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Objectives for Today’s Session

• Describe the EDSD tool
• Understand the value of the NTG-EDSD as 

an administrative tool
• Provide suggestions for completing the form



Risk of Dementia in ID

Most adults with ID are 
typically at no more risk than 
the general population.

Exception:  Adults with 
Down syndrome are at 
increased risk!

• Younger (40’s and ‘50’s)
• More rapid progression.

NTG Education & Training Curriculum on Dementia and ID.  Copyright  2014.  All rights reserved.



Traditional Screening Tools Not Useful

Traditional screening instruments for detecting dementia in 
the general population are designed for people with average 
baseline intelligence and are not useful for detecting 
cognitive impairment in adults with DS. 

Example:
• Mini-Mental Status Exam (MMSE) 

Alternative:
• NTG – EDSD
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NTG Early Detection Screen 
for Dementia (EDSD)

Adapted from:
• Dementia Screening Questionnaire for 

Individuals with Intellectual Disabilities 
(Deb et al., 2007), and 

• Dementia Screening Tool (adapted by 
Philadelphia Coordinated Health Care 
Group from the DSQIID, 2010)

Down Syndrome begin age 40 then annually.

Non-DS begin at age 50.
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Tool & manual available online in multiple 
languages:  https://www.the-ntg.org/ntg-

edsd

https://www.the-ntg.org/ntg-edsd


Identifying meaningful change in 
functioning

• Not all change from baseline is meaningful for our purposes
• The NTG-EDSD identifies domains important to the recognition of 

meaningful change in functioning that alerts caregivers about the 
need to follow up:

• A) by bringing up to the IDT/MDT the topic of the client’s changes 
from usual functioning 

• B) by bringing up to the client’s Health Care Provider (HPC) change 
from usual functioning 

• C) by recognizing that more information is needed, and additional 
tracking would be helpful



Rationale for development of the NTG-
EDSD

• Need to equip family and professional caregivers with a tool to 
capture information about changes in cognition, behavior and daily 
functioning

• Provide caregivers with a format to share important information 
about the person they support with the consumer’s/client’s health 
care practitioner

• Train caregivers to recognize and report relevant signs of change
• For those eligible, the NTG-EDSD could be used as part of the 

Annual Wellness Visit



How do I complete the form?

• Who: The NTG-EDSD should be completed by someone who is familiar 
with the consumer. This is an administrative tool and not a clinical screen. 
It is best completed by whomever has everyday knowledge of the 
individual whose functioning is being rated

• Where: If the consumer attends day program, it may be helpful for the 
staff at day program to complete a separate record form or the day 
program’s staff can be included in the completion of one rating instrument 
by providing input to family or residential support staff completing a form 

• What: Gather medical and other chart materials in order to fill out some of 
the questions pertinent to medical and mental health status changes



Cover Page

Cover page
• 1. demographics
• 2. level of intellectual 
disability (if known)
• 3. developmental 
disorder (if known)
• 4. living arrangement



Page 2

Page 2- Items 10-15
• In the opinion of the 
rater, how is the person’s 
current physical and 
mental health and as 
how is the person’s 
health compared with last 
year?
Page 2- Items 16-18
• Complete if the person 
has been diagnosed with 
Mild Cognitive 
Impairment  (MCI)



Page 3

Domains 
• Activities of Daily Living
• Language and 

Communication
• Sleep-Wake cycle
• Ambulation



What is a Likert Rating?

• A Likert rating is composed of a series of four or more items that 
represent a range of choices for the same question

• You are probably most familiar with Likert Scales that ask you to 
rate something with number from 1-5, or ask you to indicate agree, 
somewhat agree, neutral, disagree, strongly disagree

• For the EDSD on pages 3-4, you are asked to indicate if something 
has always been the case, has always been the case but is worse, 
is a new symptom or does not apply

• Let’s consider what each of these tells us as a way of capturing 
observations of change…



Page 3

Page 3, Items 19-22
• Raters are now asked to check a 
column on a Likert Scale. The 
choices are:
• Always been the case
• Always but worse
• New symptom since last year
• Does not apply



Always been the case…

Pages 3-4
What do we mean by “Always been the case”?
• Kenan has always needed help bathing
• It has always been the case that he does not initiate conversations
• He always sleeps excessive amounts

By choosing “Always been the case,” you are indicating this is usual 
for the person and there has been no change 



Always the Case but worse…

Pages 3-4
What do we mean by “Always the case but worse”?
• Rose has needed verbal prompts to complete showering and now 

she needs hand-over-hand assistance
• Rose has mobility problems—she previously used a walker --and 

now needs a wheelchair for anything further than short distances
• She previously needed her food cut up for her, but now she can 

only eat finger food
By choosing “Always been the case but worse” you are indicating the 
person has lost more skills and is less independent with an activity of 
daily living for which she has already had problems—the situation has 
gotten worse.



New symptom 

Pages 3-4
What do we mean by choosing “new symptom”?
• Walt has episodes of incontinence which began 3 months ago.
• Walt has become lost while walking home from his program twice 

within the past 6 months
• He cannot remember the name of his new staff and began calling 

the new staff by the name of a worker who has not been at the 
home for several years.

By choosing “new symptom” you are indicating that this was not a 
problem last assessment but is a problem now and is a new sign of 
change



Does not Apply

Pages 3-4
What do we mean when we choose the rating “does not apply”?
• Joy does not need assistance in showering
• She does not need assistance in dressing
• Joy may have episodes of mild forgetfulness, but this does not 

interfere with her work or daily activities
By choosing “does not apply” we are indicating that this is an area in 
which Joy does not have a problem



Page 4

Domains (Items 23-26)
• Memory
• Behavior and Affect
• Adult ‘s Self-Reported 
Problems
• Notable significant 
changes observed by 
others



Chronic Health 
Conditions

• Bone, Joint and Muscle
• Heart and Circulation
• Hormonal
• Lungs and Breathing
• Mental Health
• Pain
• Sensory
• Other medial conditions
Based on the Longitudinal 
Health and Intellectual 
Disability Survey, University 
of Illinois at Chicago



Page 6

• Gather information from the 
person’s chart regarding 
current medication, dosage 
and when prescribed

• Background information
• Other changes observed 

but not covered  in the 
rating form? This is your 
opportunity to share what 
you have observed.

• Next Steps 



Essentials of a Diagnostic Workup

• Rule out delirium – sudden confusion, inattention, medical emergency
- UTI, impaction, pneumonia, medications

• Rule out depression/anxiety – has there been a recent significant life event?
• Medication review – new meds, changes, interactions, anticholinergics*
• History and physical  (including psychiatric, personal, past medical and family histories and 

mental state assessment)

• Lab tests
Evidence supports the following tests:

• Complete blood cell count 
• Serum electrolytes
• Glucose 
• BUN/creatinine
• Serum B12 levels
• Thyroid function tests 
• Liver function tests
• Celiac screening if DS (tTG-IgA test) 

• MRI and/or CT scan (possibly)
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David

• David is a 57-year-old male with Down Syndrome who lives alone 
with staff supports

• We know that a psychologist has previously diagnosed him with 
Mild Cognitive Impairment

• He was rated as showing a variety of new symptoms including 
incontinence, word-finding problems, memory issues, changes in 
behavior, falls, sensory changes

• He has medical conditions including high blood pressure and high 
cholesterol



How would we complete Page 1 (cover 
page) for David?

• David is  a 57-year-old male with mild intellectual disability and 
Down syndrome. He lives in an apartment in the community and is 
supported by staff

What are some things that the information on the cover sheet 
might alert us to consider?
• One of the things to think about as you proceed is that David is at 

high risk for Alzheimer’s type dementia based on his being over 50 
with Down syndrome





How do we complete Page 2 for David?

• Although the raters indicated his health is “good,” they also 
indicated it is somewhat worse than last year

• Compared with last year he appears sadder and more anxious. 
Staff rated him as somewhat  worse in his mental health compared 
with last year

• His vision and hearing are corrected by eyeglasses and hearing 
aids

• This past year a family member died, and his favorite staff left 
during COVID and did not return

• He was diagnosed with Mild Cognitive Impairment in 2016 based 
on lessened productivity at work, less interest in keeping up with 
chores at home and lessened interest in socializing with others





What did we learn when we completed 
Page 3 for David?

Activities of Daily Living (19)
David is independent in his activities of daily living. We know this 
because the staff has checked off the column “Does not apply”.  
However, he has been exhibiting a relatively “new symptom” of  
urinary incontinence (accidents) 
Language and Communication (20)
David has displayed new signs of change in his communication skills 
in the form of word finding difficulties and his tendency to lose track in 
the middle of conversations 





Ratings for David’s Page 3

Sleep (21)
Here several changes are reported as “new symptoms”. David is 
sleeping less compared with before, he is waking frequently. When he 
is awake, he appears confused. Staff have reported several episodes 
of middle-of-the-night wandering from his home
Ambulation (22)
• No significant problems reported with balance or walking except 

that he has fallen twice 





What did we learn when we completed 
Page 4 for David?

Memory (23)
• David appears to be displaying several memory changes including 

problems with new learning, not remembering the names of familiar 
people, losing track in the middle of conversations,  and misplacing 
objects

Behavior and Affects (24) 
• David is more withdrawn, impulsive, repetitive/compulsive, depressed and 

wanders
Adult Self-reported Problems (25)
• David has noted his own memory change and he reports having a harder 

time doing things





What did we learn when we completed 
Page 5 for David?

• David’s medical conditions include high cholesterol, hypertension, thyroid 
problems, depression and urinary incontinence

For possible further consideration:
His high cholesterol and HTN put him at greater risk for stroke, cardiac 

problems and cognitive changes
His thyroid problems can contribute to mood issues
Depression can contribute to concentration, attention and memory 

problems
Are his episodes of incontinence due to urinary tract or prostate problems 

or is he misjudging when he needs to use the toilet?





What do you do with the Ratings from the 
EDSD?

• Look for patterns
• What are areas in which change 

has been noted?
• What is the extent of change?
• Is something being done to 

currently address identified 
issues?

• Bring findings from the EDSD to 
the IDT/MDT



Sharing Findings with Members of the IDT

• Discuss observations captured through 
EDSD ratings

• Reconcile any discrepancies across 
settings

• Request additional information, if 
necessary

• Brainstorm possible approaches
• Operationalize a plan of action
• Is it time to refer to the HealthCare 

Provider or other professionals?
• Evaluate the effectiveness of the plan



Sharing findings from EDSD can advance 
important conversations

• Raise neurocognitive disorder or 
competing problems for 
exploration as possible 
explanation for change. In 
addition to dementia, the 
following can be contributing to 
observed changes: 

• Depression
• Delirium
• Sensory loss
• Unaddressed pain
• Psychosocial stressors



Types of Decisions that May Follow from 
Use of the EDSD

Modification of 
residence

Change in 
residence

Changing 
staffing support

Changing 
programming

Developing a 
positive daily 
routine

Identifying 
items and 
activities for 
stimulation



Utilize to determine care and support 
needs of the individual

• What types of visual and verbal 
cuing, role modeling or other 
supports help the individual 
remain as independent as 
possible?

• What does the person need in 
order to be safe?

• What does the person need in 
order to be comfortable?

• What does the person need in 
order to have the best Quality of 
Life (QoL)



What did the team do with findings from 
the EDSD rating for David?

• David is at higher risk for Alzheimer’s due to his age and Down 
Syndrome

• We might want to explore how sensory changes impact his 
functioning

• We  might want to explore if he is a candidate for balance and gait 
training

• We might  consider helping him develop a positive daily routine by 
providing him with choices within a scheduled and structured day 





Take Home Messages
• Family and staff are in the best position to recognize 

everyday changes in memory, thinking, behavior 
skills and ADLs for the people whom they know and 
support

• The NTG-EDSD is an administrative screening tool 
that can be used to capture information about 
observed changes in functioning of individuals with 
IDD

• Findings from the EDSD can aid and promote 
healthcare advocacy

• Findings can be shared with members of the 
Interdisciplinary Team and Health Care Providers to 
make decisions about services, supports and 
treatments
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