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INTRODUCTION

Researchers in the field of intellectual/developmental disabilities (I/DD) believe there are at least 
180,000 older adults with I/DD in the US. Of these people, 11,000 will be affected by dementia. 
Most people with I/DD in general are as likely as older adults without disabilities to have dementia. 
However, people with Down syndrome are more likely to have dementia in their life, with 30-40% of 
people with Down syndrome having dementia by age 50. The average age of the ‘onset’ – that is, 
when we first notice changes – in adults with Down syndrome is age 52. This percentage increases 
as people age.

People with I/DD may experience the challenges of dementia in different ways than people without 
disabilities and older adults. All changes for a person with I/DD should be considered in relation to 
the abilities they had previously (their baseline). Family, friends, and trusted staff who see a person 
daily are often the experts in recognizing and noticing these changes.

The resources included in this document are intended to be helpful to people with I/DD and their 
families.

Questions? Contact Lisa Pugh from The Arc Wisconsin at info@arcwi.org or 608.422.4250

mailto:info%40arcwi.org?subject=
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TRACKING BEHAVIORAL, 
MENTAL, OR EMOTIONAL 
CHANGES AND TALKING WITH 
DOCTORS

The following tools are customized for family members, staff, and supporters of people with I/DD 
who are experiencing behavioral, emotional, or cognitive changes which may be due to dementia.

Experts recommend you start using these tools for adults with Down syndrome at age 40 and for 
others when you start suspecting a cognitive change. 

However, you can still use these to think about changes even if changes have already occurred.

• The NTG-Early Detection Screen for Dementia 
This screening tool can be used to help detect changes in adults with intellectual disability who 
are suspected of or may be showing early signs of mild cognitive impairment or dementia. This 
form can be completed by family members, staff, or other supporters who know a person well. 
Link: aadmd.org/ntg/screening

• Baseline and Current Abilities Questions, “Alzheimer’s Disease and Down Syndrome” 
(pages 15-16)
This guide for families is a great resource overall around dementia for people with I/DD. Pages 
15-16 of this guide provide a series of questions that families members, staff, or other supporters 
may complete. This can help you and your family keep track of the baseline abilities that a person 
has and consider what changes have occurred to a person’s ability to do everyday tasks, skills and 
hobbies, memory, behavior, language and communication ability, personality, and mood from day 
to day.
Link: aadmd.org/sites/default/files/NDSS_Guidebook_FINAL%20%281%29%20
%5B11%272%2718%5D.pdf 

• Intellectual Disability and Dementia: A Caregiver’s Resource Guide for Rhode Island
This guide educates caregivers around how to become a health care advocate and support loved 
one’s through medical appointments and provide more information around screening, assessment, 
and diagnosis. This guide also provides general information around how to work with health care 
providers and tips around providing care if a diagnosis occurs. While some information is specific 
to Rhode Island, many strategies and resources apply to all families.
Link: sevenhills.org/uploads/SHRI-IDD-ADRD-Resource-Guide.pdf 

http://aadmd.org/ntg/screening
http://aadmd.org/sites/default/files/NDSS_Guidebook_FINAL%20%281%29%20%5B11%272%2718%5D.pdf
http://aadmd.org/sites/default/files/NDSS_Guidebook_FINAL%20%281%29%20%5B11%272%2718%5D.pdf
http://www.sevenhills.org/uploads/SHRI-IDD-ADRD-Resource-Guide.pdf
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TALKING ABOUT 
DEMENTIA

The following resources can be used to help families talk with people with I/DD about dementia. 
These resources include plain language information as well as tips for families to use to get this 
conversation started.

• Talking About Dementia
This guide provides practical tips and strategies for families to use to consider how and when 
to start talking about dementia. This helps families think about what to say during an initial 
conversation, how and when this conversation should happen, and how to keep the conversation 
going. 
Link: sevenhills.org/uploads/publications/TalkingAboutDementia7.10.18.pdf

• What is Dementia?, Down Syndrome Scotland
Down Syndrome Scotland created plain language resources for people with I/DD about what 
dementia is, what dementia is like when you or other people have it, how you can help people 
who have dementia, and how to ask for help from supporters. This resource was created by adults 
with I/DD for adults with I/DD.
Link: aadmd.org/sites/default/files/whatisdementiabooklet.pdf 

• Jenny’s Diary, University of Stirling, Scotland
This e-book supports people to have conversations around dementia with people with I/DD. This 
resource includes photographs and examples of how Jenny, an adult with I/DD, goes through her 
week and how dementia impacts her week. It provides strategies on how to support a person 
who is living with dementia to work and maintain relationships. It also includes suggestions on 
how to talk with people with I/DD about a dementia diagnosis and how to talk to friends and 
supporters about this diagnosis.
Link: learningdisabilityanddementia.org/uploads/1/1/5/8/11581920/jennys_diary_non_uk_
ebook.pdf 

http://www.sevenhills.org/uploads/publications/TalkingAboutDementia7.10.18.pdf
http://aadmd.org/sites/default/files/whatisdementiabooklet.pdf
https://www.learningdisabilityanddementia.org/uploads/1/1/5/8/11581920/jennys_diary_non_uk_ebook.pdf
https://www.learningdisabilityanddementia.org/uploads/1/1/5/8/11581920/jennys_diary_non_uk_ebook.pdf
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LIVING WITH DEMENTIA 
AND AGING WELL

The following resources can be used to help families provide support to people who have been 
diagnosed with dementia. It also includes resources around planning for the future.

• Living with Dementia, Down Syndrome Scotland
This guide helps supporters think of ways that they can help adults with I/DD and dementia deal 
with common challenges that they may face because of dementia, including not wanting to go to 
certain rules, eating, using the bathroom and bathing, walking, and going to bed.
Link: aadmd.org/sites/default/files/living-with-dementia-from%20web.pdf

• Basic Questions about Adults with I/DD Affected by Alzheimer’s Disease and Other 
Dementias, National Task Group on Intellectual Disabilities and Dementia Practices
This document answers commonly asked question about dementia, how it impacts people with 
I/DD, and the diagnosis and treatment of dementia. This includes questions around medications, 
programs for people with I/DD and dementia, nutrition and dietary issues, and palliative and end 
of life care.
Link: mindandmemory.org/wordpressmam/wp-content/uploads/2016/08/Frequently-Asked-
Questions_NTG.pdf

• The Arc’s Center for Future Planning®

The Arc’s Center for Future Planning aims to support and encourage adults with I/DD and 
their families to plan for the future. The Center provides reliable information and assistance to 
individuals with I/DD, their family members and friends, professionals who support them and 
other members of the community on areas such as person-centered planning, decision-making, 
housing options, and financial planning. While this information is not dementia-specific, planning 
for how a person will live a good life and who will be providing support is a critical part of aging 
well, and one that every family needs to consider.
Link: futureplanning.thearc.org

http://aadmd.org/sites/default/files/living-with-dementia-from%20web.pdf
http://www.mindandmemory.org/wordpressmam/wp-content/uploads/2016/08/Frequently-Asked-Questions_NTG.pdf
http://www.mindandmemory.org/wordpressmam/wp-content/uploads/2016/08/Frequently-Asked-Questions_NTG.pdf
file:///.///arc-server.local.thearc.org/Shares/_Marketing/_Current Jobs/19-043 WI Dementia Resource Directory/19-043 Copy/futureplanning.thearc.org
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WISCONSIN-SPECIFIC 
RESOURCES

If your family needs support for a family member that you suspect may have dementia, reach out to 
the following resources:

• The Arc Wisconsin
The Arc Wisconsin advocates for and with people with intellectual and developmental disabilities 
(I/DD) to improve their quality of life; expand opportunities; and to increase their full inclusion 
in all aspects of community throughout their lifetimes. The Arc Wisconsin strives to promote 
awareness and respect for the value, contributions and rights of all people with I/DD. The Arc of 
Wisconsin works with several local chapters and other local service providers in Wisconsin. If you 
have a question or need support, The Arc Wisconsin can refer you to a relevant local organization.
Link: arcwi.org/

• Aging and Disability Resource Centers (ADRC)
ADRCs provide free information and assistance around all aspects of aging or living with a 
disability. ADRCs provide information on a broad range of programs and care options, including 
personal care and nursing, housing, housekeeping, home modifications, adaptive equipment, 
transportation, nutrition, benefits, and respite and caregiver supports. ADRCs can also help people 
apply for programs and benefits and help people find long-term care. ADRCs also offer memory 
screenings and may provide additional dementia-specific programs, activities and services. All 
Wisconsin residents have access to an ADRC in their county or region, and you can find your local 
ADRC through the index provided below. 
Link: dhs.wisconsin.gov/adrc/consumer/index.htm

• Wisconsin Dementia Care Specialists Program
Dementia care specialists are available at ADRCs in specific areas in Wisconsin. They provide 
information and assistance to adults with memory or cognitive concerns and their families. This 
may include memory screening, assistance with care planning, and connections to respite and 
support groups. Dementia care specialists also help set up memory cafes for people experiencing 
memory loss to connect with others, help businesses become more dementia-friendly, and train 
professionals and other staff to provide dementia-capable care. 
Link: dhs.wisconsin.gov/adrc/dementia-care-specialist-program.htm

https://arcwi.org
https://www.dhs.wisconsin.gov/adrc/consumer/index.htm
http://dhs.wisconsin.gov/adrc/dementia-care-specialist-program.htm
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• Down Syndrome Association of Wisconsin (DSAW)
The Down Syndrome Association of Wisconsin serves over 4,500 people with Down Syndrome 
and their families each year. This organization provides awareness, education and information, 
and programs and services aimed at supporting all people to be fully accepted and fully included 
in the community. The DSAW is currently expanding its programs in order to better serve 
individuals who have both Down syndrome and Alzheimer’s disease/dementia and their families. 
DSAW currently offers memory cafes, caregiver support, education, and training opportunities. 
Link: https://www.dsaw.org/down-syndrome-alzheimers

• Mind and Memory Matters Project
This was a three-year project run by the Wisconsin Board for People with Developmental 
Disabilities. While this project concluded in 2017, the educational resources on the website are 
still available, including guidelines for service professional, recommendations on how to provide 
supports for people at various stages of dementia, and tips for caregivers around respite and 
feeding.
Link: mindandmemory.org

• Alzheimer’s Association
The Alzheimer’s Association is the leading voluntary health organization in Alzheimer’s care, 
support and research. Our mission is to eliminate Alzheimer’s disease through the advancement 
of research; to provide and enhance care and support for all affected; and to reduce the risk of 
dementia through the promotion of brain health. The Alzheimer’s Association can connect you to 
local resources and services available to people with dementia.
Link: alz.org/about 
Link – Wisconsin Chapter: alz.org/gwwi

WISCONSIN-SPECIFIC 
RESOURCES

https://www.dsaw.org/down-syndrome-alzheimers
http://mindandmemory.org
http://alz.org/about
http://alz.org/gwwi
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• The Wisconsin Alzheimer’s Disease Research Center 
The Wisconsin Alzheimer’s Disease Research Center at the University of Wisconsin-Madison 
supports researchers who are trying to improve diagnosis and care for patients living with 
Alzheimer’s disease and dementia. They also are trying to find a way to cure and possibly prevent 
Alzheimer’ disease. This Center provides information to families about Alzheimer’s disease, 
treatment, and care options for families. It also provides information for providers about memory 
clinics throughout Wisconsin and resources on working with older adults as well as connect 
providers with speakers who can discuss issues around Alzheimer’s disease.
Link: adrc.wisc.edu

• Wisconsin Family Caregiver Support Programs
Wisconsin’s Family Caregiver Support Programs provide education, information, and assistance 
to help people better care for their loved ones and for themselves. This program is available to 
help family members and friends who care for a person age 60 or over or a person with dementia, 
as well as grandparents or caregivers who are 55 years of age and older and are caring for a child 
or a person with a disability. This support may include services like respite and transportation as 
well as counseling around care options. Supports are available in every community in Wisconsin. 
Link: wisconsincaregiver.org 

• Dementia-Friendly Employers Toolkit
The Wisconsin Department for Health Services created this toolkit to give employers the 
knowledge and tools that they need to support employees who are caring for a person with 
dementia. Resources include letters to provide information and resources to employees as well 
as best practices on providing benefits and programs for working caregivers.
Link: dhs.wisconsin.gov/dementia/employers.htm

WISCONSIN-SPECIFIC 
RESOURCES

http://adrc.wisc.edu
http://wisconsincaregiver.org
http://dhs.wisconsin.gov/dementia/employers.htm

