
00:15:50.989 --> 00:15:54.240 
We can get started.  I'm Rick Guidotti.  Founder of Positive Exposure, promotes more inclusive 
role through photography, through film, through narrative, educational programming. 
 
00:15:54.240 --> 00:16:17.040 
Through lectures, and exhibitions. 
 
00:16:17.040 --> 00:16:26.590 
Collaborated for over 25 years almost now, with non-profit organizations, advocacy groups, 
hospitals, educational institutions, medical schools to promote equitable compassionate world, 
individuals living at risk for stigma and and exclusion, embraced, are understood and 
celebrated. 
 
00:16:26.590 --> 00:16:29.140 
Global footprint wherever we are, whichever culture, community, continent we're on, a same 
need we all share.  It's the need to be seen, a need to be heard. 
 
00:16:29.140 --> 00:16:38.140 
And a need to belong. 
 
00:16:38.140 --> 00:16:51.439 
And FRAME film we're creating right now is a film library we created, FRAME stands for Face 
Redefining the Art of Medical Education. 
 
00:16:51.439 --> 00:17:14.190 
Creating opportunities to create, present basic hallmark characteristic of diagnosis, theme or 
topic, but as presented by somebody living with that experience themselves. 
 
00:17:14.190 --> 00:17:29.040 
Placing front row and center in medical education, in medical training, humanity, helping 
healthcare providers in training understand early in their training, never what you're treating, 
but always who you're treating.  We have a presence in more than half the medical schools in 
the country, so important we have opportunities to have these kfrzs. 
 
00:17:29.040 --> 00:17:35.289 
To create these connections, advocacy groups, individuals, ambassadors, advocates, healthcare 
providers in training, practitioners as well, dentists and nurses, and OTs and PTs. 
 
00:17:35.289 --> 00:17:37.539 
Bring all of us together, arm in arm, hand in hand, to change how the world sees different. 
 
00:17:37.539 --> 00:17:51.090 
Great opportunity.  Amazing. 
 



00:17:51.090 --> 00:17:53.939 
Introduce our panelists here.  We have incredible, amazing, the stunning, the stellar, the 
fabulous, Michelle, and her gorgeous mom, lone. 
 
00:17:53.939 --> 00:17:54.289 
Tell us about yourselves. 
 
00:17:54.289 --> 00:17:56.440 
>> PARTICIPANT: 
 
00:17:56.440 --> 00:17:58.541 
>> MICHELLE:  Hi.  Good morning, U.S.A. 
 
00:17:58.541 --> 00:18:07.391 
>> RICK GUIDOTTI:  Thanks for joining us. 
 
00:18:07.391 --> 00:18:11.740 
>> MICHELLE:  I'm the youngest in Murphyfamily.  I have two loving parents,. 
 
00:18:11.740 --> 00:18:24.190 
>> LEONE:  I'm Leone, Michelle's muthser. 
 
00:18:24.190 --> 00:18:32.441 
>> PARTICIPANT:  I'm 48 years old, youngest, Sharon and care n.  Since last year, into this we're, 
I have my first sister in law named nicky. 
 
00:18:32.441 --> 00:18:34.143 
>> LEONE:  One of my grandsons got married, her sisters are thrilled to hear that. 
 
00:18:34.143 --> 00:18:46.490 
>> RICK GUIDOTTI:  Woo-hoo! 
 
00:18:46.490 --> 00:18:48.590 
>> MICHELLE:  I work at banana republic, since -- now, 18 years, July.  Exactly.  And so months 
from now. 
 
00:18:48.590 --> 00:18:50.239 
>> RICK GUIDOTTI:  July 27th, right. 
 
00:18:50.239 --> 00:18:54.291 
>> SETH KELLER:  That's great! 
 
00:18:54.291 --> 00:18:57.340 
>> RICK GUIDOTTI:  We're going to have a big party.  Cake and fashion! 



 
00:18:57.340 --> 00:18:58.440 
>> MICHELLE:  Me, too! 
 
00:18:58.440 --> 00:19:03.840 
>> LEONE:  Okay! 
 
00:19:03.840 --> 00:19:07.590 
>> RICK GUIDOTTI:  Hi, Lene.  Can you introduce yourself. 
 
00:19:07.590 --> 00:19:10.090 
>> LEONE:  I'm member of NTG way back when it first started. 
 
00:19:10.090 --> 00:19:25.989 
Seth and I are good friends. 
 
00:19:25.989 --> 00:19:41.740 
I'm also chairperson for the arc in New Jersey's mainstream medical care advisory board.  I 
work in the field of dementia, developmental disabilities and mental illness and nurse 
practitioner by the way.  Yes. 
 
00:19:41.740 --> 00:19:57.240 
>> RICK GUIDOTTI:  Great.  Joining us is Joanna.  Amazing Joanna.  Can you hear us, Joaana. 
 
00:19:57.240 --> 00:19:59.540 
>> SETH KELLER:  Hi, Joanna.  Scot, she's with Scot, who's amazing. 
 
00:19:59.540 --> 00:20:05.139 
Can you hear us? 
 
00:20:05.139 --> 00:20:07.289 
>> SETH KELLER:  She's connecting to audio now. 
 
00:20:07.289 --> 00:20:08.390 
>> RICK GUIDOTTI:  Hopefully it will work. 
 
00:20:08.390 --> 00:20:09.141 
>> MICHELLE:  Hi! 
 
00:20:09.141 --> 00:20:27.290 
>> RICK GUIDOTTI:  Hi! 
 
00:20:27.290 --> 00:20:30.789 



>> SETH KELLER:  I think, Joanna, you're now muted.  If you can turn your mute button off.  
Joanne. 
 
00:20:30.789 --> 00:20:38.539 
>>   Hi.  I just got in the door! 
 
00:20:38.539 --> 00:20:42.840 
>> RICK GUIDOTTI:  Amazing.  Our from the film to you, excited to be able to just once again 
creating opportunities. 
 
00:20:42.840 --> 00:20:49.390 
Opportunities for all of our healthcare providers in training early in their training. 
 
00:20:49.390 --> 00:20:57.990 
To understand that it's never what you're treating, but always who you're treating. 
 
00:20:57.990 --> 00:20:59.990 
Thank WITH foundation for this film.  Excited to have world premier with families and friends 
and community from around the globe. 
 
00:20:59.990 --> 00:21:06.190 
Can we get started. 
 
00:21:06.190 --> 00:21:36.190 
Can I just share that film?  Joanna, introduce yourself, let us know who you are. 
 
00:21:36.190 --> 00:21:40.689 
>>   I'm Joanna Davis.  My son is Scott Davis,   he is 46, has Down Syndrome, and  dementia 
 
00:21:40.689 --> 00:21:55.639 
>> RICK GUIDOTTI:  Thanks for being with us. 
 
00:21:55.639 --> 00:22:01.339 
Without furtherado . 
 
00:22:01.339 --> 00:22:02.689 
Film, early onset Alzheimer's in adults living with Down Syndrome. 
 
00:22:02.689 --> 00:22:04.089 
Here, I have it. 
 
00:22:04.089 --> 00:22:06.389 
And there's our screen. 
 



00:22:06.389 --> 00:22:11.240 
I'm going to have to hide this. 
 
00:22:11.240 --> 00:22:14.141 
Let's hide that.  Is that better? 
 
00:22:14.141 --> 00:22:23.241 
>>   Yes.  Good job. 
 
00:22:23.241 --> 00:32:48.440 
>> RICK GUIDOTTI:  See.  Three tries.  There we go.  Excited to present this FRAME film to all of 
you.  Thank you. 
 
00:32:48.440 --> 00:32:54.840 
. 
 
00:32:54.840 --> 00:33:01.041 
>> RICK GUIDOTTI:  I'm going to stop share, that you so much for that.  Thank you all, thank you 
so much. 
 
00:33:01.041 --> 00:33:09.991 
I guess we'll just start with you, Leone, if you tell us what you thought about the film? 
 
00:33:09.991 --> 00:33:19.089 
>> LEONE:  I thought it was wonderful, really resonated with me, what Colleen's mother said. 
 
00:33:19.089 --> 00:33:21.239 
All you hear are negative things, with child study team, I tried to hit it home to them with 
doctors, anyone, dentists. 
 
00:33:21.239 --> 00:33:27.940 
Tell me something good.  I know all the bad. 
 
00:33:27.940 --> 00:33:29.340 
I know what she can't do.  Believe me, I know it, I'm dealing with it 24 hours a day. 
 
00:33:29.340 --> 00:33:31.090 
Say something positive. 
 
00:33:31.090 --> 00:33:33.690 
Isn't she wonderful. 
 
00:33:33.690 --> 00:33:41.839 
Look at how beautiful her eyes are. 



 
00:33:41.839 --> 00:33:52.040 
Even the simplest thing.  I want to thank Rick and seth for doing this.  Absolutely amazing. 
 
00:33:52.040 --> 00:33:54.640 
I think medical students, medical residents sh nursing students, all the different therapies, OT, 
PT, speech.  They need to see this. 
 
00:33:54.640 --> 00:33:59.840 
Identify with them as a person first. 
 
00:33:59.840 --> 00:34:06.239 
And I think -- I applaud you, because you really are thinking out of the box. 
 
00:34:06.239 --> 00:34:09.990 
And I think this will really help the healthcare professionals today. 
 
00:34:09.990 --> 00:34:11.590 
>> RICK GUIDOTTI:  Thanks, Leone, thank you. 
 
00:34:11.590 --> 00:34:12.040 
>> LEONE:  Thank you. 
 
00:34:12.040 --> 00:34:17.640 
>> SETH KELLER:  Thank you. 
 
00:34:17.640 --> 00:34:22.289 
>> RICK GUIDOTTI:  Joanne, I think Scott rocked it, I think. 
 
00:34:22.289 --> 00:34:22.640 
>>   Oh, he did.  You only saw a little piece of him. 
 
00:34:22.640 --> 00:34:29.689 
(Laughter) 
 
00:34:29.689 --> 00:34:41.590 
>> RICK GUIDOTTI:  Ha-ha.  He's awesome! You doing okay?  Did you enjoy the film?  Helpful? 
 
00:34:41.590 --> 00:34:44.690 
>>   Yes, I agree with everything Leono just said, medical community needs to be updated with 
our population. 
 
00:34:44.690 --> 00:35:04.289 
They ask me, what do you think we should do? 



 
00:35:04.289 --> 00:35:05.589 
It's crazy.  And with the stage that he's at now, all I get is,  "You have so much to deal with,". 
 
00:35:05.589 --> 00:35:13.490 
>> PARTICIPANT:  I get it. 
 
00:35:13.490 --> 00:35:15.040 
>> RICK GUIDOTTI:  Thank you, Joanna, for sharing your experience and sharing Scott with us as 
well.  Michelle, you're back! 
 
00:35:15.040 --> 00:35:20.689 
>> MICHELLE:  Hi! 
 
00:35:20.689 --> 00:35:34.540 
>> LEONE:  She was freshening up her make up.  What did you think of the film? 
 
00:35:34.540 --> 00:35:37.840 
>> MICHELLE:  I love did! I loved it! . 
 
00:35:37.840 --> 00:35:41.390 
>> RICK GUIDOTTI:  You taught me some new moves! 
 
00:35:41.390 --> 00:35:47.189 
>> LEONE:  Doing this in honor of who? 
 
00:35:47.189 --> 00:36:11.390 
Who did you want to say the film was being done for?  Your friends that have gone? 
 
00:36:11.390 --> 00:36:17.440 
>> MICHELLE:  Couple of my friends have not been -- in the blue skies right now, which I Judith 
hillton, patricia, McCay.  And to my mother. 
 
00:36:17.440 --> 00:36:18.990 
Her sister, Owen blair. 
 
00:36:18.990 --> 00:36:24.489 
>> RICK GUIDOTTI:  Thanks Michelle. 
 
00:36:24.489 --> 00:36:29.240 
>> LEONE:  This was a group she grew up with by the time she was 5 years old. 
 
00:36:29.240 --> 00:36:35.090 
And now, five of them are gone. 



 
00:36:35.090 --> 00:36:40.289 
>> MICHELLE:  So heart breaking.  Loan I know.  I know. 
 
00:36:40.289 --> 00:36:42.239 
>> LEONE:  Yeah.  She thought it was wonderful. 
 
00:36:42.239 --> 00:36:43.689 
Did they do a great job? 
 
00:36:43.689 --> 00:36:49.540 
>> MICHELLE:  Yes! 
 
00:36:49.540 --> 00:36:51.889 
>> RICK GUIDOTTI:  Yes, you're amazing.  And Scott was incredible. 
 
00:36:51.889 --> 00:36:54.490 
>> LEONE:  Love Scott! 
 
00:36:54.490 --> 00:36:56.490 
>> RICK GUIDOTTI:  Photograph of the two of you together. 
 
00:36:56.490 --> 00:37:08.290 
>>   I like that one of them together! 
 
00:37:08.290 --> 00:37:22.340 
>> RICK GUIDOTTI:  In stant.  What did you think of our world premier, Seth? 
 
00:37:22.340 --> 00:37:32.590 
>> SETH KELLER:  I'm a neurologist, this is what I specialize in, in aging, and I think really why we 
wanted to put this project FRAME film together. 
 
00:37:32.590 --> 00:37:34.339 
Healthcare providers don't understand aging in developmental disabilities including people with 
Down Syndrome, this was a way to get information out to healthcare providers. 
 
00:37:34.339 --> 00:37:45.490 
They really have to learn and see. 
 
00:37:45.490 --> 00:38:13.141 
And the story about trying to show people how not only how they are now when they see 
them, but how they used to be, they are people that have had lives. 
 
00:38:13.141 --> 00:38:19.489 



And like Joanne, when you were showing pictures of Scott on the boat, and fishing, this is Scott, 
what he used to do, but sometimes sadly enough, when seeing someone as a doctor, and 
sitting there in a wheelchair, already showing signs of decline, doctors, may be ignorant, may 
have bias, this person is like that, connect someone showing decline. 
 
00:38:19.489 --> 00:38:27.240 
It really, it's added to understanding at who they are, and who they used to be. 
 
00:38:27.240 --> 00:38:30.240 
Get you a really kick in the back pants here, change happening to them. 
 
00:38:30.240 --> 00:38:32.340 
They have value, and high function. 
 
00:38:32.340 --> 00:38:36.841 
Ability from what they used to be. 
 
00:38:36.841 --> 00:38:38.089 
Very important for storytelling, and family member and care governors. 
 
00:38:38.089 --> 00:38:45.090 
Tell these stories. 
 
00:38:45.090 --> 00:38:49.040 
When we put this film together, tell story. 
 
00:38:49.040 --> 00:38:53.189 
And really, important for doctors and others to know about this. 
 
00:38:53.189 --> 00:39:04.190 
And, Rick, you know, we had talked about, stories not being easy. 
 
00:39:04.190 --> 00:39:06.289 
And Joanne, you  and Scott, challenge you're facing. 
 
00:39:06.289 --> 00:39:07.989 
Challenges. 
 
00:39:07.989 --> 00:39:11.189 
What do you say to someone? 
 
00:39:11.189 --> 00:39:14.540 
You don't really know.  Challenge of finding right words. 
 



00:39:14.540 --> 00:39:19.189 
What to say, and especially, resources of care. 
 
00:39:19.189 --> 00:39:22.840 
That's where I think failings are typically are across United States. 
 
00:39:22.840 --> 00:39:25.589 
Not only New Jersey, but across everywhere. 
 
00:39:25.589 --> 00:39:28.691 
What kind of doctors are going to understand? 
 
00:39:28.691 --> 00:39:35.790 
What tests are going to give you answers? 
 
00:39:35.790 --> 00:39:38.740 
How do we fix the  Problem? 
 
00:39:38.740 --> 00:39:39.990 
Not easy things. 
 
00:39:39.990 --> 00:39:44.039 
Alzheimer's -- 
 
00:39:44.039 --> 00:39:47.639 
This miracialis great beautiful future. 
 
00:39:47.639 --> 00:39:52.089 
Lot more going on behind the scenes. 
 
00:39:52.089 --> 00:39:54.089 
We  know that with research. 
 
00:39:54.089 --> 00:39:56.339 
>> RICK GUIDOTTI:  Beautiful. 
 
00:39:56.339 --> 00:40:03.090 
Thanks, Seth. 
 
00:40:03.090 --> 00:40:13.190 
Liz, do you want to jump in -- sorry, first of all, Joanne, what were you going to say? 
 
00:40:13.190 --> 00:40:27.341 



>>   I was going to tell Seth, when I take Scott to a radiology appointment, he's had a lot of 
issues with falling. 
 
00:40:27.341 --> 00:40:27.940 
Technicians, they all go, "He's so cute. " I'll give him to you for two weeks, you won't think he's 
cute anymore. 
 
00:40:27.940 --> 00:41:01.741 
(Laughter) 
 
00:41:01.741 --> 00:41:05.040 
>> LIZ GROSSMAN:  We have questions from both chat and the Q & A.  Support groups have 
support groups, have any various Down Syndrome support groups ever approached Alzheimer's 
association, national or local, to advocate with medical association on  uniqueness for people 
with I/DD or Down Syndrome. 
 
00:41:05.040 --> 00:41:08.439 
>> PARTICIPANT:  They do have our contact information. 
 
00:41:08.439 --> 00:41:16.590 
And are willing to refer to us. 
 
00:41:16.590 --> 00:41:24.139 
There are some potential considerations in the difference -- and Seth can talk about that. 
 
00:41:24.139 --> 00:41:29.289 
Between Alzheimer's and Down Syndrome with Alzheimer's disease.  And, you know, I haven't 
been that successful. 
 
00:41:29.289 --> 00:41:31.639 
I will told you an organization that has listened is national Down Syndrome society. 
 
00:41:31.639 --> 00:41:38.489 
At first, they didn't want to touch it. 
 
00:41:38.489 --> 00:41:38.840 
Going back a few years ago.  They wanted to focus on the young children. 
 
00:41:38.840 --> 00:41:43.441 
Education. 
 
00:41:43.441 --> 00:41:49.090 
Employment.  And they kind of just did not want to hear about it. 
 



00:41:49.090 --> 00:41:55.240 
But they have really picked up the bandwagon with us. 
 
00:41:55.240 --> 00:42:02.090 
And they actually have a day they're going to be having, I think it's march seventh. 
 
00:42:02.090 --> 00:42:09.440 
>> SETH KELLER:  Jacksonville, Florida. 
 
00:42:09.440 --> 00:42:14.440 
>>   Yeah not anything we knew was coming. 
 
00:42:14.440 --> 00:42:24.140 
They said she'll live to be 48.  Great, I can make it.  Not knowing what was coming my way. 
 
00:42:24.140 --> 00:42:39.689 
And then you go through all that, like Joanna was saying, and all of a sudden, you're older, 
you're still dealing with it. 
 
00:42:39.689 --> 00:42:46.190 
And it's -- everything you put into this person and the trips and the doctors, and we used to 
take Michelle up to children's hospital in Boston.  I had two little kids, effort to get services. 
 
00:42:46.190 --> 00:42:49.439 
A long haul, and now, also most-seems like for nothing. 
 
00:42:49.439 --> 00:42:51.190 
We're going downhill.  Sometimes it's slow. 
 
00:42:51.190 --> 00:43:02.290 
Sometimes it's very quickly. 
 
00:43:02.290 --> 00:43:07.040 
So it's kind of heart breaking.  National Down Syndrome society has really started addressing it, 
which I think will have impact. 
 
00:43:07.040 --> 00:43:20.589 
>> SETH KELLER:  I just put link, adult summit coming up. 
 
00:43:20.589 --> 00:43:28.690 
>> LEONE:  Bety, I see in the chat, I attended webinars specific to this -- combrat.  And you 
know what state that is, bety?  Can you put that in? 
 
00:43:28.690 --> 00:43:31.089 



>> RICK GUIDOTTI:  When we do post this, have this on platform on our website, we'll add 
appropriate links. 
 
00:43:31.089 --> 00:43:39.489 
>> LEONE:  Okay.  Great. 
 
00:43:39.489 --> 00:43:42.939 
>> RICK GUIDOTTI:  Film, photographic gallery, and important links, create a real resource to 
find. 
 
00:43:42.939 --> 00:43:55.091 
This film is only 12 minutes long. 
 
00:43:55.091 --> 00:44:09.441 
This is just an introduction.  Right now, step forward and maybe add those   links. 
 
00:44:09.441 --> 00:44:17.840 
>> LIZ GROSSMAN:  First year medical student claire: Hi, thank you so much for sharing your 
stories and creating such a wonderful film! My name is Claire and I am a first year medical 
student :) My question was what are the characteristics or things that made a memorably good 
physician or healthcare provider you have worked with throughout your experience? 
 
00:44:17.840 --> 00:44:30.740 
. 
 
00:44:30.740 --> 00:44:31.391 
>>   Very few I have encountered, ones I like are the ones who have spoken to Scott instead of 
to me first.  And asked him. 
 
00:44:31.391 --> 00:44:44.190 
>> LEONE:  Yes. 
 
00:44:44.190 --> 00:44:54.640 
>>   When he was capable, he isn't anymore, but when he was, he would say, what was wrong 
with him?  He was very high functioning.  So to me, that's very important. 
 
00:44:54.640 --> 00:44:57.340 
Don't ignore them.  I recently had a doctor, Deborah hospital, do that, ignore him.  It really 
upset me. 
 
00:44:57.340 --> 00:45:01.489 
He didn't get a good review. 
 
00:45:01.489 --> 00:45:05.490 



>> LEONE:  No.  Good.  Good.  I would second that. 
 
00:45:05.490 --> 00:45:08.989 
Absolutely, when they come in and address the individuals themselves. 
 
00:45:08.989 --> 00:45:28.390 
We go to a dentist. 
 
00:45:28.390 --> 00:45:31.190 
Apededontist.  Since 1978, Dr. Bill weaverman.  He still sees her.  He has a flower to her every 
time she goes. 
 
00:45:31.190 --> 00:45:35.590 
>>   That's nice. 
 
00:45:35.590 --> 00:45:37.441 
>> LEONE:  There's people like that.  There are.  It's hard to find. 
 
00:45:37.441 --> 00:45:39.640 
>>   Yep. 
 
00:45:39.640 --> 00:45:44.940 
>> MICHELLE:  Role models. 
 
00:45:44.940 --> 00:45:46.140 
>> LEONE:  Yes.  They should be role models. 
 
00:45:46.140 --> 00:45:51.640 
>> MICHELLE:  Hi. 
 
00:45:51.640 --> 00:46:01.441 
>> RICK GUIDOTTI:  Seth, how about you, what's your response to that? 
 
00:46:01.441 --> 00:46:10.741 
>> SETH KELLER:  So true, you have to treat the person with value and important.  If you 
don't,ilities it's horrible. 
 
00:46:10.741 --> 00:46:14.490 
To go in there and not think of them as having no value and worthy, we're in the field, it's not 
uncommon. 
 
00:46:14.490 --> 00:46:16.389 
Lot of stereotypes and ignorance out there. 
 



00:46:16.389 --> 00:46:31.940 
Adds on top of that. 
 
00:46:31.940 --> 00:46:34.940 
Very important, just as a big story, is that it's not easy for families to grapple about the changed 
decline, because they fight -- won't speak for Joanne and Leone, but you're fighting. 
 
00:46:34.940 --> 00:46:48.240 
Value and acceptance, and then change happens. 
 
00:46:48.240 --> 00:46:51.740 
And to accept change, a change of decline and progression, might imply Alzheimer's, for family 
and organizations, hard pill to swallow. 
 
00:46:51.740 --> 00:47:02.890 
Difficult subject matter, we're beginning to learn about. 
 
00:47:02.890 --> 00:47:21.140 
Number of decades ago, people with Down Syndrome weren't even living long back decades 
ago, now people living longer, but Alzheimer's there for many people. 
 
00:47:21.140 --> 00:47:28.740 
We're still learning along the way.  These stories and videos are important, advocates, listen, 
listen, young people, medical students, dental students, residents, we definitely applaud those 
organizations. 
 
00:47:28.740 --> 00:47:30.689 
National Down Syndrome, society, global, I can go on, important for us to work together and 
work and train and talk about these important things. 
 
00:47:30.689 --> 00:47:34.040 
And research, research, research. 
 
00:47:34.040 --> 00:47:35.940 
And future is something that really has to be done more. 
 
00:47:35.940 --> 00:48:01.990 
A lot going on about that. 
 
00:48:01.990 --> 00:48:05.940 
>> RICK GUIDOTTI:  Well,  thanks, Seth, our closed captioning going concurrently, thank you 
Christine, from San Diego, doing live captioning, thank you for FRAME, for sport  supporting 
this, WITH Foundation. 
 



00:48:05.940 --> 00:48:26.443 
>> LIZ GROSSMAN:  Dr. Keller, a link we have, specific ones. 
 
00:48:26.443 --> 00:48:36.340 
One is sort of also having do with the last film, seizure disorderHow often are seizure disorders 
seen in early onset dementia in persons living with Down syndrome? How similar or different is 
treatment and the effectiveness?. 
 
00:48:36.340 --> 00:48:50.990 
>> SETH KELLER:  This is one thing that does separate early onset, seizures are very common. 
 
00:48:50.990 --> 00:48:54.089 
And sometimes someone with Down Syndrome, may have seizures are not, adult, 40s and  50s. 
 
00:48:54.089 --> 00:48:58.140 
Type of seizure they have, might be different. 
 
00:48:58.140 --> 00:49:00.090 
Something called mioclonic seizure. 
 
00:49:00.090 --> 00:49:01.539 
Rapid quick jerk. 
 
00:49:01.539 --> 00:49:04.090 
Leg might jerk. 
 
00:49:04.090 --> 00:49:07.089 
Typical, nuances. 
 
00:49:07.089 --> 00:49:16.392 
Different in people with Down Syndrome, than others. 
 
00:49:16.392 --> 00:49:25.241 
And medications, I can go on and on, with medication, treat them, can be very good or 
problematic based on side effects. 
 
00:49:25.241 --> 00:49:35.592 
Complex thing, not only healthcare providers appreciate, but even neurologists, well, 
neurologists know this, not really true. 
 
00:49:35.592 --> 00:49:37.540 
Adult oriented neurologists are somewhat ignorant, lack of education and training, not only on 
progression and disease, but also in seizures too. 
 



00:49:37.540 --> 00:49:42.740 
We have lot more to learn. 
 
00:49:42.740 --> 00:49:47.390 
Hopefully, more will do a better job and get it word out. 
 
00:49:47.390 --> 00:50:00.141 
>> RICK GUIDOTTI:  Beautiful.  Thank you.  Thanks, Seth. 
 
00:50:00.141 --> 00:50:05.191 
>> LIZ GROSSMAN:  One other question from disease.  What percentage of adults living with 
Down Syndrome get early -- Alzheimer's disease? 
 
00:50:05.191 --> 00:50:09.590 
>> SETH KELLER:  Leno, do you want to take this? 
 
00:50:09.590 --> 00:50:18.290 
>> LEONE:  Not a given, not everyone, but it's a very high incidence. 
 
00:50:18.290 --> 00:50:24.041 
Michelle, um, is participating in a study out of Columbia, scot. 
 
00:50:24.041 --> 00:50:25.140 
. 
 
00:50:25.140 --> 00:50:27.240 
>>   Scott. 
 
00:50:27.240 --> 00:50:30.440 
>>   It's in New York. 
 
00:50:30.440 --> 00:50:33.991 
Not a guarantee, but it's probably. 
 
00:50:33.991 --> 00:50:35.240 
>> SETH KELLER:  Yeah.  And I often. 
 
00:50:35.240 --> 00:50:38.790 
[OVERLAPPING SPEAKERS] 
 
00:50:38.790 --> 00:50:50.141 
>> SETH KELLER:  Often statistics, 60.  Statistics that I use. 
 
00:50:50.141 --> 00:50:58.591 



Reason why it's happening is because it's the extra chromosome 21 that creates this particular 
protein called beta amyloid, builds up in people's brains with Down Syndrome. 
 
00:50:58.591 --> 00:51:13.790 
Because extra copy, they have extra beta amyloid, it starts even building up in someone in 
Down Syndrome, in 20s. 
 
00:51:13.790 --> 00:51:20.590 
Very common.  So studies that Leone and Joanna, Scott, it's just really beta amyloid, so a lot of 
information, research, trying to be real black and white. 
 
00:51:20.590 --> 00:51:25.890 
When does this really start?  When do you start treatment? 
 
00:51:25.890 --> 00:51:32.889 
Things we're learning more about this. 
 
00:51:32.889 --> 00:51:41.090 
[  sneezing]. 
 
00:51:41.090 --> 00:51:47.191 
>> MICHELLE:  Thank you.  Best part of coming out to Columbia to New York. 
 
00:51:47.191 --> 00:51:52.390 
>>   They send a car, movies start that day, she loved it, she can't wait to go back. 
 
00:51:52.390 --> 00:51:57.890 
>>   Have they come out to your house, Leone. 
 
00:51:57.890 --> 00:52:14.540 
>>   They have.  They came out here with Scott too. 
 
00:52:14.540 --> 00:52:17.840 
>> RICK GUIDOTTI:  I saw from Michael, AAH.  Brenda comment, she didn't know this colleen 
was really quite striking, I found this powerful in hearing these stories. 
 
00:52:17.840 --> 00:52:27.790 
In early days, putting this film together. 
 
00:52:27.790 --> 00:52:35.640 
Starting to collaborate, Seth and I discussion in some of the important components we needed 
to add to this film. 
 
00:52:35.640 --> 00:52:36.790 



Families spend time creating, setting up the independence, of the individual, families, and really 
kind of getting there. 
 
00:52:36.790 --> 00:52:44.190 
Access to them. 
 
00:52:44.190 --> 00:52:54.341 
And almost having to rediscover that person, and the steps backwards or step forward, 
however we want to look at that. 
 
00:52:54.341 --> 00:52:58.940 
to. 
 
00:52:58.940 --> 00:53:01.640 
>> SETH KELLER:  Expectations.  Of work. 
 
00:53:01.640 --> 00:53:12.290 
Activities, tolerance and different things will change. 
 
00:53:12.290 --> 00:53:19.190 
We say, "We want you to do think, continue to do everything," progressive decline of dementia, 
maybe they're not able to.  They'll get frustrated. 
 
00:53:19.190 --> 00:53:27.590 
Flexibility and resiliency and u preciation of change. 
 
00:53:27.590 --> 00:53:28.739 
So education, what's really going on?  So you can help support the person in a way won't cause 
more problems. 
 
00:53:28.739 --> 00:53:33.241 
So hugely important. 
 
00:53:33.241 --> 00:53:54.939 
>> RICK GUIDOTTI:  Stephanie just says here, steps in a new direction.  So amazing. 
 
00:53:54.939 --> 00:54:01.840 
>> LEONE:  I think it's because it's so difficult for the families to accept it now as much 
education and advocacy as I have done -- we experienced with Michelle in September, went for 
physical, two doctors we have known for 30 years, it's an event like this every time, day before. 
 
00:54:01.840 --> 00:54:03.639 
Day before, we had exciting day because we had gotten a gift of a movie studio. 
 



00:54:03.639 --> 00:54:10.140 
We can invite people you want. 
 
00:54:10.140 --> 00:54:16.390 
We were in the time of COVID here.  She got to invite her friend. 
 
00:54:16.390 --> 00:54:18.690 
Big thing.  Sunday morning, go to the doctor.  Saying to her, what did you do? 
 
00:54:18.690 --> 00:54:21.540 
What have you been doing? 
 
00:54:21.540 --> 00:54:27.690 
She just can't remember what happened on Sunday. 
 
00:54:27.690 --> 00:54:34.390 
So my normal reaction, with all I know, for me to jump in. 
 
00:54:34.390 --> 00:54:37.290 
I didn't for some reason  . 
 
00:54:37.290 --> 00:54:43.490 
She was in distress.  She couldn't remember. 
 
00:54:43.490 --> 00:54:54.490 
They noticed.  . 
 
00:54:54.490 --> 00:54:56.141 
We got in touch with bia Columbia.  Increase in those things. 
 
00:54:56.141 --> 00:54:58.090 
>>   Heart breaking. 
 
00:54:58.090 --> 00:55:00.090 
>> LEONE:  It's heart breaking. 
 
00:55:00.090 --> 00:55:04.490 
>> MICHELLE:  Thank you.  I love my mother. 
 
00:55:04.490 --> 00:55:11.640 
>> RICK GUIDOTTI:  She loves you, too.  As we all do, Michelle. 
 
00:55:11.640 --> 00:55:21.641 



>> SETH KELLER:  One thing I think is important, challenge that are faced for people and what 
may happen ahead is still living well. 
 
00:55:21.641 --> 00:55:25.290 
Still trying to essentially try to make the best of a situation, and life is life, and trying to grab out 
of it as much of you can while you can. 
 
00:55:25.290 --> 00:55:39.640 
Living with  well with dementia. 
 
00:55:39.640 --> 00:55:42.790 
Health promotion, people that are younger paragraph important think for Down Syndrome 
community, appreciate awareness  of this issue. 
 
00:55:42.790 --> 00:55:52.340 
When you're in your 50s? 
 
00:55:52.340 --> 00:55:54.191 
At least thinking about health and wellness early as proactive approach to life long care. 
 
00:55:54.191 --> 00:55:55.490 
>> LEONE:  Right.  We're learning. 
 
00:55:55.490 --> 00:55:56.439 
>> SETH KELLER:  We're learning. 
 
00:55:56.439 --> 00:55:57.539 
>> MICHELLE:  Every each day. 
 
00:55:57.539 --> 00:55:58.789 
>> RICK GUIDOTTI:  That's right. 
 
00:55:58.789 --> 00:56:08.740 
>> SETH KELLER:  That's right. 
 
00:56:08.740 --> 00:56:11.993 
>> RICK GUIDOTTI:  Any other comments anyone would like to add to this?  Or other questions, 
Liz?  I think -- couple more, maybe. 
 
00:56:11.993 --> 00:56:14.640 
>> LEONE:  You're muted. 
 
00:56:14.640 --> 00:56:15.989 
>> RICK GUIDOTTI:  Am I muted? 



 
00:56:15.989 --> 00:56:17.189 
>> LEONE:  No.  Liz. 
 
00:56:17.189 --> 00:56:30.139 
>> LIZ GROSSMAN:  I was. 
 
00:56:30.139 --> 00:56:40.989 
>> RICK GUIDOTTI:  This is actually from Robert to me.  What is it like for you to produce these 
wonderful fims? 
 
00:56:40.989 --> 00:56:43.889 
>> RICK GUIDOTTI:  Created film FRAME, Face Redefining the Art of Medical Education, help 
healthcare providers in training, practitionners, families and communities, understand early in 
their training. 
 
00:56:43.889 --> 00:56:49.439 
Understanding a certain topic or diagnosis. 
 
00:56:49.439 --> 00:56:54.439 
Never what you're treating, but  always who you're treating. 
 
00:56:54.439 --> 00:56:58.689 
Front and center in all, humanity. 
 
00:56:58.689 --> 00:57:06.540 
Voice represented in our own healthcare futures. 
 
00:57:06.540 --> 00:57:08.591 
For sure.  Thanks for that question, Robert. 
 
00:57:08.591 --> 00:57:10.189 
Seth. 
 
00:57:10.189 --> 00:57:13.490 
>> SETH KELLER:  Yes. 
 
00:57:13.490 --> 00:57:15.940 
>> RICK GUIDOTTI:  Did you have fun doing this? 
 
00:57:15.940 --> 00:57:29.040 
>> MICHELLE:  Yes! 
 
00:57:29.040 --> 00:57:42.639 



>> SETH KELLER:  Also, I yes, also, I was tentative, bringing out story, again, important to get 
these stories out, and try to tell stories, but not to be scary in a way, how do you get the 
message out? 
 
00:57:42.639 --> 00:57:50.340 
So, you know, I would say I wasn't totally apprehensive, I know it was important for us, when 
family tell a story, they're the ones who need to be there to explain. 
 
00:57:50.340 --> 00:57:57.290 
Gave us great opportunity, Rick, for FRAME to be able to have family members and caregivers 
explain it from their own viewpoint. 
 
00:57:57.290 --> 00:57:58.489 
I think it's great, and we're just going to move on, keep going moving on with more training and 
education. 
 
00:57:58.489 --> 00:58:00.490 
>> RICK GUIDOTTI:  Beautiful. 
 
00:58:00.490 --> 00:58:22.992 
>> LEONE:  Absolutely. 
 
00:58:22.992 --> 00:58:26.891 
>> RICK GUIDOTTI:  Great.  Question in the chat room.  This question comes from Anouva.  
What care options (home, comminty-based, and institutional) are available for adults living with 
down syndrome who have early onset AD? also, is supported decision-making an option in this 
population? 
 
00:58:26.891 --> 00:58:30.591 
Interesting. 
 
00:58:30.591 --> 00:58:33.540 
>> LEONE:  All of those situations, are possible. 
 
00:58:33.540 --> 00:58:37.040 
It depends on the caregivers.  You know. 
 
00:58:37.040 --> 00:58:42.191 
We're all dealing with our own medical issues. 
 
00:58:42.191 --> 00:58:42.791 
I hope I continue, I'm going to continue as long as I can. 
 
00:58:42.791 --> 00:58:45.539 



>>   Yes. 
 
00:58:45.539 --> 00:58:48.941 
>> LEONE:  Good to make those decisions early. 
 
00:58:48.941 --> 00:58:53.742 
You know, decisions of what you're going to do. 
 
00:58:53.742 --> 00:58:58.190 
You want to understand what the process may be is going to be. 
 
00:58:58.190 --> 00:59:01.191 
They might not be able to take their own showers. 
 
00:59:01.191 --> 00:59:03.641 
May not be able to toilet themselves. 
 
00:59:03.641 --> 00:59:06.890 
Think this through how much you can do. 
 
00:59:06.890 --> 00:59:22.490 
Whether you're going to bring someone into your home. 
 
00:59:22.490 --> 00:59:26.441 
But those,   sdigsz  decisions, not to be -- what feeding  tube to put in.  Danger of aspiration and 
choking. 
 
00:59:26.441 --> 00:59:35.191 
Make those before it's emotional. 
 
00:59:35.191 --> 00:59:38.740 
Michelle and I have had those discussions, u mazes me, she saw her friends have feeding tubes. 
 
00:59:38.740 --> 00:59:41.191 
Couple wound up in nursing homes. 
 
00:59:41.191 --> 00:59:43.591 
Difficult for her to go and visit. 
 
00:59:43.591 --> 00:59:49.390 
See those things going on. 
 
00:59:49.390 --> 00:59:51.291 
She and I talked about what she would want, we talked about feeding tubes. 



 
00:59:51.291 --> 00:59:55.291 
>> MICHELLE:  Especially future, yes. 
 
00:59:55.291 --> 01:00:00.041 
>> LEONE:  Future, yes.  We've had those discussions. 
 
01:00:00.041 --> 01:00:02.990 
Sometimes families are probably not aware.  Person gets rushed to the hospital. 
 
01:00:02.990 --> 01:00:04.041 
And guardianship is very important. 
 
01:00:04.041 --> 01:00:06.790 
Extremely important. 
 
01:00:06.790 --> 01:00:19.590 
Particularly, you know, as they age. 
 
01:00:19.590 --> 01:00:26.140 
You know, so you have the ability to make the decisions.  I have seen so many stories where 
treatment was provided, if you don't have guardianship, you know, getting breathing tubes 
removed. 
 
01:00:26.140 --> 01:00:30.340 
I'm sure Seth has probably seen it more than I have, but those are things to have discussion 
with your family. 
 
01:00:30.340 --> 01:00:35.193 
Their siblings, relatives, you know, who may be taking over for you. 
 
01:00:35.193 --> 01:00:37.140 
I really thought I would outlive Michelle. 
 
01:00:37.140 --> 01:00:42.789 
That was my goal in life. 
 
01:00:42.789 --> 01:00:43.940 
But I may not.  Her life expectancy is in the 60s now. 
 
01:00:43.940 --> 01:00:53.991 
So not so sure. 
 
01:00:53.991 --> 01:01:05.341 



So I had to talk to my daughters about what to expect, what might be coming their way, how 
we'll handle it. 
 
01:01:05.341 --> 01:01:07.240 
>> SETH KELLER:  Healthcare must appreciate what family members are going through and 
caregivers . 
 
01:01:07.240 --> 01:01:11.541 
>> LEONE:  Right.  Exactly. 
 
01:01:11.541 --> 01:01:14.190 
>> SETH KELLER:  Direct support professional, how are they affected by this. 
 
01:01:14.190 --> 01:01:18.190 
Organization, how are they impacted? 
 
01:01:18.190 --> 01:01:29.290 
Doctors, nurse practitioners, others, will they appreciate it? 
 
01:01:29.290 --> 01:01:32.990 
If you don't appreciate what you're going through as family member, looking at that person, 
missing a lot of information, we should be lend support as resource, as a guide. 
 
01:01:32.990 --> 01:01:34.290 
At least listen and hearing what you're going through. 
 
01:01:34.290 --> 01:01:42.641 
>> LEONE:  Yep, good point. 
 
01:01:42.641 --> 01:01:44.640 
>> RICK GUIDOTTI:  Amazing.  Well, everybody, thank you so much for being here for the world 
premier of this film. 
 
01:01:44.640 --> 01:01:49.141 
>> MICHELLE:  Thank you for having us! 
 
01:01:49.141 --> 01:01:54.691 
>> RICK GUIDOTTI:  Thanks for being a star, Michelle. 
 
01:01:54.691 --> 01:01:56.941 
>> MICHELLE:  Thank you.  The other star is my mother. 
 
01:01:56.941 --> 01:02:01.490 
>> RICK GUIDOTTI:  Amazing. 



 
01:02:01.490 --> 01:02:02.741 
>> MICHELLE:  My father, he used to -- 
 
01:02:02.741 --> 01:02:03.440 
>> RICK GUIDOTTI:  Great. 
 
01:02:03.440 --> 01:02:08.340 
>> SETH KELLER:  Nice! 
 
01:02:08.340 --> 01:02:10.489 
>> RICK GUIDOTTI:  Excited by July 27th, your anniversary. 
 
01:02:10.489 --> 01:02:12.240 
>> MICHELLE:  Feedback. 
 
01:02:12.240 --> 01:02:14.640 
>> RICK GUIDOTTI:  Sure. 
 
01:02:14.640 --> 01:02:22.839 
>> LEONE:  I would love to hear feedback. 
 
01:02:22.839 --> 01:02:25.739 
>> RICK GUIDOTTI:  One thing I want to mention, send survey out after each film, sending out 
survey to the community and get feedback on this. 
 
01:02:25.739 --> 01:02:30.240 
And this is really just the beginning. 
 
01:02:30.240 --> 01:02:35.191 
This is a very brief film on very important subject. 
 
01:02:35.191 --> 01:02:35.689 
Could be its own mini -- mini TV series. 
 
01:02:35.689 --> 01:02:38.640 
>> LEONE:  Yes. 
 
01:02:38.640 --> 01:02:43.440 
>> RICK GUIDOTTI:  We'll create more on this, listen to feedback. 
 
01:02:43.440 --> 01:02:47.590 
And think of new ways we can -- that we can actually address these issues. 
 



01:02:47.590 --> 01:02:51.340 
And these challenges. 
 
01:02:51.340 --> 01:03:08.840 
And start these sometimes difficult conversations. 
 
01:03:08.840 --> 01:03:11.540 
Thank you all for  participating.  Thank you Seth, thank you WITH Foundation for your love and 
support and helping us create and develop these very important films.  Thank you all so much.  
Have a great weekend. 
 
01:03:11.540 --> 01:03:12.489 
>> SETH KELLER:  Thank you, everybody! 
 
01:03:12.489 --> 01:03:16.688 
>> MICHELLE:  Thank you! 
 
01:03:16.688 --> 01:03:19.791 
>> SETH KELLER:  Bye-bye, be well! 
 
01:03:19.791 --> 01:03:27.490 
>> RICK GUIDOTTI:  Thank you Michelle. 
 
01:03:27.490 --> 01:03:29.590 
>> LEONE:  Thank you, rick thanks for seeing them the way we do. 
 
01:03:29.590 --> 01:03:31.340 
>> RICK GUIDOTTI:  Yay! 
 
01:03:31.340 --> 01:03:49.340 
>> MICHELLE:  Bye! 
 


