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FROM THE COMMISSIONER

At ADD, we began  Fiscal Year 2002 in the usual way- goals were outlined for the coming year, budgets were set, and services were in place.   Almost immediately, the country faced the unthinkable, and the United States was forced to struggle with the realities and repercussions of September 11, 2001.

For ADD and the many other government, civic, and charitable groups affected by 9/11, the attacks brought new challenges.  There were changes in services, new demands for assistance and information, and an unimagined depletion of available resources.  As FY 02 draws to a close we will begin receiving the numerical figures, which we expect to exhibit the increased need for services brought about by 9/11, and possibly, the innovative solutions and extra efforts put forth by the program offices we administrate.

My immediate reaction to the events of September 11 was to be certain that emergency relief was in place to help victims with disabilities at the attack sites.  Direct contact was established between ADD and the New York Developmental Disabilities Council, because of the incredible number of victims, missing persons, and displaced. ADD recognized the importance of providing immediate assistance to people with developmental disabilities, who would be faced with the complex challenges of evacuation with reduced mobility, destruction of assistive equipment, access to appropriate temporary shelter, and other pressing needs.  We received daily updates from the New York Council to ensure these needs were being met, and that plans were being made for future accommodation.

In the months following the attacks, ADD provided online information resources in multiple languages to assist families and people with developmental disabilities.  ADD contacted the state program offices to gain a nationwide picture of the problems encountered and projects initiated in direct response to September 11.

The shock from the attacks was felt all across the United States, but the most urgent need for services occurred in the states closest to the attack sites, New York, Virginia, Pennsylvania, the District of Columbia, New Jersey, and Maryland.

Immediately following the attack on the World Trade Centers the NY DDC began making daily evaluations of the needs of the victims, and reporting them directly to ADD.  Needs were assessed in three areas, immediate survival, short-term, and long-term. DDC grantees were offered the option to adjust their workplans to accommodate disaster relief efforts.  No adjustments were made, but many grantees provided disaster relief under their usual mission, mostly in the form of family support and housing assistance.  DDC made monies available to support the New York State Office of Mental Retardation and Developmental Disabilities for disaster relief and assistance.  

The New York Commission on Quality of Care (CQC), the State’s P&A group, coordinated volunteers, set-up, and operated a crisis hotline to refer callers to mental health counseling, and other services.  CQC made available staff from other programs to assist in disaster relief efforts including counseling, claims processing for disaster assistance, EMT and fire services, blood donation, and other services.  CQC also made available Brooklyn office space, for use by other State Agencies affected by the attack.  CQC disseminated information on their website about availability of services, and missing persons information.

NY Rose Kennedy UCEDD also provided counseling and family services, and ADD provided additional funding support.  Meetings were held to develop a consistent approach to counseling those effected by the attacks, both in the short term and over time.  The Center expanded their grief counseling services and group sessions, emphasizing care for persons with developmental disabilities that might be experiencing new or intensified emotional distress and behavioral changes. The Center provided transportation services for persons with disabilities to enable them to participate in community activities and rites including faith-based programs and memorial services, volunteer services, and counseling sessions. 

Westchester College of Medicine UCEDD started Project Cope shortly after September 11, with funding from ADD, to provide counseling and information services to people around the country.  Project Cope’s website was designed to be an information clearinghouse offering resources such as available books, articles, websites, and services with a special section focusing on services for persons with DD.  Much of the material was available in several languages.  Project Cope also developed a survey to determine the affects of September 11 on children with disabilities and their families.  Information from the survey is being compiled and will be posted at www.projectcope.net when it is available.

For those directly affected by the attacks, services were made readily available, but there was a need for both information and counseling that extended far beyond the boundaries of New York City and Washington, DC.  The most common programs instituted across the country involved dissemination of information and increased availability of counseling.  Some common resources on websites included victim lists, counseling availability and contact information, charity and blood collection services, and memorials.

Some example responses are listed below:

New Jersey Developmental Disabilities Council publishes two magazines, “Families”- devoted to the issues faced by persons with disabilities and their families, and “People with Disabilities.”   In the Spring issue of “Families” an article appeared about the difficulties of life after September 11.  Because of Northern New Jersey’s close proximity to New York City, many New Jersey residents lost friends or family members in the WTC attack.  Beyond the loss and emotional difficulties, some physical changes have taken place that may have a long term effect on the availability of transportation and other services on which people with disabilities rely. Several individuals with disabilities are profiled in the article.  In the January 2002 the NJDDC ran a touching tribute to Colleen Fraser, and outspoken advocate for people with disabilities, both in New Jersey and Nationally.  Colleen was a passenger on Flight 93, the flight that crashed in Western Pennsylvania on September 11.

The Connecticut Office of Protection and Advocacy for Persons with Disabilities developed a program to research the needs of the disabled in emergencies, and created a response plan based on their findings.  Results were made available to other agencies and non-profits.

The University of Minnesota’s Institute on Community Integration (UCEDD) produced a video and related report on the experiences of New Yorkers with developmental disabilities.  The video, which was partially funded by ADD, was scheduled for release on or before September 11, 2002.  

Mississippi Developmental Disabilities Council participated in conferences and workshops with other groups to discuss emergency preparedness and fears of terrorism in the community.  The groups focussed on safety issues that affect people with developmental disabilities, such as building access/evacuation mobility.  The sessions also focussed on coping with fears and the importance on counseling.

The Wisconsin Coalition for Advocacy (P&A) is participating in the development of the State’s Terrorism Preparedness Plan to ensure that ADA and other Developmental Dissability issues are incorporated.

Overall, the response to the terror attacks by the network of agencies that work in developmental disabilities has been outstanding.  They have worked hard to meet the needs of their users, and supported service organizations meeting the needs of others.  The effects of September 11, 2001 will continue to be felt by everyone in the United States for a long time to come, but it is good to know that we are prepared to meet new challenges, even in the most tragic circumstances.

PROGRAM PROGRESS

State Councils on Developmental Disabilities

Last year ADD and the State Councils worked hard to begin implementation of the Developmental Disabilities Assistance and Bill of Rights Act of 2000. State Councils fulfilled the requirements of the Act by submitting Five Year State Plans that now include information on waiting lists, support to self-advocacy organizations, consumer satisfaction, and new membership requirements.   By January 1, 2003, Councils will submit Program Performance Reports (PPR) in a format that is compatible with the new Five Year State Plan.  ADD has put significant emphasis on improving the electronic submission of State Plans and PPRs. The result has been a more flexible and efficient system that provides a variety of data from individual states as well as national aggregates. This information is key in fulfilling the reporting requirements of the Government Performance and Results Act (GPRA), the ADD annual report to the Department of Health and Human Services, and the promotion of State Council programs and activities.

The cornerstone of the reporting system is the indicators of progress. Since their inception the indicators have been significantly enhanced. The reporting process has been and will continue to be a fluid system that develops and changes to adopt to new program policies. Much credit is given to the State Council Executive Directors' Focus Group that provides guidance in the development of the reporting process. The Focus Group will next develop a framework for determining consumer satisfaction consistent with the Act of 2000.

The Monitoring and Technical Assistance Review System (MTARS) provides an opportunity for ADD staff, consumers and peers to review network programs and provide recommendations and technical assistance that will help to guide program performance. The onsite format of the MTARS allows insight into the network and program culture that complements the electronic reporting system. Twenty state programs were reviewed in FY 2001 - 2002.  Executive Directors from State Council, P&A and UCE programs were trained to serve as peers in the reviews, as well as to learn about the MTARS and prepare their own states. 

This year's ADD Technical Assistance Institute featured presentations by ADD staff on the State Council allocation formula, the MTARS results, and a board development curriculum designed for State Council members and P&A Board members.  At the request of Councils, ADD showcased at the Institute a new section of its website devoted to network program information and highlights that will be completed by the programs themselves. The Institute also featured peer-to-peer presentations on collaboration, rural and faith based initiatives, domestic violence and abuse prevention, monitoring grants and services systems, and data usage.  

The Institute was organized under the Technical Assistance contract to the National Association of Developmental Disabilities Councils. The contract focuses on peer-to-peer networking and provides information to Councils on Employment, Housing Initiatives, and Olmstead, as well as a listing of Council resources, and features a list serve to encourage communication among Council staff and members. As FY 2003 is the final year of the contract, a new technical assistance contract will be competed and will begin October 1, 2003.  Any ideas and suggestions for training and technical assistance activities of the new contract should be submitted to Mary Beth Greene at mgreen@acf.hhs.gov.
Protection and Advocacy Agencies

Fiscal Year 2002 began with the award of the new training and technical assistance contract to the National Association of Protection and Advocacy System (NAPAS), “Provision of Technical Assistance to the Protection and Advocacy Agencies”, on September 30, 2001.  The contract is an interagency-agency collaboration effort between the Substance Abuse Mental Health Services Administration, the Rehabilitative Services Administration and the Administration on Developmental Disabilities.  The new name for the training and technical assistance center is Training and Advocacy Support Center (TASC).

The P&A Program Management Conference was held January 9-12, 2002 in San Diego, California.  The Legal Directors held their second annual institute a day prior to this meeting.  For the first time, ADD’s Regional Office attended.  Janice Davis from the Dallas West-Central HUB was one of the Federal presenters on the Federal orientation panel.  The P&A New CEO/CEO Training was held April 15-19, 2002 in Washington, DC.  The training presented six new CEOs with the opportunity to learn about managing a P&A, being assigned a mentor from an experienced executive director and networking with their fellow peers.  The 25th Annual Conference was held June 26-29, 2002 at the Renaissance Hotel in Washington, DC.  This conference was the largest to date.  ADD staff, in collaboration with the other Federal partners from SAMHSA, RSA, NIDRR and the new P&A programs, PABSS and PABI, presented several workshops on “Beyond GPRA Indicators”, MTARS and the Federal perspective on policy, governance, etc.  There were over 500 participants, presenters and other interested parties.  The Fiscal Management Training was held August 22-24, 2002 in Albuquerque, New Mexico.  The evaluations continue to report that these opportunities for training are invaluable to the P&A system.  

The Passport to Advocacy Learning (PAL), the first skills-based curriculum developed by the Training Committee under the P&A training and technical assistance contract awarded its first Competency Certificate at the June 2001 Annual Conference.  There are now close to two hundred awardees.  This program continues to be highly successful because it is open to P&A staff and Board/Advisory Council members.

Under the training and technical assistance contract, TASC/NAPAS is in the process of forming a housing listserv.  ADD and NAPAS are in preliminary discussion around housing issues as they relate to the President’s New Freedom Initiative and the P&A mandate to carry out quality assurance activities. Housing has become an exciting area, and is anticipated to make more progress in FY03.

Several P&A Executive Directors have been trained and served as peer reviewers for the Monitoring and Technical Assistance Review System (MTARS) to many States.  We continue to need willing people with expertise to participate.  Contact Jacqueline Ezzell at jezzell@acf.hhs.gov or (202) 690-5905 for more information or to sign up for the next training. 

ADD wishes to thank each P&A Executive Director and their staff for taking the opportunity to send information and articles on what their agency is doing to make a difference in the lives of people with developmental disabilities and their families.  We read it, share it with staff and senior level management and use it to report on what is taking place in each state.  We also encourage use of  the new section of our website to highlight programs on a continuing basis. We strongly recommend that a staff member recruit or volunteer to keep the information current.  Recently, ADD provided information to the Commissioner on how the P&As are utilizing volunteers.  Web projects are an excellent way to involve volunteers and provide P&As total control of their content and unlimited space to keep us informed.

University Centers for Developmental Disabilities

Highlights of UCEDD Accomplishments: January 1, 2002, to June 30, 2002

The Cincinnati Children's Division of Developmental Disabilities, one of Ohio's UCEDDs, has expanded its work on adoption of children with developmental disabilities. Fifty-one copies of The Adoption/DD Resource Manual were distributed; The Adopt-Eduline, a help line for domestic and international prospective families, served as a 24-hour information resource; and in collaboration with the Children's Hospital Medical Center, the UCEDD operated a clinic in which 43 children received assessments and 39 adoptive and potential adoptive parents were served. Twenty-eight trainees from the fields of speech/language, developmental psychology, special education, and social work attended the clinic assessments and 73 participants attended two forums for professionals to increase knowledge about diversity and medical issues. A video production was initiated with leadership from parents from the enlarged Advisory Committee of the Preparation for Parenting Program. 

West Virginia's UCEDD accomplishments included some systems change outcomes.  Medicaid Work Incentive Network program activities resulted in the state Medicaid agency making a state plan amendment permitting the use of personal care attendants on the job or during job-seeking activities. Prior to March 2002, personal care services were limited to being provided "in-home" only. Also, the Center's interdisciplinary Feeding and Swallowing Clinic move from Federal grant funding to the state's West Virginia Children with Special Healthcare Needs Program. This builds the state's capacity to serve children with disabilities and feeding disorders. 

The New Mexico UCEDD's Medically Fragile Case Management Program continues its urgent efforts to decrease the waiting period for services. A total of 143 children and adults are now served through the Medical Fragile Waiver but over 120 individuals are waiting for services. The mortality rate is high: in 2000 it was 19; in 2001, 24 children died. The Program, in collaboration with the University and other Center projects, developed a Long Term Therapy Task Force that interfaces with State agencies, community providers, and parents to address the issues of care for children who are medically fragile. 

The Institute on Disabilities, Pennsylvania's UCEDD at Temple University, was invited to write the entry for "Disability" for the World Book Encyclopedia. Staff members Diane Nelson Bryen and Carol Marfisi were the contributors.

Through the Indian Children's Program of the UCEDD in Utah, 3,000 consumers and families received services provided by UCEDDs in Utah, New Mexico, and Arizona. Assessments and follow-up services were provided to underserved Navajo, Hopi, and Northern Pueblo Native American children. The program had been funded by the Indian Health Service and negotiations with Health and Human Service personnel resulted in continuation of the program and reinitiated services by participating centers.

The UCEDD in Kentucky announced the launch of its Kentucky Business Leadership Network On-Line Career Center. Over two-thirds of all states have found that the creation of such a network has been instrumental in enlisting broad-based employer support for increasing employment outcomes for adults with significant disabilities. The first placement was made in response to a job announcement made by a bank on the network website.

Michigan's UCEDD at Wayne State University has been implementing the Michigan Inclusive Education Initiative through training to over 80% of school districts. The UCEDD completed the second year of its national research grant studying the underrepresentation of students of color in inclusive education. A total of 6 research papers were completed addressing findings related to parents' and teachers' perceptions of access, services, and outcomes for students of color in special education. The UCEDD disseminated 1,500 copies of an advocacy CD ("Who's There?"), which is being used in policy and legislative discussions with regard to poverty vs. race as a determinant of education needs. 

The Association of University Centers on Disabilities (AUCD), ADD's technical assistance contractor, has been awarded a cooperative agreement by the National Center on Birth Defects and Developmental Disabilities. The Centers for Disease Control and Prevention and local and state agencies are collaborating with AUCD membership centers and other disability partners to develop projects to strengthen the Nation’s, and the AUCD’s, capacity to carry out public health activities in the areas of birth defects; developmental disabilities; and health promotion for persons with disabilities.

Monitoring and Technical Assistance Review System (MTARS)

During February 2002 an MTARS training session was held to supplement ADD's list of monitoring team participants.  During this session 28 participants were trained.  Twenty-eight people including State Council and P&A Executive Directors, consumers and parents of persons with  developmental disabilities were trained.  The resulting pool greatly enhanced ADD's expertise, needed for developmental disabilities network program monitoring.

During FY 2002 eleven states were monitored.  The monitoring effort has resulted in the improvement of program services and supports to persons with developmental disabilities, as well as, refinement of program operations and efficiency.  These actions have been possible through the technical assistance provided by peer monitoring reviewers, ADD and Regional program staff personnel.

In September, 2002 another MTARS training session will be conducted to again supplement the cadre of expertise needed for the 13 state developmental disabilities network program monitoring visits projected during FY 2003.  For more information, contact Lonnie Stewart at lstewart@acf.hhs.gov. 

PROGRAM PERFORMANCE

Program Performance Report Update

During FY 2001, The State Councils and P&A's submitted their FY 2001 Program Performance Reports, and P&A's FY 2002 Statement of Goals and Priorities (SGP). Once the all the forms were locked-in, ADD was able to summarized and extract the information for dissimination to ACF, HHS, other agencies, and grantees and partners. ADD's Electronic Data System (EDS) made it easier to extract the data for ad-hoc inquiries as well as data selection for the publication. 

Highlights from the Health section of the Councils' FY 2001 PPR's

Councils helped 28,231 people in 25 states to acquire essential health services, and 27 Councils trained 8,899 people as health care providers.

22 Councils worked on health or related projects in collaboration with other DD network partners.

Alaska: " ...Since 1994 the Council has been a primary supporter and funder of the Alaska Donated Dental Services Program. This program has provided dental care to 114 disabled Alaskans who have received $244,660 worth of donated services from volunteer dentists and laboratories. During this reporting year, 72 volunteer dentists treated 31 patients and 24 volunteer laboratories provided services to 14 patients.  Operating costs for $61,235 worth of services were $20,107; a ratio of 3.05:1 for value of service provided to dollar of actual cost."

New York: " ...* Over 200 Dual Diagnosis Reference Guides have been developed for clinicians & practitioners in NYS, including all OMRDD Psychological Services staff. This guide was the outcome of many years of careful work by experts in the field of Dual Diagnosis. Companion training protocols & materials have been developed to initiate formal training programs for: 1) Clinicians/Medical Practitioners & other therapists; 2) Medicaid Service Coordinators/Case Managers; & 3) Program Administration.  "

Highlights from the Health section of the P&As' FY 2001 PPR's

As a result of P&As intervention, 2,794 people with disabilities in 49 states/territories secured or maintained affordable health care.

Kentucky: " P&A represents more than ten persons that meet Olmstead criteria. CR is 31 years old, has diagnoses of moderate MR and intermittent explosive disorder. In 1999, CR was at a state psychiatric hospital when P&A became involved. Through negotiations with the state, P&A secured a community slot for CR. Staff at the facility was resistive to the idea and pursued placement in a public ICF-MR. P&A intervened and said the decision should be left to CR and his legal guardian with consideration given to his community services funding. CRs guardian supported the most integrated setting when CR conveyed that he wanted out of the hospital. Following an interest by a community provider to serve CR, the two met. Additional visits were made. In March 2001, CR was discharged from the hospital. He has had one brief psychiatric stay for a medication adjustment since moving into the community. He now has a home and a dog; he attends adult education classes, and he has applied to work at Wal-Mart.
Facility treatment team members are more knowledgeable about the Olmstead ruling and about community-based options for people with disabilities."

Michigan: "A young woman with DD was dropped off at a local hospital by her AFC home provider, who stated they could not care for her properly. The local CMHSP said they were not responsible to provide services. MPAS filed a Medicaid appeal. Before the hearing, the woman moved into a living situation of her choice with services and supports provided by the local CMHSP" 
UPCOMING EVENTS
MTARS

September 16-18, 2002 , Doubletree Hotel, Crystal City, Virginia.
Commissioner’s Travel Schedule

Commissioner Morrissey will be attending the following events, in the coming months:

September 20, 2002 – 6th National Self Advocacy Conference, Buffalo, NY

September 25, 2002 – Commissioner Morrissey is being honored with the Alumni Fellow Award, Penn State, State College, PA

October 16-18, 2002 – Disability Conference and Research Symposium, Albuquerque, NM

November 19, 2002 – CDDC/NADDC Conference, Point Clear, Atlanta
Upcoming Publications

Preparing for press:

Administration on Developmental Disabilities 2002 Brochure

State Councils on Developmental Disabilities 2001 Highlights Booklet

Revised MTARS Guide
ADDed RESOURCES

As continual efforts to keep the ADD Web Site: http://www.acf.dhhs.gov/programs/add  updated, last year several areas were added and/or updated.

ADD UPDATE section http://www.acf.dhhs.gov/programs/add/addupdate.htm was added. This section contains latest and archived issues of ADD UPPDATE.

FY 2001 Performance Highlights http://www.acf.dhhs.gov/programs/add/ddc-highlights01.doc for State Councils and Protection and Advocacy Agencies were posted. These 1-page summaries present brief overviews of the programs. 

FY01 national aggregates and states specific numbers for core measures were posted at:                  http://www.acf.dhhs.gov/programs/add/stateresults.htm
Updated Allocation tables, Grant announcements for PNS projects and UCEDD were posted on :

http://www.acf.dhhs.gov/programs/add/announce.htm
Updated list of  active Project of National Significance (PNS) was posted on: http://www.acf.dhhs.gov/programs/add/pns.htm
Contact Syed Rafiuddin for more information, srafiuddin@acf.hhs.gov.  

SEND YOUR IDEAS TO THE ADD UPDATE!

ADD welcomes your suggestions for articles to be included in the bimonthly Update.  Our new contact for ADD Update is Nichole Dulin, who can be reached at 202-690-6589 or ndulin@acf.hhs.gov.  Your comments, questions, or suggestions are welcome, and will be forwarded as appropriate.  Materials may be edited for space or content and not all materials received will appear in Update.
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