existing human service system. That is, these were the persons who do not meet the criteria for existing, funded programs in the Commonwealth such as those programs for persons with intellectual disabilities (formerly known as mental retardation), mental illnesses or who are elderly. Programs for these populations are funded and well established.
Many of these persons, because they were excluded from funded programs, also lacked basic information about services that were available to them. For instance, some were unaware of the mandatory eligibility of the Elderly and Disabled Waiver, the Department of Social Services Home Making Services, supported employment providers that will serve those with severe disabilities, respite care options, and ways to press for more CSB case management attention when eligible. In fact, there was a 35 year old plus individual and her mother who had never received any type of human services. In general, these were the individuals and families who urgently need accurate, cross-disability information/referral, and impartial case management/advocacy services to gain the supports they need.
In general, many family members present also expressed urgent needs for help, respite care, support groups, and most importantly, effective information. Fortunately, several regional agency Directors of services were present and were able to meet with families after the forum to clarify existing services and how to receive them.  

Individuals with a wide variety of disabilities attended and expressed their interest in actively getting involved to solve some of their own problems and have a place to organize themselves. One 27 year old individual who was injured at 22 and now uses a wheelchair said, “I’m tired of just sitting home and collecting a check—I want to do something.”  

The participants complained that there was a serious lack of consistent information available for services at the local level (e.g., DSS tells you one thing and DOH tells you another). Without a doubt, the most requested service was for “one central place you can go to for accurate, local/regional information on services and supports.”  

Participants at all three forums expressed strong interest in the development of a CIL in their areas to help address this vacuum of information. Consensus was reached quickly at each location that there was the need for “One Centralized Access and Advocacy Location that would serve across all Disabilities” and strategies to make the best use of community resources. PDC 13 may have said it best with the notion that a CIL would provide the needed “critical mass” in the community to make changes and better advocate for services.  

The table below shows other services of most interest to participants in each PDC. 

	Variations of Priority CIL Services Considered Necessary across the Three Regions

	PDC 14
	PDC 13
	PDC 9
	Same vs. varied

	Website and on-forums and webinars on CIL planning


	Training for self advocates on benefits of a CIL   
	More Adult Education/CIL education

	Same: Education on CILs & self-advocacy 

	More possibilities for companionship, social events and transportation opportunities 
	Training on peer counseling /support groups for adults with disabilities
	More recreation opportunities for adults \Accessible playgrounds for children
	Same: Companionship, social, recreation opportunities 


	More CIL training for existing human service agencies and interagency collaboration on CIL development 
	More “inter-agency networking” to help establish a regional CIL and to learn more about services available
	Much more assistance on consumer driven services with Waivers (ED/CD Waiver needs to be clarified with all agencies and users)
	Same: Education for Agencies/

Interagency 

Collaboration on CIL growth

	More Family networking, family support groups and family training / Focus on helping for aging caregivers
	More family networking and family support groups


	More advocacy to help families with certain accommodations like with the “handicapped tags” for vehicles 
	Same: Family networking/

Help for families

	Development and oversight of Consumer Driven (CD) services Case Managers 
	Commitment to build program plans around “what individuals and families really need”
	More employment support providers for  persons with more challenging support needs/ More service providers in general
	Varied by area

	Advocacy for development of a Brain Injury (BI) waiver
	Conduct a collaboratively designed inventory of needed and desired services first before designing a program
	More help with youth transition from school to work
	Varied by area

	Advocacy to increase personal assistants (PA) and Service Facilitator Wages


	No additional 
	Marketing with employers to become more involved in assisting persons with disabilities
	Varied by area

	More training for PAs /creating a clearinghouse to recruit and list PAs
	No additional
	More Section 8 voucher
	Varied by area


As seen in Table 1 above, some CIL services were identified as priorities in all three areas. In addition to the universal need for a one stop advocacy and access center across all disabilities, the similarities in the participants’ interests across regions existed including the need for:  

· More self-advocates and CIL education; 
· More companionship, social, and recreational opportunities; 
· More education for all human service agencies on the CIL purpose and philosophy and to enhance interagency collaboration on CIL growth; and 
· More family networking and support groups for families. 

Other regional priorities varied considerably. For instance:  

PDC 14 wanted CIL involvement in Consumer Directed Services:  In PDC 14 (Farmville area), a large, rural area including several universities, participants have become very knowledgeable about “consumer directed services” and utilized these individualized services to the exclusion of other center based options. PDC 14, therefore, wanted a CIL that could work to improve quality of those services. 
PDC 13 wanted CIL planners to conduct a systematic inventory on needs and current services: PDC 13 including Brunswick, Mecklenburg, and Halifax Counties makes up a more remote, more rural area of the state with less university presence. Its Disability Service Board was historically less active than most when funding was available and services in general may be less developed than either of the other two PDCs due to local match limitations.  PDC 13 wisely agreed that the most important task in preparation for CIL development was to first inventory current services and systematically ask self advocates and families what they really needed in the design of a CIL for their area.  
PDC 9 wanted to use a CIL as a means to expand and enrich the service array: Services within PDC 9 including Culpeper, Orange, Rappahannock, and Madison Counties are well developed. Participant interests for CIL services, therefore, tended to be more specific to enrich the current service array such as advocating for more Section 8 vouchers, more providers to serve persons with severe challenges, and more help for persons transitioning from school to work. 

Resources 

Each region identified significant local and regional resources and currently available services that may help in CIL development over time. These varying resources are detailed in each regional report attached. 

Core Planning Groups Established 

A core planning group was established in each region, made up of 10 to 12 volunteers. The facilitator first encouraged self advocate and family members to volunteer but also accepted agency involvement and service provider volunteers.   
Next Steps 

Primary goals of core planning groups are to: 1) continue regular discussions and brainstorming on the development strategies for a CIL for each area through a listserv or Google groups and face to face meetings, and 2) develop written plans for submission to the Statewide Independent Living Council (SILC) and the Department of Rehabilitative Services.     

As stated above, PDC 13 also prioritized the collaborative development of an inventory to better understand the needs and interests of self advocates and families before development strategies are begun. 
The participants in all three areas generally agreed on a similar set of next steps for CIL development to be managed by the Core Planning Group in their area. The primary steps were:  
· Ask surrounding CILs to mentor or parent each regional core planning group (Consider the  possibility that neighboring CILs may serve as “pass through” vehicles for funding). All regions decided they wanted to apply for satellite status first. 
· Solidify the Core Planning Group and develop a listserv for each core planning group/hold a follow up meetings soon.
· Have the Core Planning group develop a brief plan for the SILC and DRS for outlining CIL development in each area (using local/regional resources to assist)  

· Prevail on adjoining area CILs immediately for help. (They can provide some services now especially information and referral (I&R).
· Consider actions that would bring about the appointment of a local leader to the SILC (gubernatorial appointment) 

· Consider developing a Google group to work and share information on this project 

· Seek creative ways to get Legislators involved
· Commit to continue communication among all involved (remind each other of the cause)
Conclusions 

There is clearly strong interest in each of the unserved areas in the development of a CIL in the future. There are key stakeholders including self advocates, family members and staff from multiple human service agencies interested in initiating grassroots efforts to study, plan and design a CIL proposal for all areas. It is important to realize that this is not the first attempt at building resources for a CIL in these unserved areas. For instance, PDC 9 has worked with legislators and local resources on CIL development for a couple of years. Hopefully, the difference with this effort is that self-advocates and family members are leading the call. 

From the experience of building 16 Centers for Independent Living throughout the Virginia, we know that CIL development is best accomplished at the grassroots level through the efforts of local people with disabilities, their family members, friends, and other interested persons. “As people become organized, they begin to assess the local needs and levels of local interest and support for a Center. Successful establishment of a CIL depends on networking, personal involvement, coalition building, and a commitment to the empowerment and self-determination of persons with disabilities“(VA CIL Fact Sheet, 2008). The Core Planning Groups in each region, if nurtured by the SILC, will serve as the entity to organize and grow this grassroots development function. 
Attachments
· 2009 Statewide Independent Living Council Community Forum: Planning for a Center for Independent Living in Planning District Commission 14 (Amelia, Buckingham, Charlotte, Cumberland, Nottoway, Prince Edward, & Lunenburg Counties), August 17, 2009
· 2009 Statewide Independent Living Council Community Forum:                                                    Planning for a Center for Independent Living in Planning District Commission 13 (Brunswick, Mecklenburg, and Halifax Counties) August 26, 2009

· 2009 Statewide Independent Living Council Community Forum:  Planning for a Center for Independent Living in Planning District Commission 9 (Culpeper, Orange, Rappahannock, and Madison Counties), September 21, 2009

� VA CILs exist in Hampton, Norfolk, Charlottesville, Richmond City, Arlington, Harrisonburg, Winchester, Pennington Gap, Norton, Danville, Onley (Eastern Shore), Manassas, Roanoke, Abingdon,  Fredericksburg, Lynchburg and Grundy (See Appendix B: Virginia Centers for Independent Living).


 


� The project owes gratitude to the following CIL directors and members who provided outstanding education on the CIL philosophy, center development, and member outcomes: Marcia DuBois, Clarence Dickerson, Wendy Thomas, Tom VanDever, Phil Theisen, and Kim Lett.        .





