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Administration on Aging



U.S. Department of Health and Human Services

Administration on Aging

Intellectual/Developmental Disabilities and Dementia: 
Resources for Caregivers 

Developed by:  

Alzheimer’s Disease Demonstration Grants to States &

National Family Caregiver Support Programs

This document was created for caregivers of individuals with an intellectual/developmental disability and dementia. The majority of the resources in this document are specific to that topic. However, some sections contain resources that are not specific to intellectual/developmental disabilities and dementia. These resources were included when 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 Organizations, Risk Factors, Caregiving, and Planning for the Future. 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

Administration on Development Disabilities 

http://www.acf.hhs.gov/programs/add/states/ddcs.html—to locate your State Council
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
Alzheimer’s Association

http://www.alz.org—Homepage

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

http://www.alz.org/carefinder/index.asp—CareFinder Tool

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

1-800-272-3900

Alzheimer’s Disease Education and Referral Center (ADEAR)

http://www.nia.nih.gov/Alzheimers/—Homepage

1-800-438-4380

The ARC

http://www.thearc.org—Homepage

http://thearclink.org/—ARCLink to resources
Area Agency on Aging

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

Directory of Down Syndrome Internet Sites

http://www.downsyndrome.com/
Down Syndrome WWW Page
www.nas.com/downsyn/
ElderCare Locator—to find your state & local aging office 
http://www.eldercare.gov/
1-800-677-1116

Family Caregiver Alliance
http://www.caregiver.org/caregiver/jsp/content_node.jsp?nodeid=1272—find resources in your state
National Down Syndrome Society

http://www.ndss.org/—home 

http://www.ndss.org/index.php?option=com_wrapper&Itemid=244—find local office

1-800-221-4602

National Family Caregivers Association

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

Alzheimer’s Disease Overviews
Basic

10  Warning Signs

http://www.alz.org/AboutAD/Warning.asp
Alzheimer’s Disease and Related Dementias

http://www.alz.org/AboutAD/RelatedDiseases.asp
What is Alzheimer’s Disease?
http://www.alz.org/AboutAD/WhatIsAD.asp
Alzheimer’s Disease

http://nihseniorhealth.gov/alzheimersdisease/toc.html
Intermediate

Caring for Someone with Alzheimer’s

http://nihseniorhealth.gov/alzheimerscare/toc.html
Intellectual/Developmental Disabilities and Alzheimer’s Disease

Basic

Alzheimer's Disease and Down Syndrome

http://www.ndss.org/index.php?option=com_content&task=view&id=33&Itemid=119
Alzheimer's Disease and Down Syndrome (Canada)

http://www.alzheimer.ca/english/disease/causes-down.htm
Intermediate

Ageing and its Consequences for People with Down's syndrome

http://www.intellectualdisability.info/lifestages/ds_ageing.htm
Down Syndrome and Alzheimer’s Disease

http://www.alz.org/grtrcinc/aaRelDownSyndrome.htm
Down Syndrome and Alzheimer’s Disease (Australia)

http://www.alzheimers.org.au/content.cfm?infopageid=917
Dual Diagnoses

http://www.alz.org/grtrcinc/aaRelDownSyndrome.htm
MR/DD Awareness and Advocacy

http://www.alz.org/grtrcinc/inPRMRDDAdvocacy.htm 

Advanced

Ageing and its Consequences for People with Down’s Syndrome: A Guide for Parents and Carers

http://www.downs-syndrome.org.uk/pdfs/ageing%20&%20consequences.pdf
Aging with a Developmental Disability:  Transition Guide for Caregivers (Canada)

http://www.opadd.on.ca/Documents/transitionguide-final-sept0105.pdf
Down ’s syndrome and Alzheimer’s Disease A Guide for Parents and Carers (U.K.)

http://www.downs-syndrome.org.uk/pdfs/DS%20&%20Alzheimers.pdf
Resources on Aging with Intellectual / Developmental Disabilities 
http://www.uic.edu/orgs/rrtcamr/pubslist.html
Intellectual Disabilities and Dementia

http://www.albany.edu/aging/IDD/index.html
Risk Factors, Diagnosis, & Treatment
Please note that currently there are few resources geared for family caregivers that focus on risk factors, diagnosis, and treatment.  However, several of the articles in the category above entitled “Intellectual/ Developmental Disabilities and Alzheimer’s Disease” contain sections on these topics.

Basic

Alzheimer's: Getting a Diagnosis

http://www.alz.org/AboutAD/Diagnosis.asp
Alzheimer's Treatment Options

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

http://www.nia.nih.gov/Alzheimers/AlzheimersInformation/Diagnosis
Intermediate

Working with Your Doctor When You Suspect Memory Loss

http://www.alzla.org/education/HKEnglishBooklet.pdf
Alzheimer’s Disease Centers

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

Caregiving
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
Care with Confidence

http://www.alz.org/Care/overview.asp
Caregiver Guide
http://www.nia.nih.gov/Alzheimers/Publications/caregiverguide.htm
Caregiver Stress

http://www.alz.org/Resources/FactSheets/CaregiverSt_Eng.pdf
Caring for Someone with Developmental Disabilities 

http://www.aoa.dhhs.gov/press/nfc_month/2004/fact_sheets/Fact%20Sheet%20-%20Careing%20for%20someone%20with%20DD.pdf
Center on Aging and Community – Web Resources 

http://www.iidc.indiana.edu/cac/resources.htm
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
ARCH – National Respite Network

http://www.respitelocator.org/index.htm
Intermediate

Dementia, Caregiving and Controlling Frustration
http://www.caregiver.org/caregiver/jsp/content_node.jsp?nodeid=891
Aiding Older Caregivers of Persons with Intellectual and Developmental Disabilities

http://www.albany.edu/aging/IDD/documents/aidingoldercaregivers-toolkit.pdf
Rehabilitation Research and Training Center on Aging with Developmental Disabilities

http://www.uic.edu/orgs/rrtcamr/dementia.htm
Advanced

Resource Pack for Carers of Adults with Down Syndrome and Dementia (U.K)

1. http://www.dsrf.org/index.cfm?fuseaction=inform.searchResults&TermID=15824 (see item #28)

2. http://www.bild.org.uk/03books_health.htm#05DownsSyndromeAndDementiaResourcePack (order from website)

 “Two Minds: A Guide to the Care of People with the Dual Diagnosis of Alzheimer's Disease and Mental Retardation” by Judith M. Antonangeli, RN, BSN (Book*)
“This excellent book provides an overview of Alzheimer's, mental retardation (particularly Down syndrome), suggestions for care in home and group settings emphasizing behavior management in a therapeutic environment.”
Year: 1995

Publisher: Cooperative for Human Services
ASIN: B0006RQMFO
Available from: 
1. Alzheimer's Association, Massachusetts Chapter: http://www.alzmass.org/publications/fulldescription_by_author.asp
2. Greater New Jersey Chapter of the Alzheimer’s Association -http://www.alznj.org/alznjnewsletter.pdf (Book order form) or call 973-586-4300.

“Caring for Kathleen: A Sister’s Story about Down’s Syndrome and Dementia” by Margaret Fray (Book*)
“This is Peggy Fray's moving account of the life of her sister Kathleen, who was
born with Down syndrome. Kathleen's life reflects the changing shape of services over the past 70 years and the huge gap in provision for people with a learning disability who develop dementia. It is illustrated throughout with pictures from Peggy’s family album.”

Year: 2000
Publisher: BILD Publications
ISBN: 1902519191           
Available from: British Institute for Learning Disabilities3 http://cart.booksource.net/cgi/ord/Order.mac/AddToBasket?REQUEST=A&QTY=1&DEPT=BIL&ITEM=1902519191&RETURL=www.bild.org.uk/03books_history.htm
 “Hi Buddy: The Developmentally Delayed Individual with Alzheimer's Disease” (Video*)
“A 53-year old man with a diagnosis of Down syndrome and Alzheimer's disease is the subject of this video, which covers the symptoms, disease progression, seizures, and employment issues. Includes interviews with professional caregivers.”
Year: 1998

Producer: Video Press (1-800-328-7450)

Length: 18 min

Available from: Green-Field Library
, Call Number WM 300 VC no.541 1998

Chat Room

Dementia and Intellectual Disabilities-Related Discussion Group

http://groups.yahoo.com/group/Dementia-IDlistserv
Planning for the Future

Please note that currently there are few resources geared for family caregivers of individuals with I/DD and dementia that focus on planning for the future.  However, several of the articles in the category above entitled “Intellectual/ Developmental Disabilities and Alzheimer’s Disease” contain sections on this topic.

Basic

Legal Plans

http://www.alz.org/Resources/factsheets/legalplans10_5.pdf
Money Matters

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

http://www.alz.org/Resources/FactSheets/FS_planahead.pdf
Intermediate

Advance Planning: Legal, Medical and Administrative

http://www.albany.edu/aging/lastpassages/manual-02.htm
Future Planning: Making Financial Arrangements with a Trust     

http://www.thearc.org/NetCommunity/Document.Doc?&id=156 

Legal Issues in Planning for Incapacity 

http://www.caregiver.org/caregiver/jsp/content_node.jsp?nodeid=437
Letter of Intent

http://www.eparent.com/lifeplanning/financial/prudential_3.htm

What Happens Once the Letter of Intent Is Written?
http://www.eparent.com/lifeplanning/financial/prudential_5.htm
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
LawInfo.com

http://resources.lawinfo.com/
Medicare

www.medicare.gov
National Academy of Elder Law Attorneys

http://www.naela.com/public/index.htm
Social Security

www.ssa.gov
Advanced

A Family Handbook on Future Planning

http://www.pluk.org/Pubs/Fed/Future_Planning_893K.pdf 
The Future is Now: A Future Planning Training Curriculum for Families and Their Adult Relatives with Developmental Disabilities

http://www.qualitymall.org/products/prod2.asp?prodid=2962
Available from Alan Factor at the University of Illinois at Chicago at 312.413.1860 or afactor@uic.edu
Future Planning Resource Guide for Families and Adults with Developmental Disabilities in Illinois
http://www.uic.edu/orgs/rrtcamr/familyfuturesplanning.htm#legal
Pooled Trust Programs for People with Disabilities: A Guide for Families
http://www.uic.edu/orgs/rrtcamr/300005_PooledtrustPrograms.pdf
 “The Life Planning Workbook: A Hands-On Guide to Help Parents Provide for the Future Security and Happiness of Their Child With a Disability After Their Death” by Mark Russell & Arnold Grant (Book*)
Year: 1995

Publisher: American Publishing Company

ISBN: 0963578073
Available from: Amazon.com: http://www.amazon.com/Life-Planning-Workbook-Happiness-Disability/dp/0963578073
For the Person with I/DD and Dementia
Basic

What is Dementia? A Booklet about Dementia for Adults who Have a Learning Disability3
http://www.uic.edu/orgs/rrtcamr/whatisdementia.pdf
Let's Talk About Getting Older: A Booklet about Getting Older for Adults who Have a Learning Disability3
http://www.dsscotland.org.uk/publications/learning-disability/talk-about-getting-older.pdf
Intermediate

“About Dementia: For People with Learning Disabilities”
 by Karen Dodd, Vicky Turk, and Michelle Christmas (Book*)

"This booklet for more able people with learning disabilities describes dementia in easy-to-understand language and provides answers to commonly asked questions.”
Year: 2005
Publisher: BILD Publications
ISBN:  1904082904           
Available from: British Institute for Learning Disabilities:3 http://www.bild.org.uk/03books_health.htm#01AboutDementia
 “About My Friend: For Friends of People with Down’s Syndrome and Dementia” by Karen Dodd, Vicky Turk, and Michelle Christmas (Book*)
“This illustrated booklet describes the dementia process and helps people with a learning disability3 understand what happens when a friend gets dementia. It explains the changes that may occur and tells about people who can help.”
Year: 2005
Publisher: BILD Publications
ISBN: 1904082920 
Available from: British Institute for Learning Disabilities:3 http://www.bild.org.uk/03books_health.htm#02AboutMyFriend
* 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: � HYPERLINK "http://www.alz.org/Services/LibraryServices.asp" ��http://www.alz.org/Services/LibraryServices.asp�


Online request form: � HYPERLINK "http://www.alz.org/Services/libr_req.asp" ��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: � HYPERLINK "mailto:greenfield@alz.org" �greenfield@alz.org�
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