I had a stroke almost seven years ago.  I’ve had aphasia and now it’s much better.  I’ll have it for the rest of my life.  I’m here to introduce Mike and Elaine Adler.  Mike and Elaine Adler are two successful entrepreneurs and activists…community activists who founded the Aphasia…Adler Aphasia Center in 2003. It’s located in Innwood, New Jersey.  Ten years earlier, Mike suffered a stroke after bypass surgery; the stroke left Mike with aphasia. Elaine’s life changed as well.  She felt frustrated, confused, and helpless as she tried to put together their life back together.  Although there were many hospital based speech-pathology services in the area that could help Mike with his aphasia, the Adler’s found that they had no program that could help him adjust to living with aphasia.  The Adler’s researched speech-pathology clinics around the world and uncovered several unique projects.  People touched by aphasia were learning new ways to communicate.  Today the aphasia, the Adler Aphasia Center, welcomes 80 people with aphasia and 37 caregivers.  They offer them quality programs and services that help people re-engage in their communities and get on with their lives.

Good morning, my name is Karen Tucker, and I am the executive director of the Adler Aphasia Center.  I want to welcome you all, thank you for staying, to listen to our story. It’s a wonderful story, we think, and we’re very excited to tell you about it.  Thank you, Tom, for introducing us, and he talked about the Adler’s.  Two very wonderful, committed, passionate people who couldn’t be more supportive and loving in terms of their vision and you’ll get to hear from them in a few minutes.  But, I’m going to take this opportunity with my staff and leadership team and we’re very grateful that we have the opportunity to come up to Boston to talk to you folks to tell you a little bit about the center.  When we were preparing our remarks, we were kind of curious of who we would be talking to and when we know that we have a mixed audience in the conference, but I’m just curious right now who’s here with us.  How many people here have aphasia?  Thank you. How many are co-survivors or caregivers?  And how many are health care professionals, SLPs? Okay, great.  I guess we have a mixed audience. In also preparing our remarks, we were kind of curious why you would come and listen to us.  We have some wonderful programs across the United States and of course London and Canada that have centers.  And much of what we have done, we’ve modeled ourselves after them. Of course, depending on your unique situation you create your own environment and that’s what we’ve done as well and that’s what we would like to tell you about today.

We’re three years old in August.  We’re very excited that we continue to grow in a variety of ways. And Tom had referenced that we have approximately 80 people with aphasia and 37 caregivers who are our members.  And we are a center; a place where people can comfortably communicate.  We are very non-institutional, non, I’d say non-therapeutic, or non-therapy, but very therapeutic.  (Long pause)

Our mission statement probably tells a lot about what we do and really directs all of our programs and activities: to empower, enrich and enhance the lives of people with aphasia and their caregivers. Elaine was adamant that we make sure we include caregivers, co-survivors because we know that this is a journey you do together. And so our programs and our activities reflect that mission.

To have a program, you need a building. And so we have a wonderful building in Maywood, New Jersey.  It’s about ten miles west of New York City; about 10,000 square feet; and almost similar to this room.  It’s a large open space and we divided it according to tables.  Where our groups – and everything is done in groups – have activity, whether it’s a conversation group or a discussion group, but our staff will talk about that in a few minutes.  We also have a café that is very welcoming, where people come in for coffee and in the morning get together and it’s also used for programming. And then we have a studio area.  We called it an art studio, but it really functions on a variety of levels. And there are Mike and Elaine greeting people as they walk in the door (referring to the slide show on the screen in the front of the room).

We are a 501 C3, and most of you know what that is, but it is a non-profit organization, which means we have a board of directors from the community that help us to plan and develop the organization.  We also have a speech advisory committee that represents speech pathologists working in universities and hospitals, rehab centers and in private practice.  They are either referring people to us and helping us to plan programs not only for our members but we also do some professional workshops where we bring in speakers from the….professional speakers. (long pause)

These are our programming areas.  And this is what we will talk about more in-depth this morning.  Just to remind you again, we do have our community report.  It’s on the table.  We just published that about a month ago and it’s really an encapsulation of the last two years and tells our story.  So if we don’t get a chance to tell the whole story this morning perhaps in your leisure you can look that over.  I also have available, if you are interested, additional materials up here – our brochures, our volunteer program, our agency brochure, our advocacy card that our advocacy group designed.  I want to recognize and acknowledge our three members who have come with us from New Jersey: Bill went out to hear research, okay…Elaine and Cynthia are here with us today, but they helped design the advocacy card.  We have some other materials and after the session, please feel free to come up and take them if you’d like.  As I said, these are our program areas and we’ll talk about them this morning. A center like this, and it’s an extremely dynamic center, everyday something new happens, wonderful laughter, lots of caring – it doesn’t happen because one person or two people care, but a team of people care and work together.  And I have a wonderful leadership team.  I couldn’t have asked for a more dedicated and committed group of ladies - although, Mike of course, is part of that.  He’s always with a lot of ladies. But Mike and Elaine and the other folks up here everyday come in prepared to give everything they have to create this wonderful environment.  And you can tell as soon as you walk in, there’s a comfort level.  And what we’ve found is when people are comfortable, they’re willing to try to communicate.  And the more that they try to communicate the better they feel.  The better they feel the more they try.  So we hear laughter and lots of wonderful things happening everyday.  So it’s a joy for me to go to work everyday and I hope it is for them.  Our first staff person that will speak with you this morning is Jeanette.  Jeanette Abanak came to us – she was a volunteer.  She had a personal commitment and you could her bio in the book.  And fortunately she was willing to join our staff. She is extremely creative, energetic, caring – to a fault probably, but such a wonderful person to have.  And I hope you’ll enjoy her talk as much as we enjoy her at the center. Thank you.

Good morning.  I’m going to be starting our talk and really talk about the nit and grit of our programming.  And our programming philosophy is really based upon the notion that aphasia is not purely language impairment.  As you all know, the impact, the dramatic impact it has is on all areas of a person’s life who has aphasia and the co-survivor, family and friends and everybody who is touched by aphasia.  At the Adler Center we’re very much guided by the life participation reproach, which you heard a lot about yesterday in the social model. Our goals at our center are really to help people get on with their lives and we do that through trying to improve their communication skills, trying to increase their confidence in their communication skills.  Also trying to reduce some of the barriers – communication barriers – out in society so that they feel more relaxed about and more eager and willing and positive about trying to return to some of the things they participated in, some of the things that were very important to them in their lives before aphasia came along.

So, when we get a referral to our center we invite the individual and their family and/or friends or caregiver to the center for a tour while our programming is in progress so they are able to get a glimpse of what it is we do there and a feel for the center.  And at that time we explain what our programming is all about.  A new member would be asked to join our introductory program and this is a six week program.  It meets once a week for two hours.  In these six weeks we provide aphasia education, we give various information about community resources that they may or may not be aware of; we provide caregiver support and information.  They have the opportunity to learn communication strategies as well as practice them in a group setting.  They also have a chance to try out our computer programs that we use at the center.  And for many of these individuals this may be the first time that they’ve ever come into contact with someone else with aphasia – both the person with aphasia and the family as well.  Also in this six week interim we do an evaluation.  I think on page 68 of your booklet is the two assessment instruments that we use, so you can refer to that.  I’m not going to get into it right now.  Also in this six weeks we do offer a night program.  So that if there are individuals that can’t make it; family members or friends that can’t come during daytime hours we can invite them in so they can learn about aphasia.  If the person with aphasia and caregiver or co-survivor complete the introductory program they are then invited to sign up for our regular programming.  We run on a semester basis and you should all have a copy of our schedule, which is going to be our upcoming summer semester schedule.  It’s a piece of paper with little black icons on it and you may refer to that to help you as we go through talking about this.  We do make an effort to try to make anything to do with the center aphasia friendly as possible. So, that’s one example.  So people are able to fill out their schedule at the beginning of each semester.  We also have every member and co-survivor or caregiver wear a name tag and then on the flip side of the name tag they have the classes they chose that semester so they know where they’re supposed to be at any given time.  We do have typically four groups that are running simultaneously at each hour of the day and we have three one-hour blocks of time.  We do have some members that attend four days a week.  The majority of people come two days a week, but we also have quite a few members who chose to drop in when it is convenient for them for a favorite class or computer group, or what have you.  But the important thing is that our members choose what they are interested in.  As Karen said before, in the morning for the first half an hour we gather in the café.  It’s sort of like a local coffee shop.  But you can see from some of the activities, I’m not going to go through all of them right now, but we do have a travel group that’s been very successful.  So those people who are interested in traveling can discuss where they’ve been or maybe where they’d like to go.  We have a T.V. and movie group where they actually watch their favorite T.V. clips and discuss them.  This summer we’re going to take a shot a drama club.  We have another group called under 55, which is geared specifically for our younger folks so they can share some of their concerns that are specific to them because of their younger age.  We always have a good excuse for a party and we use holidays, of course, to do that. But we’ve also had the Adler Olympics, which was a lot of fun.  And last year we actually had our own talent show.  Some of our classes which are offered not necessarily conversation based – art in particular – is very important for some to express themselves through a non-language modality; exercise and cooking, handwriting etc.

Karen mentioned that our caregivers or our co-survivors are also very valued members of our organization.  We offer support groups and their own exercise class – sort of a stress reduction class – and they have the opportunity to take a group called Supportive Conversation, where they are paired with their loved one with aphasia and are taught how to use supportive communication – how to best communicate with them in a group setting. I think this is a really important part of our program because, again, like the person with aphasia many of these co-survivors also have never met anybody else who are dealing with the issues that they are.  And we have seen wonderful friendships formed. We have a core group of spouses who have their own breakfast club, you know outside of the center.  Many of them are very interested in volunteering in our programming and some are…do a lot in our computer program, which our computer coach will talk about in a few minutes.

And now I’d like to…we’re just going to highlight some of our more popular groups.  And the first is our communication strategy group.  And this is assigned by one of the speech pathologists so that we sort of control the level of severity of aphasia – not necessarily the type.  But it just creates a more relaxed atmosphere if everybody who’s participating in the group sort of shares the same needs and has the same strengths and weaknesses.  They are basically discussion groups, although we do take the time to practice very particular communication strategies such as drawing or writing or whatever it happens to be in a group so they all support one another.  It’s a nice thing to see them not only learn how to do a new strategy...something that they may have learned whether it’s writing or drawing or gesturing in the therapy session, but when they come into the communication strategy group, now they get to practice with a not-so-scary audience – the other members of the group who have also been introduced to this new way to get their thoughts across.  And seeing them encourage one another and seeing something that works for them might work for someone else.  The most wonderful thing to see is them pushing the paper and pen toward each other when someone gets stuck – very supportive groups.  Our life skills group is also very popular.  In this group the members decide at the beginning of the semester what kind of outing they’d like to do outside of the center. Last semester our group decided to go out to the local restaurant for lunch.  And they spent the following weeks practicing the skills that would be needed to that.  So we got a copy of the menu – they were able to go through that and role play; coming up with various scenarios whenever they would have to communicate and how they would do it, so that they felt comfortable; how to pay for it, how to figure out the tip; My guess is, for a majority, which happen to be all men, but the men in this group was the first time they had been out in a public setting, out in the community, without somebody talking for them.  Whether it was a co-survivor or a paid caregiver and it was incredibly empowering for them. We, of course, accompanied them and coach them along if they got stuck.  But it was just really, really empowering for them to be, maybe for the first time, feel that little bit of independence that they hadn’t felt, in some cases, for years. So now I’m gonna pass the mike over to my colleague, Karen Caska. She’s our other speech pathologist and she is going to continue on to discuss some of the other programming that she is more heavily involved with. (Clapping)

Another group that we offer at the center is an advocacy group for the members.  In this group, the members brainstorm ways that are to get the word aphasia out into the public.  Some of the ways that we have done this thus far are through medical interns and residents that come into the center.  They spend the morning at the center in order to see what aphasia is like post-acute care.  Part of their morning is spent with the advocacy group where the members are able to share their stories about what happened to them in hospitals and give some advice of things that would have worked a little better had they had the education in order to know about aphasia and better ways to communicate with them.  Our group also wanted to talk to local law enforcement.  So they invited some police officers from the town to come in and talk to them about aphasia education as well as talking to them about strategies on ways to better communicate with people with aphasia.  An option of that is that we are going to be going up to the police academy in our county.  They will be offering a three hour course on aphasia to any of the officers in the county that some of our members will be able to attend and will be able to give them aphasia education as well.  Our center is very member driven.  We have a member advisory committee that meets once a month to discuss any problems or concerns that they have with the center as well as coming up with the programs they might want to offer at the center as well.  We do have a book club.  With this book club they come in they read one or two chapters a week at home.  And then come in and discuss the chapters that they’ve read.  We provide a brief outline in order for the people to refer back to within their discussions.  And for a lot of people this gives them an opportunity to get back to that leisure reading which prior to having a book club they weren’t able to post-stroke.  We offer a group called This Is Your Life.  In this group people come in and bring in photographs from home and it’s a chance for them to talk about their selves to a whole group of people.  One of the cool things about this group is that, they bring in their pictures, they talk about their stories and then a staff member compiles all of the photographs and their stories into a book that we run off through the computer and we give it to them at the end of the group.  So they are able to use it as a communication tool if they’d like, where all the pictures are labeled with names of family members, names of friends.  Each week we’d pick a different discussion group, we’ll send a copy of one of them around.  So we talk about their job, where they were born, their family their parents; so it’s just a great way to share about themselves.  We have a Hot Topics group.  Which is just basically a news discussion group.  Whether it’s nation news, local news, celebrity news, sometimes we need to steer away from things like politics because they get to be quite a heated discussion within our groups.  We do offer two different support groups at our center.  One is for members with aphasia and one is for caregivers, both are run by a life coach.  We have various exercise and wellness classes. There is one exercise class offered each day, but there are two different types of classes.  There is one class that involves light weight lifting and aerobic exercise.  And the other class is more low key exercise where they do more yoga type activities and aroma therapy. One other class, that’s a newer class, is our cooking class.  And at this point we only have microwaves in our kitchen, although we will be expanding that into a full kitchen at some point soon.  But for me, the best part of this class is to see all the members working together as a team.  Because they’re able to, you know, if you have a jar that needs to be open, someone will hold the jar and another person will unscrew the top.  Anything that needs to be cut, somebody will hold it and another will cut it, although we do have adaptive devices as well such as the cutting board with the spokes in order to hold the fruit for them or the rocker knives that dice them. So we do make things very accessible for everybody at the center. I’m going to pass it over to Chris now.  She’s is going to talk a little bit more about our computer program…?...

Good morning everyone.  I want to tell you about our computer program.  As a number of speakers have mentioned, software out there you’ve been seeing it.  I want to give you the perspective of what it is like to come into the Adler Center the first time as a member.  You walk up to the computer group; it’s very intimidating.  More than 60% of our members tell us they’ve never touched a computer in their lives. Many of them senior citizens had no need in the past.  The remaining group who have used it most of them tell me they’ve abandoned it because it’s so difficult for them to work with the computers now reading, getting the information in.  They’re apologizing, “I used to be able to spell.” “I can’t spell anymore.” “I used to be able to read newspapers everyday.  Now I can barely get a sentence out.”  I don’t want them feeling this way.  I want them to embrace the technology.  Our computer lab is like your refrigerator door at home.  It’s covered with – at home yours is probably covered with pictures of the kids; schedules; memorabilia from events that you’ve gone to; it’s a warm place. Our computer lab, every computer has a slide show featuring some of our members who was ever born that month, our caregivers, our volunteers, field trips that we take, the events at the center and handwriting class writes birthday cards each month and those are scanned into the computer and they appear on the screen as well.  It makes it a little more welcoming for someone to walk up to that computer now.  They sit down there and they see a keyboard – you can see it in the slide – very large keys, over an inch square, easy to see, easy to touch.  They realize that it’s in alpha order. We have some alpha and some traditional.  Could you imagine trying to spell, by the time you find the letter you’re looking for you can’t remember what word you were trying to spell?  So we try to find adaptive technology that works for them.  It’s called Big Keys.  We show people that with one finger you can operate every program in our lab.  You’ve lost the use of your dominate hand because of the stroke, it doesn’t matter.  With one finger you can scroll down and touch the space bar to be able to hit the item that you want.  And then we offer everybody a computer partner who’s going to sit there and help you.  If you need to point to the object, they’ll use the mouse and click for you.  It reduces the risk of the technology. You don’t have to worry about touching anything and blowing it up.  They’re going to set up the lesson for you; they’re going to walk you through it; they’re going to explain it and they’re going to prompt when you need it.  Basically, we sit down and we show them all of the different skills you can stimulate with language software – reading, spelling, your focus and memory, logical thinking, functional skills like working with money; working with time; working with traffic signals and directions.  They tell us what they want us to work on and then we set up a custom lesson plan.  Whatever they want, that’s what they get.  But ultimately, we want to move people towards the email approach.  We want them communicating with people outside.  So we do Yahoo! Greeting cards to get them started.  They can send greeting cards to people for birthdays; any special event.  Some of our members do not have people who would communicate with them.  They’re from nursing homes or they don’t have family members who are hooked to computers.  So we do secret email pals.  Our volunteers and our caregivers will volunteer to be a secret email pal and they get to ask three questions each week for several weeks trying to figure out who they have.  And they get a picture clue one of those days.  It could be a picture of a piece of jewelry that person wears, a tattoo on their forearm, it could be a tote bag that they carry.  And when they find that person they hook up – they’re excited.  There’s pictures taken and they get pictures to take home, they’re displayed in the lab and their friendship is bonded that will keep going well beyond the program.  We also – we talk about digital cameras.  We’ve been introducing a lot of digital photography.  You see some of the people taking pictures of us here.  They sometimes find it easier to take a picture to capture an idea that’s hard to express.  We then show how they can download that into the computers; how they can email their family and show them what they’re doing with very few words because a picture is worth a thousand words.  And then one step further, now they’re taking that digital camera and they’re going to create software for us.  We have pronunciation software - it’s in the Bungalow series - you can customize it to whatever you want.  We actually record their own family’s pictures and names so they can practice that.  We also have them building their own software this semester.  They’re going to do baseball software where they’re going to pose for the pictures.  Some of the members are going to take the pictures.  Some of the members are going to type in the words.  Others are going to speak them into the recording.  And then the gentleman that you see up there, he is going to be the one that puts it all together.  I’ve taught him how to build these programs.  They’re going to leave a legacy behind for the center.  They’ll be able to use these programs and enjoy them and feel good about giving something back. When they first came in, they were defining themselves by their disabilities.  After a few months they’re excited about their capabilities.  These are thing that they were doing – they weren’t even doing this before the stroke. Their whole self esteem has improved. So I just want, to any of those of you who are intimidated to try computers, please it is a tool.  It’s valuable and positive tool that you can use in the center as well as your home.

And basically, I told you we had volunteers that work on our programs and they help us in many areas including running classes.  You’ve already heard about our advocacy programs – I’m not going to go into that.  The center does provide a great opportunity for research.  We’re working with Dr. Anna Barrett who’s next door.  She’s looking at the computer results to see how people improve over time using some of this language stimulation.  And we’ve also worked with Princeton University testing proprietary software for them.  And we enjoy anything we can that improves advocacy and research for aphasia.  

We’re going to take the few minutes that are left.  Mike and Elaine would like to address you and then we’ll open the floor up for questions.

Good morning.  <Mike, you’re on> When I had the stroke I couldn’t talk and Elaine do all the talking for us.  Now that I talk, she claims that I talk too much. <Elaine – I said for all the years we were married - our anniversary was just last week; 57 years.  I said until 13 years ago when Mike had his stroke I never had a chance to talk.  …???..seriously though, I am so thrilled that he is talking that I have to learn to keep quiet cause I had ten good years.>  I shorted time and I we ????? of all the things that we would do in the Adler Aphasic Center.  And we welcome anybody that wanted to ???? in part of the Adler Center.  And we have so many wonderful – I wanted to call them angels – and we do things that are amazing.  I show you… <Elaine – I think Mike is going to show you a picture of our billboard.  I have a mission in life and that is to get the word aphasia out to the public.  99.5% of the people I ask “Do you know what aphasia is?” of course, says no.  Well, a friend of mine helped me through a silent auction to get a billboard.  And it just went up June 5th.  We can pass it around if you want to see it. Our wonderful dean came to visit us.  And I think she saw something that you’d like to model.  Thank you.  We opened; didn’t know what we wanted to do and how we wanted to do it.  It grew like topsy mainly because of Karen Tucker.  She really got us started in the right ???  Okay, I can talk, now that I’m allowed again.  But if anyone has a question please ask now because our time is short.

