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>>KAT LOWRANCE: OK, so I have less than a half hour to give you a sort of an introduction to parent leadership. My name is Kat Lowrance and I'm the director of a parent training information center in far northern California, almost to the Oregon border up there. And this training is designed to empower parents of children with diverse needs to contribute their expertise and to take some leadership roles. It normally ‑‑ and I'm sorry Cora is not here with us, she's with us in spirit but she's not with us in person so I wanted to let you know that. And so basically this is a 12‑hour training that I provide in our parent center. So I have 20 minutes to kind of guide you through what it's about. 
>> [inaudible] 
>> KAT LOWRANCE: Is it? Should I hold this? Is this one better?
>> Yeah.
>> KAT LOWRANCE: I'm going to try to do this because I'm going to need my hands. OK, hopefully ‑‑ does it still work if I don't hold it really close to my mouth. Great. It was a good segue ‑‑ oh, I'm a parent of a child who is deaf. His name is Dylan. He lost his hearing at 8 months old. He had spinal meningitis and was in the hospital. And that's the most recent picture I have of him at age 23. He is 26 years old. 
So first of all, the reason ‑‑ one of the reasons Barbara's training was a good segue is because throughout history, it has been parents who have really made an impact on IDEA, parents who march their children to the steps of the school and said, "you will educate my child," right, we pay taxes, it's free appropriate public education for all children. But before that that happened during the time era of the world, if I was doing my training I would have some great music to play for you right here (laughing) but before that it was institutions. And it was common that a family who had a child with a disability, it was considered a tragedy. And that they would recommend institutionalizing your child. And for those of you nowadays I know that must be something in your brain that is incomprehensible because I can't imagine my life without my son and it's kind of incomprehensible to me as well. But it took ‑‑ it took people coming together and thinking about what is there for children with disabilities to initiate that law. So when they marched up those stairs and started to do things for their children, it shows you how parents have been leaders throughout history so in 1949 the parent of a child with cerebral palsy started UCP which today is a vibrant organization. In 1954, Brown versus the board of education, that's when the federal Supreme Court ruled that education is indispensable to success in life and separate education is inherently unequal education. So, again, these are some of the precedents for IDEA. 
So in the '60s, parents of children with mild to severe retardation sued the state of Pennsylvania to obtain free and appropriate education for all students with disabilities so it began. In 1971, Pennsylvania association for retarded citizens, the ark, versus state of Pennsylvania, which previously excluded children with disabilities from education, that's our history, that's where IDEA came from, we were not allowed to take our children to school. In 1972 Mills versus the board of education in D.C., the federal courts ruled that students with disabilities could not be excluded from education because the district had insufficient funds which today is still on the books and is not supposed to even be discussed at IEP meetings. What do I say to schools outside of IEP meetings? Talk about funding, let parents be involved in the decisions around funding. You know, go to your school board meetings. Find out what's going on. Have some ideas about funding. We know times are tough. We know it's hard to run a business. And we also have some creative solutions. So utilize those gifts that parents can bring to the table.
In 1975, public law 94‑142 brought public education to all children and addressed the principles of education based on individual need, state responsibility to a pre and appropriate public education, and the least restrictive environment and you heard a lot of ‑‑ for parents of children who are deaf or hard of hearing, that the issues of least restrictive environment versus most appropriate education are often on the table. This one I put in for you, Nancy. No. Prior to IDEA, it was called education for handicapped children's act, in 1991, I believe, President Bush, the first President Bush, renamed it the Individuals with Disabilities Education Act. And then, in, let's see, 1993‑4 there was some improvement. The statistics showed that there was still a long road ahead, especially and including children who are more impacted with mental retardation. In '93‑'94, 87.5% of the students with speech and language impairments were in the regular education classroom. 8.6% of students with mental retardation and other disabilities were in the regular classroom. Now, that was '93‑'94 and then, in '97, under President Clinton's reign there was some strengthening around parent involvement and around inclusion for students who wanted to be included in regular education. And he said that IDEA has meant the right to receive an education that all children deserve. It has given children who would never have had it the right to it, in the same classrooms, to learn the same skills, to dream the same dreams as their fellow Americans and for the students who sat next to them in those classrooms it has also given them the chance to learn a little something, to get rid of the baggage of ignorance and damaging stereotypes and to begin to understand that we have ‑‑ what we have in common is far more important than what divides us. I think that's something that still stands today. Prior to IDEA, approximately 1 million children with disabilities were shut out of schools and hundreds of thousands more were denied appropriate services. And that was a quote from the California Department of Education. So making legislative history. What happened in 1975, the education for all handicapped children act became law. And, again, that was the parents. And I had the privilege of meeting some of those parents. Joan Kilborn from the California Department of Education was one of those parents who had a daughter with down syndrome who marched her daughter to school and said, "I want her to be educated with all the other children." So it was quite an honor to meet those parents and to really talk with them about what life was like. 
[APPLAUSE]
>> I'm not sure what that was.
[APPLAUSE]
Well, there's still more to go, we know that. So let's talk a little bit, because I want this to be interactive as well. What do you think makes an effective parent leader? And I've heard ‑‑ I can tell that there are parent leaders in this room. I mean, there's no doubt in my mind. I heard it while Barbara was presenting. But can somebody think of something that might make an effective parent leader? Just shout it out as loud as you can.
>> Education.
>> KAT LOWRANCE: Education, right.
>> Courage.
>> KAT LOWRANCE: Where was it? 
>> Courage.
>> KAT LOWRANCE: There it is. Anybody else.
>> [inaudible] 
>> KAT LOWRANCE: Talk a little bit about that. See beyond their own child's story. Anybody else? That light's bright. Somebody who is willing to listen to both sides. Great. 
>> [inaudible] 
[LAUGHTER]
>> KAT LOWRANCE: Love for your child. Others?
>> [inaudible]
>> KAT LOWRANCE: OK, here you go. I got it that time. Being an advocate for your child. Good catch. Yes. Shout. 
>> [inaudible]
>> KAT LOWRANCE: Being an advocate for all children. Shout, Nancy.
>> Being an ambassador.
>> KAT LOWRANCE: An ambassador. Almost! (Laughing) all of those things are important. Here, I don't know where they're going. All of those things are important. One of the things that I didn't hear and I don't often hear and it's one of the biggest, or I consider to be the most important parts of parent leadership training is effective parent leaders know that they need to take care of themselves. It's something we so often forget. And it's so important. Because if your bucket isn't full then you don't have anything to give away. So remember that one as you go forward. Because it is important. And I have ‑‑ I had some recent activity in my life that reminded me of that. OK, so let's see, some of the characteristics of effective leadership are communication. Both listening and then courageously speaking when that's called for. A clear understanding of how culture affects families. How does that play into what we do as parent leaders? A strong sense of wanting to help others. Which is why, often, we forget to take care of ourselves. So I have some handouts that I'm going to go ahead and hand out. And I only brought 10. I wasn't sure, I wasn't sure how many people would be here. The first one is stages of leadership. So these will be available ‑‑ for those of you who haven't been to the EDHI conference before, they send out a link to all this information when you're back at home, so if you don't want paper, you don't have to have it, but for those of you who like seeing it on the written word, there's some stages of parent leadership or stages of leadership, development, really, any kind of leader. 
Can anybody else think about building leadership skills? What are some ways to build leadership skills if you're a parent? 
>> [inaudible]
>> KAT LOWRANCE: I should pass ‑‑ I wish we had one of these mikes. Talk to other parents. Absolutely, parent‑to‑parent, talk to other parents. Uh‑huh? 
>> [inaudible] 
>> KAT LOWRANCE: Attend local workshops and conferences. Absolutely.
>> [inaudible]
>> KAT LOWRANCE: Learning the hard way, how most of us learn, right, the hard way. Other things you can think of to build on those leadership skills? 
>> [inaudible]
>> KAT LOWRANCE: Get involved, volunteer. Absolutely. No better way to see what's going on at school than volunteering. And I often say, you know, parent involvement is parent empowerment. It's one of the ways that you really are empowered to make some change. Parent‑to‑parent support I think is a critical leadership skill. We can't find enough parents in our PTI catchment area to support other parents. And they don't often like to call it a support group, which I totally understand. It's not a place where I want to sit down with everybody and bitch about what's not going right, but it's a place to get together and talk about how to make things better, you know, it's supporting each other is just a critical way of building leadership skills and it's so necessary. 
I like this guy. I raised him and his brother. You can make a difference. In fact, we have. Let's look at that word "advocacy." It's a word, you know, our parent support people, our agency used to be called parent advocates. And the schools just had a real issue with the advocacy word. We used to call it the A word. We're not allowed to use the A word anywhere. And I thought what is it? At first I was like we're going to change this, we're going to change how they feel about this because what does it mean? It means speaking or writing in support of something. It means encouraging, it means empowering, it means ‑‑ it doesn't mean ‑‑ I think they get advocacy mixed up with the other A word which is adversarial. But it's not what it means. So individual advocacy means you're doing whatever is necessary to make sure your child gets their needs met. And that you get what you need to support your family. 
What are some skills that individual advocates need? They need to find information and support. They need to keep records. Have you ever heard that saying if it's not written, it doesn't exist? It's one of those recordkeeping things. I heard it already, attend training to better understand their child, their student, to better understand the IEP process. Before parents come to the parent leadership training, they need to have taken already the IEP training which Barbara gave in 30 minutes or less, and is a two to three‑hour training for us. So we go into those things. We go into what is due process, how does it work? If I don't agree, what do I do? We go into a lot of that in our training. And empowering parents with the information they need. And, of course, participate fully in the IEP. What does that mean? You know, I've had parents who go to the IEP and say, "Well, they already had half of it written." That's a good thing because you want them to be prepared. You know what else? You want to go in with it written, too. So we always make sure parents have a blank copy of an IEP so they can begin to write it and as their student ages they can participate in helping to write it. You know, they're the student, they need to begin to think about what are my needs? Because forever, for the rest of their life, they'll be able then to say, "These are my needs." Practice partnerships with professionals. I heard that here, too. Practice those partnerships. I mean, we have partnerships with teachers, with school counselors, with ‑‑ who come to us, and I love this, because I heard someone talking earlier about being the professional at the table and not being able to use that voice, well, we have those professionals who come and talk to our agencies and secretly ‑‑ I think it's so sad, you know, but they say I, you know, this family really needs ‑‑ you know, this is what's happening and I feel like I just don't understand the system that doesn't allow everyone to be advocates for children. I thought that's what ‑‑ I'm a special educator by trade. I can't imagine sitting at a table and not being able to advocate for the child that I was teaching. I just don't understand that system. So partner with them. Because those professionals are there, many, most of those professionals are there for the same reasons, is to advocate for those children and provide them the best education that they can. 
Then there's the bigger, OK, we talked about individual advocacy for my child, my family. Then there's the bigger advocacy piece, the policy, the systems advocacy. Whenever there's a system, we always say, oh, no, it's a system because systems tend to be important, but also prohibiting the individual, oftentimes. You heard Barbara talk about ‑‑ I forgot what I was going to say ‑‑ that just went out of my head, I'm sorry, I'll stick with my script. Sometimes individual advocacy for your child is not enough. When programs and policies that guide them do not support the family‑centered care philosophy you might be challenged or inspired to make things work better so remembering that that slide you can make a difference. It is about that. And this is one of the ways that you can make a difference. Telling your story, perseverating on your story may not be a good thing to do and, again, maybe it is a good thing to do for parents, it's all about where you are in the process. Telling your story I don't think is ever a wrong thing. Telling your story is oftentimes the most important work you can do and I have seen parents stand before a group of legislators and tell their story. And move people to tears. And move them to make decisions in favor of children and families. So telling your story is an incredible skill to learn. So first just tell your story. Don't think about the skills. Tell it and then tell it again. How often as parents do we get emotional about our children and say I'm sorry, I'm sorry, I'm sorry. You know, there's no need to be sorry. It's our life. And by opening it up and sharing that honesty then we're courageously saying we don't want other parents to experience this grief. We want to make it a better road. I think almost every parent I've ever talked to say that. First know I've had parents say I don't want to make a difference, and I go you're right, and back up, that's where they are, I want to make a difference right here, right now on this IEP. You're right. And then a couple minutes later they may say I'm ready, I want to take that class where you're going to talk about telling your story and making it work for others and yourself.
What's in it for you to learn how to tell your story effectively? Well, it is that opportunity to help others. You can influence policymakers, I've seen it done. You can learn about more and more programs. So the more you learn, the more you're driven to say, OK, they're not hearing from families. And when ‑‑ when legislators, when people at departments in the state of California, which is where I'm from, need parents or parent voice, they call on us and say, "do you have parents who this is happening to right here because we need to hear that voice, we want to make a change, we want to make it better." Or "I have a role, can you sit on this committee as a parent?" You know, there are opportunities everywhere. Your interagency according councils, ICCs in your states, a very important place for parents of children who are younger. We see parents coming around those tables when their children are 5 and 6 and 8 and 26. But, you know, we need parents are those younger children who are more in that system. More in that system of birth to 3. So you get an opportunity to make a difference. And truly, it's there. 
Why do you want to tell your story? That's the question you ask, OK? If it's just to tell my story because I haven't and I want others to know it, then tell it, you know, we can be together as just friends and talking about our stories. But if you're going to utilize telling your story, you want to ask yourself why, what am I doing here, do I want to build sensitivity and awareness for others, is that why I'm telling it, do I want to educate somebody about why we need these services? Do I want to provide information about how the supports and the services, how positively impacted or negatively impacted my child, my student, my family? And I say child or student because this training goes for all ages and they reach a place where those children don't like to be called children anymore (laughing) so I put "student" in there. Do I want to tell my story to improve or change a system? You know, get clear, why am I telling my story?
A good story presents a conflict, a challenge or a positive outcome. And a conflict is a struggle between two incompatible needs or wants or situations. OK, that's basically what a conflict is. When presenting the purpose of advocating change a good story will reflect the struggle that you've had. If you're trying to advocate for change, you want to have to educate your audience by helping them become more aware of the challenges you face and that becomes difficult for some parents. Sometimes you have to do that practice outside of the arena before you go in there and talk about your challenges because you do become emotional. Not that there's anything wrong with becoming emotional. But you want to, as much as you can, you know, hold it together. It was that emotion that changed the legislation when I watched it. But you want to hold it together enough to be able to tell the whole story. It allows everybody in the audience to better understand your concerns and to put them in ‑‑ and puts them in a more informed position to help meet your goals. So what can you do? Now that I've told you this ‑‑ and go in there ‑‑ that's coming, I bet. Go in with solutions. I always think that's important. You know, you can talk about what's not working, but then think about, if I was queen of the world, which I often say I want to be queen so bad, nobody will let me, but if I was, what would I ‑‑ how would I cure this, how would I fix it, you know, how would I fix the situation? When presenting to raise awareness, then your story may focus on challenges and positive outcomes. How you faced a challenge. What happened after that. Both situations warrant attention to the strengths and the needs of any given situation as well as the goals and outcomes. OK. So more handouts. Eight basic tips for developing your story. This goes into more detail and, again, they will be available because I ‑‑ and this is a template. They will be available because I did turn them in. So I saw they had that and not the PowerPoint which I thought was interesting. But the eight basic tips of developing your story is, again, what's your purpose, what outcome do you want from your audience? What powerful examples can you use? What visual age might you use to hook your audience, pictures of your child always work well, so I ‑‑ that's why I started my presentation with it, I wanted you to know that I identified with that place in you as a parent. What solutions will I give? How will I close? And will I get nervous? Oh, my gosh, I was like a wreck this morning. I was so nervous. I thought, as much as I speak, I should not feel this way, but I did, I felt that way. And I teach families what do I do when I feel that way? OK, you breathe. You breathe. Because sometimes when you take a breath, it's amazing. Especially when you let it out. How much that can change things. You know what else, smiling, did you ever know that when you smile it releases tension, it's a physiological fact. So there's so many things. I know IEP meetings, you know, I have often found myself with my hands like this, you know, because that's how you feel, right, it's like ‑‑ and so I'll pick up something. I'll start to write something. I'll do something different with my hands that will relax ‑‑ let go of it, let go of it, let go of it feeling so that I can go on to the next thing. I always tell families, in IEP meetings, the reason that you don't want to get really emotional and argue ‑‑ argumentative, have you ever noticed what happens when you do that? Everybody stops. They all stop, don't they? And you know why they do that? Because then it kind of makes you look like crazy. You lost control. So I say take a breath instead. Call a timeout. It's really OK. Say, you know what, I need a few minutes to gather myself, a few minutes to calm down. It's OK to do that stuff, it is. I've had to do that before. What I say about IEP meetings take somebody with you who is not emotionally attached to your child. I used to say take somebody with you. Somebody said take your spouse. I tried that. They're just as connected to your child, it's not going to work, it's good to have you both there but take somebody else and even if it's just to listen, have you ever noticed that one either, you're sitting there and listening and all of a sudden your mind starts to spin on one thing, that doesn't sound like him, he doesn't do that, I don't know what they're talking like that, they keep going on the meeting, they have no idea that you have now gone into this separate place. But the other person who is not emotionally attached, they're listening, so when they turn to you they say it's all right, and they're taking these notes. It's a good technique. You're going to get nervous because it's just what we do as human beings, I think and you heard this quote already but I love it too. Never doubt that a small group of thoughtful, committed citizens can change the world. Indeed, it is the only thing that ever has. OK, so I can't leave wit saying parent centers across the nation. In section Section D, remember she said Part A, B, C, D, in Section D, this is Section 671 to support parent resource centers to ensure underserved parents of children with disabilities, low English proficient children and parents with children with disabilities have the training and information the parents need to enable the parents to participate effectively in helping their children with disabilities. So there are parent centers, parent training information centers, in every state across the nation. There are community parent resource centers. Not in every state but across the nation. And that's a website to go to to find out where are those places. But, of course, at this conference, we can't leave out, well, wait, I'm not there yet, Family Voices is another national grassroots organization that aims to achieve family centered care for all children and youth with special healthcare needs and/or disabilities through the national network, they provide families tools to make informed decisions, advocate for improved public and private policies, build partnerships among professionals and families and serve as a trusted resource on healthcare. Their vision is that every with special healthcare needs receives family‑centered care. And, of course, these critical and ‑‑ you know, organizations. Hands and Voices, I know they're here, the American Society for Deaf Children, I know they're here. There's more, there were handouts in your fold with even more organizations. The need for parent‑to‑parent support is great and it certainly does take a village to raise and to care for our children and we're part of that strong, incredible village. And then I love the Eleanor Roosevelt quote that the future belongs to those who believe in the beauty of their dreams. And I believe in our children, each and every one of them. So I guess my time's up and thank you very much, guys.
[APPLAUSE]
I saw somebody raise their hand over here. 
>> [inaudible] 
>> KAT LOWRANCE: She asked if you become a part of an agency or an organization do you feel that that's more limiting about what you can and can't do? Here's what I do know:  If you have government funding in your agency, then you can never, on company time, lobby because it would be a conflict of interest. That doesn't mean that you can't lobby on your time as a parent outside of your job. I think that it enhances and increases. I do think that there are some PTIs who have trouble with the line. But I don't find it limiting, personally. 
>> [inaudible] 
>> KAT LOWRANCE: Exactly. And, you know, to add to that, she's talking about a special ed advisory council to transfer from C to D in New Jersey. I would advise you to go back to your states, when I do this training I talk about California and what we have in the roles of leadership, so to always add those in, those state‑specific kinds of things for families so they know they exist, you know, so that's one of the things you can definitely do. Anybody want some candy? Here, you guys, you didn't get any candy. Share. I don't want to take them. 
