THE FORGETTING: A Portrait of Alzheimer’s Web site

Offers Unique, Innovative Resource 

for Patients, Families and Caregivers 

Groundbreaking Site Developed in Conjunction with MIT Media Lab 

Includes First-Of-Its-Kind Interactive “Living Center”

A Companion to the PBS Special Airing January 21, 2004

Site Launches December 4, 2003 at PBS.org

In response to the growing crisis of Alzheimer’s disease in America, a new Web site will offer unprecedented information, resources and support for patients, families and caregivers.  THE FORGETTING: A Portrait of Alzheimer’s Web site will be a central hub for those coping or concerned about this devastating disease, providing advice, news, activities and opportunities for sharing emotions and insights.  A companion to the PBS documentary based on a best-selling book of the same name, the site aims to answer users’ biggest questions about Alzheimer’s by offering easy-to-navigate information, hands-on activities and actionable ideas.  

The site – unlike any other existing Alzheimer’s site on the Web – will launch December 4, 2003 at www.pbs.org/theforgetting.

Produced by Twin Cities Public Television (TPT) National Productions, originator of the PBS special, and made possible by a grant from MetLife Foundation, the site forms a central component of the national outreach campaign that accompanies the PBS broadcast.

The centerpiece of THE FORGETTING: A Portrait of Alzheimer’s Web site is The Living Center, an unprecedented interactive environment for patients and caregivers to experience together.  Created by the MIT Media Lab under the direction of TPT, The Living Center section of the Web site is an online destination that can help relieve the stress of visiting with an Alzheimer’s patient by providing stimulating and engaging activities that patients will enjoy.

What The Living Center Offers

When the caregiver and person with Alzheimer’s “enter” The Living Center, their entire computer screen becomes a virtual “living room” in a typical American house, with a fireplace, a bookshelf, a framed picture and map on the wall and a window looking out onto the backyard.  Each of these objects is an activity or a link to an activity. 
“The Living Center is a first-ever interactive ‘home on the Web’ for people with memory disorders to explore on their own, with family, friends or even a visiting grandchild,” says Lisa Gwyther, an expert on Alzheimer’s therapy and the Web site’s key advisor.  “Because no two people with Alzheimer’s are alike, The Living Center is designed to respond to preferences of people with diverse interests and capacities in truly welcoming and interesting ways.”

 “The Living Center allows users to focus their attention on a shared experience without taxing the memory of the Alzheimer’s sufferer or the patience of the caregiver,” says Ted Selker, a renowned inventor at MIT Media Lab and lead designer of The Living Center.  “We have created an environment that should be comfortable and recognizable to patients, one in which they will feel no pressure.”

In the warm, familiar setting of The Living Center, people with Alzheimer’s, family members and caregivers can commune, converse and enjoy themselves. As the clock chimes, they can pick up a poker to stoke the fire. They can look at pictures and listen to music from other times and places, perhaps remembering a place they once visited or a favorite song. They can page through a 1950s Sears catalog, pick out items they like and mark them so they can return to them later – an activity that will bring great pleasure to people with Alzheimer’s.

Alzheimer’s patients enjoy packing and arranging activities, but in the real world that often makes a mess.  Here in The Living Center, they can arrange flowers in a vase or jump outside to the backyard to clean up the tool shed.

An art box brings up a screen filled with abstract, kaleidoscopic images.  A puzzle, modeled after the popular video game, Tetris, is perfect for playing with grandchildren. 

According to test-runs, The Living Center promises to be beneficial to both patients and caregivers.  “None of the Alzheimer’s patients had used a computer before, but they did not shy away from interacting with The Living Center,” notes Selker.  “And caregivers told us that, working with The Living Center, they learned things they didn’t know about their patients.  Some said they had never heard them talk so much.”

A Wealth of Alzheimer’s Information


In addition to The Living Center, THE FORGETTING Web site contains a wealth of useful and informative features on symptoms, the experience of having Alzheimer’s, risk factors for developing the disease and how to cope with it.  Whether you’re an aging baby boomer worried about getting the disease or an overwhelmed caregiver, the site offers clear, simple answers to often-confusing questions about Alzheimer’s.  Beyond the information on the site, THE FORGETTING also connects users with carefully selected resources and links that help them find the exact help or information they might need.

“This entire Web site is all about addressing people’s most pressing concerns about Alzheimer’s as quickly as possible,” says Erika Stenrick, Web producer at TPT.  “A Google search for Alzheimer’s returns over three million results.  We wanted to sort through the overwhelming amount of material, and give users one central place for helpful, straight-forward information and hands-on-tools.”

Visitors to the site will find an enormous variety of information – from how to identify the symptoms of Alzheimer’s to who is most at risk for developing the disease.  Interactive features illustrate in easy-to-understand terms exactly how the disease progresses, how it alters the brain and how those alterations affect behavior and memory.

The site also explores the personal side of Alzheimer’s, offering profiles and first-person accounts of the experience by famous Alzheimer’s sufferers like Ronald Reagan and Aaron Copland.  

The site’s resources for coping offer important advice to families and caregivers working through their very difficult experiences, and give step-by-step information on planning ahead to be better prepared as the disease takes its course.


The Web site also serves as a clearinghouse for the latest Alzheimer’s news and a hub for links to a universe of information for patients, families and caregivers.

“THE FORGETTING Web site is inclusive,” says Gwyther.  “There is something for people with memory disorders, for people concerned or worried about their memories, and for family members of people with memory disorders.  THE FORGETTING's fresh, Renaissance-like approach to Web content should appeal to almost everyone, with its inclusion of all the arts, its multi-sensory interactive approach, its upbeat and reassuring tone, immediate practical approaches, blessedly brief and sometimes humorous explanations, lively design and comfortable navigation.”

Credits
THE FORGETTING: A Portrait of Alzheimer’s Web site was created by Twin Cities Public Television. Executive Producer: Naomi Boak; Producer & Writer: Erika Stenrick; Site Architect: Drew Gorton; Art Direction: Michael Opperman; Key Advisor: Lisa P. Gwyther, Education Director at the Bryan Alzheimer’s Disease Research Center and Director of the Duke Aging Center Family Support Program at Duke University Medical Center.
The Living Center was designed by renowned inventor Ted Selker in collaboration with Twin Cities Public Television.  Clear Methods provided the application architecture and development using the Water programming language.  Art direction and design by Jay Kamins. Puzzle and radio programming by Vadim Gerasimov.

THE FORGETTING: A Portrait of Alzheimer’s is produced by Twin Cities Public Television. Executive Producer: Naomi Boak; Producer and Director: Elizabeth Arledge; Editor: Doug Quade; Original Music: Mason Daring; Executive in Charge: Gerald Richman.

MetLife Foundation is the exclusive funder of THE FORGETTING: A Portrait of Alzheimer's and its companion Web site.  Major funding for the national outreach campaign is provided by MetLife Foundation, with additional support by the Corporation for Public Broadcasting. MetLife Foundation, established in 1976 by MetLife, supports health, education, civic and cultural programs throughout the United States.
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