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Summary
Included in this binder are the individual annual reports for the RFSPC’s. No report was submitted by Council 3 (Somerset & Union Counties) and Council 8 (Gloucester, Salem & Cumberland). Following is a summary of activities and recommendations by the councils.
Public activities:


Outreach events/Provider Fairs - 10 events conducted


Public forums – 8 forums conducted


Provider fairs – 12 fairs held


Surveys – 2 formal surveys conducted


Conference outreach – National Caregivers Conference
Advocacy – various members contacted legislatures statewide; participation in national and statewide conferences; participation in statewide and national policy committees; served on several Executive Boards; collaborated with the Boggs Center to ask families to create “To Do” lists for distribution to legislators and providers
Monitoring activities

Evaluation of DDD Family Support system

Accomplishments/Benchmarks

Long- and Short-term recommendations

Identification of training needs

Recommendations for reallocation of funds

Recommendations for allocation of new funds

Recommendations for additional funds

Public activities

The councils organized, conducted and/or participated in the above mentioned activities throughout the state in an effort to educate families on various issues that directly impact on their ability and efforts to support and assist their family member living at home. As many changes continue to occur within DDD the councils planned a number of events with a focus on informing families about some of these new directives (e.g., introduction of families to the new single point of entry via DDS, new HCBS waiver for Family Support services, County-based Family Forums to introduce families to the need to identify resources using DDD and state- and county-funded services and initiatives, self-directed/fee for service direction). In conjunction with public forums, the councils invited provider agencies to be available answer questions for families on services/supports available in their communities.

Monitoring activities

As reported over the past several years Family Support contracts continue to be unavailable for review by the councils in all regions. This remains a source of extreme frustration on the part of the councils as it severely limits their ability to oversee contracted programs as well as make solid recommendations on allocations of contract funds, an essential role during the current fiscal crisis. One of the most important mandates of the Family Support Councils is to gather, monitor and recommend changes to family support programs based on the needs expressed by families in their region in balance with budgets, contracts, level of service (LOS) and performance. 
This has never been more important in New Jersey with reductions in family support funds and highlights the need to use the limited funding available in creative ways to meet the ever increasing number of families on waiting lists and new families eligible for DDD services/supports being added at a rate of 1,500 families per year. In an effort to perform the mandate to monitor and recommend the allocation/reallocation of funds within provider contracts, councils continue to meet with DDD Regional/County Family Support Coordinators and provider agencies throughout the year to review family support programs, LOS, and customer satisfaction. While the discussions provide some insight into the current status of programs and councils some direction to make recommendations for reallocation of funds, it does not allow for in-depth review of contractual standards in relation to LOS and customer satisfaction. The inability of DDD to respond to repeated requests for this information by the councils over the past several years has lead to a general sentiment on the part of the councils that there exists a lack of respect for the wealth of experience and knowledge the councils bring to the table. Thus, the need for more open dialogue, building of trust, and mutual respect is essential for the coming year.

Councils find it unacceptable that there would be any unspent funds in any FS program when thousands of families continue to wait for even one Family Support service. That there should be unspent funds in programs such as Self-directed respite, the most requested Family Support service with the longest waiting list, is inexcusable. The councils believe has resulted from no opportunity to review contracts by the councils and poor monitoring of contracts on the part of DDD.
Evaluation of Family Support system

The following were identified as major areas of concern based on input from families at the various public events held throughout the year and across the state as well as from surveys completed by families.
· Dissatisfaction with the quality and accessibility of services by DDD: thousands of families continue to care for their loved one at home without any family support services, waiting lists for services are unacceptably long.
· Lack of data: In addition to the unavailability of contracts for review for at least 5 years, data about the number of individuals and families living in different residential settings, transitioning out of the educational system, receiving the various types of Family Support services, etc have not been provided after numerous requests. These data are crucial to determining how to best allocate the limited resources currently available.

· Dissatisfaction with the transfer of cases to the Division of Disability Services (DDS): Initially families did not receive any communication from DDD about the new process and function of DDS prior to the first contact by DDS. While the transfer process has improved there has been communication from families about the lack of and incorrect information provided by DDS and concern about follow-up and accountability.  
· Dissatisfaction with customer service provided by DDD case managers: It is recognized that some case managers have very large caseloads (300-400 families as reported by DDD) and as a result there is often lag time for returning calls to families. However, families also report a lack of knowledge of services/programs, no attempt to probe to determine family needs in order to match the most effective service(s), lack of follow-up, and, in some cases, lack of understanding/compassion for families and what they are dealing with on a daily basis.

· Lack of services/supports: Families are told about the long waiting lists for service(s). Families have been waiting for years for even one family support service. Agencies report they do not receive referrals from DDD and as a result programs are not filled while families are told there are no slots. Despite numerous discussions about the poor referral process in individual meetings between councils with DDD regional/county FS coordinators and provider agencies as well as at larger meetings with the Division (i.e., Task Force meetings), referrals continue to be a major issue for Family Support programs. This is concerning as a lack of referrals generally results in unspent funds while families continue to wait for services.
· Lack of transportation to programs: This is an ongoing issue for many parents but especially working and older parents unable to continue to transport their family member.
· Difficult intake process: lengthy document, lack of assistance in completing the application, currently it takes approximately 12 months to register with DDD

· Number of families not registered with DDD: Many families are not registered with the Division. There appears to be no process in place to provide information to school districts throughout the state about the need to register children and what eligibility means to an individual and their family. The Division seems to be unable to provide data on number of graduating students requiring day services, supported employment, jobs, etc; school districts are unaware that this information is to be shared with the Division. School systems are not equipped with enough information for students for transition and other career options.  There must be a process in place to provide information to school districts about DDD and the need to register your family member. There also needs to be information provided to families through the school district on transition to adult life. Although there has been an effort to educate families on transition in the form of workshops, mailings are done through the DDD mailing list that has proven to be inadequate in reaching families based on returned mail to NJCDD from council event mailings using the same database. This translates to inadequate adult programs after transition in terms of types of programs (medically needy, behavioral management, etc) as well as insufficient slots or ability to access full self-directed individualized programs. 
· Lack of assistance with the various self-directed supports programs (i.e., Real Life Choices, Self Determination, Self-directed Supports): difficulty in researching, obtaining, and coordinating their own services, providers not being reimbursed.
While the overall term “self-directed supports” (encompassing Self-determination, Real Life Choices, Self-directed support, etc) is not considered Family Support in terms of definition and funding, the programs include supports/services identified and provided as Family Support. Overall individualized programs incorporate many elements of Family Support (e.g., in- and out-of-home respite, after work programs, recreational programs, etc) and many individuals in Self-directed supports participate in programs used by other families not currently able to create a “self-directed” program for their loved one due to limited slots for these programs (i.e., waiting list for CCW). 

Additional issues not defined as Family Support but of great concern discussed by families in every region are listed below.

Lack of community residential options: This is a major issue raised by families this year as well as previous years. Many caregivers are aging and it is becoming more difficult for older parents/caregivers to care for their family member especially those with demanding physical disabilities and/or medical issues by both the consumer and aging caregiver.
Inclusion of the councils in the Family Support Task Force to review current statewide practices to ensure that supports are provided in an equitable and consistent manner has continued over the past year. This has provided a forum for the Councils and DDD to interact and exchange ideas on various programs and issues directly affecting families. While this allowed for a thorough review and redesign of the Cash Subsidy program to provide an equitable and transparent process, it was realized after 2 years of work on the part of all participants.  It is unfortunate that after this lengthy process the Cash Subsidy program was eliminated as the funds were moved to decrease the CCW waiting list. It was very upsetting to the council members to learn about this decision after it was made without any discussion between DDD and the councils. These council members volunteered in this endeavor in good faith and required significant personal effort on their part. This added to the previously mentioned sentiment of lack of respect and distrust on the part of families. 

DDD began work on a new HCBS waiver for Family Support services. DDD staff, family members and provider representatives participated in all-day and evening meetings to draft the new Family Supports waiver. The Task Force set up an aggressive meeting schedule for April through August (2 meetings/month) in order to complete the new waiver by January 2011. The draft waiver was not completed according to the original timeline. The meetings are to resume in January 2011.

Council members need to be involved in any discussions surrounding FS services. Current discussions about Out of Home Respite have been underway without input from families. This is very concerning as this is a greatly needed service. It has been suggested that DCs and group homes be used for this purpose. This is not acceptable to families who have gone to extraordinary measures to keep their family member out of such settings. These are not community oriented settings. Families recognize the need to make the cost of this service equitable throughout the state but believe there must be more community oriented options.   Council members do not want to find out about a policy on how this service will be delivered after the fact. The knowledge and experience families have must not be overlooked. In fact, the Family Support legislation clearly specifies that the Division is to manage appropriated resources according to the Councils recommendations based on input from families in their regions. 
Accomplishments/Benchmarks

· Some Councils were able to increase mailing list databases through various outreach events which will provide for greater outreach to families within their regions.

· Increased interaction with various local committees and organizations to create awareness about the needs of the DD population within their towns and counties.

· Four Statewide meetings were held with a variety of speakers presenting. The Executive Director of the Family Resource Network presented the “Snapshots of Our Lives” book; The Director and Assistant Director presented on the process of moving families from DDD to DDS for I&R (Information & Referral). The purpose and goal of transitioning families from DDD to DDS is to provide a “single point of entry” in the system, disseminate information on existing programs and services, identify “gaps” and problems with services, and to assist callers in navigating through the complex human service system.  An estimated 18,000 (out of 41,000) individuals with DD are estimated to not need intensive case management and can be assisted by DDS.
· An intensive effort was made to increase advocacy activities to ensure no further cuts were made to the Family Support budget as the waiting lists have not decreased over the past years but only increased. Legislators were educated on the growing needs of aging caregivers for housing, family support services, and transportation using the “To Do” lists as described here. The Statewide FS Coordinator in conjunction with the President of the  Family Support Coalition requested “To Do lists” from families describing their daily routines caring for their family member at home. Local RFSPCs prepared their lists as well as reaching out to families on their mailing lists. Other families contributed their lists through the Family Support Coalition. The FS Coordinator and the Family Support Coalition sent letters to legislators on the following committees with a sampling of the “To Do” lists with the simple message “Don’t forget About Us”: Senate and Assembly Budget committees, Senate Health and Human Services committee, Assembly Health and Senior Services and the Human Services committees, and the Appropriations committee. The “To Do” lists were also given to the Assistant Commissioner who distributed the lists all staff at the central office as well posting the lists on the DDD website. 
· The FS Coordinator and Family Support Resource Network combined efforts to educate and inform legislators during visits to their district offices about families caring for a family member with DD living at home.  Whenever possible a RFSPC member and the family from the home district featured in the “Snapshots of Our Lives” book attended as well. The legislators were given the Snapshots book and the complete “To Do lists” at each visit. 

· A subcommittee of council members participated with DDD staff as part of the larger Task Force to revamp the “Cash Option Respite” program to provide more transparency and accountability. A standard reporting form, letter, and procedure was developed and finalized. A procedure for follow-up on the part of the provider agency and DDD staff as needed was prepared to avoid under spending in these program by offering unspent funds to families on waiting lists for this FS service as provided by case managers. 
· Members participated with DDD staff, family members and provider representatives in all-day and evening meetings to draft the new Family Supports HCBS waiver. The Task Force set up an aggressive meeting schedule for April through August (2 meetings/month) in order to complete the new waiver by January 2011. The draft waiver was not completed according to the original timeline. The meetings are to resume in January 2011.

· While some Councils increased their membership over the past year, others have either lost members or have been unable to add new members to their Council despite numerous outreach activities and fairly good attendance at these events. There is a general perception that this may be the result of several factors including the inability of family members to attend meetings due to the tremendous responsibilities between work and caring for their family member, general sentiment that the system is “broken” after years of requesting FS services but not receiving any, and frustration with the lack of response on behalf of DDD to provide the necessary information to allow the Councils to fully perform their duties (i.e., lack of contracts, LOS reports, customer satisfaction surveys). 

· The Statewide By-laws were amended and approved by the Council. By-laws for Council #2 were re-created as the previous By-laws could not be found. The by-laws were created and submitted to the statewide coordinator for review and approval.
· The wording and layout for a generic family support brochure and “Wanted” poster to recruit new members was developed with input from the RFSPCs. The final printed materials were distributed to the RFSPCs for use at outreach events to recruit new members. The final version is also posted on the NJCDD website.
· A new contract cover sheet with information needed by councils to review contracts and LOS reports was drafted and provided to DDD. Circular #39 was reviewed by Council members and DDD staff as it was due to expire in March 2010. Minor revisions were identified but put on hold by the committee members because the new FS waiver will change the way FS services will be delivered and the role of the RFSPCs will change once the waiver is in place. 
Recommendations

Membership

Retain active members and recruit new members Councils with a focus on new members that will reflect the diversity of families within each region. Continue to update and increase mailing lists. Translate the generic brochure into Spanish.
Advocacy

Continue increased advocacy activities to NJ legislators:

· Ensure no further cuts are made to the DDD Family Support budget as the waiting lists have not decreased only increased. 
· Educate legislators on the need to reinvest federal waiver funds into DD services

· Educate legislators on the growing needs of aging caregivers for housing, family support services, community residential options, transportation to activities and appointments.
· Increase the number of contacts with Legislators to provide them insight to the needs of people with disabilities and their family as well as the quality of outreaches to PTA’s/PTO’s as well as local Special Education Advisory Councils.
· Capitalize on the connections already established with the Legislators that have attended our events.
Policy input

A policy for directing the Self-directed respite programs was developed by a Task Force committee by March of 2010. This process has not however not been initiated with provider agencies. A primary reason the policy was developed was to prevent any unspent funds from not reaching families who have been waiting for years for this service. The councils would like to know why this policy has not become standard practice. 

Councils need to be active partners in developing policy that impacts on family support services. The Task Force purpose is “To ensure a statewide system of family support that includes equity, accountability and consistent statewide practices.” As work continues on the new FS waiver council members need to continue to ensure that any new policies reflect input from families throughout the state who have the experience and knowledge about what works and what doesn’t work. All parties recognize that the way in which FS services are delivered will change dramatically from the current system but members need to guide participants on how to best provide and deliver services within the constraints of a federal waiver. DDD needs to ensure that experts from various areas, such as SS, Medicaid, etc are present at the discussions to make certain that participants fully understand the implications of what is defined in the waiver. Members need to make sure that the freedom and accessibility of cash funds families have had since the inception of the Family Support Act remain intact to extent possible within a waiver, look closely at monetary budgets that might not fulfill families’ needs or limit their accessibility of other programs, and make sure that ALL families will be served equally, notwithstanding the child’s age. Again, the need to bring in federal money is clear; however, all federal reimbursement dollars need to be reinvested to this already severely underfunded population. 
Continue to uphold Family Support legislation which specifies that the Division is to manage resources based on family needs and input. While the system will gradually move over into a waiver-based service delivery system, current contracts will need to be retained and monitored in order to serve those families who will not be initially enrolled on the waiver due to budget constraints. 
RFSPCs reserve the right to make recommendations about which provider(s) receive funding on a case by case basis. Regional and County Family Support DDD Coordinators need to work closely with each RFSPC in obtaining information on family support programs for their counties to assist Councils in the assessment and recommendation of allocation of funds based on LOS and customer satisfaction in conjunction with family needs as gathered during outreach events and surveys.
The council proposes a task force to work on a new, more efficient registration form. The Division should change registration procedures, i.e.:  client approach, registration form, follow-up etc. A timeline of 1 year reviewing applicant’s documentation for acceptance is not acceptable. 

As reported in past years, accessible and affordable after school/work programs are in demand across NJ. Transportation is a major gridlock in the success of these programs. Councils and DDD need to work at the local level to identify creative ways to meet this need.

Identification of training needs
Council
Council training in the following areas would allow members to be more effective information providers to the many families they come in contact with at the various outreach events:


Real Life Choices/Self-Directed Supports


Updates on waiver developments

Council members would benefit from HIPAA training to permit them to attend meetings where sensitive information may be discussed.

Council training on how to blend available services from DDD, state and locally funded programs: As the fiscal crisis continues and budgets across the state are in danger of being decreased, the Councils need to become educated on services available to families outside of the DDD system. Councils should become educated and involved with the County-based meetings that began in late 2009 bringing together families, DDD, and county government programs and services. Families need to learn how to leverage all available funding streams using state- and county-funded services and initiatives, such as housing, transportation, and local provider agencies, so they can inform families in their regions.  Members need to learn how to access state and local formal and informal in-home supports which might prevent families from reaching a crisis level. This will enable families to plan for a better quality of life for their family member in the future. 
How to create and manage a microboard: This method of managing the care and wellbeing of a family member may be a useful tool for families as they age and recognize the need to take control of long-term planning for their child. 

DDD
Training of school district case managers is needed to understand their role in helping to identify and guiding families who may qualify for DDD services.
As reported in previous years, DDD Case management training continues to be needed in several areas: 

How to ask/probe the families to help identify what the most appropriate supports are needed at any particular time. To ensure the information provided to families is consistent between case managers within the same region as well as across the state.

Sensitivity training for case managers as well as how to deal with emergency situations. Case managers aren't aware of "trigger" words such as “crisis", the term used by DDD to let case managers know when a client is in danger of causing harm to themselves or others or if a caregiver is unable to continue care due to their own health/family crisis. Training is critical to provide a safety net to families caring for a disabled family member.  This is an issue that has been repeatedly reported in the past.

Other professionals
Training is needed for medical professionals to make them more aware and sensitive to the needs of our population.

Funding recommendations

Reallocation

As stated previously Councils have not received contracts for a number of years and as a result most Councils recommend that allocated funds remain the same in programs performing at least 85% or above capacity. In general councils recommend that any unused funds be reallocated to Self-directed Respite, After School/Work, and recreational programs as these are among the most requested supports by families statewide. To this end, waiting lists need to be established and kept current so that unused funds can be distributed in a timely manner. Any unspent funds need to be identified on a regular basis so that the funds can be reallocated to families on the waiting lists (see Policy input section). Other specific reallocation recommendations can be found in the individual reports.

New/Additional funds

Although there were no new or additional funds available the past fiscal year, it is imperative the Division recognizes the significant further strain the lack of services puts on families throughout the state. With 1,500 individuals entering the system each year the waiting list for almost every family support/service offered by the Division continues to grow, not only due to the increased number of families in need of assistance but also as a result of the lack of or reduction in funding and lack of oversight by the Division of existing contracts and councils due to the inability to review contracts. It is more important than ever that contracts be reviewed and monitored to ensure that funding for family support programs be utilized in the most appropriate and efficient way based or input from the Councils who act as the voice for the families by geographic region. 

As mentioned earlier in this summary as long as an existing program is operating at 85%, we recommend that any additional or unspent funds that become available be considered as potential funds for exploring new programs.   It is also recommended that families receive money for respite.  It should be at the discretion of the families who will care for their loved one in the event that they receive this service and funding.

In the event that additional/new funds become available, new programs should be explored as requested by families. Areas for future consideration include:

· Improved transportation to permit people with developmental disabilities who want to and are able to work to get to jobs.
· Increased supports and services, such as self-directed respite providers, respite providers to take individuals to appointments and social gatherings, for aging family members to meet the needs for caring for older family members with DD (i.e., older consumers require more supports and older caregivers also require increased supports themselves). 
· Real Life Choices being an alternative for a limited number of families, the majority of families continue to receive traditional services.  These services do not maximize the individuals’ potential and are geared to accommodate a general consensus – without “self-directed” supports individuals must participate in programs designed for groups of individuals sometimes across a wide age range that may not age-appropriate for all attending, cannot design their day around individual interests and abilities.  

Regional Family Support Planning RFSPC #1
Annual Report 7/1/09 – 6/30/10

RFSPC #1: Serving Morris, Sussex and Warren Counties
Council Membership

Margaret Hefferle (Chair RFSPC #1/State RFSPC Chair/State Rep) – Morris

Elizabeth Patterson (Vice-Chair) - Morris

Martha Clavadetscher (Secretary/State Rep) - Morris

Patricia Lillman - Sussex

Walter Tietz – Warren

Barbara Reddington - Morris

Introduction

The 2009-2010 fiscal year saw continued membership vacancies for Regional Family Support Planning Council (RFSPC #1). Five vacancies on the council remained unfilled despite ongoing recruiting efforts by remaining council members. Margaret Hefferle continued as Council 1 Chair and as state-wide rep and Beth Patterson continued to hold the Vice-Chair position. The remaining council members continued their recruiting efforts (both on an individual basis and at outreach events), focusing primarily on Warren and Sussex counties as these counties continue to be under represented in the current RFSPC #1 membership. 

Despite these vacancies, RFSPC #1 participated in or hosted a number of different outreach events in our region in an effort to recruit new members, collect information, and inform the public about available services.

1. Public Input Activities

In fiscal year 2000-2010, RFSPC #1 participated in six outreach activities and hosted a seventh outreach event. Region #1 members participated in the following programs:

· 9/15/09: Warren County Basic Rights Meeting

· 10/28/09: Housing Options Forum, Sussex County

· 11/3/09: Sussex County Basic Rights Meeting

· 11/11/09: Union Caregivers Meeting/Creating Individual Housing Options

· 2/24/10: Transition Fair/Warren County 

The outreach event/Open Forum,  hosted by RFSPC #1 took place on 3/20/10 at Project Self-Sufficiency in Newton, NJ (Sussex County). The open forum was organized like a ‘health fair’, where consumers were able to visit tables hosted by each of the 21 participating providers and ask questions, collect information, and enroll in mailing lists. Attendance was excellent for a Sussex County event. The council members and DDD spoke about the current state of affairs with the budget crisis. Approximately 80 consumers and their families visited the provider tables and stayed for the presentations/Q&A session held during the last hour of the event. This Q&A session provided RFSPC #1 with feedback on the needs of our Sussex County families. These included:  

· Continuing concerns voiced by consumers/families about the lack of knowledge of available services by some DDD staff, the disparity of services provided from caseworker to caseworker within DDD, and the lack of follow up by DDD to phone calls, service inquiries, etc. 

· Questions about how to obtain cash subsidies where available.

· Concerns about the impact of NJ’s budget crisis on family support services.

· Questions concerning the residential waiting list (how to get on it, who will come off it, current status of the list).

· Inquiries about locating day programs for adults with disabilities, and after school programs for children.

· Continuing concerns and questions regarding transportation and employment services for people with disabilities in rural areas of NJ like Sussex County.

The event concluded with the distribution of RFSPC #1 information flyers and surveys to participants with a request that consumers from all counties in Region #1 consider joining the RFSPC #1 as members. Interested members and the public were also encouraged to attend the Council’s monthly meetings at Morristown Memorial Hospital.

2. Monitoring Activities

In 2000-2010, RFSPC #1 continued to expand and update its mailing list, particularly in Warren /Sussex Counties. As in previous years, RFSPC #1 was unable to make individual site visits to providers during 2009-2010 due to constraints of time, personnel and the unavailability of current provider contract information. 
3. Evaluation of the System
Based on the information collected in the returned RFPSP #1 Consumer Satisfaction Surveys and the outreach events, the RFSPC #1 identified the following issues with family support services in Region #1:

1) Concerns that the current NJ budget crisis will eliminate or severely limit any remaining family support services.

2) Dissatisfaction with the quality and accessibility of services offered by DDD and provider agencies.

3) Dissatisfaction with the customer service provided by DDD, particularly with regards to:

a) Returning telephone calls and staff follow up;
b) Knowledge of available services/programs for disabled individuals in NJ.
4) Confusion and lack of knowledge about programs that are available, including:

a) Eligibility requirements;
b) Enrollment procedure;
c) Difficulty encountered by some disabled consumers in researching, obtaining and coordinating their own services.
5) The need for specific services, including:

a) Easily accessible services and housing services;
b) Transportation to employment/recreational events; 

c) Availability of employment training options for people with disabilities;

d) Cash subsidy option;

e) Centralized source of information (i.e. website, annual directory) on available support services;

f) Greater consumer choice of services/agencies.

6) Difficulty accessing and/or maintaining support services due to insufficient information and systems issues (i.e. waiting lists, bureaucratic ‘red tape’, inconsistency of services offered from county to county, inability to find/retain qualified workers).

As in years past, consumers and families continued to voice frustration with the current system and were very vocal in identifying the services they needed. Consumers were also concerned that scant services will be cut further once the new state budget was passed for the 2010-2011 fiscal year.

4. Accomplishments/Benchmarks

Despite continued staff issues, attendance by remaining RFSPC #1 members was good at the twelve regular business meetings that were held during the year, on the third Tuesday of the month at Morristown Memorial Hospital.  Due to the increased number of outreach events this year, RFSPC #1 greatly expanded its mailing list. Each of these outreaches provided RFSPC #1 with useful information on consumer needs and suggestions.  Council members were also active in Statewide Council meetings, the DDD coalition, and the family support task force to provide input to DDD as it makes the needed changes. 

5. Short/Long Term Recommendations

Based on consumer feedback, RFSPC #1 has several recommendations: 

Short Term recommendations:

1) For the fifth consecutive year we recommend that a contact person, ideally within DDD, be assigned to each RFSPC for purposes of supplying needed family support provider information/documentation. This liaison would expedite our receipt of information needed to determine which service contracts are due for renewal, to assess the quality of each provider’s services and to make informed recommendations regarding the allocation of regional funds for support services. This individual would also ensure individual Planning Council can continue to fully meet their mandates if interruptions in support personnel occur.

2) Region # 1 needs additional DDD case managers to meet growing consumer demand and provide these case managers with regular trainings that impart accurate, up to date information on family support services available in Region #1, specifically the more remote/rural areas in Sussex and Warren counties. 

3) DDD training of case managers and other personnel should continue to stress the value customer service, including prompt response to consumer inquiries and periodic follow up with clients to assess changing service needs and/or service eligibility requirements.

4) RFSPC #1’s mailing list should also be archived with the State Council to prevent any information getting lost when council members resign, move out of state, etc. This will allow continuity of services as new members join and continue the work of their predecessors. 

Long term recommendations:

1) RFSPC #1 will continue to focus recruitment efforts in Warren/Sussex County to fill the open seats on the council.

2) RFSPC #1 will continue outreach and education efforts into fiscal year 2010-2011, including regular mailings of the updated brochures and Consumer Service Surveys and at least one major outreach event hosted by Council #1 (venue to be determined). 

3) If any additional/discretionary state funding becomes available these monies should be directed into providing additional family support services and decreasing current caseloads for DDD case managers. 

4) As an alternative, the state should also consider allocating any discretionary funds to the expansion and/or development of those continuing ‘high priority’ service needs of respite, transportation, and housing.

5) Relevant state agencies should utilize the expertise of the Planning Councils in all regions when planning/implementing services and allocating family support funding.

6) The state should ensure better information for consumers and facilitate networking by developing a comprehensive handbook/website of support services available for each region in conjunction with DDD and all RFSPCs. 

6. Identification of Training Needs
As requested in prior years, RFSPC #1 would appreciate updates/training regarding the Real Life Choices/Self-directed Day Services program as it has received many consumer inquiries on this program.  Education/training in this area would allow our members to offer better and up to date information and guidance to the public, especially at our outreach events.

7. Recommendations for Reallocation of Funds
 RFSPC #1 recommends that funding allocated to Warren, Sussex and Morris Counties concentrate on continuation and expansion of in home respite in an effort to reduce service waiting lists housing services also continue to be important to families.  In circumstances where there are no qualified respite workers available (especially in more rural communities) we recommend funding to support “stresspite” services so families can more easily locate and hire their own staff. Finally, if additional funds become available in 2010, our Region #1 families have expressed the need for additional outside respite, after school programs, job training, and transportation.
Please note the RFSPC #1 reserves the right to make recommendations about which provider(s) receive these funds on a case by case basis as these funds become available. 
8. & 9. Recommendations for New/Additional Funds

Based on the feedback received during the 2009-2010 fiscal year, RFSPC #1 recommends that funding focus on the following:

1) Expansion of existing support services, specifically in the areas of respite, transportation, housing, employment and recreation. 

2) Establish better information resources for consumers, either via a website and/or a consumer manual (this should include resources for obtaining qualified in-home respite workers).

3) Make the availability of the ‘cash option’ for respite services consistent throughout Region 1.

4) Reduction of DDD caseworker caseloads and ongoing caseworker training. 

5) Increase the availability and consistency of support services in all counties of Region 1.

Regional Family Support Planning Council 2
Annual Report – 07/01/2009/ to 06/30/2010
RFSPC 2: Serving Bergen, Hudson, and Passaic Counties
Council Membership

Felicoiano Lim (Chair RFSPC #2/State RFSPC Chair/State Rep)
Frank Fiore (Vice-Chair RFSPC #2/State RFSPC Chair/State Rep)
Nancy Moreno (Secretary)
Mir Ali

Marge Sapnara

Andrea Torres

1.
Public Input Activities
There were no provider fairs or public forums held this year. Attempts were made to recruit members residing in Passaic County that yielded 5 potential candidates to assist us in choosing a site. However, none of the potential candidates could make a commitment at that time. 

We’re looking to have a provider fair and/or public forum this fall of 2010 (Passaic) and possibly one in Spring 2011.

2.
Monitoring Activities
Two members of the council are current members of the task force that Assistant Commissioner Ken Ritchey is heading. The task force is now looking into creating a new Family Support Waiver. The Chair and Vice-chair attended the FS waiver meetings as often as possible.

Additionally, members of the council attended the Tri-County quarterly meetings held by DDD with providers from Bergen, Hudson, and Passaic counties.

3.
Evaluation of the Family Support System
The definition of family support was discussed by the FS Waiver group as a basis of what everyone calls “family support” and what services might be considered FS in the waiver. 
The concern expressed by members of this council, and from other councils, is the limited number of families participating on the Family Support Waiver task force. The majority of the members are from DDD and provider agencies that are able to attend the meetings during the day (6 – 8 hours). Although there are scheduled evening meetings during the week, the majority of the work (and possibly the decisions being made) are during the day time when the disabled who are working, family care providers attending to their disabled, or parents and/or relatives of the disabled are at work. 

This council would like to express its dismay in the lack of forthcoming information with respect to provider contracts. There were statewide meeting discussions mentioning this information as well as task force discussions of having DDD providing this information in spreadsheet format (Annex B). Council #2 has mentioned in last year’s annual report of having this information in electronic format for ease of access. All nine councils have difficulty in getting to the information needed to monitor the providers. 

4.
Accomplishments/Benchmarks
Council #2 has been looking (for quite some time) any documentation on the by-laws of this council from the past. Since none could be found, it was decided that we create the by-laws first before any further business occurs. All council members felt that we needed to have formal guidelines to follow especially when we’re recruiting new members to the council. The by-laws were created and submitted to the statewide coordinator Bonnie Brien for review and approval.

Although we were not able to convince the 5 potential candidates from Passaic to join the council, we were able to recruit one member from Bergen County. We are pleased to have one new member added to our council, Mir Ali. His interest in the council increased after he attended our provider fair/public forum in Bergen County. He would have been a council member sooner had the council not decided on creating the by-laws first. We hope that having the provider fair/public forum in Passaic County will yield more interest and members from Passaic County.

5.
Long and Short Term Recommendations
Council #2 will find a different way to obtain information on the provider contracts in our region. With the Family Support Waiver expected to be approved by the Federal government, Council #2 is looking to make sure there will be sufficient services for families in our region. 

6.
Identification of Training Needs
We look forward to the statewide training sessions that will be held in Oct. 30 for all of the councils.

7.
Recommendation for Allocation of Funds
No recommendations at this time. Council #2 does not have information on provider contracts.

8.
Recommendations for New Funds 

There has been no notification of any new funds to be allocated for 2011.

9.
Recommendation for Additional Funds
None at this time.

Regional Family Support Planning RFSPC #4
Annual Report 7/1/09 – 6/30/10

RFSPC: Serving Essex County

Council Membership
Rebekah Novemsky (Chair)
Tamar Mitchell (Co-Chair)
Maria Divins

Alice Hirsh

Mary Howley

Daisy Johnson

Darlene Reeves (Statewide Representative)

Annette Smith 

Lisa Adams

Cheryl Cobbertt
Prospective member: Yolanda Smith

1. Public Input Activities
RFSPC #4 also participated in a provider fair at the Turtle Back Zoo in West Orange on September 12, 2009 hosted by the Department of Health and Senior Services- Special Child Health Services.  We were able to distribute literature: flyers and brochures about the RFSPC to approximately 25 – 40 consumers and families from Essex County. In addition, Council #4 held its own Spring Provider Fair at the West Orange High School Cafeteria in West Orange on May 15, 2010.  Joe Amoroso was present to speak about DDS services and to answer questions from family members. Provider agencies were present to distribute information and answer questions. Approximately 50 families and 18 providers were in attendance.
2. Monitoring Activities Conducted
· RFSPC#4 did not conduct any site visits with the three (3) Providers who hold Family Support Contracts during the 2009-2010 year.  Existing contracts with the three Providers were reviewed and we will be requesting at some point copies of satisfaction surveys from Provider and/or our Family Support Coordinator. 

· Council #4 meets quarterly with Family Support Coordinator- Lori Milford and Mary Semler and Barbara Campbell to review family requests for cash subsidy and the waiting list for services. 
·  Annette and Rebekah were members of the Family Support Cash Subsidy Task Force which was spearheaded by Assistant Commissioner Ken Ritchey.
3. Evaluation of System
We are concerned about the recent system change in DDD case management form assigned resource case management to a call in system to DDS information and referral. We fear that there will be little or no accountability or follow up to families under the new system. We fear that already overtaxed caregivers will have more of a burden to provide advocacy for their loved ones. We are optimistic that there will at least be someone answering their concerns, rather tan full mailboxes and no return calls from case managers with case loads over 500 in number.
4. Accomplishments/Benchmarks
· Council #4 was able to add two (2) new members to our council this year thanks to the recruitment efforts of our council. 
· We are very proud of the fact that we are able to have regular quarterly meetings and easy access to the DDD Family Support Coordinator to obtain budget information. 
· Council #4 is pleased that our outreach efforts were successful and well attended.  The council obtained a generous amount of support from our Statewide Family Support Coordinator, Bonnie Brien.
· Darlene attended the 20th Anniversary Celebration of the Signing of the Americans with Disabilities Act at the State House in Trenton on July 26, 2010.

5. Long and Short Term Recommendations
Short term:

· RFSPC #4 will focus on retention of existing members and recruitment of new members that will reflect the diversity of Essex County. (i.e. male, developmental disability, bilingual, etc.)
· We will update our mailing list and send out our updated council brochure.

· Obtain assistance with translating survey into Spanish
Long term:

· Monitor and solicit feedback from consumers on new DDS system of intake and case management.
· Establish contact with NJ legislators and do more as a Council to put the concerns of Essex County families in writing.
6. Identification of Training Needs
· RFSPC #4 veteran and new members need training in reading, monitoring and evaluating contracts.

· Advocacy training for Consumers/Families- “How to Navigate System”

7. Recommendation for re-allocation of funds
First Occupational Center is no longer a service provider. Fund allocated to them to provide family support services should go to existing providers who can provide services in the most expedient way in order to prevent gaps in service to families.
8. Recommendation for new funds
New funds are not available due to fiscal crisis.
9. Recommendation for additional funds

The council will place topic item on a regular council meeting agenda for discussion

Regional Family Support Planning Council #5 
Annual Report

07/01/09 – 06/30/10

RFSPC 5: Serving Hunterdon, Mercer & Middlesex Counties
Council Membership

Nelly Shoham (Chair, Statewide Rep.)
Ellie Byra (Co-Chair, Statewide Rep)
Rosa Elvira Diaz

Caroline Ferguson

William Robins

Introduction

The council made strong emphasis on recruiting new members. With only 4 active members for a good part of the year, the preparation and coordination of public forums and outreaches is made much more difficult.   However, the council is committed to serve the families of our region. 

1 - Public Input Activities 
· September, 2010 - Participated in a Public Forum in Perth Amboy

A very informative forum sponsored by the Perth Amboy Public Schools; over 15 regional providers attended and much interest was expressed by the school members, teachers, aids, and directives.  Unfortunately attendance was limited (approx. 30 families)

· April 17th 2010 -  Public Forum for all counties 

Forum was held at the Academy Learning Center, Monroe Township; a total of 23 agencies attended including DDD, DVR, the Middlesex County Office for the Disabled and some of the Family Support Organizations from the region.  Most of the public and private schools in the three counties were notified about this event.  Over 130 families attended. Speaker, Mr. Kenneth Ritchey.

· December 12th 2009 – Public Outreach 

10 prospective members were informed; only 3 attended this outreach at the Mercer County Library. 

· January 9th, 2010 – Public Outreach

15 prospective members were notified, 9 attended and we are still hoping some of the attendees will join the council.

May 15th , 2010 – Public Outreach

Due to interest expressed during Public Forum, an additional outreach was scheduled to which 9 persons were invited, - 2 attended and are showing much interest on the council.

· RFSPC#5 members participated, individually, in several public outreach activities
· Self Directed Support Conference and other lectures hosted by the Boggs Center

Housing conference sponsored by the Arc of Middlesex Family Support Focus groups

· Coalition of Families at the Arc of Middlesex

· Advocacy work:

· Maintained continuous dialog with DDD

· Chaired, organized or helped create the following organizations & programs in our communities:

· Served as Trustee, Board member and Board Secretary of the Hunterdon Outreach Programs (HOP).   (Ellie?)

· Organized, chaired and participated on “DREAMS” parent support group in Dunellen (Bill?)

· Participated in the following committees, meetings and trainings:

· National Public Policy Meeting, Washington DC.

· Care givers conferences 

· One member serves on Executive Board at CDD, Boggs Center and the NJP&A

· Participated in some of the meetings of the Family Support Coalition.

· Attended to various dialogs with the Division.

· Were part of DDD Council National Meeting 

· Participated on local support groups

· Some of the members participate on the Family Support Waver task force. 

· RFSPC # 5 Published no Newsletters

· We also translated our public survey into Spanish to meet the needs of our area.

2. Monitoring Activities 
· Some Council members regularly attended the Task Force meetings on implementing a new system for the Cash Subsidy program, and were part of the Self Directed Respite and Assessment workgroups.  They are also participating on the Family Support Waiver workgroup.

· Public Surveys

· Making use of the Division’s mailing list, Council #5 distributed 3,582 surveys among all three counties.  393 of these surveys were properly filled and returned by families. 

· During our public forum a new survey was given to families with incentives to return it the same day.  Over 130 surveys were distributed, 91 were completed.

Enclosed results of these surveys.

· Providers Coffee – August, 2009 

Five out of the nine invited providers and agencies attended the coffee; the council was informed about their programs, or lack thereof, and their concerns due to budget cuts. 

Providers found it interesting and were able to share ideas about their programs and procedures.

3 - Evaluation of the Family Support System
· It is unquestionable that many families are not registered with the Division; what is more disturbing is that the Division is not providing information to school districts, child study teams and board members about their services.

· The Division seems to be unaware of exact number of graduating students requiring day services; School districts have no knowledge that this information is to be shared with the Division. 

· Families find it difficult to register with DDD due to lengthy and overwhelming questionnaire.

· After school programs are in great demand throughout our region; some programs have long waiting lists while others have openings but agencies do not get DDD referrals for these vacancies.

· Transportation continues to be a sore issue, especially now that many school districts were forced to discontinue it for some programs due to budget cuts.

· There is a continued concern about children graduating from High School,  - day programs are filled to capacity, many families find it difficult to manage Self Directed Day Services, others do not find new agencies willing to fill lengthy documents to be registered with the Division.

· Parents are in need of Social skills programs, Saturday programs and respite.  Families themselves need respite from the daily stress of caring for their loved one with developmental disabilities

· The council applauds the Division’s Family Forums guided to find new, innovative solutions for housing; however, progress is slow and additional burdens are placed on families since budgets do not include a support coordinator.

· Although some transfers to DDS, many families continue to have difficulty contacting their case manager.  
·  Adult services, especially in the area of more medically or behaviorally involved individuals, do not exist.  Programs, which are in high demand and short supply, include quality adult day services, residential placements, after care programs, specialized senior services and behavioral programs.

4 - Accomplishments & Benchmarks
· After a trial period of having our monthly meetings on three different locations to accommodate families in all our counties, the council decided on one location which has made  it easier to all the members

· The council has made a strong effort to recruit new members; a new member was recently approved and 2 or 3 prospective members seem very interested. 

· We received many positive comments about our last forum; the overwhelming number of attending agencies facilitated families to find information pertaining to their particular needs.

·  After receiving many complaints about Mercer Arc, a letter was sent to their directives with cc to the Division.  We are glad to know that DDD’s Family Support Coordinator is following this matter and working closely with the council in this matter.

· In an effort to obtain information from agencies the council is now including a guess speaker to most of our monthly meetings, this has help us obtain some of their Level of Service Reports and Annex “A”s which will be reviewed in future meetings.

· Council members participated in several informative conferences, which kept us better informed. i.e.:  Family Support Waiver task force,   Family Support Coalition regarding the budget, various workshops offered by the Boggs Center related to Self directed series, etc.

· We had numerous meetings individually and as a council with other participants in the family support system and with providers regarding budget advocates

· There was an increase in public awareness about the council through our relationships and activities with the providing agencies, some schools, community groups, families and consumers.

· The council’s data base was increased by 236 families

5 - Long and Short Term Recommendations 
Regional:

· It was requested by families to offer additional forums per year; the council will work on more outreaches for each county.

· The council will work on reaching legislators to increase their knowledge of the needs of people with disabilities and to ensure that the state reinvests all federal funds from the upcoming Family Support Waver back into services for individuals with developmental disabilities. 

· We will continue to recruit new members that will reflect the diversity of our three counties.

· In an effort to reach more families in our area the council will try to develop our own website.

Statewide:

· There is a need for regional meetings between case managers and council members to learn what each one can do to help the other.

· The Division should change registration procedures, i.e.:  client approach, registration form, follows up etc. Time line of over 1 year reviewing applicant’s documentation for acceptance is not acceptable. 

· The council proposes a task force to work on a new, more efficient registration form.

· While the goal of the new Family Support Waver is to obtain Federal funds for services currently provided it is important to:

· Insist that these funds will be reinvested into services for families of individuals with developmental disabilities 

· Maintain the freedom and accessibility of cash funds families have had since the Family Support Act .

· Look closely at monetary budgets that might not fulfill families’ needs or limit their accessibility of other programs.

· Make sure that ALL families will be served equally, notwithstanding the child’s age.

· The needs of Aging caregivers must be addressed at all levels:  

· Housing, - long, slow moving waiting lists that give little hope to older caregivers.  Families worry about what is going to happen to their family member once they pass

· Care giver is no longer able to take care of the person with disabilities; he/she needs help with daily activities. 

· Aging care giver is unable to transport the person with disabilities to their daily activities. 

· Additional respite supports, home nursing care and medically based respite, transitioning to residential placement, day programs, job placement and more financial aid are in great need.

· Providers are eager to start new, innovative programs but get discouraged by the Division’s lengthy “RFP” procedures.  Something should be done to expedite such requests.  

· Allocation of funds and services to families should not be prioritized by disabilities (i.e.: Autism spectrum).  DDD should consider looking at serving those first in the list and/or critical needs.

· The Family Support Act of 1993 clearly states “Family supports must be chosen by families, controlled by families and monitored by families” therefore, it is imperative that families are active participants in any changes having to do with family support, i.e.: Hotel respite, changes to the system of medical HMO’s and their representatives to provide appropriate and needed services to DDD’s clients, any requirement changes on self directed services, etc. 

6. Identification of Training Needs
· Bi-annual formal training sessions should continue.

· There is a need of informative and generalized materials that councils can distribute to new members.

7. Recommendations for Reallocation of Funds 
The council recommends reallocation of any unused family support funds that are available by the end of this fiscal year to be used in self directed respite services.

8.  Recommendations for New Funds 
Although no new funds are expected to be allocated for Fiscal year 2011 the council’s recommendation for any additional funds are as follows:

· Any funding that becomes available for our region should be used for recreational services with transportation for families in Middlesex and/or Mercer Counties.

· Any additional funds should be directed to self directed respite care throughout the three counties.

· The remainder of any additional funds should be allocated to afterschool care in Hunterdon County.

9. Recommendations for Additional Funds
The council strongly feels that all Regional Councils and the Statewide Council should continue joining forces with all other advocacy groups and family members in the state to:

· Make sure the new Family Support Waiver does not compromise any of the services families are currently receiving and insist that the State re-invests all federal funds from this waiver back into services for families of individuals with developmental disabilities.

· Work diligently on the closing of one or more developmental centers to try to equalize  distribution of funds 

It is imperative that we make families and their needs visible to our legislators and our communities.  The needs of our families are not being met, recognized or supported by existing community based programming and funding.

10. Other

The council thanks Angie Cardin for her help, partnership and follow up with the Mercer Arc complaints. 

Regional Family Support Planning Council #6
Annual Report 1 July 09 to 30 June 10

RFSPC 6: Serving Monmouth and Ocean Counties
Council Membership

Michael Brill (Chair)
Malkie Biegeleisen

Michele Drumright

Walt Fernandez (Liaison)
Sheilah Garry

Sarah Logan

Melanie McGackin

Helen McGeoch (Liaison)
Jane Tallman

Ed Viebrock

Jane Ye (Liaison)
1. Public Activities 

October 8, 2009 – Council 6 Public Forum-Ocean County

March 11, 2010 – Council 6 Public Forum-Monmouth County

2. Monitoring Activities

Council members are still no longer permitted to attend Cash Subsidy meetings or provide input which was considered in distributing funds, due to HIPAA concerns. We did meet with representatives of several provider organizations: New Horizons in Autism, The Arc of Monmouth, The Special Children’s Center, and others. Although we have received some reports from DDD the time frames are entirely too long, and the quality of information causes us to wonder if the information we receive is accurate. We sit on the Commissioner Family Support Council and have completed work on Self-directed respite and the former subsidy program. We continue to work with the division regarding the creation of their new waiver request.

3. Evaluation of the Family Support System

Council 6 continues to distribute information regarding available services and promotes training for families where applicable. We continue to receive inquires regarding services from family members who are unable to obtain them from traditional channels. Family support is still communicated by ‘word of mouth’ more so than any other means. The issue of Self-Directed Respite is still a critical one, with nearly 900 families on the waiting list.

4. Accomplishments/Benchmarks

Our October Forum, was as well attended as our Spring forum, and was highly successful with 50% more people attending than the previous year. For our March Forum Assistant Commissioner Ritchey presented but only received three (3) requests from the community of which only two (2) followed up and were resolved. The important lessons learned regarding the event the previous year were incorporated this year and attendance improved.  Our March forum was well attended with more than 150 participants and 19 providers. We plan to continue the two (2) forums with one in the Spring and one in the Fall. 

We now co-chair the DDD FAST meeting in Monmouth and Ocean Counties, with Sarah Logan as the co-chair in Monmouth County and Michael Brill as the co-chair in Ocean County.

The council now has a permanent membership on the Monmouth and Ocean County CIACC, where we provide input on issues facing our constituents.

We have attending numerous meetings to provide input and to receive information regarding programs and policy issues in our area.  Some of the meetings have been with: 

· Senator Singer

· The Toms River Board of Education

· National Caregivers Conference

· Manalapan Mayor’s Committee on Special Needs Forum

· Assistant Commissioner Ritchey’s Family Support Task Force

· One Council member sits on the Board of The Arc of Ocean

· Olmstead committee for Advocacy and Family Partnership

· CIACC-Monmouth and Ocean Counties
We have been active in presenting and distributing information about the council to the following:

· Statewide Parent Advocacy Network (SPAN)

· Special Children's Organization For Parents and Educators (SCOPE)
· Marlboro Family Resources in Education and Development (FRiEnD)
· Pt. Pleasant Neptune High School SEPTA
· Knights of Columbus providers fair

· POAC

5. Long and Short Term Recommendations

Increase the number of contacts with Legislators to provide them insight to the needs of people with disabilities and their family as well as the quality of outreaches to PTA’s/PTO’s as well as local Special Education Advisory Councils. 

Continue to run two Forums per year to increase the numbers of families contacted and try to keep them at the same locations and around the same time of year so that people come to expect it.

Capitalize on the connections already established with the Legislators that have attended our events.

We plan to invite some of the 14 agencies providing services in our area (48 Contracts) to speak to the council regarding their needs and for ways that we can work together to provide families the support they need.

We need to find a way to reduce the waiting list for Cash Option Respite in Monmouth and Ocean counties as the list is too long with some families waiting years for available funding.

6. Identification of Training Needs

Council members would benefit from HIPAA training to permit them to attend Cash Subsidy meetings and other meetings where sensitive information may be discussed.

 Training is needed for medical professionals to make them more aware and sensitive to the needs of our population.

Council members would benefit from training on the latest activities by DDD, NJCDD, and others so that they are up-to-date on what is happening in our community, but scheduling conflicts have arisen.

7. Recommendation for Relocation of Funds

As always there is a need for more family support dollars; it needs to be a permanent budget item. In the coming year we will focus the need to get Medicaid money back to the division and not to the state treasury. 

8. Recommendation for New Funds

In this environment funds are still needed for respite services; there are almost 900 families in Monmouth and Ocean County on the waiting list for cash option respite.  In addition accommodations are necessary for families needing more than 60 hours per quarter. We would like to explore the option of using new respite funds when money is available (families that would be added, not those already receiving funds) at 10 hours per month instead of 20; it would allow us to provide some respite to twice as many people, since we have a limited amount of funds.

Additional funds also need to be provided to improve transportation to permit people with disabilities who want to and are able to work to get to jobs.

9. Recommendation for Additional Funds

Same as item 8

10. Other

We have been fortunate that we have been able to fill all available slots, but it is difficult to maintain due to the needs of family members and people with disabilities.

We would also like to thank Angie Cardon and Ann Weber-Rodriguez for their support and assistance, they have been a real asset to us and the families we support.

REGIONAL FAMILY SUPPORT PLANNING COUNCIL

ANNUAL REPORT –7/1/09 – 6/30/10

RFSPC #7: Serving  Burlington & Camden Counties
Council Membership

Debra Flagg (Chair)
Mike Marue (Co-Chair)




Nancy Foster


Kim Coll






Margo Morrison

Joanne Straton




Barbara Coppens

Oksana (Sue) Shapowalenko





Yolanda DaSilva

Susana Medina






Josephine Messina

Liaisons



Michael Reynolds

Joan Reynolds 




Ronnie Coll


Gail Furrer


Rose Stokes


Katharine Dlouhy

 

Deborah Hill


Pamela Kenwood
Advisors
Margo Morrison, Gail Furrer

1. 
Public Input Activities

July

 
ADA Day: Campbell’s Field, Camden, NJ 


September


12th - Family Day:  Lockheed Martin, Mt Laurel, NJ 


29th – RFSPC #7 Annual Providers Fair, Burlington County Special Services School, Westhampton, 
NJ 


October


28th – Open Forum, Pemberton Township, NJ 

December


3rd - Open Forum, Northern Burlington Middle School 


January


13th - Open Forum at Eastern Regional High School 

Special Contributions

Barbara Coppens has received the Community Building Award from the NJCDD for going above & beyond the call of duty.  Our other Self Advocates, Kim Coll & Josephine Messina continue to attend various events held throughout the state to assist in changes needed for our community.  Nancy Foster, JoAnne Stratton and every parent on Council 7 have remained diligent in finding new information and creative ways to assist families in our counties to the best of their abilities.  The Council has grown to the degree that many families have become aware of Family Support, its meaning and that we are there to help our community in as many ways as possible.  Although absent from meetings, our Liaisons continue to help Council 7 remain successful in outreach events.  

2. Monitoring Activities Conducted
Surveys, mailing list forms, council information, newsletters and other information are always on display and/or handed out at all of the above activities plus many other small opportunities that we attend. All of our council members are always looking for more opportunities to gather information and to make families aware of the council. The greatest opportunity for this usually is the one-on-one contact with those who attend meetings, talk with on the phone, or at Open Forums and Providers Fairs.  In the past, representatives from DDD and other groups have called us for permission to give out our numbers to help the families they represent.  
Open Forums, Outreaches and Surveys produced the following testimonies: 

· The need more community based recreational services or programs for adults with disabilities 

· Respite

· The need for home health aides and other in-home supports.

· Behavior supports in the home for severe behaviors

· Cash Subsidy / Voucher Stipend 

· Camp

· Assistive Devices

· Transportation services

· Medical / Dental Assistance

· Housing Assistance

· Parent Education

· Estate, Transition Planning & Guardianship 

· Knowledge of available services

· Parent Advocacy
· Aging

3. Evaluation of the Family Support System
The fact remains that the numbers show an increase every year of the growing needs, but this issue remains at a standstill.  With lack of supports and caseloads increasing, there are concerns that DDD has not been able to provide any supports to many families.  Due to lack of funds for various programs children who were transitioning out of the educational piece feared there were no jobs or supports after graduation.  With more children in our system the concerns remain an ongoing issue regarding no program to attend, or job placement.  School systems are not equipped with enough information for students for transition and other career options.  Due to the lack of funding, the majority of our children who are graduating will more than likely remain at home.  Camden City continues to be our focus as well as other areas within Camden County.  Due to the increase of the Latino population, we are honored to have members that can attend the outreaches and are more culturally sensitive. Until additional funds are released, it remains nearly impossible to accommodate families coming into the system.  

As stated last year, families should be receiving Family Support information when registering for DDD services.  This will help the families understand that there are more factors involved in receiving services.  Also, Family Support recommends that provider’s services look at services needed by the families registered with DDD and provide more individualized care and services to the individual, rather than a generalized program.

4. Accomplishments/Benchmarks 
Council 7 has continued to maintain full membership with liaisons and volunteers.  Our continued goal is to hold our provider’s fair annually and possibly twice per year due to the growing population and demand of services.  With budgetary issues this may not be possible.    

5. Long and Short Term Recommendations   

Council 7 has continued to acknowledge the efforts of each member as well as liaisons and volunteers.  The continued commitments of the Council body including three of whom are bilingual have allowed the Council to reach more people than in past years.  Our self advocates are another asset.  With the efforts of the self advocates and their message to everyone who has attended our events are well aware of each one’s efforts to make Family Support a success.  A continued short term goal is for each of our dedicated people to reach out to the special needs members of their own local community, letting them know who we are and gathering information on their needs. One way we can do this is to open more communication with our local school district’s child study team, giving them our information that they can use and pass on to the parents. This would include using our buddy-up system initiated by our Chair, Debra Flagg, and a positive follow-up routine. If we are in communication with the system and the parents on an ongoing basis they will be more apt to call on us when help is needed. We have attempted to contact our local newspapers in the past with no success. 
Many of the needs of our families still seem to center around after school programs and local activities. Therefore, we will make it a long term goal to work with our local recreation departments and school districts to organize the needed programs in our area. We will contact existing programs that can possibly guide or aide our local communities in this endeavor.   

***We continue to make contacts in Camden County and held a Providers’ Fair in Haddonfield, NJ last fall.  Several open forums were attended including one at the RC Molina School in Camden City. Many of these contacts stemmed from an Open Forum we held at Cooper in Camden. The Providers’ Fairs have such a tremendous impact on so many families and providers. Because we have been asked by so many families and providers when we are having one again in Burlington County, we will be having one in September 2009 for Burlington County. Council 7 also participated in the following community events: March 23- POSES meeting at Lenape HS in Mt. Laurel; April 21- Kingsway Learning Center: Program Options Beyond 21. 
The communication has improved on a regional level with DDD partly because they are always invited to our open forums but there still needs to be more. We need to follow-up with individual case managers or to make sure they are giving out our trifolds when the initial application is sent. It would also be beneficial for both parties if we could have at least a meeting quarterly to review information.
6. Identification of Training Needs
The council’s recommendations are that formal training sessions and seminars are needed to continue to be offered more frequently to capture and train current and new members.  Further advocacy seminars are necessary to maintain a positive attitude.  The basics are still needed, but acknowledgement and achievement is important.  Family support should evaluate the current needs of families and reflect on the changes that are needed for our families.  With the creation of many newsletters and public displays, we have become more knowledgeable from the families and have been successful in reaching out to them.  With the continuing changes in the DDD system programs and lingo have become more complicated to the families and would be beneficial for council members to receive updated information.  The need to research other venues for new services remains another priority of the council.  

7. Recommendations for Reallocation of Funds
Although the council has not received contracts for some time, our recommendation remains that the allocated funds remain the same as all projects and programs are running at least 85% or above.  Should any additional monies become available, we suggest it go into cash subsidy as request for this request continues to fall short to DDD.  Until additional money is received, it is uncertain as to what other options families have for their loved ones to receive services.  New programs should be explored and better care should be given to our loved ones.  As stated last year, we ask that the cash subsidy request go back to once a year instead of every two years.

8. Recommendations for New Funds
Due to the population of people with disabilities increasing every year by nearly 1,500 or more, the issue remains for Family Support to become a line item in the budget.  Also, recommendations for funds were given to DDD to show how this money should be spent.  As long as an existing program is operating at 85%, we recommend that any additional funds become available for cash subsidy with the possibility of exploring new programs.   It is also recommended that families receive money for respite.  It should be at the discretion of the families who will care for their loved one in the event that they receive this service and funding.
9. Recommendations for Additional Funds
In the event that additional funds would become available, the council feels that new programs be explored.  With Real Life Choices being an alternative for some of our families, there are those who continue to receive traditional services.  These services are not maximizing our loved ones potential and are geared to accommodate a general consensus.  Our loved ones individuality is not supported by current existing services.  
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1. Public Input Activities Conducted
Atlantic County Special Services School Back To School Night:

Council 9 set up an information table at this event with over 250 teachers, parents, students and advocates in attendance. Information was displayed and Mrs. Philippi was present to answer questions. November 14, 2009 at the first annual Cape May County Disability Fair held in Sea Isle City, NJ. Mrs. Philippi was in attendance to hand out information and answer questions. 

In October of 2009 Council 9 sent a survey to 1128 families in Atlantic and Cape May Co. A total of 240 completed surveys were returned the Council 9 post office box in Somers Point, NJ. A large amount were returned to NJCDD for wrong and unknown addresses. This survey was DDD client’s mailing list only. DDD needs to get caught up with a current mailing list.

Presentations at local support group meetings 

Mary Ann Philippi gave presentations on Council # 9 to variety of local groups

There was no Public Forum Giving as Council 9 open meeting policy. 
2. Monitoring Activities Conducted
· Difficulty for clients in contacting their case mangers and getting correct information. Parents and clients do not know about DDS. 

· Lack of knowledge on what supports are available.

· Trouble with gaining access to DDD services /rejected applications.

· Difficult transition from school to adult life.

· Problems finding transportation in rural areas. 
· Needing family supports that are not available including an after-school program in Cape May County
3. Accomplishments / Benchmarks
· Get Cape May County Residents to come back to the Council 9 table and

    hold meetings in Cape May County. 

· Started Saturday recreation program in Cape May County. 

4. Identification of Training Needs
1. Continue outreach at public events and through email to inform stakeholders of services.

2. School district case-managers need training to understand their role in helping to identify individuals who may qualify for DDD services.

3. As new individuals attend council meetings, inform them on the role of the RFSPC’s, the Family Support Act of 1993, DDD services and eligibility and the by-laws of Council 9.

4. Increased awareness of DDD services in Atlantic and Cape May Counties.

5. Evaluation of the System
The majority of families have not heard of the Family Support Act of 1993, or the role of Regional Family Support Planning Councils in advising the DDD. Many families expressed frustration with the DDD application process and difficulty in obtaining services.

In our region, DDD offers the following supports and services:

1. Respite, cash-option respite

2. Hotel respite

3. Funding for Camp-by-the Sea Summer Camp

4. After-School Program at Atlantic County Special Services

5. Weekend Drop off respite programs

6. Cash subsidy - Families do not know that this program has been discontinued
7. Equipment and supplies

8. Emergency Respite (ARC Atlantic and Cape May Counties )

Council 9 has taken parent input on available services and found that families who are eligible and receive these services are satisfied. However, contacting individual case-managers and the application process are areas of concern for parents.

Barriers to services and groups most at risk for being under-served are:

Rural location/limited transportation

Single-parent families/child care issues

Families without access to internet

Families with non-traditional work hours (for example, casino workers)

Limited English proficiency

It is important to be aware of these high risk groups and consider ways of outreach to meet their individual needs.

6. Long and Short Term Recommendations
Council 9 recommends the following system changes:
1. Increased communication between DDD and clients including regular mailings, email and phone contact.
2. Partnerships between DDD and other community organizations and agencies including Early Intervention, doctors, hospitals and schools.

3. Application Process: DDD Applications available to organizations, agencies and as a pdf for download on the internet.

4. Clearer guidelines for eligibility.

5. Increased communication between DDD and Council 9.

7. Funding Recommendations  
There was NO NEW Money for family support in 2009 and for the last 4 years. It is still not clear as to dollars that were in the Cash Subsidy program. 

We do not get the Annex’s A’s or the Annex’s B’s There is no way of seeing were the dollars go and the level of council responsible to over contracts for Family Support.

We do not get Cash Subsidy spread sheets.

The outreaches with support group’s families and the 240 survey’s we received tell us that 

Respite is still the most requested service. Families who are not receiving any services should be a priority for these recommendations as well as the aging DD population and their families. 

An After School Program in Cape May Co. is needed to accommodate the number of children with DD. 

Families in Atlantic and Cape May Counties have requested the following supports:

1. Create After-School Program in Cape May County

2. Create Summer Camp in Cape May County

3. Increased funding for Summer camp

4. Increased funding for transportation

5. Community-based respite and recreation programs 

6. Nursing care for medically fragile clients 

A footnote to this year’s report: 
          This year has been extremely difficult for Atlantic and Cape May County families. They do not receive nearly as many services the rest of the state receives. The primary reason for this is the relatively smaller DD client list compared to other counties.  It is NOT because we do not have the people with disabilities in Atlantic and Cape May Co. Very much to the contrary. Atlantic and Cape May Co. has grown to almost twice its population in the past 5 years. Yet DDD will service or take the number of Initial Uniform Applications as required by the Chapter 14 Special Education New Jersey Administrative Code Title 6A Education Subchapter 1-2.i 17 .            










PAGE  
10

