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Objectives

• Increase overall knowledge of the NTG-EDSD tool
• Increase understanding of how to complete the tool 
• Increase understanding of when the tool could be administrated
• Increase awareness of other individuals to involve when 

administering the NTG-EDSD tool
• Review the challenges in diagnosing dementia with individuals living 

with an intellectual developmental disability, and the rational for 
using the NTG-EDSD tool



Items to consider…

• Who would you need to consult with 
to complete the NTG-EDSD? 

• At what point should you take this 
tool to the physician? 

• What is the best way for you to 
obtain the information?  

• Who could you involve and in what 
capacity? 



NTG-EDSD – Background Information

NTG-EDSD is…

• Informant-based rating tool 
– Adults with I/DD

• Administrative tool 
– Review of relevant 

information

NTG-EDSD is not…

• Clinical Assessment Tool 
• Designed to diagnose dementia 



Why it’s important

• Increase our ability to gather and maintain information 
• Increase collaborative efforts
• Increase proactive measures 

– Improving or maintaining quality of life
– Adapt to needs

• Social/Emotional 
• Environmental
• Behavioral



Testimonial: How the NTG-EDSD has been used by Aptiv

• Residential Program
– Adult Family Home (AFH)

• Recognition of change by 
staff
– Collaborative effort



Testimonial (continued…)

• Changes in behavior 
• ABC tracking

– Antecedent : Behavior : 
Consequence

• NTG-EDSD tool completion
– Collaborative effort

• Information 
gathering/sharing
– Diagnosis specific
– Sundowning

• Next steps:
– Medical appointment
– Follow up

• AFH staff
• Residential Coordinator
• Behavior Services
• NGT-EDSD Administrator

– Tool administered again



Plan of Action

• Continue to train staff using the NTG materials
– Dementia and I/DD
– Diagnosis specific 

• Systematic roll out of NTG-EDSD administration 
throughout Residential Program
– Evaluate 

• Identification of next program to roll out EDSD 
administration 



Helpful Information

Resources to have/use:
• Individual’s medical records

– Including lab tests
• Information regarding the 

living environment 
• Information on personal 

functioning 
• Information from others

– Family 
– Staff

Limitations:
• The NTG-EDSD is not a 

diagnostic instrument
• There is no scoring system
• Opportunity for 

qualitative, not 
quantitative review of 
changes



NTG-EDSD Manual: Appendix A



APPENDIX A: Instructions for Completing NTG-EDSD
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36 Affiliated Clinics in 
the Network

WAI Dementia Diagnostic 
Clinic Network

March 2019

Indicates an affiliate clinic

Clinics experienced working with 
individuals living with an intellectual 
developmental disability



In a Nutshell, to be Diagnosed with Dementia…

2. There needs to be a noticeable, measurable  decline  in
the person’s function; a decline from a previous, higher 
level (their norm).  

This can be challenging when evaluating someone living 
with an intellectual developmental disability.

1. There needs to be a noticeable, measurable  decline  in
the person’s cognitive abilities;  a decline from a previous, 
higher level (their norm).

3. The changes are not due to a medical reason. 



Cholesterol Norms
We have established norms 
for many indicators on how 
the body is doing: 
• Blood pressure
• Weight
• Blood composition
• Pulse
• Blood volume
• Heart rate
• Body Max Index (BMI)

The norms were 
established through 
large research projects.



Measurable Cognitive Decline
to be diagnosed…
2. There needs to be a noticeable, 
measurable  decline in the person’s 
cognitive abilities; a decline from a 
previous, higher level (their norm).  

Standardized tests with norms
are used to determine there has 
been a decline from a previous, 
higher level.



In a Nutshell, to be Diagnosed with Dementia…

So, what are the challenges in diagnosing dementia with 
someone living with an intellectual developmental disability?

Measurable decline in cognitive abilities

Measurable decline in function (ADLs and IADLs)

Changes are not due to a medical reason



Overcoming the Challenges in Diagnosing Dementia in 
Persons Living with Intellectual Disability

• Establish their personal baseline, their “norm” by:
– Completing the Early Detection Screen for Dementia (NTG-EDSD)

– Maintain records on the whole person (cognitive, medical, social, 
vocational, legal, behavior, function…)

– Technology: video tape, audio tape (better at capturing qualitative 
changes)



Early Detection Screen for Dementia (NTG-EDSD)

• National Task Group on Intellectual Disabilities and Dementia Practices 
recommends: 
– Begin doing at age of 40 years for those living with Down Syndrome 
– Other at-risk persons with an intellectual disability when there is suspicion of changes
– Then annually there after

• Another train of thought is to do the screen at the age of 35 years for all individuals 
living with an intellectual disability, then annually and when a concern arises

• I have been advocating completing the initial screen at the time of transition from 
secondary schools to post-school options. 



Early Detection Screen for Dementia (NTG-EDSD)

• Helpful in training caregivers to become good observers
• Serves as a ongoing record of health and function
• Multiple languages:

 English
 German
 Italian 
 Greek
 Spanish, North American

 Dutch
 French
 Scottish
 Japanese



Prevalence of Alzheimer’s Disease and Down Syndrome

50%50%

Those in their 60's

Are living with Alzheimer's disease
Are NOT living with Alzheimer's disease

30%

70%

Those in their 50's 

Are living with Alzheimer's disease

Are NOT living with Alzheimer's disease

National Down Syndrome Society: Aging and Down Syndrome: A Health & Well-Being Guidebook:  
http://www.ndss.org/wp-content/uploads/2017/11/Aging-and-Down-Syndrome.pdf

http://www.ndss.org/wp-content/uploads/2017/11/Aging-and-Down-Syndrome.pdf


Case Application
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Case Application Discussion

• Overall, how did it go?

• How long do you think it would take to do, the initial, the annual follow-up, or at the 
time of change of condition?

• Do you like the tool?  Why or why not?

• Any drawbacks or barriers to using the tool? Do you think it would be beneficial to 
use the tool?  Why or why not? 

• Do you think the NTG-EDSD would enhance your organization’s service delivery?  
Why or why not?

• Other comments, thoughts, or questions?



What needs to happen to make NTG-EDSD 
a reality in your organization? 



Who Benefits?
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Molly Schroeder, CSW
Dementia Programs Manager

(608) 262-6910

mjschroeder3@wisc.edu

Your Contact at the
Wisconsin Alzheimer's Institute:

Thank-you
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