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ABSTRACT
To study the use of a dementia screening tool in our clinic cohort of adults with Down syndrome. To evaluate the functionality 
of the NTG-EDSD for Dementia as part of a dementia screening protocol for adults with Down syndrome, we conducted a cohort 
analysis of patients aged 40 and older followed at the Massachusetts General Hospital Down Syndrome Program, noting any 
clinical interpretation of dementia or mild cognitive impairment (MCI). From September 2023 to September 2024, 54 NTG-EDSD 
responses were collected. Of these, 14 patients had a clinical interpretation of dementia and/or MCI, and 40 did not have a clin-
ical interpretation of either. Due to the lack of a defined cutoff for the NTG-EDSD, we evaluated the sensitivity and specificity 
of the NTG-EDSD across various scoring thresholds: ≥ 30, ≥ 20, ≥ 10, ≥ 5, ≥ 3, ≥ 2, and ≥ 1. Sensitivity decreased, and specificity 
increased as the threshold score rose. Lower thresholds (e.g., ≥ 1) captured all true positives but at the cost of many false positives, 
whereas higher thresholds (e.g., ≥ 20) improved specificity and positive predictive value, identifying fewer individuals overall but 
with greater diagnostic confidence. In a real-world clinical setting, the NTG-EDSD lacks sufficient accuracy as a stand-alone de-
mentia screening tool for adults with Down syndrome but may still be useful for guiding caregiver conversations and identifying 
the need for further evaluation.

1   |   Introduction

Individuals with Down syndrome (DS) face a 95% risk of devel-
oping biological evidence of Alzheimer's-type dementia (AD) 
during their lifetime with a median symptom onset age of 55 
(Startin et  al.  2019). ad, the most common type of dementia, 
often develops from an earlier stage known as mild cognitive 
impairment (MCI) (Krinsky-McHale et al. 2020). MCI involves 
early memory loss or decline in other cognitive abilities (such 
as language or visual–spatial skills), but individuals typically 

retain the ability to perform most daily activities independently 
(Chang et al. 2025). A diagnosis of AD typically requires a com-
prehensive cognitive evaluation such as a neuropsychological 
evaluation or referral to a neurologist or psychiatrist (Krinsky-
McHale et al. 2020). However, this process is time consuming, 
involved, and can take months given wait times of specialty 
care. As identified by the most recent evidence-based clinical 
practice guidelines for DS, “There is a critical need for practical, 
standardized and validated assessment tools for use in the clinic 
to diagnose and stage Alzheimer's disease in individuals with 
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DS across a spectrum of baseline intellectual abilities” (Tsou 
et al. 2020).

In response to this new recommendation, the Massachusetts 
General Hospital Down Syndrome Program (MGH DSP) 
launched a quality improvement initiative to evaluate the im-
plementation of a newly established dementia screening proto-
col for patients with DS aged 40 and older. We identified four 
validated screening tools for AD in DS, each with strengths, 
limitations, and varied published use in individuals with DS 
(Esbensen et al. 2017). Screens for dementia include the follow-
ing: The National Task Group on Intellectual Disabilities and 
Dementia Practices (NTG) developed the NTG-Early Detection 
Screen for Dementia (NTG-EDSD) (Silverman et al. 2021), the 
Adaptive Behavior Dementia Questionnaire (ABDQ) (Prasher 
et  al.  2004), the Dementia Questionnaire for People with 
Learning Disabilities (DLD) (Evenhuis 1990), and the American 
Association on Mental Deficiency Adaptive Behavior Scale 
(AAMD), Part I (Suess et al. 1981).

As previously published, we used the ABDQ and a modified 
version of the survey in 2022 to screen for dementia in adults 
with DS aged 40 and above within the MGH DSP (Oreskovic 
et  al.  2025). However, neither version adequately screened for 
patients with cognitive impairment and/or dementia within the 
population (Oreskovic et  al.  2025). This prompted our search 
for an alternative screening tool that would be freely available, 
brief, and able to be completed by caregivers.

The NTG-EDSD was selected because it met all of these criteria 
and showed promise for integration into routine clinical care. 
In contrast, the AAMD is significantly longer and more time-
intensive, while the DLD requires repeated use over time to 
detect change, making both less practical for our clinic's screen-
ing goals.

We thus began this current study with several aims, to (1) de-
scribe our experience selecting an alternative screening in-
strument for AD in DS, (2) highlight our experience using that 
instrument, and (3) summarize the scoring results. Given the 
recommendation that all adults with DS age 40 and older be 
screened for AD, this study provides useful guidance for clini-
cians caring for individuals with DS in beginning to implement 
the recommended guideline (Tsou et  al.  2020). Screening for 
early onset decline could help identify adults with DS who need 
further diagnostic evaluation for AD.

2   |   Methods

2.1   |   Setting

The MGH DSP is a multidisciplinary specialty program for in-
dividuals with DS. Clinical visits include a physician, a social 
worker, a nutritionist, a self-advocate with DS, and a program 
coordinator. In addition to the clinical visit, patients may be 
referred for visits with the affiliated psychiatrist or neuropsy-
chologists. Wait times for psychiatry and neuropsychological 
outpatient evaluations can be lengthy for adults with DS in the 
US, especially in states without a designated DS program, with 
families waiting up to 12 months or more for an appointment. 

Prior to a visit, caregivers receive an electronic intake form via 
email, which they complete with caregiver-reported medical 
history.

2.2   |   Selecting a Screening Instrument

As previously published, and based on the limitations with the 
use of the ABDQ (Oreskovic et  al.  2025), we considered the 
remaining three caregiver-completed screening instruments: 
the NTG-EDSD, the DLD, and the AAMD. The National Task 
Group on Intellectual Disabilities and Dementia Practices' 
Early Detection and Screening for Dementia (NTG-EDSD), the 
Dementia Questionnaire for People with Learning Disabilities 
(DLD), and the American Association on Mental Deficiency 
Adaptive Behavior Scale (AAMD).

Our ideal screening instrument would, (1) have been previously 
shown to be valid for use in assessing for AD in DS, (2) be able to 
be completed independently by caregivers or families, (3) be able 
to be completed quickly (< 10–15 min) during a clinic visit, (4) 
yield an actionable result (e.g., a score with established criteria) 
to guide clinical management, and (5) yield an outcome that can 
provide immediate clinical care decision support (i.e., comple-
tion in a single assessment that does not require longitudinal 
data or serial assessments over time). Initially, our impression 
was that the ABDQ best matched these criteria but found that it 
did not have ideal sensitivity and specificity to screen for AD in 
our clinic cohort of adults with DS.

Initially, we eliminated the NTG-EDSD due to length, expected 
completion time, and lack of score with established criteria. 
However, after excluding the ABDQ as a clinical screening tool, 
we selected the NTG-EDSD for use in our clinical screening 
protocol. It was recommended in the adult evidence-based care 
guidelines and has been anecdotally used by other research-
ers and clinicians in the DS community (Tsou et al. 2020). We 
also found that caregivers could complete it quickly within our 
clinic workflow. In addition to screening for dementia, the NTG-
EDSD has also been useful for assessing MCI in adults with DS 
(Silverman et al. 2021).

The NTG-EDSD is a 63-question assessment designed to evalu-
ate clinical onset of AD through comparison of a patient's behav-
ior at the time of assessment to baseline. Baseline is defined as a 
patient's behavior prior to any onset of any signs of dementia. The 
survey is completed by a caregiver and/or parent who knows the 
patient well. The NTG-EDSD includes eight subsections includ-
ing: “Activities of Daily Living,” “Language & Communication,” 
“Sleep-Wake Change Patterns,” “Ambulation,” “Memory,” 
“Behavior and Affect,” “Adult's Self-Reported Problems,” and 
“Notable Significant Changes Observed by Others.” Notably, 
the “Adult's Self-Reported Problems” section has 6 questions 
designed to be reported by the patient. The NTG-EDSD is com-
pleted using a scale with the following columns: (A) Always 
been the case, (B) Always but worse in the past year, (C) New 
symptom in the past year, and (D) Does not apply. The care-
giver marks off the column that most accurately answers each 
question. The NTG-EDSD does not have a standardized scor-
ing cutoff; rather, it is intended to track symptom trends over 
time and the progression of cognitive changes (NTG-EDSD 
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Screening Tool 2025). As such, the sensitivity and specificity for 
this screener has not yet been analyzed for people with intellec-
tual disabilities.

2.3   |   Procedure

The NTG-EDSD was self-administered by a caregiver via paper 
questionnaire during the patient's clinical visit. Questionnaires 
were completed by the caregivers with a team member available 
to answer questions. Caregivers completed the NTG-EDSD in 
the waiting room while waiting for the physician in the exam 
room, or between sessions with our multidisciplinary clinicians; 
caregivers were not directly monitored or observed in question-
naire completion. As it is possible that caregivers could have 
answered the “Adult's Self-Reported Problems” section intended 
for adults with DS, we chose to focus only on the caregiver re-
port items in this study. Following completion of the question-
naires, responses were scanned and entered into a database for 
analysis.

In the absence of a standardized scoring guide or cutoff for a 
positive screen, we analyzed our data using a point system simi-
lar to that of Silverman et al. (2021). One point was assigned for 
each response marked in columns B and C, which indicate the 
emergence of potential new symptoms of dementia. No points 
were assigned for responses marked in columns A and D, which 
indicate an absence of dementia-related concerns. Summing 
these assigned values, each patient was given a corresponding 
NTG-EDSD score.

To compare NTG-EDSD scores with clinical interpretations, we 
reviewed patients' electronic health records (EHR) for clinical 
interpretation of dementia (D) or early signs of dementia, MCI, 
henceforth referred to as D/MCI. Patients were recorded as hav-
ing D/MCI if dementia and/or MCI were explicitly mentioned in 
any visit notes or documentation elsewhere in the medical chart, 
including neuropsychological evaluation reports. Patients were 
recorded as D/MCI absent if there was no explicit mention of 
dementia and/or MCI in the EHR. Demographic data about the 
patients were also retrieved from the EHR.

Since the NTG-EDSD does not have an established threshold 
score for determining a positive screen, we next examined the 
impact of applying different thresholds (≥ 30, ≥ 20, ≥ 10, ≥ 5, ≥ 3, 
≥ 2, and ≥ 1) selected by our team. To assess the clinical utility 
of the NTG-EDSD as a dementia screening tool, we constructed 
2 × 2 tables for each threshold, comparing the classification 
based on these raw scores to D/MCI status. Sensitivity and spec-
ificity were then calculated for each threshold to evaluate the 
tool's accuracy in distinguishing between individuals with and 
without cognitive impairment.

Additionally, we tabulated the combined data from the “Language 
& Communication” and “Memory” domains of the NTG-EDSD 
to compare with the findings of Silverman et al.  (2021) paper, 
which found these two domains more sensitive to cognitive de-
cline (Silverman et al. 2021). To assess the clinical utility of the 
combined “Language & Communication” and “Memory” sec-
tions as a dementia screening tool, we constructed 2 × 2 tables 
for threshold scores of ≥ 1 and ≥ 2, comparing the classification 

based on these scores to D/MCI status. Sensitivity and specific-
ity were then calculated for each threshold.

This quality improvement study was approved by Mass General 
Brigham's institutional review board as part of a quality im-
provement initiative within the MGH DSP. Data are presented 
in an aggregate, de-identified manner and was collected to study 
this quality improvement protocol.

3   |   Results

From September 2023 to September 2024, we collected 54 total 
NTG-EDSD responses from 54 MGH DSP patients aged 40 and 
older. In our cohort, 31 participants were male and 23 were 
female. Most (50) individuals with DS were self-identified as 
White, but 1 was Hispanic, and 1 was Black or African American 
(Table 1). Among the 54 total responses, the mean NTG-EDSD 
score was 6.6, with a range of 0 to 40. On clinical chart review, of 
the 54 screens, 40 were classified as D/MCI absent.

In evaluating the use of different NTG-EDSD threshold scores 
(≥ 30, ≥ 20, ≥ 10, ≥ 5, ≥ 3, ≥ 2, and ≥ 1) on sensitivity and speci-
ficity of screening for dementia and MCI, we found that sensitiv-
ity and specificity values were impacted based on the threshold 
score used. At a threshold of ≥ 30 indicating a positive screen, 
four participants screened positive, all with D/MCI; 10 partic-
ipants with D/MCI screened negative. Lowering the threshold 
to ≥ 20 to indicate a positive screen increased the number of 
positive screens to 6, capturing 6 of the 14 D/MCI cases while 
adding 1 false positive. At a threshold of ≥ 10, 11 participants 
screened positive, 6 of which were with D/MCI and 5 of which 
were without D/MCI. Lowering the threshold to ≥ 5 resulted in 
18 positive screens, identifying 8 of the 14 D/MCI cases but also 
including 10 false positives. Further decreasing the threshold to 
≥ 3 increased the number of positive screens to 26, capturing 9 
of the 14 D/MCI cases but also identifying 17 false positives. At a 
threshold score of ≥ 1, 37 participants screened positive, captur-
ing all of the D/MCI cases. However, this threshold also resulted 
in 23 false positives. In contrast, at a threshold score of ≥ 2, the 
number of false positive screens decreased to 20 but only iden-
tified 11 of the 14 D/MCI cases  (Supporting Information). We 
summarized the sensitivity and specificity values using these 
NTG-EDSD threshold scores (Table 2).

To better understand how different sections of the NTG-EDSD 
may be more informative for distinguishing between cognitively 
stable adults and those with early clinical progression of AD, 
classified as MCI, we compared our findings with the findings 
of Silverman et  al.  (2021). Silverman et  al.  (2021) highlighted 
that the “Memory” and “Language & Communication” domains 
combined were particularly informative (Silverman et al. 2021). 
At a threshold of ≥ 2 indicating a positive screen, 14 participants 
screened positive, 7 of which with D/MCI and 7 without D/
MCI; 7 participants with D/MCI screened negative. Lowering 
the threshold to ≥ 1 to indicate a positive screen, increased the 
number of positive screens to 22, capturing 10 of the 14 D/MCI 
cases while adding 5 false positives (Supporting Information). 
Our analysis showed that using only these two domains with 
threshold scores of ≥ 1 and ≥ 2 yielded sensitivities of 0.71 and 
0.50, respectively (Table 3).
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To identify which symptoms were leading individuals to 
screen positive, among the 54 NTG-EDSD responses, we ex-
amined the frequency of symptoms reported as either “Always 
but worse in the past year” or “New symptom in the past year” 
across all domains. Individuals with DS had new or worsening 
symptoms in behavior and affect (97), memory (59), notable 
significant changes by others (46), activities of daily living 
(43), sleep–wake change patterns (30), and ambulation (24). 
The most frequently reported changes included difficulties in 
conversation, with 12 participants appearing to get lost mid-
conversation. Other commonly observed symptoms included 
weight changes (11), obsessive or repetitive behaviors (10), 
inattentiveness (11), difficulty following simple instructions 
(11), and losing or misplacing objects (10).

Additional notable symptoms reported by at least eight partic-
ipant caregivers included problems with learning new tasks or 
new names (8), not finding words (8), anxiety or nervousness 
(9), losing track of time (9), and difficulty walking over uneven 
surfaces (10). A range of cognitive, behavioral, and functional 
changes was observed, with varying frequencies, including ver-
bal and physical aggression, unsteady gait, changes in personal-
ity, and sleep disturbances.

4   |   Discussion

The most recent clinical guidelines for DS highlight a critical 
need for standardized tools to diagnose and stage Alzheimer's 
disease (AD) in individuals with DS (Tsou et  al.  2020). In re-
sponse, the Massachusetts General Hospital Down Syndrome 
Program launched a protocol to evaluate dementia screening 
tools for patients aged 40 and older. Though several dementia 
screens have been validated in research populations, there is 
limited data to guide clinicians on the clinical applicability of 
using a dementia screener in a clinical setting. After previously 
testing and finding the ABDQ tool ineffective for dementia 
screening in a clinical setting (Oreskovic et al. 2025), we next pi-
loted the NTG-EDSD as a dementia screening tool. We collected 
54 NTG-EDSD responses from 54 patients in the Massachusetts 
General Hospital, noting a mean score of 6.6. Given the absence 
of a defined cutoff score for the NTG-EDSD, we explored various 
threshold scores to identify the 14 participants with D/MCI and 
the 40 participants without D/MCI. Our findings, including the 

TABLE 1    |    Demographic traits of 54 individuals with Down 
syndrome who had the caregiver-administered National Test Group on 
Intellectual Disabilities and Dementia Practices Early Detection Screen 
for Dementia (NTG-EDSD) completed.

Modified NTG-EDSD 
Sept. 2023–Sept. 

2024 (N = 54)

N (%)

Sex

Male 31 (57.4)

Female 23 (42.6)

Race

White 50 (92.6)

Black or African American 1 (1.9)

Other 1 (1.9)

Unavailable 2 (3.7)

Ethnicity

Hispanic 1 (1.9)

Not Hispanic 53 (98.1)

Age

40–44 16 (29.6)

45–49 13 (24.1)

50–54 12 (22.2)

55–59 9 (16.7)

60–64 3 (5.6)

65–70 1 (1.9)

Premorbid function/level of ID

Mild 11 (20.4)

Moderate 29 (53.7)

Severe 5 (9.3)

Profound 1 (1.9)

Unknown 8 (14.8)

TABLE 2    |    Comparing sensitivity and specificity values of threshold scores on the National Test Group on Intellectual Disabilities and Dementia 
Practices Early Detection Screen for Dementia (NTG-EDSD) for N = 54 patients September 2023 to September 2024.

Threshold score Sens Spec PPV NPV LR+ LR− DOR

1 1 0.43 0.38 1 1.74 0 —

2 0.79 0.50 0.35 0.87 1.57 0.43 3.67

3 0.64 0.58 0.35 0.82 1.51 0.62 2.44

5 0.57 0.75 0.44 0.83 2.29 0.57 4.00

10 0.43 0.88 0.55 0.81 3.43 0.65 5.25

20 0.43 0.98 0.86 0.83 17.14 0.59 29.25

30 0.29 1 1 0.80 — 0.71 —

Abbreviations: DOR, diagnostic odds ratio; LR, likelihood ratio; NPV, negative predictive value; PPV, positive predictive value; Sens, sensitivity; Spec, specificity.
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sensitivity and specificity observed at different score thresholds, 
contribute to the growing body of literature, including the work 
by Silverman et al. (2021), aimed at understanding the effective-
ness of the NTG-EDSD in the early detection of cognitive decline 
in this high-risk population (Silverman et al. 2021). Importantly, 
our study reports on the clinical utility of using the NTG-EDSD 
to screen for early cognitive decline in individuals with DS in a 
routine clinical setting.

Selecting an optimal threshold score involves balancing sensi-
tivity and specificity. Our analysis explored a range of thresh-
old scores, with a score of ≥ 5 yielding a sensitivity of 0.57 and 
a specificity of 0.75. While this threshold aligns with findings 
from Silverman et al. (2021)—who reported a sensitivity of 0.87 
and specificity of 0.80 for dementia at the same cutoff—it did 
not demonstrate adequate sensitivity in our sample. As a result, 
we cannot conclude that a threshold score of ≥ 5, or any other 
specific cutoff, is optimal for screening purposes.

Additionally, prior work by Silverman et  al.  (2021) identified 
the “Memory” and “Language & Communication” domains 
as especially useful in distinguishing early decline (Silverman 
et al. 2021). Using a criterion of one or more concerns in these 
domains, they reported a sensitivity of 0.806 and a specificity of 
0.802 for distinguishing between cognitively stable adults and 
those with D/MCI (Silverman et al. 2021). Our analysis showed 
that using only these two domains with threshold scores of ≥ 1 
and ≥ 2 yielded limited screening accuracy, with sensitivities of 
0.71 and 0.50, respectively.

Notably, clinicians and families in our setting reported that in-
corporating the NTG-EDSD into routine visits added meaning-
ful structure to conversations about cognitive and behavioral 
changes. The most frequently reported new or worsening symp-
toms were in “Behavior and Affect,” “Memory,” and “Notable 
Significant Changes Recognized by Others.” Frequently ob-
served difficulties included getting lost mid-conversation, 
weight changes, obsessive or repetitive behaviors, inattentive-
ness, and difficulty following simple instructions. Additional 
symptoms reported by at least 10 participants included losing 
track of time, anxiety, and difficulty walking on uneven sur-
faces. A wide range of cognitive, behavioral, and functional 
changes were noted, highlighting the varied presentation of de-
cline in adults with DS.

Given the NTG-EDSD is recommended for tracking cognitive 
changes over time, yet lacks definitive scoring threshold scores, 
our study provides valuable preliminary insights into potential 
thresholds for clinical use. We believe this information will be 
particularly useful for other clinicians seeking to understand 

how different NTG-EDSD total scores might align with the iden-
tification of individuals with dementia. These results demon-
strate how different threshold scores influence the number of 
positive screens and their alignment with clinical interpreta-
tions as shown in Figure 1. Higher thresholds identified fewer 
positive cases while maintaining a lower number of false posi-
tives, whereas lower thresholds captured more D/MCI cases but 
also resulted in more false positives. These findings can inform 
clinicians seeking to incorporate the NTG-EDSD into practice 
and contribute to ongoing efforts to refine and validate scoring 
guidelines for dementia screening in adults with DS. Further 
research across diverse clinical settings is needed to confirm 
appropriate and clinically meaningful threshold scores for dif-
ferent stages of cognitive decline.

As illustrated in Figure 1, NTG scores generally increase across 
the three diagnostic categories: those with no dementia and/or 
MCI, those with MCI, and those with dementia. This trend sug-
gests that NTG scores may have value in differentiating indi-
viduals by cognitive status in clinical and research settings. In 
practice, this differentiation can aid in early detection efforts, 
reinforcing the importance of routine screening. However, an 
open question remains: how do NTG scores correlate with other 
biomarkers of cognitive decline, such as brain imaging findings? 
The field is currently seeking the best way to screen individuals, 
balancing clinical evaluations, caregiver reports, and potential 
biological markers. Understanding how tools like the NTG-
EDSD fit into this broader diagnostic landscape is critical for 
refining best practices in dementia screening for adults with DS.

Despite the presented threshold scores, outliers were evident in 
our data. As shown in Figure 1, most participants classified with 
MCI exhibited lower total NTG-EDSD scores, while those doc-
umented with dementia tended to have higher scores. However, 
individual variation was significant. Among the five individuals 
documented with only MCI, NTG scores ranged from 1 to 3 (1, 
1, 1, 2, 3), indicating that detecting this group may require lower 
score thresholds. Conversely, the nine participants documented 
with dementia generally had higher NTG raw scores (2, 5, 7, 26, 
26, 34, 34, 35, 35), though three had raw scores below 10. The 
individual with a score of 2, despite a clinical interpretation of 
dementia, represents an outlier, as most tested threshold scores 
would likely have failed to identify this case. These findings 
emphasize that while NTG screening thresholds should not be 
used in isolation. Instead, they should complement other clinical 
assessments, given the ongoing uncertainty regarding the best 
approach to dementia screening in adults with DS.

Several limitations should be considered when interpreting 
the findings of this study. Firstly, our data were collected from 

TABLE 3    |    Comparing sensitivity and specificity values of threshold scores on the National Test Group on Intellectual Disabilities and Dementia 
Practices Early Detection Screen for Dementia (NTG-EDSD) for only the “Language & Communication” and “Memory” sections for N = 54 patients 
September 2023 to September 2024.

Threshold score Sens Spec PPV NPV LR+ LR− DOR

1 0.71 0.70 0.45 0.88 2.38 0.41 5.83

2 0.50 0.83 0.50 0.83 2.86 0.61 4.71

Abbreviations: DOR, diagnostic odds ratio; LR, likelihood ratio; NPV, negative predictive value; PPV, positive predictive value; Sens, sensitivity; Spec, specificity.
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a single clinic cohort, which may limit the generalizability of 
our results to other populations of adults with DS. While our 
sample included 54 patients, this is smaller than the sample 
of 185 adults with DS evaluated in the study by Silverman 
et  al.  (2021) across multiple sites. Secondly, a key limitation 
of this study is that we did not conduct prospective, standard-
ized neuropsychological assessments following NTG-EDSD 
screening. Instead, we relied on past medical records to de-
termine MCI and dementia status. This approach introduces 
uncertainty, as the absence of a documented dementia diag-
nosis does not confirm its absence at the time of screening. 
As a result, some individuals who screened positive may have 
had undiagnosed dementia, potentially underestimating the 
screener's true accuracy.

Additionally, the screeners were completed by caregivers, who 
could have varying relationships with the individual with DS 
and different perspectives, potentially influencing their observa-
tions and the reported concerns. As a result, the reported score 
may be influenced by the perspective of the person completing 
the form or other unmeasured variables. Further research might 
test the repeat reliability for NTG-EDSD. Lastly, all participants 
in our study were given a paper copy of the questionnaire at 
their visit. While this ensured accessibility and ease of use in 
the clinic setting, it may present challenges in data collection 
and analysis compared to electronic administration, potentially 
introducing manual data entry errors and limiting the possibil-
ity for automated scoring and analysis.

For future use, researchers and practitioners should consider 
tracking the duration and nature of the relationship between 
caregivers and individuals with DS, as these factors may poten-
tially influence the reporting of dementia-related concerns on 
screening instruments like the NTG-EDSD. Moving forward, it 
is crucial that future researchers continue to evaluate the util-
ity of other available screening instruments for dementia in 
adults with DS to ensure the implementation of robust and ef-
fective screening practices in this population. This aligns with 
Silverman et  al.  (2021) conclusion that NTG-EDSD findings 
need to be supplemented by additional sources of relevant infor-
mation to achieve an acceptable level of diagnostic/screening ac-
curacy. Given the ongoing uncertainty surrounding the optimal 
approach to dementia screening in adults with DS, comparative 
studies of different screening tools are essential for advancing 
clinical practice.

5   |   Conclusion

Building upon our team's ongoing efforts to develop an effec-
tive dementia screening protocol for adults with DS, this study 
evaluated the real-world clinical utility of the NTG-EDSD. Our 
findings suggest that the NTG-EDSD scoring system does not 
demonstrate sufficient accuracy to serve as a reliable stand-
alone screening tool in a general clinical population. However, 
it holds value as a practical conversation starter, prompting fur-
ther exploration and discussion with caregivers. These results 

FIGURE 1    |    Caregiver-reported National Test Group on Intellectual Disabilities and Dementia Practices Early Detection Screen for Dementia 
(NTG-EDSD) raw scores of N = 54 patients September 2023 to September 2024 compared to clinical interpretation of symptoms of dementia (D) and/
or mild cognitive impairment (MCI). Each bubble represents an individual raw score reported by a caregiver of an adult with Down syndrome, with 
the size of the bubble corresponding to the number of caregivers who reported that same score.
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highlight the continued need for the development of more ro-
bust and clinically useful screening tools tailored to the DS 
population to better support early detection and intervention for 
Alzheimer's disease in the DS population, thereby improving 
long-term outcomes and support.
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