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Early-Onset Dementia: 
Resources for People with Dementia 
and their Families
Developed by:  

Alzheimer’s Disease Demonstration Grants to States &

National Family Caregiver Support Programs

This Resource List was created for caregivers, family members, and people with early-onset dementia. Most of the resources in this document focus on early-onset dementia. However, some sections contain resources that are not specific to early-onset dementia. These resources were included when early-onset specific resources have not yet been created, or if general documents contain equally valuable information.
Resource Categories
The Resource List is arranged by topic area, such as Employment, Financial Planning, and Legal Planning. The topic areas are then broken into subcategories called Basic, Intermediate, and Advanced. Please note that not every topic area has information broken out by all three levels.

Basic resources are more general overviews. They are geared for those individuals who are just beginning the process of learning more about early-onset dementia.  

Intermediate resources are mid-level resources. You may want to look at Basic resources before reading Intermediate resources. 

Advanced level resources are for those who have more knowledge of early-onset dementia and its impact. You may want to look at Basic and Intermediate resources before reading Advanced resources.
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Organizations

Basic
Alzheimer’s Association

http://www.alz.org—Homepage

http://www.alz.org/findchapter.asp—Find your Chapter

http://www.alz.org/Services/ContactCenter.asp —24/7 Telephone Helpline 

Alzheimer’s Disease Education and Referral Center (ADEAR)

http://www.nia.nih.gov/Alzheimers/
1-800-438-4380

Area Agency on Aging

To find your local Area Agency on Aging (AAA), contact the ElderCare Locator listed below.

ElderCare Locator—to find your state & local aging office 

http://www.eldercare.gov
1-800-677-1116

Intermediate
Alzheimer’s Association

http://www.alz.org/carefinder/index.asp—CareFinder Tool
http://alzheimers.infopop.cc/eve/forums/a/frm/f/2711002361—Early Onset Message Board
1-800-272-3900

Aging and Disability Resource Centers (ADRCs)
http://www.aoa.gov/prof/aging_dis/aging_dis.asp-Homepage

http://www.adrc-tae.org/tiki-download_file.php?fileId=2410—List of States with ADRCs
Family Caregiver Alliance
http://www.caregiver.org/caregiver/jsp/content_node.jsp?nodeid=1272—find resources in your state
National Family Caregivers Association

http://www.thefamilycaregiver.org/index.cfm
1-800-896-3650 

Advanced
Dementia Advocacy and Support Network International
http://www.dasninternational.org
Telephone number not available.

Alzheimer’s Australia – Younger Onset Dementia 
http://www.alzheimers.org.au/content.cfm?topicid=55
Employment
http://www.alzheimers.org.au/upload/7.4%20Employment.pdf
Long and Lonely Road
http://www.alzheimers.org.au/upload/Longlonely.doc
Early Planning
http://www.alzheimers.org.au/content.cfm?infopageid=963
Fact Sheet 

http://www.alzheimers.org.au/content.cfm?infopageid=914#pri

The Clive Project

http://www.thecliveproject.org.uk/index.htm
United Kingdom Alzheimer’s Society - Younger People with Dementia Website
http://www.alzheimers.org.uk/Younger_people_with_dementia/
Early Onset Overviews

Basic
Early-Onset Alzheimer’s: An Interview with a Mayo Clinic Specialist

http://www.mayoclinic.com/health/alzheimers/AZ00009
Living with Early-Onset Alzheimer’s Disease

http://www.cchs.net/health/health-info/docs/2400/2498.asp?index=9592 
Young Dementia

www.youngdementia.org (under construction April 2007)

Intermediate
Alzheimer’s Association Early Onset Resource List

http://www.alz.org/resources/resources/rtrlearly.asp
Alzheimer’s Association of Northern California and Northern Nevada - Selected List of Resources for Early Onset Alzheimer’s

http://www.alznorcal.org/abtalz/resourselist.asp
Alzheimer Research Forum

http://www.alzforum.org/eFAD/default.asp
Early Onset Alzheimer’s Disease (Canada)
http://www.asmt.org/earlyonsetAD.htm
Advanced
Alzheimer’s Society of Toronto Resource Centre Materials on Early Onset Dementia

http://alzheimertoronto.org/resources_earlyonset.htm
Early Onset Dementia: A National Challenge, A Future Crisis
http://www.alz.org/Resources/FactSheets/earlyonsetreport_full%20report.pdf
Subjective Experience of Early Onset Dementia: Voices of the Persons
http://www.dasninternational.org/research/subj_exp_eoad.pdf
Diagnosis

Basic
10 Warning Signs of Alzheimer’s Disease

http://www.alz.org/AboutAD/Warning.asp
ADEAR - Diagnosis

http://www.nia.nih.gov/Alzheimers/AlzheimersInformation/Diagnosis
Intermediate
Alzheimer’s Disease Centers

http://www.nia.nih.gov/Alzheimers/ResearchInformation/ResearchCenters
1-800-438-4380

Working with Your Doctor When You Suspect Memory Loss

http://www.alzla.org/education/HKEnglishBooklet.pdf
Employment

Basic
Employment and Early-Onset Alzheimer’s Disease: A Guide for Employees
Available from the Oklahoma/Arkansas Chapter of the Alzheimer’s Association’s Early-Onset Communication Network. Contact JoAnn Webster, Early Onset Coordinator, at joann.webster@alz.org. You can also call the Oklahoma and Arkansas chapter at 1-800-272-3900 and ask to be transferred to Tulsa chapter. Or dial the Tulsa Alzheimer’s Association office directly at 918-481-7741.

Intermediate
Life in a Cube: Problems Experienced by Employees with Cognitive Impairments

http://www.jan.wvu.edu/corner/vol03iss06.htm
Americans with Disabilities Act

http://www.ada.gov
http://www.ada.gov/infoline.htm - ADA Info Line
1-800-514-0301

Equal Employment Opportunity Commission

http://www.eeoc.gov/facts/fs-ada.html
http://www.eeoc.gov/contact.html - Contact page

http://www.eeoc.gov/offices.html -  Local EEOC office

http://www.eeoc.gov/facts/ada18.html - Employment Rights

http://www.eeoc.gov/facts/accommodation.html - Reasonable Accommodation
1-800-669-4000

Advanced
Job Accommodations for People with Cognitive Impairment

www.jan.wvu.edu/media/employmentcogfact.doc
Job Accommodation Network
http://www.jan.wvu.edu/
http://www.jan.wvu.edu/portals/faqs.html - FAQs

http://www.jan.wvu.edu/media/accommrequestltr.html - Reasonable Accommodation

1-800-526-7234 or 1-800-ADA-WORK 
Financial Planning

Basic
Early-onset Alzheimer’s: Financial Challenges

http://www.mayoclinic.com/health/early-onset-alzheimers/AZ00010
Money Matters

http://www.alz.org/Resources/FactSheets/moneymatters10_5.pdf
Planning Ahead

http://www.alz.org/Resources/FactSheets/FS_planahead.pdf
Intermediate
Advance Directives by State

http://www.caringinfo.org/i4a/pages/Index.cfm?pageid=3425
Benefits Check-Up (for ages 60+)

http://www.benefitscheckup.org/
GovBenefits

http://www.govbenefits.gov
Medicare

www.medicare.gov
Social Security

www.ssa.gov
Advanced
Appealing a Decision by the Social Security Administration for Disability Benefit Eligibility
http://www.thearc.org/afcsp/appealsfull.htm
Social Security Disability Documentation Guide

http://www.alz.org/Resources/FactSheets/Docguide.pdf
Social Security Disability: Adult Disability Starter Kit 

http://www.socialsecurity.gov/disability/Adult_StarterKit.pdf
Legal Planning

Basic
Legal Plans

http://www.alz.org/Resources/factsheets/legalplans10_5.pdf
Intermediate
LawInfo.com

http://resources.lawinfo.com/
National Academy of Elder Law Attorneys

http://www.naela.com/public/index.htm
Relationship Changes

Basic
Relationship Changes

http://www.alz.org/care/coping/changes.asp
Intermediate
Grief

http://www.alz.org/Resources/FactSheets/FSgrief.pdf
Sexuality

http://www.alz.org/Resources/FactSheets/FSsexuality3.pdf
Advanced
“A Thousand Tomorrows: Sexuality, Intimacy and Alzheimer’s Disease” (Video*)
“People with Alzheimer’s disease and their spouses discuss the effect of Alzheimer’s disease on their personal and sexual relationships.”

Year: 1995

Length: 31 minutes

Available from: 
1. Terra Nova Films, 800-779-8491
2. Green-Field Library, Call Number: WM 220 VC no.172 1994

Children and Dementia: Resources for Children
Basic
Alzheimer’s Foundation of America – Teens

http://www.afateens.org/index.shtml
Alzheimer Society of Saskatchewan – Just 4 Kids

http://www.alzheimer.sk.ca/english/Just4Kids
Dementia: Information for Children and Adolescents (Australia)
http://www.mydr.com.au/default.asp?article=3194
ElderCare Online’s Teen Resource Center

http://www.ec-online.net/Knowledge/SolutionSets/teens.htm
Just For Children

http://www.alz.org/Resources/FactSheets/FSjust4children.pdf
Just For Teens

http://www.alz.org/Resources/FactSheets/FSjust4teens.pdf
Intermediate
Coping Skills When Someone You Know Has Alzheimer’s disease: Strategies for Children and Teenagers

http://www.asmt.org/CIS_copingskills.htm
Advanced
“Daughter” by Ishbel Moore (Book*)
“Her mother’s rapid degeneration into Alzheimer’s disease leaves 14-year-old Sylvie frightened, confused and, finally, unable to deny her need for extra help. It is only when she receives advice and help from a boy whose grandmother also has the disease that she is slowly able to start to come to terms with her mother’s condition and what it will mean to her own life.”
Year: 1999

Publisher: University of Toronto Press
ISBN: 1550745352

Available from: 
1. Green-Field Library, Call Number: PS 8576 M882 Da 1999

2. Amazon.com: http://www.amazon.com/Daughter-Ishbel-Moore/dp/1550745379/sr=1-1/qid=1159290856/ref=sr_1_1/102-5760375-5064912?ie=UTF8&s=books
Children and Dementia: Resources for Parents
Basic
Dementia - Tips for Parents and Grandparents (Australia)
http://www.betterhealthchannel.com.au/bhcv2/bhcarticles.nsf/pages/Dementia_tips_for_parents_and_grandparents?OpenDocument
Helping Children and Teens Understand Alzheimer’s Disease

http://www.alzmigreatlakes.org/files/resources/articles/Helping%20Children%20and%20Teens%20Understand%20Alzheimer's.pdf
Intermediate
“I Remember When” by Tracy Mobley (Book*)
“This story gives you a deep and insightful glance through the eyes of a child as he watches his mother fight this horrible, mysterious disease.”
Year: 2006
Publisher:   USA Emerald Falcon Press

ISBN:   1933300043 

Available from: 

1. Green-Field Library, Call Number: WM 220.5 M687
2. DASNI: http://www.dasninternational.org/authors.php
3. Wandering Sage Books: http://www.wanderingsagebooks.com/?page=shop/flypage&product_id=4&CLSN_2098=115437224220987a1c4ef42f14333ed7
For the Caregiver: Taking Care of Yourself
Basic
Because We Care: A Guide for People Who Care
http://www.aoa.gov/prof/aoaprog/caregiver/carefam/taking_care_of_others/wecare/wecare.asp
Caregiver Guide
http://www.nia.nih.gov/Alzheimers/Publications/caregiverguide.htm
Caregiver Stress

http://www.alz.org/Resources/FactSheets/CaregiverSt_Eng.pdf
Caregivers: Care with Confidence

http://www.alz.org/Care/overview.asp
Caring Tips from the Perspective of a Person with Dementia

http://www.familycaregiversonline.com/dementia_perspective.html 

Dementia, Caregiving and Controlling Frustration
http://www.caregiver.org/caregiver/jsp/content_node.jsp?nodeid=891
Intermediate
Alzheimer’s Family Relief Program

http://www.ahaf.org/afrp/afrp.htm
“The Forgetting” Resources: Help and Info
http://www.pbs.org/theforgetting/resources/index.html
National Family Caregiver Support Program

http://www.aoa.gov/prof/aoaprog/caregiver/caregiver.asp
Advanced
The Caregiver: Newsletter of the Duke Family Support Program

http://www.geri.duke.edu/service/dfsp/about.htm
In the 1992 winter edition, volume 12(1) pages 6-13, there was an article called “Alzheimer’s Diary: I Have What!” by L. Tennis. This is available by calling the Alzheimer’s Association, National office (800) 272-3900.
Early-Onset Newsletter
http://www.alzokar.org/ok-newsletters.asp
For more information on resources from the Oklahoma/Arkansas Chapter of the Alzheimer’s Association, contact JoAnn Webster, Early Onset Coordinator, at joann.webster@alz.org. You can also call the Oklahoma and Arkansas chapter at 1-800-272-3900 and ask to be transferred to Tulsa chapter. Or direct dial Tulsa at 918-481-7741. 

“Alzheimer's, a Love Story: One Year in My Husband's Journey” by Ann Davidson (Book*) 
“A highly personal story of one woman's struggle with her husband's early years with Alzheimer’s disease”

Year: 1997
Publisher:  Carol Publishing Group
ISBN: 1559724188
Available from:
1. Green-Field Library, Call Number: WM 220.75 D252 1997
2. Amazon.com:  http://www.amazon.com/AlzheimerS-Love-Story-Husbands-Journey/dp/1559724188/sr=1-3/qid=1160507375/ref=sr_1_3/002-0252516-2913658?ie=UTF8&s=books
“Every Single Good Day” by J. Max Nichols (Book*)
“Max Nichols discusses caring for his wife, Mary, who had early onset Alzheimer’s.  Mary had been a music therapist and worked with Alzheimer patients.”

Year: 2005
Publisher:  Tate Publishing
ISBN: 1598861123

Available from: 

1. Green-Field Library, Call Number: WM 220.75 N621 2005
2. Amazon.com: http://www.amazon.com/Every-Single-Good-Max-Nichols/dp/1598861123/ref=sr_11_1/002-0252516-2913658?ie=UTF8
“Losing Lou-Ann” by Clinton Erb (Book*)
“This book chronicles the effect of Pick’s disease (a frontotemporal dementia) on a forty-four year old woman and her family.”
Year: 1996
Publisher:  Holistic Education Press
ISBN: 0962723266
Available from:

1. Green-Field Library, Call Number: WM 220 E65 1996

2. Amazon.com http://www.amazon.com/Losing-Lou-Ann-Clinton-Erb/dp/0962723266/sr=1-1/qid=1160507533/ref=sr_1_1/002-0252516-2913658?ie=UTF8&s=books
“Painted Diaries: A Mother and Daughter’s Experience Through Alzheimer’s” by Kim Howes Zabbia (Book*)
“At 61, Howes was a gregarious small-town reporter in Louisiana and mother of three grown children, a woman who could light matches with shots from a .22. Her daughter Kim Howes Zabbia weaves together journals kept by Howes and her own journey as an artist as they embark on an eight-year odyssey through the disintegration of a mind.”
Year: 1996
Publisher:  Fairwiew Press
ISBN: 157749007X
Available from: http://www.amazon.com/Painted-Diaries-Daughters-Experience-Alzheimers/dp/157749007X/sr=1-1/qid=1160508725/ref=sr_1_1/002-0252516-2913658?ie=UTF8&s=books
“Through the Wilderness of Alzheimer’s: A Guide in Two Voices” by Robert Simpson (Book*)
“Robert and Anne Simpson share the story of Bob's early onset of Alzheimer's in order to give families accurate, firsthand information about the disease and to give support and practical help to patients and caregivers. Their dramatic story is told from both of their perspectives.”

Year: 1999
Publisher: Augsburg Fortress Publishers
ISBN: 0806638915
Available from:
1.  Green-Field Library, Call Number: WM 220.5 S613 1999
2. http://www.amazon.com/Through-Wilderness-Alzheimers-Guide-Voices/dp/0806638915/ref=sr_11_1/002-0252516-2913658?ie=UTF8
“Using validation with people with early-onset Alzheimer’s.”  (Pages  107-114) In: The validation breakthrough: simple techniques for communicating with people with Alzheimer’s-type dementia by Naomi Feil, Vicki De Klerk-Rubin, & Vicki De Klerk-Rubin (Book*)
“Resource for families, friends, neighbors, home health aides, and others working with people with dementia. Presents simple techniques to reduce care giver burnout and improve the life of the person with dementia.”
Year: 2002
Publisher:  Health Professions Press
ISBN: 1878812815
Available from:

1. Green-Field Library, Call Number: WM 220 F45 2002
2. Amazon.com: http://www.amazon.com/Validation-Breakthrough-Techniques-Communicating-Alzheimers-Type/dp/1878812815/sr=1-1/qid=1160508145/ref=sr_1_1/002-0252516-2913658?ie=UTF8&s=books
“Will I be Next? The Terror of Living with Familial Alzheimer’s Disease; Bea Gorman’s Life Story” by Lois Bristow (Book*)
“Not only did Bea’s mother, Susie, have Alzheimer’s, but so did two brothers and two sisters. Four out of eight of Bea’s siblings developed early-onset Alzheimer’s disease. Her story gives hope to other families afflicted with Alzheimer’s, and the second half of her book, “Help for the Caregiver” provides practical tips for surviving caregiving.”

Year: 1995
Publisher:  Hope Warrne Press
ISBN: 0964888505
Available from:
1. Green-Field Library, Call Number: WM 220.75 B74 1996
2. Amazon.com:  http://www.amazon.com/Will-Be-Next-Familial-Alzheimers/dp/0964888505/ref=sr_11_1/002-0252516-2913658?ie=UTF8
“Amanda’s Choice” (Video*)
“Available from: Green-Field Library Call No.: WM 220.75 VC no. 809 2001

Early onset Alzheimer’s is explored through the story of Amanda who watches her mother’s decline at age thirty-nine. Amanda may be predisposed to Alzheimer’s and undergoes a genetic test.”

Year: 2001

Producer Filmakers Library

Length: 48 minutes

Format: 1 videocassette
Available from: Green-Field Library, Call Number: WM 220.75 VC no.809 2001
“Early Onset Memory Loss: A Conversation with Letty Tennis” (Video*)
“This video presents an interview with Letty Tennis, a woman who has been diagnosed with early onset Alzheimer disease. The program provides insight into the unique issues and concerns related to early onset Alzheimer’s disease.”

Year: 1992

Producer Terra Nova Films

Length: 20 minutes

Format: 1 videocassette

Available from: Green-Field Library, Call Number: WM 220.8 VC no. 82 1992


“Forget Me Never” (Video*)
“Dramatization of the story of Diana McGowin who was diagnosed with early onset Alzheimer’s disease.”

Year: 1999
Producer CBS Television
Length: 1 hr. 29 min.
Format: 1 videocassette
Available from: Green-Field Library, Call Number: WM 220.5 VC no. 800 1999


“My Challenge with Alzheimer’s” (Video*)
“This video features an interview with Beverly Wheeler, an elementary school teacher in her mid-fifties who has been diagnosed with Alzheimer’s disease.”
Year: 1996
Producer Terra Nova Films
Length: 16 minutes
Format: 1 videocassette
Available from:  Green-Field Library, Call Number:  WM 220.5 VC no. 374 1995

“Stolen Memories: Alzheimer’s Disease” (Video*)
“Follows three people in their 50s, who have been recently diagnosed with Alzheimer’s disease (AD), over a period of 10 months.”

Year: 2002
Producer Filmakers Library
Length: 49 minutes
Format: 1 videocassette
Available from: Green-Field Library, Call Number: WM 220 VC no. 820 2002

Message Boards, Listservs, & Discussion Groups
Basic
Alzheimer’s Association Message Boards and Chat Rooms
“Living with Early Onset Alzheimer's” Message Board:

http://alzheimers.infopop.cc/eve/forums/a/frm/f/2711002361 

All Message Boards

http://alzheimers.infopop.cc/eve/forums
Alzheimer’s Society in the United Kingdom

Alzheimer’s Talking Points

http://www.alzheimers.org.uk/TalkingPoint/discuss/forumdisplay.php?f=8
Contact Networks

http://www.alzheimers.org.uk/Younger_people_with_dementia/Information/contact.htm
Dementia Advocacy Support Network International (DASNI)
Daily Chat

http://www.alzinfo.org/community/chatrooms/
Email Community

http://health.groups.yahoo.com/group/DASN/
Early-Onset Communication Network

The Early-Onset Communication Network is not a traditional message board. Instead, it allows you to receive mail and/or email specific to early-onset Alzheimer’s disease and communicate with others through an email network.

Early Onset Communication Network Description


http://www.alzokar.org/pdf_forms/Flyer_IM_TOO_YOUNG_06-15-05.pdf

Early Onset Communication Network Sign-Up
http://www.alzokar.org/pdf_forms/EOAD.pdf
ElderCare Forum - Early Onset Alzheimer's Disease

http://eldercare.infopop.cc/eve/forums/a/frm/f/8306025151
E-mail Angels
www.zarcrom.com/users/alzheimers/email/email.html
Intermediate
“CADASIL” Group
CADASIL is also called multi-infarct dementia.
http://health.groups.yahoo.com/group/CADASIL/join
“FTD Support” Group
This FTD support forum is an international support group set up by caregivers of people with various types of fronto-temporal dementia.
http://health.groups.yahoo.com/group/FTD_support/join
“LBD Caregivers” Group
An online support and information group for caregivers of loved ones with Lewy Body Dementia.
http://health.groups.yahoo.com/group/LBDcaregivers/join
“LBD Caring Spouses” Group
A support group for those whose husband or wife is afflicted with Lewy Body Dementia.
http://health.groups.yahoo.com/group/LBD_caringspouses/join
“NPH Friends” Group
Normal Pressure Hydrocephalus (NPH) typically appears in men and women over 55, with the median age in the mid-70's.
http://health.groups.yahoo.com/group/NPH_Friends/join
“Picks-Support” Group
Pick's Support forum is an international support group set up by caregivers of people with various types of fronto-temporal dementia. 
http://health.groups.yahoo.com/group/picks-support/join
News Broadcasts

Basic
Early Onset Alzheimer’s: Perspective
This is a brief news broadcast on Early Onset Alzheimer’s Disease.
Year: 2002
Broadcaster: Nebraska Public Television
Available from: http://net.unl.edu/swi/pers/alzheimers.html
Intermediate
All Things Considered
“National Public Radio’s daily program “All Things Considered” has been running a series on author and early onset person Thomas Debaggio since 1995.”

Year: Since 1995

Broadcaster: National Public Radio
Available from: To see summaries of the programs and listen to audio clips visit NPR at http://www.npr.org/templates/calendar/index.php?prgId=2. Search on “debaggio”. To purchase transcripts visit NPR at http://www.npr.org/transcripts.

This American Life 

This American Life has run two stories by Julie Hill, the wife of Doug Hill, who was diagnosed with frontotemporal dementia at age thirty-eight. She speaks of the impact on their son Nick. Their stories are the last segments on each program. 

1. Kid Logic 
“One Brain Shrinks, Another Brain Grows. Julie Hill with a story about her six-year-old son, and how he tries to make sense of his father's terminal illness.” 

Date: June 21, 2002
Broadcaster:  WBEZ Pubic Radio

Length: 11 minutes
Available from: http://thisamericanlife.com/pages/descriptions/01/188.html
2. Image Makers 
“Heart Shaped Box. Julie Hill explains how she's going to remake all the ideas her son has about his father, using a very simple tactic.”

Year: August 5, 2005
Broadcaster:  WBEZ Pubic Radio

Length: 10 minutes
Available from: http://thisamericanlife.com/pages/descriptions/05/294.html
David Shenk’s “The Forgetting”

“A 90-minute documentary based on David Shenk's best-selling book ‘The Forgetting.’ Like 

Shenk's book, the documentary is a dramatic, compassionate, all-encompassing look at   Alzheimer's that weaves together the history and biology of the disease, the intense real-world experiences of Alzheimer's patients and caregivers, and the race to find a cure.” 
Year: 2004
Broadcaster: PBS
Available from:
1. Green-Field Library, Call Number: WM 220 DVD no.1 2003 & WM 220 VC no.862 2003

2. PBS.org: http://www.pbs.org/theforgetting/index.html 
Genetics
Basic
Genes and Alzheimer’s Disease

http://www.alz.org/Resources/FactSheets/FSGenetics.pdf
Clinical Trials
http://www.clinicaltrials.gov
Genetics Home Reference: Alzheimer’s Disease
http://ghr.nlm.nih.gov/condition=alzheimerdisease 
Genetics of Alzheimer’s Disease
http://www.agingresearch.org/geneticsinaging/alz_1_1.html 
Intermediate
“Hannah’s Heirs: The Quest for the Genetic Origins of Alzheimer’s Disease” by D.A. Pollen (Book*)
“In the late 1890s, Hannah, a Ukrainian woman, died with a then-unnamed disease of the brain which had caused premature senility by mid-life. In 1985, Pollen, a professor of neurology and physiology at the University of Massachusetts Medical Center, first came into contact with Jeff, one of Hannah's heirs. Only 51, Jeff too appeared to be in the early stages of Alzheimer's, the degenerative illness of the brain that damages memory and higher thought processes.”
Year: 1996
Publisher: Oxford University Press
ISBN: 0195106520
Available from: 

1. Green-Field Library, Call Number: WM 220 P65 1996

2. Amazon.com: http://www.amazon.com/Hannahs-Heirs-Genetic-Origins-Alzheimers/dp/0195106520/sr=1-1/qid=1160510732/ref=sr_1_1/002-0252516-2913658?ie=UTF8&s=books
Advanced
Dr. Barbara Koenig – Discussion of Genetic Testing
http://www.caregiver.org/caregiver/jsp/content_node.jsp?nodeid=1021
For and About the Person with Dementia

Basic
Early-Onset Alzheimer’s Disease: I’m Too Young to Have Alzheimer’s Disease

http://www.alz.org/Resources/FactSheets/EarlyOnSet10_5.pdf 
Alzheimer's Forum: A Website Produced By and For People with Dementia
http://www.alzheimers.org.uk/AlzheimersForum/home.htm
Alzheimer’s Spoken Here
http://www.alzsh.net
Living with Alzheimer’s

http://www.alz.org/People/Manage.asp
Morris Friedell’s Home Page
http://members.aol.com/MorrisFF/
Morris Friedell was a Professor of Sociology at UCSB until he was diagnosed with early onset Alzheimer’s Disease in 1998. He presents his experience and his theory involving rehabilitation for individuals with Alzheimer’s disease, and his website includes links to the papers he has written on this and related subjects.

Intermediate
Perspectives: A Newsletter for Individuals Diagnosed with Alzheimer’s Disease
This is a free online newsletter available online or from Lisa Snyder.

Year: Ongoing
Publisher: Shiley-Marcos Alzheimer’s Disease Research Center
Available from: 

1. http://adrc.ucsd.edu/newsletter/newsl.htm
2. Lisa Snyder at lsnyder@ucsd.edu, phone (858) 622-5800, or fax (858) 622-1012
Advanced
Books Authored by Dementia Advocacy Support Network International Members 

http://www.dasninternational.org/authors.php

“Living in the Labyrinth: A Personal Journey Through the Maze of Alzheimer’s” by Diana McGowin (Book*)
“Diana McGowin writes of her experiences in the early stages of Alzheimer’s disease.”

Year: 1993
Publisher:  Elder Books
ISBN: 0385313187

Available from:

1. Green-Field Library, Call Number: WM 220.5 M146 1993
2. http://www.amazon.com/Living-Labyrinth-Personal-Through-Alzheimers/dp/0385313187
“Losing My Mind: An Intimate Look at Life with Alzheimer’s” by Thomas DeBaggio McGowin (Book*)
“Losing My Mind blends personal history with the fear and pain of developing the disease at the age of 57; it is both a sadly fascinating account of Alzheimer's progression and an attempt for the writer to remember his past before it is gone for good.”
Year: 2002

Publisher:  The Free Press
ISBN: 0743205669

Available from: 

1. Green-Field Library, Call Number: WM 220.5 D286 2002
2. Amazon.com: http://www.amazon.com/Losing-My-Mind-Intimate-Alzheimers/dp/0743205669
“My Journey into Alzheimer’s Disease” by Robert Davis McGowin (Book*)
“A book of encouragement of how one man of faith faced the oncoming darkness of Alzheimer's disease. In a powerful story of courage and faith, Davis shows how God gives strength and grace.”
Year: 1989
Publisher:  Tyndale House publishers
ISBN: 0842346457

Available from: 
1. Green-Field Library, Call Number: WM 220.5 D35 1989

2. http://www.amazon.com/My-Journey-into/dp/0842346457
“Show Me the Way to Go Home” by Larry Rose McGowin (Book*)
“Rose poignantly describes his painful experiences of living midlife with Alzheimer's disease. He recalls the early signs and symptoms; the process of medical diagnosis and treatment; telling friends and family; coping with the confusion, fear, and anger; and family involvement in decisions of property, caregiving, and support.”
Year: 1996
Publisher:  Elder Books
ISBN: 0943873088

Available from: 
1. Green-Field Library, Call Number: WM 220.5 R796 1996
2. Amazon.com: http://www.amazon.com/Show-Me-Way-Go-Home/dp/0943873088/sr=1-1/qid=1160504554/ref=sr_1_1/002-0252516-2913658?ie=UTF8&s=books
“A View From Within: Living with Early Onset Alzheimer’s” by Thaddeus Raushi McGowin (Book*)
“Social worker, Thaddeus Raushi is diagnosed with several serious illnesses in his late fifties, including Alzheimer’s disease. He shares his experiences of having early-onset Alzheimer’s  and includes his feelings around diagnosis, practical everyday issues and ways of coping, philosophical reflections on death and dying and on celebrating life.”

Year: 2001
Publisher:  Northeastern NY Chapter, Alzheimer’s Association
ASIN: B0006RZMKK

Available from: 

1. Green-Field Library, Call Number: WM 220.5 R248 2001

2. NY Chapter, Alzheimer’s Association: 1-800-303-2218

“When It Gets Dark: An Enlightened Reflection on Life with Alzheimer’s” by Thomas Debaggio McGowin (Book*)
“DeBaggio's second memoir expands on his first, 2002's Losing My Mind. He turns away from the immediacies of Alzheimer's diagnosis and treatment and toward the past that his illness is gradually obscuring.”
Year: 2003
Publisher:  The Free Press
ISBN: 0743250036
Available from:

1. Green-Field Library, Call Number: WM 220.5 D286w 2003
2. Amazon.com: http://www.amazon.com/When-Gets-Dark-Enlightened-Alzheimers/dp/0743250036
“Who Will I Be When I Die?” by Christine Boden McGowin (Book*)
“For many, Alzheimer's is a mystery disease affecting old people. Christine Boden was 46 when she was diagnosed with Alzheimer's and Who Will I Be When I Die? is the story of her emotional, physical and spiritual journey in the three years since then.”
Year: 1998
Publisher:  Harper Collins Publishers PTY Limited
ISBN: 1863717331

Available from: 

1. Green-Field Library, Call Number: WM 220.5 B666 1998

2. Amazon.com: http://www.amazon.com/Who-Will-Be-When-Die/dp/1863717331
“Young Hope” by Tracy Mobley McGowin (Book*)
“This is the story of what happened to one young woman who was diagnosed at 38 years of age with Early On-set Alzheimer's. Her and her family's life that was once known to be normal has been thrown into a tailspin that would forever change their lives.”

Year: 2004

Publisher:  Emerald Falcon Press
ISBN: 0972523030
Available from:

1. Green-Field Library, Call Number: WM 220.5 M687

2. Alzstore.com: http://www.alzstore.com/Alzheimers/young-hope.htm
* Please note that Amazon.com, the Alzheimer’s Association Green-Field Library, and other websites/sources of borrowing or purchasing books and videos are provided as a starting point for locating books and videos of interest. You may also want to check other websites and local libraries for availabilities and price comparisons. 

Contact information for the Alzheimer’s Association Green-Field Library:

Website: http://www.alz.org/Services/LibraryServices.asp
Online request form: http://www.alz.org/Services/libr_req.asp
Telephone: 312-335-9602 or 1-800-272-3900. Ask to be transferred to the Green-Field Library. 

Fax: 312-335-0214 or 866-699-1238        E-mail: greenfield@alz.org
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