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NOTE FROM CAPTIONER:  
(Standing by).

Can you please identify who is speaking?  It is hard for me to know who is talking.  
>>  We don't have a lot of time.  Those of you who are standing, I see you back there.  We have very little time.  I don't want to have to fly through this and I think you all want to be here.  I'm Steve Florio.  I am here as a parent.  However, by profession is executive director of the Rhode Island commission on the deaf and hard‑of‑hearing.  Hello.  
>>  I'm Michelle Florio.  I'm here as a parent.  I'm a school psychologist.
>>  Before we get started, I did want to disclose that all of this information is not just based on a true story, it is a true story.  This is our life that we thought that our experience would be beneficial to you all as parents and providers, and you can bring it back to your home states.
>>  We wanted to give you a little background on how we started on this journey.  We have 3 boys, 10, 9 and 7.  Our first son was born in 2004, and I wasn't working at that time.  I stayed home with him and used American Sign Language in our home.  There was a job opening that I had to take advantage of because there wasn't an opening in that position for 30 years at the Rhode Island School for the Deaf.  I was also pregnant with our second child at that time.  I applied for the job and I was hired and I didn't know where we should put our son so that they could have a signing environment.  An environment where they were receiving their native language.

All 3 of our sons were born with a profound hearing loss, and they don't benefit from amplification.  So we have chosen not to use any amplification.  Their main language exposure is American Sign Language, which is their first language, and that's something we wanted them exposed to all day, every day.

Michelle and I both have parents who hear.  We are part of that 92 percent of deaf individuals with hearing parents.  We do have the Connexin 26 gene, so as a result we have 3 deaf children.  We searched for day cares where there was access to American Sign Language and there was nothing that we could find.

Rhode Island was the first state to implement the newborn hearing screening bill, and I think we were lucky to benefit from that.  After our first son, after we got the results from that we got confirmation that he was deaf.  After the first son was born we were actually surprised that he was deaf.  After that we weren't as surprised.  We worked with an Early Interventionist right away, and the interventionist came with ‑‑ as a team of 4 people.  There was a coordinator, a speech therapist, family guide, someone who works with the 0 to 3 program, that they used to do that in Rhode Island.  They don't do that any longer.  It is not based on the Rhode Island as the School for the Deaf as it used to be, and the interpreter.  

So the 4 of them came to meet with us, and we went through all of the necessary channels.  We filled out the paperwork, we signed the release, we signed the parent rights book.  We talked through what might be happening for the next 3 years.  But my question to the team was why is it that a speech therapist is here?  The IFSP hadn't even been written yet.  And what we were told, and that was actually the first indication I had that the system was flawed.  I could understand providing speech therapist after an IFSP is met, after the family has been met, after they have been talked to, but that was not the case in Rhode Island.  So after the first meeting we talked about what we needed to do, what choices we had within Rhode Island, and from there we were met with several other red flags or issues within the system.

Initially, we asked about language development milestones for 0 to 3 for deaf individuals, for deaf babies who were signing as a first language.  They had no idea.  But they said they would work on it.  Try to find the answers.  I was surprised that they didn't already know, to be working with families with deaf children, to me, that felt like something they should know right offhand.  They should pull it right out of their pocket.

We asked about sign language services for support for my child, for child care, that kind of thing, and we were told there was nothing available.  And as Michelle said, she had just accepted a job, she was a stay‑at‑home mom before that.  Any other parent who has a child that hears can just pay for child care and trust that their child is getting full access to the programming there.  We didn't have that option.  Did that mean that one of us had to become unemployed?  We needed day care.  We needed child care.  But there were no places in our area, there were no options, there was no place that had a signing expertise or fluency.  There was not one option in our area.

In speaking with our Early Interventionist about that, we realized that we had no other options.  And thankfully, the interventionist was there and was supportive of us.  They realized they didn't want one of us to quit our job either.

The IDEA did have reauthorization in 2011 so things have been clarified since then, but we, for us, and our children at that age, we were covered under the IDEA of 200, Part C.  The law does talk about natural environments, and community settings.  And so in looking at the law a little bit more carefully, we saw how we could apply it to our family.  It does also say that to the maximum extent appropriate in natural environments, children need to have the same experiences as other children who do not have disabilities.  So the law was actually written to provide access.  And so we looked at this law a little bit more closely to figure out how we can apply it to preschool setting or to day care, rather, and how our boys could get the support that they need in day care.

Many earlier interventionists provide a variety of services and we weren't able to take advantage of those, such as we didn't take advantage of speech therapy and PT, OT.  We were able to get someone who worked ‑‑ what we wanted, though, for intervention is a language facilitator for the day care.  The language facilitator for us meant that the facilitator needed to be fluent in American Sign Language, be available 5 hours a day, 5 days a week, work with the classroom teacher and be able to provide services one‑on‑one and in a group.  Individual needed to be screened and selected by us as the parents because that person would be the sole language facilitator for our sons during the day, 5 days a week.  So that person would function in the day care.  And our son would then know who to depend on and who would be communicating with them.  That person would not be responsible for our son's care, would only be there to communicate and to be a language facilitator.

Here I say that we wanted them to be screened and selected, and we did that.  We took applications, and we interviewed the person that we felt to be the right fit for our son.  We ended up choosing someone who could hear.  However, somebody who was deaf would have functioned just as well, just happened not to be an applicant that we felt was a good fit for us.  But I think the person could be either.

The person that we chose during the interview process, we had them interact with our son to ensure that they were a good fit for each other, and that they knew how to work with him developmentally and appropriately.  So we did that with several of the interviewees and ended up selecting a person that did end up working out.  Now, how this worked in the classroom is that as you know, teachers always have a lesson plan or a plan for the day.  Day care isn't necessarily just play all day, it is not just a warm body looking at children, infants.  They do have a plan for the day and some structured time.

So the language facilitator is actually supporting what the day care provider has planned for the day, and so they work together.  In addition to that, the language facilitator can work one‑on‑one.  So they are not functioning as an interpreter, they are actually focusing on the development, in this case of our son, whether that be preliteracy skills, language development, social interactions, all of the normal stuff that would happen in a day care.

But in this case, the language facilitator also served as a language model.  Well, let's say that my son never learned the code for the thing that's red, that's a piece of fruit that you might eat every day to stay away from the doctor.  Then that language facilitator would be the person to provide the label for that with a sign.  So the sign for apple.  
>>MICHELLE FLORIO:  I did want to clarify that the Early Intervention service was really just an intervention, and the intervention in this case was a language facilitator.  Day care itself was still at our cost, just as it is for any other parent.  So the Early Intervention service was just the access and language model.
>>  So I also want to clarify the law that day cares fall under that may be a little bit confusing because it is seen as an educational setting, but it is not.  It is followed by the Americans with Disabilities Act.  So for us, as parents we were provided interpreters for meetings and that sort of thing.  But interpreters are working between 2 different languages, between individuals who already have a developed language.  So the interpreter's function is very different than the language facilitator.  The language facilitator is actually facilitating language development in a first language.  And sometimes when we came into the classroom, the language facilitator was asked to interpret for us, so we had to put that ‑‑ make sure that wasn't happening, it is a very different role.  Luckily, we have licensure, so the individual cannot function as an interpreter unless they are licensed.
>>  And I want to clarify, these requests must be included in your IFSP.
>>  I'm saying all of this as if it were all easy and it just happened overnight, but that was not the case.  We were living in Rhode Island initially.  We have moved to Massachusetts since then.  But there were ‑‑ initially when we made this request, we got resistance right away.  The resistance as you can imagine was about finances and just really is the bureaucracy, because they had never done it before.  My argument was that they are providing interventions for children in other ways, and this is what our child needed and so in our IFSP this is the particular intervention that's more appropriate for him.

So there was resistance initially.  We had to work through the bureaucracy to get agreement and buy‑in on all levels.  It is also viewed as an exception as opposed to looking at what a child needs and providing it.  So it was a lot of time and effort for advocacy on our part to make sure that we could make it happen.  And what we did find is the Early Interventionists that we worked with just did not know.  As I said earlier, when we asked about ASL benchmarks and language acquisition trajectories they did not have any idea of how to do that.  But once we prompted them, they did start to do some research, but they really did not know anything initially.

That experience propelled me to doing more advocacy in other areas for other parents and also for Early Intervention programs so that they are able to provide services for families like ours.  Part C does not specify what services are provided and they did provide what ‑‑ they did have codes for particular services, interpreters or speech therapists and that sort of thing.  They have a whole listing within the code.  But they had to figure out how to fit us in.  Language facilitation is not listed in the code.  But we found a way around that because there is speech‑language services, and so we used that argument, that area to say that we really are looking at the language.  And I believe that that's really the intent of that piece within the code, is about language development, not just speech development.  So we were able to expand the definition of that code to benefit our sons.

The process has been an ongoing revision as we go and as our children have aged.  We ‑‑ the biggest challenge for us is we had one communication facilitator, and as you know, people get sick, life happens, sometimes I would just take the day off, take my own sick day and keep the child home, but we did have to oftentimes come up with a plan B or plan C, depending on the day.

The language facilitator in the classroom also taught some basic vocabulary to the day care provider and to the other infants and toddlers in the day care setting.  By the time the spring came around or late spring, the day care provider was actually able to provide some direct communication with our sons, which was really nice.  And sometimes that would happen as time went on.  If the language facilitator wasn't able to be there, we were okay with sending him without once in a while.

The other challenge for us is about the difference between ‑‑ the language facilitator is an adult, not a child, so that does then impact how children behave at what they are doing.  And also, the language facilitator is providing incidental conversations, incidental learning type opportunities for, in this situation, for our sons.  But that's the role that they have.  And they have to be with them all the time, on their level, because they are so small, sometimes that means sitting on the floor.  But that's how it happens.

Here are some benefits for justifying a language facilitator within your state.  Language needs to be accessed on a daily basis and your child needs to be exposed to language 24‑7.  Teachers and peers need to be engaged so that your child can learn social development, such as turn‑taking and eye contact, how you communicate with others in the world.
>>  If I can build on that a little bit.  There was one teacher who actually after this ended up leaving their job and going back to school in order to ‑‑ because they had ‑‑ they now have an interest in becoming a teacher of the deaf.  So that experience has had a big impact on that person.
>>  This also provides social development opportunities and confidence‑building skills.  The opportunity to explain to a child why things happen.  Because our child can't hear, they are not getting the incidental learning or the incidental teaching that happens when situations come up in day care.  So through building the child's social skills and self‑confidence, with a facilitator that is possible.  Because the language facilitator was there, our child was able to participate in everything.  He wasn't left out.  And clearly, you are able to maintain age appropriate language development because you have someone there who is providing language access.  

The language facilitator filled out a journal every day explaining what she had to explain, the type of language he used, what signs our son was using, and that journal was very helpful as a means of justifying the purpose and the need for a language facilitator for our son and the fact that it was beneficial in his language development.
>>  Michelle is right.  Getting that daily report every day was incredibly helpful to us because when you are the only person that's interacting with your child, then you know what they are learning and what they are not learning, what they know, but having that communication link between day care and home meant that I could then follow up and we could continue to talk about what they were talking about during day care.  The bottom line in all of this is that you have to be a strong advocate.  And this isn't new to you.  You all know this.  It doesn't matter where in your life ‑‑ the parent group last night, we talked about this as well, we are life‑long advocates.  

What we found is that Massachusetts and Rhode Island are very similar, but not in scale.  Rhode Island is a much smaller state.  We did have to do quite a bit of work to educate them because they had never really had a lot of deaf children within the state because it is small.  Everything was new to them.  That was not the case in Massachusetts.  For me in Rhode Island I felt like I was opening doors and navigating.  I had to do a lot of advocacy and educating.  Whereas in Massachusetts there were some things they already knew, but not everything.  So I had to continue to advocate.  They didn't have experience with the language facilitation, so that was new there.

Now, you would assume that having 3 deaf children, that once we had gone down the hard path of getting a language facilitator for the first one, it would have just happened for the second and third.  But it didn't.  We had to continue to advocate for each of our sons to get the language facilitator in day care.

As an advocate, we had to be well‑informed, had to be educated.  Unfortunately, we made assumptions that the early interventionists were familiar with the regulations, but they weren't.  And after we pointed it out to them, they were on board.  But it took a little bit of time and some education and collaboration.  It is also really important to find out who the key players in your community are so that you can get them on your side and support your case.

It has been 10 years since our first child went to day care.  In Rhode Island and in Massachusetts, there are 2 families in Rhode Island and one family in Massachusetts who are ‑‑ who have followed our path.  They have faced challenges.  The deaf families that were fighting for language facilitator, the EI was more on board with facilitating or more accommodating, but not so much for the families that could hear.  There is a 5th family in Rhode Island trying to get language facilitator services and they are struggling along that path, but we are supporting them in their effort.  Both Rhode Island and Massachusetts don't have EI centers with services that are regularly available.  So that's why we are here.  We wanted to educate you, we wanted to spread the word so it is not so challenging in the future.  All of our kids are on grade level linguistically.  They are developing age appropriately in both English and ASL.

They are involved in after school activities in the community and the kids that are on the teams with them or kids that they were in day care with, they both ‑‑ they all go to the School for the Deaf, but after school acquisitions, they are involved in the community and their needs are being met.  I'm bringing this up because you are not going to be told by your Early Interventionist that they provide language plan facilitators.  They are going to tell you that they provide audiological services and speech therapy, possibly PT, OT, but not language facilitation.  So in Rhode Island, even though we are a small state, we have 12 EI centers.  However, each of them are run differently.  They are their own independent agencies so there is not a lot of communication between them, even though they all have to follow the Part C guidelines.  

But how they actually deliver the services is varied, so you have to keep that in mind as you are working in your local areas as well.  You may find that the people that you are working with might not know about it, but somebody else within your community may.  So you should broaden your network if that's the case.

I think that's it.  I think we have 2 minutes left for questions or comments.  Before we do that, I do want to disclose that I'm not an attorney.  So if ‑‑ anything I'm saying here you should not completely buy into without checking an attorney, checking with an attorney.
>>AUDIENCE MEMBER:  I work in Early Intervention, and there has been a push for EI to become more family‑centered, not child‑centered.  With your example of a language facilitator, it seems more child‑centered versus family‑centered so I'm wondering how you justify the request for that type of service.
>>  I think I just gave it.  That the Early Intervention is that I can either quit my job or stay ‑‑ I mean, there is no option for working parents.  I can't provide for my son and stay employed.  And, I mean, it may seem like we are a unique situation, but I think this is a case for lots of other parents that are looking for day care.

Part C talks about natural setting, and for our children, natural setting in a day care was with ASL.  It is a day care with someone who can provide access to their native language, facilitate language.  We didn't want our child to be using an interpreter.  And EI services are focused on what the family wants.  We had our child in day care for 35 hours a week.  That is a lot of time for them to not be exposed to their native language without a language facilitator.
>>  And that is family‑centered if you are looking at what the parents need.
>>  Massachusetts just advertised a position for a language facilitator that's going to close in April.
>>  I can forward you the advertisement within your network.  You might know someone who might be interested in that job.

Any other questions, comments?  Thank you for being here.  I think we are out of time, at least that's what the sign in the back of the room is telling me.  Thank you so much for being here.  We are going to be around if you would like to come speak to us.  Our contact information is up here if you need advocacy or any ideas.  Feel free to be in touch.

(Session concluded).  

