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Marilyn Raichle:
It is my absolute pleasure, I'm not being seen though, my absolute pleasure to introduce our founder and our guiding light, Richard Ferry, who will welcome you and say a few words. Mr. Ferry.
Richard Ferry:
Thank you so much, Marilyn. And let me just ask the whole audience to please excuse my raspy Robert Kennedy voice this morning. But good morning to all of you, and I'm very delighted to be with you. Thank you for joining us today to celebrate 2026 winners for Maude's Awards. Let me share a little historical perspective before introducing the awards program. Number of people living with Alzheimer's dementia is vastly growing. Currently, 7.4 million age 65 and older have the illness, with 12.7 million projected by 2050.
The total national cost is equally daunting. Based on current 2026 research by the Alzheimer's Association, the annual cost of Alzheimer's in the United States is estimated to be $409 billion, and the cost over the next 24 years is projected to reach just under a trillion dollars. In addition, there are 12.7 million family and unpaid caregivers who contribute an estimated 446 billion in unpaid costs annually, with 59% regrettably of the family caregivers reporting high emotional stress, and 38% of the care partners experiencing high physical stress along with their financial challenges.
Recently, thank God, modern medicine achieved an incredibly important milestone with the development and approval of the first medicines known to alter the course of Alzheimer's. Two medications that can slow the disease progression in its early stages are now available by prescription. Regrettably, they are not cures for Alzheimer's but are achieving a major advance in the efforts to change the course of the disease. With this as background, we all asked the $64,000 question, when can we expect a cure? The answer is simply, we just don't know. While we are waiting for the cure, the quality and availability of care has become paramount. How can we provide care that will support and enhance the quality of life for the many millions living with Alzheimer's along with their families and care partners?
Seven years ago, I decided to launch Maude's Awards in honor of my beloved wife, Maude, who passed away on Labor Day 2021, just five years ago, to help find the care while we were waiting for the cure. Maude was a matriarch extraordinaire, community advocate, and a philanthropist, and a long and lasting gift of love for all of those who walked in her path. She's a devoted wife for 65 years, my global business partner, my best friend, my golfing buddy, the mother of six wonderful children, and the grandmother and great-grandmother of 17 adorable grandkids. She lived her life with grace and elegance and was a strong role model for all who knew her.
I've often described her as a wind beneath my wings, one of Bette Midler's favorite songs. In Maude's final years, while she lived with dementia, my life was dedicated to finding ways to engage and comfort her during her illness. The awards program is a realization of my prayers and dreams to enhance Maude's life and the lives of those living with dementia. The program was launched as a result of my constant search to discover new and innovative concepts and programs to benefit the dementia population, in combination with the hiring of a very accomplished and talented executive director, Marilyn Raichle, who herself was a care partner for her mother and father, and the author of a soon to be bestseller, Don't Walk Away: A Care Partner's Journey. It's a joyful, hopeful account of a mother's final years with dementia supported by a loving and compassionate daughter, Marilyn Raichle.
Since its founding seven years ago, Maude's Awards has focused on care while we are waiting for the cure. Each year we are thrilled with the discovery of a wide range of new ideas, practices, and programs to present to the dementia community. This year we received a record number of applications, 243, and we are so grateful to the number of individuals and organizations who are willing to share their vision and knowledge for their health and wellbeing of all struggling with dementia, their families, and their care partners. With this information, Marilyn publishes an annual handbook to benefit the dementia community. Her 2026 book will be available on Maude's Awards website November of this year.
Let me close with a thank you to our 2026 applicants for sharing their ideas and innovations. To our very extraordinary executive director, Marilyn Raichle, to our dedicated advisory board members, Marigrace Becker, Dr. Lee Burnside, Dr. Carroll Haymon, Brian Osborn, Carin Mack, and Allyson Schrier, who evaluated and scored the applications. And to the foundation Board who generously provides the funding for the monetary awards. My sincere congratulations to the 2026 Maude's Awards winners. God bless you all. God bless you and thank you. Thank you for joining us today to share your winning story. I will now turn the virtual celebration over to Marilyn to announce and introduce the seven winners and two honorable mentions. Marilyn?
Marilyn Raichle:
Thank you, Richard. It's such an honor to work for this organization and for this wonderful man, and it's a wonderful opportunity.
So thank you. It is now my distinct pleasure to be able to introduce the awardees for these remarkable individuals, and organizations whose programs and practices of care are enriching the quality of life for people who are living with dementia and their families and their care partners. And so I'm going to list, to begin, the awardees for 2026. In the category of supporting care partners, which is creating and providing impactful education, training or support for care partners or persons living with dementia, Elisa Bosley from Boulder, Colorado, the Great Lakes Inter-Tribal Council from Lac du Flambeau, Wisconsin, the Respite for All Foundation in Montgomery, Alabama, and the Alzheimer's Poetry Project. The director of that program will be joining us lately. He has a very important vet appointment, and we didn't want to take any risks of endangering the animal or having him be late, so he will be joining us when he gets here.
In the category of making connections, which is creating full meaningful opportunities for persons living with dementia to connect with people and the world around them. Nikki Jardin from Port Townsend, Washington. Karen Xin from Bellevue, Washington, Diana and Sandra Gonzalez-Morett from Bloomfield, New Jersey. And two honorable mentions because there were just so many wonderful programs so we couldn't leave out these fabulous two. One is The Arc of Jacksonville of Jacksonville, Florida, and the other is the Lincoln Park Zoo from Chicago. So I'm going to introduce their representatives to tell you about their programs. And I'm going to begin with Elisa Bosley with Spiritual Elder Care. Elisa.
Elisa Bosley:
Thank you, Marilyn, and the Maude's Award community. I am so honored to be here. Where's my TV? Where's my TV? Where is my blankety-blank TV? That's what I heard a few years ago when I arrived at a memory care home where I served as chaplain. Bill, a Jewish gentleman, was in his wheelchair in the main meeting room, and he was mad. He wanted his TV and he wanted out of there now. I was gathering memory care residents for our weekly interactive scripture discussion, and I knew I wouldn't have time to move Bill out of our meeting room, so I decided to wait until a care staff came by. As it turned out, Bill ended up staying through the whole 40-minute discussion. That day we were looking at Psalm 103, "Bless the Lord, oh my soul, and forget not all His benefits."
At the end, when I asked the group, "Does anyone have any other thoughts before we close?" I heard Bill talking in a somewhat disjointed way, but I could tell that he wasn't mad anymore. I stood up and went closer to hear him, and he said, as clear as day, "This is important, great, good news, and we need to tell other people." I was stunned. I answered, "Absolutely, Bill. You are so right." A bit later as I was going around shaking people's hands, he said clearly and genuinely, "Thank you."
After more than 10 years of chaplaincy in memory care residences, I can say that this kind of response is the norm, not the exception. People living with dementia engage in astonishing, even miraculous ways with rituals and music that address meaning, hopes, fears, and other transcendent human needs. In 2022, researchers at Harvard reaffirmed that attention to spirituality should be a vital part of whole person-centered care, whether that care involves a specific faith, philosophy, or something else that touches on meaning such as nature or art. But according to other research, and in my experience, spiritual care for elders with dementia is surprisingly rare.
When I started this work, I searched online for dementia-friendly worship agendas or Bible studies, and I found nearly nothing. So I decided to create these resources and post them for others who might be searching too. Given the value of music in dementia care, I soon looked for dementia-friendly classic hymns in downloadable form, and I found nothing. So in 2018 and '19, I gathered several professional musicians and a recording studio sound engineer. And with that project, we recorded more than 100 spiritual songs to be freely available as downloads.
Then when COVID hit, I started looking for videos of dementia-friendly worship services and other spiritual care, and I found nothing. I couldn't bear the thought of my people not having an Easter service. So I sat down at home and filmed something that could be streamed. As COVID continued, I kept recording my weekly services. You get the idea, it's my joy to create the tools people need to provide this much needed and often overlooked care. My website and YouTube channel now have hundreds of original spiritual care resources, all of them carefully designed to engage and delight elders living with dementia, and to equip their care partners. Everything is downloadable and everything is free for personal use.
I'm thrilled to get notes every week from people who find the materials. Here are just a few. From Illinois, "Finding your church services has truly been life-changing for my mom, my father, the primary caregiver, and myself. As mom's dementia has progressed, she has become less engaged. However, once we turn on one of your services, she is back to singing at the top of her voice, just like when she was singing in the church choir. You have filled our days and evenings with a newfound joy in our family journey with dementia."
From the UK, "I just wanted to let you know how much your online church services mean to my mother and her friends at her care home. Every Sunday morning, a group of us listen to your service. It brings everyone together in worship." From Australia, "I work in aged care and I bring the residents to worship with you every Sunday. My dementia residents love your service and the hymns." From South Africa, "I just want to share with you how revealing my service this week was after finding a playlist of all your YouTube songs. What touched and surprised us was the fact that many of the residents sang together the first time we tried it."
From Oregon, "Many other sites focus on the about elements of dementia, but spiritual elder care includes a critical component, the how of bringing spiritual enrichment into the hearts and minds of challenged people. I can breathe a sigh of relief that such valuable tools of approach and practice are available." Thank you so much Maude's Awards for this special recognition.
Marilyn Raichle:
Thank you, Elisa. Thank you very much. Next joining us will be Amber Hoon, who is the program director of the Great Lakes Inter-Tribal Council. Amber.
Amber Hoon:
Thank you very much, Marilyn and Richard and the Maude's team. It is quite an honor to be here with everybody today and to learn what everybody else is doing in this space as well. Great Lakes Inter-Tribal Council's Together Strong Brain Health Program started in October of 2020, which we all know was COVID, so it was quite an interesting experience. The program originally started with six tribal partners, and it was a brand new program within a lot of our tribal communities. Dementia at that time was still something that wasn't quite spoken about, acknowledged, and even recognized. So it was quite a challenge to start something that wasn't already established during COVID.
Moving forward, we started out with six tribal community partners with our program, and as of today, we now serve the entire Bemidji area, which includes 34 tribal nations located in the states of Wisconsin, Minnesota, and Michigan. We also serve four tribal urban Indian communities. And as of recently, we now have gotten requests and have started to serve tribal nations located nationally. So it's been quite a beautiful journey. Our program is guided and centered around the needs of our tribal elders and community members as well as our tribal staff when it comes to brain health and dementia-related issues and topics.
We have what we call a technical assistance type structure. So that allows our tribal partners to be able to request what it is they need. So if they have tribal staff at their clinics that want training on how to better serve people with dementia or around diagnosing or strategies in that respect, we are able to come in and help provide that training. We also work directly with caregivers. I've done one-on-one education with caregivers. I've done training with the Savvy Caregiver in Indian Country and Virtual Dementia Tour with our caregivers, which has been very helpful. We also have community discussions and tribal round tables where community can get together and just have a safe space to be able to talk about dementia and ask questions and support one another in that respect.
It's been quite a journey for me. I started out nursing, and my focus has always been Alzheimer's and dementia, so that was my specialty. But in coming into this program, I've learned so much from our community members, especially about how our culture can really support health and wellness when it comes to brain and body and just holistic care, and going in and having conversations and learning from our elders about what it is that we're already doing within community culturally to support that, from our culture camps, which could involve bringing our elders to teach our younger ones about how to harvest our wild rice, how to harvest sugar bush, the maple syrup, and hunting and gathering, all of those things support brain health. And it's things that our communities are already doing. So highlighting those strength has been just a highlight for me, and learning about those strengths has really been a powerful thing.
So I want to say miigwech, thank you so much for this wonderful acknowledgement. I'm very excited to see where our work goes from here, and just that passion for supporting our communities, our elders and our caregivers to continue to be our driving force. Thank you so much.
Marilyn Raichle:
Thank you, Amber. Thank you so much. And now we are going to hear from Daphne Johnston, who is the executive director of the Respite for All Foundation.
Daphne Johnston:
Thank you guys. I've got my project director with me, my right hand, Minnie Lamberth, and we have been just in awe of Maude for five years, and we're so excited to be part of this. We have a foundation that wants to start respite communities all over the country. And we started back in 2012 in the basement of our church in Montgomery, Alabama with two participants and 14 volunteers. I had no idea that God was just going to grow and grow and grow our community volunteer model. And so for those of you that might not know the volunteer model, from 10 o'clock to two o'clock, Mr. Ferry could have brought Maude and she would've been given her talents and her energy, and doing service projects and art and music, all the things that go together.
In Montgomery, we go four days a week. We've got 20 to 25 participants, and 25 to 30 volunteers a day, and now we've got 80 communities across the country in 20 states, 12 denominations, and now we're breaking into the AAAs, but we believe our volunteer model is where you can't tell the difference of who's living with a challenge and who's living with what, because we're all living with something. So why do we single out people with a memory challenge? So we believe in putting everybody together, having a common purpose, and we want to train directors. We want to be a network for people to lean on.
We want somebody in Boise, Idaho to hear about our model, call us, go through our process, and then they're not going to have to reinvent the wheel. We've already got the groundwork. We've already got all the steps that's really evolved over the past 14 years to successful. At one point, we are 92% sustainable in starting new ministries, new programs, and we want to see people succeed. We do monthly training calls, individual training calls, director calls, annual training conference for three days in the spring. And I got to tell y'all, we get a lot of Maude winners because I want to share all of our energy. We've got to just connect all the talent across the country so we all know what we're doing and how we can replicate, right? We want to be scalable.
Our key story, I think, that helped us in this care partner division of Maude and why we get so many participants and volunteers, we had a couple named Jack and Mary. And Jack was living with Alzheimer's and Parkinson's. Mary didn't want to leave him with us. He was our third participant. She didn't know what we were trying to do. And after two weeks, a volunteer said, "Mary, you got to go." And she came back in the room, she was crying, and she said, "Jack, I don't want to leave you. I'm not deserting you. I'm not. I'm coming back at two o'clock. I'm coming back." And it was so tearful and we thought, oh my gosh, this lady's going to fall to pieces. It was so sad. And I though, goodness, do I love my husband this much? I don't know. And y'all, this man turned around and he looked at her. He had not spoken in two weeks, not verbally communicated, and he looked at her and he said, "Goodbye." It was in that very moment we recognized he needed the break from her.
And when we can share that with care partners, that your person needs their own community, and that you need to go on home and run your errands and be with yourself, it helps get participants in the door early, and that's one of the challenges in volunteer respite is how do we get care partners to recognize that people living with dementia need their own space and their own group because a strung out care partner is not a whole lot of fun seven days a week. People need a break, right? It was twofold. Mary came back two o'clock, picked him up. And I said, "Did you shop? Did you go out to lunch with the girls? What did you do?" She said, "Oh, dear one, I went home and I was alone with my thoughts. I took my clothes off, I put on my robe, and I was by myself in my house for the first time, because when I had to get care, people had to come in and I had to leave."
That's what we train directors to see, to tell the story to care partners that we all need a respite, and that's where we came up with our name. So we're so thankful for Maude, this opportunity, and the network with the whole country.
Marilyn Raichle:
Thank you. Thank you. My parents were both care partners, and I can't agree with you more. And so now we are going to hear from Nikki Jardin. She's with the Mirador Magazine. If not, I think the director, if not the founder. So, Nikki.
Nikki Jardin:
Yes, thank you so much. Thank you to Maude's Awards Committee for this honor, and congrats to all the other 2026 awardees. It is such a blessing to be recognized for this work and be among such esteemed colleagues, so thank you. I also really deeply appreciate the work Maude's has done over the years to recognize the different people and organizations that strive to develop and create innovative resources in Alzheimer's and dementia care.
So like so many others drawn to this work, my path towards developing Mirador came from wanting a particular something for my aunt who was living with early onset Alzheimer's disease. Rebecca was an avid reader, primarily of magazines, and she began to find traditional publications a little more challenging for her, and she couldn't enjoy them, got frustrated, and just simply stopped reading them. As this was one of her favorite ways of engaging both with the world and with her endless curiosity, losing this part of herself I'm sure was frustrating, and it was also really hard for me to watch.
So after searching for materials for reading materials that were more in line with her abilities and not finding that thing that I wanted, not being able to find that resource, the scaffolding of Mirador started to take place. Utilizing the great work already being done in the UK by the Dementia Engagement and Empowerment Project who were developing formatting techniques for pages that were easier to read by people living with dementia, I started putting together a small team of myself, graphic designer, Tay Juncker, and Mirador co-founder, Tavé Fascé. And we started working on what would eventually become Mirador Magazine. Publishing the first issue in June of 2021.
So today we've got 16 original publications, two anthologies, and we're on the eve of launching a brand new publication, which I'm really excited about, called The Lantern Room, which is a literary journal of essays, poetry, and art created by people living with dementia in order to elevate the message that dementia is a diagnosis, not a definition.
One of the primary tenets of Mirador has always been about accessibility, not just in formatting and design, but also to those parts of oneself that speak to that whole person, to their curiosity, to their experience and their education, and to recognize and celebrate the lifelong learner in all of us while also making something as simple as a magazine accessible, elevated, and dignified. And through that work, to also help educate others around the necessity of dementia-inclusive literature.
So it's been such an honor to be a part of so many individuals and families' lives through our readers over the years, many of whom have helped to shape Mirador through their own suggestions. And this is also true of our many contributors who have brightened our pages with their stories and their art and their editing experience. And it's been just this really beautiful collaboration over the years. It's also been an absolute joy to get to run around in this community with such a great group of fellow resource providers and dementia care educators. And I want to actually acknowledge Laurette Klier of NostalgiaWorks and Nana's Books specifically, who I actually met through the Maude's Awards, and whose work in dementia-inclusive literature has been an inspiration and an influence on my [inaudible 00:28:24].
So there are so many others who have encouraged and inspired me along the way, who have supported Mirador and the work that we're doing, and I want to thank them all for leading by example and creating this amazing environment where we all want to do our best for this community. So thank you so much to Maude's. It's an incredible honor, extremely grateful, and much appreciated. Thank you.
Marilyn Raichle:
Thank you, Nikki. Now we are going to hear from Karen Xin with the Memory Garden at Touchstone Alliance. I think we're going to be seeing a video first.
Karen Xin:
[music & foreign language 00:29:43].
Okay. Thank you. Thanks everyone, and thank you, thanks Maude's Awards. I'm deeply honored to receive this award. So my journey into dementia care began when my husband Tim was diagnosed. I came from completely different field, so I had a lot to learn. I took classes and learned better way to communicate with him and support him. But as we continue our life together, I noticed how hard he was trying to remain himself. He still wants to make choices, connect with people and do things that matter to him. Like all of us, he wants to be seen for who he is. So alongside asking, "How can I take better care of him?" I began asking, "How can I give him more chance to shine?"
As I met other families, I realized how much the question mattered to them too. With support of Touchstone Alliance, our team created Memory Garden, a Chinese language program where people living with dementia and their families can feel at home. If you visit on a Monday, you will hear singing, laughter, and you will see people painting, making crafts and sharing lunch. Some of my favorite moments happen when our participants share their attendance with a wider community, giving someone a handmade gift or performing at a community event. They have something to offer, and they get to see the joy it brings. And I have to say, some of our participants are much more comfortable performing in front of a crowd than I am speaking on Zoom today.
We also share dimensional knowledge with Chinese-speaking families to raise awareness and reduce stigma. Through our Lunch with Love program, our participants serve meals to people in the community. It gives them chance to contribute and feel that they belong, and helps others to see how much they have to offer. Whenever we try something new, we start by asking what our participant would enjoy doing, and how we can help make it happen.
Although my name is on this award, it belongs to our whole team. We built Memory Garden together, and I'm so happy to share this moment with them. I want to thank Lawrence and May Luo, founder of Touchstone Alliance, for believing in Memory Garden and helping us give it home. And to my co-founder Luna, and founding member Nora, and all volunteers, thank you for ideas, patient and the laugh you bring every week. I'm also grateful to the Memory Hub, Elderwise, an Old Friends Club, and to those who have spent decades working in dementia care. You have shared your knowledge and experience so generously with those of us just starting out. You kindness have helped us find our way.
And to the families who come to memory garden, thank you for trusting us. And what we have today has grown from everything you and your loved one bring to our Mondays. Dementia has changed our lives, but Tim is still Tim. I see him and I want award to see him too. That is a Tim. Thank you. Wave your hand. Thank you so much.
Tim:
Thank you so much.
Marilyn Raichle:
Thank you, Karen. Thank you. Thank you very much. And next we are going to hear from Diana and Sandra Gonzalez-Morett with Go-Mo Creatives.
Diana Gonzalez-Morett:
Yes. Thank you so much. Thank you all so much for this incredible honor, and thank you Marilyn and Richard and everyone at Maude's. We are truly honored. And we also want to shout out, I know in the chat we have Christine and Tammy who this is their award, and also our amazing community partners, paw-tners, you see what we did there? In MGH and we see Amy in the chat. So thank you all so much for making this happen.
Sandra Gonzalez-Morett:
So we are sisters. My name is Sandra.
Diana Gonzalez-Morett:
And I'm Diana.
Sandra Gonzalez-Morett:
And we created Go-Mo Creatives after our mom passed away from FTD, frontotemporal dementia. Just a quick education, FTD is the most common dementia in people under 60, and it affects people in their language, behavior and movement, so not necessarily memory. So we used art, storytelling and filmmaking, and creativity to raise awareness and make difficult conversations more approachable. And we created a calendar, the FTD Awareness Calendar in 2026, and we're working on 2027 inspired by this beautiful lady here.
Diana Gonzalez-Morett:
Who's getting a little mad.
Sandra Gonzalez-Morett:
Who's getting a little mad.
Diana Gonzalez-Morett:
Sorry. She's a diva. This is Lupita. Lupita, when I decided to come back home to New Jersey to be a full-time caregiver and to support our family, Lupita came along. And Lupita had taught us during our caregiver journey to that she can bring... It's kind of funny because she's growling, but she's usually not. She's just... This other dog's in her face. She'd bring light, joy, comfort, and unconditional love. So what Lupita taught us during our journey with mom and how she treated mom, was that she didn't see dementia, she didn't see the stigma of dementia, that she just saw the person that she loved. And with that, we thought, oh, that's such an interesting entry point into conversation because we found ourselves being able to talk about Lupita, and that is starting a conversation about what was going on in our lives.
And so from there, the Pets of FTD was born. We thought if Lupita means this much for us, other FTD families must feel the same about their pet, their furry caregivers. And so we wanted to celebrate the pets that show up through diagnosis, caregiving, grief and loss, and use that joy of the pets as an approachable way to talk about FTD.
Sandra Gonzalez-Morett:
So over some margaritas and Mexican food, Diana and artist Alyssa Nash, who is an FTD caregiver, as well as a known FTD genetic carrier, FTD NALS genetic carrier, we agreed to create portraits. So Alyssa creates portraits of the top 12 voted-on pets. So in 2026 we had dogs, we had a turtle, and I'm forgetting the other animal, but in 2027 we're going to have... What was it?
Diana Gonzalez-Morett:
A rabbit.
Sandra Gonzalez-Morett:
A rabbit, that's right. The rabbit. Oh my gosh, how could we forget the rabbit? What a beautiful story. And in 2027, we are going to have a cat. So Tammy's cat is going to be in the 2027 calendar, dogs, and a bird.
Diana Gonzalez-Morett:
And it's really, really important, and a value of ours, that we commissioned Alyssa for this work because it's important to support artists who are caregivers or impacted by any form of dementia. So then our next step was to make sure that we had a way to also share resources. So we are so grateful and honored to have connected with the AFTD as our lead sponsor. And we had QR codes on every single month, and with certain resources and topics included what is FTD, FTD and genetics, support groups, caregiving and family experiences. That way families can educate themselves more each month, and every month we're making an impact. So the pets draw the people in, and the stories create the connection, and the education builds awareness.
Sandra Gonzalez-Morett:
So one family, one person that we want to highlight is Christine who is living with FTD. She's in her 30s, and once she received that diagnosis, she was able to bring the calendar to-
Diana Gonzalez-Morett:
Her doctor.
Sandra Gonzalez-Morett:
... the doctors, to the doctors that didn't necessarily believe her, didn't necessarily know about FTD. And she was able to gift them to her family and friends to help them understand what she was going through. So just using the calendar for various reasons, but most importantly to educate and advocate.
Diana Gonzalez-Morett:
Yes. And so next, like Sandra mentioned, we have a bunch of new animals for 2027, and the calendar is being finalized for pre-orders, will open soon. So if you want to continue supporting our work and continue supporting these amazing families who are generous and open and have shared the... Oh, and Sharon's here. Hi, Sharon. And I saw Karen, to continue sharing these stories that make an impact and help families feel less alone.
Sandra Gonzalez-Morett:
So we just want to highlight all of the beautiful FTD families just like ours that we want to celebrate. And thank you again so much for this opportunity, sending lots of love.
Diana Gonzalez-Morett:
And we want to thank Lupita for being there for our family and teaching us that there is no stigma in dementia, there's just love, and we can show up in a better way for our loved ones and for all families.
Sandra Gonzalez-Morett:
Thank you.
Diana Gonzalez-Morett:
Thank you so much. We appreciate you all.
Marilyn Raichle:
Thank you. Thank you so much. Next, we are going to hear from The Arc Jacksonville, Jacksonville, Florida. And I don't see that Juana is here, but I do see that Lacey Rey is here. Lacey, will you be speaking?
Lacey Rumberger Rey:
Yes. Thank you.
Marilyn Raichle:
Oh, great. Okay. The floor is yours.
Lacey Rumberger Rey:
Thank you. Hello everyone. My name is Lacey, I'm a vice president at The Arc Jacksonville, and today I'm also joined by some of my colleagues, Abbey Such, Dakota LaPorte, and Julia Williamson who help manage this program day-to-day. And on behalf of everyone at The Arc Jacksonville, we want to say thank you to Maude's Awards for this recognition. We're so honored and grateful to receive an honorable mention for our specialized aging support program. For more than 60 years, The Arc Jacksonville has served and advocated for individuals with intellectual and developmental differences, or IDD.
And IDD includes Down syndrome, autism, cerebral palsy, Fragile X, and other lifelong intellectual and developmental disabilities. And while the services we provide are very diverse, what we really want for each person is simple, a good home, meaningful work, friendships, independence, purpose, and a community where they belong. And the story of the specialized aging support program really begins with a woman who had that. Her name was Kim Smoak, and Kim was the sister of Buck Smoak, who was a very long-time member of The Arc Jacksonville community, and on our board of directors.
And Kim was born with Down syndrome during a time when families of children with IDD were often encouraged to institutionalize them, but her family chose a different path. And Kim really became a trailblazer. She was one of the first people with IDD in her community to enter the workforce. She married, she lived independently. She had friends and a very full life. And as Buck described it, Kim really had everything we aspire for the individuals we serve to have; a good home, a good job, and good friends.
But after Kim turned 50, things began to change. At first, it was subtle, small instances of memory loss, and then eventually there was changes to her personality and her abilities and her behavior. And eventually her family learned that Kim was experiencing early onset Alzheimer's disease-related dementia. But even getting to that diagnosis was difficult because one of the challenges of diagnosing dementia in someone with an intellectual or developmental difference is that it doesn't present in the same way, and changes can be difficult to distinguish from a person's existing disability, their communication style, or their baseline abilities. So for families and even medical professionals who might not have specialized training in IDD and dementia, those early signs can be difficult to recognize.
But once her family did understand what was happening, they faced another challenge, which is where could they go for help? Many traditional memory care facilities weren't equipped to support someone with Down syndrome and early onset dementia, and they were often turned away because of her young age as well. And so her family found themselves caught between two systems; disability services that weren't necessarily designed for dementia and traditional dementia services that weren't designed for people with disabilities.
And so Kim's experience pushed us to learn more. And what we learned was that by the age of 60, as many as 90% of people with Down syndrome will develop Alzheimer's disease-related dementia, while other individuals with other intellectual and developmental differences are also at an increased risk. So we realized this wasn't just Kim's story, and that there were so many families in our community who are facing the same gaps in care. So we asked what could we build that Kim and her family needed but couldn't find? And we were able to secure a $1 million grant in 2023 to launch our Specialized Aging Support program. Buck joined our advisory committee, and his father donated project management and labor towards creating a facility in Kim's memory. And Buck really described the vision as everything his family and Kim could have benefited from.
So from the beginning, we knew SAS couldn't be just another day program. We needed to support individuals and their families, and that became a really important piece of this work. We also trained medical professionals, direct support professionals, students, interns, caregivers, and other IDD providers throughout our community on the basics of dementia and IDD, how dementia can present differently, what changes to look for, how to support someone experiencing this, and why knowing a person's individual baseline is so important. Today, three years after the program began, the impact is really remarkable. We support 27 individuals who are living with dementia, and another 29 who are identified as high risk of dementia.
We have supported 195 caregivers and provided them with dementia-focused education, and we've also provided IDD and dementia training to more than 1,600 professionals in our area. And those numbers represent something much larger. They mean that another caregiver can recognize a change sooner. A direct support professional may understand that a new behavior isn't simply part of the person's disability, and medical professionals might know to ask the right questions. Our day center programming was thoughtfully designed by occupational therapists. So through these programs, individuals participate in exercise, nutrition education, cognitive and brain health activities, recreation, art, music, and meaningful social experiences, which are designed to promote their physical health, their cognitive engagement, emotional wellbeing, and their quality of life.
We're also able to support caregivers through caregiver support nights where we have experts come in and train them and talk about different topics, and give them resources to take home. We've helped with modifying home environments to allow people to age in place as long as possible. And that's really what we hoped to create when we first heard Kim's story, a place where families don't have to navigate this problem alone, and where having an intellectual or developmental disability never means having fewer options for care, health, dignity, and joy. So today, our impact has grown beyond Jacksonville, and other organizations have come to learn from our model and our practices have been shared as resources for other professionals supporting people with IDD and dementia.
So to Maude's Award, thank you so much for recognizing this work and helping innovative approaches to reach dementia care communities far beyond where they began. Kim's family's struggle to find answers has helped other families recognize the sign sooner, and the lessons learned through her experience are now being taught to professionals who can change the experience of the next person. So that is Kim's legacy and we are incredibly grateful to Maude's Award for helping us carry that legacy forward. So thank you so much.
Marilyn Raichle:
Oh, thank you. Thank you. So now we are going to hear from Bill Green, and he is the Hart Prins Fund Accessibility & Inclusion Manager for the Lincoln Park Zoo. Hello, Bill.
Bill Green:
Hi. Thank you. Thank you to Marilyn and Richard. We appreciate this. And congratulations to the other winners, it's really wonderful to see the work that you're doing, and inspiring. Like you said, I'm Bill Green. I'm the Hart Prins Fund Accessibility & Inclusion Manager at Lincoln Park Zoo. We're a free admission zoo in Chicago. We welcome over three million visitors a year, and we were founded in 1868. But in 2023 is when we started our formal program called Memory Enrichment to welcome people with dementia and their caregivers.
Memory Enrichment follows much the formula as Memory Cafes. The term Memory Enrichment, so in the zoo world, enrichment is anything that stimulates those natural wild behaviors for animals to use their brains and their bodies. So we decide to name our program Memory Enrichment because we have the same idea. We want everybody who comes into Memory Enrichment we think of as a learner first, and that's one of the most important things to us.
We started the program, and over time we've been able to grow it and see lots of people come. I'm sure like many of you, we've really been able to see a community develop, and that's been really rewarding to see care partners and people living with dementia that come each time, and we see the relationship grown between them, between zoo staff members at Memory Enrichment. I've been there, but also I have people from all over the zoo, from different departments, zookeepers that come and participate. We've talked about everything from rhinos to rattlesnakes. We've made bird feeders, we've planted flowers, we sing and dance, and we do all kinds of things that really connect people to nature. That's really the mission of the zoo, is to connect people to nature.
And we've also seen the benefits of that connection and just, again, the ability to make a spot that is specifically for this audience. I think, in my work, other things I do, I work with people with all disabilities across the zoo, and so often someone with a disability coming into a cultural space does not feel like they were welcomed or thought of. And so it's been really powerful to create a space that is so intentional where people living with dementia come in and they know that we were expecting you, we thought of you before you came here. We've seen that impact also with care partners and the resources they've shared with each other and the impact they've had and that they've shared with us also.
Memory Enrichment was its first program of this kind at an accredited zoo or aquarium through the Association of Zoos and Aquariums in North America. It's been really rewarding because since then, quite a few zoos and aquarium have reached out to us with interest in this. So I think there are locations that make a lot of sense in the community to have these programs, and I hope we see them coming up more often.
In addition to Memory Enrichment, we've also been able to do one-off programs with memory care communities in Chicago, having them come and provide spaces for folks to be. I was just going to say, we're going to be in this space as we need to be in this space. And there are animals, there's hands-on, tactile, multisensory experiences, but really people have the chance to opt into as much of those they want.
And then, just in September, we were able to launch another program where we've brought people living with dementia to the zoo to learn about animals and conservation through empathy. The animals they learned about were honeybees and Eastern massasauga rattlesnakes, both animals we have here at the zoo. And then we worked with an art therapist for folks to create art based on what they had learned in their visits. And just yesterday we had our first art show, so I don't know if this is going to be awkward. I'm going to try to share some art that I have.
All right, this is cut paper on a painted canvas background. And this is the world with honeybees. And then the companion piece, this was, same thing, this is the world without honeybees. And those were two, we had 16 pieces in all, and it was great. It was really wonderful to bring folks in and to have them share their art and to also share their stories and connections with the animals and what they've learned. So again, we appreciate this. Thank you to the folks at Maude's Award. Thank you.
Marilyn Raichle:
Thank you. Thank you very much. And in the nick of time, I have just gotten a text that Gary Glazner from the Alzheimer's Poetry Project is here.
Gary Glazner:
Yes, I am here.
Marilyn Raichle:
Welcome. It's very nice to see you.
Gary Glazner:
Nice to be here. So I'm going to talk about a program that culminated yesterday. This was with the Genevieve Johnson Center in Washington DC. And over the last six months, I've been going in and working with the elders there, and we've been creating poems and music about different artists. And we did Miles Davis and B.B. King, Mahalia Jackson, but we also did this lady. I don't know if you know who this is or not. Does anybody know who this is? You can unmute your microphone and say that you know who it is.
Marilyn Raichle:
Yes.
Gary Glazner:
Who is it? Who do you think it is?
Marilyn Raichle:
Dolly Parton.
Gary Glazner:
It's Dolly Parton. Of course, she just passed away recently, so the timing was interesting. So I showed them the photographs of the different musicians, and then we created our poems about them by asking open-ended questions around the theme. And we had a jazz pianist was backing us up as well as a bass player, and we had a saxophone player who had originally started this, what they call the Memory Music Cafe. So like a Memory Cafe, but it's musical.
So I was super excited to be part of it. And like I said, I've been going down on a monthly basis for the last six months, and creating these poems, so it was really exciting. So I'm going to share with you the poem that these are all the elder's words. I just write them down as they say them. And so here's what they said. "Country music. It's from the country. Wildness getting wild. It's a bunch of telling. Funny music, money music, for the honey. Stay with me and you will see. When in doubt, start to shout. The sun is shining. It gets bright. Wake up, feel all right. Don't have a fight, not tonight. Once upon a time, the taste of country music is moonshine. Fried chicken, red beans and rice, make it nice, a thousand times nice. Country music smells delicious like cornfields. Thrill, don't spill. Country field thrills. Flowers, red, blue, and pink. You will see. Wonderful folks. Country music sounds all right. Country music teaches us to be alive. And we say, 'Country music, have no fear, Dolly Parton is here.'"
So that was our poem that we got to share yesterday, and it also was the retirement of the director, Thelma Burless. And so I've worked with her going back to 2019. So there was a lot of tributes to her and we had a big lunch and I taught them all to play harmonica. So they learned to do this. They learned to do this train song. So this is 30 elders learning the harmonica. So they all went like this. So we got the train going, we got the steam going, we got it going real fast, and then we slowed it down and we pulled her into the station and put her to bed. So that was our magical train that we used to go from the different environments. We used it to go to a juke joint and hear B.B. King. We used it to go to Blues Alley, which is a famous jazz club in DC. We used it to go to Grand Ole Opry and see Dolly Parton. So it was a real delightful program and I was super happy to get to do it.
And I just wanted to end by, as everyone else has thanked the Maude's Award, I'm very honored to be a recipient and I'm loving the projects that I had the opportunity to see today. I really, man, that Chinese one, man, that one's cool. And I love dogs, so you got me with the dogs. But I did want to say something for the future and what Maude Award, what it means financially, but also programmatically. So we are going to, next year, take a group of elders in Chicago from different daycare and care homes, and we are going to go to the Adler Planetarium. It's the oldest planetarium in the US, and it has the largest sky dome.
And we're going to visit the elders at their daycare and in their care homes, and kind of prime them. And I'm working with a PhD astrophysicist, Luke Leisman, and I'm working with Jonas Friddle, who is a award-winning songwriter, and we're going to go and create poems about the skies, the stars. And I'm so excited for that. And the Maude's Award is going to allow us to 100% do that project because you have to do matching funds, and things like that. And you have all kinds of in-kind stuff, but this is the one that's going to put us over. So thank you, Maude's Awards, you're going to make a bunch of elders in Chicago be able to go to the planetarium and write songs and poems about the stars.
And I will end with this << I got the Maude's Award. It makes me so happy, because I can take the elders to the planetarium and look at the stars >> Thank you everybody.
Marilyn Raichle:
Thank you. You know what I love about this annual event is that I smile for the rest of the day. The hope, the extraordinary ingenuity, it is such heartening and fabulous experience to realize all of the programs, all of the programs out there that are really making people's lives better, and will continue to do so every year, every day, every minute. It's just fabulous. And I owe it all to Maude and Richard Ferry. So thank you, thank you, thank you all. This will all be recorded and you'll all get a recording. And then all of the programs that you have heard about here plus another 53 more will be featured in our Annual Handbook of Innovations, and that will be out in December. It's free. You can download it online or you can actually email us and say, "Send me a copy." Free. Which I will, happily. And so it is just a wonderful, wonderful experience to be with you all. And thank you. Thank you all so much and have a wonderful happy day.
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