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Basic Background

Prior Activity

“It’s still the same issue: we want children to have access on the same terms as children without disabilities. This was denied before the 1975 act. They didn’t have access to any school room door. And it’s still an access issue. Things have progressed, but it continues to be an issue. We’re not unhappy with the policy that was put in the ’75 legislation. Rather, it’s a matter of practice. If the ’75 law were fully implemented, things would be fine. But there’s a huge gap in terms of what the law says and how it’s been implemented. Our children are still viewed as less deserving. There’s a devaluing of our children. And there’s been a history of exclusion. Our kids don’t have the opportunities that they should have.”

Tell me a little bit about the National Downs Syndrome Congress?

“We’ve been a little less active this year. We’re predominantly a volunteer organization and it depends on who’s available to go to Washington. We’re [headquartered in Atlanta] but we’re moving to Washington. [I later asked if there were going to move the headquarters to Washington or just open an office. She said that hadn’t been decided yet.] We have a staff of only a half dozen. We have a working board rather than a [passive or social] board. We’re a membership organization of parents, family members [15,000 members].” 

Advocacy Activities

Direct lobbying

Grassroots lobbying

 [not described]

Future

Direct lobbying

Key Contacts

None mentioned.

Targets

None mentioned.

Targets Grassroots

None mentioned

Coalition Partners

“There’s a history of fragmentation I’m afraid. [Instead of a grand coalition] the groups have gone together into particular clusters. The groups tended to divide into two separate tracks with the 97 reauthorization. We were involved with groups who actually didn’t want to reopen the legislation. It wasn’t what was in the law that was a problem; it was in the implementation. The other coalition was open to compromise. But that was risky in our mind. Opening it up and making compromises was a slippery slope. These groups were a bit deluded [as to the good faith of those on the other side].”

You spoke of two different coalitions on the disability rights side. Who was in each of those two coalitions?

“On our we were with the parent training centers. There are about 70 of them; they’re federally funded. United Cerebral Palsy was with us too. In the other coalition, there was ARC [Association of Retarded Citizens], the CCD [?], the provider groups. We felt we were the more grassroots of the two [coalitions].”

Other participants

See below on nature of opposition

Ubiquitous Argument

We can’t come across as being anti-discipline. First and foremost, though, is that all children have a right to an education. It’s a rights issue. This is a tough one because not all people perceive [things the way we do]. 

Secondary Argument

Second would be that IDEA is the law. It’s more than 20 years old. Enforce it.”

Targeted Arguments:
She said initially in her response to question #3 that: “It’s tailored to a particular audience.” She never elaborated as to who got what argument. It would make sense though that liberals would get the ‘this is a rights issue’ argument. 

Nature of opposition

“The forces that opposed us [opposed both of the pro-disability coalitions described above], their concerns became the reality. Congress began to reduce the rights of the disabled in the disciplinary provision. They said that there’s a double-standard in the law. That kids with disabilities have it easier in terms of disciplinary action than kids without disabilities. Our position is maybe we should make it easier for all kids.”

And who’s on the other side? 

Sen. Gorton (R-Wash), Sen. Ashcroft (R-MO). And how about groups? In 1997, the educational groups, the association of Special Education Directors. Certainly the AFT [American Federation of Teachers]. Disciplining kids became the big thing in this legislation. [That was the manifestation of what] I think it was really a backlash against the inclusion of disable kids into the classroom. You know, educators are not used to parents coming into the classroom and asking what’s going on. They’re not accustomed to accountability. They’re not accustomed to the outside world coming in to take a look. So when they see these ‘pushy parents’ come into their classroom, they all of a sudden find that quality becomes the issue.”

Ubiquitous/opp

That there’s a double standard for disabled kids. They get more lenient treatment in terms of discipline.

Secondary/opp

None mentioned

Targeted/opp

None mentioned

Described as partisan

Yes

Venue

Congress

Action pending

None mentioned

Advocate’s experience

Attorney, board member and officer of National Downs Syndrome Congress, parent of Downs Syndrome child, former secondary education teacher; her law practice, which is heavily pro bono, if focused on helping parents with children with disabilities. She’s a volunteer so there is no official tenure, but she’s been active in the organization for about 20 years.

Policy Objective:

This group wants the law to be faithfully implemented. Opponents want it changed to provide some new standards for disciplining disabled kids who they see being subject to a softer [double] standard.

Reliance on research.
None. She elaborates: “Closest to the last [don’t use research perspective]. We have a very human message [so we go with that]. There’s already more than sufficient research on segregation vs. inclusion. No one has ever asked us for research. The other side [certainly] doesn’t have it. It’s not like they have research on the benefits of segregation. Whenever there was an incident [with a disabled kid], it would get blown up [and that would hurt us]. But when there was an incident and it wasn’t a disabled kid, no one would comment that it was a kid who wasn’t disabled. The other groups use this in a very emotional way. We just don’t have the resources to do research.”

Number of Individuals involved:

Not clear, but low. Last time with reauthorization in 97, there were two who carried the brunt of the load.

Units

1

Advocate’s Outstanding Skills

Her passionate commitment to the cause. Her long experience in the field. Her expertise on what the law and regulations say. 

Type of Membership

Individual memberships.

Size

15,000

Age

21

6. Why are you [the organization] moving to Washington? “We just wanted to have a consistent presence in Washington. We want to be able to be [on ongoing player] on issues. Before we relied on activists in the organization so it depended on who could get to Washington. During the ’97 reauthorization, two of us traveled [back and forth to Washington]. I was flying there every other week.” [She lives in Syracuse].

8. “I have a son with Downs Syndrome. He’s 21. I was president of our local group. I went to the national convention that year [and got involved in the national]. This was a perfect merger of my professional and personal side. I’d been out of law school three years. I don’t have a traditional law practice in any sense of the word. I work with families with children with disabilities. My husband says I have a practice specializing in pro bono work. This was a second career. I was a secondary education teacher. So I still have that identity. I got a Master’s in education and I wonder what happened to all those wonderful things they taught us. [They’re absent in the classroom today.]”

Is there anything I should be asking you? 

“IDEA is a wonderful law but its an incredibly burdensome one. Parents have to enforce the law. The enforcement is pretty minimal at the federal, state, local levels. If you want your school to enforce it, then you have to do it. That takes, time, money, resources. Not many parents have those. And if they do raise an issue [about their child] they have to worry about retaliation. So you have to use your due process under the law if you want it to work for your child. There’s been wholesale noncompliance. If you need access to legal services, maybe one in a thousand parents can get it. And yet our opponents claim that parents are suing right and left. I can count on one hand the number of law suits filed. I must get 50 calls a week from parents call me [and they don’t end up suing]. And everyone is fearful about what might happen to their kid if they do take some kind of action against the school.”

“My son is graduating tomorrow. And we’re having a party, but we’re not calling it a graduation party but rather saying it’s a parole party. Now that he’s out of school, there is no assurance that he’ll receive any services. 

