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The Burton Blatt Institute, located at Syracuse University, is building the premier organization to advance civic, economic, and social participation of persons with disabilities in a global society by creating a collaborative environment—with entrepreneurial innovation and best business practices—to foster public-private dialogue, and create the capacity to transform policy, systems, and people through inclusive education, the workforce, and communities.  The Burton Blatt Institute takes its name from Burton Blatt (1927-85), a pioneer in humanizing services for people with mental retardation, a staunch advocate of deinstitutionalization, and a national leader in special education. Blatt was dean of the School of Education and Centennial Professor at SU, served as director of SU’s Division of Special Education and Rehabilitation, and founded the Center on Human Policy to promote a more open and accepting society for persons with disabilities.

The BBI Disability Policy Leadership Program provided four Syracuse University Law students with a highly structured opportunity to learn first hand about the public policy making process from a disability perspective.  Located in Washington, D.C., the program allowed students to be engaged in research and writing on statutory and regulatory issues impacting persons with disabilities and their families.  Bert Kaufman, 3L from Baton Rouge, Louisiana, Annette Sawicki of Elma, New York, Michael King, 2L from Lincoln Park, New Jersey, and Emily Cosentino, 2L from Wakefield, Massachusetts, were chosen as the inaugural class.

Participation in the summer program was coordinated by the BBI Washington, D.C. office and Michael Morris, who has more than 25 years of experience in public policy development to advance social and economic independence for individuals with disabilities.  Participants were also mentored by Robert Silverstein, who is a nationally recognized attorney with more than 30 years of experience negotiating and drafting landmark public policy relating to persons with disabilities.

This memo will set out the topic areas students worked on, the political processes that students were involved in and the advocacy lessons learned throughout the summer.  

I. TOPIC AREAS

Students were given the opportunity to work in many different areas of disability policy and advocacy.  Through several projects, students were able to realize the breadth of issues confronting the disability community and appreciate the diversity of the community.  The inaugural class of students worked on the following issues:

Americans with Disabilities Act (ADA)

The ADA is a comprehensive civil rights act for persons with disabilities.  Since the passage of the ADA, the scope of its protection has been narrowed by the Supreme Court’s interpretation.  Senator Harkin is considering whether to propose a bill that would explicitly return the ADA to its original form.  The coalition from the disability community (including the Consortium for Citizens with Disabilities [CCD]) is currently discussing its recommendations for the bill and the best strategy for securing co-sponsors.  Students who worked in this area:

· Created “Legislative and Regulatory History – Foundation for the Proposed ADA Restoration Act,” a side-by-side chart that compares the language of the draft bill to the legislative and regulatory history of the ADA when it was first passed.  This document basically shows any doubting staffer or member that this bill really is a restoration of the original intent of the ADA

· Created “Background and Justification For and Summary of the ADA Restoration Act,” a 4 page document that summarizes the need for legislation and explains what Congress intended with the ADA when it first passed

· Created “ADA Case Law” memo, which examines the ‘best’ cases – the ones in which the discrimination was obvious but the plaintiffs were not allowed to state their claim.  

· Department of Transportation comments on Title II and III of ADA and section 504 of Rehabilitation Act.  Compiled comprehensive side-by-side analysis chart and substantive comments for integration into a taskforce memo to the Department of Transportation.  Student’s comments were adopted by CCD and other national disability rights’ groups’ comments.

Disaster Response and Emergency Preparedness

In the wake of Hurricane Katrina, policymakers are looking for ways to improve disaster relief and ensure full and equal participation for persons with disabilities.  CCD is offering recommendations for improving the Stafford Act, which gives FEMA the authority to provide aid during emergencies.  The student that worked in this area:

· Wrote language to be integrated into legislation for a re-authorized Stafford Act.

· Participated in working conference on emergency preparedness and disaster response for individuals with disabilities.

· Briefed CCD Emergency Preparedness taskforce.

Education – No Child Left Behind Act of 2001 and IDEA
No Child Left Behind (NCLB) is a law that facilitates education reform based on accountability, choice, and flexibility in Federal education programs.  Reauthorization for No Child Left Behind will take place next year and the CCD Education Task Force began to prepare ideas on how to improve the lawn from a disability perspective.  CCD wants to ensure that NCLB is consistent with and reflects the principles of the Individuals with Disabilities Education Act (IDEA).  IDEA is a Federal law that works to ensure that all children with disabilities have available to them a free appropriate public education that emphasizes special education and related services designed to meet their unique needs and prepare them for further education, employment, and independent living.  The student working with CCD Education Task Force:

· Researched and complied charts as requested by the Task Force.

· Wrote memos and other briefings on information pertinent to both acts.

Employment 

The Workforce Investment Act of 1998 was created to unify a fragmented employment and training system into a more comprehensive workforce investment system that better serves job seekers and employers.  The Act was up for reauthorization this year.  The House and Senate versions of the bill reflect different approaches for ensuring meaningful access to “one stop career centers” for persons with disabilities.   CCD is using these materials to help develop its recommendations for when the bill goes to conference.  The student who worked in this area:

· Edited a section-by-section analysis from a disability perspective of the Senate bill’s reauthorization of the Workforce Investment Act of 2005.

· Edited a side-by-side comparison of a Senate and a House bill on the reauthorization of the Workforce Investment Act.

Social Security 

The Social Security Administration (SSA) administers cash assistance programs for persons with disabilities who are “unable” to work.  Social Security Disability Insurance (SSDI) is a social insurance program for workers who have both contributed to the Social Security Trust Fund and become disabled before retirement age.  Supplemental Security Income (SSI) is a federally administered cash assistance program for individuals who are aged, blind or disabled and meet a financial needs test (income and resource limitations).  This summer, the Social Security Administration overhauled the disability determination process, the process by which people are deemed eligible to receive benefits.  The student working on this topic:

· Worked with CCD members to draft written testimony to submit to House Subcommittee about the disability determination process.

· Drafted oral testimony for Marty Ford, Assistant Director of The Arc. 

· Attended hearing of the House Subcommittee on Social Security to witness oral testimony.

Section 508 of the Rehabilitation Act

Section 508 is designed to provide access to and use of Federal executive agencies’ electronic and information technology (EIT) by individuals with disabilities.  CCD is considering strategies for improving implementation of Section 508.  The student who worked in this area:

· Analyzed Section 508; talked with experts on 508 compliance.

· Worked with technology and telecommunications taskforce.

· Illustrated the federal procurement process and how section 508 fits into it.

· Analyzed 508 complaint process through lawsuits and administrative complaints.

· Added clarification to Department of Justice comments on 508.

· Developed checklist of questions for advocates to analyze any potential issues or problems.

Temporary Assistance for Needy Families (TANF)

The Department of Health and Humans Services recently proposed regulations implementing the reauthorization of the TANF program.  Unfortunately, the proposed language does not allow persons with disabilities full participation in the TANF program.  CCD is drafting comments to the proposed regulations.  The student working in this area:

· Using Office of Civil Rights guidelines ensuing equal opportunity for participation in TANF programs, examined the proposed TANF regulations and determined appropriate places for recommending flexibility for persons with disabilities.

Molly’s Bill

A recent bill was passed in Oregon called "Molly's Bill" which was a well-documented success in the state. The legislation Oregon passed allows families to be reunited with family members with disabilities who have been institutionalized in the 1950s and 60s and essentially lost in the system.  Molly's Bill clarifies Oregon Department of Human Services (DHS) privacy rules to make it easier for families to reconnect with relatives with developmental disabilities that are in state care or have been in state care.  The bill sets up a system that will preserve the confidentiality of state care residents, while making it easier for families to reunite.  Oregon has had some heartwarming results, and CCD is exploring the idea of drafting legislation at the federal level to facilitate enactment of comparable laws in other states.  The student working in this area:

· Researched and commented on privacy issues and HIPPA to see whether this health care privacy rule applied to Molly’s law.

· Proposed possible Federal role in supporting a national clearinghouse.

Washington Watch/Capitol Insider

The Disability Policy Center produces two newsletters.  All students were able to contribute to one or more of the publications by:

· Providing editorial assistance for Arc/UCP staff articles. 

· Writing brief articles on disability policy movements in Washington.

Long Term Care/Nursing Home Project 

During the summer, all four students were assigned a Nursing Home Conversion project by Michael Morris.  Students researched the impact of the Olmstead decision on State governments.  Each student:

· Researched nursing home conversion in several states focusing on the impact of the Supreme Court’s Olmstead decision.  

II. DAILY LEGISLATIVE AND REGULATORY ACTIVITIES

Over the course of the summer, the four BBI Fellows had the opportunity to interact with policymakers and key staff and experienced first hand the legislative and regulatory processes.  These activities are detailed below:

Meeting with Policy Makers and Key Staff 

Congressional Member

· Senator Tom Harkin (D-Iowa) met with the four BBI Summer Fellows in the President’s Room of the Senate.  Students had the opportunity to discuss the projects worked on over the summer with him.  Harkin informed students of his upcoming plans and gave his view on the state of disability policy.

· The four BBI Summer Fellows met briefly with Senator Hillary Clinton (D- New York) and informed her of our work. 
Legislative Staff
· Attended meeting with Kim Betz, Judiciary Committee staff, and Jen Daulby, legal counsel for Congressman Steve Chabot, to discuss the ADA hearing on July 27, which was eventually postponed until September 13.  

· Met with Lee Perselay, Harkin’s Disability Counsel on the HELP committee to discuss ADA Restoration Bill.

· Attended meetings with the legislative assistants for Senators on the Appropriations Subcommittee on Labor, Health and Human Services, and Education to discuss Fiscal Year 2007 IDEA appropriations. 

· Attended a meeting with a member of Senator Kennedy’s HELP staff to learn about a bill the Senator wants to introduce dealing with Medicaid payments for accommodations used by students with disabilities at school.

· Held two meetings with Kurt Schmautz, counsel, Senate Homeland Security and Government Affairs Committee.

· Met with Dan Mathews, Staff Director, House Subcommittee on Economic Development, Public Buildings and Emergency Management.

· Observed a “hallway” meeting between several of the Education Task Force members and a staff member for Senator Clinton on a bill she had proposed.  The staff member wanted to see if the Education Task Force members had any problems with the bill because it includes changing the current law on paying back college student loans for people who become disabled after graduation.

Administrative Staff

· Met with Commissioner Pat Morrissey at the Administration on Developmental Disabilities to discuss the student’s work as well as her work. 

· Attended roundtable discussion at Equal Employment Opportunity Commission on emergency plans for businesses.

· Attended two meetings at the Department of Labor to edit the policy guidelines and met with staff to discuss changes and edits that had been made to the drafts.  

Observed Floor Debate

· On July 18, the Senate debated and voted on the extremely controversial topic of stem cell research.  The four students and Bobby Silverstein met with Lee Perselay in his office, and he took them over to the Senate floor, where the senators were holding the debate on stem cell research.  The students saw Senator Brownback, Senator Coburn, and Senator Kerry give speeches on the issue. 

Visit to Arlington Court House

· Three BBI Summer Fellows spent most of the day on 7/12 in Virginia with Judge Joanne Alper, an Arlington Circuit Court judge and a Syracuse trustee.  She attended Syracuse University as an undergraduate, and she offered to take the BBI Summer Fellows out to lunch after a morning tour of the courthouse.  When the students got to the courthouse, we went to the Judge’s office and met her in her office.  Then, the students went down to the Virginia Supreme Court petitions for appeal.  Although it was at times difficult to hear, the students got to see which lawyers seemed at ease and which ones seemed nervous – and how that affected how the Justices treated them and their claims.  After the oral arguments ended, the students went up to Judge Alper’s courtroom and saw her presiding over a “slip-and-fall” case.  A woman was suing because she slipped at an airport, fell, and broke a kneecap.  This was a classic negotiation and Judge Alper was an excellent mediator.  The students had the opportunity to see the back-and-forth of a negotiation—it was exactly like the books that Bobby Silverstein required the students to read before they started the summer program.  When the plaintiff came into the back room to speak with Judge Alper, the judge seemed very sympathetic to her plight.  She explained to the plaintiff how she understood that she had a lot of pain and suffering, but she also emphasized how difficult it is for a jury to award a substantial amount of money in a slip-and-fall case.  There was a lot of haggling, but in the end, the judge played both sides of the case brilliantly, and the students noticed her exceptional negotiation skills.  She made everybody feel comfortable, but she didn’t waste time with small chat either.  She got right to the point, and at every step along the way, she was honest.  Afterwards, the students went out for a late lunch with her.

Attended Hearings (Legislative and Administrative)

· Attended Social Security Subcommittee Hearing to watch Marty Ford testify about the new Disability Determination Process for SSI and SSDI.

· Attended the Ticket to Work and Work Incentives Advisory Panel Quarterly Meeting.  The first day, several people presented on the importance of various programs and methods provided by Social Security.  The second day, Bobby Silverstein gave a presentation.  

· Attended a hearing titled “No Child Left Behind: Disaggregating Student Achievement by Subgroups to Ensure All Students Are Learning” held by the full Committee on Education and the Workforce.

· Attended a hearing to examine the current improvements made by the District of Columbia’s Mental Retardation and Developmental Disabilities Administration, which was held by the full Committee on Government Reform.

· Attended a hearing held by the full Committee on Education and the Workforce about "No Child Left Behind: Ensuring High Academic Achievement for Limited English Proficient Students and Students with Disabilities.”

· Attended the No Child Left Behind Commission’s first roundtable discussion of the summer.  This discussion focused on gaining parental and grassroots’ perspectives on how No Child Left Behind is working for parents and children. 

· Attended the No Child Left Behind Commission’s discussion on the impact that the No Child Left Behind Act is having on rural schools in America.

· Attended EEOC Employment roundtable where panelists discussed ways in which businesses take into account employees with disabilities in their emergency plans.

Meeting with Coalition of Disability Organizations and Consortium of Citizens with Disabilities Task Force Members

· Attended CCD Rights Task Force Meetings.

· Attended ADA Big Tent meeting at AFL-CIO building.

· Attended CCD Technology and Telecommunications Task Force Meeting.

· Attended CCD Social Security Task Force Meeting.

· Attended CCD Transportation task force to discuss CCD comments to new regulations.

· Attended CCD TANF task force meeting.

· Called-in to The Arc/UCP Nationwide Phone Call-in.  This phone call kept the grassroots informed and allowed them to tell us problems they were having.

· Attended Education Task Force meetings.
· Met with CCD Transportation task force 3 times to discuss evolution of DOT comments. 
· Met with Emergency preparedness and disaster response task force to discuss developments in policy arena and the reauthorization of the Stafford Act. 
Consumer Coalition for Health Privacy meeting

· Attended the briefing for the Consumer Coalition for Health Privacy.  The discussion focused on a stolen laptop computer from the VA’s office, which contained the personal health data for 25 million veterans.  

Conferences and Symposia 
· Attended and participated in three day working conference titled “Working Conference on Emergency Management and Individuals with Disabilities and the Elderly” at the Marriott Wardman Park.  This three day conference brought together approximately 800 people from the States and the Federal government to address the needs of the elderly and individuals with disabilities in the face of disasters.  

· Attended the National Council on Disability’s panel discussions on the 16th Anniversary of the ADA.

Attending and observing these meetings provided the students with an opportunity to learn what strategies are effective in being a successful disability policy advocate.

III. Advocacy Strategies

Through the above described activities, students were able to observe different advocacy strategies.  Students came away from the summer with a better understanding of how to succeed as a policy advocate.  The lessons learned include:

Importance of Preparation

· Build your presentation around a framework.

· Meetings that lack structure often fail to produce results because people come unprepared and nothing gets resolved. These meetings usually descend into an exercise in repetition.  Always make sure that the material discussed is fresh.  Otherwise, it is seen as a waste of everyone’s valuable time.

· The key to scheduling a meeting with Congressional staff is a powerful presentation of the organization you represent.  

· Always plan an important meeting.  “Planned spontaneity” often works quite well in D.C.

· Policy is often made in a political context, and in order to succeed an advocate must understand the needs of the Members of Congress’ staff.

· Always come informed and prepared, know the right questions to ask, and don’t waste the time of experts by rehashing background material that they already know.

· Policymakers are very busy. Think about your goals and their goals.  Why would an important policymaker respond to your solicitation for information?  Think of how you can benefit them.  Think of what you can do for them (like a promise to promote them), and emphasize that.

· Back away from something you’ve been working hard on and come back to it with a fresh eye.  To be able to do this, you must prepare far ahead of time so that you’re not scrambling to get things done.  If you can come back to a draft the next day, you will be able to pick up things that you missed by way of being too invested in it at the time.

Importance of Communication
· Clear communication early on prevents confusion and disorganization.

· Carefully package the message you want to get across without being disingenuous.  There is a delicate balance between telling the person everything you need to tell them and telling them what you want them to know.  

· The person delivering the message is more important than the message itself.

· When you have trouble negotiating around something it seems that letting the other person talk through their ideas (as frustrating as it is not to cut in) is the way to have them listen to you eventually.  In the long run, that is the only way to get people to understand your point of view. 

· Focusing on the goals of disability policy, instead of personal issues, is the best way to achieve success.  
· Keeping the lines of communication between different advocacy groups open is the key for success.  
· Always discuss the uncomfortable—address fears upfront.  Fear is what gets people worked up and hard to handle, so discussing it gets it out in the open and makes issues easier to deal with.

· There has to be a single leader.  A war cannot be won with too many generals.  

· Don’t push your agenda too hard.  People will be turned off, and unwilling to work with you again in the future.

· When referring to a document in a meeting or presentation always say the page number and identify where on the page the information is to makes sure that people can follow you.

Research and Writing Tips

· You will never get a first draft right; the best memos written by the best writers have been drafted over and over again.

· The process is just as important as the end product, and in fact a long drafting process will improve your end product 10 fold.  Giant tasks get very achievable when you break them apart into pieces and work on the smaller part before the whole.  

· Always frame the first paragraph so that the reader knows what they are reading about, why they are reading the memo, and what they will come across in the memo.

· Don’t waste valuable time researching what has already been researched before—talk with experts in the topic and figure out exactly what it is you have to find out.  The key here is to know who to talk to and how to get their attention.

· Always have your facts correct. 

· Avoid hyperbole.  It is better to understate something than to overstate it.

· Beware simplistic language when given an assignment.  

· Always look at something with fresh eyes.  If you are working on something all day, let it go and look at it first thing in the morning.

· Control the information you are receiving by asking the right questions.

· You don’t always have to quietly accept your supervisor’s advice.  If you feel that you are trying to make a point and it’s not being recognized, say so.  This will often facilitate an enlightening conversation that will improve your memo.   

· Never put too much stock into what an expert tells you.  Always credit assumptions you include in a memo.  Otherwise, the reader will think the assumptions are yours. 

· Don’t make your supervisor give you the same advice repeatedly.  

· The choice of words is incredibly important—for example, a word like “balancing” can express conflict in certain situations.

Advocacy Lessons Learned

· Cohesive coalitions have more power, but sometimes it takes a lot of work to get different groups to unite.  
· Personal stories are an extremely effective at grabbing people’s attention. 

· Understanding the rational and history of previous laws is essential to developing new laws.  

· Having a large number of commenters for regulations (each putting in separate comments) sends a stronger message than having one commenter.  Having several different comments saying the same thing is bound to have a bigger effect on policy makers than just one person saying it. 

· A small investment of time and effort into a product will prevent having to put a lot of time and effort in later to correct mistakes. 
· Always have a positive attitude about your stance in order to keep people on your side.  Find a way to turn a negative answer into a positive, for example replace “I wasn’t allowed to learn” with “I want to learn.”  

· Empathize with others.  Don’t waste too much time with small chat; get to the point.

· Don’t get star-struck by policy makers.  Always be prepared with questions and conversation-starters.

· As an advocate it is extremely important to know what you are dealing with.  If you don’t know the substance of your cause, you will never be listened to.

Conclusion
Throughout the summer, students were immersed in policy and advocacy work.  Students were engaged in a “hands-on” approach and were rewarded with new insight and knowledge in the field of disability policy work.  Under the tutelage of Bobby Silverstein, students were able to actively participate in legislative and regulatory aspects of disability community. All four students found the program to be an eye opening experience that, no matter what course their life takes, will stay with them.

By writing language that went into actual legislation that will go before the full Senate, my experience this summer exceeded all of my expectations, and I made a positive impact on policy for individuals with disabilities and their families.








-Bert Kaufman

The experiences I had this summer taught me not only a great deal about being an advocate and policy maker, but also about what role I hope to play in the world of disability rights.  Spending the summer working on policy allowed me to see a side of law that I am not exposed to in law school and will influence me as I make my future career decisions. 








-Annette Sawicki

During the summer I was fortunate to work in many different areas of disability policy.  From the ADA to TANF, from Social Security to Olmstead, I was able to gain insight into the policy negotiation, legislative, and executive processes.  I have also found a new respect for disability policy workers and the commitment they have to equality.  Overall I feel this summer has been both informative and engrossing, and I feel lucky to have been chosen for this experience.








-Emily Cosentino

Until this summer, I never knew how many intersections disability law has: health law, property law, family law, and civil rights law.  Disability law is often just the tip of the iceberg.  The BBI program has changed the way I approach the law and it will positively influence the rest of my legal education at Syracuse.








-Michael King
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