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Basic Background

Prior Activity

“The issue that I think would be good is the Individuals with Disabilities Education Act (IDEA). I’ve been working on the reauthorization. It was first passed in 1975. Last reauthorized in 1997. It represents frustrations in disabilities. It involves a huge number of groups, from the National Education Association, the national school boards, the Council of Great City Schools, the blind community, the deaf community, kids with learning disabilities. There’s been a split. The reauthorization was first proposed in 1994; it took three years because of the split. It’s been a real struggle as [the reauthorization] has gone through the regulatory process.”

“David Hoppe, who is Trent Lott’s chief of staff, called together all the stakeholders—that’s we calls us—to open meetings. The staff would put out drafts and we’d have an open dialogue on them. Hoppe was wonderful—did a wonderful job in negotiating this between all the groups. He has a personal interest because he has a child with Down’s Syndrome.”

“The conflict [that I’ve been involved in] concerns schools, teachers disciplining children with disabilities.” I can’t think of anything that would be more controversial than disciplining kids with disabilities. “You can’t imagine how controversial. There’s really a misunderstanding of the law. The teachers and schools want to do away with alternative placement (?). [I’m confused exactly what the law requires]. At the bottom of this is that all children need services and education. So when we talk about suspending kids with disabilities, we really should be talking about all kids. All kids need services and education. I mean you suspend them and what if their parents work? We’ve had policemen tell us this is a problem.”

“As the regulations were being formulated, school groups were already lobbying Congress on amendments that would change ESEA. When the law was passed there was an agreement that would let the law work. Well, they went behind our back. They tried to get amendments [offered and passed]. The trust, there’s wasn’t much before but after this there isn’t any. They’re continuously  trying to get the law changed, especially regarding services to kids with disabilities. With all the controversy over Columbine and the shooting in schools, they’re making children with disabilities the scapegoat. But those students at Columbine and elsewhere, they weren’t receiving services. Maybe they should have been. [I’m not entirely clear as the context of this. My guess is that the school people were arguing that kids with disabilities should be somewhere else and not in regular schools if they need a high level of services. But I’m not at all sure on this.] Sen. Ashcroft has an amendment to the Elementary and Secondary Education Act [ESEA], which is going through reauthorization now. [Actually, I think it’s just going through appropriations since another interview with NEA said its reauthorization is dead for the year.] It’s now been put on hold. [She didn’t say what was in the Ashcroft amendment, but it was clear from the context that it was something sympathetic to the goals of schools in relation to this issue.]But the disability community is on the defensive because of this [behavior by the school groups. We’re stunned that the education groups have done this to us. They have not worked with us. They’ve attacked the law.”

This seems a bit unusual. For interest groups in Washington your word is a precious resource. “You’re right. Your word is everything [and the education groups went back on their word.] Now the only thing we agree on [among this broad coalition that were called to Lott’s office] is full funding for IDEA. When it was first passed in ’75. The federal government was committed to paying 40% of the costs. Now it’s down around 10%. So the schools are saying help us meet our obligations. There are proposals to work it back up to 40%.”

Advocacy Undertaken:

Direct lobbying of Congress

Future:

Continued lobbying of Congress

Key Cong Champions:

David Hoppe from Trent Lott’s office

And:

 Who are your friends on the Hill?
“Sen. Jeffords [R-VT], but some on his committee are not so friendly.” Its Jeffords’ committee that handles the legislation? “Yes, but there are some that are not friends. Sen. Kennedy. Sen. Chaffee [R-RI], both father and son. The Senate has been friendlier than the House. In the House, Cong. Martinez, who unfortunately lost his primary. Um, I’m not sure who else in the House. The House hasn’t been as friendly as the Senate. 


Targets of Direct Lobbying:

Key congressional supporters

Targets of Grassroots:

 No evidence of grassroots lobbying.

Coalition partners:

Disability groups; 

See above on school groups who were ostensibly partners but have turned out to be the opposition.

Other Participants: 
None mentioned. There is an administrative agency doing regulations, presumably the Dept. of Education, but no specific mention. 

Ubiquitous:

“We say, ‘Let’s think about inclusion. Let’s not talk about a segregated system. Let’s include children all the time. From the time they’re in child care, through their education, through their employment. That’s the real world. Let’s not go back. We’ve gone through the civil rights era. We’re now at the 10th anniversary of the ADA [Americans with Disability Act.” 

“In the legislation, we want when it says ‘all people’ to really mean all people. So we ask that legislative language that says all people says explicitly that ‘all people includes people with disabilities.’ It’s not that people have bed intentions, but that they just may not think of it that way.”

Secondary

None mentioned

Targeted

None mentioned

Nature of Opposition

Strong alliance of school groups, including the NEA, school boards, administrators. Also, some legislators.

Ubiquitous/opp

“They would say that it’s very expensive to educate kids with disabilities. That the federal gov. hasn’t met its obligations under the law. And how can you expect us, the local schools, to fund this? And that it’s an unfunded  mandate. That’s what they would really hone in on. That it’s an unfunded mandate. They’d also argue that what you have is a law that is really providing special privileges to a constituency.”

“But the purpose of the law is to put everyone on a level playing field. They say we’re skewing the law by adding benefits to a special community. Some of these people just don’t get it. What we’re doing is have people treated equally.”

Secondary/opp

None mentioned

Targeted/opp

None mentioned.

Partisan?

No

Venue

Congress

Action Pending

ESEA funding which is related; reauthorization of IDEA, not clear. Regulations, not clear. 

Policy objectives/supporters:
To ensure that disabled children are fully integrated as possible into their schools

Policy objectives/opposition:
To give them more flexibility in disciplining disabled students; want to relax law and reduce their costs associated with education of the disabled.

Advocate’s Experience:
“I always have worked with kids with disabilities. I’m the exception to the rule: I don’t have anyone in my family with disabilities. But I’ve always worked with kids with disabilities. I get it. I think it’s important for people without disabilities to spread the word too. After college I worked with a little boy on a one-to-one basis. Then I was asked if I wanted to work at the White House. So I worked there on disability stuff at the Office of Public Liaison. When I went to law school I decided that I wanted to specialize in disability law so I chose Syracuse because they had a good program in Education [and other parts of the University]. After law school I only looked at disability groups. They interviewed me here and I got the job.”

Reliance on Research:
“Probably the latter [perspective—that when she goes up to the Hill she has only a limited amount of time with her target and doesn’t want to spend the time talking about research]. But we do have a research unit here. And when they’re doing a report [on the Hill], like a GAO report, we may want to try to influence that. I do think they consider us an information source. Now there is a data collection issue.” On what happens in the schools with discipline of disabled students?  “Yes.”

Number of people involved in advocacy:

4

Units involved:
1

Advocate’s Outstanding Skills

None that stand out.

Type of membership:

Not a membership organization: 

How many members do you have? “We’re not a direct mail organization [meaning not a membership organization]. We have corporate sponsors. We receive revenues for providing direct services, though Medicaid or other means.”

Membership Size:
Not a membership organization

Org. Age:

51 years.

Misc.:

6. “This is the Department of Public Policy. I’m the manager of the public policy section. I have two full-time staffers. One part-timer. And this summer, one intern. So we have a very small staff and we work on a myriad of issues. [We work on so many issues because. . .] two-thirds of people with cerebral palsy have some other disability as well. So we work on disabilities across the gamut, not just cerebral palsy. Most people aren’t aware of this [that people with cp typically have other disabilities]. We’ve moved away from an emphasis on cerebral palsy.”

“We have limited resources. I did something recently where the tobacco lobby was involved. You couldn’t believe all the glossies they had. It’s so strikingly different.”

“We’re an unusual nonprofit. We serve 30,000 through our UCP affiliates.” These are your facilities? “Yes, or we go to them [to the clients directly]. We have 137 affiliates.”

I’m curious that in the narrative you told me and in your other discussion, you’ve placed very little emphasis on the special needs of those with cerebral palsy as opposed to the disabled in general. Is that because cerebral palsy is not a single problem but a range of disabilities?

“We have done some things [focusing on those with cp] Do you know what ‘assistive technology’ is? That’s everything from a pencil grip to an augmented communication device. [A few minutes later a severely disabled man in a wheel chair wheeled by and she yelled out, “Gus.” She then took me out of the room to meet Gus and had him illustrate his ‘Liberator.’ He manipulated this board across the front of the wheel chair by fingering a variety of icons, and hitting an icon in return brought forth a word prerecorded in the machine’s memory.] “I take Gus up to Capitol Hill when I go.”

I asked about others to talk to: 

 There’s Denise Rozelle, she’s at—well, she’s changed jobs. I’ll get you her phone number. There’s the Council of Great City Schools, the NEA, and the school boards association [Nat SBA]. [She had trouble coming up with the names of the lobbyist, had to consult someone else. Gave me some names she wrote out which I have in the file. Promised to call me with Denise Rozelle’s affiliation.]

7. “We had a phenomenal rep for a long time. Now UCP has been through some turbulent times. They’ve experienced some financial difficulties. We’ve now come out of it. But we weren’t as active. We had a much larger staff [in this office]. We had a staff of nine. 4 were in health, the other five of us worked on all the other issues. Now we have a full-time staff of 3. So we’ve had to pare down what do. We’re not as ever-present as we used to be. And that’s because of the staffing.”

Is there anything I should have asked?
“Yes. What I think you should know is about the dynamics of the disability community. It’s a terrible phrase, but we use it: ‘we eat our young.’ There’s conflict. We turn inward. There’s infighting and that causes us to be less effective. Unfortunately, this is pervasive in the disability community. There are a lot of people set in their ways. It’s hard for a new person to get heard. This is a challenge.”

Addenda:

This group has clearly tried to downplay cerebral palsy and tries to communicate that it is a broad disability group. The script beneath the UCP logo does not have anything about cerebral palsy. The organization is self-consciously trying to reposition itself. With how much success I don’t know. 

