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FROM THE COMMISSIONER

Following the events of September 11, 2001, many of us who had taken our safety for granted felt threatened for the first time.  For others, the trauma produced by that event was merely an extension of the isolation, fear, and shame they experience regularly as a result of being abused.  In America today, children with disabilities are almost four times more likely to be victims of abuse and neglect than are children without disabilities.  Less than half of abused children receive any services at all.  This month I would like to share with you my three-part vision for ending abuse. 

First, an abused individual should have more than one place where she or he can turn to for resources and guidance.  More points of entry means increased availability of vital services for every person in need.

Once these multiple points of entry are in place, a collaborative network can be forged to ensure that regardless of what door an individual enters, he or she will receive high-quality, affordable services.

Finally, I would like to emphasize that ending abuse is a shared responsibility.  Community members need to know that anyone can make a difference that could save a life.  The only tool needed to approach a victim is the willingness to say, “I’m concerned for your safety.  You don’t deserve to be treated this way.  Here is a toll free number/ community resource/ pamphlet.  I don’t have a lot of expertise, but these folks can help.”

As change agents, conscience raisers, advocates, and guides, members of the DD network are in a unique position to help people with developmental disabilities to live safe, happy lives within a community.  You are voices of safety and compassion in your communities, and ADD counts on you to share your expertise.

PROGRAM PROGRESS
State Councils on Developmental Disabilities 

& Protection and Advocacy Agencies

Spotlighting Volunteer Efforts

In the spirit of DD network collaboration, this month’s first article presents some combined achievements of Protection and Advocacy Agencies and Councils on Developmental Disabilities in partnering with members of their communities to enhance the quality and availability of statewide services for people with developmental disabilities.  Effective incorporation of volunteer efforts improves both program performance and community awareness, two elements vital to the accomplishment of the DD network’s mission of promoting the independence, productivity, integration and inclusion into the community of people with disabilities.

Volunteer Highlights—State Councils on Developmental Disabilities

State Councils utilize volunteers in a variety of inventive ways to plan and implement a statewide network of support for individuals with developmental disabilities.  Following are some tangible results of Council collaboration with volunteers:
· Arkansas: When the Council develops brochures, booklets, pamphlets, manuals, etc., it asks for help from volunteers in reviewing the information.

· Hawaii: The Council seeks out volunteers from the community to contribute to the efforts of its Advisory Committee, which links the Council to local agencies, and works to acquaint consumers with the Council.  Additional volunteers serve on the advisory panel for the Council’s Partners Initiative and the Family Support Council, assist with self-advocacy training, and speak with legislators on Legislative Day.

· West Virginia: The West Virginia Council works with the local Americorp project to increase number of people with disabilities in community volunteer service. 

· Another Suggestion: Recruiting Volunteer Efforts to Collaborate with the President’s Freedom Corp: ADD suggests that Councils could link individuals interested in public policy activities with opportunities in their community by coordinating with the President's Freedom Corps.  More information on the Freedom Corps is available at http://www.usafreedomcorps.gov.

Volunteer Highlights—Protection and Advocacy System

The following summary includes examples of the exceptional and creative ways in which P&As coordinate volunteer efforts to supply their clients with information and referral services, and pursue legal and administrative solutions to challenges they face.

· Massachusetts:  The Massachusetts P&A operates an innovative training program that benefits both local attorneys and the Massachusetts consumer population.  The P&A conducts two or three trainings a year on special education and mental retardation issues for interested pro bono attorneys.  Each trainee is then assigned an individual case regarding a child with a developmental disability.

· South Carolina: The South Carolina PADD Advisory Council continues to focus on soliciting feedback from consumers to help direct the P&A in its establishment of PADD priorities for each year.  Volunteers assist the program by disseminating information and gathering feedback in rural and underserved areas throughout the State.

· Maine: Maine’s Department of Mental Health, Mental Retardation and Substance Abuse Services provides funding for a cadre of trained volunteer parent advocates to work with the P&A in helping other parents navigate the special education process and the Children’s Mental Health/Retardation system.  A graduate student in social work volunteers to assist the P&A in monitoring the quality of services provided by the Maine Youth Center, a youth corrections facility, where some of the residents have developmental disabilities.

Protection and Advocacy Agencies

OIG Study Update

The Office of the Inspector General (OIG) will be conducting a study on Community Monitoring Activities by Protection and Advocacy Programs for Persons with Developmental Disabilities.  This inspection will focus on State Protection and Advocacy Programs’ efforts to monitor the community care of persons with developmental disabilities. 

Currently the OIG is developing a survey instrument for the study.  The OIG will contact P&As selected to participate in the study.  As ADD receives further information on this study, we will announce it in the ADD Update. 

University Centers for Developmental Disabilities

FY 2002 UCDD Program Announcement Available on ADD's Website

Instructions and materials for submission of applications by the 42 UCDD programs eligible for renewal of their grants have been mailed and may be found on ADD's website at http://www.acf.dhhs.gov/programs/add/UCDD-02.htm.  The deadline for receipt of applications is April 19, 2002.

In accordance with the Developmental Disabilities Assistance and Bill of Rights Act of 2000, some new requirements for responding to the Announcement are included. 

For example, applicants must provide a plan for measuring:

(1) satisfaction of individuals with developmental disabilities with the UCDD's advocacy, capacity building, and systemic change activities; 

(2) the extent to which advocacy, capacity building, and systemic change activities provided results through improvements; and 

(3) the extent to which collaboration with Councils and P&As was achieved in the areas of advocacy, capacity building, and systemic change.

Applicants must provide at least one projected goal for each of the UCDD core functions: training, community services, research, and dissemination. 

Each core function goal must be related to one or more areas of emphasis. These are: education and early intervention, child care, health, employment, housing, transportation, recreation, quality assurance, and other services available or offered to individuals in a community, including formal and informal community supports, that affect their quality of life.

Some other elements to be addressed include the composition and role of the consumer advisory committee, University Centers as a national and an international network, and measurement of outcomes.

In Iowa It's Almost Time to "Play Ball!"

Iowans with Disabilities Exercising Advocacy Skills (IDEA), a project of Iowa's UCDD, has been working with an Iowa City advocacy group and the University of Iowa Law Clinic to assist the Cedar Rapids Kernals, a Class A Minor League baseball team, to make their new stadium accessible. 

Maine UCDD's YOUTHSPEAK: Telling It Like It Is

Maine’s UCDD helped a group of young people with special health care needs and/or disabilities to produce a unique series of multimedia publications.  The material, which is now available on CD-ROM, was disseminated through workshops by youth leaders to employers, health care providers, educators, parents, and policymakers.

Monitoring and Technical Assistance Review System (MTARS)

MTARS Training Stresses Results-Driven Collaboration

On February 5th, 6th, and 7th, ADD administered its second annual training for future participants in the Monitoring and Technical Assistance Review System (MTARS), at the Capitol Holiday Inn in Washington, DC.  Conceived by a group of ADD and Regional Office officials, program representatives, individuals with disabilities, and parents, MTARS assessments monitor ADD-funded programs’ compliance and performance, and provide programs with technical assistance and suggestions for improvement.  MTARS evaluation teams are composed of ADD central office staff, regional staff, consumers, and program executives.  

ADD Commissioner Patricia Morrissey emphasized the importance of understanding MTARS site visits as an opportunity for team members to serve as a resource to programs.  “The most effective teams will take a constructive approach to MTARS.  Keep in mind that the purpose of these visits is to maintain a DD network best suited to serving the needs of each state’s consumer population,” Morrissey noted. Deputy Commissioner Reginald Wells echoed these sentiments, describing MTARS as a “collaborative process meant to address each program’s individual needs.” 

On March 11, ADD conducted a training on the relationship between MTARS and technical assistance for members of the national associations representing Protection and Advocacy Programs, Councils on Developmental Disabilities, and University Centers for Developmental Disabilities.  “MTARS site visits help programs take a step back from their daily operations and think about how to maximize their positive impact in the community.  Technical assistance then helps the programs achieve their new goals,” noted Raymond Sanchez, Director of ADD’s Division of Program Operations. 

MTARS Guide Now Available on ADD’s Website
The revised Monitoring and Technical Assistance Review System (MTARS) guide is now available on the ADD website.  The guide was updated in February 2002 and can now be accessed at http://www.acf.dhhs.gov/programs/add/MTAR.htm.

Training & Technical Assistance Curriculum Development

ADD is partnering with Disability Advocacy Training and Technical Assistance (Dat2a) to provide training and technical assistance directly to members of State Councils and P&A Boards of Directors.  Dat2a is developing a training guide designed to assist members of both nonprofit and government organization governing authorities (Boards of Directors, Advisory Boards, and State Councils) and their committees in developing the necessary skills to fulfill their fiduciary responsibilities. The guide will present a skills-based curriculum, and include a series of training activities designed to promote organizational efficiency in consumer-run and consumer responsive organizations.

For more information, or if you are interested in participating in a field test of the curriculum, contact Lonnie Stewart at LStewart@acf.dhhs.gov or Vicki Smith at dat2a@aol.com. 

POLICY CORNER

Beginning with this issue, this new section of the ADD Update will feature clarifications of ADD policy. 

Councils: Policy on Council Travel

In times of state budget deficits, travel freezes are often imposed on state programs.  While Councils should be sensitive to these issues, difficult times may make it all the more crucial for Councils to focus on developing strategies that will ensure maintenance of services and supports.  States cannot prohibit Council travel that utilizes 100 percent Federal funds.  Failure to support critical Council activities such as conferences and meetings that may require travel is in direct conflict with the Act.  ADD regulations and assurances in approved state plans require that a jurisdiction shall not engage in activities such as “prohibitions on staff travel, or other policies to the staff of the Council, to the extent that such policies would impact staff or functions funded with Federal funds and would prevent the Council from carrying out its functions under the Act.”  (Reference 45 C.F. R. 1386.30(f)(4) and Section 125(c)(8)(B) of the Act.)  Also, the Noninterference section of the Act states “the designated State agency, and any other agency, office, or entity of the State, will not interfere with the…budget, personnel, State plan development, or plan implementation of the Council…”  (Section 124(c)(5)(L).

If you are experiencing difficulty in securing travel approval please contact Mary Beth Greene at 202/690-6028 or mgreene@acf.dhhs.gov.

Protection and Advocacy Agencies: Policy on Council Members’ Ability to Serve on P&A Boards of Directors

Due to new legislation, Program Instruction ADD-PI-91-1, which prohibited Council members from serving on P&A boards of directors, is no longer active.  ADD has deleted this program instruction from its website.  Current legislation allows P&As to choose which if any Council members may serve on their boards.  P&As’ decisions are final on this matter.

PROGRAM PERFORMANCE

Program Performance Report Update

State Councils on Developmental Disabilities:

All 55 PPR forms have been locked-in to the EDS database.  Grantees can review forms in Historical Forms section of the EDS.

Following are some highlights from the Employment section of Councils’ PPRs:

· Forty four councils reported that during FY 2001, their efforts aided 5,854 adults with developmental disabilities in securing employment of their own choosing.

· Alaska: The Employment Related Activities project provides services which would increase the independence, productivity or integration of a person with developmental disabilities in the world of work.  Employment preparation and vocation training is contracted to the American Samoa Goodwill Industries, Inc.  During the reporting year, a total of 18 individuals with developmental disabilities participated in the project.  These included individuals who were transition from Special Education program to employment, and from sheltered work settings to supported employment settings.  Five of these individuals were able to secure and maintain competitive jobs with employers of their choices.  A total of eight employers participated in the project: four were government agencies and four were private sector businesses.

State Protection and Advocacy Agencies:

All 57 PPR forms are locked into the EDS database.  Grantees can review forms in Historical Forms section of the EDS.

Following are some highlights from the P&As’ Program Performance Reports:

· Quality of Life: P&A agencies faciliated environmental changes that increased the safety or welfare of 1,033 people in 4 states.

· Missouri: A child was left in dirty diapers because school personnel refused to change his diapers. P&A involvement caused the school district to rewrite the child's program to include attention to his hygiene needs. The school also replaced previous personnel with trained staff who could meet the child's needs.  

· North Dakota: One case involved an individual living in a community based ICF/MR.  It was alleged that the client was restrained physically when he would refuse medications.  There was a behavior management plan for this individual authorizing restraints when physical aggression was demonstrated.  There was no restraint authorized for medication refusal.  The P&A substantiated the alleged abusive use of an unauthorized restraint.  P&A recommendations were implemented to ensure that all staff working with this individual knew that it was unacceptable to utilize the restraint to administer medications.  Recommendations also addressed the need to provide training to the consumer relative to the medications and their purpose.

UPCOMING EVENTS

Protection and Advocacy Agencies

New Protection & Advocacy CEO/CEO Conference - April 15-19, 2002

Time is fast approaching for the New P&A CEO/CEO conference.  The Administration on Developmental Disabilities and our other Federal partners encourage all P&A CEOs to attend this training.  There will be Federal presence and participation in both sessions.  In response to P&A executives’ requests, topics covered will include Federal reporting, such as PPRs and SGPs.  

All participants are invited to send questions in advance, so that ADD can ensure participants’ concerns will be addressed.  Please email your questions to Jackie Ezzell at jezzell@acf.dhhs.gov or fax them to her attention at (202) 690-6904.

Projects of National Significance

Family Support Program Announcement to be Published Soon

The Administration on Developmental Disabilities (ADD) is currently in the process of finalizing FY 2002 "Family Support and Projects of National Significance" Program Announcements for publication in the Federal Register.  

The Family Support Program Announcement is in the clearance process within the Administration for Children and Families and should appear in the Federal Register by the end of March.  ADD plans to award a total of $3 million dollars to 28 States and territories to create or expand statewide system change family support activities.  These family-centered, family-directed, culturally competent, and community-centered activities promote a comprehensive system of family support for families of children with disabilities.  

The Projects of National Significance Program Announcement will be published in the Federal Register by April 15, 2002.  

Upcoming Publications

Within the next months, grantees should expect to receive the following ADD publications:

· Administration on Developmental Disabilities 2002 Brochure

· State Councils on Developmental Disabilities 2001 Accomplishments Summary (1-page overview)
· State Protection and Advocacy Agencies 2001 Accomplishments Summary (1-page overview)
· State Councils on Developmental Disabilities 2001 Outcomes (Statistical Report)

· State Protection and Advocacy Agencies 2001 Outcomes (Statistical Report)

· State Councils on Developmental Disabilities 2001 Highlights Booklet

· State Protection and Advocacy Agencies 2001 Outcomes & Highlights Booklet

· University Centers for Developmental Disabilities 2001 Highlights Booklet

· Family Support Highlights Booklet

ADDed RESOURCES

HHS Approves Kansas Plan to Protect Health Coverage for Working Disabled

On Friday, February 15th, HHS Secretary Tommy G. Thompson approved a Kansas plan to allow people with disabilities who return to work to retain their Medicaid coverage.  “Most people with disabilities want to work and live independently, and Kansas is now making it possible for Kansans with disabilities to find and keep jobs without the fear of losing their health care coverage,” Secretary Thompson said.  “President Bush and I are committed to knocking down barriers so that all Americans with disabilities can participate more fully in community life.”  With today’s approval, Kansas will extend its Medicaid eligibility to cover working people with disabilities, ages 16 to 64, with family incomes up to 300 percent of the federal poverty level and with assets of up to $15,000.  (article continues on next page)

Further details regarding the Kansas plan are available on the HHS website at 
·  

http://www.hhs.gov/news/press/2002pres/20020215a.html.

· More information about President Bush’s New Freedom Initiative is available at http://www.hhs.gov/newfreedom/.  

· Information about HHS’ ongoing efforts to implement the Ticket to Work and Work Incentives Improvement Act is available at http://www.hcfa.gov/medicaid/twwiia/twwiiahp.htm.
Surgeon General Issues Report on Mental Retardation

The Surgeon General issued CLOSING THE GAP: A National Blueprint to Improve the Health of Persons with Mental Retardation in February 2002.  The Blueprint addresses the many issues related to the fact that people with cognitive disabilities often receive inappropriate and inadequate health services.  The publication was the outcome of the Surgeon General's Conference on Health Disparities and Mental Retardation, which was held December 5-6, 2001.  

· A copy of the report in Adobe Acrobat PDF format can be obtained at http://www.surgeongeneral.gov/topics/mentalretardation.

Internet Resources for Kids with DDs

The National Center on Birth Defects and Developmental Disabilities, a branch of the Center for Disease Control, maintains a website called Kid’s Quest.  This site is designed to teach children at the 4th, 5th, and 6th grade levels about issues faced by children with disabilities.  Each “quest” addresses a different question about living with a disability, including “how do kids with disabilities use the bathroom?” and “how can kids who don't speak tell jokes?”  Children are encouraged to find their own answers to these questions by navigating links to a variety of factual and entertaining websites on diverse topics including auxiliary communication devices, sign language, paralympians, and a comic strip called “DizABLED.”  Parents and teachers can modify the material on the website to meet different students' learning styles and levels.  The Kid’s Quest home page is http://www.cdc.gov/ncbddd/kids/.

· Links to additional sites to educate young people about disabilities are available on the KidsClick! website, http://www.kidsclick.org, under the category of “Health and Family.”

SEND YOUR IDEAS TO THE ADD UPDATE!

ADD welcomes your suggestions for articles to be included in the bimonthly Update.  Please contact Elizabeth Pitts at 202.690.6589 or EPitts@acf.dhhs.gov if you have: 

· a question or an issue you would like to see addressed in the Policy Corner, 

· or any other idea you’d like to see in the Update.
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