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Helping Families and Providers to Promote Quality Services in Illinois:

Recruiting and Retaining Direct Support Professionals

Direct support professionals ( D S Ps ) can have a significant impact on the quality of life of people with disabilities. The job of a D S P is challenging and service agencies and families often have a difficult time recruiting and retaining quality workers. The Institute on Disability and Human Development ( I D H D ) has partnered with the University of Minnesota and Human Services Research Institute, with funding from the Illinois Council on Developmental Disabilities ( I C D D ), to address this critical need.

Over the next three years, the project will:

· Develop a statewide plan to improve recruitment and retention efforts in Illinois;

· Work with 14 individual service providers to identify strategies to employ, train, and keep qualified D S Ps in their organizations; and

· Train and support individuals who hire and fire their own D S Ps on finding, selecting, and keeping better quality workers.

More information on the initiative can be obtained at www.rtc.umn.edu/ildspworkforce/ or by calling Katie Keiling at 312-996-1002.

Picture of four people: Caption reads: I D H D staff present on recruiting and retaining direct support professionals at The Arc of Illinois conference. Pictured from left to right: Tony Paulauski, Executive Director of The Arc of Illinois; Tia Nelis, Kristen Ball, and Katie Keiling, I D H D. TopOfPage
Identifying Individuals with Developmental Disabilities in 

Need of Services

For the first time, Illinois is attempting to systematically collect information on the unmet service needs of individuals with developmental disabilities (DD) and their families. Celia Feinstein of Temple University in Pennsylvania was brought in by the Illinois Department of Human Services (DHS), with funding from the Illinois Council on Developmental Disabilities (ICDD), to assist in this effort based on her state’s recent success in obtaining $853 million to address the needs of individuals waiting for services. She worked with stakeholders across the State to develop a survey for Illinois. The survey, the Prioritization of Urgency of Need for Services (PUNS), must be obtained through local Pre-Admission Screening (PAS) agencies. The process of filling out the form involves a conversation between the PAS agent and the individual with a disability and a family member or guardian. A complete list of PAS agencies is available at http://www.dhs.state.il.us/mhdd/dd/ or by calling 312-814-2735 (Chicago) or 217-524-7065 (Springfield). The PUNS form categorizes need by three levels of urgency:

· Emergency:  the individual or caregiver needs support immediately;

· Critical:  the individual or caregiver needs support within one year;

· Planning:  the individual or caregiver needs 
support within 1-5 years or their caregiver is aged 60+

Information from the PUNS will assist in identifying areas of the State where there are high levels of unmet service needs. This information can also be used by stakeholders when advocating for additional funding.

The Institute on Disability and Human Development ( I D H D ) Community Support Program has worked with D H S to conduct training sessions for individuals with disabilities, their families, and service providers across the State on the purpose of the PUNS form and how to work with the PAS agencies to complete the survey.

Training is just one of the core functions of I D H D. Others include research, model service programs such as the Family Clinic, the Assistive Technology Unit and the Great Lakes A D A Center, and information sharing. I D H D, funded by the Administration on Developmental Disabilities in the U.S Department of Health & Human Services, is the University Center for Excellence in Developmental Disabilities Education, Research, and Service (UCEDD) for the State of Illinois. I D H D was founded in 1988 and currently houses over 175 faculty, professionals, clinicians, researchers, and graduate students. 

For information on additional training contact Kristen Ball at 3124133027.

I D H D Director: Tamar Heller, PhD

Contact:

Mary Kay Rizzolo, PhD, Associate Director

Phone: 312-413-8833

TTY: 312-413-0453

E-mail: mrizzo3@uic.edu TopOfPage
Using Technology to Promote 

Exercise for Persons with Disabilities
Imagine doing aerobic exercise in your own home while seeing yourself doing that same exercise in an outdoor setting you choose. Perhaps rolling along a wooded path in the Fall, rowing through a picturesque canal, or cycling through villages in the countryside. Imagine the intensity of your exercise matching the path you choose, uphill and down, even feeling the texture of the different surfaces you encounter. Now imagine that you can share this exercise experience with your friends, even though they may be hundreds or even thousands of miles away!

Imagine going to a health club or fitness center and having the exercise equipment recognize you, adjust the height and resistance of the equipment to your personal requirements, and provide you with a workout program designed to accomplish your specific exercise goals.

These are just two of the projects that are being developed over the next five years by a team of researchers and engineers led by Drs. James H. Rimmer and William J. Schiller of the University of Illinois at Chicago. The Department of Disability and Human Development was awarded $4.5 million by the National Institute on Disability and Rehabilitation Research (NIDRR) to create a Rehabilitation Engineering Research Center on recreational technologies (R E R C Rec-Tech). The five-year grant funds a coordinated set of eleven research, development, and training projects that apply or create technology to improve access to recreation and fitness activities for people with disabilities. Projects to be completed in the first five years include:

· Needs assessment and collecting data on available technology;

· Developing virtual exercise environments; 

· Creating fitness equipment that adapts to the characteristics of the user; and 

· Using tele-exercise to promote and sustain exercise activity for people who live in rural areas or cannot easily leave home. 

The work is being carried out by U I C in collaboration with selected partners from the University of Colorado, the Veteran’s Administration Palo Alto Health Care System, and the Rehabilitation Institute of Chicago.

Director: Jim Rimmer, PhD

Phone and T T Y: 1-800-900-8086

Email: ncpad@uic.edu 
Internet: www.ncpad.org 
Picture of man on handcyle. Caption reads: Photo of a young man on a handcycle, checking his gear.
Picture of man and woman. Caption reads: James H. Rimmer, Director, NCPAD, with Ann Eleanor Roosevelt at the Centers for Disease Control and Prevention (CDC) conference. CDC presented NCPAD with the first Best Effective Practices Award. 
National Center on Physical Activity and Disability 
Founded in 1999, the National Center on Physical Activity and Disability (NCPAD) works to promote health benefits among people with    disabilities through increased participation in all types of physical activity. NCPAD’s resources    include information and instruction concerning    recreational programs, sports, exercise programs, fitness activities, adaptive sport or recreational equipment, and more. NCPAD is funded through a cooperative agreement with the Centers for Disease Control and Prevention (CDC). TopOfPage
Welcome from the Director
In this issue of the ALERT, we are highlighting current activities of each of the academic, service, and research programs within the Institute on Disability and Human Development (I D H D)/Department of Disabilities and Human Development (DHD) at the University of Illinois at Chicago. There are many exciting projects that are making a difference in the community for people with disabilities. These range from local projects that help minority youth with disabilities get jobs or help persons with disabilities participate in health promotion programs to international projects that increase awareness of disability issues through film and literature. 

I D H D/DHD is the home of several centers including the Center for Capacity Building on Minorities with Disabilities Research (CCBMDR), the Rehabilitation Research and Training Center on Aging with Developmental Disabilities (RRTC/ADD), the Rehabilitation Engineering Research and Training Center on Recreation Technology (Rec-Tec) and the National Center on Physical Activity and Disability (NCPAD).
There are currently over 60 students in our graduate programs, including our masters in Disability and Human Development and the first U.S. interdisciplinary doctoral program in Disability Studies. We draw students from many different disciplines and from many countries. Recently we started a certificate program in Disability Ethics in collaboration with Northwestern University.   

One of the major goals this year is to increase the dissemination of our research and other activities to the community with the ultimate mission of “removing barriers to the advancement of disabled persons in society.” In order to make an impact on the field, it is critical to translate the findings of our research programs into formats that can be useful to policymakers, families, persons with disabilities and others in the community. To do this we have begun a series of “research to practice” briefs related to policies and practices. 
Our public service programs continue to provide clinical service, technical assistance and community education throughout Illinois and the nation. The Great Lakes Americans with Disabilities Act (A D A) and Accessible Information Technology (IT) Center is the largest federally funded center offering information on the Americans with Disabilities Act. The Assistive Technology unit provides evaluations, environmental modifications and assistive technologies to people with disabilities. They are also training many graduate students in our masters program and also offer a certificate program in rehabilitation technology. Our Family Clinic has been expanding its initiatives in autism, with special emphasis on minorities with autism. 

We hope you find this newsletter useful and we welcome your feedback and participation in our programs. Funding for the Institute newsletter was provided through the Administration on Developmental Disabilities (Grant # 90DD0577).

Sincerely,

Tamar Heller, PhD

Professor, Director/ Head 
Picture of Tamar Heller, Director TopOfPage
Students of the Master of Science in Disability and Human Development: Extraordinary Diversity and Consistent Excellence

A central value in the identity of the Master of Science in Disability and Human Development (DHD) program is its dedication to the interdisciplinary study of disability with the goal of removing barriers to the advancement of people with disabilities in society.  Our students reflect this value.  A sampling of recent and current thesis projects illustrate the wonderful diversity of interests and interdisciplinary character of the program:

· A history of the emergence of the disability rights movement in India;

· The ergonomics of accessibility standards;

· An exploration of scientific constructions of disability through the lens of Neurasthenia and Chronic Fatigue;

· Accessibility in the Asian community;

· Analysis of disability policy in the nation of Columbia;

· Augmentative and alternative communication in the school system;

· The epistemologies of eugenics; and

· Satisfaction of persons with disabilities with Medicaid managed care.

As this sampling of student thesis topics suggests, we are unique in our interdisciplinary approach. Graduates of the program are prepared for leadership positions in human service organizations as well as for continuing work in research on disability. The curriculum examines disability and human development across the life span with an emphasis on promoting self-determination, community integration, and inclusion. Study and research are available in two areas of specialization: disability studies and social policy and rehabilitation technology. Each area of specialization offers substantial flexibility in developing areas of sub-specialization.

Although we’re a relatively young program with our first graduating class in 2001, DHD students have made their mark in the College of Applied Health Sciences.  At the annual commencement, the College identifies for special recognition one graduating student at the Master’s level who has demonstrated academic excellence, leadership, and professional promise, and has given service to the campus or community.  Each year since 2001, a DHD graduate has won the award.

Director of Graduate Studies: Glenn Fujiura, PhD

Contact: 

Maitha Abogado, Academic Coordinator

Phone: 3124131647

TTY: 3124130453

Email: DHD@U I C .edu

Internet: www.ahs.uic.edu/dhd
As featured in the New York Times and the Chronicle of Higher Education, the Department of Disability and Human Development (DHD) offers the nation’s first graduate degree program focused on the interdisciplinary study of disability.
Picture of three students in classroom. Caption reads: DHD students, from left to right: Joy Mall, Nekram Upadhyay, Vladimir Cuk TopOfPage
Innovative Doctoral Program Explores the Complexities of Disability

People sometimes ask “What can I do with a PhD in Disability Studies?” One way to answer this question is to describe what our students and alumni are doing. One student recently received a disability policy fellowship in Washington D.C. through the Association of University Centers on Disabilities (AUCD) (the national network of University Centers on Disabilities). He is working with Hill staff, federal agencies, and disability advocacy organizations on policy initiatives and identifies the Family Opportunity Act, Lifespan Respite Act, MiCASA, and “Money Follows the Person” as some specific areas where he would like to be involved.  Another student just returned from her second research trip to Ghana, where she is studying the experiences of Ghanaian women with disabilities.  On her first trip there, she received a Fulbright scholarship. We also have a student that received the 2005 Irving K. Zola Award for Emerging Scholars in Disability Studies. 

The interdisciplinary PhD Program in Disability Studies in the College of Applied Health Sciences at U I C  addresses disability as a complex phenomenon. Disability studies scholars view disability, not simply as a defect inside a person, but as a complex relationship between society and people who function differently from the norm. U I C ’s program offers the first PhD dedicated to Disability Studies in the United States and is one of only a few such programs in the world.  With its interdisciplinary nature, the program offers access to diverse faculty mentors and resources in the health fields, social sciences, and humanities. Students conduct research across impairment, clinical, social, cultural, ethical, and policy perspectives. Faculty and students examine how addressing disability in its full complexity can promote the full participation, self-determination, and equal citizenship of people with disabilities in society.
The PhD Program provides a foundation for students to be leaders in the field of Disability Studies in the public and corporate sector as well as in the academy. 
The Lecture Series

As a service both to the university and to the community, the U I C  Program in Disability Studies hosts a dynamic lecture series that regularly showcases the work of scholars, artists and innovators with a range of experience, a breadth of research, and an immense array of talent.  Recently, the lecture series presented Managing Appearance: The Oppression of Shoes by Dr. Ann Neville-Jan, The Poetry and Performance of Disability, a collaborative performance by Carrie Sandahl, Terry Galloway, Donna Nudd, and a poetry reading and discussion by Jim Ferris. Accommodations are provided to promote accessibility.

Director of Graduate Studies: Carol J. Gill, PhD  

Contact: 

Sarah Rothberger, MFA, Project Coordinator

Phone: 3129961508   

TTY: 3129961233

E-mail: sr22@uic.edu 
Internet: www.ahs.uic.edu/ahs/dis
Picture of artwork depicting man kneeling next to a tree with branches around his shoulders. Caption reads: Artwork by the Chicago-based artist and scholar, Riva Lehrer. For more information on Lehrer’s work, visit http://home.earthlink.net/~rivalehrer/ TopOfPage
Assistive Technology Unit Turns 15!

The Assistive Technology Unit (ATU) celebrated its 15th anniversary in December 2004.  It was in December 1989 that Rehabilitation Engineer Glenn Hedman came to U I C , after serving as Director of Rehabilitation Engineering at the Rehabilitation Institute of Chicago. Out to establish a community-based outlet for Assistive Technology services in Illinois, Hedman found the philosophy and structure of the Institute on Disability and Human Development to be a perfect fit. Today the ATU offers a comprehensive array of services, including:

· Technology to maximize independence in activities of daily living; 

· Adaptive equipment; 

· Alternative & augmentative communication; 

· Computer access; 

· Environmental control; 

· Home modification;

· Mobility; 

· Seating; and 

· Worksite modification. 

Referral Process

Referrals come to the ATU from consumers directly, or from staff  within the Illinois Department of Human Services.  The ATU serves approximately 500 children and adults, with virtually all types of disabilities each year.

Mobile Units

A unique feature of ATU services is the use of 7 Mobile Units to bring evaluation and implementation services to the consumer in the individual’s home, school, work, or recreation setting. 

A very different model than traditional center-based programs, the Mobile Unit approach enables the Assistive Technology devices to be tried out in the environment in which they will be used.  This structure also enables participation of individuals that the consumer feels are important and minimizes scheduling difficulties for the consumer.

Research Work

The ATU has studied the cost-effectiveness and functional performance of multiple technologies.
The ATU is also active in the development of new or modified devices. Through the Rehabilitation Engineering and Fabrication staff, the ATU applies engineering concepts to devices in every area of its work. Some recent designs include a child’s laptray, adult recumbent bicycle, crib for use by a mom with a disability, and a baby stroller for a dad with a disability.

Training and Education

ATU clinicians teach in the Department of Disability and Human Development’s (DHD) Rehabilitation Technology Track.  A series of 7 courses are offered over a 2-year period.  Graduate students take these courses as they pursue a master’s degree from the DHD.  As an alternative for working professionals, an Assistive Technology Certificate Program is offered that consists of a 4 course sequence (http://www.ahs.uic.edu/dhd/atcp)

The ATU has a Rehabilitation Technology Long-Term Training Grant from the U.S. Department of Education – Rehabilitation Services Administration.  Jointly run between the DHD and the Department of Bioengineering, the grant supports 3 graduate students each year as Rehabilitation Technology Fellows.

Director: Glenn Hedman, PE, ATP, RET

Phone: 3124131555

TTY: 3124131544

Email: ghedman@uic.edu TopOfPage
Supporting Ethnic Minorities with Disabilities

One of the key areas of A&E’s work over the last several years has been school-to-college and school-to-work transition processes for minority youth with disabilities from Chicago public schools. A&E believes that this transition is a critical time for youth with disabilities on their way to achieving independent living.  A&E is supporting this vulnerable group through providing supportive case management services and developing manuals for a series of practical workshops (e.g., transitioning from high school to workplace environments, college, housing, and employment). Further, parent trainings and independent counseling are provided.
An Exciting New Development at Advocacy and Empowerment:

The National Institute on Disability and Rehabilitation Research (NIDRR) recently funded the new Center for Capacity Building on Minorities with Disabilities Research (CCBMDR), a part of the A&E program.  The Center is directed by Fabricio Balcazar (DHD) and Yolanda Suarez (Occupational Therapy). The Center seeks to improve the capacity of State Vocational Rehabilitation Agencies (VR) and community-based organizations serving minorities with disabilities. The Center examines how their programs are working, where they need improvement, and how to provide culturally competent services. 
The Center’s mission is to promote positive rehabilitation outcomes for minority individuals with disabilities. To achieve this mission, Center researchers are:
· Training service providers to evaluate the impact of their programs on minorities with disabilities; and 
· Providing state-of-the art training and technical assistance to professionals and researchers in cultural competence and disability identity among minorities. 
Director: Fabricio Balcazar, PhD
Phone: 3124131806
TDD: 3124130453
E-mail: nisrae1@uic.edu 
Internet: www.uic.edu/orgs/empower
Since its inception over 12 years ago, the Advocacy and  Empowerment for Minorities with Disabilities Program (A&E) has worked with over 400 individuals with disabilities and/or family members in the community, numerous community-based organizations, public schools and other stakeholders to support community living for ethnic minorities with disabilities.
Picture of seven people sitting around a conference table. Caption reads: The Advocacy and Empowerment team meets to discuss future trainings on cultural competence. TopOfPage
Brothers and Sisters are the Future

When people with disabilities age, there can be a lot of negotiations between parents and service providers about planning for the future. What do parents do when they realize that one day their son or daughter with intellectual and developmental disabilities (I/DD) will have to move on without them? There are so many questions that parents have to answer- Where does the person with a disability want to live and work? Who will care for my son or daughter when I am gone? Will my other children take care of them? Do they want to? The Rehabilitation Research and Training Center on Aging with Developmental Disabilities (RRTC/ADD) has kicked off its “Supporting Siblings in Future Planning” project in an attempt to answer these questions.

Last October, the RRTC/ADD partnered with the Center for Enriched Living in a “Sibling Connections” conference to connect siblings of people with disabilities with each other. “Sibling Connections” represented a unique occasion for brothers and sisters to learn about issues that are important to them as informal caregivers. According to research by the RRTC/ADD, siblings are very often the next in line to assume guardianship and advocacy roles when parents are no longer able to provide care. The conference led one family to begin aggressively planning for their sister’s future. Five of her siblings gathered at U I C  to discuss training the next generation of sibling caregivers. They acknowledged that “Sibling Connections” was not just for the siblings’ benefit, but also for the benefit of the parents who are worried about burdening their other children with the care of the person with I/DD. “It’s a reality we will face, one way or another,” one sibling said. Another outcome of the conference was the establishment of an ongoing sibling support group. The next conference will be held October 22, 2005. For more information please contact John Kramer at jkrame3@U I C .edu or at 3129967988. 

The Supporting Siblings in Future Planning project is only one of the many research projects at the RRTC/ADD. The RRTC/ADD promotes the successful aging of adults with I/DD in response to physical, cognitive, and environmental changes. The goals of its coordinated research, training, and dissemination activities include:

· Promoting healthy aging among adults with I/DD who are often at a high risk for developing chronic conditions;

· Supporting families and other caregivers by empowering families and persons with disabilities to advocate for and obtain needed support; and

· Promoting “aging and disability friendly” community environments.

The center is supported by the National Institute on Disability and Rehabilitation Research (NIDRR).

Director: Tamar Heller, PhD

Phone: 18009968845

TTY: 3124130453

Email: rrtcadd@uic.edu  

Internet: www.uic.edu/orgs/rrtcamr 
Picture of five people. Caption reads: From left to right: Harriett Levy, The Center for Enriched Living; John Kramer, DHD; Don Meyer, The Sibling Support Project of The Arc of the United States; Tamar Heller, DHD; Tom Fish, Ohio Nisonger Center. TopOfPage
Award-Winning Productions Continue in the 

Disability and Cultural Studies Unit

The Disability and Cultural Studies Unit (DCSU) researches the history, culture, and art of disability. The DCSU has edited two collections on disability art and history – The Body and Physical Difference (1997); and Eugenics in America, 1848-1945: A Disability Studies Sourcebook (2005) – and written two books.  The first book, Narrative Prosthesis: Disability and the Dependencies of Discourse (2000), analyzes the history of representations about and by people with disabilities in the European and American traditions.  The second book, Cultural Locations of Disability (2005), looks at the impact of eugenic thought on the current situation of people with disabilities in the United States.  Sharon Snyder has also co-edited the collection, Enabling the Humanities: A Disability Studies Sourcebook (2003).  The collection provides an overview of key cultural studies work in disability studies and art.  Taken collectively this body of work seeks to provide context and background to the social challenges of people with disabilities today.
Film

The DCSU also houses the film company Brace Yourselves Productions and has produced 4 award-winning films to date: 

· Vital Signs: Crip Culture Talks Back (1996);  

· A World Without Bodies (2002);

· Self Preservation: The Art of Riva Lehrer (2004); and

· Disability Takes on the Arts (2004).  

The films have been featured at national and international disability film festivals in Toronto, Moscow, London, Berkeley, New Zealand, Australia, Germany, and France.  All films are directed by Sharon Snyder and edited by David Mitchell and are available for purchase.
Educational and Cultural Work

Since 1997, the DCSU has been editing the first disability studies book series for the University of Michigan Press.  The series fosters new cultural studies scholarship in disability studies and currently has published eleven books.  Some highlights of the unit’s educational and cultural work include:  

· The First National Endowment for the Humanities Summer Institute for public school teachers on integrating disability studies into middle and high school curriculum  (2003); 

·  “Crip Slam” a month–long disability arts event  (2003);  and

· A summer seminar on “T4 and the Legacies 
of Eugenics” in Potsdam, Germany for Canadian and U.S. university scholars (2004).
Directors: David Mitchell, PhD and 


Sharon Snyder, PhD

Phone: 3124131975

TTY: 3124130453

Email:  dmitchel@uic.edu  or ssnyder@uic.edu 
Picture of a large group of people. Caption reads: Germany Summer Seminar for University Professors on “T4 and the Legacy of Eugenics” led by the Disability & Cultural Studies Unit (2004). TopOfPage
In the Know: The Great Lakes A D A & Accessible I T   Center - a Current Resource of Disability Legislation

Let’s face it, most organizations do not have staff with the time, background, or expertise to stay current with changes in disability legislation, but most businesses, schools, state and local governments have compliance obligations. Staying abreast of the changes and issues regarding disability legislation is also important to persons with disabilities. It is vital that a person with a disability have access to a resource that can answer their questions about: 

· Their rights and responsibilities in the work place; 

· Access to programs and services offered by state and local governments; and

· The obligations of businesses to be accessible. 
When you utilize the expertise of the Great Lakes Americans with Disabilities Act (A D A) and Accessible Information Technology (I T) Center you get just that.

Since the passage of the A D A in 1990, the Great Lakes A D A and Accessible I T Center has been building their expertise and offering assistance to entities of all kinds. Its purpose is to provide technical assistance regarding the A D A either by telephone, (800) 949-4232 (V / T T Y), dissemination of A D A publications, or the Internet. The Center can tailor trainings for your group or organization regarding the A D A. In addition, the Center has expanded its role to include activities that promote the acquisition and use of accessible information technology in education settings. The Great Lakes A D A Center “E & I  T Initiative” provides outreach and technical assistance aimed at encouraging the incorporation of accessible information technology in K – 12 and post secondary school settings.

The Great Lakes Center, headed by Robin Jones, COTA /LROH, is one of ten regional centers funded by the National Institute on Disability and Rehabilitation Research (NIDRR), a division of the U.S. Department of Education. The Centers exist to increase understanding of the A D A and other disability related laws; they have neither enforcement nor advocacy responsibilities. The Center serves as an educational entity for the public seeking to better understand their respective rights and responsibilities and will provide up to date information on relevant legislation.

Director: Robin Jones, COTA/L ROH

Phone and TTY: 18009494232

Email: gldbtac@uic.edu 
Internet: www.adagreatlakes.org 
Picture of man on telephone. Caption reads: Peter Berg, a technical assistance coordinator in the Great Lakes A D A and Accessible I T Center, answers questions on the A D A. In the past nine months, the Center has received over 5,800 technical assistance requests. TopOfPage
Finding Meaning in Numbers:  Global Partnerships in Disability Research

Approximately 85% of the world’s population lives outside of nations considered “established market” economies.  Although exact data is not available, most estimates place a disproportionate share of the world’s population of persons with a disability in these developing nations.  Primarily in response to extraordinary hardship faced by individuals with a disability in poor societies, the UN launched the “World Programme of Action Concerning Disabled Persons.”  The Programme was an international “strategic plan” for addressing the enormous inequities within nations. Data and social indicators were necessary to monitor the Programme’s implementation.  However, twenty years after the adoption of the World Programme, data on disability remains largely absent in evaluations of economic development and human rights by various world organizations.  This absence is significant because such data could powerfully inform international advocacy efforts on behalf of “universal” rights and the integration of disability issues into economic development initiatives.  This was the underlying rationale for a current project of the Center on Epidemiology and Demography of Disability (CEDD) group which is conducting an analysis of World Bank economic development data in 24 developing nations of the world.  

It is not possible to construct meaningful demographic profiles of other countries and cultures using only statistical data.  One must understand the local circumstances in order to ask the most appropriate questions, select the most meaningful variables for comparisons, and identify what is useful from the numerical “forest.”  Therefore, the CEDD is working with regional representatives of the Disabled Peoples International (DPI) – a consumer-driven, cross-disability network with member organizations in 110 countries.  For example, our Guatemalan contact cautioned us about the potential significance of disablement among indigenous (Maya, Xinca, and Garifuna) populations in remote, rural areas, typically out of the reach of survey and census efforts.  Insights such as these help shape our interpretation of the data.

The CEDD has local contacts from countries including Brazil, China, Ivory Coast, Ghana, India, Kazakhstan, Morocco, Nicaragua, Peru, and South Africa. The CEDD is a collection of research projects focused on evaluating trends in the distribution and causes of disability that have implications for planning and policy development. The work is local, national, and international in scope, using state and national data systems and economic development data from the World Bank.

Director: Glenn T. Fujiura, PhD

Phone: 3124131977

TTY: 3124130453

Email: gfujiura@uic.edu 
Did you know that one in five middle-age adults and one in four older adults in Illinois communities is living with a disability? (Yamaki, Steiner, & Rimmer, 2005).
Graph showing three columns. Graph shows that approximately 8% of Illinois adults between the ages of 18-39 have a disability; approximately 17% of Illinois adults between the ages of 40-64 have a disability; and approximately 29% of Illinois adults over age 65 have a disability. Caption reads: Prevalence of disability among Illinois adults. Data Source: 2001-2003 Illinois Behavior Risk Factor Surveillance. TopOfPage
Chicago Center for Disability Research - Advancing the Principle of Self Determination through Research

The Chicago Center for Disability Research (CCDR) is a research unit established for the study of social, psychological, and educational issues relevant to the life experience of people with disabilities. CCDR is committed to making key information available and useful not only to the academic and professional sector but to all people with disabilities, their supporters, and advocacy groups.

In a context of increasing recognition of the rights and competence of people with disabilities to express their own needs and goals, CCDR seeks to improve the quality of disability knowledge by adopting a dual perspective: 

· CCDR employs a scholarly perspective derived from staff members’ extensive training and field experience in disability-related disciplines.  

· CCDR uses an experience-based perspective derived from staff members’ own experience in living with disabilities.

CCDR’s Advisors include professionals engaged in disability-related work in education, journalism, history, communication, early childhood development, and urban planning.  Consistent with the goal of maintaining an experiential as well as professional perspective on disability issues, the majority of CCDR personnel are persons with disabilities.  
CCDR uses a social model for exploring disability issues—one that views disability as coming from a wide-ranging relationship of individual and environmental influences.  Going beyond the limitations of a purely medical model, this way of looking at disability gives importance to the role of cultural variables in disability experience. 
Projects

Projects are selected in response to needs expressed by people living with disabilities in the community and are supervised by researchers with direct disability experience. This contributes significantly to the creative energy and relevance of CCDR’s work. It advances the principle of “self-determination for disabled people” to the world of research, education, and community service. 

Recent and current projects include:

·  “Re-defining Wholeness: Formulating a Minority Group Model of Disability Identity Development,” a three-year study funded by the National Institute on Disability and Rehabilitation Research (NIDRR); 

·  “Integration at Home: Strengthening Family Relationships of Adults with Disabilities,” funded by NIDRR exploring and supporting positive family relationships for persons with physical disabilities or chronic fatigue syndrome; 

·  “Clinical Versus Experiential Views of Genetic Disability,” funded by the National Institutes of Health (NIH) comparing views of health professionals and persons living with spina bifida, cystic fibrosis, or Down syndrome regarding life with prenatally diagnosable disabilities; and 

·  “Experiences of Individuals with Disabilities Pursuing Careers in the Arts: Creating a National Portrait,” funded by the National Endowment for the Arts (NEA).

Director: Carol J. Gill, PhD

Phone: 3123550550

TTY: 3129961233
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Autism Training and Research Initiatives at the Family Clinic

The Family Clinic provides comprehensive assessment services for children and adults with developmental disabilities (DD). There are 27 professionals from audiology, education, medicine, nursing, occupational therapy, psychology, social work, and speech/language. Funding for the Family Clinic is provided by grants from the Illinois Department of Human Services (DHS), matching funds from U I C , and third party payments from Medicaid, Medicare, and private insurers. A sliding fee scale is used to determine any payments from recipients of services (though, no one is turned away on the basis of ability or inability to pay).  The clinic emphasizes the value of the family, resources within the community, and the importance of a multidisciplinary lifespan approach in providing services. The Family Clinic provides the majority of its services to low income minority families of individuals with DD who could not obtain comparable services elsewhere. The Family Clinic is the first clinic in the state of Illinois to provide training about developmental disabilities for migrant workers. 
The Family Clinic also conducts research and training activities.  Currently the clinic is partnering with the University of Chicago, with funding from the Autism Project, to provide parent training to African American and Hispanic families.  The parent -training involves both family group and individual sessions.  Parents are given hands-on opportunities to learn the most effective interventions to support their child or children with autism. 

Drs. Ann Cutler, Elina Manghi and Joan Ingram have recently authored a paper on the best practices in the early identification of Autism Spectrum Disorders, including a review of current identification practices in Illinois.  The paper states that early identification of autism enables children to receive earlier intervention services, allows families to obtain needed education and support, and is cost-effective. Recommendations for early identification and assessment, collateral support services, professional development, and future research are presented. This paper can be downloaded at: www.theautismproject.com 
Family Clinic Director: Dale Mitchell, PhD

Phone: 3124131871

TDD: 3124130453

The I D H D is seeking a Project Director to lead its Family Diagnostic and Assessment Clinic.  The clinic director is responsible for providing overall leadership and direction to the Clinic through planning, management and evaluation of the Clinic.  Responsible for budget, finance management and development, staff recruitment and supervision, developing and conducting research pertaining to disability, grant proposal writing and development, project management, report writing, and other duties as assigned. A graduate degree in a related discipline is required; PhD or MD is preferred.  Three to five years experience in the field of DD is required.  Anticipated start date is Fall 2005.  For fullest consideration submit resume by June 26, 2005 to:  Family Clinic Director Search, c/o Leticia Sanchez, U I C /I D H D, 1640 W. Roosevelt Road, Room 738C (MC626), Chicago, IL 60608-6904.  U I C  is an AA/EOE.
Picture of a young boy smiling while working on an art project. No caption. TopOfPage
Awards and Honors – Faculty

Glenn Fujiura, PhD, received the Multicultural Council Award for Leadership in Diversity by the Association of University Centers on Disabilities (AUCD). This award is presented in recognition of exhibited leadership and commitment to advancing programs and practices that increase the diversity, cultural and/or linguistic competencies within a Center and the Network as a whole. The award also recognizes the significant contributions made in furthering understanding of the diverse needs of families seeking disability services.  
Picture of Glenn Fujiura.
Sharon Snyder, PhD, the director of two documentary films in disability arts, took home awards from the Second International Moscow Disability Film Festival held November 11-14, 2004. Self-Preservation:  the Art of Riva Lehrer and Disability Takes on the Arts, both won as best films in the category of Disability Culture and Arts. Her work competed with 160 films from 16 countries that had been accepted into the competition. David Mitchell, PhD, served as the editor for both films. 
Picture of Sharon Snyder.
Glenn Hedman, PE, ATP, RET, Director of the Assistive Technology Unit, has been elected as President-Elect of the Rehabilitation Engineering & Assistive Technology Society of North America (RESNA). RESNA is an interdisciplinary organization of professionals interested in technology and disability.
Picture of Glenn Hedman.
Joy Hammel, OTR/L, PhD, is the current Executive Officer for the Society for Disability Studies (SDS). SDS is “the only scholarly society devoted to disability studies as a field.” http://www.uic.edu/orgs/sds/generalinfo.html The Society for Disability Studies is housed at the Department of Disability and Human Development.

In 2004, The National Center on Physical Activity and Disability (NCPAD) was honored by the Centers for Disease Control and Prevention, National Center on Birth Defects and Developmental Disabilities, with their Best Effective Practices Award.  

Carol Gill, PhD, has been elected as one of the inductees to U I C ’s Phi Kappa Phi honor society.  Phi Kappa Phi recognize and encourages superior scholarship and “also brings together the best scholars of all disciplines to foster mutual respect and cooperation to the benefit of all.”  Faculty members must have achieved noteworthy distinction in their fields to be eligible for election.
Picture of Carol Gill.
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Students

Nefertiti Nowell successfully defended her dissertation entitled “Illuminating the lives of disabled black women through role an identity narrative.”

Shilpaa Anand received the J. Wattamull Award, offered by the Office of Special Scholarships and Office of International Students at U I C . Shilpaa Anand also received a University Fellowship for 2005/2006.

Joe Caldwell has been selected as the 2005 Disability Policy Fellow for the Association of University Centers on Disabilities (AUCD).

Jennifer Halverson received the Applied Health Sciences Achievement Award.

John Kramer was chosen to receive the Ann and Edward Page-El Scholarship Award for 2005. The Ann and Edward Page-El, M.D., Scholarship supports educational opportunities for students interested in neurological disabilities.  

Sharon Lamp was chosen to receive the Society for Disability Studies 2005 Irving K. Zola Award for Emerging Scholars in Disability Studies for work on her thesis entitled “It Is for the Mother”: Feminist Rhetorics of Disability During The American Eugenics Movement.

Susan Magasi received the 2005 Rue Bucher Memorial Award for Qualitative Studies in Social Process. 

Mansha Mirza and Terri Thrower each received the Chancellor’s Student Service and Leadership Award. 

Denise Nepveux was chosen to be a Future of Minority Studies (FMS) - Mellon Fellow for the year 2005.  She was one of 15-18 persons selected out of over 100 applicants.

In Fall 2004, three students graduated from our DHD master’s program:

· Meenu Bhambhani (From Charity to Self-Advocacy: The Emergence of Disability Rights Movement in India);

· Andrea Dinaro (Conceptualizations of Disability in Special Education: An Exploration of Teachers’ Understanding); and 
· Chia-chi Lin (Accessibility and Accessibility Awareness within Restaurants in a Chinese-American Community).
Jasmina Sisirak, RRTC/ADD project coordinator and public health PhD student, has been awarded funding through the Special Olympics to develop a nutrition screening tool for individuals with I/DD. 

Congratulations to Brian Zimmerman, an incoming Disability Studies doctoral program student on receiving a University Fellowship.
Picture of woman and man displaying award. Caption reads: Mrs. Page-El presents the Ann and Edward Page-El Scholarship Award for 2005 to John Kramer.
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Administration on Developmental Disabilities invites the public to share opinions on Illinois’ three organizations that advocate for people with developmental disabilities

WHAT: The Administration on Developmental Disabilities is conducting a review of:

· Equip for Equality
· Illinois Council on Developmental Disabilities
· University of Illinois-Chicago’s Institute on Disability and Human Development 

as part of it’s monitoring of the state’s federally authorized organizations that advocate for people with developmental disabilities. The public is invited to attend a public forum and share any experiences with these programs, how the programs have changed their lives and how the programs can improve.

WHO: Any person with or family member of a person with a developmental disability is encouraged to participate, as well as anyone who has interacted with any of these organizations.

WHEN:
Monday, July 11, 2005


3:30 - 5:30 p.m.

WHERE:
Chicago                                           

James R. Thompson Center 


100 W. Randolph, Room 9-040 


Chicago, IL 60601                                                           

Springfield


Lincoln Land Community College (Lower Level Conference Center)


130 W Mason St


Springfield, IL 62702


Cross Street: Between N Klein St and N 1st St

Any person also may participate in the meeting via teleconference by calling 18882834928 and typing in passcode #9125290 followed by #.

If you plan on attending and wish to speak, we encourage you to contact (312) 814-2080 so we may place you on the schedule. A sign language interpreter will be present. Please advise us if you need additional accommodations in order to participate in the meeting.

ALTERNATE METHODS OF INPUT:

If you are unable to attend yet would like to provide input, you may submit your statement via the following methods no later than July 11, 2005.


Administration for Children and Families


233 N. Michigan Ave, Suite 400


Chicago, IL 60601-5519


Attn: R. VogtBy fax: 3123532204


By e-mail: rvogt@acf.hhs.gov  
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Selected Products

· Exercise and nutrition health education curriculum for adults with developmental disabilities.  Heller, Marks, & Ailey, (2004). To order, please call the Clearinghouse on Aging and Developmental Disabilities at 1-800-996-8845 or online at  http://www.uic.edu/orgs/rrtcamr/clearinghouse.htm  
· The future is now: A future planning training curriculum for families and their adult relatives with developmental disabilities. Debrine, Caldwell, Factor, & Heller (2003). To order, please call the Clearinghouse on Aging and Developmental Disabilities at 18009968845 or online at  http://www.uic.edu/orgs/rrtcamr/clearinghouse.htm  
· Disability awareness for law enforcement: A curriculum for law enforcement professionals and police social workers. To order, please call 3124138833 or email mrizzo3@uic.edu  

· Supporting aging caregivers and adults with developmental disabilities in future planning. Heller, Caldwell, & Factor, (2005). www.uic.edu/orgs/rrtcamr/futureplanning.pdf 
· Evaluation of a model consumer-directed program: Illinois. Heller & Caldwell (2004). www.uic.edu/orgs/rrtcamr/consumerdirected.pdf  
· Factors associated with state utilization of nursing homes for persons with developmental disabilities. (Rizzolo, 2004) www.ahs.U I C .edu/ahs/files/dhd/nursinghomestudy.pdf 
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Upcoming Events

SAVE THE DATE!!

Sibling Connections Conference 2005

The Institute on Disability and Human Development
9:00am-4:00pm, October 22nd, 2005

The Center for Enriched Living

280 Saunders Rd - Deerfield, IL 60615

for more information email  jkrame3@uic.edu  
2005 Disability Pride Parade
Saturday, July 23

11:00A.M. line-up at Randolph and Halsted streets in Chicago’s West Loop

for more information prideparade@disabledandproud.com 
Alliance for Full Participation

Many Voices, One Vision

September 22-23, 2005

Washington, DC

for more information http://www.allianceforfullparticipation.org/main/ 
Picture of the logo for the Department of Disability and Human Development.
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Position Opening

DHD is seeking applications for a tenure-track faculty position (rank open). Position start date to be negotiated but beginning no later than Fall 2006. Applicants must have a focus on policy, law or related areas of disability research. Responsibilities include teaching of disability related topics especially in the area of policy, supervising graduate students, and developing and sustaining an independent research program. Qualified candidates should send a letter of application with a curriculum vita and contact information for three references to: Search Chair, Faculty Search Committee, U I C , DHD, 1640 West Roosevelt Road, Chicago, Illinois 60608. We will begin reviewing applications on July 19, 2005 and continue until the position is filled. U I C  is an AA/EOE. We encourage applications from persons with disabilities, other minorities and women.
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Support I D H D!

Your contributions can help promote the mission of the Institute on Disability and Human Development. For more information on making a gift to The Institute please contact: 

Tamar Heller, PhD

Professor, Director/ Head I D H D
1640 West Roosevelt Road 

Chicago, IL  60608-6904 

Phone: 3124131647
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Feedback

We welcome your feedback on our Newsletter and activities. Please send your comments and suggestions to Vladimir Cuk, Associate editor of the Alert        Newsletter. Contact Vladimir if you would like to be added to our mailing list or would prefer to receive the newsletter electronically:

Vladimir Cuk

Institute on Disability and Human Development 

1640 W. Roosevelt Road 

Chicago, IL 60608-6904

Phone: 3124131535

Email: vcuk2@uic.edu 
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